DATA ACCESS POLICY

Version 2
Approved 17th July 2016

1.0

Preamble

The following policy defines how data can be obtained from the Australian Stroke Clinical Registry
(AuSCR). This policy includes the criteria, conditions, and limitations for data access, procedures to
be followed when requesting data access and the fees for such access. The outlined procedures
have been put in place to protect against potential breaches of privacy as well as to ensure
appropriate ethical integrity and scientific merit of proposals using AuSCR data. In considering the
approval of access to AuSCR data, the AuSCR Management Committee seeks to balance the
protection of AuSCR registrants’ privacy with that of the public health significance from the
proposed research. If the value of the research is deemed to be inadequate by an independent
review panel (the AuSCR Research Task Group), access to data will be denied.
This policy only relates to data from the AuSCR. Should the data request for AuSCR data include
AuSDaT data from more than one program please refer to the AuSDaT Policy and Procedures.
This document should be read in conjunction with the AuSCR Data Security Policy, and AuSCR
Publication policy.

1.1

Overview of AuSCR

The AuSCR is a clinical quality registry that contains information, collected from participating
hospitals in Australia, about the management of acute stroke and transient ischaemic attack (TIA).
The information collected in the AuSCR is used to inform efforts to: understand the quality of
health care provided in Australia; plan services; and assist with improved treatment and
prevention efforts as part of supporting quality improvement efforts. The aggregated data are also
used as part of observational studies to describe stroke care and outcomes of patients in Australia.
In brief, a data-set of variables including personal information, stroke characteristics and clinical
processes of care is collected using a comprehensive, secure data management system called the
Australian Stroke Data Tool (AuSDaT). This data entry may occur manually, with data entered
through the web-based portal, or data may be indirectly imported from separate health
administrative systems at participating hospitals that have this capability. The details of the
variables collected in AuSCR are outlined in the National Stroke Data Dictionary (NSDD). The NSDD
provides nationally consistent standardised definitions, coding and recording guidance for all data
items collected for the AuSCR through the AuSDaT system from the 1 July 2016. The NSDD is
available at: http://www.auscr.com.au/.
The initial data collection occurs during the hospital admission and eligible patients are followedup between 90-180 days post-symptom onset. All people on the Registry known to be alive are
contacted and asked to complete a follow-up questionnaire which is distributed by mail with
subsequent telephone follow-up in the absence of a response to two mail outs. Once a year, the
patient-level data are linked to national death registrations by the Australian Institute of Health
and Welfare so all deaths among the registrants can be determined and updated routinely.
Feedback to participating hospitals is provided directly through pre-specified reports and data
exports that can be downloaded from AuSDaT at any time, as well as annually through an annual
report prepared by AuSCR Office.
AuSCR data requests must be submitted to the AuSCR Management Committee, via the AuSCR
National Coordinator, and will be independently reviewed by the Management Committee and/or
Research Task Group as appropriate.
The AuSCR is managed by a Management Committee and is governed by a Steering Committee
with members representing expertise in stroke care, epidemiology and administration. Consumers
are also represented on the Steering Committee. The Management Committee additionally uses
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the advice and independent review services of the AuSCR Research Task Group (outlined in
Section 2.3) when considering the scientific merit of applications seeking to use the AuSCR data.
Any approved research using the AuSCR data requires a Human Research Ethics Committee (HREC)
review.

1.2

Data Security & Storage

Data security and storage is assured via the following:
 Secure data housing and password protected access
 Internal audit
 Disaster recovery plans and appropriate backup procedures
 Form-based authentication
 Role-based access

2.0

Confidentiality of Information

Information held by AuSCR is confidential. The procedures for making a request for anonymised
data are outlined in Sections 2.4 and 2.5 respectively.
Sharing AuSCR data with the general scientific community is an objective established from the
onset of the Registry and supported by the AuSCR Steering Committee. In preparation for this
level of data sharing, each of the AuSCR hospital sites included the following wording within
participant information sheets:
“Your information is protected and we are not allowed to identify you by law. …. The Stroke
Registry will produce reports on factors that influence the success of stroke care and rehabilitation;
aspects of such reports may be presented at conferences or submitted for publication in medical
journals. It will not be possible to identify any individuals in any reports…… To maintain absolute
security and confidentiality, anyone wanting to use any of the data from the Registry will be
required to obtain ethics approval from an Ethics Committee.”

