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PREFACE

The present publication is one of two recent United Nations reports concerned
with the development of statistics and indicators on the situation of personswith
disabilities. These reports have been prepared in response to the recommendations of the
World Programme of Action concerning Disabled Persons’ and of the Sandard Rules on
the Equalization of Opportunities for Persons with Disabilities. In particular, the World
Programme of Action has urged the Statistics Division together with other units of the
United Nations Secretariat, the specialized agencies and regional commissions to:

cooperate with the developing countries in evolving arealistic and practical
system of data collection, based either on total enumeration or on representative
samples, as may be appropriate, in regard to various disabilities, and in particular,
to prepare technical manual s’“documents on how to use household surveysfor the
collection of such statistics.

Both reports provide guidance on the development of statistics on persons with
disabilities; however, each has clearly distinct purposes. The first report, Manual for the
Devel opment of Statistical Information for Disability Programmes and Policies’,
published in 1996, is written specifically for programme managers and others concerned
with the production and use of statistical information for implementing, monitoring and
evaluating disability policies and programmes. Special attention is given to the major
uses of statistical information on disability for purposes of programme planning and
evaluation. As a user-oriented manual, basic concepts and the possible sources of existing
dataon disability are defined. Suggestions are given for the development of statistical
information and for obtaining and using it even in especialy difficult situations, such as
emergency and refugee relief situations.

The present volume builds on the Manual and also on the section on disability as
anew topic in the recent United Nations Principles and Recommendations for Population
and Housing Censuses (Revision 1)*. Oriented to statisticians, it provides guidelines and
principlesfor collecting, compiling and disseminating statistics on persons with
disabilities. Illustrative examples are included from both developing and devel oped
countries. Although technical in approach, this publication is useful to managers of
disability programmes as they are essential partnersin developing objectives for adata
collection activity and the use of the resulting data. Researchers in the disability field
may also benefit from the general information on methods.

Wil Ooijendijk and Jose Geurts prepared an earlier version of this document as
consultants to Statistics Netherlands and the United Nations Statistics Division (UNSD).
It was reviewed by an Expert Group Meeting organized by the UNSD and hosted by
Statistics Netherlands at Voorburg, 7- 11 November 1994. Adele Furrie, formerly of
Statistics Canada undertook additional work with funds received from the Swedish
International Development Agency (SIDA). In Part | of this publication, the section on
the “Revision of the ICIDH” was prepared by the Assessment, Classification and



Epidemiology Group of the World Health Organization. In Part 11, the section on
“Evaluating and improving the quality of the results’ was prepared by Anthony Turner.
Part 111 of the Guide consists of detailed sections, which were substantially developed by
the following persons:

1 Censuses - Jose Geurts, comments/additions by Adele Furrie
2. Surveys - David Keer
0] Mental disorders- Howard Meltzer
(i)  Causesof disability - W. Davidse
(i)  Servicesand support - Jose Geurts
3. Sampling - Anthony Turner
4. Institutional population - Renee Langlois

Notes

1. General Assembly Resolution 37/52 of 3 December 1982.
2. General Assembly Resolution 48/96 of 20 December 1993.
3. United Nations publication, Sales No. E.96.XV1.4.

4. United Nations publication, Sales No. E.98.XV11.8



USING THE GUIDELINES

These guidelines have been prepared to meet the growing needs of national
statistical servicesin thefield of disability. Over the past several decades, nationa efforts
to collect disability statistics have increased significantly. However, thisincrease has
been due mainly to the inclusion of a question or questions on disability in the census.
Some countries have included a special module on disability in an ongoing survey,
usually a health survey. Only afew countries have undertaken a specia disability survey.
National registers of persons with disability persons are also rare. Another problem isthe
lack of international standards to guide the production and compilation of statisticsin the
field of disability. Asaresult, the quality, completeness and detail of existing statistical
information usually are inadequate for national policy and program needs. The present
publication provides technical guidance to help countries respond to the growing demand
for data.

A review and assessment of national studies was an essential part of the
preparation of the Guidelines. This review was facilitated by the United Nations
Disability Statistics Database (DISTAT). The second version of this database (DISTAT-
2), currently under preparation, includes data from over 100 countries. The
methodological information in DISTAT-2 and in the underlying national reports, such as
examples of definitions of the target population and screening questions, provide
illustrative examples which are included in the Guidelines.

The focus of the Guidelinesis selective. It isnot ageneral manual on censuses and
surveys but takes up only the special issues raised by collecting, tabulating and
disseminating data on persons with disabilities. Further, it recognizes that inadequate
attention has been given to many of these special issues relating to the operational
requirements of the data collection. For example, interviewing persons with disabilities
for household surveys can pose a number of special problemsthat are only beginning to
be addressed by research. Inadequate attention is also given to the measurement of
consequences of disability, that it, to the dimension of handicap in the origina
International Classification of Impairments, Disabilities and Handicaps (ICIDH) and
Participation in the International Classification of Functioning, Disability and Health -
ICIDH-2. The development of guidelines on a number of topics will depend on future
testing and evaluation.

The scope of the document is also necessarily limited with respect to the ICIDH.
While the ICIDH-2 classification is close to being finalized, the Guidelines could not
fully reflect the methods required to implement the ICIDH-2 in national data collect
programmes. It will be severa years before the ICIDH-2 concepts can be transformed
into valid and reliable survey instruments and still longer before these instruments will be
used in national data collection programmes. The approach used in the Guidelinesisto
integrate the concepts of the ICIDH-2, as best as possible, within the existing experience
on the development of disability statistics.



Part |, the “Introduction”, describes relevant international frameworks,
specifically the Standard Rules on the Equalization of Opportunities for Persons with
Disabilities and the ICIDH, both the first version and ICIDH-2. The Standard Rules
inform statisticians of the range of topics that need to be studied and the ICIDH and
ICIDH-2 provide a conceptual basis for the definition and classification of disabilities.
Part 1 also describes the various opportunities for collecting disability statisticsin the
programmes of censuses, household surveys and administrative registries and includes
the strengths and shortcomings of each.

