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Learning Objectives: Chapter 3 
 

Data Collection Methods and Instruments 
 

After reading this chapter, the reader should be able to: 
 
 

1. Understand process of disability data collection. 
 

2. Describe and evaluate population censuses, surveys, 
and administrative data collection. 

 
3. Match data collection tools to disability statistics   

users’ needs.  
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3.    DATA COLLECTION METHODS AND 
INSTRUMENTS 
 
 

3.1 Measurement of disability             
3.1.1 Collection instruments        
3.1.2 Choice of selection and measurement unit 
 
3.2 Population censuses   
 
3.3 Sample surveys   

           3.3.1 As dedicated disability surveys  
 3.3.2 As a module to other sample surveys  

 
3.4 Administrative collections    
3.4.1 What is an administrative data collection? 
3.4.2 What are the benefits? 

 3.4.3 How can administrative data be used? 
 

3.5 Joint use of census and sample survey – census screen 
  

3.6 Strengths and weaknesses of the data collection methods   
 
3.7 Relatable data  

 
 
3.1 Measurement of disability  
 
Collecting data about persons with disabilities and their lives is difficult. It 
poses unique problems that data collection developers need to address in the 
design phase of the collection process.  Two issues need to be addressed at 
the outset: what kind of data collection instrument should be used, and what 
unit of measurement should be employed. 
 
3.1.1 Collection instruments 
 
The main types of instruments for collecting data about persons with 
disabilities are:  

 
 Population censuses  

 
 Sample surveys (either general social surveys or specific health and 

disability surveys)    
 

 Administrative collections and registries 

Each of these tools can be used to measure aspects of disability in a 
population and each has its strengths and weaknesses. 
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The Population Census certainly has the advantage of providing complete 
population coverage. Unfortunately, it is difficult to collect accurate information 
about disability in a census since time constraints make it unlikely that more 
than 4 to 6 general disability questions can be asked.  Censuses, in some 
instances, also undercount children with disabilities and people with mild or 
moderate disabilities (in cases where the response categories are limited to 
‘Yes or No’ options only). Still, for a crude measure of disability, and in the 
absence of other collection instruments, the census is useful.  

Sample surveys are shorter surveys designed to be administered to a sub-
population selected by some other instrument (often a census) that focus on 
specific issues. They are often put into the field to answer specific questions 
about a population. As such, they provide the opportunity to ask more detailed 
questions about disability. More detailed information is useful in itself, of 
course, but it also helps to reduce the number of false positive and negative 
responses, thereby offering a more accurate prevalence measure. A sample 
survey may be an independent survey focusing entirely on disability, or a 
disability module added to an existing survey. 
 
Administrative collections and registers are composed of data that is 
collected as part of the normal operation of some service or programme. An 
example is the information found on a client intake form. These collections 
provide useful information on the characteristics of people accessing disability 
services as well as details about the services provided.  They cannot give an 
accurate measure of disability prevalence since there is no guarantee of 
coverage and they tend to incorporate double counting.  The quality of 
administrative register data is closely related to the quality of the 
administrative system, in particular, how well it has been maintained and how 
closely the concepts align with the disability concepts of interest. 

These three instruments for gathering disability information are discussed in 
detail in the rest of this chapter.  

3.1.2 Choice of selection and measurement unit  
 
The second preliminary issue that needs to be addressed, whatever data 
collection instrument is chosen, is how to select the unit for which disability is 
to be measured. If the selection unit is the individual, then the individual will 
also be the measurement unit; if the selection unit is a collection of people – 
invariably a household – then, a decision has to be made as to whether the 
measurement unit is the household itself (that is, all individuals in the 
household) or some individual in the household that meets specified criteria 
(age, gender, unemployed, and/or others). 
 
These decisions depend in part on what kinds of data are needed.  Is data 
required for the number of persons with disabilities and their characteristics, or 
for an estimate on the number of households that include individuals with 
disabilities? Data about individuals is important, but estimates at the 
household level are also useful for detailed analysis of living arrangements 
and access to help and assistance.   
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There are also issues of practicality and efficiency.  Having the household as 
the selection unit means that the survey or interview can be conducted in a 
setting in which information about other people can be efficiently collected, 
even if only one member of the household is given the full interview.  
Questions asked of a single household member may reveal another individual 
with a disability, thereby increasing the sample of person with disability, 
without adding to the number of households screened. 
 
