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Preface

There are numerous reasons for carrying out studies on living
conditions among people with disabilities® in Southern Africa.
Firstly, since 1990 the United Nations has called for the
collection of quality data. Secondly, to the extent that National
Disability Policies have been developed in Southern Africa,
specific formulations on the need for data on living conditions
among people with disabilities are found in the National
Disability Policies of Namibia (MLRR, 1997), South Africa (ODP,
1997), Malawi (draft) (OMSPWD, 2001), and others. Thirdly,
and most importantly, we, who have carried out this work,
strongly believe that studies like this, in combination with other
efforts, have a strong potential for contributing to an
improvement of the living situation for people with disabilities,
as they have in many high-income countries. Lastly, the
researchers behind this report are driven by an interest for the
conceptual development in the disability field and see this
research as a unique possibility for applying and studying
certain elements of the theoretical model behind the recently
adopted International Classification of Functioning, Disability

and Health (ICF).

! Disability and activity limitations are applied in the text. See 3.1.)



The initiative to carry out this study in Zimbabwe (and the
parallel one in Namibia) was developed as a collaboration
between the Southern Africa Federation of Disabled People
(SAFOD), the Norwegian Federation of Organisations of Disabled
People (FFO), and SINTEF Unimed. A number of organisations
of disabled people, and several ministries have been involved in
the research process. At the University of Zimbabwe Medical
School, the Departments of Psychiatry and Rehabilitation have
been responsible for carrying out all aspects of data collection
and have had a co-ordinating role throughout the entire project.
SAFOD has handled project finances in a highly professional
manner. The National Council of Disabled Persons of Zimbabwe
(NCDPZ) and other organisations of disabled people, have
provided valuable support during the data collection, taken part
in development of research design and recruited enumerators
and supervisors. Valuable support has also been provided by the
African Rehabilitation Institute®. SINTEF Unimed has maintained
overall responsibility for the study, and funding has been
provided through the Norwegian Agency for Development Co-

operation (NORAD) and the Atlas Alliance in Norway.

A Reference Group for the study comprised of the following:

o Dr. Sekai Nhiwatiwa, University of Zimbabwe, Medical

School, Department of Psychiatry

2 The African Rehabilitation Institute (ARI) is the specialized agency of OAU
member States relating to disability, based in Harare, Zimbabwe.



o Ms. Jennifer Muderedzi, University of Zimbabwe,

Department of Rehabilitation
o Mr. Alexander Phiri, SAFOD, Secretary General

o Mr. Crispen Manyuke, National Council of Disabled People

in Zimbabwe (NCDPZ), Executive Director

o Mrs. W. M. Jokonya/Mr. Papa Fall, African Rehabilitation

Institute
0 Mrs. Sheila Chidyausiku, Director, Ministry of Health
o0 Mr. Reggies Mamina, Central Statistical Office
o Mr. A. Vere, Central Statistical Office

o Mrs. E. Matare, Zimbabwe National Association of Mental

Health (ZIMNAHM)

0 Ms. Flora Shiringo, National Association of Societies for the
Care of the Handicapped (NASCOH)

o Mrs. Hilda Chakadini, Ministry of Labour, Department of

Social Welfare

At the time of publishing this report, an important milestone in
this research initiative has been accomplished. The Namibian
study of Living Conditions among People with Disabilities was
published earlier this year (Eide, van Rooy & Loeb, 2003).
Together these two studies are among the very first
representative studies of living conditions among people with
disabilities to be carried out in Africa. Results from a

corresponding study that was started in Malawi late 2002 can be



expected in mid 2004. Further studies in the SADCC region may

follow after this.

Parallel to these studies, capacity building programmes for the
organisations of disabled people have been developed and
carried out. An important next initiative will be to establish a
programme with the aim of ensuring that the results from these
studies are applied to the benefit of people with disabilities in

the Southern Africa Region.
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Summary

This representative study on living conditions among people
with disabilities in Zimbabwe is the result of an international
co-operation between Southern Africa Federation of the
Disabled (SAFOD), Norwegian Federation of Organisations of
Disabled People (FFO), University of Zimbabwe (Medical
School; Department of Psychiatry and Department of
Rehabilitation), and SINTEF Unimed. The study has been
funded by the Atlas Alliance on behalf of Norwegian Agency for
Development Co-operation (NORAD). In addition to the study
itself, a capacity building component has been an important

part of the collaboration.

Forming part of a Regional initiative to establish baseline data
on living conditions among people with disabilities in Southern
Africa, the study in Zimbabwe is the second to be published.
The report, though largely descriptive, also comprises bi-
variate and multivariate analyses. Further results from the
study will be presented later in more focused scientific

publications.

The study design was developed in close collaboration with a
broad range of stakeholders. Organisations of people with

disabilities and individuals with disabilities have played a



particularly active role during development of the design as
well as in the data collection. Based on previous studies in the
Region, the research instrument comprises a study on living
conditions among households with and without disabled
members, a screening instrument (for disability), a section
with specific questions to individuals with disabilities, and a
matrix that represents an operationalisation of core concepts
from the International Classification of Functioning, Disability
and Health (ICF).

A two-stage stratified sampling was carried out with
enumeration areas as strata. A total of 1943 households with
disabled members and 1958 households without disabled
members were sampled in three regional areas: Matabeleland,

Manicaland and Midlands.

A comparison with results from the Namibia study is included
for some major indicators. In general, the patterns observed
(both similarities and differences) between people with and
without disabilities demonstrated in Namibia were replicated in
Zimbabwe. It is however worth noting that some of these
differences tended, on a few important indicators, to be

weaker in Zimbabwe than those seen in Namibia.

The study design allows for the following types of
comparisons: between individuals with and without disabilities,
and between households with and without disabled members.

With regards to demographics, households with disabled
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members were found to have higher mean age and they were
larger, having more children than did control households.
These and other socio-demographic differences may be the
result of certain coping mechanisms that have been
established in households with disabled members, mechanisms
intended to cater particularly to the increased care duties

found in these households.

