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Preface

Introduction

The Changing Days work started in December 1994 as a three-year project
to develop better day opportunities for people with learning difficulties.
In the course of those three years we realised that one group of people was
generally getting left out of new opportunities, and that was people with very
complex needs. We were fortunate in obtaining funding from Lloyds/TSB for
a further two years’ work, to look specifically at how that group of people
might be supported to have the same range of opportunities in the community

as their more able peers.

Throughout the five years of the project the work has been based on the
belief that:

* people with learning difficulties have the ability to become full mem-
bers of their local communities

* better daytime opportunities can be achieved by working in partnership
with users, carers and staff in planning and shaping the future

* the future for people with learning difficulties should be away from
segreqated day centres and building-based services towards being
given support to participate in ordinary activities in the community

* the emphasis should be on developing adult education, employment
and meaningful leisure pursuils ouiside segregated services.
(Changing Days, 1996)

The development sites

We worked with three development sites:
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Horizon NHS Trust (Harperbury Hospital), Harper Lane, near Shenley,
Radlett, Herts WD7 9HQ. Tel: 01923 854 861; fax: 01923 853 246

Knowsley Social Services, Service Provision Division, Municipal Buildings,
Cherryfield Drive, Kirby, Merseyside L32 1TX. Tel: 0151 443 4197; fax: 0151
443 4210

Newham Social Services, Broadway House, 322 High Street, London E15 1AJ.
Tel: 020 8519 5454; fax: 020 8557 8755

Definitions

By people with complex needs we mean:

People with learning disabilities who have ome or more of the
Jollowing additional support needs — physical, semsory or
commumnication impairment, mental health meeds or behaviour
which challenges people and services — or any combination of these
Jfactors. Because of their multiple needs they may have been excluded
or have had reduced opportunities for activities, roles and types of
relationships which others enjoy and that would enhance their
quality of life. (Developed by Knowsley Social Services.)

The terms ‘learning difficulties’ and ‘learning disabilities’ are used
interchangeably.

Linking with earlier work

This book describes the results of the past two years’ work and the lessons
learned. It also includes contributions from people who have not been
directly involved in the project but whose related experience we believe will
be valuable to readers.

The book is the last of four publications that have resulted from the
Changing Days work.

i
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Preface ix

The first publication, Changing Days, brought together current ideas and
practice on how best to achieve better day opportunities for people with
learning difficulties. The second publication, Days of Change, builds on
those ideas and records the experience gained through working with five
development sites. It describes the lessons learned about how to achieve
changes in the lives of individuals and what organisational changes are
needed to make this happen.

An underlying principle in all our work has been to directly involve people
with learning difficulties throughout the work. The third publication,
Changing our Days, reflects this. It is a reproduction of the easy-to-read
version of Changing Days, specifically written for people with learning
difficulties, with the addition of Ideas for Action and an audio CD.

In this latest publication, we have tried to avoid unnecessary repetition of
material from the first two books. Making the right decisions in this regard
has not been easy, as the earlier material is still necessary to gain the best
understanding of what is required to achieve positive results. For example,
the basic steps necessary to achieve organisational change are still the same
— from creating the vision right through to monitoring and evaluating
changes in people’s lives (see Appendix 1). The detailed ways of working
with parents and carers (see ‘Involving parents and families’, Chapter 9 of
Days of Change) remain true. The crucial importance of community building
and how it might be achieved applies as much to people with complex needs
as to people who are more able (see ‘Getting a life, not a building’ and
‘Creating inclusive communities’, Chapters 5 and 6 of Days of Change).
We would therefore recommend that readers keep to hand copies of the first
two books to use in conjunction with this volume.

Readership

As with the first two publications, this book is written particularly for managers,
commissioners and providers who are responsible for developing day
opportunities for men and women with learning difficulties. However, it is
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designed to be helpful also to anyone involved in supporting people to
improve their lives, including people who use services and their families.
We hope the easy-to-read section will be particularly useful for user committees

and self-advocacy groups working with professionals to change services.

Suggestions on how to use this book

Unlocking the Future begins with an easy-to-read summary of the main text
and ends with the Personal Planning Book used during the person-centred
planning process. This handbook was developed largely from material
already being used in the Changing Days sites, which we adapted and added
to as experience suggested. We hope readers will find it useful in working out
their own ways of supporting each individual to have his/her own personal
planning record. We suggest that it be photocopied, enlarged to A4 size and

used in a loose-leaf format.

Each chapter focuses on a specific area, giving practical information to
managers and others in a position to make change happen. The chapters are
arranged to highlight certain aspects of the work that we feel are crucially
important for success. The early chapters concentrate on individuals and
their lives — how to get to know someone with complex disabilities and what
it might take to understand how she/he communicates and relates to the
world. We believe that this is essential knowledge for everyone, not just
frontline staff. Only when managers and others responsible for planning,
delivering and monitoring services understand the importance of this
starting point can they go on to make appropriate changes to the system.
Later chapters consider ways of achieving more individual lifestyles and the
processes that are necessary to create a truly person-centred service that will
result in better quality lives for people with complex disabilities.

Barbara McIntosh
Andrea Whittaker
Changing Days Team
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Easy-to-read summary

Introduction

This book has been put together in a way
we hope will help anyone who wants to
know what it says.

We hope that
e people with learning difficulties ﬁ@\

e parents/families @

o staff ﬁ:@
:é‘
e managers [/—8—\1

will all be able to read it and find new ideas
and good ways of working.




We hope the pictures and symbols will
be helpful. Most are quite straightforward,
but the ones below might need some
explanation.

@@\J advocate %é strengths

5 help/support S gig/ services

person with
é\— @ complex

@,@ disabilities
}f@%& planning circle

PLANNING

work/job

% = @ together
=

Pictures and symbols taken from: A Guide to Using Symbols, Phoenix NHS
Trust; Rebus Glossary; Picture Communication Symbols, Mayer-Johnson, People
First publications, The Drawings Pack (NACVS, Sheffield).




Chapter 1

What the Government
says about the lives of

people with complex
disabilities
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A number of Government documents set
out the rights of people with complex
disabilities and how they should get the
help they need to live a good quality life.

People with learning disabilities — like
everyone else — should live in and be part
of their local community. This means

having opportunities to:

e go to college




NE ):
£3

!

,ﬁ y

g S

@]

A
2
O
[
nnoooao)
0000000

v

ooanaodly
ooocood|d

e have a job
have a home of their own
get good health care.

These opportunities should also be available
to people with complex disabilities. The
Government says that this should happen.

However, many people with complex
disabilities are still not getting opportunities
for work, education, making friends and
getting out and about in the community.

Government departments in England,
Scotland and Wales are working to try to
make sure that people responsible for
local services for disabled people take
action to provide more opportunities for
people with learning difficulties, including
those who need a lot of extra help in their
lives.
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Chapter 2

Person-centred planning

Person-centred planning means supporting
each person to make a plan of what they
want to do in their life, the help they need
to do it and who will help them.

It means working out specific goals or
aims for the person.

e Some goals are easier to achieve quite

quickly — for example to go swimming
once a week

e Other goals are more difficult and
take longer — for example, finding a

different place to live
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e Some goals might be big dreams — like
getting on Top of the Pops or climbing
the Himalayas!

The important thing is that the goals
should be what the person wants — not just
what other people think they need or
want, or services say they can have.

The person should be allowed to have the
fun of dreaming ‘impossible’ dreams. They
might not get to sing on Top of the Pops,
but they might be able to have a trip to
London to see the programme being
recorded.

Andrew Williams had a dream about
climbing the Himalayas and did it! His circle
of support helped him raise the money,
plan the trip and train to get fit for climbing.




%\‘ S Planning circles

PLANNING

One of the best ways to make a lifeplan
is to ask a group of people you know well
to help you. This might be friends, family
or staff.

The group meets regularly, perhaps at
your home, or at a café or at a pub. You
spend time talking about your lifeplan —
but you also have fun — enjoy a meal, chat

with your friends.

In Changing Days we called these groups
planning circles. Sometimes they are called
circles of support. Doris Clark has a circle
of support in Bristol:

My circle is really good.At last | have people
who will listen and understand. | have
confidence now and go out such a lot.

My circle has helped me be the person |
always knew | could be. (Circles Network

Annual Report, 1997-98) °




People with complex disabilities may need
a lot of help to take part in their planning
circle. It is important that everyone in
the circle knows how the person
communicates. Sharing information about
the person helps everyone to get to
know them better.

CJ
X

In Changing Days we worked with 45 people
with complex disabilities in three different
places — Newham, Knowsley and
Harperbury Hospital. Each person had a
planning circle to help them make a lifeplan.
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Managers used the information from the
lifeplans to see what changes were needed
to make the services better.

Starting the planning circle

When a person decides they want a
planning circle, they can choose to run it
themselves or have someone to help them
run it. If the circle is for a person with
complex disabilities, they will almost certainly
need someone to help.This person is often
called a facilitator. It should be someone the
person knows well. It might be a friend, a
family member or a staff person.




The role of the facilitator

The facilitator’s job is to:

help the person set up the circle

help the people in the circle work
well together

help the circle get things done to
make the person’s life better.

@%ﬁi Person-centred planning days

sLannine  These were days when up to five planning
circles met together to learn how to make

a lifeplan.

People said how much they enjoyed the
informality and friendliness of these days

and the feeling of everyone working
@ together and helping each other.




Good things about this way of
é working

R @ e The person with disabilities is the
C most important person in the

planning circle

Everyone tries to put the person’s
needs and wishes first

Sharing information in the circle

meetings helps everyone get to know
the person better

When there are difficult times, the
people in the circle can help and
encourage each other to stick with it!

It is an enjoyable and fun way of doing
things




The future

Because of the good things that happened
for the people who were involved in
Changing Days, the services are going to
aim for every person to have a person-
centred plan and a planning circle to help
them.

-
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This should mean that people’s lives
change for the better because they are
getting what they really need and want.

Read more

You can read more about person-centred
planning on pages 4-15.




Chapter 3

Communication

==

Being able to communicate our needs,
wishes and hopes is very important for all
of us.

If we can’t let people know what we want
— if we can’t tell someone when we are in
pain, or even when we are hungry or
thirsty — life becomes very difficult.

Many people with complex disabilities find
it very difficult to tell others what they
need and want. Many don’t speak or use
signs, and may even find pictures and
photographs difficult to understand.

They have to rely on other people to
speak for them.




This chapter talks about ways of getting to
know what someone with complex
disabilities is trying to say to us.There are
a number of stories about individual people
— for example, Sara, a young woman who
can’t speak or do anything for herself.
She needs help to get up in the morning,
get dressed and even to move around in
her wheelchair. She has to be helped to
eat and drink without choking. Yet Sara
enjoys life and even has a job.

You can also read about Vera, Mike and
Roger.

Their stories teach us many important
things about helping people with very
complex disabilities to communicate and
enjoy life. For example:

e each person must get good health care
— like sight and hearing tests — in case
this is what is making communication
difficult




each person should have any
equipment or aids that would help
them communicate, like hearing aids,
electronic picture boards and
computers

each person should have any equipment
or aids that would help them do more
for themselves, like special switches
on their wheelchairs to open doors
or turn on the TV

it is important for people to get special
help with communication, like speech
therapy and learning sign language.

We need to listen carefully and watch how
someone is communicating. We must try
to understand what their ‘language’ is —
what they are trying to say in their own
way. Then we can ‘talk’ to them in their
way and learn more about how to
improve their lives.
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It is important to remember that this may
take a very long time. Managers must give
staff enough time to get to know individuals
very well.

You can read about Sara, Vera, Mike and
Roger on pages |6—35.

Read more

o

You can read more about communication
on pages |16-35.




Chapter 4

Keeping fit and healthy

People with learning difficulties should get
the same good quality health care as
everyone else in the community.This means:

e going to a GP who knows the person
well and who is helpful

taking part in health screening
programmes (e.g. blood tests, tests
for allergies, tests for cancer)

learning about healthy lifestyles (e.g.
diet, exercise, sexual health).




People with complex disabilities often
have a lot of extra problems with their
health. If they are to have a good quality of
life it is very important that they get good
help from their GP and other doctors to
keep fit and healthy.

People with complex disabilities often
don’t get good health care because:

e they don’t see their GPs as often as
other people with the same sort of
health problems

they sometimes find it harder to say
how they feel or what’s wrong with
them

they don’t get enough health checks,
such as blood pressure checks, sight
and hearing tests, or advice on diets
when they are overweight

keyworkers and other staff often
don’t know enough about the

symptoms or signs that
someone might be ill a




e sometimes parents and families also
don’t know enough about people’s
health needs.

What helps?

Each person’s individual plan should
include a section about their health,
whether they take any medication and the
support the person needs to keep fit and
healthy.

The person’s GP and other health staff
should take time to learn how each
person communicates — how they let others
know when they feel sick or are in pain.

Every person should have a detailed health
check with his or her GP once a year.

This should be extra to ordinary visits to
their GP.

What can services do?

A lot of people now agree that much more
needs to be done about the health of people
with learning difficulties. The Department
of Health and big national organisations are
working to make services better.




Keyworkers and other support staff
should have training to learn more about
the health needs of people with learning
difficulties.

GPs need more training about how to
help people with learning difficulties.
They also need to work out how to give
people more time when they come to
their surgeries. Some GPs now make sure
that people with learning difficulties get
double the time at each visit that they give
to their other patients.

Medical students should learn much more
about people with learning difficulties
during their training in medical school.

Read more

You can read more about health care in
the community on pages 36—48.




Chapter 5

Education

\Q/ %COLLE%
People with complex disabilities should

have the opportunity for education just
like other people with learning difficulties.

Because of their disabilities, they usually
find it too difficult to learn in the same
ways as non-disabled students do. So each
person needs to have a programme of
things to learn and that is made especially
for them. It should be right for their age
and level of ability.

It is important that people:

Q e learn things that will be useful to
them, like feeding themselves




e enjoy what they are doing

e have some success so that they will
want to keep trying to do even better.

Some of the things people learn may seem
very small and simple. But if you have
many disabilities,a small skill can be a great
achievement. For example:

e learning to use a switch to turn on a
tape recorder

being able to hold a spoon to help
feed yourself

being willing to take part in a group
activity

learning to make choices using objects
— e.g. using a wooden spoon to
choose cooking.
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Being included with non-
disabled college students

People with complex disabilities often
need a lot of extra support to take part in
college activities. This might mean:

e gradually getting used to being in a
noisy, busy college

finding your way around different
buildings

knowing how to buy a drink in the
coffee shop.

Communication difficulties, personal care
needs and unusual behaviour can make it
difficult for people to be included in an
ordinary college. However, as long as
teachers and staff take time to get to
know the person really well, he/she will
learn new skills and enjoy being at college.

Read David and Bill’s stories on page 56.




Read more

You can read more about
education on pages 49-59.




Chapter 6

Transition
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Transition means:

getting ready to leave school

thinking about what you want to do
when you leave school — e.g. go to
college, get a job

e planning how to make this happen.

It is one of the most important stages of a
person’s life — a time when many important
decisions about the future are made.

It should be a time when opportunities
open up for people, when they can
make more choices and become more
independent. However, for young people
with complex disabilities, it can be a time




when they get less choice and not much
help to plan what they want to do.

Transition planning

Government documents say that the
young person’s hopes and wishes should
be at the centre of any decisions made
about their future. However, there are a
number of things that stop this happening
for people with complex disabilities.
For example:

glaccoooal
Gnnooooall

@ ?m not enough time is spent listening to

what the young person wants

e there are not enough advocates who
_@ 3 can help a young person say what

they want

it can take a number of visits to a
college before a young person with
complex disabilities can decide
whether she/he would like to go
there. Colleges often don't allow
enough time for this to happen




e planning for the future is more than
just deciding which college to go to.
Young people with complex disabilities
often don’t get the chance to think
about other things like where they
want to live and who they want to
live with, or what they want to do in
their spare time. Also, they usually
don’t get the chance to ‘dream’ about
the future like other young people do.

Helping parents

Transition can be a difficult time for parents.
They know their son or daughter will still
need a lot of support, but they also want
to ‘let go’ so she/he can become an adult
and be more independent.This is particularly
hard for parents of young people with
complex disabilities. Sometimes professionals

seem to ‘take over’ and parents can feel
shut out.

Parents and professionals need to work
together to make sure transition is a good
time for everyone.




People from different cultures

|deas about growing up and becoming
an adult can be very different in different
cultures.

This means that making decisions at this
time of life can be difficult for any young
person who comes from a minority ethnic
group. What they want to do might be
very different from what their parents
want them to do.

It is important to remember that this
can be a problem for young people with
complex disabilities as well.

What helps?

Managers in education, health, social
services and the careers agency must
work together to make transition a better
time for young people. It will help if they:

e listen to what the young person wants
and put his/her needs and wishes first

in all decisions




make time for professionals from the

different services to meet together to
discuss how to make transition easier
for people

sort out some of the present rules
and regulations that make it more
difficult for young people to get what
they need and want

e remember that young people with
@ ' complex disabilities may take longer
° to decide what they want to do in
their lives and, so, will need help and
support for longer than other people.

* Read more
'1You can read more about transition on
1 pages 60—72.




Chapter 7

Supported employment
- including everyone

JOB SHOP
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Having a job is very important to many
men and women with learning difficulties.

People with complex disabilities can also
get jobs, if they are given the right training
and support.

Finding out what a person
wants to do

If someone has very complex disabilities it
can be difficult to know whether they
would like a job or not.We need to think
of different ways to understand what they

want.




For example,a man with complex disabilities
may not be able to say in words that he
wants a job, or know what a job means.
However, if he seems bored or frustrated
or depressed, these might be clues that he
wants something useful to do; that he
wants to feel valued like other people.
Finding him a job might be the answer.

Another way of learning what a person
wants to do is to look at what they are
good at and what they really enjoy doing.
For example, if a woman with complex
disabilities is always curious about new

things and likes meeting new people, a job
involving welcoming people might be a
good idea.

Read Razia’s story on pages 73—83, which
describes how staff at the employment
agency found Razia a job in an office and
how it changed her life.




Often, people with complex disabilities do
not get the chance to make important
decisions about their lives. Other people
always make decisions for them. Probably
no one believes they could have a job so
they don’t know what jobs are available or
how to choose one. So people with complex
disabilities need to have the chance to try
a lot of different things to see what they
like and what they don’t like.

Helping staff to work well

Staff in employment agencies have learned
a lot about how to help people get jobs,
including men and women with complex
disabilities. But sometimes they run out of
ideas or get stuck on a particular problem.
It helps if people work as a team, sharing
what they know about a particular person,
sharing ideas, talking to other professionals
and talking to the person’s family.




Job coaches — the people who teach the
Kﬁrﬁ[ person how to do the job — need the skills
to teach people properly. One-to-one
support is very important. The job coach
needs to stay with the person and support
them for as long as they need to learn the
job well, to get to know their workmates

and get used to the place where they are
working.

% Getting employers to help
Employers often want to give jobs to people
with disabilities but are not sure how to
do it.

=)
% Staff need to:

Sen? * go and talk to employers

encourage them to offer a job to
someone with complex disabilities

explain how they will help employers
support the person.




Staff need to talk to employers about the
sorts of jobs that are available. Perhaps
there are some jobs employers never get
time to do. Perhaps there is a job where
accuracy is more important than doing the
job quickly. People with learning difficulties
are very good at doing jobs accurately —
that is, without any mistakes — even
though sometimes they might take longer
to get the job done.

Local authorities and health authorities
can help by finding jobs for people with
complex disabilities in their offices.
Sometimes this can be done by looking at
the work that needs to be done — like
filing, photocopying, delivering mail round
the building — and making a job specially
for someone with disabilities.

Read Darwin’s story on page | 10.

A job can change your life

Razia’s story shows how much a job can
make life better for someone with

complex disabilities.




This should happen for more people with
complex disabilities so that they too can:

e become more confident and proud of
themselves

earn money of their own to spend

become more accepted in their local
community.

Read more

You can read more about supported
employment on pages 73-83.




Chapter 8

Looking for leisure
inclusion
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Every person with learning difficulties, no
matter how severe their disabilities,
should have the chance to take part in
local community activities. This includes
having interesting things to do in their
spare time.

Newham Leisure Services provides a lot
of opportunities for leisure for people in
the local community. For example:

gzﬁf/é e leisure centres

& e parks and gardens
e libraries °




sports grounds
museums

a farm and a nature reserve

music and arts.

For disabled people, Newham has worked
on improving physical access to buildings
and providing ‘special’ programmes, like
special times when people can use the
swimming pool. Managers wanted to do
more to include people with disabilities,
particularly people with complex disabilities.

Four people with complex disabilities taking
part in Changing Days wanted to do more
at the leisure centres. This did not happen
as fast as everyone would have liked but in

the end some people did get what they
wanted.




What helped?

A senior manager in Leisure Services and
two staff took part in three people’s planning
circles. This meant that they got to know
the person better and the sort of support
she/he needed.

The senior manager really wanted to get
things done and was able to get staff
interested too. This meant that problems
were solved more easily. For example:

At one of the swimming pools there was no
suitable place for a very disabled young
woman to get changed. It was arranged that,
for the moment, she could use the First Aid
room when she came for a swim. Plans were
made to turn another room into a changing
room, which any disabled person could use in
future.

Other things that help

Find out whose job it is in Leisure Services
to develop new opportunities for people.
Invite them to get involved with people
with complex disabilities.




Find out about all the leisure opportunities
there are locally. Make up a book about
places that are accessible and friendly to
people with disabilities. User groups in
Newham and Knowsley did this during
their Changing Days work.

Offer to help train staff who work at
leisure centres, libraries, sports grounds,
etc. They need to know more about people
with learning difficulties and how they can
support them to use leisure facilities.

Read more

You can read more about leisure on
' pages 84-88.




Chapter 9

Creative movements in
day services
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Day ce

This chapter is about a day service for
people with complex disabilities who live
in Lewisham. It is part of a day centre for
people with learning difficulties.

The service supports eight people with
complex disabilities. Eight full-time and
three part-time staff work with these service
users.

All the group use wheelchairs. They all
have epilepsy. They need a lot of help with
personal care, moving about and eating
and drinking. The staff who support them
need to know a lot about First Aid and
other things like breathing problems and

physiotherapy. °
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Day centre
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Each person has a weekly timetable of
activities that they have chosen. Some of
these take place in the centre, like music,
relaxation and massage. But more and
more time is spent out in the community
using places that everyone else uses, like
the bowling alley, snooker hall, leisure
centres, college classes and art groups.
The bowling alley has provided special
equipment so that people with complex
disabilities can take part,and has organised
a competition.

