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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 I 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. I 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. 
 
*Our 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 
no children 

20 23 

Non-pensioner unmarried 
with children 3 3 

Non-pensioner married 
no children 32 37 

Non-pensioner married 
with children 

14 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. 
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Table 2.5 
Work status of disabled people 
 
Status Below pension age Above pension age 

 

Full time  3 - 
Part time  4 -
Unemployed, seeking work 3 -
Unemployed, 
not seeking 
work 
Sick 

 
22 
 
47 

- 
 
5 
 

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 

i
    

 £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-pensioner Pensioner 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 
allowance 

1 
- 

1 

Occupational pension 10 5 9 
Private pension 1 10 3 

Spouse earnings from employment 28 - 22 
Spouse earnings from self 
employment 

8 - 6 

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) 

Severity 
category 

 All 
disabled 
adults 

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

 
 

 Proportion under pension age receiving: 
 

Higher rate AA - - 20 - - - 39 79 25 
Lower rate AA - - - 10 20 - 39 7 13 
All receiving AA - - 20 10 20 - 77 86 38 
All receiving Mob A 100 50 60 80 80 67 85 79 75 

 
Base 1 6 5 10 10 9 13 14 68 

 
 Proportion over pension age receiving: 

 
Higher rate AA - - - - - - 50 100 26 
Lower rate AA - - - 67 100 50 50 - 47 
All receiving AA - - - 67 100 50 100 100 74 
All receiving Mob A - - - 33 50 25 50 - 32 

 
Base 1 - 1 3 2 4 6 2 19 

 
 Proportion of all disabled adults receiving: 

 
Higher rate AA - - 17 - - - 42 81 25 
Lower rate AA - - - 23 33 15 42 6 21 
All receiving AA - - 17 23 33 15 84 88 46 
All receiving Mob A 50 50 50 69 75 54 74 68 66 

 
Base 2 6 6 13 12 13 19 16 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 
 
% 100 

 
4 5 6 7 8  
 

severity category 
 

mobility allowance 
 
 attendance allowance 

 
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. 
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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 
income 

Family type 
 

 Non-pensioners Pensioners All 
disabled 
adults 
 

 Unmarried 
no children 

Unmarried 
with 
children 

Married 
no 
children

Married 
with 
children 

Unmarried Married  
 
 
 

  
 £ £ £ £ £ £ £ 

 
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 
from all 
sources 

166.61 231.78 201.42 211.38 130.62 147.22 182.32 

        
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 
stairlift 
rails 
hoist 
special mattress 
special chair 

microwave oven 
washing machine 
freezer telephone 
gadgets 

 
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 kitchen. 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 
aids 

- 5 12 6 7 

Equipment and 
daily living aids 

100 84 92 96 92 

Adaptations to car - 11 8 20 13 
Central heating - 27 8 20 17 
      
Average total paid 
for equipment and 
aids 

£397 £589 £726 £925 £748 

      
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 
ILF 

28.25 20.05 34.23 39.49 29.78 42.04 60.54 86.73 49.86 

          
Average including 
ILF 

28.25 20.05 34.23 42.57 35.79 47.39 92.63 146.47 69.94 
 

          
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 
ILF 

22.10 37.83 36.16 72.51 49.86 

Standard 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 
100-
150 

150-
200 

200-
250 

250-300 300-400 400+ 
 
 

 

Average 
excluding ILF 

14.48 27.29 40.64 54.45 51.85 62.72 101.62 55.44 49.86 
 
 

Average 
including ILF 

14.48 29.12 44.10 65.83 102.41 110.86 157.45 55.44 69.94 
 
 

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 
ILF 

Family type 
 

 Non-pensioners Pensioners All 
disabled 
adults 
 

 Unmarried 
no children 

Unmarried 
with 
children 

Married 
no 
children

Married 
with 
children 

Unmarried Married  
 
 
 