2.1

Data Access Statements

2.1.1 The AuSCR Management and Steering Committees:
 encourage the use of the AuSCR’s accumulated data for appropriate research relevant
to any aspects of stroke treatment and prevention;
 will only facilitate access to AuSCR data for projects that meet appropriate standards
of scientific merit and public health importance as determined by the AuSCR Research
Task Group, and/or the AuSCR Management Committee or their nominee/s;
 will only release data of a sufficiently high level of quality that have previously been
reported on by AuSCR Office as part of the annual reporting process and form part of
the AuSCR data archive;
 will only release potentially re-identifiable case records (that is, re-identifiable by
AuSCR Office data managers who keep a record of allocated Project IDs for subsets of
requested data and AuSCR IDs for cross verification purposes) or recruit research
subjects on behalf of applicants using contact information entrusted to AuSCR with all
the appropriate approvals being in place as outlined above;
 will not release identifiable case records that can be linked with other data with the
exception of government data linkage units or official health data integrating
authorities including the Australian Institute of Health and Welfare for approved
projects whereby the returned linked data provided to applicants are only able to be
merged with content data using a project-specific linkage ID variable. All data linkage
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processes are overseen by the AuSCR Data Custodian at the request of the
Management Committee.
 will not release registrant contact details. All contact with registered patients must be
conducted by the AuSCR office on behalf of the Management Committee.
2.1.2 In considering requests for access to AuSCR data the HREC must comply with the National
Statement on Ethical Conduct in Human Research (2007) – updated May 2015.
2.1. 3 The AuSCR Management Committee will release the least sensitive level of data that is
practicable in order to fulfil the uses identified in the research proposal submitted with the
data request.
2.1.4 In releasing aggregate data, the AuSCR Management Committee will suppress all individual
cells with counts less than 5, because of the potential risk of identifying an individual
person.
2.1.5 The AuSCR Management Committee generally releases data on a non-exclusive basis.
2.1.6 The AuSCR Management Committee generally does not release raw data.
2.1.7 Costs for application processing, making contact with registrants or preparing datasets for
applicant/s are to be borne by the approved applicant/s and funding for such activities is to be
secured prior to AuSCR office undertaking any of the work.

2.2

The Release of AuSCR Data

The AuSCR Management and Steering Committees envisage that AuSCR data will be of use to a
large number of organisations, investigators and decision-makers. Scenarios requiring data access
may include:
 Adhoc analysis of aggregated AuSCR data, which may or may not include specific
subgroups
 Data linkage to external databases
 The addition of a data spine to the core AuSCR data variables.
The AuSCR Management Committee will encourage generation of scientific knowledge based on
AuSCR data. Requests for aggregated data or access to the archived data for research purposes
should be made in writing as outlined in this policy (Sections 2.5). All requests must be submitted
for independent review to the AuSCR Research Task Group, via the National AuSCR Coordinator.
Once any queries from the Research Task Group are addressed the AuSCR Management
Committee will, when appropriate, endorse the recommendation of the Research Task Group. The
exception is if the project is deemed by the AuSCR Management Committee to be part of routine
reporting objectives, and the opportunity to work with a research group to increase the capacity
to have the data reported in a timely way is of mutual benefit. In this circumstance, the proposal is
reviewed and approved by the Management Committee and the Chairs of the Steering Committee
and Research Task Group.
To ensure that the data and any limitations in scope or quality of the data provided has been
properly understood by the user, pre-publication drafts of any derivative works must be submitted
to the AuSCR Management Committee for review and potential advice on data interpretation.
AuSCR must be acknowledged in the appropriate way in all publications and presentations;
publications must comply with the AuSCR Publication Policy. AuSCR reserves the right to dissociate
itself from conclusions drawn from the data if it deems necessary.

2.3

Research Task Group

Role of the Task Group
The purpose of the Research Task Group is to provide independent scientific review of applications
seeking access to AuSCR data.
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Membership


Members of the Research Task Group will be individuals with specific interest and expertise in
epidemiology and clinical datasets in stroke who are not members of the AuSCR Management
Committee.



Term of membership will be for 3 years with an option to extend



Minimum core group of six people.

2.4

Requests for Aggregated Registry Data

Requests for ad hoc statistical extracts from the AuSCR may be met, where the information
requested is in an aggregated form and does not directly or indirectly disclose information
concerning an individual patient. These requests must still be made in writing using the
Application Form at the end of this policy document. The application will be reviewed by the
Research Task Group and endorsed by the Management Committee and/or Research Task Group
as appropriate. Prior to any application being prepared/submitted it should first be discussed
with the AuSCR National Coordinator.

