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PREFACE

In adopting the World Programme of Action concerning Disabled Persons
in 1982, in resolution 37/52, the General Assembly expressed a renewed
commitment to promoting effective measures for the prevention of disability,
for rehabilitation and for the realization of the goals of eguality and full
participation of disabled persons in social life and development. The World
Programme of Action establishes concrete objectives for the United Nations
Decade of Disabled Persons, 1983-1992, following up on the International Year
of Disabled Persons (IYDP) in 1981, and drawing on the experience of the
United Nations, Governments and non-governmental organizations in the field of
disability.

The World Programme of Action recognizes the importance of statistics
on disabled persons as a foundation for policy planning, implementation,
monitoring, analysis and research. Specifically, it states:

"Member States should develop a programme of research on the
causes, types and incidence of impairment and disability, the economic
and social conditions of disabled persons, and the availability and
efficacy of existing resources to deal with these matters."Ll

"The Statistical Office [of the United Nations Secretariat] is
urged, together with other units of the Secretariat, the specialized
agencies and regional commissions, to co-operate with the developing
countries in evolving a realistic 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 manuals/documents on how to use
household surveys for the collection of such statistics, to be used as
essential tools and frames of reference for launching action programmes
in the post-IYDP years to ameliorate the condition of disabled
personsg."

The Decade of Disabled Persons and the World Programme of Action
concerning Disabled Persons have thus brought needed attention to an area of
statistics that was often ignored or whose importance and significance were
underestimated in the past.

The present publication is one of two new United Nations technical
reports concerned with the development of statistics on disabled persons,
Both were prepared in response to the recommendations of the World Programme
of Action concerning data collection and research on disability and disabled
persons. The objectives of the two reports are complementary: the present
report was prepared on the basis of a set of case studies in a limited number
of countries in order to analyse the extent and reliability of statistics
which had already been collected on disabled persons in certain countries, to
test techniques for using those statistics effectively, taking their technical
limitations into account, and finally to consider ways of improving the
collection and use of disability statistics which might be applicable in other
- countries. The second report, Use of Household Surveys to Collect Statistics
of Disabled Persons, analyses in detail concepts and methods for data




collection on disabled persons, using household surveys.é/ The present
report thus serves as a demonstration of how to make effective use of
available statistics on disabled persons in countries where such statistics
have been collected, while Use of Household Surveys provides technical
guidance for data collection, drawing on statistical experience in many
countries in household surveys and in the field of disability.

Taken together, the two reports provide convincing evidence of the
practicality and usefulness of collecting statistics on disabled persons and
present extengive technical examples, illustrations and guidance on methods of
data collection, presentation and analysis. It is hoped that those methods,
with suitable adaption to the particular social and cultural circumstance of
each country, will find wide application in the course of the Decade of
pisabled Persons and that improved statistics and their dissemination will
promote more effective policies and programmes concerning disabled persons,
pursuant to the objectives of the World Programme of Action.

Both reports were prepared as part of a programme of the Statistical
Office of the United Nations Secretariat to promote the development of
statistics on disabled persons, using population censuses and surveys, as
requested in the World Programme of Action. The programme was established by
the Statistical Office in co-operation with the Centre for Social Development
and Humanitarian Affairs of the United Nations Secretariat. Financial support
for this work has been provided by the International Year of Disabled Persons
Trust Fund. The two reports were discussed in draft by the Expert Group on
Development of Statistics on Disabled Persons, which met at Vienna from 2 to 6
Bpril 1984. The present report has been revised to take into account the
recommendations of the experts as well as comments and suggestions of the
United Nations regional commissions, interested specialized agencies and other’
national and international specialists.

The present report was drafted by Mary Chamie, assisted by Rita
‘Mufarrij, as consultants to the United Nations Secretariat. Many of the data
contained in the report were reviewed with individual specialists and
organizations which had originally collected the statistics in the course of a
mission by Mary Chamie to the five case-study countries from 5 February to 1l
March 1983. The generous co-operation and assistance of the Governments, the
offices of the resident representatives of the United Nations Development
Programme and many national specialists in those countries are gratefully
acknowledged.

Comments and suggestions concerning the present report are welcome.
They should be addressed to the Director, Statistical Office, United Nations
Secretariat, New York, NY 10017.
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NOTES

4 "World Programme of Action concerning Disabled Persons: report of the
Secretary-General” (A/37/351/Add. 1 and Add. 1/Corr. 1), para. 185.

2/ Ibid., para. 198.
3/ Studies in Methods, Series F (United Nations publication, in

preparation). :

&/ The following experts participated in the meeting in a personal
capacity: Janusz Bejnarowicz (Poland); E.F. Ching'anda (Malawi); Derek
Duckwork (United Kingdom of Great Britain and Northern Ireland); Eloisa de
Lorenzo (Uruguay); Sri Poedjastoeti (Indonesia); Muniera A. Al Quettami
(Kuwait); Borhan Shrydeh (Jordan); and J. N. Tewari (India). The report of
the expert group meeting has been issued as document ESA/STAT/AC.18/7, in
English and Arabic.
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EXPLANATORY NOTES

Symbols of United Nations documents are composed of capital letters
combined with figures, Mention of such a symbol indicates a reference to a
United Nations document.

Reference to "dollars" ($) indicates United States dollars, unless
otherwise stated.

Reference to "tons" indicates metric tons, unless otherwise stated.
The term "billion" signifies a thousand million.

Annual rates of growth or change refer to annual compound rates, unless
otherwise stated.

A hyphen (~) between years, e.g., 1984-1985, indicates the full period
involved, including the beginning and end years; a slash (/) indicates a
financial year, school year or crop year, e.g., 1984/85,

A point (.) is used to indicate decimals.

The following symbols have been used in the tables:

Two dots (..) indicate that data are not available or are not
separately reported;

A dash (~--) indicates that the amount is nil or negligiblej;
A hyphen (-) indicates that the amount is not applicable;

A minus sign (~) before a number indicates a deficit or decrease,
except as indicated;

Three hyphens (---) indicate that the category was not used in the
source.

Details and percentages in tables do not necessarily add to totals
because of rounding.
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INTRODUCTION

Limited compilation, dissemination and use of population census and
survey results about disability have led many to believe that there are few
data available for the study of disability in developing countries and that
those data which are available are too complex, unreliable or incomplete to be
useful. Research for the present report was undertaken in 1983 to test those
widely held assumptions, using five countries as case studies. The countries
are Egypt, Iraq, Jordan, Lebanon and the Syrian Arab Republic. The countries
were chosen as case studies because their proximity to each other and known
experience with data collection in the field of disability seemed to make them
convenient and potentially fruitful sources of data for examination and
analysis,

The case studies were undertaken with the following specific objectives:

(a) To examine in each country the usefulness of existing data for
estimating the prevalence and distribution of disability and its social and
health consequences;

(b) To develop and test techniques for utilizing national population
census and survey data to provide indicators of disability and its
determinants, characteristics and consequences, and of prevention and
rehabilitation;

(c) To examine methodological issues in the collection, dissemination
and interpretation of disability statistics with a view to developing improved
methodologies potentially applicable in all countries interested in the
development of disability statistics, nationally and internationally.

The results of the case studies are presented in this report. They show
that in the five countries studied, there is a wealth of data about disability
vhich has been collected in population censuses and surveys and in other
studies. Those data require only careful compilation and presentation in a
properly structured, easy-to—understand format to provide a good statistical
foundation for planning, implementing and monitoring programmes concerning
disabled persons.

Naturally it would be inappropriate to extend the conclusions of the
experience in five countries to other countries. However, many less complete
studies of disability statistics indicate that the findings of the present
report may be broadly applicable. Thus the report has been prepared to
encourage and assist development and the use of disability statistics in all
interested countries, nationally and internationally, through examples based
on the case-study countries.

The Expert Group on Development of Statistics on Disabled Persons
reviewed the present report in draft form (see the preface above), and noted
several key obstacles -~ either organizational or technical - to more effective
use of disability statistics. Organizational problems include lack of



effective communication among data producers and between producers and users.
Data on disability have often .been collected without benefit of close
co-operation and technical interaction among national statistical services,
ministries and research specialists, or with statistical and subject-matter
specialists. in other countries or internationally. Some technical problems
arise in part from organizational failures, such as lack of integrated data
collection and planning, overlap and inconsistency across surveys and over
time, and limited dissemination of data. Other technical problems concern’
more fundamental statistical issues, such as the reliability, meaningfulness
and practicality of concepts and methods in the field of disability and the
development and application of techniques of data presentation and
interpretation that make good use of the data but also take their limitations
into account. Very often technical limitations of data are given as a reason

to discard them altogether when in fact, properly interpreted, they might
still be quite useful.

For example, as the Expert Group noted and as is discussed further below,
policy planners and others concerned with disability programmes, including the
general public, often look to census and survey data on disability only to
provide an overall prevalence rate, Becauge of technical limitations,
however, an overall prevalence rate provides only an incomplete picture of
disability and is easily misinterpreted. The partial picture can be very
useful but needs to be supplemented with other analyses of the data.
Disability is such a complex social, psychological and health issue that it is
unrealistic to expect any single measure to be able to represent it adequately.

The present report is mainly concerned with the technical questions noted
above. In examining them, it emphasizes the full exploitation of existing

data prior to turning to further data collection. That approach was adopted
in order to:

(a) Demonstrate the value of a historical perspective in planning
statistical projects. Problems encountered and objectives achieved and not

achieved need to be examined in order to improve future data collection and
dissemination;

(b} Identify methodological issues associated with the measurement of
disability in surveys and censuses on the basis of experience;

(¢) Compile statistical estimates of disability from existing data as a
basis for critical analysis of the data collection methods used, which have to
a large extent heen ad hoc in nature;

(d) Maximize the effectiveness of expenditures on data collection,
compilation and dissemination through the exchange of information on the
results of previous work prior to instituting further, costly data collection
programmes.

In developing countries, data collection entails a significant
opportunity cost in terms of scarce financial and human resources which could
also be used for programmes of more direct assistance to disabled persons.
Thus, it is imperative that data already collected in censuses and surveys not
be rejected outright because the surveys were imperfectly conducted or because



they were conducted under less-than-ideal circumstances. 1In faect, the value
of existing census and survey data on disability in developing countries may
be all the greater, given the dearth of information available in most
developing countries for policy development and programme planning, Time is
also an invaluable commodity, and the speed with which existing data can be
prepared for use in policy analysis and programme planning is another
important argument in favour of making every effort to use those data more
effectively. Thus, census and survey data on disabled persons, where
available, offer unique opportunities for analysts to estimate and evaluate
numbers, prevalence and characteristics of disabled persons in many developing
countries.

There are special methodological problems associated with the measurement
of health and disability status in large statistical enquiries based on
enumeration by non-health specialists, but even when population census data on
disabilities seem to indicate limited coverage of disabilities and disabled
pPersons, the value of the numbers of impaired or disabled persons who are
identified by censuses is significant, since the larger numbers identified in
a complete enumeration can be analysed in more detail. By comparison, if 10
per cent or less of the population is typically affected by disability,
national surveys of even 5,000 households will not cover a large number of
such persons, and data on particular types of disabilities will be even more
limited. 1In one sense census data can be treated as analytically similar to
epidemiological studies of relatively rare events, such as studies of the
chronically or terminally ill. Such studies are rarely based upon probability
samples of the total population, owing in part to the difficulty of sample
design given the relative rarity of the event. Rather they are useful because
they are based on larger numbers of persons having the condition being studied
and they thus permit a more detailed analysis of their characteristics and
situation, Methodological experience in historical demography also provides
useful experience in how limited information can be pieced together to form
useful statistical profiles.

Overall, methodological issues in the use of large-scale census and
household survey results must be concerned with understanding their
possibilities for effective use, taking their limitations into account,
particularly limitations in enumeration and coverage of disability conditionms.
The general objectives of the present report are to examine in a few countries
the usefulness of existing data for estimating the prevalence rates and
distributions of disability and its social® and health consequences, suggest
ways that national survey and census data may be utilized to provide
statistical indicators of disability and its determinants, consequences,
prevention and rehabilitation and point out methodological issues associated
with the use of existing statistical data.

The report focusses upon data as they are currently published and
presented by national statistical and research services in census and survey
documents. t reviews national data sources in each case study country,
‘evaluates those sources in terms of survey methods used and for their
potential usefulness in planning further data collection, compilation and
analysis, and presents information on the sources in such a way that they may
be more readily compared and utilized for further statistical work, policy
development and programme planning.



Several techniques are used to evaluate the studies of disability which
are considered:

(a) Review of disability classifications used;

(b} Presentation and summaries of survey designs, field instructions,
and available published tabulations;

(¢) 1Illustrative graphs and figures highlighting findings;
(d) Presentation of selected tables derived from published tabulations;

(e) Review of methodological problems associated with the use of the
data;

(£) Summary review of findings from various data bases with respect to
the prevalence, location and status of disabled persons. The evaluation 1is
presented in chapters I-III.

The emphasis in chapter I is upon the identification and classification
of impairments and disabilities in the censuses and surveys reviewed in the
report. It stresses that the numbers of disabled persons identified in any
survey are subject to a great deal of variation depending upon the definitions
chosen, the phrasing and location of the questions in the interview, and
statistical, cultural, social and medical concepts of what constitutes a
disability in a particular country at any particular time. The chapter also
encourages data users to probe into the categories selected for investigation,
to use them as indicators of what are culturally viewed as important
disabilities, and to anticipate the coding and tabulation problems associated
with selected disability categories., A historical overview of classification
schemes in a country is one important way to consider the evolution of
disability as a social and health concern and to note how statistical issues
are modified as societies change.

Chapter II delineates the strengths and weaknesses associated with
various data collection systems used to provide a statistical description of
disability. The systems considered are population censuses, national
household sample surveys, one-time registration surveys, and continuous
registration systems. The methodological problems associated with the
measurement of prevalence and distribution of disability are highlighted,
especially problems associated with underenumeration, overenumeration,
misclassification and selective reporting of disabled persons. The ways in
vhich each qﬁ those problems occurs in surveys, censuses and registration
systems are examined.

The goal of chapter II is to show data users how methodological
influences on results can be detected and taken into account in considering
findings important for policy and programme use. For example, high
male-to-female sex ratios for a particular disability may be viewed in several
important ways:

(a) They suggest that careful probing is required in order to find out
the extent to which findings are attributable to social or cultural
expectations or reluctance upon the part of interviewees to report disabled
womens;



They suggest that, in order to make them socially appropriate,
s designed for working with disabled women may require special
ions that programmes for men do not need;

They suggest the need for careful investigation into the causes of
cular disability by age, sex, rural/urban residence, and the like, in
discern the extent to which sex differences in reporting are due to
rent life experiences of women and men, such as differential

patterns, mortality, occupational hazards, and experience with

and injuries. The chapter also suggests that one way to avoid the
s associated with any one data collection procedure when assesgsing
tion of disabled persons is through co-ordination of the various data
n methods.

ter III offers examples of data compilation and presentation using
published tabulations. It discusses the potential for integrating
from various data bases, while acknowledging the limitations caused
ing classifications of disability, variations in age-groupings and in
ssifications used in tabulation, such as sex and rural/urban

. Special problems associated with comparing socio-economic

istics of disabled populations by type of disability to

nomic characteristics of total populations are also discussed, as are

Jical problems associated with the measurement of disabled persons'

ns and economic activities.

rous examples are offered in chapter III of compilations and

;ion of disability statistics that might be prepared from published
ms of population censuses and national surveys. Particular emphasis
\ginning of the chapter is placed upon prevalence rates according to
and rural/urban residence. Attention is then given to available

's of the degree of equalization of opportunity achieved, or the
msequences of disability, such as comparative educational attainment,
'y, economic activity, occupational distribution, unemployment, and
.cal distribution of disabled persons. Factors other than disability
.uence the reésults are also pointed out, such as age and sex

res by type of disability relative to total population. The findings
.cate that opportunities for educational services, employment, and
mal diversity differ considerably, according to the type of

.y examined and according to the age and sex of the persons involved.
programme implications of those findings are discussed.

conclusions of the present study are summarized in chapter IV. The
ind references provide detailed technical information on national data
ind methods and tabulations of the data examined in the five

ly countries.



or system function, resulting from any cause; disabllity refers to functiopal
and performance problems attributable to an impairment; and handicaps are
disadvantages that people have which result from thelr impairments and
disabilities. In that conceptual framework, impairment is seen as a matter of
medical diagnosis, while disability and handicap imply limitations which arise
from the interaction of the individual and the social, physical and economic

environment in which one is placed.

The general use of the term disability in the present report is
intended to reflect the idea that the terms impairment, disability and
handicap all imply different types of inability, disability or loss
experienced by a person. The failure of body organs or systems to function
normally (impairment), the inability to walk, to talk, to see peripherally and
so on (disability), and the inability to go to school, to socialize or
otheryise take care of oneself (handicap) are conceptually related by
considering the degree to which persons are unable to function. The study of
disability concerns itself with examining the long-term congequences of
impairment, as they are manifested in disabilitles and handicaps.

Thus, the conceptual framework of WHO is concerned with a description
of three major types of inability. Impairments are inabilities caused by
physiological or functional loss that are attributable to disease, accident,
violence or genetics. Disabilities are the resultant loss of function in body
organs, appearance, or body functioning, Handicaps are an estimate of the
loss of opportunity with respect to educational attainment, occupational
mobility and the like, experienced by an impaired person. The degree of
compounded loss from each of the three interrelated types of "inability” {s
viewed in its totality in the present report as disability, In the data
presentation used, "disability rates” may refer to rates of impairment,
disability or handicap, depending on the usage in the source, and the
distinction among them, if any, is spelled out by the categories used in the
tables. However, it is not always easy to apply the distinction, given the
kinds of questions asked in the censuses and surveys studied for the present
report and cross-cultural variation in the framework of available expressions
used to describe disability. The kinds of questions that are most likely to
distinguish among the three basic concepts ask about specific kinds of
begaviour or activity, such as Can the person see? walk? read? attend school?
ana sO On.

Whether disability should be measured as an individual or an
environmental characteristic has been an issue of concern to programme
planners and statisticians for many years, but there is substantial agreement
among researchers that disability at the individual level means more than
disease, injury or medically defined impairment, The study of disability also
concerns itself with social expectations and performance requirements. For
example, individuals may be considered mentally impaired in one environment
and not in another, depending on the surrounding situation. In general,
charagteristics of environments which "tend to narrow the adaptive
oppo;tunities of the functionally impaired individual®™ are important aspects
of disability. The issue then becomes not only one of identifying the degree
of a disabled person's inherent limitations - that is, impairment - but also,
on th(_i one hand, identifying medical or other intervention which can mitigate
the disabling impact of the impairment and, on the other hand, identifying



characteristice Of the environment which limit the disabled person's li'f,e
(loss of educational and occupational opportunity because of prejudice, lack
of adequate transportation, building limitations, and the like). In that
cage, the environment is viewed according to the degree to which it is
limiting (laws, policies, social proscriptions, environmental hazards and
restrictions placed upon impaired and disabled persons).

Indirect estimates of limiting environments are often obtained by
measuring the degree of handicap an impaired person is reported to have. For
example, the mean number of years of school attended by impaired persons_when‘
compared to the mean number of years of school attended by persons who are not
impaired but who bhave similar demographic characteristics is a rough measure
of educational opportunity lost or gained by impaired persons. The cause of
the handicap may be attributable to lack of community provision for
educational opportunity (in other words, a handicapping environment) and may
also to some extent be related to the severity of a person's impairment.

Definitions and classifications in the case
study censuses and surveys

This section summarizes the types of classifications of disability
found in the various censuses and surveys under review. The total rate of
disability estimated from any census or survey data is partly determined by
the openness and the degree of fit of the classification categories to the
disabilities found in the field. The wider the range of options available
during the data collection process, the greater the likelihood of higher total
disability rates being reported. The types of disability selected for
inclusion in any census or survey are varied and reflect various statistical,
cultural and medical concepts of disability.

~ Tables 2 - 5 show the diéabilities covered by each of the censuses and
surveys reviewed in the present report. Additional details are given in
annexes 1 and II.

The definitions and classifications used for disability statistics in
the censuses and surveys were prepared before the WHO classification (see
reference 1.16) was available and hence are not entirely comparable with it.
In order to approximately fit the earlier classification schemes into the new
international classification, the categories of impairment used in the WHO
classification are grouped into four major categories: sensory; physical;
mental; and multiple impairments. Sensory impairments include those described
by'WHO.as ocular,’ aural, and language impairments - for example, blindness,
loss of an eye, deafness, partial loss of sight or hearing. Physical
impairments include visceral, skeletal and disfiguring impairments - for
example, amputations, paralysis, limping and lameness, deformity, and hunched
back. Mental impairments include intellectual and other psychological
impairments. Multiple impairments are combinations of those named above - for
example, blindness and paralysis, or deafness and rheumatism. Each of the
groups is described in more detail below, as applied in the case-study
countries.



Sensory impairments

Sensory impairments include ocular, aural and language impairments (see
table 2). Blindness has long been a primary concern of most sensory
disability studies, and recently there has been increased interest in the
measurement of partial sight. Loss of sight in one eye, when used as a
category, was also found to be extensively reported in the case study
countries. The reason for its inclusion in censuses and surveys and its
higher prevalence rates needs further investigation. (Findings on eye loss are
presented in chaps. II and III.) When statistical services were asked to
define "loss of an eye" they explained that it included eye injury from
accidents as well as total loss of gsight in one eye, often attributable to
trachoma on other eye diseases. Accidents were believed to be more important
than disease in the explanations, especially because of the preponderance of
their occurrence among middle-~aged males,

The most commonly reported hearing and speech impairment was that of
the deaf-mute. One census distinguished between deaf-mute, deaf, and mute and
found persons fitting all three categories, which suggests that the deaf-mute
category should be expanded or possibly even divided into two distinctly
different impairments - namely, hearing impairments and speech impairments.
Co-existing speech and hearing impairments could be identified at the stage of
data compilation.

Physical impairments

Physical impairments include visceral, skeletal, and disfiquring
impairments (see table 3). Arm and leg amputation was found to be a category
of skeletal impairment consistently used by censuses, even though it is
readily seen in chapter III that amputation is a rare event among already
moderately rare events., However, especially in war-torn areas where injury
from explosions and shelling is common, it is likely to be a relevant category
for policy and planning. It is also a policy concern because of its
association with traffic accidents. The specificity in the types of
amputations reported is also considerable ~ i.e., loss of one arm, both arms,
one ley, both legs, or one arm and one leg.

