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No ordinary life
The support needs of families caring for children and 
adults with profound and multiple learning disabilities
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2 Introduction

This report is about the experiences of parents of children and adults
with profound and multiple learning disabilities. It was written in
response to parents who talked to Mencap and expressed the view
that no one appeared to understand the extent of the caring task they
face day after day, night after night, and the anger that many feel
about the lack of appropriate support.

This is not the first time that Mencap has considered the views of
parents caring for someone with profound and multiple learning
disabilities. In 1988, Mencap published detailed research that focused
on this area. This has remained one of the few substantial pieces of
work in this field. In the light of more recent government initiatives, in
particular the White Paper on learning disability services, Valuing
People (DOH 2001), it is important to revisit some of the issues it
raised.

For this new report, Mencap conducted 76 interviews with parents of
children and adults with profound and multiple learning disabilities. We
also held a number of group and individual discussions with parents to
inform the report.

These interviews and discussions tell a shocking story. This report
examines the caring task and its impact on the family, and explores
the response of services to it. The report demonstrates that there is a
mismatch between what families need and what services deliver. The
very real anger, fear and desperation that many feel is apparent. 

There are some clear messages about what is needed to achieve real
improvements in the quality of life of all members of those families.
There is a need to listen and understand, to work in partnership, to
respect parental expertise, and to deliver practical services that
respond to the particular needs of children and adults with profound
and multiple learning disabilities. But the clearest message of all is
about values and rights. Parents told us about experiences that



3overwhelmingly illustrate a fundamental denial of human rights - not
only those of their sons and daughters, but their own too.

There must be greater recognition and respect if the situation is to
improve. One parent posed the following question:

“We live in a society that sees people like my daughter as worthless.
Why, then, would it be one that delivers high quality services?”
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Why do we need to focus on the particular
needs of parents of children and adults with
profound and multiple learning disabilities?

This group of people has a degree of disability so severe that they
need help with all the basic tasks of living. They are usually totally
dependent on others, which places heavy demands on families and
carers. They also have other disabilities in addition to their learning
disability. Some of the reasons why we need to focus on this group of
people are discussed below.

The degree of the disability

Children and adults with profound and multiple learning disabilities
have a profound intellectual impairment and additional disabilities.
These may include sensory disabilities (e.g. visual impairment or
hearing loss), physical disabilities, autism, and mental illness.
Challenging or self-injurious behaviour may also be present (Lacey
1998). The majority of children and adults with profound and multiple
learning disabilities have communication difficulties. Many may have a
range of complex health needs. There are children who are technology
dependent, who may need a combination of oxygen cylinders, suction
equipment and tube feeding. There is a high prevalence of severe and
complex epilepsy among this group of people.

An individual with profound and multiple learning disabilities will need
support with every aspect of their lives. The increasing complexity of
this group of people’s disabilities has even more significance when
considering the support needs of the families who care for them. 

However, the degree of disability is not the biggest factor in the quality
of life that someone with profound and multiple learning disabilities
experiences. Many of the problems they face have much more to do
with do with society’s values and service structures. Reads and

Chapter 1: Setting the scene



5Clements (2001) stated that: “Despite some differences in analysis and
emphasis, there is no doubt that some of the greatest limitations
experienced by disabled children and adults are undoubtedly created
by the way that society is organised to exclude them, by other
people’s damaging attitudes, by limited and unequal service provision.”

Values

A person with profound and multiple learning disabilities may need
support in every aspect of their life, but this does not mean that their
lives are of less value in comparison to non-disabled people. Whilst
many may experience the world very differently from others, their lives
may also be enriched by the things we all share, such as the company
of friends, music, or the taste of food. There remains a lack of
understanding about the quality of life that someone with profound
and multiple learning disabilities can have, and the positive
contribution they bring to their family and society as a whole.

Many parents experience hostile reactions and find themselves
questioned about the right of their son or daughter to be cared for in
the family home. Not only do people find it difficult to comprehend
how parents manage to carry out their caring role, they also question
why they do it at all. Many parents feel a sense of outrage about this
question because surely the answer must be obvious. Just like any
other parent, they love their son or daughter and want the best for
them. They want to protect them from harm, and for them to have the
security and love of family around them. Parents also experience
negative remarks from people that reflect society’s apparently rather
punitive response to people with profound and multiple learning
disabilities and their families: “You shouldn’t have to look after
someone like that. He should be in an institution”, or a dismissive
attitude towards their caring responsibilities: “If you will keep her at
home, what do you expect?”

This lack of worth as perceived by society was expressed by Ron
Turnbull, after his wife was convicted of the manslaughter of their two
profoundly disabled sons: “At the end of the day people thought my
sons were worthless, utterly worthless, and we were too. I thought
they were very special.”

The wide and demanding nature of the care provided

The caring task associated with someone with profound and multiple



6 learning disabilities is both highly intensive and long lasting. It has
major consequences for the entire family. A parent needs to constantly
attend to basic needs such as eating, drinking, washing and
changing. In addition, many parents have to provide high levels of
physical care, such as lifting and positioning, and cope with a wide
range of other essential needs. Typically, a parent will need to support
their son or daughter’s complete health needs. This may include the
use of special equipment, such as suction equipment and oxygen
cylinders, or being able to administer various kinds of medication.
These are arduous and time consuming tasks, taking up many hours
of the day and extending into the night. Our survey found that 60% of
parents were devoting ten hours or more per day to these essential
caring tasks, plus a further eight hours or more per day on therapeutic
and educational activities.

The caring demands made on families are increasing beyond the point
that would be expected of any other parent. Most parents would
expect that there would be a period when their son or daughter would
need high levels of care, such as with a newborn baby or during
periods of illness. For parents of someone with profound and multiple
learning disabilities, the care needed is long term. Inevitably, this takes
its toll on the carer’s health, for instance bringing an increased
likelihood of depression. There is a growing recognition of the fact
that: “Current policies and increasing longevity are leading to a lifetime
of care giving, limiting aspirations for self-realisation with apparently
damaging consequences for the health of carers.”
(McGrother, Thorp, Taub and Machado 2001). 

This negative impact on family life should not be seen as due either to
the nature of the disability or the high levels of care that children and
adults with profound and multiple learning disabilities need. It results
from the failure of services to recognise and support those needs. It
has been suggested that we should see disability “as a major and
potentially damaging life event which is amenable to intervention and
compatible with a good quality of family life.” (Russell 1991).

Not having a voice

The majority of people with profound and multiple learning disabilities
have severe communication difficulties. They may be dependent on
non-verbal methods of communication such as gestures, body
language, eye contact and vocalisations. However, many people do
not understand this and do not use these methods of communicating



7to help people make even simple choices about their lives. Many rely
on the efforts of parents, carers or independent advocates to
represent their views, but these are not always seen as valid. As a
consequence, people with profound and multiple learning disabilities
currently have no “voice” with which to demand better services. Their
parents are so busy fighting their way through the day, fighting to get
even very basic needs met, that it is hard for them to fight for their son
or daughter’s rights. The presence of children and adults with
profound and multiple learning disabilities is therefore barely visible
within our community. Consequently, both they and their families are
disadvantaged across the whole spectrum of service provision.

Being part of a minority group

In general, people with a learning disability have a low priority on the
government agenda. Children and adults with profound and multiple
learning disabilities are a minority within a minority group and are
frequently forgotten when services are being planned and developed.
The government’s agenda on disability has focused on welfare to work
and increasing opportunities for paid employment. This is of less
relevance to people with profound and multiple learning disabilities
and their parents, many of whom have become excluded from work
due to their caring commitments. 