Part 11, “ General issuesin planning and organization in the collection of data on
disability”, isaguide to the basic steps in the data collection process, from planning to
data processing and evaluation, focussing on the special issuesrelated to disability.

Part 11, “Modules’, contains detailed sections on censuses, surveys, specia topics
in surveys, sampling and the institutional population. Since use of the Handbook will
depend on the capabilities, resources and interests of the country, part 111 has a modular
structure. For ease of reference additional material for some modulesis presented in
annexes at the end of the Guidelines.

Part 1V, “Dissemination and use of disability data’, addresses the use of disability
statistics for policy purposes.

vi
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Guidelinesand Principlesfor the Development of Disability Statistics

Part I. Introduction

Part |. I ntroduction

A. | nter national recommendations

National population censuses and household surveys have, for many years,
included questions about disability in their interview schedules. Historically, national
interest in disability haslargely concerned assessing the long-term effects upon survivors
of civil strife, war, famine, accidents and disease. However, the demand for statistics on
persons with disability hasincreased greatly as aresult of the International Y ear of
Disabled Personsin 1981, the World Programme of Action Concerning Disabled
Persons', the United Nations Decade of Disabled Persons from 1983 to 1992, and the
1993 Sandard Rules on the Equalization of Opportunities for Personswith Disabilities?
Not only hasthis legislation made it more important to produce statistics, but also the
required statistics have been broadened to include socio-demographic and economic
factors, environments and their access and accommodations for persons with disability,
technical aids, personal assistance, etc.

The World Programme of Action Concerning Disabled Persons calls for “an
analysis of the situation of disabled persons ... within the context of different levels of
economic and social development and different cultures’ (paragraph 3). It aso
recommends that governments ensure the full participation of persons with disability in
social life and development, and be provided with opportunities equal to those of the
whole population, including in education, employment, social and political groups,
religious activities, intimate relationships and family life; access to housing, financial and
personal security and public facilities and freedom of movement.

The Standard Rules further elaborate “the moral and political commitment on
behalf of Statesto take action for the equalization of opportunities for persons with
disability .... Areas of decisiveimportance for the quality of life and for the achievement
of full participation and equality are pointed out” (paragraph 14).

The Standard Rules address:
1 Preconditions for Equal Participation: specifically, rules concerning awareness-
raising, medical care, rehabilitation, support services.

2. Target areas for Equal Participation: specifically, rules concerning accessibility,
education, employment, income maintenance and socia security, family life and
personal integrity, culture, recreation and sports and religion.

3. Implementation Measures: specifically, rules concerning information and
research, policy-making and planning, legislation, economic policies,
coordination of work, organizations of persons with disability, personnel training,
national monitoring and evaluation of disability programmesin the Rules,
technical and economic cooperation, international cooperation.
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4, Monitoring Mechanisms to identify obstacles and suggest suitable measuresto
contribute to the successful implementation of the Rules.

The rights and opportunities of persons with disability were also targeted in the
International Conference on Population and Development, 1994 (paragraphs 6.29-6.33),°
the Fourth World Conference on Women, 1995, (paragraph 106) *, the World Summit for
Social Development, 1995 (commitment 5 and 6) °, and the Convention on the Rights of
the Child, 1989 (Article 23).°

I mplementation and monitoring of the Standard Rules and the global conferences
and conventions place great demands for data on countries and on international
organizations. Knowing the number of persons with disability in a country and
monitoring equality of opportunity and achievements made, in terms of economic, social,
political, and cultura rights, require an enormous amount of good quality statistical data.

B. The International Classification of Impairments, Disabilities, and Handicaps
(ICIDH)

In statistics, the conceptual framework of the ICIDH provides standardized
concepts and terminology that can improve questionnaire design and provide a
standardized coding/classification framework for data compilation. The use of acommon
framework also contributes to greater comparability of dataat national and international
levels, thereby increasing the relevance of the datato awide set of users. Section 1 refers
to the original ICIDH and Section 2 discusses the second version of this international
classification, as currently prepared. Section 3 gives examples of how the ICIDH has
been applied in the design of questionsin disability data collection.

1. Thethreel CIDH concepts of disablement

The original ICIDH hasthree inter-related, yet distinct dimensions, namely,
impairment, disability and handicap. Each dimension forms a separate part of the ICIDH
classification which describes the response to or experience of the consequences of
disease, injuries, or disorders at the levels of the body, person, or society, respectively.
The diagram below shows the links among the concepts of disease or disorder,
impairment, disability, and handicap.

DISEASE or

DISORDER IMPAIRMENT DISABILITY HANDICAP
—> —> —

| 4

Thefirst version of the ICIDH does not fully describe or model the “process’ of
disablement because the situation is more complex than is represented here. For instance,

2
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handicap may result from impairment without the presence of a disability. Also, the
sequence can beinterrupted at any stage. Thus, one can be impaired without having a
disability, or have a disability without experiencing a handicap.

Box 1 presents definitions of the three ICIDH dimensions while Box 2 presents a
summary of the categories at the one-digit level for each of the three classifications. More
detailed information on the three ICIDH classificationsisin the International
Classification of Impairments, Disabilities, and Handicaps.’

Box 1. Definitions of thethree |CIDH concepts
I mpair ment

In the context of health experience, an impairment isany loss or abnormality of
psychological, or anatomical structure or function

Disability

In the context of a health experience, a disability isany restriction or lack (resulting
froman impairment) of ability to perform an activity in the manner or within the range
considered normal for a human being.

Handicap

In the context of health experience, a handicap is a disadvantage for a given
individual, resulting from an impairment or a disability, that limits or preventsthe
fulfillment of a role that is normal (depending on age, sex, and social and cultural
factors) for that individual

Source: World Health Organization (1980): International Classification of Impairments, Disabilities, and
Handicaps. 1993 Reprint. Geneva.

