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Introduction

The inter-relationship between poverty and mental ill-
ness is well documented. Research focuses either on
poverty as a causal factor in the development and pro-
longation of the illness (Redlich 1958, Myers & Bean
1968, Belle 1990, Hollingshead & Thornicroft 1991) or
as an effect of mental illness on the individual’s
employment pattern and earning power (Warr 1987,
Meltzer et al. 1995). Whether a cause or an effect, the
struggle to remain out of poverty remains a significant
reality in the lives of people with mental health prob-
lems. Like other disabled people, many rely primarily
on the benefit system for their income, and changes
which involve further scrutiny of their socio-economic
status, and a possible loss of benefit, cause intense anx-
iety. The introduction of the Incapacity Benefit in April
1995 (to replace Sickness and Invalidity Benefits)
aroused particular concern within disability action
groups not only because of the normal worries about
possible confusion over new language and criteria of
entitlement, but also because of the stated intention by

Government to reduce the rapidly increasing public
expenditure on Invalidity Benefit (Reith & Howard
1993, Lavery 1994, Short 1994, Girvan 1995).

The Incapacity Benefit is a single contributory bene-
fit for people who are not able to work because of dis-
ability or ill health. Eligibility for the benefit is assessed
on the basis on the ‘own occupation test’ during the
first 28 weeks of the claim and the ‘all work test’ after
this period. Whereas the first assesses the capacity of
claimants to carry out their own occupation, the sec-
ond assesses their capacity to perform a range of work
related activities. Procedures for determining eligibil-
ity include the completion of a questionnaire by the
claimant, a medical examination by the Benefits
Agency Medical Service (known as the Medical
Referee Service in Northern Ireland), a report, and a
decision by an Adjudication Officer based on these.
Those who are found capable of work and therefore
not eligible for the benefit will then have to make a
claim for the Jobseeker’s Allowance introduced in
October 1996. The latter replaces Unemployment
Benefit and Income Support for people registered as
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unemployed, and includes much tougher conditions
in relation to availability for work and actively seeking
work.

Three areas of concern have been voiced by disabil-
ity action groups. The first is that new claimants are
entitled to less money under the new legislation,
because of the loss of the Additional Pension (earnings
related supplement), of the Age Allowance for women
aged between 45 and 55 and men aged between 45 and
60, of the Dependent’s Allowance for people under 60
and without children, and a lower level of benefit
between the 28th and 52nd week (Short 1994, p. 15).
The second is related to the cost-cutting thrust of the
legislation. In 1994 research commissioned by the
Department of Social Security into the factors affecting
the growth in the number of people receiving long-
term sickness benefits over the previous 14 years
showed that there had been a rise of nearly one
million, from 600 000 in 1978/9 to 1.5 million in 1993/4
(DSS 1994, p. 33). Inevitably some people who have
been receiving Invalidity Benefit for years will be
regarded as ‘capable of work’ when tested against the
new criteria. It was estimated that in the UK as a whole
over 200 000 people already in receipt of Invalidity
Benefit would fail the new incapacity test and that, in
addition, 95 000 claimants would transfer from
Incapacity Benefit to Unemployment Benefit or
Income Support within the first year (Johnston 1995, p.
21). The third is concerned with the model of ‘incapac-
ity’ used to assess an individual’s ability to work. It
appears to be completely contrary to current thinking
which conceptualizes ‘ablement’ and ‘disablement’ as
an effect of a combination of age, education, physical
and mental attributes, rather than of a single physical
or mental characteristic.

Methods

Within the context of these debates, a small project to
examine consumers’ views was carried out in May and
June 1995. This was seen as a first step in a larger
research project on poverty and mental health. Key
informants in the five main organizations involved in
advocacy work were interviewed to establish a base-
line of information on the problems being brought to
their attention by people with mental health problems
(in relation to the Incapacity Benefit). These were the
Northern Ireland Association for Mental Health, the
Citizen’s Advice Bureau, the National Schizophrenia
Fellowship, Disability Action, the Belfast Law Centre.
It was clear from these discussions that it was too early
to assess the impact of the new benefit, but it was also
clear that already it had aroused fear among actual and
potential claimants.

