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PREFACE

The World Programme of Action concerning Disabl ed Persons E} was adopted by
the General Assenbly in its resolution 37/52 of 3 Decenmber 1982. 1In
par agraph 198 of the World Programme, the Statistical Ofice, Departnent of
I nternational Econonic and Social Affairs of the United Nations Secretariat, was
urged together with other units of the Secretariat, the specialized agencies and
regi onal comm ssions, to cooperate with the devel oping countries in evol ving,
inter alia, a realistic and practical systemof statistical data collection
The system for collection was to be based either on total enuneration or on
representative sanples, as appropriate, in regard to various disabilities, and,
in particular, to prepare technical manual s and docunents on how to use
househol d surveys for the collection of such statistics. These resources were
to be used as essential tools and franes of reference for |aunching action
programmes to aneliorate the condition of persons with disabilities on a world-
wi de basi s.

In 1988 the Statistical Ofice conpleted a computerized dat abase call ed
"United Nations Disability Statistics Database" (Dl STAT, version 1). D STAT
contains disability statistics fromnational househol d surveys, popul ation
censuses, and popul ation or registration systens. It is the first internationa
dat abase of its kind and includes data from 55 nations. Basing its work upon
nati onal statistics available in DI STAT, the Statistical Ofice prepared in 1990
the first international conpendiumof disability statistics. E] The Disability
Statistics Conpendi um provi des national data on 12 major topics about people
with disabilities, including age, sex, residence, educational attainnent,
econom c activity, marital status, household characteristics, causes of
i mpai rment and speci al aids used.

The Manual for the Devel opnent of Statistical Information for Disability
Programes and Policies responds to the increasing demand for guidelines and
conpar abl e national and international disability statistics. It is witten
specifically for the use of programme managers and ot hers concerned with the
producti on and use of statistical information for inplementing, nmonitoring and
eval uating disability policies and progranmes. It intends to define basic
concepts such as inpairnment, disability and handicap and to pronote progress in
conparability and useful ness of information. It specifically presents and
di scusses the maj or possible sources of existing data on disability, considering
al so sone aspects of their quality. |t provides suggestions for the devel opnent
of statistical information and for obtaining and using it even in especially
difficult situations, such as enmergency and refugee relief situations. Specia
attention is given to the mpjor uses of statistical information on disability
for purposes of progranme planning and eval uation

1/ A 37/ 351/ Add. 1 and Add. 1/ Corr. 1, annex, sect. VIII
recomendation 1 (1V).

2/Disability Statistics Conpendium Statistics on Special Popul ation
Groups, Series Y, No. 4 (United Nations publication, Sales No. E. 90.XVIIl.17).



The draft Manual was prepared by Maureen Durkin, with the assistance of
Nandi ni Hawl ey, both acting as consultants to the Statistics Division of the
Department for Econom c and Social Information and Policy Analysis of the United
Nati ons Secretariat, and in collaboration with the Rehabilitation Unit of the
Wrld Health Organi zati on. The Manual was revi sed based upon a review by the
United Nations Expert Group Meeting on the Devel opnment of Inpairment, Disability
and Handi cap Statistics, hosted by Statistics Netherlands and held in Voorburg,
Net herl ands, 7-11 Novenber 1994 (the report of the Expert Goup Meeting is
cont ai ned i n docunent ESA/ STAT/ AC. 47/ 6) .

Support for the Manual was provided by the Swedi sh International
Devel opnent Authority (SIDA).

Comment s and suggestions concerning the Manual are wel come. They should be

addressed to the Director of the Statistics Division, DC2-1420, Statistics
Di vi si on/ DESI PA, United Nations, New York 10017, United States of Anerica.
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I NTRODUCTI ON

Many nations are beginning to recognize the rehabilitation needs and civi
rights of people with disabilities as well as the inmpact of inpairnent,
di sability and handi cap* on national indicators of health, education and
econom c prosperity. Consequently, policy makers, planners and progranmne
managers in all sectors are requesting information in these areas.
I nformati onal needs range from basic counts of the nunber of people with
disabilities in the population to material on conplex issues such as the
differences in quality of |ife between people with and people wi thout
di sabilities.

In recent decades, the collection of data and the production of statistica
infornati on on topics relevant to rehabilitation and disability have
proliferated. A nyriad of programes administering rehabilitation services to
peopl e produce statistical infornmation based on adm nistrative data. In
addi ti on, national census and survey programes within different government
sectors are producing increasing amunts of information on inpairnment,

di sability and handi cap

Unfortunately, in many instances the information produced fails to nmeet the
needs of policy-maki ng and programe devel opnent and eval uation. A nmgjor reason
for this is that much of the current statistical information is produced without
the benefit of a common term nol ogy or standard procedures and gui delines.
Consequently, elenents of information fromvarious sources are rarely
conparable. In addition, the quality, conpleteness and detail of existing
statistical information on inpairnment, disability, or handicap often fall short
of what is required to answer inportant policy questions or to address specific
programe pl anni ng needs.

The present manual is intended to provide background information and
suggestions for a nore systematic approach to data collection and devel opnent of
statistical information related to disability. The aimis to pronpte progress
in the conmparability and useful ness of infornation. The enphasis is on
guantitative data and statistical information. The manual was witten
specifically for programme nanagers produci ng and using statistical information
to i npl ement, nonitor and evaluate disability policies and programes. It
defines key terns and concepts in the field and descri bes nmethods for obtaining
and using the relevant statistical informtion.

. Programre managers often have very basic questions calling for statistica
information on topics related to disability and rehabilitation. The nost
basi ¢ question commonly asked is: How many people with disabilities are
there in the popul ati on?



*

The terns inpairnent (reduced function of an organ or body part),
disability (reduced function and activity of a person) and handi cap (the social,
econom ¢ and cultural circumstances that place persons with inmpairment or
disability at a disadvantage relative to their peers) are used here in
accordance with definitions given in the International O assification of

| npai rnments, Disabilities and Handi caps. 1/



Before this question can be answered, decisions nust be nade about how
disability will be defined and nmeasured and what net hods used to count
or estimate the nunber of people with disabilities.

Few users of statistical infornmation on disability, however, would be
satisfied with knowing only the total nunber of people affected. Once the
basi ¢ question is answered, a host of additional questions arise. For
exanpl e, planners of rehabilitation programes will need to know \What
kinds of disability do people in the popul ati on have, and how frequent is
each ki nd?

To target services appropriately, they will also need to know. How does
the frequency or preval ence of disability vary by age group, gender and
geogr aphi cal area?

By conputing the preval ence of disability in different geographica
areas of a country (using a conmon definition of disability and common
nmet hods), one might find that sonme areas have hi gher preval ence rates
than ot hers; these areas should be targeted by rehabilitation

pr ogr anmes.

In health planning, an exanple of a question that night be asked is: How
many people with disabilities are without access to the special appliances
or aids that they need?

To answer this question, one nust define "special appliances or aids"
identify the population of interest (people with disabilities who need
speci al appliances or aids) and determ ne who, within the popul ation
of interest, does not have access to needed appliances or aids.

In education, planners might ask: What percentage of school -age children
with disabilities are in school ?

For this question, the popul ation of interest (the denoninator) is the
nunber of children of school age who have disabilities, including both
those in school and those not in school; the numerator includes only
those children of school age with disabilities who do attend school

To interpret the answer to this question, one would need to conpare
the figure obtained with the percentage of school -age children without
disabilities who are in school. This requires filling in the
following table with information about all children of school age in

t he popul ati on.

Number of school - age Percent age attendi ng
children schoo

Wth disability



Wth no disability

. In the | abour sector, an exanple of one question that m ght be asked is
What percentage of adults with disabilities are econonically active, and
how does this conmpare with the percentage for other adults?

For this question, the popul ation of interest (the denom nator)
includes all adults, with and without disabilities. To answer the
question, the nature of disability and economic activity must be
defined and ascertained. Standard and internationally accepted
definitions of, and nethods of ascertaining, the status of econonic
activity have been devel oped (described in the United Nations

Pri nci pl es and Recommendati ons for Popul ati on and Housi ng
Censuses). 2/ Conparable definitions and nethods have yet to be
devel oped for disability; the International Cassification of

| npai rnments, Disabilities, and Handi caps, 1/ described in chapter |
and currently under revision, is a prelimnary attenpt to define and
classify inpairment, disability and handi cap

. Wthin the ministry or departnent of social welfare, planners nmay ask: How
many people with disabilities receiving social services require full-time
care froma fam |y nenber or other person?

The answer to this question is critical to understanding the ful
econom ¢ inpact of disability. The question cannot be answered

wi t hout systematic information on the nunber of people with
disabilities in the population and the extent to which they depend on
others for care.

. The National Council on Disability in a country may wi sh to know of the
barriers faced by persons with disability. It may ask: Can people with
disabilities use public transport available to others? |If not, what are
the reasons that they cannot use it?

Answers to these questions are necessary for know ng how environments
nmust be further adapted to include persons with disabilities. Ranps,
el evators, Brailling of instructions for transportation, and
alternative seating arrangenents on public transportation are exanpl es
of nodifications that nay be made.

This manual is intended to assist managers in produci ng and maki ng use of
statistical information in order to address questions such as those highlighted
above. It is increasingly recognized that statistics on inpairment, disability
and handi cap (IDH) shoul d support policy-related issues. |DH data often have
mul ti pl e purposes: national surveillance; nonitoring opportunities for work,
education, health care, and independent |iving; assessing social security

-4-



systens; determning disability benefits; setting priorities for prevention
programes for primary health care, and maternal and child health; and
preventing injury.

National statistical workshops and seninars can be used to increase the
awar eness of government offices and policy nmakers of the useful ness of
i mpai rment, disability and handicap statistics for policy formulation, programe
pl anni ng and i npl enent ati on

Overvi ew of subsequent chapters

Chapter | Provi des background information on four trends that have emnerged
in the devel opnent of disability statistics. It also defines
basi ¢ concepts such as inpairnent, disability and handi cap

Chapter 11 Descri bes the major sources of existing data and statistica
infornmati on on disability and discusses attributes to consider in
appraising their quality.

Chapter 111 Provi des an overvi ew of approaches to data collection within the
field of disability; this information is inmportant to consider
when col | ection of additional data is necessary.

Chapter 1V Di scusses the major uses of statistical information on disability
for programme planning and eval uation

Chapter V Di scusses the acquisition and uses of information on disability
in especially difficult situations, such as enmergency and refugee
relief situations.



. BACKGROUND AND DEFI NI TI ONS

A.  The energing four trends

Four trends in disability policy have brought about the need for the
present manual :

(a) Trend 1. Recognition of the human rights of people with disabilities;

(b) Trend 2: An expansion of conmunity-based rehabilitation (CBR)
services for people with disabilities;

(c) Trend 3: The devel opment of a standard terninology and of an
internationally recognized system for defining and classifying the consequences
of di sease processes and injuries. These consequences are seen as being present
at:

(i) The level of the organ or body part (for exanple, brain, spinal cord,
linb or other body part): inpairnent;

(ii) The level of the person (for exanple, in |earning, speaking, walking
or other activity): disability;

(iii) The level of interaction of persons with society or the environnent
(for example, family relations, occupation or other social relations):
handi cap;

(d) Trend 4: A rapidly increasing demand for information and survey
research in the expanding field of rehabilitation and human functioning. This
fourth trend is acconpani ed by maj or advances in conputer technol ogy which wll
enabl e I arger and nore conpl ex information systemns.

The present chapter provides an overvi ew of each of the four najor trends

nenti oned above.

1. Trend 1: Recognition of the human rights of people
with disabilities: recent initiatives

e 1975 The United Nations formally recogni zed the need to protect the
rights of persons with disabilities, with the proclanmation by the
General Assenbly, in its resolution 3447 (XXX) of 9 Decenmber 1975,
of the Declaration on the Rights of Disabled Persons.

e 1982 The World Programre of Action concerning Di sabl ed Persons (adopted
by the Advisory Conmittee on the International Year of Disabled



Persons at its fourth session, Vienna, 5-14 July 1982, and
contai ned in docunent A/ 37/351/Add.1 and Add.1/Corr.1, annex,
sect. VIII, recomendation 1 (1V)) was adopted by the Genera
Assenmbly in its resolution 37/52 of 3 Decenber 1982. In that
resol ution, the Assenbly (along with a nunber of individual nations
in their policies) formally recognized the rights of disabled
persons to equal opportunities, full participation in econom ¢ and
social activities, and equal access to health, education and
rehabilitation services.

The objectives of the Wrld Programme of Action concerning Disabl ed Persons

(a) To pronote effective measures for the prevention of inpairnent,

di sability and handi cap

(b) To extend rehabilitation services to all in need;

(c) To achieve the goals of equal opportunities and full participation for
all people with disabilities.

Prevention of inpairments is to be achieved through
(a) Avoidance of war;

(b) Inprovement of the educational, econom ¢ and social status of the
| east privil eged groups;

(c) Ildentification of types of inpairnment and their causes;
(d) Inproved nutritional practices;

(e) Early detection and pronpt treatnent of nedical problens;
(f) Health education

(g) Protection fromenvironnental hazards.

Strengthening of rehabilitation is to be achi eved by:

(a) Respecting the individual strengths, abilities and integrity of
people with disabilities;

(b) Using resources within famlies and conmunities of people with
disabilities in order to inplenent rehabilitation

(c) Providing rehabilitation services whenever possible within the natura



environnent, w th backup support when necessary fromreferral agencies and
i nstitutions;

(d) Integrating rehabilitation services with other services to increase
their accessibility.

Equal i zati on of opportunities is to be achieved through:

(a) The extension to people with disabilities of the sanme opportunities
enj oyed by people with no disability for

(i) Education;
(ii) Enploynent;

(iii) Participation in social and political groups, religious activities,
intimate relationships and fanmly life;

(iv) Access to housing, financial and personal security, and public
facilities;

(v) Freedom of novenent.

The adoption of General Assenbly resolution 37/52 is an indication of
recent gains in worldw de recognition of disability, as well as an inpetus for
nati ons and comunities throughout the world to include disability in their
agendas for socio-econonic devel opnment and to provide inprovenents in the
quality of life of disabled persons.

e 1993 The United Nations Standard Rul es on the Equalization of
Qpportunities for Persons with Disabilities were adopted by the
CGeneral Assenbly in its resolution 48/ 96 of 20 Decenber 1993
These rules, contained in the annex to that resolution, provide a
basis for international cooperation and an instrunent for
pol i cy-maki ng and action for persons with disabilities (box I.1).
Several countries have responded to the above-nenti oned Assenbly
resol uti ons by passing national legislation with goals simlar to
t hose of the World Progranmme of Action concerning Di sabl ed Persons.

Box 1.1. Sunmary of the United Nations Standard Rul es on
t he Equalization of Opportunities for Persons
with Disabilities

Rules 1-4: Preconditions for equal participation




Awar eness-rai sing and public education
Medi cal care

Rehabi litation

Support services

Ll

Rul es 5-22: Target areas for equal participation, and inplenentati on neasures

5 Accessibility

6. Educati on

7. Enpl oynent

8 I ncomre mai nt enance and social security

9. Family life and personal integrity

10. Culture

11. Recreation and sports

12. Religion

13. Information and research

14. Policy-nmaki ng and pl anni ng

15. Legislation

16. Economic policies

17. Coordination of work

18. Organizations or persons with disabilities

19. Personnel training

20. National nonitoring and eval uation of disability programes in the
i mpl enentati on of rules

21. Technical and econoni c cooperation

22. International cooperation

2. Trend 2: Comunity-based rehabilitation (CBR

Conmuni ty- based rehabilitation (CBR) is a strategy within community
devel opnent for the rehabilitation, equalization of opportunities and socia
integration of all people with disabilities.

CBR is inplenented through the conbined efforts of people with
disabilities, their famlies and comunities, and the appropriate health,
education, vocational and social services.

Prior to the 1980s, formal rehabilitation was provided primarily by

prof essional staff based in hospitals or institutions, where people with
disabilities were often segregated fromthe rest of society. Today, nodel
services for people with disabilities are comunity-based and enphasi ze
integration into all aspects of society; they also aimtowards the enhancenent
of functional abilities and the provision of inproved access to rehabilitation
CBR and ot her nmodel s are bei ng devel oped and inplenmented to extend appropriate
rehabilitation services to a wider population and to involve the |arger
conmunity in rehabilitation planning. Successful CBR programres enphasize the
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role of persons with disabilities, and their fanlies and conmunities, in the
rehabilitati on process. CBR also includes the devel opnent of a system of
referral services provided through health, education, social and vocationa
programes. I n addition, CBR progranmes pronote the equalization of
opportunities through the renobval of physical and social barriers that prevent
the participation of people with disabilities in education, work or socia
activities. A goal of CBRis comunity adaptati on and nodification to
facilitate the inclusion of persons with disabilities in daily living.

In a CBR programe, people with disabilities and their fanmlies are
responsi ble for carrying out training activities to increase self-care,
conmuni cati on and mobility. Comrunities are responsible for becom ng nore open
and adaptable to the needs of persons with disabilities and for providing
opportunities for enployment and vocational training. Children with
disabilities attend the local school. Conmunity |eaders work to renbve barriers
to social integration. A comrunity worker is available to provide basic
i nfornmati on and gui dance for these activities. Rehabilitation personnel provide
information to comunity menbers so that they understand the causes of
disability and alternative ways in which communities can provide rehabilitation
services and social integration.

The conmunity does not work alone for the rehabilitation of its menbers.
Skilled training procedures or equi pnent or appliances not available within the
conmunity may be provided through referral services. Personnel from health,
education, social and vocational referral services also provide training and
information for the comunity rehabilitati on worker, who works directly with
people with disabilities and their famli es.

The World Health Organi zati on (WHO has devel oped a manual consisting of
trai ni ng nodul es and gui delines to assist with the process of devel oping,
i mpl enenting and eval uati ng a CBR programme. 3/

CBR progranmes col l ect infornmation about people with disabilities that is

needed for programe planning, nonitoring and evaluation. This is discussed in
the final section of this chapter, which concerns information systens.
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3. Trend 3: Definition and classification of inpairnent,
disability and handi cap

Lack of agreenent on concepts and terns has long linited the devel opnent of
disability statistics at the national and international levels. 1In 1980, WHO
i ssued the International Cassification of Inpairnments, Disabilities, and
Handi caps (ICIDH). 1/ This classification was developed to facilitate the
collection of essential statistical information for policy and programe
devel opnent and for evaluation. ICIDH is currently being revised and efforts
are under way to achieve the inplenmentation of conmon definitions. A goal of
ICIDH is to replace the unstandardi zed and often pejorative terns used to refer
to people with disabilities with nore precise, objective and internationally
recogni zed termnology. This, in turn, should allow a nore scientific approach
to the collection and use of statistical information on this subject.

ICIDH is anal ogous in sone ways to the International Statistica
Classification of Diseases and Rel ated Health Problens (I1CD-10), tenth revision
1992, 4/ which is also published by WHO and used t hroughout the world to
classify and code nortality and norbidity data (that is, cases of diseases and
injuries resulting in medical care and/or death). |ClHDH provides a system for
cat egori zing and codi ng not diseases and injuries thenselves, but rather the
| ong-term consequences of diseases and injuries in terms of inpairment,
disability and handicap. Table I.1 provides a sunmary of the |ICIDH concepts
wi th exanpl es of each of them

Table 1.1. Sunmary of |ClIDH concepts with exanpl es

| mpai rment (organ, Disability (person) Handi cap (societa
body part) I evel)

Amput ated | eg Wal king limtations Unenpl oynment

Partial sight Difficulty in reading the Inability to attend
printed page school

Loss of feeling in Difficulty in grasping or Under enpl oynent

fingers pi cking up small objects

Paral ysis of arns and Li mted novenent Honebound state

| egs

| mpai red voi ce function Limted ability to speak Soci al isolation

Hearing | oss Difficulty in understanding Reduced interaction
speech

Mental retardation Sl ow | ear ni ng Soci al isolation
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A survey of inpairnment, disability and handicap may aim for exanple, to
estimate the nunber of persons with inmpairments or disabilities or who
experi ence handi cap. Surveys vary according to which concepts they cover. A
survey of the three conponents casts a broad net so that policy makers and
anal ysts can di stingui sh subpopul ati ons for the purposes of planning and
i mpl enenting programmes. Table |I.2 provides a sunmary of the nmjor categories
and one-digit codes of ICIDH  The I CIDH nmanual provides two-digit codes to
present information that is nore detailed and specific.

Table 1.2. Summary of | ClIDH concepts and categories

Concept One-digit category

Inpairnment (1): organ or body-part |evel 1. Intellectua
2. O her psychol ogi ca
3. Language
4.  Aural
5. Ccul ar
6. Visceral
7. Skel et al
8. Disfiguring

9. CGeneral i zed, sensory, and other

Disability (D): personal |evel 1. Behaviour
2. Comuni cation
3. Personal care
4. Loconot or
5. Body disposition
6. Dexterity
7. Situational
8. Particular skil

9. Oher activity restrictions

Handicap (H): societal |evel 1. Oientation
2. Physical independence
3. Mbility

4. Cccupation
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5. Social integration
6. Economc sel f-sufficiency

7. O her

Source: VHO International dassification of Inpairnments, Disabilities, and
Handi caps (Geneva, WHO, 1980).
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To further convey the distinction between inpairnent, disability and
handi cap, as well as the nature of the classification of these phenomena, three
addi ti onal exanples are given below. For each |IClDH code used, a conplete
expl anation of the code is available in ICIDH  For exanmple, disability code #40
(Wal king disability), as defined in ICIDH, includes the nmeasurenment or
assessment of anbulation on flat terrain; it excludes negotiation of
di scontinuities in terrain (d codes 41-43). Such a specific description allows
for relatively accurate and measur abl e compari sons of human behavi our across
surveys and across tine.

A missing lower |eg (Inpairnent code 75.6, "Transverse deficiency of |ower
leg") will nmost likely result in loconmotor disability or restricted ability to
wal k (Disability code 40) if there is no access to technical aids or prostheses.

Access to effective rehabilitation and proper fitting of a prosthesis can
greatly reduce the severity of this disability. An associated handi cap m ght
i ncl ude exclusion fromschool and other social activities (Handi cap code 4,
"Qccupation"), restricted enployment opportunities (Handicap code 4,
"Qccupation"), and restricted opportunities to marry or engage in recreational
religious and other activities (Handicap code 5, "Social integration"). The
degree of handi cap woul d depend both on the severity of disability and on the
attributes of the social and physical environment. |In an environnment where the
rights of people with walking disabilities are respected and where there are
anpl e ranps, access to prosthetic devices and other alternatives to clinbing
stairways and platforms, walking disability may result in mniml or no
handi cap

Brai n dysfunction is an inpairnent that may be the consequence of an
injury. More specifically, the inpairment may be mental retardation (Inpairnent
codes 10-13), which can result, for exanple, in a self-awareness disability
(Disability code 10) or a disability in talking (Disability code 21). Here
again, the level of disability and handi cap can be nodified by access to
rehabilitati on and according to various attributes of the social and physica
envi ronnent .

A disease or injury that affects the eye nmay result in | ow vision
(I npai rment code 53.2). This might result in a seeing disability such as
difficulty in seeing over long distances (Disability code 27, "Qther disability
in seeing and related activities"), or in a different type of disability such as
difficulty in clinbing stairs (Disability code 42, "Clinbing stairs
disability"). Access to corrective |lenses m ght prevent disability in the
presence of inpairnent. A handicap may result if a person is dismssed fromhis
or her job on the assunption that reduced vision will nmake it inmpossible for
that person to performhis or her work

Survey results throughout the world show that people who have inpairnents

and/ or disabilities often find thenmselves in circunmstances that are handi cappi ng
and that result in social disadvantage entailing low literacy |evels, fewer
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enpl oyment opportunities, reduced access to public buildings and transport,

hi gher rates of institutionalization, and social isolation and rejection. 5/, 6/
Measur enent and assessnment of handi cap can be included in surveys and other

dat a- gat hering efforts.

Much of the description of handicap in surveys is achieved through the
di rect conparison of popul ation groups. Handicap nmay be assessed in terns of
di fferences between people with and people without disabilities, by indicators
such as social isolation, unenploynment and illiteracy. For exanple, if
80 per cent of the population with disabilities and 10 per cent of the tota
popul ation were socially isolated, the gap between people with and people
wi t hout disability might be viewed as |large and the social integration handi cap
severe anmong persons with disability.

Modern statistics on disability may be collected and reported with the
| CIDH categories and terminology in mnd. For inplementation of CBR
infornmation is needed, particularly on the dinensions of disability and
handi cap; information on inpairnent my al so be useful. It should be kept in
mnd that handicap is due to the interaction of disability and barriers in the
soci al and physical environnent; its measurement may thus require information on
each of these elenents. Social barriers include attitudes and policies that are
agai nst inclusion of people with disabilities within various contexts. Physica
barriers include inaccessibility of public and private places and transportation
to people in wheelchairs, and | ack of information services for people with
vision and hearing disabilities. For planning and eval uation of policies,
informati on i s needed on the presence of these barriers as well as on the
frequency of inpairnents, disabilities and handi caps. Future collection of
statistical information in accordance with the concepts of ICIDH will also help
to identify gaps and practical problens of the systemand help future efforts to
i mprove the | ClDH system

Current work in the WHO' I CI DH revi si on process enconpasses broadeni ng the
three concepts to include the full range of possibilities, both positive and
negative, thus reduci ng val ue judgenents made about any particular state. The
revised ICIDH may refer to

(a) Anatomical structure and organ function to describe inpairnent;

(b) Ability and activity to describe disability;

(c) The process of acconmopdation resulting frominteracti ons between
peopl e and their social, economc and cultural environments to describe

handi cap

These sanme expl anations coul d guide the work of survey research in seeking
descriptions of inpairnment, disability and handi cap experiences.
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4. Trend 4: Devel opnent of statistical information
and survey research

The Standard Rul es on the Equalization of Opportunities for Persons with
Disabilities, adopted by the General Assenmbly in 1993 (resolution 48/ 96), state
that States assune the ultinate responsibility for the collection and
di ssem nation of information on the living conditions of persons wth
disabilities (sect. Ill, rule 13). The Standard Rules call for the pronotion of
conpr ehensi ve research on all aspects of the subject, including obstacles that
affect the lives of persons with disabilities, through the use of nationa
censuses and househol d surveys and dat abase devel opnent. States are asked, at
regular intervals, to

(a) Use national censuses and househol d surveys to collect statistica
i nformati on concerning the living conditions of persons with disabilities;

(b) Consider establishing a data bank on disability to produce statistica
i nfornati on on avail abl e services and programes as well as on the different
groups of persons with disabilities, with proper respect for privacy and
personal integrity;

(c) Support progranmes of research on the causes, types and frequenci es of
disabilities, the availability and efficacy of existing programres and the need
for devel opnent and eval uation of services and support neasures;

(d) Adopt ternminology and criteria for the conduct of surveys in
cooperation wi th organi zati ons of persons with disabilities;

(e) Facilitate the participation of qualified persons with disabilities in
data col | ection and research

(f) Support the exchange of research findings and experience;

(g) Take neasures to disseninate information on disability to al
political and administrative levels within national, regional and |ocal spheres.