Learning about each person

Keyworkers help service users build up a
detailed picture of their lives — their likes
and dislikes, their progress and achievements.
This is done in several different ways:

e one person uses a laptop computer
to record photos of his favourite pop
stars, and photos and voices of his
family. He can press a switch on the
headrest of his wheelchair to trigger
effects. Using the computer he can
also tell people how he likes to be
helped to eat and drink and how he
communicates




e other people use photograph albums.
Photos can be better than words to
tell others about your needs, what
you like and don’t like, your dreams
and favourite pastimes. One person
has a photo of the hand movements
he makes when he is upset and wants
to be left alone. Other photos show
how he likes to sit while eating and
how he can be helped to hold his
own spoon

people also have folders and a locker
where they can keep things like

certificates of achievements, personal
video recordings and audio cassettes.

Individual planning

Individual planning meetings are held
%@%% every six months. Everyone who knows
the person has a chance to contribute
information in some way. Not everyone
goes to the meeting: only people the




person wants to be there. Keyworkers ask
the service user and the parent or carer.
Other family members and friends are
welcome to come if it is what the service
user wants. For example, one person’s taxi
driver who has become a good friend
came to a recent meeting.

Keyworkers often video someone’s activities
to show at the meeting. This can be a
much better way of ‘reporting’ than writing
or saying it in words and it is also relaxing
and fun to watch. Recently, a service user
won a prize in a London-wide bowling
competition.This was a great achievement.
Special equipment at the bowling alley
meant she could bowl by herself, and she
was able to show her winning moment to
her parents on the video.

Keeping people safe

Because every person in this group needs
such a lot of support with their health
needs, staff need to plan very carefully to
make sure that they are not putting people
in risky or dangerous situations. For example,
if someone doesn’t seem to be very well,
it might not be a good idea for them to go
out for their usual visit to the bowling




alley: they need to stay at the centre
where they can get the special medical
care they might need.

Because the staff really want the people
they support to have the same opportunities
as everyone else, they have become very
good at working out ways for people to
enjoy doing things out and about in the
community, in spite of their very great
health needs.

Community links

The group takes part in a weekly workshop
for people with profound and multiple
disabilities. They compose their own
music, using computers and other aids like
switches. For example, they are doing a
project about transport and journeys.
They record the sounds and voices they
hear on their journey to the workshop
and use the sounds to make music.

They have also joined with pupils from
local schools to perform in two big concerts.
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The school pupils now understand a lot
more about disabled people’s needs and
everyone has enjoyed the experience.

The group also goes to a ‘Getting to Know
You’ course at a further education college.
This is a weekly class about personal skills.
One week they may take photos of each
other in fancy dress, and then create
pictures by putting the photos together.
The next week they might all meet up in a
café and exchange news about their week.
This has become a very popular class with
both service users and staff.

The variety of interesting activities that
this group take part in shows that it is
possible to give people with complex
disabilities the same sort of opportunities
out in the community as other citizens
have.

Read more

You can read more about day services
on pages 89-100.




Chapter 10

Keeping users central -
working together in
groups
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User involvement usually means people
with learning difficulties working in groups
to speak up for themselves and work with
professionals to change services. This works
well for most people with learning difficulties,
including many who are physically disabled.
Self-advocacy groups now do include people
who use wheelchairs, for example, and
provide support for people who can’t see,
hear or speak very well.

But being in groups does not always work
well for the people this book is about —
people with many disabilities who need a




great deal of support in their lives. Often
they don’t like being in groups at all. They
are only happy with one or two people
they know and trust.

Usually they don’t use words to
communicate. They need someone who
knows them very well to help them ‘speak
up’. Even then, it can still be difficult to
work out what they feel or want.

BUT ...

People with complex disabilities have a
right to have their voices heard the same
as anyone else. We must make sure this
happens.

How we worked

The Changing Days project worked in
three places — Harperbury Hospital
(Hertfordshire), Newham (London) and
Knowsley (Liverpool).A lot of other people
with learning difficulties were involved
also. People were speaking up for themselves
in different ways in each of these places.




= Speaking up as individuals in
> Harperbury Hospital
The people living in Harperbury Hospital
had many disabilities, which would make it
difficult for them to understand what a
self-advocacy group was all about. Some
people didn’t like being in groups — they
would only allow one or two people they
knew really well to be near them. Others
would need a lot of help over a long time
to learn to speak up as a member of a

group.

However, each person had their own way

% Eg%% of communicating what they thought
about their lives and what they liked and

disliked. Most of them needed help from a
member of staff or relative to do this.
In Changing Days, they did this in their
planning circles.

PLANNING

During the Changing Days project, some
good things happened for most of the people
involved. Managers and staff listened to
what people wanted and their lives




changed for the better. Now all the other
residents in the hospital are being helped
in the same way. So, although they didn’t
meet in a self-advocacy group, they have
helped to change the way things happen in
that service in the future.

All the people involved in Changing Days
were due to move out of hospital to new
homes in the community.We had plans to
try to link up with self-advocacy groups
near their new homes. We thought the
local group might, for example, like to
befriend people from Harperbury.

However, we didn’t have enough time in
the project to do this. Some people’s plans
changed or were delayed so we did not
know where everyone was going or when.
The people who did move out needed a
long time to settle into their new homes
and get to know new staff. The project
finished before we could try out our ideas.
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"a voice for people wath learnmg difficulries”

TAKING CONTROL

Speaking up in groups in
Knowsley and Newham

In Newham and Knowsley, we also
worked with a specially chosen group of
people with complex disabilities. However,
in these two places there were also many
people with learning difficulties who were
already speaking up for themselves and
who were keen to be involved in the
Changing Days work.

In Newham, there is a well-established
People First branch office. A Changing
Days user group was set up, with people
from local user groups and day centre
committees. It was organised and led by
People First staff and very well supported
by day centre staff and local managers.

Knowsley had once had a day centre self-
advocacy group.A number of people who
had been members of that group were
keen to get it going again. They also had
enthusiastic and helpful managers and staff
to support them. So a Changing Days user

group was quickly set up.




Aims of the user work

The two user groups decided on the
following aims:

e show how staff and users can change
services together

e help staff to listen

e make user groups stronger

e help people learn about new choices

— e.g. college, office work, photography
club

e help people understand how their
lives might change.

Thinking about people with complex
disabilities in particular, they decided to:




see how people who need a lot of
support might be involved in checking
services

see how the user group might directly
help people with complex disabilities
— e.g. by getting involved with one or
more planning circles

make a book about places to go and
things to do locally that are accessible
and friendly to people with learning
difficulties, including people who need

a lot of support.

Successes

~ Having People First in Newham was very

LRTER FIRST helpful. The Changing Days group could
| use their skills and experience in running
groups and working with professionals.

The group made a book of accessible

places to go and things to do locally.

Members also helped with a survey of

what people in day centres thought about

their services.
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TAKING CONTROL

The Knowsley group needed to spend
more time getting their group going again.
They are now called the Taking Control
group and have become the voice for people
with learning difficulties in the area.

They organised their own user conferences
and made a presentation to the Social
Services Committee about what they
wanted from day services.

They have also started collecting information
for a book of local accessible places to go
and things to do.

What helped?

Enthusiasm of service users.

People enjoyed working together and
organising meetings and conferences.They
learned new skills and became much more
confident about speaking up for themselves
and working with professionals to change
services.
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Support from managers

Managers came to meetings and
conferences.They listened and took action
to help the groups. They provided extra
money for things like holding conferences
and paying someone to make meeting
notes easy to read.

Support from staff

Day centre staff and others who work
with people every day helped the groups a
lot. For example:

e getting to meetings

e learning how to organise and run
meetings

e preparing to give speeches and
presentations

e going out and collecting information

about the local community.




What was difficult?

Not enough staff time.

Staff wanted to help more but couldn’t
because of other responsibilities in their
jobs.

Staff changes

Some staff left or changed their jobs.
It took time to find other support or for a
new person to learn what was needed.
This sometimes made it difficult for a
group to get jobs done.

Involving people with complex
disabilities

Both groups spent time talking about how
they might get to know and work with
some of the people with complex disabilities
who were part of the Changing Days
project. For example, there were plans to
try to get involved with the planning
circles. However, there was not enough
time in the project to make this happen.
By the end of the project, Knowsley group
had decided to involve someone in their
meetings and the Newham group had
talked about how to arrange an outing for




a member of the group who uses a
wheelchair.

Both groups wanted to keep on working
out how to make sure people with complex
disabilities could have their voices heard
and how their groups could help this to
happen.

Conclusion

Involving people with complex disabilities
in self-advocacy groups is a difficult job.

Perhaps the best way to make sure their

% &%ﬁ\ voices are heard is to help them speak up,

ranwne  ONe by one as individuals, through their
planning circles. In Changing Days, good
things happened for people in this way and
services began to change.

Rather than expecting people with complex
disabilities to be involved in meetings,
perhaps it is better for user groups to
think how they could speak up on behalf
of people with complex disabilities.
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Perhaps some members could get to
know a few people with complex disabilities,
and find out what they want and need —
what they like and don’t like. They could
bring information and ideas back to the
group meeting and talk about what the
group could do. For example, they might
speak to managers about how the group
thinks services should change to help people
with complex disabilities.

It is important to make it possible for any
person with disabilities to be involved in
meetings and groups if that is what they
want. But we also need to remember that
being in a group may not be the best way
for some people to get their wishes and
needs known. We must keep working to
make sure they are not forgotten.

Read more

You can read more about user
involvement on pages 101-107.




Chapter 11

New lifestyles -
managing the changes
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Many managers want to make sure that
people with complex disabilities have better
lives. Changing services is a difficult job.
Managers need a lot of skills, including:

e having good ideas about how to make
services better

being good at talking to people and
making sure everyone knows what'’s
going on

helping other people to be leaders
too, including users, parents and staff

getting everyone to work
together.




Getting agreement about a
better future

~r 7o Managers need to get everyone involved —
B30

S staff, parents, carers, users — to agree

‘g about the sort of services they should be

providing. Some of the important things to
get people to agree about are:

R Q\ e people with complex disabilities
O should have the same opportunities in

life as anyone else

this is more likely to happen if everyone
in the different services — health,
education, leisure, etc. — works
together

every person should have a personal
plan about their needs, hopes and
wishes

what people say in their personal
plans should be used to make a plan
= about providing the best services




e services should not be in special
buildings but should be alongside non-
disabled citizens in leisure centres,
colleges and local places in people’s
neighbourhoods.

Making big changes in services

Making big changes in services is a difficult
job for managers. Sometimes they can get
too involved in trying to work out new
ways for making the organisation work
better rather than getting on with the job
of making people’s lives better.

more time thinking about what is actually
happening for people, and less time
worrying about the organisation.

g —a Managers can do a better job if they spend

Understanding people as
individuals

\\ | // Everyone has a different personality. Everyone
j =.— has different ways of communicating.
/ / \\ Everyone has different needs and wants




to do different things in their life. Services
need to make sure that each person with
complex disabilities can speak up for
him/herself.

They need to make sure that parents and
staff and anyone else who knows the
person can share their knowledge of that
person.

Each man or woman with complex
disabilities should have a personal plan
that includes things the person can do —
not just things she/he can’t do. It should

say what the person does now — but also
what she/he would like to do in the future.
It should include important things like
what medicines the person needs to take,
but it should also include important things
like helping the person make new friends
and have a good social life.

Managers need to make sure that all the
staff know how important the personal
plan is, and to try to do what it says the
person wants and needs.




Helping individuals get what
they want and need

More people want to have a greater say
on how money is spent. They want more
control over their own money and more

choice about who supports them in their
life.

There are a number of things managers
can do to help this happen, including:

helping more people get Direct
Payments

helping more people get money from
the Independent Living Fund

letting users choose who supports
them

always involving users in interviewing
for new support staff

supporting users and carers to evaluate
services.




Changing the way staff work

In order to help people have the sort of
lifestyle they want, staff will need to work
in different ways. For example, staff will
need to work at evenings and weekends,
not just during the daytime, Monday to
Friday.

There will be different jobs for staff to do.
For example:

job coaches — supporting people in
real jobs — for example working in an
office, or a café or a supermarket

health support workers — helping
people learn about how to keep fit
and healthy and how to get on well
with their GP

community link workers — getting the
local community to welcome people
with disabilities into activities like clubs,
neighbourhood groups, religious
organisations, minority ethnic
communities and all sorts of leisure
activities.




Changing the way the
community thinks

Managers need to work out ways of
making sure that people with complex dis-
abilities have opportunities in the
community. It will help if:

e senior managers in all the big
departments work together. This
means not only health and social
services but also education, leisure
and community organisations

e all big plans for a local area include
the needs of disabled people — like
making sure that all buildings are
accessible and that staff in those
buildings understand how to
support people with complex
disabilities properly

e local councillors want to make big
changes for people with disabilities




GPs and other health staff who work
with GPs understand the sort of help
that people with complex disabilities
might need.

Making real changes in

people’s lives

Making big changes in services for people
with complex disabilities is not an easy job
for managers. But it must be done if
people are to have better lives.

Read more

You can read more about managing
service changes on pages 108-118.
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Chapter 12

Thoughts from service
managers
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Two service managers — one from
Knowsley and the other from Harperbury
Hospital — wrote about what happened in
their services during the Changing Days
project.

Good things

e The lives of the people with complex
disabilities changed for the better

o Staff learned a lot about how to help
people with complex disabilities

e Staff got to know people and their

families a lot better




B @i{/ e Managers learned some good ways to
organise services differently and how
to give staff better training

Things that were not so good

e There were no notes of what had
happened to some people in the past.
This made it difficult for staff to build
up a picture of some people’s lives to
help their planning circle

When people move out of hospital to
a new home a long way away, it is
difficult to keep track of how they are
getting on in their new life

It took a very long time for staff to
find out what some people with
complex disabilities wanted in their
lives. Staff were worried about not
having enough time for other people
who needed their help

Read more

You can read more about what the
service managers said on pages | 19-129.




Chapter 13

Measuring progress
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We wanted to see how people’s lives
changed during the Changing Days project.

At the beginning of the project we did a
‘picture in words’ about what each person’s
life was like. For example, what they did
during the week, the people they knew,
the skills they had.

At the end of the project we did another
‘picture in words’ to see how things had
changed. For example, were they going out
more in the community, did they have any
new friends, had they learned to do more
for themselves!?

Some of the things that had changed were:




most of the people were more confi-
dent and were ‘speaking up’ for them-
selves more

five people had a job or were doing
work experience

some people were doing more things
for themselves in their homes

a lot of people were doing more
things in the community. For example,
one young man joined the Everton
Football Supporters Club in Liverpool

a few people had new friends.

Read more

. You can read more about how people’s
lives changed on pages 130-135.




Chapter 14

Care management

Qi! It's my
assessment
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Why not
listen to me!
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Care managers help people with learning
difficulties make their community care plan
about what they want to do in their lives.

In their book Oi! It'’s my assessment, People
First describes a care manager like this:

A care manager is the person that will
work with you to try and make sure that
you get the things you want and the
support you need. This usually involves
having an assessment. This is a meeting
when you and people who know you will
be asked lots of questions about what you
are good at and what support you need.




What does the care manager do?
The job of a care manager is to:

find out what the person with learning
difficulties wants to do in his/her life

and the support they will need to do
this

ask other people who know the
person well how they think life
could be better for that person

draw up a plan for the person’s life

find the best possible people and
places to provide the services the
person needs to achieve what they
want in their life

arrange for the person to get those
services.
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This sounds like quite a straightforward,
easy job for the care manager. But it is
often made difficult because:

e the care manager has to keep to a
budget, so there might not be enough
money for what the user wants

e there might not be very many services
for the person to choose from

e the services that are available might
not be what the person wants.

Other things that can make it difficult
are:

e there are not enough care managers
to do the work

e they are not able to spend enough
time getting to know users really well




e they have to spend too much time in
meetings and doing paperwork when
they would rather be talking to users.

/L What could help?

Planning circles could help care managers.
%ﬁj The circles are the.re.to help the person
i make a plan for their lives.They could pass
PLANNING . .

on the information to the care manager.

This could help because:

e planning circles are made up of people

who know the person well

they can spend as much time as the
person needs to get his/her wishes
across

in a planning circle, the person with
learning difficulties can say what
she/he really wants to do — not just
what professionals think she/he ought
to do. She/he can be allowed to
dream and have wishes about the
future.




Another idea would be for planning circles

%Eﬁ%—@ﬁi to have a budget. They could help the
e~ person decide how to spend the money.

For example:

Ui

e to pay for someone to help them
learn a job

e

e to help them get involved in the local
% football supporters club until they
made friends there.

A
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It would be important to work out clear
rules and guidelines about how the circle
managed a budget to make sure the
money was kept safely and used in the
right way.

Care managers have a very important job
to do but they need more help to do it
well. It could be very helpful to people with
learning difficulties, including those with
complex disabilities, if services talked
more about how planning circles might
help care managers.




Oil It's my assessment.A guide to all you ever
wanted to know about Community care, your
assessment and your care manager. London:
People First.

Read more

You can read more about the job of
care managers on pages |136—141.
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Chapter 15

Finance

New-style day services mean that managers
have to work out new ways of getting
money and new ways of spending it.

At present, a lot of the money for services
is used up in buildings. But new services
are much more about people than buildings.
Also, service users go to a number of
different places during the week — not just
the day centre.This means that it is more
complicated to organise and run the
services. So the way the money is used will
be more complicated.




If services do a really good job of person-
centred planning and make sure that each
person has an individual plan — and gets a
service that is specially organised for them
— it means that it will be more complicated
to divide the money up to pay for people’s
services.

This is a very difficult task for managers
and it is not easy to work out the best
ways of solving the problems.

What will help?

e Managers finding more ways for people
with learning difficulties to be able to
buy their own services. There would
need to be rules and guidelines for
how people could do this and who
could support them

Managers finding different ways of
using money — for example
departments working together to
share costs

Managers finding different ways of
getting more money — for example
from local firms and businesses who
might work in partnership to help
people get jobs




e Planning circles may be a good way of

@%ﬁl helping with budgeting. Circles often

PLANNING cost more when they first get going,
but over time they will probably save
money, particularly staff wages. This is
because they make better use of staff
time and as people get more friends
in their circle, staff can move on to
help someone else

e It could help when people with learning
difficulties, including people with
complex disabilities, use more ordinary
places in the community like leisure
centres, colleges and community centres.
These places have money to use for
everyone in the community, including
people with disabilities

Read more

You can read more about finance on
pages 142-157. | s oh







Chapter 1

The policy context

Policy relating to services for people with learning disabilities whose needs
are more complex is, in theory at least, no different to policy relating to all
people with learning disabilities, and indeed to disadvantaged people
generally. Whilst more specific guidance from the 1992 circulars!' (on day
services and health care) and, more recently, Signposts for success® (health
care) is still in force, services for people with learning disabilities fall
within the Government’s more general initiatives relating to employment,

education, health, social care and local government.

The buzzword of the moment — inclusion — has ironically been the mission
of many of the more visionary services for people with learning disabilities
for many years. Now it has been adopted by governments and influences
many of the measures currently being put in place. Its adoption is welcome,
for it embraces the notion supported by many self-advocates and ‘champions’
for some time — that people with learning disabilities, like everyone else,
should have opportunities for inclusion in the mainstream of ordinary life.
This means opportunities for life-long learning, for work, for support that
promotes independence and for homes of their own, with access to both

general and specialist health care according to individual need.

None of the new measures specifically exclude people with complex or
multiple needs and, as stated, in theory there should be no reason why they
should not have the same rights and access to opportunities as everyone
else. In practice, however, we know that the impact of policy fails many
people, particularly those with more complex needs. The Government’s own
commissioned research (see Facing the facts®) highlights how limited
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choice is for many people with learning disabilities, in terms of alternatives

to traditional day care, whom they live with and where they live.

So although policy themes of welfare to work, promoting independence and
life-long learning are to be applauded, it is uncertain how far-reaching these
initiatives will be in terms of delivery. In particular, will people with more
profound and complex needs experience any improvements in the opportunities
offered to them? The answer to this question is more an issue of local
implementation than policy and in terms of ‘policy context’ raises issues of
the role of the centre in policy process — setting standards, performance
monitoring, quality assurance, service and staff development guidance and

initiatives, and of course resourcing.

Thankfully, this has been recognised. The English Department of Health has
announced that it is to produce a strategy in the autumn of 2000, which will
specifically address issues of equity, accessibility and what can be done to
ensure that local services respond positively to policy guidance. Similar
work on redefining policy and its implementation is under way in Scotland
and Wales. It is the intention that all these initiatives will pay particular
attention to the needs of people with profound, multiple or more complex
disabilities. It is to be hoped that attention will be focused on the additional
support that these people require so that they too can be included, and not
on the making of exceptions of some people in some circumstances.

In the meantime, it is up to local services to work on how existing opportunities
for supported living, employment and healthier lives can be provided for

everyone — including those with more complex needs.
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Chapter 2

The person-centred planning

process

Understanding someone’s aspirations cannot be achieved by functional assessments
or using checklists. It can only come about through sustained intense personal
contact, friendship and understanding — and a willingness to make informed
guesses, accepting that we still get it wrong at times. (Changing Days, 1996)

Developing a service to match the unique requirements of each person is ... the
bedrock on which services should be built. We must transform a service which
expects people to fit into a limited number of activities to one which evolves a

range of choices from what individuals say they want to do or would like to try.
(Days of Change, 1998)

Person-centred work challenges existing organisations, professional roles and
personal lifestyles. It challenges workers to push back against the demands of the
system to have the time, energy and heart available to respond to people. (Mount, 1990)

In the first phase of the Changing Days project, five development sites
worked to put the needs of individuals first, striving to respond to the
principles and values inherent in the above quotes. A number of different
ways of developing profiles or assessments of people’s needs and wishes
were used, which influenced change in services to a greater or lesser degree.
This process and its effect on services are recorded in detail in both
Changing Days and Days of Change.

In the second phase of the project, we focused even more on person-centred
planning (PCP) as central to the work, aiming to build on the ‘best practice’
experience of the first phase to learn more about effective ways of using a
person-centred approach to achieve organisational change.
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In each of the three second phase sites, we began by looking at the individual
needs and wishes of a group of people and the support they would need to
achieve their goals. We then used the aggregate of those needs to consider

what this meant in terms of changes to day services.

This approach not only fulfilled the goal of rooting planning and development
of services in the needs of individuals, it also helped to avoid becoming
immersed in the labyrinthine complexity of attempting to change all aspects
of a service at the same time — an approach that can too easily result in a
focus on producing the perfect plan rather than achieving change in the
lives of individuals. As Days of Change puts it, it is not about a clever piece
of service design or redesign with definable inputs, clusters of need
and blocks of service response. It is about a different starting point and

finishing line:

PEOPLE _ PERSON-CENTRED PLANNING

ADVOCACY AND SUPPORT  ZSEESEEEp LIFESTYLE §
: |

This approach requires a radical change in the way we think about the job
we have to do — a move away from ‘developing services’ and towards

‘providing appropriate personal supports for individuals’.

