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NOTES

To preserve confidentiality it is has been necessary to change the names of the
disabled people whose circumstances are described in this report.

Where no source is given, the statistics are derived from the research by The
Disablement Income Group.

As is often the case with surveys about income and expenditure there were some
questions for which no information was recorded for certain respondents,
generally because the respondent was unable to provide the information
required. In these instances we have followed the procedure used by the OPCS
and have imputed amounts for the missing data at the level of the individual
items based on the average amount for people who had answered the question.

The Disablement Income Group holds the complete set of data for this research.



SUMMARY
The sub-headings in this summary correspond to the chapter headings.

The need for a study of the costs of disability

We describe the background to this research. We explain why we felt the OPCS
survey published in 1988 had seriously underestimated the financial
consequences of disability and we suggest three reasons why our brief 1988
study, undertaken in response, obtained different and higher results. We express
concern about the importance of the OPCS findings on Government policy
planning and we indicate the need for more indepth research.

Design of the study

We describe how we selected the sample and decided to include both people
with lower severity ratings than in our 1988 study and very severely disabled
people receiving help from the Independent Living Fund (ILF). We reveal some
of the characteristics of the sample and discover that we had a very different
sample from that of the OPCS, with many more non-pensioners than pensioners.

Sources and levels of income

We examine the income of the sample and compare its derivation with the
OPCS findings. We find we had a highly benefit-dependent sample. We also
discuss the anomalies in the OPCS severity ratings which in our sample do not
relate to likely extra costs.

The extra costs of disability

We identify capital costs and ongoing extra costs. We show how spending on
weekly extra costs generally rises with severity of disability. Our overall
findings are significantly higher than those of the OPCS - eight times higher for
the most severely disabled group in our sample.

People's perceptions of their problems
We confirm that non-pensioners in our sample were more likely to have

negative perceptions of their standard of living than pensioners. Our benefit-
dependent sample does tend to be in financial difficulties.



Selected case studies

We describe the circumstances of ten people in our sample. Their income and
extra costs are recorded in Appendix 1.

Conclusions

We summarise our main findings and the reasons for the difference between our
results and those of OPCS. We explain why we do not believe the OPCS report
should be used by the Government as the basis for making policy decisions on
disability benefits.



Chapter 1
THE NEED FOR A STUDY OF THE EXTRA COSTS OF DISABILITY

A major Government survey of disabled people was announced in April 1984,
On 2 April that year, after referring to the Government's review of
supplementary benefit and the reviews of child benefits and retirement pensions,
Mr Norman Fowler, then Secretary of State for Social Services, spoke to the
House of Commons about disability benefits:

"The largest remaining area within the social security programme is that of
providing disablement benefits. Here | propose a somewhat different approach.
With the ending of the invalidity trap, the introduction of war pensioners'
mobility supplement and our proposals for a severe disablement allowance, we
are making useful progress towards our declared objective of a more coherent
system. We shall continue to look for further practical steps in this direction.

But it is clear that in the longer term development of our policy would be helped
by more reliable information about the numbers of disabled people, their
circumstances and their needs. There has been no comprehensive study of the
extent of disablement in the population for 15 years, and even that excluded
some important groups. | therefore intend to take steps to fill this gap in our
knowledge by undertaking a full-scale survey. A feasibility study on this is
already under way." (Source: Hansard, 2 April 1984, Vol 57, Col 653.)

More detail about the aim of this survey appeared in the 1985 White Paper on
the reform of social security, which said that the Office of Population Censuses
and Surveys (OPCS) would carry out a survey

"to enable estimates to be made of the national incidence of physical and mental
disability, by age and degree of severity. It may also yield some estimates of the
incidence of the more common causes of disability. In addition the survey has
been designed to yield substantial information about the financial circumstances
of those interviewed - standard of living, the extra costs attributable to
disability, and income including receipt of benefits.

The full results of the survey are expected to be published in 1988, and will
provide the evidence needed for a review of provision for sick and disabled
people.” (Source: Reform of Social Security - Programme for Action, Cmnd.
9691, December 1985.)

In the period between the announcement of the surveys and the publications of
the results, that is to say between 1984 and 1988, the range of benefits available
to disabled people was radically changed by the introduction of the income



support scheme and the social fund in place of supplementary benefits. Thus as
regards providing evidence for a review of provision for sick and disabled
people, unfortunately a significant amount of the financial information from the
OPCS surveys was obsolete by the time the results were published.

Even more importantly, the published results of the OPCS survey, including the
now well-rehearsed finding that the average extra costs of disability amount to
only £6.10 per week, contrasted sharply with the experience of the disabled
people with whom The Disablement Income Group (DIG) is in contact. OPCS
appeared seriously to underestimate the extent of need among disabled people.
Since the Government had awaited the results of this survey before embarking
on a major review of benefits it was immediately obvious that a study should be
undertaken to examine the reasons underlying the OPCS findings.

In November 1988 DIG carried out what might best be described as a small
preliminary study of severely disabled people (NOT the OPCS survey: being
disabled costs more than they said Thompson, Buckle and Lavery) and
uncovered significantly higher extra costs of living due to disablement than the
OPCS had reported. We therefore recommended that further, in-depth research
should be carried out. In the summer of 1989 we resolved to carry out that
further research ourselves. This report is the result of the study.

The history of surveys of disabled people

The first OPCS survey (Harris, Cox and Smith 1971; Buckle 1971) was carried
out almost two decades ago. Since then there have been several important
developments in social security for disabled people. In 1971 a long term benefit
to replace earnings was introduced (invalidity benefit or IVB) and this was
followed in 1975 by its counterpart for people who had not paid enough national
insurance contributions to qualify for IVB (severe disablement allowance or
SDA). In 1970, 1973 and 1976, respectively, higher and lower rate attendance
allowances and mobility allowance were introduced. These last two benefits
were designed to cover some of the expenses to which disability gives rise. The
higher rate of attendance allowance is currently paid at the rate of £32.95 per
week, lower rate attendance allowance at £23.30 per week and mobility
allowance at £24.40 per week. While the aim of mobility allowance is to help
disabled people get out and about, replacing the provisions of the invalid vehicle
service, the purpose of attendance allowance has been less clear. It was
generally intended to help with the extra costs of disablement, equating greater
need with a decreasing ability to look after oneself.

The first OPCS survey (Harris et al 1971) made no attempt to quantify the extra
costs of disability. It did, however, establish that disability gives rise to extra



costs. The survey showed that just over 3 million people (3,071,000) aged 16 or
over and living in private households were suffering from some physical, mental
or sensory impairment.

In this survey the sample included people with a limb or part of a limb missing;
people who were bedfast or housebound; people who needed a lot of help with
using a toilet or with personal care or dressing; people who had difficulty
walking without help, kneeling, bending or going up and downstairs; people
who had difficulty in feeding themselves or gripping or holding things; people
who suffered from some permanent disability, including blindness, which
stopped or limited their working or getting about or taking care of themselves. It
dealt with physical impairments that limited the lives of disabled people in some
way. One of the main purposes of this first study was to estimate the number of
people who might qualify for attendance allowance, which was just being
legislated for, so the scale used to measure a degree of disability was based on
ability for self-care. Eight categories of "handicap” were identified. Those in
categories 1 to 6 were described as handicapped, while those in categories 7 and
8 were described as impaired but not handicapped.

It was estimated that there were 1,942,000 people who were impaired but not
handicapped, and 1,130,000 who were handicapped.

The second OPCS study (Martin, Meltzer and Elliot 1988; Martin and White
1988) was a large scale survey and set out to identify the prevalence of
disability and then to look at the financial circumstances of disabled adults. One
hundred thousand addresses were screened to identify people with some form of
disability and 10,000 disabled people were interviewed at the second stage. The
fieldwork was carried out in 1985. The OPCS researchers estimated that there
were 6.2 million adults in Great Britain with one or more disabilities. Of these,
5,780,000 live in private households and the remaining 422,000 live in
communal establishments.



The researchers acknowledge that their estimate is much higher than the
estimate obtained by the first OPCS survey. The second survey was much wider
in scope than the first.

It covered all kinds of disability, whatever the origin, and used a very low
threshold of disability that obviously, as the report itself stated, "leads to high
prevalence”. The survey distinguished 13 different types of disability:
locomotion, reaching and stretching, dexterity, personal care, continence,
seeing, hearing, communication, behaviour, intellectual functioning,
consciousness, eating (including drinking and digestion) and disfigurement.
The severity of disability within each of these 13 categories was established and
then the three highest of the 13 scores combined according to the following
formula: worst plus 0.4 (second worst) plus 0.3 (third worst). This gave "an
overall score from which people were allocated to one of ten overall severity
categories (category 1 least severe, category 10 most severe)".

Table 1.1
Estimates of the number of disabled people in private households
Severity category No of disabled people in private households

1 (least severe) 1,186,000
2 824,000
3 732,000
4 676,000
5 679,000
6 511,000
7 447,000
8 338,000
9 285,000
10 (highest) 102,000

Total 5,780,000

Source: Table 3.1, Martin and White 1988

Thus the largest numbers are in the least severe categories and the smallest
numbers in the most severe. Someone who has difficulty following conversation
against background noise or someone who cannot see well enough to recognise
a friend across the street is defined as disabled and as in category 1. In category
2 would be someone who cannot walk 200 yards without stopping or severe
discomfort and category 3 includes someone with high-tone deafness in both
ears or someone who has difficulty putting either hand behind the back to put a
jacket on or tuck a shirt in and who has difficulty getting in and out of bed.



Because it is hard to believe that in less than two decades the incidence of
disability among the adult population has doubled, it is worth considering
whether the threshold of disability used by OPCS in 1988 was too low.
Certainly in categories 1 to 3 there are disabled people who might be considered
as having an impairment but whose daily living activities are not severely
restricted. Of the disabled adults in Great Britain identified by OPCS, 2,742,000
are in the least severe categories. However, there are 3,038,000 disabled adults
in categories 4 and over living in private households - a figure that is very close
to the estimate of 3,071,000 made by the first OPCS survey. It should be borne
in mind that there has been an increase in the size of the total population since
1971.

Nevertheless, the level of disability threshold is important, because any study of
the financial circumstances of disabled people which includes people who
would not even consider themselves to be disabled is liable to distort the picture
of need amongst significantly disabled people once averages are taken. This
distortion almost certainly contributed to the low estimate of extra weekly
expenditure by disabled people (rising from £3.20 for people in category 1 to
£11.70 for category 10 with an average of £6.10). The distortion probably also
contributed to the very high proportion of the sample (70%) who were quoted in
the second report of the OPCS study as saying they were satisfied with their
standing of living (Martin and White 1988).

The surprisingly low average extra costs that were reported require examination.
The inclusion of a large number of people not traditionally perceived as disabled
was one factor in producing such low responses. But there is another, equally
significant, factor. As already indicated, attendance allowance and mobility
allowance had been introduced to help significantly disabled people with some
of the costs arising from their disability. But only 13% of the sample received a
benefit paid to help meet these extra costs: 8% received attendance allowance
and 7% received mobility allowance. Only 2% of the sample were sufficiently
disabled to receive both benefits. Receipt of these two key disability benefits is
related to severity of disability but only amongst those in the two highest
severity categories were more than half receiving any disability cost benefit.
Indeed, as many as 26% of those in category 10 were not receiving attendance
allowance. The significance of, having either of these two benefits as financial
resources should not be underestimated. Expenditure on extra costs is, to a large
extent, dependent on available income. You cannot spend what you do not have.
But for 87% of the OPCS sample there was no such income available.

DIG's decision very soon after the publication of the second OPCS report, to
undertake its own small study of people with severe disabilities was encouraged
by the statement in the OPCS report that the proportion of disabled people



claiming to have extra expenditure is sensitive to the interview techniques used.
"In general it has been found that small-scale studies using semi-structured
interviews, often carried out by the researchers, find higher proportions than
large-scale studies using structured interviews carried out by professional
interviewers."

Previous DIG studies

Indeed, DIG's experience over 15 years of research into the financial
consequences of disability, and its day-to-day contact with disabled people
through its Advisory Service, had already revealed a very different picture from
that drawn by the OPCS.

DIG has made a speciality of studying the extra costs of disability. Hyman
(1977) found that the extra costs of wheelchair users amounted to £14.13 per
week. Stowell and Day (1983) found that shopping cost disabled people an extra
£3.36 per week. A study of mentally handicapped living (Buckle, 1984) showed
that the average weekly expenditure resulting from mental handicap amounted
to £19.50 per week. This last figure, which was calculated at 1981-82 prices,
was in itself more than three times the average weekly extra expenditure of
disabled people found by the OPCS survey.

DIG's 1988 study

We wanted, therefore, to ascertain if and how the responses of the OPCS
structured standardised questionnaire would vary from those of a DIG semi-
structured unstandardised questionnaire used typically in small-scale in-depth
studies. The results of this work are reported in NOT the OPCS Survey: being
disabled costs more than they said Thompson, Buckle and Lavery 1988). The
DIG study, carried out three years after the OPCS one, concentrated on a small
sample of 13 people from our Advisory Service case-files who would have been
in categories 9 and 10 of the OPCS scale (and perhaps in even higher categories
had they existed) and who were all receiving attendance allowance and/or
mobility allowance.

We looked at the main areas of extra costs examined by the OPCS survey (home
services, unprescribed medication, laundry, clothing and bedding, food, fuel and
travel). Using an interview schedule based on the OPCS questionnaire we



found the extra costs incurred to be 4.5 times higher than OPCS' own survey
reported for people in disability categories 9 and 10 (£41.81 compared with
£9.50). Using a questionnaire based on DIG's schedule we found the costs to be
nearly 7 times higher (£65.92 compared with £9.50).

We suggest there were three particular reasons why our findings differed so
much from those of the OPCS study.

*We only interviewed people with significant disabilities.

*Qur sample were very aware of their financial situations. We were not
attempting to provide national estimates of representative disabled people, but
rather the true costs of disability to the individual. Our sample, all well known
to the DIG Advisory Service, were in a particularly strong position to talk about
their financial situation because they were not under-claiming benefits,
understood the system and were thus likely to give us more accurate
information.

*We took much longer to carry out individual interviews than OPCS did. Whilst
there can be no dispute that the OPCS survey attempted to gain a full picture of
the extra costs of disability, the questions on the extra cost of disability were
only one part of an interview schedule the whole of which, we understand, took
on average one and a half hours to complete. Our own experience is that to get a
complete picture of costs much more lengthy and detailed questioning is
required; this of course is why the small-scale, in-depth study can produce the
higher findings. What is interesting is that we found the OPCS questionnaire
was capable of eliciting useful information from people with more serious
disabilities.

In short, we had confirmed OPCS' own suggestion that findings of research
studies of this type are sensitive to the interviewing techniques used.

We went on to argue that it would be inappropriate, therefore, to use the OPCS
findings on their own as the basis for making policy decisions about benefits
designed to meet extra costs. We said that they must be supplemented by other
information about the high extra costs of disability and that what was needed
was an in-depth study of disabled people, using the research techniques we had
shown to work and concentrating on a sample of disabled people with
disabilities causing significant extra costs, and that probably meant from OPCS
category 4 upwards.



The urgent need for a new, in-depth study was further amply emphasised by
responses from Government Ministers to the OPCS findings they were to use
for their review of benefits. "Now that we can look at them [OPCS reports] we
find that in terms of financial circumstances, about 70 per cent are satisfied with
their standard of living, few are in financial difficulties and the allowances paid
for the extra costs of disability, such as attendance allowance and mobility
allowance, more than cover the extra cost incurred.” (Source: Hansard, House of
Commons, 23 October 1989, OA, col 464.)

For an organisation that has had the need for a national disability income,
including a disablement costs allowance, at the heart of its campaign for over 20
years, the message was clear. Unless more accurate information about the extra
costs of disability could be gathered the chances of real improvements in
disabled people's standards of living would be slight indeed.

We decided to carry out this new study ourselves and the results are reported
here.



Chapter 2
DESIGN OF THE STUDY

Preparation for the study and the selection of the sample began in September
1989. Because the earlier DIG study (1988) had concentrated wholly on
disabled people who would have been in categories 9 and 10 of the OPCS
survey we decided, this time, to interview a somewhat larger sample and
identify the extra costs incurred by less severely disabled people. In addition, we
wanted to look at the extra costs incurred by people whose severity rating would
have been higher than 10, had such a rating existed. So we included very
severely disabled people receiving help from the Independent Living Fund (ILF)
in the sample.

The most severely disabled people in the sample were selected by the staff of
the Independent Living Fund itself, which contacted beneficiaries directly and
sent an outline of our proposed study. The others were selected by DIG's
Advisory Service and the advisory service of DIG (Scotland).

Factors affecting the sample

We decided at the outset that we would try to obtain our sample from various
parts of Great Britain. We also wanted to interview people living in different
locations - for example, inner cities, urban areas and rural areas. Our first -
decision, therefore, was to choose West and South Yorkshire, East Anglia,
London, southern England, West Wales and Edinburgh and the Lothians as the
areas of the country in which we would do our interviewing.

