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157-168 BLACKFRIARS ROAD

LONDON SE1 8EU

Telex 883669

Telephone 01-703 6380 Ex?996

October 1984

I enclose draft proposals and questionnaires drawn up by the Office of
Population, Censuses and Surveys (OPCS) for the new full-scale survey of
disabled people which the Secretary of State announced on 2 April.

The main purposes of the survey are:

- to provide comprehensive up-to-date estimates of the
prevalence in the population of disability in general
and of disabilities of varying kinds and degrees of
severity. It will include those with sensory, mental
and physical impairments;

- to furnish information about the financial and social
consequences of disability;

- to assess the utilisation of existing social security
provisions, and health and social services, for
disabled people.

Taken together, the three interview questionnaires 'Assessment of Disability'
(pink), 'Care and Services' (blue) and 'Financial Circumstances' (green)
define the proposed scope of the interviews with some 10,000 disabled people
which OPCS plan to begin conducting in the summer of next year. It is not
proposed to survey at that stage either disabled children or disabled people
in institutions: our intention is that they should be the subject of separate
follow-up surveys to complete the picture. The fourth of the enclosed
questionnaires is to be used in the preceding postal sift of some 100,000
addresses as the means of identifying those disabled people to be interviewed.

As all the major design decisions on the survey must be taken by the end of
this year, I should be glad to receive any comments you may wish to make by no
later than 16 November.
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•v SURVEY OF THE DISABLED (S1192)

Proposed Design and Coverage

1. Introduction

DHSS have asked OPCS to carry out development and feasibility work leading to
a major national survey of the disabled which is planned for 1985. The first
part of the development work has been completed and OPCS have now drawn up
proposals for the design of the main survey and have drafted questionnaires.
The method of identifying a sample of disabled people and the questions for
interviews with them are not yet fully tested. The proposal and documents
are circulated now for comment so that results of pilot work currently in
progress can be considered together with the comments. A final proposal for
the mainstage and revised questionnaires will be produced at the end of the
year.

2. Design of the main survey

2.1 A nationally representative sample of addresses in Great Britain will be
i^j • selected from the computerised list of addresses compiled by the Post Office

(the Post Code Address File). It is expected that around 100,000 addresses
will be sent a short questionnaire by post and asked to complete and return it,
giving details of people with longstanding health problems or disabilities A
copy of the version of this form which is currently being tested is attached.
In areas which are likely to present difficulties in achieving an adequate
level of response to a postal questionnaire it is likely that interviewers will
deliver and collect the forms.

2.2 The exact number of addresses to be approached will depend on the proportion of
individuals identified as having a disability who we wish to interview and will
be established after the pilot work currently in progress. It is likely that
OPCS will aim to achieve around 10,000 interviews in the main survey.

2.3 The survey is intended to cover people with all types of disability,
mental, sensory and physical. The postal questionnaire asks partly about
difficulties people may have with everyday activities as a result of health
problems and disabilities, but also about some particular conditions which are
likely to have associated problems or disabilities.

2.4 The preliminary sift questionnaire will identify both children and adults with
disabilities. However, children will not be included in the main survey. A
separate follow-up survey of the children identified as disabled is under
discussion.

2.5 Although the initial sift questionnaire will not be sent to large institutions,
the survey will be extended to cover them. However, the methodology for the
mam survey will be developed first and then adapted to cover the institutional
population. The design of the survey of the disabled in institutions will be
the subject of a separate proposal.

3» The programme of work

3.1 USr!!*!1!? °^SO ^ haS included background reading and discussions with
hS? , Tu md outside DHSS on approaches to the identification of the
disabled and the assessment of disability. The postal sift questionnaire
designed to identify the disabled has undergone several revisions as a result
ll t°ZTta« eXPer?/"d Sma11 SCale trials' The «™»t versi™ w*s Postedto 3,000 addresses on 3rd September and a further 1,500 forms will be delivered
ana collected by interviewers starting at the end of September.

3.2 Discussions about the approach to assessing disability led to agreement on an
overall framework of areas of disability to be assessed. OPCS interviewers



carried out around 50 semistructured interviews using this framework. These
interviews were used to develop the detailed structured questionnaire to assess
disability now attached.

3.3 OPCS have talked to various parts of DHSS and to organisations representing
disabled people about the coverage of the survey. Two further questionnaires
have been drawn up as a result of the discussions but they have not yet been
piloted. The first covers informal care, contact with services and transport.
The second covers the social and financial consequences of disability. They
are described in more detail below. OPCS has worked closely with Dr Sally
Balwin of the Social Policy Research Unit at York University in designing
these questionnaires.

