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Status of Stroke Data

Fragmented surveys;
once-off, ad foc,
outdated

Can’t track population
changes over time

Comparison often not
possible

Duplication of efforts
and inefficient use of
resources

Stroke Incidence
Publications, 1993-2004




The 3 Steps In STEPS Stroke
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Step 1

%
(Hospital based) -

Hospital

e First-time or recurrent event
e Socio-economic status

e Type of event

e Place of treatment

e Medication

e Survival (10 & 28 days)

e MRS (pre- and post-stroke)




Step 2 -IT:

(Fatal Events in the Community)

e Date of stroke

e First-time or recurrent event
e Type of stroke

e Date of death

e Vital status at days 10 and 28
VERBAL AUTOPSY e |CD-10 classification




W
Step 3 =

ol

(Non-fatal Events in the Community)

e Date of stroke

e First-time or recurrent
event

gt e Survival at 28 days
= cu (follow-up)




STEPS Stroke: What 1t offers

e Study Protocol and

\ Instrument
o e Data Entry Tool

e |nternational
Comparisons



STEPS Stroke

Manual (Summary)

e Purpose and background

e Definitions
e Roles and responsibllities
e Application form

e The STEPS Stroke
Instrument

el
rganization ]

The WHO STEPwise
approach to stroke

surveillance

WHO STEPS Stroke Manual
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Guide to Completing the Instrument: Events Admitted to

Hospital (Step 1), Continued

Living situation Living condition options are explained in the table below.

51 3 (Core)
Option Refers to patients living
Independent at home Without depending on any assistance from
relatives or professionals
Dependent at home Depending on assistance from relatives or
professionals
Community facility In nursing or residential homes, serviced flat or
other long term care facility.
Modified If possible, the Modified Rankn scale prior to acute stroke event should be
Rankin scale assessed retrospectively based on the information provided by patient and/ or
sl4 close relatives. The number corresponding to the patient’s functional level 1s
(Expanded)

to be entered. The scale 1s divided into 6 levels (from level 0 to level 3) as
described in the table below.

Scale

Description

No symptoms

No symptoms at all

1 | No significant
dizability

No significant disability despite symptoms, ie.
can do all nsual activities

2 | Slight disability

Unable to do all previous activities, but able
to look after own affairs without assistance

3 | Moderate disability

Requiring some help but able to walk without

without assistance

Able to walk without | assistance
assistance

4 | Moderate disability Unable to walk without assistance, and unable
Unable to walk to attend to won bodily needs without

assistance

h

Severe disability

Bedridden, incontinent, and requiring
constant nursing care and attention.

Note: The modified Rankin Scale measures independence rather than
performance of specific tasks. Mental as well as physical adaptations to the
neurological deficits are incorporated, and the score gives an mmpression of
whether the patients can look after themselves in daily life.

Continued on next page




IDENTIFICATIONNUMBER[ J[ 1T J0 10 1010 Q0 00 00 101
.. WHO STEPS
Q STROKE INSTRUMENT

<INSERT COUNTRY /SITE NAME>

All Stroke Events

Patient Identification and Patient Characteristics

P§

s11

(I1) Stroke Surveillance Site Cod.c L1010 10 101
i) Iziré-me“erccde I [0 101
(I3) Date of completion of the instrument CIC iyt iItiea
d d m y ¥y ¥ ¥
Patient individual records
(I4 Patlent"s family name [ ]
Is [ ]
| a1e Contﬂct phone number [ ] ll
Include area codes {opiionsl]
[ an Contm:t address [ |
| For foliow- : ) |
[ [ |
(I8) Unique identification number where available [ 1
| number, PID eic {opfional)
. Contact person of patlent i
! ude confact person who can confirm the living situation of the patient I
(19 Contm:t perscn s famuly name [ 1
(I10y Contact person’s first name L ]
1 (I11y Contact person’s phone number [ 1
(I12) Contact person’s address [ ]
[ 1
1 (I13) Relationship of contact person to the patient [ 1
Demographic characteristics
(I14) Date of birth CID /DI eIt 10 10 1
If date of birth is unknown, enterage[ ][ 1[ ] d d m m ¥y ¥ v ¥
(I15) Sex Male (11
[select one] Female (2)

2006-05-09 STEPS Stroke Instument (V2.1) Ta-1



The STEPS Stroke Data Entry Tool

2 be il Stepeitl - e Developed according to the
STEPS Stroke Instrument

e Data storage

e Includes basic features for
data presentation & analyses

e Includes an export function
for further analyses

 Possibility for adaption to
meet local needs



The STEPS Stroke Data Entry Tool

Data Entry Too!

ALL STROKE EVENTS

1D 11222000001

Page 10f 3

Fatient Identificz EERIEE

Data Entry Tool

1D 11222000001

Date of campl

Patient individua

STEP 1: EVENTS ADMITTED TO HOSPITAL

Page Lof4

STEP 1: Stroke patients admitted t

Hospital admission
Dt of adrnission to hospital |-

which departments(s)

What was the living situation of the patient I-
pre stroke 7

Modified Rar

WWhich of fallowing neurological signs were present
at first medical examination after hospitalization ?

Disturbed consciousness | I_D
0=No

1="es
9 = Unknawn

Speech disturbances I—D

Weakness | paresis : g

STEP 2: FATAL EVENTS IN COMMUNITY

Howr vas the patient managed in community
from stroke onset until death 7

How was the information about fatal stroke
events in the community collected ?

I information was derived from death cartificate
which International Diseasa Classification (1000
System was used ?

IFICD Systam was uzed, indicate ICD code

1f 3 medical autopsy was performed,
what subtype of stroke was diagnosed ?