In Zimbabwe, the study has been carried out as three
consecutive surveys in three regions covering 44 % of the
population. The reason for this step-wise procedure is found in
the rather difficult political and economic situation in
Zimbabwe during the research period. Due to time and
financial constraints, the entire country could not be surveyed.
Although this is a weakness as compared to a full National
study, it is reassuring that the results from the three regional
studies are for the most part similar. It is thus likely that
including more regions in the study would not uncover new

patterns, particularly not with respect to the main results.

School attendance as well as performance (measured as
school grade completed) is clearly lower among persons with
disabilities. Among children 5 years of age or older, 27.9 % of
those with disabilities had never attended school, while the
corresponding figure for non-disabled was 10.1 %. Among
those who had attended school, 24.4 % of those with
disabilities had completed 8" — 12" grades as their highest
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grade, while the corresponding figure for non-disabled was
32.3 %.

Unemployment is high in Zimbabwe. No significant difference
was however found between disabled and non-disabled,
reflecting possibly that an extensive system of specialized
services for individuals with disabilities, in particular
employment opportunities in sheltered workshops, have
existed in the country since 1950’s. It was further shown that
mean monthly salary among those who work is not affected by

a disability status.

Comparison between the two types of households revealed
expected differences, although not with regards to economy
and work. On many other indicators on level of living,
households with disabled members did however score lower
than the control households. This goes for housing standard,
access to information, and to some extent also for measures of
income. An important reason for this difference is very likely
that more households with disabled members reported that no
one in the household was gainfully employed. The study also
revealed that 12.5 % of respondents with disabilities received
financial assistance through a disability grant or pension,
mostly a disability grant from Department of Welfare. One fifth
of those who received grants had an old age pension. These
figures are lower than in Namibia and may contribute to
balance somewhat the Iimpression that individuals with

disabilities are comparatively better off in Zimbabwe.
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Disability was found to be evenly spread with respect to age.
This profile results from the demographic situation in
Zimbabwe with more than half the population being under 20
years of age and relatively fewer in the 50 + age ranges.
Around 45 % of those with disabilities had mobility difficulties
(major or minor disability, paralysis), one third reported
sensory impairments, while intellectual disabilities, learning
disorders and emotional disorders accounted for 11 % of
reported cases. It is interesting to note that this is very close
to the corresponding profile for Namibia. The major causes of
disability were reported to be either the result of illness, birth-
related or congenital, and accidental. Close to half of the
respondents reported onset of disability before the age of 5
years, indicating a serious challenge to health services for

mothers and children in the country.

Among services available to persons with disabilities, health
services were found to be available for the large majority of
people with disabled, with more than 90 % of those who
needed this service having actually received it. The most
noticeable shortcomings with regards to service provision were
vocational training, assistive devices, welfare services and
counselling services. The first two were received by less than

one fourth of those who claimed that they needed them.

An assessment of various forms of assistance that may be

needed by individuals with disabilities in performing daily life
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activities showed that a large majority of respondents claimed
to need emotional support, surpassing by far all other types of
assistance required. Economic support, or assistance with
finances, was the second most often mentioned form of
assistance needed. It is interesting to note that, within the
family, the role of the individual with a disability does not

appear to be much affected by their disability status.

While an overview of accessibility to different services,
facilities and institutions gives a mixed picture, it is clear that
certain of these facilities are not generally accessible to all.
Hotels, workplaces, magistrate offices, recreational facilities
and banks are all accessible to less than 30 % of individuals
with disabilities. Health care clinics, hospitals and public
transport are on the other hand reported to be accessible by
the large majority. The mixed picture demonstrated with
regards to accessibility indicates that the potential exists for

improving accessibility for people with disabilities.

Assistive devices are used by a little more than one fourth of
those surveyed with disabilities. Again it is interesting to note
that this figure is higher than the corresponding figure for
Namibia (< 20 %). It is further shown that most of the devices
in use are functioning well, that many have received
instructions on how to use them, but that only a small portion
of devices are maintained professionally. In Zimbabwe, the
supply of devices is apparently balanced between private and

public sources. Compared with Namibia, a higher share of
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devices is supplied by private sources in Zimbabwe, reflecting
the strong tradition of privately initiated and organised

services for individuals with disabilities in the country.

A matrix was developed and applied to map an individual’s
activity limitations and participation restrictions according to
different parameters, domains or life situations (sensory
experiences, basic learning and applying knowledge,
communication, mobility, self care, domestic life, interpersonal
behaviours, major life areas and community, social and civic
life). It was found that individuals with mental/emotional
impairments needed more help in their daily activities than did
those in other disability categories. This group also reported
more activity limitations and restrictions in social participation
than others. Individuals with mental/emotional problems thus
reported that they experience more barriers to full

participation in society.

Activity limitation and participation restriction scores are
higher in urban than in rural areas, indicating that complex
societies in a sense produce disability. A further indication of
this finding is reflected in the finding that needs for services
were reported to be higher among those who attend school or
are employed. Assessing the constructed indices based on
activity limitations and participation restrictions with respect to
indicators of living conditions revealed that both indices were
associated with indicators on level of living. The more severe

an individual’s disability is as measured through limitations in
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daily life activities and restrictions in social participation, the

lower the level of school attendance and employment.

The baseline data and results produced through this study can
be applied later for monitoring purposes. Results can be
applied directly as documentation of the standard of living
among people with disabilities and their families, and as a
basis for comparison with non-disabled individuals and families
without a disabled family member. This information is
potentially useful when decisions are made on utilisation of
meagre resources, as documentation and evidence to
prospective donors or other funding sources, and as a tool for
organisations of disabled people in setting priorities, educating
their own members and the population in general, and as a

basis for advocacy.