  
 £ £ £ £ £ £ £ 

 
Average 
excluding ILF 

68.11 73.76 45.95 50.25 24.94 46.77 49.86 
 
 

Average 
including ILF 

104.47 134.26 55.85 50.25 65.50 52.60 69.94 

        
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 
Clothing 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 
Heating 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 
 

Source of expenditure Severity category 
All 
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 4.52 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 
ongoing costs 
excluding ILF 
 

22 28 26 35 30 

Percentage on 
ongoing costs 
including ILF 

22 29 30 53 38 

      
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 
 

 
Item 

 
Severity category   

All 
disabled 
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 4.50 12.25 9.44 
Clothing 2.11 2.91 2.87 4.16 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 

Family type 
 

 Non-pensioners Pensioners All 
disabled 
adults 
 

 Unmarried 
no children 

Unmarried 
with 
children 

Married 
no 
children

Married 
with 
children 

Unmarried Married  
 
 
 

  
 % % % % % % % 

 
Permanently in 
debt 

20 - 9 29 - - 13 
 

Getting into 
difficulties 

15 - 9 28 - (33) 14 

Scraping by 20 (67) 28 29 33 (50) 30 
Just getting by 30 - 35 7 42 (17) 27 
Managing 
quite well 

5 (33) 19 - 25 - 15 

Other - - - 7 - - 1 
        
Total 100 (100) 100 100 100 (100) 100 
        
Satisfaction 
with standard 
of living: 

% % % % % % % 

        
Very 
dissatisfied 

45 (33) 22 36 17 (20) 29 

Fairly 
dissatisfied 

25 (34) 19 14 17 (20) 20 

Neither 
satisfied or 
dissatisfied 

10 - 19 14 8 (20) 14 

Fairly satisfied 20 - 25 29 33 (40) 26 
Very satisfied - (33) 6 - 25 - 6 
Don’t know - - 9 7 - - 5 
        
Total 100 (100) 100 100 100 (100) 100 
        
Base 20 3 32 14 12 6 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 
 

Subjective views of 
financial situation 

Severity category 
  

All 
disabled 
adults 

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

 % % % % % 

Permanently in debt 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 
ii  Had to borrow money from anyone for some big expenses 
iii  Had to borrow money from anyone when you were short, just to make 

ends meet 
iv  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 

Family type 
 

 Non-pensioners Pensioners All 
disabled 
adults 
 

 Unmarried 
no children 

Unmarried 
with 
children 

Married 
no 
children

Married 
with 
children 

Unmarried Married  
 
 
 

 % % % % % % % 
 

 Proportion with each problem: 
 

Used savings 50 (67) 67 46 50 (83) 59 
Borrowed for big 
expense 

47 (33) 50 86 17 (33) 49 

Borrowed to make 
ends meet 

42 (50) 19 71 25 - 33 

Fallen behind with 
regular payments 

40 - 19 50 8 - 26 

Couldn’t pay bill 
on time 

45 (33) 34 64 17 - 37 

Currently behind 
with payments 

40 (33) 28 64 - - 31 

        
Average number 
of financial 
problems 
excluding savings 

2.1 (1.3) 1.5 3.4 0.6 (0.3) 1.7 

        
Base 20 3 32 14 12 6 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, Mob A, ILF  

 
 Receiving Not receiving All disabled adults 

 
 Proportion with each problem:  

 
Used savings 61 50 59 
Borrowed for big 
expenses 

50 44 49 

Borrowed to make 
ends meet 

34 31 33 

Fallen behind with 
regular payments 

27 19 25 

Couldn’t pay bill on 
time 

39 25 37 

Currently behind 
with payments 

32 25 31 

    
Average no of 
financial problems 
excluding used 
savings 

1.8 1.4 1.7 

    
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 I 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. "I 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 15 and 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   Age 38 
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 
 

