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)7\ B 8RR 21 549 1.7
R/ EEER 31 568 7.2
BREkR 21 546 7.2
TDR(ETFET4H) 10 547 76
24k 297 548 82

(£8—2) YSBCEFREFFDIRIRICKH AR [B] DB

Bl% FE SD
BE:Ef 201 69.3 620

YRC AR - ARt 10 1727 386
1)7\ B BEgkz 21 787 443

2/ BEEkR 31 1874 840
AR 20 1174 1266
ZTDM(EL T4 8 849 1122

2 291 899 808
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(F%9-1) B4 L —F (YSBCABRE & L USRERES)

UNE WBEF
VIR EHiE SD IE FiY{E SD
BBk 146 7.9 43 144 10.0 3.1
YRC ARz AFT 10 34 3.6 10 7.1 28
1)/\B KErkz 18 2.3 2.1 18 48 33
R/ BELk 17 1.6 25 16 2.8 1.2
JBREERRE 11 2.1 3.1 11 42 36
ZDR(ELTET4H) 8 35 47 8 48 43
X7 210 6.2 47 207 8.3 40
(K9 -2) FIEBRS(YSBC AR & L VB RERE)
ABREs B R
E: EE SD k- F9iE SD
BEEk 146 41 1.9 144 5.1 1.3
YRCABR: AR 10 1.9 1.7 10 38 13
1)\ B B ERRE 18 1.7 1.0 17 2.8 1.2
2R/ BEGKR 17 1.6 1.1 16 2.3 0.7
JBRERMT 11 15 1.2 11 25 1.7
ZNR(ELFETAH) 7 26 2.1 7 3.1 1.9
27 209 34 20 205 44 1.7
(F£9-3) FHRY'L—K (YSBCARRE:H L UBRREF)
NET e
kS EIIE SD B T8 SD
BBk 151 8.1 4.1 152 10.3 2.4
YRC AR AFR 9 28 2.9 10 7.6 25
DYAY=1: 0L 17 3.4 3.0 17 6.4 2.9
2R/ BERR 18 2.3 24 17 45 15
JAERERER 11 33 28 11 5.9 33
Z DB FET=4) 8 4.0 45 8 48 43
2K 214 6.6 44 215 9.0 33
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(1) BR - £ABEXEFYOER

BR - AEXEFY (Employment and support allowance : ESA) 1. 08 £ 10 A 27 B» b,
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% (Incapacity Benefit:IB)iC R > T b b FRLEED-DICHEENNHIRE NS A4
XL DIFHLWEAETH D, TOHIZ, ESA X, BE—0OFLETTRHBHOD, IS &
IB OEFOFYOEBERFLTRY, IEH ESA (Zhix, IB LEELTW3) ELFEEH
ESA (ZhiE, BEFFRBICESE XD ISICEELTWS) D228 Tn3,

REBUFIE, BT 20BT 200 T, AxE 2 DT N—FIZ510 BLATOFHME Y 27 i,
FEVWTHY, BEERBRLTVWRWVWER LK, Thbb, BECSTAZLT, FYXY bt
BRI LTIEREZMBITATREMERHEZ 0D, REEOEEEL2RE, b @<
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—7] L THEEEOES /N —T) 2 SO NA—FIZHiT bbb, EbbDIA—FITABM
T, ESADELFLUEZIIMITI-DIIHLELRIERIGED,

7%, 2008 10 A 27 HOKERTIBRIS %7 TV 554, ESA Tldiel, ZhoDFY
fEFE SN D, BUFIE, 2009 0 H8E7FD IB & IS OFFREF X, HERe 13-l CREFE S ESA
WBET S EBRT D,

(2) HIEDESR

ESA i3, #Ub¥E ESA LFTBEE ESA L bR2o T3,
O#LHE ESA

M ESA 13, ERARRHIECKRBEIXIWVERELBERT D, ZhIIBIIREHOTH
5, LI ESA 2517 3 7-0D12i%, BEICD - TEEREREE ORBRE 2 X - T A LEHR
Hd, LnL, 20 F (HERIEEZITTWEEEIE 25 F) BiNrs. FEEAMNFRIATH
HEAE. TRbORMERHE, BT EBRERRNIELH D,
@FT15ES) ESA

FiiGEE) ESA 1X, BARESEZDFYU T, FEHTREEZEBHRHIIIHLONAS ISIZROIHDOTH
5, ZhiE, ZRREBIOZONR- N —ORIBERERZRET 5, IS LRk, FEES ESA
i3, BERERS—ECERRELZXET 2, BT, 7ok, #HH ESA T2 TXhbih 3
ZEbHh B,
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(3) ZiE®K
OFE& S

ESA #Z#H7 51213, ROTARTOEANREFEZRMI-TLEIRH D,
OFBRABFIRINTND
OmEL TV
Ol6 LU LETHD
OFEEZHERITEL TR (FIE, KT 60, BT 65
OZL— 7Y TVIEATVD
OIS %% TWRLY;
OKREEEFY (jobseeker's allowance) DHFEE., E/-id, XRHBHFETITRW
QIEEERFY (statutory sick pay) DEREIM T T2V,
QOFBIREM

e, UTOERED > Lo &b 12U ST b2n
OB RRRHIEDRBREIZI W EEZHZLTND
OFBEEAHIFRA 20 AT (—EDHB AL 256 BEl) -7
OFT5EE) ESA ORMHEFHIZLTWD

(4) ESA DZ#HOWH
OFHE LA

ESA #i#&k4 2 L. 138 [FHEHH] ICAZ, Zhidk, REBEZZRVT, TXTOFA
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BiThin b, FHMEHEOMIZ, ESA BEARAFYRXLbND, EL, 26 mEmR2s, BENFEY
»Bihbih b,
OE=:C]1

13 BOFMHME7ZT Lizb, EAFLIIMI TEMEL LTS, XIBWEIL [XES L
=7 VB ) [HEEERE I/ LV—7 ) [ZWBENNCED, TOFEYHIT, 25 BRETH-TH,
RAERAFYIFASAPY, 26 RULERUERXILDNS,

(5) FEreIFHM

WCA X, 3DODRT v T hbird,

OFBEESHFIBOFME (limited capability for work assessment)

WCA ORVOFMIZ, FEEANFRINTNEINE I MNEFEMT D, YT
ESA O8Iz 5, FEEIBEE. BRE. BLU, FBagED 21 IoEIh. &2 OEEH
FRICEET 2 8 BBNTREND, REOEHN 15 KA v PRI B & FEEABPFIREA TS
EWVIFHEAS I T, ESA OREFINAEL 5, FHEIZIWVTIE, BEEFIRT 2REEN, AL TR
FUER 622, 2FY ., FEDOEFELIIEE, BHORIEITEE, b33, BR. K
K[EIIEEICR L TREEM T LEBEOEEMLRER L LTEBRIRABI o TNBE I LR
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RorTRITNERLR, ZOHENEZEE 1 IR,

£7-. BE 2 OFAI. iR L THERRBRIS S LHBINh D,

@B B EREIRE HHIROFEAE (limited capability for work-related activity assessment)
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D, IXBEIN—TF) OBREN [HEBEEEES SN —T) OMBELZRET D, £L T, ESA
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FEEEFERRANHRINTHDI 261X, BNV ICEPND, ZORE, HBEERE
EhEAT O LEITRL, FBEEEH I N —TL0 b, BWED ESA 2% L 5,

FEREEIEBNICHIRA 2T IX, FEBEEEES SN —SICBI NS, TDTN—TF T, F@
WEREZR-oT 6 BIOERICHET 2 L 0FBEERMG WIS 2ITTRE2V, L. T
DEGEHIZTZENTERWRLIX, ESA OIABRBAIENLRNI L b H D,

ZOFHEIE. BEHR X UREHREEEICE TS, 11 OFEFSERHD. Sb0deibl
DORBBIZEHEL TWHIE, XBI/V—7ICE4 T3, 20OV R NEER IR,

72, B 4 OFEE. FHER L THBEERSREASFIRINTVWD LAREND,
OEFICESAZ Y T EREEDFM (Work-focused health-related assessment : WFHRA)

WCA D% 3 OiHlii:, MEFICERE Y CT-RREEDE Tho, IFTBEERE /L —
71 DHBEOHEMBLE LT, B OOBELB -DIZEDL I RIBEEZLEL LTS
PEEEh D,

WFHRA 13, RFEBENFRE., LARBENENEMEIRIZLATE, FHICRZDO%
XETEDINLWVINARETHEREZINET D, ZNICi, BNRHEESCRURSBOER%
o,

WFHRA D7 DI HBI2FHIZ. WCA OEHD 2 SOFHHD 7= H DEFFEMIZT| & LV T,
BMOTEBIIBWTED O, VR—DMIFELODLND, LAR— ME, A=Y FAT RS HF—iZ
EON, HFEEPHEEZROONDIFBCERLETEHOWIEBECRBNTENEMED Z LA
T& D, £/, TOVAR—MIGP LEXEFTAHAZ L HBBHINTVS, b L, EFEMFEN, WCA
DOFHmICESE, FHEEEEBORABHIREIN TS LHEThE, WFHRA IZSMT5Z L
EEHEINDZLbH D, WFHRA IZSM LR ITHIE, ESABRBAIShR2NI 6 H D,

