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Introduction

Background

Over recent years, increasing attention has been paid to how
people with mental health support needs and people with
physical impairments experience services’ responses to their
needs. However, policy makers, service providers and
researchers have tended to overlook individuals who fall into
both of these categories.

People with physical impairments associated with conditions
such as cerebral palsy, multiple sclerosis or spinal cord injury
are as likely as the general population to experience mental
health problems and, indeed, may be more likely to be users
of mental health services. Possible reasons for this correlation
include: higher rates of poverty and unemployment (Disability
Rights Commission, 2003), which are themselves associated
with poor mental health; the mental health legacy of the
greater risks of abuse experienced by disabled children
(Westcott and Cross, 1996; National Working Group on Child
Protection and Disability, 2003); and some indications that
people with mental health support needs are more likely to
become physically disabled as a result of accidents or
attempted suicide (Noyes et al., 1979; Fullerton et al., 1981).
In spite of this, the National Service Framework for Mental
Health for England makes no reference to disabled people
as a specific group among users of mental heath services
(Department of Health, 1999) although the Welsh National
Service Framework for Mental Health does (Welsh Assembly,
2002).

There is also evidence of a link between poor physical and
mental health, and this has been more recognised. For
example, the English National Service Framework for Mental
Health highlighted that ‘people with physical illnesses have
higher rates of mental health problems’ (Department of Health,
1999, p. 14). There is also increasing acknowledgement that
long-term mental health problems are correlated with
conditions such as heart disease and diabetes (National
Institute for Mental Health in England, n.d.; Mentality, 2003).
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Yet there has been little acknowledgement that some of these
illnesses and poor physical health give rise to impairment.
This means that needs relating to such experiences of
impairment are largely unrecognised. For example, the
Department of Health’s guidance on improving in-patient
psychiatric services covers the physical environment generally
but does not address the specific issues for those with physical
impairments (Department of Health, 2002b). The guidance
requires, for instance, that ‘Service users should have access
to drinks and refreshments at all times’ but does not address
the changes to the physical environment and the provision of
personal assistance that would be required for this to be
achieved for people with physical impairments. Neither do
requirements relating to risk and safety consider the specific
issues for this group of service users.

At the level of commissioning and providing services, there
has been little recognition that a proportion of those who use
physical disability services also have mental health problems,
or of the consequences of this for meeting needs. Indeed,
the recent national inspection of physical disability services
found that not enough attention was paid to ‘emotional and
mental health needs’ generally (Social Services Inspectorate,
2003, para. 7.16). Neither has it been sufficiently recognised
that people with physical impairments experience unequal
access to mental health services. Indeed, a literature review
commissioned by the National Institute for Mental Health in
England (n.d.) did not identify disability or impairment as being
a relevant factor when looking at experiences of
discrimination and mental health services. Nowhere in this
review of literature concerning the policy, practice and user
experiences of mental health services is there any mention
of people with physical impairments who have mental health
support needs.

Within both mental health and physical disability services
there have been pressures for inter-agency and inter-
disciplinary working. The Government is encouraging health
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and social services to work together by its promotion of joint
funding and the development of Care Trusts. However, these
policy developments have not fully recognised that people
who use services may have both mental health needs and
physical impairments. The national inspection of physical
disability services commented that links with mental health
services were ‘frequently poor’ (Social Services Inspectorate,
2003, para. 7.49) and that a lack of a formal framework for
joint working created operational problems. Yet the
Department of Health itself does not always recognise that
people with physical impairments can also have mental health
support needs. For example, the recently issued survey that
is to be carried out of users of physical disability services
asks whether someone has a learning disability but not about
mental health needs (Department of Health, 2003a).

The research

Our research aimed to look at how people with physical
impairments, who also have mental health support needs,
experienced mental health and disability services. In the first
stage of the research project, a review of the literature
explored the evidence concerning the relationship between
physical impairment and mental iliness.’

The second stage of the research sought information from
people with physical impairments and mental health support
needs about their experiences of mental health and physical
disability services. We gathered this information in two ways.
An information booklet was published by Mind on Disabled
People and Mental Health Services. The booklet contained
a questionnaire, which asked about people’s experiences of
both mental health and physical disability services.

Eighty-three people returned the questionnaire. Their mean
age was 45, two-thirds were women and 91 per cent were
white. Almost half lived alone and a quarter with a partner



‘One town for my body, another for my mind’

(and no children). Fourteen per cent said they were gay or
lesbian and 7 per cent bisexual. The Appendix provides more
information about the characteristics of these 83 people.

Among those who returned the postal questionnaire there
was a range of diagnoses causing physical impairments.
Almost half recorded diagnoses such as stroke, angina or
diabetes; just over 20 per cent said they had a congenital
impairment such as cerebral palsy or spina bifida; 16 per
cent experienced mobility impairments as a result of arthritis
or back problems. Three out of the 83 respondents had
multiple sclerosis, and two myalgic encephalomyelitis (ME),
while, for four respondents, their physical impairments were
caused by accidents and, for one, they were caused by
cancer.

The most common diagnosis in terms of mental iliness was
depression —mentioned by 38 per cent as the main diagnosis.
Seventeen per cent mentioned bi-polar disorder (or manic
depression), while 11 per cent mentioned schizophrenia or
psychosis. The remainder recorded a number of diagnoses
such as eating disorders, obsessive compulsive disorder,
personality disorder and addiction. Fifty (60 per cent) of the
83 respondents had been in-patients in psychiatric hospitals,
sometimes on more than one occasion. Twenty of these had
been compulsorily admitted under the Mental Health Act.
Most of our respondents were long-term users of mental
health services.

Twenty-five of those returning the postal questionnaire were
selected for interview. These 25 interviewees were
purposively sampled from the total respondents to represent
a variety of individual experiences and characteristics. These
included men and women from a range of ages, ethnic origin
and household types, and people with a number of different
medical diagnoses.
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This report draws on both the questionnaire responses and
the in-depth interviews. This is a self-selected sample of
service users and we do not know how representative they
are of people with physical impairments who also have mental
health support needs. Nevertheless, this is the first research
project to seek the views of this particular group of service
users, and their voices need to be heard and responded to
by those responsible for policy and practice.

The structure of this report

The report starts by identifying what people said they wanted
from services. This draws on both positive experiences of
services (which unfortunately were a minority experience)
and what people said they wished for from an ‘ideal service’.
We then look at people’s relationships with mental health
services, physical disability services and GPs, before moving
on to explore experiences of specific responses to needs,
namely medication, ‘talking treatments’, self-help,
complementary therapies and advocacy, and using direct
payments or own resources to purchase support.

Drawing on these experiences, the report then discusses
two major issues that arise from our research: the
relationships between impairment, disabling barriers and
mental health; and the fragmentation of needs. This chapter
also looks at other sources of exclusion and discrimination.
Finally, a summary of key issues that should be addressed
by those responsible for policy and practice in the areas of
both mental health and physical disability services are
identified.

A note on terminology

This research was based on the social model of disability
and the terminology used throughout this report reflects this
framework for analysis.
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The social model of disability uses the term ‘impairment’ to
refer to functional limitations and ‘disabling barriers’ to refer
to factors that are external to the individual. These disabling
barriers can take the form of negative attitudes or physical,
social or economic factors. To take an example: someone
may have a communication impairment, which means he
does not use speech. His ability to communicate, however,
will depend on whether the necessary equipment and/or
assistance is available and whether those around him
facilitate his communication. An assumption that he has
nothing to communicate and/or a failure to provide the
necessary assistance or equipment are disabling barriers.