Various national statistical offices have begun to focus on informationa
needs with respect to inpairnent, disability and handi cap

Wth policies in place such as the Standard Rul es and the World Programe
of Action concerning Disabled Persons, statistical offices in all nations are
being called upon to provide useful statistics on disability, handi cap and
rel ated topics so that conpliance with policies and the effects of policies can
be nonitored. Measures are specifically needed on

(a) Nature, frequency and popul ation distribution of inpairnents,
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di sabilities and handi caps;
(b) Exposure to risk factors for inpairnents;

(c) Interventions of prevention programes and adherence to preventive
measur es;

(d) Access to, and use of, rehabilitation services by persons with
disabilities and their famlies;

(e) Inproving resources for rehabilitation
(f) Reducing barriers to full participation by people with disabilities.

Monitoring of the Standard Rul es has begun at the international |eve
t hrough the devel opnent and use of the United Nations Disability Statistics
Dat abase (DI STAT), conpleted in 1988. DI STAT nonitors national statistica
i nformati on covering the Standard Rules and the way in which the relevant topics
are being covered is presented in table I.3 below. Simlar data-collection and
anal ysis systens are increasingly being devel oped at the national |evel for
proper nonitoring and eval uati on of national rehabilitation programres.

In table 1.3, the topics of DI STAT and the particular Standard Rule with
whi ch they are associ ated have been placed side by side. The current procedure
inthe Statistics Division of the United Nations is to work with existing
nati onal statistics and to see how rmuch can be | earned fromthem while
si mul t aneously preparing procedures for their future inprovenent.
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Table 1.3. Topics of DI STAT associated with any particul ar
St andard Rul e

St andard Rul e

Topic of DI STAT mirroring national data
bei ng conmpiled on disability

Rul e 1.

Rul e
Rul e
Rul e

Pwhn

Rul e 5.

Rul e 6.

Rule 7.

Rul e 8.

Rule 11.

Rul e 5.

Awar eness-rai si ng

Medi cal care
Rehabi litation
Support services

Accessibility

Educati on

Enpl oynent

| ncome mai nt enance
and social security

Recreati on and
sports

Accessibility

Area 1. General description of the census or
survey net hodol ogy in each data
source

Table 1. Censuses and surveys having a
qguestion indicating disability status

Table 21. Services or treatnment received, by
i mpai rment and disability status, age group
and sex

Tabl e 20. Aids and/or personal assistance
used for reducing disabilities, by inpairnent
and disability status, age group and sex

Area 3. Assessing the equalization of
opportunities

Tabl e 8. Educational attainment and current
school attendance, by inpairnment and
disability status, age group and sex

Table 9. Economic activity, by inpairnment and
disability status, age group and sex

Table 10. COccupation, industry, enploynent
and status of the not economically active
popul ation, by inpairnment and disability
status and sex

Tabl e 14. Household and personal incone, by
i mpai rment and disability status, age group
and sex

Area 4. Social integration, household and
fam |y nmenbership

Area 6. Oher special topics

Tabl e 22. Exanpl es of special topic tables
based on national data collection, including
tabl es on social isolation, conmunity
attitudes towards disability and persons with
disability, transportation and probl ens
encountered in the home (data file)
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Standard Rul e Topi ¢ of DI STAT mirroring national data
bei ng conpiled on disability

Rule 13. Informati on and Table 2. Sources of data for censuses and
research surveys having a question indicating
di sability status
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Table 3. Country classifications and
International Cassification of I|mpairnents,
Di sabilities and Handi caps (I ClIDH) codes used
in disability cross-tabul ations for censuses
and surveys having a question indicating

di sability status

Rule 13. Information and Table 6. Inpairnment and disability status of
research popul ati on by age group and sex

Table 7. Urban/rural residence by inpairnent
and disability status, age group and sex

Area 5. Describing the disability experience

Rule 13. Information and Tabl e 15. Presence of an additiona
research i mpai rment and/or disability, by inpairnent
status, age group and sex

Table 16. Age at onset of inpairnment, by
i mpai rment and disability status, age group
and sex

Below is a summary figure derived fromtable |.1 in Disability Statistics
Conpendi um 5/ showi ng the extent to which statistics and information on the
various Standard Rul es were covered by countries entered into the first round of
Dl STAT.
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Fromthis graph it may be seen that censuses focus nostly on topics such as
age group, sex, urban/rural differences, educational attainnent, economnic
activity and occupation, industry and enpl oynent (Al-A5). Few censuses coll ect
data on the disability experience topics. Surveys, on the other hand, tend to
cover a broader range of the Standard Rules disability topics. The npbst conmon
di sability experience data found in surveys are on cause of inpairment, severity
of inpairnent/degree of disability, services/treatnent received and specia
disability issues. Future surveys may provide an opportunity to broaden the
coverage of Standard Rul es topics.

The Statistics Division of the United Nations continues to search through
nati onal data sets to see if they include statistical information related to the
topics selected. |If they do, it is entered into DISTAT. |If not, the table
remai ns bl ank for the particular country concerned. Sinilar data conpilation
activities, based upon DI STAT, may be conpleted at the national |evel, conpiling
all existing data sets neaningfully into a database to support monitoring of the
policies and procedures of rehabilitation, equalization of opportunity and
prevention activities at the national |evel.

One set-back in the devel opnent of DI STAT is that, because there is no
recomended m ni mum data set for countries to use, all the individual reports or
studi es rmust be gleaned for their statistical data on inmpairment, disability and
handi cap and then be placed in sone |ogical order through the use of the Wrld
Programe of Action concerning D sabl ed Persons, the Standard Rul es and | Cl DH,
before their results can be conmpared. This activity is further conplicated
because there are currently few anal ysts or research centres using these data
for the necessary production of estinmates and the snpothing out of crude results
t hrough the use of statistical techniques.

In the future, it is likely that countries will encourage the United
Nati ons to devel op procedures for providing a basic m nimumdata set for
wor | dwi de use, subject to the preparation of guidelines and recommendati ons for
the inclusion of the topic of disability in national popul ation censuses,
househol d surveys and administrative registries. Such a m ninmm data set woul d
i ncrease the conparability of national and community-level data and al so woul d
provi de better standardized national data for inclusion in DI STAT.

Several countries have responded to General Assenbly resolutions by passing
national legislation with goals simlar to those of the World Programre of
Action concerning Di sabl ed Persons and the Standard Rul es on the Equalization of
Qpportunities for Persons with Disabilities. National nonitoring of these
topics will becone increasingly inmportant to policy makers and progranme
pl anners.

B. Putting policies and concepts into a common franework
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In order to develop a common framework, those undertaki ng censuses and
surveys are encouraged to use the WHO International O assification of
| npai rnments, Disabilities, and Handicaps (ICIDH) as a standard reference and to
use the concepts included in the Wrld Programme of Action concerning D sabl ed
Persons, specifically relating to the goals of prevention, rehabilitation and
equal opportunity. This approach conceptually links policies for reducing
i mpai rnment, disability and handicap with the three major goals of prevention
rehabilitati on and equalization of opportunity in order to address a broad
spectrum of policy and research topics (see also Disability Statistics
Conpendi um chap. 1).

Governnments and countries that have referred to the Wrld Programe of
Action concerning Di sabl ed Persons and recogni zed t he | anguage of |Cl DH
general |y propose the followi ng concepts and topics for inclusion when designing
their database:

(a) Inpairnents for the study of prevention

(b) Disability for planning programmes in rehabilitation

(c) Handicap for assessing human rights and equalization of opportunity.

Table 1.4 bel ow indicates how the three WHO' | Cl DH conponents and the three
United Nations goals conpl enment each other. Shaded cells show the orientation

of the nain activities of prevention, rehabilitation and equali zati on-of -
opportunity progranmes.

Table |.4. Survey strategy for nonitoring disability
programes and policies

Worl d Progranmme of Action concerning Disabl ed Persons

| Cl DH Prevention Rehabi litation Equal i zati on of
opportunities

| mpai rment s S I, l o
Disabilities DY D D.
Handi caps H, H He

The table provides a sinplified description of survey strategy for
nonitoring disability programmes. Essentially, people with disabilities are
identified through the description of inpairnents and disabilities. Programres
are planned and inplenented to reduce inpairments through the prevention of
di sease and accidents and through the general study of the cause of inmpairnents,
as well as through nmedical and health care for reduction in | oss of function
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(cells I, and I,). An inoculation canpaign for the prevention of infectious
di seases, such as poliomyelitis, is an exanple of an inpairnent prevention

programme (cell 1,); to the extent that such a progranmme aims to inmunize the
total population regardless of ability to pay, it is also an exanple of an
equal i zati on-of -opportunities progranme (l.). In other words, it is an equal -

opportunity programre to increase access to preventive services for the
reduction of inpairnments. Programes are al so planned and i nplemented that aim
to reduce disabilities through early intervention and physical therapy, or that
attenpt to reduce barriers for persons with disabilities through the production
and distribution of special aids to increase the nobility, the vision or the
conmuni cati on possibilities of such persons (cells D and D.).

Prevention of handicaps, as shown in cell H, would involve working to
reduce factors that isolate persons with disabilities (lack of services,
negative conmmunity attitudes, prejudice towards persons with disabilities),
whereas rehabilitation goals (cell H) mght be to increase opportunities for
i ndependent |iving, comunity-based rehabilitation progranmes, nodified
transport arrangenents, public media progranmes, and so on, so as to reduce the
above-menti oned negative influences. Equalization-of-opportunity programres
addr essi ng handi caps (cell H,) would concentrate on organi zing opportunities for
full participation and integration of persons with disabilities as national and
i nternational citizens.

Chapters Il through V of this manual provide suggestions and exanples for
collecting and using statistics on these topics.
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I'1.  REVI EWAND APPRAI SAL OF EXI STI NG STATI STI CAL | NFORVATI ON

A. Review of existing data

The present chapter provides an overview of the major sources of existing
statistical information that can be searched to develop a profile of a
popul ation with respect to inpairnment, disability and handi cap. Such profiles
help identify priorities for rehabilitation progranmes and policies. Readers
are encouraged to seek, evaluate and use existing information to the extent
possi bl e before initiating new data-collection efforts on these topics.

The followi ng are sone exanples of profiles devel oped from exi sting sources
of data in two countries, nanely Mauritius and Viet Nam

Exanpl e 1:

In Mauritius, conmunity-based rehabilitation (CBR) programe records
in 1990 showed that approxinmately 400 Mauritius residents had received
CBR services. According to social security statistics, on the other
hand, 14, 000 residents received disability pension benefits that year
Both these figures were nmuch [ ower than those fromthe 1990 nationa
popul ati on and housi ng census whi ch showed that 27,852 people or
2.6 per cent of the population had been identified as having a
disability and that about 10 per cent of househol ds reported at | east
one nenber with disability. 7/, 8/, 9/, 10/ Thus, the 400 residents
who had recei ved CBR services represented | ess than 2 per cent of the
total nunber identified by the census as having disabilities. The
14,000 residents receiving disability pension benefits were only half
of the total nunber reported by the census as having disabilities.

Exanpl e 2:
In Viet Nam census data show chronic illness and disability to be an

i mportant cause of not being economically active. Retirenent and
being a full-tine student are other causes. Approximately 22 per cent
of not econonically active adults have a disability, and approxi nately
5.7 per cent of the total population aged 13 years or over are both
not economically active and possessed of a disability. 9/, 11/
Information is not available fromthe census on the frequency of
disability in econom cally active persons or anong children aged 13 or
under .

Survey data fromparts of Viet Nam show that in sone Vietnanese
communities, loss of a linb (anputation) is considered a ngjor
impairment in terns of warranting rehabilitation planning. Because
such surveys only cover one type of inpairnent, the inportance of
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anputation relative to other inpairnents cannot be deternined
According to a survey reported in 1992 of comunities in four

provi nces, the hi ghest preval ence of anputation was observed in Danang
province, where it is estimated that 5.4 of every 1,000 persons in the
popul ation have lost a linb. Mst of the anputations are war-rel ated
(77 per cent); involve nen (81 per cent); affect the age group 15-59
(84 per cent); and involve civilians (62 per cent). Anobng 737 persons
with anputated linbs interviewed in Qui Nhon province, nore than

50 per cent were in need of artificial linbs, nore than two thirds
were in need of crutches or wheelchairs, and one third were in need of
physical therapy. |Infornmation on economc activity and disability

anong residents of Viet Nam who had lost a linb was not collected in
the survey. 11/

Not es of caution

. When using existing published reports, keep in mind that the terns
“inmpairment”, "disability" and "handi cap” as well as others are often
used interchangeably, or in ways that differ fromICIDH definitions as
laid out in chapter I. Wen these terns are referenced, it cannot be

assuned that they correspond to concepts and definitions of |ClDH
Users of existing data nust find out how the data were coll ected, how
questions were worded, and what definitions and criteria were used,
bef ore they can know whether a particul ar exanple pertains to

i mpai rnment, disability or handicap

. Nati onal studies show |large variations in reported preval ence rates of
disability, ranging fromO0.2 to 20.9 per cent. The high degree of
variation in prevalence is due in part to differences in the types of
definitions and categories regarding inpairnent and disability used in
different countries, and even by different agencies within a country.

It has been shown that surveys identifying people who have mainly
severe inpairnments such as total blindness, conplete deafness, serious
mental retardation and loss of a linmb result in |ow overall preval ence
rates (ranging fromO0.2 to 5 per cent of the population). Surveys

i dentifying persons with disabilities through broad questions about
difficulty with respect to seeing, hearing, noving fromroomto room
clinmbing stairs, and other activities, result in higher preval ence
rates (ranging from8 to 17 per cent of the total popul ation) (see
chap. 11, subsection A3 of the Disability Statistics Conpendiun).
Some surveys begin by identifying all persons with a disability
experience that is broadly defined, such as difficulty seeing even
when wearing corrective | enses. Anmong persons who report having a
disability, further probe questions about their personal experience
with specific and severe inpairments nmay then be asked. This approach
uses both disability and inpairnent concepts to identify the
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popul ati on of concern

In reviewing existing data, it is inportant to identify what was neasured
(for exanple, inpairnment, disability) and to be aware that the preval ence rates
and numbers and types of persons identified will differ accordingly. Table Il.1
and figure I1.1 illustrate how the concepts used influence the resultant

preval ence rates.
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Table Il.1. Prevalence rates of inmpairnment and disability
per thousand popul ati on by age group and sex

| Cl DH
concept s
used

Country or area Dat a- Age group Inpairment/disability rate
col l ection
year and
type
Bot h Mal es Femal es
sexes

| MPAI RVENT (1)

Qat ar 1986( C) Al'l ages 1.7 1.3 2.6
Egypt 1976(C) Al'l ages 3.0 4.4 1.6
Bul gari a 1989(R) 16 or over 3.5 4.1 2.9
Si ngapor e 1985(S) Al'l ages 3.9 al al
Kuwai t 1980( C Al'l ages 4.4 5.0 3.5
Paki st an 1981(C Al'l ages 4.5 3.8 5.3
Sri Lanka 1981(C Al'l ages 4.9 5.8 4.0
Bangl adesh 1986( C) Al'l ages 5.2 6.2 4.1
South Africa 1980( C Al'l ages 5.5 6.0 5.1
Thai | and 1986(S) Al'l ages 7.3 8.5 6.1
Hong Kong 1981(C Al'l ages 8.4 0.0 0.0
Iraq 1977(C Al'l ages 9.3 11.2 7.2
Syrian Arab 1981( Q) Al ages 10. 2 12.3 8.0
Republ i c

Panama 1990( C) Al'l ages 13. 4 14. 8 11.9
Tur key 1985(C) Al'l ages 13.7 16.7 10.6
Zambi a 1980( C) Al'l ages 16. 2 16. 7 15.6
Bahr ai n 1981(C Al'l ages 17.0 10. 8 8.7
Conor os 1980( C) Al'l ages 17.0 19. 4 14.6
Brazi | 1981(C Al'l ages 17.2 al al
Cyprus 1982(C Al'l ages 22.0 24.0 20.1
Bot swana 1991(C Al'l ages 22. 4 al al
Mauritius 1990( C) Al'l ages 26.4 27.7 25.0
Japan 1987(S) 18 or over 26.7 al al
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| Cl DH Country or area Dat a- Age group Inpairnment/disability rate
concept s col l ection
used year and
type
Bot h Mal es Femal es
sexes
| Mal i 1987(C) Al ages 27.5 29. 4 25.6
I Net her | ands 1981(C Al'l ages 28.6 32.6 24.9
Antilles
I Mal awi 1983(S) Al'l ages 29.0 al al
I Hungary 1988(S) 16 or over 34.0 25. 6 41.2
I Chi na 1987(S) Al'l ages 49.0 48. 5 49. 4
DI SABI LI TY (D)

D | Ger many 1991(R) Al'l ages 84.0 94.0 75.0
D United States 1990( S) 16- 64 89.6 93.7 85.6
D, | Pol and 1988( C) Al'l ages 98. 6 94.0 103.0
D, | Net her | ands 1986(S) 5 or over 115.0 94.0 136.0
D, | Sweden 1988(S) 16 or over 120.0 106.0 135.0
D New Zeal and 1980( S) 15 or over 130.0 al al
D Canada 1986(S) Al'l ages 132.4 127.0 137.5
D | United Ki ngdom 1986( S) 16 or over 142.0 121.0 161.0
D, | Spai n 1986( S) Al'l ages 149.8 133.4 165.4
D | Nor way 1991(S) 16 or over al 140.0 220.0
D, H | Australia 1988(S) Al'l ages 156.0 160.0 152.0
D Fi nl and 1986( S) 15 or over 170.0 130.0 200.0

Source: DI STAT.

Note: C stands for census; R for registration; and S for survey.

al Dat a unavail abl e.
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Sone general sources of existing statistical infornmation relevant to
i mpai rment, disability and handicap are:

(a) Admnistrative data: including fromsocial security, CBR programes,
speci al education, health offices, and other sources;

(b) Censuses and surveys: including population and housi ng census and
survey programes, |abour-force surveys, surveys of living conditions, and ot her
sour ces.

This chapter provides further infornation about each of these sources.

1. Adnministrative data relevant to inpairnent, disability and
handi cap in the popul ation

Soci al security services, rehabilitation programmes and ot her services for
people with inpairnents or disabilities usually maintain records of all persons
served. These records constitute admnistrative data routinely collected by
agenci es responsi bl e for health, education, |abour, social security and other
activities. For purposes of rehabilitation planning, two kinds of
adnmi ni strative data nay be consi dered:

(a) Service records

Service records constitute a record of individuals receiving specific
rehabilitation and rel ated services. For exanple:

. The nunbers and characteristics of children enrolled in regular schoo
systens who receive special educational services;

. The nunber and characteristics of children enrolled in specia
educati on programes;

. The nunber of people receiving CBR support services according to the
specific service received

(b) Registries

Regi stries are lists of individuals identified systematically from various
noni toring sources as having an inpairment, disability or specific health
problem and who may or may not be receiving services. Health-related registry
data are often checked nmedically to confirman underlying condition. Exanples
of such data are:

. The nunber of children with cerebral palsy;
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. The nunber of congenital malformations per thousand live births;

. The nunber and characteristics of persons seeking rehabilitation
servi ces;

. Regi stered lists maintained by the Mnistry of Social Wlfare of
persons needing rehabilitation services according to type of service
needed;

. The nunber of persons receiving econon c compensation or socia

services for serious inpairnents.
Regi stries may be continuous or one-tinme efforts.

(i) Continuous registries

Conti nuous registries may be characterized as foll ows:
(a) They are regularly updated so that each year persons are reported to
be one year older: |If persons no | onger need rehabilitation, they are renpved

fromthe |ist;

(b) If persons on the list die, they are renoved fromthe list and the
cause of their death recorded;

(c) Addresses are changed when registered people nove to a new resi dence;

(d) They are costly and require regular staffing and constant
adm nistrative and financial attention

(ii) One-tine reqgistries

One-tine registries may be characterized as foll ows:

(a) They record all persons found during a particular tine period who
report that they have an inpairnent or a disability, or experience handi cappi ng
si tuations;

(b) Their information is not necessarily adjusted annually for changes in
age or residence, or at death; nor is it adjusted when individuals no |onger
need services, or if the type of service needed has changed;

(c) New persons identified by service programmes nmay be added to the list;

(d) Data are not necessarily representative of the popul ati on of persons

needi ng services and, therefore, are not good substitutes for probability
surveys;
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(e) They cost less than continuous registries, but their information
rapi dly becones outdated and invalid.

Therefore, in the search for registry data, it is inportant to check if the
registry is continuously updated.

Administrative information fromservice records or fromregistries is often
available in the formof sumuary tables of agency reports. Sonetines
information is al so provided through sunmary tables of persons newly registered
or receiving services over the last year. This information nmay be processed in
a conputerized formafter renoval of personal identifiers, so that the frequency
of people with inmpairnents, disabilities and handi caps served by vari ous
programes can be tabul ated while confidentiality remains protected.

(c) Country exanple of adnministrative data: Mauritius 7/, 8/, 9/

In 1991, the Mnistry for Social Security and National Solidarity, nore
specifically, the National Council for the Rehabilitation of Disabled Persons,
of Mauritius, requested a question on disability in the national census:

(a) Purpose: to provide necessary information on all persons with
impairnments in the country for the purpose of planning services and increasing
publ i c awareness;

(b) Coals:

(i) Goal 1: To increase public discussion and education about disability,
to informthe public about available rehabilitation
programes, and to plan for the renmoval of environmental
barriers in architecture, transport and conmuni cati on systemns
t hat created handi cappi ng conditions for persons who had
di sabilities;

(ii) Goal 2: To provide financial support to persons who were nedically
certified as having an inpairment that had caused at |least a
60 per cent reduction in function and who needed t he
assi stance of another person for their usual daily
activities.

The existing sources of administrative data were

(a) The national registry of Mauritius;

(b) CBR service records

(i) National registry
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The National Pension Plan provides the follow ng financial support for
persons who have a nedically certified inpairnment: a retirenent pension for
persons who are deaf; who are paralysed totally; or who have a permanent
i mpai rment of at |east 60 per cent and need the assi stance of another person for
their usual daily activities (dressing, eating, going shopping and getting
around) .

Pensions are as follows: 9/

Pensi on type Anmount
(Mauritian rupees)

1. Age-related

a. age group 60-74 1 040
b. age group 75-89 1170
c. aged 90 years or over 3 620
| mpai rment/"invalid" 520

Addi tional, for persons with inpairnents
who need the assistance of another person
for their daily needs 433

The nortality of persons with serious inpairnents who register for the
pension plan is accounted for through the death registry.
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(ii) CBR service records

I n popul ations served by rehabilitation programmes, rehabilitation service
records provide a val uabl e source of adninistrative data related to disability.

Box I1.1. An exanple of a national programre for
conmuni ty- based rehabilitation (CBR)

The CBR progranme in Mauritius was initiated by the Mnistry of Health in
1990. This progranme, which intends to becone a national one, has hitherto
covered a popul ation area of only 21,000 in the Flacq district. The progranme
was nmanaged by a CBR team consisting of two physicians, a physical therapist
and an occupational therapist. |In 1990, 15 fam ly planni ng workers were
trained for one year to beconme CBR workers. From 1991 to m d-1993, these
workers carried out CBR activities two days per week and worked as conmmunity
heal th workers three days per week. A second group of 14 workers fromthe
fam |y planni ng progranme conpl eted the one-year training progranme in
June 1993. The 15 part-time workers were equivalent to 6 full-time workers,
or 1 full-tinme worker for a popul ation area of 8, 800.

Progranme activities

These i ncl ude:
(a) Home visits;

(b) Working to integrate school-age children with disability who are not
attendi ng school into the | ocal school system

(c) Arranging for unenpl oyed and/ or not econonmically active persons with
a disability to be occupied with work or other social and economic activities
of the community;

(d) Referring persons who need additional services.

To identify people with disabilities who are in need of services, the CBR
wor ker goes to each house in his/her area. Questions are asked to determn ne
whet her there are menbers of the household with disabilities associated with:

(a) Mobility;

(b) Hearing/ speaki ng;

(c) Mental illness;
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(d)
(e)

(f)

Seei ng;

Ment al retardation/epilepsy;

Multiple disabilities.

-37-




Servi ce records

In preparation for identifying people with disabilities, the conmunity
wor ker drafts a nap of the area (see figure), which is filled in as the CBR
wor ker carries out the house-to-house visits.

Island: Mauritius; district: Flacq; village: Bransthan
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Househol ds with one or nore persons with a disability are identified.
For such households, a formis conpleted and a file indicating the nane of the
head of the household and the composition by sex and age group (0-14, 15 or
over) is established. The confidentiality of individual and househol d
information on disability nust always be maintained. The exact |ocation and
other identifying informati on of households requiring rehabilitation services
are never to be published or dissemnated for a purpose other than that of
service provision.

Each person identified as having a disability is assessed using a
questionnaire (form2 as contained in annex Il1.1) fromthe manual Training in
the Community for People with Disabilities 3/ about activities that reflect
the person's ability to performself-care activities, conmunicate, and
participate in play, school, household, social and work activities.

The severity of functional limtations is recorded in form2, which is
|ater used to record progress made by an individual with respect to the
activities listed. The CBR workers using this system for gradi ng progress
indicated that the three levels of severity listed in the manual were
insufficient, and that they preferred a five-level systemsuch as the one
shown in annex I1.1.