(6) HFICEREZY TmE

ELEALEDEE, FBRE 8ERIC. BYO MFBEAICHT-EmE] CHFE Lzdhidizoh
WV, ZOEETI, N—YFAT RS0, fFCRL EHORT v 7 LFATE S R—
MZOWTEET, T BIEEES S v —7) OFRETHIIZ, BRAEMEIND BB ICESLY
Tl HEHETAZLERDOND, EYREHRLIZ, MLV E, ESAITRDL
NN ERHB,

(7) FLH%
ESA i3, AFRKBICESE IEINED, £z, PrBESE) ESA LUt ESA BEMT, H5
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A EER 5 IOTT
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(2) BEREDEER
O EE B
FEEEOREICELTIL., 14 Ho-0EN, 11ICH-> T3, BBEROFENRL 20 | BT
CBENCED LN, FTn. BBoTWAI L ET->TWNBR I ER—DIIENT, EHIT, F2D
Wz e icBd aoE» ot
QREDOEE WA

ESA TiX, A¥%E 3T, 15, 9, 6, 023/, LIATOERETIX, 15, 12, 10, 9. 8, 7.
6. 3, 0 DFEEMNH T,
@& NEOFm DR D LRI

HICEHE T, BRERHIET, BHERTDIEWVIBTRAEEZEL W b0k, 31
EHFRESETND,

@DIERTH2MEEELTND
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X, NRETHZENZ05 Y Yy MUVADDA—Fr) ELTN3S,
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QFMmE BB LI ZA8H B,
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Bl ZiE, BN, TEEEZRES LAV T LEEERMERRZV &0 5§l A dH o 7223,
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L0100,
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QEEHEEFLOFHETH D Z &
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OfEE 2 HE L TOFE _
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EEEZICEL UL, @EEEAVTWAREE LIS T HAVT LWIHEBRREHD &
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REEFIL, BT3B 20N T, AxE 2207 NA—IZGT DLRIOFE S 2T AL,
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DIZ, FUFIEL FBEZR/EODTEFHIENR ESA THD, LL, SEID ESA ~OBITICEA L T,
REEEIIBWTIL, TOBBIZESTRERFRVWE I TH D,
REEEIIBRENLRLOEZEMTE IO RER LR, BAIBEEOHMETLTHDZ EHEL
LTV 2 Thb,

BEILZ-ERIL, BEREFELV b, FERHOFREDEREDL ) TH D, 72& 2,
BT 2ANCIE. REEREZEDLEOICEHEEZEALLY PRIVEVIAETHVWTHLFE L
FiFonNdILO5CLEEEWnI mAnbiFons,

BEEH

Department for Work and Pensions, "No one written offireforming welfare to reward
responsibility”, 2008

Department for Work and Pensions, "Raising Expectations and Increasing Support White
Paper”,2008

Disability Alliance, "Disability rights handbook 33Edition April 2008 - April 2009",2008
Disability Alliance, "Employment and support allowance 1st Edition October 2008 - April
2009",2008
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Report of the Washington Group (WG) on Disability Statistics:
Executive Summary of the 7" Annual Meeting

Purpose:

The main purpose of the WG is the promotion and co-ordination of international co-
operation in the area of health statistics by focusing on disability measures suitable for
censuses and national surveys. The aim is to provide basic necessary information on
disability which is comparable throughout the world. More specifically, the WG aims to
guide the development of a short set(s) of disability measures, suitable for use in
censuses, sample-based national surveys, or other statistical formats, for the primary
purpose of informing policy on equalization of opportunities. The second priority of the
Washington Group is to recommend one or more extended sets of survey items to
measure disability, or guidelines for their design, to be used as components of population
surveys or as supplements to specialty surveys. These extended sets of survey items are
intended to be related to the short set(s) of disability measures. The WHO International
Classification of Functioning, Disability and Health (ICF) has been accepted as the basic
framework for the development of the sets. All disability measures recommended by the
group, short or extended, will be accompanied by descriptions of their technical
properties and methodological guidance will be given on their implementation and their
applicability to all sections of the population. The WG will disseminate work products
globally through the world-wide web (http://www.cdc.gov/nchs/citygroup.htm) and
scientific presentations.

Year organized: 2001
Participants:

Representatives of national statistical offices, international organizations, organizations
representing persons with disabilities, and other non-government organizations have
participated in the last 6 meetings.

Current country representatives include (from national statistical offices): Albania,

Argentina, Australia, Austria, Armenia, Barbados, Belgium, Bermuda, Bolivia, Brazil,
Cambodia, Canada, Chile, China (Hong Kong Special Administrative Region, Macao
Special Administrative Region, and Mainland), Columbia, Cuba, Czech Republic,
Democratic Republic of Congo, Denmark, Egypt, Finland, France, Gambia, Ghana,
Greece, Guatemala, Hungary, India, Iran, Iraq, Ireland, Israel, Italy, Ivory Coast, Japan,
Jordan, Kenya, Latvia, Lebanese Republic, Lesotho, Lithuania, Malawi, Mauritius,
Mexico, Micronesia, Mongolia, New Zealand, Norway, Occupied Palestinian Territory,
Panama, Paraguay, Peru, Philippines, Poland, Romania, Serbia and Montenegro, Sierra
Leone, Slovenia, South Africa, Spain, Saint Lucia, Sweden, Syria, Tanzania, Thailand,
The Netherlands, Turkey, Tonga, Trinidad, Uganda, United Kingdom of Great Britain
and Northern Ireland, United States of America, Venezuela, Viet Nam, Zambia, and
Zimbabwe.
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Current non-government organizations include: European Disability Forum,
Rehabilitation International, Inter-American Institute on Disability, EUROSTAT,
International Labor Organization, Organization for Economic Cooperation and
Development, National Disability Authority-Ireland, Inter-American Development Bank,
International Development Project, World Bank, World Health Organization, United
Nations Economic and Social Commission for Asia and the Pacific, United Nations
Economic and Social Commission for Western Asia, United Nations Economic
Commission of Europe, and United Nations Statistics Division.

Governmental Organizations of Persons with Disabilities: Coordenadoria Nacional para
Integracdo da Pessoa Portadora de Deficiéncia (CORDE) in Brazil, Secretaria Nacional

para la Integracion de las personas con Discapacidad (SENADIS) in Panama, and
Disabled Organization for Legal Affairs and Social Economic Development
(DOLASED) in Tanzania.

Meeting Summaries / major outcomes:

First meeting: February 18-20. 2002 in Washington. DC, USA

It was agreed that: 1) it is important and possible to craft a short set/s of internationally
comparable disability measures; 2) short and long set(s) of measures that are inter-related
are needed; 3) the ICF model will be used as a framework in developing disability
measures; and 4) census questions are the first priority.

Second meeting: January 9-10, 2003 in Ottawa, Canada
A link was established between the purpose/s of a short measure on disability and aspects

of measurement. A conceptual matrix was developed linking the purpose of a short
disability measure with conceptual definitions and question characteristics. An empirical
matrix was developed evaluating the characteristics of short set(s) of disability measures
currently in use according to the dimensions of the conceptual matrix. Both matrices
helped the WG to identify gaps in disability measurement.

Third meeting: February 19-20, 2004 in Brussels, Belgium

Since disability is multidimensional, it is not possible to ascertain the single “true”
disabled population. Different purposes are related to different dimensions of disability
or different conceptual components of disability models. Equalization of opportunities
was selected as the purpose for which an internationally comparable short disability
measure would be developed. A workgroup was designated to generate a draft set of
questions related to this purpose. In addition, two other workgroups were formed to
propose methods for implementing the short set and to propose an approach for
developing extended measurement sets related to the short set. Finally, a plan for WG
governance was adopted.

Fourth meeting: September 29-October 1, 2004 in Bangkok, Thailand

Major outcomes of the 4™ WG meeting were: 1) conceptual agreement on a draft set of
questions for the general disability measure, but wording revisions were required prior to
pre-testing; 2) formation of a new workgroup operating in conjunction with a consultant
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to develop six implementation protocols for pre-testing the short set of disability
measures; 3) begin development of the first extended measurement set; and 4) formation
of a new workgroup on methodological issues.

Regional workshops: 1) June 20-22, 2005 in Nairobi, Kenva; 2) September 19-20, 2005

in Rio de Janeiro, Brazil

The Washington Group held two regional workshops in 2005, in Africa and Latin
America, primarily directed toward countries in the region who were interested in
including disability questions in their national censuses. The workshops familiarized
countries in the region with the short set of WG questions on disability, the
accompanying rationale, and the procedures for pre-testing the questions.

Fifth meeting: September 21-23. 2005 in Rio de Janeiro, Brazil
Revisions were suggested for the short measurement set, the accompanying rationale, and

the implementation protocols. A new workgroup was formed to plan and implement
analyses of the WG pre-tests. All results pertaining to the six WG questions will be
considered by the new workgroup including the WG sponsored pre-tests, the
WHO/ESCAP test, and other testing activities.

Sixth meeting: October 10-13. 2006 in Kampala, Uganda
Based on the outcomes of the pre-tests, the WG endorsed the six question set for use in

censuses. The set comprises questions on four core functional domains (seeing, hearing,
walking, and cognition) as well as two additional domains desired by member countries
(self care and communication).