The social model of disability is an important analytical tool
for understanding how the people who patrticipated in this
research project experienced services. There were many
instances where they described being excluded from
services, or receiving inappropriate or inadequate responses
to their needs. These experiences themselves could have
an important impact on their state of mental health. Some of
these issues are returned to in the final chapter where we
discuss the fragmentation of people’s needs and the
relationship between impairment, disabling barriers and
mental health. However, the primary focus of the research
was people’s experiences of services. First, therefore, we
look at what people wanted from services before moving on
to look at how they actually experienced services and
treatments.

Note

1 The literature review is available both as a pdf file and in
print from the website of the Joseph Rowntree Foundation:
www.jrf.org.uk (Morris, 2004 forthcoming).



1 What do people want from services?

In the main, the people who returned the questionnaire and
those we interviewed had poor experiences of services. About
two-thirds said they experienced difficulties with accessing
mental health services because of their physical impairment
and a similar proportion had difficulties using physical
disability services because of their mental health support
needs. These experiences are described in subsequent
chapters. In this chapter, we use the rather sparse evidence
of positive experiences, as well as what people said when
asked about an ideal service, to analyse what it is that they
value and want from services and the individuals who work
within them.

When interviewees described positive experiences, it often
concerned their contact with a particular professional.
Occasionally, however, the characteristics of a service were
praised. Some of these characteristics echo what most users
of mental health services or physical disability services have
said they want, although there are a number of ways in which
such characteristics are particularly important for people with
physical impairments who also have mental health support
needs. Other characteristics are integral to determining
whether this particular group of people receive equal access
to services appropriate to their needs.

Recognition of access needs

People appreciated it when mental health professionals took
account of their access needs relating to physical impairment.
David, who has a mobility impairment, was positive about
the psychiatrist he sees: ‘She always makes sure I'm happy
with going [to one of her two offices] because of access and
things like that. And they normally give me an early morning
appointment because there’s easier parking.” Humerah
praised a therapeutic community where the physical
environment was suitable for a wheelchair user and her

‘they normally give
me an early morning
appointment
because there’s
easier parking’
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personal assistance needs were recognised and responded
to.

Access is also about communication and attitudes. People
appreciated when professionals used accessible language
and had good communication skills. Ingrid praised a
community psychiatric nurse (CPN): ‘He’s very easy to talk
to. He’s quite sort of down to earth. He doesn’t talk down to
me or patronise me in any way.” After many years of unhelpful
encounters with psychiatrists, Laura appreciated the
psychiatrist she currently sees: ‘He was actually helpful
because he seemed normal and ordinary ... | understood
what he was saying completely. He didn’t use any words or
terms or anything that wasn’t understandable.’

Negative attitudes towards either physical impairment or
mental health needs can restrict access to services. In the
case of physical disability services, people wanted an
understanding of their mental health needs and the
implications these might have for their use of services.
Unfortunately, it was more common to find that those working
in physical disability services were, at best, at a loss as to
how to respond to someone who also had mental health
needs and, at worst, held negative attitudes, which could
restrict access to and use of services.

Recognition of the impact of impairment and
disabling barriers

Although people did not want professionals to assume that
their mental health problems were necessarily caused by
their impairment, they did want recognition that both
impairment and disabling barriers may have an impact on
mental health.

A few people had contact with professionals who understood
that disabling barriers can be a significant influence not just
on someone’s physical and mental health but also on their
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life chances generally. They appreciated the opportunity to
talk about how negative attitudes undermine self-esteem,
unequal access creates social isolation and disempowering
services cause emotional distress. For example, Adam, who
lives in a residential home, became very depressed when
the home changed their rules about lifting and insisted on
using a hoist. This was a very uncomfortable and unpleasant
experience for Adam. He tried to limit the number of times
he needed lifting by, for example, reducing his fluid intake so
he needed to go to the toilet less often. The whole experience
was described as a ‘nightmare’ and Adam said ‘Anybody
would get depressed’. The regular visits of the CPN gave
him the chance to talk through these experiences, although
the disabling barrier of a rigid and dehumanising interpretation
of regulations remained.

Some mental health workers recognised that experiences

caused by impairment, such as pain and limited mobility, can

impact on a person’s state of mental health. David, who has

osteoarthritis and osteoporosis, appreciated that his ‘she always asks
psychiatrist ‘asks how my physical problems are, when she  about my physical
sees me, and whether ... because | think she’s aware thatif  well-being as well’
my back’s really bad and I’'m having a couple of weeks when

| can’t walk very much or do anything like that ... But that

really affects me psychologically, as well, so she always asks

about my physical well-being as well.’

Being treated as a ‘whole person’

Recognising the effect of both disabling barriers and
impairment is part of being treated as ‘a whole person’ and
this was quite a common feature of positive experiences of
services. Another message was that people appreciate
professionals who see them as people and not as a disease.
While this is a characteristic of services appreciated by
service users generally, it is a particularly important
requirement for people whose needs are commonly divided
by service and professional boundaries.
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‘She looks very
carefully at any
medication to make
sure it doesn’t
conflict with the
medication I’'m
already taking for
my pain control for
arthritis’

10

Some of the interviewees described situations where a focus
on only one set of needs meant that the service response
was inadequate. For example, Jack felt that the support he
received to take up employment was inadequate because it
was not based on a comprehensive assessment of all of his
needs —which include spina bifida, epilepsy and depression.
In consequence, he ended up losing his job. In contrast,
Caroline spoke of a psychotherapist who took a more holistic
approach. She ‘had a good grasp of understanding all
aspects, including my physical impairment, which we did also
talk about during the sessions’. She is also now seeing a
psychiatrist who ‘does seem to see me as a whole person’.
She appreciates it when professionals ‘do seem to look at
wider aspects of my life and don’t just see me as a body to
medicate’.

Naomi, a long-term user of mental health services who
sustained significant physical injuries in a car crash, struggled
with the lack of communication between mental health
services and those professionals dealing with the impact of
her injuries. She described the CPN who she saw before
her accident and for a brief period afterwards as ‘the only
person who saw the whole of me’. She also expressed a
high level of satisfaction with counselling services: ‘It’s looking
at me, not a symptom or a particular injury or a particular
iliness ... It’s the only space where | try and look at everything,
mental and physical ... [I] didn’t feel as if | was going in with
any big label that just said this is the disease.’

Very few respondents found that mental health professionals
took account of medication prescribed for a physical condition
or iliness when treating mental iliness. David was one of these
few and said of his psychiatrist, ‘She looks very carefully at
any medication to make sure it doesn’t conflict with the
medication I’'m already taking for my pain control for arthritis’.
As will be seen in subsequent chapters of this report, the
lack of a holistic approach to medication had a significant
impact on many of our respondents.
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Ingrid was among a number of people who used

complementary therapies and valued the way that they were  ‘I'd like to see an
treated holistically. She said of homeopathy: ‘I like the fact assessment which
that they treat you as a whole person.’ This was an approach ~ doesn’t just do

that people often wished for when they talked about their ~ physical disability or
ideal service. Laura, for example, wanted assessments mental health or
carried out by professionals to be more holistic: ‘I'd like to ~ whatever. That looks
see an assessment which doesn't just do physical disability ~— at the whole’

or mental health or whatever. That looks at the whole.’