3.4 The design and management of a system to administer and control a postal sift
of some 100,000 addresses has required a considerable amount of work by OPCS.
Most elements of the system are being tried out during the current pilot stage.
Further testing of the computer system will be necessary in the New Year to be
ready for next March.

M.5 At the end of September 25 OPCS interviewers will start work delivering sift
questionnaires to a total of 1,500 addresses, collecting them and interviewing
disabled people identified from the sift forms up to a maximum of 250 inter
views in total.

3.6 Because this approach to a random sample of addresses will result in very few
people with less common disabilities being interviewed, OPCS are arranging to
interview people with specific disabilities contacted through organisations
representing different kinds of disabled people.

3.7 The OPCS interviews are attempting to assess disability as defined by the
ICIDH (for details of the approach see section 4). The approach is not the
same as that used by DHSS medical officers to assess people under the
Industrial Injuries or War Pensions schemes where "loss of faculty" is identi
fied and the disablement resulting from the loss of faculty assessed. However,
there is interest in comparing the OPCS approach with this approach and so
people interviewed by OPCS interviewers in October will be asked for their .
permission to be examined by a DHSS medical officer who will make a 'loss of
faculty' based assessment. These examinations are planned for November.

HT, Information collected from the assessment of disability questionnaires will be
put on computer and analysed to draw up scales of different disabilities based
on answers to questions in each section. The aim will be to first produce
individual scales and then to propose methods of combining them into one overall
assessment.

3.9 By the end of 1984 OPCS aims to have revised all the questionnaires in the light
of pilot work and this round of consultation. These will form part of a formal
costed proposal for the main stage survey.



14. Approach to the assessment of disability

k 1 Initially DHSS asked OPCS to design a method of assessment for the
survey based on the 'loss of faculty' approach used for the Industrial
Injuries and War Pensions schemes. For these schemes a medical officer
identifies a loss of faculty attributable to an industrial injury or
disease, service in the armed forces etc, assesses the disabilities
resulting from the loss of faculty and finally arrives at a figure of
percentage disablement on which a benefit is awarded. Definitions of
the terms used are as follows:

Loss of faculty 'Any pathological condition or any loss (including
a reduction; of the normal physical or mental function of some organ
or part of the body including disfigurement'.

, Disability 'Inability to do things or do them equally as well as a
person of the same age and sex whose physical and mental condition
is normal, which arises from a loss of faculty'.

Disablement 'The overall effect of the relevant disabilities, ie the
overall inability to perform the normal activities of life - the lose
of health, strength and power to enjoy a normal life'.

l».2 DHSS also asked OPCS to devise assessments based on the International
Classification of Impairments, Disabilities and Handicaps (ICIDH). OPCS
have found the ICIDH useful as a conceptual basis for thinking about
approaches to assessing the disabled.

The definition of impairment is similar to that of loss of faculty:

Impairment 'Any loss or abnormality of psychological, physiological
or anatomical structure or function'.

The two other terms are defind as:

Disability 'Any restriction or lack (resulting from an impairment)
of ability to perform an activity in the manner or within the range
considered normal for a human being'.

Handicap 'A disadvantage for a given individual, - resulting from
an impairment or disability, that limits or prevents the fulfilment
of a role (depending on age, sex and social and cultural factors)
for that individual'.

<4.3 OPCS considered that assessments of loss of faculty or impairment
are not appropriate for use on the survey because they require
clinical examinations, tests and judgements. It is not considered
feasible to arrange for all the subjects of the survey to be medically
examined. Moreover, disabled people themselves and organisations
representing their interests generally find questions about disability
more relevant than questions about impairment.



An impairment which does not result in disability or handicap is
not generally seen as a problem and may not even be mentioned.

4.4 The questions in the assessment of disability questionnaire have
been designed to cover all areas of disability and to identify
different levels of severity of disability within each area. OPCS
has drawn heavily on the Disability section of the ICIDH in drawing
up the questions but did not follow the same structure as the ICIDH
for all areas. Some parts of the ICIDH were considered too detailed
for survey purposes and others insufficientlydetailed. Moreover the
Disability scale seemed to cover two dimensions: disabilities in
carrying out particular types of movements and also the results of
such disabilities as they affect activities of daily living. OPCS
decided to cover the activities of daily living in a separate section
(section Q).

4.5 Each section of the questionnaire at present includes more questions
\J than will eventually be required. Analysis of the pilot data will

enable questions which form a scale of severity to be identified for
the main stage. However, some additional questions are included
which cover information needed for purposes other than the assessment
of disability eg details of aids and appliances used.