Detailed analyses of the pre-test data were presented at the meeting, however as there

was much more analytical work that can be done that would be informative, the

methodological workgroup merged with the data analysis workgroup to address three

specific issues:

1) Portability of questions across administration modes;

2) How the questions work for specific subpopulations such as those with severe
disability, children, or the institutionalized population; and

3) The use of proxy informants.

The workgroup on extended measures was charged with self-organizing in order to
accomplish their work, and drafting a position paper specific to developing the first
extended set with a purpose of equalization of opportunities. The paper was to include a
plan and approach (blueprint) for carrying out development of the extended set including
the purpose, rationale, and justification for the extended set as well as the issue of
international comparability. The group was charged with adding questions on the
existing domains and adding domains as appropriate to assess equalization of
opportunities. The group was to review and select existing questions and pre-test the
question set if time permits.

Seventh meeting: September 19-21, 2007 in Dublin, Ireland
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The seventh meeting was hosted by the Central Statistics Office Ireland (CSO) with
assistance from the National Disability Authority (NDA). The meeting was attended by
58 persons;

- 25 representing national statistical authorities from 22 countries (Austria, Bermuda,
Brazil, Canada, Czech Republic, Cambodia, Estonia, France, Greece, Hungary, India,
Ireland-3, Italy, Latvia, Lithuania, Mexico, Norway, Poland, Slovak Republic,
Slovenia, Sweden and Uganda-2);

- 4 representatives from the National Center for Health Statistics;

- 22 representatives from national institutes of public health or other national research
bodies or ministries (Belgium-2, China, Czech Republic, Denmark, France, Finland,
Ireland-5, Italy, Japan, Kenya, Slovenia, South Africa, Spain, Tanzania, The
Netherlands-2, United Kingdom);

- 7 representatives from international organizations (UNSD, UNESCAP, World Bank,
WHO, UNECE, Eurostat, European Disability Forum)

Objectives for the 7™ WG meeting were to:
1) Present additional work on the short set:
- Present results of additional pre-testing
Present results of additional analyses of pre-test data
Present any revisions to original six questions
Present work on use of short set as a screener
Present option for measuring upper body function
2) Present a proposal for the extended set and test results if available.
3) Discuss strategic issues.

Objectives for the seventh meeting emanated from work presented at the sixth meeting.
Three workgroups were to address these major topics.

Workgroup 1 considered minor revisions to the short question set. In addition, the group
addressed the development of an alternative (optional) question on upper body function.

1) At the 6" WG meeting the representative from Viet Nam raised a concern about false
negatives, i.e. people who were unable to do some task but responded as having ‘no
difficulty’ on the short set, only to be discovered as having a large difficulty on the
extended sets.

This issue was addressed by analyzing data on vision in the 2002 National Health
Interview Survey (NHIS) in United States which contained questions similar to the WG,
as well as several follow-up questions. The analysis found that eye disease does not
appear to be related to degree of activity limitations. Some people with one or more eye
diseases indicated no problem seeing. Furthermore, it was found that the proportion of
false positives is higher than false negatives — i.e. more people respond yes to the main
question and no to extended questions than visa versa. Explanations for the results were
that some of the extended questions reflect a possible overlap of physical and visual
limitations (i.e. questions related to going down steps and driving); and heterogeneity
among respondents in terms of their tolerance for (and willingness to indicate) difficulty.
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Future analysis was called for to:

- Control for other functional limitations

— Control for eye diseases captured in survey

- Examine results within age context

- Further elaboration of answer patterns (short vs. extended) and the characteristics of
respondents who report the different patterns

Conclusion: The concern about false negatives on vision was found not to be a

significant problem based on results from the USA data.

2) Atthe 6" meeting the workgroup was charged with the responsibility to assess
improvements and additions to Short Set:

- Find a solution to the vision clause problem

- Consider the length of the communication question

- Provide a question on upper body functioning for countries that might prefer to have
that measure.

Conclusions:

Vision clause: Instruct countries to translate the phrase in a way that is culturally

appropriate to capture the idea in the question — it is not necessary to translate the

question word for word, but to convey the idea that difficulty seeing must be present even

if the respondent is using corrective lenses of any type.

Length of Communication question: The introductory clause is to be used to introduce
the whole set of questions rather than just the last one.

Reformat the communication question as follows:

Using your usual (customary) language, do you have difficulty communicating; for
example understanding or being understood?

Additional Upper Body Question: Upper body measurement focuses on 4 actions:
pushing or pulling heavy objects, lifting 10 pounds or more, lifting arms overhead and
grasping or some form of fine motor skill. The challenge in an Upper Body Question then
is to limit the domain to one question that includes as many of the 4 actions as feasible
while maintaining structural simplicity to compliment the other short set questions and
using the same response categories. It would also be desirable to include actions that may
be related to employment. Most of the questions currently in use reflect a single action;
these were reviewed. ILO has repeatedly requested a question addressing upper body
function. It was recommended that the issue of upper body function be dealt with in
extended sets and to analyze data upon testing.

Workgroup 2 provided the results of additional analyses of the characteristics of the short
set.

1) Assessment of how well the WG questions work to identify disabled people for
prevalence estimates

Two years ago, cognitive testing began in 15 countries to determine how well
respondents understood the questions. Combined analyses were performed on a sample of
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1290 respondents. Inconsistencies were found between the WG questions and the follow-
up questions. Reasons for inconsistencies included:

- True response error (in WG question or follow-up questions)

- Characteristics of respondents disability that were not captured in follow up questions
- Data entry/Interviewer error

The question remained: How do inconsistencies affect prevalence and identification of
type of difficulty? Analyses revealed that using the threshold of ‘Some difficulty’ to
define disability yielded more inconsistent responses than ‘a lot of difficulty’.

Higher rate of inconsistencies were found in the in cognition and self care domains.
Conclusion: WG short set is useful in identifying people for prevalence of disability —
very few false positives.

2) Assessment of how each question captures functional limitations within its specific
domain; i.e. to what extent does each question falsely identifies people as having a
disability and what are the reasons for misidentifications and which population(s) are
most likely to be misidentified.

Misidentification can occur for a number of reasons. It is important to determine whether

false positives or negatives are occurring systematically or randomly. For cases identified

as ‘true errors’, determine if there is any association with gender, country, age, disability

or health status. The true errors identified for the vision question were more than likely

related to the glasses clause and misunderstanding of the question. There is a potential for

false positives in the extended questions on cognition as a high rate of inconsistencies

was found; however, unlike the vision question, the inconsistencies are more likely to be

a result of interpretation issues and not obvious misunderstanding.

Conclusions:

- WG questions taken as a group are good at generating general prevalence estimate

- Confirm that glasses clause is significant issue, but needs to be addressed at country
level — language, custom

- Country differences in response error are significant -- suggests need for country
specific cognitive testing in question development

- Preliminary results suggest no real sign of demographic bias

3) Assessment of the potential of WG Short Set as screener

Data from Canada was used to evaluate how the WG questions compared to more
detailed questions. In Canada a census was used to develop a frame for a disability
survey. The Participation and Activity Limitation Survey (PALS) was carried out as a
post-censal survey with additional follow-up studies. That allowed for the testing of false
positives, false negatives and the performance of the WG questions. Face to face
interviews were then conducted with 50 false positives, 100 false negatives and 50 “soft”
disabilities (e.g. learning, etc. who are normally difficult to identify). The WG questions
were included in all interviews.

Findings: The WG questions seem to miss emotional/psychological disabilities, learning
disabilities, agility disabilities and mild to moderate pain disabilities.
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As a screener the WG questions are easily understood, concise and appropriate to a
Census, and appropriate to proxy response. However, they are less adaptable in terms of
being inclusive of all types of disabilities and covering all age groups

Workgroup 3 was to draft a position paper specific to developing an extended question
set for the purpose of assessing equalization of opportunities. The position paper was to
include the plan, purpose, and approach for developing the extended set. It was agreed
that the primary issue for this extended set is expansion of the existing domains covered
in the short set and adding to the existing domains. The WG will be collaborating with
UNESCAP on development of the extended set/s.

In its proposal for Extended Question Sets, the following principles were agreed upon for
the development of extended set(s) of questions:
1) Feasibility and cross-country comparability
2) ICF framework (terminology) as a basis
3) Review of existing sets as a basis for further development
4) Congruency and coherence between short and extended sets
The purpose of extended sets will be to address issues of equalization of opportunities
and the determination of disability prevalence. In addition, data derived from the
extended sets will be used for the individual needs of the country collecting the
information (policy development, advocacy, monitoring and evaluation of interventions,
international reporting, and providing summary measures on disability in general or
individual impairments).

The compilation of extended set(s) will require the resolution of several issues:

1) acloser look at “cross-country comparability” and what some of the limitations may
be in meeting this requirement

2) adiscussion of how the extended set(s) will serve the stated purpose of “equalization
of opportunities”

3) the specific wording of questions and response options (4 vs. 5 answer categories)

4) how to best measure environmental factors

5) Choice and desire — the issue of needing or wanting to do the activity

Future work should focus on:

- Deciding on the structure of the proposed extended set(s) (includes purpose, nature
and number)

- Compiling the sets

- Building an evidence base (cognitive testing, statistical analysis of existing data)

- Analysing and reporting (summary measures, individual question responses,
prevalence estimate, deciding cut off point)

- Developing guidelines

There was general agreement that there should be (at least) two extended sets.