£ WEEKLY

Total weekly household 
income 

554.45 Home services 
Informal assistance 

160.25
75.00

Total weekly ongoing extra 
costs of disability 
Capital costs 

342.69

3,862.00

Prescriptions 
Chemist items/ 
unprescribed medication 

1.11

16.12
Social security benefits Laundry 7.00
(inc. ILF) as % of income 56% Clothing/bedding 11.70
Weekly extra costs as 
% of income 61%

Wear & tear, 
waste/destruction 15.00

 Food/diet 20.00
 Fuel 3.07
 Transport 16.34
 Other, phone 17.10
  
 TOTAL 342.36
______________________________________________________________ 
 
WEEKLY HOUSEHOLD INCOME £
 
One parent benefit 5.20
Child benefit 7.25
Industrial injuries benefit 59.00
Attendance allowance 34.90
Mobility allowance 24.40
Independent Living Fund 181.50
Earnings 80.70
Joint head household’s earnings 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 
AND EXPENDITURE 

£ ONGOING EXTRA COSTS 
 

£ WEEKLY

Total weekly household 
income 

445.00 Home services 
Informal assistance 

20.00
10.00

Total weekly ongoing extra 
costs of disability 
Capital costs 

 
49.88

1,015.00

Prescriptions 
Chemist items/ 
unprescribed medication 

.20

2.00
Social security benefits Wear & tear, 

waste/destruction 
.76

(inc. ILF) as % of income - Food/diet 15.00
Weekly extra costs as 
% of income 11%

Transport 1.92

  
 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   Age 58 
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 
AND EXPENDITURE 

£ ONGOING EXTRA COSTS 
 

£ WEEKLY

Total weekly household 
income 

112.06 Informal assistance 2.00

Total weekly ongoing extra 
costs of disability 
Capital costs 

34.41 

875.00

Unprescribed 
medication/chemist items 
Laundry 

3.11

7.50
Social security benefits Clothing/bedding 2.88
as % of income 100%  11.70
Weekly extra costs as 
% of income 61%

Wear & tear, 
waste/destruction 

5.00

 Food/diet 5.00
 Fuel 1.92
 Travel 5.00
 Other, phone, presents for 

helpers 
2.00

  
 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 
AND EXPENDITURE 

£ ONGOING EXTRA COSTS 
 

£ WEEKLY

Total weekly household 
income 

145.50 Home services 
 

62.00

Total weekly ongoing extra 
costs of disability 
Capital costs 

97.28 

670.00

Chemist items/ 
unprescribed medication 

7.02

16.12
Social security benefits Food/diet 5.00
(inc. ILF) as % of income 100% Fuel 4.80
Weekly extra costs as 
% of income 67%

Transport 
Other, phone 

5.96
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 
AND EXPENDITURE 

£ ONGOING EXTRA COSTS 
 

£ WEEKLY

Total weekly household 
income 

48.60 Chemist items/unprescribed 
medication 

3.00

Total weekly ongoing extra 
costs of disability 
Capital costs 

24.53 

-

Laundry 
Clothing/bedding 
Food/diet 

1.00
.65

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 46.50
Income support 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 
AND EXPENDITURE 

£ ONGOING EXTRA COSTS 
 

£ WEEKLY

Total weekly household 
income 

200.00 Informal assistance 
Prescriptions 

5.00
.30

Total weekly ongoing extra 
costs of disability 
Capital costs 

81.65 

1214.00

Chemist items/ 
unprescribed medication 
Clothing/bedding 

1.60

4.51
Social security benefits Wear & tear/waste & 

destruction 1.53
as % of income 42% Food/diet 20.00
Weekly extra costs as 
% of income 40%

Fuel 
Travel 

5.57
28.84

 Other, phone, present/helpers 14.30
  
 TOTAL 81.65
______________________________________________________________ 
 
WEEKLY HOUSEHOLD INCOME £
 
Child benefit 7.25
Invalidity benefit 52.80
Mobility allowance 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 
AND EXPENDITURE 