Other types of physical impairment are distinguished by the way that
they are counted. Several different approaches to their measurement were
used. Several censuses and surveys focused upor the cause of the impairment
rather than the impairment itself - e.g., poliomyelitis, spinal bifida,
epilepsy, leprosy. Others were measured in terms of abnormality in structure
or function - e.g., limping or lame, hunched back, partly or completely
paralysed, or debilitated. Several surveys combined those diverse approaches
(see table 3). Epilepsy was included in the Jordan study (4.9) as an
impairment that might possibly lead to disability and was reported as a health
problem in the Egyptian National Health Profile (2.7), but was not included in
the special disability survey module of the Health Profile.
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Mental impairments

Mental impairments include intellectual and other psychological
problems - with no distinction made between them, in some cases (see table 4).
Part of the difficulty in distinguishing between the two categories derives
from problems associated with lay reporting of mental impairment. Lay
reporters, for example, would find it difficult to distinguish between a
person who has a psychological problem and a person who is moderately impaired
intellectually and acts out because of lack of training or supervision,

In one survey, a functiocnal measure of mental disability was used
(5.11). Mental disabilities were distinguished by the level of functioning of
the respondent rather than through identification of the impairment. An index
was constructed based upon three survey questions and the age of the disabled
person. The index divided the mentally disabled into three broad levels: :
m11d1y disabled;. moderately disabled; and severely disabled, for each of three
major age groups, as shown below: :

Index of mental disablement

Age 3-5 mild
moderate
severe

Age 6-10 mild
moderate
severe

Age 11+ mild

moderate
severe

In order to determine the functional level of the mentally disabled
(i.e., mild, moderate or severe), the following survey questions were utilized:

Does the impaired person. walk:

normally with difficulty not at all

Does the impaired person understand speech:

normally with difficulty not at all

Does the impaired pekson speak:

normally with difficulty not at all

- 16 -



Does the impaired person have:

___normal toilet training

___nocturnal enuresis (bed wetting at night)

___daytime enuresis (wetting during the day)

___hocturnal incontinence (bowel)

._daytime incontinence (bowel).

The construction of the index on the functional level of the mentally
disabled is explained in detail in reference 5.11 (pp. 94~104). The exanmple
below shows how the index was constructed to measure the degree of functioning

of 3-5-year-old mentally disabled children. Activities of 3-5-year-olds were
then categorized in the index of mental disability: E

Does the child (given its age):

Level of walk understand talk function normally
functioning normally? normally? normally? with toiletting?

Mildly disabled

1 YES YES YES YES

2 YES YES YES ‘ NO

3 YES YES NO YES

4 YES NO YES YES

Moderately

disabled

5 NO YES YES YES

6 YES YES NO NO

7 YES NO ‘ YES NO

8 YES NO ' NO YES

9 NO YES YES NO

10 NO YES NO YES

11 NO NO YES YES

12 YES NO NO NO

Severely

disabled

13 NO YES NO NO

14 NO NO YES NO

15 NO NO NO YES

16 NO NO NO NO

Using this scheme, a new variable, formed on a scale of 1-16, indicated the
level of functioning of the mentally disabled 3-5-year-old child. The index
of level of functioning (l1-16) was selected from the left-hand column.



The index was constructed as a measure of mentally impaired persons'
abilities to take care of themselves. The potential for distinguishing the
degree of disability associated with a mental impairment through such an index
may be greater than distinguishing disability through knowledge of the type ofx
impairment - i.e., intellectual versus other psychological impairment.
Further, more in~depth probes would be requlred of the interviewer if that
type of distinction in mental or psychological impairments were desired in a
survey situation -~ e.g., age at onset, behaviours exhibited, traumatic
experiences, diagnosis if ever taken to a specialist, and so on. 1In addition
to using an index of the degree of mental disability, the same survey also
recorded mongolism through the identification of facial features.

These attempts to record the numbers of mentally impaired persons in
censuses and surveys are significant. They at least demonstrate that these
are legitimate topics of concern and that people of both sexes can be
identified as psychologically or intellectually impaired even though
under—-enumeration may occur.

Multiple impairments

The difficulties of national statistical services in establishing
meaningful impairment categories are readily seen in the various coding
schemes shown for the case-study countries in annexes I and II to the present
report.

One of the biggest problems derives from the fact that impaired people
may have multiple impairments and disabilities and therefore do not always fit
neatly into any single category. There is need for indexes of impairment
which cross-classify multiple impairments into clear and analytically
comfortable categories. Cross-classification at the compilation and
tabulation stage reduces the pressure upon enumerators to total up each of the
impairments while in the field and to come up with a "diagnosis" of which
category of multiple impairments is most suited to any given person. 1In
addition, any grouping of multiple impairments that is done at the fielding or
coding stage cannot be disaggregated at the compilation stage.

Field instructions

vVariation in field instructions was found to be as great as in the number
of coding schemes. In one older census, separate instructions were given for
agsessing male and female disabilities (3.4). In that particular case, it was
mandatory for enumerators to ask about male disabilities and optional to ask '~
about those of females. In the remaining censuses and surveys examined, no
such distinction in instructions was given.

Instructions concerning what not to include as a "visible disability"”
were quite varied - e.g., fingers or toes missing (2.5, 5.3, 5.11, 6.3);
damaged noses, ears missing (2.5, 6.3); internal illness, psychological
depression (2.2); facial scars or eye colour (3.1). With respect to mental
illness, in one survey instructions were given to the interviewers not to
report mental illness if the person was under 21 years of age (5.11). 1In the
same survey, impairments in one eye or ear were not to be reported.

- 18 -



In situations where operational definitions of disability were not given
to the field workers, problems occurred later in the coding of the
questionnaires. For example, in the CARITAS survey in Lebanon (5.3), field
workers were unclear about the definitions of "amblyopia" and could not easily
identify persons who should be put into that category. Similar difficulties
were encountered when field workers tried to identify and classify hearing and
speech problems where there were no operational definitions. Coders were
forced to group all deaf, mute, and deaf-~mute persons under a single code,
thereby losing a great deal of information. Problems with the 1960 Egyptian
census category of deaf and mute (where neither deaf only nor mute only was
reported), resulted in the expanding of categories in the 1976 Egyptian census
so that deaf, mute and deaf-mute people could be recorded in separate
categories. Even with the type of categorization used in 1976, there was
still no distinction between partially deaf and totally deaf, or partially
without speech and totally without speech. Consequently, there were
operational problems in the field when enumerators were forced to decide what
to do under conditions of partial hearing or speech, since those situations
were not spelled out in the field instructions.

The Egyptian Health Interview Survey disability component 1978-79
made a distinction between partial or total loss of hearing or speech and
therefore simplified the instructions required for field workers. 1In
addition, in that study the deaf-mute category can be constructed at the data
compilation stage rather than the coding stage through the cross-tabulation of
the two variables, further easing the burden on field workers and coders.

Examples of data collection instruments

Annex III offers examples of the instruments used by the censuses and
special surveys to collect data about the disabled. Both the original Arabic
and English versions of the survey instruments are presented. Examples of
entire instruments are presented in their original form so that the variation
in degree of detail, size and scope, and location of the more sensitive
questions may be examined.

Tabulation and dissemination issues

Although extensive data about disability have been collected and
tabulated by national statistical services and by ministries in the countries
covered by the present study as well as by some private organizations,
tabulations of the results were rarely transformed from crude numbers into
rates or percentages. There has been little additional effort to make data in
the initial tabulations useful or understandable for users. Quite often, the
ministries who originally sought information on disability never even followed
up with any requests for data. Undoubtedly one major reason for that is the
amount of time which elapses between the request for statistical data on
disability by interested groups and the completion of the published
tabulations, but there are other reasons why typically there is an information
gap between data producers and data users regarding the availability and
interpretation of statistics on disability.
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In several instances examined in the case studies, the dissemination of
statistics on disability failed at the publication stage. Costly studies were
carefully conducted, coded, edited, collated, analysed and written up, and
then funding for the work ended and further funds for publication were not
readily forthcoming. 1In other cases, final reports were not published because
war or internal civil strife disrupted the work.

Whether or not the statistics have been disseminated, the censuses and
surveys reviewed for the present report usually describe disabled persons by
nationality, age, sex, place of residence, religion, occupation, educational
attainment, and economic activity. Typically, various impairments are
recorded, such as blindness, partial sight or loss of sight in one eye, loss
of one or both arms, loss of one or both legs, paralysis, crippling, spinal
problems, mental retardation, mental illness, deafness, lack or loss.of
speech, and multiple impairments. The types of impairments selected for any
census or survey are varied and no doubt reflect the statistical, cultural and
medical understanding of what constitutes an impairment or disability in a
particular country at a particular time. Some categories are ambiguous or
all-encompassing. Others are precise and refer to readily defined attributes.

Surveys probed further than did censuses into such subjects as date of
onset of impairment and disability; cause of the disability or impairment; and
medical, health, special education and rehabilitation programmes utilized by
disabled persons, Sometimes questions were also asked on the degree to which
disabled persons were able to take care of themselves in daily living tasks or
at the place of their vocation. Questions about the use of a prosthesis were
also included in some surveys. Samples of census and survey questionnaires
from the case study countries are presented in annex III, in the original
Arabic, with English translations, Several special studies on disability
included the use of physical examinations by physicians and testing by other
specialists, such as psychologists, educators and lab technicians - e.g., the
Egyptian Health Interview and Medical Examination Survey, 1979-1983, and the
Jordan Evaluation Studies (4.6). '

Historical experience in Egypt

Since the early 1900s, the Government of Egypt has conducted censuses
which documented the numbers and types of impairments found among its
population. The 1907 population census identified 524,000 persons, or 4.7 per
cent of the population, as impaired, based on four categories of impairment,
The categories used were blindness, loss of an eye, leprosy, and mental
illness. The basic data are shown in table 6.

The high ratios of males to females shown in table 6 for mental illness,
leprosy and eye loss are probably largely due to methodological problems
associated with measuring women's impairments as well as actual sex
differences in the rates. The lower sex~ratio of the rate of blindness is
probably explained by the fact that it is more socially acceptable for elderly
women to be reported as blind than younger women, and blindness is more
commonly reported among the elderly. 2/
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Table 6,

Number of impaired persons, by type of

impairment and sex, Egypt, 1907
(per 100,000 persons)

' Tyge of Male/female
impailrment Both sexes Male Female ratio
Sensory
Blind 1 325 1 229 1 422 0.86
Loss of sight
in an eye 3 250 3 693 2 804 1.32
Physical
Leprosy 58 76 40 1.90
Mental
Mental illness 49 65 32 2.03
Total prevalence rate 4 682 5 063 4 298 1.18
Total number of 523 942 284 410 239 532 1.19

impaired persons

Source:

Egypt, 1907 Census of Population

.21-

(Cairo, 1907), table IT.



More recently in Eqypt, the categories used to measure impairment have
changed, For example, in the 1960 census persons having leprosy and the
mentally ill were not counted, Instead, the 1960 census asked about the
blind, the deaf and mute, amputees and one-eyed persons. In 1976, the census
in Eqypt expanded the coverage to include deaf persons, persons without speech
{mute) and the mentally retarded. 1In 1980, when a special survey of disabled
persons was designed as part of the Health Interview and Medical Examination
Survey (HIS), the coverage was expanded even further, and more detailed
digtinctions were made in the classification. For example, the category of
visual problems was defined to include reports of partial and total loss of
sight, Partial and total loss of hearing were also included, as was partial
loss of hearing in addition to total loss of speech. Coverage of the Egyptian
censuses and survey is shown in table 7.

Table 7 shows that the impairment for which data derived from different
censuges and surveys in Egypt can most easily be compared is blindness. It
was asked about at all four times - 1907, 1960, 1976 and 198l1. A comparison
of the rates of blindness found in the variouns Egyptian censuses and Health
Interview Survey is made in chapter II,
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Table 7. Imﬁairmehts covered in the Egyptian censuses of 1907, 1960
and 1976 and in the Health Interview Survey (HIS) 1978-79

Censuses ‘ HIS

Categories 1907 1960 1976 1979-1983

Sensory
Visual
Blind ' X X X X
Partial loss X
Loss of sight in an eye X X X

Speech and hearing

Deaf (totally) X
Partial loss ‘

Mute (no speech) X
Partial loss of speech

LR

Physical
Amputee
One or both arms X X
One or both legs X X

Other general

Upper limb disabled X
Lower limb disabled X
Leprosy X

Mental
Mental disability X
Mentally ill
(psychological) X
Mentally retarded
(intellectual) X

Other general
Debility X

Multiple impairments
Deaf-mute X X

Sources: Egypt, 1907 Census of Population (Cairo, 1907); Department of
Statistics and Census, 1960 Census of Population, vol. 2. General Tables
(Cairo, 1963); Central Agency for Public Mobilization and Statistics,
Population and Housing Census, 1976, vol. 1, Total Republic (Cairo, 1980);
Ministry of Health, Health Interview Survey: Results of the First Cycle.
Health Profile of Egypt, publication No. 16 (Cairo, 1982).
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II. METHODOLOGICAL ISSUES IN THE UTILIZATION OF NATIONAL CENSUSES
'AND SURVEYS FOR STUDYING IMPAIRMENTS AND DISABILITIES

Regardless of the design of a survey or the quality of its data
collection forms and field procedures, selective reporting of events is likely
to occur. The challenge is to identify where and how selective reporting has
influenced the results. The present chapter reviews the strengths and
limitations of national censuses, household surveys, using probability
samples, one-time registration surveys and continuous registration systems in
the estimation of numbers and distributions of disabled people. Problems
assoclated with specific data collection methods and problems of
underreporting, overcounting, misclassification, selective reporting and
unusual sex ratios and age distributions are discussed. Comparisons between
and within countries are used to ascertain the consistency with which special
patterns are found. Whenever possible, census and survey estimates for the
same country are compared. Unusual distributions are examined for the
possibility that they are the result of special circumstances such as
epidemics, occupational hazards, war, and age- and sex—-differences in
morbidity patterns. The extent to which unusual distributions may be the
result of census and survey inadequacies and general methodological problems
is also discussed.

In addition to censuses and probability sample surveys of households,
another data collection technique used for the study of disability is the
one-time registration survey, such as the Jordan study in 1978 and the Lebanon
studies in 198l. Those surveys are described in annex II.

In a registration survey, through the use of public announcements or -
similar means, attempts are made to register the total population of disabled
persons residing in a country or area - for example, through household visits
or the use of temporary registration centres. All disabled persons are asked
to register during a specified period of time, usually within one or two
months. Typically, the objectives of a registration survey are to set up a
list of disabled persons needing services and to obtain information on the
situation of disabled persons and their families. Less common than one-time
registration surveys are continuous registration systems. Data compilation in
such systems is based on cases of disability reported for governmental and
institutional purposes, such as social security benefits, welfare payments,
medical and insurance coverage, hospital administration and educational
services.

Advantages and limitations of various data collection methods

Each of the data collection methods noted above has its own advantages
and disadvantages, which are described in table 8. A comparative summary of
strengths and weaknesses of the main data collection methods for estimating
and describing disability is given in table 9,

Advantages and limitations associated with the utilization of censuses,
surveys and registration systems for the study of fertility and mortality are
extensively discussed in publications of the United Nations and World Health
Organization (1.12) and the United States National Academy of Sciences (1.13,
"1l.14). The criteria used to evaluate the abilities of censuses and surveys to
collect data about fertility and mortality are also relevant to the evaluation
of those same data collection methods with respect to collection of data on
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Table 8. Advantages and disadvantages of selected data collection
methods for the study of disability

Advantages

Population censuses

Data can be tabulated for
small, local areas.

Prevalence rates can be
calculated for small
geographical areas because
data are also gathered about
the population at risk.

Detailed descriptive cross-
tabulations are not subject

to sampling errors. The study of
causes of disability in local areas
is, however, subject to limitations
from the number of observations
involved. Underlying differences
found in different areas may be
attributable to small numbers

of observations rather than to any
pattern of causality for that area.

If disability questions remain
comparable, they can be useful
for time-series analysis of
disability rates.

The numbers of disabled persons
found are usually large, and
therefore more detailed cross-
tabulations can be prepared,
allowing for greater specificity
and complexity in the analysis.

1.

Disadvantages

The subject matter is limited
to basic socio-economic¢ and
demographic characteristics.
Limited range and depth of
interview are possible on the
special situation of disabled
persons.

Data collection ig ‘infrequent,
i.e., usually every 10 years.
The time between data
collection and data
dissemination can be
considerable,

The disabled in institutions
may not be included in the
census population or at least
not in the descriptive
tabulations -~ i.e., sometimes
only the non-institutionalized
population is covered.

Subject to high non-response
rates and underenumeration
because of the complexity and
sensitivity of the guestion
and the limitations of the
survey instrument.

It is very costly and
time-consuming to ask
80-90 per cent of the
total population a
question that is likely

to be answered negatively,
in order to identify the
1-20 per cent that is
disabled,



6.

5.

6.

Can provide a useful sampling 6.
frame for research on disabled
populations that are otherwise

difficult to £ind, such as

blind persons and those who

are deaf or mentally impaired.

Given the massive task of
training personnel for a
census operation, enume-
rators may be limited in
the amount of training
received on the subject

of disability, which needs
very specific guidelines.

Probability sample surveys

Prevalence rates can be tabulated 1.
because data are also gathered
about the population-at-risk.

There is much flexibility in the

depth and range of topics that

may be covered. Special probes

may be designed to ensure that

the disabled are identified. 2,

Are relatively easy to initiate,
given the availability of a
sampling frame and a survey-taking
infrastructure.

If comparability is built into

the design and survey instrument

it can be useful in time-series

analysis or as a comparison for 3.
census data.

There is greater control over the
conditions of observation and the
interview because of limited
coverage geographically and a
smaller number of interviews to
be completed.

Design modifications may be tried 4,
in order to increase the power of

the survey in locating disabled

persons - e.g., co-ordinating
probability sample selection

with the use of a census, 5.
registered population lists,
stratification at the sampling

stage or by increasing the

sampling fraction.

There is limited ability to
analyse prevalence rates for
many local areas, owing to
the limited sample size and
subsequent sampling errors
associated with dis-
aggregations for small areas.

Sample size is limited unless
the survey is very large.
Because less than 20 per cent
of any population is likely to
be reported as disabled,

the size of the disabled
population identified in any
sampled population is likely
to be especially small.

The coverage of the
populations in unusual
circumstances is typically
very poor - e.g., institution-
alized persons, members of
secondary families, secondary
individuals, homeless persons
and refugee or nomadic
populations.

Time-series analysis based
upon ad hoc surveys is
subject to a great

deal of uncertainty.

Detailed surveys require
close supervision of

field work and special
training for the field
supervisors and interviewers
about disability and related
topics.



There is greater opportunity for
supervision of field work and
specialized field training and for
careful pre-testing of detailed
questions about impairment.

One-time registration surveys

Relatively easy to initiate,

Do not require a large on~going
unknown staff for long
periods of time.

Can provide a large number of
cases for complex data analysis
where extensive cross tabulations
and disaggregation are required.

May be used to assist governmental

and private agencies such as

social security and social welfare

offices and medical and educational
organizations, in locating disabled
persons for provision of services.

If done thoroughly, may be used

to prepare a sampling frame for
research on population with specific
disabilities, such as blind, deaf,
or mentally retarded persons.

27~

1.

The extent of coveraye and the
degree of representativeness
are unknown and sampling error
cannot be estimated.

The population-at-risk is
unknown, so prevalence and
incidence rates of disability
cannot be calculated.

Problems will be encountered
with double-counting because
of the utilization of many
kinds of informants and
multiple registration lists of
registered disabled persons.

The ability to extrapolate
findings to a larger
population of disabled persons
is limited and questionable.



Continuous registration

Tabulations can be prepared
for small geographical areas.

Detailed disaggregation is not
subject to sampling error,

Can provide numerator data
required for the estimation of
both incidence and prevalence
rates.

Both short-term and long-term
time—series are easier to compile
and more reliable because of
institutional continuity in the
collection process.

Data collection can be closely
linked to the provision of
special services,

Provides a sampling frame for
in-depth research concerning
specific disabled populations.

P8

1.

Reporting of disability is
usually based on when

disability is diagnosed rather

than initial occurrence,

The population-at-risk (that

is, the denominator for
prevalence and incidence
rates) must be determined
independently - e.qg., from
population census data or
from population projections
and estimates,

The system is relatively
inflexible to changes in
content and procedure.

Organization and
administration require
well-trained statistical
and substantive personnel,
and data collection and
compilation over time is
complex,

Multiple registration is
difficult to detect.



Table 9. Comparative summary of characteristics of data collection
methods for statistics on disabled persons

Population Sample One~time Continuous
Criteria census surveyi/ registration registration

Detailed impairment

and disability

characteristics Weak Weak to Moderate to Moderate to
moderate strong strong

Topical detail

(richness and

diversity of

non~disability Moderate Strong Moderate Weak
characteristics)

Accuracy of
coverage Moderate Moderate Weak to Weak to
moder ate moderate

Absence of
sampling error Strong Weak - -

Timeliness of
data Weak Moderate to Strong Moderate
strong

Geographical
detail Strong Weak Strong Strong

Obtaining inform-
ation on the popu-
lation at risk Strong Strong - -

Ease of orga-

nization in a

developing

country Moderate 5trong Strong Weak

Number of cases

available for

the analysis of

selected dig-

abilities Modarate to Weak to Moderate Strong
strong moderate




Population Sample One-time Continuous
Criteria census surveyd/ registration registration
Prevalence rates
can be estimated Strong Strong Weak Weak to
moderate
Incidence rates
can be calculated Weak Moderate Weak Strong
Persons requiring
special services
can be identified - - Strong Strong
Usefulness for
communi ty-based
project planning
for disabled ' ~ :
persons Weak to Weak Moderate to Moderate to
moderate strong strong

Source: Adapted from United States of America, National Academy of

D.C,, 1981), table 1l.5.
been added.

Sciences, National Research Council, Committee on Population and Demography,
Collecting Data for the Estimation of Fertility and Mortality (Washington,
Criteria particularly relevant to disability have

a/ Assumes use of a scientifically designed, probability sample.
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disability. Like mortality and fertility, disability is a health-related
event that is neither uniformly nor necessarily normally distributed across
the total population. Reporting of disability has many of the same
problems inherent in the reporting of mortality, such as problems with lay
reports of medically defined events, difficulties recalling the time of onset
of an illness or disability and problems determining the most eligible and
knowledgeable respondents. The seven criteria used for the evaluation of
census and sample surveys in the publications noted above are shown in
table 9, with criteria particularly pertinent to the study of disability
added. The strengths and weaknesses of each data collection method for
measuring disability are evaluated there.

Each of the four data collection methods also has its own distinctive set
of strengths and weaknesses when it comes to measuring disability. Censuses,
for example, are strong methods with respect to the number of cases included,
geographical detail and suitability for the calculation of prevalence rates,
Weaknesses associated with censuses include limited topical detail,
infrequency of data collection - usually every 10 years, and limited
suitability for local project planning for disabled persons.