Since rehabilitation workers at the conmunity | evel are not expected to
di agnose underlying conditions or diseases that may cause inpairnents or
disabilities, they do not mmintain records on causes. However, the physicians
who supervi se the CBR programe see each person identified and note the
underlying condition, if established. They nmaintain a record of two causes in
particular: cerebral palsy and cerebrovascul ar accidents.

Al'l records are naintained at the area health centre; copies of the notes
of visits are left in the households so that these records will be kept both

by the family and by the health centre.

Reporting system

Since the CBR programme has been established in the localities
surroundi ng one area health centre, all records are kept at that centre. No
system of reporting to regional or national |evels has yet been established.
This will be done when the programre expands.

Data fromrecords at the area health centre are analysed to provide the
followi ng infornmation:

(a) Total nunmber of househol ds;
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(b) Nunber of househol ds including one or nore persons with a
di sability;

(c) Number of persons with a disability according to type of disability
(as noted above), sex and age group (0-15, over age 15);

(d) Nunber of people with disability who require rehabilitation
services, according to the above categories.

Even though the CBR progranme was originally intended for nationa
coverage, it only pertained to the Bransthan area in the Flacq district. The
findings in this programme do not represent the actual situation for the
country as a whole. Caution nust be exercised when collecting and conparing
data to conpile a national population profile with respect to inpairment,

di sability and handi cap
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2. Censuses and surveys

It is inmportant for all nations to collect information on inpairnent,
disability and handicap in their populations. The United Nations Expert G oup
Meeting on the Devel opnent of Inpairnent, Disability, and Handicap Statistics,
hel d in Novermber 1994, 12/ reconmended that countries that had never surveyed
their populations with respect to inpairnent, disability and handi cap, or had
not done so recently, consider doing so in their next census round or in a
survey. The recommendations fromthis neeting al so enphasi zed the inmportance of
rapi d processing and di ssenination of the results of inpairnment, disability and
handi cap surveys.

An inportant activity associated with all census and survey work on
i mpairment, disability and handicap is to identify affected persons according to
specific definitions and concepts. |n censuses and surveys, "screening" is used
to identify affected persons (see box I1.2).

(a) Screening

Just as the definitions and concepts used for adninistrative data are
shaped by the types of programes and services adm nistered, the definitions and
screeni ng questions used in censuses and surveys are |largely determ ned by the
choi ce of concepts used in the policy fornulation and programme services of
countries.

A broad inpairnment, disability and handi cap question may be included in
censuses in order to identify the possible population for a nore detail ed
foll owup survey. Such broad and non-specific screening questions should be
desi gned to have a high degree of sensitivity (annex |1.1); but they may have
| ow specificity, and should not be used alone to estimate the preval ence of a
specific condition. The followup survey can contain a detailed set of
guestions to identify the various types of inpairnent, disability or handi cap

It has been suggested that before a response is counted as indicating an
i mpai rment, disability or handicap, it should be determned that the lintation
i ndi cated has had a duration of at least six nmonths. Thus, a question designed
to detect inpairnent, disability or handicap should include the qualification
that the Iimtation must have lasted, or be expected to last, for six nonths.
Sone questionnaire nmodul es specify a mnimumduration for the underlying health
condition (that is, the disease or injury that caused the inpairnent, disability
or handicap). It is recomended that the mininmumduration should relate to the
[imtation itself rather than to the underlying condition.
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Box Il1.2. What is screening?

Screening is a strategy to increase efficiency in identifying individuals
who nmay have an inpairnment or disability that cannot be identified from
adm nistrative records. It is also a strategy used by surveys to identify
characteristics of persons or households. Instead of exam ning every
i ndividual in the population for the presence of disability, screening all ows
one to identify a smaller subpopul ation that includes nbst of the people in
the population with a disability. Mre detailed information, which is
general |y nore expensive to obtain than the screening results, is then
obt ai ned by questioning only the individuals in a subpopul ati on.

A screen for disability is a procedure such as a question, a set of
guestions or a performance test used to sort the population into two groups, a
"negative" group and a "positive" one. The "negative" group consists of
peopl e who are not likely to have a disability. The "positive" group consists
of people who are likely to have one.

If the screening procedure were perfectly accurate, each of the persons
screening "negative" would not have a disability and each of those screening
"positive" would have one. In practice, screening procedures are not
perfectly accurate. Rather, a disability screen is intended as a rapid and
| ow cost method of identifying persons likely to have a disability and
di stinguishing themfromthe majority in the population who are not likely to
have one. In general, a positive screening result for disability nmust be
confirmed using nore detail ed questions and/or other procedures before the
person is considered to have a disability.

There are a nunber of ways to screen for inpairnment and/or disability in
surveys. The way to identify persons in censuses nmay be | ess el aborate and
simpl er than methods used in surveys. Some censuses have screened only for
i mpai rments (Bahrain, 1981; Sri Lanka, 1981); others primarily for disability
(Canada, 1983/84); sone for specific handi cappi ng situations
(institutionalization, unenploynent of working-age adults or schoo
non- att endance of children) (Mexico, 1980). 5/ Some specialized surveys have
used screens covering inpairnent, disability and handi cap concepts (Spain, 1981
Australia, 1981). 5/ Screening questions nay use a broad range of culturally
appropriate expressions to ask about functional limtations and need not follow
the logic of the categories of ICIDH. Once persons are screened in as positive,
the precise categories of ICIDH that describe their inpairnents, disabilities or
handi caps may be used.

In specialized disability surveys and in health and nedical surveys, tests
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of performance or aptitude or diagnostic tests nmay be used to validate genera
guestions. Such tests are not routinely used in survey nodul es for |abour-
force, living conditions and ot her popul ation and denographi ¢ surveys, but they
are often used in health surveys and may be useful in surveys of inpairment or
di sability.

Handi cap screens nay al so be used in surveys. One general approach to
guestions of handicap is to ask persons with inpairnents and/or disabilities to
descri be the conditions under which they experience handicap (for exanple, when
using public transport, at work, or during social events). It may also be
useful to estinmate | evels of handi cap anbng countries or areas through
conparative analysis of the socio-economnic situations of persons wth
disabilities with respect to other popul ations. Conparisons may be nade in
ternms of educational attainnent, school attendance, marital status, residence
and enpl oynent.

At |east five different screening approaches have been used by census
programes to collect information about inpairment, disability and handi cap

(a) One general question

(b) A check-list of specific inmpairnents or disabilities;
(c) Counts of the nunber of persons experiencing handi cap
(d) Probe questions followi ng a general question

(e) Surveys dedicated to inpairnent, disability or handicap

Each of these five approaches is described or exenplified bel ow.

(i) A general question or item (asked of everyone)

This approach nay be used in a general popul ation census or survey.

Exanpl e 1A:

Are you limted in the kind or anbunt of activity that you can do
because of a | ong-term physical condition, mental condition or health

probl em
___ (a) At hone? (No; Yes)
___ (b)) At school or at work? (No; Yes)
___(c¢) In other activities, for exanple, transportation, |eisure-
time activities? (No; Yes)
Exanpl e 1B
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Do you have any long-termdisabilities or handi caps? (No; Yes)

Exanpl e 2:

I's (name of person) linmited in his/her daily activities (at hone, at
work or at school) because of a long-term physical or nmental condition
(lasting six nonths or nore)?

No

Yes

(ii) A check-list of specific inpairnents or disabilities (conpleted for
everyone)

Censuses may al so provide a list of likely inpairnents and/or disabilities
fromwhi ch the respondent may choose. One or nore questions is asked about one
or nore specific inmpairnments or disabilities for each person enunerated. For
exanpl e, national censuses have asked about the presence of deafness and hearing
problems in the popul ation (Tunisia, 1975; Denmark, 1976; Finland, 1978;
Conoros, 1980; Bahrain, 1981; Peru, 1981; Netherlands, 1981; Sweden, 1981)
and/ or about blindness or other vision problenms (Bahrain, 1981; Conoros, 1980;
Egypt, 1976; Hong Kong, 1981; I|ndonesia, 1980; Kuwait, 1980; Mali, 1976;

Net herl ands Antilles, 1981; Pakistan, 1981; Panama, 1980; Peru, 1981; Sri
Lanka, 1981; Tunisia, 1975; Turkey, 1975). 5/ These questions may be laid out
inalist of choices, as in the two exanpl es gi ven bel ow.

Exanple 1: Inpairnent-oriented question

Does the person have any long-terminpairments, disabilities or
handi caps?

Yes . Check all that apply:

I ncompl ete use of |egs, feet

I nconpl ete use of arns/fingers

Partial or total |oss of sight even with gl asses
Partial or total |oss of hearing

Partial or total |oss of speech

Sl ow devel opnent/learning difficulties

Behavi our al probl enf nental inpairnent
QO her. Specify
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Exanpl e 2:

Di sability-oriented question

I's (name of person)

limted in his/her daily activities (at honme, at

work or at school) because of a |long-term physical or mental condition
(lasting six nonths or nore)?
No ___
Yes Has difficulty in (check all that apply):
Seei ng __ (Bven with glasses, if worn)
Heari ng ___ (EBEven with hearing aid, if used)
Conmuni cating __  (talking, conveying information, |istening)
Movi ng __ (wal king, clinbing stairs)
St andi ng __ (unable to stand for a short tine)
Graspi ng __ (using fingers to grasp or handl e objects)
Intellectual __ (difficulty learning, retardation)
Enot i onal ___ (psychol ogi cal, behavi oural problens)
O her Expl ai n
Figure I1.2 bel ow shows data fromone census (Mauritius 7/) that focused

upon serious inmpairments through the use of a single census question, and al so
data from one survey (Canada 13/) that focused nore broadly upon mld, noderate
and serious disability through the detailed use of 21 questions. It can be seen
that the 21-question disability screen resulted in much higher preval ence rates
than the single-question approach to inpairnent.
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A useful check-list within a population census is one that is applicable to
peopl e of all ages (children, the working popul ation, the elderly). It may be
necessary to design separate check-lists for different age groups.

(iii) Counts of the nunber of persons experiencing handi cap (nanely,
people with limted roles, such as institutionalized popul ati ons and
peopl e who are unenpl oyed)

Sone censuses screen on a sinple handi cap question, or on a question about
the circunstances of persons with disabilities, or on a description of
rel ati onshi ps that have evol ved, involving, for exanple, not economically active
status or unenpl oynment anong adults, illiteracy, and | ack of school attendance
among children. For exanple, national censuses in Belize (1980), the Centra
African Republic (1975), Cuba (1981), CGuyana (1980), Myanmar (1983), the
Phi | i ppi nes (1980), Venezuela (1981) and Viet Nam (1989) have asked about
serious inpairnent among not economcally active working-age adults. 5/ From
these data, the proportion of not economically active severely inpaired persons
in the population, or that of children not attending school who are seriously
i npaired, nmay be estinmated. The problemwi th these neasures is that no
conparison with economically active inmpaired persons may be made, nor can
account be taken of the nunber of children with serious inpairnment who do attend
school. In this case, the proportion of persons with inpairments who are not
handi capped by bei ng not economically active or excluded from school renmins
unknown.

The 1980 national census in Mexico included serious inpairnents as a reason
for not attending school. The results show that 2.6 per cent of the tota
popul ati on of female children ages 6-14 not attendi ng school and 2.9 per cent of
the total population of male children ages 6-14 not attendi ng school had
impairments (table 11.2). 14/ \Wat is not known is the percentage of children
in age group 6-14 who were inpaired and in school, nor the percentage of al
children not attending school, so that these figures could be conpared with the
percentage of children with disabilities not attending school. Thus, these data
do not show to what extent children with inmpairments were less likely to attend
school than children w thout inpairnents.
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Table I1.2. Children not attendi ng school, Mexico, Cenera
Census of Popul ati on and Housi ng, 1980, by sex,
age group and nunber with inpairnents

Age group Tot al Wth serious inpairnents
Nunber Per cent age
Mal es
2 314 005 66 025 2.9
6-8 698 191 32 855 4.7
9-11 267 633 16 645 6.2
12-14 1 348 181 16 525 1.2
Fermal es
2 386 598 63 288 2.6
6-8 680 081 30 497 4.5
9-11 272 758 15 265 5.6
12-14 1 433 759 17 526 1.2

Source: Disability Statistics Conpendium Statistics on Specia
Popul ati on Groups, Series Y, No. 4 (United Nations publication, Sales
No. E.90.XVII.17), sect. |V, table No. 1, section dealing wth Mexico.
(Original data fromlInstituto Naci onal de Estadistica Geografiay
Informatica, 1984, X censo general de poblacio6n y vivienda, 1980. Resunen
general abreviado. 1984.)

One way to avoid this problemis to ask separate inpairnment/disability/
handi cap screening questions anmong all children, and to ask al so about schoo
attendance of all children, thereby allow ng for full conparisons as shown
bel ow:

Total popul ation of School -age children with

school -age children serious inpairnents

At tendi ng schoo
Not attendi ng schoo

(iv) Probe questions (asked specifically of only those persons who said
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yes to the screeni ng question)

In this approach, a general screening question about inpairnent or
disability is asked of everyone enunerated. For persons identified as possibly
havi ng an inpairment or disability ("screening positive"), nore detailed
guestions are asked to confirmthe presence of an inpairment or disability and
to obtain nore detailed information. Further probes nay al so be asked of a
sampl e of persons who were not identified by the screening question as having an
i mpai rment or disability, in order to ascertain whether the screening question
excluded a person with an inpairment and/or disability who should have been
i ncluded in the survey.

(v) Surveys specifically dedicated to inpairnent, disability or handicap

Such surveys are rarely undertaken because their cost is greater than that
i ncurred through including inpairment, disability or handi cap questions in the
nati onal census or in surveys. Wen a survey is specifically dedicated to
collecting information on inmpairment, disability and handicap, the quality and
detail of information can be maxinm zed. One exanple is The survey of disabled
Anericans of the International Center for the Disabled. 15/ This survey of a
representative sanmple of 1,000 Anericans with disability over age 16 coll ected
i nformati on on educational attainnents; incone; enploynent and occupation
participation in social and recreational activities; nobility; persona
satisfaction; attitudes; barriers to full participation and equal opportunities;
age of onset, nature and severity of disability; and many other topics.

Surveys devoted to inpairnents or disabilities may al so focus specifically
on the causes and types of inpairnent, nature and severity of disability and
handi cap, and treatnent and rehabilitation history and needs. One exanple is
the Viet Nam survey of anputation inpairnents nentioned above. 11/ This survey
asked about the causes of inmpairment and al so about needs for prostheses,
crut ches, wheel chairs and physical therapy.

I ncreased attention rmust be given by countries to the collection and
presentation of data on special assistive devices for reduction of disability
and handi cap, using the newy devised International O ganization for
St andardi zation (1SO Technical Aids for Disabled Persons O assification
(1SO 9999). 16/ Survey questions concerning technical aids nmust be consistent
with | SO 9999 | evels of generalization and at the sane tinme should refer to
techni cal aids actually available to a given popul ation. Tabulations may be
produced showi ng the use of these devices by specific subgroups. Attention
shoul d al so be given to the production of standard tables showi ng the need for
technical aids. After 1995, the revised version of 1SO 9999 will be available
in English, French, Gernman, the Nordic | anguages and Dutch, from SO in Geneva.

(b) Censuses
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In a number of countries, the popul ation and housi ng census has been used
to collect informati on about the three concepts, inpairnment, disability and
handi cap

Box I1.3. What is a census?

A census is a count or enumeration of every person in the popul ation
Census progranmes operated by national Governnents conduct official population
and housi ng censuses on a regular basis, usually every 10 years. |In addition
to counting the popul ati on, censuses collect information about social and
econom ¢ conditions such as housing characteristics and enpl oynent for every
person or househol d enunerat ed.

In nmodern times, census data for each household are collected in a
standard form or questionnaire so that identical questions are asked of every
househol d. Data for each household and househol d nenber are witten in the
standard formeither by an adult menber of the household or by a trained
i ntervi ewer who obtains the information about each househol d by interview ng
an adult nenmber. The data or responses to the questions are |ater
conputeri zed and aggregated so that sunmary tables and other statistica
i nformati on can be produced at national, regional and |ocal |evels. Published
information fromnational censuses is confidential in nmost countries and
general |y cannot be |inked back to individual persons or househol ds.

Census questionnaires used for conplete coverage of the popul ati on cannot
be overl oaded with detail ed and specialized questions on a particular type of
subj ect-matter. Census progranmmes often use short and |ong forns of the census
guestionnaires. The short formis for conplete coverage of general topics. A
probability sanple fromthe population is selected to receive the long form
The Iong formincludes all questions in the short form plus supplenenta
guestions for nore detail ed coverage of specific topics. Questions nore
detail ed than a single general question regarding inpairnent, disability and
handi cap may be included in the long form

The census can provide a val uable source of information on the frequency

and distribution of inpairnment or disability in the popul ation, at regional

nati onal and local levels. It is well-docurmented fact, however, that censuses
have problens with underenunerati on of persons with nmld disabilities and of
disabilities in children. 13/ Provided these problens of underenumeration are
taken into account, the popul ati on and housi ng census can provi de baseline

i nformati on fromwhich to proceed. It can also provide a sanpling frane for
nore detailed studies of disability. 13/ Census results may al so be useful for
i nvestigating small area variations in the preval ence of inpairment and/or
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disability; these often cannot be investigated in sanple surveys because of
sanmple size lintations.

Census sanpling

In this approach, an inpairment or disability question is systematically
asked of a sanple of households included in the census rather than of al
i ndi vi dual s or househol ds.

Box I1.4. Wat is a sanple?

A sanple is a subset of a given population. Infornmation obtained froma
properly sel ected sanple of the population is used to make an estimate for the
popul ation as a whole. Sanpling |owers costs, so the estimate is nore
efficient than a conplete census of the popul ati on would be. The sample

estimate will be accurate if the sanple units are selected in accordance with
probability methods and the nethods of data collection are valid. The sanple
estimate will be reliable if the sanple size is |arge enough (see box I1.6

bel ow on sanmpl e size) and the data-collection methods are reliable (see
box I11.13).

Box I1.5. What is a probability sanple?

A probability sanple is a selection of units froma given population in
accordance with certain mathematical tenets. The first tenet is that every
person or household in the parent popul ati on nust have a known, though not
necessarily an equal, chance of selection in the sanple. The second tenet is
that the chance of inclusion nmust be non-zero. Geographical areas or
popul ati on groups that are hard to enumerate cannot be arbitrarily excl uded
from having a chance of selection, or else the sanple will be biased and wll
not constitute a bona fide probability sanple. Many techniques are used to
produce a probability sanple, starting froma current, conplete sanpling
frame, which is usually the popul ati on census. These techni ques include
systematic or random sanpling, nmulti-stage sanpling, stratified sanpling, and
cluster sanmpling. \When probability nmethods are strictly adhered to in the
execution of a survey, the resulting estinates enable the user to infer
characteristics with quantifiable "degrees of confidence" of the entire
popul ati on from which the sanple was drawn.
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Box Il.6. Wat is sanple size?

Sanpl e size is probably one of the npbst inportant considerations in the
design of a sanple survey for disability statistics. This is because
disability is a rare characteristic (less than 10 per cent prevalence) in
many, though not all, populations. Even in a popul ation where overal
disability is not a rare occurrence, the disability survey (or nodule) wll
seek to profile many different types of disabilities. The sanple size for
each type of disability that is a key neasurenment objective of the survey will
have to be |large enough to provide a reliable estimate. There are
mat henati cal formul ae that sanpling statisticians draw upon to calculate the
sanmpl e size needed for a survey, provided the precision of the desired
estimate can be fixed in advance. a/, b/. For exanple, one may wish to
estimate the preval ence of vision inpairment with "sanpling"” error of plus or
m nus 3 percentage points. In general, the sanple size needed to estinate,
say, the proportion of blind persons, would be rmuch higher than that needed to
estimate the proportion of persons wearing gl asses because blindness is nmuch
| ess prevalent in the population than the wearing of gl asses.

al P. S. Levy and S. A Leneshow, Sanpling of Popul ations: Methods and
Applications (New York, New York, John WIley and Sons, 1991).

b/ S. K Lwanga and S. A Lenmeshow, Sanple Size Determination in Health
Studi es, A Practical Mnual (Ceneva, WHO, 1991).

An exanple of sanple size inplications:

Suppose the true preval ence of hearing disability in a population is
5/1,000 or 0.5 per cent. In a representative sanple of 50 individuals
sel ected fromthat popul ation, there could not be one half of a person
(0.5 per cent of the sanple) with a hearing disability: the nost

i kely number of persons with hearing disabilities included in the
sanpl e woul d be either 0 (giving a preval ence of 0/1,000) or 1 (giving
a preval ence of 2 per cent or 20/1,000). Not only are 0 and 20 wi dely
different (unstable) preval ence estinmates, but both are far fromthe
true preval ence of 5/1, 000.

Suppose instead of a sanple size of 50, one was able to include a
representative sanple of 5,000 individuals. |In theory, this sanple
could by chance include no individuals with hearing disabilities, all

i ndividuals with hearing disabilities (provided the popul ati on was

| arge enough) or any nunber with hearing disabilities in between these
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two extrenmes. |In practice, however, the sanple would likely include
between 20 and 30 individuals with hearing disabilities, and therefore
yi el d preval ence estimates within a fairly narrow range of 4/1,000 to
6/ 1,000, close to the true preval ence of 5/1, 000.

Some census programmes use a systematic sanpling approach to collect
i nfornati on about inpairnents, disabilities and/or other characteristics in the
househol ds selected to receive the long census form (see annex I1.1). Because
t he questions added to the long formare given to a sanple of househol ds,
usual |y selected systematically (for exanple, every tenth or twentieth
househol d), the inmpairment or disability information can then be generalized to
the entire popul ation, using statistical techniques, to obtain an estimate of
the frequency of inmpairnent or disability in the population. This approach was
used in the 1990 popul ati on and housi ng census of the United States of Anerica.

(c) Sanple surveys

In situations where there is a regular programme of national househol d
surveys, disability informati on may be obtained froma variety of sources,
i ncl udi ng denmographi ¢ and health surveys and surveys of education, living
conditions, famly expenditure, |abour force participation, nutrition, specia
popul ations, institutions and other areas.

Box II1.7. Wat is a sanple survey?

A sanple survey is a nethod of gathering information froma sanple to
| earn about the popul ation fromwhich the sanple has been drawn. Sanple
surveys do not attenpt to enunerate all households or individuals in a
popul ati on, as censuses do. Instead, they gather information froma
probability sanpl e of househol ds or individuals that have been selected to
represent a larger popul ation or subpopul ation. Sanple surveys are simlar to
censuses in at least three other respects, in that (a) the information is
col l ected using standard forns and with identical questions so that the
i nfornmation collected fromindividuals or households is conparable; (b) the
i nformati on collected is conputerized; and (c) frequency tables and ot her
statistical information are produced, providing estinmates of popul ation
frequenci es.

Sampl e surveys are often conducted by countries on a regular basis
(annual ly, quarterly, monthly or even weekly) to take account of yearly or
seasonal trends in health, living conditions, |abour, agriculture and ot her
characteristics. A cost-effective way of devel opi ng social and health
statistics is to incorporate inpairnent, disability and handi cap questions into
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ongoi ng or planned denographic, household and health surveys. An efficient
means of collecting survey information about inpairnment, disability or handicap
is to nake use of a survey devoted to a broader topic and attach questions on

t he above topics to it.

Panel or repeated surveys nay be used to obtain information on the
transition frominpairnent to disability, or fromdisability to handicap, or on
recovery fromdisability. Such information is inmportant for studying the
dynam cs of functional limtations in a population and for planning services.
The tine interval between survey waves should be larger than six nonths but no
| arger than two years.

(i) Collection of information from surveys

The first three approaches and the fifth approach to gathering disability
i nformati on in popul ati on censuses (nanely, (a) one general question, (b) a
check-list of specific inmpairnments or disabilities, (c) counts of the nunber of
persons experienci ng handi cap and (e) surveys dedicated to inpairnent,
di sability or handi cap) can be used within the context of a sanple survey.
Surveys that gather information on inpairnents, disabilities and/or handi caps,
regardl ess of which approach to collecting the information is used, are
particul arly val uable when the information is collected and presented in
accordance with the principles, definitions and distinctions of ICIDH  The
Health and Activity Limitations Surveys of Canada carried out by Statistics
Canada between 1986 and 1991, 13/, 17/-21/ the Australian survey of 1988 22/ and
the National Survey of Inpairments, Disabilities and Handi caps in Spain 23/ are
not abl e for having been undertaken in accordance with ICIDH  Exanpl es are shown
herei nafter for the purpose of illustrating the nore detail ed screening nodul es
of disability (D) and handi cap (H) used in specialized national inpairnent/
di sabi lity/handi cap (IDH) surveys.

The 22 questions in annex |1.2 have been used in several Canadi an
surveys. 13/, 17/-21/ These questions are not asked consecutively. Additiona
guestions are asked after each screening item An exanple of the nore detailed
pattern used in the questionnaire is shown in the exanple below. The screen
guesti ons were asked of everyone surveyed and the probe questions only of those
who were screened in as "yes" or positive for the specific disability.

Exanpl e:
1. Do you have any difficulty hearing what is said in a conversation wth

one ot her person?

No If Yes
Are you conpletely unable to do this? Yes/No

2. Do you have any difficulty hearing what is said in a group
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conversation with at |east three other people?

No  If Yes

Are you conpletely unable to do this? Yes/No
If Yes is given for either question, ask the foll ow ng:

What is the main condition or health problemthat causes you
difficulty hearing?

Speci fy.

Whi ch one of the following is the best description of the cause of
this condition?

(a) Existed at birth

(b) Work environnent

(c) Disease or illness

(d) The natural ageing process

(e) Psychol ogi cal or physical abuse
(f) Injury, at home

(g) Injury, nmotor vehicle

(h) Injury, work-rel ated

(i) Oher, please specify.

(j) Don't know

Are you able to hear what is being said over a tel ephone?