We could not, of course, select a random sample. But we felt that, where
possible, we should interview people who had had only slight contact with us.
In the London office of DIG we selected people living in England from a list of
names and addresses of people who had been in touch with us following. a
television programme which had featured DIG. Whilst this group had shown
some initiative in contacting us they had not otherwise shown particular interest
in, or knowledge of, their financial situation. Indeed, we knew very little about
them except that at the time the new income support scheme was to be
introduced they were concerned about possible rights to supplementary benefit,
and we had sent an information pack.

The Welsh sample was chosen with the assistance of our DIG Llanelli-Dyfed
branch, who were asked to locate disabled people who were unlikely to be
receiving either of the two disability costs benefits. And in Scotland the sample
was selected from the files of DIG Scotland's Advisory Service, again selecting
people who were unlikely to be receiving these benefits.



The ILF was asked to select disabled people who were its regular beneficiaries
and living in the areas prescribed.

The total number of people interviewed was 87. Interviews took place in
November 1989 and lasted 1 hour 45 mins on average. Appointments were
made before the interviews. Respondents showed a high degree of commitment
to the lengthy and detailed interview and many were at pains to ensure the
correctness of the information that was recorded. A few of the questionnaires
were not fully completed during the interview (for example, information was
not to hand at that time), but in most of these cases further verification was
sought directly by the researchers and any gaps subsequently filled.

It is fair to say that because our sample either had had earlier contact with DIG,
although not necessarily sustained, or were beneficiaries of the ILF on a regular
basis, that they could have had a greater awareness than most people of their
financial situation, budgeting and unmet needs. This is likely to be in contrast
with the sample used by OPCS, who chose from a completely random group
who may not have had similar levels of awareness. Whilst we recognised early
on in choosing the sample that this might be a possibility we felt, nevertheless,
that it could have a positive effect and be more likely to lead to correct
perceptions of disability-related expenditure and the overall financial
consequences of disability, as we had already shown in our 1988 study.

The design of the questionnaire

The questionnaire was based on the one used by OPCS. However, it was
augmented by "prompting"” questions and questions designed to elicit
explanations for certain responses, a procedure which DIG has used in previous
research studies. Although this was essentially to be a quantitative study, there
was scope for qualitative responses to be recorded. A copy of the questionnaire
we used is reproduced at Appendix 3.

Age and sex of the sample

The total sample consisted of 36 males and 51 females, ranging in age from 19
to 92.



Table 2.1

Age distribution of the sample

Age group No in sample %
16-24 3 4
25-34 14 16
35-44 15 17
45-54 22 26
55-59 9 11
60-64 8 9
65-74 9 9
75+ 7 8
Base 87 100

74% of the sample were of working age. This is in sharp contrast with the
sample used by OPCS of whom 69% were aged 60 or over.

Marital status of the sample

Table 2.2 shows that just over half the sample were married.

Table 2.2

Marital status of the sample

Marital status No in sample %
Married 49 56
Not married 38 44

Base 87 100



Household tenure

As Table 2.3 shows, 49% of the sample lived in owner occupied
accommodation. In the OPCS survey this figure was 46%. Certainly people in
our sample were less likely to own their own homes than in the general
population, of whom about 68% are owner-occupiers.

Table 2.3
Household tenure

Household tenure No in sample £

Owner with mortgage 34 39
Own outright 9 10
Rent from council 29 33
Rent from housing association 7 8
Rent from private landlord 4 5
Rent and rates free 1 1
Other 3 4
Base 87 100

Household situation

We have used the same family-type classification as OPCS. This was based on
the status of the head of household.

As Table 2.4 shows, only 21% of the families in our sample were headed by a
pensioner. This contrasts sharply with the OPCS study in which 62% of the
families in the sample were headed by a pensioner. However, the internal
distribution of our sample within the non-pensioner groups is similar to OPCS
[cf OPCS Table 2.6].



Table 2.4

Family type
Status No in sample %
Non-pensioner unmarried 20 23
no children

Non-pensioner unmarried

with children 3 3
Non-pensioner married
no children 32 37
Non-pensioner married
with children 1 16
Pensioner unmarried

12 14
Pensioner married 6 7
Base 87 100

The fact that we had far fewer pensioner households in our sample will prove to
be significant when we look in detail at our findings.

Disability of other household member

In 29% of the sample households there was at least one other member suffering
from a disability or longstanding illness. In 20 households (23%) these
conditions were serious enough to limit activities in some way.

Working status

Table 2.5 describes the working status of the disabled person. The OPCS survey
had shown that disabled adults under pension age were less likely to be in paid
work than adults in the general population. 31% of the OPCS sample of non-
pensioner disabled adults were working and this proportion, they found, fell
with increasing severity of disability. However, only 7% of the DIG sample was
working.



Table 2.5
Work status of disabled people

Status Below pension age  Above pension age
Full time 3 -
Part time 4 -
Unemploved, seeking work 3 -
Unemployed, -

: 22
not seeking
work 5
Sick 47
Retired 9 95
Other 12 -
Base 69 18

Table 2.6 describes the working status of the head of the household, who may
not necessarily, of course, be the disabled person (the disabled person was head
of household in only 40% of the sample).

Table 2.6

Work status of head of household
Status No in sample %
Full time 24 28
Part time 3 4
Unemployed, seeking work 1 1
Unemployed, not seeking work 7 8
Sick 14 16
Retired 22 25
Other 16 18

Base 87 100



Total income of household

Table 2.7 shows the total weekly income of the sample households in bands of
£50 up to £250 and thereafter in £100 bands. It can be seen that almost half of
the sample (46%) had net income of between £100 and £200. This figure
excludes housing benefit.

Table 2.7

Total income of household

Income £ per week No in sample %
Less than 50 4 5
50-100 13 15
100-150 22 25
150-200 18 21
200-250 13 15
250-300 7 8
300-400 8 9
400+ 2
Base 87 100

Socio-economic grouping

The Registrar General's classification of socio-economic groups provided the
reference point for the classification of our sample:

A Employers and managers
B Professional workers

C Lower non-manual

D Skilled manual

E Semi-skilled manual

F Unskilled manual.



Table 2.8
Socio-economic group of head of household

Table 2.8

Socio-economic group of head of household

Socio-economic group %

No in sample

o) 8 9

A 6 7

B 3 3

C 28 32
D 24 28
E 15 17
F 2 2
Base 87 100

As Table 2.8 shows, the sample contained a very small proportion (10%) of
people in the higher socio-economic groups, as compared with 16% in the adult
population as a whole (1987 British Social Attitudes Survey).

9% of the sample are not classified. This is because either they did not give
adequate information, or they did not have a classifiable occupation, or they had
never worked.

Severity of disability

The severity ratings were assigned in accordance with the OPCS method and the
interviews with the sample included the same questions posed by the OPCS in
its first survey to establish the severity of disability, as described in chapter 1.
The sample used by the OPCS for its study of the financial circumstances of
disabled adults contained large numbers of disabled people in the lower severity
categories, as Table 2.9 shows.



Table 2.9

Numbers of disabled people in OPCS study according to severity category

Category No in OPCS sample
1 (lowest) 2,025

2 1,437

3 1,284

4 1,167

5 1,169

6 880

7 783

8 569

9 508

10 (highest) 157

Total 9,979

Source: Table 4.11, Martin and White 1988

The DIG sample proved to be completely different in its nature, with no-one in
a category lower than 3 and a majority falling into the higher OPCS categories
as in Table 2.10.



Table 2.10

Severity ratings for sample

Category No in sample %
3 2 2
4 6 7
5 6 7
6 13 15
7 12 14
8 13 15
9 19 22
10 16 18
Base 87 100
Summary

Two important points distinguish our sample from that of OPCS. The first is
that in our sample we had many more non-pensioners than pensioners, whereas
the ratio was the other way round in the OPCS study. The second is that the
people in our sample were more severely disabled than those in the OPCS study.
Both these factors were to prove to be important.



Chapter 3
SOURCES AND LEVELS OF INCOME

In this chapter the income of the sample is examined, including its sources. We
collected information about cash income only and did not assess the monetary
value to the individual of either services or help provided in kind. Information
was collected about net income - but not about housing costs or housing benefit,
which are usually treated separately when entitlement to social security benefits
is considered.

We have used the same definitions of family unit as OPCS: non-pensioners and
pensioners. These are defined according to whether the head of household is
over retirement age.

Income from earnings and other sources

Table 3.1
Number of earners in the family unit and average net income from earnings by family type
Number of Family type
earners
Non-pensioners Pensioners All adults
Unmarried Unmarried Married Married Unmarried Married
no with no with
children children children children
No earners 90 (33) 59 21 100 (100) 68
One earner 10 (67) 31 79 - - 29
Two earners - - 9 - - - 3
Total 100 (100) 100 100 100 (100) 100
Average net weekly income from
£11.00 £45.23 £79.00 £95.64 ) - £48.53

Base 20 ( 3) 32 14 12 (6) 87




Only 7% of disabled people living in non-pensioner family units were working.
Like the OPCS survey, our study suggests that disability adversely affects the
chances of disabled people working. Table 3.1 shows the number of earners in
different types of family and the average net weekly income from earnings.
Altogether only 32% of disabled adults lived in non-pensioner family units in
which at least one person was working. In the OPCS survey 52% of disabled
adults lived in a non-pensioner family unit where at least one person was
working [OPCS, Table 3.3]. (All references in square brackets are to tables in
OPCS 1988.)

Table 3.2

Proportion of disabled adults and families receiving income from earnings and other sources:
non-pensioner and pensioner family units

Source of income Non-pensionerPensioner All family units
family unit ~ family unit

Proportion receiving income from each source:

Earnings from employment 9 - 7
Earnings from self employment 2 -

Income from lettings - - -
Income from maintenance 5 - 3
Income from trust fund 1 - 1
Income from Government training 1 1
allowance )

Occupational pension 10 5 9
Private pension 1 10 3
Spouse earnings from employment 28 - 22
Spouse earnings from self 8 i 6
employment

Spouse income from lettings 1 - 1
Spouse income from maintenance 3 - 2
Spouse income from trust fund - - -
Spouse income from Government - - -
training allowance

Spouse occupational pension 6 15 8

Spouse private pension

Base 67 20 87




Table 3.2 shows the proportion of income from earnings and other sources for
non-pensioner and pensioner family units. In 28% of non-pensioner family units
the spouse was working. The most common other source of income was an
occupational pension from a former employer.

Income from benefits

The majority of the sample (68%) lived in family units where there was no
earner. In the OPCS study this figure was 78%. Inevitably the main source of
income for these families was state benefits.

Since the OPCS carried out its survey the social security system has been
radically changed. Supplementary benefit was replaced in April 1988 by income
support, with fixed payments for specific groups of disabled people. For
example, in addition to a weekly flat rate of benefit a disability premium is paid
to people receiving attendance or mobility allowance or severe disablement
allowance. Family credit has also replaced family income supplement. We
found it easier, therefore, than OPCS did, to identify precise types of income.
Some of the sample were still unsure, however, which benefits they were
receiving and how much each was worth. Benefit order books do not show these
benefits separately and so further verification and checking were necessary after
the interviews in some instances.

As with the OPCS survey, the majority of the family units in our sample were
receiving at least one benefit. Most of the family units in the OPCS survey were
receiving retirement pension. Table 3.3 shows that in our survey, with our lower
proportion of pensioners, the proportion of family units receiving retirement
pension was 20% [OPCS Table 3.4]. In Table 3.3 the receipt of benefit from the
Independent Living Fund (ILF) is also indicated as a benefit for the costs of
disability (in the case of the ILF for personal care and domestic assistance). The
ILF was not in existence when the OPCS collected its data.

Nearly all the pensioner family units (95%) received a general income
maintenance benefit (mainly retirement pension) which was supplemented in
65% of cases with income support. 67% of disabled adults in non-pensioner
family units were receiving a disability-related income maintenance benefit
(mainly invalidity benefit or severe disablement allowance). These last two
benefits are paid to disabled people who are unable to work. This contrasts with
the OPCS finding that only 35% of such family units were receiving a
disability-related benefit [OPCS Table 3.4].

Table 3.3 shows that 82% of our disabled adults were receiving at least one of
the disability costs allowances.



Table 3.3

Proportion of disabled adults and families receiving each benefit: non-pensioner and

pensioner family units

State benefit Non-pensioner Pensioner All family units
% % %
Proportion receiving each benefit:
Child benefit 22 - 17
One parent benefit 2 - 1
Any child benefit 22 - 17
Family credit - - -
Income support 40 65 46
Retirement pension 5 70 20
Unemployment benefit - - -
Sickness benefit - - -
Invalid care allowance 10 - 8
Other 3 5 3
Any general income maintenance
benefit 42 95 60
Invalidity benefit 24 10 35
Severe disablement allowance 22 30 25
Industrial disablement pension 5 - 3
War disablement pension 2 - 1
Any disability-related income
maintenance benefit paid to
disabled adults 67 40 61
Disability-related income
maintenance benefit paid
to spouse only 5 5 5
Attendance allowance 37 75 46
Mobility allowance 73 40 66
Independent Living Fund 25 45 30
Any disability costs allowance
paid to disabled adults 84 75 82
Disability costs allowance
Paid to spouse only - - -
Base 67 20 87




Mobility allowance cannot be claimed after the age of 65, although it can be
received until the age of 80, and so more respondents in non-pensioner family
units were receiving it than respondents in pensioner family units (73%
compared with 40%). Such regulations do not exist in respect of attendance
allowance so the proportions are different (37% compared with 75%).

Anomalies in OPCS severity ratings

In Table 3.4 we show receipt of attendance allowance and mobility allowance
by OPCS severity category. Because receipt of these benefits is generally an
indication of greater severity of disability it is not surprising that a large
majority of disabled people in severity category 10 (88%) were receiving
attendance allowance and 68% receiving mobility allowance.

It is more unexpected, however, that some respondents in categories 3 and 4
were receiving mobility allowance, especially as receipt of this allowance is one
of the passporting benefits to severe disablement allowance which otherwise
requires a severity rating of 80% disability on the loss of faculty scale. The case
in severity category 3 receiving mobility allowance was a man with heart
disease and diabetes who cannot walk farther then 50 yards without stopping or
severe discomfort. One case in category 4 was a woman with Ehlers-Danlos
syndrome, thrombocytopenia and scoliosis who cannot walk 200 yards without
stopping and who needs to hold onto something to keep balance. A second case
in category 4 was a man with severe coronary heart disease, angina, osteo-
arthritis, ulcerative colitis and hyper-tension. He cannot walk more than 50
yards and has problems with continence and digestion. A third case in category
4 was a man with ankylosing spondylitis and chronic renal failure who always
needs to hold onto something to keep balance and cannot walk more than 200
yards without stopping or severe discomfort and who also has problems with
dexterity and digestion.

Also interesting is the case in severity category 5 who was receiving the higher
rate of attendance allowance. This is a man with chronic bronchitis and
emphysema who needs to take oxygen for 15 hours per day. His walking is
extremely limited and he needs to hold onto something to keep his balance. He
has problems with reaching and stretching and cannot wash his hands and face,
or dress and undress, without assistance.

Since attendance allowance is also considered as a passporting benefit to severe
disablement allowance it is surprising that the severity rating here is also so low.



Table 3.4

Receipt of attendance allowance (higher or lower rate) and/or mobility allowance by severity

category and whether under/over pension age

Receipt of attendance
allowance (AA) &
mobility allowance
(Mob A)

Higher rate AA
Lower rate AA

All receiving AA
All receiving Mob A

Base

Higher rate AA
Lower rate AA

All receiving AA
All receiving Mob A

Base

Higher rate AA
Lower rate AA

All receiving AA
All receiving Mob A

Base

Severity
category

3 4 5
% % %

Proportion under pension age receiving:

- - 20

i i 20
100 50 60

1 6 5

Proportion over pension age receiving:

6
%

10
10
80

10

67
67
33

3

7
%

20
20
80

10

100
100
50

2

8
%

50
50
25

4

Proportion of all disabled adults receiving:

- - 17

- - 17
50 50 50

2 6 6

23
23
69

13

33
33

75

12

15
15
54

13

%

39
39
77
85

13

50
50
100
50

42
42
84
74

19

10
%

79

86
79

14

100

100

81

88
68

16

All
disabled
adults

25
13
38
75

68

26
47
74
32

19

25
21
46
66

87



There could have been differences in the responses given to our interviewer
from those given earlier to an examining medical officer in relation to the
benefit application. It is also possible that the method used by the OPCS in
assessing severity led to these inconsistencies. If this last point is the case then
clearly a question arises over the nature of the OPCS assessments.

Figure 3.1

Proportion of disabled adults receiving attendance allowance and/or mobility
allowance by severity category
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One of the problems with an OPCS-style severity rating is that it does not relate
to likely extra costs. People with locomotion problems but with few other
difficulties score a very low severity figure yet they qualify for mobility
allowance in respect of their extra costs. We would suggest that the OPCS
severity ratings are not an adequate means of identifying disabilities that incur
extra costs, nor can they reliably identify the proportion of people who have
such disabilities.