It was hoped that the White Paper, Valuing People (DOH 2001), would
give priority to the particular needs of children and adults with profound
and multiple learning disabilities. Whilst some measures identified within
the White Paper have the potential to benefit them, Mencap’s view is
that it does not reflect sufficient insight into the very special needs of
this part of the population. It will therefore be difficult to translate into
actions that will actually benefit people and their families. In fact, many
parents are very concerned about the implementation of some of the
initiatives, such as the move away from traditional day services, fearing
this will mean people with profound and multiple learning disabilities
actually get fewer services than they do now.

The increasing population of people with profound and
multiple learning disabilities

In 1985, it was estimated that there were about 25,000 children and
adults living in England and Wales with profound and multiple learning
disabilities. Mencap estimates that this population has grown to
40,000, resulting in more people being cared for at home by their



8 parents. We know that 60% of people with a severe or profound
learning disability live at home with their parents, but we do not know
the percentage for the latter group alone.

This steady rise in population is thought to be due to developments in
medical technology, which is improving the survival rate of increasingly
premature babies, a significant proportion of whom have multiple
disabilities. In addition, people with profound and multiple learning
disabilities are living longer due to the better control of epilepsy and
the use of tube feeding. It is clear that “this has a very significant
effect on families’ lives as well as implications for services attempting
to meet their needs” (Baldwin and Carlisle 1994). It must be
remembered that their parents are ageing too. Many are coping with
high levels of physical care at an age when they are beginning to need
support themselves. It’s evident that services will see increased
demands for support in this area.

In Mencap’s view, all these factors are very compelling reasons for
trying to understand the very special needs of children and adults with
profound and multiple learning disabilities and their parents in much
more detail. Failure to do so will mean that they and their families
remain some of the most marginalised people within our society.
Services must not continue to ignore the fastest growing part of the
population of people with learning disabilities.

“For the 21st Century it remains to be seen how society will support
and respect children with severe impairments who are surviving
babyhood due to advances in medicine; how the new form of hospice
care will develop for these children, and whether children who cannot
communicate and move will be given real choices.” (Oswin 1988).
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Methodology

Mencap carried out a survey of families caring for a child or adult with
profound and multiple learning disabilities in England, Wales and
Northern Ireland. The purpose of the survey was to collect as much
information as possible about the needs of people with profound and
multiple learning disabilities and the extent to which services are able
to support people with high support needs. 

The questionnaire covered all aspects of the person’s life, ranging from
the time spent caring for a son or daughter, to the level of support they
receive from social services and the effectiveness of that support. We
wanted to explore how other aspects of family life may be altered,
such as the ability to enjoy leisure activities. We were also interested to
know how the family felt they were treated by the wider community.

The survey was conducted through 76 in-depth, face-to-face
interviews. These were carried out by Mencap staff, who spent many
hours at the homes of the families in order to get a better
understanding of their needs and to help them complete the survey.
The information has been used to provide both statistical data and
very personal statements on how difficult it is to cope in such
situations if support is not available. The names of individuals have
been changed to protect their anonymity.

Chapter 2: The family survey



10
Key findings

Below is a summary of our research’s main findings about the problems
faced by families with a son or daughter with profound and multiple learning
disabilities. These findings will be discussed at greater length in the report.

The caring role

• 60% of parents spent more than ten hours per day on basic physical
care. In addition, one third of these parents said their caring role was
continuous and meant they were caring for their son or daughter 24
hours a day

• 57% of parents were spending more than eight hours per day on
therapeutic and educational activities

• Parents were woken up three times per night on average

The support given to families

• 48% received no support from outside the family to help with their care
tasks

• 78% received either no support or less than two hours per week to help
them cope at home with their caring tasks

Quality of services

• 48% were dissatisfied overall with the services they received (either not
very satisfied or very unsatisfied)

Diagnosis

• 85% had been given a formal diagnosis

Of this 85%:

• 61% were told the diagnosis badly or very badly
• 35% were told the diagnosis adequately
• 4% were told the diagnosis well

Co-ordination of services

• 80% thought the professionals were poorly or very poorly co-ordinated
• 37% had contact with eight or more professionals

Plans for the future

• 54% of parents said that they would like to see their grown-up son or
daughter move from the family home to a high quality alternative

• 61% had received no support in planning for that possibility



11The caring task
Many parents feel the caring task they face within their home is not
fully understood by those responsible for providing support. The
survey considered this in detail.

We looked at the number of hours parents spent on basic physical care.
Most people with profound and multiple learning disabilities are wholly
reliant on others to attend to their basic care needs, such as washing,
dressing and feeding. The majority are doubly incontinent and need
incontinence pads to be changed about three to four times a day or
more. They also need to have their position changed regularly to avoid
pressure sores. They may have a range of complex health conditions
that require other kinds of direct physical care, such as physiotherapy to
clear their chest, or the use of tube feeding equipment.

We also looked at the time spent on educational and therapeutic
activities. Parents of children and adults with profound and multiple
learning disabilities need to spend time with them on essential
activities such as physiotherapy exercises, and activities to increase
skills in areas like feeding and communication. Other multisensory
approaches, such as aromatherapy, have proved useful for stimulation
or relaxation. These need to be provided on a regular basis and built
into a daily timetable. They are all time consuming tasks.

In addition, parents spent time entertaining, playing, engaged in other
activities, or just being with the their son or daughter. Few children
and adults with profound and multiple learning disabilities can be left
alone for any significant period of time. They are rarely able to manage
on their own, and there is also a risk that they might have an epileptic
seizure or other health problem.

For many families, the caring role extends into the night. Many parents
were woken up during the night to meet the needs of their son or
daughter. These could include changing or bathing them due to
incontinence. They told us that they feel service providers are
dismissive of the lack of sleep they experience. In some cases, they
have to get up several times a night. This is clearly very demanding
and tiring, especially as they are already carrying out a major caring
role during the day.
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Key findings:

• 60% of parents spent more than ten hours per day on basic
physical care. In addition, one third of these parents said
their caring role was continuous and meant they were caring
for their son or daughter 24 hours a day

• 57% of parents were spending more than eight hours per
day on therapeutic and educational activities

• Parents were woken up three times per night on average

About 60% of parents were spending 18 hours or more a day caring
for their son or daughter. This leaves no more than six hours for sleep
- in many cases broken sleep. Many actually get less than this. It is
hard to imagine how families sustain this level of care with so little
sleep.

This is how two parents described their situation:

“You cannot attend to the aches and pains of old age, or allow
yourself to think about them.”

“To be ill is not possible. However you feel, you have to carry on.”

Help from other family members

Many parents were reliant on support from within the family to share
the basic care, help with lifting, or give them a break. In some
situations, it would not have been possible to continue without their
active involvement. In one family with two daughters with profound
and multiple learning disabilities, the stepfather had given up work to
care alongside his wife on a full time basis. This family had no outside
help, apart from cleaning. As both daughters needed two people to lift
them, this was the only way they could continue to care for them at
home. “We’re a team,” they said.

In another family, one son had moved in next door to his father and
disabled brother:

Mark is 30 years old and has athetoid cerebral palsy. He has a
profound learning disability and also suffers from epilepsy. His Dad
Samura is in his early sixties. He has been Mark’s main carer since
his wife died six years ago.
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After the death of his mother, Mark’s younger brother Des and his
young family moved in to the house next door to help with care.
Carrying and lifting is particularly demanding. Samura has not
been able to do this since an operation on his neck three years
ago. Des is now responsible for this part of Mark’s daily care. This
means he is only able to work part time to ensure he is around to
give support and provide lifting and carrying for Mark.

Samura would not be able to cope with providing for Mark’s care
needs without Des’s help. 

However, many families complained of a lack of support from
members of both the immediate and extended family:

“Neither grandparents offered to take Bradley for a walk. My mum used
to babysit once in a blue moon, as long as he was in bed. I think it’s
because they did not accept Bradley as a person in his own right.”