A note of caution applies, however, if the private household is chosen as the 
measuring unit. In such a case, thought needs to be given to the fact that this 
choice excludes residential care units, retirement homes, and other 
institutions such as prisons. Excluding people living in institutions 
underestimates the levels of disability for older people and for those with 
particular types of disability such as psychiatric disabilities.  For a complete 
picture, if feasible, household surveys should be supplemented with 
institutional surveys of disability. 
 
3.2 Population censuses  
 
Many countries have collected information about disability in their national 
population censuses (refer to Box 3.6 for the examples of countries using 
population censuses to collect disability statistics).   The United Nations’ 2001 
Guidelines and Principles for the Development of Disability Statistics 
suggests the inclusion of a ‘general’ disability question in censuses in order to 
get a rough idea of prevalence.  In countries without a good household survey 
program, the census may be the only possible source for estimating disability 
prevalence and gaining an approximate estimate of types of disability in the 
country. 
  
The amount of information on disability that can be collected in the population 
census is very limited, and is often confined to a single question. With only 
one question, false positive and false negative responses are more common 
and no complete measure of the number of persons with disabilities is 
possible, especially among children and the elderly.  Still, census data should 
be readily used, where available, to develop more detailed follow-up surveys 
(see Box 3.5 for a discussion of the Canadian experience with a post-census 
survey on disability).  
 
Many countries use both short and long forms of census questionnaires (see 
Box 3.1).  The short form is for complete coverage of core topics, such as 
age, sex and location, and may also have a question on disability. A 
probability sample is then selected for the long form to be administered. The 
long form includes all questions in the short form plus supplementary 
questions for more detailed coverage of selected topics.  Questions more 
detailed than a single general question on disability may be included in the 
long form.     
 
 
 



WHO/ESCAP Training Manual on Disability Statistics 
 

- 37 - 

Box 3.1: 2001 Short Form/Long Form Census in Macau 

In response to an increasing concern for more information on the population of 
persons with disabilities, the Statistics and Census Service of Macau included 
questions on disability in its 2001 Census.  The short form, which was administered 
to 80 percent of households, included one generic question: “Is anyone in your 
household physically or mentally disabled?”.  In the long form questionnaire, 
completed by 20 percent of households, the same disability identification question 
was asked followed by a question about the respondent’s primary disability, and a 
second question asking whether they had ever used any disability services. 
 

The resulting estimate of the number of person with disabilities from the census was 

1.3 percent of the resident population. 

 
 
 
3.3 Sample surveys  
 
Sample surveys are good methods of collecting data about persons with 
disabilities.  They use sample selection procedures to identify a sub-
population that is representative of the total population, unlike censuses that 
are designed to enumerate every household or individual in the country. 
 

While sample surveys are considerably cheaper than censuses, the size of 
the sample affects the quality of the data, which is particularly subject to 
sampling error (refer to Chapter 5 for the detailed discussion of sampling 
error).  This can frustrate analyses that rely on cross-tabulation. 
 

A small sample size also means that sample surveys cannot provide detailed 
information for very small geographical areas.  Where such data is needed, 
census or administrative data collections or sophisticated data modelling 
techniques are more useful options.   
 

Determining sample sizes required to produce statistics with an acceptable 
level of sampling error is the job of experienced survey methodologists.  
Unfortunately, the technical details of sample designs are beyond the scope of 
this manual.  The UN Guidelines and Principles for the Development of 
Disability Statistics has some helpful comments on sample size for disability 
surveys.  (As a rough guide, surveys that have sufficient size to yield valid 
unemployment estimates for a given geographic area are usually large 
enough to produce disability estimates for the same area for as long as the 
prevalence rates are similar.) 
 