(a) Yes, with an aid
(b) Yes, without an aid

(c) No, not able
(d) Don't know

I would like to ask you about your use of special or technical aids or
services for persons who are deaf or hard of hearing

Do you now use a/an:

Hearing-aid
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Tel econmuni cati ons device for the deaf (TDD)
Oral interpreter or sign-language interpreter
Fl ashing al arns or visual alarns

Vol urme control tel ephone

Conputer to comuni cate

Message rel ay service provided by a tel ephone conpany
O her. Please specify

(ii) Two-phase surveys

This consists in a screening followed by a clinical exam nation or
performance test to confirmthe presence or absence of inpairment, disability
and/ or handi cap.

In this approach, a brief and | owcost screening nethod (such as a
guestionnaire) is used in phase one to identify a subgroup of the population in
which there is a high preval ence of the condition of interest (for example,
disability). In phase two, individuals screened as positive are referred for
clinical exam nations and for perfornance tests to confirmthe presence or
absence of the condition. Information about the specific cause of disability or
underlying conditions may al so be obtained during the phase two exam nation
Thi s two- phase approach, using the ten questions (annex 11.3) as the screen in
phase one, has been used in several countries to screen for serious disabilities
in children. 24/-27/

3. Joint use of census and survey approaches

The national censuses of Canada in 1986 and 1991 included a few sinple
guestions on inpairment and disability. The questions asked in 1986 were as
foll ows: 13/

Are you limted in the kind or anpbunt of activity that you can do because
of a long-term physical condition, nental condition or health problem

(a) At home? (No, | amnot limted; Yes, | amlimted)

(b) At school or at work?
(c) In other activities, for exanple, transportation to or from work,
leisure time activities?

(d) Do you have any long-termdisabilities or handi caps? (No, Yes)

The purpose of these questions was not to estimate the frequency of
i mpai rment or disability fromthe questions alone: it was to define a sanple of
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individuals likely to have a disability. Follow ng the census, a nationa

sampl e survey based upon the census results was prepared. Those screened
positive in the census and thus considered likely to have disabilities were then
asked the 22 Health and Activity Limtation Survey questions (see annex I1.2).

A sanpl e of persons who screened negative in the census were also included in

t he sanpl e survey.

The survey results provide detailed information on the occurrence of true
positive, false positive, true negative and fal se negative responses to the
census questions, as well as detailed information on inpairnents, disabilities,
handi caps and other characteristics of persons identified as having a disability
(see box 11.8). 13/, 17/-21/

Box 11.8. Estimates of persons with disabilities residing

in private households, as reported by the 1986

Census of Popul ation and the Health and Activity
Limtation Survey (HALS), Canada a/

The nunber of persons with disabilties identified in the Census was 2, 343, 000
as conpared with 3,070,000 in the Health and Activity Limtation Survey (HALS)
There were an estimated 1, 836,000 persons who answered yes to both the Cnesus and
HALS (Yes/Yes in the followi ng tables). This Yes/Yes conponent accounted for
78 per cent of the Census estimate and 60 per cent of the estimate from HALS.

[ ]
| GENERAL SCREENING |
| QUESTION ON THE |
| 1986 CENSUS

| ]

2,342,965 PERSONS 21,736,580 PERSONS

[
IDENTIFIED BY | IDENTIFIED AS NOT
CENSUS ESTIMATE | DISABLED
|

AS DISABLED

[

| HALS SELECTS HALS SELECTS
| A SAMPLE
|

A SAMPLE

I I

] ]

| | | |

[ 1 [ 1 [ 1 [ ]
| 506,765 | | 1,835,980 | | 1,233,620 | | 20,502,960 |
| PERSONS | | PERSONS | | PERSONS | |  PERSONS
| IDENTIFIED | | IDENTIFIED | | IDENTIFIED | | IDENTIFIED |
| | | | | | | ]
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al A. Furrie and Statistics Canada, Conparison of the Results fromthe 1986
Census and the Health and Activity Limtation Survey for Persons with Disabilities
Resi ding in Households (Gttawa, Statistics Canada, 1989).
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4. \Were to find census and survey data on inpairnent,
disability and handi cap

National central statistical offices or census bureaux are responsible for
conducting and disseninating the results of the national census.

National statistical offices and census programmes nmay al so conduct sanple
surveys that include questions on disability-related topics.

To find out about these data, one could visit the statistical office
or census bureau and ask whether or not previous national censuses or
surveys had included any questions on inpairment, disability or handi cap
Statistical office staff may not necessarily be aware of all disability-
related informati on that has been collected in the past. Even when one is
told that disability data have not been collected, it is best to probe and
review summary reports until it can be confirmed that no information has
been collected in recent years. |If it can be determi ned that data on
disability, inpairment or handi cap have been coll ected, one should find out
as much as possi bl e about the specific question(s) asked and the approaches
used to collect the data. Copies of relevant reports, conpilations and
t abul ati ons shoul d be obtai ned.

The national library is another source of census and survey information. A
reference librarian nmay be able to provide assistance in |ocating census
materials and identifying references to data collected on topics rel evant
to disability.

CGovernment mninistries, departments and agencies responsible for health,
| abour, education and social welfare al so conduct surveys and di sseninate
results that may include information on disability and rel ated topics.

Universities are often involved in the design and inpl enentation of sanple
surveys. |n such cases, it may be possible to obtain information on survey
results fromuniversity libraries, departnents or individual faculty
nenbers.

A convenient international reference to census and survey infornation
related to disability is the Disability Statistics Conpendi um published in
1990 by the United Nations. 5/ This publication includes referenced
summari es, descriptions and tables of statistical information on disability
from censuses and surveys in 55 countries. It is based on an ongoing
comput eri zed data bank known as DI STAT, which currently contains
statistical information fromover 100 countries and is nmintained by the
Statistics Division of the United Nations.

B. Evaluating existing statistical information on
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disability topics

Three questions nust be addressed in evaluating statistical information on
disability and rel ated topics:

1. Does the information pertain to inpairment, disability and/or
handi cap?

To determine this, it is necessary to find out how the information was
collected. If the source of information is a census or survey, what
questions were asked and how can t hese questions be interpreted in
terns of I CIDH categories and definitions? |f the source of
information is service records, by what criteria does one get sel ected
to receive services? |If the data source is a registry, what are the
inclusion criteria for cases in a registry? Case definitions and
criteria may not be apparent from summary reports. It is often
necessary to speak with staff nenbers responsible for data collection
and obtain copies of any manual s produced for a given programe, which
descri be those definitions and criteria.

2. How accurate is the information collected?

For this, one needs to review the census and survey questions or case
inclusion criteria, and also find out if any pretesting and validation
work was done to estimate the sensitivity, specificity and predictive
val ue of the questions asked (see annex I1.4). Another way of

assessing accuracy is to review the data to see if they are consistent
with what is known about disability. This approach, however, nust be
used with caution, since existing know edge nay be inaccurate.

3. What can the avail able infornmation reveal about people with
i mpai rments, disabilities and handi caps in the popul ati on?

To be useful for developing a profile of disability in a popul ation
data are needed not only on the total nunber of persons in the
popul ation with disability, but also on a nunber of attributes.
Dependi ng on the purpose of the survey, it nmay be useful to obtain
information on the follow ng attributes:

(a) Denographic characteristics: these include age and sex, and
may include marital status, household characteristics and urban/rura

resi dence

(b) Soci o-econonic characteristics: these include education
enpl oynent status, occupation and housing conditions;

(c) Cause: external factors and underlying conditions. Surveys
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may wi sh to describe causes or external factors affecting disability
to the extent that they are known. This is especially inportant for
pl anni ng prevention and public education programres. Surveys usually
use a two-part procedure to explain the underlying di seases or other
causes of inpairment, disability or handicap. |In the beginning,
peopl e are often asked a general question to find out what happened.
In this case, the purpose is to find out the cause of the inpairnent
or disability. Second, people may be asked to describe, if known, the
underlying condition associated with their inpairnent and/or
disability. (The cause of the underlying condition may be unknown to,
or not understood by, the respondent. Age at onset is also useful to
know and may be used to estinmate the incidence of inpairments or
disabilities; but for conditions with a gradual onset, incidence nay
not be readily known. The two-phase survey approach (described in
subsection A 2.c (ii) above) is especially useful for obtaining

medi cal ly verified diagnostic or causal information.) Genera

cat egori es of causes include:

(i) Nutritional deficiencies (for exanple, iodine, vitamn A folate
or cal ci um deficiency);

(ii) Inherited genetic conditions (for exanple, Huntington's chorea,
nmuscul ar dystrophy, phenyl ketonuri a);

(iii) Chronosomal disorders (for exanple, Down's syndrone);

(iv) Injury or trauma (for exanple, fromnotor vehicle injuries,
war f are) ;

(v) Infections (for exanple, polionyelitis, meningitis);
(vi) Oher conditions (for exanple, arthritis, diabetes);

(d) Nature and severity of inpairment, disability and handicap: the
nature of inpairnments, disabilities and handi caps can be described using
| CIDH categories. Severity of disability can be described in terns of
degree of functional limtation (annex II11.1);

(e) Use of special aids: these include technical aids (for
communi cati on, moving about, listening, seeing, acconplishing fine notor
tasks, and other activities) in order to reduce the level of disability and
handi cap for persons with a given inpairnment;

(f) Access to and use of rehabilitation and other services: these
i ncl ude speci al education, physical therapy, occupational therapy and ot her
interventions to reduce inpairment and disability in persons with
i mpairnments. They nmay al so include general education, vocational training
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and other interventions to increase opportunity.

An inportant step in evaluating existing data on disability and rel ated
topics for a population is to develop a profile of what is known about
disability in that population fromthe existing information. The profile should
contain as much information as possi ble about frequency of disability in the
popul ati on by age, gender and ot her denpgraphi c categories, socio-econonc
characteristics of people with disabilities conpared with others in the
popul ati on, maj or causes of inpairnent in the popul ation and nature and severity
of disabilities and handi caps associated with each cause, access to and use of
special aids and rehabilitation services by people with disabilities, barriers
to full participation and equal opportunities for people with disabilities in
t he popul ation, and other infornmation perceived as relevant. The accuracy of
the information used in devel oping the profile should be considered and gaps in
the infornation identified. In this process, specific needs for collecting
additional information may be identified. Chapter |1l provides guidelines for
the collection of additional information on disability and rel ated topics when
this is found necessary.
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Annex 11.1

| NDI VI DUAL ASSESSMENT/ PROGRESS FORM ( FORM 2) *

Note: The reliability and validity of this form have not been tested (see
box I11.13). Some of the questions are age-specific.

Regi stration Nunber ........

Na B L
Region .......... ... ... ... ....... District .................
Conmunity .......... ... ... ... ... Sex ... Age ......

Nunber of nonths in the programme ...........................
Type of disability ... .. .. .

Task Present | evel Dat e
1. Feeds hinmself or herself? 5. _Alone ...
(i ncluding eating and dri nking)
4.  Wthlittle help —  .....
3.  Wth sone help or
sonetines ...
2. _ Wthalot of help  .....
1.  Not at all ...
2. Keeps hinself or herself clean? 5 _Aone ...
(i ncl udi ng washi ng, bathing and
cl eani ng teeth) 4.  Wth little help —  .....
3.  Wth sone help or
sometinmes ...
2.  Wthalot of help  .....
1.  Not at all ...
3. Uses the latrine? 5 _Aone ...
4.  Wthlittle help —  .....
3. _ Wth sone help or
sonetines ...
2. Wthalot of help  .....
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1. Not at all ...

* This is a revised version of form2, as presented in Ture Jonsson,
OWR in Rehabilitation: A Quide on Qperations Mnitoring and Anal ysis of
Results (Draft for Field Testing) (United Nations Devel opnent Progranme (UNDP)
Interregional Programme for Disabled People, 1994). The original form wth 23
questions, is contained in the manual Training in the Community for People wth
Disabilities (Geneva, WHO 1989).
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Task

Present |eve

Dat e

Dr esses and undr esses?

Under st ands sinple instructions?

Expr esses needs?

Under st ands nmovenents and signs
for communi cation?

- 64-

Al one

Wth little help

Wth sone help or
soneti nes

Wth a lot of help

Not at al

Easily

Wth little difficulty
Wth sonme difficulty
Wth great difficulty

Not at al

Easily

Wth little difficulty
Wth some difficulty
Wth great difficulty

Not at al

Easily

Wth little difficulty
Wth sonme difficulty
Wth great difficulty

Not at al



8. Uses novenents and signs for 5. Easily ...
comuni cation that others

under st and? 4.  Wthlittle difficulty .....
3. Wth sonme difficulty  .....
2.  Wth great difficulty  .....
1. Not at all ...,
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Task

Present |eve

Dat e

10.

11.

12.

13.

Li p-reads?

Speaks?

Sits? (including sitting up
froma |ying-down position
with technical aid)

Stands? (including standing up
froma sitting position)

Wal ks at | east 10 steps? (with
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Easily

Wth little difficulty
Wth sonme difficulty

Wth great difficulty

Not at al

Easily

Wth little difficulty
Wth some difficulty

Wth great difficulty

Not at al

Al one

Wth little help
Wth sonme help
Wth a lot of help

Not at al

Al one

Wth little help
Wth help

Wth a lot of help

Not at al

Al one



Task

Present | eve

Dat e

14.

15.

16.

17.

hel p of wal king aids or of a
per son)

Moves inside the hone? (including

wal ki ng, crawl ing using trolley,
wheel chair and so forth, or wth
hel p of a person)

Moves around the village?

(i ncluding wal king, crawl i ng
using troll ey, wheelchair and so
forth, or with help of a person)

Has aches and pains in the back
or the joints?

Shows strange or unusua
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Wth little help
Wth help
Wth a lot of help

Not at al

Al one

Wth little help
Wth help

Wth a lot of help

Not at al

Al one

Wth little help
Wth help

Wth a lot of help

Not at al

Very rarely or not
at al

Soneti mes, but can
still work

Di sturbs work but
sl eep

Di sturbs sl eep

Cannot work at al
because of pain

Never



Task

Present | evel Dat e

18.

19.

20.

behavi our ?

Pl ays |i ke other children of
t he sane age?

Goes to school ?

Per f ormance i n school ?
(contact the teacher)

Yes, but rarely (once
a nonth or less)  .....

Yes, sonetines (once
a wek) L.

Yes, often (every day) .....

Yes, regularly
(several times every — .....

day)

Yes ..

Pl ays slightly bel ow
hi s/ her age  .....

Pl ays much bel ow
his/her age  .....

Pl ays very much bel ow
his/her age  .....

Does not play at all  .....

Yes, in a regular
class ...

Yes, in a specia
class/unit in a

regul ar school .....

Yes, in a specia
school /institution .....

No, but receives
i nformal education  .....

No, receives no
education ...

Excellent ...



Task

Present | eve

21.

22.

23.

24,

Joins in famly activities?

Joins in community activities?

Does househol d activities?

Has sufficient skills for
i ncome- generation?

Above aver age
Aver age
Bel ow aver age

Much bel ow aver age

Yes, very often
Quite a lot
Soneti nes

Very sel dom

Not at al

Yes, very often
Quite a lot
Soneti nes

Very sel dom

Not at al

Yes, al
A lot, but not all

Sonme but not all

Very few
Not at al
Yes
No
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Task

Present | eve

Dat e

25.

Has wor kK,

or

an i ncone?

Full-tinme work with
adequate income for
hi s/ her needs

Ful I -time work but
i nadequat e i ncone for

hi s/ her needs

Part-ti me or seasona
wor k or sone i ncone

Very infrequent work
or incone

No work and no i ncone
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Annex 11.2
SAMPLE DETAI LED SCREENI NG MODULE USED | N NATI ONAL | MPAI RVENT,
DI SABI LI TY AND HANDI CAP SURVEYS: CANADI AN 1991 QUESTI ONNAI

I amgoing to ask you a series of questions about your ability to do
certain activities even when using specialized or technical aid. Please tell ne
about only those difficulties that have |l asted or are expected to |ast six
nont hs or nore.

1. Do you have any difficulty hearing what is said in a conversation with one
ot her person?

2. Do you have any difficulty hearing what is said in a group conversation
with at | east three other people?

3. If yes, What is the main condition or health problemthat causes you
difficulty hearing?

4, Do you have any difficulty seeing ordinary newsprint, with glasses or
contact lenses if usually worn?

5. Do you have any difficulty seeing clearly the face of someone across a room
(that is, from4 netres or 12 feet), with glasses or contact lenses if

usual Iy worn?

6. If yes, What is the main condition or health problemthat causes you
difficulty seeing?

7. Do you have any difficulty speaking and bei ng understood?

8. Do you have any difficulty wal king 350 netres or 400 yards wi thout resting
(about three city bl ocks, about half a kilometre or a quarter of a mle)?

9. Do you have any difficulty wal king up and down a flight of stairs (about 12
steps)?

10. Do you have any difficulty carrying an object of 4.5 kilograns for 10
metres or 10 pounds for 30 feet (for exanple, a bag of groceries)?

11. Do you have any difficulty noving fromone roomto another?

12. Do you have any difficulty standing for nmore than 20 m nutes?

*Statistics Canada, 1991 Health and Activity Limtation Survey for
Institutions (Adults) (Otawa, Statistics Canada, 1991). Interview form 04.

-71-



13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

When st andi ng, do you have any difficulty bendi ng down and picking up an
obj ect (for example, a shoe) fromthe floor?

Do you have any difficulty dressing and undressing yoursel f?
Do you have any difficulty getting in and out of bed?

Do you have any difficulty cutting your own toenails? (That is, is it
physically difficult for you to cut your own toenail s?)

Do you have any difficulty using your fingers to grasp or handl e (such
i npl ements as pliers or scissors)?

Do you have any difficulty reaching in any direction (for exanple, above
your head)?

Do you have any difficulty cutting your own food?

Because of a |ong-term physical condition or health problemthat has |asted
or is expected to last six nonths or nore, are you linmted in the kind or
anount of activity you can do? ... (a) in the residence or institution? ..
(b) in other activities, outside the residence or institution, such as
travel, sport or |eisure?

Learning new things or reacting to new situations is sonetimes nore
difficult for one person than for another. Fromtine to tinme, EVERYONE has
difficulty remenbering the name of a fanmiliar person, or |earning something
new, or he or she experiences nmonents of confusion. However, do you have
any ongoing difficulty with your ability to remenber or |earn?

Because of a long-term enotional, psychol ogical, nervous or psychiatric
condition, that is, one that has lasted or is expected to |ast six nonths
or nore, are you limted in the kind or amobunt of activity you can do ..
(a) in the residence or institution? ... (b) in other activities outside
the residence or institution such as travel, sport or |eisure?
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Annex 11.3

TEN QUESTI ONS FOR SCREEN NG SERI QUS CHI LDHOGD DISABILITHB

1. Conpared with other children, did the child experience any serious delay in
sitting, standing or wal ki ng?

2. Conpared with other children, does the child have difficulty seeing, either
in the daytine or at night?

3. Does the child appear to have difficulty hearing?

4. When you tell the child to do sonething, does he/she seemto understand
what you are sayi ng?

5. Does the child have difficulty in wal king or noving his/her arns or does
he/ she have weakness and/or stiffness in the arns or |egs?

6. Does the child sonetines have fits, beconme rigid, or |ose consciousness?

7. Does the child learn to do things |ike other children his/her age?

8. Does the child speak at all (can he/she make hinsel f/herself understood in
wor ds; can he/she say any recogni zabl e words) ?

9A. For three to nine-year-old children ask: |Is the child's speech in any way
different fromnormal (not clear enough to be understood by peopl e other
than his/her imediate fanly)?

9B. For two-year-old children ask: Can he/she nane at |east one object (for
exanple, an animal, a toy, a cup, a spoon)?

10. Conpared with other children of his/her age, does the child appear in any
way mental ly backward, dull or slow?
*S. Zaman and others, "Validity of the Ten Questions for screening serious

chil dhood disability: results fromurban Bangl adesh”, International Journal of

Epi demi ol ogy, vol. 19, No. 3 (1991), pp. 613-620.
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Annex 1.4

ASSESSI NG THE ACCURACY OF A SCREEN:. CONCEPTS OF SENSI TI VI TY,
SPECI FI CI TY AND PREDI CTI VE VALUE

To assess the accuracy of a screening procedure, both a screening result
and a criterion rating based on a nore definitive assessnent than the screen
(such as a clinical exam nation) nust be obtained for a sanple of individuals.
The screening result and criterion rating are then cross-classified as in the
following two row by-two colum tabl e:

Criterion rating

Screeni ng result Disability present Disability absent
Positive True positive Fal se positive
Negati ve Fal se negative True negative

A reasonably accurate screen is one that has:
. H gh sensitivity;
. Hi gh specificity;

. H gh predictive value. a/

Definitions:

(a) Sensitivity is the proportion or percentage screened positive anong
those with a disability (the nunber of true positives divided by the sumof the
nunber of true positives and the nunmber of false negatives);

(b) Specificity is the proportion or percentage screened negative anong
those with no disability (the nunber of true negatives divided by the sumof the
nunber of true negatives and the number of false positives);

(c) Positive predictive value is the proportion or percentage with a
di sability anbng those screened positive (the number of true positives divided
by the sum of the nunmber of true positives and the number of false positives).

Exanpl es:

Suppose 1, 000 people were screened for disability with a single question
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and | ater evaluated using a nore expensive and accurate nethod to determ ne
whet her or not they truly had a disability, and the followi ng results were
obt ai ned:
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Criterion rating

Screeni ng result Di sability present Di sability absent

Positive 45 150

Negati ve 5 800
Sensitivity = 45/ (45 + 5) = 0.90 or 90 per cent
Specificity = 800/(800 + 150) = 0.84 or 84 per cent
Positive predictive val ue = 45/ (45 + 150) = 0.23 or 23 per cent

True preval ence of disability = (45 + 5)/1,000 50 per 1,000 or 5 per cent

Is this a reasonably accurate screen?

The answer to this question requires judgenent and depends on the purpose

of the screen. |f the screen is designed for a fatal disease that can be cured
if detected early, the screen will be reasonably accurate only if its

sensitivity is 100 per cent and its positive predictive value greater than the
preval ence of the disease in the general population. In other words, if one is

screening for a fatal condition that is curable if detected early, the screen
shoul d not m ss even a single case, and the preval ence of the disease in those
screening positive nust be higher than the preval ence of the disease in the
general popul ation to make the screeni ng procedure worthwhil e.

If the purpose of the screen is to estimate the preval ence of disability in
t he popul ation, a sensitivity of 90 per cent may be considered quite acceptable.
A positive predictive value of 23 per cent when the preval ence of disability in
the population is 5 per cent is acceptable only if the follow ng conditions
hol d:

(a) Positive screening results are followed by additional questions or
assessments to distinguish true positives fromfal se positives;

(b) The proportion of the popul ation screening positive is relatively
small so that followup is required for a relatively small proportion of the
popul ati on;

(c) The cost of the screening procedure per person screened is nuch |ess

than the cost of obtaining the criterion rating.
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If the screening approach was used in a census to obtain an estinmate of the
nunber of people with inpairnents or disabilities in the population, a
sensitivity of 90 per cent and a positive predictive value of 23 per cent would
be acceptabl e and the screening procedure worthwhile if the above three
condi tions held.

Not e t hat:

(a) Wthout condition (a), the preval ence of disability in the popul ation
estimated fromthe screening question would be inflated nearly fourfold (195 per
1,00 instead of the true preval ence of 50 per 1,000);

(b) Wth condition (a) and no followup of the najority screening
negatives, the preval ence of disability in the population would be estimated to
be 45 per 1,000 which is very close to the true preval ence;

(c) Wthout conditions (b) and (c) above, it nmay be nore cost-effective to
obtain criterion ratings for everyone in the population than to inplenent the
screeni ng.

Note al so that estimates of the sensitivity and positive predictive val ue
of a screen can be made only if both screening results and i ndependent criterion
rati ngs are obtained for a sanple of individuals so that the results may be
cross-classified in a two rowby-two columm table. |If the condition being
screened for is rare (that is, of less than 10 per cent prevalence), it will be
necessary to obtain criterion ratings for a large sanple with negative screening
results in order to assess sensitivity. b/

Not es

al Teaching Health Statistics: Twenty Lesson and Seminar Qutlines,
S. W Lwanga and C. -Y. Tye, eds. (Geneva, WHO 1986).

b/ M S. Durkin and others, "Validity of the ten questions screen for

chil dhood disability: results from popul ati on-based studi es i n Bangl adesh,
Jamai ca and Paki stan", Epidem ol ogy (May 1994).
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I'1l1. DEVELOPMENT OF DATABASES: | NI Tl ATI NG NEW SURVEY WORK

In order for inmpairment, disability and handi cap to be adequately
considered in the planning and devel opnent of social policies and progranmes,
there is a need for baseline statistical information on the frequency of
disabilities in various subgroups of the population, the living conditions and
servi ce needs of people with disabilities, the underlying causes of inpairnent,
and other related topics. The purpose of the present chapter is to provide
information and initial steps for the production of statistical information to
pl an, nonitor and eval uate policies and programes:

(a) To inprove the quality of life of people with disabilities

(b) To increase opportunities and participation of persons with
disabilities;

(c) To reduce the incidence of disease and traunma that cause inpairnments
and disability.

Before statistical information can serve these purposes, relevant
i ndi cators of frequency, circunmstances such as handi cap, and rehabilitation
needs nust be agreed upon and gui delines for neasuring those indicators
devel oped and i npl emented. Proposed indicators are described in subsection D.2
of this chapter.

Chapter Il of this nmanual stresses the inportance of using existing
statistical information as nuch as possible to develop a profile of disability
in one's population. |In the process of reviewing all existing sources of data

and devel oping a profile, one may find that sufficient information is being
produced by census, survey and adm nistrative progranmes to conpute required
disability indicators. Alternatively, one may find critical gaps and
limtations. The suggestions put forth in this chapter are intended for
situations in which a need to produce new i nformati on has been identified.
Consi derabl e work is yet to be done to develop internationally recognized and
accepted definitions and criteria as well as instrunents for measuring
disability and rel ated concepts. It is hoped that the follow ng suggestions
will stinulate progress in these areas. As progress is made, the suggestions
will of course require revision

A.  Suggestion 1: Consulting people with disabilities

It is essential to consult organi zations of people with disabilities and
other interested organizations on the follow ng issues:

. Devel opnent of questionnaires;

-78-



. Consi deration of ethical issues, |anguage and fielding strategies;
. Public relations and educati on canpai gns regarding the survey.
Persons with disabilities, organizations that represent them and proxy
i nformants such as fam |y nenbers and carers can be asked to describe their

experi ences wi th handi cap so that these experiences may be taken into
consideration in the planning of survey questions.