“My brother was never interested. My mother never bathed her, fed
her or babysat for her. They just stayed away because of all sorts of
excuses. They never tried.”

Help from people outside the family

Many parents caring for someone with profound and multiple learning
disabilities have expressed the need for someone who is capable and
caring to come into the home and help with some of the basic care
tasks or household chores. Some expressed the need for someone
who could help out with the feeding and changing and be able to take
over during parts of the day. For others, the most helpful thing might
be cleaning. This type of care is usually known as “domiciliary care” or
“home-based short break services”. A few parents are able to employ
people to provide personal support for their son or daughter. In this
part of the survey, we wanted to establish the amount of practical,
hands-on help that parents were receiving from services to support
the caring role inside the family home.
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Key findings:

• 48% received no support from outside the family to help
with their care tasks

• 78% received either no support or less than two hours per
week to help them cope at home with their caring tasks

Nearly half of the families had no support, and over three-quarters had
less than two hours per week. This is less than 20 minutes per day on
average. This is in stark contrast to the 18 hours or more per day
spent on caring. Overall, the amount of support was a drop in the
ocean compared to the huge caring task carried out by parents. 

Parents spoke of the enormous difficulties they had had trying to get
the practical help they needed. Even simple things like cleaning were a
problem. One family told of the difficulty they had getting and keeping
a cleaner. The cleaning agency had told them they couldn’t get staff
who were prepared to work in a home with “people like that”. Home-
based short-break/respite services were in very short supply. Where
they were in place and working well, they were highly valued:

“The limited amount of home care we receive is excellent. Staff are not
‘qualified’ but are experienced, understanding and dedicated.”

The amount of time spent in services outside
the family home

We looked at the number of hours the disabled son or daughter spent
in services outside the family home. This included attending school,
day services and forms of residential respite, and leisure opportunities.

The majority of children were attending school on a full time basis.
There were a small number whose medical needs were not being
adequately supported in the school setting. This is an issue that
Mencap has already examined in the report Don’t Count Me Out
(Mencap 2000).

Day services are not available from 9.00am to 5.00pm. The person is
often home by 3.30pm. In many cases, day services are not available
every day. There are many people with profound and multiple learning
disabilities who are not able to access day services, as there are none
that meet their particular needs. Even when they can access such
services, they may only be available for part of the week.



15“There has been a breakdown of care for Ethel due to transport
problems that resulted because of her disabilities.”

Residential respite care

For some families, the only break from caring was when their son or
daughter went into a residential respite care unit for a few days. Again,
where this was working well it was highly valued:

“The staff seem to have Michael’s best interests at heart and treat him
as an individual.”

“I am happy about the respite Michael receives. The staff take the time
to get to know him and get involved in the things he likes.”

However, many more families were experiencing considerable difficulties:

“Finding respite care is a big problem. Finding safe respite care is an
even bigger problem.”

“The respite care home is the only one in the city, and yet it does not
have the ability to cater for children with complex health needs.”

Most disturbing of all were the accounts of how residential respite had
been used, only for the disabled person to return dehydrated, with
pressure sores, or with evidence of not having been changed often
enough. Some families talked about how long it had taken them to get
over the time spent in respite and how they had, in reality, ended up
worse off as a result. 

The survey shows quite clearly that many families are carrying out a
massive caring role, and are doing so without appropriate support
from services.
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It is known that the presence of disability within the family may have an
impact on the whole family and that that other relationships with friends
and within the community may also be affected. The survey included a
range of questions designed to establish the impact of caring for a
child or adult with profound and multiple learning disabilities on the life
of the family, and relationships within the family, with friends, and within
the community.

Relationships with family and friends

The survey found that the extensive time and energy put into caring
for a son or daughter with profound and multiple learning disabilities
was taking its toll on the life of the family. There were few opportunities
to socialise with friends or go out and do the things that many of us
take for granted, such as a trip to the cinema or a meal out with
friends. The overall impression given by parents was of family life in
disarray, with marriages under great strain and concern about the lack
of time there was to spend on brothers’ and sisters’ needs. There
were varied reactions from other members of the family, and many
parents felt abandoned by former friends who appeared to find it
awkward visiting their homes:

“My eldest son wouldn’t bring his friends home. He didn’t tell people
about his brother.”

“My mother in law used to phone and ask about each of my other
children in turn. I finally asked her why she had not asked about Jane.
She told me that she thought I was wrong to keep her at home and
that the sooner I put her in an institution the better, before I damaged
the other children.”

Chapter 3: The impact on
family life



17“Caring for Peter puts pressure on the family that is hard to express to
other people. 50% of the arguments with my husband are around
care issues.”

“After a full day of care, the effort to make a social gathering seems
like climbing Everest. Caring devours your life.”

More positively, some families spoke of the close friendships they had
made with other parents in a similar position. But for many, friendships
outside the family were non-existent or had been negatively affected.

Community attitudes

Attitudes to disability in the community have been well documented.
Many people with a learning disability experience direct discrimination.
A Mencap survey found that nearly nine out of ten respondents had
been bullied in the last year (Mencap 1999). In this context, it is
unsurprising that most families participating in the survey had
experienced discrimination. Many commented on the extent to which
they were stared at in public places or simply ignored:

“Sometimes in town Pamela can sense people are staring at her and
she gets quite agitated.”

Some families had experienced remarks that had been well meaning
but lacking in insight or awareness. A few families recounted incidents
where neighbours or other members of the community had
commented that the disabled person was “a gift from God” and that
the parents themselves were chosen in some way for the task. If one
or two had felt some comfort from this, the majority were very angered.

More troubling accounts came in the form of direct comments that
were described as prejudiced:

“I went shopping in Tescos and a woman said ‘fancy bringing
someone like that in here.’”

“A previous neighbour said that Alison had devalued her property and
also called the day centre bus the idiot bus.”

A few families had even experienced vandalism of their property and
threats made towards them personally. 



18 Overall the picture was one of social isolation, interspersed with a few
acts of compassion and friendship. Parents reflected that most people
did not react with deliberate unkindness, but lacked insight and
understanding. Sometimes it was the well-meaning comments that
had hurt the most. They commented that:

“You learn to cope but it will always affect you.”

The parental role

For most of us, providing the immense level of care described by the
parents is unimaginable. Many parents spoke about the things that
kept them going:

“Kerry has always been looked upon and loved as just one of my own
children.”

“Having a disabled child does have its positive side. It makes the
family closer and more integrated. You meet lots of lovely friends who
are in similar situations.”

“They are like anyone else, just as obnoxious and just as loving, and
it’s wonderful when you get a beam or a cuddle. Sometimes she will
look at you, right into your soul.”

“It’s the little things. If you’ve tried to get something to happen and it
does, it’s really worthwhile. It’s a great boost.”

For many parents, in addition to the rewarding aspects, there was also
a lot of pain:

“It’s heartbreaking too. It’s watching them grow older without growing
up. It’s every milestone that hurts.”
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Good practice in service provision

There has been considerable research into the support needs of
families caring for children and adults with disabilities. One study
considered the needs of parents of pre-school children with disabilities
and summarised the key elements as partnership with parents, a key-
worker, inter-agency working, pre-school provision, short-term breaks,
information and advice (Robinson and Stalker 2001).

The importance of these to parents of children and adults with
profound and multiple learning disabilities cannot be overemphasised.
They need to:

• be able to share their considerable expertise about their son or
daughter’s needs

• have one point of contact with the wide range of services they
have to deal with

• get high quality services
• have a regular break from the caring role
• have readily available information and advice on the wide range

of issues that arise in relation to the needs of their son or
daughter.