It is recommended that the results from this study are
considered, together with other relevant sources, as a basis for
dialogue between authorities, professionals and organisations
of people with disabilities, for setting priorities, and for

developing concrete measures within selected areas of priority.
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Introduction

Based on the collaboration dating from 1995 between the
Southern Africa Federation of Disabled People (SAFOD) and
the Norwegian Federation of Organisations of Disabled People
(FFO), an initiative was taken in 1998 to conduct two studies
on living conditions among people with disabilities, one in
Namibia and the other in Zimbabwe. Funded by the Norwegian
Agency for Development Co-operation (NORAD), through the
Atlas Alliance®, SINTEF Unimed® was contracted by FFO to
carry out first, pilot studies in Namibia and Zimbabwe in 1999-
2000 (Eide et. al., 2001a; 2001b), and the main National data
collections in 2001/2002. In Zimbabwe, the study was carried
out together with University of Zimbabwe. SAFOD and the
National Council of Disabled Persons of Zimbabwe (NCDPZ)
have actively supported the study from its inception. Several
ministries, organisations and professionals have been involved
in the process leading up to the data collections that were
carried out in November 2001, June 2002 and November 2003

(see list of involved parties in Appendix 1).

3 The Atlas Alliance is an organization formed by Norwegian organizations of
disabled, patients and their relatives, collaborating on support to disabled people
in low-income countries. www.atlas-alliansen.no

4 SINTEF Unimed is a contract based research institute in the SINTEF Group and
is the largest health service research company in Norway. www.sintef.no
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This report presents results from three Regional data
collections in Zimbabwe. Results from the corresponding study
in Namibia have been published in a separate report (Eide, van

Rooy & Loeb, 2003).

The developmental objective for this project has been to

contribute to the improvement of disabled people’s living

conditions, including also their level of social participation.
Specific aims include:

- To carry out representative nation-wide studies on
living conditions among people with disabilities in

Namibia and Zimbabwe

- To lay the groundwork for repeated and long-term
data collections on living conditions among people with

disabilities in the two countries

- To assist in capacity building among disabled peoples’
organisations and among relevant professionals at

ministerial level

- To assist the Southern African Federation of Disabled
People in the establishment of The Disability Resource
Centre for Southern Africa through training and

technical assistance

18



For the study on living conditions, specific objectives or

research topics have been:

- Development of an adapted design for studies on
living conditions among people with disabilities in

Southern Africa

- Establishment of a baseline on the level of living of

people with disabilities in Zimbabwe

- Description and analyses of living conditions among

people with disabilities in Zimbabwe

- Comparison of living conditions among people with

and without disabilities

- Analyses of socio-demographic distribution of living

conditions among disabled and non-disabled

- Applying components from the International
Classification of Functioning, Disability and Health
(ICF) in order to test their applicability in the context

of a low-income country®

- Analyse the relationship between ICF components and

standard of living

This report will concentrate on these specific objectives and
research topics. Other publications will follow this report with
specific focus on screening for disability, prevalence and the

ICF model (activities and participation).

> Low-income countries will be applied throughout this report to cover terms like
developing countries, non-industrialized countries, etc. Likewise, high-income
countries are applied to cover developed countries, industrialized countries, etc.
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1 Context®

History

Zimbabwe became independent in April 1980 bringing to an
end 15 years of unilaterally declared independence by the
former white-minority Government of Rhodesia and the armed
conflict that it spawned. The Zimbabwe African National Union-

Patriotic Front (ZANU-PF) has been in power since 1980.

Independent Zimbabwe inherited an economy that was more
industrialised than most others in Africa, with a diversified
productive base, well-developed infrastructure and a relatively
sophisticated financial sector. Until recently, most of the
productive land was owned by the white minority on large-
scale commercial farms, while the majority of the population

lived on less productive agricultural land.

Zimbabwe embarked on a substantial economic reform process
in 1991 that was not successfully carried through. Since the

late 1990's, the country has been grappling with the resolution

6
Sources:
World Bank (http://www.worldbank.org/afr/zw2.htm) Fact sheet on Zimbabwe,
2001
CIA (http://www.cia.gov/cia/publications/factbook/geos/zi.html) Fact sheet on
Zimbabwe, 2003
WHO (http://www.who.int/country/zwe/en/) Country profile, 2001
Census 2002, Zimbabwe, Preliminary Results, Central Census Office, Harare
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of fiscal problems; the inequities in land distribution, poverty
and unemployment problems; population pressures; and
unfavourable rainfall patterns. It is also faced with a growing
HIV/AIDS epidemic partly due to increasing poverty levels and
reduced access to basic social services. Economic deterioration
has been exacerbated by invasions of commercial farms and
continued military involvement in the Democratic Republic of

Congo.

Economy

Zimbabwe’s economy relies heavily on agricultural crops such
as tobacco, cotton, and sugarcane, and on related
manufacturing industries such as textiles and sugar

production. Mining, primarily gold, is also a major activity.

Zimbabwe achieved an average 1.7 percent GDP growth
between 1991-95, 7.3 percent in 1996 and 3.5 percent in
1997. Since 1997, Zimbabwe has been experiencing an
economic and social crisis induced by declining prices for its
key export products and poor economic policies, and
heightened by a decrease in tobacco exports following farm
invasions, increased fiscal deficit, and loss of investor
confidence arising from uncertainty about domestic policies.
The economy has contracted by about 5 percent in 2000 and
this development has continued after this, given the decline in
revenues from agriculture, manufacturing and tourism.
Flooding and droughts in the region has also had an adverse

impact on the economy and livelihoods of especially rural
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populations. A food deficit has resulted from a combination of
natural disaster and economic problems, and distribution of
food has been necessary to alleviate a hunger catastrophe

among the rural population.

Zimbabwe is currently in arrears to internal and external
creditors, leading to suspension of disbursements and credit
lines by some creditors. This has aggravated the foreign
exchange shortage within the country, making key imports

such as fuel and electricity in short supply.

Politics

Zimbabwe is a multiparty republic with an executive president
and a parliament consisting of 150 members. Ten members
are chosen by traditional chiefs, 20 are appointed by the
President, and the balance is elected. The most recent
parliamentary election, held in June 2000, returned Mr. Robert
Mugabe and the ruling Zimbabwe African National Union-
Patriotic Front (ZANU-PF) party to power with a narrow
margin. The opposition party, Movement for Democratic
Change (MDC), won the majority of the urban votes.
Presidential elections held in April 2002 re-instated Mugabe as

president.