As mentioned, a sample survey for disability can either be an independent or 
dedicated survey, or a module to other surveys, such as a national health 
survey, a general social survey or labour force survey.  Where these general 
social surveys are cyclical, it is very useful to have a disability module or a 
small set of disability questions added on. 
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3.3.1 As dedicated disability surveys  
 
Surveys specifically dedicated to collect disability data are good sources of 
information about prevalence rates, the causes and types of disability, 
underlying health conditions, severity and duration of disability, and the use of 
and need for assistive devices, changes in environment,  policies and public 
awareness on disability.     
 
Dedicated disability surveys maximise the amount of information that can be 
collected to meet users’ needs.  Many countries have not attempted to 
conduct such disability surveys because they are more costly than simply 
adding a few questions into a census or already existing sample surveys.  An 
example of a country that conducts a dedicated disability survey is provided in 
Box 3.2   
 
Box 3.2: Dedicated Sample Survey for Disability: Australian 2003 Survey 

of Disability 

The Survey of Disability, Ageing and Carers provides data on disability prevalence, 
need for support, and characteristics of persons with disabilities, older people and 
those who provide care. Information is collected from private households and cared 
accommodations (hospitals, nursing homes, aged care and disability hostels and 
other homes such as children’s homes). The survey uses computer-assisted 
personal interviews. Since 1981, it has been conducted every five years. 
 
Sample size: 
The sample size is approximately 14,000 private dwellings and 300 non-private 
dwelling units.  The carer sample is approximately 550 dwellings. The final sample 
depends on the number of people in each household or non-private dwelling, and 
comprises approximately 36 000 people for the household component and 5 000 
people for the cared accommodation component. 
 
Data collected: 
 

 Household composition 
 Demographic information about all household members 
 People selected for personal follow-up interview (people with long-term health 

conditions or with a disability, who are aged 60 years or over, or someone 
who regularly provides informal care to someone with a disability)   

 Socio-economic characteristics (education, labour force participation, 
income, and housing) 

 Impairments, long term health conditions associated with main disability 
condition 

 Difficulties experienced and help required for activities such as self care 
and mobility  

 Types of assistance received for a range of activities, met and unmet 
needs for assistance 

 Use of aids and equipment 
 
Results are available in Disability, Ageing and Carers, Australia:  Summary of Findings, 2003 (Cat. No.  4430.0). 
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3.3.2 As a module to other sample surveys  
 
In many countries, national household surveys – covering topics such as 
health, education, living conditions, family income and expenditure, labour 
force participation, nutrition, time use, crime, and so on – are conducted on a 
regular basis. Whether every five years, annually, quarterly or monthly, these 
surveys try to identify short and long-term social trends. 
 
A cost-efficient and effective way of collecting disability data is to add disability 
questions – or a ‘disability module’ – to one or several of these cyclical 
surveys.   This approach has been used in many countries.  Most commonly, 
disability modules have been added to labour force or health surveys, and 
sometimes to living conditions surveys.  Box 3.3 gives an example of a 
disability module in a socio-economic survey.   
 

Box 3.3: Disability Module in the Indonesian Socio Economy Survey 

A disability module was added to Indonesia’s 2003 Socio Economy Survey.  The 
disability population was identified using the question, “Does he/she have a 
disability?” with a Yes/No response.  Where positive responses were received to the 
disability question, codes for ‘type of disability’ (7 codes for mostly severe 
impairments) and ‘main cause of disability’ (5 codes) were entered into the person’s 
matrix. 
 
This form of questions is expected to yield low disability prevalence rates because 
the survey relies on self-identification of disability and the only types of disability 
asked about are severe impairments. 
 
The general approach to including a disability module on a non-disability survey will 
be useful for the Indonesian government, because disability data can be combined 
with the other social and economic data collected to analyse the experiences of 
persons with disabilities (or, at least, those with selected severe impairments). 
 
 
There are advantages to on-going sample surveys rather than ad hoc or one-
off sample surveys for disability.  On-going surveys can make maximum use 
of the resources initially expended, including the time and other resources 
used in preparing for the data collection, as well as the trained personnel and 
other resources dedicated to collecting, processing, and analyzing the data on 
a regular basis.   
 