For some people, being treated ‘as a whole person’ would,
they felt, require one professional to act in a co-ordinating
role to ensure that services co-operated and complemented
each other. Eileen was particularly keen on this, as she is
also a parent and found that not only did adult services fail to
work together but also there were then major problems when
children’s services got involved. Service and professional
boundaries, and the failure to communicate across them,
meant that fragmentation of people’s needs was one of the
major issues to arise from this research and this is explored
in more detail later in this report.

Flexible services that respond to individual
and changing needs

As it was common for people to find they had to fit into
services, rather than services responding to their specific
circumstances, it was very much appreciated when this did
not happen. For example, although Jack was initially offered
only 12 weeks’ counselling, this was extended when it was
clear he needed more. The service was run by a local
voluntary organisation and he described it as ‘very person-
centred and open-ended’. It was also able to respond to his
request for a male counsellor. As many people with physical
impairments have difficulty finding accessible mental health
services, it is particularly important that those that are
accessible are also flexible and responsive to individual need.

11
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‘He sees me as a
real person. |
respect him’

12

Ann found that the attitude at the hospice she goes to was
‘non-judgemental ... They accept you as you are.’ It was
also flexible: ‘One day you might need help for cancer and
one day you need help because of the trauma [of childhood
abuse].” Daisy, who has multiple sclerosis, received
counselling through a multi-disciplinary neurology service.
Initially, she saw the psychologist to help her manage her
pain but then continued to work with her to tackle her
depression: ‘We’ve built up a good level of trust and we work
really well together. And I'm so glad ... if that hadn’t been
going on, | don’t know where I’'d be.’

Sharon has cerebral palsy and has often found that anti-
depressants have a significant impact on her physical
impairment, while drugs prescribed for spasm, affect her
mental health. Since she developed vertigo following an
undiagnosed viral infection, her GP has offered her a monthly
appointment to discuss her treatment for both her physical
and mental health. ‘I usually have the last appointment of
the day. And he’s a talker, as well, so ... | can be there half an
hour ... | can throw whatever | want at him ... this is the
problem or that is, or we can just have a laugh about it. He
sees me as a real person. | respect him.” She also feels
confident that, if she says she is not managing to cope with
her depression, he will respond.

David, who has osteoarthritis and osteoporosis as well as a
diagnosis of psychosis and depression, expressed a good
deal of satisfaction with the physiotherapy treatment he
received. He said, ‘they’ve really been as helpful as they
could be in several ways’. Not only were they flexible in terms
of timing of appointments but also the physiotherapists were
able to respond to his particular, and changing, needs.

Ingrid appreciated her local Out of Hours mental health
service. ‘Say if it's late at night and you can’t sleep and you're
wandering around and perhaps thinking about doing things,
you ring them and they’ll say “well, we think you should take
ten milligrams of this”. And then they ring you back in half an
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hour. You can ring them every half an hour if you want and
they’ll just keep talking through the evening and advise you
what to do.” She said it was particularly helpful that the person
on the other end of the phone would ‘advise you how to relax.
And [ask] “What do you normally do?” And remind you of
what you normally do.’

Some people received practical support — through either
mental health or physical disability services — which was
flexible and responsive to their particular needs. Felix, for
example, receives six hours a week of help from a support
worker employed by a voluntary organisation: ‘On Fridays
we go [into town] to shop ... and on Mondays we do things
around the house or around [the neighbourhood] ... They
help people like myself with shopping, with going out the
house, with general life skills.” Laura had a ‘befriender’: ‘We
had a common interest in horses. We had a lot of common
interests so it was nice sort of going out with her.’

While flexible and responsive services are appreciated by
all service users, those who have both mental health support
needs and physical impairments are particularly likely to be
disadvantaged by services that are inflexible and do not
respond to varying individual needs.

Being listened to and treated with respect

When people were asked (in the postal questionnaire) what
was the most important thing that mental health services could
do, a number responded with comments such as ‘Listen, accept
and believe the way | see my distress’; ‘Listen to what | say’;
‘Be more understanding’. A few people who were interviewed
felt that some service providers did listen to their views and
treat them with respect. Ingrid said: ‘The GP I've got now is
brilliant ... she talks to me like I'm a person. Listens to what |
have to say. You know, she takes what | say on board, quite
seriously. She sort of seems to respect my point of view ... She
sort of values my opinion which is quite empowering in a way.’

‘She sort of seems

to respect my point

of view ... She sort

of values my opinion

which is quite
empowering in a

way

13
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‘She takes from me
what my
interpretation of
things are and
doesn’t assume that
because | was born
with an impairment
that that’s the
source of all my
problems’

14

While being listened to and treated with respect is a
characteristic of services appreciated by all service users,
there are particular issues for people with physical
impairments who also have mental health support needs.
For Adam, who does not use speech, a failure to respect his
communication needs means that all too often he is denied
a ‘voice’ and people do not listen to his concerns. In one
instance, however, after waiting for 18 months, he started
psychotherapy with someone who addressed the barriers to
communication and he found it very helpful. Others find, as
discussed later in this report, that therapists all too often
impose on them their own views and feelings about
impairment. In contrast, Humerah was very positive about
her current therapist — ‘She’s a star. She takes from me what
my interpretation of things are and doesn’t assume that
because | was born with an impairment that that’s the source
of all my problems.’

Sometimes it is negative attitudes that get in the way of
listening to people with physical impairments and treating
them with respect. In contrast, when people are accepted
and respected, this is very affirming. For example, Patricia
said that, ideally, she would like to have group therapy with
other people who have physical impairments. She had had
this kind of experience in the past and their acceptance of
her had helped a lot: ‘I found being with a group of people
[with physical impairments], and seeing that they treated me
really quite the same as everybody else, helped my
confidence quite a lot.” This common acceptance was also a
key part of people’s appreciation of self-help groups, which
is discussed later.

Easy access to services, including
preventative and early intervention services

Hugh said that his ideal service would be ‘via a computer’,
by which he meant ‘being able to press a button’ and find out
what services were available for depression or relating to
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physical impairment. He also wanted accurate online
information about benefits. David would have appreciated it
if, every time he accessed either mental health or physical
disability services, the professional concerned could call up
information about all his needs, which was already held by
services, instead of having to explain everything anew each
time he contacted services. This is an issue that is often
mentioned by service users but, for people with both mental
health support needs and physical impairments, the process
of explaining everything anew can be even more
burdensome.

A number of people mentioned that they would particularly
appreciate easy access to a residential service when they
were having a crisis. Christine said she could ring up and
book herself into a respite care facility when she was having
a mental health crisis: ‘Short-term, you can go there. You
don’t have to be referred. There’s no waiting and uming and
arring.” Others mentioned a need for somewhere to go on a
day or residential basis in order to prevent a crisis. Again,
although this is a type of service wanted by many mental
health service users, there are particular issues for those
who also have physical impairments. Humerah, for example,
has for many years had her need for respite recognised in
her care plan. The Community Mental Health Team, however,
has never been able to find a service that could meet both
her mental health support needs and her needs relating to
physical impairment.