Veterans of the war for independence invaded a number of
commercial farms in the run-up to the 2000 elections.
Subsequently, the Government gazetted over 5,300 farms for

compulsory acquisition and resettlement. Efforts continue on
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the part of several parties, including donors, to find an orderly

and satisfactory approach to land reform.

Geography

Zimbabwe lies in Southern Africa, bordering the South Africa,
Botswana, Zambia and Mozambique. The country covers a
total area of 390,580 sq. km, of which 3,910 sq. km (1%) is
water. The climate is characterised as tropical, moderated by
altitude with a rainy season between November and March.
The terrain is mostly high plateau with a higher central plateau

or high veldt and mountains in the east.

People

Preliminary results of the 2002 Census place the current
population of Zimbabwe at 11,634,663. (Note: estimates take
into account the effects of excess mortality due to AIDS; this
can result in a lower life expectancy, higher infant morality and
death rates, lower population and growth rates, and changes
in the distribution of population by age and sex than would
otherwise be expected). Considering the above area, the

average density is approximately 30 people per sq. km.

Other sources (World Bank, 2003 estimates) describe the age

structure:
0 0-14 years: 39.7% (male 2,517,608; female 2,471,342)
0 15-64 years: 56.8% (male 3,600,832; female 3,542,497)

0 65 years and over: 3.5% (male 224,631; female 219,832)
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It is estimated that the median age of Zimbabweans is 18.9

years.

The population growth rate is estimated at 0.83% while the
birth and death rates are 30.3 births/1,000 population and
22.0 deaths/1,000 population respectively.

Two leading indicators of development are the infant mortality
rate (IMR: deaths before 1% birthday/1,000 live births) and
child mortality rate (CMR: probability of dying under 5 years of

age).

Total infant mortality rate in Zimbabwe is estimated at
66.5/1,000 live births with the CMR at about 124 deaths
before 5 years/1,000.

For the total population life expectancy at birth is currently
estimated at about 39 years (for females: 38 years and for

males 40 years).

Total fertility rate is 3.66 children born/woman. 2001
estimates of the HIV/AIDS situation set the adult prevalence
rate at 33.7% and estimates from that year indicate that
approximately 2.3 million people are currently living with
HIV/AIDS.

Zimbabwe is composed of several ethnic groups. About 98% of
the population is African (82% Shona, 14% Ndebele and 2%
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other). One percent of the population is mixed and Asian with
whites composing the remaining less than 1%. Half the
population is classified as syncretic (part Christian, part
indigenous beliefs) 25% as Christian, 24% indigenous, with

Muslims and others making up the remaining 1%.

It is estimated that 91% of the total population (94% males
and 87% females) are literate (defined as: age 15 and over

and can read and write).

Map of Zimbabwe (Source; Factbook - Zimbabwe 2003)
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2 Living conditions among people with
activity limitations in low income countries

According to UN estimates, the population of disabled people
in the world is between 225 and 350 million people. This is
based on a 10 % estimated prevalence rate (WHO, 1981),
intended to cover severe, moderate and mild disabilities.
Although the WHO estimates are challenged also by the
current study, we are nevertheless dealing with a large sub-
population. The large majority of disabled people live in
developing or low-income countries, very often living without
optimal technical, medical or social support that could have
improved their level of living conditions considerably. Disabled
people are often marginalised and belong to the poorest

segments of society (UN, 1996).

The situation for people with disabilities in low-income
countries is of concern for Governments, Non-Governmental
Organisations (NGO), as well as for the International
Community. Their rights have been the subject of much
attention in the United Nations and other international
organisations over a long period of time. The International
Year of Disabled Persons (1981) and the United Nations
Decade of Disabled Persons (1983 — 1992) culminated in the

World Programme of Action Concerning Disabled Persons (UN,
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1993). The Programme emphasises the right of persons with
disabilities to the same opportunities as other citizens and to
an equal share in the improvements in living conditions
resulting from economic and social development. In 1993, the
General Assembly approved The Standard Rules on the
Equalisation of Opportunities for Persons with Disabilities
(Resolution 48/96) (UN, 1994), setting specific targets and
requesting a strong moral and political commitment on behalf
of States to take action for the equalisation of opportunities for

persons with disabilities.

Knowledge about the current situation is important as a tool
for advocacy and practical action, when agreeing on
acceptable standards, setting priorities and planning for
required improvements. Without the necessary information
and knowledge, Governments, NGOs and International
Organisations are more or less forced to work arbitrarily on a
hit or miss basis. Under such circumstances resources cannot
be distributed and utilised in a rational, efficient manner.
Unfortunately, the lack of knowledge is clearly most
pronounced in developing countries with scarce resources and
thus with the greatest need for cost-effective strategies that
would improve the Iliving conditions among people with

disabilities.

Both the World Programme of Action and the Standard Rules
comprise explicit formulations that reflect the need for

information, data collection and research on the situation of
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disabled people, and particularly so in developing countries.
According to the World Programme of Action, member states
should develop a programme of research on the causes, types
and incidence of impairment and disability, economic and
social conditions of disabled persons as well as on obstacles
that affect their lives. Such formulations are also found in the
Disability Policy of Namibia’, South Africa®, and in the draft

policy document soon to be adopted in Malawi®, among others.

2.1 Disability data in low-income countries

In recent decades, the collection of data and the production of
statistical information on topics relevant to rehabilitation and
disability have proliferated (UN, 1996). Rehabilitation
programmes, national censuses and survey programmes
within different Government sectors are producing increasing
amounts of information on impairments, disabilities and
handicaps. Needless to say, the bulk of this information is
produced in the industrialised countries. In addition, most of
the current statistical information is, unfortunately, produced
without the benefit of a common terminology or standard
procedures and guidelines. It is further claimed (UN, 1996)
that there are problems with the quality of existing data and
that quality problems are most pronounced in developing

countries.