- The first set would build upon the Short Set, re-visit domains excluded from Short Set
and further develop Short Set domains. Additional domains would include: upper
body functioning, psychological functioning, expansion of the cognition domain,
fatigue*, and pain*. (*The consensus was that pain and fatigue should be included.
However, the method of inclusion, as separate domains or as characteristics of other
domains, will be addressed by the Extended Sets workgroup.)
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- The second set would be used to get more detailed information. There was consensus
on a need for questions on cause, age of onset, duration and environmental factors
(including assistive technology and assistance and environmental barriers/
facilitators).

With respect to basic and complex activities: The objective would be to extend the
information collected on the basic activities (Short Set) in order to explain more complex
activities (participation). This is complimentary to equalization of opportunity. In order
to assess how a person improves their participation in society (e.g. through education,
employment etc.) questions on assistive devices/environmental factors need to be
included in each domain. These participation questions are important with respect to
policy.

In summary, there was agreement to work with UNESCAP in the development of

extended set(s). Also, the Extended Sets workgroup will:

- Re-visit the Short Set of basic activity (functioning) domains (adding possibly
multiple questions to certain domains)

- Decide on the use of an upper body domain

- Decide on the inclusion of supplementary questions within domains (cause, onset,
duration, etc...)

- Decide on how best to capture environmental factors (micro, meso, and macro levels)

- Explore different ways to measure participation

Furthermore, the workgroup will:

- Coordinate work with the work of other groups (BI, Eurostat, UNESCAP)

- Compile list of questions being used in other workgroups

- Determine timeline for extended set

- Determine who wants to be involved in the Extended Sets Workgroup. (Margie
Schneider, chair)

Other agenda items

In addition to the sessions reporting on workgroup activities, updates were presented
from the United Nations Statistical Division, UN affiliates, and the World Bank about
their activities related to disability statistics, as well as country specific presentations.
Finally, the Steering Committee chair led a discussion on strategic issues including
planning the next steps.

Harmonizing work on Extended Sets with the Budapest Initiative, health-related Eurostat
projects and UNESCAP - UN Development Account Project on Improvement of
Disability Statistics: The importance of coordinating and linking with the activities of
other groups in the field was stressed. WG will prepare a proposed strategy to maximize
synergy in the work of the Washington Group, the Budapest Initiative and the UNESCAP
Disability Project. This strategy will be distributed to the Steering Committee. In addition
a copy of the Eurostat questionnaire will be requested.

Technical Assistance to NSOs: The Washington Group has completed its work on the
short set of disability questions to be included on Censuses. A survey by UNSD suggests
that some technical assistance is needed in the area of implementation, interpretation and
analysis of disability questions on Censuses. To fill this need, the Washington Group
proposes to develop two documents that address issues related to the adoption of the new
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question set on Censuses. In particular, issues related to how to interpret the data

produced by the questions will be addressed. One document will be designed for use by

the NSO and one for use by policy and advocacy groups. Other possible activities

include:

- development of a presentation and a packet of materials to be used at regional
workshops or technical assistance meetings on the 2010 Census Round;

- participation of WG members at regional workshops or technical assistance meetings
on the 2010 Census Round;

- provision of technical assistance by WG members as requested by NSO's

If there is agreement on these activities, the WG steering committee chair will contact the

Director, UNSD to discuss next steps.

The World Bank Project: United Nations (UN) approached the World Bank (WB) with
an idea for developing a set of indicators to monitor the implementation of the UN
Convention on the Rights of Persons with Disabilities. It was proposed that the WG
develop a tool for monitoring based on the short set of questions and further development
through the extended set. Funds for this project would be raised through the World Bank
Donor Trust Fund and would be allocated to pay for consultant services to assist the
group in developing the tool (extended set), cognitive testing in several countries, and to
fund a special meeting of countries for final agreement. If there is agreement, a proposal
is required

The meeting agreed to take on the World Bank Project

Country presentations:

1) Report on the Irish Census

In 2004 the Government decided to conduct a post-censal National Disability Survey to
establish prevalence, severity and impact of disability in Ireland and to identify
improvements needed in policy and service provision. A sample was based on responses
to the 2006 Census questions on disability. Questionnaires were developed in
consultation with NDA, Government departments, representative groups, and disability
research experts.

Conclusions: Matching NDS records to Census at the person level increases the statistical
value of NDS output. A high proportion of the Census false positive responses are due to
responses in the ‘Other’ category. Less than 3/4 of the sample reported a disability in
both surveys. The Census questions/methodology resulted in a much higher level of
single disability reporting then in the NDS. Learning related difficulties were prevalent
among children while mobility and pain were most prevalent disabilities for older people,
and people of working age had a more mixed range of reported difficulties.

2) Report on Three Country Pilot Study - Brazil (IBGE), Argentina (INDEC) and
Paraguay (DGEE)

The pilot study was carried out in November 2006: interviews were conducted in Brazil
(4039), Argentina (1903) and Paraguay (2009). Information was collected on disability
(core, extended, and IBGE questions), housing and demographic characteristics.
Findings: In all countries WG questions identified more people than the extended sets
especially at the D1 (minimum response to WG questions is some difficulty) and D2
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(minimum response is a lot of difficuity) levels, and at D3 (minimum response is can’t do
it at all) the opposite was found, where higher rates were observed in the extended sets.
In Brazil a single vision question captured less people than 2 questions.

3) Report on Uganda Pilot Study

A pretest of the 6 WG questions was part of the 2006 Uganda Demographic and Health
Survey (UDHS). Data were collected between May and October 2006 and included 8,870
households selected from 368 EAs (clusters) covering the entire country. The disability
questions were administered to all household members over 5 years of age.

Findings: Vision, hearing, walking, and cognition difficulties increase with age while
self-care difficulties present a U-shaped curve and communication difficulties increase
sharply at age 50-59. The prevalence of recorded difficulty in at least one functional area
increased drastically at age 30, with overall most people falling into the category “some
Difficulty”. A clear challenge will be to consider levels of severity in the computation of
disability prevalence.

4) Introduction to Surveys and Research on Disability in China

National Sample Surveys on Disability in China are planned every 20 years. To-date
surveys have been carried out in 1987 and 2006 with annual monitoring using smaller
samples. The Institute of Population Research at Peking University is responsible for
these activities. In addition, the China Disability and Development Research Center has
recently been established at Peking University as the first national institute on Disability
Studies.

An International Forum on Disability and Development was planned for December 10-
15, 2007.

5) Functioning and disability in Europe — Measuring Health and Disability in Europe
(MHADIE) project results: ICF Functional profiles in 12 selected health conditions in
Europe. MHADIE is a three-year Coordination Action financed by the EU Commission,
involving 16 European Centres and 10 different countries. It aims to demonstrate the
utility and feasibility of ICF model in measuring different types and prevalence of
impairments and limitations.

Data were collected on health conditions: Bipolar Disorder, Depression, Ischemic Heart
Disease, Migraine, Multiple Sclerosis, Musculoskeletal Conditions, Parkinson Disease,
Stroke, Traumatic Brain Injury; Demographic information: nationality, gender, age,
marital status, educational level, current job, risk factors (smoke and alcohol
consumption); and Functional outcomes and profiles: The ICF Checklist, The WHO
Disability Assessment Schedule (WHODAS II), The Health System Responsiveness and
Satisfaction with Health Care (HSR&S) scale, Short Form 36 (SF-36), The WHO Quality
of Life Questionnaire (WHOQoL).

It was found that ICF-based datasets demonstrate the utility of the ICF and its related
tools in describing functioning, health and disability across a variety of settings, clinical
conditions and countries. ICF can be graphically represented to compare clinical samples
for different variables: health condition, clinical setting, age group or country.

The correlations between ICF data and selected clinical variables demonstrates that ICF
provides a common base of data for distinguishing functional patterns among different

10
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conditions, but also gives the possibility of drawing functional profiles besides the health
condition.

Governance issues

The 8" WG meeting will be held October 29-31, 2008 in Philippines.

In keeping with UN guidelines, issues of gender bias and other potential sources of bias
will be a consideration of all WG work.

Products

Proceedings from the meetings (presentations and papers), reports to the UN Statistical
Commission, final meeting reports, and information on upcoming meetings can be
accessed through the Washington Group website, currently hosted by the National Center
for Health Statistics, U.S.A. (http://www.cdc.gov/nchs/citygroup.htm).

WG Points of contact: Washington Group Secretariat (NCHS, U.S.A.)

~ Cordell Golden

Statistician

National Center for Health Statistics
3311 Toledo Road, Room 6428
Hyattsville, MD 20782 (USA)
(Phone) 301-458-4237

(Fax) 301-458-4038

(Email) CGolden@cdc.gov

Mitch Loeb

Associate Service Fellow

National Center for Health Statistics
3311 Toledo Road, Room 6435
Hyattsville, MD 20782 (USA)
(Phone) 301-458-4248

(Fax) 301-458-4037

(Email) MLoeb@cdc.gov

Jennifer Madans

Associate Director for Science
National Center for Health Statistics
3311 Toledo Road, Room 7202
Hyattsville, MD 20782 (USA)
(Phone) 301-458-4500

(Fax) 301-458-4020

(Email) JMadans@cdc.gov
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B3

WG 8™ meeting Manila, 29 — 31 October 2008

Session 2: Background and guiding principles —
extended sets

1. Introduction of background and purpose of the extended sets
Please refer to the documents presented at the 7" Meeting of the WG in Dublin (Sept
2007) for background on the proposals.