Summary

These, then, are the characteristics of services that people
felt would meet their needs. They did not want to be excluded
from mental health services because of their access needs
or from physical disability services because of their mental
health needs. They wanted services that saw them as ‘a
whole person’, addressing both mental health needs and
those relating to physical impairment. They wanted services

The Community
Mental Health Team,
however, has never
been able to find a
service that could
meet both her
mental health
support needs and
her needs relating to
physical impairment

15
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and professionals to communicate and work together, and
easy access to flexible services that could address individual
needs. Above all, perhaps, they wanted to be listened to and
treated with respect. The next three chapters look at how
people experienced mental health and physical disability
services, and GPs.



2 Mental health services

Almost 20 years ago, American research concluded there
are ‘several major barriers to adequate mental health services
for people with “severe physical disabilities™ (Pelletier et al.,
1985). However, there would appear to have been little
recognition of this issue on this side of the Atlantic. Anecdotal
evidence suggests that both attitudes and inaccessible
environments create barriers to accessing mental health
services. Nasa Begum, for example, wrote: ‘| was refused
accommodation in several supported housing projects for
mental health service users because of my physical condition’
(Begum, 1999).

Both hospital and community mental health services are
covered by the Disability Discrimination Act. Service providers
discriminate if they fail to make ‘reasonable adjustments’ to
their policies, practices or procedures so as to make the
service accessible to disabled people. They may neither
refuse to provide a service to disabled people, nor provide a
lower standard of service. From October 2004, there will be
a duty to carry out physical adjustments to buildings to make
them accessible. In the meantime, services should provide
alternative means of access unless they can justify not doing
SO.

This chapter explores people’s experiences of mental health
services, both as in-patients and in the community. Among
those who returned the postal questionnaire, two-thirds
reported difficulties with using these services because of their
physical impairment. The two most common problems were
that there had been little or no recognition of their needs
relating to physical impairment (mentioned by almost four
out of five of those reporting difficulties) and negative attitudes
held by staff (mentioned by two-thirds). Over half of those
reporting difficulties (58 per cent) said that personal
assistance and/or equipment was not available and half (49
per cent) said that buildings were inaccessible. Only a
minority (23 per cent) identified negative attitudes among
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other service users as a problem. This chapter looks first at
people’s experiences of being an in-patient in a psychiatric
hospital and then at community mental health services.

In-patient psychiatric hospital experiences

A total of 50 people who returned postal questionnaires had
been in-patients in psychiatric hospitals, sometimes on more
than one occasion. Forty-six had experiences of being
admitted on a voluntary basis while 20 had been admitted
on a section. Six out of ten rated their in-patient experiences
as either poor or very poor. In interviews, people talked of
the same kinds of difficulties that other mental health service
users have highlighted about psychiatric wards (e.g.
Sainsbury Centre for Mental Health, 1998). Ingrid, for
example, said, ‘The loneliest place in the world is a psychiatric
ward’, while Caroline told us, ‘It wasn’t the sanctuary I'd hoped
to find. It was chaotic and upsetting.’

However, people with physical impairments can also
experience additional difficulties when they are admitted to
psychiatric hospitals. Those participating in this research
spoke of difficulties caused by physical environments and
how these problems could be made worse by staff attitudes
and responses. Some of those who required personal
assistance found this was not available. People also
commonly experienced problems in accessing medication
and treatment related to their physical impairment.

Jane, who has a mobility impairment, found that:

The psychiatric hospital just wasn’t geared up for people
with physical impairments at all. The room | had had an
incredibly heavy door. The shower was lethal: there was
no alarm, no handrails or anything, and it was very slippery.
It was really difficult to get in and out of. And the distance
down to breakfast was just about in the limit of my walking,
but then I'd be absolutely shattered when | got there. |
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found that, when she did, ‘It was “Oh, we’re busy”’.

couldn’t serve myself with the meals because it was the
sort of situation where you queue up, picked up your meal
and then took it over to your table, put your dishes away
afterwards, and went to somewhere different to get your
drink. And | couldn’t manage that. There were lots of things
| couldn’t manage.

Although staff told her to ask if she needed help, she then

When asked why she thought staff were not very helpful,
Jane said:

| think, partly, because they didn’t understand, partly
because they were used to people being very demanding
and maybe they saw me as being demanding. | don’t think
they could get their head round the fact that | could walk
around with my stick some of the time, but needed my
chair for longer distances. | think they saw everybody as
either in a wheelchair or not in a wheelchair, and this was
very confusing for them. And | just think they didn’t
understand. And they were ... Well, they were kind of busy.

David needed physical assistance in order to have a bath.
However, he was told that ‘there was no staff who could help
‘cos they weren’t able to do anything for the physical person
because they were psychiatric nurses and so it wasn’t in
their job, what they were able to do within their job description’.

Caroline, who has arthritis, also found that staff did not
understand her physical needs and were reluctant to respond
to her requests for assistance. She was an in-patient on a
ward that was physically accessible and even had a hoist in
the bathroom, but it was staff attitudes that created disabling
barriers:

I found it almost impossible to get personal assistance from
nursing staff. They thought | should be able to cope

‘It was very difficult
to get across to staff

that | just needed a
hand out of bed in

the morning ... | just

needed a little bit o
help to sit up’

f
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because | live alone. But at home | have aids and
adaptations to assist with bathing, getting out of bed, etc.
... | found it very demoralising to have to explain every
time why | needed that extra assistance because, to them,
I probably looked OK ... Even things like squeezing
toothpaste out of the tube, getting out of bed in the morning,
lifting teapots and using the dining room, | needed a little
bit of extra help ... It was very difficult to get across to staff
that I just needed a hand out of bed in the morning ... I just
needed a little bit of help to sit up. They seemed to have
no understanding of how | may have those kinds of needs
... lwas usually told to wait. ‘Well can’t you do it yourself?’
Or, ‘Well, don’t you manage at home?’ | got that kind of
response. Perhaps, then, help was grudgingly given. But
it wasn't easily forthcoming.

Humerah also told of how staff on a psychiatric ward
qguestioned ‘how do you manage at home?’ when she asked
for personal assistance to transfer on and off the toilet. ‘They
didn’t say outright “you won’t get it” but they just made it
difficult to obtain, like staff weren’t available, or saying “hang
on”, or “can’t you manage?” Because assistance was not
forthcoming she fell and broke her leg. ‘They thought | had
done it deliberately, they thought | had self-harmed, and they
didn’t X-ray it for 24 hours and it was quite a bad break.’
Even then, with her leg in plaster, she found it difficult to get
assistance, although ‘there was one member of staff —a male
nurse — who was really good and, though he was male, |
didn’t mind him helping me because he was fine. He even
worked out a way of enabling me to have a bath with my leg
in plaster.’

Humerah had a more positive experience when she had two
planned admissions to a therapeutic community. At the first
admission, nursing staff met her personal assistance needs:
‘It was the only place where | haven’t had an argument about
my personal assistance needs.” The second time, her
personal assistance needs were met by agency staff from
outside the hospital, paid for by social services. Interestingly,
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this hospital was also Humerah'’s only experience of being
asked whether she wanted to fast during Ramadam. ‘I did
fast for two weeks and they accommodated that, by waking
me up in the morning before sunrise and giving me some
toast.” Generally, she said, staff attitudes were very positive
about her as both an Asian woman and a disabled person:
‘They were just more about me as an equal person. | didn’t
get derogatory comments.’