£ ONGOING EXTRA COSTS 
 

£ WEEKLY

Total weekly household 
income 

121.20 Informal assistance 
 

3.00

Total weekly ongoing extra 
costs of disability 
Capital costs 

18.13 

779.00

Chemist items/ 
unprescribed medication 
Clothing/bedding 

1.25

.28
Social security benefits 
as % of income 22%

Food/diet 
Fuel 

6.00
.76

Weekly extra costs as 
% of income 

15% Transport 
Other, presents/helpers, 
insurance 

3.84

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) 53.00
Vision aids 21.00
Communication aids 60.00
Equipment/daily living aids 645.00
 

Total 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 
AND EXPENDITURE 

£ ONGOING EXTRA COSTS 
 

£ WEEKLY

Total weekly household 
income 

76.91 Chemist items/ 
unprescribed medication 
Laundry 

4.50

.87
Total weekly ongoing extra 
costs of disability 
Capital costs 

40.04 

487.00

Clothing/bedding 
Wear & tear 
Food/diet 

2.30
9.61

15.00
Social security benefits 
as % of income 

100% Fuel 
Transport 

5.00
.76

Weekly extra costs as 
% of income 

52% Other, phone 2.00

  
 TOTAL 40.00
______________________________________________________________ 
 
WEEKLY HOUSEHOLD INCOME £
 
Retirement pension 27.58
Spouse’s retirement pension 49.33
 

Total 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 
AND EXPENDITURE 

£ ONGOING EXTRA COSTS 
 

£ WEEKLY

Total weekly household 
income 

280.00 Home treatment 
Home services 

2.50
175.00

Total weekly ongoing extra 
costs of disability 
Capital costs 

210.95 

549.00

Chemist items/unprescribed 
medication 
Laundry 

11.14

1.25
Social security benefits 
(inc ILF) as % of income 98%

Clothing/bedding 
Food/diet 

1.00
11.00

Weekly extra costs as 
% of income 

75% Fuel 
Transport 

3.36
2.00

 Other, phone, 
presents/helpers 

3.69

  
 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 
AND EXPENDITURE 

£ ONGOING EXTRA COSTS 
 

£ WEEKLY

Total weekly household 
income 

176.11 Prescriptions 
Chemist items/unprescribed 
medication 

1.93

1.00
Total weekly ongoing extra 
costs of disability 
Capital costs 

63.79 

488.00

Laundry 
Clothing/bedding 
Wear & tear, 
waste/destruction 

2.50
.57

1.15
Social security benefits 
as % of income 

78% Food/diet 
Fuel 

10.00
9.40

Weekly extra costs as 
% of income 

36% Transport 
Other, phone, 
presents/helpers, insurance 

4.00
 

  
 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 

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

  
One parent benefit 
£5.20 

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

  
Family credit 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 

  
NI Retirement 
pension or old age 
pension 

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

  
Income support 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. 

  
Sickness benefit 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 

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

  
Invalidity benefit 
£43.60 

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

  
Severe disablement 
allowance 
£26.20 

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. 

  
Industrial injury 
benefit 

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

  
War disablement 
pension 

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

  
Attendance 
allowance 
Lower £23.30 
Higher £34.90 

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

  
Mobility allowance 
£24.40 

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

  



Invalid care 
allowance 
£26.20 

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

  
Independent Living 
Fund (Government 
funded charity) 

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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Wlltingltame •
Framefoflelephone 5
Talking book machine •
cassette rOCOI'l:iOf 1
~8measurlngdev1t8 8
Olhe< (SPECIFY) 9

IFYES.RINGNUMBERATTOPOFCOLUMNANOCOMPlETE(b)-(dl 56· ...