4.6 The information required to assess disability will be collected in
the course of the interview by OPCS interviewers. These data will
be subjected to a range of statistical analyses in order to produce
an overall assessment of severity of disability on a scale of between
six and ten points.

u



The sift questionnaire

.The attached questionnaire is intended to identify disabled people from
the general population who will subsequently be followed up and interviewed.
In order to obtain accurate estimates of the number of disabled people with
different types and severity of disability from the interview data it is
essential that all those of interest are identified at the screening stage.
However, it is less important if some people are interviewed who are not
ultimately of interest since they can by excluded from the estimates. The
sift therefore aims to be over rather than under inclusive. However this
cannot go to extremes because of the costs of interviewing extra people.
The approach implies that information obtained from the sift questionnaire
cannot be used directly as a source of statistical estimates. It is
intended to identify people with a sufficiently severe level of disability,
or health problems likely to give rise to disability, to be included at the
interview stage.

^The questionnaire attached here is for use at the feasibility stage of the
survey. Bather than just asking directly about disabilities it includes
other questions so that we can determine which questions work best in
terms of identifying people we would wish to interview. If it is found
that some questions only ever identify people who have already answered
positively to questions asking directly about disabilities these questions
may be omitted for the main stage.

Since the questionnaire will be sent out by post in most cases we have no
control over who in a household completes it. Therefore if the interview
is conducted with a different person from the form filler different answers
to the sift questions may be obtained at the interview stage.

We summarise below the aim of the main groups of questions included at the
feasibility stage.

Q 1-2 Information about the number and ages of all people in the
household will allow us to check the representativeness of the

j\ sample. At the feasibility stage all people aged 80+ will be
^-^ interviewed regardless of answers to the questionnaire to

check on the validity of negative answers.

9. 3 Multi-household addresses will be visited by an interviewer to
ensure that everyone at the address is covered by the sift.

Q 4 This question identifies people with a variety of functional
limitations from whatever cause.

Q 5 Although some of these items are about impairments rather than
disabilities it is expected that people with such impairments will
have an appreciable degree of disability but this is considered to
be an easier way of identifying people who we wish to interview.

Q 5 <j) - (m) We are particularly aware of the problems of identifying
6 ar,d 7 people with mental handicap or mental illness. Although

to be consistent we should identify them on the basis of
disabilities the sort of disabilities they are likely to
fcHve are difficult to ask about directly. Question 5



(j) - (m) may be answered by someone caring for people
with mental disabilities. Contact with services is
included as an alternative approach.

Q 8 This is included particularly to help identify the mentally
handicapped, but may also identify people with physical
disabilities.

Q 9 Although these questions are about handicaps they are included
at the feasibility stage as a check that people with these
problems have been identified by earlier questions because of
specific interest in these topics.

Q 10-12 These are to identify disabled children, who may also have
positive responses to the earlier questions. Q13 may turn out

> to be over inclusive in which case it can be modified.
o

Q 13 This question is particularly important at the feasibility stage
to identify people who appear to have been missed by the questions
so far.

Q 14-15 These questions check that anyone receiving a disability benefit
or on a register of disabled has already been identified elsewhere.

Q 16 Age is required here to elimenate children and possibly to sub-
.sample the elderly, and also to provide some information about
people we fail to interview. Main illness or disability is
included to help the interviewer identify the person to be
interviewed.

L>



6. The assessment of disability questionnaire

6.1 Content of the questionnaire

The questionnaire is divided into three parts. The first part asks
informants about their medical conditions: the symptons, diagnosis,
cause and nature of the complaint. The second part (Section A-P),
which constitutes the major part of the questionnaire, examines
specific areas of disability. These are discussed in greater
detail below. Section Q asks about the informants' difficulties
in carrying out daily activities covering self-care activities
(washing, dressing, feeding, toileting) and daily activities of
a more general nature (shopping, managing finances, using the
telephone). Section R, dependence on others, is not strictly
part of the assessment of disability. It covers an aspect of
handicap. The questions are based partly on the relevant part

lJ of the handicap section in the ICIDH, but it is also intended
to help assess eligibility for Attendance Allowance.