One way to avoid the weaknesses associated with any one data collection
procedure is through the co-ordination and use of various data collection
methods and survey designs when assessing the situation of disabled persons,
Deficiencies assoclated with census data, for example, can be addressed with
special surveys. The inadequacies associated with specialized sample surveys
can be partly overcome through the use of additional data sources, such as
censuses, registered populations and hospital data. Research findings based
upon various data collection procedures must be fused through careful analysis
and through theoretical formulation of the problem. Part of the difficulty
and challenge of the assessment of the situation of the disabled centres on
the ability to pull findings from various sources together so that a profile
can be drawn of disabled persons' current situation.3/

There are several other possible problems with the measurement of
disability which affect the results, in addition to the general advantages and
disadvantages associated with any particular data collection method. They
include underenumeration, overenumeration, misclassification, and selective
reporting of disabilities according to the age or sex of the respondent.

Underenumeration

International estimates of the numbers and percentages of persons
affected by impairments, disabilities and handicaps are strongly influenced by
the scope of the definitions used. A narrow or broad definition adopted by
researchers and planners c¢an substantially affect the numbers of persons
reported as affected by disabilities. Therefore, it becomes imperative to
understand the definition of disability used in any particular case when
assessing the scope of enumeration.

Other factors may result in underenumeration, including:
(a) Socio-cultural pressures to underreport the presence of young women
who are disabled, especially when they are of marriageable age. The wording

and phrasing of the question can be critical in that respect. Appropriate
probing may be essential;
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(b) Inability properly to assess or diagnose a disability, especially of
a young infant, or a lack of understanding by families that a particular
problem a young child is experiencing is attributable to an impairment o
disability; _ , B

(c) The difficulty of identifying at an early stage such impairments as
retardation or mental illness, because the academic and social potential of
young children has not yet been sufficiently observed or tested;

(d) Reluctanée to admit the presence of an impairment or disability
because it is sometimes associated with shame or with poverty;

(e) Not reporting an impairment or disability because the affected
person has successfully functioned without a handicap and the distinction
between impairment, disability and handicap is not clear in the question asked
of the respondent or in the field instructions to the interviewers;

(f} Selective reporting of only certain "visible disabilities",
precluding the reporting of other important kinds of impairment (e.q.,
reporting of blindness but not of partial sight);

(g} Coverage by large-scale household surveys and censuses of many
issues other than disability, which may reduce the subject of disability to a
low priority concern. 1In such circumstances, field training sessions may not
be adequate to explain clearly what is to be covered in the question
concerning disability;

(h) Limitation with even the most carefully designed and relatively
complete set of questions on disability to a sample of disabled persons found
by an initial screening process. For example, carefully prepared disability
surveys that interview persons identified in national household surveys and
censuses as disabled are subject to the limitations of the initial questions
used to identify the disabled in the more general questionnaires;

(i) PFailure on the part of interviewers to ask about disability unless a

disabled person is seen during the household interview. An adequately trained
interviewer might not be prepared to probe on the issue.

Overenumeration and misclassification

There is also a possibility that the numbers of affected persons can be
overrepresented or misclassified, especially under the following conditions:

(a) When promises of special treatment or welfare assistance to the
disabled who are identified during national campaigns to register them are
made;

(b) When payments are offered to persons who report their disability
(for example, they are paid to participate in the survey or are promised
financial compensation for reporting a disability);

(c) When the definition of impairment becomes ambiguous or broad and is
therefore all-encompassing or ill-defined;
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(d) When the analysis is not careful to distinguish between impairments
and impaired persons. Typically, there are many more impairments reported
than impaired persons, owing to problems with multiple impairments. If not
carefully distinguished in data compilation and tabulations, the specific
impairment rates, when summed, would indicate more impaired persons per
100,000 than are actually reported;

(e) When enumerators cover the same territory, resulting in
double-counting of impaired persons. That is especially likely to occur when
non-household members, such as teachers, social workers, managers of
institutions, physicians and local leaders, provide information on disabled
persons. In such a situation; impaired or disabled persons may be reported by
more than one person or placed on more than one registration list;

(f) When less visible impairments are more ambiguously defined. For
example, intellectual impairment or other psychological problems or hearing
losses may be misdiagnosed, especially in lay reports of the problem, thereby
placing the impaired person in the wrong category and artificially inflating
the rates of the category within which the impaired person was placed (and
also lowering the rate of the category within which the person ought to be
placed).

Selective reporting and age/sex patterns of impairment

One major reason for examining data classified by age and sex is to
assess the extent to which impairment, as reported, follows national age/sex
patterns. Impaired and disabled populations are expected to have unique
configurations of age and sex patterns, depending upon the type of impairment
under investigation. The degree of consistency found in the age and sex
patterns should be analysed over time and among countries. Age and sex
patterns of impairment which are especially examined in the present report for
their methodological implications include:

(a) Distributions of pre-school age children;

(by Sex differences in reporting;

(¢) Differences in the age distributions of disabled persons by sex.
The possibility that any particular age and sex distribution of

impairment is at least partly due to substantive differences in the rates
rather than methodological inadequacies should also be considered.

Statistical examples

Underenumeration

Even though the total population of Egypt grew from 11.3 million in 1907
to 36.6 million in 1976, the number of impaired persons reported in subsequent
censuses has never approached the 1907 number (see table 10). In contrast to
the 523,942 impaired persons reported in 1907, 256,199 were identified in 1960
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and 111,342 in 1976. Impairment rates have been lower with each passing
decade (see table 10). The decline in the number of impaired persons reported
over the years in Egypt is partly attributable to at least three factors:

(a) Declining rates of blindness and eye loss due to improved medical
care and preventive health measures;

(b) An increase in problems with the underenumeration of impaired
persons when larger populations are surveyed;

(¢) An increase in the number of questions asked by enumerators in the
field in later censuses, with the gquestion about disability, in each case,
being one of the last questions asked. In 1960 in Egypt, for example, 18
questions were asked in the census, and the disability question was number
18. 1In 1976, 37 questions were asked, and the disability question was number
37. The time an enumerator must spend in each household increases greatly
when the number of questions asked is more than doubled. 1In 1976, twice as
many questions were asked of each household member than were asked in 1960,
thereby reducing even further the priority concern with the disability
question, and probably also reducing the time spent by the enumerator on each
question;

(d) Significant changes in the pattern of morbidity and mortality and
changes in the age-specific chronic and acute illness patterns, in
life-styles, and in the occupational and social milieu of the Egyptian
population, which have resulted in a redefinition of impairment and disability
which needs to be incorporated into future data collection and analysis on
disabled persons.

There is reason to believe that the 1976 census of Egypt markedly
underenumerated impaired persons. 1In table 11, the 1960 and 1976 prevalence
rates in Egypt are compared. The fact that the 1976 data for Egypt are
derived from a census rather than a sample survey is only part of the
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explanation for such marked underenumeration. When compared to other censuses
conducted in the region, the 1976 prevalence rates for blindness in Egypt, for
example, are low. The degree of underenumeration which occurred in the 1976
Egyptian census is seen even more clearly when the Egyptian census results are
compared with Syrian census results. In contrast to the Syrian 1970
age-specific rates of blindness, for example, the 1976 Egyptian rates are very
low, as shown in fiqure I. That is puzzling, given that the 1960 Syrian and
Egyptian age-specific rates of blindness are quite similar, and Egypt's 1960
age—specific rates after the age of 40 are even higher than the Syrian 1960
rates of blindness, as shown in figure I. The Syrian 1960 and 1970 rates are
mainly distinguished by a decline in the rate of blindness in 1970 among the
very elderly population. Egypt, in contrast, shows a decline in the rate of
blindness for every age group after 5-9 years of age, between 1960 and 1976,

Figure II shows the changing rates of loss of sight in an eye for the
Syrian Arab Republic and Egypt between 1960 and 1970 and between 1970 and -
1976. Again, there is a very similar pattern in the age-specific rates of
loss of sight in an eye for the Syrian Arab Republic and Egypt in 1960. 1In
the 1970s, the Syrian and Egyptian rates are very divergent, with REgypt being
substantially lower in every age group (figure II). That suggests that
underenumeration of eye loss occurred in the 1976 Egyptian census, since there
is no apparent explanation for the marked reduction of prevalence rates of
eye-loss in Egypt and the more moderate reduction of the rates of eye-1loss in
the Syrian Arab Republic.

The similarity in the 1960 prevalence rates in the Syrian Arab Republic
and Egypt may be partly attributable to the fact that the Syrian and Egyptian
censuses were carried out co-operatively, since the two countries were
politically and administratively merged at that time in the United Arab
Republic. 1In both cases in 1960 the same 18 guestions were asked, with the
disability question being number 18. It is quite likely that, owing both to
the degree of emphasis placed upon the subject of disability during the
fielding of the censuses and to the general difference in the enormity of the
task between the two countries because of their different population sizes and
questionnaire sizes (in 1970, the Syrian Arab Republic asked 24 questions and
1976 Egypt asked 37), the census rates for Egypt are substantially below those
of the Syrian Arab Republic in the 1970s. :

Problems with underenumeration are not limited to censuses, nor do all
censuses necessarily severely underenumerate disability. It is a matter of
degree. In table 12, for example, Egyptian census blindness rates are
compared with the rates found in the Egyptian national Health Interview Survey
first-round findings and also with those found in other national surveys and
censuses. India was selected for comparison, because the rate of blindness in
India should be no less than the rate of blindness in the Near East and North
Africa and possibly might even be higher, given the general health status of
the Indian population as reflected in its mortality patterns and life
expectancy. India is also useful for comparison because it has both census
and survey data about disability.

The 1960 censuses of the Syrian Arab Republic and Egypt showed higher
blindness rates than did the 1981 National Sample Survey of India or the 1981
Egyptian disability survey (HIS first round results only, as shown in table
12). For example in 1960 the Egyptian census reported a rate of blindness of
355 per 100,000,
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Figure I.
censuses of Egypt, :
Syrian Arab Republic,

2.6

Blimdness per 100,000 popuiction
{Thousands)

] 10-14 2024  3-M4  40-44  50-54  60-64 10+ &/

Five-year age groups

Syrian Syrian
Arab Republic, 1970 Arab Republic, 1970 Egypt, 1960 Egypt, 1976

_ a/  Actual reported figure for the age group 70 years and above for the
Syrian Arab Republic, 1960, is 3.3 and for Eqypt, 1960, 4.6.

Sources: Egypt, Department of Statistics and Census, 1960 Census of
. Population, vol. 2. General Tables (Cairo, SOP Press, 1963) (in Arabic), and
Central Agency for Public Mobilization and Statistics, Population and Housing
Census, 1976, vol. 1. fTotal Republic (Cairo, 1980), No. 93-15111 (in Arabic
and English); Syrian Arab Republic, Ministry of Planning, Directorate of
Statistics, General Census of the Population, 1960 (Damascus, al-Jumhuriyya
Press, n.d.) (in Arabic), and Office of the Prime Minister, Central Office of
 Statistics, Population Census, 1970: Syrian Arab Republic, vol. I.
{Damascus, n.d.) (in Arabic and English), (See tables IV.4 and IV.37 in annex

IV below).
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Figure II. Loss of sight in an eye, as reported.in population
censuses of Egypt, 1960-~1976, and the
Syrian Arab Republic, 1960-1970
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Sources: Egypt, Department of Statistics and Census, 1960 Census of
Population, vol. 2. General Tables (Cairo, SOP Press, 1963) (in Arabic), and
Central Agency for Public Mobilization and Statistics, Population and Housing
Census, 1976, vol. 1. Total Republic (Cairo, 1980), No. 93~15111 (in Arabic
and English); Syrian Arab Republic, Ministry of Planning, Directorate of
Statistics, General Census of the Population, 1960 (Damascus, al-Jumhuriyya
Press, n.d.) (in Arabic), and Office of the Prime Minister, Central Office of
Statistics, Population Census, 1970: Syrian Arab Republic, vol. I.

(Damascus, n.d.) (in Arabic and English). (See tables IV.5 and IV.38 in annex
IV below.)
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Table 12. Prevalence of blindness in Eqypt, Syrian Arab Republic
and India (1960-1981) and comparison with
India National Sample Survey results

Rate of blindness per 100,000 population

Country Urban Rural Total
Egypt
1960 Census 236 429 358
1976 Census 69 104 ‘88
1978-79 Health Interview Survey .o .o 224
Syrian Arab Republic
1960 Census 213 342 294
1970 Census 138 222 185
India
1981 National Sample
Survey 135 219 .o
1981 Census 84 135 .o

Ratio of rates:
1960 Egypt/1981 Indian

Survey 1.75 1.96 .e
1976 Egypt/1981 Indian

Survey 0.51 0.47 .o
1960 Syrian/1981 Indian

Survey 1.58 1.56 .e
1970 Syrian/1981 Indian ‘

Survey 1.02 1.01 .o
1981 Indian Census/1981

Indian Survey 0.62 0.16 .o

Sources: Egypt, Department of Statistics and Census, 1960 Census of
Population, vol.2. General Tables (Cairo, SOP Press, 1963), table 9,
pPP.35-36; Central Agency for Public Mobilization and Statistics, Population
and Housing Census, 1976, vol. 1. Total Republic (Cairo, 1980), table 35,
pp. 461-469; and Health in Egypt. Health Profile of Egypt, publication No. 15
(Cairo, 1982), table 8-2, p. 175.

Syrian Arab Republic (United Arab Republic, Syrian Region), Ministry of
Planning, Directorate of Statistics, General Census of the Population, 1960
(Damascus, al-Jumuriyya Press, n.d.), table 14, pp. 80-81; Population Census,
1970: Syrian Arab Republic, vol. I (Damascus, n.d.), table 15, pp. 82-84.

India, National Sample Survey Organisation, Report on the Survey of Disabled
Persons (New Delhi, Department of Statistics, 1983), table A 4,1 (estimates of
persons who have no light perception); 1981 Census, p.Al2.
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The rate of blindness 'in the Syrian Arab Republic was 294. In contrast, the
national survey of disability in India indicated a rate of 135 in urban areas
and 219 in rural, both rates being substantially lower than the 1960 census
results of the Syrian Arab Republic and Egypt. The ratio of the 1960 Egyptian
census rate to the 1981 Indian survey prevalence rate of blindness indicates
that for every two blind persons per 100,000 found by the Egyptian census,

one was found in the Indian survey.

In 1970, the Syrian census reported a rate of blindness which was in the
same range as the rates reported in the 1981 national disability survey of
India ~ that is, 138 in the urban Syrian Arab Republic compared to 135 in
urban India, and 222 compared to 219 in the rural Syrian Arab Republic and
India. 1In that case, the ratio of their blindness prevalence rates is:
approximately 1l:1. That finding contrasts sharply with the ratio of
prevalence rates from the 1976 Egyptian census to those from the 1981 Indian
survey, which was 0.5, or 0.5 blind persons found in Egypt to every 1.0 blind
persons found in the Indian survey, per 100,000 population. In contrast: to
the higher rates mentioned above, the 1976 Egyptian census rates and the 1981
Indian census rates of blindness were notably lower than the 1981 India
National Sample Survey rate and also substantially below the 1981 national
rate of blindness, as estimated in the first round results of the Egyptian HIS.

It appears from the above-noted findings that census results may be-
higher or lower or approximately similar to the rates of blindness found with
national disability surveys, depending partly upon the guality of census
results, rather than consistently lower because of inherent design limitations.

The situations that lead to underenumeration in censuses can be at least
partly compensated for by increasing the quality and care of field work, by
reducing the number of topics and of questions on them and by enumerating
smaller populations. Both the 1981 Indian census and the 1976 Egyptian census
(whose prevalence rates for disability were very low), for example, were
facing large populations that had to be enumerated in a very short period of
time, in comparison to the smaller population that had to be covered by the
census staff in the Syrian Arab Republic. In addition, Egypt doubled the
number of guestions asked in the census between 1960 and 1976. Field problems
arising from the size of the questionnaire and from the number of persons
covered no doubt diluted efforts to gain information about disability through
the census.

Overenumeration

Problems with double~counting in the field were reported in the Lebanon
ODS survey (5.1l), due to overlapping of enumerators. However, that was
corrected at the editing stage when identical addresses and characterlstlcs B
for disabled persons were checked,

Overreporting or misreporting of disabled persons was also suspected in ..
the 1978 national survey of handicapped persons in Jordan (4.7). The extent
of error which was identified varied according to the type of disability
reported For example, 200 mentally retarded persons were randomly selected
from the 4,878 mentally retarded persons originally reported in the survey.
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. When psychologically tested, over 97 per cent were found to be either severely
or moderately retarded and the remaining 3 per cent either borderline or close
to normal in intelligence (4.4, p.51). While that suggests a small overcount
for the mentally retarded identified in the survey, an overall overcount
cannot be inferred, because the number of mentally retarded persons who were
overlooked by the survey is unknown. In survey work of that kind, an
overcount of 3 per cent is a relatively small error. Nonetheless, users of
the data should be aware that some margin of error is inevitable and qualify
their interrelation and use of the results accordingly. In the present
illustration of the mentally retarded, for example, users should not consider
survey results as a definitive measure of disability in individual cases.

Using the same survey results in Jordan, 160 deaf persons were selected
randomly for re—examination from the deaf population identified in 1979
survey. Eight of the 160 were shown, through medical investigation and
testing, not to be deaf. Six of the eight were mentally retarded, with speech
difficulties, and the remaining two had normal hearing. Thus, 1.5 per cent of
those re-examined were found to be normal and 3.75 per cent found not to be
deaf but to have other disabilities. That suggests some overcounting of deaf
persons as well as some confusion by lay enumerators over whether persons who
respond poorly and who have speech difficulties are really deaf or have other
impairments (4.2, p. 93). Of 100 amputees randomly selected from the
registered population of 696 who were identified in the survey, all
amputations were medically confirmed (4.5). Thus it appears that there was no
overcounting of amputations.

The above evidence indicates relatively low or very low levels of
overcounting of impairments. However, for legs visible impairments, greater
difficulties are encountered by lay reporters in distinguishing between
impairments such as mental retardation and mental illness or deafness and
mental retardation. Such problems are inherent in some classifications, which
contain subtle distinctions which cannot always be made simply through
short-term observation, even by professionally trained individuals. For
example, speech loss may be due to deafness, retardation or mental illness.

Variations in age/sex distributions

One way to search for underlying themes or patterns in the various
prevalence rates and distributions of impairments is through examination of
their age/sex distributions. One common demographic technique used to display
the age and sex patterns of populations is the age/sex pyramid, which shows
either the number or percentage of the total population in each age and sex
group, through the use of adjacent histograms, one for females and one for
males, on each side of a vertical axis, The shape of the two histograms shows
the population's age and sex structure. Age/sex pyramids of selected total
populations of countries and some age/sex pyramids of impaired populations, by
type of impairment, are compared below.

National age/sex pyramids

The populations of most countries in the developing world are youthful,
with large proportions under the age of 15. The populations of the case study
countries in the present report are no ekception. For example, figure III

- 42 -



shows age/sex pyramids for the Syrian Arab Republic in 1970 and for Egypt in
1976. 1In both cases, the pyramids are wide at the bhottom, indicating that
large proportions of both females and males are under 15 years of age. That
suggests that the populations are growing, since there are increasingly larger
proportions of persons in younger age groups. The two age/sex pyramids also
indicate that the ratio of females to males is approximately equal for all of
the age grohps.

Ih sum, age/sex pyramids of total populations show:
(a) The shape of the age and sex distribution of the population;
(b) Whether the population is growing, stabilizing or declining;
(c) The ratio of males to females in each age group.

The pyramids for the Syrian Arab Republic and Egypt indicate that their

populations are generally younger, growing and are approximately balanced
between females and males in each of the various age groups.
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Figure ITI. BAge/sex pyramids {total population) for the
Syrian Arab Republic, 1970, and Egypt, 1976
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Age/sex pyramids of the visually impaired population

Blindness. MAge/sex pyramids of blind populations as reported in
population censuses of the Syrian Arab Republic (1960 and 1970) and Egypt
{1960 and 1976) are shown in figures IV and V. The pyramids have generally a
reverse shape from top to bottom compared to those for the total populations,
shown in figure III. The majority of blind persons are elderly, so that the
age/sex distribution is shaped like a triangle with a wide top and a small,
pointed base. An exception to the trend of increasing blindness with age is
found for Egypt, 1976, where there is an unexplained increase of reported
blindness at earlier ages, especially among children 10~14 years of age,
resulting in an age/sex pyramid shaped like an hourglass. The change in age
distribution from 1960 to 1976 could result from a real increase in blindness
among the younger population in Egypt, improved reporting of blind children,
or simply from problems in the 1976 census data on disability. That suggests
the need for further investigation, and the Egyptian Health Interview Survey
data on disability could be used to examine the issue.

The overall prevalence rate of blindness in the Syrian Arab Republic,
according to census results, declined from 194 to 185 per 100,000, between
1960 and 1970. In Egypt, the prevalence of reported blindness was 1,325 per
100,000 in 1907, 355 in 1960, and 88 in 1976, according to censu$ reports. 1In
1981, preliminary Health Interview Survey results showed a rate of 224. The
rate of decline in overall prevalence of blindness is reflected in more detail
in the age/sex pyramids of the blind populations. The most significant
changes in the proportions that are blind are reflected in the changes from
1960 -to the 1970s in the elderly populations, 70 years old and over. For
example, in the Syrian Arab Republic in 1960, 38 per cent of the entire
reported blind population was 70 years old and over. In 1970, that age group
accounted for approximately 22 per cent of the total reported blind
population. In Egypt in 1960 approximately 17 per cent of the total blind
population was 70 years old and over, declining to 1l per cent in 1976.

The decline in the proportion of the blind population that is elderly is
primarily attributable to reduction in the incidence of communicable diseases
such as trachoma in the past 25 years. After repeated exposure and lack of
medical treatment, trachoma may lead to blindness. The incidence of
communicable eye illness such as trachoma among younger populations has been
substantially reduced through the strengthening of public health measures,
increased access of the public to preventive medical care and new treatment
programmes for such infectious illnesses. Older populations were heavily
affected by those communicable diseases in the past, but younger populations
are not having similar patterns of eye illnesses. Communicable disease rates
are substantially lower, so that the proportions of the total blind population
that are elderly have declined.

While there has been a radical shift in illness patterns away from
communicable eye illnesses, a large proportion of the blind population
continues to be found in older age groups, primarily because of health
problems associated with elderly populations — for example, chronic illness,
and general aging patterns which lead to loss of sight. 1In addition, as
developing countries experience demographic transitions from declining
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Figure IV. Age/sex pyramids of blind population
of the Syrian Arab Republic and Egypt. 1960
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Figure V. Age/sex pyramids of blind populations of the
Syrian Arab Republic, 1970, and Egypt, 1976
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fertility and mortality rates, which result in very youthful and growing
populations, to low fertility and mortality rates, which result in stable or
declining populations with larger proportions being elderly, it is possible
that the number and proportions of elderly blind persons will remain high,
even though the overall rates of blindness decline. That is because, as
populations grow older, they will have larger numbers of elderly persons than
they had in the past. Lower rates of blindness among larger elderly
populations may still result in similar or even greater numbers of persons
having visual impairments than when rates were higher. For that reason, it is
important to consider both rate changes and age/sex changes in the proportions
of impaired persons in each age group when examining the magnitude of any
impairment problem.