In contrast, Daisy, who has multiple sclerosis and uses a
wheelchair, felt that staff on a psychiatric ward pathologised
her access needs: ‘The dining room was miles away. And for
me, it just wasn’t worth the energy of getting there, sitting
there and then getting back, to have a meal ... But they
couldn’t understand that. They thought | was isolating myself.’
She relied on her partner to come into the hospital to provide
the assistance she needed. ‘The pressure was on me to adapt
my disability to the facilities ... And | think | would have got
on much better if  hadn’t had to worry about having a shower,
getting to the loo, all that sort of thing, on top of what was
going on anyway.’ Day care services were held on a floor of
the hospital that was not served by a lift.

Day care services
were held on a floor
of the hospital that
was not served by a
lift

Some people said that their physical impairments were
interpreted by hospital staff as being part of their mental health
difficulties. Ken, for example, said that, when he was in a
psychiatric hospital, ‘the fact that | said | had [asthma and
arthritis] was seen as an aspect of mental illness’. Lee felt
that staff in the psychiatric hospital ignored his needs relating
to his physical impairment: ‘As far as they’re concerned
they’re there to look after you mentally. And if you’ve got a
physical problem that needs medication you should be seeing
the GP or somebody like that. You shouldn’t be bringing that
problem to hospital with you.’

Sometimes, when people are compulsorily admitted to
hospital, those admitting them do not ensure that any
equipment they need accompanies them to the hospital.
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Hugh, for example, was admitted without his stick: ‘The
ambulance came ... just got a wheelchair and carted me out
... So l arrived with no stick. So basically, | couldn’t walk very
far.’

People commonly found that medication they needed for their
physical impairment was withdrawn on admission and was
not always made available when they needed it. If the
medication was needed for pain, this withdrawal and lack of
control caused significant distress. When Lee was admitted,
the painkillers that he took for his problems with his back
were taken away from him: ‘They would tell me when | could
have a painkiller ... [and I] was left in pain to carry on.”’ The
only way he could control his pain while in hospital was to
ask his mother to bring his medication in for him, which she
did without the staff knowing.

Caroline was not allowed to keep the analgesia that she used
at home to treat her pain:

If I needed analgesia | would have to ask the nurse, who
would then have to go and find the person who’d got the
key ... | was often asked to wait ... On one particular
occasion | remember that they found they hadn’t got any
of my medication on the trolley. And | had to wait for
pharmacy to deliver, which was about six hours later by
the time | actually got it. And I'm used to just taking
painkillers at home when | need them ... It caused me
quite an amount of distress because the longer you wait
for painkillers the worse you imagine your pain becomes
... And feeling a burden: | used to feel a real nuisance
when | was asking for something that other patients weren't
asking for ... It caused me to become quite agitated and
depressed.

Although interviewees talked about unhelpful attitudes held
by staff about the assistance they needed, none identified
negative attitudes among fellow-patients; as Caroline said:
‘| didn’t have any negative attitudes from other patients on
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the ward.’ It was, however, neither always possible to rely on
other patients for physical assistance, nor did people
necessarily want to do this. Jane said:

Some of the patients were really helpful and when | got to
know them a bit more particularly helpful. But there was
other people that were really, really ill at that time so not
everybody kind of wanted to help, you know, at the point
they were at. So it was very tricky.

A number of people commented that a failure to meet their
physical needs while in hospital created considerable stress.
Some also felt that their physical impairment or condition
worsened. Daisy, for example, felt that her physical condition
deteriorated following her time in hospital. She has multiple
sclerosis and says: ‘| have noticed that when I’'m put under
extreme stress that | do tend to respond with a relapse.’

Community mental health services

Generally, people’s experiences of both accessing and
receiving community mental health services were poor. The
only service praised by a majority of service users was private
psychotherapy or counselling. Nineteen (59 per cent) of the
32 people who used this type of service rated it as either
good or very good while four out of ten who used NHS ‘talking
treatments’ rated them as good or very good. Experiences
of ‘talking treatments’ are discussed in more detail in Chapter
6. The services that received the poorest ratings were crisis
services (81 per cent of 32 respondents said they were poor
or very poor); employment support (69 per cent of 26
respondents) and residential home — which could include
respite care (65 per cent of 17 respondents). Personal
assistants or agency workers funded by direct payments or
people’s own resources were also very poorly rated: 70 per
cent of 17 respondents said the service they received was
either poor or very poor. Experiences of, and issues relating
to, this way of meeting needs are discussed in Chapter 7.
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More details concerning the rating of specific services are
given in the Appendix.

Among those people we interviewed, a few praised individual
workers (such as community psychiatric nurses, psychiatrists
or social workers). It was particularly appreciated when a
professional saw the service user as ‘a whole person’, taking
into account all their needs. Laura, for example, is a
wheelchair user and praised the social worker/care co-
ordinator from her local community mental health team who
visited her and her husband regularly. She felt that his mental
health training had equipped him to work in a sensitive way
that was helpful for both her and her husband. He carried
out an assessment that covered both her mental health and
physical needs and, indeed, resulted in direct payments so
that she could meet both sets of needs.

However, needs relating to physical impairment were not
always recognised or responded to in mental health
community services, and this could make services
themselves difficult to access. Sharon, who has cerebral
palsy, said: “They don’t know how to say to me “What help
do you need? How can we help? Do you need help into the
building?” ... You know, “Would it help if somebody was at
the door when you arrived?” Simple things like that ... They
seem to forget that ... a little bit of actual physical help into a
building might make a difference.’” Lee attends a work
programme at a day centre but finds a similar lack of
sensitivity to his needs relating to physical impairment. He
finds the chairs at the centre difficult to sit on for any length
of time and needs a more suitable seat, but he said, ‘| don’t
think there’s really any money available to provide those
facilities’.

It can be very distressing when services are physically difficult
to access. Daisy, who uses a wheelchair, was offered
occupational therapy (OT) for her mental health needs. She
described how disempowering the physical experience of
getting there was:
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Because they want to encourage my independence, they'll
send me transport. So they send an ambulance. And the
bloke came out of the ambulance, pushed me up, shoved
me into the ambulance, strapped me down ... You know,
I'm completely covered in these shackles in this ambulance
— a solitary little bod in the ambulance — hurtling towards
[the next town]. Get to the OT department, which is across
a huge bridge so | can't self-propel that far. The door’s
narrow, there’s a lift, and we get into this building. And the
place where the OT is, | can’t get my wheelchair in so |
have to leave my wheelchair in a nearby office and peg it
... And so I finally get in there and sit there. And there’s
four of us doing clay models. And | thought there was going
to be some kind of, you know, a rota of activities. But, after
four sessions of doing clay, | thought ... It’s actually so
exhausting to be shoved around like that and then to get
there and try and do what you’re meant to do.