The impairment dimension describes the biomedical status of the body and is
characterized by losses or abnormalities that may be either temporary or permanent. It
includes the existence or occurrence of an anomaly, defect, or loss of limb, organ, tissue,
or other structure of the body. It also includes defectsin afunctional system or
mechanism of the body, including the systems of mental function. In layman’s
terminology, impairment describes some part of an individual's body that is missing or
that does not function “normally”. Blind, deaf, mute and paralyzed are words that are
often used to describe persons with specific types of impairments. The impairment
dimension isthe most detailed of the three ICIDH dimensions. It is comprised of nine
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categories relating to body structures and functions. Each of the nine categoriesis further
subdivided into more detailed types of impairments.

The disability dimension refers to the effects an impairment may have on an
individual's ability to perform activities of daily life. An individual with an impairment
may not experience any disability; alternatively, an individual may have a disability asa
direct consequence of an impairment; or adisability may be a psychological responseto
an impairment.

In the original ICIDH, knowing that an individual has an activity limitation
because of an impairment is an important first step in being able to determine if there are
any interventions that could be undertaken to alleviate or reduce the limitation. Assessing
the severity of the disability is viewed as a next step and is dealt with in a supplement to
the disability subcategories®

The handicap dimension is a classification of circumstances in which persons
with impairments and/or disabilities find themsel ves when they interact with others
within their society. Handicap refers to any discordance between the individua’s
performance or status and the expectations of the particular group of which she/heisa
member. Handicap represents the social and environmental consequences for the
individual stemming from the presence of impairments and/or disabilities. Societal
differences in defining handicap are relevant as the valuation is dependent on cultural
norms; a person may be handicapped in one group and not in another. The ICIDH
handicap classification is comprised of six key dimensions of experience that have been
designated as “survival roles’. The classification is structurally different from the other
two ICIDH dimensions. The items related to handicap are not classified according to
individuals or their attributes but according to the circumstances in which persons with
disability are likely to find themselves, circumstances that can be expected to place such
individuals at a disadvantage in relation to their peers when viewed from the norms of
society.

Box 2: Categoriesof thethree | CIDH dimensions at the one-digit level

IMPAIRMENT (1-CODE) DISABILITY (D-CODE) | HANDICAP (H-CODE)
1. Intellectual 1. Behaviour 1. Orientation

2. Other psychological 2. Communication 2. Physical

3. Language 3. Personal care 3. Mobility

4. Aura 4. Locomotor 4. Occupation

5. Ocular 5. Body disposition 5. Social integration
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Box 2: Categoriesof thethree | CIDH dimensions at the one-digit level

IMPAIRMENT (1-CODE) DISABILITY (D-CODE) | HANDICAP (H-CODE)
6. Visceral 6. Dexterity 6. Economic self-

7. Skeletal 7. Situational sufficiency

8. Disfiguring 8. Particular skill 7. Other

9. Generalized, sensory and other | 9. Other restrictions

2. The International Classification of Functioning, Disability and Health -
|CIDH-2

The ICIDH has been revised under the direction of the World Health
Organization. The International Classification of Functioning, Disability and Health, or
ICIDH-2, provides a broader theoretical framework for classifying health related human
functioning than the original ICIDH. The original ICIDH was based on amodel where
impairment, disability, and handicap were causally linked as consequences of disease or
disorders at the levels of the body, person, or society, respectively. The ICIDH-2 moves
away from the concept of “consequences of disease” to a*“components’ approach of
human functioning. In this approach, there are no assumptions related to causal
rel ationships between the different components of human functioning. ICIDH-2 uses the
concept of functioning to refer to all body functions, activities and participation as an
umbrellaterm; and of disability as an umbrellaterm for impairments, activity limitations
or participation restrictions.* Disability representsimpairments at the level of body
function or structure; activity limitations at the person level; and participation restrictions
at the level of life situations in societal context. Box 3 presents Operational definitions of
the components and Table 1 presents an Overview of key components of |CIDH-2.
Information on the development of the ICDH-2 is available on the World Health
Organization web site: (http://www.who.int/icidh.).

1 In the Guidelines, the term “disability” is used as a generic term for impairments, activity limitations and
participation restrictions. When used in connection with the original ICIDH, however, the term disability
refersto the disability dimension of that classification.
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Box 3: Déefinitions of the | CIDH-2 components
In the context of health:

Body Functions are the physiological functions of body systems (including psychological
functions).

Body Structures are anatomic parts of the body such as organs, limbs and their components.
Impairments are problems in body function or structure such as a significant deviation or loss.

Activity isthe execution of atask or action by an individual.
Activity Limitations are difficulties an individual may have in executing activities.

Participation isinvolvement in alife situation.
Participation Restrictions are problems an individual may experience in involvement in life
Situations.

Environmental Factors are external features of the physical, social and attitudinal world which
can have an impact on the individual’ s performance in a given domain.

Source: World Health Organization (forthcoming): International Classification of Functioning,
Disability and Health—ICIDH-2. Geneva.
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Tablel:  Overview of key components of ICIDH-2
Body Functions & Activitiesand Environmental Personal Factors
Structures Participation Factors
Internal influenceson
functioning
Domains 1. Body functions Life areas External influences
2. Body parts (task, actions) on functioning
Constructs Changein Body Capacity Facilitating or Theimpact of attributes of
function Executing tasksina  hindering impact of the person
(physiological) standard features of the
environment physical, social, and
Changein Body attitudinal world
Executing tasksin
the current
environment
Positive aspect Functiona and Activity Facilitators Not applicable
structural integrity Participation
Functioning Functioning
Negative aspect Impairment Activity limitation Barriershindrances Not applicable
Participation
restriction
Disability Disability

Source: World Health Organization (forthcoming): International Classification of Functioning, Disability and Health—

ICIDH-2. Geneva

The original ICIDH model implied a causal connection between impairments,
disabilities, and handicaps, unmediated by environmental factors. This led to confusion
between disease conditions and impairments, since the impairment level appeared to be
nothing more than a consequence of disease conditions, rather than, as intended, a distinct
phenomenon that can be assessed independently. Further, the causal model always failed
to capture the fact that handicap can lead to the creation of disability, aswell as

impairment.
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The ICIDH-2 model avoids these and related confusions by presenting a
multi-dimensional and interactive process. Disablement is seen as a dynamic interaction
between health conditions and other personal factors (such as age, sex, personality or
level of education), on the one hand, and social and physical environmental factors on the
other. The arrows are all bi-directional, indicating the mutual interaction between al
components of the disablement process. Early on in the revision processit was decided
that the ICIDH-2 should be asflexible as possible in its model to accommodate different
approaches, different research demands, and different users. Box 4 presents these
intersectionsin the ICIDH-2 model graphically.