With respect to the ratios of females to males in blind populations by
age group, it appears that higher proportions of the elderly blind are women
than men. For example, of the total reported blind population of the Syrian
Arab Republic in 1960, 22 per cent were women who were 70 years old and over
and 16 per cent were men in that age group. Also, overall, there was a
slightly larder proportion of the total population of blind persons who were
women than men (52.5 vs. 47.5 per cent, respectively). The sex ratio in the
blind population was 90 males to every 100 females in the Syrian Arab Republic
in 1960 and 92 males per 100 females in Egypt in 1960. The fact that a larger
proportion of blind persons among the elderly is female may be at least partly
attributable to differential mortality by sex. Further discussion of sex
differences is contained in chapter III below.

Loss of sight in an eye. Figure VI shows age/sex pyramids of populations
that have lost sight in one eye. From the results of the four censuses shown
in figure VI, the following observations may be made:

(a) There are marked differences between the sexes with respect to loss
of sight in one eye. Unlike blindness, which has a relatively similarly
shaped distribution for males and females, the population with loss of sight
in one eye is heavily skewed towards males;

(b) The'majority are middle-aged men;

(c) The overall shape of the age/sex pyramid is reasonably consistent
for each of the four censuses, subject to varying degrees of differences in
sex ratios of males to females.

Sex differences in reported loss of sight in one eye may be partly due to
sex differences in occupational hazards associated with certain predominantly
male occupations such as working with rocks, steel or guns without adequate
protection. FPFor example, in Egypt and the Syrian Arab Republic in 1960 the
sex ratios of the reported populations that lost sight in one eye were 154 and
139 males per 100 females, respectively. The sex ratio for the Syrian Arab
Republic in 1970 was 176. The 1976 Egyptian sex ratio suggests that in that
case especially impaired females were underreported, since the sex ratio was
345 males reported to have lost an eye to 100 females so reported.
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Figure VI. Age/sex pyramids of populations of persons
who have lost sight in an eye, in Egypt, 1960
and 1976, and the Syrian Arab Republic,
1960 and 1970
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Syrian Arab Republic, 1960
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In addition to high sex ratios, the populations who have lost sight in an
eye differ from the blind populations in their age distributions. Whereas the
blind populations are predominantly composed of elderly persons, the -
populations of persons who have lost sight in an eye are more middle-aged.

For example, in the Syrian Arab Republic in 1960 and 1970, the populations
aged 30-54 that had lost sight in an eye were 39 and 41 per cent of the total
populations that had lost sight in an eye. 1In contrast, the same age group
constituted 22 and 24 per cent of the total blind populations in the Syrian
Arab Republic in 1960 and 1970, respectively.

The shapes of the four age/sex pyramids shown in figure VI are reasonably
similar, given the expected differences in shape attributable to the grouping
of persons aged 70 and older in the Syrian Arab Republic and the groupings of
persons aged 70-74 and 75 and older in Egypt. The consistency in the shapes
of the pyramids for both blindness and eye loss suggests that the underlying
distributions of the various impairments might be predictable, to a certain
extent, when countries are approximately similar with respect to levels of
economic development and in their general health status.

Age/sex pyramids of the deaf and mute populations

With respect to deaf-mute populations identified in the censuses of Egypt
and the Syrian Arab Republic, for which age/sex pyramids are shown in figure
VII, the following observations may be made:

(a) The populations réported as both deaf and without speech were
youthful, and the large majority of those populations were under the age of 20
years;

{b) The age/sex pyramids show larger proportions of deaf-mute children
aged 0-4 and 5-9 years, when compared to the proportions of the population in
those age groups among the blind or the population having sight in one eye
only (figures IV - VI);

(c) The pyramids are similarly shaped. Each of them is moderately
triangular and broad-based. However, for both eye loss and deaf-mute
populations the base of the triangle is sharply reduced at the bottom rung,
where the proportions of very young infants who are deaf and mute are shown.
Given the limited language skills of very young children in general, it is not
surprising to find that very young deaf children who have early hearing and
language impairments are largely unreported; '

(d) As with the populations of persons who have lost sight in one eye,
the pyramids show that among the deaf and mute populations, the proportions
that are male are much larger than the proportions that are female. For
example, in Egypt and the Syrian Arab Republic in 1960 the sex ratios were 151
and 250 males to 100 females, respectively. In Egypt in 1976 and in the
Syrian Arab Republic in 1970, the sex ratios were 151 and 235 males to 100
females, respectively. Neither Egypt's nor the Syrian Arab Republic's sex
ratio in their deaf and mute populations changed very much from one census to
the next. '
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Figure VII. Age/sex pyramids if
who are deaf and mute, Egypt.,
Syrian Arab Republic, 1960 and 1970
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Syrian Arab Republic, 1950
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Egypt in 1976 had an unusual shape in the age distribution of the male
deaf and mute population which is not found in the other data sets. It shows
a moderately bimodal distribution of deaf and mute men, with larger
proportiong in the 10-19-year-old and 30-39-year-old age groups than at any
other age. Perhaps the bimodal distribution is a result of some distortion in
the data or possibly it reflects an unusually high prevalence of deafness
among the middle-aged male population that is attributable to an epidemic of
some kind many years earlier., However, these 30-39-year-old men in 1976 would
have been approximately in the 15-25~-year-old category at the time of the 1960
census. The shape of the pyramid for the 1960 population does not suggest
that there were unusual numbers of deaf and mute men among 15-20-year-olds at
that time. Further analysis of the rates is required in order to gain a
clearer perspective on the reasons for the changes between the two censuses.
One possibility is to examine the data further using the Health Interview
Survey data on disability in Egypt.

Age/sex pyramids of the mentally impaired

Figure VIII presents age/sex pyramids of mental disability for the Syrian
Arab Republic in 1970 and Egypt in 1976, Again, like the deaf and mute
populations, the reported populations of mentally impaired persons are
youthful, with large proportions under 20 years of age. The overall shape of
the pyramid is triangular and wide-based, although truncated below 10 years of
age. Like deafness, mental impairments are quite often not well recognized or
defined, even by parents and close family members, until after the child
reaches school age. Perhaps in some cases, school served as a screening
process by which the diagnosis was made.

In both pyramids, the populations are comprised primarily of males,
suggesting underenumeration of females as well as a male to female sex ratio
over one associated with mental retardation. Given the social pressures upon
females to appear marriageable, as well as the generally lower proportions of
girls than boys who attend school and the unacceptability of public discussion
with strangers about the personal problems of women, it is possible that
females are seriously underreported. The sex ratio, for example, of mentally
impaired males to females in 1976 was 223 to 100 in the Syrian Arab Republic
and 325 to 100 in Egypt. Sex~ratio comparisons of census and survey results
might be tried in order to discern the degree of improvement in identification
of impaired females that can be obtained through design changes. That
possibility will be taken up further in chapter III, 1In any case, it is clear
that more detailed probes are required for identifying females who are
mentally impaired than are required for males. That is in addition to the

need for survey probes about mental impairments because of the sensitivity of
the guestion.

Age distribution of males and females

Another way to present age distributions is by calculating the percentage
distribution of impaired persons in each age group separately for each sex
rather than for each sex relative to the total population. 1In that approach,

the age distributions of male and female impaired populations are calculated
and then compared. ‘ '



Figure VIII. Age/sex pyramids of populations of persons who are
mentally impaired, Syrian Arab Republic, 1970,
and Egypt, 1976
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Figure IX shows age distributions for males and females with loss of
sight in one eye in the Syrian Arab Republic. The unequal sex ratio is
evident in figure VI. The question then arises wh§thef the age distribution
reported among females is different from the age distribution of males., 1In
other words, are all ages of females with loss of sight in one eye
underreported, or is there one particular age group that appears to be
particularly underreported? Figure IX indicates that the distribution of
females by age group is very similar to that of males., That suggests that
women in general were less likely to be reported as having loss of gight in
one eye, rather than any particular age group of women being over- or
underrepresented - for example, the elderly or women of marriageable age -

relative to men,

Figure X shows the percentage of deaf and mute persons by age group for
each sex for the Syrian Arab Republic, 1970, and Egypt, 1976. In the Syrian
Arab Republic, the symmetry of the age distributions between males and females
is quite evident. In Egypt, the shapes of age distributions for males and
females are different. For males, there is a bimodal pattern of age
distribution, while for women there is a unimodal and youthful pattern. The
reasons for the different distributions are not clear, Perhaps when the
Egyptian Health and Medical Profile results are ready for tabulation, tables
can be constructed so that the age groups presented for the survey are similar
to the age groups presented in the census and they can be compared. Another
possibility is to regroup census data to match the age groups presented in the
survey for comparison of their distributions. Currently they are not groupéd
in a comparable way by age and sex (see figure XI).

The present chapter has highlighted some methodological issues faced by
national statistical services and users in ministries of health and social
welfare and private organizations when measuring and studying disability. The
censuses and surveys examined have been found to be rich with opportunities
for scientific study of disability through the use of statistics. At the same
time, numerous methodological issues concerning classifications, field
instructions, design differences, and problems with underenumeration,
overenumeration, misclassification, and anomalous age/sex differences need to
be considered. It is hoped that the present discussion of methodological
problems will stimulate interest and support for further methodological work
and for preparation of data collection and analysis in a more standardized way
so that more comparable results can be obtained, |
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Figure IX. Loss of sight in an eye: percentage distribution,
each sex, Syrian Arab Republic, 1970 .
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Figure X. Deaf and mute: percentage distribution, ‘each sex,
Syrian Arab Republic, 1970, and Egypt, 1976
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Sources: Syrian Arab Republic, Office of the Prime Minister, Central
Office of Statistics, Population Census, 1970: Syrian Arab Republic, vol. I.
(Damascus, n.d.) {(in Arabic and English), table 27, pp. 175-176; Egypt,
Central Agency for Public Mobilization and Statistics, Population and Housing
Census, 1976, vol. 1, Total Republic (Cairo, 1980), No. 93-1511l1 (in Arabic
and English), table 36, p. 471.
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III. NATIONAL ESTIMATES OF NUMBERS OF DISABLED PERSONS AND
THEIR SELECTED SOCIO-ECONOMIC CHARACTERISTICS

Detailed tables of statistics on disabled persons were prepared in the
course of the case studies for each of the countries included. The tables are
presented in annex IV. The present chapter presents findings based on those
data, discusses problems of interpretation and analysis that arise from the
methodological problems considered in chapters I and II above, and offers
examples of series and indicators that can be prepared with the data.

The present report compares the problems of compilation, evaluation and
analysis of disability data collected using different survey methods. Careful
preparation of relatively standardized cross-tabulations is one important way
to examine the consistency and reliability of findings under different design
conditions. Whereas little can be done about the sample design and procedures
used once the field work for a survey is completed, there is typically much
that can be done with respect to grouping age categories, for example, or
evaluating data quality in careful secondary analysis.

The analysis and evaluation of survey design, field procedures and data
collection instruments currently in use are prerequisites to improved
scientific study of disability. It is hoped that the present analysis of
various census and survey designs and the data collected using them will
provide a basis for further work and will promote strategies for improved data
collection on disability.

Data limitations

Design differences

Differences in the design of data collection programmes and their
implications for compilation and analysis were discussed in chapter II. For
example, census data can readily be used to calculate national prevalence
rates by age and sex, rural/urban residence, and so on. In contrast,
small-scale surveys are generally limited to showing the percentage
distribution of impaired persons by category of impairment (for example, see
tables IV.31-1V.33).* BAnother approach is a national registration survey. If
the assumption can be made that a registration survey or on-going system is
complete and up-to-date, then prevalence rates can be estimated, using a
denominator from another data source. However, special methods are needed to
estimate the degree of completeness of registration, such as comparisons with
registered lists of impaired persons, available national sample survey
estimates of impairment or census results.

If the assumption that registration is complete cannot be made and
percentage distributions of impairments are used rather than prevalence rates,
then differences found in the percentage of the total impaired population that
has any particular type of impairment may be partly determined by the number
and types of impairment categories used. 1In general, the larger the number of
impairment categories used, the more impaired persons who are reported, which
affects the denominator in the calculation of a percentage distribution. As
examples, one survey in Jordan used 14 impairment categories, the ODS survey
in Lebanon used 28 categories and the CARITAS survey in Lebanon, eight.

* Table numbers preceded by "IV" refer to tables in annex IV below.
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Coverage is also affected by the use of subcategories. In the case of
mental impairment, for example, both mentally retarded and mentally ill were
to be reported in one case, while in another the subcategories were mild,
moderate, and severely mentally impaired. 1In a third case, mild or severe
retardation and emotional disturbance were included as mental impairments.
Such differences in coverage of mental impairment ultimately influence both
the total number of mentally impaired persons found in any survey and the
percentage of the total so reported.

In contrast to registration, surveys based on probability sampling can
be used to calculate prevalence rates, but the rates of specific disability or
disability types by subregion are subject to large sampling errors unless very
large sample sizes are used. Again, checks of the completeness of sample
selection can be made through comparisons with registration systems of
impaired persons. For example, it is possible to eompare impaired persons on
a registration list with impaired persons identified in probability surveys
(such as 1.5) and in one-time registration surveys (such as 5.3) to determine
the relative completeness of each. Methodologies for that kind of evaluation
can be developed to assess disability statistics collected in surveys with
both unknown and known sampling probabilities,

If the findings are used cautiously and the impairment categories are
comparable, prevalence rates are useful comparing age and sex trends among
several surveys and censuses, For example, in Egypt, it is possible to build
upon census findings through the use of national survey results, as shown
below:

Censuses _ National surveys

Egypt 1960 census

v
Egypt 1976 census

1 per-cent probability Health Interview Survey
sample from the 1976 census disability profile (1978-1979)

|

Medical examination and
screening procedure of families
selected into the Health Interview
Survey (10 per cent of HIS
families) (1979-~1983)

Each data collection activity then builds upon the previous work.
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In Jordan, data collection has been developed as follows:

Disability Survey

Development of sampling frame

1983 Agricultural Census;
Household enumeration of the total
urban and rural population
(single question on disability)

Special disability questionnaire ———3 Proposed Natlonal Survey
(one-page questionnaire) of Disability

In the above case, the agricultural census enumeration of all urban and rural
households was used as a screening process for identifying disabled persons.
Persons identified at that stage were briefly interviewed, using a special
disability questionnaire. The purpose of data collected from the disability
questionnaire was to provide sufficient information to stratify the disabled
population on the basis of locality and type of disability in preparation for
a proposed in-depth survey of disabled persons.

Classifications of impairment and disability

In each of the case study countries, classifications of impairment and
disability have changed over time and from survey to survey and are not
necessarily comparable. That issue was discussed extensively in chapter II.

Age groups

Published results on disability data from censuses are reasonably
standardized in their presentation, but national survey results are not.
Quite often, it is important to compare census and survey results, but
comparisons are hampered by lack of comparability of age groups. For example,
the following age groups are used by censuses and surveys in the tables shown
in annex IV:

Types of age groups used in censuses and surveys

Total popula- under 15 under 15 under 1 under 5
tion, with no 15-64 15-24 1-4 5-9
age breakdowns 65+ 25-34 5-9 10~14
35-44 10~14 15~19

45-54 15-19 20-24

55-64 20-24 25-29

65+ 25-~29 30-34

30-34 35-39

35-39 40-44

40-44 45-49

45-49 50-54

50-54 55~59

55-59 60-64

60-64 65-69

65-69 70-74

70+ 75+
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Sex differences

Age group differences are further complicated when sex differences are
considered. Variations in presentations by age and sex include:

(a) Total population, no age or sex breakdowns;
(b) Total population by sex;

(¢) Total population by age:;

(d) Total population by age and sex.

Standardization of the age and sex breakdowns used in published tabulations is
thus important. Part of the difficulty in comparing census and survey results
with respect to age and sex differences in disability is due to survey '
limitations in the disaggregation of data when the number of disabled persons
in a sample is small (1.15, p. 2). For that reason, it would be useful to
develop standardized table outlines for both data that can be extensively
disaggregated, based on large sample sizes, and data that cannot be
disaggregated, owing to small sample sizes.

Variations in cross—-tabulations

When published tabulations use three or four basic variables, such as
age, sex, rural/urban residence and type of disability, the difficulties of
comparability and standardization in presentation increase. 1In some cases,
age and sex breakdowns are presented for the total of impaired persons only
(for example, table IV.30). 1In other cases, age and sex breakdowns are given
for each type of impairment (for example, tables IV.4 through IV.9).
Rural/urban differences may be presented by sex but not by age (tables IV.3
and IV.36). Or again, impairments are given by type of impairment and sex but
not by age or rural/urban residence (tables IV.22 to IV.25). In each of those
cases general guidelines on disability tabulations could contribute to a more
uniform presentation. Given the differences in methods among the case study
countries and the lack of any common guidelines, it is not surprising to f£ind
such a degree of incomparability in the published tabulations. In some
respects, the degree of comparability which can be obtained through analysis
is remarkable.

Age and sex cross-classified with other socio-economic variables

Similar problems of comparability arise when socio~economic
characteristics of impaired persons are compared. For example, some tables on
educational attainment are presented without reference to age and others are
presented showing educational attainment for those over 6 years of age or
those over 10 years of age. In some of the surveys, sex differences
in educational attainment are not published. Similarly, different age cut-off
points are used in the tabulations of economic activity. In one country,
tables were published for the total population, with no age breakdowns
provided. Another country published occupational data for populationsg over 10
years of age and another for those 15 years of age and over.
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Other socio—-economic characteristics

Educational attainment

There are special problems encountered when measuring the educational
attainment of disabled persons. First, as noted in chapter I, special
stipulations are sometimes placed upon the definitions of educational
attainment of impaired persons. In one survey, blind persons who could read
braille but who never attended school were considered illiterate even though
persons with sight who never attended school but who could read were
considered literate. Other surveys asked only about regular school and did
not recognize tutoring or attendance at special educational facilities.
Likewise, institutionalized persons who received educational services within
the institution may or may not have been considered at all. However, some
surveys asked both about educational attainment and about special educational
services received by disabled persons (for example, in Jordan in 1978 (4.7)
and in Lebanon in 1981 (5.12)).

Occupation and economic activity

Problems with comparability occurred when one census presented
statistics on occupations of the economically active population and another
census.on occupations of all impaired persons (see tables IV.44 to 1IV.46),
There were also problems with comparability when impaired persons were
cross—classified by type of impairment participation in economic activity
without regard to age. The age structure of populations of blind persons, for
example, is quite different from the age structure of populations that have
lost sight in one eye, and it is possible that many of the differences in
their economic activity rates or educational attainment may be age-related
rather than disability-related,

Comparisons of census and survey results

Calculations of changes over time within countries are possible if done
cautiocusly. For example:

Syrian Arab Republic Irag Lebanon

1960 census’ 1947 census 1970 household survey

1970 census 1957 census 1981 national
registration
survey

1981 census 1977 census
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Census or survey results may also be compared cross-nationally:

Syrian Arab Republic ._____€> Egypt (1960 census)____> Iraq (1957 census)
(1960 census)

Iraq (1977 census) ——~——~J> Jordan (national -———-—). Lebanon (national

registration registration
survey, 1978) survey, 1981)
Egypt (1978-79 -___—n__? Syrian Arab Republic
Health Interview (1981 census)
Survey)

Care must be taken, however, to determine the extent to which the data are
comparable, Chapters I and II give examples of definitional differences and
other methodological problems which might reduce the comparability of the
findings.

Examples of data compilation and analysis

Fifty-two tables were prepared for the present report to illustrate the
data available for the analysis of disability in the case study countries.
They are presented in annex IV. They are not an exhaustive presentation of
data from the sources used. Many other tables could have been prepared, and
it is not possible for the purpose of the present report to discuss all the
findings that might be derived from existing published tables. Rather,
opportunities for analysis are summarized and some features of the data
highlighted.

Prevalence rates

Prevalence rates, or numbers of impaired persons per 100,000 population,
are presented according to rural/urban residence and sex, and by age, sex and
type of disability for numerous censuses and surveys (for example, see tables
IV.2 to IV.9, 1Iv,23, IV.25, 1Iv.26, Iv.29, IV,.30, IV.35 to 41).

Rural/urban differences

An example of rural/urban differences is shown in figure XII for the
Syrian Arab Republic, 1970:. PFor blindness, loss of sight in one eye and deaf
mutism, rural prevalence rates are higher than urban. Figure XIIT shows the
rates of blindness per 100,000 population by rural/urban residence for the
Syrian Arab Republic, Egypt and India. India was added to the comparison in
order to see whether trends found in the case study countries are consistent
with findings from a country in another region. For all three countries used
in the example and with both census and survey results, rural areas had more
blindness than urban areas, though the magnitude of the differences was not
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Rate (per 100,000 population)

Figure XII. Selected disabities: rates by sex and
urban/rural residence, Syrian Arab Republic, 1970
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Office of Statistics, Population Census, 1970: Syrian Arab Republic, vol.I.
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66

(See table IV.36 in annex IV below.)



Rate (per 100,000 peopulatlorm)

Figure XIII. Blindness: rates by urban/rural residence,
Syrian Arab Republic, Egypt, India
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Sources: Syrian Arab Republic, Ministry of Planning, Directorate of

Statistics, General Census of the Population, 1960 (Damascus, al-Jumhuriyya
Press, n.d.) (in Arabic), and Office of the Prime Minister, Central Office of
Statistics, Population Census, 1970: Syrian Arab Republic, vol. I.
(Damascus, n.d,) (in Arabic and English); Egypt, Department of Statistics and
Census, 1960 Census of Population, vol. 2. General Tables (Cairo, SOP Press,
1963) (in Arabic), and Central Agency for Public Mobilization and Statistics,
Population and Housing Census, 1976, vol., 1. Total Republic (Cairo, 1980),

No. 93-15111 (in Arabic and English); 1India, National Sample Survey
Organisation, Report on the Survey of Disabled Persons (New Delhi, Department

of Statistics, 1983), tables 24.1, p. A 12. (See tables IV,2 and IV.35 in
annex IV below.)
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in the example and with both census and survey results, rural areas had more
blindness than urban areas, though the magnitude of the differences was not
always the same. The consistency with which rural/urban differences are
reported leaves little doubt that impairment problems are more severe in rural
areas, although rates in both areas are likely understated due to
underenumeration of impairments in general.