Laura described a relatively common experience of difficulties
in physically accessing a community mental health service
when she talked about going to see a psychiatrist:

There is a main entrance so if you use a wheelchair you
go round the side. And there’s an arrow so you go down.
But it’s not clearly sort of stated so you go down and down
before you find where you go — and you go round and
round. Then you've got to ring a bell. But then you had to
go back to the front door because the bell wasn’t working
or something. So then you sit there and wait till someone
goes round the other way to come to let you in. And then
there were boxes of photocopying things and that in the
way so you knew that that entrance was not used very
often ... And then people were apologising because there
were chairs in the way and ... You know, it wasn't set up.
Although it had ... it did have a wheelchair access, it wasn't
set up and it wasn’t the norm for it to be used.
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If mental health professionals are unfamiliar with physical
impairment, this can result in disempowering attitudes and
can be very distressing for the service user concerned. Daisy
talked of how ‘The Community Psychiatric Nurse [CPN]
allocated to me was so overwhelmed by the physical
difficulties | was having and also how her service couldn’t
offer anything to me. | just think that she couldn’t hack it.’
Caroline, who has arthritis, said that the mental health
professionals she has been in contact with:

... have a very limited understanding of my physical
condition and how pain affects me. | don’t think they
understand the nature of chronic pain. | think perhaps they
can understand, where you have a headache, you take a
tablet and then it goes away. But they don’t have an
understanding of pain that’s there 24 hours a day, and
how that can have a grinding-down effect.

People often talked about mental health service professionals
making decisions in ways that didn’t involve them. Jack, for
example, who had received support from community mental
health services after leaving a psychiatric hospital, said: ‘I
was summoned to a meeting ... really on the pretext of
reviewing my care. And, basically, the upshot was “Oh, you
don’t need this care any more. It's the end.” He also felt that
his concerns about personal relationships were not being
taken seriously: ‘l was lonely and | was trying to make inroads
into meeting people and so on.’

Lack of involvement in treatment decisions is an experience
that many non-disabled users of mental health services have
long complained about. However, for disabled mental health
service users, there are additional consequences if they are
not involved in decisions about their care. These include the
effects of medication on physical impairment (as discussed
later in this report), and difficulties in accessing and using
services if needs relating to impairment are not recognised
or addressed. Moreover, mental health professionals
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sometimes make assumptions about causes of distress
without consulting the person concerned. This can lead to
inappropriate responses and can sometimes exacerbate
distress.

Summary

The majority of our respondents said they had difficulty
accessing mental health services because of their physical
impairments. They talked not only of inaccessible physical
environments but also of unhelpful attitudes among staff. In-
patient experiences were often characterised by a lack of
physical assistance for even relatively simple things such as
sitting up in bed or squeezing a tube of toothpaste. Medication
required for physical conditions was usually withdrawn on
admission and was not always available when people needed
it. Community mental health workers were often unfamiliar
with physical impairments such as cerebral palsy and this
could get in the way of responding to mental health needs.
The help that people required to access services (which could
be as simple as help with opening doors, a higher chair or
more appropriate timing of appointments) often went
unrecognised.

Most of our respondents were also in contact with physical
disability services and the next chapter looks at their
experiences of these services.
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Two-thirds of respondents to the postal questionnaire said that
they had difficulties with using physical disability services. Among
these, two-thirds experienced inadequate recognition of mental
health needs and negative attitudes of staff towards mental
health issues. Half of those who experienced difficulties said
that assumptions or judgements made about their mental health
needs had prevented them from using a disability service. A
third experienced negative attitudes from other service users.

The highest ratings were received by physiotherapy services:
46 per cent of the 46 respondents using this service rated it
as either good or very good. Self-help groups/services and
advocacy services also received positive ratings from about
four out of ten users. However, other services accessed for
reasons relating to physical impairment received poorer
ratings. The lowest ratings were received by employment
support (87 per cent of 32 respondents said their experience
was either poor or very poor) and home care services (66
per cent of 36 respondents).

A number of respondents said that those working in disability
services did not recognise or understand mental health
support needs. Adam saw his care manager once a year for
a review of his residential placement and felt that she didn’t
try to either understand his mental health needs or respond
to them. Naomi found that ‘All the physical stuff just
completely took dominance’ once she became disabled. She
had used mental health services before a car crash in which
she sustained serious injuries. Her experience of
rehabilitation services was: ‘It was almost like the mental
health stuff didn’t matter, didn’t come into it ... since this has
happened, everything’s been sort of physical.” A report on
recent neurological tests had included ‘one line’ about ‘severe
depression’ but ‘it was just like a line and they completely
ignored that’. She also felt that her experience of depression
is now assumed to be because of the accident and the
resulting loss of employment and physical impairment.
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On the other hand, she found that, although the
physiotherapists and occupational therapists had changed
over the months she saw them, the service itself had been
consistent and ‘they’ve just got a better idea about who | am
and what’s me ... | think they recognise ... that the level of
mobility I've got is affected by what’s going on in my head, in
terms of emotional and mental health stuff’. She contrasted
this with ‘most of the medics ... who just look and they go
“Oh your leg’s this” or “The X-ray’s showing this”. They don’t
know who | am.’

Caroline was among a number of interviewees who
experienced a lack of understanding of mental health issues
from a service she accessed to meet her physical needs.
She sometimes put off having new wrist splints made or
seeking other treatment for her arms (relating to her physical
impairment) because of reaction to the scars caused by self-
harm.

If | go along with a problem with my arms and a
physiotherapist or occupational therapist has to look at
them, they will make a comment. And | don’t want to have
to explain what's happened, but | feel a need to ... | was
offered physiotherapy recently and | delayed it because of
that. | feel that I'm not ready to have to explain everything
to a physiotherapist again because it’s always somebody
different you see. They don'’t tend to read your notes.

Having blood tests also provokes remarks from the person
taking blood — and ‘it’s never a private room ... and ... you
don’t want to have to go into discussions when there are
other people in the room’.

When someone working in physical disability services has  ‘mental health

had some mental health training, this can make a big services seem, in
difference. Laura had a good experience of a physiotherapist  this area certainly,
who she thought had a good understanding of mental health  not to be available to
issues because she had had some relevant training: ‘l think  people with

it's made her, perhaps, aware that you listen to what the disabilities’
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patient is saying and that they are an expert on their own
body ... she looks at you holistically.” On the other hand, she
received the general impression from the physical disability
section of her social services department that ‘mental health
services seem, in this area certainly, not to be available to
people with disabilities’.

Adam, who lives in a residential home, found that, once he
developed mental health problems, some of the care staff
‘wouldn’t have anything to do’ with him. Other people had
also experienced hurtful reactions from care workers — Daisy,
for example, has care workers from an agency to provide
her with personal assistance to get up in the mornings: ‘One
day | was still in bed when she came and she said “You must
feel like killing yourself when you’re feeling like this”.” This
comment upset her very much: ‘I've never felt so ill that I'm
going to kill myself. And, you know, that level of belief about
somebody that you’re working for is quite, | found it quite
damaging really.’

Services for disabled people can be disempowering if they
have low expectations of disabled people and this, in itself,
can have an impact on mental health. Some of our
respondents had been assisted into employment as a person
with a physical impairment but found that they were stuck in
jobs that under-used their abilities. This experience then
exacerbated mental health difficulties. As Patricia said: ‘It
was the same thing day in, day out. There was very little to
do. Some days | knew, when | left work that day, there would
be nothing to do when | got in the next day. And, in the end,
| hated it. | was so bored. | was just sat at my desk, trying to
look busy. It made me ill actually.” She found her experience
of physical disability services to be generally disempowering:
‘They provide services for disabled people that aren’t
expected to achieve a lot ... I've never fitted in anywhere.’
This added to her low self-esteem and lack of confidence.
Other services can be similarly disempowering, particularly
when they segregate disabled people from the rest of society.
In the residential home where 27-year-old Adam lives, most
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people are older than him. Many of them have progressive
conditions and become unable to leave their beds. ‘It
becomes a very sad place.’