6.2 Questions on disability

Each of the sections A-P has a similar format. Initially we
establish whether the informant has the particular disability
and, if so, we then ask them more detailed questions to assess
the severity of the disability. Questions have been constructed
in an attempt to put all informants on a scale of severity for
each particular disability. For each disability we have asked
about several issues of which only some may eventually be used
in the construction of the scale. The choice of issues to be
used in the scale will depend on the analysis of the results
of the survey data. Ultimately, we aim to combine the separate
scales to produce one overall scale of severity of disability.
The disability sections are broadly grouped into physical, sensory,
and mental disabilities. Physical disabilities may result from
mental impairments and this is the reason why every informant is

i) asked the initial question of each disability section.

6.3 Sources of information

We have referred to several sources of information in constructing
this questionnaire.

(a) Classifications of disabilities

Apart from using the ICIDH in general as a conceptual basis, the
classification of disabilities (D) was consulted to ensure that
our coverage of disabilities was as comprehensive as possible given
the restrictions of length and detail required for a survey. The
physical independence section of the Handicap section underlies
Section R.



(b) Previous studies of disability

Previous studies of disability, most importantly the Harris survey
£aZ Lambeth studies, have been useful starting points, Ihey
Sve Generated ideas for questions and sometimes the questionsSsSv"! Bothsurveys'were especially useful for the sections
dealing with physical disabilities.

(c) Previous studies of specific disabilities

Although having far more detail than required previous studies
of specific disabilities were helpful in bringing our attention
tl Sues"hat^eeded to be considered. Of particular value were
surveys carried out on the visually handicapped (Cullinan, 1977;
Say and Todd, 1968), the hard of hearing Aff^tL^^cal^esearch1971; The National Study of Hearing conducted by the Medical Research

^ Council Institute of Hearing Research), and the mentally ill or
handicapped (J. Wing's Camberwell High Contact Survey, 1984; the
Mental Handicap Register used by the Westminster Medical School,
Goldberg's General Health Questionnaire).

(d) Disability surveys outside the UK

Astudy of disability in the Netherlands influenced our decision
toInclude endurance an aspecific disability topic. Asurvey of
Physical disability in New Poland provided detailed information
on^ne aidTand support required by physically "f>™^*-We have also included questions that are comparable «^h the OECD
indicators of disability as described by McWhmme (198D.

(e) A.D.L. Scales

For questions on activities of daily living we looked at several
of the more reliable ADL scales (Benjamin's Horthwick Park ADL
?ndex? 1976, Katz's Index of Independence in Activities of Daily

^ Living, 1976; and Donaldson's United ADL Evaluation form, 1973).
Tnere were two main problems with all the indices. First, tney
were designed for carers to fill in either at hone or in an
institution. Second, the daily activities consideredwere
frequently different. This prompted us to extract the ™re
questions and translate them into survey-type ju«"««• £her
questions from the ADL indices were then selected and treated
similarly,

(f) Comments from Voluntary organisations

For particular health problems/disabilities respective Pressure
groups were consulted. All wer* helpful in suggesting topics
for inclusion in the questionnaire.

In addition our own prepilot study hitfhligh-ed many key issues
which we niCht. otherwise have missed. Ideas suited oy medical
assessors for II and WI, (how :, cop, with the episodic nature of
-ome disabi?U.ies, and for which disabilities it was necessary to
ZZ ?hfundorfyinc csune) have nl*o been incorporated into the
questionnaire.



7. The care and services questionnaire

7.1 Content of the questionnaire.

There are three sections in the questionnaire. Section S coversthe
informal care provided by family, friends and neighbours living both
withiTand outside the household. Section Tcovers contact with health
£d socUl slices provided by both statutory and voluntary organisations.
Section U covers use of private and public transport.

7.2 Informal care.

This section asks factual questions about who provides informal
Sre, tneir age, sex, where" they live, brief details of what care
is provided and for how long, and over what period the carer has
oeen providing help. Questions about the effect of caring respons^ilxties

VJ on the carer have not been included as they were considered to be more
appropriately asked of the carer rather than of the dependant. The
questions were partly based on questions currently being designed for
the 1985 GHS.

7.3 Medical and social services.

Questions on frequency of visits to G.Ps, inpatient stays and outpatients
visits have been based on those requested by DHSS. Details of the health
and socialservices received have been divided into those that the disabled
person visits and those that come to the home. The frequency of contact
withal services is asked, and details of the length of time for which
the service is provided for relevant categories like home helps. Details
of almost to the disabled person will be recorded. Aa open question is
included asking for details of any additional service or any modification
to existing services required.

Aquestion aimed at establishing whether the disabled person is on the
Local Authority register of handicapped people is included, based on a

U stmSar question on the Amelia Harris survey. The section finishes with
questions on respite care, sources of information and membership of
organisations for the disabled and their families.