Age and sex differences in prevalence rates

Figures XIV and XV show age and sex differences in the prevalence rates
of blindness. Blindness is most often reported among the elderly. It is also
the one impairment that generally shows lower rates for males than females at
older ages. The one exception - Egypt in 1976 - shows higher male than female
rates of blindness among the elderly, which possibly can be attributed to
underenumeration of blind women in that particular census.

Changes in the prevalence rates of blindness for the Syrian Arab
Republic and Egypt from the 1960s to 1970s are primarily due to decreased
rates of blindness among elderly populations, probably attributable to
improved public health and preventive health care in addition to increased
access to medical treatment for infectious eye diseases. There is an unusual
rate change in Egypt in 1976 (figure XIV), where prevalence rates of blindness
are higher for children, especially aged 10-14 but also aged 15-19. The rates
of blindhess are not again as high as those reported for 10-14 year old
children until the age of 40-44 years. The reasons for the higher rates among
children are not known and call for further investigation of both
methodological and substantive factors which might be influencing the
findings, such as distortion of the rates because of underenumeration of blind
persons, or epidemics of rubella or some other disease which are reflected in
the increased rates of blindness among children, perhaps several years after
the epidemic occurred. Age-specific analysis of blindness by geographical
location might also help to pinpoint whether the high number of reported blind
children is concentrated in one general area or dispersed throughout the
country.

Figures XVI and XVII display age and sex-specific prevalence rates for
loss of sight in one eye. The prevalence rates of loss of sight in one eye
exhibit distinctly different age and sex patterns than do the rates of
blindness. In the case of loss of sight in one eye, male prevalence rates are
much higher than female rates. 1In addition, whereas the rates of blindness
increase rapidly after age 50, rates of loss of sight in one eye increase
rapidly after age 10 and continue to increase substantially at every age
thereafter. Increases by age in the rates are seen for both sexes in all four
censuses of the Syrian Arab Republic and Egypt, with the rates for women
lagging behind those of men in every age group. One exception is the Syrian
Arab Republic in 1970, where prevalence rates for women aged 65 years and
older decline below the rates found for 60 to 64~ year old women. The
prevalence rates of logs of sight in one eye for elderly Syrian women remain
substantially below the rates for elderly men.

The rates of loss of sight in one eye for Egypt and the Syrian Arab

Republic in 1960 are similar., For example, rates for males in 1960 were 588
per 100,000 in Egypt and 564 in the Syrian Arab Republic. 1In both cases,
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Figure XIV. Blindness: rates by age and sex,
Egypt, 1960 and 1976
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a/ Actual reported figures for 70+ are males, 4.6, and females, 4.7.
Sources: Egypt, Department of Statistics and Census, 1960 Census of
Population, vol. 2. General Tables (Cairo, SOP Press, 1963) (in Arabic), and
Central Agency for Public Mobilization and Statistics, Population and Housing

Census, 1976, vol. 1. Total Republic (Cairo, 1980}, No, 93-15111 (in Arabic
and English). (See table IV.4 in annex IV below.)
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Rate per 100,000 population
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i i : by age and sex,
Figure XV. Blindness: rates
° Syrian Arab Republic, 1960 and 1970
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a/ Actual reported figures for 70+ are males, 2.7, and females, 3.9.

Sources: Syrian Arab Republic, Ministry of Planning, Directorate of
Statistics, General Census of the Population, 1960 (Damascus, al-Jumhuriyya
Press, n.d.) (in Arabic), and Office of the Prime Minister, Central Office of
Statistics, Population Census, 1970: Syrian Arab Republic, vol. I.
(Damascus, n.d.) (in Arabic and English)., (See table IV.37 in annex IV below
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Figure XVI. Loss of sight in an eye: rates
by age and sex, Syrian Arab Republic, 1960 and 1970
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(Damascus, n.d.) (in Arabic and English). (See table IV.38 in annex IV below.)
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rates of loss of sight in one eye increased from the low 100s per 100,000 in
the 5-9 age group to over 2,000 per 100,000 in the 70 years old and over age
group. Overall rates for females were 428 in Egypt and 386 in the Syrian Arab
Republic. Again, rates increased rapidly with age (tables IV.5 and IV.38).
Prevalence rates of loss of sight in one eye decreased both in Egypt and the
Syrian Arab Republic in the 1970s. The reduction in rates in Egypt appears
too marked and most likely reflects underenumeration of the problem. The
reasons for consistently higher rates for men than women are most likely due
to occupational differences and higher occupationally related accident rates
among males. It is also possible that loss of sight in one eye among women is
underreported. It is doubtful, however, that sex differences reported in the
two censuses are solely attributable to underenumeration of female eye loss.

Examples of the prevalence of deaf and mute persons are presented in
figures XVIIT and XIX. Although differing in magnitude, the patterns shown in
most cases are roughly similar. Prevalence rates of deaf and mute persons
increase in the age groups 15~29 and decline thereafter until age 50 or
above. A departure from that general pattern is Egypt in 1976, as shown in
figure XVIII, where prevalence rates in general appear to reflect
underenumeration. The rate for males does not start decreasing until the age
group 40-44 and does not substantially increase again at any later age.

In general, however, the pattern of higher rates of deafness and muteness at
younger and older ages than at the middle ages is found for both females and
males, although the pattern is more pronounced in the male rates.

Explanations for the bimodal pattern of prevalence rates for deaf and
mute persons might again be found in the cyclical patterns of exposure to
rubella epidemics or some other form of infectious illness among the younger
ages as well as increased problems with speech and hearing among elderly ‘
populations. Interestingly, the age-specific pattern of hearing impairments
found in the Egyptian Health Interview Survey also shows that bimodal
pattern. Figure XVIII shows the largest proportion of hearing disabled
persons being found among the population under 25 years of age and over 64
years, excluding males in 1976. The consistency of the finding in various
survey and census results suggests that there may be substantive reason for
the pattern. Further investigation into the age-specific prevalence rates as
well as the causes underlying the rates of hearing impaired persons with the
HIS data on disabled persons may prove helpful in searching for the
explanation. A similar investigation could be carried out with the 1981 data
for Lebanon (5.11). In that case prevalence rates cannot be calculated but
age-specific distributions of hearing- and speech-impaired persons by age and
sex might be further examined by cause of hearing and speech impairment.

Age and sex-specific prevalence rates of the mentally impaired for the
Syrian Arab Republic in 1970 show little distinction by age except for the
markedly low reporting of mental impairment under the age of 15. Sex
differences in the rates are remarkable. An example of age and sex-specific
prevalence rates of mental impairment is shown in figure XX. Rates of mental
impairment in the Syrian Arab Republic in 1970 for women are lower than rates
for men at every age, and the pattern for men and women is remarkably
different between the ages of 10 and 64. Sex differences in reports of mental
impairment are smaller among the elderly - that is, those over 65 years of
age. Young men aged 20-39 have higher reported prevalence rates of mental
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and English). (See table 6 in annex IV below.)
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Figure XIX. Deaf and mute persons: rates by age and sex,
Syrian Arab Republic 1960 and 1970
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‘ess, n.d.) (in Arabic), and Office of the Prime Minister, Central Office of
latistics, Population Census, 1970: Syrian Arab Republic, vol. I.
damascus, n.d.) (in Arabic and English). (See table IV.39 in annex IV below.)
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Figure XX. Mental impairment: rates by age and
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impairment than persons at any other age. Perhaps that is partly because
young men are not as easily hidden from public view as are older men or women
of all ages, and therefore are reported because their mental impairment is
publicly acknowledged. Young men are seen at work, at school and in public
markets where they must bargain, exchange money and calculate rates of
exchange, Their behaviour is regularly publicly scrutinized. Mentally
impaired women, in contrast, 4o not necessarily have to attend school or
public markets in order to be socially accepted and their behavicur may be
less visible to others. Perhaps careful probing in special surveys would
increase the prevalence rates of mental impairments among women, using
carefully phrased and discrete questions.i

BEducational attainment

All levels of educational attainment are represented among impaired
persons reported in censuses in Egypt and the Syrian Arab Republic - that is,
from illiterates to holders of doctoral degrees, as shown in tables IV.10 to
IV.12 and IV.42 to IV.43. However, the overwhelming majority of impaired
persons is illiterate, as shown in table 13. The highest rates of illiteracy
among impaired populations are found for blind, deaf and mute and mentally
impaired persons. Those without sight in one eye are also largely
illiterate. Impaired persons who have lost an arm or leg are more likely to
have somewhat higher educational attainment or at least be able to read and
write than are other impaired persons. The 1976 Egyptian data show
questionably low illiteracy rates when compared with 1960 findings. Even
though improvements in educational opportunity would be expected over a
10-year period, they would not be expected to improve to that extent,
especially when compared to the rates found for the Syrian Arab Republic.
Selective identification of more highly educated impaired persons seems to
have occurred in the 1976 Egyptian census.

Sex differences in educational opportunity among impaired persons shown
in table 13 are consistent with national trends for both Egypt and the Syrian
Arab Republic among the impaired population. Although impairment limits
opportunities for schooling among all impaired persons, it limits educational
opportunity more significantly for women than men.

Another perspective on educational opportunity is given in table IV.27,
where the opportunities for special educational services are reported from the
1978 National Survey of the Handicapped in Jordan. The Survey found that
between 0 and 13.8 per cent of impaired persons received educational or
educational and medical services, depending upon the type of impairment.

Those who received the least special education were deaf and blind individuals
(0 per cent) followed by people who had an amputated leg (3.3 per cent) and
completely paralysed persons (2.5 per cent). Mildly mentally retarded
persons, the emotionally disturbed, those who had severed both an arm and a
leg, and deaf persons who had no speech received the highest proportions of
special educational services, ranging from 8.4 to 13.8 per cent.

In addition to data about special educational services received, the
educational attainment of impaired persons was also presented in the Jordanian
findings, but not by age and sex. Thus, comparisons with Egypt and the Syrian
Arab Republic are difficult. Rates of illiteracy among impaired persons of
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Table 13. Illiterate impaired persons aged 10 anq over, by type of
impairment and sex; Syrian Arab Republic, 1960
and 1970, and Egypt, 1960 and 1976

(Percentage)
Type of Syrian Arab Republic Egypt
impairment 1960 1970 1960 1976
M F M F M F M F
Sensory
Blind 95 98 90 99 96 99 44 76
Loss of sight
in an eye 71 97 706 97 74 96 52 73
Deaf and mute 96 97 87 98 97 98 48 57
Physical
Arm(s) amputated 63 94 58 90 68 93 47 58
Leg(s) amputated 64 72 64 92 66 94 48 Bl
Mental
Mentally retarded e —— — —— e 80 89
Mentally impaired ——— == 82 96 ——— ——— ——— e
Total in national
population 49 84 a5 74 42 71

Sources: Syrian Arab Republic, Ministry of Planning, Directorate of
Statistics, General Census of the Population, 1960 (Damascus, al-Jumhuriyya
Press, n.d.) (in Arabic), and Office of the Prime Minister, Central Office of
Statistics, Population Census, 1970: Syrian Arab Republic, vol. I.

(Damascus, n.d.) (in Arabic and English); Egypt, Department of Statistics and
Census, 1960 Census of Population, vol. 2. General Tables (Cairo, SOP Press,
1963) (in Arabic), and Central Agency for Public Mobilization and Statisties,
Population and Housing Census, 1976, vol., 1. Total Republic (Cairo, 1980),
No. 93-~15111 (in Arabic and English). (See tables IV.10 to IV.12 and IV.42 to
IV.43 in annex IV below.)
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all ages in Jordan ranged from a high of 97.5 per cent among deaf and blind
persons to a low of 42.6 among those whose legs were amputated (4.7, p. 20).
The findings for Jordan include children under 10 years of age who, given
their expected developmental levels, might not be expected to be literate,
thereby -inflating the illiteracy rates of impaired persons in that country
when compared to the Syrian Arab Republic or Egypt, whose illiteracy rates
excluded children under 10 years of age.

Even with those difficulties in the comparative analysis, the data do
generally reveal the handicapping aspects of impairment with respect to
educational opportunity. They also show that impaired persons differ in their
loss of educational opportunity by type of impairment. Further clarification
of the differences might be achieved if age and sex classifications were
routinely used. For example, high rates of illiteracy among certain
populations of impaired persons might be strongly correlated with their age
distributions., Older persons are more likely to be illiterate than are younger
persons, because educational opportunity for all persons was more limited 25
years ago than it is today. A great deal of educational reform has occurred
since the 19505 in that region of the world. Impaired populations that have
older average ages (for example, blind populations) are much less likely to
have a higher educational attainment, primarily because of their age rather
than their particular type of impairment. Such basic demographic differences
in the populations of impaired persons need to be taken into consideration in
analysis, both when comparing educational attainment differences between
impaired persons and the total population and among different types of
impaired populations.

Economic activity

As might be expected, given their educational attainment, larger
proportions of impaired than of non-impaired persons in the censuses of Egypt
and the Syrian Arab Republic are reported to be without an occupation and not
economically active. Differences in the proportions who report being without
an occupation are found both by type of impairment and sex.

Blind persons are largely reported as having no occupation for both
sexes, although more blind men than women have occupations. Tables IV.1l3 to
IV.15 show the occupations of impaired Egyptians. They indicate that blind
Egyptian men and women who are reported as having an occupation in 1960 are
primarily found in the categories of service workers and agriculture, with a
few in sales work and professional or technical work. Among those who are
reported as either having lost sight in one eye or as deaf and mute and with
an occupation, most are in agricultural occupations. Similar findings are
found for the impaired populations of the Syrian Arab Republic in 1960 (see
table IV.44).

It would be useful to re-examine the occupations of impaired persons,
using more detailed occupational classifications than are currently
published. The status and type of work that impaired persons actually do
could be more readily distinguished if detailed occupational classifications
were presented. It would also be useful to have occupation by educational
attainment for impaired persons by sex and age. Such tabulations allow
consideration to be given to the rehabilitation needs of impaired persons.

«T9=



Problems associated with the measurement of women's economic activities
through the use of national censuses and national household surveys are
reviewed in the United Nations publications on statistics and indicators on
the situation of women (1.8, 1.9). Problems associated with the measurement
of women's economic activities are compounded when women are disabled. Table
14 shows that for most impairments, 90 per cent of the impaired women are
reported to have no occupation. The major exception is for loss of sight in
one eye. The few impaired women who are reported with occupations in the
Syrian Arab Republic are reported either as agricultural workers or
unclassified labourers (table IV.44). In Egypt in 1960 the principal
occupations of economically active impaired women were in agriculture or
services, or they were unclassified workers (table IV.13). In 1976, impaired
women continued to be found in agricultural work and in services. They were
also found more often in clerical positions and as labourers and in the
professional and technical category (table IV.15). Since 1976 Egyptian data
on disabled persons were based upon a more highly educated population of
impaired persons, it is not surprising that greater proportions of them were
economically active.

Table 15 provides data on the reasons for economic inactivity. In 1960,
33 per cent of deaf and mute men, .24 per cent of blind men and 8 per cent of
men who reported the loss of sight in one eye were neither working nor seeking
work., Over half of blind males, 11 per cent of deaf and mute males and 5 per
cent of men who had lost an eye were reported as "unable to work".

Using additional categories for the reasons for persons being
economically inactive in 1976, the age differences in impaired populations
become clearer. Almost 20 per cent of all blind men were considered
"aged/retired” and therefore unable to work, whereas 4 per cent of the men who
had lost sight in one eye were reported in that category. In addition to age,
student status was also an important explanation for economic inactivity. It
is also to a certain extent age-related. Twenty-eight per cent of blind males
who were age 6 and older, 10 per cent of deaf and mute males, and 9 per cent
of those who had lost an eye were reported as students. Even though there are
known problems with underenumeration of impaired persons in the 1976 census in
Egypt, the results are presented primarily to show how explanations for
economic inactivity in censuses can help to distinguish handicapped persons or
those unable to work from impaired persons who are studying or who are too old
to be in the labour force. Age and sex classification of that variable would
also be very helpful.

Questions asked about occupation in surveys are also enlightening.
Although survey data on the economic activities of impaired persons are not
presented in the present report, some are available. For example, questions
were asked in the Egyptian Health Interview Survey concerning the effect of a
digability or impairment on work and whether disabled persons were able to
work with or without rehabilitation. Disability and injury compensation was
also asked about. In general, however, the basic concept of work and the
economic activity of impaired persons needs to be examined in more depth. In
cases where accident, injury or disease has affected an adult, questions
should be asked about previous and current occupation, with or without
rehabilitation. The common role of many impaired or disabled persons as
unpaid family workers rather than as wage earners also needs to be carefully
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Table 14. 1Impaired persons who report having no occupation, by type
of impairment and sex; Syrian Arab Republic, 1960
and 1970, and Egypt, 1960 and 1976

(Percentage)
Syrian Arab Republic Egypt
Type of 1960 a/ 1970 b/ 1960 a/ 1976 b/
impairment M F M F M P M F
Sensory
Blind 88 99 78 99 75 98 69 98
Loss of sight
in an eye 8l 24 94 12 91 10 94 14
Deaf and mute 47 93 28 92 30 93 18 76
Physical
Arm(s) amputated 46 96 33 92 40 96 16 70
Leg(s) amputated 64 97 53 94 49 96 33 90
Mental
Mental retardation — - ——— == — —— 100 100
Mental impairment —_—— - 78 97 ——— = -—— -

a/ MAged 15 years and older.

b/ Aged 10 years and older.

Sources: Syrian Arab Republic, Ministry of Planning, Directorate of
Statistics, General Census of the Population, 1960 (Damascus, al-Jumhuriyya
Press, n.d.) (in Arabic), and Office of the Prime Minister, Central Office of
Statistics, Population Census, 1970; Syrian Arab Republic, vol, I.
{Damascus, n.d.) (in Arabic and English); Egypt, Department of Statisties and
Census, 1960 Census of Population, vol. 2. General Tables (Cairo, SOP Press,
1963) (in Arabic), and Central Agency for Public Mobilization and Statistics,
Population and Housing Census, 1976, vol. 1. Total Republic (Cairo, 1980),
No. 93-15111 (in Arabic and English). (See tables IV.,13 to IV.15 and IV.47 in
annex IV below.)

considered. In none of the surveys or censuses examined was detailed
consideration given to impaired persons working as unpaid family workers.
Probing on that issue is undoubtedly required. Many of the same measurement
problems that plague the study of women's economic activities also plague the
measurement of impaired persons' work. For example, work done by impaired
persons is likely to be viewed as "domestic work" and not counted as economic
activity when conducted in or near the home environment. Given the importance
of community involvement to the rehabilitation of impaired persons, knowledge
of the issue is imperative in order to understand the ways that the disabled
are currently integrated into the community occupational structure, if at all.

The definitions of economically active and inactive must consider in
more detail the likely activities of impaired persons in the home, on farms or
in unusual urban settings. Such activities as religious chanting, singing or
dancing in the streets or at community events for money, kerosene carrying,
animal herding and tobacco stringing are economic and should be more carefully
assessed, In addition, the domestic activities of impaired persons who are
functioning successfully at home ought to be acknowledged since those
activities would have to be carried out by someone else if the impaired person
did not do them - for example, cooking and cleaning. Daily homemaking tasks,
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Table 15. Impaired males economically inactive, by reason for
being economically inactive and type of
impairment; Egypt, 1960 and 1976
(Percentage) '

Type of impairment

Sensory Physical
Reason Losg of Deaf
economically sight in and Amputees Mental

inactive Blind an eye mute Arm(s) Leg(s) retardation
1960 . .
Unable to work 51.5 5.3 10.9 23.4 29.5 ——
Not seeking work 23.9 8.3 32.9 20.4 23.0 ——
Total 75.4 13.6 43.8 43.8 52.5 ——
1976
Unable to work 26.2 4.0 15.4 10.8 23.9 98.4
Aged/retired 19.6 3.7 6.0 3.0 5.2 2.9
Student 27.6 8.7 9.5 4.2 7.3 2.0
Total 73.4 16.4 30.9 18.0 36.4 98.4

Sources: Egypt, Department of Statistics and Census, 1960 Census of
Population, vol. 2. General Tables (Cairo, SOP Press, 1963) (in Arabic), and
Central Agency for Public Mobilization and Statistics, Population and Housing
Census, 1976, vol. 1. Total Republic (Cajro, 1980), No. 93-15111 (in Arabic and
English). (See tables IV.16 to IV.17 in annex IV below.)

although not currently acknowledged as economic activity, are areas where
impaired persons may be contributing to the economic support of a family by
freeing family members to engage in other work. There is a great deal to be
learned about the work of impaired persons and it should be taken into account
while instituting rehabilitation programmes for them.

Geographical location

Several examples of the way that data about geographical location of
impaired persons may be used are given in tables IV.19 and IV.50 to 52. Table
IV.19 shows the percentage distribution of impaired persons, by governorate
and region, for Egypt in 1960 and 1976. It is then compared to the percentage
distribution of the total population of Egypt by governorate and region,

Table 16 is obtained by subtracting the percentage of total population in each
region from the percentage of impaired persons, by type of impairment in each
region,

The 1960 findings indicate higher percentages of impaired persons
residing in Upper Egypt than expected, given the distribution of the total
Egyptian population by region. Urban Egypt - that is, Cairo, Alexandria, Port
Said, and Suez - have lower proportions of impaired persons than expected,
given the proportions of the total population found in those urban centres.

In 1976 the pattern in the proportions of impaired persons residing in any
region is quite different from the 1960 pattern. One possible explanation is
the movement of impaired persons to urban centres, both for work opportunities
and for medical and health assistance or because they are in families that
have joined the strong rural to urban movement in Egypt. Another possible
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explanation is that underreporting of impaired persons was more severe in
Upper and Lower Egypt than it was in urban centres. Again, the Health
Interview Survey might be helpful in determining the extent to which 1976
census results underenumerate impaired persons, either in selective regions or
generally. Even though that cannot be resolved with the data at hand,

presentation of the results provides ideas for further methodological and
substantive consideration of the issue.

Another way to explore whether the changes from 1960 to 1976 are from
rural-to-urban migration of impaired persons or from selective reporting is to
look at the results for the Syrian Arab Republic, which has also experienced
significant shifts in its population from rural to urban settings since 1960.
Yet when the percentage distribution of impaired persons residing by
governorate for each type of impairment is observed (tables IV.50 and IV.51
for 1960 and 1970), the proportions of impaired persons residing in the urban
settings of Damascus, Damascus City, Aleppo and Aleppo City do not change
dramatically. For example, in 1960 44.4 per cent of the blind population was
in one of those urban areas; in 1976, 36.3 per cent were. Thirty per cent of
the persons who had lost an eye in 1960 and 30 per cent of those in 1970 were
found in one of the above-mentioned urban governcrates. In 1970, the same
urban areas accounted for 44 per cent of the total Syrian population. That
percentage distribution of impaired persons suggests that the majority of
impaired persons are not more urban than the population as a whole, which is
different from the 1976 pattern found in Egypt.