B. Suggestion 2: Review ng ethical standards

Any plan to produce statistical information on disability in a population
shoul d conformto basic and internationally recognized ethical standards for
survey and epi dem ol ogi cal research. These include:

. Vol untary and inforned consent: Unless anonynous adm ni strative data
are to be used, participation in the study should be voluntary, the
deci sion not to participate should have no unfavourabl e repercussi ons
for potential participants, and potential participants should be
i nformed of these arrangenents prior to agreeing to participate in the
survey;

. Confidentiality: Al data collected should be kept confidential and
not used in any way that could cause harm or enbarrassnent to
participants. The names of individuals providing data are never to be
used in materials prepared for distribution

. Referral to services: A strategy should be devel oped in advance of
the survey to provide referrals of individuals identified during the
course of the survey who are in need of nedical or rehabilitation
services. It is inperative that fal se pronises of services not be
al l owed during the fieldwrk of the survey;

. Adherence to quality standards for surveys and data collection
Failure to adhere to standards for data collection could result in
data that are not useful, resulting in a waste of public funds as well
as of the tine and effort of survey participants and field staff;

. Di ssem nation of results: Failure to analyse the data collected and
publish or otherw se disseninate the information obtained in a tinely
fashion results in waste of val uabl e resources expended in planning
and i npl enenting the data-collection procedures;

. Protection of survey participants frompotential harm Data-
coll ection procedures that could potentially harm participants shoul d
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be avoided. The safety of individual participants in a survey takes
precedence over potential benefits to be gained by the population as a
whol e as a result of the information collected. 28/

C. Suggestion 3: Defining the popul ation of interest

The popul ation is the universe about which information is desired. When
information is wanted on the frequency of disability, the population may consi st
of all persons in a nation or other geopolitical unit, such as a region, a
district, a province, a city, a health district or another unit. The popul ation
may be further defined by age group (for exanple, children ages 0-14, persons
over age 15, persons over age 65); occupational group (for exanple, agricultura
wor kers, construction workers, office workers); and other special groups (for
exanpl e, ethnic groups, inmgrants, refugees, honeless people). |If information
i s needed on the preval ence of disability in a country, the popul ation would be
the entire population of the country, not only a subpopulation with
disabilities. |If information is needed on the use of technical aids by people
with inpairnents or disabilities in a country, the popul ation would include al
people with inpairnents or disabilities in the country. Defining as precisely
as possible the population of interest is a first step in evaluating and
devel opi ng statistical information on disability.

D. Suggestion 4: Defining the domains of interest

A domain of interest refers to the specific information that is needed
about a population. It can be defined in terms of:

(a) Topics;
(b) Indicators;

(c) Research and policy questions.

1. Topics

The nost basic statistical infornmation about disability is its frequency
and distribution in the popul ati on:

(a) The nunber of persons with disability according to age group, sex and
type of disability;

(b) The overall or crude preval ence of disability (nunber of people with
disabilities per 1,000 people in the population);
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(c) The preval ence of disability in each age group (0-4, 5-9, 10-14,
15-19, 20-29, 30-39, 40-49, 50-59, 60-69, 70-79, 80-84, 85 or over);

(d) The preval ence of disability in nales and fenal es, by age group and
for all ages and by urban/rural residence.

Detailed informati on about disability in the population that nmay be further
requi red incl udes:

(a) The preval ence of specific types of disabilities, including serious
difficulties in seeing, hearing, wal king or noving about, doi ng nmanual tasks,
speaki ng, communi cating, |earning and thinking (these can be defined and
classified using broad or detailed | ClDH cat egori es and codes); 1/

(b) The underlying conditions and causes of inpairnments and disabilities
in the popul ation and the extent to which causes are known. Broad categories of
the causes of inpairnments are given below (Wthin these broad categories,
specific factors may operate during various stages of life (prenatal, perinatal
postnatal or later). Each of these broad categories can be further categorized
according to specific underlying conditions and/or diagnoses, which can be coded
using WHO S International Classification of D seases, Ninth revision (I1CD9) 29/
or WHO S International Statistical Cassification of D seases and Rel ated Heal th
Probl ens (1 CD10), Tenth revision, 1992. 4/) The broad categories include:

(i) Infectious and parasitic;

(ii) Cenetic;

(i) Nutritional;

(iv) Injury and traung;

(v) Oher diseases and conditions;

(c) The severity, estimated duration (outlook), age at onset of
disability. Categories and codes for severity and duration are proposed in
ICIDH 1/ and sumarized in annex II11.1. The ICIDH severity scal e includes six
level s of disability severity. A 10-level severity scale was used in nationa
di sability surveys carried out in the United Kingdomof Geat Britain and
Northern Irel and; 30/

(d) The previous use by people with disabilities of nedical and
rehabilitati on services, personal assistance and assistive technology as well as

current needs for these;

(e) The inpairnments associated with the disabilities identified,
experi ence with handi caps associated with the disabilities identified;
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(f) The quality of life of people with disabilities (living conditions,
heal th, social and econonic conditions);

(g) The barriers to full participation by, and equal opportunities for
people with disabilities (prejudice, absence of environnental nodifications to
enable nobility, issues of integration and independent |iving);

(h) Public attitudes towards disability and towards governnent
responsibility to protect the rights of people with disabilities;

(i) Social and econonmic characteristics not nentioned above, including
marital status of an adult with disability or of the parents of a child with
di sability; household i ncome and expenditures; |eisure activities; and schoo
at t endance;

(j) GCeneral health and nutritional characteristics, including height,
wei ght, caloric intake, nedical history and current health status;

(k) Current access to and use of services for primary and secondary health
care, famly planning, rehabilitation, conpensatory econom c neasures,
counsel I i ng and enpl oyment. 31/

2. Indicators

An indicator is a summary neasure of a popul ation characteristic used to

nmeasure changes or nonitor progress with respect to national goals or programme

targets.

The design and production of indicators of disability

The United Nations Standard Rul es on the Equalization of Cpportunities for
Persons with Disabilities indicate that Governments assume the ultimte
responsibility for the collection and dissem nation of information on |iving
conditions including obstacles that affect the |lives of persons with
disabilities. The WHO nenber States of the European region prepared indicators
to evaluate and nmonitor the regional targets of the G obal Strategy for Health
for All by the Year 2000 (EURQ HFA) 32/ and included the follow ng inpairnment-
and disability-rel ated indicators.
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Box Ill1.1. Strategy for health for all, European region a/
EURO HFA target 3: Better opportunities for people with disabilities

. Percent age of persons with disabilities of working age engaged in
occupational activities (EURQ HFA indicator 3.2)

EURQO HFA target 4: Reducing chronic di seases

. Nunber of days of tenporary disability per person per year, by age and
sex (EURO HFA indicator 4.1)

. Percent age of the popul ation experiencing different |levels of long-term
disability, by age and sex (EURQ HFA indicator 4.2)

. Disability-free |ife expectancy (DFLE) b/ at birth and at ages 1, 15, 45
and 65, by sex (EUROQ HFA indicator 4.5)

al See WHO, Health for All Targets: The Health Policy for Europe,
updated ed., Health for Al Series, No. 4 (Copenhagen, WHO Regi onal Ofice for
Eur ope, 1993).

b/ A synthetic indicator of nortality/disability, following the initial
work by Statistics Canada and |'Institut national de la santé et de |la
recherche nedicale (I NSERM of the network on health expectancy (Réseau
d' espérance de vie en santé (REVES)). See J. M Robine, "Estinating the val ue
of disability-free life expectancy (DFLE) for Wstern countries in the |ast
decade: how can this new indicator of health status be used?" Wrld Health
Statistics Quarterly, vol. 42, No. 3 (1989), pp. 141-150. In French.

It is generally agreed that the type of information requested for the
EURO HFA targets will have to be net l|argely through surveys.

In 1993, the framework for the third nonitoring of progress towards Health
For Al issued at the global |evel included an additional disability-related
i ndicator, jointly devel oped by the Statistics Division of the United Nations
and VWHO
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Box Il11.2. Disability-related indicator a/

The nunber of people identified as having one of the follow ng types of
di sabilities:

(a) Seeing;

(b) Hearing;

(c) Speaking;

(d) Moving;

(e) Learning/ conprehendi ng;

(f) Oher (to be specified).

al VWHO, I nplenentation of Strategies for Health for Al by the Year
2000, third monitoring of progress: common framework CFMB (WHO HST/ GSP/ 93. 3)
(CGeneva, 1993).

A simlar indicator has been devel oped with the United Nations Children's
Fund (UNI CEF), WHO and the Statistics Division of the United Nations for use in
assessment of progress towards the ainms of the Wrld Summit for Children. 33/
It is shown bel ow

Box I11.3. Health goals of the World Summit for Children
GOAL: I nproved protection of children in especially difficult circunstances.

Indicator: The total nunber of persons with disability, specifying the nunber
havi ng serious difficulty, of a duration of at |east six nonths or
of an irreversible nature, in age groups 0-4, 5-14, 15-19, and 20
or over):

» Seei ng

e Hear i ng/ speaki ng

* Mbvi ng

 Lear ni ng/ conpr ehendi ng

eHavi ng strange or unusual behavi our
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eCther disability

The total disability rate: Rate per 1,000 children age groups 0-4, 5-14, and
15-19, and adults aged 20 years or over.
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Countries are also encouraged to report recent rehabilitation service
coverage by type and age group. These indicators are currently being devel oped.

The basic requirenments for the devel opnment of any disability indicator
i ncl ude:

. A definition of disability;

. A nmeans of identifying persons with disabilities;

. Valid estimates of disability preval ence rates by age group and sex.
An exanple of the way in which indicators nay be derived fromthe basic

cross-tabul ati ons of survey research on disability is provided below This
exanpl e assunes that only three basic cross-tabul ations are avail abl e.

Table I1l.1. Population by major geographical location, sex and type of disability, if any

Geographical area, municipal Total Not with Persons with disability

ward or village council area disability

Total with Type of disability
disability

n @

Total country
Both sexes
Male

Female

Major region or geographical
area
Both sexes
Male

Female

And soon ...
Both sexes
Male

Female

Table 111.2 is particularly inportant when planni ng CBR programmes, since
it offers information on the nunber of persons in each major geographical area
(such as province, major city, or nmunicipality) who report a disability. This
table could be additionally supported by a nore detail ed cross-tabul ation
showi ng the age distribution of persons with disability in each area where CBR
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programmes are being planned. The preval ence of disability could thus be
conpared anong each of the areas.
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Table 11l.2. Population by urban/rural residence, type of disability, age group and sex

Total Not with Persons with disability

disability

Total with Type of disability
disability

Total country

Both sexes

All ages
0-4
5-9
10-14
15-19
20-24
25-29
30-34
35-39
40-44
45-49
50-54
55-59
60-64
65-69
70-74
75-79
80-84
85-89
90-94
95-99
100 or over

Male
Age groups ...

Female

Age groups ...
Urban

Both sexes

Age groups ...

Male
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Age groups ...

Female

Age groups ...

Rural

Both sexes

Age groups ...

Male

Age groups ...

Female

Age groups ...

And soon ...
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Fromtable I111.3, the following statistics and indicators requested by WHO
and UNI CEF and by the European Conmunity nmay be produced:

(a) The nunber of persons in the country reporting a disability, according
to age and sex (urban and rural areas);

(b) The preval ence of disability per 1,000 population (nales, fenal es and
total population, as well as for urban and rural areas);

(c) Disability-free life expectancy (DFLE) or the estimation of average
years of life lived without disability for the total population (nale, fenale,
total population; at birth, at age 65). 34/ The production of this synthetic
i ndi cator also requires informati on about age-specific nortality of the
popul ati on;

(d) Percentage of total life spent with disability: a ratio based upon
DFLE t hat conpares the percentage of estimated years with disability with the
total expected years of life;

(e) Age-sex pyramd of disability, based upon the nunber of males and
femal es in each age group;

(f) Sex ratio of persons with disability, or the ratio of nales with
disability to females with disability.

Box I11.4. Exanple of using cross-tabul ations to produce
an i ndi cat or

EURO HFA target 3: Better opportunities for people with disabilities

. Percent age of persons with disabilities of working age engaged in
occupational activities (EUROQ HFA indicator 3.2)

One woul d request the cross-tabulation (table 111.3) showi ng the popul ation
aged 15 years or over with disabilities according to age, sex and current
activity status.

Fromtable I11.3, when conpleted, the follow ng indicators can be prepared:

(a) The percentage of persons with disability of working age engaged in
regul ar occupational activities;

(b) The percentage of wonmen and men with disability who are unenpl oyed;
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(c) The sex ratio of enployed persons with disability (enployed nmales with
di sability/enployed females with disability).

The purpose of these exanples is to denponstrate that a nunber of inportant
disability indicators may be produced with the use of two or three basic
cross-tabul ati ons from censuses or surveys. It is inperative to anticipate the
statistics to be devel oped from each tabul ation requested, so that the analysis
remai ns feasible both financially and in terns of available staff within a given
time-frame.
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Table 111.3. Population with disability aged 15 years or over, by sex, age group and current activity status

Total Current activity status
Currently active
Total Employed Unemployed Not currently active
Total First Worke Total House- Studies Retire-  Other
job d hold ment

seeker before

duties

Not

stated

Total population with

disability
Both sexes
Total
15-19
20-24
25-29
30-34
35-39
40-44
45-49
50-54
55-59
60-64
65-69
70-74
75 or over
Male
All age
groups ...
Female
All age
groups ...

Disability type |
and so on
Both sexes
All age

groups ...

-02-



UNI CEF/ WHO recommend t hat disability preval ence rates be estinated
separately for the age groups 0-4, 5-14, 15-19, and 20 or over, for males and
femal es, and for rural and urban popul ations. They also recomend that
countries report recent rehabilitation service coverage by type and age
group. 33/ Specific and detail ed guidelines for nmeasuring disability and for
calcul ating disability preval ence and programre coverage must still be
devel oped.

When a formal statistical indicator pertaining to disability has been
agreed upon, the indicator itself defines the domain of interest. An exanmple is
the indicator nentioned above: preval ence of disability in the population. The
guidelines for this indicator specify that it should represent the estimated
nunber of people with a disability in designated age groups per 1,000 people in
t hose respective age groups in the popul ation, using agreed concepts and
definitions of disability.

There is significant and increased attention being given by the
i nternational community and by Governments to the devel opnent of gl oba
indicators relevant to disability. Al indicators should be presented in as
val ue-free a manner as possible. The wording should be carefully considered to
avoid the erroneous inplication that people who experience functiona
l[imtations are of |esser worth.

It is recomended that DFLE 34/ and life expectancy estimtes be
i npl enented as core indicators in health statistics. Estimtes of the
proportion of life expectancy with inpairment, disability and/or handi cap can
then be derived. The sources of age-specific inmpairnment, disability and
handi cap rates used in the cal cul ati on of DFLE should be clearly expl ai ned,
using | CIDH term nol ogy. 35/

3. Research and policy questions

Statistical information is useful ultimately if it can hel p answer
i nportant research or policy questions. The best way to delineate donmins of
interest is to phrase the question or questions one eventually wants to answer
and define the specific informati on needed to answer those questions. Questions
rel evant to disability range from basi c ones about frequency and distribution in
t he popul ation to those concerning specific rehabilitation needs, or the inpact
or success of public policies or programres. Several exanples of research or
policy questions calling for statistical information on disability are given
bel ow, along with the respective domai ns of interest.
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Exanpl e:

Research or policy question

Donmi n of interest

How does the preval ence of
disability vary by age, sex and
urban/rural residence?

How do people with disabilities
conpare with others in terns of
maj or soci o- econom ¢ i ndicators?

How has national legislation to
facilitate equal access of people
with disabilities to
opportunities affected the
physical mobility of people with
di sabilities?

VWhat proportion of people with
disabilities in need of
rehabilitati on services are being
served?

What are the reasons for non-use
of rehabilitation services by
people with disabilities?

VWhat are the average nunber of
years of |ife expectancy with a
noder at e/ severe disability for
worren and men? According to type
of disability? What percentage
of total life expectancy is spent
with disability?

Preval ence of disability in each age group
(number with and without disabilities in
each age group), for males and fenales,
urban and rural area

Wthin specific age groups, mean val ues and
frequenci es of people with and w t hout
disabilities in terms of years of

education; literacy; household inconeg,
expendi tures and assets; housing
condi tions; occupational rankings

Changes over tinme (before and after
enactment of the legislation) in indicators
of mobility of people with disabilities.
Possi bl e indicators of nobility include

participation in activities such as school
organi zed recreational activities, work
out si de the hone and social events; nunber

of people with disabilities using public
transportation, libraries, nuseuns and
other facilities; and survey results
concerni ng peopl e's perceptions of changes
i n di stances covered

Esti mates of the nunmber of people with
disabilities in the population, and the
nunber within this group who are using the
services

Reasons given by people with disabilities
and their fanilies, by service providers,
and by admi nistrators, for not using the
services; estimated frequency of each
reason

Estimates of |ife expectancy with and
wi t hout disability by sex

E. Suggestion 5:

Revi ewi ng exi sting sources of

i nf ormati on
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The i nmportance of a thorough review of existing sources of information by
t he agencies responsible for the collection and di ssem nation of information on
disability in the popul ati on cannot be overstated. Too often, surveys to

coll ect new data on disability are planned and undertaken w thout maki ng use of
what is already known.
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Box I11.5. A national exanple of "no existing data"

Recently, a ministry in a country applied for international funds to
plan, carry out, and disseninate the results of a |large survey to detern ne
the preval ence of disability in the popul ation and obtain informtion about
the econonic activity of people with disabilities. The applicants specified
that the work needed to be conpleted within six nonths of the application
date. In response to this application, the funding agency asked the
applicants to provide a summary of current information on disability in their
country, and to identify the specific needs for additional information. The
applicants responded that they were unaware of any previously collected data
or published statistical information on disability in their country. This
response provoked a reviewer of the application to conmpile a prelimnary
sunmary of previously published information on disability in the country. No
fewer than five major sources of existing information were identified:

(a) The national census;
(b) A national denographic survey;

(c) A denographic sanple survey focused specifically on people with
di sabilities;

(d) A labour force survey;
(e) A national survey of disabilities in children

It was clear fromthe existing information that persons with disability
were nmuch less likely than the general popul ation to be econonically active,
and this was what the mnistry had initially hoped to determine. The fina
response to the application was that the information could be obtained with
little cost and within the six-nobnth tine constraint by using existing sources
of information.

The above exanple serves to reinforce the inportance of thoroughly
reviewi ng existing informati on before considering proposals for additional data-
collection efforts. Three main advantages of using existing data are:

(a) Time. The work involved can be done in nuch less time than that
required to plan and carry out new data collection and anal yse the results;

(b) Cost. The cost is nuch |ess than that of a new survey or any other
data-collection effort;
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(c) Ildentification of specific needs for additional data collection
Speci fic gaps and needs for additional information can be identified so that new
dat a-col l ection efforts can conpl ement, expand upon and inprove rather than
duplicate previous ones. Thus, review of existing sources of data is a critica
step in identifying specific needs for additional data collection

F. Suggestion 6: Tine projections

Wth few exceptions, the decision to collect new data for the purpose of
devel opi ng useful population information is a long-termcomitnment. |If the
decision is nade to collect census data on disability by adding or nodifying
guestions in the national census, initial steps must be made several years in
advance of the census date. Furthernore, an additional few years will el apse
after the census data have been coll ected before those data are processed and
the required statistical infornation is available for public use. For nationa
censuses undertaken every 10 years, it is reconmended that contacts be made with
the statistical office responsible for carrying out the census, and a proposa
drafted for inclusion or nodification of questions on disability at |east six
years prior to the anticipated date of the census. Therefore, the decision to
use the national census and post-censal household survey programres as a neans
of devel oping statistical information on disability in a population involves a
m ni mum 10-year conmitment.

Sanmpl e surveys

These are generally a nmuch nore rapid and efficient neans of producing
statistical information than popul ati on censuses. Nevertheless, the tine
between initial planning and rel ease of the information froma sanple survey can
be as long as five or six years. The actual tine requirenents will be a
function of factors such as:

. Anount, conpl exity and accuracy of the infornmation required,
. Ease with which a sanple can be selected and individual s contacted,;
. Extent to which the survey can incorporate previously devel oped

nmet hods of data collection (for exanple, previously tested
questionnaires, tests of functional abilities, adnmnistrative
records);

. Si ze of the sanple required

Rapi d met hods for estimating the preval ence of serious chil dhood
disabilities in populations with |imted professional resources (the ten
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guestions (annex I1.3) and disabilities in adult popul ations (the 22 basic
guestions (annex I1.2) have been devel oped and tested in several countries. 24/

Usi ng these nmethods and given a well-trai ned and notivated survey and
assessment team reasonably accurate estimates of preval ence can be made within
a two-year period.

Attaching a set of disability questions onto a sanple survey that has been
prepared for another or related topic can constitute a particularly efficient
use of the sanple survey nethod to collect data on disability. However, this
approach, too, requires anple advance planning. First, it is necessary to
contact the agency responsible for carrying out the survey to find out when the
next survey is likely to be schedul ed. Agencies responsible for ongoing or
regul arly schedul ed surveys include mnistries or departnments of |abour, health,
education and social welfare, as well as central statistical offices and other
agenci es and organi zations. Typically, the final questions and forns for a
sampl e survey are prepared and approved at |east one year prior to the start of
the fieldwork (data collection). Therefore, the initial contacts and proposals
to include questions on disability nmay need to be made two or three years in
advance of the start of the survey fiel dwork

One-tine or ad hoc surveys can also take three to five years to conplete,
including time for preparation, fieldwrk, data processing and anal ysis, and
producti on of a report.

Ongoi ng sanpl e survey progranmes have inportant advantages over ad hoc or
one-time surveys for the collection of data on disability. One advantage is
t hat ongoi ng survey programes can nake nmaxi mum use of the resources initially
expended, including the time and other resources used in preparing for the data
collection as well as the trained personnel and other resources dedicated to
col l ecting, processing and anal ysing the data on a regul ar basis. Another
advant age of ongoing survey programmes is that they offer opportunities to | earn
from previous experiences, so that the quality and useful ness of the informtion
produced can be advanced with each new survey. A third advantage of ongoing
survey programes is that they all ow for ascertai nment of changes over time in
key indicators. Analysis of changes over tine in indicators such as frequency
of various types of disability, severity of disability, quality of life,
opportunities and participation of people with disability, and rehabilitation
needs of a population can play a critical role in programme and policy
eval uati on.

G Suggestion 7: Considering howthe data will be used to
provide information or to answer a question, before
finalizing plans for data collection

Several steps are involved between the initial plan for data collection and
the release of a report containing statistical information. These include:
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(a)
(b)
(c)
(d)
(e)
(f)

(9)

Data col | ecti on;

Codi ng;

Data entry;

Dat a processi ng;
Statistical analysis;

Interpretation;

Preparation of a report.
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Box I11.6. Data col | ecti on

In constructing statistical information for a popul ation, data nust be
coll ected on relevant variables for all individuals or a representative sanple
of individuals in the population. Three general nethods of collecting data on
disability are:

(a) Abstracting data from adm nistrative records or |inking them from
conputerized files;

(b) Filling out questionnaires or forms designed for collecting data
fromwhat individuals say or think

(c) CQbserving behaviour, physical features, test perfornance or
| aboratory or exam nation results.

To ensure successful data collection, standard procedures nust be
devel oped, tested and foll owed; persons follow ng the procedures nust be
trained i n advance and nonitored throughout the data-collection process; and
routi ne spot checks should be made to assess the quality and conpl et eness of
t he dat a.

Box I11.7. Pretesting

The inmportance of pretesting and trial use of the questionnaire cannot be
over enphasi zed. Pretesting the questionnaire neans that tine is spent trying
out the interview, timng howlong it takes to do the interview, and observing
the interviewas it occurs. Notes are taken and sunmarized by the observer
and by the person doing the interview about the way in which the questions
were received; msunderstandings that occurred; and | anguage that was not
under st ood.

During the pretest, one would check to see that the covering page of the
qguestionnaire is adequate; that the screen for adults and children is working
appropriately; that people are not enbarrassed or insulted by the questions;

t hat peopl e have answers to the questions being asked (for exanple, not al
peopl e know t he exact medi cal diagnosis of the underlying condition causing an
i mpai rment); and that appropriate questions are asked.
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Box 111.8. Questionnaires

A questionnaire is a standard form containi ng questions or itemnms of
i nformati on and an instrument for systenmatic data collection. The purpose of
a questionnaire is to ensure that conparable data are collected from al
individuals in the sanple. Questionnaires can be self-adm nistered by the
respondent (the individual for whomdata are being collected) if the
respondent is literate and capable of filling out the questionnaire. They can
al so be administered as a personal interview by trained interviewers. Self-
admi ni st ered questionnaires cost |ess to adm nister, but personal interviews
are necessary in nmany circumstances to enhance the accuracy and conpl et eness
of the data. Questionnaires can be relatively structured, neaning that
structured answers or options are provided for the respondent to choose from
or tick off. An exanple of a structured question is:

Does the child have difficulty (check all that apply):

___ Seeing ___ Hearing Wl king
___ Dressing ___ Feeding ___ Tal king
___Under st andi ng ___ Conmuni cati ng ___ Oher

The questions on a questionnaire can al so be open-ended, neaning that the
respondents are encouraged to answer the questions in their own words and to
provi de whatever information cones to mind. An exanple of an unstructured
guestion is:

Pl ease describe what you see to be the child' s functional linitations, by
which | mean the basic functions or activities that the child has trouble
perform ng when conpared with other children of his/her age.

In general, highly structured questionnaires are preferable for obtaining
systematic data for statistical analysis. For categorical variables, the
responses on structured questionnaires can be pre-coded (assigned nunerica
codes).