Proportion of income from different sources

Table 3.5 shows the average amounts of income from each of the three main
sources (earnings, benefits and other) by family type.



Average income for the whole sample was £182.32 per week. Since none of the
pensioner families was working, all were dependent on benefits for their main
income.

Table 3.5
Average weekly income from different sources by family type
Source of Family type
income
Non-pensioners Pensioners All
disabled
adults
Unmarried Unmarried Married Married Unmarried Married
no children  with no with
children children children
£ £ £ £ £ £ £
Earnings 11.00 45.23 79.00 95.64 - - 48.53
Benefits 144.05 158.25 111.98 113.37 122.70 134.44 124.20
Other sources 10.55 28.30 10.44 2.37 7.92 12.78 9.59
Total income 166.61 231.78 201.42 211.38 130.62 147.22 182.32
from all
sources
Base 20 3 32 14 12 6 87

Benefit income generally increases with severity of disability. This is because
the incomes of severely disabled people are likely to be increased by the receipt
of attendance allowance, mobility allowance and ILF funding.

A comparison of this table with OPCS Table 3.15 shows that families in our
sample were much more heavily dependent on benefits as their main source of
income.

Summary

These findings confirm the importance of benefits as an income for disabled
people. Clearly, we had a sample for whom benefits were a primary source of
income. Even in the case of married non-pensioners with children in our sample
there was a heavier reliance on benefits than in the same group in the OPCS
study.



This dependence on benefits is in many respects unsurprising because the kind
of people likely to be in touch with DIG are those for whom benefits are
important. What is clear is that for this benefit-dependent sample any decisions
the Government makes about benefits are going to be crucial.



Chapter 4
THE EXTRA COSTS OF DISABILITY

OPCS estimated that the average weekly costs of disability for all its sample
were £6.10, ranging from £3.20 for people in category 1 to £11.70 for those in
category 10. In this chapter we demonstrate what happened when we re-
examined those findings with our sample. We show the results of our research
in three separate stages: first, capital costs; second, ongoing weekly costs; third,
unmet needs.

Capital costs include expenditure on the large and small items which were
purchased infrequently. Some of the items were fairly specific to disability,
while others were items of general household equipment. These general items
are more of an essential than a luxury for many disabled people, however.

Certain respondents had difficulty giving a precise answer to some of the
questions about the ongoing costs of disability. Although our use of semi-
structured interviewing techniques helped to encourage clear thinking about
individual items, nevertheless some respondents who said they incurred extra
costs for a particular item were unable to specify the actual amount. OPCS had
the same problem and we adopted a procedure similar to theirs. In these cases
we imputed an average expenditure, based on the average of those who had
answered the particular question fully and who were in the same combined
severity groups.

Capital costs

OPCS collected the information on lump sum purchases only where they had
been made during the previous twelve months. However, because of the
relatively small size of our sample and the fact that some purchases are highly
infrequent, we thought it was not practical for us to collect information on
capital costs incurred only in the past year. The information we collected about
capital expenditure thus related to a period within memory, and we have not
revalued the cost. The information does indicate, however, the extent of need
among disabled people to purchase equipment and gadgets for themselves.



The main items in this category were as follows:

vision aids

communication aids
equipment and daily living aids
adaptations to car

central heating

This list does not exactly coincide with that used by OPCS but reflects the
understanding of DIG's Advisory Service of the more usual capital costs
incurred by a generality of disabled people. Although OPCS attempted to collect
information about capital purchases for items non-disabled people might also
use, they did not report on this. We felt that such purchases might be significant
and so our definition of "equipment and daily living aids" includes:

environmental controls microwave oven
stairlift washing machine
rails freezer telephone
hoist gadgets

special mattress

special chair

However, we did not include surgical aids or powered indoor or outdoor
wheelchairs as OPCS did, because in our experience very few disabled people
can afford to buy such expensive items.

Table 4.1 shows the proportion of people with expenditure on equipment and
aids by severity category. It shows a large majority of people purchasing
equipment and daily living aids, with the average total paid for all capital
purchases closely related to the severity rating.

The average amount spent by our sample was £748, with the least spent £20 and
the most £2205.

In addition to these costs, 54% of the whole sample owned a car because of their
disability. For people receiving one or more of the disability costs benefits the
proportion rose to 61%, with 19% of these purchasing a car through Motability,
a voluntary organisation set up on the initiative of the Government and designed
to help people with disabilities use their mobility allowance to buy or hire a car.
What is clearly revealed by this part of the study is the very high percentage of
the whole sample who were incurring capital expenditure on items which might
be seen as luxuries for non-disabled people but which are necessities for people
with disabilities. For example, 34% of the sample had bought a microwave



oven; 67% a washing machine; 65% a freezer; and 22% other gadgets, mainly
for the Kkitchen. It appears that this class of significant expenditure might
usefully have been included in the OPCS report.

Table 4.1
Proportion of people with expenditure on equipment and aids by severity category

Severity category All disabled adults
Source of income Family type
3-4 5-6 7-8 9-10

Proportion incurring expenditure:

% % % % %
Vision aids - 16 12 23 16
Communication - 5 12 6 7
aids
Equipment and 100 84 92 96 92
daily living aids
Adaptations to car - 11 8 20 13
Central heating - 27 8 20 17
Average total paid  £397 £589 £726 £925 £748
for equipment and
aids
Base 8 19 25 35 87

This need is amply illustrated by the case of a married woman with a child
under 16. She is disabled as a result of polio and has spent £1070 on equipment
and daily living aids. She is paralysed down her left side and in order to run the
home she needed to purchase some items to help her: a food mixer, an electric
knife and can-opener and a tumble drier. This family reported that they were in
some financial difficulty but because these items were essential other things
were foregone, such as holidays and going out, which she said would be her
personal luxury.

Ongoing extra costs

The calculation of extra expenditure attributable to disability was totally
dependent on the information given by respondents on how much they spent on
various services and items and on their estimate of how much of this was
"extra", that is expenditure over and above that which they would have incurred



without their disability. Those people in receipt of ILF funding were very aware
of their expenditure. This was not unexpected, since application to the Fund
itself had arisen directly from inadequate resources to pay for care and part of
the Fund's application procedure had involved a financial assessment.

We decided to show ongoing extra costs both with and without income from the
Independent Living Fund. This Fund makes regular cash payments to severely
disabled people which are used purely for the purchase of personal care and/or
domestic assistance. In that sense it is a wholly committed benefit, which is not
used in respect of other extra costs of disability. However, it is important to
show ILF funding as a resource, and receipt of this funding contributes to the
high level of expenditure on home services. 29% of the sample were receiving
help from the ILF, with payments ranging from £11 to £181.50 per week. Most
of these people were in severity categories 9 and 10.

The questions we asked were largely based on the OPCS schedule and covered
the following items of expenditure. The question numbers are published
alongside these items, and the full questionnaire can be seen in Appendix 3.

Q22 home treatment i.e. help from the health services

Q23 home services e.g. help from social services

Q24 informal assistance e.g. help from relatives and friends
Q26 prescriptions

Q27 chemist items including unprescribed medication

Q28 laundry

Q29 clothing and bedding

Q30 wear and tear/waste and destruction

Q31 diet and food

Q32 fuel and heating

Q33 transport and travel

Q38 other costs e.g. telephone, buying presents for helpers, insurance

As we have already noted, OPCS estimated that the ongoing costs of disability
varied between £3.20 per week for those in severity category 1 to £11.70 per
week for those in severity category 10.

Table 4.2 shows what we found when we asked our sample about their extra
costs [OPCS Table 4.11]. We found the average extra costs for each severity
category to be substantially higher than in the OPCS survey.

The average costs for the people in our sample without ' ILF-funded expenditure
being taken into account were £49.86 per week, and with ILF-funded
expenditure £69.94 per week. It should be borne in mind, however, that these
figures cannot be compared directly with the OPCS overall average figure of



£6.10 per week, for theirs was an average across all the severity categories.
What is important is to compare the findings for individual categories.

Our findings are consistently higher than the OPCS figures, but particularly
striking are the results for categories 9 and 10.

Table 4.2
Total average weekly ongoing costs by severity category, excluding and including ILF-funded
costs

Severity category All
disabled
adults

With/without ILF 3 4 5 6 7 8 9 10

£ £ £ £ £ £ £ £ £

Average excluding  28.25 20.05 34.23 39.49 29.78 42.04 60.54 86.73 49.86
ILF

Average including  28.25 20.05 34.23 4257 35.79 47.39 92.63 146.47 69.94
ILF

Base 2 6 6 13 12 13 19 16 87

Average extra disability-related expenditure for category 9 in the OPCS study
was £11.10 per week. In our study it is £60.54 per week (excluding ILF) - over
five times higher -and £92.63 (including ILF).

Weekly extra costs for category 10 in the OPCS study were £11.70. In-our study
they were found to be £86.73 (excluding ILF) - almost eight times higher - and
£146.47 (including ILF).

In Table 4.3 we have combined the OPCS severity categories. We have included
this table as it is the basis for further comparisons with other OPCS tables in the
remainder of this chapter.

Looking at Tables 4.2 and 4.3 together we can see an overall trend, with costs
generally rising with severity. This is in line with the OPCS findings. What is
remarkable is the quantitative difference in the results of the two investigations.



Table 4.3

Total average weekly ongoing costs by collapsed severity category, excluding and including ILF-funded
costs

Severity category All disabled adults
With/without ILF 3-4 5-6 7-8 9-10
£ £ £ £ £
Average excluding  22.10 37.83 36.16 7251 49.86
!Slzzzlzndard deviation  14.47 19.41 18.97 57.91 43.47
Average including
ILF 22.10 39.94 41.82 117.25 69.94
Standard deviation  14.47 22.38 22.16 70.94 61.66
Base 8 19 25 35 87

Table 4.4 shows weekly ongoing costs by weekly net income [OPCS Table
4.18]. As might be expected this shows a relationship between total income and
amount of expenditure on disability.

Table 4.4
Total weekly ongoing costs by weekly net income, excluding and including ILF-funded costs
With/without ILF  Net income per week All
disabled
adults
£ £ £ £ £ £ £ £

0-50  50- 100-  150-  200- 250-300 300-400 400+
100 150 200 250

Average 1448 2729 40.64 5445 51.85 62.72 101.62 55.44 49.86
excluding ILF
Average 1448 29.12 4410 65.83 10241 110.86 157.45 55.44 69.94
including ILF

Base 4 12 23 18 13 7 8 2 87



Table 4.5 shows the relationship of ongoing costs to family type. It reveals that
non-pensioner families spend more on disability-related expenditure than
pensioner families do. This finding was also made by OPCS. The average
weekly ongoing expenditure for non-pensioners in our sample was £72.00,
compared with £62.55 for pensioners.

Table 4.5
Total weekly ongoing costs by family type, excluding and including ILF-funded costs

With/without Family type

ILF
Non-pensioners Pensioners All
disabled
adults
Unmarried Unmarried Married Married Unmarried Married
no children  with no with
children children children
£ £ £ £ £ £ £
Average 68.11 73.76 45.95 50.25 24.94 46.77 49.86
excluding ILF
Average 104.47 134.26 55.85 50.25 65.50 52.60 69.94
including ILF
Base 20 3 32 14 12 6 87

There are several possible explanations for this. Pensioners in our sample
generally have less disposable income than non-pensioners. They also generally
appear to have lower expectations, as will be seen later in chapter 5.

Weekly expenditure for our sample increased with receipt of one of the
disability costs benefits. People receiving attendance allowance, mobility
allowance or ILF funding spent proportionately higher amounts. For example,
people in severity categories 5-6 receiving at least one of these benefits were
spending on average 46.93 per week while those not receiving any were
spending £28.40; people in categories 7-8 receiving one or more of the three
benefits were spending £45.34 while those not receiving any were spending
£31.72; and for people in categories 9 and 10 the amounts were £121.55 and
£53.57 respectively.

The results of this part of the study suggest that spending on weekly ongoing



costs increases with severity of disability and also relates to receipt of one of the
disability costs benefits. It also suggests that spending is related to income.
These findings do not conflict with those of OPCS. What does sharply contrast,
however, is the amount that people in our sample state they are spending as a
result of their disability. We have already suggested reasons for this difference
in chapter 1. In our concluding chapter we will discuss the implications of these
findings.

Patterns of expenditure

We found a considerable amount of variation around the average levels of
expenditure (see the standard deviations in Table 4.3), as did OPCS. Because of
these variations averages are not necessarily the best way of comparing extra
costs. However, since this was the device used by OPCS and

Table 4.6
Average weekly ongoing costs on different items by severity category
All
Source of expenditure Severity category disabled adults
3-4 5-6 7-8 9-10
£ £ £ £ £
Average expenditure per week:
Home treatment 0.00 0.00 0.00 1.20 0.49
Home services 0.51 5.98 7.45 59.81 27.55
Informal assistance 3.00 4.05 2.64 12.35 6.89
Prescriptions 0.38 0.34 0.29 0.08 0.22
Chemist items 2.60 2.27 2.12 4.49 3.14
Laundry 0.59 0.58 1.82 3.80 2.23
Clothina 0.98 1.61 2.26 3.54 2.51
Wear & tear/waste
& destruction 0.01 2.10 1.94 5.29 3.14
Food 5.63 7.47 5.98 7.63 6.93
Heatina 2.96 3.46 4.10 4.34 3.95
Travel 2.48 7.93 9.03 9.11 8.22
Telephone 1.67 3.54 3.05 3.99 3.41
Helper's presents 0.87 0.50 0.16 0.75 0.54
Insurance 0.51 0.11 .98 0.87 0.70
Total expenditure  22.10 39.94 41.82 117.25 69.94

Base 8 19 25 35 87




we are comparing our findings with theirs we have chosen to publish averages
also. A better idea of how individual people make individual choices and have
different patterns of spending can be seen in the following tables, in chapter 6
on selected case studies and in the income and extra costs sheets for those cases
in Appendix 1.

Table 4.6 shows the amounts of additional expenditure on each item for all
adults in the sample [OPCS Table 4.12]. It includes expenditure resulting from
ILF income. Again this table is in striking contrast with the OPCS findings.
For example, in the OPCS study the average extra cost of fuel for categories 5
and 6 was stated to be £1.30 per week. In our study it is £3.46 per week. OPCS
found the extra costs of laundry for categories 7 and 8 to be 30 pence per

Table 4.7
Average weekly ongoing costs on different items by severity category: all adults with
expenditure on the relevant items

All
Source of expenditure Severity category disabled
adults

3-4 5-6 7-8 9-10

£ £ £ £

Average expenditure per week:
Home treatment 0.00 0.00 0.00 10.51 10.51
Home services 4.10 14.20 26.61 83.73 58.47
Informal assistance 8.00 8.56 8.25 20.58 14.62
Prescriptions 1.00 0.82 1.17 1.40 1.01
Chemist items 2.85 2.39 2.51 452 3.36
Laundry 1.19 1.33 3.25 4.29 3.40
Clothing 1.57 2.03 2.68 3.75 2.95
Wear & tear/waste
& destruction - 4.96 4.00 12.90 7.89
Food 9.00 11.83 7.87 12.14 10.41
Heating 3.94 3.86 4.46 4.47 4.30
Travel 1.77 8.26 14.53 20.23 15.14
Telephone 2.68 5.61 4.49 7.35 5.56
Helper's presents 3.50 2.37 0.82 2.61 2.22
Insurance 2.04 1.00 3.06 4.33 3.14

Minimum base 5 12 17 18 52



week. In our study it is £1.82 per week. We found the average costs of wear and
tear/waste and destruction to be £3.14 per week over our whole sample; OPCS
did not examine this cost, nor the costs of informal assistance. We consistently
record higher amounts both for individual items and higher costs overall.

Table 4.7 shows the amounts of additional costs for each item for all adults
actually incurring expenditure on that item [OPCS Table 4.9]. This table shows
which are the items that can prove to be major expenses to those disabled people
who need to incur them. The contrast with Table 4.6 is particularly striking in
the higher severity categories. OPCS reported that although expenditure on most
items in their table went up as severity increased this was not to a very marked
extent. However, as can be clearly seen in Table 4.7, costs for our sample do
increase substantially in the higher severity categories and most noticeably in
categories 9 and 10.

Table 4.8 shows the percentage of income spent on ongoing extra costs by
severity of disability. OPCS did not publish a similar table.

Table 4.8
Percentage of income spent on ongoing extra costs by severity category excluding and including ILF-
funded costs

Severity category All disabled adults
With/without ILF ~ 3-4 5-6 7-8 9-10
% % % % %
Percentage on 22 28 26 35 30
ongoing costs
excluding ILF
Percentage on 22 29 30 53 38
ongoing costs
including ILF

Base 8 19 25 35 87



This table clearly shows that a very large proportion of disabled people's
disposable income is being spent on the ongoing costs of their disability. In
categories 9 and 10 this is especially the case, with 35% of income (excluding
ILF) being spent on extra costs.