” MLRR (1997) National Policy on Disability. Windhoek, Ministry of Lands,
Resettlement and Rehabilitation.

8 Office of the Deputy President. (1997) White Paper on an Integrated National
Disability Strategy. Pretoria, Office of the Deputy President.

® Malawi Government. Draft National Disability Policy. Office of the Minister of
State Responsible for Persons with Disabilities. December, 2001.
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The demand for quality statistics on persons with disabilities
has increased greatly in recent years following the
International Year of Disabled Persons (1981), the World
Programme of Action Concerning Disabled Persons, and the
Standard Rules on the Equalisation of Opportunities for
Persons with Disabilities. The World Programme of Action
specifically requested the United Nations to develop systems
for the regular collection and dissemination of information on
disability. The UN provides a web site as a step in
implementing this mandate. It provides a convenient statistical

reference and guide to the available data, specifically,
0 national sources of data
0 basic disability prevalence rates

0 questions used to identify the population with disability.

2.1.1 Comparability of disability statistics

Many countries collect data on disability but the prevalence
rates derived from these data vary greatly for a variety of

reasons including:

0 conceptual issues - disability as the result of an interaction
between the person with the disability and their particular
environment. Under these circumstances, disability is seen
as a non-static, complex phenomenon that can be
conceptualised in many ways, including at the level of the

body, the person, or the society.

0 measurement issues - the questions used, their structure

and wording, and how they are understood and interpreted
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by the respondents all affect the identification of the

persons with disabilities in data collection.

For these reasons, the observed differences among countries
in the rates (or percentages) reflect conceptual and
measurement differences, to varying degrees, as well as "true"
differences. To achieve broader comparability among
countries, much work needs to be done to further develop
classifications and concepts, such as the International
Classification of Functioning, Disability and Health (ICF), as
well as measurement instruments to implement them in

national statistical efforts.

2.1.2Methodological Work on Disability Statistics

The United Nations Statistics Division (UNSD) publication
Guidelines and Principles for the Development of Disability
Statistics’® aimed at assisting national statistical offices and
other producers of disability statistics in improving the
collection, compilation and dissemination of disability data. The
document addresses methodological issues in the area of
disability by providing guidelines and principles related to data
collection, through surveys and censuses and also on the
compilation, dissemination and usage of data on disability. The
publication builds on the Manual for the Development of

Statistical Information for Disability Programmes and

1% Guidelines and Principles for the Development of Disability Statistics (United
Nations publication, Sales No. E.01.XVI1.15)
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Policies,* and also on the section on disability in the Principles
and Recommendations for Population and Housing Censuses,

Revision 1.%?

The Guidelines recommend that disability be measured within
the conceptual framework of the WHO International
Classification of Functioning, Disability and Health —ICF (World
Health Organisation, Geneva, 2001). The ICF conceptual
framework provides standardised concepts and terminology
that can be used in disability measurement instead of the
unstandardised and often pejorative terms used in many
national studies on disability. The use of a common framework
also contributes to greater comparability of data at the
national and international levels, thereby increasing the

relevance of the data to a wide set of users.

2.1.3Regional training workshops on disability statistics

Since the finalisation of the Guidelines, the UNSD has
organised and conducted two regional training workshops on
disability statistics. The overall objective of these workshops
was to strengthen national capabilities to produce, disseminate
and use data on disability for policy development and
implementation. A specific objective of the workshops was to
discuss the use of the ICF as the conceptual framework for

collecting and classifying data on disability. At the workshops,

' Manual for the Development of Statistical Information for Disability

Programmes and Policies (United Nations publication, Sales No. E.96.XVI1.4).

12 Principles and Recommendations for Population and Housing Censuses,
Revision 1 (United Nations publication, Sales No. E.98.XVI11.8).
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participants from national statistical offices and data users
from relevant government ministries were trained in how to
identify disability data needs, and the use of the ICF concepts
and definitions in the design of questions on disability and

classification of the data.

The first regional training workshop on disability statistics was
the United Nations Workshop on Disability Statistics for Africa,
which was held in Kampala, Uganda, from 10-14 September
2001. The workshop recommended that the ICF concepts be
used in the measurement of disability to encourage the use of
common definitions and neutral terminology that would
improve data comparability in the region. The second
workshop, the Meeting on Disability Measurement for ESCWA
Countries, was held in Cairo, Egypt from 1-5 June 2002 in
collaboration with the Economic and Social Commission of
West Asia (ESCWA). A recommendation of the meeting was
that the ICF be used as the unifying framework for disability

measurement in the region.

2.1.4Measurement of Disability

The measurement of disability for statistical reporting was the
focus of the International Seminar on the Measurement of
Disability held in New York 4-6 June 2001 and sponsored the
by UNSD, UNICEF, Eurostat and the Centres for Disease
Control and Prevention (CDC) of the United States. The
Seminar, which brought together experts in disability
measurement from developed and developing countries

reviewed and assessed the current status of methods used in
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population-based data collection activities to measure
disability in national statistical systems, and agreed to
establish the Washington Group on Disability Statistics (WG) to
implement the Seminar’'s recommendations for further work to

improve the measurement of disability.

The first meeting of the WG, initiated by UNSD and hosted by
the National Centre for Health Statistics of the CDC, was held
in Washington, D.C., on 18-20 February 2002. The meeting
refined the objectives of the WG to be: (1) To guide the
development of a small set(s) of general disability measures,
suitable for use in censuses, sample based national surveys, or
other statistical formats, which will provide basic necessary
information on disability throughout the world; (2) To
recommend one or more extended sets of survey items to
measure disability or principles for their design, to be used as
components of population surveys or as supplements to
speciality surveys; and (3) To address the methodological
issues associated with the measurement of disability

considered most pressing by the WG participants.

In addition to setting the objectives of the WG, the first
meeting discussed various methodological issues in disability
measurement, including purposes of measurement, an
examination of the ICF model, the UN standard disability
tables, global measures of disability, the relationship of global
measures to the ICF, the confounding function of assistive

device use, cultural practices that influence the nature of the
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environment or proscribe participation, cultural issues that act
as barriers to collecting data and cross-national comparability

of information.