Box 4. Current under standing of inter actions between the components of | CIDH-2

Health condition
(disorder or disease)

I
! I !

Body functions Activity Participation
and structure € > < >

t 4 $

l l

Environmental Per sonal
Factors Factors

Source: World Health Organization (forthcoming): International Classification of Functioning, Disability and
Health— ICIDH-2. Geneva.

The original ICIDH was criticized as unsuitable, without specific modification,
for data collection.’ The impairment categories were phrased in medical terminology
rather than ordinary, everyday language, and could not be easily used in aquestionnaire
based on self reporting of one’' s condition rather than through medical assessment. The
ICIDH was also criticized as being culture-specific, for example, including phrases such
as 'pouring tea.

In the ICIDH-2 each item or category has been operationally defined so that users
have no difficulty distinguishing parallel items in the two components. Care has been
taken to avoid using the same word or phrase to identify similar itemsin the two
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components of Body Functions and Body Structures, and Activity and Participation.
Nouns are used to denote body functions and structure (e.g. speech functions), while
activities are formulated as verbal nouns with an “ing” ending (e.g. talking). The
participation items are defined by interactive phrases such as “involvement in”,
“engagement in”or the like.

The ICIDH-2 is presented in two versions in order to meet the needs of different
usersfor varying levels of detail —the full version with four-digit levels of detail for each
of the components, and the short version consisting of only the first two digits. The short
form, which has no more than 100 categories for each component, is much easier to use.

Another aim of the revision of the ICIDH isto develop genera principlesto
classify human functioning and disability; specifically, the principles of universality,
neutrality, and parity asfollows:

Universality: disability isnot an intrinsic or defining feature of a subset of human
beings (and as such is not analogous to other human differences such as gender and race),
but isauniversal condition of humanity itself. Since epidemiologically all humans are at
risk for disablement in the course of their lives, the ICIDH-2 needs to encompass all
health conditions.

Neutrality: The ICIDH-2 isaclassification of functioning and disability, and
strivesto capture the levels of disability in as neutral alanguage as possible with no use
of negative and depreciative terms.

Parity: this principle asserts that, except in limited instances, there are no
predictable correlations between health conditions and aspects of disablement. Persons
with mental or physical disease may experience the same or different activity limitations
and participation restrictions. It isinaccurate and prejudicial to identify certain forms of
disablement to 'mental’ as opposed to 'physical’ health.

In contrast to the origina ICIDH, ICIDH-2 includes psychologica and
intellectual function terms. The revised version includes an extensive description of both
general and specific mental functions, aswell as, in the activity and participation
component, items on mental functioning related to learning, applying knowledge and
undertaking tasks.

In the revision process WHO collaborating centers from around the globe
conducted extensive ‘cultural applicability research' and linguistic analysis on the various
drafts of ICIDH-2. Major aims of the revision process were to make the ICIDH-2
culturally applicable and user-friendly across awide range of potential users and usesto
develop the best international terminology and to achieve a common language of
disability for data collection purposes.
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Since therevised ICIDH-2 is different from the original ICIDH, a conversion
table will be devel oped to convert data based on the original classification to the revised
categories. The possibility of converting data from the old into the new classification
means that issues of the comparability of data based on the two classifications are being
addressed. As part of the ICIDH-2 preparatory activities, the United States National
Center for Health Statistics/Centers for Disease Control, in collaboration with the United
Nations Statistics Division and a number of countries, undertook a project to examine the
usability of an earlier draft of the ICIDH-2 for back-coding census and survey datafrom
the original ICIDH.

3. Application of the ICIDH in disability data collection

An essential starting point for the development of guidelines for data collectionis
the experience of countries. As census questions have generally been limited to ageneric
guestion, the ICIDH has not been applied in most censuses, although the use of the
|CIDH was recommended in arecent UN census guide.’. However, in surveys, the
ICIDH framework based on the original classification has formed a basis for defining the
population to be studied and also for designing disability questionsin anumber of
countries. Unfortunately, asthis set of guidelinesis being prepared, experience has not
yet accumulated on the use of the ICIDH-2.

Statisticians, in applying the ICIDH, have been working on issues that are also
being addressed in the preparation of the ICIDH-2. They have trandated the ICIDH
concepts into simpler, non-technical language that could be understood by respondents.
For example, instead of asking respondentsif they had a*“disability in detailed visual
tasks’, they were asked “do you have difficulty clearly seeing the face of someone across
aroom/aroad, with glasses or contact lensesif usually worn?’ Examples of how the
original ICIDH has been used in the development of questions on disability remains a
useful beginning for developing questions for both surveys and censuses now being
planned. In surveys, questions using the original ICIDH, were based mainly on the
disability dimension, that is, difficulty in performance of basic activities of daily living
such as seeing, hearing, walking, reaching, etc. These questions, with some adaptation,
can also be used in implementing the | CIDH-2 as the disability dimension of the original
ICIDH is generally analogous to the Activity concept of the ICIDH-2. Since some of the
categories, such as seeing and hearing which were originally part of the disability
dimension, are now part of Body Functions, and not Activity itemsin the ICIDH-2, some
modifications to the questions are required to follow the ICIDH-2 categories.
Modifications to the questions will aso need to be made to cover the concept of severity
or “qualifiers’, asit is known in ICIDH-2. These modifications will be discussed in Part
I1. The codes in the questions below refer to the dimensions of the categories of the
origina ICIDH.
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1 The 1994 National Health Interview Survey of the United States National Center
for Health Statistics included a set of questions to identify specific impairments and
disabilities. They included:

= Doesanyonein the family have serious difficulty seeing, even when wearing glasses
or contact lenses? (Seeing disability - D25 to D27)

= Does.... have serious difficulty learning how to do new things that most people their
ageareabletolearn? (Knowledge acquisition disability - D15)

= Does.... have a problemwith their sense of taste, such as not being able to taste salt
or sugar or with tastesin the mouth that shouldn't be there, like bitter, salty, sour or
sweet tastes? (Impairment of taste- 169.2)

2. The 1986/1988 Health Interview Survey of the Netherlands included 30 questions
that identified specific impairment and disabilities. Examples of some of the questions
are:

C Does.... have any difficulty in walking? (Walking disabilities- D40)

C Does .... suffer frombackache? (Back pain-196.3)

C Does .... suffer from dizzy spells or loss of balance? (Impairment of vestibular
and balance function - 148)

C Can .... hear loud noises, such asthe horn of a car? (Other listening disability -
D24)

3. In the Office of Population Census and Surveys (OPCS) Surveys of disability in
Great Britain, 1985, disability was classified along the lines of the ICIDH, but with some
differences where the ICIDH was considered to be either too detailed or not detailed
enough for the purpose of the study. ** The following are some of the screening questions
asked to identify individuals for further questioning:

ADoes anyonein your household have the following difficulties due to long-term health
problems or disabilities, either physical or mental 2§:

C Difficulty walking for a quarter of a mile on the level (Walking disability - D40)

C Great difficulty walking up or down steps or stairs (Climbing stairs disability -
D42)

C Difficulty bending down and straightening up, even when holding on to something
(Retrieval disability - D52)
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C Difficulty using armsto reach and stretch for things (Reaching disability - D53)

C Great difficulty holding, gripping or turning things (Gripping disability - D63;
Holding disability - D64)

C Difficulty recognizing a friend across the road, even if glasses or contact lenses
areworn (Disability in detailed visual tasks- D26)

C Difficulty hearing someonetalking in a quiet room (Disability in listening to
speech - D23)
C Severe suffering from noises in the head or ears (Impairment of perception - 123)

Although a growing number of countries have used the ICIDH framework in the
preparation of questions to screen for disability, there are still great differencesin the
scope and contents of the questionnaires. The number of ICIDH disability items included
on the questionnaire, and aso the way the questions are formulated differ between the
countries. These differencesin part relate to the size of the ICIDH disability
classification. Since the number of disabilities covered in the classification is very large,
the investigator must select which to include and which ones not to include - and the
classification gives no guidelines on how the selection should be made.

C. Data sour ces on disability

A country may collect data on disability through each of the three main types of
national data collection systems: surveys, population censuses and administrative records.

1. Surveys

Sample surveys, are not intended to enumerate every household or individual in
the country; however, they are designed to be representative of the population under
study. Using sampling procedures, selected households or individuals are intended to be
statistically representative of the total population. Surveys cover many different and often
specialized topics such as health, welfare, labour force, agriculture, and other socio-
economic issues. The majority of surveys are household based, however in studying the
population with disability it is also important to include the institutional population.

Surveys can be used to collect data on disability by either a special disability
survey, or by including a module on disability in another survey. The two types of
surveys are discussed in more detail in Part 111 under surveys.

2. Population censuses

12
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In most national statistical systems, population censuses are the principal sources
of statistics on population and its characteristics. A censusis a hationwide activity with
every person enumerated separately and their characteristics recorded separately.
Universal enumeration, an essential feature, permits population censuses to provide
useful demographic, economic and social datafor small geographical areas that would
not be possible with a sample survey. Because a population censusis a complex and
costly undertaking, the majority of countries are able to organize and conduct one
normally at an interval of ten years.

Using the census to collect information about a certain segment of the population
isnot anew concept, although census organizers typically try to avoid using the census to
collect anything other than the basic demographic information. However, with the high
cost of data collection and the increasing need for social, economic and demographic
information, many countries are examining their census as a possible meansto obtain
other needed information. Although a broad range of topicsisincluded in a census, most
can be covered only in a brief fashion because of budgetary, personnel and time
constraints. Disability isincreasingly atopic investigated in a population census. For the
first time the United Nations Principles and Recommendations for Population and
Housing Censuses, Revision 1, *? includes disability as atopic that may be covered in

censuses. Census recommendations on disability issues are discussed in more detail in
later sections of this chapter.

3. Advantages and limitations of using censuses and surveysto collect disability
data

Each method has advantages and disadvantages in relation to its use for collecting
disability data. The advantages and limitations of censuses and surveys for the study of
disability are summarized in Table 2. The choice of method (s) is determined not only by
the type and amount of information needed but also the resources available. For example,
in many countries, particularly in developing regions, although the quality and coverage
of census data on persons with disability islikely to be limited, the inclusion of disability
in acensus is often the only possible option given the available resources.

Table2: Advantages and limitations of using censuses and surveysto collect disability data

CENSUSES

Advantages Limitations
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Table2: Advantages and limitations of using censuses and surveysto collect disability data

# The subject matter islimited to basic

# Data can be tabulated for small, local soci0-economic and demographic
areas. characteristics. Limited range and depth of

# Prevalence rates can be calculated for interview are possible on the special
small geographical areas because data are situation of disabled persons.
also gathered about the population at risk. # Data collection isinfrequent, i.e. usualy

# Detailed descriptive cross-tabulations are every 10 years. In addition, the time
not subject to sampling errors. The study between data collection and data
of causes of disability inlocal areasis, dissemination can be considerable.
however, subject to limitations from the # The disabled in institutions may not be
number of observationsinvolved. included in the census population or at
Underlying factors found in different areas least not in descriptive tabulations, i.e.
may be attributable to small numbers of sometimes only the non-ingtitutionalized
observations rather than to any pattern of population is covered.
causality for that area. # Problems of non-response may be

# If disability questions remain comparable, significant given the complexity and
they can be useful for time-series analysis sensitivity of the question and the limita-
of disability rates. tion of the census instrument.