Similarly, the National Strategy for Carers identified the main elements
of importance to carers as the wellbeing of the person being cared for,
freedom to have a life of their own, maintaining their own health,
having confidence in services, and having a say in service provision
(Department of Health 1999). Addressing the parents’ own needs is
clearly of crucial importance, especially when they are providing the
high levels of care demonstrated in the survey.

It was evident from the survey that where these elements were in
place, there was a high level of satisfaction with services. In one family
who had a son with profound and multiple learning disabilities, this
was well illustrated:

Chapter 4: The response of
services 
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One parent from Northern Ireland was very pleased with services
provided for her four year-old son. In addition to his physical and
learning disabilities, James has a severe visual impairment. He
attends a special nursery where there is a multidisciplinary team.
His mother feels that all the staff are highly skilled and
professional. It has really helped that all services are provided at
one place. This has meant that services are well co-ordinated, and
that if a problem does arise, James’s mother always knows who
she can contact to sort it out. As James has attended the nursery
since he was four weeks old, she feels fully informed about his
disability. With the support of staff, this has helped her to adjust to
changing needs as he gets older.

However, despite these principles having been established, we know
that there are still big problems in delivering the whole spectrum of
services for disabled children and adults in this way. This was reflected
in our findings.

Previous studies have looked at the needs of the individual and their
family in isolation. There is a need to look at the combination of
factors, and at the cumulative effect of having contact with a wide
range of services throughout a lifetime of caring. As stated in the
original Mencap research: “The day-to-day and lifetime problems that
have to be dealt with are not a simple summing up of problems in
different areas. Difficulties arising from profound retardation and
handicaps cannot be viewed in isolation.” (Hogg and Lambe 1988).

When considering the cumulative effect of the experiences of services
as described by parents in this survey, it is not surprising that many
parents were dissatisfied with the services they had received:

“Social Services have been as much use a chocolate fireguard. We
have never been offered any support, respite or advice.”

“Thomas received services you wouldn’t expect in the third world.
He’s allowed to be in pain when it’s not necessary. He’s expected to
go without orthosis [a splint to support the leg]. He’s denied the
dignity of walking. Greater disability gets least care.”

“The local health authority have no idea of his needs or how to meet
them. They misunderstand everything. They are totally incompetent
and not interested.”
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This section looks at families’ overall satisfaction with services, from
the time their son or daughter received a diagnosis onwards.

Key findings:

• 48% were dissatisfied overall with the services they
received (either not very satisfied or very unsatisfied)

Nearly half of all the parents were dissatisfied with the overall standard
of services they received. This probably understates the level of
dissatisfaction with specific services, as even where parents were
happy with some services, they were unhappy with others.

Some parents pointed out that there was no one service that stood
out in their minds as being particularly good or helpful, though
particular individuals did. These individuals were seen as an exception.
The feeling was that every now and then you got lucky and someone
came through your door who really cared, who would roll up their
sleeves and do the things that actually counted. There were some
very warm accounts of such individuals, and a real sense of loss when
perhaps this individual had moved on.

Those parents who were generally satisfied with their services often
qualified their answers with comments such as:

“Yes, services meet our basic care needs, but we have fought long
and hard for everything and we know we will have to fight for other
services in the future.”

“The services he gets are good. It’s getting them in the first place
that’s the problem.”

“At present I am fairly satisfied, but I’ve had some very difficult times
during earlier years. You never know what will be needed in the future
or whether it will be provided.”

However, many parents were unhappy about the services they had
received, expressing considerable dissatisfaction about the manner in
which they were provided and the poor attitude of professional staff.
Others talked about their unhappiness with the assessment process
and the delays and difficulties experienced in obtaining services.
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1. Diagnosis 

The way parents are told about their child’s disability is known to have a
significant effect on the way they view their situation and are able to
make use of services. Parents continue to report that they felt they were
kept “in the dark” and that the treatment they received from health
professionals was abrupt or insensitive. Further work on this area is
currently the focus of the Right From the Start project (SCOPE 2000). 

For parents of children and adults with profound and multiple learning
disabilities, the sharing of this news may be complicated by the
complexity of the disability and the fact that the total picture may
unfold over a period of time. There may also be further complex health
needs and the possibility of a poor prognosis.

Key findings:

• 85% had been given a formal diagnosis

Of this 85%:

• 61% were told the diagnosis badly or very badly
• 35% were told the diagnosis adequately
• 4% were told the diagnosis well

Only 4% of the parents participating in the survey felt the diagnosis
had been shared with them well. Most were clearly very unhappy with
the way this information was given to them and gave highly distressing
accounts of this time:

“The doctor said: ‘You have a beautiful daughter with the brain of a
cabbage.’ I feel it was a disgusting way to tell anyone, and I almost
lost the son who I was pregnant with.”

“The doctor came 18 months after Jonathan was born. He came to
the house, did not sit down, looked at our son and said he was a
spastic, wrote a note and said to give that to your GP. He said
goodbye and left. The visit took six to seven minutes. No explanation
was given.”
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friends if you don’t place them in institutional care is inhuman. To be
told without empathy for your situation reinforces the damage - and it
still happens. Fortunately, we have learned to ignore experts.”

“The district nurse told us not to go looking for cures, because there
was nothing that could be done. The words said at the beginning
never leave you.”

The words used by professionals at this time clearly reflect their own
negative attitudes. They have conveyed this news in such a way that
the situation can only be seen as a tragedy. These experiences are
ones that parents carry with them. They can help to shape their
aspirations about their son and daughter. How do you believe in the
potential of your son or daughter to develop and to enjoy a good
quality of life when words such as these have been used? How are
you able to trust professionals when they have left you feeling
confused and alone?

2. Co-ordination of services

Families of children and adults with profound and multiple learning
disabilities were dependent on services from a variety of agencies
provided by health, education, Social Services, and a range of voluntary
organisations. The potential list of professional contacts is formidable and
may include health visitors, community nurses, various therapists, social
workers, doctors, teachers, residential respite and day service staff to
name but a few. It is therefore crucial that there is both good inter-agency
co-operation and that the services delivered are well co-ordinated.

Key findings:

• 80% thought the professionals were poorly or very poorly
co-ordinated

• 37% had contact with eight or more professionals

The survey clearly demonstrates that the majority of parents (80%) felt
that the services they receive were poorly co-ordinated. All parents
spoke of the need for a key worker with whom they can liaise directly,
get information from, and who will ensure that services are co-ordinated.

Over one third of parents had contact with eight or more professional
staff. However this figure varied considerably, with one parent
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situations cause confusion to the family and highlight the need for
families to have one point of contact with the services they need, via a
multi-agency key-worker system.

The role of a key-worker is fundamental. The main benefit of a key-
worker approach is to ensure the co-ordination of professionals,
rationalising appointments, avoiding duplication and contradictory
advice, and enabling services to be provided collectively for the family
(Limbrick-Spencer 2000). There are clearly challenges for service
providers in delivering services this way, but the failure to do so leaves
parents confused, frustrated, and more importantly without the
services they need.

3. Staff skills and professional attitudes 

Many parents were critical of the attitudes of both professional and
frontline staff, and of the support they received.

One of the most shocking findings of this survey was the extreme lack
of value placed on people with profound and multiple learning
disabilities by staff in services. Some experiences reported by parents
amounted to blatant discrimination. One family who were attending a
hospital appointment with their daughter remembered the words of
the doctor, who commented on the fact that their daughter was
laughing with the words: “She’s laughing at how much she’s costing
the National Health Service.” Another recalled the words of another
doctor, who said: “What can you expect? She’s brain damaged.”

For many parents, a key frustration was that their experience was not
recognised and their opinions were not valued or taken into account.
Services need to work in partnership with parents, value their opinions
and expertise, and recognise the important role they can play in
shaping the direction and priorities of local services (Ward 2000). Most
parents were not fully involved in the decision-making process around
their son or daughter’s life:

“The way they deal with carers is appalling - they don’t show respect
for relatives. They don’t respect carers for the knowledge they have
gained over the years.”

