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INTRODUCTION

characteristics of current national, hospital

based stroke registries that are designed to
monitor provision of, and quality, of stroke care?
‘Current’” means registries that are actively
identifying patients-rather than old registries that
have completed recruitment.
A ‘reqgistry’ is defined as a data collection program
(using a register, databank or database) for
monitoring standardized indicators of care quality
at multiple sites, in patients hospitalized with acute
stroke. Only registries with at least a full year of
prospective data collection will be included. We
consider a stroke registry to be “national” if it
reports an accepted country-wide system for data
collection; carried the name of a country; or was
titled as “national”. Our guiding principle will be to

R{eview question / Objective What are the

define country as a United Nations (UN) member
state or constituent country of a UN member state.
If, however, there are devolved nations within the
constituent country, with its own government, then
those devolved nations will be included as
separate nations.

The characteristics that we wish to describe will be
a) Aims, governance and organisation of the
registry. We want to report the coverage of the
registry (by population and by geographical area
and whether low, middle income or high income),
who manages it (e.g. government-led, managed by
an academic organisation or institution, or health
service), who funds it (and the amount of funding
available), and whether there are likely to be biases
in the way that data are collected. For example, if
registries allow constituent hospitals to collect their
own data, it is possible that the data are collected
in a way to maximise performance-particularly if
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there are financial incentives for better
performance.

b) Methods of the registry: We wish to know how
cases are ascertained (including whether consent
is needed), whether the variables collected align to
national standards or clinical guidelines, how data
are collected (manually, or imported from
electronic medical records, and whether data
importation is associated with less manual data
collection) and how the data are fed-back or
reported to clinical teams-frequency, real-time or
not, data dashboards or the ability to download
reports.

c) Data items collected. These will be divided up
according to characteristics of the patients,
process data in the acute and rehabilitation
settings (including evidence based treatment
delivery and, for time-dependent treatments,
whether ‘time to treatment’ is recorded), and
whether there is follow-up (and if so, what data
items are collected, are they ‘patient reported’,
timing of follow-up, and whether there is data
linkage to routinely collected data).

We will report these characteristics in tables,
divided according to low, high and middle income
countries.

In our discussion, we will reflect on main features
of the stroke registries and the considerations for
developing new stroke registries in low, middle or
high income settings.

Rationale The previous systematic review of
stroke registries published in 2016 is now out of
date.

We wish to update this review, and ensure that we
capture information about whether registries are
collecting data about new stroke treatments
developed since then, in particular thrombectomy.

Condition being studied Stroke including
ischaemic and intracranial haemorrhage. Not
subarachnoid haemorrhage.

METHODS

Search strategy We will build on the search
strategies in a previous review of stroke registries
(Cadilhac et al, 2016) (to identify current national
stroke registries being used in hospitals to monitor
the quality of care). We will search Medline (Ovid),
Embase (Ovid), Global Health (Ovid) and the WHO
regional indices in Global Index Medicus. Searches
will use two main concept areas, stroke and
registries. Each concept area will be searched for
using subject headings relevant to each database
supplemented with free text search terms.

Grey literature will be identified by searching
websites of key organisations in this stroke care
including the World Stroke Organisation, European
Stroke Organisation, African Stroke Organisation,
American Heart Association.

We will also check existing websites that we were
identified in the previous review of registries, to
identify links or references to other registries.

For resource reasons we will not perform back or
forward citation searching; thus our searches are
described as ‘rapid’.

The medline search is shown below

Ovid MEDLINE(R) and Epub Ahead of Print, In-
Process, In-Data-Review & Other Non-Indexed
Citations, Daily and Versions
https://www.ezproxy.is.ed.ac.uk/login?url=http://
ovidsp.ovid.com/ovidweb.cgi?
T=JS&NEWS=N&PAGE=main&SHAREDSEARCHID
=7liyEW740G0gRt8UT6uethviOxkloz7 AFMzEtzknK
diwrMuLvdcuPgQSyNfm9ziwl

1 Ischemic Attack, Transient/ 22007

2 exp Cerebral Hemorrhage/ 38191

3 exp Stroke/ 176630

4 ((ischemic adj2 (attack or stroke)) or acute
stroke).ti,ab,kf. 88262

51 or2or3or4 252528

6 Registries/ 109666

7 (((national or central®) adj5 stroke adj5 regist*) or
(stroke and audit)).ti,ab,kf. 1427

8 ((stroke and (Internet or web)) adj2 data
collection).ti,ab,kf. 84

95 and 6 5667

10 7 or 8 or 9 6880

11 limit 10 to dt=20150521-20240101 3913.