Person-centred planning

The process we used is essentially an adaptation of personal futures planning'
and Essential Lifestyle Planning? plus ideas gained from experience of
working with circles of support. The essence of the process was to develop
a planning circle around each of the 45 individuals selected by the three
sites, and to actively involve everyone in the planning circle in drawing up
for each person a lifeplan with specific short- and long-term goals and an

action plan.
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Appendix 2, the Personal Planning Book, developed during Changing Days
has been adapted from materials produced by South & East Belfast Trust,
Hackney Social Services and Ely Hospital during the first phase of Changing
Days and by Newham NHS Trust in the second phase. Experience of the
process of planning circles had also been gained during the work at Ely
Hospital.

Michael

ichael is a man of 49 years who has had a severe disability all his
Mlife. He lives with his parents and uses the local day service.
Michael uses a wheelchair. Since his circle started, an OT has been to his
home to assess what adaptations would be helpful. The circle has also
found a new form of community transport and through this he will,

hopefully, be able to visit his sister’s home.

Michael loves music. With help from his circle, he has renewed
contact with a former music teacher who has sent a tape and a photograph.
He has been to a concert at the Barbican Centre.

Michael has also renewed contact with an old friend he used to know at
the day centre. His friend has visited Michael at home.

Michael’s circle has extended to involve seven people, including his
parents, his sister, his brother-in-law and three former day service staff.
No one in Michael’s circle is paid to be involved.

The facets of circles of support that proved valuable to us in the Changing
Days work were:

e right from the start, getting together people who knew the person well
to share their knowledge of that person
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* involving friends, family and other ‘unpaid’ people

* using informal settings for meetings and working in informal ways
¢ focusing on talents and abilities

¢ including people’s hopes and dreams for the future.

[t is important to note two significant differences between circles of support
and the planning circles developed in this work. Circles of support ideally
operate outside of services and are made up mainly of unpaid citizens.
However, many of the people we worked with, particularly people who were
in long-stay hospitals, relied to a great extent on formal services and had no
one in their lives except paid staff. Much preliminary work was necessary, to
research people’s family histories in the hope of perhaps reuniting with a
family member or discovering a long-forgotten connection that might bring
someone into the circle. So, while the planning circles formed through
Changing Days phase 2 could not claim to be ideal circles of support, they
know what they are aiming for and will gradually move towards that goal as

people become more connected in their communities.

To follow our person-centred planning process, the essential steps are:

I. Select the service users who are to be the focus for the work

2. Agree who is to be the facilitator for each person’s planning circle

3. Hold a training day for facilitators

4. Support the focus person, with help from their facilitator if necessary, to
choose people to be members of his/her planning circle

5. Hold the first person-centred planning day with people’s circles

6. Complete the person-centred plan, including agreed short- and long-term
goals, when and how action is to be taken and who is to do it

7. Agree the date of the next planning circle meeting

8. Review achievements and redefine goals if necessary

The role of the facilitator

The circle facilitator’s role is twofold; to help the focus person clamﬁ/
their vision for the future and who they would like to help them with
this; and once the circle has been formed, to keep it on track.
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Facilitators ... keep members on task, record the main points in the
meeting, and secure commitments to action from individual members.
The facilitator also has to nurture the active participation of circle
members, particularly those who may feel less confident about
speaking or unsure of their contributions. Everyone can contribute
something and the facilitator’s role is to draw out people’s gifts and
value them.’

The basic tasks of the facilitator are to support the focus person to set up

their planning circle, ensure it meets regularly and keeps focused on action

and outcomes, and to help the circle members work together effectively.

Where the facilitator is a member of staff or a paid facilitator, she/he should
work towards eventually handing over facilitation to an ‘independent’ or
‘unpaid’ member of the circle. This allows the original facilitator to move on
to support other circles.

The following list sets out the facilitator’s role in more detail:

help the focus person identify who they want in their circle

support the person to invite people to the person-centred planning day and
subsequent circle meetings. Involve him/her as much as possible in preparing
and sending the invitations

ensure that the person with learning difficulties is at the centre of the
process and that it is his/her views that shape all decisions

maximise the person’s participation in the meetings, e.g. using signs, symbols,
photographs, video, etc.

let the focus person increasingly take the lead in circle meetings

facilitate the circle at the PCP day and subsequent meetings

help the circle combine its skills, talents and knowledge to take an active part
in extending the person’s social network, opportunities and ordinary
relationships. The facilitator should not have to do all the work

help the circle identify what help and support the person may need to achieve
his/her goals and agree the level of risk to be taken in achieving the goals
keep the circle focused on action and positive outcomes for the individual
keep everyone in the planning circle involved — encouraging them through
the difficult times and celebrating successes — however small.
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Choosing the facilitator

The facilitator should be chosen by the focus person — someone she/he
trusts and relates to very well. The facilitator should be someone who can

advocate for that person independently, without any conflict of interest.

But as the box setting out the role of the facilitator shows, this is a diverse
role, which needs more skills than just being able to empathise with the
focus person. The facilitator needs to be creative and generate new ideas; to
have the confidence to lead and encourage a group; to be able to help the
circle and the individual manage risk in order to take advantage of new
opportunities; and to have the commitment and tenacity to persevere
through tough times. Put like this it sounds like a lot of hard work, but
circles are also about having fun — sharing food, making friends, enjoying
socialising. If a circle does not seem to have anyone readily available to take
on the facilitator’s role it can be a good idea, provided the focus person

agrees, to have two people sharing the role.

In the case of the planning circles at the three Changing Days sites, all the
facilitators were members of staff. Often the facilitator was the person’s
keyworker or a care worker from where they lived. Obviously, this is not ideal
for the reasons discussed elsewhere in this chapter, but is a likely starting
point for many services aiming to put the person-centred planning process

into practice.
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Peter Hayward

Peter is registered blind. He enjoys walking and, through his circle,
now goes walking in the park every other day rather than once a week.
The circle contacted the Ramblers’ Association and a volunteer has

become Peter’s friend. He now goes out once a month with ramblers.

Peter has moved to a new home and is getting more opportunities there.
He has developed more independence — he does not always hold
someone’s hand or arm while walking and he has agreed to try using his
white cane again. He often finds group activities like public sessions at

the leisure centre too big and noisy but is learning to tolerate this.

The circle has begun to get more help with how to communicate with

Peter and is getting to know more about his likes and dislikes.

Training for facilitators

Before the planning circles met for the first time, we held a training day for
facilitators to explain the person-centred planning process and their role in
it. This was an opportunity to make sure that people understood the
principles and values on which the work is based and the ways of working

that needed to underpin those principles and values, e.g.

how to keep focused on positive aspects of the person’s character, skills
and potential

the need to be creative

strategies for keeping the circle going

ideas for making community connections

how to prepare for the PCP day.
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It was also important that people had a chance to express doubts and fears,
ask questions and share their expectations.

Supporting the facilitators

Support for people facilitating planning circles is crucial. Their role not only
involves helping the individual achieve his/her goals and searching out new
opportunities, but also keeping the circle working together effectively.
This is a much more diverse role than is usually expected of day service staff.
Some will take it on with enthusiasm and all that will be needed is support
to allow their natural ability to blossom. Other people, embedded in the
routine and predictability of the traditional day centre, find it extremely
difficult to take on this facilitative role. The task is further complicated
when facilitators have other duties within the service, which create conflicts
of interest and pressures on their time and ability to make the sort of
progress they would wish.

We found that one helpful solution was to have a member of staff with an
overall responsibility to support the facilitators. This person’s role was to
meet regularly with the facilitators, be available to talk through difficult
issues and to help with some of the problems and time-consuming effort
sometimes associated with accessing a new community opportunity.
Even more successful was the appointment of people with a specific remit
to facilitate circles. They could work more ‘independently’ and concentrate
on the development of the planning circles free of other responsibilities.

Person-centred planning days

To ‘launch’ the planning circles, we held person-centred planning days at
each of the three sites, where several circles met to start putting together
individuals’ personal plans. We learned that the ideal number of circles to
have at a planning day is five. A total of 25-30 people, which allows for an
average of five members to each circle, seems about the right number to
maintain informality and have time for everyone to get to know each other

and share ideas and experiences.
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We found that getting circles together at the beginning of the process was
valuable for strengthening common understanding about the value and
purpose of the work and for giving people a sense of ownership and of being
part of a larger objective. Time and again, people said how much they
enjoyed the informality and friendliness and the feeling of mutual support

gained from the circles meeting together.

Sometimes the circles met for a full day, sometimes for half a day. With half-day
meetings, two or three circles would meet in each half and everyone would
join together over lunch. A full day gives more time for discussion about
community building, including discovering more about the gifts, skills and
community connections of everyone present, which might be shared among
all the circles involved.

Practical tips for a successful PCP day

Hold the day in a non-service venue if at all possible, e.g.a community centre
Plan ahead! Give good notice in writing of the date, venue, etc.

Family members may need extra support to be able to attend

Invite 2 maximum of five planning circles to any one day

Space needed — a room approximately 50’ x 60’ with good acoustics

Make it as welcoming and informal as possible, e.g. colourful decorations,
flowers, background music

For each circle, provide chairs, a small table and a flipchart with paper and
pens. Make sure the focus person sits near the flipchart. Circle members’
attention tends to focus on the flipchart, so this helps to keep the focus
person ‘in view’ and at the centre of things

Agree ground rules at the beginning of the day, e.g. respect everyone’s opinions
— all ideas are okay

Be specific when writing statements/goals

Stay focused on the person

Listen carefully

Respect confidentiality

Have an extra room available, equipped with a variety of things to do, for
anyone who wants a break from being in their circle

Have tea, coffee and soft drinks ‘on tap’ and provide lunch
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Why did this approach to person-centred planning seem
to work?

There seemed to be a number of factors that influenced the outcomes in this
process:

focusing on the individual as a person with gifts and abilities, rather
than as someone with deficits and needs. Staying focused on positive
outcomes for the person

focusing strongly on relationships, social networks and community
activities rather than services. This enabled ‘person-centred’ thinking
rather than ‘service’ thinking

informality and friendliness. Everyone in the circle seemed to put on
their hat as an ordinary citizen rather than their professional or service
provider hat

it doesn’t need a lot of paper work! All the essentials are there for
getting to know the person and taking action towards achieving goals.
The paperwork is fun and user-friendly — it is not a matter of filling in
pages of detailed forms

time. Staff valued the opportunity of spending more time than usual
with people, getting to know them better as individuals and learning
even more through the circle meetings. Making this time available was
not easy for the services involved, but the positive results were seen to
justify the investment

parents appreciated the emphasis on their son or daughter as a person
rather than a patient, and the fact that their knowledge was seen as

vital to creating the person-centred plan.

This is not to say that concerns were swept under the carpet. Neither staff
nor parents were afraid to be critical, and spoke frankly about fears and
concerns. Understandably, some were sceptical about ‘yet another meeting'!

It was encouraging to see how people’s views changed as they experienced
the process. ‘I had planned to go at lunchtime,’ said one parent. ‘But it was
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so interesting I stayed all day.’ Another parent said: ‘I've learned more about
my son in the last two hours than [ have in the last 27 years.’

Time and again, previously unknown facts about an individual were revealed
through the sharing within the circle. Day centre staff learned to their
amazement that a young man who never spoke at the centre did use a few
words at home. In discussion, the circle realised that this was probably
connected with the timing and effect of his medication, and so were able to
consider possible changes to improve the situation. In another instance, a
manager learned from the parents of a young man she had known for 12
years, that he used different coloured pens to indicate different wishes.
Staff in another centre had always interpreted as ‘please listen to me' a
young man’s gesture of putting his hand around his ear. On spending time
with his parents, they learned that it was actually his way of asking for a
pencil because his father is in the habit of keeping a pencil behind his ear!

Brett

Brett is 2 man with a visual impairment. Everyone in his circle has
got to know Brett better and, though it's still difficult to figure out
what really interests him, they are beginning to feel able to suggest more

things he might like to do. The circle is trying to get help from a speech
therapist to work out a way for Brett to say a definite ‘yes’ or ‘no’. They are
also building up a lifestory and communication book to help people get to
know Brett more quickly. He has been out and about more than before -
to Canary Wharf, the circus, a party at Leisure Link and the cinema.

Operational changes resulting from this method of
person-centred planning

One way of judging the success of a particular way of working is the extent
to which it is adopted over a whole service. In Harperbury Hospital, the

process is to be used for every resident. To begin with, they will make sure
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that a lifestory book is put together for each person. A social inclusion
section is being added to all care plans. A staff training pack based on the
methods used in Changing Days is being developed for all the staff in
the hospital.

In Knowsley, the process is being adopted by the whole service. Joint funding
has been obtained to appoint a new member of staff to make sure that
progress continues with the current work and to help set up new planning
circles. Newham, too, is adopting the process over the whole service.
They are appointing a new member of staff to have a joint role of co-ordinating
the process and doing community building work, and will also be appointing

facilitators to assist with the planning circles.
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Chapter 3

Communication

Effortless, quick and accurate communication is one of the most complex and
important skills of human beings.To be denied that skill severely limits our
opportunities to make relationships, develop our persondlities, and express our
thoughts and fears. Many people with severe learning difficulties ... rely on
interpretation by others of their unique methods of communication in order

to be understood.

Those who work with adults with severe learning difficulties have always seen it as
their role to promote effective communication skills, but many organisations don’t
give enough priority to providing the necessary training opportunities. The day-to-day
relationship between the person who uses services and his or her support worker is
of the utmost importance, yet it often seems that frontline staff are left without any
real guidance. (Days of Change, 1998)

Being able to communicate our needs, wishes and hopes is a vital human
necessity. This would seem to be a self-evident statement that needs no
further discussion. However, experience during Changing Days made us
realise how much more we need to learn about communicating effectively,
particularly with people with complex disabilities (see Chapter 2, ‘Person-
centred planning’).

This chapter illustrates two approaches to what it can mean in terms of skill,
understanding and creative thinking to discover what someone with
complex disabilities is trying to tell us. This is a crucially important starting
point from which to develop services that effectively meet the needs and
wishes of individuals.
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Talking to each other

It is very difficult to get in touch with some people with severe learning
disabilities. They do not respond to what we call current service provision;
we are cut off from each other. We may be cared for, trained to behave
acceptably in public places and live in comfortable houses but we cannot be
part of a community if we are unable to communicate and interact.
Communication is the precursor to social activity. It underpins confidence,

equality, empowerment and friendship.

The first thing we need to look at is what we mean by communication.

The following history relates a quite casual encounter at a day centre.

stranger, I am invited to sit next to a shy, anxious young man at
A.Iunch. He keeps his head down and studies his hands, pushing his
thumb along his fingers. Periodically he gets up and runs away. When he
returns the third time, I put my hand on the table where he can see it —
but not so close that it would seem threatening — and copy his movements.
He notices at once and watches carefully, then looks up, smiles at me
and takes my hand. During the afternoon, he repeatedly turns up at the
open door of the room where I am working. Each time I spot him, I lift
my hand, so he can see it, and make his movements. At the end of the
day, he waits for me. I cross over the room, make his sign and say, ‘Going
home now?’ He looks at me, beams radiantly and says, ‘Yes.’ I say,

‘Goodbye’ and we part.

This young man had learning difficulties, severe autistic spectrum disorder
(ASD) and in practical terms was almost non-verbal. He rarely spoke and
perceived people as difficult. He must have found being in a noisy building

very hard and ran away from encounters or studied his hands — yet it was
clear that he felt as good about our meeting as I did. We had given each other
something that was precious. In a short time, he had developed the

confidence to reach out and welcome a stranger.
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This is communication at its deepest level. The technique used is called
‘Intensive Interaction’, which was developed by Nind and Hewett,! following on
from work by Ephraim? and now used by myself ® and many other practitioners,
for example Ware.* Where people are locked into, or are predominantly
absorbed by, repetitive behaviours, Intensive Interaction consists of observing
those behaviours, recognising them as a non-verbal language the brain is
using to talk to itself (a sort of personal code that is hard-wired in,
non-threatening and safe) and reflecting them back, using that person’s
particular language as a framework with which to gain their attention.

Through this, we can begin to build a conversation with them.

The ways in which a person can talk to himself or herself are infinitely
variable. Here is a list of a few self-stimulatory behaviours that I have recently
successfully worked through:

using a person’s sounds, including grunts and screams

using a person’s hand movements, finger and thumb rubbing or hand

flapping

working with rocking by:

— tapping on their back in time to the rock

— smacking the wall in time to their movement

— smacking my leg in time to their movement

— running a pencil up and down a corrugated tube in time

— (working with a man who is blind/deaf) bouncing on the other end
of the sofa in time to his movement

sucking saliva

echoing breathing rhythms

banging feet.

In addition to internally generated behaviours using body parts, an individual

may also hijack some object or theme from the world outside and use it as

part of the furniture of their private language. In the following history, a
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woman crinkles a crisp bag as part of her way of ‘talking’ herself out of

sensory stimulation she cannot cope with.

Iam asked to find a way of working with Vera, who has severe learning
disabilities with ASD. This is the first time we have met. She finds
people difficult, particularly strangers, and has a number of ways of
‘cutting out’, including becoming totally absorbed in rustling and folding
a crisp bag, examining its shiny surfaces.

I ask if I may sit next to her, pointing to myself and then the sofa beside
her. She gives me a fractional nod of agreement. When I sit down she
turns her back and starts to fold her crisp bag. Moving into her language,
I also start to play with a crisp bag. She can hear its characteristic rustle
although she is not looking at me. After a few minutes, she looks over her
shoulder. We start a conversation with each other — she rattles hers and
I follow. Suddenly she flings herself back across my lap and lies there,
looking straight up at me and laughing as we talk to each other. This
interaction goes on for about 20 minutes and ends when she loses my
attention as I start talking to support staff about what we are doing. She
sits up and turns away from me. I accept this, say ‘Goodbye’ and leave her.

Vera, who could not bear people, particularly strangers, was perfectly able to
let me know that she enjoyed my company when I used ‘her’ language. It did
not threaten her with sensory overload: she and I were able to share our

pleasure in each other.

Details of working with people with a wide variety of repetitive behaviours
may be found in Person to Person® and You Don’t Know What It's Like®

When we are ‘talking' to someone, we give so many messages that are
non-verbal. A feature of Intensive Interaction is that it follows the person’s
lead, giving them control so that they learn that what they do will have an

effect on what others do.
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There has always been the fear that working through a person’s stereotypic
and repetitive behaviours will reinforce these actions. In practice, I have yet
to find a situation where this is so. On the contrary, it leads people out of the
inner world they are locked into. Peeters® emphasises again and again that
we must use the system that is most likely to succeed when communicating

with an individual.

We must ask all the time: is this way of getting in touch working for this
person?

People are sometimes worried that interactive techniques may not be seen
as age appropriate. Perhaps the most telling comment on this subject came
from a parent whose daughter, in her late 30s, had severe epilepsy, cerebral
palsy and ASD. She was non-verbal and spent much of her time either in bed
or crying. Three weeks after learning to use her sounds with her, her mother
said, ‘I used to have a child who I had to look after. Now I have a person I
can chat to all the time.’ This is a crucial switch from the role of carer to that
of friend, from inequality to valuing — a quality we talk about a lot but, if we
are honest, find it difficult to achieve.

Communication is a two-way process. Not only do we show the person that
we are listening but, as we become more skilled, we can also learn to use
their language in a variety of ways: we become more fluent in its use; we

learn which elements indicate pleasure, what signifies security and when a

person is becoming disturbed, and we can learn to transfer these with a positive

emotional loading to situations where a person is unhappy. To use a
computer analogy, we may describe the process as ‘copy and paste’. This is
illustrated in the following history:
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Mike has learning difficulties and very severe autism. He spends
much of his time outside in the garden. He finds people very
difficult and chooses to separate himself from them. At intervals he
presents himself at the door and says ‘Drinks’, with particular emphasis
on the ks’ at the end. It does not seem to mean anything to him to say
‘soon’ or some such time indicator. After he has had two, instead of
replying, I try just repeating back to him his sound, ‘ks’, ‘ks’. He is
immediately interested and pays attention to me. We get a conversation
going, alternating his sounds between us. He relaxes and stops asking
for drinks. Instead of running away, he comes inside the house, we sit
down on the sofa together and I whisper it in his ear and he likes it.

To understand this, we need to refer to Barron,” one of the authors of which
is autistic. He tells us that in a kaleidoscope world of scrambled sensory

information when he used a repetitive behaviour he knew what he was doing.

Mike knew what was happening when he was drinking. In between drinks,
his anxiety rose. This could be allayed by tuning in to a contextual signal,
one that he associated with drinks in a way that was also non-threatening.
It was a sound that he could attend to without fear of fragmentation — of the
signals from the outside world breaking up. Fascination with this new
presentation of ‘his sound’ enabled him to be part of the world outside.
His support staff use this as a way of making contact with him on a regular
basis, both the sounds on their own and as ‘bilingual’ clues to draw attention
to ‘information’, for example, ‘ks, ks, Martin, Bath, ks, ks’. In this sense one

is ‘gift-wrapping’ information in the language a person feels secure with.

Roger is also autistic with severe learning disabilities. He attends a large
and, inevitably at times, noisy day centre — almost the last environment that one
would think was a suitable background against which to effect improvement.
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Roger wanders the day centre in a world of his own. He is disturbed by other
service users and hits out at them if they come too near. He has quite
frequent serious outbursts and is unable to take part in activities or even to

go out on the centre bus.

Using Roger’s sounds as an inner language to communicate with him resulted
in a reduction in his ‘difficult behaviour’ and an improvement in his use of
normal speech. He is now able to respond to other service users with a smile,
go out in the bus with another person and, in the pub, put his money on the
counter, say ‘Coke’ and wait for the change.

During this period of using ‘inner language’ to talk to Roger, staff focused not
on teaching him how to do things but on how to be with him and communicate
with him. Roger had always had a few words but has begun to use a wider
range in an appropriate way. His latest achievement is to say ‘Coke’ to the
barman, hand over his money and wait for his change. Each development —
which may be a small advance to us — is a major step forward for him and
enables him to move normally into a social situation that was previously
closed to him.

At this stage it is crucial to emphasise that this work on improving
communication with Mike and Roger, which was part of the Changing Days
project, was not only dependent on finding new ways of communicating with
them but also on integrating these within the structure of Essential Lifestyle
Planning. Even when we know how to talk to people, it is only with management

support, organisation and the dedication of staff teams that we can make

effective change — particularly where inability to communicate is part and
parcel of a whole range of disturbed behaviour. Structure and teamwork are
vital. Without them, no amount of innovative input will have a lasting effect.

Managers’ views

Listening to some of the managers of strategies that have had effective
outcomes, the qualities they felt made for positive leadership were:
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. A management style that takes a pragmatic approach: ‘If it works we
will continue’, ‘if it fails we will reflect on why it is failing in a manner
that is non-judgemental of staff’

. Appointment of a change facilitator. This person is encouraged to come

up with ideas and is supported by individual supervision

. Staff need to be confident that, if they run into difficulties, leaders will
support them with hands-on involvement

. While a theoretical background is important, managers emphasise the
value of practical objectives, such as ‘what we are going to do this

week?’