7.4 Transport.

The questions on private transport are factual and establish whether
the dependent person drives or is driven in an ordinary or an adapted
vehicle, and are based on those on the Amelia Harris survey Questions
on public transport are based on those being designed for the 1905
National Travel Survey and cover the difficulties people experience
in using public transport.



8. The financial circumstances questionnaire

8.1 General approach and coverage

This questionnaire covers in some detail the financial consequences
of disability, and also includes questions on some of the other
handicapping consequences of disability such as employment and
participation in social activities. Our approach to the assessment
of the financial consequences of disability is to view the expenditure
of the disabled in three broad categories:

a) expenditure on basic essentials eg housing, food, fuel.

b) direct costs of disability eg medicines, aids and appliances.

O c) other expenditure eg entertainment, holidays, hobbies.

Expenditure in categories (b) and (c) may also be higher because of
disability, or lower because the disability prevents certain activities.
Depending on level of income, a disabled person has more or less latitude
in the allocation of expenditure to the different categories.

We have not attempted to measure all categories of expenditure directly.
We aim to collect detailed information about the extra costs of disability
and expenditure on basic essentials, including extra expenses on basic
essentials because of disability.

We then ask a number of questions which provide information about a
variety of aspects of standard of living to assess the adequacy of
basic essentials such as food, fuel and housing, and other aspects
of life which may be affected by lack of money and/or the disability
itself.

Some of the questions provide information which can be viewed in
O several different ways. For example, if someone with mobility problems

and no car has to take a taxi for social occasions, the information can
be viewed as relating to the socially handicapping consequences of
disability, the extra costs of disability or standard of living. It
is therefore to some extent arbitrary which questions are asked in
which sections of the questionnaire; the structure of this questionnaire
should not be taken as a reflection of the conceptual structure under
lying it.

8.2 Structure of the questionnaire

The questionnaire is divided into seven sections:

A. Education and employment

B. Standard of living

C. Social and leisure activities

D. Extra costs

E. Income

F. Tenure and housing costs



G. Financial problems

8.3 Education and employment

This section covers factual information about educational qualifications
and employment. It also asks informants' views on their past, present
and iu?urrProspects of work. Questions A21 and A24 aim to find out
whether people of working age who have some prospect of working would
change their hours of work, or start work if there were a partial
incapacity benefit. We considered several alternatives to these
questions before deciding to try a direct question. However, we
will have no way of checking on the validity of answers to these
hypothetical questions.

8.4 Standard of Living

This section will enable us indirectly to measure the burden of
disability on a number of aspects of people's lives. The questions

^ have been selected from those used on surveys of the general population
so results for disabled people can be compared with those for the
population as a whole. The main sources for these questions were
as follows:

General Household Survey (OPCS)
Unemployment and Living Standards Survey (OPCS)
Breadline Britain Survey (London Weekend Television)
•Poverty in the UK Survey (Peter Townsend)

8.5 Social and leisure activities

This section covers the social handicaps arising from disablement
as well as the expense of any social activities. The sources for
these questions were as follows:

Poverty in the UK Survey (Peter Townsend)
Handicapped and Impaired in GB (Amelia Harris)
Physical disability survey 0981) Wellington Hospital Board
Area.

8.6 Extra Costs

The aim here is to obtain estimates of costs incurred solely on
account of disability (special costs) and additional expenditure
on some normal items (extra costs). Some extra costs are included
in other sections. For both special and extra costs we ask about
regular expenditure and occasional expenditure such as purchase of
equipment. We also ask about items that informants need and can t
afford. The first three questions are concerned with aids and
appliances. This overlaps with the services section and the relevant
services questions for aids and appliances are asked at this point
to avoid repetition.

The material for this section was supplied mainly by ourconsultant,
Dr Sally Baldwin, of the Social Policy Research Unit (SPRU), University
of York.

u



8.7 Income

This section covers both amounts and sources of income, enabling
us to distinguish people who are dependent on state benefits and,
if so, which benefits they are receiving. The questions are based
on those used on a number of OPCS surveys.

8.8 Tenure and housing costs

The questions distinguish householder and non-householders and
obtain information about the housing costs of each group. The
costs asked about are those actually incurred by the subject
(and spouse) net of any benefits, rebates or allowances.

8.9 Financial problems

Most of the questions in this section have been used on other
O surveys as indicators of financial stress. Answers to the last

four questions about needs, restrictions, unexpected bills and
windfalls will enable us to distinguish problems or expenditure
directly related to disability from more general items.
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