On-going survey programs also offer opportunities to learn from previous 
experiences so that the quality and usefulness of the information produced 
can be improved.  They allow for measurement of change over time in key 
indicators such as frequency of types of disability, severity of disability, quality 
of life, opportunities and participation of persons with disabilities, and 
rehabilitation needs. These data can be exceedingly valuable for policy 
development and evaluation.  
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3.4 Administrative collections  
 
3.4.1 What is an administrative data collection? 
 
Besides surveys and censuses, administrative data collection (general 
purpose administrative systems or administrative registries) intended to 
serve persons with disabilities can be an important method of gathering 
information about these people and their characteristics. In this method, any 
information collected is organized and becomes part of normal service 
administration procedure such as the information gathered using standard 
client intake forms for health, rehabilitation, or social work services. 
Administrative data collections can take several forms, depending on the 
nature of the service, the format used, the type of information collected, and 
the method and frequency of collection.  Some examples are population 
registers, vital registration systems, social security systems, registries of 
occupational injuries, rehabilitation programmes, assistive device services, 
and other services specifically designed to serve the needs of persons with 
disabilities. 
 
Administrative registries are databases of records of people with particular 
characteristics and set up as part of the administration of services to these 
individuals.  Registers are either established during a registration survey or 
other point in time or they can be on-going and regularly updated. 
 
Administrative records and registers, moreover, often provide unique 
information about persons with disabilities. The information is usually 
collected for reasons concerning the administration of the programme or 
service, but with care, can prove to be useful. For example, data about 
children and adolescents in special education programmes is an indication of 
participation rates in education; general invalid pension registries are often 
organized by disease or impairment; and domestic care allowances help to 
track rates of children and adults with severe disabilities.   

 
Often these data are collected annually, which provides a source for trend 
data on the prevalence of impairments or disabilities. 
 
Ministries, government departments, advocacy groups, and service providers 
often maintain administrative records which they use to monitor and evaluate 
programs and services. Given confidentiality concerns, only aggregated data 
may be available, but this can still be useful. 

 
It must be kept in mind, however, that data from registration systems cannot 
provide information about persons with disabilities who need a service or 
programme but do not receive it.  Data about unmet need has to come from 
other sources. 
 
Since the information collected in administrative data collections is limited to 
people receiving services, or otherwise known to the service agency (as in the 
case of people on a waiting list), these collections have limited coverage.  
Therefore administrative collections, despite all their benefits, are not good 
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sources for estimating overall disability prevalence. 
 

3.4.2 What are the benefits? 
 
As compared with censuses and sample surveys, administrative data 
collections have some advantages for disability data users: 
 
Data from administrative collections are generally available on a regular or 
on-going basis, as they are part of regularly updated information systems 
linked to a service. 

 
As administrative data are collected as part of the day-to-day running of a 
service, they use fewer resources than special purpose surveys. 

 
If the government or other fund provider requires data collection as a 
condition of on-going funding to a service, the data collected by that service 
will tend to be more reliable, complete and of higher quality. 

 
Information from administrative data collections is likely to be useful to a wide 
range of stakeholders such as service providers, higher-level bureaucrats, 
disability consumer groups, and researchers. 
 
3.4.3 How can administrative data be used? 
 
Administrative data collections provide information on numbers and 
characteristics of service users, and the type, quantity and cost of services 
provided.  Depending on the detail of the dataset and the complexity of the 
data collection format, a substantial amount of information about services, 
service users and service providers can be collected in this manner.  
Administrative data of this sort can then be adopted by service agencies, 
planners, consumer advocacy groups, and funding department for a variety of 
purposes: 
 

 to provide an evidence base to support planning for future service 
delivery (e.g., by monitoring trends in client age or disability type); 
 

 to indicate whether identified groups of people (e.g., particular 
ethnic groups) are accessing services as much as expected; 

 
 to monitor the cost-effectiveness of service provision; 

 
 to support a budget submission for increased funding. 

 
Moreover, with only minimal analysis, these data can answer basic 
administrative questions such as: 
 

 How many people were supported by the service in a given time 
period, and what were their characteristics and support needs? 

 
 What type of support was provided and received? 
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 What quantity of support – e.g., in terms of staff hours – was 
provided and received?  