Box 111.9. Data entry

Data entry involves transferring the coded data fromforns or
guestionnaires into a computerized format. Personal computers and
commercially avail abl e software packages nay be used. Several steps can be
taken in the data entry process to ensure accuracy entailing clearly designed
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forms, routine spot checking of data entered by conparing themw th data
recorded on the forns, and use of data entry programes that check the data
for logical consistency and out-of range values. To prevent accidental |oss
of data, a backup file of data previously entered should be nmade periodically
during each data entry session. In addition, daily and weekly backup files
shoul d be made of all data collected.
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Box I11.10. Data, databases, variables and coding

Data are the observations or facts used to construct statistica
infornmation. A database is a conpilation of data, and is usually
conputerized. Variables are factors about which data are collected and for
whi ch nunerical val ues have been assigned. Age, sex, presence of disability,
type of disability, severity of disability, previous use of rehabilitation
services, and current need for rehabilitation are exanples of variabl es that
m ght be included in a disability database.

To be useful for devel oping statistical information, data nust be
systematic and quantitative. "Systemamtic" inplies that the variable has been
wel | defined and that the same structured nethod is used to collect the data
for every individual in the sanple. Systematic collection of data is
necessary to ensure that the data are conparable fromindividual to
i ndividual. "Quantitative" inplies that the data have been given nunerica
val ues. Sone variables are inherently numerical or quantitative, such as age,
hei ght, weight, and test scores. Qher variables are qualitative
(categorical) and nust be given an arbitrary nunerical code before they can be
anal ysed statistically. Exanples of qualitative variables with arbitrarily
assi gned numrerical codes are:

Vari abl e Val ue and code
Di sability present No =1
Yes =2

Not known = 9
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Box I11.11. Data processing

Dat a processing involves the creation of summuary tables or graphs that
i ndicate the frequency of conpleted forns or questionnaires along with
frequenci es corresponding with each data item Below is an exanple of a
frequency table fromthe 1988 Survey of Disabled and Aged Persons conducted by
the Australian Bureau of Statistics. al/

Frequency of severe disability by age

Age grou Nunber Per cent age
5-14 53 300 10. 4
15-29 44 900 8.8
30-44 73 200 14. 3
45-59 85 400 16. 7
60- 69 85 800 16. 8
70 or over 169 000 33.0
Tot al 511 600 100.0

In addition to sinple frequency tables, data processing involves the
preparation of cross-tabulations of two or nore data itens (variables). The
followi ng cross-tabulation is fromthe 1988 Survey of D sabled and Aged
Persons conducted by the Australian Bureau of Statistics. a/

Frequency of severe disability by age
and |iving arrangenent

Nunber (percentage) Nunber (percentage)

Age grou living al one not living al one
5-14 (not avail abl e)
15-29 1796 (4.0) 43 104 (96.0)
30-44 2 708 (3.7) 70 492 (96.3)
45-59 6 832 (8.0) 78 568 (92.0)
60- 69 9 181 (10.7) 76 619 (89.3)
70 or over 56 108 (33.2) 112 892 (66.8)
Tot al 82 367 (16.1) 429 233 (83.9)

The goal of data processing is to prepare the infornmation collected for
statistical analysis, interpretation and reporting.
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al |. Castles, Carers of the Handi capped at Home, Australia, 1988
(Canberra, Australian Bureau of Statistics, Comobnwealth of Australia, 1990).
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Box II1.12. Statistical analysis

Statistical analysis involves calculating estinmtes of popul ation
characteristics fromdata collected for a sanple fromthe population. a/ Sone
exanpl es of statistical estinmates relevant to inpairnent, disability and
handi cap are gi ven bel ow.

Survey estimates shoul d be acconpani ed by correspondi ng esti nates of
sampling error, at |least for the mjor variables obtained in the survey.
These are used to construct confidence intervals around the estimates to
i ndicate the range in which the "true" popul ation value lies, while
renmenbering that the survey is based on a sanple rather than on the entire
popul ation. In conparing two different estinmates - for exanple, the
proportion of females with disabilities with that of males with disabilities -
tests of statistical significance should be carried out to ensure that the
observed difference has not occurred owing to chance, again as a result of the
fact that sanples were used to generate the estinates.

The steps to be taken to obtain statistical estinates depend on the study
desi gn and sanpling nethod and are described in textbooks of statistics and
survey met hodol ogy. The goal of statistical analysis is to facilitate the
interpretation and policy recomendations to be nade fromthe data coll ected.

The results of statistical analysis should be sunmarized in a witten report
for distribution to the appropriate audi ences.

al S. W Lwanga and C. -Y. Tye, eds., Teaching Health Statistics:
Twenty Lessons and Semi nar Qutlines (Geneva, WHO 1986).

Exanpl es:
. The total number of people with disabilities in the popul ation
. The proportion of people in the population with a disability. This

proportion nmay be expressed as the nunber of people with a disability
per 1,000 people in the population (in other words, preval ence);

. The preval ence of specific types of disability;
. Data from progranmes with reference to school attendance, |abour force
participation, services received, and participation in famly and

community life;
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. Survey reports of services received (nanmely, educational, health,
soci al ) ;

. The range of expenditures on rehabilitation services per capita (for
exanple, froma mninmumof zero to a maxi num of $10, 000);

. The ratio of the preval ence of disability in one group versus that in
anot her (for exanple, preval ence in honel ess people versus that in
peopl e with established hones).

A useful strategy in preparing for data collection is to think through the
steps fromdata collection, processing and analysis to report witing. Each
step should be planned with all subsequent steps in mind. For exanple, the
guestionnaire and ot her data-collection procedures are devel oped after a
t hi nki ng t hrough of the following: howthe data will be processed and anal ysed,
and the nature of the statistical information that will eventually be reported.

Al'l aspects of the data-collection plan nmust be reviewed in terns of whether or

not they will result in a data set that is useful for providing the information
needed, or for answering the policy question posed. |In the process of thinking
about how the data will be used, one may identify ways in which the data-

collection plan could be revised. Perhaps the initial plan called for
collection of data that would never actually be used, or omitted the collection
of data that would be essential to obtaining the information of interest.
Deficiencies and flaws in the data collection plan can often be rectified only
if anticipated in advance. The tenptation to change the procedures for data
collection in md-course, after the data collection has begun, should be avoi ded
because enormous difficulties may arise in the analysis if the data collected
before and those collected after a change in data-collection procedures are not
conpar abl e.

H.  Suggestion 8: Assessing the quantity and detail of the
data to be coll ected

A bal ance nust be mai ntai ned between the need for sinplicity and the need
for detail. Sinplicity of field procedures and of the data to be collected is
necessary to ensure that the essential data are obtained, that the fiel dworkers
and computers do not becone overwhel ned, that the individuals providing
information are willing and able to provide it, and that the information is
eventual ly used. A great deal of the tine, effort and expense of a data-
col l ection progranmre occurs in the planning phase, in recruiting and training
field staff, in selecting a sanple, and in naking contacts wth househol ds and
individuals in the sanple. Once contact has been nmade and an interviewis in
progress, very little extra time and effort nay be required to ask each
addi ti onal question. Decisions regarding how nmany questions can and shoul d be
asked requires judgenents about the quantity of information needed and about the
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resources available for collecting and processing the data.
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I. Suggestion 9: Deciding how precise and accurate the
statistical informati on needs to be

Box I11.13. Reliability and validity of neasurement tools

Reliability refers to precision. Data are reliable if they are
consi stent and repeatable. |If a question such as "Do you have a disability?"
elicits different answers when given to the sane people on different occasions
and when there has been no change in their true status, the question and the
data generated are said to be unreliable or inprecise. In order to be usefu
for producing statistical information, data nust have a hi gh degree of
reliability. The reliability of a survey question can be assessed by
adm ni stering the questions on repeated occasions to a sanple of individuals
and neasuring the degree of agreenent.

Validity refers to accuracy. Data are valid or have validity if they
reflect the truth. A question or other nethod of measuring has validity if
the data it produces are reasonably accurate. A very reliable question can
have either good or poor validity, but a very unreliable question cannot have
good validity. For exanple, if you ask a sanple of individuals to state their
wei ght and get consistent responses on two occasi ons you may concl ude that the
guestion is reliable. To determine its validity, it would be necessary to
conpare stated responses with a criterion such as actual neasures of weight.
Reliability is a necessary, but not sufficient, condition for validity.

Useful statistical information on disability nust be based on data that have a
hi gh degree of reliability as well as validity.

In general, greater resources are required to produce information that has
high reliability and validity than to produce information that is cruder or |ess
accurate. For sone purposes, relatively crude estimates of the frequency of
disability across | arge popul ation areas nay be sufficient. For other purposes,
hi ghly accurate information for provinces or even villages may be required. It
woul d be useful if producers of statistical information on disability could
provi de evidence of reliability and validity to allow potential users to assess
the quality of the information. Wenever possible, sanpling errors of survey
estimates should be presented so that users are know edgeabl e of the degree of
certainty associated with any estimate.

Anot her way of defining the reliability and validity of a neasure is in
terns of the ampunt of error it contains. Two broad sources of error in data

collected in sanple surveys are:

(a) Sanpling errors;
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(b) Non-sanpling errors.

1. Sanpling error

Sampling error is the difference occurring by chance between the val ue
estimated on the basis of data collected froma sanple and the true value in the
popul ation. The difference between the estimted and true val ues can be
estimated using theories and nethods of probability statistics, provided that a
met hod of probability sampling was enployed. Estimates that contain a | arge
amount of sanpling error are considered to have lowreliability and therefore
poor validity. Sanpling error depends on the sanpling, design and the size of
the sanple as well as the frequency or variability in the popul ati on of the
characteristic to be estimated. |If the purpose of a survey is to estimate the
preval ence of disability in the population and if the true preval ence is very
low, the effect of sanpling error on the preval ence estimte can be reduced and
m nimzed by increasing the size of the sanple, provided a given probability
sampl i ng desi gn was used.

2. Non-sanpling error

Non-sanmpling errors are di screpanci es between the infornation obtained and
the true information desired about a popul ation; they are independent of sample
size and cannot be reduced sinply by increasing the size of the sanple. There
are many potential sources of non-sanpling errors in data pertaining to
disability. "Non-response" or a situation involving mssing information occurs
when i nformati on cannot be obtained for sone of the people in the sanple. |If
information is mssing for a |arge portion of the sanple and the individuals for
whom the information is nmissing are different in terms of disability
characteristics fromthose for whomthe information is not mssing, the data
collected will be biased and not representative of the true characteristics of
t he popul ation. Oher kinds of non-sanmpling errors occur when:

(a) The informant or person providing the information gives incorrect
i nformati on either unintentionally (perhaps because he or she did not understand
the question owing to poor wording or inappropriate |anguage, because the
response options were not appropriate, or because he or she did not know the

correct answer) or intentionally (perhaps to conceal true information);

(b) The data-collection procedures are not followed consistently by field
staff;

(c) FErrors occur in coding;

(d) M stakes are made during conputer entry of the data.
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In estimating the preval ence of disability in the population, a relatively
crude approach, giving results that cannot be assumed to be highly accurate, is
to ask one household nmenber if anyone in a household has a disability. Sonewhat
nore accurate information nay be obtained by inquiring separately about each
i ndi vi dual being surveyed (or asking an i nformant who knows a given person well)
about the presence of disability. The npst accurate approach may be to
undert ake performance or functional exam nations of everyone in a sanple. The
deci si on of how accurate the information nust be to be useful involves weighing
the costs and benefits and sel ecting the nost accurate nethod that one can
afford to inmplenent, subject to the costs and tine allowed for the results.

J. Suggestion 10: Using probability sanpling when appropriate
and considering types of sampling and sanple size (see
box Il.5 for definition of probability sanpling)

Col l ecting data on a sanple rather than on the entire popul ation has
i mportant advantages if the population is large: it can be done in a relatively
short time and with fewer resources; the accuracy and conpl eteness of the data
can be enhanced and non-sanmpling error minimzed by focusing the data-collection
efforts on a relatively snmall nunmber of units. Sanmpling error can be accounted
for in the analysis if a probability sanpling nethod has been used.

K. Suggestion 11: Enhancing conparability between different
sources of information (census, survey, service records,

reqgistries)

In developing a statistical profile of disability in a population, it is
useful and necessary to select information fromvarious sources. The useful ness
of the profile for evaluation and decision-making will be enhanced if conparable
definitions and categories have been used in producing the information from
di fferent sources. For exanple, one may want to estimate rehabilitation service
coverage as a ratio of the number of people receiving services to the nunber of
people with disability in a population estimted froma sanple survey. This
approach is valid only if conparable definitions are used in obtaining the
numer at or and denoni nator of this ratio.

L. Suggestion 12: Review ng and naki ng use of previous work
on the validity of various nmethods of collecting data on

disability

. Previous work with children has shown that the questionnaire approach may
not be as sensitive for detecting even severe seeing and hearing
disabilities not previously identified as for detecting cognitive and notor
disabilities. 27/ Therefore, it is suggested that whenever possible,
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performance testing of vision and hearing be done to detect

i mpairments. 36/ Sinple and | ow cost performance tests of vision and
hearing i npairnments have been prepared by WHO. 37/ The WHO test for vision
inmpairment in infants and children aged three years or under is presented
in box Ill.14. Additional suggestions for perfornance testing are given in
the Cuide for Local Supervisors of the WHO manual Training in the Community
for People with Disabilities. 3/ Once a vision or hearing inpairnment is
detected, it may be possible to make inferences about the presence of
disability. For exanple, if the vision test has detected very |ow vision
in a child and the child does not wear corrective lenses, it could be
inferred that the child has a seeing disability.

Box I11.14. Test for vision inmpairnment in infants and
children aged three years or under

Let the nother sit down and hold the child on her Iap

Hol d a burning candle or torchlight 30-50 centinetres (cm (12-20 inches) in
front of the child.

Move the candle fromside to side and up and down.
If the child's eyes followthe light, then the child is able to see.
If the child' s eyes do not follow the light, repeat the test three times.

If the child' s eyes do not follow the light, then the child my have
difficulty seeing.

. Previ ous work has al so shown that accurate detection of even severe
disabilities in children requires special approaches. 24/, 38/ |If a
questionnaire or interview approach is used, the questions nust be:

(a) Developnentally appropriate, taking into account the age of the child
and the abilities expected of a child of that age;

(b) Culturally appropriate, asking about abilities that are expected of
children in the child' s culture;

(c) Answered by an appropriate respondent, that is, an adult who knows the
child well;

(d) Worded in appropriate | anguage, or |anguage that is clear, sinple,

-112-



unanbi guous and easily understood by the respondent. Special efforts nmay be
necessary to facilitate successful comrunication, particularly if the respondent
is not literate or has a communication disability.

M Suggestion 13: Assessing costs of collecting, processing
and di ssem nating new statistical information, and
sources of funding

The costs of a survey or other data-collection effort should be estimated
in advance so that funding can be secured and the project conpleted w thout
interruption. Costs are estimated in terns of requirenents for

. Personnel (salaries, benefits, admnistrative costs);

. Transportation;

. Equi pnent (for exanple, conputers, printers, telephones, neasuring
equi pnent ) ;

. Supplies (for exanple, stationery, printing, conputer supplies);

. O her expenses (for exanple, tel ephone charges, food, |odging).

To mninize costs, locally avail able resources should be used whenever
possi ble. Oten personnel paid fromother sources can be used. To obtain
funding for a survey or other data-collection project, it is necessary to submt
a formal proposal with a budget indicating anticipated expenditures and their
justification. Guidelines for preparing proposals and budgets nmay be provided
by the fundi ng source. Suggestions for preparing proposals and budgets for
surveys are al so provided in survey and research handbooks. 39/-41/

Advance planning and incorporation of a disability survey within a
regul arly planned national census or survey can reduce costs considerably. Wen
this is done, ad hoc budgeting is not required, as the expenses of the survey
are included in the regul ar data-collection programes of national planning
conmi ssions and related mnistries (see suggestion 6 above).

When proposing a survey, it is useful to consider the costs of not doing
the survey. Disability has multiple costs in ternms of |ost productivity, |ost

income, quality of life, and resources required to provide services. |If the
survey can lead to reductions in disability and handi cap, one coul d argue that
it is an investnent that will nore than pay for itself over tine.
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N. Suggestion 14: Dissem nation of survey results

Statistical offices are encouraged to provide microdata files on
i mpairment, disability and handicap for use by others. These files should be
void of personal identifiers. Rapid response by statistical offices to specia
requests for ad hoc tabulations will facilitate the use of data for planning and

pol i cy.

An inportant consideration in the dissemnation of statistical reports is
their accessibility to people with inmpairment, disabilities and handi caps. This
may require large-type, Braille, audio formats including audiovisual cassettes,
Ameri can Standard Code for Information Interchange (ASCI1) computer disks, and
speci al conputer programmes and interfaces for people with intellectua
i mpai r ment s.

It may be useful to include questionnaires in their original |anguage in
survey reports, with explanations of how the variables used to describe
functional restrictions were derived fromthe survey questions, and to show how
variables relate to | CIDH by neans of a correspondence table.

There is a need for production of reports for different audi ences including
t he general public and the nedia; people with disabilities and advocacy and
support organi zations; policy nakers including governnent and busi ness
of ficials; and other statistical organizations, locally and internationally.

Addi tional tabulations covering the life experiences of people with
i mpai rnments, disabilities and handi caps are encouraged, particularly data on
soci al and comunity participation and quality of life. Such tables may include
t he frequency of going shopping, to theatres, or travelling, and civic and
recreational activities.

Adequat e docunentation published in a report of the survey nmethods, with
field names and | ocations, file organization, editing procedures that have been
performed, and other mani pul ations that have been carried out, will ensure
appropriate use of the data set, including secondary anal yses.
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Annex I111.1

VEASUREMENT OF SEVERI TY AND DURATI ON

Severity is particularly relevant for neasurenent of disabilities and
handi caps. Usually ordinal categories are labelled: mld, nbderate, severe
(severity is sonetinmes broken down further, especially when | arge proportions of
t he persons being studied are elderly). For inpairnents, all that nmay be needed
is to know whether inpairment is present or not. |In countries where grading
scal es of inpairnents are used for provision of services, or for disability
benefits, then questions concerning these grading scales nay be needed in
surveys that are assessing services received. For the overall neasure of the
preval ence of inpairment, disability and handi cap, and also for estinmation of
specific disabilities, three or four levels of severity nay be distingui shed and
t hen tabul at ed agai nst denographi c vari abl es such as age, sex, marital status
and househol d conposition

A. Exanple of disability severity ratings: optiona
fourth digit for 1CIDH a/

Di gi t

O No disability No disability present (that is to say, the
i ndi vi dual can performthe activity or sustain
t he behavi our unai ded and on hi s/ her own without
di fficulty)

1 Difficulty in performance Difficulty present (that is to say, the
i ndi vidual can performthe activity or sustain
t he behavi our unai ded and on his/her own but
only with difficulty)

2 Aided performance Ai ds and appliances necessary (that is to say,
t he individual can performthe activity only
with a physical aid or appliance)

3 Assistance perfornance Need for a hel ping hand (that is to say, the
i ndi vidual can performthe activity or sustain
t he behavi our, whether augnented by aids or not,
only with sone assistance from anot her person)

4 Dependent perfornmance Conpl et e dependence on the presence of another
person (that is to say, the individual can
performthe activity or sustain the behaviour,
but only when soneone is with hinm her nost of

-115-



the tine)

B. Rules for assignnment of ICIDH disability severity codes

1. Cat egori ze an individual according to activity performance, taking account
of aids, appliances and assi stance needed to pernit this |evel of
acconpl i shment .

2. The aids and appliances that it is intended should be provided or
prescri bed should not be taken into account; this would then pernit use of
the scale as a rough neasure of what was acconplished once such aids or
appl i ances had been provi ded.

3. I f doubt is experienced about the category to which a disability should be
assigned, rate it to the less favourable category (that is, the one with
t he hi gher nunber).

C. Exanple of disability ratings: |CIDH optiona
fifth digit disability outl ook codes

Digit

O No disability No disability present

1 Recovery potential Disability present but dimnishing, and recovery
wi thout ultimate restriction in functiona
perfornmance expected

2 | nprovenment potential Disability present but di mnishing, though the
individual is likely to be left with residua
restriction in functional performance

3 Assistance potenti al Disability in stable or static state, but
functional performance could be inproved by
provi si on of aids, assistance or other support

4 Stable disability Disability in stable or static state with no
outl ook for inproverment in functiona
per f or mance

5 Anelioration potenti al Disability increasing, but functiona

performance coul d be inmproved by provision of
ai ds, assistance or other support

6 Deteriorating outl ook
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8 I ndeterm nabl e outl ook

9 CQutl ook unspecified

D. Rules for assignment of ICIDH disability outl ook codes

1. Cat egori ze an individual according to the outlook for his/her activity
performance (that is, disability status), and not for the prognosis of the
underlying inpairnents, except to the extent that disability may correl ate
closely with the outlook for the inpairments, and taking account of aids
and appliances, nodification or adaptation of the inedi ate environnent,
and assi stance received from ot her persons.

2. The aids or adaptations that it is intended should be provided or
prescri bed should not be taken into account; this would then pernmt use of
the scale as a rough neasure of what was acconplished when such an aid or
adapt ati on had been provided. (Note: the ordination of this scale
according to the potential for intervention determni nes that categories
reflecting a potential for assistance or anelioration have | ower nunbers
than the corresponding stable or deteriorating categories; thus provision
of assistance or anelioration is likely to |ead to reassignnent to a
category with a higher nunber, since no further potential for inprovenent
can be assuned.)

3. I f doubt is experienced about the category to which a disability should be
assigned, rate it to the less favourable category (that is, the one with
t he hi gher nunber).

Not es

al VWHO, International Cassification of Inmpairnments, Disabilities, and
Handi caps (Geneva, WHO 1980).
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I' V. USI NG STATI STI CAL | NFORVATI ON TO PLAN AND EVALUATE
REHABI LI TATI ON PROGRAMVES

Information on disability and rehabilitation in the population is required
for planning and eval uati on of rel evant programres and policies. The present
chapter discusses the use of information for planning, specifically for planning
rehabilitati on programres and policies ained at enhancing functional abilities,
integration within society and quality of life of people with disabilities

(sect. A. It also enphasizes the inportance of evaluating the progranmes and
policies inplenented and provi des suggestions for using infornmation as the basis
of an evaluation (sect. B). It concludes with a |ist of specific suggestions

and nethods for using information on disability and rehabilitation for both
pl anni ng and eval uati on purposes (sect. O).

Wthin settings where resources are scarce and needs unlinited, the costs
of collecting and processing the information nmust be justifiable. This is
possible only if active and sustained efforts are made to put the information
acquired to use for planning and evaluation, the ultimte aimbeing optimal use
of resources in the community.

The skilful use of information for planning, evaluation and proposa
devel opnent may also result in the procurenent of additional resources for
rehabilitation programres. Once resources have been comitted to a
rehabilitati on progranme, an eval uation enploying infornmation on the inpacts,
successes and weaknesses of the progranme is needed to facilitate ongoing
conmitrment to the programme within the conmunity and from governnental and other
potential funding agencies. Thus an investrment in the acquisition of usefu
statistical information for planning and evaluation will nore than pay for
itself if it results in programe expansi on and procurenent of additiona
financial and other resources.

Box IV.1. Planning and eval uation as a process

Initial planning | npl enent ati on Eval uati on Further planning ..
Situation Pr ogr amre Process or progress Situation
anal ysi s policy i mpact anal ysi s
oj ectives Ef fici ency oj ectives
Activities Ef f ecti veness Activities
A. Information for initial planning
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The three phases of planning enconpass the processes of:

(a) Analysing the current situation (the situation analysis);
(b) Setting objectives;

(c) Planning activities.

Information is fundamental to each of these phases of the planning process.

Before disability will be seriously addressed in government plans and poli cies,
i nfornmati on nmust be presented showing its inportance within the context of the
nation's overall health, quality of life and econonmic situation, as well as the
feasibility of proposed solutions. The situation analysis should allow planners
to determ ne whet her changes are warranted and feasible as well as the relative
priority of a given problem Three sets of criteria have been outlined by the
United Nations Devel opment Programe (UNDP), by which governnent planners in
many countries determine priorities. These have been adapted and expanded for
presentation here:

Box IV.2. Information in a situation analysis designed to
i nfluence allocation of governnent resources for
rehabilitation and prevention of disability a/
1. Magni tude of the problemand the need for programmes:
(a) Incidencel/preval ence of disability in the popul ation;
(b) Severity;

(c) Duration;

(d) Inpact on the health, econonic productivity and quality of life of
affected individuals and famli es;

(e) Availability of services;

(f) Use of services;

(g) Unnet needs for services.
2. Technol ogi cal feasibility:

(a) Availability of effective technical solutions;

(b) Tinme required to obtain trained technical and nmanagenent personnel
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3. Political and economic feasibility:
(a) Public awareness and concern
(b) Likelihood of achieving comunity invol venent;
(c) Costs of available solutions;

(d) Budgetary resources.

al Adapted from E. Hel ander, Prejudice and Dignity: An Introduction to
Comuni t y- Based Rehabilitation (New York, UNDP, 1993).

The situation analysis for governnment planning of rehabilitation progranmnes
woul d ideally involve a review of information to assess each of the criteria
outlined in box IV.2. 1In other words, it would involve a review of information
to answer questions such as the foll ow ng:

(a) How nmany people in the popul ation have disabilities?

(b) What is the preval ence of serious disability in the popul ation?

(c) What percentage of househol ds have a nenber with a disability?

(d) What segnents of the population are nost affected by disability?

(e) To what extent are people with disabilities receiving effective
rehabilitation services?

(f) To what extent do people with disabilities experience handicap (for
exanpl e, unenpl oynent, exclusion from school, social isolation)?

(g) What interventions would be feasible and appropriate to hel p enhance
the functional abilities and quality of life of people with disabilities?

(h) VWho should be targeted by new or expanded progranmes?
(i) \What resources could be nobilized for the purpose of CBR?
By al nost any measure of magnitude (preval ence, duration, severity, impact

on individuals and famlies), inpairnment, disability, and handi cap have enornous
soci al, economic and public health significance. 5/, 6/ Available statistica
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i nfornmati on frommany countries indicates disability preval ence rates of

15 per cent or higher (DI STAT). Because disability increases with age, the
overal |l preval ence rates of inpairnment, disability and handicap tend to increase
as a popul ation ages. 1In general, people with disabilities have | ess access to
education, and are nore likely to be unenployed and live in poverty than people
wi t hout disabilities. 6/

Nunmer ous programes and technical solutions have been devel oped to inprove
the capacities, quality of |ife and productivity of people with disabilities.
The manual Training in the Cormunity for People with Disabilities 3/ provides
i nfornmati on on sonme practical and accessible solutions (nanely, comunity-based
rehabilitation) for people in communities.