The second meeting of the WG was held in Ottawa, Canada on
9-10 January 2003, and covered the following topics:
development of a measurement matrix that linked purpose of
measurement with question characteristics; review of general
disability measures currently in use according to matrix
dimensions; identification of measurement gaps; general
health measures used in censuses and surveys;
implementation of the Minimum European Health Module;
reports from selected countries using general disability
measures; measurement of environment and participation in

existing surveys.

The third meeting of the WG will be held in Brussels, Belgium
in December 2003 (tentative). The tentative programme
agenda for this meeting can be accessed at the WG website,

http://www.cdc.gov/nchs/citygroup.htm. This website also

contains the agenda and products of the first and second

meetings of the WG, including the final report.

The Statistics Division of the United Nations has established
the Disability Statistics Database for Microcomputers
(DISTAT), and is currently working on the development of a
system for data collection. DISTAT contains disability statistics

from national household surveys, population censuses, and
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population or registration systems. The 1990-edition of the
Disability Statistics compendium covers 55 nations, among

them a few African countries (UN, 1990).

As examples of information from African countries contained in
this compendium, the national disability prevalence rate in
Swaziland is given at approximately 3 %. Reviewing the age
specific figures for the rural population in five African countries
(Comoros, Egypt, Ethiopia, Mali and Tunisia), the rate varies
from around 1 — 4 % in the younger age groups (under 24
years) and gradually increases with age to reach a level of 2 —
12 % among 50 year olds. The prevalence rate (of disabled
persons) per 100 000 population is reported for some African
countries and varies from just below 1000 to more than 3000.
It is interesting to register that the figure for Norway is as high
as 15000 (15%o), in line with other industrialised countries and
reflecting, first of all, that there are serious methodological
problems associated with the comparison of figures from
different sources across countries. Definitions of disability,
methodologies for data collection as well as quality of the data

collected vary (Eide & Loeb, in preparation).

The 1997 edition of the Human Development Report (UNDP,
1997) includes estimates of the prevalence of disabilities as
percentage of total population in each country. According to
this source, the prevalence of disability is 1.6 % in Zambia and
2.9 % in Malawi. Among the black population in South Africa

prevalence of disability (sight, hearing/speech, physical
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disability and mental disability) has been estimated to 5.1%.
Two separate studies in South Africa (coloured urban and
black rural communities) have established prevalence rates of
4.4% and 4.75% (Katzenellenbogen et. al., 1995; Concha and
Lorenzo, 1995). The recent Census in Namibia reported an
overall disability prevalence in the country of 4.7% (NPC,
2003), while the study on living conditions found 1.9 % (Eide,
van Rooy & Loeb, 2003).

Most countries in Africa, Zimbabwe included, have carried out
and published population censuses that provide some
information on living conditions. Unfortunately, information on
disabilities and the living situation of people with disabilities
have rarely been included. The population censuses after the
year 2000 are, however, expected to cover disability (UN,
1997), following the revision of the census
recommendations®®. Both in Namibia (see above) and in
Zimbabwe (to be published early 2004), a few questions about

disability have now been included.

The national disability survey undertaken in South Africa in
1998/99 represents an important exception to the general lack
of representative, National data in the region. A National
representative survey of 10000 households was carried out to

determine the prevalence of disabilities as well as describe the

13 National Censuses have recently been carried out in both Namibia and
Zimbabwe (2002). In both countries, screening questions influenced by an
activity based understanding of disability have been included. At the time of
writing this report, no results have however been reported from the two
censuses.
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disability experience as reported by disabled people or their
proxy reporters (Schneider et al., 1999). The focus of the
survey was on the “traditional” categories of impairments, and
the results include a count of the number of people with
reported disabilities or activity limitations, as well as a
quantitative analysis of the respondents’ personal experience
of their disability. According to this study, disability prevalence
rates varied between 3.1 % and 8.9 % in the different

provinces.

Although the progress made in this field is quite substantial,
data on disability are still infrequent and are significant by
their absence in development reports. A further point to be
mentioned here is that the international monitoring system
developed by the United Nations will largely be limited to a
small number of standardised indicators intended for
international comparison. More comprehensive and culturally
adapted studies of living conditions will be necessary in
developing countries in order to establish a knowledge basis

that can guide development of policy and practice.

2.2 Relevant studies in Zimbabwe

Although the Population Census in 1980 comprised a mapping
of the number of disabled people, the information from this
study is very limited. Supported by UNICEF, the Ministry of
Labour and Social Welfare did however carry out a National
Disability Survey in 1981 (MLSS, 1982). This study revealed
that there were approximately a quarter of a million people

with disabilities in Zimbabwe at that time. The most prevalent
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functional problem was visual impairment (25% of all with
impairments), followed by impairment in the lower limbs
(24%), upper limbs (12%), mental retardation or disability
problem or emotional illness (9.7%), hearing (8.2%), speech
impairments (7.4%), and neurological problems (5.5%). It
was further revealed that the risk of disablement during the
first four years of life was 15 times as greater than in
adulthood. Diseases, accidents, war-related incidents, and
peri-natal factors as malnutrition and hereditary factors were,
in descending order, the most commonly stated causes of
impairment. The study also comprised a few socio-economic
indicators, revealing that 52% of the persons with disabilities
in 1981 had never attended school and that only 1% had
progressed beyond secondary school. Disability was further
found to reduce dramatically the individuals’ opportunities on

the job market.

The 1992 Census did not include any questions on disability or
living conditions of people with disabilities. Results from the
2002 Population Census which included questions on disability,
will not be published until early 2004. Thus, no up-dated,
population based figures on disability have been available in

Zimbabwe before this study.