2.5

Research Requests

Preference will be given to AuSCR Consortium partners, foundation members of the Management
Committee, and those who have contributed data to the AuSCR. Prior to any application being
prepared/submitted it should first be discussed with the AuSCR National Coordinator.
Requirements for Research Requests
All requests for access to the Registry must be made in writing, on the appropriate forms, and
include the following information:
 Project title
 Principle investigator/co-investigators
 Project description (not to exceed four (4) pages, including references and tables) that
should encapsulate the essence of the project protocol. This should be in the form of an
extended abstract, including purpose, specific aims, background, methods/analysis, source
of funding, and dissemination plan (i.e. publication outlets, presentations) and should
discuss the following items:
o The degree of analytical and statistical support that the applicants anticipate will be
necessary from AuSCR
o The exact nature of the dataset to be developed and used in the analysis
o The format of the dataset to be used in the analysis, including medium and
software requirements
o The resources available for the project at the applicant’s institution
o The requirement for risk-adjusted outcome analysis
o Include a table illustrating how potential results will be displayed.
 List details of the HREC that the project has been submitted to, attaching copies of letters
of approvals as appropriate.
 Detail the anticipated hours of AuSCR support that will be required to complete the
project.
 Detail the timeframe for completion of the project.
Review Criteria
The requests will be reviewed for scientific merit and potential to contribute to the primary or
secondary research goals of the AuSCR. In addition, the level of resources necessary to fulfill
the request, source of request for data, and intended use of requested information will be
taken into consideration. The Research Task Group will also seek to avoid duplication of
research efforts and/or publications.
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Review Process
1. Discuss application with AuSCR National Coordinator before preparing/submitting the
application and who will also advise on the review approach that this work applies to
(review by Management Committee or full Research Task Group process) as well as provide
information on the cost implications for undertaking the work by AuSCR office staff
2. Proposals will undergo an initial review by the Research Task Group for scientific merit.
3. Research Task Group Chair, through AuSCR Office, requests clarification as required
4. Research Task Group Chair signs off on application once queries addressed
5. Application will be forwarded to the Management Committee for final approval or
rejection
6. The AuSCR Data Custodian, through the AuSCR Office, will confirm the costing estimate of
statistical, or other, effort required for approved requests.
7. Applicants notified of outcome, including anticipated timelines for approved request
completion
8. Analysis/provision of specified data will be overseen by the AuSCR Data Custodian,
according to the Management Committee’s prioritisation list.
9. The AuSCR Data Manager/Coordinator on behalf of the Data Custodian and AuSCR
Management Committee will provide the specified information to the applicant on receipt
of a signed Confidentiality Agreement (submitted with initial application) undertaking to:
 use the information only for the research purpose stated in their application,
 store the information in a secure manner and only for an agreed time period related to
the purpose of the research,
 not provide the information to any other person other than an associate
researcher/applicant nominated in the application,
 not link the information with any other data set and
 not seek to identify individual patients by any process, including by attempting linkage
with another data set.
10. Prior to release of prepared data, or the contacting of registrants on behalf of approved
applicants, payment by invoice in advance is preferable, or else part payment up front
where relevant.
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3.0

Overview of Data Access Process

Overview of Application Process for Access to confidential health information*
held by the AuSCR for Research Purposes
Applicant/s
Discuss application with AuSCR National Coordinator prior to preparation and submission
Using the ‘Research Task Group Project Proposal, the applicant/s submit their application seeking access to
confidential health information* to the AuSCR Management Committee■
Feedback /
Amendments
as required

The Research Application is reviewed by the AuSCR Research Task Group

Applicant/s must obtain ethical approval
from a Human Research Ethics Committee

The Research Task Group forwards the Research Application and its
recommendation to the AuSCR Management Committee
The Management Committee may review Applications and/or consult applicants before making a final decision

A representative of the Management Committee will collaborate with applicants to prepare final application for approval
The Management Committee makes decision on Research Application
AuSCR Office records Approved Research Proposal in the AuSCR Research Register
The Management Committee informs applicants and the Steering Committee of their decision and associated conditions of
approval e.g. the duration of approval for access to and use of confidential health information for research purposes.
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3.1

Flow chart of access to AuSCR information process
Discuss application with AuSCR National Coordinator prior
to preparation and submission

Study application documents distributed to AuSCR Research
Task Group or Management Committee, as relevant

AuSCR Office requests feedback from applicants as recommend
by Chair of Research Task Group

Upon approval from Research Task Group, application is
tabled for the AuSCR Management Committee

Upon approval from the Management Committee, a
representative of the Management Committee will liaise
with the AuSCR Data Custodian to provide approved
information

Contacting Patients

Letters sent to Doctor
and/or Patients by the
AuSCR Office. Costs
incurred to be met by the
applicant/s.