In order to establish the reasons for this fear, it was
decided to run three focus groups with people who had
both mental health problems and experience of using
the benefit system. The main conventions used in run-
ning focus groups were followed: the use of a topic
guide, the encouragement of interaction between mem-
bers and between members and the group leader, the
taping and transcription of the discussion, and finally
the use of a comfortable ‘friendly’ room and of circular
seating arrangements. As the aim of the study was to
explore areas of concern rather than to gather ‘hard’
information, the criteria for selection and the size of the
groups were not controlled as strictly as recommended
in the literature on focus groups (Zemke & Kramlinger
1982, Morgan & Spanish 1984, Basch 1987, Millward
1993, Fitzpatrick & Boulton 1994, Kitzinger 1994).

The location of the groups and the organizations
through which they were selected are as follows:
Group 1 - National Schizophrenia Fellowship, Newry;
Group 2 - Northern Ireland Association for Mental
Health (NIAMH), Belfast; and Group 3 - Patient’s
Framework (Southern Health and Social Services
Board and NIAMH), Dungannon. Because group par-
ticipants were invited by a link person in each organi-
zation, the group size was not pre-determined.
Although the ideal size is between 8 and 10, numbers
varied – the Newry group had 10, the Belfast group 20
and the Dungannon group five participants. Because
of the variation in size, the dynamics of the groups
were quite different. However, similar concerns were
raised by all. This article presents the most important
of these within the context of the literature, interviews
with advocacy organizations, and findings from two
recent studies in Northern Ireland (McCoy & Smith
1992, Donnelly et al. 1994,).

Results and discussion

Mental illness and battling with the benefit system:
how to fight when you don’t feel like fighting

Group participants were very clear about their views of
the benefit system. They found information difficult to
get, both on general benefit changes and on individual
claims. This was particularly true in relation to benefits
which were managed centrally from Castle Court in
Belfast (sickness benefits). They also found that local
social security office staff did not wish to deal with
queries, the Freefone line was never available and
answers to written queries were inadequate. All agreed
that looking for information was extremely stressful,
and was exacerbated by lack of control over ones own
financial arrangements, negative or unhelpful attitudes
of social security staff, and fear of loss or reduction of
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benefit. Some of the following comments provide more
insight into the problems which they encountered.

There was a general lack of information. Many respon-
dents considered that everything was shrouded in
secrecy, for example ‘we had to learn from the newspa-
pers that Invalidity was being replaced by Incapacity –
we weren’t told in a polite letter’ and ‘My book was
running out and I didn’t know what was happening
next’ and ‘I’ve been told by my doctor that I have to go
before a Board – nobody from the social security office
told me directly’ and ‘My husband’s benefit was cut by
a large amount in the week (two weeks ago) and I
don’t know why … my husband didn’t eat for three
days, he was so upset’ and ‘You don’t know where you
stand’. Some respondents felt that the policy of hiding
information was deliberate: ‘I believe it is government
policy not to tell you’ and ‘One of the problems is that
when you do get to know about a benefit they change
the name and then you have to start the whole process
again’.

Staff manner and general attitude were usually unhelp-
ful. Some respondents had been ‘completely ignored’
and others found that staff did not really listen to
changes in their circumstances – ‘They don’t listen to
us … I sent my new address to all the benefit offices
and some are still not using it’. The unhelpful attitude
was sometimes attributed to lack of understanding of
mental illness – ‘People with any sort of mental illness
are out in the cold … nobody wants them’ and ‘You
feel very small … they don’t allow for people with
mental health problems …its as if the benefit officer is
paying you out of his own pocket’.

On a positive note it was agreed that the appeal sys-
tem was useful – all of the respondents in Newry and
most of those in Dungannon and Belfast said they
would appeal against a decision which involved a loss
of benefit. Very few, however, would appeal for a sec-
ond time. The discussion showed clearly that partici-
pants in this study perceived themselves as ‘well’ at
the moment and that the decision to appeal or not to
appeal might depend on the feeling of well-being at
the time. Most people with mental health problems do
not wish to put themselves under extra stress if this
can be avoided. As Ann Davis pointed out in the recent
workshop on social security and mental health, ‘for
periods of time people with mental health problems
are unlikely to be able to meet the requirements made
of claimants’ (see Cobb 1993, Godfrey & Saxton 1994
Zarb 1996, p. 26).