It was clear from the literature review that needs relating to
physical impairment are sometimes responded to in ways
that are disempowering and this can contribute to and
exacerbate mental health problems. This was also the
experience of our respondents. Most people also found that
physical disability services were unfamiliar with mental health
issues and that there was poor communication between
physical disability and mental health services. As Laura put
it:

There is no joined-up thinking, as far as | can see, in the
[Social Services] Department, as to the fact that people
have multi sort of needs and that you can't just be classified
as having a physical disability, you may have sensory
disabilities, you may have mental health needs. They
should be looking at you holistically but, I'm afraid, they're
not.

Hospital experiences

When people have to go into hospital for reasons relating to

their physical health or impairment, their mental health history

sometimes influences the way they are treated and there

are difficulties in getting an appropriate response to their

mental health needs. Ingrid, for example, broke her leg very

badly and was in hospital for four weeks. She did not tell the

hospital staff to begin with that she had bi-polar disorder but,

when she did, ‘they started treating me differently. It was ‘It was very, very
very, very hard ... They didn’t listen to anything | said ... and  hard ... They didn’t
| didn’t get any painkillers when | needed them. And | told listen to anything |
them about when | started to go high how | self-medicate — said ... and | didn’t
that’s what | always do. And they brought a psychiatristinto  get any painkillers
see me.’ She asked to be given the tranquillisers that she when | needed them’
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usually took when she was high — ‘But it never happened. |
used to ask for them and they’d say, “Oh, no, it’s not due till
ten o’clock. It’s not due till two o’clock.” And so, by the time
I’'d get them, I'd be completely wound up. And it was like
they didn’t understand anything at all about what was going
on.” Another psychiatrist then ‘gave me this massive high
dosage of tranquillisers. So then | was completely out of it,
completely blotto.” Yet another psychiatrist then cut down
the dosage of tranquillisers and also suggested that she try
to come off the sleeping pills that she had taken for years.

So then | was supposed to ask if | needed a sleeping pill.
But then the nurses decided they were actually going to
stop all these pills. So when | asked for things, they said,
“Oh, no, we're going to see if you can manage without
them. You seem OK to us. You don’t seem too bad so
we’re going to leave it for now. If you need it later on, we’ll
give you it.” You know, the whole thing, it was awful really.

Humerah was transferred to a general ward after she broke
her leg while an in-patient on a psychiatric ward. Although
the two buildings were next door to each other, she had no
contact with the psychiatrist who had been responsible for
her care on the psychiatric ward: “They washed their hands
of me until it came time to transfer me back,” she said. She
felt that lack of familiarity with mental health needs meant
that ‘there was a fear’ among staff ‘because they didn’t know
what to do, or how to respond ... Every time | got upset —
and | did get upset because | was in a lot of pain — they
wanted to give me medication to calm me down, sedating
medication.’ She felt that staff were frightened that she would
harm herself and that they also assumed that she could cope
with pain because she had a history of self-harm. She didn’t
feel that they took her requests for pain relief seriously, ‘and
if | was upset they just gave me sedatives’. While on the
general ward, the only time she saw a psychiatrist was when
it came time to transfer her back to the psychiatric ward,
when the duty psychiatrist came to see her.
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Summary

A lack of familiarity with mental health issues among many
staff in physical disability or general hospital services created
difficulties for most of our respondents. Negative attitudes
towards people with mental health support needs were also
reported by some. These difficulties were compounded by
generally poor communication between physical disability
and mental health services. A number of interviewees also
mentioned the low expectations that, for example,
employment services have of people with physical
impairments, and how physical disability services themselves
can be disempowering and can have a negative impact on
mental health.
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The postal questionnaire asked about people’s experiences
of GPs’ responses to both their mental health needs and
their needs related to physical impairment. Almost half (48
per cent) of the 75 people who responded said that their
GP’s response to needs relating to physical impairment was
either good or very good and a third (35 per cent) that it was
either poor or very poor. This situation was more or less
reversed when they rated their GP’s response to mental
health needs — 45 per cent said it was either poor or very
poor while 36 per cent said it was either good or very good.
This higher rating of GP response to physical care compared
to mental health needs was also found in research concerning
people with ‘severe mental illness’ (Bindman et al., 1997),
although our respondents had lower levels of satisfaction
with their GP on both counts compared to this earlier
research.

People appreciated it when GPs made time for them, listened
to them and respected their rights to be involved in treatment.
Ingrid found it was not a battle to see her GP urgently if she
really needed to see her. ‘If | ring and say | really need to see
the doctor today, they will fit me in.” The GP will also do
telephone consultations. Ingrid also felt fully involved in her
treatment: ‘She lets me sort of make my mind up about
things.’

However, GP surgeries were not always physically accessible
and several interviewees felt that GPs and receptionists did
not always take physical access needs seriously enough.
Patricia, who uses a wheelchair, reported that ‘The front
entrance door is very heavy. You really have to push on it
really hard. The reception desk is very high ... The waiting
room’s in the middle of the building and there’s a very narrow
corridor all the way round it to all the different GPs’ surgeries.’
On one occasion, ‘there was a line of chairs right across the
middle of the waiting room so | couldn’t get from where | was
sitting, once my GP had called me, through the other door to
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go to her surgery. They had to move all the chairs for me to
get through.” When Patricia complained to the GP, the GP
asked her to write to the Primary Care Trust because, as the
GP said, ‘We really need to move to bigger premises’.

Daisy’s GP is ‘on the third floor of a building that’s not
wheelchair accessible so | can’t go in to see her’. Her GP
will come out to see her but Daisy has to first persuade the
surgery’s receptionist that a home visit is needed: ‘| have to
lay it on very thickly, each time | ring.” She is due a cervical
smear test but has not managed to have one.

Access to help from a GP is not just about physical barriers.
Some people found that mental health issues were not taken
seriously or that GPs seemed out of their depth when faced
with someone who had both a significant physical impairment
and mental health needs. When Adam, who has cerebral
palsy, went to his GP about severe depression, which he
had experienced over a period of years, ‘she said everybody
has off days. She said go home and | would be better
tomorrow.” Adam stays at his parents’ home each weekend
and his parents have on occasions tried unsuccessfully to
call out the GP when Adam was trying to harm himself. The
GP said she doesn’t know enough about cerebral palsy and
mental health.

Some of those interviewed felt that having a mental health
diagnosis means that GPs — together with other health
professionals — do not take physical symptoms seriously. As
one respondent wrote, ‘When you have a history of mental
illness it is frequently wrongly assumed that your presenting
physical symptoms are really psychosomatic and treatment
may be therefore delayed or mis-prescribed because of this
judgemental attitude.” People with mental health support
needs are not only just as likely to experience physical ill
health as anyone else, they also are in fact more likely to
experience physical conditions such as heart disease,
respiratory illness and diabetes (National Institute for Mental
Health in England, n.d, p. 3).