Another way to look at distributional differences in geographical
location is through the study of location-specific prevalence rates of
impairment per 100,000 population. For example, in table IV,52 prevalence
rates of impairment vary considerably from region to region in the Syrian Arab
Republic in 1970. Blindness, for example, has a prevalence rate of 106 in
Damascus City and 285 in Quneitra. Loss of sight in one eye is as low as 115
per 100,000 in Damascus City and as high as 806 in al-Hasakeh, Arm amputation
is reported more often in Dar'a, al-Hasakeh and Tartous (49, 44 and 45 per
100,000, respectively) than in Hama, Damascus City or Damascus (20, 22 and 23,
respectively). The overall disability prevalence rates recorded in the 1970
census indicated a range from 725 per 100,000 in Damascus City to 1,632 in
Hasakeh and 1,367 in Dar'a. Sex and rural/urban differences by governorate
for impairment can also be calculated from existing published data but are not
given in the present report.

In addition to cross-governorate comparisons, in-depth analyses of
particular areas are possible. An interesting example has been prepared by
al-Ayyat (2.1), using 1960 and 1976 census data for Cairo and surroundings.

In sum, geographical location is an important variable for distinguishing
variations in prevalence rates and examining the geographical distribution of
impaired persons. Further exploration of differences by geographical areas
may also use rural/urban, regional and sub-regional and age and sex
differences in population distributions in order to determine the exent to
which locational differences are demographically determined. The remaining
differences in the regions could then be examined through the use of
supplementary data, such as hospital and clinic statistics and local surveys,
to determine the extent that they are influenced by socio-economic, health,
and programme differences,
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Table 16. Percentage point differencesé/ between the distribution
of impaired persons, by type of impairment, and
the distribution of the total population of
Egypt, 1960 and 1976

Type of impairment

Region Sensory
Loss of Deaf and Mentally
Blind sight in mute retarded
an eye
1960
Urban - 9.6 ~ 9.8 - 5.3 o
Lower Egypt - 4,1 - 4.5 + 2.1 ——
Upper Egypt +13.8 +14.5 + 3.8 e
Prontier - 0.5 - 0.7 - 0.8 o
1976
Urban - 7.5 + 2.4 +23.1 +15.6
Lower Egypt + 0.7 - 4.2 ~15.0 - 0.8
Upper Egypt + 6.7 + 1.9 - 7.7 ~15.8
Frontier 0.0 - 0.1 - 0.2 + 1.0

a/ Percentage of impaired (by type of impairment) less percentage of
total population, in each area.

Sources: Egypt, Department of Statistics and Census, 1960 Census of
Population, vol. 2. General Tables (Cairo, SOP Press, 1963) (in Arabic), and
Central Agency for Public Mobilization and Statistics, Population and Housing
Census, 1976, vol. 1. Total Republic (Cairo, 1980), No. 93-15111 (in Arabic
and English). (See table IV,19 in annex IV below.)

Illustrative policy implications of the findings

The potential for the utilization of the data presented in annex IV for
policy and planning is to a certain extent dependent upon the way the data are
presented. When raw numbers from published tabulations are transformed into
percentages, rates and ratios, and when rates or percentages are drawn into
figures and graphs, attention is then drawn to patterns and trends that are
potentially useful for planning purposes.

Age and sex-specific percentage distributions and prevalence rates of
impairment exhibit reasonably consistent distributions and shapes when
findings from various censuses are compared. Such general patterns suggest,
for example, that social services for the blind should concentrate on the
concerns of the elderly blind. 1In contrast, the targetting of services for
persons who have lost sight in one eye might concentrate more resources onh
services for middle-aged populations of persons who are more likely to be
economically active, especially men. Special surveys can be used to
supplement national statistics from censuses and large-scale sureys in order
to investigate ways to prevent eye injuries or infections and to prepare
rehabilitation and training programmes that stress prevention. Such
programmes should also provide services to persons who have lost sight in one
eye which help them to maximize the use of the vision that they have. 1In
addition, trends found in the rates of mental impairments suggest the need for
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special efforts to screen pre-school populations for earlier recognition and
identification of intellectual and other psychological impairments by parents
and other family members.

Rural/urban differences in the rates of impairment suggest the need for
special attention to the problems of rural persons who are impaired and their
families. Rates by geographical locations are also highly variable and should
be taken into account when programmes for disabled persons are designed and
when resources and staff for programmes are allocated to specific areas.

With respect to socio-economic characteristics of impaired persons,
findings about educational attainment, for example, have at least several
major policy and programme implications. First, programmes designed for
persons with specific types of impairment might be better tailored to the
appropriate target group when the educational attainment of impaired persons
is known. Illiterate persons who are impaired require oral or pictorial
rather than written instructions about the care and use of a prosthesis or the
proper use of a crutch. If written instructions or educational pamphlets are
prepared, the audience may need to be enlarged to include instructions to
family members or to community health workers about the use of such devices
and about how to instruct impaired persons in their use.

Secondly, carefully conducted surveys or censuses that collect data on
age and sex-specific educational attainment or school attendance rates by type
of impairment can be utilized to assess the current status of impaired persons
so that educational programme requirements for the future may be planned,
based upon knowledge of the existing situation, If practically the total
population of impaired persons is illiterate or has never attended school,
whereas the larger total population of children is at least educated at the
primary school level, then programmes might be tried which integrate impaired
children into the regular public school system, at least during the early
years of primary school, as opposed to concentrating large proportions of
limited funds on the highly selective special educational systems or
institutions that cater only to very few impaired children. If it is found
that impaired children generally already do attend public school systems for
at least the first semester or year or two (or that a plan to include them in
early education is feasible), educational efforts should then be concentrated
upon the preparation of short-term training sessions with follow-up in the
classroom for teachers and community health workers on ways to include
impaired children in early education programmes. In addition, further
research on the current role of public schools in the identification of
impaired children and their treatment is needed for programme planning.

Special research projects designed to integrate survey research results
with available programme data on services received by impaired persons (such
as educational, medical, social and financial) are also needed. The
proportions of children served by special educational programmes and private
institutions, for example, should be compared with the numbers and proportions
reported in censuses of impaired children who have attended regular school.
Programme estimates of numbers of children served by special educational
programmes, distinguishing private and public schools, should be compared with
survey estimates of the proportion of children in need of services. Survey
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estimates of adult illiteracy among the impaired population should be compared
with numbers of impaired persons who receive educational services in adult
literacy programmes as reported in programme statistics.

In addition to education, the findings concerning economic activity and
occupation also have several broad implications for policy and planning.
First, knowledge of the current economic activity and occupation of impaired
persons helps planners to tailor special programmes and rehabilitation
services to the immediate occupational requirements of already economically
active impaired persons. If, for example, large proportions of impaired
persons are involved in agricultural work, then programmes tailored to the
occupational needs of impaired workers in agriculture are required, Special
surveys of the types of work and problems encountered by impaired persons
while working could also be very useful for planning rehabilitation services.
Secondly, findings concerning the occupation of impaired persons provide
guidelines to planners on the exent to which impaired persons are handicapped
by unemployment or underemployment or by their inability to work because of
severe problems with disabilities that have not been addressed through
rehabilitation and education.
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IV. CONCLUSIONS

Need for increased attention to the analysis of existing data

There is often a tendency in survey work, as a project nears completion,
to become preoccupied with shortcomings of the data collected and to stress
the need for new data collection. Questions that were not asked in the field
become more important than the questions that were asked. On the whole, that
reaction provides a useful encouragement to improvement in future work but may
lead to overlooking opportunities for more detailed use of existing data,
Given that it takes, on the average, approximately from three to six years to
plan, conduct and process any kind of national survey, existing data bases
ought to be carefully examined for their value and timeliness prior to
allocating scarce funds and technical resources to new projects that will not
yield results for at least several more years. An effective balance in the
allocation of funds and resources among data collection, processing,
dissemination and analysis is needed to ensure optimal use of survey research.

Data on a number of important variables were collected through
population census activities and national surveys of disabled persons that
were not compiled and published but which could be in the five countries
studied in the present report. Among the tables which could be compiled are:
marital status of disabled persons, by age and sex; the number of
heads-of-household who are disabled, by age, sex and rural/urban residence;
proportions of disabled persons who reside in single-family households,
joint-family households, or in institutional settings, by type of disability;
family income status; type of dwelling within which disabled persons reside;
family size; number of living children of disabled persons; disabled children
currently attending school; and perceived cause of disability. The social
context of the lives of disabled persons can be further examined using
exlisting national data bases if special projects are prepared which recompile
and analyse data available in census and national household survey £files so
that topics such as the ones mentioned above may be investigated. The
selected survey instruments shown in annex III offer additional examples of
variables that may be used during a secondary analysis of national data
avallable for the study of disability.

Guidelines for the utilization of existing data

Statisticians, researchers and planners need to recognize and appreciate
the overall importance of data compilation and evaluation and the
dissemination of findings on disabled persons to the national and
international community and to disability specialists as well as the
importance of existing data for local planning and administration. The
following materials are needed for more effective use and dissemination of
existing data:

(a) Studies on the application of the International Classification of
Impairments, Disabilities and Handicaps (1.16) for various statistical
purposes and suggested tabulations;

(b) A review of the social and economic characteristics of disabled
persons on which data were collected and the tabulations and basic indicators
that might be derived from those data;
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(c) An illustrative chartbook showing various ways to present data about
the disabled through figures and graphs for different audiences -~ for example,
researchers, administrators and planners, programme workers and professionals
such as teachers, physicians, social workers and community health workers, and
communities and families of disabled persons;

(d) A methodological study which suggests ways to integrate statistics
on disabled persons from numerous data sources into a reasonably cohesive
description of prevalence rates, geographical distribution and the social and
economic circumstances of disabled persons;

(e) A methodological study on survey sampling issues and design problems
associated with the study of disability, including methods of preparing and
using a sampling frame.

These materials will stimulate greater comparability in data collection,
analysis and presentation while also encouraging experimentation and attention
to the numerous methodological issues which still remain,

Increased attention to organizational problems caused
by the interdisciplinary nature of disability research

Institutional links

Attention is needed to institutional linkages among data producers and
users regarding the dissemipation and utilization of statistics on
disability. For example, more integrated planning at the ministerial level on
the study of disability is essential in order to achieve greater clarification
of statistical issues concerning disability among ministries of health,
education and social welfare and national statistical services.

The role of national and international statistical services

A major organizational problem associated with interdisciplinary surveys
on such topics as disability is that the allocation of responsibility for data
compilation, dissemination and analysis is at times blurred by the
interdisciplinary nature of the work, which may involve specialists from
health, medicine, education, labour, social welfare and statistics. When
statistics on disabled persons are embedded in larger data collection
systems - for example, population censuses, national household survey
programmes, special national surveys of health and/or disability, or health
and medical registration systems - then it becomes even more difficult to
manage the results and evaluate their implications in a co-ordinated fashion.
One role of national statistical offices should be to highlight the special
tabulations which are or could be available for the study of disability
through specially prepared resource handbooks that are periodically updated,
showing the location, availability and potential use of data on disability for
each country or region,

At the international level, the Vienna Affirmative Action Plan calls for
statistical co-operation among Governments and stresses the need for technical
co-operation in the areas of training personnel; developing management skills;
research on indigenous conditions; developing methodology for surveys,
including evolving common definitions of disability; strengthening
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institutional links; and increasing every country's awareness of its own and
other's experiences, achievements and skills in the technical areas (1.7,
para. 122), With respect to those goals, the Action Plan encourages the
Statistical Office of the United Nations Secretariat, together with other
parts of the United Nations Secretariat and specialized agencies, to
co—operate with developing countries in working toward a practical system of
data collection, and in particular to prepare technical manuals or documents
on how to use national data bases for the collection of disability statistics
(1.7, para. 144).

The Action Plan and the World Programme of Action concerning Disabled
Persons call for the United Nations Secretariat to implement technical
advisory services which prepare programmes aimed at implementing technical
co~operation with Governments that intend to incorporate statistical
programmes regarding disability into their larger data collection systems
(1.7, paras. 143-144 and 1.6, paras. 184-201). The recommended co-ordinated
steps at the national and international levels should ultimately lead to
increased ability on the part of the international community to monitor the
global situation regarding disability while also addressing the unique
requirements of individual Governments.

Increased attention to methodological issues

The concern to verify the accuracy with which the total population of
impaired persons is ascertained in a given census or survey has sometimes
obscured the important issue of assessing the quality and value of the numbers
and distributions obtained by different data collection methods. For example,
the results of several national surveys appear to have been disregarded
because the percentage of the population that was reported as impaired was
considered too low (for example, 1-2 per cent). In one case a survey was not
published because it was decided that there was little to be learned from
surveys not based on probability sampling, although the sample covered more
than 15,000 impaired persons. The discarding of such data precluded their
examination in depth to obtain distributions and trends or their analysis of
methodological issues. The results of such surveys and censuses will always
offer insights into methodological problems associated with design
differences, lay reporting of impairment, perceptions of what are regarded as
impairments or disabilities and definitional and conceptual problems in
analysing multiple disabilities. There is a great deal of methodological and
substantive information to be derived from the analysis of surveys and
censuses in addition to the estimated total numbers of impaired or disabled
persons found in any country. It is hoped that the critical comments and
methodological problems addressed in this report will be viewed in that light.

Planning for future research

The lessons suggested by the present review of existing data in five
countries for future statistical studies on disability are plentiful.
Selected issues for further work are highlighted below. They are but a few of
the issues which might be further addressed in future studies on disability.
The present report has tried to draw attention to methodological issues
encountered in the past while pointing to issues that might be addressed in
future work on the subject.



Impaired women

The marked underenumeration of impaired women and.the unusual%y high sex
ratios encountered in census and survey results on iypalFEG popglatlons
suggest that careful and detailed probes need to be 1nst1tute§ in or@e; Fo
increase the identification of impaired women in data collection §ct1v1t1es.
Experimental questions and probes need to be field-tested for their
sensitivity to the problems of impaired women.

Impaired children

More careful questioning and probing into the problems of young ch%ldren
need to be instituted. Identifying pre-school-age children who are impaired
or disabled is not an easy task, even when highly sophisticated equipment and
medical techniques are used in the assessment. Although underenumeration of
childhood disabilities is probably almost inevitable, that does not mean that
survey reports of childhood disabilities cannot be improved through more
explicit behavioural or functional questions on basic childhood developmental
patterns. Indirect questioning of parents about problems they have
encountered with their children may also shed light on potential problems with
childhood impairments. Special surveys experimenting with various questions
and subjects are needed. One additional possibility to address is that
response rates on childhood disability may differ according to the
respondent - for example, mother, father, grandparent, sibling or community
leader.

The economic activities of impaired persons

Experimentation is needed on the measurement of the domestic and
economic roles of impaired persons. It is possible that modifications in
economic and occupational measures now being tried for improving the
measurement of women's work might also improve the measurement of disabled
persons' work, since in both cases their work is more likely to be conducted
outside of formally recognized workplaces ~ that is, at or near the home.

Education and rehabilitation

The role of non-formal educational training and indigenous methods of
rehabilitation is largely ignored in special surveys of disability. It is
very important to have information on - for example - the indigenous medical
and educational experts who are utilized by households for the diagnosis and
explanation of impairment. Such knowledge is essential when preparing health
and educational campaigns for the prevention, treatment, care and
rehabilitation of impairments and disabilities. There is no information on
informants currently utilized by families (be they local physicians,
indigenous midwives, pharmacists or religious leaders) for the rehabilitation
and education of impaired persons. Such questions might cover the use by
families of local teachers to tutor problem children, the sources of knowledge
and information used by families to teach young and partly paralysed children
to walk, instruction for a young mother on how to nurse or feed a baby with an
untreated cleft palate, critical problems faced by families when one of the
family members is disabled, sources of help for those families, and costs.
Special research needs to be conducted into the problems faced by families,
parents and impaired persons in the search for explanations and answers to
unresolved issues related to their disabilities.
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Notes

l/ ©Suggestions on ways to measure behavioural aspects of impairment,
disability and handicap have been developed by WHO in its community training
manual (see 1.17).

2/ Research results in Morocco suggest that blindness rates may be
higher among elderly females than males because females are more regularly
exposed than males to children who are infected with trachoma (1.4).

3/ For a description of the methodological and analytical challenges
associated with the integration of research results from diverse studies and
different data bases in order to reach conclusions about the situation of any
group or individual, see Harris M. Cooper (1.2). ‘

4/ For example, a small and highly focused investigation by medical
students of mental illness in Lebanon approached the issue of mental illness
indirectly by first interviewing families about their use of pharmaceutical
items. When tranguilizers or other sedatives were cited as present in the
home, information was requested concerning the reasons that family members
used such items. In the process, apparent psychological impairments which had
not been reported in a household health and medical survey for which the
interviewing had been conducted several weeks earlier were discovered. Such
probing techniques and indirect questions may be required if larger numbers of
mentally impaired women are to be identified through the use of household
surveys.
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Annex I

TECHNICAL INFORMATION ON CASE-STUDY POPULATION CENSUSES COVERING DISABILITY

The following information ig provided in this annex for each census:

(a) Data source;

(b} Citations and listings of tables for disability statistics published
by national statistical services from population censuses;

(c) OQuestions asked about disability in the census questionnaire;
(d) Categories of impairment used in the available tables;

(e) Coding instructions and/or coding schemes used for disabilities;
(f) Written field instructions given to enumerators.

The censuses covered are:

{a) Egypt: 1960 and 1976 censuses;

{b) Iraqg: 1947, 1957 and 1977 censuses;

{(¢) Syrian Arab Republic: 1960, 1970 and 1981 censuses.
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EGYPT
1960 census
A _source

1960 Census of Population, vol. 2, General Tables (2.5)*

4 lable tables from the above source

Table

21 Population with disabilities by age, sex and type of disability

44 Population with disabilities by economic activity, type of
disability and sex (6 years old and over)

45 Population with disabilities by employment status and sex (6
years old and over)

46 Population with disabilities by occupation, type of disability,
and sex (15 years and over)

50 Population with disabilities by educational status, type of
disability and sex (10 years old and over)

stionnaire

Question number 18 is in the form of a column heading labeled
sabilities”.

el Lt
egories of impairment used in the published tables
English translation Original Arabic
Sensory 1
Blind st
L f S 5
oss of an eye t’ !

Deaf and without speech (mute)

Physical
b o7 Gl 5t W
Loss of one or both arms L-ﬁ.f’l oo budl G ual WL
Loss of one or both legs

*/ Numbers in parentheses refer to works cited in the list of references
the end of the present publication.
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Coding scheme

Not available.

Field instructions (see z.h, pp. 35-36)

Enumerators are required to write "Unable to work" for question 11
(economic activity) if the interviewee is of non-working age, sick or
handicapped, or old and retired (p.23).

For question 12 (educational status), enumerators are not to ask a blind
person whether he or she knows how to read and write. Instead, they should
ask the person whether he or she has any degree and the title of the highest
degree attained. If the interviewee does not hold any degree, he or she is
classified as illiterate even if the person reads Braille (p.30).

Question 18 (impairment): A person is defined as impaired if he or she
belongs to any of the following categories (p. 35):

Sensory
1. Blind
2. One-eyed

3. Deaf and dumb

Physical

4. Having lost one or both hands
5. Having lost one or both legs/feet.

If it appears to the enumerator that any member of the family shows one
of the five impairments listed above, then the type of impairment is to be
reported for question 18. The following impairments are not to be reported:

1. Hunchback

2, Paralysis

3. Ear missing

4. Distorted or damaged nose
5. One finger missing

6. Other.

Only a person whose entire hand (not one or more fingers) has been
amputated is to be reported. The same applies to the lower limbs.
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If none of the above-listed five types of impairment to be reported is
evident in any of the family members, then the mark (~) is to be put in the
corresponding cell.

It is advised that the questions be asked so as not to provoke any
embarrassment, and to precede the question with some appropriate polite
expression which is locally used under such circumstances.

1976 census

Data source

Population and Housing Census, 1976, vol. 1, Total Republic (2.3)

Available tables from the above source

Table

35 Distribution of the total disabled population by type of disability
and sex in urban and rural Egypt and by governorate

36 Distribution of the disabled population in Egypt by type of
disability, age and sex

37 Distribution of the disabled population that is 6 years old and over
by employment status, type of disability and sex for Egyptians and
foreigners

38 Dpistribution of the disabled population that is 10 years old and
over by educational status, kind of infirmity and sex for Egyptians
and foreigners.

39 Dpistribution of the disabled population that is 15 years old and
over by primary occupation, type of disability and sex for Egyptians
and foreigners

Questionnaire

Bnglish translation

Question 37 is in the form of a column labeled "Visible disabilities:
(blind/deaf and mute/having lost either eye ......etc. +.....)".

Original Arabic

(e« cmndl ol 50y hally ! B/ o) 3 Bpotlll claladl s vy JG
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Cateqgories of impairment used in the published tables

English translation Original Arabic

Sensory

Blind A

Loss of an eye v 9 cl

Deaf and mute P—S;b oo |

Deaf i

Mute “: g .:l
Physical

Amputation of one or both hands Lh..Si‘ czdl Gl WU
Amputation of one or both legs L_‘.,,«.S_, w;Lu.“ Sl WS

Mental
(BT RTEIECH
Mentally retarded
Other

Other disabilities

Coding scheme

Not available.

Field instructions (see 2.2, pp. 49-50)

The visible disabilities question in the census questionnaire applies to
every member of the family, either by way of asking about disabilities or by
noticing a disability, taking into consideration the fact that it is an
extremely sensitive area of investigation.*

The enumerator is required to record the following cases, when found:
blind, loss of an eye, deaf and mute, deaf alone, mute alone, loss of one or
both arms or hands, loss of one or both legs, mentally retarded and other
impairments (with specification). 1Internal illnesses, epilepsy, and
psychological depression and similar syndromes are not to be included. The
disability is to be checked, if present, or the sign (-) is to be placed in
the column, if no disabilities are identified. The column is not to be left
blarnk.

*The census question on "visible disability" in the original Arabic
questionnaire is found in column 37, whereas in the English version it is
found in column 36. The instruction manual (in Arabic) refers to column
number 36 when giving instructions about how to £ill in the disability
question.
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IRAQ

1947 census
Data source

Census of Iraq, 1947 (3.3)

Available tables from the above source

Table 2. Population by sex, disability and type of residence

This table does not provide totals. The totals used in the present
report were calculated from the tables showing disability by sex for each
L] n
gadha".

Questionnaire

Three census schedules were used (see 3.3, p.l):

(a) A white-coloured schedule for members of Iraqi households;

(b) A yellow-coloured schedule for aliens;

(¢) A brown-coloured schedule for persons residing in public institutions
such as hotels, hospitals, barracks, prisons, boarding schools,
All three schedules covered incidence of disability in column 14, which was

labeled "Physical distinguishing marks".