Not Contacting Patients

De-identified data,
aggregated summary tables
or statistics from the
AuSCR, and anonymised
files of transformed data
from the AuSCR: Data
Custodian will release data
directly to applicants. Costs
incurred to be met by the
applicant/s.
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Identifiable data with the goal of
conducting linkages to other
health registries and access to
identifying information for
further collection of new data:
Data Custodian will conduct all
linkages, and release deidentified data only to
applicants. Costs incurred to be
met by the applicant/s.

8/17

3.2

Flow chart for study involving contacting patients
Study receives approval from AuSCR Management Committee

“NO” further contact for
future studies

Database checked for confirmation of registered
AuSCR patient’s desire to be contacted for future
research opportunities

No further action

YES
Letter to registry patient (signed by Chair of AuSCR
Management Committee or his/her representative)
seeking consent to participate in study (on AuSCR
Letterhead)

YES
Study commences

NO
No further action

No reply
Telephone contact to registry patient is
possible; costs incurred (inclusive of
reimbursement for staffing) will be borne
by the study applicant/s.

YES

NO or no reply

Study commences

No further action
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3.3

Flow chart for a data linkage study
Applicants supply AuSCR Data Manager with list of
names, date of birth, and Medicare number OR hospital
MRN, other relevant information e.g. discharge dates
using a secure data transfer procedure.

The AuSCR Data Manager matches the names within
the AuSCR database.

For the patients that have matched: AuSCR Data Manager
provides back to the study the patient’s initials and a unique
identifier of that patient (unique and individual to each study). Data
Manager keeps a separate record of AuSCR ID and Project IDs for
cross-verification / data quality or internal audit purposes

Where required study applicant forwards the patient
consent to the AuSCR Data Manager for each patient
who is able to be matched.

Information released using a unique project specific
identifier for each study.
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4.0

Authorship/Publication

The AuSCR Management Committee expects that applicants who have been granted access to
Registry information will, to the best of their ability, ensure that their research results are placed in
the public domain. All publications will acknowledge AuSCR and/or AuSDaT as the data collection tool
used.
This document should be read in conjunction with the AuSCR Publication Policy which provides more
information on this topic.

5.0

Associated Costs

Coordinating the application review and extraction of health information or data (+/- data analysis)
will incur a fee. The Management Committee, through AuSCR Office, will be asked to provide a
recommendation on this, based on the effort and time to extract this information versus the health
benefits of the project. An estimated fee will be calculated prior to submission/review of the
application to ensure that it falls with the applicant’s budget for the project.

6.0

Documents required to be submitted for

Once the project has ethics approval the AuSCR Research Task Group application should be
submitted to the AuSCR Office along with a copy of the ethics approval and, where relevant,
documents that will be provided to patients e.g. Patient Information Sheet, cover letter, surveys etc.
All documents are to be provided electronically and should include the following:
 Research Proposal Form
 Data access checklist Form
 Ethics approval from institution or recognised body (NHMRC registered HREC)
 Signed Confidentiality Form
 If contacting patients e.g.; Patient Information Sheet , letter to doctor; cover letter to patient,
surveys, any other documentation
What is included in each of these documents?
Data Access Checklist Form
Upon completion of the submission application form, please complete this checklist to ensure that
you have completed all aspects of the application. (Refer to Appendix 3 Checklist)
Application for Access and Use of AuSCR Data (Application Template)
All requests for access to the Registry data must be made in writing and include the following
information:
 Project title
 Principle investigator/co-investigators
 Project description (not to exceed four (4) pages, including references and tables) that should
encapsulate the essence of the project protocol and its rationale. This should be in the form of an
extended abstract, including purpose, specific aims, background, methods/analysis, source of
funding, and dissemination plan (i.e. publication outlets, presentations) and should discuss the
following items:
o The degree of analytical and statistical support that the applicants anticipate will be necessary
from AuSCR
o The exact nature of the dataset to be developed and used in the analysis
o The format of the dataset to be used in the analysis, including medium and software
requirements
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o The resources available for the project
o The requirement for risk-adjusted outcome analysis
o Include a table illustrating how potential results will be displayed overall
List details of the HREC that the project has been submitted, attaching copies of letters of
approvals as appropriate.
Provide an estimate of the anticipated hours of AuSCR support that will be required to complete
the project. Please note, the AuSCR Data Custodian will provide the final estimation, and will
discuss this with each applicant as required.
Detail the timeframe for completion of the project.