This section will reiterate the purpose of the extended sets and present the structure of the
proposed sets.

The Purpose of the extended sets is to measure equalisation of opportunities which is the
same as that of the Short Set for Censuses. The extended sets are to be used in surveys
where there is more space to ask more questions in order to identify the target population
as for the Short Set (i.e. people at risk of experiencing discrimination and disadvantage in
life opportunities because of limitations in one or more basic activity domains).

When measuring disability it is important to include the following steps:

1. Identify the population at risk: This is done by both the Short Set in Censuses
and the extended sets proposed below in surveys. The identification becomes a
demographic variable just as sex, age and geographic area are currently used. The
demographic variable can be used to measure disability with varying degree of
detail. '

2. Describe the experience of disability by the population identified as being at risk.
This information is obtained by analysing the employment and education status,
social inclusion, access to basic and other services, poverty, disadvantage,
discrimination, etc., and the effect of different levels of environmental factors
(assistive devices and personal assistants, physical and built environment, social
support and attitudes, services, systems and policies) by disability status using the
demographic variable (+ other variables such as age of onset, etc.).

The questions posed to measure these other aspects are either......

o those used by the country for employment, education, etc. and not specifically

part of the extended sets
OR :
¢ those developed specifically as part of the extended sets to ensure that aspects

relevant to people with disabilities are covered (e.g. use of transport) and that
the response options reflect their experiences as well (e.g. ‘Why are you not
working?’ — to include ‘Attitudes of employers’ together with other response
options).

! The creation of this variable as a binary or other variable is a separate issue to be discussed in a session on
methodology in future WG meetings. Furthermore, the extent to which the identification of the population
at risk is comprehensive or complete is also a separate issue to be discussed.
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The use of the demographic variable allows for a comparison of the experience of
‘disabled’ vs ‘non-disabled’.

2. Matrix : Structure for moving forward

The Matrix was originally designed as a means to place the work of the WG in a larger
context or perspective and was developed after the 7™ WG meeting in September 2007.
The matrix was used to guide the work of the Extended Sets Workgroup between the 7%
and 8" meetings. In addition it provides a means of illustrating the commonalities
between the WG and other initiatives that are in the process of questionnaire '
development.

It has now been put to use as a tool for the development of the extended question sets,
providing a framework on which these sets can be built. The matrix is attached together
with these documents and will be presented in more detail at the 8" WG meeting.

3. The proposed sets

The proposed sets presented here (and the actual questions in the separate document) are
an outcome of the meeting held in July 2008 in Washington where a number of people
from the WG Extended Sets workgroup and the Budapest Initiative attended. > The basis
for the selection was made on what evidence was available from people’s experiences, a
review of existing ICF based surveys over the last few years, a review of results from
cognitive testing undertaken for the WG Short Set and the Budapest Initiative, and
deliberations during the meeting.

These sets are presented for discussion and are most certainly not final as yet. The sets
will be revised based on the discussions at the 8" meeting followed by a series of
cognitive and field testing at an international level. Only after that is all completed will
we be nearer to the final extended sets.

In addition, the development of questions for the complex domains of civic and social
participation, employment, education, and environmental factors have not been
completed as yet and are aspects to work on in the next year.

a) Structure of sets (not including the Short Set): (see questions in the
separate document accompanying this one). Both these sets serve to identify the
population at risk.
o Expanded Short Set: this comprises the Short Set 6 questions plus single
questions in two domains: learning and upper body mobility.
o Extended set: this set comprises multiple questions on the domains included in
the Expanded Short Set plus additional ones (e.g. affect, pain and fatigue). It also
includes aspects of the immediate (micro) environment such as use of assistive

> The following people participated in the discussions from 8 — 10 July 2008: Ken Black (ABS); Dan Mont
(WB); Margie Schneider (HSRC, SA); Susan Stobert (STATCAN); Michael Wolfson (STATCAN); from
NCHS: Barbara Altman, Cordell Golden, Mitch Loeb, Jennifer Madans, Kristen Miller, Julie Weeks

On conference call 10 July:

Lucien Agafitei (Eurostat), Linda Hooper (BI/UNECE), Howard Meltzer, (BI/WG, University of Leicester)
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devices and medication. The use of multiple questions allows further domains to
be added such as affect, pain and fatigue.

b) Cautions related to sets and questions to be discussed:
Question development:

It has not always been possible to find information on how questions were
developed nor information on how well they work or not. The WG members
should provide any additional information they have to complete the picture on
the questions that have been proposed or provide alternative questions based on
your experiences.

Different response sets have been proposed. These will be discussed in the g
meeting and depending on the outcomes of those discussions the different options
will be tested in the cognitive and field tests.

The pain, affect and fatigue questions need much discussion to ensure we have the
correct approach that will work across different countries. WG members’
experiences in using such questions are sought both in writing before the meeting
if you are not attending or during the discussions if you are attending.

General issues:

Should we develop more detailed questions on ADLs to accommodate
specifically the elderly population and possibly people with intellectual
impairments and psychiatric illness? These would include more detailed questions
on self care and could also include taking care of domestic activities (e.g. finding
a place to live, taking care of others, doing domestic chores).

Issues of translation — we will be discussing this in some detail at the 8™ meeting
to determine the potential problems with the current proposed questions.

The link of both ‘extended sets’ with the Short Set needs to be considered. Should
the Short Set (or Expanded Short Set) be included into the Extended Set?

Do our ‘identifying’ Qs identify the full population of interest? E.g. are Qs on
basic activities enough or do we need Qs on more complex domains? How many
people who have limitations in complex activities DO NOT have limitations in
basic activities as covered in the extended sets?
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( B 5

The Matrix: as a framework for the development of the Extended Set(s)

The Matrix (refer to attached Excel document, Framework Blocks and Work plan) was
originally designed as means to place the work of the WG in a larger context or
perspective — both in terms of the development of extended question sets; and as a means
of illustrating the commonalities among other initiatives that are in the process of
questionnaire development. It has now been put to use as a tool for the development of
the extended question sets, providing a framework on which these sets can be built.

The Matrix can be subdivided into 4 blocks:
1. Basic activity domains (columns) by Capacity and Performance (rows)
2. Complex activity domains (columns) by Capacity and Performance (rows)
3. All domains by Age at onset, Cause, Duration and Impact
4. Environmental factors (meso and macro).

The extended sets that will be presented fall under Block 1. Under Block 2, a single ADL
question is included among the WG short set — but the development of extended
questions under this domain, and the other domains included under Complex activities
were determined to be beyond the scope of the Workgroup — and were in many cases
often included in other sections of survey questionnaires. (Exceptions are self care and
domestic activities and maybe that is something to be developed as well for a further
extended set)

The items in Block 3 - Age at onset, Cause and Duration — might refer to the level of
functional difficulty or the underlying (health) condition. Deliberations at the July
meeting determined that these aspects of functioning should be measured with reference
to the experience of difficulty in functioning under the domain and not the underlying
(health) condition.
Questions would therefore be framed:
1. Age at onset: How old were you when you first starting having difficulty [in this
domain]?
2. Cause: What condition or health problem is the reason for your difficulty [with
this domain]?
3. Duration: How long have you had your current level of difficulty [in this
domain]?

With respect to the measurement of Impact (green row) and three options were
considered: :

1. whether this was better captured as a Row item under specific domains. For
example, “How does your difficulty walking affect your ability to: work &
maintain a job, or get an education or make friends...?” — meaning impact of
functional difficulty on education, employment, social activities etc.
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2. whether it could be captured through measurements of outcome (columns as in
Block 2). For example, as the impact of basic activity difficulties on complex
activities and participation. “Considering the difficulties indicated under basic
activities, how much difficulty do you have in participating in life activities?”

3. whether it could be derived through the analysis of existing data — as the impact
of Assistive devices or other Environmental factors on functioning. This would
involve asking questions about employment, education and social participation
without asking about impact but measuring the impact through analysis with the
responses on basic activities and to the questions about use of assistive devices
and personal assistance and on other environmental factors.

In the first option, direct questions about impact are asked according to the domain- it is
domain specific. In the second option, impact is treated as a more general outcome. In the
third option, impact is not explicitly mentioned but is derived through data analyses.

Again, our discussions in July concluded that, as a question set, Impact would be best
handled through the analysis of functional difficulties and outcome measures taking into
account use of assistive devices, meso-environmental barriers — and also through
qualitative case studies, that is, option 3 above.

Block 4 includes aspects of the meso- and macro-environment.

The meso-environment (blue, Row 9) comprises the environment beyond the person (e.g.
services & service provision, transportation, infrastructure, accessibility, attitudes of
others and feelings of stigmatization).

Meso-environmental factors have been conceptualized as NON-domain specific; the
questions asked in general rather than for each domain. It may, however, be appropriate
for some of these meso-environment factors to be examined within the specific domain.

Questions on service provision and use will necessarily be country specific (i.e. not cross-
nationally comparable, but perhaps regionally) as service provision will vary in nature
and extent across countries.

This is an area for which we do not have any set questions. There are some surveys that
are starting to use questions on the meso-environment. The data from these surveys
should be analyzed to determine if the questions used could be included in some extended
sets.