 
 From whom was the support received (in terms of details of the 

service agency, such as size, staff profile, and hours)? 
 

 What was the cost (total, per service type, per client) of 
providing these services?   

 
 What were the outcomes for clients? (Examples of outcome 

questions include: Were clients satisfied with the services 
received?  Were there increased levels of client participation in 
key life areas such as employment?) 

 
Box 3.4 gives an overview of the Australian National Disability Service data 
collection as a concrete example of an administrative data collection. It 
outlines the information collected, the method of collection, and how the data 
is used.   
 

Box 3.4: An Overview of the Australian Disability Services Data 
Collection 

In Australia, the Commonwealth/State/Territory Disability Agreement (CSTDA) funds 
a national program of disability support services for people with on-going support 
needs. Under the agreement, the Commonwealth Government is responsible for the 
overall planning and management of employment services, while the States and 
Territories are responsible for all other disability support services (including 
accommodation support, community access, community support, and respite 
services). All three jurisdictions share responsibility for advocacy, information, and 
print disability services. Services are provided by government and non-government 
service provision agencies. 
 
‘Persons with disabilities’ are defined as people with a disability attributable to an 
intellectual, psychiatric, sensory, physical or neurological impairment or acquired 
brain injury (or some combination of these), which is likely to be permanent and to 
result in substantially reduced capacity in self-care, mobility or communication, 
requiring on-going or episodic support. 
 
National data on disability services 
 
From 1995-2002, the National Minimum Data Set (NMDS) collected data about 
services received on a single ‘snapshot’ day each year. Since then, data have been 
collected on a full-year, on-going basis, so that the collection now includes data on all 
persons with disabilities who receive a CSTDA-funded service during the year. The 
NMDS collects the minimal, essential set of data about disability services and clients. 
It is a set of nationally-agreed upon data items, and an agreed method of collection 
and transmission. 
 
The data collected includes: 
 

 Demographic information, e.g., age, sex, indigenous status 
 Support needs and whether the person has a carer 
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 Primary disability and other disabilities 
 Living arrangements and communication method 
 Work, income, and funding, e.g., main source income 
 Services the person receives 

 
It also contains data items on service provider agencies, including the type of service 
provided, staff hours, operating hours per day, and number of service users. 
 
How the data is used 
 
The CSTDA-NMDS data provides valuable information about those who are 
receiving services, their characteristics (age, disability type, and support needs) as 
well as trends in types of services used. Data for nine years is now available. 
 
The data is used in funding negotiations between Commonwealth and State 
governments, and between departments and service providers. It is also used for 
developing national performance indicators, by which service outcomes can be 
monitored. The Australian Institute of Health and Welfare publishes a national data 
report on the collection each year. 
 
For more information on the Australian NMDS data collection see http://www.aihw.gov.au/disability/publications.cfm 

 
 
 
3.5 Joint use of census and sample survey – census screen 
 
Most countries in the Asia-Pacific region do not have registers of the 
population to use as sample frames for social surveys and instead use area-
based samples in their household data collections to select respondents for 
their surveys.  Persons with disabilities are a relatively small population and 
so obtaining a sufficient sample can be very costly.   
 
Some countries use a small number of disability screening questions to 
provide the sampling frame for a follow-up survey.  When this is done, it is 
important that the screening questions are effective in identifying as many 
persons with disabilities as possible.  In particular, screening questions should 
attempt to minimize the number of “false negative” responses.    
 
Another method to find a targeted sample inexpensively is to use the census 
as a screening device to identify a population of persons with disabilities who 
are then the sample for a follow-up (or “post-census”) survey (see Box 3.5).  
As mentioned, relying on one or two screening questions will increase the 
number of false negatives. To compensate for this, it is wise to include in the 
follow-up survey a sufficient sample of negative responders to avoid biasing 
the survey population.  Studies have shown that children with disabilities and 
people with mild disabilities are the most likely to be under-reported by the 
census screening questions.   
 
Whenever the census is used as part of a data collection strategy, timing 
becomes a factor.  In order to add questions into a census, steps must be 
taken several years in advance of the actual data collection.  Furthermore, it 
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will take one or two additional years to have the census data processed and 
available for post-census surveys or other uses. 
 