The following paragraphs describe the extra costs of disability in more detail,
together with details of those services the respondents did not have to pay for.
Home treatment: Since most of the treatment at home is provided without
charge by health authorities, it was not surprising that the majority of the sample
(95%) did not pay anything towards this; 55% were receiving such help,
however, mainly for chiropody and physiotherapy. Four people were paying for
home treatment and the average cost incurred by them was £10.51 per week.
Disabled people in categories 9 and 10 were more likely to see a district nurse
(66% of these) but only in 17% of these cases did the district nurse call once a
day or more.

Home services: This general heading mainly covered services provided by the
social services department or voluntary organisations, such as home helps and
social workers. It also covered private domestic and nursing help. In categories
9 and 10 57% of disabled adults had not had a home help and only in 34% of the
cases receiving this help was the service provided more than once a week. The
average weekly cost to respondents with a home help was £2.68. Of the whole
sample, 62% had not had a home help in the past year. A night sitting service
was used by only one person in the sample (a woman in category 10 who was
paying for it at a cost of £175 per week.) Only 24% of the sample saw a social
worker.

Our findings show the importance of specialised care and support services for
disabled people, for 29% of the sample were paying for private domestic help at
an average cost of £42.00 per week and 15% for private nursing help at an
average of £94.00 per week. Most of these cases were receiving funding from
the ILF to purchase care.

Informal assistance: Just over half the sample (54%) were receiving help from
their family and in 93% of cases it was given without charge. 46% received help
from relatives and only in 24% of these cases was any payment made. These
findings identify family and relatives as important sources of free help. Our
survey also showed the difficulties that disabled people have in maintaining
their homes. Reliance on help with maintenance was evident in the 30% of the
sample who needed help with odd jobs, with 66% of these paying for such
assistance.

Prescriptions: Three-quarters of the sample were exempt from prescription



charges. This was an important source of assistance, because 85% said they had
to take drugs because of their disability.

Chemist items: A very high of proportion of the sample (92%) said they needed
to spend extra on unprescribed medication and chemist items. They were buying
powder and creams, vitamins, dressings, supports and disinfectants. They were
unable to obtain any of these items on prescriptions although they were, in many
cases, important medical needs.

Laundry: Extra costs on laundry were incurred by 61% of the-sample. People
with this expenditure indicated a number of reasons for the additional costs,
which included incontinence (42%); the use of special creams and medications
(30%); and because they sweat a lot (34%).

Clothing and bedding: A large proportion of the sample said they spent extra on
clothing and bedding. The most frequently mentioned items of clothing
purchased were underwear (by 47%), and pyjamas and nightdresses (by 48%).

Wear and tear/waste and destruction: Over half our sample (58%) were
spending extra because of the need to repair or replace items. Of these 19% paid
for repair of broken equipment, 17% for replacing broken crockery, and 16% for
making good damaged decorations.

Diet and food: Special diets were taken by 45% of the sample and in 38% of
those cases they had been prescribed by a doctor. Only one person in the sample
got food on prescription. Two-thirds of the sample said they spent more on food
because of their disability, for a variety of reasons: the need for a special diet
(35%), the need to buy convenience food (15%) and because they could not
shop around (11%). These findings bear out those of an earlier DIG study
(Stowell and Day 1983) which showed that the extra costs of shopping added an
average of 15% to a household weekly shopping bill. However, 30% of the
sample said they had to go without food from time to time because they could
not afford it.

Fuel and heating: About two-thirds of the sample (69%) had central heating. In
about half the cases where central heating was not installed it was said to be
needed. This form of heating is the most easily handled and controllable form
for disabled people. The control of the system and the all-over warmth require
no physical effort. Of those respondents who said they were spending extra,
83% said this was because they were at home more than would be the case if
they were not disabled; 79% said they needed higher temperatures because they
felt the cold more. Worrying about fuel bills was a problem for 67% of the
respondents and just over half (52%) said they sometimes felt the cold because



they attempted to economise by not putting on their heating.

Transport and travel: Over two-thirds of the sample (67%) owned or had use of
a car. Of these 55% said they had to have one because of their disability and
47% said it cost extra to run it. 53% of the sample said they had other travel
costs, including hiring taxis.

Other costs: We asked about other specific costs, including telephone, buying
presents for helpers and insurance. The telephone is the only means of contact
with the outside world for many disabled people and so it was not surprising
that 76% of the sample said they spent extra on this item. One-third incurred
costs on buying presents for helpers and 27% spent more on insurance because
of their disability, generally because of higher premiums.

Unmet needs

We have shown that disabled people have very considerable extra expenditure
because of their disabilities. We have also shown that families with higher
incomes tend to spend more than families with lower incomes and that people
receiving a disability costs benefit spend more than those who do not receive
such assistance.



Table 4.9
The proportion of disabled people who thought they needed to spend more on specific items
but who could not afford to by severity category

Iltem Severity category ﬁ';ab.ed
adults

3-4 5-6 7-8 9-10

% % % % %
Home treatment 25 39 48 47 43
Home services 25 11 30 24 23
Informal assistance - 5 46 31 27
Chemist items 14 24 20 28 24
Laundry 29 12 32 30 27
Clothing 80 62 65 49 58
Wear & tear/waste
& destruction 100 42 78 69 68
Food 75 47 56 63 59
Heating * 63 42 72 40 52
Base 19 25 35 87

* We asked if respondents ever felt the cold because they did not put the heating on.



Expenditure on disability is thus constrained by income. In order to get a full
picture of the financial consequences of disability we also asked whether our
sample thought they needed to spend more on certain items because of their
disabilities but could not afford to do so (whether they had already incurred
expenditure on these items or not).

Table 4.9 shows the proportion of disabled people who thought they needed to
spend more by severity category. A high proportion of the sample (68%) said
they needed to spend more because of wear and tear and waste and destruction
but could not afford to do so.

This meant that they thought they needed to, but could not, replace worn out or
damaged furnishings and equipment. Of all the possible extra costs this was the
one most likely to be shelved because it would have least direct effect on health
and well-being.

43% of those who felt they needed to spend more would have bought more
home treatment, for example physiotherapy. 58% needed to spend more on
clothing and 59% on food.

Interestingly a high proportion of respondents in categories 3-4 said they needed
to spend more on basic items such as clothing, food and heating. People in
categories 3 and 4 had the lowest average weekly income.

Table 4.10
The extra weekly amount that disabled people with the need thought they should be spending
by severity category

Item Severity category All disabled adults
3-4 5-6 7-8 9-10
£ £ £ £ £
Home treatment 10.00 21.50 9.50 43.50 30.12
Home services 10.00 27.50 27.00 61.03 52.08
Informal assistance 3.00 11.67 14.19 13.27 12.90
Laundry 10.00 10.00 450 12.25 9.44
Clothina 2.11 291 2.87 416 3.34
Wear & tear/waste
& destruction 29.16 6.88 6.34 15.09 12.13
Food 9.12 11.67 9.50 8.45 11.21
Total 73.39 92.13 73.90 163.21 132.15

Minimum base 1 2 1 14 18




Table 4.10 shows the actual amount the respondents felt they should be
spending on each item. Although the answers to this question were necessarily
subjective they do, nevertheless, reveal a high degree of perceived unmet need.
Particularly prominent amongst categories 9-10 is the need to spend more on
home services (£61.03), for example domestic assistance. Also interesting is the
high average amount people generally said they needed to be spending on food.
Although it is difficult to quantify unmet needs with the same degree of
accuracy as actual expenditure incurred, these findings do serve as an indication
of how far the incomes of disabled people fail to meet their real needs.

Summary

In this chapter we have shown that the OPCS survey seriously underestimated
the costs of disability for many disabled people - for the most severely disabled
group in our sample, by a factor of eight. We have shown that spending on
weekly ongoing costs rises with severity of disability; that it is related to
available income; and that it is related to receipt of one or more of the disability
costs benefits. We have also shown that spending on certain important items is
constrained by income. In our concluding chapter we shall offer our explanation
for the difference ifs our results and identify some concerns arising from this.



Chapter 5
PEOPLE'S PERCEPTIONS OF THEIR PROBLEMS

In collecting information about disabled people's

financial situation and standard of living we used the same two approaches as
the ‘OPCS: asking people's opinions of their situation, and asking questions
about savings, debts and arrears. The answers to both these questions can act as
indicators of financial difficulty.

Subjective opinions of financial situation

On this topic, we asked two questions also asked by OPCS, but we adapted the
first part of one of them to establish people's views of their financial situation by
adding three extra responses, to give respondents greater choice. The first of
these questions was:

"Thinking about how you are managing on your money at the moment would
you say you are

managing quite well

just getting by

scraping by (new)

getting into difficulties
permanently in debt (new)
other?" (new)

and the second was:

"The things people can buy and do - their housing, furniture, food, leisure
activities, etc - make up their standard of living. How satisfied do you feel with
your standard of living at present:

very satisfied

fairly satisfied

neither satisfied or dissatisfied
very dissatisfied

don't know?"

Table 5.1 shows the subjective perceptions of financial situation and standard of
living by family type. In this table we have not excluded non-householders. In
the comparable OPCS Table 6.2 they were excluded. OPCS found



Table 5.1

Subjective perceptions of financial situation and standard of living by family type

Subjective
views of
financial
situation

Permanently in
debt

Getting into
difficulties
Scraping by
Just getting by
Managing
quite well
Other

Total

Satisfaction
with standard
of living:

Very
dissatisfied
Fairly
dissatisfied
Neither
satisfied or
dissatisfied
Fairly satisfied
Very satisfied
Don’t know

Total

Base

Family type

Non-pensioners

Unmarried

no children  with
children

% %

20 -

15 -

20 (67)

30 -

5 (33)

100 (100)

% %

45 (33)

25 (34)

10 -

20 -

- (33)

100 (100)

20 3

Pensioners

Unmarried Married Married

no with
children

% %
9 29
9 28
28 29
35 7
19 -

- 7
100 100
% %
22 36
19 14
19 14
25 29
6 -

9 7
100 100
32 14

children

Unmarried

%

33
42
25

100

%

17

17

33

25

100

12

Married

%

(33)

(50)
17)

(100)

%

(20)
(20)

(20)

(40)

(100)

All
disabled
adults

%
13
14
30

27
15

100

%

29

20

14

100

87



that non-householders were more likely to say they were managing quite well
financially and satisfied with their standard of living. Because we included non-
householders the levels of dissatisfaction in our findings are likely to have been
reduced, for this group are much less likely to be dissatisfied. Nevertheless,
compared with the OPCS we found much higher overall levels of
dissatisfaction. Whereas OPCS report that 70% of disabled householders were
fairly satisfied or very satisfied with their standard of living, the corresponding
figure in our sample is only 32%. Among the non-pensioners the unmarried
expressed more dissatisfaction than the married (a finding reflecting that of
OPCS), with 20% of unmarried non-pensioners without children saying they
were permanently in debt and 15% getting into difficulties, and 70% of this
group expressing dissatisfaction with their standard of living. Pensioners were
more likely to be satisfied with their overall situation.

OPCS did not publish figures for subjective perceptions according to severity of
disability, but we felt this information might be useful. However, as Table 5.2
shows there appears to be no clear relationship between severity rating and
perceptions (perhaps because, as we have noted, the OPCS severity rating is not
a good indicator of the need to incur extra costs).



Table 5.2
Subjective perceptions of financial situation and standard of living by severity category: all
adults

Severity category

All

Subjective views of disabled
financial situation adults

3-4 5-6 7-8 9-10

% % % % %
Permanently indebt 13 11 20 9 13
Getting into
difficulties 12 10 12 17 14
Scraping by 38 11 36 34 30
Just getting by 25 37 24 26 28
Managing quite well 12 26 8 14 14
Other - 5 - - 1
Total 100 100 100 100 100
Satisfaction with
standard of living
Very dissatisfied 38 21 32 29 29
Fairly dissatisfied 12 26 28 12 20
Neither satisfied
nor dissatisfied 13 6 12 21 14
Fairly satisfied 25 26 16 32 25
Very satisfied 12 16 4 3 7
Don't know 5 8 3 5
Total 100 100 100 100 100

Base 9 19 25 35 87



Table 5.3 is perhaps a better indicator. It shows that people in receipt of
attendance allowance, mobility allowance or ILF support were more likely to be
dissatisfied

Table 5.3
Subjective perceptions of financial situation and standard of living by receipt of attendance
allowance, mobility allowance, Independent Living Fund payments

Subjective views of Receipt of AA, Mob A, ILF
financial situation

Receiving Not receiving disabled adults

% % %
Permanently in debt 14 6 13
Getting into
difficulties 14 13 14
Scraping by 29 37 30
Just getting by 28 25 27
Managing quite well 14 19 15
Other 1 1
Total 100 100 100
Satisfaction with
standard of living:
Very dissatisfied 33 13 29
Fairly dissatisfied 19 25 20
Neither satisfied
nor dissatisfied 14 12 14
Fairly satisfied 24 31 25
Very satisfied 6 13 7
Don't know 4 6 5
Total 100 100 100

Base 71 16 87



with their standard of living (52%) than people who were not receiving this help
(38%). They were also somewhat more likely to be in financial difficulties
(28%) than those not receiving (19%). Since, as has been noted earlier, receipt
of these disability costs benefits is generally related to severity of disability,
these findings suggest that the most severely disabled people feel they need
more financial assistance that they are currently receiving. As we have already
seen in chapter 4, this was the group that was spending the highest amounts on
ongoing extra costs.

Financial problems

We then asked the same questions as the OPCS to measure financial difficulty
more objectively:

"During the past 12 months have you ever:

I Had to use any money you had in savings

I Had to borrow money from anyone for some big expenses

ii Had to borrow money from anyone when you were short, just to make
ends meet

1\ Fallen behind with your rent, mortgage or any other regular payments

v Had a big bill that you could not afford to pay on time?"

We also asked:
"Are you behind with any payments at present?"

Table 5.4 shows the proportion of the sample with different problems by family
type. It can be compared with OPCS Table 6.6, although our table does not
exclude non-householders. As already indicated, this means that the overall
levels of dissatisfaction in our sample are, if anything, likely to have been
reduced.

Use of savings was the answer most frequently given, a finding which accords
with that of the OPCS. They suggested that use of savings is not an indication of
financial problems, since many people save for their retirement or for items of
equipment and expect to use these savings. This could, of course, be an over-
simplification in many cases: the repeated dipping into savings can lead to
premature run-down of resources to a level inadequate compared with earlier
expectations. However, we excluded this item from further analyses in order to
compare our findings with theirs.

Our sample had a higher incidence of financial problems than the OPCS sample.



It is worth remembering, again, that ours

Table 5.4

Proportion of sample with different financial problems by family type

Financial
problems

Used savings

Borrowed for big
expense

Borrowed to make
ends meet

Fallen behind with
regular payments
Couldn’t pay bill
on time

Currently behind
with payments

Average number
of financial
problems
excluding savings

Base

Family type

Non-pensioners

Unmarried
no children

%

Unmarried

with

children

%

Pensioners

Married Married Unmarried
no with
children children

% % %

Proportion with each problem:

50
47

42

40

45

40

2.1

20

(67)
(33)

(50)
(33)

(33)

(1.3)

67 46 50
50 86 17
19 71 25
19 50 8
34 64 17
28 64 -
15 3.4 0.6
32 14 12

Married

%

(83)
(33)

(0.3)

All
disabled
adults

%

59
49

33

26

37

31

1.7

87



was a much more benefit-dependent sample than the OPCS one. Married
respondents with children had the largest number of financial problems (3.4).
Pensioners were less likely than non-pensioners to have any of the financial
problems.

Examination of Table 5.5 is interesting because it seems to bear out the point
made earlier, that receipt of attendance allowance, mobility allowance or
Independent Living Fund funding does not necessarily reduce financial
difficulty.

Indeed, as can be seen in Table 5.5, people receiving one or more of these
benefits were much more likely to have financial problems than people riot
receiving them. We suggest that severity of disability, and its consequent high
costs, is a contributory factor in this finding.

Table 5.5

Proportion of sample with different financial problems by receipt of attendance allowance,
mobility allowance, Independent Living Fund payments

Financial problems Receipt AA, Mab A, ILF

Receiving Not receiving All disabled adults

Proportion with each problem:

Used savings 61 50 59
Borrowed for big 50 44 49
expenses

Borrowed to make 34 31 33
ends meet

Fallen behind with 27 19 25
regular payments

Couldn’t pay billon 39 25 37
time

Currently behind 32 25 31

with payments

Average no of 1.8 14 1.7
financial problems

excluding used

savings

Base 71 16 87



We also asked how respondents would spend a £10 a week increase in benefit.
Although 27% said they would spend it on food and 7% said on care, answers
were otherwise very varied. These included paying debts, clothing, decorating
the house, telephone, social activities and the general observation that it would
"make life easier and there would be less worry".

We then asked how respondents would spend a windfall of £200. 14% said they
would save it but 31% said they would use it to pay off debts and 21% would
use it to buy things for the home.