Note: people’s experience of discrimination and feelings of stigma are considered here as
meso-environmental factors and these can be collected in surveys.

Macro-environmental (yellow Row 10) factors include national policies, legislation and
general societal attitudes and practices. These are better collected through other sources
and were not suited to the format of population-based surveys or other personal survey
data collections.
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Further notes on the table are worth highlighting here:

1.

2.

Note a — Row 1 — indicates that two separate single questions on Learning would
be developed: one for children and one for adults.

Note b — under ADL, it was thought that extended questions could be developed
for ADL for special populations (e.g. the elderly) but that for general populations
they were not required as prevalence estimates are usually very low and a person
identified on this domain are usually also identified on more basic domains. It
remained unclear whether extended questions should be developed to capture
difficulty functioning (in terms of ADL) with assistance — hence the question
mark (?). (Note: OECD is keen on the use of ADL questions as an indicator of
health/social need.)

Note ¢ — at this point the choice of questions and the exact wording of questions
are yet to be decided; however, it was thought that extended questions on
Cognition (including use of assistive devices) were needed.

Note d — it may be necessary to re-order the pattern of questions, compared to
other domains, in order to capture performance: use of assistive devices and
functioning with assistance (refer to: Proposed sets for measuring disability)
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UNESCAP Project on Disabllity
Statistics

Field testing protocol

« Four studies:

One: Translation
-Two: Cognitive testing
-Three: Field test

Four: Test/Retest
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1.Translation

+ Objective:
Examine translatability of Ext Sets
Identify problematic concepts

* Process:

—Committee translation: experts in linguistics, health and
disability and interviewers

Review by 2 independent people
Comments reviewed and incorporated
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3. Field testing (1)

+ Objectives: to test.....
Relationship between Short and Extended Sets
Cross country comparability

Individual hypotheses arising from Cognitive testing and
translation

3. Field testing (2)

* Process:

Background documentation - field test protocol, interviewer training
manual, question by question guide.

—Selection of sample and interviewers
—Training of interviewers

Data collection

Interviewer debriefing

Data capturing
—Analysis
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3. Field testing (3)

« Sampling:
as representative as possible in selection of area and within area
cover urban and rural, etc. Recommend around 1000 individuals

+ Interviewers:
as experieneed as possible and to provide information on the
experience of the interviewers.

« Information on response rates

total sample selected and final data collected i.e. geta
questionnaire for each selected individual even if only
name/number and address.

3. Field testing (4)

+ Selecting respondents.
Household member 5 years and older
-Ina household with children and adults randomly select 1 child (5
17 years) and 1 adult 18 yrs +
—In a household with only adults select 1 adult 18 yrs +

Selection of respondents: get names and dates of birth of all
household members; determine who is eligible for selection; select

adult and child with next birthday.
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3. Field testing (5)

* Proxy interviews.
-all children (under 18 years)

—adults who cannot reply for themselves (e.g. very ill,
unable to communicate or are cognitively impaired),

Note reasons for doing proxy interview.

-Analyse reasons for proxy and relationship with
responses given on the questions — e.g. communication,
self care, cognition.

3. Field testing (6)

« Interview process'.
Provide translation together with English in questionnaire

(?)
-Try and ask question to same as it is written down.

Make notes on questionnaire when person struggles with
a question
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3. Field testing (7): Question sets

* Question Set 1 The WG short set (expanded)
« Question Set 2 The WG proposed extended question set

* Question Set 3 Selected WHODASII and the three ABS
'‘Need for Assistance' questions.

* Question Set4 Country spec ic questions (if
applicable)

+ Order effect: use of two or more versions

3. Field testing (8)

« Content of questionnaire:
Socio-demographic data
Responses for Question Set |
Responses for Question Set 2
—Time to administer the questionnaire
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4. Test/Retest (1)

Objective

+ to assesses reliability of individual questions by a

standard rest-retest procedure. The aim is to flag
unreliable questions in terms of inconsistency of
response for later attention in the production of a
recommended question set.

4. Test/Retest (2)

Procedure

¢ Step 1: Familiarise interviewers with the objective and
documents to be used in Study 2.

¢ Step 2: Select 100 respondents who agreed to be interviewed
again at the end of Study 1,ensuring that 50 used Set 1 and 50 Set 2.

+ Step 3: Administer the questionnaire after a period of one week

using a different interviewer. Ensure that the same version of the
gquestionnaire is used for each respondent.

Step 4: Submission of data recorded on the data entry program
submitted to UNESCAP.
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#Ho

Eighth Meeting of the Washington Group on
Disability Statistics

ummary of Annual Reports on

National Activities Related to

Disability Statistics

Cordell Golden
United States

Manila, Philippines
29-31 October 2008

Responding countries (n=43)

Africa (6): Ivory Coast, Kenya, Mauritius, Sierra Leone,
Zambia, Zimbabwe

Asial/Pacific (14): Cambodia, China, China (Macao), Fiji, Hong
Kong SAR, India, Indonesia, Maldives, Mongolia, New Zealand,
Philippines, Singapore, Sri Lanka, Vietnam

m Europe (10): Armenia, France, Germany, Hungary, ltaly,
Lithuania, Poland, Romania, Slovenia, Spain

gentral and South America (4): Brazil, Panama, Paraguay,
eru

Middle East (4): Israel, Jordan, Sultanate of Oman, United
Emirates

g;m;th America (5): Bermuda, Canada, Cuba, Mexico, United
ates
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New or updated information for 2008

= New information (18): Armenia, Cambodia, China, China
Macao, Fiji, Germany, Indonesia, Israel, Ivory Coast,
Maldives, Mexico, Peru, Sierra Leone, Singapore, Sri
Lanka, Sultanate of Oman, Vietnam, Zambia

m Update of last year’s information (17): Bermuda, Brazil,
Canada, Cuba, France, Hungary, India, Italy, Kenya,
Lithuania, Mauritius, Mongolia, Philippines, Poland,
Romania, Slovenia, Spain

m No update from previous year’s report (8): Hong Kong
(SAR), Jordan, New Zealand, Panama, Paraguay, United
Arab Emirates, United States, Zimbabwe

\:JBE:!
Included short set of WG questions on
national data collection activity

Yes 22 (51.2%)
No21 (48.8%)
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Plans to use short set of WG
Questions in upcoming Census

Kenya (2009)

Philippines (2009 — Pilot Survey for 2010 Census)
Vietnam (2009)

Brazil (2010)

Mexico (2010)

Paraguay (2070)

United Arab Emirates (2010)

DEE:I
Reason short set of WG questions
not included:

m Disability is considered a sensitive subject respondents
would be hesitant to answer

m Not responsible for deciding what questions are included on
national surveys and census

Disability data already collected from administrative sources
Pre-testing within the country needs to be conducted
Plans to use WG short set in future

Use 1 or 2 questions from WG short set combined with
other measures of disability
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Recent and upcoming national data
collection

activities related to disability
statistics

DEEI

Summary
Statistics

(# countries)

Type of Data Collection

AR

C/s C/AR S/AR C/SIAR Total

Plans to conduct
national data
collection activities
on disability within
the next 3 years

10

No plans to
conduct national
data collection
activities on
disability within the
next 3 years

C = Census
S = Survey

AR = Administrative Records
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DEEj

Mode of Data Colléction

Face to face Self-completed Telephone Direct Other Administrative
interview questionnaire interview observation and Records only
measurement
35 7 8 2 6 2

Date of next data collection
2009

2008

Bermuda

France

lvory Coast (June)

Kenya (August)

Spain (October)

United States (December)
Israel (December)

2010

Singapore

United Arab Emirates
Zambia

Mongolia (January)
Mexico (February)
Vietnam (May / September)
Sultanate of Oman (April)
Mauritius (June)
Indonesia (June)

Brazil (August)

Fiji

Germany

Sri Lanka (January)
Cambodia (January)
Vietnam (April)
Philippines (May)
ltaly (September)

2011

Lithuania

Sierra Leone (September)
Poland (October)

China (October)

Hungary (December)

New Zealand
Maldives (March)
India (March)
Canada (May)

China Macao (August)

2013

Romania (June)
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Frequency of data collection

m One-time data collection (3): Bermuda, Cuba, Lithuania

= Annually (3): Cambodia, China, Mongolia

m Every 2-4 years (7): Germany, Indonesia, Israel, Ivory Coast, Sierra
Leone, Vietnam*, Zambia

m Every 5-10 years (20): Brazil, Canada, China Macao, Fiji, France,
Hong Kong SAR, Hungary, India, Kenya, Mauritius, New Zealand, Peru,
Philippines, Poland, Romania, Singapore, Slovenia, Sultanate of Oman,
Vietnam*, Zimbabwe

= Unknown (10): Armenia, Iltaly, Jordan, Maldives, Mexico, Paraguay,
Spain, Sri Lanka, United Arab Emirates, United States

* Vietnam has multiple data collection activities scheduled

i

Sampling frame

m Most recent or upcoming Census

m Country population registries

m Government administrative records

m Physician or long-stay facility patient lists
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Languages in which survey offered /
administered

Arabic (3)

English (with translation) (18)
Chinese (2)

French (4)

German (2)

Italian (1)

National language of country (26)
Portuguese (2)

Samoan (1)

Spanish (5)