Mental illness, employment and the benefit system

One of the most consistent themes to emerge was that
of the stigma attached to mental illness, particularly

when seeking or keeping employment. If already in a job
before falling ill, many people preferred to avoid
labelling themselves in terms of their mental state
because of the negative consequences which almost
always followed. Individuals wished to maintain pri-
vacy about what were often very personal circumstances
in the precipitation of the onset of mental illness.
Furthermore, when a mental illness is disclosed, col-
leagues and employers often use the information nega-
tively rather than positively. As one participant said ‘It
seems to be a social leprosy – having mental health prob-
lems’. Whilst acknowledging that mental illness affected
their patterns of work, all group participants were very
critical of employers who did not recognize that when
not ill, their work could be as good as or better than that
of their colleagues. They admitted that patterns of illness
often disrupted work on an irregular basis and that this
is difficult for employers. However, they felt that the
benefit system should be more flexible to allow for peri-
odic illness followed by a return to full capacity, in other
words, that though mental health problems may be pre-
sent all through the lives of some people this does not
make them permanently incapable of working. Whilst
acknowledging that some progress has been made in
promoting flexibility, group members (some on Income
Support and some on Incapacity Benefit) felt that the
social security system has a long way to go in terms of
promoting movement in and out of work. This theme
was reiterated in the recent Social Security Advisory
Committee (SSAC) workshop on mental health and the
social security system, and underlined in a recent report
from the London North committee for the Employment
of People with Disabilities (Davoud 1996). It is clear to
people who use the social security system, and to advo-
cacy groups, that the system does not support the transi-
tion between claiming benefit and becoming established
in employment (Zarb 1996, pp. 5 & 29).

The Incapacity Benefit: underlying assumptions or
models of disability

The new benefit has at its core the test of ‘incapacity’
for work, a test which will apply also to other sickness
benefits in the future. The aim is to ensure that it will
be targeted to people who are ‘genuinely unable to
work’ because of their medical condition. In 1990, doc-
umentation from the DSS talked about incapacity in
the following terms:

(It) tends to be used specifically to refer to someone’s inabil-
ity to work and to earn (and) most incapacity is temporary
short-term sickness, leaving no continuing disability.
Conversely, permanent disability need not necessarily mean
permanent incapacity and certainly not total incapacity (DSS
1990, p. 14, par. 2.2).
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Participants in all three groups were shocked by the
outmoded notion of disability which underlies the ‘all
work’ test. The emphasis on physical functioning is
unwelcome to those with physical as well as mental
disabilities. For many years, wheelchair users and peo-
ple with visual or hearing impairments have fought for
the right to employment within the open job market.
Under the new test, being in a wheelchair gives a score
of 15, which is sufficient in itself to qualify for the
Incapacity Benefit. To claimants with mental health
problems the higher score given to problems of physi-
cal functioning seems to undermine the serious impact
of mental health problems on the ability to gain access
to and stay in employment. The new test also ignores
factors such as age, skills and experience in rendering
one capable or incapable of work. Furthermore, it com-
pletely ignores the impact of disability on motivation
and on opportunities. Participants in all three groups
thought it more advantageous to emphasise physical
disabilities on any self-assessment form. The advan-
tage is two pronged – the requisite score might be
reached on physical grounds alone and if unsuccess-
ful, physical descriptions provide more concrete
grounds for appeal.

Because of the anomalies which are evident in the
methods of describing and scoring incapacity, one
might be forgiven for thinking that the test was
devised quickly and with very little thought or prepa-
ration. However, the Department of Social Security
cannot be accused of lack of preparation or consulta-
tion in this case since the preparatory work took two
years. In notes issued to doctors who would be
involved in medical assessments, some of the consulta-
tion process was alluded to as follows:

It was important to involve a wide spectrum of expert opin-
ion in the development of such new and complex assessment
process – for example, disabled people, those who care for or
represent them, doctors from a number of specialisms, such
as general practice, occupational health and psychiatry, and
academics (DSS 1994, Part 2, par. 1.5).

The aim of the development work was to design a
functional test which would provide an effective
assessment of incapacity for both single and combined
disabilities and which could be applied to the majority
of medical conditions (par. 1.4). The approach taken by
the Office of Population Censuses and Surveys (OPCS)
to the measurement of disability, i.e. deriving an over-
all score of disability from individual scores in 13 func-
tional areas was the starting point, the experts clarified
and ranked the descriptors within the functional areas,
confirmed the point at which the effect of the medical
condition affects the ability to work – the lower thresh-
old, and the point at which the person should not be

expected to work – the threshold for benefit (par. 1.9).
All of the discussion was related not only to disability
but to activities involved in the top 100 jobs in the UK
economy (DSS 1995, par. 113). In spite of this intensive
and wide ranging preparation, the result is not only
flawed in terms of the underlying assumptions about
capacity for work, but also in a number of specific
areas some of which are highlighted below.