Box 3.6 shows the different methods used by some countries in collecting 
disability data.  Four of the nine countries (Cambodia, Fiji Islands, India, and 
Thailand) employed at least two methods of gathering disability data.  (See 
also Appendix 1).  
 

Box 3.5: Use of the Post-Census Survey Approach to Collect Disability 
Data in Canada 

The post-census survey approach was used by Statistics Canada in its 
comprehensive surveys on disability following the 1986, 1991 and 2001 censuses. 
The censuses included two screening questions on disability and impairment. In 
2001, the questions were: 

 
1. Does this person have any difficulty hearing, seeing, 

communicating, walking, climbing stairs, bending, learning or 
doing any similar activities? 
 
Yes, sometimes 
Yes, often 
No 

 
2.  Does a physical condition or mental condition or health 

problem reduce the amount or the kind of activity this person 
can do 
 
At home? 
At work or at school? 
In other activities, for example, transportation? 

 
The purpose of these questions was not to estimate the prevalence of impairment or 
activity limitations. They merely defined a sample of individuals likely to have a 
disability. Following the census, a national sample survey based on census results 
was prepared. Those who screened positive in the census by answering yes to at 
least one of the questions were then asked detailed questions to confirm whether 
they had disability. A small sample of people who screened negative in the census 
was also included. 
 
The post-census survey results provided far more accurate information on the 
prevalence of disability than possible with a census. The survey also provided 
detailed data about the nature of the disability and other characteristics of persons 
identified.  
 
It has become the practice not to publish the disability data from the census at all, but 
only to use it to determine the sample frame for the follow-up survey. 
 
 
 
 
 



WHO/ESCAP Training Manual on Disability Statistics 
 

- 45 - 

 

Box 3.6: Disability Data Collection Methods Practiced in Selected 
Countries 

Country 
 

Method of Data Collection 

Cambodia Social Economic Surveys and Population Census 
Fiji Islands Census of Population and Household Income and Expenditure 

Survey 
Hong Kong, China Survey on Persons with Disabilities and Chronic Diseases  
India Census, National Sample Survey Organization, Survey and 

Voluntary Registry 
Indonesia National Socio-Economic Surveys 
Islamic Republic of 
Iran 

Census  

Mongolia Limited registry in capital city (voluntary, impairment-based 
registry) 

Philippines Population and Housing Censuses 
Thailand Disability Surveys, Bureau of Empowerment for Persons with 

Disabilities National Registry and Censuses 
 
 
3.6 Strengths and weaknesses of the different data collection 
methods  
 
Tables 3.1 to 3.4 below summarise the salient advantages and disadvantages 
of census, sample surveys, and administrative data collections (both one-time 
and continuous) as approaches to the collection of disability data.   
 
 

Table 3.1: Population Censuses: Advantages and Disadvantages 2   
 

Advantages Disadvantages 

Data can be tabulated for small, local 
areas. 
 

Questions limited to basic socio- 
economic and demographic 
characteristics, restricting the scope of 
disability questions.  

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

Data collection is infrequent – usually 
every 10 years. The time between data 
collection and data dissemination can be 
considerable. 

Detailed descriptive cross-tabulations 
are not subject to sampling errors.  

In some censuses, populations in 
institutions with disabilities may not be 
included. 

                                                 
2 This information was taken from the United Nations’ 2001 Guidelines and Principles for 
the Development of Disability Statistics.  See this document for further details. 
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If disability questions remain 
comparable, they can be useful analysis 
of disability rates across time. 

Subject to high non-response rates and 
under-enumeration because of the 
complexity and sensitivity of the question. 

Identified set of persons with disabilities 
is usually large, allowing more detailed 
cross-tabulations and analyses.  

It is costly and time-consuming to identify 
a relative small population of persons 
with disabilities by asking questions of the 
entire population. 

Can provide a useful sampling frame for 
research on persons with disabilities who 
are otherwise difficult to find.  

May be too costly to train enumerators in 
the specific guidelines required for 
disability questions. 