. Keyworkers are encouraged to spread effective ideas laterally through

their team to ensure consistency

Each step we take may seem a small one, but the effect can be cumulative
and can transform the lives of people who are struggling to make sense of

their environment.

Time poses a lot of problems for people who do not understand intervals and
sequence. Many people are worried about events like going home on the bus.
Because they have difficulties understanding when an event will take place,
they become progressively more upset as the time approaches for them to
leave. They cannot match up their knowledge that the bus will come with
the evidence that it is not yet here. They start to hit themselves and, in their
confusion, when they do this they at least know what is happening. Using the
technique of Intensive Interaction, I hit the wall with the same beat.
They hear the rhythmic repetition of their self-injurious smacks coming from

outside and are surprised, looking up for the source of the echo.
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The loop of their inner turmoil is broken and attention is refocused, with the

opportunity of re-establishing communication with the world outside.

In addition to dealing with the present crisis, we need to present time in a

way the person will understand.

The answer is to make a clock without the minute hand (since this is visually
confusing). The workings for an electric clock come in a small and cheap
pack that is about the size of a cigarette packet and can be purchased from
most watchmakers. The box has a spindle sticking out from the centre.
All that is necessary is to drill a small hole, the same diameter as the spindle,
through a piece of ply, push the spindle through and attach the hour hand
only. Instead of numbers on the face, attach pictures round the edge using
Velcro. In the instance that we are discussing, I would use one picture only,
that of the bus, placed at the time it leaves. Because the hour hand is short,

draw a line from the centre to the picture, so that they line up together at
the correct time.

Now we have a visual aid to negotiation. Each time the question is asked,
‘When’s the bus coming?’, we can redirect attention to the clock and answer,
‘When the hand lines up with the picture.” The person who is anxious has
something concrete to focus on and this can take the stress out of their
situation. Gradually they may be able to cope with more than one picture
and build towards understanding a day’s activities. In order to give meaning
to the idea of time we have to find ways of measuring and giving substance
to it in a way the person can understand.

Self-injurious behaviour

Sometimes we can even work directly with self-injurious behaviour.
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Awoman is hitting her cheek so hard she has caused tissue damage
as far as her cheekbone. Standing well away from her, I tap my
cheek each time she hits hers. It is about 20 minutes before she notices
what I am doing. Gradually [ move closer, and eventually am near enough to
gently tap her uninjured cheek each time she hits herself — an action
that has become more gentle since she has noticed what I am doing.

She starts to smile and then to test me, bringing in all sorts of movements
of her hands and arms that were not part of her previous repertoire.

She laughs each time I get them right.

of her own accord, she starts to bring a cushion and sit by the keyworker
in the evenings, instead of running away. Although she still touches her
cheek she no longer hits herself and is much happier.

Previously unable to bear physical contact, she will now sometimes

collapse laughing into her keyworker’s arms.

Living an ordinary life

Her keyworker continues to use this technique with her. After six weeks,
When invited to join with a person with complex needs to help design
his/her future, it is important to remain focused on positive outcomes that
| reflect ordinary life, rather than concentrating on ‘fixing’ deficits. Too often,
1* the person’s life rotates around an intervention rather than the intervention

being integrated into and supporting their daily life.

Some guiding principles

e The ability to move one’s body is essential to maintaining good health

e The ability to communicate, maintain good body position and eat food
in the normal way contributes to a person’s sense of well-being, health
and interactive life in the community. Communication, body alignment

and mobility are improved through the continued use of adapted or

custom-designed aids and equipment, and the use of modern technologies
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e Using tubes to help with eating may not have to be a long-term commitment.

Supporters should continue to pursue ways that would allow the person

to eat normally

Start by asking some basic questions ...

Question

How well is the person
positioned so that
she/he can see and
interact with people?

How well does she/he
control his/her
environment?

Why is this important?

People needing help to correct or control
neuro-motor components of physical conditions
may require adapted equipment and/or
technological aid to facilitate proper seating
and alignment. This can enhance learning,
improve eye contact, independence, health and
community integration

Correcting body alignment for conditions such
as kyphosis, scoliosis and rotational deformities
of the spine is essential to other activities
Correct positioning can prevent deformity and
skin breakdown, and promote movement, e.g.
conditions that affect the arms and legs, such as
scapular contractures of the shoulder
Individuals whose lung capacity or heart
function may be limited by poor posture must
be properly positioned

Enabling control over as much as possible is
essential. Adapted equipment, computer technology,
trained animals, etc., have created a world often
limited only by our imagination. From adapted
toilet seats, beds, power chairs and eating utensils to
sound/touch activated doors, lights, radios and
TVs ... control at work and home is high on the
agenda when enabling an ordinary life.




Question

How does she/he
receive information
from others?

How well can others
understand him/her?

Are mealtimes safe
and enjoyable for the
person?
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Why is this important?

The extent to which the person can receive and
act on information is also important in helping
them to control their environment. People with
sensory disabilities may need aids such as canes,
tactile direction indicators, auditory cueing
devices, safety alarms, adapted computers, guide
dogs, hearing aids, visually enhanced safety devices,
amplifiers, TDD, voice speak, etc.

Relationships depend on the exchange of
information. Individuals needing help to
communicate and be understood may require:

» speech therapy, manual sign language,
language development

« communication devices (augmentative or
alternative), such as picture boards, speech
synthesisers

» supports such as switches, head pointers, press
pads, mouth tubes, etc.

« support staff who understand the person’s use
of gestures, sounds, expressions or language.

New people providing support should receive
training so that continuity in understanding how
the person communicates is maintained.

Mealtimes should be a time of comfort, pleasure
and social interaction. People need to be in the
best position to eat food safely and normally.
Therapeutic positioning during and after meals is
mandatory. Appropriate ways to help the person,
for example, learn to move his/her tongue to
swallow, increase jaw movement, lip closure or
learn to eat using a fork should be taught to
anyone involved in mealtime assistance.
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Question

Is she/he well?
Well-being looks at
emotional, physical,
spiritual and intellectual
concerns.

Being safe from harm is
also a factor.

Meet Sara ...

Why is this important?

Good health contributes significantly to the
person’s overall well-being. Emotional health
fluctuations often depend on our relationships
with others. Our self-concept is built on
‘messages’ about how others see us and is
based on shared experiences. Positive, reciprocal
interactions build confidence and self-esteem.

Good health comes, in part, from effective
prevention strategies and awareness of how an
overall healthy lifestyle contributes to ‘wellness’.
Access to knowledgeable and proactive health
care services is critical.

A spiritual dimension to life brings, for many,
peace, focus and a sense of ‘oneness’ or security.
Relating with others who share the same belief
system can contribute to a person’s quality of life.

Experiencing and learning new things can bring
joy, variety and excitement to our lives.
Exploration and adventure adds variety and
opportunity to life.

Being safe from abuse, neglect and damage from
bad or uninformed practice is mandatory.

Sara was placed in a long-stay hospital at age ten because ‘she was too big
for her family to handle’. Now, age 29, she lives with two other women in her

own home.

Sara’s story is written in the first person, as if she was speaking to the reader.
This imagined monologue is about a real person, although a pseudonym is used.
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Iturn and notice that hints of yellow and orange are beginning to

dance into my room to announce the beginning of another day. I've
been waiting for these familiar sun fairies with their sparkling dresses
reflecting early morning colour. More of them will be coming now that

they have found a window with curtains wide open in welcome.

I like early mornings. I like to lie here with the warmth of my waterbed
wrapped around me. These very early hours set the tone of my entire day.
These are the hours when I am free to think and laugh at thoughts
others cannot hear. Sometimes I invite the water to act as my dance
partner and we sway in unison to music I've turned on by touching the

big button switch pinned to my bed.

I've heard people speculate about my ‘biological clock’ and how my
biorhythms (whatever those are) must be better in the mornings. All I
know is I don’t want people to bother me until I'm ready. When I am
interrupted too early I show my lack of enthusiasm by being grumpy and
out of sorts for the rest of the day. It took an awful lot of very, very grumpy
days before they finally learned to leave me alone until I was ready.

One of the other loves of my life — now — is food. I say now, because there
was time when I was terrified of eating or drinking. Once I heard someone
say I wasn't eating because of a ‘failure to thrive’. Let's get this straight,

I wasn't eating because of my ‘demand to survive’. Every time someone
came at me with food, I thought they were going to kill me. Finally,
someone got a clue and started paying attention to where food was going

when I swallowed it. Answer — my nose, sinuses and lungs.

Thankfully, the people who help me eat now pay a great deal of attention
to how my head, mouth, throat and bottom are lined up when I eat.

They also offer me food much more slowly and, I am very happy to say, they
make sure the variety and consistency of the food I'm offered suits me.
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Today, I greatly enjoy meal times. I'm always in the kitchen during meal
preparation so that staff can talk to me about what they are doing.

They let me check out each ingredient, savour the smells and anticipate
the taste. It's like eating twice, once with my mind and again with my
mouth. Not only that, but now I help train new staff in safe mealtime
practices. How many people can say they get paid to eat?

Well, I guess it's about time to get up and get going. I'll make the sound

that gets turned into an automated voice that says, ‘I'm ready to get up’.
Sandra and I are going to try out different computer programs today.

I like bright colours and have been designing covers of greeting cards. ’
Another friend of mine puts words inside some of the cards. Friends

suggested we might try selling them at boot sales or markets. Why not? 1
I enjoy being around people and activity — not to mention that I could [
use the money!

As I lie here and think about it, my life has changed a lot.

Mostly that’s because of who came into my life. Most of the people in

my life these days are people who have stopped working on me and are
working for me. They don'’t see me as an object that needs ‘fixing’ but as
a person with strengths and needs. I haven’t changed as much as how

they see me has changed. I am no longer transparent.
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'What Sara’s file said ...

Non-verbal, severe muscular contractions in all extremities
Medically fragile, requires total care

Tendency for hypothermia and skin breakdown/bed sores
Disruptive sleep pattern

Self-stimulation, rocking behaviour

Challenging behaviours, e.g. whining, screaming in the mornings
Aspiration, failure to thrive

Has feeding tube

Chronic phenomena and sinus infections

What happened ...

Sara was connected to people who were interested and who cared about
her. Some also had the knowledge, skills and interests she needed

She now has support staff who work for her and explore with enthusiasm
A lot of time was spent observing and listening to her and talking with those
who know her best to understand her likes, dislikes, abilities, interests and
needs

New equipment enabled her to be mobile and positioned properly at all times
She received an individually tailored communication device

After a swallowing study, Sara’s feeding tube was removed. She practised
how to move her tongue to assist with swallowing, increase jaw movement
and lip closure

An individually tailored diet was developed for Sara, with food consistency
based on preferences, skills and needs

Access to a consultation team was provided, which included physio,
occupational and speech therapists, dieticians and medical staff who worked
with her at times and places that suited her daily routine

Career and community opportunities were explored. New staff were trained
She is active on advisory boards

Sara’s life is in progress. It is difficult to know with certainty what her
future will look like or what she and other men and women in similar
circumstances will teach us about how to best support their efforts towards
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a fulfilling life (as defined by them). But as stories about people with
complex needs living in the community are shared, we seem to be learning
that they, with all their complex challenges, are very much like us. If my eyes
age, | adapt and start wearing glasses. If I lose an arm in an accident, with
a lot of support and adaptations, I try to get to the place where I can live the
kind of life [ want to live. If I lose my ability to speak or hear or see, with the
support of family, friends, technology, heath care and financing, I adjust and
find my way back to ordinary life.

Conclusion

It is through sharing experiences that we make friends, have allies. We become
more prepared to engage with the world outside. This is empowerment.
Communication is vital: it is not just about the exchange of information but
also about building relationships and letting each other know we feel good
about each other. This builds confidence. It is confidence rather than
conformity that changes the way that people with learning disability are
viewed by, and integrated into, the community.

The advent of computers, and information technology generally, has provided
a valuable tool to help people with complex disabilities communicate.
Multimedia profiling enables people with high support needs and very little
verbal communication to tell others about themselves and their lives, and to
: take part in planning their future.

Acting Up worked for six months with staff, service users and carers in the
' three Changing Days sites to explore the possibilities of developing multimedia
profiling. The work included information and training and the production of a
profile of one person in each site. The service users involved were seen as
having severe communication difficulties that to a great extent prevented their
involvement in the life-planning process. The focus would be on their individual
needs and supporting increased participation in education, leisure and work.

The moving-on picture — multimedia profiling
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All three sites had some IT resources and computer-skilled staff and they were
I already using photographs to enrich text-based life plans. The training and
production period explored a number of the stages involved in developing
multimedia profiling, including video documenting, computer editing and
_ presentation. The equipment used was a camcorder and laptop computer.
| Training took place in each site and at Acting Up’s London base.

The final reports were drawn from the multimedia catalogues of video, sound
} and photo files created for each individual. They show aspects of each person’s
life — activities, places, people and events (past and present) — and present a
comprehensive and positive picture of the service user’s personality, needs and
potential. Each profile will be used to maintain and improve the user’s quality of
life, and to empower them through such use.

Albert’s profile

he profiling team reviewed video from a number of sources.
TThey presented the first report to Albert’s family, who took more
video at home to add to his catalogue. The final report shows a wide-
ranging programme of centre-based and other activities. Video clips of
hydrotherapy sessions showed Albert’s commitment to maintaining his
physical strength and mobility. His patience and perseverance are clearly
demonstrated while taking part in craft and cookery, and his awareness

| and communication skills are shown throughout the report.

Three key support workers spent a day at Acting Up being trained on the technical
aspects of profiling, such as extracting clips from video taken at the sites,
updating catalogues and making reports.They also discussed related issues, such
as positive images, confidentiality and consent, and user-involvement.

There was commitment and enthusiasm for the work in all three sites.
Participants were pleased with the outcomes and excited by the possibilities for
the people profiled and for other service users.A number of benefits and uses
of this type of profiling were identified:
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. empowering users by enabling them to play a part in making and presenting

information about themselves

* helping to get to know the person, e.g. new friends or new workers in
‘handover’ situations

+ showing in detail the various ways a person communicates

* demonstrating needs and strengths in reviews

* identifying and agreeing goals and action plans

* providing clear illustrations of positive changes achieved and action needed.

Acting Up is part of the Matchbox Theatre Trust, which has since 1986 been
working with people who are marginalised by severe communication difficulties
and institutional attitudes. Their aim is to demonstrate that people with
learning difficulties have a lot to say about their lives. By using information from
the past and present in the form of still and moving images and with the help
of a touch screen, people with high support needs and very little verbal
communication can own this material, share it and help plan their future.

For more information on Acting Up, see p.72 of Days of Change.

Contact: Acting Up, 90 de Beauwvoir Road, London N1 4EN. Tel: 020 7275 9173
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Chapter 4

Health care in the community

Men and women with learning difficulties should benefit from all actions taken to
improve the heaith of the whole population. They should have access to all health
services, including health promotion and health education, programmes of health
surveillance and maintenance, and primary and secondary health care, with appropriate
additional support as required to meet individual need. (Days of Change, 1998)

Putting health care into context

One of the most important aspects of providing support for people with
learning disabilities, along with maintaining independence and close
contact with relatives, is making sure that they have access to services that
meet all their health needs. For people with learning difficulties who have
complex disabilities, health is perhaps the most crucial aspect of their lives
to be addressed. Most of the people who were involved in the Changing Days
project had a range of specific health needs and some relied on regular

health interventions simply to stay alive.

The importance of understanding what life can be like for an individual in
need of intensive health care support and some ways of making sure that
person enjoys a more ordinary lifestyle is highlighted in Chapter 3. This
chapter goes on to consider what that means in terms of delivering a high
quality service that will cater for individual needs in as non-restrictive and
non-medical way as possible.

Medical care for anyone with a disability has two roles — firstly, to preserve
longevity and a good quality of life and, secondly, to facilitate social inclusion.
Good medical care is about maximising the capacity to enjoy life to the full.
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The role of primary care is to provide a comprehensive ‘non-specialist’ medical
service near to where people live. Its importance within the national health
system was recently emphasised in the White Paper The New NHS: Modern,
Dependable.! As the doctor responsible for supervising health care in the
community, the GP is an important member of the multidisciplinary team

responsible for each person’s life.

A large part of general practice involves responding appropriately to newly
developed symptoms. Another less well appreciated but essential component
is prevention — proactive investigation to prevent serious diseases, for exam-

ple immunisation programmes, cervical screening and health education.

Health issues for people with learning difficulties

The majority of people with learning difficulties have always lived in the
community, where they form 2 per cent of the population.? Not only do they
develop the same illnesses as everyone else, they have much higher prevalence
rates of long-term medical disorders — both physical and psychiatric (see
Box 1). Also, their medical care can be made more difficult, to the point of
a significantly increased risk to their lives, if they are unable to describe
their symptoms or co-operate over examination, investigations or treatment.
Further, as knowledge increases and treatment of illnesses becomes more
complex, and as people live longer, maintaining people’s optimum health will

become ever more complicated.

Box |: Comparison of disease prevalence rates

People with General
learning disabilities population
Epilepsy 33 per cent 0.75 per cent
Mental disorder (10 per 50 per cent 25 per cent
cent having psychosis)?
Obesity* 19 per cent (male) 6 per cent (male)

«.. 8 per cent (female)

35 per cent (female) 5
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Despite their relatively higher rates of mental and physical needs, and even
though they make contact with GPs more than any other professional, most
people with learning difficulties see their GPs less often than other groups
of patients with a similarly large number of medical needs, for example
elderly people.> % In recent decades a relatively small number of people with
learning difficulties, some with multiple and complex medical problems,
have moved from large institutions to homes in the community, and these
people have been shown to generate a disproportionately increased workload
for GPs.”

In 1986, Dr Gwyn Howells, a GP in Swansea, published the first of many
research investigations that demonstrated how inadequately the health
problems of people with learning difficulties are dealt with.® In 1993,
Horizon NHS Trust completed an audit of primary medical care for people
with moderate or severe learning disabilities living in Harrow.? The findings
were measured against a standard set by the Royal College of General
Practitioners, which recommended a comprehensive annual medical
examination.l” Only one of 42 people examined was found to be completely
physically well. Three-quarters of them had at least one unrecognised or
unmanaged medical condition, while a third had more than one (see Box 2).

i
!

Box 2: Number of unrecognised or unmanaged medical conditions

Previously unmanaged Number Percentage of
or unrecognised of those

medical conditions patients examined

| 18 43

2 6 14

3 5 12

4 2 5

in those examined




Health care in the community 39

Importantly, eight of the 12 patients found to have life-threatening, unmanaged
disorders had been seen by their GP three or more times in the last year.
This was consistent with the theory that regular annual medical examinations
would identify unrecognised disorders, where opportunistic assessments
during unplanned surgery visits clearly do not. Only 12 people (25 per cent)
were known to have ever been offered a full examination by their GP (never
mind examinations every year). Six patients (14 per cent) had significant
physical signs obliging prompt medical attention, including heart murmurs,
severe raised blood pressure and poorly-controlled diabetes. Half of all those
examined were overweight to the extent of being at increased risk of suffer-
ing a heart attack.!!

The most common physical problems were 22 people (52 per cent) with
significant earwax — 15 affected in both ears — and 21 people (50 per cent)
being overweight. Eleven people were considered to be obese and only two

] of these were on a diet.

Regular medical examinations

Some causes of learning disability are associated with an increased prevalence
rate of specific illnesses, such as hypothyroidism (underactive thyroid) in
people with Down’s syndrome. These higher prevalence rates make it worth
screening for illnesses that occur more frequently in people with specific
syndromes. Thus, a regular blood test to detect hypothyroidism before it

causes symptoms will help prevent complications such as coronary heart

disease (see Box 3).
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Box 3: Conditions associated with different syndromes causing
learning disability

Syndromes Symptoms/conditions associated
Prader-Willi syndrome Short-sightedness
Diabetes

Hypogonadism (reduced oestrogen and
testosterone secretion)

Delayed puberty, obesity

Osteoporosis

Sleep apnoea

Down’s syndrome Visual and hearing impairment
Hypothyroidism
Alzheimer’s dementia
Congenital heart defects
Sleep apnoea

Tuberous sclerosis Retinal tumours
Cerebral tumours
Kidney and lung hamartomas

Neurofibromatosis Endocrine abnormalities

Tumours susceptible to malignant change
Cerebral palsy Constipation

Oesophagitis

Anaemia
Fragile X syndrome Mitral valve prolapse

It is important that the annual medical examination recommended by a

number of authoritative organisations (see Box 4) is recognised as a form of
screening, so as to contextualise it properly within the health strategy of the
nation. Some organisations prefer the vaguer title ‘health checks’ but,
although a number of the disorders identified might be causing symptoms
already, they would have remained unrecognised and therefore untreated
had the examination not taken place — thus remaining true to the ethical
principles justifying screening (see Box 5).
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Box 4: Organisations recommending annual medical examinations

Organisations and date of recommendation

Horizon NHS Trust (1970)

Royal College of General Practitioners (1990)
Welsh Health Planning Forum (1992)

Mental Health Foundation (1996)

Mencap (1996)

Department of Health (1998)

 Box 5: Principles justifying screening

|. But for the investigation, an illness would have remained undiagnosed
2. The investigation is reliable

3. The investigation is not disproportionately invasive or expensive

4. Any illness diagnosed can be effectively treated

The role of carers in health care

Many carers of people with learning difficulties have only a limited
understanding of their client’s or relative’s medical needs and have never
been trained to recognise physical or mental illnesses, or to provide what
sometimes amounts to nursing care.'”? They cannot be effective advocates
until they are empowered with the necessary medical knowledge to enable
them to negotiate a health system that can sometimes seem intimidating
and obstructive, to the point of hindering proper access to both primary and
secondary medical care.'® Some GPs rely on carers to take responsibility for
anticipating and identifying illnesses (see Box 6) when the most appropriate
person for that role within the multidisciplinary care network may be the

doctors themselves.!4
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Box 6: Symptoms of diseases associated with iéarning 7
disability syndromes

Sleep apnoea

Diabetes

Hypothyroidism

Snoring
Restless sleep
Abnormal daytime sleepiness

Drinking excessive fluids and passing
excessive volumes of urine

Weight loss

Lassitude

Drowsiness

Lassitude
Weight gain
Hair loss
Coarse skin
Hypothermia
Constipation
Confusion

Oesophagitis

Poor appetite

Vomiting

Weight loss

Evidence of pain related to mealtimes and
lying down

Difficulty swallowing food

Several recent studies have shown an increased prevalence of osteoporosis
in people with learning difficulties.!® !* The Osteoporosis Awareness Day
held at Horizon Trust in 1998 is an example of the way in which people with
learning difficulties and carers can be armed with the knowledge necessary
to act as skilled advocates in health matters. Educational material in the
form of written notes, talks, short films, samples of food and demonstrations

(including a fun run) was presented to clients and staff in an eye-catching
way that stimulated attention and interest.
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Screening programmes

There has also been concern that people with learning difficulties are not
taking part in routine community screening programmes. One community
trust found that only 25 per cent of eligible women with learning difficulties
were undergoing cervical screening, compared to 82 per cent of the rest of
the population.!” In 1997 Horizon Trust, Hertfordshire Health Promotion and
the Women’s Nationwide Cancer Control Campaign co-operated over an
intensive programme to screen the learning disability hospital’s 128 eligible
women. As previous experience had demonstrated the importance of securing
carers’ enthusiastic support, both staff and some patients participated in
educational sessions. The Trust sex education team provided advice and
educational models, and made themselves available in case the process
provoked disturbing memories. As this was a screening and not a curative
procedure, residents who refused consent were not tested and, although it
was a routine public health measure, relatives were informed as a matter of

good practice unless the patient specifically requested otherwise.