Specific problems with the Incapacity Benefit

One of the most frequent criticisms of the new benefit
was the feeling that the definition of severe mental ill-
ness will be open to interpretation. If assessed as hav-
ing a severe mental illness the claimant is entitled auto-
matically to the benefit without any need for an
interview by the Medical Referee Service (Benefits
Agency Medical Services in GB). The criteria to be used
include the nature of the psychological problem, the
presence of such features as delusions or other psy-
chotic symptoms, the treatment, and the type of super-
vision or care required (DSS 1995, par. 234). One of the
essential features, the need for continued psychiatric
care, sounds appropriate until one reads the range of
care included in the definition. At the lower end of the
spectrum is ‘day care at least one day a week in a cen-
tre where qualified nursing care is available’ (par. 233).
Group participants pointed out that benefits are more
easily accessed by those who are high users of care ser-
vices, but that for many people with mental illnesses,
attendance at day care conveys a public message
which they wish to avoid. This view was confirmed at
the SSAC workshop on social security and mental
health where participants were ‘concerned with what
was perceived as the inappropriate medicalization of
mental health’ (Zarb 1996, p. 8).

Claimants and potential claimants of this benefit
were extremely apprehensive about the possibility of
having a medical interview. People who are not cate-
gorized as having a serious mental illness, fall into the
‘mild or moderate’ category and are assessed on the
basis of a self assessment form. Though the claimant’s
main problem may be a mental health one, he or she is
asked to fill in information about physical functioning
and give a statement about mental condition. This and
a doctor’s letter are used by the Medical Referee
Service to decide whether or not an interview with the
claimant is necessary. Based on previous experiences
of medical reviews of their benefits, group participants
felt that even the possibility of being offered a medical
interview would be sufficient to deter some people
from claiming. The comments below describe the
humiliation respondents experienced in previous
encounters with the Medical Referee Service (known
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colloquially as the ‘big doctor’). ‘I’ll never go through
that again’ and ‘It was horrible, he never lifted his eyes,
he just kept writing, he didn’t seem to want to listen to
me’ and ‘Some of them are there to put you off.’ The
decision as to whether or not a medical interview
should be included in the claiming process is a difficult
one, since the Royal College of Psychiatrists advised
the Department of Social Security that an interview
was more appropriate than a self assessment form for
mental health problems. Doctors involved in the
scheme are given special training and one hopes that,
as a result of this training, applicants will feel less
intimidated by the interview.

Another area of concern to research participants
was the fact that mental disabilities attract lower scores
than physical disabilities in the ‘all work test’. This is a
test designed to assess if the applicant is incapable of
work. According to the briefing notes for medical
assessors, the test assesses ‘the effects of an individ-
ual’s medical condition and the resultant disabilities
upon that individual’s capacity for all types of work’
(DSS 1994, para. 1.2). Scores are attached to 15 func-
tional activities on the basis of the claimant’s ability to
perform these activities and these scores are added
together to give an overall score. The threshold score
for benefit in one or all of these functional areas is 15
points. Mental health problems are also scored but on
a lower scale. This is explained in the literature from
the Department of Social Security as reflecting differ-
ent methods of evaluating these functions and point-
ing out a lower threshold of eligibility (a score of 9
points) in the case of mental functioning than that in
physical functioning or in a combination of both (a
score of 15 points). This seems a plausible explanation
in its own right, but when one realises that with a score
of 5 points, for example, a person is deemed capable of
working, individual scores are worth considering. An
illustration of one such combination should clarify the
point. A claimant who ‘cannot look after himself with-
out help from others’ (2 points), for whom ‘sleep prob-
lems interfere with his daytime activities’ (1 point),
and for whom ‘concentration can only be achieved by
prompting’ (1 point), has acquired a total score of 4
points and has therefore failed to meet the required
threshold for the benefit. To many mental health ser-
vice users and to those involved in advocacy work
with them, it seems ludicrous that anyone with this
combination of problems could be seen as capable of
holding down a job. In order to avoid any distress due
to the possibility of not meeting the eligibility criteria
on mental health grounds, participants in group dis-
cussions agreed that they would opt for physical
symptoms whenever possible: in other words, they
would emphasise these, even if the main reason for not

working had nothing to do with physical functioning.
The anomalies within the system of scoring in the ‘all
work test’ have been brought to the attention of the
Benefits Agency and are currently being examined
(See Zarb, G. 1996).