When we asked how respondents would cope if they were to have a reduction in
benefit of £10 per week, 34% said they would cut down on heating and 9% on
getting about. 41% gave a variety of responses, many non-specific but
indicating a serious level of concern were that situation to happen.

"Hopeless, I couldn't live"

"I'd be in real trouble"

"I'd go begging"

"There is not a lot we can do without, so | don't know".

And when we asked them to consider how they would manage faced with a bill
of £200 very few were able to specify an item they could go without. Instead
they gave answers which indicate the precarious nature of some of their
financial situations:

"I'd have no means of paying" "I'd panic"
"I couldn't cope"
"I would be ill with worry™.

Summary

As with the OPCS survey non-pensioners in our sample were much more likely
to have negative perceptions of their standard of living than pensioners. People
receiving one of the disability costs benefits were more likely to have financial
problems. There was no clear relationship between OPCS severity ratings and
perceptions of need, but, as we have already said, these severity ratings do not
necessarily reflect the dependence on extra costs benefits or likely extra costs.
However, a benefit-dependent population does tend to be in financial difficulties
and that is apparent here.



Chapter 6
SELECTED CASE STUDIES

In this chapter ten people are examined in detail in order to see more clearly
how their disability impacts on their financial situation. Names of individuals
and certain details have been changed to ensure confidentiality. The income and
extra costs sheets of each person are included in Appendix 1.

Clare Bell is 38 years of age. She has a spinal cord lesion at TS8 and a less
advanced lesion in her cervical spine. She uses a wheelchair. Her condition has
deteriorated over the past six months and she has suffered a great deal of pain.

There are two adults in the household and three boys, one of whom is her
partner's son. The home is described as "warm and busy", not unexpectedly with
three children, and Clare works from home as a training coordinator. Her
partner is a nurse. The home is a house which they are buying with a mortgage.

In addition to her spinal condition she suffers from painful colitis and
incontinence, which results in a lot of washing. She cannot go to and use the
toilet without help. She has a severity rating of 10.

She pays for home services and has a domestic help, private nursing help and a
personal carer. She also pays friends and relatives to assist her. She spends
£160.25 on home services and £75 on relatives and friends.

As might be expected she is a heavy user of unprescribed medication and
chemist items (£16.12 per week). She particularly buys extra amounts of
tissues/toilet paper and kitchen rolls, and vitamins, massage oils and pain killers.
She says she would like to buy more, particularly royal jelly and homeopathic
preparations, but she cannot afford them.

To prevent infections her clothes are washed frequently and she estimates the
extra cost to be £7 a week. She spent over £600 in the previous year on clothing
and bedding. Clare is particularly heavy user of trousers and cycling gloves,
which she wears out manipulating her wheelchair. She buys replacement
bedding twice a year. However, she lacks a sheepskin for her bed but she cannot
afford to buy one. She says she needs an extra £40 a month to clothe herself

properly.

Clare says "everything in this house needs replacing at least two years earlier
than any other house.” She particularly needs, but cannot afford, a special
washable carpet that sticks to the floor and will not ride up with the wheelchair.



She replaces damaged fittings and crockery regularly and said she had spent
£150 since Easter on making good decorations.

Clare's special diet has been recommended by her doctor. Because of this need
and the fact that she buys convenience foods and cannot shop around she spends
on average £20 a week extra on food.

Fuel bills are £160 higher per year than they might otherwise be because Clare
feels the cold, uses extra hot water for washing, has more frequent baths and has
the heating on at night, in addition to being at home more and therefore using
the heating more often and for longer during the year. Sometimes, in order to
conserve fuel she remains in one small room. She worries about her heating
bills.

Clare spends about £850 a year on extra transport and travel costs. She paid
£1,000 for adaptations to her car which she says she needs because of her
disability.

Within memory she had spent over £2,000 on equipment and daily living aids.
These included kitchen gadgets, a. washing machine and a tumble drier, an
intercom, a shower and a stairlift. However, she cannot afford to buy a
comfortable chair or a special bed which would enable her to sit supported.

Clare describes herself as "scraping by" and says her priorities are food and
heating, but she sometimes finds it necessary to cut back on buying all the
clothing she needs. She has used money she had in savings and has sometimes
needed to borrow money and been faced with a bill she could not pay on time.

Total weekly household income was £554. However, the extra weekly ongoing
costs due to disability were £342.69, accounting for 61% of this income.

Linda Rice is 58 and lives with her husband in a house they are buying with a
mortgage. Her husband is an accountant and Linda is self-employed, breeding
Cavalier King Charles spaniels. Linda suffers from multiple sclerosis and
spondylitis.

Her arms are especially weak and when her condition is at its worst she cannot
walk 50 yards without stopping or severe discomfort or feed herself without
assistance. She has a severity score of 5.

She spends £20 a week on private domestic help and £10 a week for gardening
and odd jobs. Chemist items and unprescribed medications cost £2 a week and
she eats whole foods without additives (a diet recommended to her) which adds



a further £15 to her food bill.

Over £1,000 has been spent on the purchase of equipment for the house
including a special combination microwave oven, a washing machine and a
freezer.

Linda says she is "managing quite well". Total household income is £445 per
week with ongoing extra costs due to disability totalling £49.88, 11% of their
income. However, there is no benefit income in this household.

Alan Hardy, a former salesman but now unable to work, is 58 years of age and
married with no children. He suffers from arthritis and also has an ulcerated leg.
He and his wife live in a house rented from the council.

Alan can only walk a few steps without stopping or severe discomfort. He has
problems reaching and stretching, washing and dressing, with which he needs
assistance. He loses control of his bladder occasionally. His severity rating is
7.

He spends an extra £3.11 per week on chemist items, particularly disinfectants
and bleach. £7.50 is spent on extra laundry costs, incurred mainly for frequent
washing of clothes and bed linen due to occasional incontinence and use of
creams and medications.

Alan spends £2.88 per week extra on clothing and bedding but says he needs to
spend twice this amount to clothe himself properly. Because he needs a special
diet, which has been recommended by his doctor, he estimates he spends an
extra £5 a week on food. He owns a car and spends £5.00 a week extra on
running costs because of his disability.

He purchased a reclining chair which cost £425 and a washing machine and
freezer which cost £450.

Alan says he is "just getting by" but he has had to borrow money in the past for
some big expenses. His total weekly income is £112.56 of which £34.41 - 31% -
IS spent on ongoing extra costs due to disability.

Anna Taylor suffers from multiple osteo-arthritis with the added difficulties of
angina and bronchiectasis. She is 66 years of age, divorced and living alone in a
small bungalow which she rents from the council. She used to work as a
research interviewer.

She cannot walk more than a couple of yards and is said to be housebound



unless she uses a car. Any exertion renders her breathless. She has difficulty
picking up and pouring from a full kettle and cannot get in and of bed without
help. She loses control of her bladder at least once every twenty-four hours. Her
severity rating is 8.

She pays for private domestic assistance at a cost of £62.00 per week but she
would pay for more if she could afford it -she estimates an extra £27 would buy
9 hours of help. Anna spends £7.02 per week on chemist items. She particularly
buys evening primrose oil and a large quantity of tissues because her condition
means that excesses of phlegm have to be removed regularly. She buys most of
her clothes from Oxfam shops and cannot afford to replace special shoes so she
wears slippers when she goes out.

She needs to replace carpeting in her kitchen/diner because her wheelchair has
worn it out, but she cannot afford to do so. Since she cannot shop around she
estimates she spends an extra £5.00 a week on food.

Her heating costs are extra £4.80 per week. This is because she needs the
heating on at night; she worries about her bill, however, and sometimes does not
put the heating on to economise - but then she feels cold. She uses her car for
very short journeys and estimates that it costs her an extra £5 a week.
Occasionally when her car breaks down she uses taxis. Telephone bills are high
and she estimates ongoing costs to be £12.50 per week.

She purchased a washing machine, a special mattress, a freezer and a special
chair which together amounted to £670.

Anna says she is "'scraping by". She has had to borrow money and could not
survive financially if a close relative did not occasionally send her gifts of
money. "l dry one day's tissues to re-use the next day," she told our interviewer.
Total weekly income is £145.50 of which £97.28 (67%) is spent on ongoing
extra costs due to disability.

Adam Ferguson is a single man aged 54. He lives, with a co-tenant, in a flat
rented from a private landlord. He was a medical analyst before he became
disabled with a life-threatening hormone deficiency disease. This condition
means that he cannot exert himself at all; he has fainted and fallen and cannot
walk 400 yards without stopping. He loses control of his bladder two or three
times a week. He has a severity rating of 4.

He spends £3 a week extra on chemist items, including cotton wool, dressings
and elastoplast, disinfectant and bleach. However, he says he restricts use of
these items because of the cost.



He has extra laundry because of incontinence but he says he does this at home
by hand to economise. He cannot afford to buy all the clothes he needs. He
should wear good quality natural fibres since maintaining a very stable body
temperature is imperative. Because he needs a special diet he estimates the
weekly extra cost of food to be £12 but says he should probably be spending an
extra £8.50 on top of this.

Because Adam is at home more than would be the case if he were able-bodied,
because the heating is on at night and because he feels the cold, he estimates he
spends an additional £2.88 on heating each week; but he worries a lot about his
bills however, and does not use all the rooms in the flat because he cannot
afford to heat them.

He says he is "getting into difficulties" financially - his total income is £48.60
per week, of which half is spent on the ongoing costs of his disability.

Julie Irving is disabled through polio and has partial paralysis of her left arm
and leg. She is 33 and lives with her husband and 4 year old son in a house they
are buying with a mortgage. Her husband is a driver but sometimes needs to
stay at home to help his wife, so earnings are rather erratic.

Julie cannot walk more than 50 yards without stopping or severe discomfort and
she cannot use her left arm and hand. Her food has to be cut up for her and she
needs help with dressing. She has a severity rating of 6.

She "pays" neighbours and friends for assistance by giving presents which cost
her about £5 a week. She spends £4.51 extra on clothing, chiefly on thermal
underwear, coats and jackets and gloves. She needs to keep warm at all times
and in order to afford thermal underwear she does without something else.
Nevertheless she estimates she needs to spend about £2.50 a week more on such
items.

Because of difficulty in preparing foods Julie reckons she spends an extra £20 a
week on convenience foods. Fuel costs are £5.57 per week as a result of more
frequent use during the day and the heating is also on at night and all year
round. Julie feels the cold and the house has to be hotter than it would otherwise
be. She says she worries about her heating bills.

She spends £28.84 per week on travel and transport costs, chiefly through
running a car which she has because of her disability.

Julie spent £340 on the purchase of gadgets for the kitchen including a food
mixer, an electric knife and an electric can opener. She also bought a microwave



oven, washing machine and freezer. Total capital purchases within memory
were £1,070. In order to finance these essentials she cuts back on other things.
For example, the family have not had a holiday for 10 years and do not go out
socially.

Julie says she is "'scraping by". She has had to borrow to make ends meet and
has had to convert payments for electricity and gas to coin-operated meters
because of the problems of funding the cash to pay quarterly.

Total weekly income for this household is £200 and the ongoing costs of
disability of £81.65 per week represent 40% of income.

Michael West is 41 and married, without children. Michael's disability is tunnel
vision, night blindness and partial deafness and he has a gastric ulcer. He has a
severity rating of 7. He lives in a ground floor flat in a small complex rented
from the council. He makes furniture at a sheltered workshop for disabled
people. His wife is registered blind and suffers from arthritis.

He is on a high fibre diet recommended by his doctor on which he spends an
extra £6 a week, although he reckons that part of this extra amount is
attributable to being unable to shop around. He does not own a car but spends an
extra £3.84 a week on transport costs due to using taxis to get about.

Capital purchases on vision and communication aids within memory have
included braille equipment, a writing frame and a typewriter, totalling £87
altogether. Michael has spent £645 on a washing machine, freezer, telephone
and tumble drier, all items of equipment necessary because of his disability and
his wife's condition also. He says he is "scraping by" and if his income was to
increase his priority would be to buy better food.

Total weekly household income is £121.20 of which £18.13 -15% - is spent on
the ongoing costs of disability.

Alice Campbell is 78 years of age and lives with her 81 year old husband who
Is said to have a chest condition. She is disabled as a result of a cerebal vascular
accident affecting her right side and she has had cancer. They live in a flat
rented from the council.

Her mobility is extremely limited and she has problems reaching and stretching.
She cannot go to and use the toilet without assistance and loses control of her
bladder at least once a week. She has a severity rating of 8.

She spends extra on chemist items, particularly on tissues and toilet paper,



disinfectant and bleach amounting to £4.50 per week.

During the previous year she had spent an extra £2.30 per week on clothing and
bedding, especially on underwear, nightdresses and shoes. These items wear out
quickly because of frequent laundering and she says she is particularly heavy on
her shoes. She says she needs to spend more on bedding but cannot afford to.

Alice spends an extra £9.61 per week on replacing items which have worn out
or been damaged, especially crockery and equipment. Although she does not
have to have a special diet, because she needs to buy convenience foods and
cannot shop around she spends an extra £15 per week on food. £260 extra per
year (£5 a week) is spent on fuel bills. She feels the cold, needs extra hot water
and electricity for washing, uses electric blankets a lot and needs the heating on
most of the year.

Alice spent £75 on the purchase of a special mattress and £300 on a special
chair. She has used savings and describes herself as "scraping by". Total weekly
household income for this couple is £76.91 of which £40.04 - 52% - is spent on
regular ongoing extra costs of disability.

May Francis is 54 and lives alone in a flat rented from the council. She
developed multiple sclerosis in 1978. She used to work as a store detective. May
cannot walk at all. She cannot hold either arm out in front of her nor pick up a
mug of coffee with either hand. She cannot feed herself without help and loses
control of her bladder at least once every twenty four hours. She has a severity
rating of 10.

She spends £175 a week on home services (a night sitter). She is a heavy user of
chemist items and unprescribed medications especially vitamins, oil of evening
primrose and royal jelly. Nevertheless, she needs to spend more but cannot
afford to and she would particularly like to afford to pay for a regular massage
and for physiotherapy.

She does not spend extra on replacing worn out or damaged equipment but told
our interviewer she "desperately needs to". She needs a specially adapted chair,
a hoist and a standing frame, but these would cost her about £920 and she
cannot afford them.

May is on a low fat diet, which was recommended by a dietician. She says she
goes without all luxury items and will buy less or cheaper foods if she is faced
with a big bill. She eats baked potatoes most days because they are very cheap.
In winter she eats less because that is when the bills are highest. She describes
her situation as "robbing Peter to pay Paul”. Some of the £11 extra she pays for



food goes on feeding her carers.

May economises on fuel costs but feels the cold when she does not put the
heating on. She spends an extra £3.36 a week on heating, chiefly because she is
at home more than would otherwise be the case.

The telephone is her only means of contact with the outside world and her
family live a long distance away. Extra phone costs amount to £2.69 a week.
She spent £549 on capital purchases including an ioniser, a bed raise and a
microwave oven. She says she needs to buy a washing machine and a hoist but
cannot afford to. She is faced with making difficult choices - were any of her
equipment to need repairing she would probably cut back on heating to pay for
it.

She describes herself as "scraping by" but adds that life is "very difficult" and
she feels she has to beg for basic rights. May's total weekly income is £280.50
and her ongoing costs due to disability are £210.95 - 75% of her income.

Colm Cook is 42 and lives with his wife and two children aged 15and 9 in a
house rented from the council. A former manager of a major retail chain, he has
multiple sclerosis and suffers intermittent pain between his shoulders. He also
has eczema, which means he has to be careful with clothes and washing powder.
He cannot walk more than 50 yards without stopping or severe discomfort and
has problems reaching behind his back to put a jacket on or tuck a shirt in. He
cannot pick up small objects with either hand and occasionally loses control of
his bowels. He has a severity rating of 7.

His wife suffers from sciatica and diverticulitis which are stated to limit her-
activities.

Because he sweats a great deal Colm creates extra laundry and estimates he
spends an extra £2.50 a week on this. He is on a specially recommended diet
which costs him an extra £10 per week, although he says ideally he should be
spending £15 but he cannot afford to.

His heating bills are especially high. Total costs over a year are in excess of
£1,100. He says that £488 of this amount is attributable to his disability, for he
feels the cold, uses extra hot water for washing and baths and is at home most of
the time. He worries about his heating bills.

His travel and transport costs are £33.24 a week. He is buying his car which he
needs because of his disability through the Motability scheme, so his mobility
allowance is wholly committed, and he pays an extra £8.84 a week on top of



this to run the car.

Colm has made £488 worth of capital purchases in recent times including a
microwave oven and a freezer. He says that social activities are restricted
because of the need to economise. He describes himself as "permanently in
debt" and has had to borrow to meet large expenses and has fallen behind with
regular payments.

Asked how he would spend a £10 a week increase in his income he responded
that the present benefit system would mean he would not see it for his housing
benefit would be adjusted. He said he would be compelled to go to a charity for
help if he were faced unexpectedly with a bill for £200. As things stand at the
moment he feels the likelihood of his situation improving is remote.

Totals weekly household income is £176.11 of which £63.79 -36% - is spent on
the ongoing costs of disability.