Of the 128 eligible women, 45 (35 per cent) took part in the screening.
The remaining 83 (65 per cent) did not take part for various reasons,
including being unable to participate because of physical or behavioural
difficulties or refusing consent. The difficulties encountered due to the high
number of people at Horizon with psychiatric/challenging behaviour/
physical disability when compared to people living in the community were
to some extent offset by the logistically easier task of arranging the

resource-intensive programme within a relatively small organisation.

Valuable lessons were learned from this programme — both about the
importance of building in education, awareness and understanding of carers
and residents in the preparatory stages and about the most effective ways to

organise and carry out the screening.
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Box 7: Possible causes of the increased prevalence of osteoporosis in
people with learning difficulties

As a group, people with learning disabilities have an increased risk of
osteoporosis over the general population.This is a result of:

increased prevalence of low weight*®

fewer opportunities to exercise

less interest in/appreciation of sport

suffering from some specific syndromes that promote osteoporosis, e.g.

Prader-Willi syndrome, Down’s syndrome®

decreased exposure to sunlight

reduced intake of dietary vitamin D

increased requirement for drugs that promote osteoporosis, e.g.

— anti-psychotics that suppress oestrogen/testosterone levels

— some anti-convulsants stimulate the breakdown of vitamin D

people not being autonomous, and so being unable to take decisions to

maintain their own health

people having a degree of physical disability that:

— leaves them reliant on others for exercise

—  decreases their capacity for exercise

— means staff tend to use aids (e.g. wheelchairs) or transport to facilitate
mobility.%-¢

Notes
a) Simila S, Niskanen P. Underweight and overweight cases among mentally retarded.

Journal of Mental Deficiency Research 1991; 35: [ 60—64.

b) The nutritional intake of people with learning disabilities. Journal of the Association of

Practitioners in Learning Disability 1998; 15 (1).

c) Sepulveda D et al. Low spinal and pelvic bone mineral density among individuals

with Down's syndrome. American Journal on Mental retardation 1995; 100: 109-14.

d) Lee ] et al. Disorders of bone metabolism in severely handicapped children and

young adults. Clinical Orthopaedics 1989; 245: 297-302.
e) Lin P Henderson R. Bone mineralisation in the affected extremity of children with
spastic hemiplegia. Development and Medicine and Child Neurology 1996; 38: 782-2.
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The future

There is currently a surge of interest in establishing how best to deliver
physical health care to people with learning difficulties. The Department of
Health and influential national organisations are campaigning for improved
standards. Many local authorities are developing new services to ensure that
the health care needs of people with learning difficulties are met, such as
appointing dedicated health liaison nurses to facilitate access to primary

and secondary health care.

Despite the broad consensus supporting annual medical examinations,
there is no consensus about what model of screening is best or about who
should do it. Many models exist, such as nurse-led, GP-led or specialist
doctor-led screening, but success tends to depend on the enthusiasm and
diligence with which the service is provided rather than on the type of
practitioner. Until research establishes what the health gain from regular
screening is and which model is best, it is unlikely that any method will be
adopted universally, with the risk that the quality of screening will remain
inconsistent and the essential monitoring of standards will be plagued by

difficulties resulting from comparing one system to another.

The medical care of people with learning disabilities living in the community,
with its complex mix of family, social and medical problems, has always
seemed a natural general practice responsibility. However, the
burden of health care responsibilities within primary care has greatly
increased in recent years and general practitioners are under great
pressure, with a number of competing demands on their time and expertise.
They have not only expressed concern about screening in general but also
resistance to providing health promotion and regular health checks in
people with learning difficulties.'® !° Nonetheless, some general practitioners
have adapted their practice to meet the needs of their patients with learning
difficulties by, for instance, doubling consultation times. Others resist

assuming new commitments in this field.
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Because of the relatively small number of people with learning disabilities,
few general practitioners have the opportunity to develop much experience
of their medical care. Fifty per cent of a group of general practitioners
surveyed in one study said they lacked confidence in supervising their
medical care.?

Two initiatives would improve health care delivery for this medically vulnerable
group of people: firstly, more widespread adoption of the teaching of
medical students about learning disabilities along the lines of the curriculum
at St George’s Hospital Medical School, where the subject is embedded
throughout the undergraduate programme; secondly, the creation of a new
post of community specialist in the physical health care of people with
learning disabilities, which would be analogous with the national system of
consultant psychiatrists in learning disabilities.?! 22 The specialist could be
responsible for raising standards of primary and secondary health care
for people with learning disabilities through the education of health
professionals, carers and clients; carrying out research; and personally
supervising the health care for that group of people with complex health
problems that generic health services have difficulty treating.
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Chapter 5

Education

Educational opportunities should be an integral part of the individual
planning process and should have a clear purpose, whether related to
employment, leisure or personal development.

Colleges and adult education should be seen as part of community provision,
offering structured and individually tailored educational and training opportunities
with appropriate support. The emphasis should be on progression: that is, devising a
planned route through from one stage to another, with in-built preparation and
transition arrangements. (Changing Days, 1996)

Education for students with complex needs can take many forms and take
place in different settings. It requires an individual, needs-led approach,
which demands flexibility, creativity and clarity of purpose. A key element is
providing the means to enable students to progress towards achieving
developmental goals. The challenges for providers and funding agencies are
to adapt provision to suit the individual, rather than expecting the individual
to ‘fit in’ with existing structures, and to ensure funding arrangements that
will allow this to happen. This chapter describes the work of Orchard Hill
College of Further Education, which aims to put these principles into practice.

Key elements of a curriculum for people with complex

heeds

Clarity and flexibility

A curriculum framework that is clear but flexible, and which can respond to
the needs of each student, is required. The focus of each curriculum area
should be relevant to the students and presented in ways that suit their age

and level of ability.
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Orchard Hill College has a broad-based curriculum designed for students with

complex needs.
Communication
development
Science and Physical
technology education
Basic stud ) Communit
saudy Orchard Hill College ——— Hnity
skills ; studies
of Further Education
ensures a stimulating
Creative learning environment Life
studies where adult students skills
can and do achieve

Induction for
students with
visual/hearing
impairments

Additional study courses are attached to each core area so that students can opt for

a more specific focus, e.g. swimming comes under physical education.

The Orchard Hill College curriculum will be available from David Fulton Press in 2001.

Enabling progress

The delivery of this type of curriculum requires skilled and creative staff and
sufficient levels of staffing to enable each student to make progress.
On average, Orchard Hill College students work in groups of six, with three
staff per group. Some students need one-to-one support and the ratio may be
increased at times according to need.

]
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Specific objectives should be set for each individual, in consultation with the
student and people close to him/her. Setting these objectives is important
for monitoring and providing evidence of progress. Consultation with the
student is often complicated by communication difficulties. However, there
is evidence to suggest that close observation and recording of student

responses can provide reliable indications of their views.!

Motivation

Motivation is the key to achieving individual goals. Learning can be achieved
in many different ways and it is the responsibility of staff to discover

individual preferences and approaches that suit the student.

Incorporating student views

Student choice and student evaluation should also be key components of the
curriculum. Evaluation is best carried out during, or immediately following,
a task. It may take the form of recording a student’s non-verbal responses,

such as pushing away/smiling, or recording a sign, word or vocalisation.

Choice-making should be integral to the entire curriculum. Some students
need to be taught what making a choice means, understanding the different

choices available and how to communicate their choice.

haron has profound learning difficulties and visual and hearing
S impairments. She communicates by gesture and sound. She loves
foot massage. Objects of reference were used consistently to denote
massage (a mat and a bottle), cooking (a wooden spoon) and other tasks.
Sharon now makes choices using these objects. She usually chooses the
mat and bottle, then stands up, feels her way to the mats, sits down,

takes off her shoes and grins!
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Recognition of achievement

Recognising achievement is critical for developing an individual's
confidence, particularly for those who have often experienced ‘failure’ due
to inadequate provision and lack of support. Recognition can become a part
of each day through the development of an organisational culture that
makes commonplace the celebration of every achievement, large or small.
Awards ceremonies and certificates or records of achievement, in accessible

formats, may also be used to raise awareness and recognition of progress.

Examples of goals for which awards are given

* Increased confidence in the use of an adapted switch to operate a tape
recorder
. * Willingness to participate in a range of tactile and sensory experiences
i« Developing the confidence to interact with a new person in an unfamiliar
environment
+ Enthusiasm and participation in a group media project

+ Consistently giving eye contact to objects and people when working with
them

Formal accreditation is now available for students with complex needs
(ASDAN, ALL, Open College). However, it is important that accreditation
should not limit but enhance and enrich the curriculum and support each
person’s progress towards their individual goals. The following example
shows how Orchard Hill matches the needs of the individual to the needs of
the accreditation objective.

Life skills curriculum IJentiﬁed individual ASDAN Independent

component need Living module objective

Food preparation To make choices about Choose what you would

food and drink like to drink

-
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Inclusion - bridging the gap

Once again, the key to successful inclusion is to ‘find out how each individual
1 learns best’.2

People with complex needs often require specific support in order to make
progress in inclusive settings. This may mean a carefully thought-out,
gradual introduction to new environments and people (e.g. finding the way
around a noisy, busy college building) or an induction course for learning or
re-learning practical skills needed in the new setting (e.g. buying a drink in

i the coffee shop). Support may be short-term or may need to be on-going.
Communication difficulties, physical needs and challenging behaviour often
prevent inclusion becoming a positive experience for students. Specialist

teachers, or others with relevant expertise, can bridge the gap between
specialist and integrated provision. Information, support and training for

everyone involved are critical.

taff from a specialist college accompany a small group of students

with complex needs to a local school and work with the school-
teacher in the classroom. One of the group, Paul, enjoys being with other
people, but finds it difficult to communicate. Paul has a school ‘buddy’,
Chris, who works alongside him and has learned to communicate with him.

Staff training and development

Staff working with students with complex disabilities need skills in many

areas. For example:

e observation skills

e structuring creative approaches to learning
¢ dealing with challenges

¢ alternative communication systems
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e providing personal care

e facilitating student choice-making.

To develop a quality service, managers need to create a plan of training and
structured support for all staff. The plan should incorporate the needs of
individual staff and the needs of the organisation as a whole. Most plans
include an induction, training in new areas, refreshers and regular individual
support sessions.

However, limited funds present a challenge for most managers. Training
often includes two types of expense — direct costs like fees and travel, and
indirect costs such as replacing staff during the training. Costs may be
minimised by adopting some of the following tactics:

identifying a time when all staff are available for training together

¢ establishing a system of feedback for passing on individual training to
colleagues

¢ investing in training individuals in key areas so that the organisation
has its own trainer/adviser in-house for different aspects of the work

* linking the staff development plan and budget to organisation
development priorities

¢ ensuring that hands-on staff are given high priority for training (they
are closest to the ‘customer’ and, therefore, affect quality)

* using support or ‘mentor’ meetings to resolve specific training issues

¢ using team teaching for ‘on the job’ training and skills sharing

¢ visiting places of good practice, which can be cost-effective by ensuring

that the visit includes practical ‘hands-on’ involvement that enables

staff to try new ideas and share them with colleagues on their return.

'+ The RNIB offers a Diploma/Certificate in Multiple Disability through a
network of trainers in the UK and some overseas areas (Tel: 0121 643 9912)
' » Practical, sometimes inexpensive, workshops are available from a range of

providers. They are advertised in newsletters (e.g. Focus, Information
Exchange, PMLD Link) and journals

3
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Accessing funding

Potential sources of funds for educational provision for people with complex
needs include:

¢ Jlocal education authorities
¢ the Further Education Funding Council/Learning & Skills Council
® social services
e charitable trusts
'_ ¢ health authorities
§ e NHS trusts
¢ European funding.

Managers often experience funding problems in relation to education for
people with complex needs, depending on the type of their organisation and

sometimes on the level of ability of the students. For example:

¢ small organisations can have difficulty in covering their costs if the

: funding agency’s formula assumes that some costs, such as overheads,
are already funded

* some funding agencies also create criteria for funding, such as
prescribed timescales and outcome targets, which do not recognise the

educational achievements of this group of learners.

Tapping into several different sources of funding can increase resources and
raise awareness of the potential of learners with complex needs. However,
managers are faced with the challenge of finding time to complete bids,
juggle the demands of many sets of criteria and liaise with colleagues

regarding multi-partner bids, in addition to carrying out other important

aspects of their work.

Many people in the field have been attempting to raise awareness of the

specific funding issues for students with complex needs. At the time of
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writing, a new White Paper Learning to Succeed had just been published.
This has the potential for creating far-reaching changes in the planning and
funding of educational opportunities for people with complex needs.

Positive collaboration

Collaboration between a specialist and mainstream service can facilitate

access for students with complex needs.

avid attends the local college once a week. He uses a wheelchair
D and communicates using gestures and facial expressions. He finds busy
environments daunting. He has attended a course at a specialist college
for two years — part of a four-year course. In the first year, he spent most
of his time in a specialist environment. In the second and third years of

7wt
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the course, his specialist teachers team-teach with the sector college
staff to enable David and five other students to attend a course in the
mainstream college.

Collaboration with colleagues in the field and with people in the community g
offers many benefits for students, staff and carers. It offers the chance to
learn from people with different perspectives. For example, linking with i
other people who work directly with an individual enables sharing of

information and techniques that work well for him/her in one setting but 5
that may be unknown in another. These contacts, such as between education
and careers services, can pave the way for further opportunities for students
with complex needs.

Bill attended a vocational skills course at a specialist college.

He showed a clear preference for gardening placements, e.g. at the
local ecology centre and a local park. At the end of the course, Bill
moved on to Pathway Careers Service and now works one day a week

with a job coach.
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Collaboration checklist

* Gather information about potential partners

* Establish a relationship of mutual interest and respect
¢ Communicate clearly and frequently, avoid jargon

e Agree and clarify aims and actions

¢ Evaluate and share success

Conclusion

The experience of Orchard Hill clearly demonstrates that it is possible for
adults with complex disabilities to take part in and benefit from educational
opportunities. Commitment and determination to take action is needed
from commissioners and providers of services to ensure that this group of

people get the same opportunities as their more able peers.
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Chapter 6

Transition — moving towards
adulthood

Transition is about change and ‘new beginnings’. It should induce anticipation and
excitement but also a healthy dose of anxiety because it is a venture into the unknown.

Service transition can cover moves to further education, vocational and residential
placements. It is not only a time of change for the young person but also for their family.

Social workers, care managers and other professionals must ensure that both
assessment and planning are organised effectively. Good advance planning gives
everyone the chance to be prepared and promotes confidence in the process.

The young person ... should be at the centre of the planning process and actively
involved in all decisions. Meetings to plan transition should not be held without
them. All information available to the professional participants should also be given
in a comprehensible form to the young people. (Days of Change, 1998)

The transition from being a young person at school to becoming an adult is
one of the most important stages of a person’s life. It should be a period of
life when opportunities open up as a young person moves towards greater
independence and self-determination. However, for young people with
complex needs, it often becomes a time when options close down and choice
becomes restricted.

This chapter begins with a brief overview of the current policy and legal
context of transition for young people with complex needs. It then looks at

a range of issues that are central to successful transition and at the

problems that occur if they are not addressed. It ends with examples of good
practice in transition,

[P
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The legal context

The Parliamentary Act dealing with transition is the Disabled Persons
(Services, Consultation and Representation) Act 1986. This Act applies to
England, Wales and, with some modifications, Scotland. It gives a young
person who has a statement of special educational needs the right to a
future needs assessment on reaching the age of 14. The 1986 Act is
strengthened by the Transition Section of the Department for Education’s
Code of Practice on the Identification and Assessment of Special
Educational Needs 1994, which advises on how this assessment should be

carried out.

Local education authorities (LEAs) have to organise an assessment by
including a transitional review as part of the first annual review that a young
person has after their 14th birthday. The following people should be invited:

the young person

their parents or carers

relevant members of staff from their school
a representative from social services

a careers officer.

Other relevant people can also be invited. The aim of the review is to draw
up a transitional plan that should then be reviewed every year until the
young person leaves school. The Code of Practice strongly emphasises that

the young person’s views must be central to both the review and the plan.

However, although certain local authorities have made a real effort to make
transition reviews a success, it is apparent that in many cases the process is
more of a token gesture than real. People who are meant to attend the
review do not always attend and all too often school curriculum issues

dominate the 14+ review, with only a passing reference to transition
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planning at the end.
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Transition planning — some key issues
The place of the young person in decision-making

The Code of Practice explicitly states that the young person’s hopes and
aspirations for the future should be central to any decision made. In reality,
however, many factors prevent this from happening for people with complex
needs:

¢ often not enough time is given to actually listening to the young person,
or enough effort made to support them with an advocate who could
help them articulate their wishes

young people with complex learning difficulties inevitably have problems
conceptualising different options and will need to make frequent visits
to potential future placements before they can begin to make a decision.
Although some institutions do allow for this in the form of taster days
or link courses, there is currently no clearly marked source of funding
for this transition provision

it is often assumed that transition for young people with complex needs
is just about them making decisions about their future placement.

But transition to adulthood is an holistic process, which also includes a
young person’s social and emotional development. Young non-disabled
people explore these aspects of growing up through constant informal
discussion with their peer group, away from parents and professionals,

but this is all too often not an option for young people with complex
needs

young non-disabled people often make decisions about their future life
by going through a period of fantasy. Although only a minute proportion
of those who dream about being a rock star or football player actually
achieve their ambition, this fantasy forms a necessary part of their

transition to adulthood. All too often young people with complex needs
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are discouraged from such fantasies by constant reminders of the need
to be ‘realistic’.

The place of parents

The period when young people move from dependence towards
independence can be a difficult one for parents, who have to try to find a
balance between support and letting go. Letting go can be particularly hard
for parents of young people with complex needs. They can be justifiably
concerned about the isolation or discrimination that their son or daughter
might face when they leave school. Parents’ confusion over their role can be
exacerbated when, in an attempt to stress the adult status of a young
person, professionals end up excluding parents from any role while still
expecting to call on them in an emergency. Far more work needs to be done
in enabling parents of children with complex needs to define their own role

as their child begins to become an adult.

Cultural issues concerning the transition of people with complex
needs

Young people with complex needs who come from an ethnic minority group
can face particular issues. Concepts of adolescence and adulthood vary
significantly from one culture to another and this will inevitably affect the
process of transition. There are also particular issues for young people who
might belong to one family culture but who have incorporated certain
aspects of a different culture through their peer group and education.
While these complexities are to some extent accepted by professionals working
with non-disabled ethnic groups, there is often an assumption that all young
people with complex needs have exactly the same transition needs regardless
of their ethnicity.

Opportunities after school

Currently the options for young people with complex learning difficulties
leaving school are limited and geographically variable. The Further Education
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Funding Council, which funds the majority of post-school education, will
only fund provision for students with learning difficulties that will enable
students to progress towards an accredited or vocational course. Different
colleges interpret this criterion in very different ways and, while some have
full-time courses for young people with complex learning difficulties, others

have no such provision.

The Code of Practice emphasises the need for young people to have
information on a range of options so that they can make an informed choice.
In reality the dearth of options for people with complex needs in many parts
of the country can result in a resigned attitude along the lines of ‘of course

he/she will go on to provision x'.

Inter-agency collaboration

When young people with complex needs become 18, they move from the
children and families service to the adult community service in social
services. In health services, too, a young person moves from having received
physiotherapy and speech therapy, for example, through paediatric services
delivered at their school to a situation where they have to be referred to
specialist services. This move, from a school that served as a focus point for
all services to a situation where services are dislocated, can be particularly
difficult for young people who have complex needs. Everybody accepts that
young people with complex needs require close collaboration between
agencies if their support is to be delivered in the most effective way.
However, this seldom happens for a variety of reasons:

while it is a requirement to invite social services to the transition review,

there is not the same requirement to invite a health representative, so this

very important area is often not considered in the transition programme
it is unclear who should be responsible for negotiation in making decisions
about joint funded provision, e.g. when a young person has been accepted
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onto a residential education course but it is felt that social services
should pay for the ‘care’ element of the package

* agencies tend to organise workloads as if work took place solely within
their own agency, hence time is not allocated for essential inter-agency

meetings — including the transition review

* there are cultural differences between agencies, which make cross-
communication difficult. Health, social services and education agencies
work according to different definitions of disability. Also, services tend
to gather information according to their own categories (e.g. physical
disability, learning difficulty, etc.) or their own eligibility criteria (e.g.
banding according to levels of dependency). The reality of this for people
with complex needs is that their needs are often not looked at holistically,
with them at the centre, but are divided up according to the requirements
of particular agencies.

Young people who wish to move on to residential college

There is a particular issue about young people leaving school who wish to
move on to residential specialist college. Currently, the Further Education
Funding Council will only fund a residential placement if it can be proved
that the local further education college cannot provide a suitable placement.
This rule is often implemented in a way that is demoralising for the young
person, for example they can be asked to obtain ‘rejections’ from two local
colleges. This goes against the Code of Practice recommendation that the

young person’s views should be at the centre of the process.

The careers service

Specialist careers officers can provide very effective guidance and impartial
advice for young people with complex needs during their transition from
school. They should be able to have an objective picture of the situation and
look further than the immediate next stage. However, there are certain
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cases in which individuals can be denied access to this support. For instance,
young people who have complex needs and have been at a residential school
may wish to return to their home area when they leave school. However, they
can be denied access to effective guidance in their home area because
careers services are no longer allowed to operate outside their home area
and so cannot give young people local guidance while they are attending the
residential school.

Transition as an on-going process

Young people with complex needs may well take longer to make the transition
to a more independent adult life than their non-disabled peers. It is essential
that their transition should be looked at in relation to the stage a person has
reached and not solely according to chronological age. However, services
and structures tend to be established more rigidly than this. There is often
a real gap for young people with complex needs who might leave school at
19 and be accepted onto an educational course but require guidance when
it finishes two years later. There is no equivalent to a transition plan for
these young people; nor do they necessarily have access to specialist careers
guidance as the careers service is supposed to work predominantly with
young people up to the age of 19.

Examples of good practice

Some of the difficulties listed above require policy change if they are to be
rectified. Others have resource implications. However, there are examples of
good practice within the current framework.

Design for a successful transition planning programme

A forthcoming FEDA publication! has drawn up guidelines for what should
be included in a successful transition plan.
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Transition planning programme

A successful transition planning programme should include the following elements.