Irdicate date of death I

[

E
|_9

=

1 =1Innur
2=Atho
3 = Other
4 = Medica
5 = Insuffi
9 = Unknoe

L = Varbal
2 = Death
3 = Medica
9 = Unknor

Ischer
Intrace
Subara
4 = Linspel
9 = Unknee

1=
2=
3=

Data Entry Too!

STEP 3: NON-FATAL EVENTS IN COMMUNITY

[D 11222000003

Page 1 of L

Hawe was the patient managed in community 7

How was the information about the non-fatal
stroke event in the comenunity collected 2

\hat subtype of stroke was diagnosad 7

How wias the diagnosis of stroke
subtype verified 7

|_g

E

1 = In nursing home

2 = Medicaly unattended

2 = At home by doctor

4 = Other mecical consultation
5 = Insuffident data

9 = Unknown

1 = Survey of health fadlities
2 = Survey of herniplegia
9 = Urderiowr

1 = [echeric stroke

2 = Intracerebral hemarrhage
3 = Subarachnoid hemorrhage
4 = Unsperified type

9 = Uninown

1 = Clinical diaghiosiz done
2 = By diaghastic techniues
9 = Unknown

Close ‘

Clsa




STEPS Stroke
Feasibility Study wa
e AIm

— Test the utility of the instrument in geographically
diverse locations

e Measures

— Hospital-based data from different low- and
middle-income countries

— Data collection by adherence to the same
protocol

— Standardized data analyses



STEPS Stroke

Feasibility Study

e Data from 5,557
patients

e Data collection from
3 to 21 months

e Central analyses of
selected variables

Patlentsenrolled Durmtknof — Malepartiipants  Mean(5D) age

withacutestroke reglstation  in[%]) fyears)

evert (n) {mionths)
Inilla {Bangglore 174 § T81(87) C48{16-6)
Indla {Chennal) 402 | 265 (56) A16 (134)
Indlla {Mumbal) 136 12 73 (54 653 (10-4)
Indla {Trtvandrm 477 7 736 i40) RET(121)
lran {lsfahan) 2685 21 122(50) 681(131)
Mezamblque (Maputo) 110 3 £5 (55} C7-6{12:6)
Nigeita lbadan) 168 1 84 (50) 605 {131)
Fssla (Mascom 1) 05 7 43 (51 B {141)
Fussla (Masiow 2 400 1 44 64 (122)

Table1: Demographic and stroke data, by selected survelllance sites




Ny

STEPS Stroke

Feasibility Study (combined data)

Mean age 64.2 years
19% had a history of stroke "] g _
2/3 had ischemic stroke

Half were admitted to hospital | &= a
the same day

Compared with men, women "
were less likely to have

diagnostic examination of Taw | eu | sa | en | omu | o

stroke type o

Flgere:Age distibution of stroke patients



STEPS Stroke

Feasibility Study |I"

Barriers to
Implementation

Funds
Staff training
Data management

Consecutive event
registration

Minimum resources needed
(Step 1)
e 2 trained persons for data
collection

e Access to computers

e Team leader with
background in stroke
epidemiology

e 12-month registration period



STEPS Stroke

Conclusions from the Feasibility Study

- Possible to use the STEPS
Stroke instrument in different

settings

- Future studies should
attempt to move from
hospital-based (Step 1)
registries to population-based
registries (Steps 1-3)

- Linkage with data on the
source population

. T

, =

" o
5

""

Total (n=G466)  Women*  Men® (m=2081)  pvaluet
(n=2484)
Age (Fears)
Meean (50 642 (14-6) E5-1(147) G2EE(144)  =0-0001
Medlan (IR &5 (EE-TE) 60 (CE-TE) L G473}
Range 15-105 15-105 15-103
Medlan per centre CE-70 CE-T4 370
{rangej
Age-gqroups | n %] yeans)
45 G449 (1 21409) 3350
45-04 T 261(11) 465 (16
[ ) 1107 (2 448 (18) 1]
EE-74 1636 (30) FEG{R2) 847 (28
To-E4 1157 (2 G614 {25} 572 QL
=35 2E1(5) 155 (6] 1033
Pravlous stroke {n [%])5 0ITAE
s 1044 ¢19) 458 20y ELL (1)
75 {51} 1367 (55) 1428 (48)
Insuffident data 345 (5) 188 (8 157 (S)
MEsing 1282 23) 441(15) 541 28)
stroke subtype (n [%]) 1650E
kchaamic stoke 3648 (6T 1673 (67} 74 (66}
Intracere bral 1004 {20 455 {10y 626(21)
haemor thage
Subarachrod g2 E02
haemor thage
Ursspecified typs or S ) 329 T2 L)
urknown
MEsing 118¢2) 5a 2 LT
verlficathon of stroke Lo =
sublype {n [%])
Clinkal diagnasis alone 305 (7) 210 9) 176 (6)




STEPS Stroke In _
Latin America -
Acronym Name Place, No. of STEPS IP $
Country inhabitants
Estudo de Séo Paulo, | 10 million 1-2-3 P.A. CNPq
Mortalidade e Brazil
EMMA Morbidade do Lotufo
Acidente Vascular
Cerebral
Regijtfo de City of 72,500 1-2-3? F. CONCYTEQ
ACCi entes uerétaro’ .
STROQUE | cerebrovasculagres QMexico Barrinagarr | CONACYT?
del municipio de ementeria
Querétaro,
Mexico
TAURUSs | Estudiourbanoy | Province of | 390,000 1-2-3 P.M. CONICYT?
rural de accidentes Talca,
cerebrovasculares Chile Lavados
de Talca




Conclusions R

It's time to move towards epidemiological
“survelflance’ of cerebrovascular diseases.

We have to adjust the levels of complexity to
the available resources.

We should use standardized, easy-to-use,
and modern tools and methodologies.

STEPS Stroke meets with these
requirements.