Chapter 7
CONCLUSIONS

At the beginning of this report we said that we had been concerned by the
findings of the OPCS study of the financial circumstances of disabled adults
and, in particular, the results of their enquiry into the extra costs incurred by
disabled people as a result of their disabilities. The low average extra costs they
had identified did not accord with the experience of the disabled people with
whom we were in contact. We explained how our swift response to the OPCS
study in December 1988 had revealed that disabled people in the highest
severity categories were spending significantly more - almost seven times more
- than the OPCS reported. At that time we said we did not believe that the OPCS
findings could be used on their own as the basis for making policy decisions
about extra costs benefits and so we argued that a further, more searching
enquiry was needed.

This report has described how we carried out that further research ourselves. As
a result of our study we are now even more convinced that the OPCS report
does not provide a reliable basis for the Government to make long-term
decisions on disability benefits.

We have two reasons for saying this. The first is that we have shown how
extraordinarily sensitive this area is to the way research is conducted. The
second is the findings themselves.

The style of our research

We accept that our small sample was different in composition from that of
OPCS. We had a much larger percentage of more seriously disabled people. We
also had proportionately more non-pensioners. And the people in our sample
inevitably were more aware of their financial situation. Nevertheless, we would
argue strongly that these are exactly the kind of people who should be
interviewed about their financial circumstances, for they are more likely to give
accurate and complete information.

Although we used a questionnaire based on the OPCS schedule, it was
augmented by the questions we know from experience in our previous research
are likely to produce responses.

Our style of interviewing was therefore less formal than OPCS', and we took
longer over the interviews.



Our findings

We saw the importance of benefits as an income for disabled people. We found
we had a heavily benefit-dependent sample.

We found that a very large proportion of our sample were incurring capital
expenditure on items which were essential to them, but which might be
considered as luxuries by the non-disabled population. This expenditure was not
included in the capital costs reported by OPCS.

And we found a very wide difference in reported extra costs from those
identified by OPCS. Our absolute levels are very high indeed.

We found that the amount spent is related to available income, and that it rises
with severity. We found that spending on important items such as food and
heating is constrained by income.

We also found that the most severely disabled people receiving one or more of
the disability costs benefits needed more financial assistance than they are
currently receiving. And we found that this group were more likely than the rest
to have financial problems.

Our research also showed the crucial importance of payments from the
Independent Living Fund in helping severely disabled people pay for their care
costs. Where care costs enter into the overall costs the figures are really
significant. The small amount of background material we collected on the
services provided to this group from the statutory services suggests strongly that
people are spending far more privately than the generality of local authorities
are providing.

It is clear that most disabled people in all the severity categories studied need
more money to help with their ongoing costs.

Not the way ahead

Since our study was carried out the Government has published its plans
following its internal review of benefits (*The Way Ahead" Cmnd. 917, 1989).
This was the Government's response to the OPCS reports. In relation to the
extra costs of disability the Government said:

"Among those surveyed by OPCS receiving Mob A and AA, the value of those
benefits exceeded the average extra costs arising from their disabilities. But
there are some disabled people under pension age who need more help with the



extra costs that arise from their disability. The survey evidence shows that the
people in most need of help are some with moderate-to-severe disabilities and
corresponding costs, but who fail to qualify for AA or Mob A". (Source: "The
Way Ahead".)

The Government has, therefore, decided to create what is called a "new
disability allowance" for people of working age and below by means of
incorporating the existing payments made through the attendance allowance and
the mobility allowance within one administration and introducing new, lower
rates for people with care and mobility needs further down the severity scale.

There was no suggestion of any new help with the general extra costs of
disability. Extra costs other than those of care and mobility were not even
acknowledged.

We believe that enough has been revealed by our survey to call into question
these underlying principles of "The Way Ahead".

It is clear from our research, because we found so much variation, that we need
a highly sensitive, needs-tested system that enables disabled people to make
individual choices about their expenditure. This suggests that the Government's
proposals to help only with care needs and mobility are extremely limited. But
they have based their assumptions on the OPCS report and therefore we should
not be surprised by the conclusion they reached.

On the other hand, we have shown that disabled people need significantly
higher incomes in order to cope with the very high levels of expenditure they
incur, or need to incur, on a whole range of services and items because of their
disabilities. Unless there is a real attempt to provide extra cash to help meet
these needs then disabled people are destined to remain short changed by
disability.



Appendix 1 Household income and extra costs sheets

STATUS Non-pensioner, unmarried, 2 children

NAME Clare Bell

DISABILITY Spinal cord lesion at TS.8

RATING 10

HOUSEHOLD Two adults joint heads of household, 3 children under 16
COMPOSITION

TENURE House owner-occupier with mortgage

INCOME Earnings, child benefit, one parent benefit, industrial injury benefit,

attendance allowance, mobility allowance, Independent Living Fund

SUMMARY OF INCOME
AND EXPENDITURE

£ ONGOING EXTRA COSTS

Total weekly household 554.45 Home services
income Informal assistance
Total weekly ongoing extra 342.69 Prescriptions
costs of disability Chemist items/
Capital costs 3,862.00 unprescribed medication
Social security benefits Laundry
(inc. ILF) as % of income 56% Clothing/bedding
Weekly extra costs as Wear & tear,
% of income 61% waste/destruction
Food/diet
Fuel
Transport

Other, phone

TOTAL

£ WEEKLY

160.25
75.00
1.11

16.12
7.00
11.70

15.00
20.00

3.07
16.34
17.10

342.36

WEEKLY HOUSEHOLD INCOME

One parent benefit

Child benefit

Industrial injuries benefit
Attendance allowance

Mobility allowance
Independent Living Fund
Earnings

Joint head household’s earnings

£

5.20
7.25
59.00
34.90
24.40
181.50
80.70
161.50

Total 554.45




CAPTIAL COSTS £

Equipment, daily living aids 2,039.00
Car adaptations 1,000.00
Vision aids 123.00
Central heating 700.00

Total 3,862.00




STATUS Non-pensioner, married, no children Age 58
NAME Linda Rice
DISABILITY Multiple sclerosis
RATING 5
HOUSEHOLD
COMPOSITION Subject and husband
TENURE House owner-occupier with mortgage
INCOME Earnings from self-employment
SUMMARY OF INCOME £ ONGOING EXTRA COSTS £ WEEKLY
AND EXPENDITURE
Total weekly household 445.00 Home services 20.00
income Informal assistance 10.00
Total weekly ongoing extra Prescriptions .20
costs of disability 49.88 Chemist items/
Capital costs 1,015.00 unprescribed medication 2.00
Social security benefits Wear & tear, .76
waste/destruction
(inc. ILF) as % of income - Food/diet 15.00
Weekly extra costs as Transport 1.92
% of income 11%
TOTAL 49.88

WEEKLY HOUSEHOLD INCOME £
Earnings 45.00
Spouse’s earnings 400.00

Total 445.00
CAPTIAL COSTS £
Equipment, daily living aids 1,015.00




STATUS Non-pensioner, married, no children
NAME Alan Hardy
DISABILITY Arthritis, ulcerated leg
RATING 7
HOUSEHOLD Subject and wife
COMPOSITON
TENURE House rented from council
INCOME Income support, invalidity benefit, mobility allowance
SUMMARY OF INCOME £ ONGOING EXTRA COSTS £ WEEKLY
AND EXPENDITURE
Total weekly household 112.06 Informal assistance 2.00
income
Total weekly ongoing extra 34.41 Unprescribed 3.11
costs of disability medication/chemist items
Capital costs 875.00 Laundry 7.50
Social security benefits Clothing/bedding 2.88
as % of income 100% 11.70
Weekly extra costs as Wear & tear, 5.00
% of income 61% waste/destruction
Food/diet 5.00
Fuel 1.92
Travel 5.00
Other, phone, presents for 2.00
helpers
TOTAL 34.41

WEEKLY HOUSEHOLD INCOME



Income support 14.96
Invalidity benefit 72.70
Mobility allowance 24.40

Total 112.06




CAPTIAL COSTS £
Equipment, daily living aids 875.00

Total 875.00




STATUS Pensioner, unmarried, no children Age 66

NAME Anna Taylor

DISABILITY Multiple osteo-arthritis, bronchiectasis, angina

RATING 8

HOUSEHOLD Lives alone

COMPOSITION

TENURE Flat rented from council

INCOME Retirement pension, income support, attendance allowance, mobility allowance, Independent Living Fund

SUMMARY OF INCOME £ ONGOING EXTRA COSTS £ WEEKLY

AND EXPENDITURE

Total weekly household 14550 Home services 62.00

income

Total weekly ongoing extra 97.28 Chemist items/ 7.02

costs of disability unprescribed medication

Capital costs 670.00 16.12

Social security benefits Food/diet 5.00

(inc. ILF) as % of income 100% Fuel 4.80

Weekly extra costs as Transport 5.96

% of income 67% Other, phone 12.50
TOTAL 97.28

WEEKLY HOUSEHOLD INCOME £

Retirement pension 43.60

Income support 33.70

Attendance allowance 23.30

Mobility allowance 24.40

Independent Living Fund 20.50



Total 145.50

CAPTIAL COSTS £

Equipment, daily living aids 670.00




STATUS Non-pensioner, unmarried, no children Age 54
NAME Adam Ferguson
DISABILITY Addison’s disease
RATING 4
HOUSEHOLD With co-tenant
COMPOSITION
TENURE Flat rented from private landlord
INCOME Invalidity benefit, income support
SUMMARY OF INCOME £ ONGOING EXTRA COSTS £ WEEKLY
AND EXPENDITURE
Total weekly household 48.60 Chemist items/unprescribed 3.00
income medication
Total weekly ongoing extra 24.53 Laundry 1.00
costs of disability Clothing/bedding .65
Capital costs - Food/diet 12.00
Social security benefits Fuel 2.88
(inc. ILF) as % of income 100% Other, phone 5.00
Weekly extra costs as
% of income 50%

TOTAL 24.53

WEEKLY HOUSEHOLD INCOME

Invalidity benefit
Income support

46.50
2.10

Total 48.60



CAPTIAL COSTS




STATUS Non-pensioner, unmarried, with children Age 33
NAME Julie Irving
DISABILITY Polio, left arm and leg partial paralysis
RATING 6
HOUSEHOLD Subject, husband and child under 16
COMPOSITION
TENURE House owner-occupier with mortgage
INCOME Husband’s earnings, invalidity benefit, mobility allowance
SUMMARY OF INCOME £ ONGOING EXTRA COSTS £ WEEKLY
AND EXPENDITURE
Total weekly household 200.00 Informal assistance 5.00
income Prescriptions .30
Total weekly ongoing extra 81.65 Chemist items/ 1.60
costs of disability unprescribed medication
Capital costs 1214.00 Clothing/bedding 451
Social security benefits Wear & tear/waste &
destruction 1.53
as % of income 42% Food/diet 20.00
Weekly extra costs as Fuel 5.57
% of income 40% Travel 28.84
Other, phone, present/helpers 14.30
TOTAL 81.65

WEEKLY HOUSEHOLD INCOME

Child benefit
Invalidity benefit
Mobility allowance

7.25
52.80
24.40



Spouse’s earnings 115.55
Total 200.00
CAPTIAL COSTS £
Car adaptations 144.00
Equipment, daily living aids 1,070.00
Total 1,214.00




STATUS Non-pensioner, unmarried, no children Age 41
NAME Michael West
DISABILITY Tunnel vision, night blindness, partial deafness, gastric ulcer
RATING 7
HOUSEHOLD Subject and wife (also disabled)
COMPOSITION
TENURE Flat rented from council
INCOME Earnings from employment, wife’s severe disablement allowance
SUMMARY OF INCOME £ ONGOING EXTRA COSTS £ WEEKLY
AND EXPENDITURE
Total weekly household 121.20 Informal assistance 3.00
income
Total weekly ongoing extra 18.13 Chemist items/ 1.25
costs of disability unprescribed medication
Capital costs 779.00 Clothing/bedding .28
Social security benefits Food/diet 6.00
as % of income 22% Fuel 76
Weekly extra costs as 15% Transport 3.84
% of income Other, presents/helpers,

insurance 3.00

TOTAL 18.13
WEEKLY HOUSEHOLD INCOME £
Earnings net 95.00
Spouse’s SDA 26.20

Total 121.20



CAPTIAL COSTS

Central heating (extra radiator)
Vision aids

Communication aids
Equipment/daily living aids

Total

53.00
21.00
60.00
645.00

749.00




STATUS Non-pensioner, unmarried, no children Age 78
NAME Alice Campbell
DISABILITY Loss of use of right side following cerebral vascular accident
RATING 8
HOUSEHOLD Subject and husband, both retired
COMPOSITION
TENURE Flat rented from council
INCOME Retirement pension
SUMMARY OF INCOME £ ONGOING EXTRA COSTS £ WEEKLY
AND EXPENDITURE
Total weekly household 76.91 Chemist items/ 4.50
income unprescribed medication

Laundry 87
Total weekly ongoing extra 40.04 Clothing/bedding 2.30
costs of disability Wear & tear 9.61
Capital costs 487.00 Food/diet 15.00
Social security benefits 100% Fuel 5.00
as % of income Transport .76
Weekly extra costs as 52% Other, phone 2.00
% of income

TOTAL 40.00

WEEKLY HOUSEHOLD INCOME

Retirement pension
Spouse’s retirement pension

Total

27.58
49.33

76.91



CAPTIAL COSTS £

Equipment/daily living aids 487.00




STATUS Non-pensioner, unmarried, no children Age 58
NAME May Francis
DISABILITY Multiple sclerosis
RATING 10
HOUSEHOLD Lives alone
COMPOSITION
TENURE Flat rented from council
INCOME Income support, invalidity benefit, attendance allowance, mobility allowance, Independent Living Fund, maintenance
SUMMARY OF INCOME £ ONGOING EXTRA COSTS £ WEEKLY
AND EXPENDITURE
Total weekly household 280.00 Home treatment 2.50
income Home services 175.00
Total weekly ongoing extra 210.95 Chemist items/unprescribed 11.14
costs of disability medication
Capital costs 549.00 Laundry 1.25
Social security benefits Clothing/bedding 1.00
(inc ILF) as % of income 98% Food/diet 11.00
Weekly extra costs as 75% Fuel 3.36
% of income Transport 2.00
Other, phone, 3.69
presents/helpers
TOTAL 210.94
WEEKLY HOUSEHOLD INCOME £
Income support 12.40
Invalidity benefit 52.80
Attendance allowance 34.90



Mobility allowance 24.40
Independent Living Fund 150.00
Maintenance 6.00

Total 280.50
CAPTIAL COSTS £
Equipment/daily living aids 549.00




STATUS Non-pensioner, married, with children Age 42
NAME Colm Cook

DISABILITY Multiple sclerosis
RATING 7
HOUSEHOLD Subject, wife and children under 16
COMPOSITION
TENURE House rented from council
INCOME Child benefit, invalidity benefit, mobility allowance, spouses earnings, maintenance payment
SUMMARY OF INCOME £ ONGOING EXTRA COSTS £ WEEKLY
AND EXPENDITURE
Total weekly household 176.11 Prescriptions 1.93
income Chemist items/unprescribed

medication 1.00
Total weekly ongoing extra 63.79 Laundry 2.50
costs of disability Clothing/bedding 57
Capital costs 488.00 Wear & tear,

waste/destruction 1.15
Social security benefits 78% Food/diet 10.00
as % of income Fuel 9.40
Weekly extra costs as 36% Transport 4.00
% of income Other, phone,

presents/helpers, insurance

TOTAL 63.79
WEEKLY HOUSEHOLD INCOME £
Child benefit 14.50

Invalidity benefit 98.51



Mobility allowance 24.40

Spouse’s earnings 31.80
Maintenance 6.90

Total 176.11
CAPTIAL COSTS £

Equipment/daily living aids 488.00




Appendix 2 Explanatory notes on benefits

Child benefit
£7.25

One parent benefit
£5.20

Family credit

NI Retirement
pension or old age
pension

Income support

Sickness benefit

tax free, flat rate benefit for each child if under
16, or under 19 and still in full time non-
advanced education

tax free, flat rate allowance payable for one child
to a person with sole responsibility for bringing
up the child

payable to families with children where one or
both parents work 24+ hours a week and income
is less than the set limit for that family. They
must have savings of less than £6,000

payable on retirement to men at 65 and women at
60. Depends on contribution record

means-tested. If you have little or no money, are
not working 24+ hours a week and have savings
of less than £6,000, you can claim income
support to top up your income.

flat rate benefit normally payable after 3 days
incapacity for work for up to 28 weeks. Based on
NI contributions unless industrially injured



Unemployment
benefit

Invalidity benefit
£43.60

Severe disablement
allowance
£26.20

Industrial injury
benefit

War disablement
pension

Attendance
allowance
Lower £23.30
Higher £34.90

Mobility allowance
£24.40

payable for up to a year if available for and
capable of work. Depends on NI contributions

payable after 28 weeks of sickness benefit or
SSP, depends on NI contributions or industrial
injury. Age allowance paid on top.

for those unable to qualify for sickness or
invalidity benefit. Must be incapable of work
and have been so for 28 weeks. Some people
may have to prove they are 80% disabled.

varying rates of benefits payable to those who
have suffered an industrial injury/accident at
work.

varying rates of benefits payable to people whose
disability is due to or was aggravated by military
service.

tax-free, non-means-tested benefit payable at two
rates for people who need a lot of looking after or
continual supervision

tax-free non-means-tested benefit paid to people
who are unable or virtually unable to walk.