For the young person
A well structured careers education and guidance programme, including:

the opportunity to visit a range of post-school provision to reach an
understanding of the range of opportunities that may be available without
the pressure of assessment — at least two years before school leaving
taster days and link courses in the penultimate school year

a developing process of careers guidance and action planning, starting with
the first transition review in year 9, enabling the young person to assess the
options against their own skills and support needs and contribute to the
decision-making process

on-going careers advice and guidance.

For parentsicarers:

early accessible information about the range of options

clear information about transition planning, guidance and how the process of
assessing options fits into this

an explanation of the roles of the different professionals who will be involved
a key link person

availability of an advocate.

For the school and supporting professionals:

a shared understanding of transition planning and the assessment process, its
goals and placement criteria

an agreed timetable and process of co-operative working

a clear understanding of professional roles

an agreement about the information needed to facilitate assessment and
how this will be shared.

For college staff:

an agreed procedure for contributing to the transition planning process,
including key contacts '

clarity about information required from the college about the provision and
support available

an agreement about the content of information to go to the college about
potential students and the timescale.
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Inter-agency transition plans

Some local authorities have developed very effective inter-agency transition
plans. Two examples are Oxfordshire and Hackney in Central London.

Oxfordshire

In Oxfordshire the Health Authority, the Education Service and Social
Services have worked together to produce an integrated assessment document.
This has been implemented across Oxfordshire as the process for transition
planning. Young people and their parents find this document particularly
useful as it enables them to play a central part in the planning process and
to have useful and practical documentation that they can hand on to other
services. It also enables parents to distinguish between those parts of the
transition process that are going smoothly and those that need extra
enquiries or resources. Adult Joint Commissioning Services also find the
format and information very useful for their care management and future
planning,

To order a copy of the Oxfordshire Integrated Assessment Manual and a report on
the project contact: Integrated Assessment, Pupil Services, Macclesfield House,
. New Road, Oxford OXI INA.Tel: 01865 810541

Hackney

Hackney's transition plan takes the form of an A4 book with a simple and
accessible design. It clearly states the rights of a young disabled person and
explains the duties of each agency. It then lists all the local organisations,
both statutory and voluntary, that might be able to give support to young
people as they move from school. The second part of the document consists
of a simple but focused form, with sections to be completed by the young
person and by relevant professionals using the information that emerges at
the young person’s transition review. Sections include:

* issues arising out of the review that are relevant to progression
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¢ social and leisure activities
e health issues

e social services

o future education/training
¢ housing

e other.

Funding to create the Hackney document came from a post jointly funded by
Education, Health and Social Services. Those working in Hackney say that
the publication has been warmly welcomed — especially by parents of young
people. They also report that the inter-agency transition planning form has

clearly helped the transition of young people with more complex needs.

For information and to obtain a copy of Hackney's document, contact: Special |
Needs Section, Hackney Social Services, Edith Cavell Centre, Enfield Road,
London NI 5BA.Tel: 020 8356 7528; fax: 020 8356 7513

Transition workers

Some local authorities employ transition officers whose roles are specifically
to co-ordinate and monitor the transition of young people with learning
difficulties and/or disabilities. In some cases, this post is funded by the local

education authority and in others by social services.

The way in which the work is carried out varies from authority to authority
but it is apparent that where there is a named individual to co-ordinate the
work and liaise between different services and individuals the transition

process is greatly enhanced for the young person.

Action 19+

Action 19+ was specifically set up to try to improve the transition process
for disabled people aged over 19 years. It is a consortium that brings together

a number of disability organisations.
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Action 19+ aims to provide individuals and groups with campaigning
information to help them get what they are entitled to. It does this by:

providing an Action 19+ Guide, which gives advice on how you can get
what you want from your local authority

producing a twice-yearly newsletter, which updates members on new
legislation as well as giving examples of good practice

running workshops and giving presentations across the country.

Action |9+ is based at Scope, 6 Market Road, London N7 9PW.Tel: 020 7619 7251

Post-school education research project

SKILL (the National Bureau for Students with Disabilities) and the University
of Cambridge School of Education have recently been successful in gaining
National Lottery Funding to run a three-year research project into post-
school education for adults with profound and complex learning difficulties.

The project will begin with a period of desk research and a survey of current
provision for adults with complex needs. It will then continue with an 18-
month period of action research based on four sites. The work is based on
the principles of:

discovering what new opportunities can be created
making sure that people’s own wishes and needs are heard
finding out the best ways of organising these opportunities
working with all support services.

The project will produce a report for policy-makers and managers and a
multi-modal pack of materials for practitioners. During the final stages of

the project, there will be a nine-month period of dissemination involving
staff development.
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For more details and to be put on a mailing list, contact: School of Education, |

University of Cambridge, Shaftesbury Road, Cambridge CB2 4DP. Fax: 01223 Z

324421
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Contacts
SKILL (National Bureau for Students with Disabilities), Chapter House,
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information service: 0800 328 5060; fax: 020 7450 0650. e-mail:
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Chapter 7

Supported employment -

including everyone®

Becoming an employee can affect positively the way people with learning difficulties
view themselves, building their confidence and self-esteem. Becoming a paid

worker and contributing member of society can also change the way their family
and peer group see them.

Employment opportunities must become a part of the mainstream support offered
to men and women with learning difficulties, not left to small agencies, inadequately
funded, on ‘the edge’ of services. (Days of Change, 1998)

Razia’s story

Razia had spent her days in a local authority day centre since leaving

school. A young Asian woman in her twenties, she had little clear
verbal language and was engaged in very few activities. She seemed to
flit from place to place and not stay with anything. She spent much of
her time sitting alone, or with her only friend. Others mostly rejected her
and she got into fights, some of which were serious. Possessions such as
keys or a handbag would go missing, causing her distress and resulting in
a bad tempered evening for her family. At home she would sit in the
same position, crouched on the floor, her back against the radiator and
doing nothing in spite of the exhortations of her family. Life wasn't terribly
stimulating for Razia and it was clear that the day centre was not an envi-
ronment in which she was flourishing. Plans for new-style day services
offered an ideal opportunity to think about what she wanted to do with
her life.

* Dedicated to the memory of Razia Takolia. With thanks and acknowledgement to Carol Munroe Edwards,
Katrina Alton, Simon Thorne and Mark Liddle.
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I had no idea if a job was meaningful to Razia, or what she could do,
let alone if she wanted to work. For a year, I didn't work with her,
repeating to myself ‘it’s not that she can’t work — I just don’t know
how to do this yet'.

Supported employment assumes that people with disabilities, including
those with the label of severe disability, have ‘the capacity to work ... if

appropriate, on-going support can be provided’.!

Seeing someone’s potential

How do you know if someone wants to work? The first step is learning how
to ‘listen’. People have many more ways to communicate than with words.
We need to use our eyes, our imagination, our intelligence and intuition to
be aware of all the ways that a person says ‘I want to do something more with
my life’. A person with a complex disability may not be able to express in
words that she/he wants a job, or know what a job means. However, boredom,
frustration, depression and challenging behaviours can be real clues to a
need for a valued role, a purpose, activity or even structure. Someone may
have an interest in all that’s new or in every new person that arrives. A job
could really satisfy a craving for learning or curiosity. Real pleasure taken in
particular activities could indicate potential enjoyment of a similar sort of

work. A desire for order or routine may be well-met in particular sorts of job
tasks.

‘Don’t forget me!’

Aithough Razia didn’t have the words to say ‘I want a job’, she never
et me forget that she was there when I visited her day centre,
appearing immediately by my side, with a questioning tone in her voice.
I felt she was saying, ‘don’t forget me!” as her peers left for jobs of their
own. Her desperation and keenness made a big impact on me. I felt she
wanted to do something — I just didn’t know what.
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Thinking about what works - profiling

The most important thing is to find out what ‘sparks’ the person — what gives
him or her a buzz. When and where does she/he seem most alive and animated?
Motivation is the best indicator for employment success, not ability. It’s a lot
easier to teach a skill than to change an attitude. It is vital to get to know
people well, spending time with the person in their usual settings and doing
a few things together in the community.

Getting to know a person for employment — profiling — means trying to get
the right questions answered. It means not giving up until you have a real
sense of what matters to this individual. The TSI Vocational Profile* and
John O'Brien’s Personal Profile? are invaluable tools to help focus a thoughtful
enquiry. What does the person like to do? What is important to the person?
What works (and doesn’t work) for the person? Is the person attracted to
particular things (pens, paper, machines) or environments (indoors/
outdoors, quiet/noisy)? Who does the person like to be with? What do other
people get out of being with this person? There are all sorts of clues to be

gathered about jobs that could work.

The profile is not a form to fill in, but rather a place to capture on-going
relevant information. It culminates in the description of an ‘ideal job’ or a
desirable future. An ideal job will meet someone’s motivation. The next
challenge is to make a job-match, and brainstorm real jobs and employers
that may fit the bill.

A love of learning revealed

was struggling with where I could go with Razia. Once, at a meeting
Iat my office, I attempted to find out more about what work she might
be good at by passing her a duster. She passed it back to me, in disgust.
I was learning about her motivation! During my visits to the day centre,
I noticed that Razia often held a piece of paper and a pen in her hand.
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I had a hunch that she might enjoy things to do with paper, even if she
didn’t write.

My colleague, Carol, tried a day’s photocopying in a social services office
— which was illuminating. Razia was totally absorbed in the task,
concentrating hard and fascinated by all the different functions of this
complex machine. We saw how much she loved learning and how engaged
she was in the activity. We began to look in earnest for office related work.

Making real life choices

If you've had very few life experiences, it’s practically impossible to know
what you want to do, let alone try to communicate that. A person with
complex needs may have had very few opportunities to make any important
decisions about their life.

Trying out things may be vital, and personal experience is the best way to
make a meaningful choice. Setting up a job taster in different workplaces
may help the person — and you — find out what works. Job tasters should be
strictly time-limited and have clear goals. A job analysis,* with tasks and
support, should be clearly thought out before the job taster starts.

It is vital to learn how the person says o and how she/he expresses
discomfort, displeasure or indicates that there is a problem.

Mailing, clipping, pasting, copying and making friends

Razia did a work taster in a mailing services organisation. Our goals
were to discover if she really wanted to work and for her to

learn some specific new tasks. Razia said ‘no’ very clearly, and if she
didn’t want to do something, she wouldn’t do it. We figured that if Razia
wanted to go to work every day, then it meant that she was enjoying it
and that she wanted to do it. In the event, Razia hardly
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missed a day. Her family reported that they had not seen her so keen to go
out for a long time. She’d get ready long before her Dial-a-Ride bus arrived.
She learned lots of new skills, including cutting and pasting policy cuttings,
and sorting out Guardian crossword competitions by differentiating between
different patterns. She made friends and enjoyed the new experience of
being respected and liked, becoming very close to another colleague, Josey.
She proved herself to be a hard working, motivated, enthusiastic and popular
team member — a long way from her experience in the day centre.

Team working

It is important to get the support of colleagues and other people who know the
person well: creative sessions throwing ideas around can produce brainwaves;
stories can give insight and inspire. It is important to share problems, to
keep from getting stuck. Inspiration and help may come in the form of a
speech and language therapist, a sister or a brother, care manager,
occupational therapist, colleagues in related agencies ... . Don’t be afraid to
ask for help and treat new challenges as welcome opportunities for learning.

Employers

If you are an employer, there is no more powerful message to other employers
than creating job opportunities — especially if you represent one of the
largest employers in the area (the local authority and the health authority).
Identify tasks that could be delegated or carved out of an existing role —
perhaps highly paid staff spend a lot of time photocopying? Perhaps some
tasks never get done? Write a supported employment policy to complement
the equal opportunities policy of your organisation and use recruitment to
implement it. By showing this leadership, you blaze a trail for working with

other local employers.

If, on the other hand, you are helping people to get jobs, call employers up
and go to see them at their workplaces. Approach them in the spirit of
enquiry, experiment and partnership. Find out more about the different jobs
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and tasks involved. Ask to do a job analysis. Explain the particular projects
that your team are working on and ask for the employers’ support. It is all
right to say to an employer, ‘this is an aspect of our work we're developing
and we'd really like to ask for your input as a community employer’. Benefits
to them could include being seen as taking equal opportunities seriously;
co-workers may have family members with a disability. There may be a task
that is not getting done, or that is hard to recruit for, or that would be better
delegated. Accuracy may be more important than speed. Perhaps there is a
friendly employer you could approach who could help you to talk to other
employers. Employers often want to employ people with disabilities but are
not sure how to do so effectively. You don’t need flashy literature — an
employer is buying you. Your understanding of their business and the person
you represent are what counts. It is exciting, it is breaking new ground — and
the employers could be your partners.

Headhunted

azia’s placement came to an end and left those involved in her support
totally committed to finding paid work for her. Her team at this point

included a very committed care manager, an imaginative community

resource worker who had supported her successfully in a mainstream
women’s art class and an Asian disability outreach worker. Her family was
more sceptical and it took a lot of confidence in what Razia was saying to
continue. We made a video as a record of her achievements for her family.

Razia had even convinced the local disability employment adviser that
working was not only important and meaningful to her, but that she had
a lot to contribute. Razia was eventually headhunted by the mail services

organisation when a paid job vacancy came up some months later, much
to her joy and pride.
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Support

One-to-one, individualised support is the key to ensuring success. It is
important to ensure that support can be on-going for as long as necessary.
Staff need the skills to teach effectively. Without these elements, supported

employment and a life in the community become but distant dreams.

When teaching a skill, the job coach aims to gradually ‘fade out’ as the person
becomes confident and competent at their task. Some additional assistance
may always be required, for example needing help with putting on and taking
off a coat. This additional assistance can come in various forms (see Keys to
the Workplace® for lots of ideas) and may be about negotiating within a
workplace (is there a co-worker who could help?). However, some on-going
assistance from a paid worker may be always needed. This does not invalidate
the benefit of the person working and should be realised as an essential
strategy to make inclusion work for all members of the community. Support
may also be about negotiating changes to the way work is organised or carried
out in the workplace (‘reasonable accommodation’ is a legal requirement for
employers under the Disability Discrimination Act 1997) or about making
use of assistive technology. However, changes to a workplace should not be

sought until natural methods are exhausted.
Benefits of inclusion — a chance for self-reinvention

A different woman

o, what did having a job mean to Razia’s life? She loved mailing work
Sand tackled her job with gusto. She was proud of herself, and loved
what her new income could buy: smart, trendy rucksacks, pretty
jewellery and music. She had a renewed confidence and self-esteem.

She made friends who cared deeply about her and who trooped in to
hospital when she was seriously ill. Her family, who had found it hard to
believe what a different person Razia could be away from home, became
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very proud that she was earning money and were pleased by how happy
she was. She no longer came home in bad moods. She never had a
problem getting on with other people in the community, unlike at the
day centre.

One of the greatest strengths of supported employment is the liberating
opportunity it offers a person to reinvent him or herself. New opportunities
give a person the chance to be perceived afresh and without baggage, and to
experience him or herself in a brand new way. Labels can be shed, valued
roles, respect and affection gained.

Changing days, changing lives

R azia’s life changed radically from her limiting days at the centre —

to a life fashioned by her own interests and desires. She attended a
mosaic course with a mainstream class at college, supported by her
community resource worker. A woman with a huge zest for life had
emerged from someone determined that something was going to happen.
There were lots of benefits, for lots of people, from Razia leading a
spirited life in the world at large.

If you have commissioning responsibility for ensuring employment support
for people with learning difficulties, the following pointers to achieving
inclusion for people with more complex disabilities may be helpful.
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Managers’ checklist

Organise funding for supported employment so that people with severe and
complex disabilities are included. This may be specified by commissioners,
care managers or stated in contracts or service agreements

Re-provision services to have the scope to offer one-to-one support for
individuals in the community

Ensure that appropriate, skilled support can be provided for the person by
building funding around the realistic support that a person may need

Be aware that outcomes may take longer to achieve, and that on-going
support may be required to ensure a successful outcome

Seek good quality profiles as part of a contract or commission

Be aware that very few people remain in their first job. People with severe
disabilities have just the same right to get bored with their jobs, or to not
get on with their boss, as anyone else! Everyone needs to have the possibility
of moving on

Designate jobs or carve a job from existing tasks

Write a supported employment policy for your organisation

Access mainstream employment and training monies — employment outcomes
that you create in your organisation will count towards your borough’s
regeneration targets

Ensure that staff get the support and training they need to carry out the
work — training in systematic instruction is highly recommended, not only
for teaching skills, but also for profiling and decision-making. Mentoring
between organisations may bring in fresh impetus and ideas. Encourage a
learning culture

Ensure good joint working between health, social services, and the voluntary
sector

Make the most of other resources, such as the Employment Service and the
Disability Service Teams. Circles of support could be a useful source of
encouragement, ideas and networking

Summary

Don't try to change the world on your own — get help. Work as a team and
find someone you can throw ideas around with. Find other people who know
the person you are trying to help well and who can offer insights or tell
stories that can help give ideas. Start small — work with one or two people
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with complex disabilities to start with. Get the support of a friendly employer
who is open to sharing a journey of discovery. Don't be afraid to say, ‘we’re
learning how to do this and experimenting with what works — we’d really

like your help with this project’.

The most important thing to do is to listen to the person. Be imaginative
and creative, experiment, and keep trying — say you don’t know how to do
something yet, rather than someone can’t work.

Postscript

This reflection has poignancy as, sadly, Razia died last year from kidney
failure. She experienced difficulties accessing the primary health care she
needed, not only because of her communication and other disabilities but
also because of her ethnicity. Neither she nor her family spoke English as a
first language, and she didn’t have a health advocate. The combination of
cultural issues and disability, as well as class and gender, can make access

to health care particularly problematic for some groups of people.
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Chapter 8

Looking for leisure inclusion

Inclusion is not just about ‘being in’ the community; more importantly it is about
being able to participate actively in it. It is about creating opportunities for individuals
to be included and also about how the community itself adapts to become more
inclusive to disadvantaged people.

It is essential to influence generic services at the local level: to work with housing,
employment, education, leisure and other services to help them recognise the need
for accessibility, challenge their own discrimination, and create new opportunities for
people. (Days of Change, 1998)

Background

Newham Leisure Services department provides opportunities for all its
citizens through a wide range of operations, including leisure centres, parks
and gardens, play provision, libraries, sports development, museums, a farm,
a z0o, water sports centre and nature reserve, arts and events. Throughout
the year, there is a continuous programme of activities and events, which
take place both within purpose-built facilities and in community settings.
In addition, there is a large grants budget to encourage and support leisure
provision in the voluntary sector. For example, the famous Theatre Royal at
Stratford East has been a successful leisure partner for many years.

Newham Council has an on-going programme of investing in new leisure
developments. A riverside park, multipurpose leisure centre and new arts and
performance complex are all due to open over the next year. The Council has

a deep commitment to encouraging local people to use, enjoy and benefit
from their leisure facilities.
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The current scene

Traditionally, Newham'’s service developments for disabled people have
concentrated on improving physical access to facilities and providing
‘special’ programmes, particularly through multi-activity sessions in leisure
centres. These sessions mainly cater for people using day care centres in the
Borough and include people both with learning difficulties and more

complex needs.

Q. young man with complex needs who uses a wheelchair expressed

interest in gardening. A local garden centre got involved but needed
to make some alterations to fit in with his needs. Now there are plans to

make the centre accessible for anyone with disabilities.

There are areas of good inclusionary practice in the Leisure department,
such as the PlayBarn, which is a specially-designed and fully integrated out-
of-school play service, and a parks gardening project that is managed by a
group of local residents including people with learning difficulties. However,
managers feel that there is a considerable way to go before they can

demonstrate that main services are really addressing social inclusiveness.

The second phase of the Changing Days project challenged this segregated
approach and provided an ideal opportunity to test the department’s

understanding and current ability to embrace ‘inclusion’.

Working with Changing Days

On the face of it, the requirements of the project seemed relatively simple.
Four of the 13 project participants had expressed a wish, through their
personal planning circles, to take part in more activities in leisure centres.
However, it was not possible for Leisure Services to fulfil these people’s
wishes as smoothly and quickly as they would have wished: the project was
well under way when Leisure Services became involved and they had no

previous experience of the person-centred planning approach. This meant
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that important learning and preparation time, which was needed for the
service and its staff and which in theory could have been usefully employed
at an earlier stage, was lost.

The following points summarise the main difficulties that arose during the

project:

e leisure managers and staff expressed fears about their lack of skills in
providing physical assistance and personal care to people with multiple
disabilities

e staff also expressed their lack of confidence in communicating effectively
with people with learning difficulties and/or sensory disabilities

¢ there was some concern that other customers might complain or cause
unpleasantness in integrated settings

e there were gaps in internal communications among centre staff, which
resulted in failures to anticipate a participant’s particular needs when
he or she visited

o carers and social workers did not always keep in touch with the
participating leisure staff to include them in the person-centred planning
or maintain continuity in planned arrangements

¢ attending personal care staff did not always consciously help the leisure
staff to get to know the participant.

Some of these issues were successfully addressed, which did improve the
leisure experience for the participants. This was enabled, in the first place,
through the active involvement of the Leisure Policy Development Manager,
who was able to engage the interest and commitment of local leisure staff.

This resulted in changes being made, such as a hoist at a swimming pool
being more readily available and the successful negotiation of provision of a
suitable changing area for people with complex needs visiting the pool.
Two leisure staff were designated to work with the project and became members

of planning circles. The manager also became a planning circle member.
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pr tip§ V-Wl;érlping people with multiple disabilities to take
part in leisure

. There will be people in leisure who want to make a difference and who can
make change happen. Ideally, but not exclusively, this should be through the
active support of the leisure director and other senior leisure officers.
Without the endorsement of senior management it is very difficult to get a
widescale initiative in place and working well, especially as this will require
staffing resources and some cross-agency working

. If you have no initial point of contact with your local leisure services
department, a useful starting point is to check the council’s internal
telephone for leisure related staff with ‘development’, ‘projects’ or ‘outreach’
in their titles.Very often these post holders have a remit to work on new
initiatives and they will make the necessary arrangements with their
managers and colleagues. Look out especially for teams with development
titles, such as sports development, arts development or parks development

. Find out about the whole range of activities and opportunities that take
place in your local parks, libraries, museums, community centres and play
facilities, as well as the more obvious facilities in leisure centres. Contact the
different services and get their specific information and publicity. It should be
noted that not all leisure activities fall within the scope of a single department
in every local authority

. Include the voluntary sector in your search for appropriate contacts. Most
authorities fund local groups where disabled people are made welcome and
are fully included in the activities. These groups are often active in the areas
of music, arts, performance and crafts, and certainly have been more alive to
the ambitions of disabled people than many local authority managed leisure
services

. Involve your key leisure contact(s) early on in the person’s planning circle.
This will introduce a wider perspective on the local leisure options and allow
for some structured planning as to how these can best be accessed.Also, the
closer the leisure contacts stay, the more they can learn, share and achieve.
Most importantly, they become familiar to the central person and to the
principal carers

1
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6. It is important to remember that few leisure staff will have either the
experience or training to give physical support to and communicate’ “with
people who have complex disabilities or sensory impairments. This is likely
to be the case both with the development contacts and service operations
staff, e.g. reception, recreation or library assistants. Consider providing some
basic training or guidance for involved leisure staff to help them gain skills
and confidence

7. The issue of leisure staff expressing fears about competence and confidence
needs to be addressed by leisure managers — otherwise they will forever
remain barriers to inclusion. It must be the overarching responsibility of the
leisure department to ensure a combination of skill training, opportunities
for direct experience with people with multiple disabilities and an absolutely
clear operating policy in which discrimination and harassment by any person
will not be tolerated in leisure facilities

8. Everyone in the planning circle needs to be realistic about leisure participation
and its social potential. It takes considerable time and effort in any leisure
setting to move from participation to social involvement beyond the bounds
of the activity itself. It is crucial that regular attendance can be organised and
supported, so experience and familiarity can build a base for possible future
social developments

9. Carers or personal care staff do need to involve themselves in the
familiarisation of the leisure activity. This presence and active involvement
generates confidence in the leisure staff and allows for their learning by
example. It is tempting for carers and care staff to consider the leisure session
as a respite opportunity when in fact it needs to be spent sharing the best
means of communicating with the participant

Conclusion

We should all share an overall plan for person-centred and inclusionary
leisure. We should not accept organisational barriers to making leisure
accessible and integral to the life of people who have complex needs.
All who work in local authority leisure should take a personal role in developing
or championing opportunities for inclusion and in seeking out partners who
will help us achieve this goal.