Categories of impairment used in the published tables

The following categories of impairment were used in the tables: blind,
one-eyed, deaf, mute, totally or partially paralysed, lame and helpless,
insane and feeble-minded, multiple disability, and other.

Coding scheme

Not available.

Field instructions (see 3.4, p.3)

The enumerator was required to write down the prominent physical
distinguishing marks (for example, if the interviewee was black-skinned,
one-eyed, blind, deaf, mute, crippled, insane, etc.) and not minor features
such as boil scars on the face or colour of the eyes. Answers to the question
on physical distinguishing marks were compulsory for males and optional for
females. It appears that column 14 of the schedule was used to identify both
race and disabilities, based on physical features.
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1957 census
Data source

Abstract of the General Census of 1957 (3.1)

Available tables from the above source

Table 31. Population of Irag by sex, religion and disabilities
Questionnaire

Column 14 is labeled "Visible physical disabilities". The accompanying
instruction states, "Write healthy or disabled and then specify the type of
disability."

Categories of impairment used in the published tables

English translation Original Arabic

I. Disabilitiess

Sensory

. oot
Blind and other disabilities Sy ‘4;: ‘fﬁ’ }9
One-eyed and other disabilities S - 2
Deaf (
Mental
Mentally retarded auliall Gaid! Byad

II. Deformities:

Physical

Paralysis TbJ~*“‘
Crippled and any other deformity “ﬁﬁ CP“ﬁ
Hunchback and any other deformity 9 (S 19 x>

Loss of either arm uc"’-'*” St B
Lame e—s!

ITII. Disability and deformity

Multiple

Blind and any disability and deformity
One-eyed and any disability and deformity
Other disability and deformity
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Coding scheme (see 3.5, pp. 26~28)

I. Disability
Main and secondary impairment:
A. Blind:
and deaf
and deaf and mute
and mentally retarded
B. One-eyed:
and deaf
and deaf and mute
and mentally retarded
C. Deaf
D. Deaf-mute:
and mentally retarded
E. Mentally retarded
II. Deformity (and amputation)
Main and secondary deformity or amputation:
A. Paralysis

B, Crippled:

and hunched back and loss of either of both hands or part of
an arm

and hunched back and loss of either/both hands or part of
an arm

C. Hunched back:
and loss of either or both hands or part of an arm
and loss of either or both legs or part of an arm
D. Loss of either or both hands or part of an arm

E. Lame or loss of either or both legs or part of a leg

- 99 -



II1. Disability and deformity (or amputation)

A. Blind and one of the above deformities (or other disability)*
B. One-eyed and other disability and a deformity
c. Other disabilities and deformities.

Field instructions (see 3.6, p.7)

In column 14 of the schedule, the phy'sical condition of the respondent is
to be recorded. The enumerator must write whether the interviewee is healthy
or suffering from one of the following visible disabilities:

English translation Original Arabic

Lame a ¢
Blind .
Deaf p o
Feeble-minded (retarded) 3¢£LaJ|gqﬁJ1g%*‘¢a
Paralysed gjl -
Mute (O i {
One-eyed

Ankylosis .
Cross-eyed J et
Bald D™
Others o—

If the person has more than one disability or deformity (malformation),
they should be specified (e.g., deaf and mute).

* Even though the literal translation of this category is "blind or
other disability or deformity", the coding scheme suggests that it is "blind
and" rather than "blind or".
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1977 census

Data source

General Census of the Population for the Year 1977 (3.2)

Available tables from the above source

None.

Questionnaire

Question 52: "For the disabled, put an X in the appropriate box:"

English translation Original Arabic
Loss of both eyes (blind) Ml ..uLv
Loss of both hands .th b

-

Loss of both legs

Deaf and mute F‘“S;
Paralysed ubi——-—-~u

Weak mental abilities 35-5—&“)_3__-‘-”&-9*.»..?
Other (specify) ]

’%

\.

Categories of impairment used in the published tables

Not available.

Coding scheme

Not available.

Field instructions

Not available.

SYRIAN ARAB REPUBLIC

1960 census
Data source

General Census of the Population, 1960 (6.4)
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Available tables from the above source

Table

14

15

16

17

18

19
Questionnaire
English translation

The physically disabled
The physically disabled

The physically disabled
over)

The physically disabled

The physically disabled
and over)

The physically disabled

Question 18 reads "Disabilities:

Blind
One~eyed

Deaf and mute
Loss of one or both arms/hands
Loss of one or both legs

If no disability, write (-)."

by
by

by

by

by

by

mohafaza and sex (urban and rural)
age group and sex

economic activity and sex (age 6 and

employment status and sex

educational status and sex (aged 10

cccupation and sex (aged 15 and over)

Original Arabic

One of L LeYl eVl usl s g w-L»L-J'

the following disabilities is to be checked:

u—-—-“}
_,_9._...5

LS 5 o ‘T"’b-
begessB o g**L’:j{n;f;:W a5 _.z

(=) de elaldl oo il

Categories of impairment used in the published tables

Same as those listed above, under "Questionnaire",

Coding scheme

Not available.
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Field instructions (see 6.3, pp. 40-41)

A person is considered disabled if one of the following conditions
applies: .

(a) Blind;

(b) One-eyed;

(c) Deaf and mute;

(d) One or both arms amputated;

(e) One or both legs amputated.

If it appears that one of the family members is affected by any bf those
five disabilities, the disability is to be written in column 18 of the census
guestionnaire. Hunchbacked and paralysed people, as well as those persons who
have an ear cut off, a damaged nose, or missing finger(s) and the like are not

to be reported., A hand amputation means the amputation of the entire palm and
not just one or more fingers. The same applies to leg amputations.

If none of the above-mentioned disabilities is applicable to any family
member, then the column is to be marked (-).

The field worker is advised to ask the question about disability in such
a way that it does not cause any embarrassment, as it is a sensitive area for
investigation. It is recommended that the question about disability be
preceded with an appropriate expression used locally when asking about such
topics.

1970 census

Data source

Population Census, 1970: Syrian Arab Republic, vol. I (6.2)

Available tables from the above source

Table

26 Physically disabled by mohafaza, type of disability and sex (urban
and rural)

27 Physically disabled by type of disability, age and sex
28 Physically disabled by type of disability, educational status and sex

29 Economically active, physically disabled by type of disability,
occupation and sex (aged 10 and over)

30 Economically active, physically disabled by type of disability,
industry and sex (aged 10 and over)

31 Economically active disabled by type of disability, employment
status, and sex (aged 10 and over)
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Questionnaire

English translation

Question 24 of the schedule reads
"Disabilities:

Blind

One-eyed

Deaf and mute
Loss of an arm
Loss of a leg
Mentally retarded.

Original Arabic

elalad!
.”u_:ﬁ:
A A t—2

S TS b
d,___"..n....«l

The mark (-) is to be put in the column if no disability is found."

° k'-'-"-b'.&." U “?_”".‘JJ( - ) a.){.cc_‘é}o‘-

Categories of disability used in the published tables

English translation

Sensory

Blind
Loss of an eye
Deaf-mute

Physical

Loss of an arm
Loss of both arms
Loss of a leg
Loss of both legs
Mental
Mentally retarded or mentally ill*

Coding scheme

Not available.

Original Arabic

T

Pl e
pSly pr

el 5t

L_,..J;.Duéﬂ ULa- _,1 oS na

*The mentally retarded category used in the census questionnaire was

later extended at the coding stage to include reported cases of mental illness.

- 104 -



1981 census

Data source
Publications in preparation.

Available tables

Published sources not yet available.

Questionnaire

English translation

Question 15 is labeled "the disabled:

Blind

Deaf and mute

Loss of one hand
Loss of both hands
Loss of one leg

Loss of both legs
Mentally retarded
Paralysed

Other disabilities."

Original Arabic

CbL.JﬁLaJ‘:,J
) G |
P—SQtSfrﬂﬂ -
e pouitd — Y
] -4
LB"L——M):..# — D
CM’}-—MJ"—-—-:'-—‘l
v -—Y

o A
Saugslcble 4

A dash (-) is to be inserted in case of no disabilities. wlalall g Wal) () poise
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Field instructions (see 6.1, especially pp. 132-133)

Column 15 is reserved for people with impairments. The mark (-) is to be
put for those who are not impaired. The following impairments are to be
written in the column:

"glind: If the individual has lost his or her sight totally or
partially, whereby they cannot see;

Deaf and mute: If the individual has lost the sense of hearing and
speech, as well as if the person had the serious difficulty with these
two senses;

One-hand amputee: If the individual has lost at least the entire hand;

Both-~hands amputee: If the individual has lost both hands;

One-leg amputee: If the individual has at least lost an entire foot;

Mentally retarded: If the individual has a problem whereby he or she
cannot control their own behaviour and cannot distinguish between what

is good or bad for him or herself;

Paralysed: 1If the person is partially paralysed in one limb, or if
totally paralysed;

Other: If the person has another type of disability that was not
mentioned above, write down the disability."
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Annex II
TECHNICAL INFORMATION ON CASE~STUDY SURVEYS COVERING DISABILITY
The following information is provided below for each survey:
(a) Citations for published statistics;
(b) Survey dates;
{(¢) Available published tables;
{d) Summary of survey design and sample selection;

(e) The texts of questions about impairment in the questionnaire and the
written field instructions for those questions;

(f) Categories of impairment used in tables.
EGYPT

Health Interview Survey (HIS)

Data source

Health in Egypt (2.6)

Survey dates

1978-1983

Available tables*

Table
8.1 Age distribution of disabled persons surveyed during the first
Health Interview Survey cycle
8.2 The relative frequency of causes of disability in different
regions studied
8.32 Distribution of disabled persons by age and cause of
disability, urban areas
8.3B Dlstrlbutlon of disabled persons by age and cause of
disability, rural areas
8.4 The percentage distribution by age of disabled persons and

their need for help

*Preliminary results from the first four cycles.
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8.5 Effect of different types of disability on working status
8.6 Treatment given to disabled persons, its type and result

8.7 Frequency of use of prosthesis and rehabilitation measures for
different causes of disability in the three regions studied

Survey design (see 2.6, 2.10 and 2.16)

The Health Interview Survey uses the 1976 Census of Egypt as a sampling
frame., It is a 1 per cent probability sample of the civilian,
non-institutionalized population of Egyptian nationals residing in Egypt.
Institutionalized disabled or handicapped persons are thus not included in the
survey. The survey has been fielded in four cycles. A total sample of
approximately 18,000 households has been selected per cycle. The 25
governorates of Egypt were classified into seven strata and all seven strata
were represented in all four cycles. Governorates belonging to the same
stratum were represented in all four cycles in order to take into
consideration seasonal variations. The first cycle of field work began in
October 1978, the second cycle in 1979, the third cycle in 1981, and the
fourth cycle in 1983. The interviews are conducted in the home by a team of
male and female social workers.

The HIS questionnaire consists of eight major forms and covers a wide
range of health and health-related issues - namely demographic, reproductive,
environmental , health care costs and services, health status, nutrition and
disability. Those households which reported on Form 3 (General Information on
the Family and Household) that they had a disabled person residing with them
were interviewed with the special Form 8, Disability Survey.

In addition to the household Health Interview Survey, 10 per cent of all
selected families were alsc examined by a team of physicians, dentists and
trained nurses, assisted by laboratory technicians for analysis of stool,
urine and blood. The objective of the health examination survey was to
identify medical conditions and illness using clinical examination of the
sample subjects. The examination survey repeats questions asked on the Health
Interview Survey for comparison. Results of the health examination survey
were not available at the time the present report was prepared.

Questionnaire

Questions asked about impairment:

English translation Original Arabic
Is the interviewee 1) impaired? ¢ dlas )y '-319»4-" J—“
2) disabled? L( end ) jole o ¥

Type of impairment or disability: s )q~AJ|,1a.519Y‘cy

A. Sensory
Sight 1. partial 2. total “ iw',._.».JL, -1
Auditory 1. partial 2. total ?K"”Y 9:{’-"“"‘ Dol
Speech 1. partial 2. total &’S""" > —) Wx

oS =Y e ¢
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B. Motor

R

Arms 1. right 2. left s
Legs 1. right 2. left S =Y gz — 1§
U ¥ g ) Uy
C. Mental ability . - .
U PR JO N | PR
D. Debility
Jhe 0

Categories of impairment used in tables

English translation Original Arabic

Sensory '
Vision "rﬂ-t-u Sy 53
Partial loss of sight ( s )AAF N Y]
Total loss of sight ,
Hearing e‘___w_u "?5)_’. Y
Partial loss of hearing (rua’ ) gl g—-—S Iosdd
Total loss of hearing
¢ 5.1
Loss of speech rDLS.U Pree J_33
Partial loss of speech (‘\S_.,l ) r)&f;ﬂ S5
Total loss of speech (mute)
Physical
Upper limbs e . At JEY
Disabled right arm vy LY ap ':‘Jl q?f-“l“
Disabled left arm )-*.4" f_‘)v\-“ W il
Lower limbs LT K Lt
Disabled right foot/leg W}J 3Ll @’f-“l“-
Disabled left foot/leg WY‘ & Lt T i
Spinal S pbdl
Mental
Mental disability (intellectual and other T,
psychological impairments) Ll dnls
Debility Jhms
Other
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JORDAN

National Survey of the Handicapped in Jordan* (Queen Alia Fund)

Data source

National Survey of the Handicapped in Jordan (4.7).

Survey dates

1 April 1978 to 20 May 1978.

Tables available

Table No.

1l

2

10

11

Distribution of handicapped people

Distribution of handicapped people
and type of handicap

Distribution of handicapped people
provided and type of handicap

bistribution
provided and

of handicapped people
age

Distribution of handicapped people
Distribution

handicap and
was noted)

Distribution
handicap

of handicapped people
Distribution of handicapped people
attainment and type of handicap

Distribution of handicapped people
type of handicap

Distribution of handicapped people
and type of handicap

according to

according to

according to

according to

according to

according to

according to

according to

according to

type of handicap

governorates

services

services

age

of handicapped people according to type of
the age of onset of handicap (the age the handicap

sex and type of

educational

occupation and

monthly income

Distribution of handicapped people according to type of
handicap and the degree of consanguinity between the mother and

father

*In the source document the term "handicapped" is used throughout, and

that usage is retained here.

However, that usage in Jordan corresponds to the

term "disability" as used elsewhere in the present report, following the WHO

definition.
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Survey design (see 4.8, pp. 7-8)

The survey was conducted by one-time registration and interviews of
disabled persons. The total number of disabled people identified was 18,823,
Registration was done on the East Bank only. A mass media campaign informed
the public of the importance of responding to the interviewers. The
interviewers were recruited from the Ministry of Education and Department of
Social Affairs, and they were either social workers or school headmasters.
The interviewers were provided training on the subject of disability before
being sent to the field.

The objectives of the registration campaign were to strengthen
co~ordination between researchers and social planners; compile a complete
record of all disabled persons in the country; assess the extent of the
disability problem, the types of disabilities prevalent in the country, and
the socio~economic characteristics of the disabled; (d) provide benchmark data
for specialized studies.

Questionnaire

A pre-coded closed-ended questionnaire was used which covered age,
education, sex, income, occupation, geographical location and so on of both
the disabled person and his or her family. The type of disability and the
nature of the medical, rehabilitation and social welfare services received by
the disabled person were also recorded on the gquestionnaire. A copy of the
original gquestionnaire was not obtained for the present report.

Categories of disability used in the published tables

Sensory

Deaf and mute

Blind

Deaf-mute and blind
Deaf and blind

Physical
Paralysis

Partial paralysis
Fully paralysed

Amputee
Hand amputated
Arm amputated
Leg amputated
Hand and leg

Mental

Disability
Severely retarded
Mildly retarded
Emotionally disturbed

Detailed definitions were not obtained for the present study.
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Study of disabled refugees in the Jerusalem and Jericho areas of the
West Bank (United Nations Relief and Works Agency (UNRWA))

Survey date .

January-September 1981,
Data source
UNRWA, "Some efforts towards 'full participation and equality'" (4.9)

Available tables

Summary table - disabled refugees in Jerusalem and Jericho area camps,
1981 '

Distribution of disabled refugees in Deir Ammar Camp by type of
disability, sex and age group

Distribution of disabled refugees in Jalazone Camp by type of disability,
sex and age

Distribution of disabled refugees in Am'ari Camp by type of disability,
sex and age

Distribution of disabled refugees in Kalandia Camp by type of disability,
sex and age

Distribution of disabled refugees in Shu'fat Camp by type of disability,
sex, and age group

Distribution of disabled refugees in Ein-el~ Sultan Camp by type of
disability, sex and age group

Distribution of disabled refugees in Aqabat Jaber Camp by type of
disability, sex and age group

Distribution of congenital disabilities among refugees living in the
Hebron area by location, by age and type of congenital disability

Distribution of acquired disabilities among refugees living in the
Jerusalem area camps by camp, age and type of acquired disability

Distribution of congenital disabilities among refugees living in the
Jerusalem area camps by camp, age and type of congenital disability

Distribution of acquired disabilities among refugees living in the Nablus

area camps by location of the camp, age group and type of acquired
disability

Distribution of congenital disabilities among refugees living in the

Nablus area camps by location of the camp, age group and type of
congenital disability
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Distributon of congenital disabilities among refugees living in the
Nablus area by location, age group and type of congenital disability

Distribution of acquired disabilities among refugees living in the
Jericho area by location, age group, and type of acquired disability

Distribution of congenital disabilities among refugees living in the
Jericho area by location, age group and congenital disability

Survey Design

One hundred ninety-four impaired persons were identified among the total
population in eight camps of 21,956 persons. In addition, 62 impaired persons
were identified among refugees living outside of the camps in the Jerusalem
and Jericho areas of the West Bank.

Questionnaire

No information has been obtained on the questionnaire.

Categories of disability used in the published tables

The following disabilities were recorded for refugees who resided in
refugee camps:

Sensory

Blindness
Deafness

Physical
Amputated limbs
Paraplegic
Hemiplegic
Deformity
Polio

Mental

Mental retardation
Epilepsy.

The following disabilities were recorded for refugees who resided outside
of the refugee camps:

Congenital: Sensory

Deaf and mute
Blind

thsical

Cerebral palsy
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Mental

Mental retardation
Down's Syndrome (mongoloid)

Other congenital disability

Acquired: Physical
Polio (paralysis etc. from this illness)
Hemiplegia

Head injury and mental effects
Mental

Mental diseases
Epilepsy

Other acquired disabilities.

LEBANON

Sample Survey of the BEconomically Active Population in Lebanon
(Central Statistical Directorate)

Survey date

November - December 1970,
Data source

L'enquéte par sondage sur la population active (5.12)

Available tables from the above source

Table
38 Number of disabled by type of disability and sex
39 Number of disabled by type of disability and age group

40 Distribution of disabled persons by sex and age group

Survey design

The survey of the active population was conducted by the Ministére du
plan using a probability sample covering 29,952 households, approximately one
fifteenth of the total number of households in Lebanon at that time., Of the
29,952 selected households, 28,047 were successfully surveyed.
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The sampling frame was an updated version of the 1964 official list of
villages and towns. It was a two-stage cluster sample of dwellings. The
stratification of the sample was by population size - i.e., Beirut and
suburbs, other main towns, places with 1,000 to 9,999 inhabitants, and places
with less than 1,000 inhabitants. All areas with populations of 10,000 or
more were selected into the sample, and an additional 142 villages were chosen
at random for strata three and four, that is, areas with fewer than 10,000
inhabitants. The second stage of sample selection involved selecting
dwellings, and in that case a sampling fraction of 1/15 was chosen and a
systematic sampling procedure used in order to select the dwellings in each
locality.

The survey included all residents of Lebanon except for Palestinian
refugees who were living in camps. Absent residents were included in the
survey., Absent residents were defined as living outside of the habitual
dwelling for a period not exceeding six months as well as students living
abroad, hospitalized individuals, and the like. That suggests that
institutionalized persons who were disabled may have been included in the
survey.

The primary purpose of the survey was to study the economically active
population. The interest in disabilities appears to have evolved from the
surveyors' desire to estimate accurately the working population relative to
expected ability to work, that is to be economically active.

Questionnaire

English translation Original Arabic

: . . s ¢ "L&a.“
uvestion 14 is titled "the impaired". It asks: o R T”‘4

Is this person impaired?

No

Mute s
Deaf adoars
Blind u“)——]‘?
Paralysed or one-limb amputee st - . cf-*f
Mentally retarded (obvious cases) Lasdl ‘“”TJD*F.J Hblﬂ“

ooly Sty Ldie s,
Question 15; "If the impaired person is being treated

or being trained in a specialized

institution, state the name of the

institution.”

Field instructions

Although no specific mention of impairment is provided in the written
documentation explaining the field work, there is a general statement that
field workers were trained in survey centers and that their training included
an explanation for each of the questions to be asked. In addition, the
questionnaire was field-tested. Pield workers were required to fill out the
questionnaire through a direct interview with an adult person from the
household.
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Categories of impairment used in the published tables

Sensory

giiidand/or nute o -1 3‘/3 Uarb;
(oS
Physical
Paralysed or one limb amputated 'Lkgﬁl .u-1 85 ’T Jal

Mental

Retardation LpE&LéJ'u

Other disability 6at wlale

Survey of the Handicapped
(Government of Lebanon, Office of Social Development (ODS}))

bata sources

"Summary of the preliminary report on the survey of the handicapped in
Lebanon" (5.4) and "Assessment of rehabilitation needs and resources in
Lebanon" (5.11)

Survey date
1981.

Available published tables

These are reviewed in the main text of the present document.

Survey design

The survey consisted of the registration of impaired persons between the
ages of 3 and 60. The total number of impaired persons identified was 19,974,
of which 18,321 participated in the survey. The proportion of the total
population of impaired persons in Lebanon who were interviewed is unknown.

The survey's aim was to register the entire population of impaired
persons between the ages of 3 and 60. Through the use of television, radio,
newspapers, public announcements and the like, families were asked to come
voluntarily to special centres to register family members who were disabled.
The publicity campaign encouraging people to register themselves or their
children (or other relative or household member) was an important aspect of
the design of the survey. Persons who were identified and who did not come to
the centre for registration were visited at home and the questionnaire was
filled out there. A team of approylmately 300 field workers interviewed
families at the centre or in their ’homes using the in-depth questionnaire.
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Prior to the registration and survey campaign, the survey questionnaire
used for the interview was pre-tested in the field with 20 field workers. A
thorough discussion and re-evaluation of the questionnaire followed the
pre~test until the final form was agreed upon.

The actual field work began in February 1981. It was scheduled to last
for three months but was extended because of the ongoing political situation.
In order to ensure that impaired persons residing in all parts of Lebanon were
registered, registration centres were set up in every region in principal
villages, district towns or large cities and their suburbs. Large cities were
divided into several areas. A large proportion of the impaired were
interviewed in their homes rather than at the centres either because of
financial difficulties or because of their reservations about registering.