 This distribution of types of disabilities corresponds fairly well with the results
from the current study (Table 5.23).
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3 Concepts

Disability and living conditions are core concepts to the study
presented in this report. Our understanding of these concepts
has progressed through some interesting developments in
recent years. Both concepts are open to interpretation and can
be perceived in different ways. In addition, it is important to be
aware that the understanding and application of these concepts
will vary from one socio-cultural context to another (Whyte &
Ingstad, 1998). As the concepts are important for the design of
the study as well as for the analyses and understanding of

results, some clarifications are necessary.

3.1 Disability

During the 1970s there was a strong reaction among
representatives of organisations of persons with disabilities and
professionals in the field of disability against the then current
terminology. The new concept of disability was more focused on
the close connection between the limitations experienced by
individuals with disabilities, the design and structure of their
environments and the attitude of the general population. Recent
development has seen a shift in terminology and an increasing

tendency towards viewing the disability complex as a process
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(the disablement process), involving a number of different

elements on individual and societal levels.

ICF

The adoption of the World Health Organisation’s International
Classification of Functioning, Disability and Health (WHO, 2001)
represents a milestone in the development of the disability
concept. From 1980 and the first classification (The
International Classification of Impairments, Disabilities and
Handicaps (ICIDH) (WHO, 1980)), a 20 year process has
resulted in shift in the WHO conceptual framework from a
medical model (impairment based) to a new scheme that
focuses on limitations in activities and social participation.
Although not representing a complete shift from a strictly
medical to a strictly social model, the development culminating
with ICF nevertheless implies a much wider understanding of

disability and the disablement process.
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Figure 1. The Model of Functioning and Disability

Health Condition

(disorder/disease)

Body functions «—— » Activity «——» Participation

and structure T T T

Environmental Personal

factors factors

Application

The conceptual development from ICIDH to ICF is important
here as this shift also has a methodological parallel. The
classification forms a basis for the collection of statistical data
on disability. The current study does not represent an
application of ICF, and it has not been the intention to test the
new classification as such. Rather, the study is inspired by the
conceptual basis for ICF and has attempted to approach
disability as activity limitations and restrictions in social
participation. This is pronounced in the screening procedure and

in the inclusion of a matrix on activity limitations and social
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restrictions developed particularly for this study. The current
study does, none the less, provide a unique possibility for
applying some core concepts from the ICF and testing some

aspects of the model statistically™.

An understanding of disability as defined by activity limitations
and restrictions in participation within a theoretical framework
as described in Figure 1 underlies this study. The term
“disability” is, with this in mind, a problematic concept since it
refers to, or is associated with, an individualistic and
impairment-based understanding. As a term, it is nevertheless
applied throughout this text since it is regarded as a commonly
accepted concept, and its usage is practical in the absence of

any new, easy to use terminology in this sector.

UN initiative

In September 2001 the United Nations Statistics Division
sponsored a conference in Kampala, Uganda. The objective of
the workshop was to strengthen national capabilities in disability
statistics by training producers and users in the production,
dissemination and use of data on disability for policy
development and implementation. The workshop brought
together representatives (both data producers and data users)

from 11 African nations including Zimbabwe for exchanging

> Will be published separately
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information and experiences related to the measurement of

disability using varied collection mechanisms.

The conference included an analysis of the constraints of data
collection systems and emphasised weaknesses according to the
system selected, as well as issues related to measurement
error, disability definitions, and balancing the needs of data
producers and data users. Issues related to cultural influences

on reporting limitations were discussed.

Participants were introduced to the ICF and its use in framing
numerous areas of the Standard Rules as elements of the
Participation dimension. Initial exercises focused on setting
policy priorities using the Standard Rules, and then translating
the elements into disability items for use in surveys. A second
set of exercises allowed the participants to take already
established disability screening items from other surveys and
craft them for relevance in their country’s data mechanism. The
elements of the questions were described using dimensions of
the ICF. Importance was placed on wording questions so that

the relevant policy issues could be addressed.

The Workshop ended with unanimous assent of the participants

for the following recommendations;

- Governments should advocate inclusion of disability

questions in censuses and surveys
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- There is need to involve stakeholders (users, producers,
persons with disabilities) in the process of developing
data collection instruments to measure disability and in

the data collection process as a whole

- The WHO International Classification of Functioning,
Disability and Health (ICF) concepts should be used in

the measurement of disability

- The following principles should apply in the design of

questions to measure disability:
o The question(s) should refer to activity limitations

o The question(s) should ask for activity limitations

in the context of a medical condition

o The question(s) should ask for type and duration of

activity limitation

o The question(s) should include degree or severity

of activity limitation

In light of the African Decade of Disabled Persons, there is need
to strengthen and streamline the collection of data on disability
into the general data collection system. The conference
concluded that the United Nations Statistics Division and the
United Nations Division for Social Policy and Development
should provide guidance towards the realisation of the
objectives of the African Decade of Disabled Persons and of the
Workshop. Furthermore, countries should maintain a network of

persons involved in the measurement of disability in the region
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to facilitate the exchange of information on methodologies used
and results obtained. In this regard, the United Nations
Statistics Division should act as a facilitator. Regional statistical
institutions should take a lead role in the collection of disability

statistics in the region.

The current study and study design draws on the discussions
and conclusions from the conference in Kampala. In particular
the screening instrument applied here corresponds to the

recommended way of screening for disability.

ENVIRONMENTAL FACTORS

Environmental factors are important elements in the ICF model,
and it is fundamental to the present understanding of disability
that activity limitations and restrictions in participation are
formulated in the exchange between an individual and his/her
environment. In the current study, environmental factors are
included in an activity and participation matrix (Appendix 2). It
iIs however acknowledged that studies like the current one
traditionally focus on the individual and that this is also the case

here.

3.2 Living conditions

The concepts of “level of living” or “living conditions” have

developed from a relatively narrow economic and material
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definition to a current concern with human capabilities and how
individuals utilise their capabilities (Heiberg & @vensen, 1993).
Although economic and material indicators play an important
role in the tradition of level of living surveys in the industrialised
countries, an individual’s level of living is currently defined not
so much by his or her economic possessions, but by the ability
to exercise choice and to affect the course of his or her own life.
The level of living studies have been more and more concerned
with such questions and are currently attempting to examine
the degree to which people can participate in social, political and
economic decision-making and can work creatively and

productively to shape their own future (UNDP, 1997).