Programres and technical solutions also exist to prevent new cases of
disability in the population. These include:

(a) Inmunization progranmmes (for polionyelitis, rubella and other
infections that can result in long-termdisability);

(b) Prenatal screening and care programes (to prevent and nmanage
conplications of pregnancy and birth that nmay result in childhood disability);

(c) Nutritional supplenentation programes (for iodine, vitanin A folic
acid, and calciumdeficiencies, in particular);

(d) Environmental and technol ogical interventions to prevent toxicities
and injuries, and educational interventions (to reinforce a variety of
di sability prevention progranmres).

I nformation showi ng the political and econonic feasibility of inplenmenting
a programme nmay include docunentation of public concern and conmitnent,
anticipated costs of the programre, and denonstration that the costs can be mnet
with available funds. Public concern can be inferred to some extent from
statistics showi ng the nunber of households in the community that are affected
by disability. More direct information or indicators showi ng public concern
however, may be difficult to obtain before the establishment of a
conmuni ty- based rehabilitation programme. Expressions of public concern are
likely to be suppressed in settings that |ack rehabilitation services, owing to
prejudi ce and a | ack of public awareness that potential solutions exist. 42/
Once a rehabilitation progranme has been established and its effectiveness nade
known in a conmunity, public awareness and commitnent are likely to increase.

Successful conmmunity-based rehabilitation depends on inputs fromfanmly
menbers or other individuals to facilitate home-based progranmes. Therefore, a
situation analysis in preparation for a comunity-based rehabilitation progranme
shoul d address questions about the availability of potential persons with
sufficient time, conmmtnent and ability to provide the necessary services. The
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cost of community-based rehabilitati on programes can be contained by relying
| argely on existing resources and structures in the community. 3/, 42/

In the process of planning a new or expanded programe, the ability to
obt ai n conprehensive and accurate infornmation for the situation analysis wll
determ ne the success of the planning process and, ultimately, that of the
programme. |If information is unavailable for a segnent of the population, it
will be difficult to plan services for that segnent. For exanple, if
i nfornmati on on the preval ence of disability in Ireland were limted to that
di splayed in figure V.1, which includes only disabilities anmng not
economi cal ly active people over age 15 or over, it would not be possible, based
on this information al one, to make informed decisions about the rehabilitation
needs of the population as a whole. Disabilities in children would not be
represented in this data source, and disabilities in wonmen and retirees m ght be
under count ed.

To plan progranmes addressing a particular need, information nust be
obt ai ned on that need, and the information nmust be sufficiently conplete,
accurate and detailed. For exanple, a survey in Viet Namon the frequency and
rehabilitati on needs of people with amputated |inbs, conpleted in 1992, provided
a conprehensive source of information for planning services to neet the needs of
anputees in the community 11/ and may al so be useful for persuadi ng government al
and ot her agencies of the need to allocate resources for programes and policies
addressing the needs of anputees.

The pl anning process culnmnates in a set of objectives along w th decisions
about what steps will be taken to achieve each one. The situation analysis
provi des the necessary background for a clear statement of the objectives of a
progranmme or policy. The objectives should be justifiable in |ight of
priorities identified and attainable in light of existing resources and
techni cal solutions and politico-econonmc circunmstances. In addition, a usefu
statement of goals and objectives is one that is clear and unambi guous.

-122-



-123-



Deci si ons about steps to be taken to achieve a given set of goals should
specify how resources will be allocated to neet the goals. In planning a
rehabilitati on programre, the plan should state the goals of the programme and
identify who will be served (the number of clients and a description of the
clients in ternms of age, gender, types of inpairnents and disabilities, severity
of disability and handi cap), what resources will be nobilized, and what
techni ques will be used.

B. Information for nonitoring and eval uation

Moni tori ng should be viewed as an ongoi ng, necessary and integral part of
every social programe, 43/ including progranmes relevant to disability.
Eval uation is rarely performed annually, as it is too costly. However, when an
eval uation is done, it should be done thoroughly. Evaluation can also be done
on a periodic basis to deternine if the objectives are being met. The broad
pur pose of an evaluation is to docunment the occurrence and effects of a
programe in terms of concepts such as:

. Ef f ecti veness;
. Process;
. | npact;

. Ef ficiency.

On the basis of the evaluation, decisions are made about whether continued
support of, and participation in, the programme are justified. A successfu
eval uati on makes use of information to hel p achi eve this.

To enabl e useful evaluations of comrunity-based rehabilitation progranmes,
an information system based on systematically collected data should be built
into all programres fromtheir inception. Evaluation is a natural extension of
pl anni ng. Wen a planning process has resulted in changes such as the
est abl i shnent of a new programme, nodifications in an existing programe, or the
i npl enentation of a policy, an evaluation is done to neasure progress that has
been nade towards programre or policy goals.

. The process or progress of a progranme refers to its inplenentation
and day-to-day operations. A process evaluation docunents the extent
to which programe inpl enentati on has occurred and the extent to which
the targeted popul ati on has partici pated. Exanples of questions to be
addr essed are:

(a) What percentage of the targeted popul ation is being reached by the
programme?
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(b) How often are assessments of function nmade?
(c) How many persons have been trained to work in the progranmme?

. The effectiveness of a community-based rehabilitation programe refers
to the extent to which the programme has caused i nprovenents in
functional capacities, quality of life and integration of people with
disabilities in the community. At a macro- or societal |evel, the
effect of a programme is often referred to as its inpact.

Eval uation of the inpact may enploy statistical indicators of desired
out comes. Measures of these indicators over tine help to deternmine what (if
any) inmpact the programme has had with respect to its objectives. |npact
eval uati ons of community-based rehabilitation programres m ght involve
assessments of the degree to which a progranmme has achi eved conmunity
participation. Conmmunity participation is a goal of every comunity-based
rehabilitati on progranme because social integration of people with disabilities
is unlikely to be achieved without it, as is denonstrated in a docunent issued
by WHO. 44/ \Well-established and tested net hods of neasuring comunity
partici pation and other outconmes of successful comunity-based rehabilitation
programes are not yet available. Suggested nmethods are described in the fina
section of this chapter.

. Efficiency refers to a progranmme’'s outcones relative to its costs or
i nput s.

| nput s i ncl ude resources or costs in terms of noney, time, personnel
equi pmrent, supplies and other resources required to establish and
operate a progranme.

Qut comes include the number of individuals and fanmilies served and the
benefits of the services provided in terns of inproved
functioning, increased productivity, satisfaction and ot her
factors.

An efficiency evaluation weighs the inpact of a programme against its costs
or the resources used. One way to evaluate efficiency is to assign nonetary
val ues to both the costs and the benefits of a programre and then to determ ne
whet her the benefits have outwei ghed the costs. A weakness of this approach
lies in the difficulty of assigning nonetary values to all costs and benefits.
Anot her approach is to conpare two or nore programes in an attenpt to determ ne
whi ch programme or programmes achi eve the nost benefits for a given cost, that
is, which programres are nost cost-effective or cost-beneficial. For countries
t hat cannot conduct such studies, it should at |east be possible to anal yse how
the costs have been apportioned.
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Table 1V.1, reproduced fromthe above-nenti oned WHO docunent on CBR and
health care referral services, 44/ lists several conponents of the information
to be gathered for evaluation of CBR progranmes along with brief descriptions of
each conponent and the sources of the infornmation.

The renai nder of this section of chapter |V provides suggestions for a
uni f orm m ni mum dat abase and i nformati on systemto be incorporated into
conmuni ty- based rehabilitation programmes so as to facilitate useful, |ow cost
and conpar abl e eval uati ons.
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Tabl e V. 1.

Information to be gathered for

progranme eval uation

Component

VWhat to anal yse

Source of infornmtion

Ef f ecti veness

Progress

| npact

Ef fi ci ency

Rel evance

Degree to which targets and
obj ectives have been net
conpared with

Pl anned obj ectives and
targets

Speci al focus:
di sabilities

people with

Schedul e of progranmme
activities inplenented or
in progress conpared wth

Pl anned schedul e

Overall effect on health and
soci al devel opnent of
people with disabilities

Speci al focus: people with
disabilities and the
conmuni ty

| npact of progranmme conpared
with
Resour ces used

Situation analysis, problens,
and programre priorities
conpared with

Broad obj ectives

Reports of activities and
docunment ed results of
activities

Fi el d observations and
interviews conpared with

Original progranme
obj ectives and targets

Reports on progranre
activities

Fi el d observations and
interviews conpared with

Original broad and detail ed
progranme pl ans

Ori gi nal schedul es of
activities at all levels

Revi ew of situation anal ysis
t hr ough policy and
progranmme revi ew

Fi el d observati ons and
i ntervi ews

Reports on the results of
activities

Fi el d observations and
interviews conpared with

Audi ts and docunentation
showi ng resources invested

Document s cont ai ni ng
background i nformation
prepared by the nationa
pl anni ng committee
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1. Process or progress evaluation of community-based
rehabilitati on programmes

Det ai | ed suggestions with forns and a conputer programe for process
eval uati on of CBR programes have been prepared by UNDP in A Guide on Operations
Moni toring and Analysis of Results (OMAR). 45/ \When computers are not
avai |l abl e, at the conmunity level, form2 (annex Il1.1) fromthe OVAR nanual can
be used without the aid of a conputer. This formcan be nodified with separate
entry slots for dates so that progress may be shown on one form Exanples of
guestions for process evaluation of a CBR programe 45/ include:

(a) Has the local supervisor for your comunity visited all households to
| ocate and identify nmenbers with disabilities?

(b) Have you fornmed a committee in your conmunity for rehabilitation?

(c) Have you started training programes for all the people in your
conmunity who need and want training?

(d) Have you witten all the records needed for the people in the
programme, including the assessnents?

The OVAR manual al so includes the form (annex |1V.1) for use in process

eval uati on.

2. Evaluation of the effectiveness of conmunity-based
rehabilitati on programmes

An effective progranme is one that results in inprovenents in the ability
of people with disabilities to carry out activities of daily living, participate
in school or work, earn an incone, participate in social activities, and
function within a community setting. 44/ An effective educational programe nay
be one that results in a change in community interaction so that nany nore
persons with disabilities are included in social, educational and recreationa
conmunity activities. Data on several desired outconmes of a progranme coll ected
at baseline (at the tine of the first encounter of a person with disability with
the programme or the time of a community's first exposure to a public education
canpai gn), and again at each follow up assessnent, can be used to provide
i nformati on on the degree to which inprovenments have been achi eved. These sane
guestions can also be asked in surveys, to be conpared with programe reports.

Form 2 (see chap. Il, annex I1.1) can be used to collect uniform baseline
and foll owup data for each participant in the programme. By follow ng the
ei ght steps given below, summary statistics can be produced fromthe responses
to the 25 questions (obtained for all or a representative sanmple of clients),
providing direct evidence of the effectiveness of the progranme:
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1. Assign a unique registration or identification nunmber for every
i ndividual in the programme and enter this on the assessnent form
conmpl eted at each visit.

2. Enter the date of assessnment on each form conpl et ed.

3. Code the responses to each question on the assessnent formas foll ows:
5 = alone or easily; 4 =with little help, or with little difficulty;
3 = with sone help or sonetinmes or with sonme difficulty; 2 = with a
lot of help or with great difficulty; 1 = not at all; and 9 = missing
i nformation.

4, Renove forns that have questions with nissing infornmation (responses
coded 9) fromthe anal ysis.

5. Score each conpleted form by summ ng the responses to the 25
questi ons.

6. Sort the forns by individual and by date.

7. Det erm ne whether or not the scores fromforns conpleted at successive
visits show (a) a decline (indicating inmproved functioning); (b) no
change; or (c) an increase (indicating reduced function), coinciding
with increased duration of participation in the programe.

8. Summari ze the results by counting the nunber of participants that fal
i nto each group.

Not e that:

(a) Similar steps can be followed for each question separately as well as
for the total score

(b) These steps are best carried out using a conputer, after the data from
the assessnent fornms have been entered into a conputer database.

A hypot hetical exanple of summary statistics fromforns conpleted for 750
participants in a comunity-based rehabilitation progranme is given in
table IV.2.

The hypothetical results in table IV.2 suggest that the percentage show ng
i mprovenent increases with increasing nunbers of visits. Such a finding would
be consistent with the hypothesis that the programme's effectiveness increases
with increases in the duration of programre participation. These results can be
conpared with survey data showi ng the nunmber or proportion of people with
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disabilities reporting that they had actually received services in the past
year.

Further insight into the effectiveness of a programre and the reasons for

| ack of inmprovenent in sonme individuals may be gl eaned from anal yses of
different strata or subgroups within the overall group evaluated. Possible ways
of subdividing the group into subgroups is by sex (nales, fenmmles), age group
and case group based on diagnostic categories, causes of disability, severity
| evel s or services received. Such an analysis night show that the progranme is
havi ng nore beneficial effects for one subgroup than another, and this my
point, in turn, to a need to reinforce efforts to benefit a particular subgroup

It may al so show that cases with decreasing function (for exanple, the
10.2 per cent in table IV.2) are restricted to a subgroup with conditions likely
to cause progressive disability even when effective rehabilitation services are
provi ded.
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Table IV.2. Exanple: effectiveness of a hypothetical

communi ty-based rehabilitation programe -

summary statistics based on the individual

assessnent/progress form

Nunmber Per cent age

Partici pants served 1 275

Partici pants served but |acking conplete 525

information for at least two visits

Partici pants included in the eval uation 750

Among the 750 included in the eval uation
Partici pants who showed i nprovenent 254 33.
Partici pants who showed no change 420 56.
Partici pants who showed a decline 77 10.
Participants with two visits only (235) 47 20.
showi ng i nprovenent
Participants with three visits (250) 88 35.
showi ng i nprovenent
Participants with four or nore visits 119 45,
(265) showi ng i nprovenent

Partici pants anong the 750 included in the

eval uati on showi ng i nprovenent on each

guestion
1. Feedi ng 188 25.
2. Dressing
3..
4. .

Note: The period covered by the evaluation was three years.

nunber of visits per participants was 3. 4.
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3. Evaluation of community participation

I ndicators of conmunity participation include the percentage of people with
disabilities in the popul ati on who are served by the progranme, as well as
i nvol venent of comunity | eaders and other nmenbers of the community, including
people with disabilities, in actions to pronote rehabilitation of menmbers of the
conmunity with disabilities. 5/ These actions nmay be ained at increasing
awar eness about rehabilitation within the community, making environnent al
nodi fications so that physical barriers are renoved to allow people with
disabilities to have access to public facilities, integrating children with
disabilities into | ocal schools, providing training and jobs for people with
disabilities, or assisting individual famlies who have a menber with a
disability. 44/

Cient satisfaction and client assessments of the extent to which their
rehabilitati on needs are being net may al so be evaluated in surveys.

4., Study designs for evaluation of inpact

Eval uations of the effectiveness or inpact of a rehabilitation progranmre
shoul d enmploy a scientific study design to enable the evaluator to determ ne
whet her (a) the programme goal s have been net; and (b) whet her changes observed
(such as inproved function, reduction in handi cap) are due to the programe or
to some other factor. The strongest scientific study design is a true
experiment. A randonized clinical trial is an exanple of such an experinent.

In a random zed trial, individuals are randomy assigned to two or nore
different situations (for exanple, different services). At baseline, the group
characteristics of individuals randonmy assigned to different service groups are
simlar. |If differences in function between the different groups are observed
after sone tine, these differences are assuned to represent the effect or inpact
of the service. The randomni zed clinical trial approach is often used to

det erm ne whether a specific drug or service is efficacious (in other words,

whet her it produces the desired effect), but this design is usually inpractica
for evaluating the inpact of a programe that involves inplenmentation of many

t echni ques.

A variety of quasi-experinmental study designs have been enployed to
eval uate the inpact of social progranmes, 46/ including famly planning
programes. 40/ Quasi-experinmental designs are used when the experinent al
techni que of randomy assigning subjects to different treatnments or reginens is
not feasible for ethical and/or practical reasons. These types of designs have
not yet been widely used to evaluate the inpact of comunity-based
rehabilitation programres.

An exanpl e of a quasi-experinmental study design that could be useful in
i npact eval uations of community-based rehabilitation programes is the
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non- equi val ent control group design. This design is simlar to the experinenta
clinical trial except that the different service groups are self-selected or

sel ected by conveni ence rather than randonmly assigned. For exanple, using this
design, one nmay neasure outcomes such as "performance of activities of daily
living", "participation in society" or "attitudes towards people with
disabilities" in two communities before and after the establishment of a
conmuni ty- based rehabilitation programme in one of the conmunities. The
conmunity with no programe is considered the control community. Sone tinme
after inplenmentation of the progranme in one conmmunity, repeat neasures of the
same outconmes are made in both communities. |Inpact of the conmunity-based
rehabilitation progranme is then assessed in terns of the degree of inprovenents
in outcones in the intervention conmunity relative to the control conmunity.

Met hods of testing for statistical significance of presumed inpacts and of
controlling for baseline differences between the two communities are descri bed
by Cook and Canpbell. 46/ Oher quasi-experinmental designs that nmay be usefu
for evaluating the inpact of rehabilitation programes are described in detai

al so by Cook and Campbell, 46/ and sumari zed by Fisher, Laing and Stoeckel. 40/

I npact eval uati ons of infectious disease prevention programres nay conpare
the incidence or preval ence of a disease in a popul ation before and after
i mpl enentati on of a progranme, and neasure the inpact of the programe in terms
of the percentage reduction in incidence or prevalence. Simlarly, the inpact
of a fanm |y planning programe may be neasured in ternms of the percentage
reduction in fertility after initiation of a programe to reduce fertility. W
caution that it may be inappropriate to neasure the inpact of a community-based
rehabilitation progranme in terns of a percentage reduction in the nunmber of
peopl e reported to have a functional lintation follow ng inplenmentation of a
programme. This is because one goal of conmmunity-based rehabilitation is to
rai se public awareness of disability and enhance the social roles of people with

disabilities. 1In achieving such a goal, a successful community-based
rehabilitation progranme is likely to result in actual increases in the reported
preval ence of functional limtations in the popul ations (see sect. D, note of

caution, at the end of this chapter).
A review of sunmary statistics for specific questions may reveal specific

strengt hs and weaknesses of the progranmme, and/or information about specific
needs of the programme's participants or clients.

5. Evaluation of programe efficiency

Al'l incone to the programre from government and non-governnent sources as
wel |l as all expenses of the programre shoul d be docunented, including recurrent
and capital expenses (costs). Recurrent costs include salaries; maintenance of
equi prent, buil dings, and vehicles; ongoi ng educati onal programmes; and costs
for referral services. Capital costs include buildings, equipnment, vehicles and
training.
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To evaluate the efficiency of a programre, overall costs should be conpared

with the total nunber of people served (coverage) and with indicators of the
extent and quality of services provided as well as indicators of the benefits
achieved. The evaluation of how well the programme is neeting its goals,
whet her or not nmore can be done with the resources avail abl e, and what
addi ti onal resources are required involves review ng informati on and naki ng

j udgenents regardi ng the value of costs and benefits.

C. List of specific suggestions for using informtion
on disability and rehabilitation for planning and
eval uation

Opt for the mnimum anount, detail and accuracy of the information that is
needed to evaluate the programme. The costs of producing information
increases sharply with its detail and accuracy. Resources should not be
diverted from provision of services to information systens and pl anni ng
unl ess this can be justified.

To be useful for conparative purposes, information nust be conparable (over
ti me and geographi cal areas, as appropriate). |If baseline assessnments are
not conparable with foll ow up assessnents (for exanple, if different
questions were asked at baseline and at foll ow up assessnents), the
information will be | ess useful for evaluating progress. |If infornmation
fromdifferent communities or subgroups is not conparable, the information
will be of limted use for identifying priorities or conparing outcones

Users of information need cross-tabul ations and appropriately refined
categories to address conplex policy questions or plan an appropriate
programme. Data collection and anal ysis should be done in close proxinity
to the site of usage of the information. Users should be involved in data
collection to ensure that the information is useful for purposes of

pl anni ng and eval uati on.

Part of planning is defining precisely what information is needed. A match
bet ween what the information system provides and what information i s needed
for planning is necessary.

Wthin a context of scarce resources and unlinited needs, planning becones
a question of determ ning how best to allocate resources. Wat progranmre
or technique will produce the nost benefit with the linited resources
avai | abl e?

Specific information needed for planning:

(a) Indicators of disability:
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10.

. Pr eval ence;

. I nci dence;

. I nci dence and preval ence of major causes of disability;

. Age distributions of people with and without disabilities;
. Sex differences in preval ence;

. Geogr aphi cal differences;

. Soci al class and ethnic differences;

(b) Indicators of quality of life, econonmic stability, handicap of people
with disabilities, social attitudes, public policies, nmet and unnet
needs;

(c) Indicators of resources, their level, type and distribution (finances,
personnel: voluntary and paid, trained and untrained, buil dings,
equi prent, supplies, training, transportation), sustainability of
progr ammes.

Specific informati on needed for eval uation: nunber of people served,

nunber of people still needing services and not served, process, inpact and

ef ficiency, nunber of people served per provider. Guidelines may need to
be devel oped to nmeasure client satisfaction and reduction in handicap

Anal ysis: transfornming data into information

Presentation: nunbers, tables, descriptions, charts, graphs.

In planning and eval uati on of community-based rehabilitation programes, we
ask these questions:

(a) What are the goals and objectives?
(b) Who are the clients?

(c) How will goals be achieved?

(d) What progress has been nade?

(e) How should the goals be revised?

Not e of caution
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The preval ence of reported disability in a conmunity may actually increase
in response to a successful comunity-based rehabilitation progranme. This is
because one comunity-based rehabilitation programe goal is to increase
awar eness of disability, acceptance of people with disabilities, and visibility
of people with disabilities within the conmunity. A successful programre could
t herefore cause an increase in the preval ence of reported disability in the
conmunity as measured by a survey or administrative records. Thus, both
decreases and increases in estimated preval ence of disability should be
interpreted cautiously as indicators of the effectiveness of a programe.
Reductions in prejudice and stignma associated with disability could nake it
easier for people to report disability in surveys. Inproved services for people
with disabilities will increase the adnmi nistrative preval ence of disability
(that is to say, the nunber of people with disabilities receiving services).

I ncreased recognition, sensitivity and know edge, especially with respect to
mld disability, may also result in increased preval ence of reported disability.
Changes in the frequency of causes of disability, such as war, fanmine, natura

di saster, and epidemcs, could result in increased preval ence of reported and
actual disability even in settings well served by conprehensi ve comunity-based
rehabilitati on progranmmes. Because of the difficulties in measuring the inpact
of rehabilitation programmes, it is especially inportant to conduct ongoing
process eval uations of inplenentation, as well as evaluations of inmpact on

i nternedi ate outcones, such as public awareness of disability and acceptance of
people with disabilities.
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10.

11.

12.

Annex 1V.1
QUESTI ONNAI RE ( FORM C)
(To be used by the person responsi ble for the progranme at
the national or regional |evel)
The person interviewed/supplying information is:

Name Functi on

Nanme of interviewer Dat e

Is there a national policy and a national plan on rehabilitation?
___ Yes (encl osed) ___No

Are there witten national guidelines for non-governnmental organizations
working with rehabilitation? _ Yes (enclosed) ___No

What are the objectives of your progranme?

(Encl osed)

What has been achi eved so far?

What has not been achi eved and why?

How nmany persons with disabilities have been identified? How many of those
identified need rehabilitation? How many of those identified are actively

i nvol ved in your progranme?

How has cooperation and coordination with other rehabilitation partners
been carried out? What is the experience?

How i s the Governnent supporting the programe?

Have organi zati ons of people with disabilities/parents been involved? How?
What is the experience?

What maj or problens or constraints have affected the programme? What
corrective neasures have been taken?

What training of staff has been provided?

How has the problem of the need for transport to reach the beneficiaries
been solved? What is the experience?
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13.

14.

15.

16.

Has the programres had any unforeseen effects or problens?

Can the programme continue w thout international assistance?
speci fy.

What are the nost inportant findings of the programme?
What, if any, are the | essons | earned fromthis programe?
The OVAR nmanual can be obtained by witing to:
Interregional Programme for Disabl ed People
Di vision for d obal and Interregi onal Progranmes
United Nations Devel opment Programre (UNDP)
Pal ai s des Nati ons

CH 1211 Geneva 10
Swi t zer |l and
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V. | NFORVATI ON ON | MPAI RVENTS, DI SABI LI TI ES AND HANDI CAPS
I N ESPECI ALLY DI FFI CULT Cl RCUMSTANCES

Especially difficult circunstances include refugee canps and energency
relief situations for comrunities exposed to arned conflicts, fam ne, and
natural and human-induced di sasters.

The aftermath of energency situations as well as ongoing political violence
often inpose especially difficult circunmstances on comunities for extended
peri ods. These circunstances, not unconmon in the world today, appear to be
increasing in terms of both incidence and inpact on human life. 47/

Statistical information on disability in these situations is scant. Yet
the incidence and preval ence of inpairnents and disabilities are clearly
i ncreased in communities under such conditions. This is because one or nore of
several interrelated causes of inpairnent and disability is likely to be
i ncreased: severe physical and psychol ogi cal trauma and stress, infectious
di seases, nutritional deprivation, inadequate nedical care, and disruption of
fam |y and ot her support systens.