Ethics Approval
Attach copies of ethics approvals from your institution or recognised HREC.
Confidentiality Form
The Principal Investigator, visiting staff member/s and any other person associated with conducting
the research must sign a Confidentiality Form (Refer to Appendix 2 Confidentiality Form).
If contacting registered patients please provide a copy of:
 Letters that will be sent to the patient or their next of kin.
 Consent forms that will be sent to the patient.
 The information sheet that will be sent to the patient.
 Surveys
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Appendix 1: Application Template

Research Task Group
Project Proposal
The AuSCR Research Task Group is an independent group of volunteers who will review the proposal
and make recommendations to the AuSCR Management Committee. The Task group will aim to respond
to your request in a timely manner. If the nature of your request requires significant resources then the
AuSCR data management team will provide a quote to provide an approximate costing for your request
Submission Date:
Project Title:
Principal investigator:
Co-investigators:
Other expert working group contributors:
Project Description (not to exceed six (6) pages, including references and tables).
Using the following headings:
1. Background and rationale for project
2. Study design
3. Feasible timelines
4. Level of statistical support from Australian Stroke Clinical Registry office
5. Appropriate funding including provision for the cost of obtaining data from Australian Stroke Clinical
Registry data set
6. Study conforms to the original consent statement
7. Clear level of protection of personal information
8. Ethics approval granted
9. Clear reporting process of results with appropriate acknowledgement of source of data
10. Appropriate acknowledgement of Australian Stroke Clinical Registry in any publication or presentation
of the research project.

For Office use only
AuSCR Research Task Group
Overall recommendation for data release, including any recommendations to the applicants

Outcome: Approve  Requires full assessment by RTG committee 
Resubmit with amendments 
Signature:

Reject 

Date:
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Appendix 2: Confidentiality Form

Confidentiality Agreement
BY THIS DECLARATION dated the __________ day of ______________ 20__
I, _______________________________ of _________________________________
[Name of Appointee]
[Address of Appointee]
recognise and accept as my responsibility the following obligations regarding the confidentiality of the
information which has been provided to me by the Australian Stroke Clinical Registry (AuSCR).

1.
1.1.
1.2.

1.3.

Definitions and Abbreviations
‘Act’
The Public Health Act 2005
‘Confidential information’
Information accessed under the Act and/or information of a sensitive or confidential nature and
any extract, derivation, or aggregation of this information that may enable identification of
individuals, doctors, public or private facilities, or communities. This includes information
derived from data linking or matching with information from other sources.
‘NHMRC’
National Health and Medical Research Council

2.
2.1.

Ethical Obligations
I certify that in my capacity as the holder of this information, I will comply with the guidelines
and legislation detailed in the
2.1.1. Commonwealth of Australia Privacy Act 1988, incorporating the Privacy Amendment
(Private Sector) Act 2000.
2.1.2 Guidelines approved under Section 95A of the Privacy Act 1988 (National Health and
Medical Research Council, December 2001).
2.1.3 Health Records and Information Privacy Act 2002 (NSW).
2.1.4 National Statement on Ethical Conduct in Human Research (National Health and
Medical Research Council, 2007)- updated May 2015
2.1.5 NHMRC’s Values and Ethics - Guidelines for Ethical Conduct in Aboriginal and Torres
Strait Islander Health Research (2003)

3.
3.1.

Confidentiality Obligations
In the course of using confidential information for research purposes, I acknowledge that I will
be exposed to information which if inappropriately used or disclosed may impact on
individuals, public or private facilities or communities.
I will not disclose confidential information in any released output (eg in reports, publications).
I will not use this confidential information for purposes other than for performing the specific
activities detailed in my application as approved by the Chairs of the Management and Steering
Committees.

3.2.
3.3.
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3.4.
3.5.

3.6.

3.7.
3.8.