Participant or population Stroke (defined by
American Heart Association). but not including
subarachnoid haemorrhage.

Intervention Not applicable.
Comparator Not applicable.

Study designs to be included Stroke registries
are defined as systems that collect and analyse
data on stroke events in defined populations or
settings. Stroke registries provide information on
the epidemiology, diagnosis, management, and
prevention of stroke, as well as the quality and
effectiveness of stroke care, and outcomes. Stroke
registries can help to understand the burden of
stroke, monitor the trends and interventions, and
improve the outcomes of stroke patients. To be
included in this review, the registry must cover a
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national population (as previously defined-Cadilhac
et al 2016) and must, as a minimum, collect data
for acute stroke care. If registries also follow up
patients and report process variables for
rehabilitation, we will include this information in our
review. We will not include registries that focus
only on patients admitted to rehabilitation units.
Note that ongoing stroke audits might also fulfil the
criteria for a ‘registry’ if the above characteristics
are fulfilled, even though they might not be called
‘a registry' in the text.

Our inclusion criteria are the same as a previous
systematic review (Cadilhac et al 2016).

Eligibility criteria Hospital based national stroke
registries, which collect data on at least acute
care. We will include low, middle and high income
settings, and narratively compare and contrast
registries in different settings. The term ‘hospital
based’ will be used in a broad sense, including
registering only hospital admitted cases
(sometimes using an overnight stay to distinguish
between those admitted, and those attending a
clinic or other ambulatory care service). Hospital-
based will also interpreted as simply being based
in a hospital — not referring to whether the patients
are seen there or not. If our searches find a
national community-based registry that will be
included too. We have decided not to specifically
search for community-based registries as this
would require a new search strategy for all
databases from inception and we do not have the
resources to do this. We will, however, comment
on the whether the hospital-based registries are
likely to ‘miss’ patients not admitted to hospital.

Information sources We will search Medline
(Ovid), Embase (Ovid), Global Health (Ovid) and the
WHO regional indices in Global Index Medicus.
Grey literature will be identified by searching
websites of key organisations in this stroke care
including the World Stroke Organisation, European
Stroke Organisation, African Stroke Organisation,
American Heart Association.

We will also check existing websites that we were
identified in the previous review of registries, to
identify links or references to other registries.

Main outcome(s) We are interested in three broad
areas a) aims and organisation b) methods c) data
items collected. We will design a data collection
sheet for each of these three aspects; the data
collection sheet will categorise the methodology
prior to data extraction. These will be categorised
according to the income setting (low, medium or
high).

We expect that the final results for each of these
three broad areas will be reported in tables, with

the methodology as a column and the rows will list
the stroke registry.

Data management Papers to include will be
uploaded into a shared drive at University of
Edinburgh. Data will be extracted into Word tables
(also stored on the shared drive), and divided into
low, middle and high income countries.

Quality assessment / Risk of bias analysis There
are no standardised validated tools to assess the
risk of bias for stroke registries. In our discussion
we will refer to a narrative review article which
describes the key features of stroke improvement
programmes based on registries/audits (Measuring
Stroke Quality: Methodological Considerations in
Selecting, Defining, and Analyzing Quality
Measures | Stroke (ahajournals.org).

Strategy of data synthesis Each national registry
will be described based on the main
characteristics. We will report on aims/governance,
methods and data collected. We will create three
tables in Word, that list each registry in a row, and
the relevant data items in columns. Each cell will
contain text to indicate if, and how, the method
listed in the column title is described in the
publication. In the text we will then summarise if/
how the registries include the respective data
items.

Subgroup analysis We will categorise the
registries according the geographic setting (low,
middle, high income).

We will also comment on whether the registries
collect data from the acute phase only, or
rehabilitation too.

Sensitivity analysis Not applicable.

Language restriction We will attempt to include
all languages that the team is fluent in. If there is
an English abstract but the full text is not in
English, we will include the study and contact the
authors and ask for them to provide, in English, the
data items that we wish to extract.

Country(ies) involved United Kingdom, Australia,
Canada, India, China, Finland, Malaysia, Sweden,
Nepal, Bangladesh, US.

Keywords stroke; ischaemic stroke; intracranial
haemorrhage; guidelines, audit, registries.

Dissemination plans Dissemination plan: we will
publish this review in a peer reviewed journal, and
present at conferences. We will also provide a plain
language summary, which we will share with
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Stroke Support Organisations, with whom we have
links through the World Stroke Organisation. One
of our authors Professor Pandian is President Elect
of the World Stroke Organisation.
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