“If only they would listen to what we have to say.”
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More sympathetic attitudes had sometimes resulted in responses from
professionals that hadn’t exactly helped either. Some families actually
told us about professional staff who had visited them and cried:

“The health visitor came around and cried. I think she was very new
and hadn’t worked with people like my daughters before, but we got
out the tissues and made her a nice cup of tea. I think she felt better
but she never came back.”

“The social worker used to say that she didn’t know how we carried
on, and how terrible it all was. She used to make me feel so
depressed that I felt almost suicidal by the time she left!”

Many families also commented on the lack of training and skills of the
staff. Some families did not feel that staff had the experience or skills
needed to be of real, practical assistance to them in the home. Many
had not been trained to lift, provide personal care, or support the
person’s health needs (e.g. being able to administer medication such
as rectal diazepam).

There were also examples of low confidence in the ability of staff to
get to know the individual well enough, and to be able to understand
how this more detailed knowledge was needed to work effectively with
them. One example of this was in relation to the essential skill of
communication:

“It may seem trivial, but the absolute most important thing to Anna-
Maria in her life is a photo album she carries with her. Everywhere she
goes, she takes a polaroid camera to take photos for her album. I
reinforce it with sellotape but it falls apart every week. So she needs
that changing and her photos sorting out and putting in the album. I
think without the ongoing support, it would make her very unhappy
indeed. It is her only communication really. It sounds crazy but it’s one
of our big worries.”

It is clear that a huge amount of work needs to be done to enable
staff in services to examine their attitudes and to increase their ability
to meet the needs of children and adults with profound and multiple
learning disabilities.
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4. Information

Carers need to obtain a wide range of information about services and
how to access them, such as how to get an assessment, what services
are available, benefits, and complaint procedures (Mencap 2000, Ward
2000). The lack of specially tailored, high quality, accessible and timely
information was highlighted again and again by parents:

“Social Services don’t tell you what you are entitled to. You need a
degree to understand their manuals. GPs don’t have the time to tell
you about other things.”

“We have had more help from her 15 year old sister than professionals
in finding out information.”

These accounts seem extraordinary in the context of two pieces of
legislation, the Children Act 1989 and the NHS and Community Care
Act 1990, which require local authorities to provide information on
their services.

5. Assessment and provision of services

Most parents expressed dissatisfaction with the assessment process,
which they felt was not thorough enough, not reviewed frequently
enough, and did not deliver the services that they needed.

Many families felt that the assessment process does not take sufficient
account of the full range of needs of their son or daughter. The
assessment fails to recognise how extensive their needs are, and how
much time parents have to spend meeting the basic care needs of
their son or daughter. Social Services often start with the premise that
the family will be able to provide most of the basic care needs without
support.

Children and adults with profound and multiple learning disabilities
who are living with their family are not seen as a priority for services.
This is reflected in the eligibility criteria. Generally, services are only
provided to people who are regarded as being at risk. Parents who
are coping with bringing up their sons and daughters at home are not
regarded as being at risk and are therefore excluded from essential
services in the home. Parents are adamant that the combined
circumstance of high levels of care, lack of sleep and social isolation
mean that they should be regarded as a priority for services. 
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of their needs when assessing the needs of their son or daughter.
Families were not informed of their entitlement to an assessment of
their own needs under the Carers Recognition and Services Act 1995.
Many families claimed that that there was no suitable respite available
to give them a break from caring. Few assessments took account of
the needs of wider family members and their circumstances, such as
siblings or other family members with disabilities.

Our survey included single parents, parents of more than one
profoundly disabled child, or with another disabled or ill member of the
family, and families with a number of brothers and sisters. There were
many other factors that varied their need for support. These are
families who are not somehow immune to other life events, like the
loss of a partner or the injury of another child. They are also highly
susceptible to a range of potential difficulties such as mental health
problems and marital breakdown. It was apparent that, all too often,
these things were not taken into account at the point of assessment.

Families also expressed concern that they often did not receive a
service after an assessment had taken place, or that the services they
did receive did not meet their individual circumstances and
requirements. Families had to fit into existing services, rather than
receive a service that was genuinely person-centred. Parents were
extremely unhappy that many services outside the home were not
available at certain times, often when they were most needed, or were
simply not geared up to accommodating the needs of someone with
profound and multiple learning disabilities.

Parents highlighted a number of barriers to accessing a range of
services. These included lifting and handling, and some invasive care
procedures such as the administration of rectal diazepam. The protocols,
training and equipment needed were not in place, which meant that the
service was not suitable. Recent lifting and handling regulations have
meant that some children and adults with profound and multiple learning
disabilities have been assessed as a “two person lift”. This has led to
some services declaring a no lifting policy, whilst others claim not be able
to find the resources to provide two staff members.

Few services had specialised equipment to enable a person to access
services. In one case, the day centre did not have a hoist to help with
lifting and carrying so the individual was unable to access the service
that he was assessed as needing. In another case, an individual
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shortages and the lack of staff with appropriate skills also produced
problems with reliability and flexibility. 

“We’re always being told that you can’t expect people to look after
your child in homes or day care as you do. They used to threaten us,
saying: ‘If you don’t like the services we’re paying for, that’s your
problem.’”

“We’ve been offered services, but what you need or what you would
like, you do not get.”

6. Fighting for services

Families spoke of lengthy struggles to get the services they needed. A
few had achieved packages of support that met their needs well, such
as those who had been able to use an Independent Living Fund grant
to purchase personal support for their son or daughter at home.
However, these more effective solutions appeared to have relied
heavily on the ability and tenacity of the parents themselves to get
them in place.

Parents and carers should not have to fight for services. These are
families caring for people with extremely high support needs. They
should have the information and support they need as a matter of
course. One parent described how the fight to get services affected
her relationship with her son:

“The more you fight for him, the harder it is to love him. It would have
been easier for Matthew to have died. You turn against your child
because you don’t get the right help.”

Many described their everyday struggle:

“All families with a member like John are battling. Our attitude is that
we’re not going to get help unless we fight for it, so we get a bad
reputation for being aggressive. We are fortunate that we can fight but
it is sad that it has to be so.”

“The very people who are being paid to help you are the ones you are
having to fight.”
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but were finding it difficult to find the energy needed to find out more,
let alone get these in place.

7. Waiting for services

Many families faced the problem of waiting long periods for essential
services such as aids and appliances. In many cases, the difficulties
with getting a satisfactory level of service did not end with the
completion of the assessment. Some families commented on the
length of time it had taken for the services they had been assessed for
to be put in place:

“Getting the physiotherapist to come and look at hand rails took
months. Getting professionals to carry out an initial assessment took
months. Then once assessed, getting something done took months.”

“Victoria has been waiting for speech therapy for at least five years. I
doubt they will bother about it now.”

There were many accounts of the frustration and anger caused by
waiting. It seemed to families that huge amounts of time were spent
waiting for even the most simple and basic needs to be met:

“I was told no money for bed padding was available from the Family
Fund. I was told to appeal, but that it would take 6-8 weeks. What
was I supposed to do - let him bash his head black and blue in the
meantime?”

“They said she couldn’t have incontinence sheets until next term as
we’d had our allocation already.”

8. Transition

Many parents feel they are not adequately supported when their son
or daughter moves to adult services. One study noted how young
people with complex health needs sometimes lose contact with
specialist healthcare services when they cease to use paediatric
services. There is a lack of good quality information held by service
planners, and a dearth of good quality services in community settings
for people with high support needs (Morris 1999).
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time:

“There is no transition service. It’s ludicrous, total chaos. Help as a
child is good but it all seems to stop at 18.”