Chapter 9

Creative movements in day

services

Many men and women with complex needs spend much of the week doubly
segregated in special care units based in day centres. Moving from this to
supporting each person to participate in the community is often difficult and
time-consuming. The good news is that more and more success stories are proving it
can be done.

No special buildings, no special places. This feels very difficult because it does not
tell us how to replace the existing day service.The answer is, we do not replace it:
we start to work differently with people as individuals until we have created a new
style of personalised support. (Days of Change, 1998)

Background and history

The Lewisham Intensive Support Resource (ISR) began life in 1995 as a new
initiative within Lifestyles, Lewisham Social Care and Health’s day services
for people with learning difficulties. Lewisham had been providing for
people with learning disabilities and complex needs within mainstream day
centres and community bases. An outreach team of three day service officers
provided specialist support to service users with the highest support needs,

but this was limited due to the peripatetic nature of the service.

In 1995 an influx of school leavers with profound learning and multiple
disabilities required Lifestyles to plan a new service that could creatively
provide for people with increasingly complex needs. Working with Lewisham
Partnership, the joint Health and Social Service Commissioners, Lifestyles
opened the ISR as a new specialist service integrated within an existing resource

centre for service users who have moderate to severe learning difficulties.
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The ISR caters for a core group of eight service users and offers outreach
support and advice to other people within Lifestyles with similar needs.
A team of seven specialist day service officers, a part-time community
development worker, a senior co-ordinator and two lunchtime support workers
make up the ISR staff group.

Referrals

The ISR receives referrals in the form of community care assessments via
district social work teams. Potential service users are then screened against
more detailed criteria that use an holistic approach to assess their needs
and the needs of their carers. Most of the ISR service users have a range of
the following disabilities, which means that they require a much higher level
of support:

¢ all members of the group have cerebral palsy and use wheelchairs.
Several people have spinal curvatures that affect their posture and can
lead to related health problems such as hernias. All need lots of help to
move about and make themselves comfortable, using hoists, transfer
boards and safe manual handling procedures

¢ everybody in the core group has epilepsy. Some people are prone to
regular seizures and need a lot of support, particularly if they are prone
to episodes of status epileptius

¢ chronic chest problems are common and several people need daily
physiotherapy in the form of postural drainage. Close contact with the
physiotherapy team is maintained to ensure that people receive a high
level of support

¢ two people often suffer from airway blockages due to the inhalation of
food, drink or saliva and the staff team have to administer first aid on a

regular basis. The staff team has also supported two people who
required tube feeding

¢ everyone in the group needs careful help with eating and drinking

because of swallowing problems, and many are following modified diets
with thickened drinks and pureed food
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 only one person has a small amount of verbal communication. Other
people communicate by vocalising, gesturing, body language and facial
expressions. Several people are now using switches to trigger voice
messages or yes/no responses. The use of technology is on the increase
with the support of the speech and language therapy team.

Timetables and activities

The ISR mission statement states that the service aims to ‘value each
individual person, exactly as they are’, and this approach is a key focus in
the planning of activities. At present the ISR still provides a traditional
9 am.—4 p.m. service between Monday and Friday, offering individual
timetables with a variety of activities. In the early days the range of activities
was limited and mainly concentrated on centre-based groups, such as music,
relaxation and massage. Today, however, the staff and service users are
much more experienced and able to try different things, partly due to the

following reasons:

e the whole staff team have put a lot of effort into building strong links
with community resources such as the bowling alley, the snooker hall,
leisure centres, education and arts groups. This has led to a slow but
steady expansion of accessible and appropriate activities away from the
day centre. The bowling alley has provided special equipment and a
tournament for people with restricted movements, while the leisure
centre provides some slots in the new warm hydro pool as a result of
effective liaison

e the confidence of everyone involved with the ISR — both staff and
service users — has increased as a result of experience and expertise.
Everyone is encouraged to log information in a growing library of books,
files and leaflets. This is a simple but common sense method of ensuring
that lessons learned, whether positive or negative, do not need to be
repeated. For example, the swimming file contains background and
safety information about all the hydro pools used by the ISR, including
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risk assessments and guidelines. Similarly, the community access files
contain hundreds of leaflets about interesting places to visit in and
around London and vital information about their facilities and
accessibility

o every September there is a major review of each service user’s
programme. Consultation takes place using a variety of methods and
results in an holistic overview of individual preferences. People are
consulted face-to-face about what they have enjoyed and what they
would like to change. Keyworkers take a lead in the timetable review by
keeping daily monitoring sheets about their key clients’ activities and
progress. Parents and carers are also consulted, either at the centre or
at home (as some service users feel more able to make a choice or to
voice an opinion at home)

e the keyworker and the senior co-ordinator collate the evidence. The
individual timetable review sheets then shape the overall timetable for
the ISR service. Compromises have to be negotiated, as one-to-one
staffing levels are not always available, particularly as some activities
such as swimming require a two-to-one ratio.

The ISR timetable follows community education term dates and breaks for
Christmas, Easter and summer programmes. Though the service is open
during these periods, the thrice-annual ‘holiday’ periods allow for natural
breaks and a review period for staff and service users. At the end of every

term, the timetable is reviewed using the above methods and changes take
place accordingly.

In recent years, the ISR team has concentrated on building up information

on each service user so that their choices and preferences in life are
accessible and respected by all those who support them. With the help of
speech and language therapists, keyworkers help service users build up on-
going profiles of themselves, their likes and dislikes, their progress and

achievements. These profiles can take several different forms.
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One person uses a laptop computer to input photos of his favourite pop stars
and photos and voices of his family. He can press a switch connected to the
headrest on his wheelchair to trigger the audio-visual effects. Together with
his keyworker he aims to build up more information about his life,
particularly about how he likes to be supported to eat and drink, how he
communicates, and valuable information about himself that he wants to

share with others.

Other people have communication passports in the form of photo albums,
with photos of the things that matter to them, however big or small. The photos
and accompanying text can capture moments that are difficult to express in
words alone. They allow people to let others know about their needs, their

likes and dislikes, dreams and favourite pastimes.

One service user has a photo of the habitual hand movements he makes
when he is upset and wants to be left alone; other photos and text describe
how he likes to make croaky sounds with his voice and usually enjoys it if
people echo his sounds back to him. Pictures are included of his family and
key people and places in his life. There are also photos of the position he is
most comfortable in when eating and which illustrate how he can hold his

own spoon with the correct support.

The text is written in the first person, which has the powerful effect of

giving people a voice. For example:

e ‘If P'm upset about something I might cry out, and I will also rub my left
hand on my face and move about a lot in my chair.’

e ‘When I make a humming sound and bite my sleeve it usually means
that I am happy and relaxed. If I'm really happy I will put my arms
round the neck of someone I know really well, and I like them to rock

me and we have a lovely cuddle.’
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e ‘I need you to tell me whenever you are about to move me in my
wheelchair because I can’t see where I'm going. I also like it if you pat
my left shoulder to turn left and my right shoulder to turn right.’

e ‘[ am much happier sitting with my back towards the wall so I can see
everyone when I'm eating my dinner or having a drink. If I've got a good
view I don’t need to move my head about so I can enjoy my food much

more.’

These valuable insights into service users’ lives are collated from the views
and observations of those who know them well: mothers, fathers, keyworkers
and other ISR or residential staff, and anyone else who can share their
impression of what the service user wants and needs from life. Service users
can take their communication passports with them to respite care placements,
which can make transitions and handover of information much smoother
and more personal.

In addition to communication passports, service users also have personal
folders and lockers where they can keep objects of reference, certificates of
achievements, personal video recordings or audiocassettes and other items
that are personal to them.

Individual planning

Individual planning meetings take place every six months. Over the past few
years, the shape and form of these meetings have evolved to involve service
users on a more accessible level. In the past, meetings tended to be health-
biased, with an emphasis on such things as mobility issues and eating/drinking
problems. Social workers, speech therapists, physiotherapists and occupational
therapists were invited as a matter of course. Now keyworkers and the ISR
co-ordinator spend time thinking about who the client may really want at

their meeting, and consult the service user and his/her parent or carer.
Other family members and friends are welcome to attend if it is felt this is
respecting the service user’s wishes. Rather than holding meetings with ten
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or so professionals, people are invited to attend a relevant part of the
meeting or to submit a report. A recent meeting was attended by a service
user’s taxi driver, as someone who plays an active and valuable role in the
client’s everyday life. He has become a good friend and was able to make a
positive contribution to the meeting from a different perspective.

Before an individual planning meeting, keyworkers spend time filming
different aspects of their key clients’ activities so that ¢heir video can then
be shown during their meeting. Video is a simple method of relaxing the
formal meeting environment and can both illustrate agenda items for the
service user and enlighten other people. It is also an objective method of
capturing important aspects of people’s lives. Recently, a service user took
part in and won a prize in a London-wide bowling competition. This was a
great achievement for her as previously, though she enjoyed going to the
bowling alley, she only watched from the side. A new bowling alley with
adapted equipment meant she could bowl by herself, and she was able to

show her winning moment to her parents on the video.

Meetings are no longer restricted to the centre: if a service user and parent/
carer are happier at home, then the ISR will accommodate this. It is often

found that everyone is more relaxed in the home environment.

The ISR has developed and piloted a new Lifestyles format for individual
planning meetings, which places an emphasis on timetables and activities.
This means that discussions and decisions can be fed back into the termly
timetable reviews. The agenda is flexible but ensures that a service user
doesn't end up with a list of goals such as ‘wheelchair brakes need attending
to’ or ‘guidelines for eating and drinking need to be reviewed'. Important as
these issues are, it is felt that they shouldn’t dominate and suffocate somebody’s
aims and aspirations for the next six months or longer. The final section of
an individual planning meeting is entitled ‘Dreams and Wishes’. This is a
chance for the service user and those who support him/her to think of one
or two positive, exciting things they would like to try in the next six months.
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Health

As described already, everybody who attends the ISR needs a lot of help
every day with their particular health needs. This means that the service
must be flexible and creative. The following are some of the methods that
the ISR team has developed to ensure that service users’ health needs are
met, without dominating people’s lives.

Daily timetables and routines are liable to be altered at the last minute.
Sudden changes in people’s health needs can mean that an activity needs to
be postponed or altered because they are simply not well enough. A health
problem for one particular person may impact on other groups or individuals
because the two-to-one staff ratio needed for immediate chest physio, for
example, can take staff away from another activity.

Any groups or individuals working in partnership with the ISR need to be
fully briefed about the kind of unforeseen events that can occur. They need
to be aware that joint work can mean moving at a different pace because of
transport problems or someone’s health or mood on a given day. Although
not necessarily slowing things down, this does mean that contingency plans
are required in case things do need to change suddenly. External community
or education workers need to be guided by ISR staff until they have built up
relationships with service users. For example, the background knowledge of
an established member of the ISR team may clarify that what might seem
like only a small step forward for a service user could actually be a major
achievement. The two sides need to work together to make sure that
successes are recognised and celebrated.

The ISR staff team frequently need to deal with episodes of airway blockages

and severe epileptic seizures, and need support to build up and maintain
confidence, skills and knowledge. Debriefing support after dealing with a
life-threatening incident is very important to analyse the risks and enable
staff to raise concerns and receive feedback.
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Guidelines and risk assessments are used to ensure there is a balance of
risk-taking and quality of life for all the service users who attend the ISR.
The support of the Lewisham Community Team for Adults with Learning
Disabilities is welcomed, and parents and carers are involved throughout.
For example, all service users need guidelines for eating and drinking.
These are written by keyworkers and/or the senior co-ordinator and based
on the written and verbal reports from speech and language therapists.

Managing risk

ne service user with particularly complex health problems originally
Ohad a set of guidelines that stated he needed two staff present when
he was out in the community, in case he experienced any major problems.
Although these were helpful and appropriate when he first came to the
ISR, as people got to know him better it became clear that the guidelines
were restricting him. He couldn’t easily go out for a quick walk to get
some fresh air or pop down to the shops to buy himself some lunch without
operational and staffing issues impacting on his choice. A multidisciplinary
risk assessment took place, and his mother was consulted. This resulted
in revised guidelines, which meant he could go out in the local area with
only one person to support him. The key risk-reduction factors included
the staff member taking a mobile telephone and a contact card to hand
to members of the public in case of an airway blockage. It also required
the support staff to make a quick and very general assessment of the
person’s health before leaving the building. If the service user was
particularly chesty or seemed unusually under the weather, he would not
go out without more support.

The support staff need to know what is the norm for each service user and
exactly when there is a need for further action or medical intervention.
It can be a very fine line, particularly as the staff cannot expect to have the
years of intuitive knowledge of a parent and are not medically trained or
qualified. The ISR team often have to decide whether or not to call an
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ambulance. They have to balance the chance that they may be whisked off
to A&E unnecessarily against not acting and putting someone at risk
because there really is a need for urgent medical help. A common scenario
has been that the service user waits around for several hours at the hospital
and then is sent home without treatment. More recently, ambulance staff
have been happy to assess the service user at the centre and have carried
out suction and given a small amount of oxygen on site. They have relied on
the support staff’s knowledge that the client appears to have recovered and
doesn’t need to be admitted to the hospital. This has only happened in the
presence of a manager and staff with several years of knowledge of a
particular client. If in any doubt, staff are advised and reassured about not
taking risks, and instructed to seek appropriate medical help for the service user.

Community links and partnerships

Over the past four years, the ISR has built up a whole range of fruitful links
in the local community and these continue to grow.

The Drake Music Project, based in Greenwich, is a national charity that provides
creative opportunities for people with disabilities to use computers and
technology. Drake has worked with the ISR for three years, and since 1997,
has provided a weekly workshop for people with profound and multiple
learning disabilities. Use of the Drake technology has gone hand in hand
with increased use of electronic switches and devices in the ISR. So, where
a service user has been learning to press a switch with his head to indicate
yes or no, he has also had the opportunity to use his switch to trigger sounds
within a musical setting. The Drake tutor has learned from ISR service users
and staff, and vice-versa. Now the group works on termly musical projects.
The project for the autumn term 1999 was based on the theme of transport
and journeys. The service users recorded the sounds and voices they heard
on their journey to the Drake workshop and built up a piece of music around
these sounds.

The link with the Drake Music Project has led to another successful partnership
during the past 18 months. IMPRO (Integrated Music Project) is a voluntary
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organisation, running a three-year music project in south east London.
The emphasis is on developing musical communities by running training
groups for community music workshop leaders and by providing residencies
in schools and community music groups. IMPRO have provided two term-
long residencies with the ISR and the Drake project. This has led to four ISR
service users taking part in two large-scale performances. For the most
recent performance, professional musicians worked alongside the
ISR/Drake group on two pieces. The challenge was to find a way of making
sure the performance worked, even if the service users weren’t in the mood
or healthy enough to take part on the night. With the backing of the school
music groups, the professional musicians, the Drake technology and an
extremely creative approach from IMPRO, the ISR performers coped really
well with such a big event. One of the pieces included a rap that the school
children chanted to introduce each of the ISR performers by name, and
their switch-operated music. This meant the service users and their music
were immediately recognisable by an audience and also that they had an
audible and very rigorous musical cue about when it was time to press their
switch. Each person ‘owned’ their sounds that they had chosen and worked
on throughout the term, but if they couldn’t perform on the night for

whatever reason, the show still went on, thanks to the technology.

At the first performance, one of the service users became quite upset,
overwhelmed by the lights, the audience and the different atmosphere, and
couldn’t take part. After a while he took part in his own way by dancing at
the side with two of the ISR team, and by his contribution being
acknowledged by the compere over the PA. Before the next performance,
IMPRO organised an extra rehearsal day to give everyone a chance to
acclimatise to the noisy environment. All the participants had a chance to
get to know each other, which meant that the performance day was more
relaxed for everyone. An ISR representative visited the schools beforehand
to talk to the children about the ISR performers and explain how the
technology worked. The children had a chance to ask straightforward
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questions about disability issues, without putting anybody in an uncomfortable
position. It also meant they were quite ready and willing to be friendly and

welcoming to the ISR users. The result was very positive — and good fun.

The final example shows the ISR being opportunistic and taking the initiative.
Community Education Lewisham (CEL) were due to close one of their classes
for people with special needs due to lack of attendance. The ISR pointed out
there were no adult education classes that specifically looked at the needs
of people with profound learning disabilities. CEL agreed to use the funding
from the other class to open one aimed at people with more complex needs.
The ISR team came up with a name, ‘Getting To Know You', and wrote a term
plan. The class is held in a CEL building used by other students for a range
of adult education classes. The aim of the class is to concentrate on group
and self-awareness. One week the class may be taking photos of each other
in fancy dress, looking in mirrors and then creating collages from the
photos and out of different textured materials. The next week they might all
meet up in a café and exchange news about their week. The tutor comes
from a creative background and has taken over the planning of activities,
with the input of everyone else present. The class is now over-subscribed
and is popular amongst both service users and staff from the ISR, as well as
other people with similar needs from other parts of the Borough.

Future plans

With the numbers of school leavers with complex needs on the increase, it
is likely that the ISR will expand or act as a model for a ‘sister’ service in the
next year or so. There is already a waiting list of people who require the kind
of intensive input that the ISR can give. Above all, any similar service needs
to be creative and organised, and needs to be excited about the endless
possibilities that are out there for people with multiple disabilities.




Chapter 10

Keeping users central — working

together in groups

Achieving effective partnership with men and women with learning difficulties
requires a change in the service culture so that it is seen as everyone’s responsibility.

Commitment to user involvement must be evident in policy and practice from top
to bottom of the organisation. (Days of Change, 1998)

The conventional understanding of the phrase ‘user involvement’ is people
collectively working together to express their views about services and
influence changes. In the learning difficulties field this is usually through
self-advocacy groups, day centre committees, representation on a wide
range of professional or governmental working groups or involvement in
other service-based initiatives, such as quality action groups or service

monitoring groups.

Using this definition of user involvement has presented particular challenges
during the past two years of the Changing Days work. We were focusing on
people with complex disabilities and high support needs, people whose
experience of life was mostly extremely limited, whose communication
methods were often unconventional and who, in a number of instances,

clearly did not want to be in group situations.

People with complex needs have the same right to have their voices heard
as anyone else. Yet they are the ones so often left out of the now-familiar
range of activities outlined above. The challenge for us has been to figure out

different ways of including them. Are ‘the usual ways’ appropriate anyway?
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If not, what is? How do we make sure that people with complex needs have
a chance to influence services just as any other person who uses those

services?

What did we know before we started?

We knew that we were venturing into relatively uncharted territory.
Although there are some good practice examples to draw on, they are
comparatively few. Many self-advocacy groups now do include people with
additional disabilities, for instance making sure that there is access for
wheelchair users or providing support for people who can’t see or hear well.
Could we build on this experience, working with local user groups in the
sites to take the work further?

It seemed important, too, to keep focused on the essential Changing Days
goals of increasing people’s opportunities in the community and building
friendships and connections in community places. The overall aim would not
just be how people with complex needs could be integrated into user groups,
but how user groups might work to make sure that the voices and views of
their less able friends and colleagues were heard. This would involve acting
as advocates and influencing services on their behalf.

How we worked

The three Changing Days development sites presented different starting
points for addressing this challenge.

Harperbury Hospital

The disabilities of the people at Harperbury Hospital meant that it would be
inappropriate, certainly in the short-term, to approach ‘user involvement’ in

the usual ‘group’ ways. But individually the users were very capable of
making known what they thought about their own lives and what they liked
and disliked. In most cases, they needed help from a member of staff or
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relative to express their opinions. As their lives changed for the better, it can
be said that their wishes were heard and acted upon. Also, because of the
positive outcomes achieved during Changing Days for the group as a whole,
the person-centred planning process is now being used to help all other
residents in the hospital. So, we could say that their voices have indeed
influenced the future direction of services.

All the people in the Changing Days group were due to move out of hospital
to new homes in the community. We had plans to see whether there were any
self-advocacy groups in the different areas they were going to with whom we
might link up and work with. In the event, we did not have time to pursue
this idea further than the very exploratory stages. Some people’s plans for
moving out changed or were delayed during the course of the project so we
did not know where everyone was going or when. The people who did move
out were fully occupied settling into their new homes and getting used to the
new people immediately around them before any thought could be given to
contacts further afield. For some people this could take many months or

longer.

Newham and Knowsley

The situation in the other two sites was quite different. Both had keen and
enthusiastic groups of users who were either already very actively involved
in self-advocacy groups or who wished to be. There were no geographical
complications as all the people with complex needs who would be the focus
of the work were living in the local area. Both sites also had strong commitment

and support from frontline staff and management.

In Newham, there is a well-established People First branch office that was
already very involved in service development and monitoring. The Changing
Days user group set up there consisted of representatives from local user
groups and day centre committees, and was organised and led by People
First staff.
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Knowsley had previously had a service-based self-advocacy group but it had
ceased functioning. However, there were a number of enthusiastic individuals
keen to re-start the group, backed by equally enthusiastic and committed
managers and staff. The advent of Changing Days provided the incentive and
a user group was quickly established.

Aims of the user work

Initial meetings of the Newham and Knowsley user groups saw time being
spent discussing what Changing Days was aiming to do, what was meant by

people with complex needs and ideas for how they might be involved.
The overall aims of the work with user groups were to:

e show how staff and users can change services together

¢ help staff to listen

* make user groups stronger

e help people learn about new choices, e.g. college, office work, photography
e help people understand how their lives might change.