Invalid care
allowance
£26.20

Independent Living
Fund (Government
funded charity)

paid to people who are spending 35 hours a week
caring for someone who gets attendance
allowance.

means-tested, payable to those in receipt of
attendance allowance who need to buy in
personal care and/or domestic assistance
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Interviewers observations on condition of home

Write In
5. Forthe head of household and the di T who are in empl it enter the
following details. If unemployed or retired enter details of last job.
(@) 1) T T I @
Personno. | Mameof | Description | Industry of
(fromQn.1) | job | ofactivity |  employerandNo. persons
| | | employedat
| | | (underorover25)
————— B
_____ N =T T e

6.(a) Apartformyourself does anyone elsein this household suffer from any disability,
infirmity or long-standing illiness?
YES 1
NO 2

IEYES

{b) Who is that? (Enter person no.(s) from household grid (Q.1) and ASK () and (d) of
each person mentioned.)

(c) Does disability mentioned at (a) limit ......(other disabled person's) activities in any way
comparedwith mostpeople of thatage?

{d) Whatis the medical diagnosis of ............ 'sdisability?
(Whatdoes the doctor call it7)

® | (c) | (d)
| Activities |

Parson | | Not |  Descriptionof

No. | Limited | Limited _ |  disability __ _ __ __ __

I A AN e e i Y N N N
B | |

CARD NO 1
coL

a3

ABOUT YOUR DISABILITY
7. NowlIwant totalk to you about your disability.
(a) Whatis the diagnosis for your main condition ?

When did it in?
o 2 vour 1]

(c) Do yousufferfrom any other conditions?

Yes 1
No 2
If yes, spacify
(d) Areany of these problems causing you real difficulty?
Yes 3
No 4
Ifyes, spacify how
(e) Haveyoubeenadmitted to hospital since Easter?
Yes 5
No 6

Ifyes, spacify reason

(fy SEVERITYRATINGS

OPCSClassification | |
Lossoffaculty(ii) [ [ [ [%

CARD NO 1
coL

36-37

38

38

39
40-42

¢ xtpuaddy



Now Iwanttotalkio you about how your disability affects you.

i d outalistofdifficultiesy y exp
wmdmimmmwu
LOCOMOTION
Ring answer - ask all

(a) Cannotwalkatall
(b) Canonlywalk afew stepswithoutstopping or severe
discomioryC: i e %

© Hanrmmzormﬁrr;hmmyw

©C lkupandd f12stairs

0] Gamotwaltﬁﬂmﬂsuﬂllﬂ pping

(9) € far ghtotouch gl
upagain

h) Ci o gup from the floor and

) G e pping oA
only up fight of 12 stairsif hold: d a

falnnSormmmnmm ear
dd niﬂgmoﬂ’ irs il holds

on(duem'maedarw)

(k) C: pup g
amlslmigh'lsnl.pagah

() C afightofstairsifg o
oronoaiepataﬂms

(m) Cannatwalk 400 yards without stopping or severe discomiornt

BEACHING AND STRETCHING
Ring answer - askall

(a) Cannothold out eitherarmin front to shake hands

(b) C puteither amm up toheadtoput ahaton

(e) C H back to putjack
Uﬁ(ﬂ!l’!h

(d) C b P R hfor

() Hnsdmmuhnﬂmqnﬂhararmmmmmmnm
with someone

{f} Hasdifficulty putting either arm upto headlo putahaton

(g) Hasdifficulty putting either hand behind back o put jacket
onortuckshirtin

g} Has diffcultyra ith W 4. i

(butean with other arm)

() Cannotputoneanm behindbackto puton jacket or tuck
shirtin (butcan with other arm)/Has difficulty pulting one arm
mmmuwmtmummnm of putiing one arm

difficulty with other arm)

L

L \

d lwant you fo tellme

Sewverily Score

95
9.0

8.0
7.0

65
55

45
35

25

CARD NO 1
CcOoL

10. DEXTERITY
Ring answer - Askall
(@) € P g of coffee with gither hand
®)C 1apor control knob hand
(c) C: ickupand carry apintol milk o sq the water
fromasponge with either hand
(d) & pickup fety pin with either hand
(&) Hasdifficulty picking up and pouring f full kettle or serving
(1) Hasdifficulty wing the lidof a cotfee jar of using a
penorpancil ’ P
{g) Cannotpick d 5bb hand

) mmwmmluh:mumnworm

(i) Canpickupandholdamug of tea or coffee with one hand but
notwith the other

(11} mma&mamwm%cmh&rﬂhmﬂﬁmh
other/C:

butnotthe other
N“ picki h fety pi

4 the othar/Can pick , fmilkwith

i olopsis oo At
orstrings
11. PERSONALCARE

Ring answer. Askalluntila positive response is given

(a) Cannot it p/C: toanduse the toilet
without help

) G d out of bed without help/C:

andumald\aimmoulheh
(c) Gi ithout help/C: 4

andund'mavdmmneb
(d) G
(e) Hasdificulty feeding selt/Has difficulty getting to and

using the toilat
(f) Hasdifficulty gettinginand outof bed/Has difficulty getting in

andoutof achair
12, CONTINENCE
Ring Ask alluntil it p isgiven
No Y | bowels
(b) No voluntary control over bladder
(c) Loses convolof bowet y24hours
(d) Lot bladdar at um.,...houna
(e) Lot ol of bowels atleast week
L trol i mnnlh
(o) L

Severily Scora

105
9.5

8.0
7.0

6.5
55
4.0
3.0

20

1.5

0.5

Sgverlly Score

1.0
9.5

7.0
45

4.5

25

Saverily Score

115
105
10.0
8.0
8.0

5.5
50

4.0
25

1.0

CARD NO 1
coL
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13. SEEING
Ring answer. Ask all until a positive responseis given

{a) Cannotteliby the light where the windows ane

{b) Cannot see the shapes of lumiture in a room

(¢) Cannotseewellenough o recognise a friendil close to his face
(d) menlmwﬂsnwuh torecognise a friend who is an

‘slangth away
(2) c... ugh d
(I Cannotseewell enoughto reada Iamepﬂnlbook
(g) Cannot seewell enaugh to recognise a iriend across a room
(h) Cannot seewell enough to recognise a friend across a road
(i} Hasdifficulty seeing to read ordinary newspaper print

14, HEARING

Ring answer. il ity ghven

(a) Cannothear sounds atall
(b) Cannotfollow a TV programme with the volume turned up:
() Hasdificulty heasing someone talking in a loud voice in a quietroom
(d) Cannot hear adoorbell, alarm clock or telephone bell
(e) Cannotuse the lelephone

(N Cannotfollow a TV programme at a volume others find acceptabile
(g) Ditficulty g a aguietroom
() Difficulty g & o against a background noisa

15 COMMUNICATION
Do notask. Interviewers judgement only - Ring answer
(2} Isimpossible for people who know himvher well to
understand/Finds it

know him/Mer well

B) y difficult for
poupiawmm himMerwalltoy itir
bmmnawmummnmummmoﬁs
wha know himMher well

(e} Isverydifficult for difficult for
pnuplnwmlu‘mhh'nﬂmweﬁmundarmndﬁds itdifficult
undarstand

momwmwl
() Islwlledlﬁunu gersh
0 undersiand s

d/Finds it quite difficult

trangers
(e} Oﬂ'harpeopln have some difficulty understanding himherHas some
difficulty understanding what other people say or whal they mean

16, BEHAVIOUR
Interviewer's judgement: Ask only where appropriate

(a) Gs'lssuupsatmalmsumrpuoplawmplsshmmmll

(b) Gelssoupsetih

] Feelsmeneodlohavesommpmsmanmaﬁne

{d) Finds refationshipswith members of the family very difficult

{e} Often has outbursts of termper at other people with very little cause

{0 Finds relationships with people outsida the family very difficult

(g) Sometimes sits for hours daing nothing

{h) Fincs it difficult 1o stic himmersel o do things/Otten fecls
aggressive or hostile towards other people:

Saverity Score

120

55
2.0
1.0

CARD NO 1
coL

17, INTELLECTUAL FUNCTIONING

Inferviewer's judgement:
Severity  No of
Score Problems

(@) 13.0 "

120 10

(e} 105 9

@ 85 8

(e) BO 7

m 7.0 3

@ B0 5

m 45 4

(] a5 a

i) 20 2

kK 10 1

18. COMSCIQUSNESS

Severity Score
Score

(a) 125 13.8

) 1.5 12,8 -13.0

{e} 10.5 1.8

(d) 10.0 10.8

(8) 8.0 9.8 -10.0

fy 8.0 B.8- 9.0

@ 70 7.8- 8.0

{h) 6.0 6.8- 7.0

{iy 5.0 5.8- 6.0

i 40 48- 50
3.0 4.0

m 20 3.0

(my 1.0 2.0

n) 05 1.0

19. EATING. DEINKING AND DIGESTION

ilpresent

Murmiber of probke mes from tha lollowing:

O

rrmummw

uorm'aallon

Ir TV progr Y

Th
4

Cannot walch
Cannat

Oftentorg g o taps
Ofenforgets the name of people inthe lamily or triends.

Canr A help
Cannotcount well enoughto handie money

Adidthe scores forthe following tems:
Hasfis:

Lessthanona yaar
Onceayearbut lessthan 4 limas ayear
4 timés a yearbut less thanonce amonth
Onceamonth bt lass thanonce aweek
Once a weak but kess thanevery day

Every day

Only has ftsduringthe night

Only has f#ts at
Orirmﬂsatlhedwionu*sworhlmmm
Has fits dusing the daytima

Always has awaming balore alit

= -] (A T U]
4

Severty Scorg

(a) Suffersiromproblems with eating, drinking or digestionwhich
severely aflects ability 1o leadanormal e 05

() Suffersiromascar, blemishor deformity which severaly atiects

‘ability tolead anormal life
21.PAIN

(@) constant

05

(B) Sutfersfrom intermittent pain
(&} Suffers fromoccasional

pain
1 Pmssmmwmﬁmmles

(g) Painis i

{1} Painks mild and generally controlied

- AN

ICARD NO 1
cOoL

¢ xTpusddy



'our b

(a) Have any ofth yoar?

Showeard C

District nurse

Nursing auxiliary (eg bathattendant)
Community psychiatric nurse
Community mantal handicap nurse
Healthvisfor

Speechiherapist

Physiotherapist
Cecupationaltherapist

Chiropodist

IFYESTOANY, RING NUMBERAT TOP OF COLUMN
ANDCOMPLETE (b)- (d) FOR EACH PERSON WHO COMES

L

D@ NEOOD N -

1 2 |3 |4 (5|8

(b} NAME OF PERSON
(e} Howotendothey
......................... come?

Everyday orneary ...
2or3times aweek.....
Oncaawoek.....

Less than onca a woek

L -
W -
N
LRy -
R -
B Ry =

-
D R
WPy -

IFCODEDO7-09AT (a)
(d) Do youpay anything for
| | SR ? Yes 6|6 |6 |6 |6 |6

Ne o W T O K o [ O

IFYES £ p|E pi€ p|E p|E P|EP

v 10 O
£ plE plE p

(i

How muchdo youpay
perweek? | | | | | l

HINNEE

B.  Wouldyou have any more of any of the servicesif they were available

T [, ]

Yos 3
No 4
IFYESRING NUMBERAT TOP OF COLUMN
1 2 3 4 5 ] 7 8 9
How muchwould
PaTPBlWMmJ:u £ plt p|f p|E p|E p[t p[E pP|E p[E p

CARD NO 1
CoL

58

59-63

23 A Hereis alistof servi hich pla with disabilities and thalr tamilies

(a) Haveyouhadany of these servicesin the pastyear?

ShowcardD

Local authority home help
Meals onwheols
Laundry service
Incontinence service
Nightsitting service
Mobilityfechnical officer for the blind
Social Worker

Voluntary worker

Visiting service

Private domestic help
Privale nursing help
Other (please Describe)

DN OOAEWDN-

r—
N -0

IF YES TOANY, RING NUMBERAT TOP OF COLUMN AND COMPLETE (b) - (e)
FOREACHSERVICE

1 2 3 4 5 -1 7 8 9 10|11 |12
(b) NAMEDESCRIPTION
OFSERVICE
(¢) How olten do
.......... come?
Evarydayorneady | 1| 1+ |1 |1 v [ |11 |1 f1 ]
2or3limesawoek | 2| 2 |2 |2 |2 |2 |2| 2|2 |2 |2 |2
Once aweak ... 3 3 3 3 3 3 3 3 3 3 3 k]
Less than once a
L0 . TP—— 4 4 4 4 4 4 4 4 4 4 4 4
(d) Doyoupay
anythingfor the
wenn? Yes | 5| 6 |5 |5 |5 |5|6]| 5|85 |5 |5 |6
No |[6| 6|6 |6 |6 [6|6| 6|6 |6 |6 |E
IFYES £ plt plEplEpPE PIEPIE PIE PIEPIE PIEPIE P
(i) Howmuchdoyou
payporweax | | | [ [T IT[T[TTTITITITIT]]
AMOUNT
IFHAS A LA HOME HELP
(8) Howmany hours
aweekdoyou
haveahome
helptor?
ove [ ]
IF VARIES GIVE AVERAGE

CARD NO 1
coL

53-57

CARDNO 2
coL

1-3
4-68

69

€ xTpuaddy



Wouldy any more of the you already have (Il you could afford it 7) CARDNO 2 24. CARDNO 3
coL A Herel peop y receive COoL
(a) Haveyou had anyolthishelpinthe past year?
okt 70 ves 1 Lt
No 2
IF YES RING NUMBER AT TOP OF COLUMN Show csnd E 4
Familyinhousahold 1
inhousehokd 2
mmm1aa4s|‘araslmu1z Relatives nol
Neighbours 3
you-payin Ep[E p|E p|¥ PIE PE PIE P|E P|E PIE PIE PIE P Fonds 4 5-11
totalperweek | [ Halrdrosser 5
Gardaner
Total | , 70-75 Ocdjobs/decorating/repairs 7
Would you buy any of those services which you do not have al the moment if IFYES TOANY, RING NUMBER AT TOP OF COLUMN AND
you couldatford it? COMPLETE {b)-{d) FOR EACHSERVICE
Yes 5 1 213 |4 5 |8 |7
No &
{b) NAMEDESCRIPTIONOFHELP
IF YES RINGNUMBER AT TOP OF COLUMN (0 HOWOREORENR Lo e GOTOY
Eve ornearty 1 1 1 1|1 1 1
1 2O |& |8 7|8 |9 10 | 11 | 12 259;::'-% 2 2|2 |2 2 2 |2
Howmu K TEB|E PE PIE PIE PIE PIE PIE PIE PIE PIE PIE P ONCOAWRk......... alafla|afa|s |3
you payintotal Pt i | | Less han once awaek........... A a4 |4 [4 |4 [
parwoek (d) Doyoupay glor ihe 7
) Yes 5|6 |5 |5 [5 |5 |5
Total |——L- 78580 No 6| 6|6 |6 |6 |6 |6
IFYES
(i) Howmuchdo youpayperwaek? € ple ple pl|e pig pl¢ DIE_L
AMOUNT
B i —_— ooy Total l:] 12-16
have ifyoucould atfordit?
Yez 3
No 4 17

IF YES RING NUMBERAT TOP OF COLUMN

1|2 |3 |4]5]|86 |7 |8 |9 [10]11]12
How muchwould £ plE plE plE p

youpayiniotal | |
parwoak
C. youbuy inanyolth Total | | 18-22
‘have atthe moment if you could afford it?
Yes 5
No & 23

IFYES RING NUMBERAT TOP OF COLUMN

1 213 |4 51617 (8 9 10|11 )12
Howmuchwould [ p| £ PIE PIE PIE PIE Pt P|E PIE PIE p[E pIE p

perweek

Total | | 24-.28

€ xTpuaddy




C.

Othar (SPECIFY)

IFYESTOANY, RINGNUMBER AT TOP OF COLUMN
ANDCOMPLETE (b) - (d) FOR EACHPLACE

HEO AL -

1 2 a

(b} Description
(¢) Isthis................specially

for with disabilities,
orcanother people go thare?

Fordisabledpeople .......... 2] 2 |2

Forothers.. o
(d) Howoltendo youusually
golothe ..........7

Everydayornearty ...
2or3timesaweek ..
Onceawoek ..
Lessihanonce aweek

[ Ty
L T
L ]

L Y
D s w

oo s

{8} Howlongdo you usually

slaythera?
Tor2hours....
Halladay .....
Mostoltheday ...

o o~
o @~
o o~y

© o~y

D o~
-

o @~

Argyou........