“Transition for Jodie did not happen. One area was waiting for another
to do it, so it did not happen.”

There is also a further issue with the assessment process. Those
families who had been assessed under the Children Act as “in need”
were not given priority status under the NHS and Community Care
Act. A difference was apparent in the way that families’ needs were
assessed under the Children Act and the Community Care Act. It
seemed that children with profound and multiple learning disabilities
were identified as being in need, and that the wider family needs were
more likely to have been taken into account. However, this was not
the case for adults. This may be because the presence of disability
alone does not make someone eligible for services under the NHS
and Community Care Act.

“On the last day of Jodie’s 17th year, she was a highly dependent
child needing a high level of input - respite, homecare, social workers,
and equipment. The next day, her18th birthday, she had nothing.
Everything - which may I say we had to work for, fight for - was
withdrawn. She did not exist.”

“Up to 17 years old she is a vulnerable child, i.e. carers must be
police checked. At 18 she is an adult and not allowed these
safeguards. And you as a parent are treated with contempt because
you demand this level of safety for your child.”

“The services are better for children than for adults. I think people look
after them more when they are younger, unless you get lucky and go
to a good day centre.”

“Paediatric services are good but it seems that adult services don’t
have a client-led focus. They don’t seem to think through what you
will need - you have to ask for it.”
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Most parents envisage a time when their children will move away from
the family home. Parents caring for someone with profound and multiple
learning disabilities find this prospect very daunting because they know
that their son or daughter is reliant on high levels of support. Often, their
experiences of using services have not given them confidence that they
will be well provided for. As a consequence, they prefer to carry on
caring for them at home. However, they also know that there may come
a time when they cannot carry on doing so because of their own needs,
or in the event of their death. This issue was a major concern for the
parents who participated in the Mencap survey.

Key findings:

• 54% of parents said that they would like to see their
grown-up son or daughter move from the family home to a
high quality alternative

• 61% had received no support in planning for that possibility

Whilst the majority of families said they would like to see their son or
daughter move from the family home to a high quality alternative,
many said they did not believe there were services that would be able
to provide the support they needed - and certainly not at the standard
they provided themselves:

“As we get older, we worry more about what will happen when we
can’t care. Short of us winning the pools or the lottery and setting
something up, we cannot see a decent life for our daughter in
anything that’s currently on offer.”

“I don’t feel happy about my son being cared for by an alternative. I
don’t have any faith in any alternative I have seen or heard about up
till now. It’s a great worry and a very distressing thought.”

“My big concern is what is going to happen to her when we are not
here. We’ve done what we can, but it’s like a great big shadow over
us all the time.”

“We care for her by choice, rather than abandoning her to the mercy
of inadequate service systems.”

Parents talked about the lack of planning for future provision for their
son or daughter:
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“Before my wife passed away, we asked our social worker to help us
plan for the needs of our son when we’ll no longer be able to care for
him, or we’re no longer around. Our social worker kept putting us off.
My wife has now passed away and our social worker still keeps telling
us that I will have to wait until the day comes and I can no longer care
for him. I think that would be too late.”

Some families were extremely concerned about the future of their son
or daughter. Chillingly, there were a number of comments along the
lines that they would be better off dead, rather than ending up in full-
time “care”:

“Put it this way. If I get enough notice about my own death, I know
what I will do about my daughter’s life.”

“Not even Ben’s father understands - recently I tried to talk to him
about the future and residential care. He said: ‘Have him put down, he
has no future.’”

“It slowly dawned on us that maybe they had got it wrong and that
there was actually a chance she would outlive us.”

These views are a damming indictment of services. In services, the
issue of families “letting go” is often referred to by professionals. In
one focus group, parents were extremely angry about this. They were
clear that no one would continue to provide the care that they did, if
any truly viable alternative existed.

Seeing the bigger picture

It is only when we put all the information gathered in the survey
together that we begin to see the full picture. At the very beginning,
many have had highly traumatic experiences during the diagnosis.
This report has already considered the implications of those
experiences in terms of their perception of services. We have heard
about the daily battle these families have had to get even basic and
essential needs met. Then there are the experiences within services.
We have heard about those parents who used residential respite
services, only to find their son or daughter dehydrated at the end of
the visit, or with pressure sores. 
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parents and left one young man in terrible pain, commenting that “this is
just they way they are sometimes”. We have heard about the delays and
confusion, and the lack of priority accorded to families who are carrying
out what we have demonstrated to be a massive caring task, many
without a functional level of sleep. We have heard about the social
isolation experienced by a great many of the parents, where previous
relationships with friends, relatives, and all too often partners, have faded
away. We have heard about the struggle to cope with the competing
needs of other children. In short, parents have learned bitterly and
painfully that very few people know how to help. Why, then, would they
trust their son or daughter to such services on a full time basis? 

This feeling is tragically illustrated by the deaths of two brothers with
profound and multiple learning disabilities, Richie and Robbie Turnbull
(aged 20 and 23 respectively). On 23 October 1999, Mrs Turnbull
killed her two profoundly disabled sons because she feared they
would be taken away from the family home and placed in residential
care. She said: “The truth is I could not take anymore and I knew they
could not cope without me.” (Guardian 2001). Whilst it is impossible to
condone such actions, these are words that many of the parents who
have participated in the Mencap survey would fully understand. 

The independent review of the case concluded that the organisations
had not failed in their duty to protect Richie and Robbie, and that their
deaths “appear to have come as a bolt out of the blue”. The
experiences of parents recounted in this report challenge that view. If
services had recognised the massive caring task the Turnbulls faced,
its impact on their own health and wellbeing, and the evident lack of
appropriate help available, it is hard to see how this event would have
taken them so completely by surprise.

The review does go on to acknowledge a lack of understanding of the
Turnbulls’ situation:

“Although staff had individually identified that the Turnbull family were
under pressure and stressed, the cumulative effect of caring for two
profoundly disabled sons over 20 years, more recently in unsuitable
accommodation, was (in our view) not fully acknowledged.”
(Community Care Development Centre 2001).

In Mencap’s view, this is the fundamental point.
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Three other key issues - money, work and housing - must be added
to the bigger picture described above. These directly affected the
quality of life of the families taking part in the survey. One recent study
that considered the financial costs of childhood disability touched on
this point, stating:

“The difficulty for parents of disabled children is that as well as worrying
about money, they have other things to ‘worry’ about as well. The lack
of practical and emotional support was compounded by a lack of
money, and produced particular tensions and difficulties for all involved.
The reality for parents was that, while struggling to reconcile the
additional financial costs with the needs of their child, they also had to
confront new and unexpected experiences.” (Joseph Rowntree 2001).

Benefits

Children and adults with profound and multiple learning disabilities and
their parents and carers are entitled to claim benefits such as Disability
Living Allowance and Invalid Care Allowance, which are aimed at
supporting care needs. However, it is known that many families feel
the benefit system does not give adequate recognition of the extra
costs of disability. We asked parents for their views on this in the
Mencap survey.

Key findings:

• 66% of families did not believe that the financial support
they received covered the extra costs incurred as a result of
their son or daughter’s disability

Although it was apparent from the survey that most parents appeared
to be getting the benefits they were entitled to, the majority did not
feel they were getting the financial support they needed. They felt that

Chapter 5: Money, work and
housing
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profound and multiple learning disabilities, the benefits did not cover
their real financial costs:

“We don’t think the government have done their calculations correctly
or have thought about the cost of living.”

“There is no way Victoria would manage financially on the benefits
allowed to her if she didn’t have us to pay what is not given.”