 
 
 

Table 3.2: Sample Surveys: Advantages and Disadvantages 

 
Advantages Disadvantages 

Flexibility in the depth and range of 
topics covered.  
 
 
 

Limited sample size for small geographic 
area resulting to higher sampling errors, 
thus, limited ability to analyse prevalence 
rate for local areas. 

Special probes can be used to ensure 
that persons with disabilities are 
identified. 

Persons with disabilities account for less 
than 20 percent of any population, so 
unless the survey is very large, the 
sample size of persons with disabilities 
will be small 

If sampling frame and survey 
infrastructure in place, relatively easy to 
initiate.   

Coverage poor for institutionalised 
persons, the homeless, refugees or 
nomadic populations. 

If comparable with census and other 
surveys, can be used for detecting 
change over time. 

Time-series analysis of ad hoc surveys is 
uncertain. 

Because of limited coverage and smaller 
sample, there is greater control over the 
conditions of observation and 
interviewing. 

Detailed surveys require close 
supervision of fieldwork and special 
disability training for field supervisors and 
interviewers.  

Capacity to locate persons with 
disabilities can be increased with design 
modifications (e.g. co-coordinating 
probability sample selection with the 
census, using registered population lists, 
stratifying the sampling stage, or 
increasing the sampling fraction).  

 

Greater opportunity for field work 
supervision, specialised field training, 
question pre-testing. 
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Table 3.3: One-time Registration Data Collection: Advantages and 
Disadvantages 

 
Advantages Disadvantages 

Easy to initiate. Extent of coverage and the degree of 
representation are unknown and 
sampling error cannot be estimated.  

Does not require a large, on-going staff.  
 

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

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

Double counting is a problem, given 
many classes of informants and multiple 
registration lists of registered persons 
with disabilities.  

May be used to assist governmental and 
private agencies (e.g. social security and 
social welfare offices and medical and 
educational organizations) locating 
persons with disabilities in need of 
services.  

Findings can be easily or validly 
extrapolated to a larger population of 
persons with disabilities.  

May be used to prepare sampling frame 
for research on populations with specific 
disabilities. 

 

 
Table 3.4: Continuous Registration Data Collection: Advantages and 

Disadvantages 

 
Advantages Disadvantages 

Tabulations can be prepared for small 
geographical areas.  

Reporting based on when disability was 
diagnosed rather than onset.  

Detailed dis-aggregation is not subject to 
sampling error. 

Population at risk must be determined 
independently from census data or from 
population estimates or projections.  

Can provide numerator data for 
incidence and prevalence rates.  

Registration systems are inflexible to 
changes to content and procedure.  

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

Organization and administration require 
well-trained statistical personnel.  

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

Data collection and compilation over time 
is complex. 

Provides a sampling frame for in-depth 
research on populations with specific 
disabilities. 

Multiple registration, and double counting, 
is difficult to detect. 

 
A comparative summary of the strengths and weaknesses of these four 
principal data collection methods for estimating and describing disability is 
given in Table 3.5. 
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Like mortality and fertility, disability is a phenomenon that is neither uniformly 
nor normally distributed across the total population.  Disability reporting has 
many of the same problems as in the reporting of mortality, such as the 
reliance on non-expert description of medical events, difficulty recalling the 
time of an illness or disability, and problems determining the most eligible and 
knowledgeable respondents.  The 12 criteria for evaluating the data sources 
shown in the table below are particularly relevant to the collection of data 
about disability. 
 
 
 
Table 3.5: Data Collection Methods for Disability Statistics: Comparative 

Summary 

 
Criterion Population 

Census 
Sample 
Surveys 

One-time 
Registration 

Continuous 
Registration

Ability to capture detailed 
disability characteristics 

Weak 
 

Weak to 
moderate 

Moderate to 
strong 

Moderate to 
strong 

Ability to capture topical detail 
(richness and diversity of non-
disability characteristics) 

Moderate 
 

Strong 
 

Moderate 
 

Weak 
 

Accuracy and coverage Moderate Strong 
 

Weak to 

moderate 

 

Weak to 
moderate 

 