# The numbers of personswith disability are | # It isvery costly and time-consuming to ask
usually large, and therefore more detailed 80-90 per cent of the total population a
cross-tabulations can be prepared. guestion that islikely to be answered

# Can provide a useful sampling frame for negatively, in order to identify the 1-20 per
research on persons with disability that are cent that has disability.
otherwise difficult to find, such as blind # Given the massive training requirements
persons and those who are deaf or mentally for a census, enumerators may be limited
impaired. in the amount of training received on the

# Comparisons can be made between persons subject of disability, which needs specific
with and those without disability. guidelines.

# Censuses are usually completed by one
person for the household and that person
may not have full information on the
disabilities of othersin the household.

|
SURVEYS

Advantages Limitations

# Thereis greater flexibility in the depth and # Except with synthetic estimation
range of topics that may be covered. techniques, thereislimited ability to
Specia probes and tests may be designed analyze prevalence rates for many local
to ensure that the disabled are identified. areas, owing to the limited sample size and

# Arerelatively easy to initiate, given the subsequent sampling errors associated with
ability of asampling frame and a desegregation for small areas.
survey-taking infrastructure. # A very large sample sizeisrequired to

# Thereis greater control over the conditions capture an adequate number of persons

of observation and the interview because
of limited coverage geographically and a

identified as having a disability since the
incidence of disability islessthan 20 per
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Table 2:

Advantages and limitations of using censuses and surveysto collect disability data

smaller number of interviewsto be

compl eted.

Design modifications may be tried in order
to increase the power of the survey in
locating disabled persons, i.e. co-
ordinating probability sample selection
with the use of a census, registered
population lists, stratification at the sample
stage or by increasing the sampling
fraction.

Thereis greater opportunity for
supervision of fieldwork and specialized
field training and for careful pre-testing of
detailed questions about impairment.

Measurement can be built in e.g., eyetests,
manual dexterity, steps, etc.

#

cent of any population.

The coverage of the populationsin unusual
circumstancesistypically very poor, e.g.
institutionalized persons, members of
secondary families, secondary individuals,
homel ess persons and refugee or nomadic
populations.

4, Administrativerecordsand registers

Another source of dataon disability covers both data that are collected in an
administrative system set up for other or more general purposes, and also from aregister
intended to serve persons with disability. There are many types of administrative
recording and registration systems that can potentially be used to obtain data on
disability. These include, population registers, vital registration systems, socia security
systems, registries of occupational injuries, rehabilitation programmes, and other services
for persons with disability.

Administrative records and registers can provide often unique information about
persons with disability. Usually the information in these systems has been collected for
reasons other than statistical, perhaps related to the administration of a particular
programme or service for persons with disability who meet the specific criteriafor it.
However, some administrative record systems are maintained to provide information
about programme implementation; this information may then prove useful for other
purposes. For example, data collected by the United States Department of Education,
Office of Special Education Programs provide information on educational attainment for
children in special education, such as graduation rates. Because these data are collected
annually, they can provide a useful source for trend data on the prevalence of specific
impairments or disabilities that may not be available through other sources.

This publication will not provide methodological guidance on administrative
records and registers. The methods involved in establishing such systems may not be
statistical. Furthermore, there may be legal problems in the use of administrative service
records or registers for statistical purposes other than in support of the programme or
service. A legal opinion regarding the rules or legislation under which the original data
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were collected may be required. Any legal opinion takes time to obtain, and significant
costs may be incurred. However, in some cases, these barriers can be overcome and,
particularly in conjunction with other data sources, administrative records can enrich our
knowledge about trends concerning persons with disability.

There has been awide range of types of administrative records and registers used
to generate data concerning persons with disability. Examples include the following:

1 Belgium B Disabled pupilsin special education: This data source includes
children and adolescents who are capabl e of receiving an education but who are not
capable of following it in an ordinary educational establishment. The data are sub-divided
into four classes of students, and are collected at the beginning of each school term. 13

2. Greece B General scheme social security fund: This data source includes persons
receiving an invalidity pension under the general scheme. In general, these are insured
persons with adisability of at least 50% as a result of acommon disease (including
psychiatric illness), an occupational disease or accident, or an accident occurring outside
of work. Thisinsurance covers those individuals who were employees in the private
sector. Data are available from this source on an annual basis. '

3. France B Disabled adults grant (Allocation aux adultes handicapesB AAH): This
data source includes disabled adults between the ages of 20 (or between 16 and 20 if they
are not eligible for family allowance) and 60 whose disability is at least 80% or, if the
degree of disability islower, are unable to carry out a profession because of their
disability. The amount of the grant is dependant on whether or not an individual with a
disability can work and what their incomeis. It is designed to provide all disabled adults
with aminimum income. Annual data are available from this source. *

4, Ireland B Domestic care allowance: This program covers seriously disabled
children aged from two to sixteen who live at home and, because of their disability,
demand alevel of care and attention that is significantly higher than that normal I6y
required of achild of the same age. Annual data are available from this source. *

5. Mauritius B The National Pension Plan Registry: The National Pension Plan
provides financial support for persons who have amedically certified impairment, a
retirement pension for personswho are deaf, or who are totally paralyzed, or who have a
permanent impairment of at least 60% and require assistance with their daily activities. *’