The cost of caring

Research shows that caring for disabled children costs three times as
much on average as caring for non-disabled children (Joseph
Rowntree 2000). This is an average and is spread across a range of
disabilities. It is reasonable to assume that these costs are higher for
children and adults with profound and multiple learning disabilities due
to their wide range of complex needs. Many examples were given of
the way that money needed to be spent, such as on extra clothing,
special toys and equipment, extra laundry, bigger cars, home
extensions, and the extra wear and tear on the home:

“Everything that has to be purchased for Aaron seems to be more
expensive. The wear and tear on household equipment is far greater.”

Another cost of caring is the impact of at least one of the parents not
being able to work. This means a large loss of income for the family,
which is not recognised by the benefits system.

“The cost of not living a normal life is high.”

“If you look at the global figure that Karen receives then it appears
adequate, but if you set it against the fact that the main carer has
never been able to take paid employment, it is a very little contribution
to household costs.”

This causes a lot of resentment because the families know they are
saving the state an enormous sum of money by caring for their sons
and daughters. On average, the costs involved in providing such care
are between £50,000 and £150,000 per year. This resentment is
exacerbated when they face charges for services such as day care.



36 “I would like the government to acknowledge that we are the unsung
heroes - it would have cost the government millions if they had to care
for people in residential care.”

Work

In addition to feeling that the benefits system did not offer adequate
financial support and that the additional costs of caring were not
acknowledged, a further financial impact was the loss of work related
earnings:

Key findings:

• 78% of main carers who had worked prior to the birth of
their son or daughter had been unable to return to work at
any time afterwards

• 96% of these cited the care needs of their son or daughter
as the main reason why they had not returned

Nearly 80% of the main carers, who were predominantly women, had
not been able to return to work at any stage since the birth of their
son or daughter. Virtually all of these cited the care needs of their son
or daughter as the main reason. The loss of earnings associated with
one breadwinner in the family being unable to work has clear
implications for the financial position of the family.

However, the impact of caring for someone with high support needs
also extended to many male partners. Many parents gave examples of
this, such as the need to be in easy reach of the family home to
provide extra support, not being able to change work (perhaps
because of the distance from the family home), and in some situations
having to give up work to respond to an increase in the care needs of
their son or daughter:

“My husband went onto nights so he could be at home at key times
to help with Helen’s care. His pension has been reduced because of
adjustments he had to make to his working arrangements.”

“Richard had to work from home, missed opportunities for promotion,
had to take two months off for stress, and has only kept the job
through determination.”

“David had to give up work as there were no services being provided.
He gave up his business.”
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caring for children and adults with profound and multiple learning
disabilities. This is adding further frustration to an already challenging
situation for families. One parent put it this way:

“The costs of caring to date are the loss of 15 years’ salary and
associated pension rights, a curtailed personal life, and the need to
wage a constant war of attrition with service systems that lack vision,
drive and imagination.”

However, beyond the financial reasons for working are those
concerning personal and social needs. Some parents reflected on this
point and talked about the loss of their personal ambitions and
aspirations:

Jenny, a qualified doctor and general practitioner, hasn’t returned
to work full time since the birth of her daughter, Karen, nine years
ago. Karen was born profoundly disabled. Caring for Karen
eventually forced Jenny to give up her career as a doctor. She
found it impossible to balance returning to work and giving Karen
the full-time care she needed.

Because of dedication to her job, she had arranged to return to
work one week after the birth of her child. Six months later she was
still at home. Nine months after Karen’s birth, Jenny eventually made
the first step towards returning to work. But she had to take months
off at a time to care for Karen, and ended up having to leave.

Jenny feels that if she had received the financial and caring support
she’d needed from services, she would have been able to return to
work. She wouldn’t now be feeling so isolated from life, or feeling
resentment towards her daughter for the career and life she could
have had. Even if she returned to work now, she would have to go
in at a basic level and would never make the level of promotion she
had hoped for when she first embarked on her career.

At a time when the Government is actively promoting work as a key
way of reducing social exclusion, here is a large group of people who
are unable to work because they are not provided with the support
from services that would enable them to do so.
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Many children and adults with profound and multiple learning
disabilities have associated physical disabilities. This means that the
family home may require work to make it more accessible, such as
building an extension to accommodate a downstairs bathroom and
bedroom, installing a stair lift, and adding wheelchair ramps. 

The waiting period for both the assessment and the actual work to be
carried out was lengthy. These lengthy waits, and in some cases
unresolved situations, put both the parents and their disabled son or
daughter at risk of injury while they continued to cope without them,
for instance when carrying them up flights of stairs. The situation was
compounded by the slowness in acquiring aids (e.g. equipment such
as hoists and bath aids).

Some families were eligible for a disabled facilities grant to help with
the cost of the work, but experienced lengthy delays in getting the
work completed. Some families resorted to carrying out the work
themselves, adding to an already difficult financial position. Grants are
also means tested. Some middle income families felt penalised as they
could not get a grant but were unable to afford the adaptations
themselves.

“When I wanted the alterations done to the house I was sent forms to
fill in. When I filled them in and sent them back they phoned to say
that Pamela had to fill them in and sign them. Pamela is unable to
read or write and probably doesn’t understand.”

“The whole thing was an absolute nightmare from start to finish. It
took over two years to get the work completed. When the work was
taking place, my daughters were supposed to go into residential
respite but then couldn’t get a place, so in the end they did the work
around them.”

Recent research considered the effectiveness of housing adaptations
for a range of care groups, including disabled people of all ages. The
research showed how housing adaptations improve the quality of life
and opportunities for disabled people and their families and contribute
to preventative strategies:

“Carers felt more supported, the health of disabled people and other
family members improved, social isolation was overcome and children
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educational and life-course chances.” (Heywood 2001).

Both aids and adaptations are vital in supporting the substantial
physical task of caring. There appears to be a very clear relationship
between dissatisfaction over how these have been dealt with and how
supported families feel. Problems with aids and adaptations are often
raised as tangible examples of the failure to understand their needs:

“If they can’t get this right, what hope is there for anything else?”

The failure to meet these needs had sometimes resulted in the family
moving in an attempt to find more suitable accommodation. In one
example, the family had found housing in a cheaper area so that a
downstairs bedroom and bathroom could be added to the property.
This had meant moving away from family and friends.

Conversely, adaptations to meet caring needs had also resulted in
families not being able to move. In one focus group, parents in their
seventies pointed out that other retired adults would be able to
downsize but that they could not. They could not release the financial
assets from their property and had to continue to maintain a home of
that size on a diminished income.



40

People with profound and multiple learning disabilities and their families
and carers are dependent on support from health and social services
and other agencies. Indeed, it is the responsibility of a decent society
to make provision to support those unable to look after themselves.

All the parents in Mencap’s survey wanted a system of care that was
easy to use, responsive to their demands, and that would provide high
quality services for their son or daughter. We have not got that at
present. Many services were not available to families of people with
profound and multiple learning disabilities. Many people were not
receiving care that met their son or daughter’s specific needs, or the
support they needed themselves. 

There was very limited support being provided in the home for
families caring for their son or daughter. Nearly half of the
families had no support, and over three-quarters had less then
two hours per week. This is less than 20 minutes per day on
average. This is in stark contrast to the 18 hours or more per day
spent on caring.

Where services were available, they were not always delivered in a
prompt and effective manner. Often, they were not of a sufficiently
high standard. Families and carers did not feel assured that the staff
were sufficiently trained or skilled for the work they were doing. In
most cases, carers did not have a say in what services they got or
how they were delivered. This has to change.

The Government has published a White Paper on learning disability
services. Valuing People sets out the Government’s commitment to
improving the life chances of people with learning disabilities. The
Government expects local Learning Disability Partnership Boards to
be set up in all local authority areas, and to take responsibility for
taking the White Paper forward. They will build on existing inter-
agency planning structures, bringing together public, private,

Chapter 6: Conclusions and
recommendations
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community and voluntary sectors to provide effective co-ordination.
They will be responsible for developing the Joint Investment Plan for
delivering the Government’s objectives at a local level.