Absence of sampling error Strong 
 

Weak 
 Weak Weak 

 
Timeliness of data Weak Moderate to 

strong Strong Moderate 

 
Geographical detail Strong Weak Strong Strong 

 
Ability to obtain information on 
the population at risk 

Strong Strong Weak Weak 

 
Ease of organization in a 
developing country 

Moderate Strong Strong Weak 

 
Number of cases available for the 
analysis of selected disabilities 

Moderate to 
strong 

Weak to 
moderate Moderate Strong 

 
Ability to estimate prevalence 
rates 

Strong Strong Weak Weak to 
moderate 

Can identify persons requiring 
special services Weak Weak Strong Strong 

Usefulness for community-based 
project planning for persons with 
disabilities 

Weak to 
moderate Weak Moderate to 

strong 
Moderate to 

strong 
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3.7 Relatable data 
 
Table 3.5 illustrates that each data collection method has its strengths and 
weaknesses concerning disability statistics.  If more than one method is used, 
in a coordinated fashion, then the strengths of each method will be preserved 
and the weaknesses of each avoided. Deficiencies with census data, for 
example, can be addressed through disability surveys or disability modules in 
other surveys. The inadequacies with survey data can be partly overcome by 
using censuses, registered populations, and other administrative data.   
 
Undoubtedly, a major challenge when assessing the life situation of persons 
with disabilities is locating and integrating data from various sources.  First of 
all, there must be a variety of data sources to draw upon, and in many 
developing countries this is not true.  Secondly, even if there are various data 
sources, the data must be relatable, that is based on a common conceptual 
framework and using comparable concepts and language. The ICF provides 
just what is required for relatability: a universal framework and a common 
language of disability. 
 
Box 3.7 gives an Australian example of the use of data from a variety of 
sources to examine the unmet needs for disability services, showing in 
particular how survey and administrative data can be analysed together to 
provide information regarding the lives of persons with disabilities.    
 
 

Box 3.7: Using Data from a Variety of Sources: The Australian Disability 
Services Project 

In 2001, the Australian Institute of Health and Welfare was commissioned to estimate levels 
of unmet need for disability services among persons with disabilities in Australia.  Specifically, 
the project aimed to: 
 

 assess the effectiveness of previously allocated funding in reducing unmet need for 
disability services, by quantifying and describing additional services provided as a 
result of the funding; and  

 identify any remaining unmet need for disability accommodation, in-home support, 
day programs, respite services, and disability employment. 

 
The two sources of data used were the NMDS data on services and consumers (the source of 
information on the supply of services); and disability population survey data (a source of 
information on unmet need for services).In conducting the analysis, the ICF was used as a 
common framework to which concepts and data items from these two data sources were 
mapped.  Overlapping ICF concepts could then be identified in both data sources: 
 

Disability services data collection Disability survey 
Impairments  

(Need for assistance with…) 
 
Activities: Self-care, Mobility 
Communication, other activities 

(Need for assistance with…) 
 
Activities: Self-care, Mobility 
Communication, other activities 

Participation  
 
Thus, a single ‘indicator’ of disability – “need for assistance” – was linked to the core purpose 
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of a range of disability services.  Estimation of the number of people in the Australian 
population with unmet needs for disability services was then based on an analysis of the 
survey data. The analysis involved: 
 

 Using survey data to identify people who reported a need for help with self-care, 
mobility, or communication.  This group corresponds to the ‘target population’ for 
funded disability services; and 

 Applying ‘filters’ to refine the estimate, focusing on people who were living in 
households (not in institutional accommodation) and who reported unmet need for 
formal help in addition to a need for frequent assistance. 

 
The analysis produced the following estimates of unmet need across Australia 

• 12,500 people needing accommodation and respite services 
• 8,200 places needed for community access 
• 5,400 people needing employment support 

 
Though thought to be too low, the findings informed negotiations between State, Territory and 
Commonwealth governments regarding funding for disability supports. 
 
This powerful analysis was only possible because common concepts were used defining the 
target population for disability services and the disability population survey.  This was 
accomplished because both sets of concepts could be mapped to the ICF framework.  

 
 
The report on this study is available at  http://www.aihw.gov.au/publications/index.cfm/title/7741 

 
 