Other national activities related to
disability data collection

m Pre-test of disability survey questions

m Training for data collectors

m Collection of administrative data

m Dissemination and publication of disability data

m Discussions with government agencies about
disability data collection activities

m Training workshop at ISI (Durban - August 2009)
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Development of an Internationally Comparable

Disability Measure for Censuses
Washington Group on Disability Statistics (WG)

A new set of questions on disability for use on national Censuses has been developed, tested and
adopted by the Washington Group on Disability Statistics (WG). The WG is a United Nations
(UN) sponsored City Group commissioned to improve the quality and international
comparability of disability measures. The approach taken by the WG represents a break with
methods used in the past. The questions reflect advances in the conceptualization of disability
and use the World Health Organization’s International Classification of Functioning, Disability,
and Health (ICF) as a conceptual framework. The focus is on functioning in basic actions in
contrast to approaches that are based on impairments or bodily functions. The UN Principles and
Recommendations for Population and Housing Censuses incorporates the approach taken by WG.
(See: Section VI-8: Disability Characteristics pages 178-183, and Tabulations on Disability
Characteristics pages 292-294; available online at:
http://unstats.un.org/unsd/demographic/sources/census/docs/P&R_Rev2.pdf ). A more detailed
discussion of the conceptual framework and data collection objectives of the WG can be found in
the Washington Group Position Paper: Proposed Purpose of an Internationally Comparable
General Disability Measure (WG3.6), available online at:
http://www.cdc.gov/nchs/about/otheract/citygroup/meeting3.htm#papers .

Background:

In June of 2001, the United Nations International Seminar on the Measurement of Disability
identified the need for comparable population-based measures of disability for individual country
use and for international comparisons. This determination was based on the scarcity and general
poor quality of data on disability, especially in developing countries, and the lack of
internationally comparable measures, even among developed countries. The Washington Group
on Disability Statistics (WG) was formed to address this urgent need.

The main purpose of the WG is to promote and co-ordinate international co-operation in the area
of health statistics focusing on disability measures suitable for censuses and national surveys.
The major objective is to develop tools to collect the basic data necessary to provide information
on disability that is comparable throughout the world. The first priority of the WG was to guide
the development of a short set of disability measures suitable for use in censuses, sample-based
national surveys, or other statistical formats, for the primary purpose of informing policy on
equalization of opportunities for the population with disabilities. A second priority is to
recommend one or more extended sets of survey items that elaborate the measurement of the
multiple concepts associated with disability and can be used as components of population
surveys, as supplements to surveys or as the core of a disability survey. There will be a
connection between these extended sets of survey items and the short set of disability measures.
The disability measures recommended by the group will be accompanied by descriptions of their
technical properties, and methodological guidance will be provided for their implementation and
their applicability to all population subgroups.
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I. Recommended Short Set of Questions on Disability for Censuses

At the 6™ Annual Meeting of the WG in Kampala, Uganda in 2006, test results were reported and
the short set of questions on disability was endorsed by the 23 countries and 5 international
agencies in attendance. Some minor wording modifications were suggested based on pre-test
results presented at the meeting (see Section V below). The set comprises questions on six core
functional domains: seeing, hearing, walking, cognition, self care, and communication. In
countries where resources do not permit inclusion of 6 questions on a census, the first four
domains are recommended for inclusion (seeing, hearing, walking, and cognition); however the
WG strongly endorses the use of the six questions.

The final short question set is:

The next questions ask about difficulties you may have doing certain activities because of a
HEALTH PROBLEM.

Do you have difficulty seeing, even if wearing glasses?1

Do you have difficulty hearing, even if using a hearing aid?

Do you have difficulty walking or climbing steps?

Do you have difficulty remembering or concentrating?

Do you have difficulty (with self-care such as) washing all over or dressing?

Using your usual (customary) language, do you have difficulty communicating, (for
example understanding or being understood by others)?

NU B W

Each question has four response categories: (1) No, no difficulty, (2) Yes, some difficulty, (3)
Yes, a lot of difficulty and (4) Cannot do it at all. The severity scale is used in the response
categories in order to capture the full spectrum of functioning from mild to severe.

II. Rationale for Choice of Questions

Disability represents a complex process and is not a single, static state. It refers to the outcome
of the interaction of a person and his/her environment (physical, social, cultural or legislative)
and represents a measure of the negative impact of environmental factors on one’s ability to
function. The complexity of the concept has resulted in the proliferation of statistics on
disability that are neither comparable nor easy to interpret. Furthermore, disability data are
collected for different purposes such as to estimate the prevalence of physical impairments or to
plan for the provision of services. Each purpose elicits a different statistic and even when the
intention is to measure the same concept, the actual questions used differ in ways that severely
limit comparability. The conclusion is not that some estimates are right and others are wrong,
but that they are measuring different things. The WG chose to develop questions that would
address the issue of whether persons with disability participate to the same extent as persons
without disabilities in activities such as education, employment or family/civic life. A major
reason for this choice is the pivotal importance of the issue of social participation and equal
rights from a policy perspective as illustrated by the recently ratified UN Convention on the

! The inclusion of assistive devices was considered for two domains only, seeing and hearing, as limitations in these domains can
often be overcome with the use of glasses or hearing aids.
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Rights of Persons with Disabilities®. In addition, there was agreement that it would be possible
to develop a question set to meet this objective, that could be administered using Census
methodology and that could produce internationally comparable data.

One approach to measuring social engagement is to ask directly if a disability has impacted
participation. An example of such a question is “Are you limited in the kind or amount of
activities that you can do because of on-going difficulties due to long term physical, mental or
health problems?” Such questions are difficult to ask in a way that produces comparable data.
An alternative approach is to obtain information on difficulty in functioning in basic actions (c.f.
the WG short set of 6 questions above) since these actions form the building blocks for more
complex activities and, when restricted by the environment, can result in disparities in
participation. The task is then to determine whether persons with difficulties or limitations in
basic actions have participation rates equal to those without these limitations.

The WG questions were designed to provide comparable data cross-nationally for populations
living in a variety of cultures with varying economic resources. While the ideal would be to
collect information on all aspects of the disablement process and to identify every person with a
disability within every community, this would not be possible given the limited number of
questions that can be asked on a National Census. The basic actions represented in this question
set are those that are most often found to limit an individual and result in participation
restrictions. Domains were selected using the criteria of simplicity, brevity, universality and
comparability. It is expected that the information that results from the use of these questions will,
a) represent the majority of, but not all, persons with limitation in basic actions, b) represent the
most commonly occurring limitations in basic actions, and c) be able to capture persons with
similar problems across countries.

III.How to Use the Data

As mentioned above, this short set of questions will identify the majority of persons with a
disability — but not all; and they will identify most limitations — but not all. Psychological
limitations, for example, are not covered by the short set of questions. Neither were the WG
questions developed specifically for use with children. Obtaining information on disability in
children, especially in young children, using a limited number of questions is very difficult.
These limitations would preclude the use of the short set of questions as screeners for disability
in a population.

However, the recommended set of questions identifies the majority of the population with
difficulties in functioning in basic actions that have the potential to limit independent
participation in society. The intended use of these data is to compare levels of participation in,
for example, employment, education, or family life for those with disability versus those without
disability and thereby to assess equitable access to opportunities as mandated by the UN
Convention. In addition, the data can be used to monitor prevalence trends for persons with
limitations in the specific basic action domains.

2 United Nations Enable: Rights and Dignity of Persons with Disability, hitp:/www.un.org/disabilities/
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The WG recognizes that the short set of questions for censuses may not meet all the needs for
disability statistics, nor will it replicate a survey of the population that can collect information
across a wider range of disability domains. While a census can provide valuable information on
disability especially for local areas, other data collection mechanisms are necessary to obtain a
more complete understanding of disability nationally and internationally.

The WG is currently developing extended question sets for use on surveys.

IV. Context for the work of the WG

The finalization of the short question set will facilitate the inclusion of the questions in the 2010
census round. The questions were developed according to the Fundamental Principles of Official
Statistics’ and are consistent with the International Classification of Functioning, Disability and
Health*. Most importantly, however, the endorsed questions support the UN Convention on the
Rights of Persons with Disabilities. The short set addresses equalization of opportunities for
persons with disabilities which is one of the General Principles listed in Article 3 and is the focus
of Article 5. It is also particularly relevant to the collection of data for policy purposes outlined
in Article 31 and will facilitate the monitoring of participation in cultural life, leisure, recreation,
work, and employment that is called for in Articles 27 and 30 of the Convention.

V. Question Testing Protocol

Pre-test process

In addition to developing the short question set, the WG also developed a plan for both cognitive
and field testing of the questions.

Standardized testing was undertaken in 15 countries, including 13 that were funded through the
World Bank® to assess the validity of the questions and to better understand how they operate in
a variety of regions, cultures, and languages. Cognitive tests were designed to provide insight
about how respondents comprehend, retrieve, judge, and respond to questions. Cognitive tests
were also intended to identify response errors related to question design and to reveal how and
why these errors may have occurred. These tests involved in-depth, face to face interviews with
a small sample of respondents representing the group of interest. For the purpose of the WG test,
the interviews were semi-structured and the analysis of results was largely qualitative. Field
tests were conducted to determine whether the questions were being interpreted as intended by
the developers in that they captured the most relevant key aspects of the functional domains
selected (i.e. whether the single question per domain captured a reasonable proportion of those
with functioning difficulties in that domain). Field tests were intended to simulate the conditions
of an actual survey. The objectives of the WG field test were to determine whether the single
question per domain was representative of that domain, whether the questions produce
comparable data across countries, and how the WG questions work as a set in comparison with
other questions used by the country.