Mencap feels the White Paper does not accord sufficient attention to
the needs of people with profound and multiple learning disabilities, and
fails to set a framework for the delivery of better services. We know that
the needs of people with profound and multiple learning disabilities are
more complex. They are dependent on access to a range of health and
social services and require substantial additional support. We
recommend radical changes to the way services are managed,
delivered and monitored so that all people with profound and multiple
learning disabilities receive services that are appropriate and of a
consistently high quality. But above all, a higher priority must be given to
supporting families struggling to bring up their sons and daughters.

Recommendations

The main aim of these recommendations is to ensure that more help
is provided in the home to enable parents to care for their son or
daughter. It is unreasonable to expect parents to spend their entire
waking hours caring for their son or daughter. There is an urgent need
to deliver practical hands-on services to these families.

The recommendations are also designed to improve the standard of
services so that people with profound and multiple learning disabilities
have real choice in how they live their lives.

Guidance on planning of services for people with profound
and multiple learning disabilities and their carers

1. The Government should set clear objectives for services for
people with profound and multiple learning disabilities, clearly
outlining the outcomes that Social Services, health and other
agencies are required to deliver. The Department of Health
should publish performance indicators setting out key targets for
health and Social Services to achieve over a five year period.

2. The Government should ensure that guidance on the
implementation of Valuing People, the White Paper on learning
disability services, places an obligation on local agencies to
target services at children and adults with profound and multiple
learning disabilities.



42 3. The Department of Health should evaluate the Joint Investment
Plans for their success in developing strategies that deliver more
consistent services for people with profound and multiple
learning disabilities and their families and carers.

4. The Department of Health’s new guidance on eligibility criteria,
Fair Access to Services, should ensure that people with profound
and multiple learning disabilities living in the family home are
defined as a “critical priority” when defining priority for services.

5. The Department of Health should issue new guidance for the Carers
Grant in order to encourage local councils to identify the needs of
carers of people with profound and multiple learning disabilities.

Inspection and monitoring of services

6. The Government should instruct the Social Services Inspectorate to
inspect a sample of local councils to determine the quality of
services for people with profound and multiple learning disabilities.
This should include a thematic inspection of assessment and care
packages for children and adults with profound and multiple
learning disabilities. Government should promote good practice
from these inspections in regional seminars. 

7. The Government should instruct agencies such as the
Commission for Health Improvements, the Social Care Institute
for Excellence and the Care Standards Commission to develop
standards for services for people with profound and multiple
learning disabilities. This will assist in raising standards and
improving the quality of services.

Learning Disability Partnership Boards and Social Services

8. Local Learning Disability Partnership Boards should identify the
number of people with profound and multiple learning disabilities
in their area, review services currently provided, and draw up an
action plan for the improvement of services within a prescribed
period.

9. Local Learning Disability Partnership Boards should be expected to
identify a champion for promoting services for people with profound
and multiple learning disabilities and their families and carers.
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receiving domiciliary care, both during the day and at night, and
ensure that more help is made available to all parents and carers
of people with profound and multiple learning disabilities.

11. Social Services, health and other agencies should ensure that
carers are actively involved in the design and delivery of services
and in tailoring individual packages of care. Carers’ views should be
recorded and used in the planning and commissioning of services.

12. Social Services, health and other agencies should have a
dedicated team sufficiently trained to understand the needs of
people with profound and multiple learning disabilities. That team
should have the understanding, skills and experience to carry out
the initial assessment, provide and review service provision, and
ensure that services are co-ordinated between different agencies.

13. Service providers should ensure that once children with profound
and multiple learning disabilities have been identified as being in
need under the Children Act, they are regarded as a priority for
adult services under the NHS and Community Care Act.

14. Direct Payments and brokerage arrangements should be
promoted to parents of children and adults with profound and
multiple learning disabilities, and support services should be set
up to enable parents to use these easily and effectively.

15. Social Services, health and other agencies should develop a
person-centred approach, putting people with profound and
multiple learning disabilities and their families and carers at the
centre of the process for planning services. This must include
day services and respite care. Government guidance on
developing a person-centred approach should reflect the needs
of people with profound and multiple learning disabilities.

16. Parents should be informed about the Independent Living Fund
and the ways it can be used to support adults living within the
family home.

17. Social Services should ensure all families of children or adults
with profound and multiple learning disabilities have a multi-
agency key-worker to provide a single point of access to
information, and better co-ordination of services.
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Other proposals

18. The Government should commission research into the additional
cost of caring for children and adults with profound and multiple
learning disabilities.

19. The Government should commission research focusing on the
numbers and specific needs of children and adults with profound
and multiple learning disabilities.

20. The Government should ensure that the new national framework
for training, competencies, qualifications and skill levels for care
workers in learning disability includes training modules that
promote a better understanding of the needs of people with
profound and multiple learning disabilities.

The last word

In 1997, the Prime Minister stated that Government policy was
directed at creating a society “in which every citizen is valued and has
a chance; in which no one is excluded from the opportunity and the
chance to develop their potential.” This report shows how far we are
from achieving this for people with profound and multiple learning
disabilities. The recommendations in this report are not about a need
to change the law. They are about values, working practice and
implementation issues. Overall, they are about the right of every
individual to live a life with dignity and respect.

This presents a considerable challenge to the fields of research, policy
and service provision. Mencap believes the information presented in
this report highlights an urgent necessity to meet the challenge of
enabling children and adults with profound and multiple learning
disabilities and their families to achieve a reasonable quality of life. One
commentator put it this way:

“We believe that it should not be regarded as an exotic idea for
disabled children and those close to them to aspire to a quality of life
comparable to that enjoyed by others who do not live with a disability.
In our view it is unacceptable at the beginning of the 21st century for
the lives and experiences of disabled children and their families to be
bereft of those features that many of us take for granted; features
which make an ordinary and reasonable quality of life.” (Read and
Clements 2001).
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appropriate to conclude it with their words. The last part of the survey
gave families an opportunity to have the last word. Here is a selection
of the things they had to say:

“Looking after the girls is really easy compared to the struggle we
have had with Social Services.”

“I thought we had a right to live our own lives as we want to live them,
but we have no autonomy.”

“After years of trying to encourage, support, coerce, lead with good
ideas and generally help services, we are exhausted, disappointed,
and have lost faith in their ability to move forward.”

“No matter what we say as parents, until you actually have a child
with special needs, and you have no book to follow, and that child
needs your attention 24 hours a day, 365 days of the year, then you
will never know how hard it is. You will never know how dedicated you
have to be, how much you learn from each other, and how much love
you receive from this child, because you give love unconditionally.”
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Mencap represents the views and daily experience of people with a
learning disability and their families. Mencap campaigns for equal rights
by challenging discrimination and disadvantage, raising expectations,
and removing barriers to social inclusion. We work closely with MPs,
Peers, Government, civil servants, local authorities and the media to
promote the rights of people with a learning disability.

Mencap directly improves the lives of people with learning disabilities
through our own services, which include residential, education and
employment services, as well as leisure opportunities and individual
support and advice.

We are striving to achieve our vision of a world where all people with a
learning disability have choice, opportunity and respect, with the
support they need. We work to deliver change wherever these rights
are compromised.

Contact Mencap’s campaigns department on 020 7696 6952.
Or see Mencap’s website: www.mencap.org.uk

Membership

Becoming a member gives you a say in how Mencap is run.
If you would like to join Mencap, call the membership helpline on
0845 60 40 600.

Mencap, 123 Golden Lane, London EC1Y 0RT
Telephone 020 7454 0454  Fax 020 7608 3254  
www.mencap.org.uk 
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