6. An example of a continuous registration system aimed at serving persons with
disability isthe systemin the Federal Republic of Germany. It includes persons
who are certified as disabled by the local authority (Versorgungsamt), and thereby
qualify for specia benefits. The local authority determines the degree of disability
(or percentage of reduction in ability) on a scale ranging from 20 to 100, with a
degree of 50 or more representing severe disability. Basic guidelines have been
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established which include an extensive breakdown of disabilities and the
corresponding degrees of reduction in ability. The degree of reduction is
determined taking into account the expected ability for a given age, and how this
has been affected as a consequence of physical and mental disorders. To be
certified as disabled, an application (including medical reports) is made to the
local authority, which - on the basis of the medical reports and the guidelines-
determines the degree of disability, which may be the result of more than one
disorder. From this registration system, statistics are compiled every two years at
the regional and national levels only for the severely disabled, i.e., those with a
degree of disability of 50 or more. In addition, the registration system provides a
basis for fine tuning data collection methodology on disability for the micro-
census.
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Part I1. General Issuesin Planning and Organization in the Collection
of Data on Disability

Whether data are collected in a census or in asurvey, there are general issues
relevant to the topic disability that need to be addressed in planning and organization of
the data collection effort. As afirst step, clear objectives with respect to disability should
be specified in the planning stage. In addition, information needs must be identified and
the study population defined. In preparatory work, consultations with organizations of
persons with disability and potential users of data are essential. The effect of disability on
al relevant design features must be considered in the preparatory stage. In the design of
guestions to identify persons with disability, significant experience has accumulated,
although it is based on the original ICIDH. Such country experienceis essential to the
development of international guidelines and will be used to the degree possible, given the
new approach of the ICIDH-2. For other general issues of design and operation, because
of the technical complexitiesinvolved and the need for further research and national
experience, discussion can only provide areview of points to be taken into account.

A. Preparatory Activities
1. I dentifying the study objectives

The development of plans for data collection should include, at an early stage, the
preparation of a set of strategic aims and objectives. Study objectives, coverage in terms
of the population of interest, and the topics to be investigated in relation to the population
with disability are very different among countries. Box 5 provides examples from
national data collection activities on disability.

The starting point for devel oping these objectives would be understanding user
requirements for data and assessing the existing data. A clear identification of disability
data requirements can best be achieved through a series of meetings with advocates, with
groups representing persons with different types of disability and with organizations that
provide services and programs for persons with disability.

Generaly, information needs identified by advocates who are not trained in
statistics are stated in very general terms. The agency responsible for data collection must
trandate these general statementsinto detailed data requirements. Thisis usually an
iterative process and can be facilitated by asking questions and providing examples to
assist the requesting individuals and/or agencies with the process (see Box 6 and 7 for
examples of this communication).

Discussionsin this process should a so include the scope of information on the
characteristics of personswith disability, such as age, sex, education, income, labour force
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status, as well asthe level of geographic detail. This additional information isvery
important to the agency collecting the data in determining the method to be used to
collect theinformation, as well asthe cost of the undertaking. It is also important to
decide, at this stage, the coverage of the population with disability. Very often, data
collection activities include only those persons residing in private households. In order
not to exclude arelevant portion of persons with disability, the team should consider all
possible locations where persons with disability may live and then establish through
consultation whether inclusion of these populationsis a priority. Documentation of how
decisions were made for inclusions and exclusions is an important aspect of this phase of
the planning. Some groups of persons that should be carefully considered for inclusionin
the data collection activity include:(a) persons residing in institutions, (b) personsliving in
remote areas, (¢) nomads, (d) the homeless, and (e) refugees.

Box 5: Objectives and population data coverage for a national data collection
activity on disability: National examples

Philippines, National Commission concer ning Disabled Per sons, National Disability
Survey, 1980

Category Description

Why Data were needed to:

1. Determine the number, distribution and characteristics of the population
who are disabled in the 13 regions of the Philippines;

Compare persons with and those without disability;

Study the prevalence of disability by region, sex, age, type and cause;
|dentify the need and requirements of the population with disability for
medical, nursing and rehabilitation services; and

5. Determine whether the disability wasincurred at work or in line of duty.

AW

Who The study covered all population living in households

A person with disability was defined as an individual having:

1. A physica impairment including language, aural, ocular, visceral, skeletal,
and disfiguring impairments;

2. A menta impairment including intellectual and other psychological
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impairments, such as mental retardation, psychosis, alcoholism, chronic
depression or anxiety and convulsive disorders.

What

What types of datawere collected?

1. Ageand sex, marital status, residential status, relationship to the head of
the household

Educationa activities, highest education

Occupation, employment situation

Disability status

Type of impairment

Causes

Technical aids

Family’ s care of person with disability and family’ s economic situation
Needs of persons with disability

©CooOoNOO~WDN

China, Office of National Sampling Survey of the Handicapped, National Survey
of the Disabled in China, 1987

1. Datawere collected to provide information on the number of persons by:
- type of disability

- regiona distribution

- causes of disability

- medical treatment

- rehabilitation

- education

- employment

- marriage

- family

- participation in socid life

2. Data were needed to provide a basis for drawing up the legislation and
national policy and programmes to improve the situation of persons with
disability and to ensure that they have equal rights as those without disability.

Who

The survey covered population living in householdsin the 29 provinces.

Persons with disability were defined to include only those with (i) vision, (ii)
hearing , (iii) speech, (iv) mental, (v) limb, and (vi) psychotic impairments.
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What Data were collected on:
1. Typeof impairment
2. Cause of impairment
3. Age, sex
4. Educational attainment of person with disability, and of father and mother
5. Economic activity status, industry, occupation
6. Treatmentsreceived for the disability, and reasons for not receiving
treatment
7. Willingness of person with disability to go to school, be employed
8.  Whether person with disability wishesto take part in socia activities,
continue treatment, have prosthesis (for those with physical impairments),
be married.
9. Whether relatives of person with disability regard him/her as a burden, wish
he/she could he admitted into a special institution for persons with disability.
India, National Sample Survey Organization, Department of Statistics, National
Survey of Disabled Persons, 1991
Why 1. The National Sample Survey collected information on disability to:

build database regarding the incidence and prevalence of disability in the
country

identify inter-state (province) variation in the rates

study the particulars of disability such asthe type or degree of disability,
causes of disability, age at onset of disability and type of aid/appliance
used

determine background socio-economic and demographic characteristics

In pursuance of the policy of the Government of India, data on disability
were collected to review the status of the disabled in the country and to
make a comprehensive rehabilitation programme.
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3.