I will not use the confidential information except during the defined time period for which
access to and use of this information was approved.
I agree to take all the reasonable steps necessary to ensure that the confidential information is
kept confidential, including storing or disposing of all data, information, documents and
associated correspondence in a secure manner.
I agree to re-apply for approval from the AuSCR Management Committee if:
3.6.1. I require additional confidential information, or if
3.6.2. I want to extend the approved time period for access to or use of the confidential
information, or if
3.6.3. Additional individuals require access to this information as part of the approved
research study.
I acknowledge that unauthorised use or disclosure of confidential information by me may
subject me to prosecution under the laws of the relevant state or territory in Australia.
The declaration of my interests in Research Proposals and associated documents shall be held
in strict confidence by the relevant Human Research Ethics Committee and AuSCR Committee
members or employees, and it shall not be used or disclosed to any other person without my
prior consent or when it is legally required to be disclosed.

In signing this declaration, I declare that I will adhere to the obligations specified in this document.
…………………………….
[Name of Applicant

……………………………
[Signature of Applicant]
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Appendix 3: Data Access Application Checklist
DATA ACCESS APPLICATION CHECK LIST

Study Name
Principal Investigator
No

Requirement
1.
2.
3.

4.
5.
6.
7.
8.
9.
10.
11.
12.

Comment

Application Template
Ethics approval
Application proposal
 Aims of study described/Research questions provided
 Method of data collection set out
 AuSCR data requirements specified
 An undertaking to comply with NHMRC guidelines
 Measures to ensure security and confidentiality of data explicitly stated
 Date for de-identifying data or destruction of data supplied
 Method of how data will be destroyed
IF CONTACTING PATIENTS
Copy of Ethics Clearance letter for permission to contact patients
Information sheet for patient
Copy of letter to patient
Copy of consent form by patient
Copy of medical records release form
Method of follow up for treating doctor if no reply
Method of follow up of next of kin if patient dead.
Method of following up patient if no reply
Method to document verbal consent
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Attached
(Yes / No)
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N
Y
N

Appendix 4: AuSCR data variables

Identifying information
 name
 date of birth
 sex
 address
 telephone number/s
 hospital name
 Medicare number
 Hospital UR number
 contact details for next of kin (x 2)

Process indicators of evidence based care (continued)
 access to a stroke unit (geographically defined
ward area)
 discharged on an antihypertensive agent
 care plan provided at discharge (any
documentation in the medical record)

Clinical information for risk adjustment and
measuring timeliness of care delivery
 ICD10 codes (discharge diagnosis, medical
condition, complications and procedures)
 country of birth
 language spoken
 interpreter needed
 Aboriginal and Torres Strait Islander status
 type of stroke
 cause of stroke
 date & time of stroke onset
 date & time of arrival at emergency
department
 date & time of admission
 in-patient stroke status
 date & time of first brain scan (Stroke
telemedicine)
 transferred from another hospital status
 ability to walk independently on admission
 first-ever (incident) stroke event status
 National Institutes of Health Stroke Scale
(NIHSS) Score [20] on presentation
 arrived by ambulance
Process indicators of evidence based care
 telemedicine consultation (Stroke
telemedicine)
 use of intravenous thrombolysis (tPA) if an
ischaemic stroke
 date & time of thrombolysis (Stroke
telemedicine)
 serious adverse event related to thrombolysis
(Stroke telemedicine)
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Additional process indicators
 mobilisation during admission
 swallow assessment and formal speech
pathologist reviews
 aspirin administration, <48 hours
 discharged on antithrombotic medication
 discharged on lipid lowering drugs
Endovascular clot retrieval (ECR)
 date & time of subsequent brain scan)
 endovascular therapy including date & time
 NIHSS: before ECR/24 hour
 Site of occlusion
 final TICI (thrombolysis in central infarction)
score
 discharged on antithrombotic medication
 haemorrhage type if present, post-ECR
Hospital outcomes data
 date of discharge (from acute care) or
 date of death
 discharge destination
90 to 180 days after stroke/TIA outcome data
 survivor status (or obtained from national
death registry)
 place of residence
 living alone status
 recurrent stroke event since discharge
 readmission to hospital
 quality of life (EuroQoL5D24 adults [21];
PedsQL25 children up to 18 years old [22])
 modified Rankin Scale [23]
Other
 Would like an information pack from the
National Stroke Foundation?
 Would be willing to participate in future
research?
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