A number of core items can be regarded as vital to any level of
living study: Demographics, health, education, housing, work
and income. Other indicators may comprise use of time, social
contact, sense of influence, sense of well being, perceptions of
social conflict, access to political resources, access to services,
social participation, privacy and protection, etc. The choice of
which indicators to include will vary according to the specific
requirements of each study and the circumstances under which

the studies are undertaken.

3.3 Disability and living conditions

Research on living conditions is comparative by nature.
Comparison between groups or monitoring development over

time within groups and populations are often the very reasons
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for carrying out such studies. The purpose is thus often to
identify population groups with certain characteristics and to
study whether there are systematic differences in living
conditions between groups — or to study changes in living
conditions within groups over time and to compare development
over time between groups. Population sub-groups of interest in
such studies are often defined by geography, gender, age — or
the focus of the current research, i.e. people with disabilities vs.
non-disabled. Research in high-income countries has
demonstrated that people with disabilities are worse off along
the whole spectre of indicators concerning living conditions, and
that this gap has also remained during times with steady
improvement of conditions for all (Hem & Eide, 1998). This
research-based information has been very useful for advocacy
purposes, for education and attitude change in the population,
as well as for planning and resource allocation purposes.
Whether the same mechanisms of systematic differences and
reproduction of differences are at work in predominantly poor

contexts, still remains to be documented.

When the purpose is to study living conditions among people
with disabilities, we depend on being able to operationalise in
order to identify who is disabled and who is not. This is a more
complex issue than choosing between a “medical model” on one
side and a “social model” on the other. How this is understood
and carried out has major impact on the results of research, and

consequently on the application of results (see chapter 4.1 on
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the disability concept). The ICF may to some extent be viewed
as an attempt to combine a broad range of factors that

influences the “disability phenomena”.

The authors behind this research report support the idea that
disability or the disablement process is manifested in the
exchange between the individual and his/her environment.
Disability is thus present if an individual is (severely) restricted
in his/her daily life activities due to a mismatch between
functional abilities and demands of society. The role of the
physical and social environment in disabling individuals has
been very much in focus during the last 10 — 20 years with the
adoption of the Standard Rules, the World Programme of Action,
and lately the ICF (WHO, 2001). It is logical that this
development is followed by research on the mechanisms that
produce disability in the meeting between the individual and

his/her environment.

It is true that studies of living conditions among people with
disabilities in high-income countries have been criticised for not
evolving from an individualistic perspective. Data are collected
about individuals and functional limitations are still in focus. It is
a dilemma that this research tradition has not yet been able to
reflect the relational and relative view on disability that most
researchers in this field would support today. While we agree to
such viewpoints, we nevertheless argue that a “traditional”

study is needed in low-income countries to allow for a
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description of the situation as well as comparing between
groups and over time. In high-income countries such studies
have shown themselves to be powerful tools in the continuous
struggle for the improvement of living conditions among people
with disabilities. In spite of an individualistic bias in the design
of these studies, the results can still be applied in a critical
perspective on contextual and relational aspects that represents

important mechanisms in the disablement process.

3.4 Combining two traditions and ICF

The design that has been developed and tested here aims at
combining two research traditions: studies on living conditions
and disability  studies'®.  Pre-existing and validated
questionnaires that had been used in Namibia (on general living
conditions — NPC, 2000) and in South Africa (on disability —
Schneider et. al., 1999) were combined and adapted for use in
the surveys. A third element, on activities and participation, was
included to incorporate the conceptual developments that have
taken place in connection with development of ICF. By
combining the two traditions, a broader set of variables that can
describe the situation for people with disabilities are included as
compared to the traditional disability statistics. Secondly, a
possibility is established for comparing the conditions of
disabled people (and households with disabled people) with non-
disabled (and households without any disabled members). It is

argued that such comparative information is much more potent

16 By “disability studies” we understand a broad specter of different studies that
have generated knowledge about the situation of people with disabilities.
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in the struggle for improvement of the situation for disabled
people, reflecting the developmental target for the current

study.
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4 Design and Methods

As mentioned above, data collection guestionnaires that had
previously been used in Namibia (on general living conditions
— NPC, 2000) and in South Africa (on disability — Schneider et.
al., 1999) were combined and adapted for use in Zimbabwe.
In addition, a disability-screening instrument was included as
well as a matrix on activities and participation developed
specifically for this study and drawing on the concepts of the
ICF. The design applied in this study in Zimbabwe is similar to
the design applied in the previous study in Namibia (Eide, van
Rooy & Loeb, 2003), save some minor differences in

formulations of certain questions.

User participation was an important element in the design

development. This process comprised:

)} A two-day workshop attended by around 25
professionals, researchers, people with disabilities and
civil servants who discussed and tested a draft research

instrument

i) Pilot-testing of the research instrument among 150
households with and 150 households without disabilities
in two high-density suburbs on the outskirts of Harare,
Mbare and Sunningdale (Eide et. al., 2001b)
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iii)  Further revisions of the research instrument based on
experience from the pilot survey and a second two-day
workshop including the same resource persons and

stakeholders as previously.

After revision, the gquestionnaire comprised four key elements;
i) household study on living conditions, ii) screening for
disability, iii) questions to individuals with disabilities including
iv) the ICF based matrix on activities and participation. The
final version of the questionnaire was developed in English.
Simple field tests were carried out during training leading to a

few adaptations to local dialects.

From the onset, the target population for sampling was all
private households in Zimbabwe excluding institutionalised and
homeless people. Due to the circumstances in Zimbabwe at
the time of initiating the research, including both security
issues and a difficult and fluctuating currency market, it was
decided to proceed in a stepwise fashion rather than
embarking on a full National survey that, due to these
circumstances, may have failed. The research exercise and
data collection were thus tackled regionally, vyielding
population-based studies that covered Matabeleland,
Manicaland and Midlands. The below map indicates the

geographical areas that were covered by the study.
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