4,

2.

The survey was carried out in 56,760 households spread over the whole
Indian Union.

The persons with the following physical disabilities formed the study
population: (i) visual disability, (ii) communication disability (e.g., hearing
disability and speech defect for the individuals aged 5 years and more), and
(i11) locomotor disability.

The survey aso covered the extent to which children aged 5-14 years
reached different developmental milestones.

1.
2.

I nformation was collected on:

Households with at least one disabled person

Household characteristics such as age, sex, size, socia group, industry,
occupation, employment status, average monthly expenditure, and type of
housing.

Disability characteristics such as type, number of disabilities, degree of
disability, cause(s) of disability, age at onset of disability and type of
aid/appliance used.

Type of blood relationship between parents of disabled persons.
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Box 6: An example of communication between the data collection agency and users
requesting information on employment opportunitiesfor personswith
disability

Based on the knowledge that the project manager of the data collection activity has of the
issues facing persons with disability in the country, he/she arranges to have a meeting with
officials from the Ministry/Department of Labour. Here, shelhe might hear the following:

“ Thereisincreasing pressure from lobby groups to devel op an employment policy to
ensure that adults with disability have access to employment opportunities. How
many adults with disability are there in the population and what is their employment
status as compared to the rest of the population?”

In addition to some of the questions asked in the first meeting to determine definition, etc.,
other specific questions might include:

- Howdo you define “ adult” ?

- Do you need the information for the total adult population, or do you require
information by specific age groups?

- How do you define “ employment” ?

- Do you have another source for the employment information for persons who do not
have a disability, because the need for employment information for persons without a
disability was mentioned in the statement of information needs.

There are two options that the data collecting agency may wish to put forward to meet this
need: (@) the possibility of using employment datafor the total population that might be
available from another source, or (b) extending the information gathering exercise to include
the collection of information about the employment status of adults who do not report a
disability.

Box 7: An example of communication between the data collection agency and
usersrequesting infor mation on technical aids

Typically the meeting is with the ministry/department that has the most pressing need for
information, and the one that has indicated that funding might be available for the collection of
such information. The information need may be expressed as follows:
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“ It has been decided that the Health Ministry is going to introduce a new program to
ensure that persons with disability have access to the technical aids that they need. We need
to know what they need” .

Some questions to ask the user might include:questions to ask the user might includeto ask the
user might includeask the user might include

- What isyour definition of a person with a disability?

Here, the data collection agency might give some examples such as a person who has some
difficulty paying attention, a person who has difficulty understanding spoken messages, a
person who cannot walk because heis paralyzed, an elderly person who has difficulty walking
because of arthritis, etc. It would be useful to have accessto prevalence rates from other
countries that used a similar definition to inform the user of the possible implications of using a
particular definition.

- Do you need information about particular types of disability?

This part of the discussion provides input into the amount of detail that will be required to
identify the population of interest, aswell asinput into the size of the sample required.

- Do you need to know how long the person has had the disability and what was the
cause of the disability?

Duration and cause are two pieces of information that are typically used by researchers when
they are developing composite indicators of disability such as disability-free life expectancy
(DFLE). Examples of questionsto use to determine cause and duration are provided in Part
I11, Section B.5(a).

- Do youwant to include all ages- children, adults and the elderly?

It isimportant to cover each age group specified because there may be different issues and
requirements relating to disability for each age group.

- What are the differences in the characteristics and situation of women and men with
disability?

The data-collecting agency should ask users to identify issues relevant to gender to ensure
appropriate coverage in the questionnaire.

- Isitimportant to identify if these individuals live in urban or rural areas, or other
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geographic area?

It isimportant to know if the information is needed at the country level only or if regiona data
will be required. Thiswill have an impact on the sample size and the sample design.

- What do you mean by technical aids?

The data collecting agency might want to ask usersto identify the scope of technical aids that
might be considered, such as hearing aids, glasses, wheelchairs, canes, seeing eye dogs, €tc.

2. Consulting user s, personswith disability, and relevant existing data

Statisticians are responsible for ensuring that the data they collect respond to the
needs of users. Consultation with users will ensure that the final product meets those
needs and interests.

Consultations with users are crucial at the outset to help identify the issues and
topicsto be addressed and should be continued at each stage of the process. Users should
be consulted for example in the development of questions, in particular for ethical issues,
language and fielding strategies as well as for planning publicity about data collection
goals.

Usersinclude government officials, resear chers, legidators, personswith disability, and member s of
non-gover nmental associations and or ganizationsthat provide servicesto per sonswith disability.
Resear cher s and representatives of non-gover nmental organizations play a uniquerolein the
consultation process by providing state-of-the-art information about their disciplinesand about the
issuesfacing disabled persons. Typically these individuals or associations do not have fundsto
contributeto the data collection processbut their under standing of issues and the needs of their
membersand their support are often critical to ensuring the success of a data collection exercise.

Theform of these consultations may vary from informal discussionsto
workshops or seminars to formal meetings of consultative committees comprising
producers and users. Different forms meet different objectivesin the process and different
types of consultation will need to be explored.

Although crucial to the quality and usefulness of the data produced, there are also
drawbacks to consultations with user groups. It could lengthen the timetable for data
collection and confront statisticians with competing demands and conflicting opinions
from different user groups. However on the positive side, a successful dialogue with
users will identify crucial issues and information and - when the constraints of producers
are made clear - help users develop more redlistic expectations about the data that can be
collected.
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Consultation with a broad range of individuals should also provide accessto any relevant existing
data. An important part of the planning processisto determineif there were any effortsin the past to
collect information about the population with disability. Since data collection activities ar e often ver