3 See Statistical Commission, Report on the Special Session (11-15 April 1994), Economic and Social Council, Official Records,
1994, Supplement No.9, Series No. E/CN.3/1994/18, United Nations, New York, 1994, para.59.

* International Classification of Functioning, Disability and Health (World Health Organization, Geneva, 2001)

3 Funding secured through the World Bank Development Grant Facility
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Summary of results
Based on combined test results from all countries, the WG questlons were well understood and

interpreted consistently across countries. Only a few cases of inconsistent response patterns for
each of the six WG questions were observed. Most notable were ‘literal’ translation difficulties
from English into local languages and it was suggested that better conceptual translation was
needed since certain phrasing is not easily interpretable in some languages. Countries are
instructed to translate these phrases in a way that is culturally appropriate to capture the concepts
in the question. In earlier versions, the communication question (Question 6) had an
introductory text that was considered somewhat cumbersome. In order to reduce some erroneous
responses and to improve precision, this particular text was removed since it repeated the
introduction to the entire set of questions. Furthermore, some respondents to this question
reported a second language problem (i.e. they had communication problems because the primary
language in the country was not their native language), therefore, a reference to communicating
in one’s normal language was added in the preface to this question. ‘

Correspondence between each WG question and the extended questions for each domain was
generally good. In some instances respondents answered affirmatively to detailed questions
about a particular domain of functioning, but did not respond affirmatively to the WG question
for that domain, and visa versa. For instance, a respondent may have reported some difficulty
with near or far vision, but did not report difficulty seeing in general as captured by the WG
question on vision. Misidentification can occur for a number of reasons and it is important to
determine whether false positives or negatives are occurring systematically (true errors) or
randomly. For cases identified as true errors, it is furthermore important to determine if these are
associated with gender, country, age, disability or health status. True error was identified for the
vision question but the error was related to the glasses clause rather than the result of
misunderstanding of the question. There is a potential for false positives in extended questions
on cognition as a high rate of inconsistencies was found; however, unlike the vision question, the
inconsistencies are more likely to be a result of mterpretatlon issues and not blatant
misunderstanding.

There was discussion about whether the WG questions should be more specific, for instance, by
adding a clear reference to distance for the question on difficulty walking (Question 3).
However, the overall level of error with the WG questions was small and bias in responses due to
contextual differences across countries did not appear to be a problem. It was agreed that
increasing the specificity of the questions would not be beneficial, particularly in a census format
and given the potential for cultural and contextual differences across countries.

In certain instances the WG question represents only a portion of the entire domain of
functioning. In terms of cognition (Question 4), for example, memory and concentration do not
represent all aspects of mental functioning. In addition to memory and concentration, the
extended questions included aspects of learning new tasks and finding solutions to problems.
Field testing revealed good correspondence between the WG question and the extended

6

6 Extended questions: Do you have difficulty (i) concentrating on doing something for 10 minutes? (ii) learning a new task, for
example, learning how to get to a new place? (iii) finding solutions to problems in day to day life? (iv) remembering the names of
people or places? (v) remembering appointments? (vi) remembering how to get to familiar places? (vii) remembering important
tasks, like taking medications or paying bills?
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questions that captured similar aspects of functioning (memory and concentration) but poor
correspondence between the WG question and the extended questions that captured different
aspects of mental functioning (learning and finding solutions). This was interpreted as a
limitation in terms of the aspects or scope of functioning in the domain captured by the WG
question, but not a problem with the question itself.

It was anticipated that the question on self-care (Question 5) would be somewhat problematic
since it was oriented toward more complex activities than the other WG questions (and therefore
potentially more culturally influenced); however this did not seem to pose a problem when data
were compared across countries.

Overall, the inconsistencies identified in the field and cognitive tests were not considered to be
significant problems; the number of false negatives and false positives were few and responses to
the WG questions appeared to reflect respondents’ overall abilities in that domain. The testing
suggested that potential errors could be minimized by addressing issues of inconsistency at the
country level, ensuring that questions are interpreted and translated according to the customary
language of the country and providing country-specific cognitive testing in terms of question
development. A single question per domain was deemed appropriate to capture those with
functioning difficulties in that domain. The questions also captured the intended aspects of the
functional domains selected, although not all aspects of those domains. It should be reiterated,
however, that not all functional domains are covered by the six WG questions; for example, no
information is collected that deals with psychological limitations or difficulties.

In further analyses using data from existing national surveys from-developed countries where
questions similar to the WG questions were included as well as questions on many other aspects
of functioning, the domains captured by the WG questions represented the majority (but not all)
of respondents with self-reported limitations in any aspect of functioning.

These tests, as well as studies in other countries employing the WG approach, show an
improvement over use of more traditional impairment focused census questions on disability.
For example, according to the 2000 Census in Zambia’, disability referred to individuals who
were limited in the kind or amount of activities they could do because of on-going difficulties
due to long term physical, mental, or emotional health problems. The actual questions used to
capture disability in that Census, however, were: “Are you disabled in any way?” (Yes/No), and
“What is your disability?” (Response categories included: blind, partially sighted, deaf/dumb,
hard of hearing, mentally ill, ex-mental, mentally retarded, and physical handicapped.) This
approach yielded a disability prevalence rate in Zambia of 2.7% and represented, in fact, a
trebling of the 1990 prevalence rate of 0.9% which used the same approach but included only 4
impairment categories: blind, deaf/dumb, mentally retarded, and crippled”®. When the short set
of WG questions was included in the 2006 Living Conditions Survey in Zambia’, 13.3% of

7 €S0, 2000 Census of Population and Housing, Available online at: hitp://www.zamstats.gov.zm/census.php see Chapter 9:
Disability; and http://unstats.un.org/unsd/demographic/sources/census/quest/ZMB/Eng2000_ind.pdf

8 CSO, 1990 Census of Population, Housing and Agriculture, Available online at:
http://international.ipums.org/international/world_census_forms/zambia_1990.pdf

° Eide AH, Loeb ME (eds.) (2006) Living Conditions among people with activity limitations in Zambia: A national representative
study. Report No. A262, SINTEF Health Research, Oslo. Available online at: http://www.sintef.no/le

117



respondents reported a lot of difficulty or unable to do any one activity or'some difficulty in two
or more of the six domains (minimum criteria set for presence of disability-by the Zambian
research team®). Also, there was a low rate of misclassification resulting from the WG questions
when compared to information obtained from subsequent detailed interviews with respondents.

VL The Washington Group on Disability Statistics:

The Washington Group on Disability Statistics (WG) was organized in 2001 following;the
United Nations International Seminar on Measurement of Disability to address the'need for
statistical and methodologicalinitiatives at an international level to facilitate the measurement of
disability and the comparison of data on disability cross-nationally. To date, the WG has met
seven times, in: Washington DC, USA (2002); Ottawa, Canada (2003 ); Brussels, Belgium
(2004); Bangkok, Thailand (2004); Rio de Janeiro, Brazil (2005); Kampala, Uganda (2006); and
most recently in Dublin, Ireland (2007). All National Statistical Offices are eligible for
membership in the WG. Currently, 77 National Statistical Offices are represented, as well as 7
international organizations, 6 organizations that represent persons with disabilities (DPOs), the
UNSD, and 3 other UN affiliates. The Secretariat for the WG is located at the National Center
for Health Statistics (NCHS), USA. The main objective of the WG is the promotion and
coordination of international cooperation in the area of health statistics by focusmg on disability
measures suitable for censuses and national surveys

Details of the WG organization, history and‘accomphshments are available online at:
(http://www cdc.gov/nchs/citygroup.htm). In addition the site provides access to lists of
participants, proceedings from the meetings (presentations and papers), reports to the UN
Statistical Commission and information on upcommg meetlngs

Building Capac1t_\[ for Disability Data Collectlon in Developing Countries: Several govemment

statisticians from developing countries have been trained on disability measurement
methodology through the WG efforts. Regional training meetings held in Kenya (June, 2005)
and Brazil (September, 2005) were an integral part of this effort. Presently, countries that-
received training are working internally to improve their overall approaches to dealing with the
issue of disability measurement through ongoing data collection activities.

Fostering International Cooperation: The WG has cooperated with the United Nations Statistics
Division (UNSD), the World Health Organization (WHO), the Statistical Office of the European
Communities (Eurostat), the United Nations Economic and Social Commission for Asia and the
Pacific (UNESCAP), the United Nations Economic and Social Commission for Western Asia
(UNESCWA), the International Labor Organization (ILO), the Budapest Initiative group, the
World Bank and others to promote a unified approach to disability measurement. Several World
Bank data instruments have been heavily influenced by the work of the WG, and related
disability questions are currently being tested as part of the Living Standards Measurement Study
(LSMS).

Future Work: The WG remains active and will continue to work on the development and testing
of extended question sets for surveys and survey modules and the production of technical reports
on methodological issues such as dealing with special populations (e.g., children and

118



institutionalized persons). If resources allow, it also plans to continue to offer technical
assistance to countries to build capacity for disability measurement and analysis.
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