The final issue raised by staff in the Belfast Law
Centre and in the Bangor Citizens Advice Bureau, but
not by focus group participants, was that of the new
specification in relation to therapeutic earnings. Work
of less than 16 hours a week may be allowed if it helps
to ‘improve, or to prevent or delay deterioration in the
disease or bodily or mental disablement which causes
(your) incapacity for work’ (Paterson 1995, p. 63 quot-
ing the regulations). If claimants are considered eligi-
ble for benefit on the grounds of physical incapacity,
for example, but are doing work related to their mental
state, this might be regarded as not therapeutic as it
does not lead to an improvement of the incapacitating
condition? Though some offices may interpret the law
broadly, others may not do so.

The potential recipients of Incapacity Benefit in
Northern Ireland

It was estimated in the most recent disability survey that
there are 201 000 disabled people in Northern Ireland. It
was further estimated that of these 188 000 live in pri-
vate households and 13 000 in some kind of communal
establishment. Even among the most severely disabled,
the majority live in private households relying therefore
on themselves and on informal care networks to main-
tain a full quality of life (McCoy & Smith 1992, para. 2.2)
In comparison with Great Britain, Northern Ireland has
a higher prevalence of disability, with 174 disabled peo-
ple per 1000 of the population (with 20 per 1000 falling
into the most severe category) in comparison with 142
per 1000 in Great Britain (para. 2.3).

Though the categorization developed by the OPCS
and used in this survey includes two ‘types of disabil-
ity’ which could cover most of the areas of difficulty
experienced by people with mental illness – behaviour
and intellectual functioning – the cases used to illus-
trate the levels of severity and methods of scoring do
not represent mental illness adequately (McCoy &
Smith 1992, Appendix 4 quoting OPCS 1988, pp.
10–12). Working through this material confirmed our
view of people with mental health problems as the
most consistently invisible group in discussions on
disability. We know from mental health statistics (hos-
pital admissions and outpatient appointments) that
approximately 7000 people currently use mental
health services in Northern Ireland each year. Of
course not all of these are disabled by their illness, but
a significant proportion are.
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Perhaps an estimation of the potential population of
disabled people is less helpful than an estimate based
on existing claimants. In October 1994 there were
16 757 people claiming Sickness Benefit, 70 531 claim-
ing Invalidity Benefit, and 14 447 people claiming
Severe Disability Allowance in Northern Ireland
(Short 1994, p. 14). The proportion of claims on the
grounds of mental illness is not known. Recent
research by Hirst & Sainsbury (1996, p. 13) estimated
the prevalence of mental health problems among the
Disability Living Allowance claimants studied as 12.8
percent. If, as was suggested at the Social Security
Advisory Committee workshop on social security and
mental health, the take-up of benefits is low among
people with mental health problems (Zarb 1996), then
it is clear that further research is needed to ascertain
the extent of the problem. An examination of another
study (Donnelly et al. 1994) yielded little in terms of
data which might be useful in this discussion. By
virtue of having a serious mental illness, all of the study
participants satisfy the functional criteria for eligibility
for Incapacity Benefit. Unsurprisingly, the majority of
those studied rely on the social security system as their
main source of income, only one third live indepen-
dently, very few manage to get employment in the
open market, and most get help in claiming benefits
because of their continuing strong connections to the
psychiatric system. This is a group of people who will
have very little trouble in claiming the Incapacity
Benefit.

Concluding remarks

One of the main problems with a study such as this is
that it raises more questions that it answers. Therefore
the conclusion is an agenda for research rather than
definitive statements. A number of tentative conclu-
sions can be drawn from this study and from the two
most recent publications on mental health and the ben-
efit system (Hirst & Sainsbury 1996, Zarb 1996). Any
change in the benefit system raises anxiety levels
amongst claimants and this is particularly true for peo-
ple with mental health problems. People with mental
illnesses perceive themselves as having more prob-
lems than others in accessing both information on ben-
efits and the actual benefits themselves. The Incapacity
Benefit is perceived as being very problematic both by
advocacy orgranizations and by consumers because it
is based on an outmoded notion of disability; it is very
cumbersome to use for both staff and claimants; many
of the procedures and eligibility criteria are open to
wide interpretation; the mental health interview is
feared by claimants. Because it is easier to opt for a
physical description of incapacity, the take-up from

people with mental illnesses will be hard to monitor.
As the Incapacity Benefit continues into its second year
the need for further research on each of these issues is
crucial.
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