The objectives of the survey are set out in the unpublished report of the
survey (5.11, pp. 10-~12), as follows:

(a) To contribute to the International Year of Disabled Persons
proclaimed by the United Nations;

{(b) To assess the problem of disability in Lebanon and its distribution
among the different social classes and across regions;

(c) To identify the causes of physical and mental disability as well as
the factors explaining the incidence of impairment, especially in view of the
increasing complexity of social life and emergency situations due to internal
strife and international wars;

(d) To prepare a list of all physically and mentally impaired persons in
Lebanon, with information on their sex, age, address and type of impairment,
so that a file could be prepared on each individual for programmme planning
purposes;

{e) To provide both individual and familial information to help assess
the situation of the disabled inviduals as members of families and as a group,
with particular attention to educational and social implications;

(f) To classify disabled persons by type and category of impairment;

(g) To increase public awareness of the problems of the disabled and to
promote a more positive opinion about the disabled community;

(h) To offer findings that could be used by both the public and private
sector in the development of effective services for the welfare and health of
the disabled as well as in the realm of training, rehabilitation, and
employment.

Questionnaire
A pre-coded questionnaire was designed with a total of 100 questions. It
is reproduced in annex III below in the original Arabic and in English

translation. Several questions were open-ended, and a coding classification
scheme was devised for them after the forms were returned.
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Field instructions

Question Instruction
29 Any facial structure is considered normal, even if deformed,

except for mongoloids.

44 A person is considered mentally ill (or insane) if his or her
family and community describes him or her as such, and if he or
she is more than 20 years old. If under 20 years of age, the
respondent cannot be described as mentally ill.

55~57 A person with a weakness in one eye or one ear is not
considered impaired.

58 Amputated fingers or toes are not considered impairments.

79 The onset of an impairment also means the first time that
parents noticed the impairment,

Categories of impairment used in the published tables

Sensory

Blind
Deaf
Mute

thsical

Amputation
Paralysis
Deformity
Other unspecified physical disability

Multiple impairments

Sensory/sensory
Blind and deaf
Blind and mute
Deaf and mute
Blind, deaf and mute

Sensory and physical
Blind and amputee
Deaf and amputee
Mute and amputee
Blind, deaf and amputee
Blind, mute and amputee
Deaf, mute and amputee
Blind, deaf, mute and amputee
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Physical/physical
Paralysis and rheumatism
Paralysis and deformity
Rheumatism and deformity
Paralysis, rheumatism and deformity
Paralysis and other unspecified physical disability
Paralysis and other unspecified
Deformity and other unspecified
Paralysis, deformity and unspecified
Paralysis, rheumatism, deformity and unspecified

Mental impairments (intellectual and other psychological impairments

Study of the Handicapped in Lebanon
(International Confederation of Catholic Organizations for
Charitable and Social Action (CARITAS))

Data source

Les handicapés au Liban (5.3)

Survey date
October 1980-~January 1981,

Available published tables and survey design

This was a one-time registration survey which identified 11,791 impaired
persons. The study was not intended to be a complete enumeration or
probability sample of the impaired, as those objectives were beyond the scope
of the available resources and a national sampling frame was not available.
Rather, the study's aim was to register as many of the impaired persons
residing in Lebanon as possible, The survey was conducted in both rural and
urban areas, The urban areas consisted of Beirut, its suburbs, Tripoli,
Jounieh, and Zahle. The remaining areas were considered rural. The urban
areas were divided into 19 sectors, and each sector was grouped into several

centres. A centre was the smallest work unit and referred to either a
district or to a specified number of buildings. Rural areas were divided into
36 sectors (officially included in the gaza divisions), and each sector
included a village or an agglomeration of small neighbouring villages.

Contacts were established with local authorities in specialized
institutions and educational establishments. Each field worker worked in his
or her own area of residence, recording the names of all the impaired persons
he or she knew or heard about. 1In urban settings, especially, a great deal of
information was gathered about impaired persons through school systems, where
students reported names of impaired persons whom they knew. There were three
main types of field workers: social and health workers in the community who
had knowledge of the disabled and a certain amount of rapport with impaired
persons and their families; community officials such as mayors and staff of
social workers who did not work with impaired persons but who, because of
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their social and professional status, had a number of important community
contacts; and social welfare and religious organizations. All field workers
volunteered their services.

The resultant list of impaired persons included only some unknown portion
of all impaired persons living in the areas covered. The list was compared
with lists of registered names of impaired persons in nearby institutions and
those kept by governmental groups, in order to estimate the ability of the
survey to identify already registered persons. The ratio of persons who were
identified both in the survey and on registered lists to the total number of
persons on the registered lists was assumed to be the same as the ratio of the
total impaired population identified in the survey to the total impaired
population, including those not identified in either listing. Had the sample
been a national probability one, such a ratio could have been used to estimate
the total disabled population. However, since it was not a probability
sample, any inference concerning the total impaired population is subject to a
considerable and unknown margin of error. Thus, the only table from the data

presented in the present report is the table on the impaired persons actually
surveyed.

Questionnaire

The questionnaire consisted of:

(a) A form for the disabled residing in household in the same area as
the field worker;

(b} A form for the disabled living in specialized institutions;

(c) A form used only in rural areas for disabled persons who had resided
in the same area as the field worker but who had moved outside of that area.

Field instructions

Not available,

Categories of disability used in the published tables

Mental
1. Mental retardation
2. Mental illness
Sensorz
3. Visual impairment
Blindness
Amblyopia

Loss of an eye

4, Communication
Weak hearing and speech problems
Deafness, loss of speech (mute) and deaf-mute
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Physical

5. Paralysis

One upper limb
One lower limb
Paraplegia
Hemiplegia
Quadriplegia
Poliomyolitis
Spasticity
Undetermined

6. Amputee
One upper limb
One lower limb
Two upper limbs
Two lower limbs
More than two limbs

7. Physical deformity
Deformity which hinders movement
Physical deformity

Multiple

8. Multiple disability
Mental retardation with at least one more disability
Mental illness with at least one more disability
Deaf-mute with at least one more disability
Blind with at least one more disability

The following explanations were provided for the categories:

(a) With respect to intellectual impairment, mild, moderate and severe
retardation were grouped into one major category - that is, mentally retarded;

(b) Only severely mentally ill - i.e., pathological cases admitted to an
institution and the like - were to be classified under mental illness;

(¢) Field workers did not have a clear idea of what amblyopia was and
could not easily classify persons in that ocular category. Similar
difficulties were found in the identification and classification of hearing
and speech problems;

(d) Deaf, mute, and deaf-mute disabled were to be classified into one
aural/language category due to the fact that field workers did not have
operational definitions of what each subcategory should include, and it was
therefore difficult to distinguish between them at the coding stage;
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(e) Amputees included only those persons whose hand or foot was
amputated and not cases of finger or toe amputations;

(£) In the case of physical deformity, congenital deformities and
deformities due to accidents were grouped together.
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130
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HEALTH INTERVIEW SURVEY: EGYPT, 1978-1979
(Questionnaire No. 8: Disability)

(English translation)

Number of forms completed by this family:

Province: Districts village

Enumeration areass:

House

House number:

Family number:

Individual number (as listed in the family's identification record:

Name:
Age: Day Month Year
Sex: Male ) Female

Relationship to head of family:

Occupation:

Educational status:

Is the interviewee 1) disabled?
2) handicapped?

Type of disability or handicap:

A. Sensory

Sight 1. patrtial 2. total

Auditory 1. partial 2. total

Speech 1. partial 2. total
B. Motor

Arms 1. right 2. left

Legs 1. right 2. left

C. Mental ability
D. Debility
Causes of disability or handicap

1. Present at birth

2, Occupational accident
3. Injury not work related
4, Chronic disease

5. Others (specify)
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HEALTH INTERVIEW SURVEY: EGYPT, 1978-1979
{Questionnaire No. B: Disability)
(Original)
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Duration (in years) of Aisability or handicap years

Are you using compensatory equipment?
L. No 2. Yes

If yves, specify

Are you currently undergoing treatment?
1. No 2, Yes

If yes, what type of treatment?
1. Internal
2. Surgical
4. "Home remedy" (local folk nractice)
B. Other
What is the result of the treatment?

1. Improvement
2, No improvement

Need for others' assistance?

1. Going up and down the stairs

2. Walking

3. Feeding (eating)

8. Dressing

16. Defacation and/or urination (toilet)
Effect of Aisability on work:

1. Handling previous job

2, Handling new job

3. Not working

If working,

1. With rehabilitation 2. Without rehabhilitation
Are you insured?

1. No 2. Yes

Were you compensated for your disability or injury?

1. No 2. Yes

«126-



L]

O O

(v)

() ehadl jmally 1LY

T Grayad Gy paizas Lo

e - ( ) Y =i
= b =Y (O bl =

G R ( ) b — €
t el L

ety v 1 o) O
4 &J.i-Y‘L'JlAJ Ckl’\“

et o § ( ) Y =)
t ;;?ulv; le ‘(,:.," Wl
el | ¥ ( P tagnay Jajs )
g ed | it A ( ) JeSYt
( ) e L | Ll Y

P denll G akYl et

() Geledlonll uty =)
() lgur e gl -1

¢ ) Moo e Y=V
g K131
Feep byt « ) Jed L dmgea
todels ntye il o
r.....;...Y ( ) Voo

£ aqlo Y1y 1 jorad limpmg e LingonZ i hasl Ja

s w1 ( ) Y )



STUDY OF 'THE HANDICAPPED IN LEBANON
(CARITAS), 1981

(EngLish translation)

Centre
Form (1): Enumerator: Date:
First and Date Sex Type Place
last name of M F of of Address
of the birth impair- birth
impaired ment District Street Bldg. Tel,

Form (2) is identical except it reguests "Family address" instead of "address"
and "Specialized institution where the impaired person is located".

Form (3) is identical to {l) except that it asks for "Usual address" instead
of "Address".
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STUDY OF THE HANDICAPPED IN LEBANON
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1.

10.

11.
12.

13.

SURVEY OF THE HANDICAPPED: LEBANON, 1981*

(English translation)

(Page 2)

[Information restricted to interviewee]

First name of interviewee: Father's name: Last Name:
Degree of relationship of interviewee to disabled:
Disabled Person himself His father His mother:
One of his siblings
Other relative (specify):

[Personal and familial information about disabled]
First and last name of disabled: First name: Father's name: Last Name:

Residence of disabled (according to identity card):

Caza Town District

Number of files

Family's address:

Caza Town District

Street Bldg. Tel. No.

The disabled is currently living:s With his family [ ]
In a Center or Institution [ 1

(If in center or institution) write:
Name of center or institution:
Address:  Cazai Towns:

District Street:
Bldgs Telephone Number:
Sex of disabled: Male { ] Female [ ]

Year of birth:

Birth order of disabled: Only child [ 1 Eldest [ ] Youngest [ ]
Between eldest and youngest [ ]

Marital status of disabled: Bachelor [ | Married [ ] Divorced [ ]
Widower [ 1 Separated [ ]

(If married, divorced, widower or geparated)
A. Specify number of living children:
B. Specify number of children dead age 6 and below
C. Specify number of children dead age 6 and above:

*Government of Lebanon, Office of Social Development.
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14.

15'

16.

17.
18.
19.
20.
21.

22‘
23.
24.
25.
26.

27.

28.

29,
30.

31.
32.

33.

34.

35.

Number of brother

A. Living:

B. Dead age 6 and less:
c. Dead age 6 and mores:

Religious sect:

s and sisters of disabled:

f
{
¢
[
[
{

[

]

]
]
1
]
]
]

Maronite [ 1 Greek Orthodox [ | Greek Catholic
Protestant [ ] Syrian Orthodox [ ] Chaldean

Assyrian [ ] Armenian Catholic [ ] Armenian Orthodox
American Protestant [ ] Roman Catholic [ ] Sunni

Shi'a [ ] Druze [ ] Alawite { ] Jewish

Other (specify)

Christian [ 1 Muslim

Bducational status of disabled person's father:

[ ] Illiterate

[

College and above

Birth year of disabled person's father:
Principal occupation of disabled person's father:

]

Elementary [ ] Intermediate [ ] Secondary [ ]

1s disabled person's father currently working: Yes [ ] No [ 1 Dead [ |

(If dead) specify cause of death:

Fducational status of disabled person's mother:

[ ] Illiterate

[

]

Elementary [ 1 Intermediate [ ] Secondary

[ ] College and above

Birth year of disabled person's mother:
Principal occupation of mother:

Is disabled person's mother currently working: [ ] Yes [ 1 No [ 1 Dead

(If dead), specify cause of death:

Degree of relationship between mother and father:
{ ] His cousin (paternal uncle) [ ] His cousin (paternal aunt)

] His cousin (maternal uncle) [ ] His cousin (maternal aunt)
] Further relation on grandfather's side

] Further relation on grandmother's side

] No relationship

[Information about mental disability]

Is he mentally disabled [ 1 Yes (continue this section)
[ ] No (refer to question 44)
Does the disabled person experience epileptic fits or loss of consciousness?
[ ] Yes [ 1 No
Is the disabled person's face [ ] Normal [ ] Mongoloid
Is the disabled person's age: [ ] Between 3 and 60 years [Continue this section]
{ ] Less than 3 years (refer to question 51)
He walks: [ ] Normally [ ] with difficulty [ ] Doesn't walk at all
He speaks: [ ] Normally [ ] bDoesn't build meaningful sentences
[ ] Doean't speak yvet expresses himself through gestures
[ ] Doesn't speak at all
He understands speech: [ ] Normally [ ] Partially

He articulates:

Toilet trainings

[
£
[
[
{

[
[

et et Ad s

[ ] Doesn't understand what he is told
Normally [ ] Articulates well some letters
poesn't articulate letters well
His speech is not understood
He doesn't articulate at all

] Normal (no urinal or fecal incontinence)
] Nocturnal urinal incontinence
] Daytime urinal incontinence
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Feeds himself with spoon [ 1
Needs others' assistance for eating with spoon [ ]
Cannot eat with spoon by himself [ ]

Cuts with knife by himself [ ]
Needs assitance for using the knife [ )
Cannot use the knife by himself [ |

Puts on his clothes by himself [ ]
Dresses alone but needs others' assistance [ 1
Dressed by others [ ]

Is the disabled person's age: [ | Between 5 and 60 years
[ ] Less than 5 years (refer to question 51)

- Can go out and come back home by himself [ |
- Can go out by himself but cannot come back home by himself [ |
- Cannot either leave the house or come back home by himself [ ]

- Can buy the items he is asked to huy [ |
- Cannot buy the items he ig asked to buy [ ]

- Enjoys playing with peers [ |
with children younger than him [ ]
with children older than him [ ]

~ Bnjoys adults' company [ ]
- Spends most Hf his time alone [ ]

- He behaves very normally [ ]
- e emits unusual or abnormal bhehavior [ ]
State examples, if available, of abnormal hehavior:

Is the disabled mentally ill: Yes [ | {continue this section)
No [ ] (refer to question 51)

Was the disahled considered mentally ill according to a clinical Aiagnosis:
[ 1 ‘es [ ] WNo

(If ves), what is the diagnosis:

Was he previougly treated medically: [ | Yes No | ]
(If yes), in a hospital or sanatorium [ | at home [ ]
Is ne curcently undergoing a medinal ftreatment: vYes | | No | |

(If yes), in a nospital or sanatorium [ ] at home | ]

Al
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[Information about physical disability]

5. 1Is he physically disabled: [ ] Yes (continue this section)

[ ] No (refer to question 71)
52. 1s the disabled blind: Yyes [ ] No [ |
53. (If yes), Totally blind [ ] Has severe weakness in vision [' ]
54. 1s the disabled deaf, Yes [ | No [ 1]
55. (If yes), Totally deaf [ ] Has severe weakness in hearing [ |
56. 1Is the disabled mute; Yes [ ] No [ 1
57. (If yes), Totally mute [ ] Has severe weakness in speech P

58. Does the disabled have one or more amputated limbss
i | Yes [ ] No

59, (If yes), specify the amputated part: Upper right limb [ ] Upper left limb |
Lower right limb [ ] Lower left limb [ ]

60. (If yes), specify:
A. Level of paralysis: One limb paralysis [ |
Paralysis of lower limbs [ ]
One-side paralysis [ ]
Complete paralysis [ ]

B. Type Of paralysis: Child paralysis (e.g. polio?) [ ]
Brain paralysis [ |
Other type of paralysis [ |

. Was he previously vaccinated against paralysis
[ | Yes [ ] No
D. (1f yes), specify number of vaccinations:

62. Is the disabled affected in the bones or does he have a long~lasting rheumatism il
joints which hinders his movement severely?
[ 1 Yes { 1 No

63. (If yes), is it | ) Spinal bifida [ ] 1n one Llimb
[ 1 In more than one limb

64, Was the disabled born with a physical deformity: Yes [ ] NOo |

i

65. (If yes), is the deformity: in height: Much shorter than average [ ]
Mach taller than average [
in one or more bodily ogzgans [ !

6. Does the disabled have any physical lisability not anentioned above:
Yes [ ) o [ )

67. If yes}, specify nalures
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68. Was the disabled previously treated: VYes [ ] No [ ]

69. (If ves), A. Type of treatment: Medical [ ] Physiological [ ]
' Surgical [ ] Artificial limbs [ ]
Prosthesis (aids) [ ]
B. Type of institution which handled treatment:
General [ ] Private or Public [ ] Private in collaboration
with public institution [ ] Private clinic [ ] Abrocad [ ]
. Financial contribution:
] Dbepartment of Social Development
] Ministry of Health
] pPrivate institution (local or international)
] Private institution in collaboration with publie institution
] Disabled person's own expenses
} Other (specify)

—_— o~ —— = ()

70. Does the disabled wish to live in an institution specialized for disabled?
[ 1 VYes [ 1 No

{(Information about training, educational and occupational
status of disabled]

71, Did the disabled previously receive any rehabilitation or training related to his
disability: [ 1 Yes [ ] No

72. (If yes), A. Type of rehabilitation or training:

B. Type of institution where it was achieved:
General [ ] public or Private [ ] ©Private in collaboration
with public institution [ 1] Private clinic [ ] Abroad [ ]

73. Did the disabled previously join a school or center of education:
Yes [ ] No [ ]

74. (If ves), A. Completed stage: Below elementary |
BElementary [
Intermediate [
Secondary {
University [
Post-Graduate [
B. Type of education:General [ 1]
Technical [ ]
University[ ]
C. (If Technical or University) specify specialization:

— e et St i b

75. 1Is the disabled currently pursuing:

private training [ ] his education [ |}
is not pursuing [ ]

76, Principal occuvation of disabled (specify)

77. 1Is the disabled currently working? Yes [ 1 No [ 1

78. (f yes), in a public institution [ 1]
in a private institution [ ]
independent [ 1

-138.
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790

g0.

81.

82.

83.

84.

85.

86.

87.

88,

89.

90.

9l.

92,

91.

[Causes of disability]

How old was the disabled person at onset of disability:

Did the disability occur due to illness of disabled person:

(If yes), specify illness:

Yes

t

]

No

Did the disability occur due to accident to disabled person:

(If yes), A, Due to recent events in Lebanon [ ]

bue to another accident [ 1

B. Specify nature of accident:

Yes

[

]

No

Is there among the relatives of the disabled person any physically disabled?

[ ] VYes [ ] No
(If yes), A. How many?
B. Type of disability: Deaf [ ] Mute [ ] Blind
Paralyzed [ ] Other (specify)

C. Degree of relationship to disableds
Father [ ] Mother [ ]
Uncle or aunt (paternal) [ |}

Male or female cousin {(maternal) [ ]
(paternal) [ ]
Other relative [ }

Brother or sister

[

]

(
[

Grandfather or gqrandmother (maternal) [

1
1

]

Grandfather or grandmother

Is there among the relatives of the disabled person any mentally disabled or

mentally ill? [ ] Yes [ ] No
(If yes), A. How many?
B. Degree of relationship to disabled:
Father [ ] Mother [ ] Brother or sister
Uncle or aunt (maternal) | ]
Other relative [ ]

Was the pregnancy period: Normal (9 months) [ ]
Long (more than 9 months)
- Short (8 months) [ ]
Seven months [ 1

Six months [ 1
Did the mother have bleeding during pregnancy? Yes |
Place of birth of disabled: [ 1 Home [ ]

Condition of disabled at birth: [ ]

[

(

]

Hospital

Immediate screaming

]

]

[

Uncle or aunt (paternal)

No

[ ] Exposed to asphyxiation

Did the mother have any accident during pregnancy? Yes

(If yes), specify nature of accident:

[

]

]

(

Medical Center

No

]

{
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94.

95.

96.

97.

98.

99.

100.

Was the mother exposed to any illness during pregnancy? Yes [ 1 No

(If yes), state the names of these illnesses (if possible) and pericds:

]

Name of illness Period
a. [ ] First half of pregnancy [ ] Second half of pregnancy
b, [ ] First half of pregnancy [ second half of pregnancy
c. [ ] First half of pregnancy [ 1 Second half of pregnancy

Number of mother's abortionss

Was the disabled born with a physical deformity: Yes [ ] No [ 1}
(I1f yes), A. Did the mother take any medication during pregnancy?
Yes [ 1 No [ 1]
B. Did she take medication as prescribed by physician?
Yes [ ) No [ 1

¢, State names of medication taken by mother during pregnancy.

Does the family consider the disabled as a burden? Yes [ |} No [ 1}

Does the family wish the disabled to live in a specialized institution for

disabled? Yes [ ] No [ ]

the

Fieldworker's notes:

-1k2-
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Iv.12
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List of Tables

EGYPT: Tables based on census data

Number of impaired persons, by type of impairment;
urban/rural Egypt, 1960 and 1976 .icsecensscsosrcanns

Number of impaired persons per 100,000 population,
by type of impairment; urban/rural Egypt,
1960 aNd 1976 .. iieeessasssasasosssssassssssancssaats

Number of impaired persons per 100,000 population,
by type of impairment and sex; urban/rural Egypt,
1960 and 1976 teveveesonssoncasvesssssscssnsssnsasnnne

Blindness per 100,000 population, by age and sex;
Egypt, 1960 and 1976 ..cvvivessssnnctotrossarsssnnnns

Number of persons who have lost sight in an eye per
100,000 population, by age and sex; Egypt,
1960 and 1976 eevievencososrnasnrsseossssesacssnsscens

Number of deaf and mute persons per 100,000 population,
by age and sex; Egqypt, 1960 and 1976 .....civeencnese
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100,000 population, by age and sex; Syrian Arab Republic,

1960 and 1970 YRR EEEEERE IR I A I SR Y R B I Y B I O N B B I
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- 146 -

175

176

177

178

179

180

181

182

183

184

185

186

187

188

189



Iv.43

V.44

1v.45
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