The purposes to be served by statistical information in these situations
can be categorized as imredi ate, post-immediate or long-term 48/

| medi at e pur poses:

. To docunent the nunmber of people with inmpairnents and disabilities,
anong non-conbatants and conbatants, and to assess i medi ate needs;

. To provide enmergency relief and humanitarian assistance for inmediate
medi cal rehabilitation and energency survey procedures for baseline
assessnent ;

. To docunent the need for pronpt and effective prevention and

rehabi litation programmes.
Post -i nmedi at e pur poses:

. To produce | owcost technical aids and prostheses and to encourage
technol ogy transfer in this area;

. To encourage the use of some aspects of comunity-based
rehabilitation, including training of trainers for personal assistance
to people with disabilities and neasures to facilitate the

i ndependence of people with disabilities;

Long-t erm pur poses:
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. To plan and design transport, housing and public structures to provide
accessibility for all persons;

. To adopt any | egislation necessary to protect human rights of persons
with disabilities and take action to prevent further violation of
human rights as a nmjor cause of disability;

. To integrate people with disabilities (including persons with noderate
disabilities, people with |ess obvious disabilities, househol ds having
a person with disability and elderly persons with disabilities) into
t he pl anni ng and managenent of all programmes and activities and avoid
the institutionalization of people with disabilities;

. Ensure progranmes of vocational training, education, |egislation on
civil rights and health care, and respond to the needs of people with
disabilities.

Information on who is at risk for disability and on the specific
rehabilitati on needs of the comunity is required to plan appropriate
interventions. 1In the absence of this information, there may be a tendency for
relief efforts to focus on the assessment and prevention of nortality to the
exclusion of long-terminpairnment and disability. The nunber of people with
i mpai rment and disability may increase several nonths after the acute emergency,
owi ng to the inpact of nental and physical wounds, ongoing mne injuries, food
shortages, and breakdown in infrastructure and routine public health services
such as inmunization progranmes to prevent polionyelitis.

The major differences in informati on needs between especially difficult and
nore ordinary circunmstances stemfromthe fact that in emergency situations the
response must be nore rapid and the data gathering and processing nust often be
done with extraordinarily linmted resources (including personnel with very
mnimal, if any, training, and no readily avail able sanpling frane).

A.  Principles and recommendations for acquiring usefu
statistical infornmation on disability in energency
situations

1. Use of rapid and | ow cost net hods

To devel op information on disability in especially difficult circunstances,
it will be necessary to rely on whatever resources are avail able. These nmay
include a small team of people with sufficient skills to interview, observe and

record information. To identify people with inpairnments and disabilities, it
may be possible to rely on full assessnents, and necessary to estimate probable
i mpai rment and disability. The follow ng brief set of screening questions for
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this purpose has been proposed by the Ofice of the United Nations Hi gh
Conmi ssi oner for Refugees: 49/

. I s anyone having trouble taking care of hinself or herself?

. Do you know anyone who has difficulty wal king, using his or her arns
or |legs, seeing, hearing, speaking or |earning?

. Do you know anyone who soneti mes has sei zures?
. Do you know anyone who has probl ens because of sonetines acting in

strange ways?

2. Sampling frane

To be able to use sanpling as a neans of inproving the speed and efficiency
of information gathering, it is necessary to have a sanpling frane or listing of
everyone in the popul ation. Wen popul ati ons have been displ aced or when there
is substantial mgration in or out of the population, there may be no sanpling
frame fromwhich to select a probability sanple. In such a situation, one
shoul d make use of whatever counting is being done, for exanple in planning for
food and housing, in order to find out something about the size and structure of
t he popul ati on.

3. Thorough and valid case-finding

Wthin the popul ation or sanple about which information is to be coll ected,
every effort should be made to identify all persons with disabilities using
direct interviews and observations. The "key informant” approach (which assunes
that a few people in the conmunity will know of all those with disabilities and
be able to identify then) is not very useful because it will nmiss many people
even with serious disabilities. 50/

4. Conprehensi veness

Information on a range of topics will be needed. These include
(a) Causes of disability;
(b) Availability of resources for rehabilitation

(c) Potential for and barriers to long-termfollow up and provision of
nmedi cal care
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(d) Indicators of handicap such as evidence that people with disabilities
are bei ng excluded from educational, enploynent and recreational opportunities.

B. Uses of statistical information in energency
relief situations

Statistical information on disability in refugee and other emergency relief
situations is vital for at |east three purposes:

1. Prevention of inpairnents

Know edge of the causes of inpairments, and the relative frequency of each
cause in a conmunity, serve as the basis for identifying priorities for
prevention. For exanple, identification of dietary deficiencies such as iodine,
vitamin A and fol ate deficiency as causes of chil dhood neurodevel oprental and
vision inpairnents in a vul nerable conmunity could |l ead to inplenmentation of
nutrition supplenmentation progranmes to prevent these inpairnents in the future.

Information on the extent to which basic public health neasures such as
child inmuni zati on, sanitation and prenatal care are being inplenented is usefu
for identifying preventable causes or inmpairnments. |In addition, information is
needed on the nunmber of people in need of urgent nedical care so that a tinmely
response can be made and i npairnents prevented.

2. Prevention of disability

To prevent and mininmze disability after inpairment has occurred, the
conmunity will need | ong-term comunity-based rehabilitation programes. These
programes must provi de appropriate training, technical aids and prosthetic
aids. The goals are for people with disabilities and their fanilies to achieve
sel f-sufficiency, social integration with people w thout disabilities, and
active participation in decision-nmaking and in the planning and i npl enentation
of appropriate rehabilitation services.

3. Prevention of handicap

Handi cap occurs when people with disabilities do not have the equival ent
access to resources and equi val ent opportunities, relative to their peers. To
assess handi cap, information may be coll ected on the degree to which people with
di sabilities have equal access to resources and equal opportunities, and the
extent to which they are being included in decision-nmaking processes and
resource allocation. The Ofice of the United Nations H gh Conmi ssioner for
Ref ugees has devel oped extensive guidelines for refugees with
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disabilities. 49/, 51/ A first step in preventing handicap is to assess the
extent to which these guidelines are being followed. The follow ng are
particularly relevant to prevention of handi cap: 49/

(a) Integration
Wth respect to integration

(a) "Under no circunstances should action be taken that might identify or
establish refugees with disabilities as a separate or isolated popul ation";

(b) "Teachers in the schools attended by refugee children should be
encouraged to include children with disabilities in their classes whenever
possi bl e";

(c) "Action to pronote the social (and economic) integration of refugees
with disabilities need not be del ayed pendi ng nedi cal or specialized
rehabilitati on neasures"”;

(d) "The objective of community-based rehabilitation ought to be:

(i) The '"enpowernment' of the person with disability or the famly of the
child with disability;

(ii) Full social integration of the people with disabilities"

(b) Self-sufficiency

Wth respect to self-sufficiency:

(a) "Negative attitudes and ignorance, in nost parts of the world and at
all levels of society, are serious obstacles to the attai nment of
sel f-sufficiency by refugees with disabilities";

(b) "Efforts should be nade to incorporate people with disabilities in
exi sting or planned vocational training and income-generating activities for the

general refugee popul ation".

(c) Participation

Wth respect to participation
"Active participation of persons with disabilities in general comunity
affairs, as well as in matters of imrediate concern to them should be

encour aged".

(d) Opportunities
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Wth respect to opportunities:

(a) "Refugee children with disabilities should be encouraged and hel ped to
conplete as nmuch of their schooling as possible";

(b) "Not only teachers, but parents and school authorities will need to
cooperate in making education accessible to refugee children with disabilities";

(c) "Access by persons with disabilities to social, recreational, cultura
and religious activities is dependent as nmuch on attitudes as on mobility";

(d) "A progranme of rehabilitation is not just about providing for skills
or career training, but should aimto nake avail able as wi de a range of
opportunities as possible to persons with disabilities".

In summary, statistical information in especially difficult circunstances
is used to ensure that the needs of people with disabilities are not overl ooked
in resource allocation and infrastructure devel opnent. The information is used
to ensure that funds are earnarked for rehabilitation, as well as for the
construction of buildings and transport systens suitable for people with
novenent restrictions and other functional |imtations.

C. Oher suggestions for collecting information

. Use developnentally and culturally appropriate nethods to identify
disability and to collect other information.

. Recogni ze that normal fami |y and ot her support systens nay not be avail able
to facilitate rehabilitation and that information on alternative support
systens and the feasibility of community-based rehabilitation in each
setting should be collected.

. Fi nd out about resources, programres and policies of the host country that
m ght be extended to refugees with disabilities. 49/

. Conpare the situation of people with disabilities with those wi thout
disabilities, to assess special needs in a given setting, and to identify
if the special needs of people with disabilities are any different from
those of people without disabilities.

. Assess the frequency of depression and other enotional problens in the
community. Populations in enmergency situations are at increased risk of
depression and post-traumatic di stress syndrone, which can be di sabling and
interfere with nobilization of the community to overcone the difficulties
it faces. A 20-question self-reporting questionnaire (box V.1), has been
devel oped for this purpose and is used to identify individuals needing
mental health services in disaster situations. 52/, 53/
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11.
12.
13.
14.
15.
16.
17.
18.

19.
20.

Box V.1. The self-reporting questionnaire

Do you often have headaches?
I's your appetite poor?

Do you sl eep badly?

Are you easily frightened?
Do your hands shake?

Do you feel nervous, tense or worried?

n

your di gestion poor?
you have trouble thinking clearly?
you feel unhappy?

you cry nore than usual ?

g 8§ 8 §

you find it difficult to enjoy your daily activities?
Do you find it difficult to nake deci sions?

I's your daily work suffering?

Are you unable to play a useful part in life?

Have you lost interest in things?

Do you feel that you are a worthl ess person?

Has the thought of ending your |ife been on your nmi nd?
Do you feel tired all the tine?

Do you have unconfortable feelings in your stomach?
Are you easily tired?

In assessing disability and handi cap, interview information should be
suppl enented with actual observations of functional abilities, of who has
access to resources and of who is participating in comunity affairs.

When inpairnents, disabilities and handi caps are identified, try to find
out if they preceded or followed the onset of the energency situation
This will nmake it possible to estimate the frequency of disability due to
the difficult circunstances, and to eval uate what happens to people with
disabilities when they are put into refugee and disaster-type situations.
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Fi nd out whether the special needs of people with disabilities are being
taken into account in infrastructure devel opment (that is, construction of
bui | di ngs, doorways, railings, sidewal ks, ranps, toilets, transport).

Determ ne the anpunt of resources that will be required to neet the needs

of people with disabilities in refugee and disaster-type situations, so
that funds can be requested.

-146-



Not es

1/ World Health Organi zation, International d assification of
| npai rments, Disabilities, and Handi caps (Ceneva, Wrld Health O ganization,
1980) .

2/ Statistical Papers, Series M No. 67 (United Nations publication,
Sal es No. E. 80.XVII.38).

3/ E. Hel ander and others, Training in the Community for People with
Disabilities (Geneva, Wrld Health Organization, 1989).

4/ Geneva, WHO, 1992.

5/ Disability Statistics Conpendium Statistics on Special Popul ation
Groups, Series Y, No. 4 (United Nations publication, Sales No. E.90.XVIl.17).

6/ L. Haber and E. Dowd, "A human devel opnent agenda for disability:
sunmary of statistical considerations" (New York, Statistics Division of the
United Nations, January 1994). Haber and Dowd served as consultants to the
Statistics Division of the Departnent for Econom c and Social Information and
Policy Analysis of the United Nations Secretariat. Support for the project was
provi ded by the Swedi sh Organi zati on of the Handi capped - International Aid
Foundati on (SHI A).

7/ Mauritius, Mnistry of Econonic Planning and Devel opnent, Popul ation
Census Mauritius, 1990 (Mauritius, Central Statistical Ofice, 1991).

8/ Mauritius, Social Security Planning Council, National Council for the
Rehabilitati on of Disabled Persons Newsletter, No. 2 (Mauritius, 1991).

9/ M Chamie and A. CGoerdt, "Mnitoring disability programes and
policies: national case-studies of databases for Mauritius, Ghana, Viet Nam and
I ndonesi a", mission report (New York, Statistical Division of the United Nations
Secretariat, 1993).

10/ Mauritius, Mnistry of Econom c Planning and Devel opment, 1990 Housi ng
and Popul ation Census of Mauritius, vol. VII. Disability Characteristics
(Mauritius, Central Statistical Ofice, 1992).

11/ J. Allman, "Findings fromthe May 1992 Baseline Survey for the
"Vi et Nam Conprehensi ve Program of Assistance for Prosthetics and
Rehabilitation'", final report. United States Agency for International
Devel opnent (USAI D) - supported project being carried out by Wrld Vision
International (WI) and the Mnistry of Labour, Invalids and Social Affairs
(LI'SA), Viet Nam (finalized Cctober 1992).

-147-



12/ See "Report of the United Nations Expert G oup Meeting on the
Devel opnent of Inpairnment, Disability, and Handicap Statistics"
(ESA/ STAT/ AC. 47/ 6), held in Voorburg, Netherlands, 7-11 Novenber 1994.

13/ A Furrie and Statistics Canada, Conparison of the Results fromthe
1986 Census and the Health and Activity Limtation Survey for Persons with
Disabilities Residing in Households (Otawa, Statistics Canada, 1989).

14/ Disability Statistics Conpendium Statistics on Special Population
Groups, Series Y, No. 4 (United Nations publication, Sales No. E. 90.XVIl.17),
sect. IV, table No. 1, section dealing with Mexico. (Oiginal data from
Instituto Nacional de Estadistica Geografia y Informatica, 1984. X censo
general de poblacién y vivienda, 1980. Resunmen general abreviado. 1984.)

15/ H. Louis and Associates, Inc., The |ICD Survey of Disabled Anericans:
Bringi ng Di sabl ed Americans into the Minstream (New York, 1986). Survey
conducted for the International Center for the Disabled (I1CD), in cooperation
with the National Council on the Handi capped.

16/ International Organization for Standardi zation, International Standard
| SO 9999, Technical Aids for Disabled Persons: Cassification, 1st ed. (Geneva,
| SO, 1992). Prepared by Technical Conmittee |1SQ TC 173. English/French.

17/ Statistics Canada, Blindness and Visual |npairnment in Canada, Speci al
Topic Series: The Health and Activity Limtation Survey (HALS) (O tawa, 1990).

18/ Statistics Canada, Sel ected Soci o-econonic Consequences of Disability
for Wonen in Canada, Special Topic Series: The Health and Activity Linmtation
Survey (HALS) (Oitawa, 1990).

19/ Statistics Canada, Barriers Confronting Seniors with Disabilities in
Canada, Special Topic Series: The Health and Activity Limtation Survey (HALS)
(O tawa, 1990).

20/ Statistics Canada, Profiles of Persons with Disabilities Residing in
Health Care Institutions in Canada, Special Topic Series: The Health and
Activity Limtation Survey (HALS) (Otawa, 1990).

21/ Statistics Canada, 1991 Health and Activity Linmitation Survey for
Institutions (Adults) (Otawa, Statistics Canada, 1991). Interview form 04.

22/ |. Castles, Carers of the Handi capped at Hone, Australia 1988
(Canberra, Australian Bureau of Statistics, Commbnwealth of Australia, 1990).

23/ E. Alfonsin and M Ferruelo, "Survey of inpairnents, disabilities, and

handi caps in Spain", International Journal of Rehabilitation Research, vol. 12,
No. 2 (1989), pp. 194-198.

-148-



24/ Z. A Stein and others, "Guidelines for identifying children with
nental retardation in conmmunity settings", in Wrld Health O ganization,
Assessnment of People with Mental Retardation (Geneva, WHO, 1992).

25/ S. Zaman and others, "Validity of the Ten Questions for screening
serious chil dhood disability: results fromurban Bangl adesh", International
Journal of Epidem ology, vol. 19, No. 3 (1990), pp. 613-620.

26/ M J. Thorburn and others, "ldentification of chil dhood disability in
Jamai ca: evaluation of the ten question screen", International Journal of
Rehabi litation Research, vol. 15 (1992), pp. 262-270.

27/ M S. Durkin and others, "Validity of the ten questions screen for
chil dhood disability: results from popul ation-based studi es in Bangl adesh,
Jamai ca and Paki stan", Epidem ol ogy (May 1994).

28/ Council for International Organisations of Medical Sciences (Cl OW),
International Guidelines for Ethical Review of Epideniologic Studies (Geneva,
ClOovs, 1991). (Available fromWHO, Geneva, and from WHO book distributors.)

29/ Geneva, WHO 1978.

30/ J. Martin and D. Elliot, "Creating an overall neasure of severity of
disability for the Ofice of Popul ation Censuses and Surveys Disability Survey",
Journal of the Royal Statistical Society, vol. 155 (1992), part one,
pp. 121-140.

31/ Devel opnent of Statistical Concepts and Methods on Disability for
Househol d Surveys, Studies in Methods, Series F, No. 38 (United Nations
publication, Sales No. E.88.XVll.4).

32/ World Health Organization, Health for All Targets: The Health Policy
for Europe, updated ed., European Health for Al Series, No. 4 (Copenhagen, WHO
Regi onal Office for Europe, 1993).

33/ UNICEF/ WHO, Indicators for Monitoring Health Goals of the World Sunmit
for Children, reconmended by WHO and UNI CEF for National Mnitoring and
Programme Managenent and International Reporting (New York, 1993).

34/ J. M Robine, "Estimating the value of disability-free |life expectancy
(DFLE) for Western countries in the |ast decade: how can this new indicator of
health status be used?" Wrld Health Statistics Quarterly, vol. 42, No. 3
(1989), pp. 141-150. In French.

35/ E. T. Alfonsin and M G Ferruel o, "Survey of inpairments,
disabilities and handi caps in Spain", brief research report, International

-149-



Journal of Rehabilitation Research, vol. 12, No. 2 (1989), pp. 194-198.

36/ M Chamie, "Can chil dhood disability be ascertained sinply in
surveys?", Epidem ology, vol. 5, No. 3 (1994), pp. 273-275.

37/ VWHO, CQuidelines for Vision Assessnent in Surveys (WHO, Progranme for
the Prevention of Blindness, 1993); "Vision screening of illiterate
popul ations”, Bulletin of the World Health Organi zation, vol. 55 (1977);
R A Wale "Screening children's eyesight: guide for schoolteachers”, Wrld
Heal th Forum vol. 4 (1983).

38/ M Durkin and others, "Screening for childhood disability in comunity
settings", Early Intervention and Community-Based Rehabilitation in Devel opi ng
Countries, K Marfo and M Thorburn, eds. (St. John's, Newfoundl and, SEREDEI,
1990) .

39/ United Nations, Handbook of Household Surveys, (Revised Edition),
Studies in Methods, Series F, No. 31 (United Nations publication, Sales
No. E.83.XVIIl.13).

40/ A. Fisher, J. Laing and J. Stoeckel, Handbook for Fanily Pl anning:
per ations Research Design (New York, The Popul ati on Council, 1983).

41/ W Lutz and others, Health and Community Surveys, vol. |, A Practical
Manual for Health and Community Workers. (London, Macnillan, 1992). (Prepared
in collaboration with WHO and the International Epidemni ol ogic Associ ation.)

42/ E. Helander, Prejudice and Dignity: An Introduction to Conmunity-
Based Rehabilitation (New York, UNDP, 1993).

43/ P. H Rossi and H E. Freeman, Evaluation: A Systematic Approach,
5th ed. (Newbury Park, California, Sage Publications, 1993).

44/ A Goerdt and E. Hel ander, Community-based Rehabilitation and the
Health Care Referral Services: A Guide for Progranme Managers (VWHOQ RHB/ 94.1).
(CGeneva, VWHO, 1995).

45/ Jonsson, Ture, OMAR in Rehabilitation: A Guide on Operations
Moni toring and Analysis of Results (Draft for Field Testing) (UNDP Interregional
Programe for Disabl ed People, 1994).

46/ T. D. Cook and D. T. Canpbell, Quasi-Experinentation: Design and
Anal ysis Issues for Field Settings (Boston, Houghton-Mfflin Conpany, 1979).

47/ N Richman, "After the flood", American Journal of Public Health,
vol. 83, No. 11 (1993), pp. 1,522-1,524.

- 150-



48/ "An inventory of possible post-conflict peace-building activities".
Prepared by the United Nations Task Force on Post-Conflict Peace-Buil ding,
New York, 1993.

49/ UNHCR Cui delines on Assistance to Disabl ed Refugees (Social Services,
1992).

50/ M J. Thorburn, P. Desai and M Durkin, "A conparison of the key
i nformant and the comunity survey nethods in the identification of chil dhood
disability in Jammica", Annals of Epidem ology, No. 1 (1991), pp. 255-261.

51/ United Nations H gh Conm ssioner for Refugees, Handbook for Soci al
Servi ces (Ceneva, UNHCR, 1984).

52/ J. J. Mari and P. WIlianms, "A conparison of the validity of two
psychiatric screening questionnaires (GHQ 12 and SRQ 20) in Brazil, using
Rel ative Operating Characteristics (ROC) analysis", Psychol ogi cal Medi cine,
vol . 15 (1985), pp. 651-659.

53/ B. R Lima and others, "Screening for the psychol ogi cal consequences
of a mmjor disaster in a developing country: Anero, Colonbia" Acta Psychiatrica
Scandi navi ca, vol. 76 (1987), pp. 561-567.

-151-



ADDI TI ONAL REFERENCES

I nformation, planning and eval uati on

Bertrand, W E. (1985). M croconmputer applications in health population
surveys: experience and potential in developing countries. Wrld Health
Statistics Quarterly, vol. 38, pp. 91-99.

Coetzee, D. J., P. Ferrinho and S. G Reinach (1993). A vaccination survey
usi ng the EPI nethodol ogy to evaluate the inpact of a child health outreach
programme in an urban area of South Africa. Bulletin of the World Health
Organi zation, vol. 71, No. 1, pp. 33-39.

Foltz, A M (1993). Modelling technology transfer in health informtion
systems: learning fromthe experience of Chad. |International Journal of
Technol ogy Assessnent, vol. 9, No. 3, pp. 346-359.

Green, A (1992). Introduction to Health Planning in Devel opi ng Countries.
New York: Oxford University Press

| skander, M G (n.d.). Community-based rehabilitation of disabled children
does it work? A case-study of Zanbia's national canpaign to reach disabl ed
children. Unpublished UNI CEF consul tancy report.

Koepsell, T. D., and others (1992). Sel ected met hodol ogi cal issues in
eval uati ng community-based health pronotion and di sease prevention
programes. Annual Review of Public Health, vol. 13, pp. 31-57.

Rosenbluth, L., and others (1991). A nodel for evaluating the delivery of
pediatric primary care services. Pediatric Primary Care, vol. 6, No. 1,
pp. 2-7.

Synposi um on research and eval uation in comunity-based rehabilitation
3 May 1993, Bangal ore, India, Supplenent (1993). Action Aid Disability
News, vol. 4, No. 2.

Vries, H de, and others (1992). The utilization of qualitative and
quantitative data for health education program planning, inplenmentation and
eval uation: a spiral approach. Health Education Quarterly, vol. 19,
No. 1, pp. 101-115.

Disability in especially difficult circunstances

Durkin, M S., and others (1993). Effects of a natural disaster on child
behavi our: evidence for posttraumatic stress. Anerican Journal of Public

-152-



Heal th, vol. 83, No. 11, pp. 1,549-1,553.

Guha-Sapir, D. (1991). Rapid assessnent of health needs in nmass emnergencies:
review of current concepts and nethods. World Health Statistics Quarterly,
vol . 44, pp. 171-181.

Sandl er, Richard H, and Thomas C. Jones (1987). Medical Care of Refugees.
Oxford: Oxford University Press.

Scrimshaw, S. S., and E. Hurtado (1987). Rapid Assessment Procedures for
Nutrition and Prinmary Health Care: Anthropol ogical Approaches to |nproving
Programme Effectiveness. References Series, vol. II. Los Angeles,
California: University of California at Los Angeles (UCLA) Latin Anerican
Center Publications.

Si mmonds, Stephanie, Patrick Vaughan and S. Wl liam Gunn (1985). Refugee
Community Health Care. Oxford: Oxford University Press.

Uni ted Nations Hi gh Commi ssioner for Refugees (1989). Refugees (July). Entire
i ssue.

Samplin

Cochran, W (1977). Sanpling Techniques, 3rd ed. New York: John Wley and
Sons.

Leneshow, S., and D. Robinson (1985). Surveys to measure programme coverage and
impact: a review of the nethodol ogy used by the expanded programe on
i muni zation. World Health Statistics Quarterly, vol. 38, pp. 65-75.

Leneshow, S., and others (1985). A conplete sinmulation of the EPlI Survey
Strategy. International Journal of Epidemology, vol. 14, No. 3,
pp. 473-481.

Som R K (1995). Practical Sanpling Techniques, 2nd ed., revised and
expanded. New York: Marcel Dekker

Turner, A G (1994). A nodified cluster sanpling technique for population and

soci al surveys. UNSTAT Technical Notes on Popul ation Statistics and Data
Processing (May), pp. 2-8.

M scel | aneous topics

Chal mers, J., and W Lutz (1989). Presenting Survey Information: A Guide for
Heal th Workers. Geneva: |International Epidemn ol ogi c Association

-153-



Prepared in collaboration w th WHO

Durkin, M S., and others (1995). Evaluating a Ten Questions screen for
chil dhood disability: reliability and internal structure in different
cultures. Journal of dinical Epidemology, vol. 48, No. 5 (1995),
pp. 657-666.

Ferber, R, and others (1980). What is a Survey? Wshington, D. C.: Anerican
Statistical Association.

Islam S., M S. Durkin and S. S. Zaman (1993). Soci oecononic status and the
preval ence of mental retardation in Bangl adesh. Mental Retardation,
vol. 31, No. 6 (Decenber), pp. 412-417.

Robine, J. M, and K. Ritchie (1991). Healthy |ife expectancy: evaluation of
gl obal indicators of change on popul ation health. British Medical Journal,
vol . 302, No. 6,774, pp. 457-460.

Robine, J. M, C. D. Mathers and D. Bucquet (1993). Distinguishing health
expect anci es and health-adjusted |ife expectancies from quality-adjusted
life years. Anerican Journal of Public Health, vol. 83, No. 6,
pp. 797-798.

Uni ted Nations sources

United Nations (1985). Studies to Enhance the Eval uation of Famly Pl anning
Progranmes. Popul ation Studies, No. 87. Sales No. E.84.X11.9.

(1986). Devel opnent of Statistics of Disabled Persons.
Statistics on Special Population Goups, No. 2. Sales No. E 86.XVIIl.17.

(1988). United Nations Disability Statistics Database,
1975-1986: Technical Manual. Statistics on Special Popul ation G oups,
No. 3. Sales No. E. 88.XVIl.12.

-154-



96-00114 (E) 150296 -155-

*9600114*

- 155-