‘she said everybody
has off days. She
said go home and |
would be better
tomorrow’

‘When you have a
history of mental
illness it is
frequently wrongly
assumed that your
presenting physical
symptoms are really
psychosomatic’
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On the other hand, some people felt that physical impairments
seem to take precedence over mental health issues. Naomi
praised her GP for his involvement in her treatment for the
physical impairments caused by a car crash but ‘it’s like he
doesn’t remember’ that she has a long-term experience of
depression, which pre-dated her physical impairment. ‘Even
if 1 go in and | think I’'m going to talk to him this time about the
depression ... | don’t do that because we focus on, you know,
“I've had a letter from the spinal consultant and he said this”.
Or, “This has come through from plastics ... I've got this file
from social services that says you’re having so and so done”
... in a way he responds to what’s in front of him. And the
physical stuff tends to be the stuff at the forefront.” When she
does mention her depression to him, ‘He usually says
something like “Oh, you’re doing quite well really”... It's almost
like it’s a non-issue ... Anything that | say about that would
be ascribed to a physical problem.’

Summary

GP surgeries were not always physically accessible. Some
respondents appreciated the adjustments that GPs made in
such situations but others reported that their access
requirements were not responded to. While people gave a
more positive rating to their GP’s response to needs relating
to physical impairment, many had difficulties with responses
to their mental health support needs and wanted more
recognition of these needs. Some respondents felt that
physical symptoms were not taken seriously because of their
mental health diagnosis. Those who praised their GP
appreciated being listened to and treated with respect.



5 Medication

Medication given for mental health needs can have a
significant impact on physical impairment but people were
rarely warned about this and the effect was not always
recognised or responded to. In the case of medication given
for reasons relating to physical impairment, this can also have
an effect on mental health but, again, people were rarely
warned about these possible effects.

People with physical impairments experience the same range
of difficulties with, and benefits from, anti-depressants and
anti-psychotic medications as those without physical
impairments. Ann, for example, spoke of how it turned her
into a different person: ‘It’s horrible! And you get a terrible
hunger where you want to eat and eat and eat and eat.
Pacing, pacing, pacing, pacing, and that isn’t me. You're
totally something else.” Ann also found that one drug’s side
effects included tinnitus and disturbed vision. Milan
experienced devastating side effects from an anti-depressant,
although he also says ‘I’'m not as much against medication
as | once was. It depends what works for people.’

However, people with physical impairments can also find that
medication given in response to their mental health needs
can exacerbate existing physical difficulties. Fifty-eight per
cent of respondents to the postal questionnaire said that
medication prescribed for mental health needs had had a
negative effect on theirimpairment, and most of these people
(83 per cent) said they had not been warned that this might
happen. More than half (56 per cent) reported that the
negative effect was not recognised by GPs or other
professionals.

A smaller percentage — 45 per cent —reported that medication
related to their physical impairment had had a negative effect
on their mental health. Again, most (77 per cent) had not
been warned this might happen and half (51 per cent)
reported the effect was not recognised.
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‘Psychiatric
medication has had
major detrimental
effects on my
physical functioning,
so much so that | fell
and broke my limbs
several times’
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Humerah, who uses a wheelchair, said, ‘Psychiatric
medication has had major detrimental effects on my physical
functioning, so much so that | fell and broke my limbs several
times. | became so weak that | needed two people instead
of one person to assist me and | could not manage going to
the toilet independently, which | had been able to do before.’
Humerah — who has been disabled since birth — was on so
much medication while on one psychiatric ward that, she
said, ‘l physically began to stop functioning, so much so that
they thought | had a neurological disorder ... | couldn’t even
push myself in my wheelchair’. She also became very
confused. However, ‘it didn’t occur to anyone that it was the
medication which caused all this. It was only when | took a
major overdose and ended up in a general hospital, they
took me off all the medication at once and my physical
functioning just became amazingly better.’

Jack, who has spina bifida and epilepsy, found that some
medication prescribed to meet his mental health needs had
an impact on his co-ordination and balance, which ‘weren’t
A1 to start with’. Daisy spoke of the way that the weight gain
and fatigue caused by anti-depressants exacerbated her
impaired mobility caused by multiple sclerosis: ‘with
amitriptyline ... | was slowing down completely, | was falling
asleep during the day and | was putting on an enormous
amount of weight ... | couldn’t get around and | couldn’t look
after myself.” She did not find her GP was very sympathetic
— ‘I think that’s what doctors are for, just handing out
medication. | don’t think they’re treating people at all.’

As with weight gain, other side effects of medication given
for mental health reasons can have a more significant impact
on people with physical impairments. Adam, for example,
who has athetoid cerebral palsy, found that the nose bleeds
that were a side effect of an anti-depressant caused major
problems. He could not wipe the blood up himself, he
swallowed it and it caused him to vomit. This was not a side
effect that he had been warned about, although it was in the
small print on the instructions accompanying the tablets. The
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GP who prescribed the anti-depressants had not considered
whether potential side effects would create particular
difficulties for someone with Adam’s impairment.

Caroline said that she always looked up medication she had
been prescribed and, on one occasion, found she had been
given one drug that should not have been prescribed in
combination with another she was taking. ‘I contacted the
pharmacist who said “no, you can’t take these two together”.
| then got back in touch with the GP who changed it to
something different.’

Few people experienced reviews of long-term use of
medication or of the effect of the combination of different
medications. Four people interviewed had good experiences:
in one case, a psychiatrist oversaw all the medication
prescribed and monitored the effects, while, in another, their
GP fulfilled this role. Jack said that now his GP takes care
over both the medication required for his physical
impairments and that prescribed for depression. ‘He works
it out with me what | should take ... And he includes me in
treatment, you know, in my treatment.” He felt that the GP
now recognised the impact of medication on physical
impairment. Eileen described how the ‘medication for my
physical condition has been built up through specialists and
GPs and ... then | went to the psychiatrist and he gave me
the medication for my mental problems’. She also said,
however, ‘They’ve sort of worked together, really, 'cos they
have to look what I’'m on’.

Felix felt that long-term use of painkillers had an effect on
both his mental and physical health:

| think the services, and particularly the GP, could have
looked at my situation in a bit more detail. | was very much
treated as a lifetime patient. It was considered that, due to
my back problem, | would need certain large doses of
painkillers every day of my life, for the rest of my life. The
fact that taking those painkillers was causing more

Few people

experienced reviews
of long-term use of
medication or of the

effect of the
combination of
different
medications
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‘My GP thinks that
I’m difficult because
I’m careful about
what medication |
take’

When she was in a
general hospital,
Ingrid was denied
the medication she
was usually on to
treat her bi-polar
disorder
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problems than the actual back problem was obvious. Years
ago it was apparent, almost right from the beginning, but
nothing was ever done about it. The prescriptions just kept
on flowing through.

And, yet, Daisy said: ‘My GP thinks that I’'m difficult because
I’m careful about what medication | take and | see what side
effects it has and | weigh up whether they’re worth the positive
effects and if they’re not then | don’t want to take them.’

When people are being treated in psychiatric hospitals, staff
do not always acknowledge or provide medication required
for physical impairment, while staff in general hospitals do
not always acknowledge or provide medication required to
treat a mental illness. This issue has been covered in the
chapters on experiences of psychiatric hospitals and of
physical disability services. One key factor in either setting
is whether a person’s knowledge and experience of what
medication they need is respect