YOI
RUNNING PROMPT axampl| iption ch

paying i'ommi'l;:ftesz:‘t:lilﬂwu:lr
arpaying with a season ticket

(@) Hi y k 7

your season fi

How yousp inthe past
becausa of your disability?
23]

TOTAL
oK

4months
12months

oM s W

CARD NO3
coL

30 -36

37

27
A
(a) Canyoulookatthis i hether you regularly spend extra
any of these items because of your disability.
Yes 1
No 2
Showcard G
Tissueshtollet paper/kitchen roll 1
Cotton wooldressings felastopl 2
Elastic bandages/supports 3
Tal p plic or soothing creams 4
y Jpaln-kil p il tonp ol 5
Disinfectantbleach 6
Other medical supplies 7
(PLEASE DESCRIBE)
IF YES, RING NUMBER AT TOP OF COLUMN AND COMPLETE (b) - (c)
1 2 3 4 5 [ 7
(b) Description
() Abouthowmuch pr}iptptptpﬁpr
extraddyouspond (T T
Tom [ ]
B. A y this listwhichy . butcan'taffordto?
Yes 1
No 2
ltlemno1-7 Description
28. NowIwantiotalkto you aboutextralaundry costs.
A, Doesyourdisability mean thatyou h ctra Y
(a) ofincontinence
Yes 1
No 2
) pecial medicali
Yes 1
Ne 2
{c) yousweatalot
Yos 1
No 2
(d) other(Specity)
Yes 1
No 2

(CARD NO 3
coL

CARD NO 4
coL

¢ xTpuaddy



Does yourdisability mean that y
INDIVIDUAL PROMPT

Washing clothes or bed linan

Dry cleaning

Sending things to the laundry

p

Yes 1
No 2

Yes 1
No 2

Yes 1
No 2

It h aviea i ™
How much &

inthe past4

cleaning/laundry because of your disability?

ks because ol washing/dry

INDIVIDUAL PROMPT
extrahotwater £
extrasoap powder £
extra fabii it /soft £
more freq icing machi £
o [ ]
Doyou think thaty dlospenc Y g orlaundry,
because of your disability butcan't atford to?
Yes 1
No 2

CARD NO4
coL

8-10

11-14

15-18

29.
(a)

(b)

Does your disability you spand g g,
for ple any of the thing: this list?
Yes 1
No 2
Show cardH
Thermal underwear 1
Other underwear (excepl incontinence panis) 2
Pyjamas/nightdresses [
Trousers/shirts/dresses 4
Shirvblouse 5
Socks/tights/stockings 6
Cardigansjumpers 7
Coats/fjackets 8
Gloves 9
10
Bedding (not i rings} 1"
Other (PLEASE DESCRIBE) 12
During the past year, about how h axtra h you Spx g/'bedding
because of your disability?
oace T ]
Whyis this?
INDIVIDUAL PROMPT
frequent laundering 1
need items specially made 2
ly wear i 3
items wear out quickly 4
some otherreason (SPECIFY) 5
. Ara there any ltems on the listwhich you need because of your disability
butcan'tafiord?
Yes1
No 2
temno1-12 Description
How xtra do you think you would to clothe y it properly?
oale T ]
Canyou always afford lo replace items of clothing/f ?

CARD NO 4
coL

20-31

a7 -41
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(b}

3t

L]

Now| ktoy andtear and
Doy K you sy b wear and lear or wast ion?
Yes 1
Ne 2
Showcard |
Funiture 1
Carpets 2
Decoralions 3
Fittings 4
Crodkery 5
Windows 6
Equipment 7
IF YES TOANY, RING NUMBER AT TOP OF COLUMN AND
COMPLETE (b) FOREACH ITEM
1 2 3 4 5 [ 7
E plE £ plt plE plE p[E p
COSTOF REPLACEMENT | |
SINCEEASTER
Total | i
beonuna;l;loaﬂom? . '
Yes1
No 2
ltemno 17 Descriplion
o[£ ]
MNow Iwanl o lalk to you aboul diet and food
Does your disability mean that you b pecial diet?
Yes 2
No 3
Hash y adoclor or ian?
Yes 1
No 2
Do yougetany ¥ p
Yes 1
No 2
u Joant doyouldoesyourfamily spend onlood eachweek?

EXCLUDE : CLEANING MATERIALS, PET FOOD, CIGARETTES
ALCOHOL, SWEETS

INCLUDE: COST OF SCHOOL/CANTEEN MEALS, TAKE AWAYS

CARD NO 4
coL

42

50 - 54

61

C. Doesyourdisability th

ywwwldﬂyuuhadnodisabll'rf? i

(a) Whydoy
(Mainreason)

Require special diet

Buy convenience foods
Cannotshop around
Medicalion increases hunger

None

on

DU WA -

Doy ¥ F g
of yourdisability but can‘tatford o ?

Doyoueverhavetog

CARD NO 4
coL

67

76

¢ xTpuaddy



32 Nowlwanttotalktoyouat 9

A Howdoyouheatyour house?

ShowcardJ
WRITE IN MAIN (M) Gas central heating
AND ONE SUPPLEMENTARY (S) Electric contral heating
Qil cantral heating
Storage heaters
Gasfires
Electric fires
Coalfires
Oilheaters
Bottiedgas
IFHAS CENTRALHEATING
(a) Haveyouhad ] was it already in the h ?
Central heating installed
Already in the house
(b) Didyouh: heating your disability orwould
you have haditputin anyway?
Installed because of disability 2
Would have had anyway3
(c) H | you andwhen wasthis?
warew [ ]
IF NOCENTRALHEATING
(d) Doy d ing ofyourdisability?
Yes 4
No
B Howmuchdidyou pay for gas, electricity, coal and oll over the last 12 months?
(tonearest£10)
Gas £
Electricity £
Coal

£
Oillparaffinbottied gas g

o[£ 1]

DO~ OM DN -

CARD NOS
coL
1-3

7-11
12-13

14 - 15

C.(a)Doyouh dditional fuel bx
i)  Youareathomemorethan
would otherwise ba the case Yes No
andthe heating is onmore 1 2
READ (i)  heatingisonatnight 1 2
out (i) youfeelthe cold andthe house
hastobe hotter than would
otherwise be 1 2
(v) ofext for g cloth 1. 2
) ofextra ytionof y
for hi i d tumble dryer 1 2
(vi) extrabaths 1 2
(vil) youuseelectricblanketsalot 1 2
IFNO, CODE 2 TOALL (i) - (vif ) ABOVE, SKIP TO((c)
OTHERS ASK (b}
(b} How much extradoes it ayear f yourdisability
L ———
(c) Doyounot y inyour y affordto heatthem?

(d) Do youworry about your heating bills?

() Doyouneedthe heating on all year round?

Yes 1
No 2

=
8

gon?

§

CARD NO 5
coL

16-22

23-27
28

29

30

31
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33. The i b dtravel
A, Doyou(or bearof yourh hold) haveusaofacar?
Yes 0
No 4
B.(a) Doy b yourdisability?
Yes 2
No O
IFYES How much did tha car cost?
warew [
Arayou purchasing through Motability?
Yes 1
No 2
IFNO
(b) Would you have had one anyway?
Yes 1
No 2
C. Isyourcarspecially adapted?
Yes 1
No 2
If Yes Did you pay for ap ?
Yes 1
No 2
Howmuchdditoos E_1]
Do youdrive yourselt?
Yes 1
No 2
D.{a) Doesitcostany yourcarb
of your disability? Yes 1
No 2

INCLUDE, WHERE APPLICABLE, COST OF RUNNING A CAR/SECOND CAR
BECAUSE OF DISABILITY, EXTRA PETROL COSTS BECAUSE OF EXTRA
JOURNEYS - TOHOSPITAL, DOCTORSETC.

(b) How hdoy itcost: ayear (b 10)
WRITEIN .
E.(a) Apartfromth g thera any other extra transport costs?
Yes 1
No 2
{b) Wyes, whatarethese extracosts?
INDIVIDUAL PROMPT taxis 1
dialaride 2
payment to friends 3
other 4
fc) How hdothay ! ayear(| £10)

CARD NOS5
coL

32

a3-37

49 - 51

Afa) During the pastyear have you been away

34.  Mextiwanttotalk to you about holidays

IF YES, Why was this, SPECIFY

Yes 1
No
(b) Wno,when isthe lasttime you had a holiday
WRITEIN 19
Apartirom holidays, in the past year have you been to
else or a break (ortogive the p king after you abreak)
Yes 1
No 2
EXCLUDE TREATMENT IN HOSPITAL
IFYESTOEITHERA(a) ORB
‘What sortof place did you stay at on your last holiday
ShowcardK
Ordinary holiday accommodation (hotel, villa, caravan, B&B) 1
With tamily or friends 2
Hospital 3
Nursing home 4
Convalescenthome 5
Hostel for disabled people 6
Local Authority home 7
H by veluntary org i 8
Privatefamily 3
Other (SPECIFY) 10
Isth you hi hada y one of for some
otherreasons? (SPECIFY)
MAIN Did notwanttogo 1
REASON Financial reasons 2
Health/disability 3
Other (SPECIFY) 4
Diditcosty goonholiday b 1 your disability
Yes1
No 2

CARD NO 5
coL
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(IF SIGHT PROBLEM)
35, Now lwant totalk to you about vision aids,

i b et Beted on Hhie rard?

A Doyouuseany visi

Showcard L
Magnitying glass
Low vision aid

Braille equipment
Writing frame

Frame for telephone
Talking book machine

-0 EN - N R A

Other (SPECIFY)
IF YES, RING NUMBER AT TOP OF COLUMN AND COMPLETE (b) - (d)

1 213 |4 1516

{b) DESCRIPTION

(c) DIDYOUBUYIT

Yes 1|Yes 1]¥es 1] Yes 1| Yes 1|Yes 1| Yes 1|Yes 1|Yes 1

€ plf p|f p|e p|Ef p|lE p|f p|E £

(d) HOWMUCHDIDITCOST

(IF COMMUNICATION PROBLEM)

36, Nowl totalkto you about i

hearing or speech difficulties listed

A Do o

¥ Y

this card
ShowcardM

Hearing aid
Adaptor of lelephone
Adaptorfor TV
Adaptor for radio

Flashing light for telephone
Flashing lightfor door
Flashing alarm clock
Printerboard

Typewriter

Other (SPECIFY)

OWE DU 50N -

IF YES, RINGNUMBER AT TOP OF COLUMN AND COMPLETE (b) - (d)
1213|4516 117

(b) DESCRIPTION

Yes 1) Yes 1/Yes 1] Yes 1| Yes 1| Yes 1|Yes 1[Yes 1| Yes 1| Yes 1
(c) DIDYOUBUYIT No2|No2 [No2 |No2 |No2 |No2No2 [No
P|E plE plE P|E p|E p|E P|E PEPIE P

£
(d) HOWMUCHDIDITCOST |

CARD NOS
coL

CARD NO &
coL

1-3

37.  Andnow I'dlike to talk to you about daily living aids.
A. Do you use any pieces of equipment or dally living aids such as those listed on this card?
ShowcardN

WEmND WU AWM

Telephone
Other gadgets (SPECIFY) 12
{a) IFYES, RINGNUMBER AT TOP OF COLUMN AND COMPLETE (b)- (d)

CARD NO &
CoL

9-20

1 2 |3 ]al]s5 |6 ]7 |8 9 10 |11 |12

(b) DESCRIPTION

You Wes 1|Ves 1[ves 1| Ves 1| o5 1|Yes 1]Yes 1/¥es 1)¥os 1| Yos 1 Yes 1| ves 1
-0 i No2|No2 No2 [No2 |No2 [No2 No2 [No2 [No2 |No2 [No2|No2
(d) HOWMUCH EﬂfptnfvﬁﬂfplﬁpﬁpfpfﬂfPBD

DIDITCOST | |

B.  Amethereany ything y

Item No

¥ 1here orearfier that y or
dowithoutin order to afford others?

Description

21

22

£ xTpuaddy



aa.

(a

(b

(e)

39,

(a)

B.(a)

And finally in this section - other extra costs,

Weh. Epr e i - 1

because of yourdisability. Are there any other things, such as
those listed on this card, or anything else yout 1 K

thatyou spend extraon
Yesi
No 2

Showcard O

Telephone

Paying for child care/babysitting
Buying presentsfor helpers
Paying formembership of clubs
Insurance

Cther (SPECIFY)

IF YES, RING NUMBER AT THE TOP OF THE COLUMN AND COMPLETE (b) - (d)

DO s WM -

1 213|415 1|6

DESCRIPTION

HOWMUCH DO YOU PAY PERWEEK Eple pIEPE PIE PIE P

Ta [ ]

Now I'dlike to talk to you about your ituati

Thinking abouthow you are iging on yourmoney at tt 2
would you say you are

RUNNING PROMPT - Code most serious

NOW LASTYEAR
managing quite wall 1 1
justgetting by 2 2
3 3
getting into difiiculties 4 4
paermanently in debt 5 5
0ther(SPECIFY) 6 6
And thinking about this ti year, howwarey ging on your
maney then, were you:
During the past 12 months have you ever:
ot y maney thaty i gs?
ii) Had lo borrow money from anyone to pay for some
big expenses........

i) Hadt money yonawhen youwereshort,

justtomake ends meet?.....
iv)  Fallenbehindwith your rent, mortgage or any other regular payments?
v} Hadabigbillthat you couldn't pay on time?

Yes No
12
1 2
1 2
1 2
1 2

CARD NO&
coL

36
37
38
40

¥ ¥ pay last year?

AUNNING PROMPT More

Aboutthe same

food, leisure

Canyouchooseananswerlromihiscard,

T 5 pooE y anddo - thair 0
activities, etc- makeuptheirstandard of living. How salisfied doyoufeal
h living ?

[ ST

W -

Showcard P Very satistied 1
Fairly satisfied 2
Naithersatisfied nor dissatisfied 3
Fairly dissatisfied 4
Verydissatisfied 5
DE/noopinlon [}
D.{a) Hyourweekly increaseby £10 panditon?
WRITEIN
(FIRSTMENTIONED)
(b) Iyoul yincor aliby €1 ¥ ith
WRITEIN
(FIRSTMENTIONED)
© My billof £200 howwould
WRITEIN
(d) Iy ived pectedwindfall ol £200whatwouldy fikely b dit
ittowards
ShowcardQ
Paying debls/bills 1
IFMENTIONEDALTERNATIVES ~ Holidays 2
ASKWHICHMOSTLIKELY Things for the home 3
Entertainment 4
Clothes 5
Food 6
Presents 7
Save i 8
Other (SPECIFY) 9

CARD NO &
CoL

“

42

46

¢ xTtpuaddy



INCOME [HOUSEHOLD]

40. I'diiketo i pause) may ing
A Atp you (and your sp g any of the following state benefits?
SUBJECT SPOUSE
WEEKLY WEEKLY
AMOUNT AMOUNT
Yos No|l £ p |[YesNe| € p
1. Childbenafit | (-1 1 2
2. Oneparentbenefit L L
3. Familycredit W2 11 10
4. NiRetirement Pension or
Oid Age Pension | i 2
Income Support 1 e
Sickness banefit A2 1 2
7. Unemploymentbenefit 1 2 1 B
& y pension or 1 2 1 2
9. Severe Disablement Allowance | | 12
10.  Industrial Injury Disablement benefit | 2
11.  War Disablement Pansion r 2 1 |2
12.  Attendance Allowance 1 2 1 2
14.  Mobility Allowance 1 2 1
15.  Invalid Care Allowance L 2 1 2
16. Widow’s pension or allowance or other
widow's benefit 1 2 1 2
17.  Anyother state benefitor allowance 1 2 1 2
(SPECIFY) EXCEPT HOUSING BENEFIT
18.  Independent Living Fund 1 i@ 1 2
INCLUDE ‘CONSTANT ATTENDANCE
ALLOWANCE'UNDER100R 11

CARD NO&
coL

47-

CARD NO 7
coL

-77

B.  Doyou,oryourspouse, have any otherincoma, fr ing: ?
SUBJECT SPOUSE
WEEKLY WEEKLY
AMOUNT! AMOUNT
Yes No |[€ p |lYesNo| € p
1. Eamings from employmant 1 2 1 2
2. Eamings from self-employment 1 2 1 2
3. Incomefromiettings 1 2 1 2
4. Income from maintenance 1 2 1 2
5. Income from trust fund or charity 1 2 1 2
6 G ining alk L) 1 2
7. Occupational pension 1 2 1 2
8.  Private pension 1 2 1 2
C. ShowcardR
Whatis your total weekly h hold | Total z‘

Thankyou very much foransweringallthe questions

Name of

Tima interview

Length ofinterview

[FORINTERVIEWERONLY]

Itthere is anything especially significant about this interview that you would like to record,
please do sohere. Thisisforyour personal use andwill serve (if completed) as abackground
notefortheindividual case history.

CARD NO 8
coL

1-80

CARD NO

¢ xTtpuaddy


