, • 7 8

(bj DESCRIPTKlN

(el DIDVQUBUVrr I~' ';:..' I:,!S..' I~~ I~~S..'1~..1~n'lo' I~..' IV:,,'
r • £ ro ro r r • r • r £ •

(<I) HDWMUCHDIDITCOST

Total c::::J 65·69
(IFCOMMUNICATIONPROBLEM)

36 Now Iwamlo talk10 )'OU abOut communicationaids

A Do you use any alds tor hearing Of speech difficlJttJesIislDdon this eard

ShOwcardM

Hearingakl ,
Adaptor or telephone 2
AdaplorfOfTV 3
AdaplorfocradlO •Aashklg Ighllor IO!optlooo 5
FlasImgIigh""'_ 6
F1ash;ng aIaIm ""'" 7
PalnloribOard 8 70·79
Typewnter 9
OItler(SPECIFy) '0

IFYES. RING NUMBEAATTOPOFCOLUMN ANOCOMPLETE(b)· (d) CARD NO., 2 3 • 5 • 7 8 9 '0 COL

(bl DESCRIPTION \·3

VOSl vo., v.. ' v" YO$I YetI
~~11::2' IY'~S21 V'S I

(e) 010 YOU BUYIT No' No' No' No2 No2 No' ~,

r P £ 0 r 0 r 0 £ 0 r 0 £ 0 r 0 r 0 r 0
(<I) HOWMUCHDIDITCOST

'·8
Total c::::J



 
 
 
 
 



CARD NO
COL

CARD NOS
COL

1 -80

Total c:::::=J

SUBJECT SPOUSE

WEEKLY WEEKLY
AMOUNT AMOUNT

V.. No £ 0 Yes No £ 0

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 t 2

1 1 1 2

t 2 I 2

t 2 1 2

LengthollnleMew

(FOR INTERVIEWERONLy]

Thankyou vsry much foransweringallthequasoons

Name ollnteNtewer

T\me1_1In1lhed _

1. EarnIngs from 8f'Il)IOyment

2. _~om""·_t

3. Income trom Iettlngs

<. Income from mahtenanc:e

S. Income from~ fund Ofcharity

s. Qoverrmontb'llinlngaJIowance

T, ~tlonalpenslon

8. Pr1vate pension

If there Isanything especially s1gnifican1 about lhis interviewthat you would like to record.
pleasedo so here. thisIs laryourpersonaJ use andwill sorve Cli compleled)asabad<ground

note fo( the Indivldualcaseh1s10fY.

C. ShowawdR

Whalls your total weekly household Income

8. Do)'OO. oryourspoose. have any olhe!'mome.lTomearnings orelsewhete?

CARD N07
COL

-n

<7-

CARDN06
COL__I"""t>e....Mng,

llI1)'oIl1loIoloo'rog__ota?

SUBJECT SPOUSE

WEEKLY WeEKLY
AMOUNT AMOUNT

Ve. No e • Yes No £

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 1 2

1 2 t 2

1 2 1 2

1 2 1 2

'4. MobiIityAiIowiW1ee

15. invalid Care Anowance

9. Severe DtsabIementAiIowlW1Q8

, O. IndusbiaIlnjUl'Y Dts8blemen1benefit

11. WarDi:sablemontPetl$Ion

1. Chlldbenofit

2- One_benefit

3. FamlyCt9dt

<. NI ReIirementPensionor
OldA9lJ_

5.

"""""'-s. SIckness benelit

16. Wktow's penskM1 orBIowanceoroCher
wIdow'abenefit

17. Arty other SUIte benefi1 oraIowano8
(SPECIFY) excePT HOUSINOSENEFIT

18. _UvlngFood

INCLUDE 'CONSTANT ATTENDANCE
ALlOWANCE' UNDER IOCR 11

7. ~lbeneti1

8. -IdIt'fbenelll, pension '"aIIowancO

40. rdlkeloasknowaboutlhelncomeyou(and

A. At_tareyou(and,ou"I'Ou,,)~

JtalI4E (flOlJ5f.HOUl)











 
 