In addition, the following aims, specifically relating to people with complex
needs, were agreed:

e to see how people who need a lot of support might be involved in
checking services

e to0 see how the user group might directly help people with complex 4
needs, e.g. by getting involved with one or more planning circles i

¢ to make a book about places to go and things to do locally that are
accessible and friendly towards people with learning difficulties,
including people who need a lot of support.

By the end of the two years, the Newham and Knowsley groups had achieved
a great deal in terms of what they could do themselves as a group, but it
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proved more difficult to make progress with aims that related directly to
people with complex needs.

Achievements

With People First already established in Newham, there was a good base of
experience in user involvement to build on. The group did particularly well
in producing a book of locally accessible places to go and things to do.
Members also helped with a survey of what people in day centres thought

about their services.

As the Knowsley group were starting ‘further back’, they needed to spend
more time learning to work together and on re-establishing their group.
They made steady progress and have become the voice for people with learning

T e

difficulties in the area. Their achievements include running their own user
conferences and speaking to the social services committee about what they
wanted from day services. They have also started collecting information for

a local directory.

What helped?
Enthusiasm of service users

It was clear that people enjoyed working together to express their ideas on
current and future services, and on how they could be involved in the
changes. They knew that they were listened to and would get support to turn
their ideas into practical goals they could achieve themselves. We saw people

grow in confidence and ability as the work progressed.

e T S e

i Management commitment

In both Newham and Knowsley, middle and senior managers provided financial
support additional to ‘usual’ service costs (e.g. non-service venues for user
conferences, refreshment costs for meetings). Extra funding enabled a local

community user group to produce excellent pictorial minutes of meetings.
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Managers also provided moral and verbal support through regular attendance

at user group meetings and by making representations to ‘higher authorities’.

Frontline staff commitment

In both sites there was a number of frontline staff who gave consistent and

skilled hands-on support, which was essential in helping to achieve the
groups’ goals. They assisted in practical ways, keeping the groups on task |
and helping members learn new skills to be part of and operate a group. !

What hindered?

Both Newham and Knowsley were going through a period of great change.
So, in spite of the consistent commitment from many frontline staff, the lack
of enough hands-on support did slow progress at times. Staff who were
already involved wanted to do more, but were unable to because the many
other changes going on within their services created extra stress and limits
on time and resources.

Changes in staffing during the course of the project — both at managerial
level and of people providing direct support — caused hiccups in planned
action. This meant that, on occasions, the Changing Days objectives had to
give way to other group priorities. Going at a pace that the service users can
manage is an important principle of user involvement that needs to be taken
on board, even if this means that some goals may not be achieved.

Sometimes progress was held up by what seemed to be a lack of

communication between day services and residential services (for example,

the need for people to have more support from staff in their homes to get to

meetings). This may in fact have been the need for more co-ordination — or
it might have been lack of staff or the need for a greater overall
understanding in the service of the importance of user involvement. We did
not have the time to develop this aspect.
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Involving people with complex needs

We learned that the aim of involving people with complex needs, not
surprisingly, will need more time than we had available during the project —

taking into account also the stages of development of the groups and local

circumstances.

The groups at Newham and Knowsley spent time thinking about the type of
support needed for people with complex disabilities and how they might be
involved in group work. Knowsley is working towards involving someone in
their meetings. Newham got to the stage of planning an outing for a member
of the group who uses a wheelchair, with the idea of using this as a ‘pilot’
project but, in the end, were unable to make further progress before the

project ended.

The future

Both Newham and Knowsley were keen to develop ideas for involving people
with complex needs, such as linking up with their planning circles, and it is
to be hoped that they will get this opportunity as person-centred planning

proceeds in their areas.

The reasons for the success or otherwise of various aspects of the work as
outlined above will be familiar to readers, but they do serve to reinforce the
importance of having user-involvement so embedded in the service’s values
and ways of working that it will survive the inevitable bureaucratic ups-and-

downs of statutory services.
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New lifestyles — managing the

changes

Today, managers face significant challenges to reshape public and voluntary
sector day services for people who have complex disabilities. This is a difficult
and demanding task, and managers leading the way need to embrace a
range of skills and talents and to find ways in which they can regenerate not
only their services but themselves. Managers will need to:

¢ think strategically

¢ envision with some clarity a better future

¢ inspire the trust of carers and those using services

e motivate all to participate in a complex change process

¢ be capable of excellent communication

¢ develop good leaders throughout the organisation, who represent users,
carers, staff and ordinary citizens

¢ understand the cultural differences between a health and social care

approach using the best characteristics to improve people’s lives.

Establishing clear values

In order to work through successful change and improve people’s lifestyles,
it is vital that everyone signs up to the same set of values and principles.
Developing a set of principles to promote the needs, rights and wishes of
people with complex disabilities will revolve around beliefs that:

* people with complex disabilities are to be supported under the same

principles of community inclusion as those who are more able
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* needs can best be met within a collaborative and joint commissioning
approach across health, social services, education and the benefits

v agency

r ¢ listening and responding to the needs, hopes and wishes of each man or

woman with complex disabilities — including those who are non-verbal

— through a person-centred planning process is essential to achieving

i individual goals

* service design and proposals should be based on the aggregation of
these person-centred plans

* accountability of staff is to the person they are supporting, not solely to

i the organisation

e services should not be provided in segregated settings but alongside

non-disabled citizens, such as in leisure centres and colleges.

Achieving consensus and ownership of these values at an early stage in the
process of change will bring greater rewards for people with complex needs.
A significant move away from congregate, collective settings towards

individualised service provision is woven in to each of these service values

and will influence how all key players across health, education, social services,

housing, benefits and leisure services — as well as ordinary community

PR

3 members — will respond.

I Strategic changes

Managing strategic change has proved extremely difficult in public sector
services over the last decade. It has been all too easy for organisations to
lose direction, become engrossed in organisational problems and cease to
stay focused on individual need. They spend a great deal of time in discussion
about internal difficulties, processes and policies rather than on positive
changes for the individual. The real challenge for managers is to turn values
and policy directives into improved quality lifestyles for one individual at a

time. Managers are more likely to succeed in this area if they:

R
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e focus energy on outcomes for individuals — not on organisational issues

e recognise the potential benefits of supported employment and develop
opportunities for people with high levels of need

e jointly commission and provide services to encourage pooled funding,
skill exchange and a common culture across health, social services and
education and leisure departments

o foster a community development approach to build the capacity of
communities and organisations to welcome and support people with
complex disabilities in a range of ordinary settings

¢ use imagination and creativity to find opportunities for people with

complex disabilities to contribute positively to their communities.

Working for the State Governor: an example from
Madison, Wisconsin

arwin spent 20 years in a long-stay hospital before moving to a
Dhome in the community. He has no spoken communication, uses a
wheelchair and only has full use of his left arm and hand. Over time,
much effort was put into understanding what Darwin wanted from life:
he was keen to work. The local supported employment agency decided to
try job carving' to find the right job for Darwin. Firstly, the agency did an
analysis of his work skills and interests and then set out to find an
appropriate workplace.

Thanks to the enthusiasm of the State Governor, the State Capitol
building in Madison wished to offer employment to people who needed high
levels of support. With Darwin in mind, the agency did an audit of jobs
that matched Darwin’s skills and a tailor-made job was ‘carved’ out.

His tasks are mostly administrative. The employment agency provided
him with an envelope-filling machine and equipment to align papers so
they can be stapled properly. Darwin’s workstation is near the Governor’s
office, where he is included as a member of the Governor's support staff.
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Managing changes in service design and practice

While resistance to change is still a common reaction, more staff, parents
and users are becoming allies for change — particularly in relation to
individualising services. More people are insisting on individuals having a
greater say on how funding is spent, e.g. closer control of their money and
more choice over who supports them. There is a range of initiatives that

managers can use to support this, including:

access to Direct Payments for people with complex disabilities

better use of the Independent Living Fund, creating more individual
choice and involvement

users choosing who supports them and interviewing support workers on
a regular basis

users and carers reviewing services and giving feedback to influence

service change.

Within this new culture, managers will have to oversee the shift from service
and staff-led services to increased user-driven and defined services. An obvious
change is breaking down funding to provide individualised approaches.

Commissioners will increasingly need to provide individual service agreements.

Moving from assessing need to understanding individuals

During the second phase of Changing Days, information gained from parents
during the person-centred planning process showed that pooling knowledge
in a three-way partnership between parents, users and staff was the most

effective way of working (see Chapter 2).

In this way a partnership culture can be created, where pooling knowledge,
agreeing goals, holding the person at the centre of the process and
constantly striving for new opportunities and development are more easily
achieved. This is a long way from a traditional care management assessment

process.
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Changes within the care management process are necessary if the best use
is to be made of the skills of the limited number of care managers. In many
areas, the care management system is seriously under-resourced, and hard-
pressed care managers feel they do not have the time they need to do their
job effectively. Enabling frontline support workers to be more formally
involved in carrying out assessments is one possibility that should be
explored.

Achieving holistic assessment is vital. The culture in health care settings, in
particular, is not conducive to looking at social network building, relationship
building and emotional needs. On the other hand, social care settings need
to develop a much greater understanding of the importance of people’s
health care. One result of these differences is multiple systems of assessment,

which result in duplication of effort and a waste of resources. A shared
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system of assessment across health, social services, education, housing,
leisure and benefits agencies would not only be more efficient but really

move things forward for a user-focused service.

Designing services to be user-driven requires skill, persistence and attention to
detail. Moving away from dependence on buildings to community inclusion
and taking advantage of new community opportunities will require changes
in how people work and in the nature of their jobs. Redesigning the structure
of a service in response to the aggregation of person-centred plans will
result in services that empower individuals to make choices, to participate
and to develop as individuals. New posts will need to be created, such as:

job coaches

staff with specialist skills to communicate with users who are non-verbal
® community link workers

¢ leisure and arts staff to negotiate opportunities in the community

* individual support workers (chosen by the person being supported)
* health support workers linking with GPs
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* workers to support the development of circles of support and social
network building.

ichael is a young man with very severe autism, who used to be
Msubject to extreme self-injurious behaviour up to 60 times an
hour. It was very difficult to get to know him or understand what he
wanted from life. Over time, and with sensitive ‘listening’ to what
Michael seemed to want, it was agreed that he should have a home of
his own, where he could live by himself with the one-to-one support that
he needed.

The next step was to find Michael some meaningful occupation during
the day. One thing he enjoyed and was good at was chopping up carrots
and onions. So staff have built on this skill and he now has a job putting
together salads, which are sold each day as part of a lunch service in his
neighbourhood.

Managing change in a community

Acting as a catalyst to change the community’s reactions to people who have
complex disabilities is another important task on a manager’s agenda.

This includes:

* lobbying for a corporate approach to disability issues, shared across
environmental services, health, education, leisure services and community
groups
including environmental changes in any strategic plan, e.g. not just
entry ramps and accessible toilets but also suitable changing areas for
disabled adults in public venues, and awareness and skills training for
staff
influencing NHS trust board members and local authority councillors to

become leaders for change when being lobbied by concerned carers
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¢ supporting GPs and primary health care staff to better understand and
serve the unique needs of people with learning disabilities, particularly

those with complex disabilities.

The Trowbridge Centre

unding from a Single Regeneration Budget for the Trowbridge Estate
Fin the London Borough of Hackney will be used to change the focus
of the Trowbridge Centre, a conventional day centre for people with
learning difficulties. It will become a community resource for all by:

¢ offering space for community groups and activities, which people with
learning difficulties can also join

¢ working with the local community to identify their needs, responding to
these by running small businesses, such as a café or photocopying

service, which could provide employment opportunities.

Thus it aims to make people with learning difficulties better-off
financially and also to find valued roles in a setting where they receive
support while contributing to their local community.

Working in a collaborative culture across health, social
services and education

To work collaboratively, leaders and managers need to understand the
different cultural beliefs, values and practices that exist across different

services. With regard to people with complex needs, a very significant
opportunity is the exchange between health and social services of skills
relating to health care needs and community and individual development.
Managers will need to prioritise the range of health care issues that have
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emerged for people with complex learning disabilities over the last few
years. In doing so there is a real opportunity to reduce the health inequalities
so often experienced by this group. At the top of the agenda, managers will
need to put in place efficient, effective services that will tackle:

¢ untreated, undiagnosed poor health

® problems with over-medication

* lack of contact with specialist health providers, such as neurologists,
who have a special understanding of epilepsy

* problems with swallowing and aspiration of food which, if left untackled,
can be life-threatening

* the national shortage of occupational therapists and speech and language
therapists to support people with complex needs.

Staff development

Staff development strategies are a vital part of service redesign if managers
| are going to achieve a new type of service that will support individuals in
| their chosen lifestyle. For example, staff will need training and development
i in supporting people to initiate and sustain friendships and social networks.

Other areas include:

¢ person-centred planning and facilitating circles of support

* moving from assessment to lifestyle planning, which emphasises
the whole person and opportunities for community inclusion and
citizenship

* training social care staff to understand health care needs

* developing the role of the learning disability nurse, including
understanding of community development while retaining real

expertise in health and health training for social care staff.
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Managing partnerships with families

Partnership means developing a strategy which is grounded in active
involvement, is on-going, has commitment from parents and professionals,
has a framework or timetable which keeps the process on track and

where everyone shares in the aims and can see the outcomes.!

The respite needs of parents and other family carers have been reasonably
well met within a traditional day service model. The usual hours of 10 a.m.—
4 p.m. have provided much needed opportunities for carers to pursue their
own interests in leisure, employment and community involvement. As services
move towards more individualised support and a less predictable timetable,
carers, understandably, have been sceptical and concerned.

A person-centred planning process will need to come up with an agreement
that meets all parties’ needs. Carers who work full-time, for example, are
likely to need more ‘respite care’ than one or two days a week. A range of
initiatives will be needed, which might include developing leisure opportunities,
increasing people’s social activities with new friends or in drop-in clubs or
centres, perhaps run by users themselves.

Over the years, many carers have lost faith in services to provide support
that really understands the unique needs of the individual. Managing a
process where carers reinvest in a relationship with services is a complex
and potentially difficult situation. Parents and other family members hold a
great deal of information about their child or relative, and their collaboration
and involvement in creating a good person-centred plan is essential.
Much work needs to be done to manage this process and ensure that parents
also become leaders alongside managers of services.

A framework of quality

Managers will want to achieve quality and be clear about areas for priority.
Suggested yardsticks are:

p——
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* people’s needs are met through person-centred planning and the
involvement of their wider social network or circle of support

* each person has an annual health care check, which the learning
disability community nurse is accountable for implementing

® care managers roles are clear in maximising opportunities for
individualised funding and in designing complex care packages

e service evaluations are carried out by users and carers and are fed into
the redesign of services

¢ staff contracts are flexible so that staff work when users require them.
This is to include evenings, late nights and weekends

¢ people who are non-verbal have a communication ‘passport’, Filofax or
other aid suitable to their needs, which gives a clear explanation of
support needs, likes and dislikes, non-verbal signs, etc.

¢ services should always be in inclusive settings and maximise opportunities
for interaction with non-disabled members of the public

e new forms of funding, such as corporate sponsorship, European funding
and Lottery bids, are found to increase opportunities and move away
from total dependence on public sector finance

¢ small, nimble, person-centred organisations should be encouraged.
They can be freed up from the constraints of the public sector and are
capable of staying focused on one individual at a time

¢ reduce hierarchies within organisations. A flatter structure improves

communication and promotes a more democratic environment.

Conclusion

Despite increased awareness about the needs of people with complex
disabilities, many individuals remain caught in unimaginative routines,
within hard-pressed public sector services. The challenge for services
remains to create real changes in ‘difficult-to-change’ service systems.
They will need to tackle the major step of redesigning and refocusing
services and adapting the culture. Without these changes, organisations are

unlikely to achieve the desired improvements in people’s lives.
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I Chapter 12

l Reflections from service

managers

Change in Knowsley

Introduction

It was not difficult to ‘sell’ Changing Days to staff and managers in Knowsley.
A culture of change was already well established. The Learning Disability

Service had been challenged by a ‘Passing’ evaluation some years previously

and much work had been undertaken to underpin services with values and
principles that put the client first. Hostels had been closed down and clients
relocated to ordinary houses within the borough, appropriately supported by
a network of staff. The ‘special needs’ units had been disbanded and clients
with complex needs were integrated within the whole service. This had both
positive and negative effects. Positive in the sense that there were more
opportunities for the clients to participate in everyday activities that other
people enjoyed and in that they had some more able role models to whom
they could relate. The negative side was the amount of individual time that
staff were able to spend with them. In the special needs unit they had been
the focus of staff attention, now they had to share time with other clients —
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many of whom were more able to express their wants and needs.

B

Staff were aware of this problem and felt that Changing Days, with its focus
on people with complex needs, would enable them to start redressing the

balance.
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The shape of the project

There were two distinct strands to the work in Knowsley. The first was to
identify 16 individuals with complex needs, and work with each of them to
create an Essential Lifestyle Plan and set up a planning circle. The second
was to work with a group of more able people and empower them to
advocate for clients with more complex needs, and to take a lead role in

evaluating and shaping services.

Towards the conclusion of the project, the Service Manager interviewed as
many of the facilitators (keyworkers) as possible and held discussions with
line managers to identify the main lessons learned, as well as views on the
benefits and barriers to progress that had been experienced. What follows is
a ‘distilled’ version of those conversations.

Lessons learned about setting up the project

1. No extra resources can be a positive message

Although staff and managers were enthusiastic about improving services,
there was an underlying suspicion that this might be ‘another management
whim’, a ‘nine-day wonder’ that would involve them in extra work for no
long-term benefit. It is particularly difficult to counter this attitude when
you cannot point to any additional resources to underpin the change in
direction. People were being asked to work with individuals to identify
Essential Lifestyle Plans and set up circles of support but there were no
additional staff to help with this. Clients who were not part of the project
still had to have their needs met. This became a management challenge to
do more and better quality work with the same resources. As people
succeeded it became a very positive experience. The lesson learned is that
challenge is good for us: we can do more than we think we can with our
current resources. Challenge stimulates creativity and brings out problem-

solving ability. Apathy and routine are banished as staff and clients work
together to make things happen.
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2. Preparation time is essential

Looking back, it is obvious to us now that we did not do enough work on the
initial preparation stage. Staff and managers complained that there was
insufficient information and, for a while, they were unclear about objectives
and goals. Because of the timescales, staff were not involved in selecting
people to take part in the project. This resulted in some lack of ownership
in the early stages.

In future, we will ensure that:

all information is available, if possible in writing, so that managers
understand the objectives, functions and desired outcomes of the

project

staff are identified and involved from the earliest possible point in
the project and invited to be part of it rather then feeling that it has
been imposed on them

more information is given and more question and answer sessions
are held before the project officially starts so that managers and staff

can clarify their understanding of expectations.

What the staff learned

1. We learned much more about the social consequences of disability.
The project helped us to focus on people’s lifestyles and contrast them

with our own

2. We had time to put principles into practice without distractions and

were surprised at how much we discovered about individuals

3. Usually we work with small groups. The project enabled us to spend
quality time with individuals and we found that identifying an Essential
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Lifestyle Plan is all about the person, not just his/her perceived needs.
It was like giving someone a personality on paper. It has made us want
to work in this way with everyone

. We learned much more quickly about what works and what doesn’t
because we were getting immediate feedback from interaction with the
client and family

. The key to getting family/carers to support the project was to establish
an honest personal relationship with them and to make yourself
accountable to them. If things go right you can celebrate together and
that cements the relationship. If things go wrong the carers know a
name and a face with whom they can discuss their problem. The key-

worker will not try to ‘pass the buck’ to someone else

. We were surprised at how much we learned about the client from car-
ers. We realised that although the client may have been in the service
for years, we had never had an in-depth discussion with the carer about
their son or daughter’s likes and dislikes, personal traits and habits —
things that perhaps only they would know about. For years, one client
used a ‘sign’ of pointing to his right ear. Staff were not too sure what he
meant but had interpreted this as ‘please listen to me’. At a circles
meeting, the carer explained that it was the man’s way of indicating he
wanted a pencil because his father always had one tucked behind his
right ear

. We could make life easier for everyone if we had proper links and
communication systems between agencies. For example, shared
documentation between children and adults divisions within social

services would greatly improve the transition process for 16 to 19-year-
olds
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We learned how good it feels to be part of a national project. You can
feel isolated and have no idea whether your practice is good or bad
compared to other parts of the country. Changing Days gave us the
opportunity to be part of something bigger and to get a ‘feel’ for what
we are doing well and where we can still improve

. We felt guilt at times for being given quality time to do this work whilst

we could see colleagues struggling

We have become bolder in asking for things that cost money! Previously
we did not ask for things that required financial resources. The project
has taken us to a new level where we do ask. It can be both rewarding

and frustrating but it is always a good learning experience

It taught us to be creative and not to expect that one method or solution
would work for everybody. Some people liked their circle meeting to be
formal, others preferred informality. There isn’t one ‘right’ way. We can
negotiate with people to find out what’s best for them. Circles create a

more equal opportunity between staff, clients and carers

You must have support from the top. If the manager doesn’t allow you the

time to work in this way and doesn’t value the work, then it won’t happen

What members of the ‘Taking Control’ user group

We can do a lot more than people think if given the right opportunities
and support

We were amazed that we were able to give presentations at a local
authority council meeting and at a health authority meeting. This was
the first time service users in our area had done this. People liked our

presentations, and said they had learned a lot from them
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3. A member of our group helped to chair the Changing Days national

conference for service users

. Sometimes it is difficult to get other service users involved: they don’t
seem to care. We need to make our group so interesting that if our
meeting times clash with other activities, people will choose to come

to our meetings

How services will change as a result of Changing Days
phase 2

1. We will roll out a phased programme of Essential Lifestyle/Person-
centred Plans for all clients

. We have obtained one year’s funding to employ a Circles Co-ordinator
who will support staff in setting up circles with clients

. We will consult clients and carers first and in more depth

. We will involve the ‘Taking Control Group’ in advocacy, planning and
evaluating services. They are already involved in interview panels when
we recruit staff but we will now extend the training to include any
client who wishes to be involved

. We will concentrate on giving an individualised service to clients
wherever possible, recognising that this results in personal development

for the individual, a better quality of life and more job satisfaction for
staff

. We will try to maintain national links with other learning difficulties

services, to widen our perspective and exchange knowledge of good
practice




Reflections from service managers 125

7. We will challenge our own practices, recognising that services delivered

in the community can still be ‘institutional’ in nature

8. We have learned to ask clients first, not last, in any consultation
process and we recognise that our clients are the people from whom we

can best learn

Change at Harperbury Hospital

Introduction

Harperbury Hospital, Horizon NHS Trust is in the final stages of closure, with
its last long-term service due to close in December 2000. The aim of
Horizon’s project was to see how people with severe learning disabilities still
living in hospital could be offered the same range of daytime opportunities
as those people already in the community. Through the person-centred
planning process, the aim was to make sure that when these people moved
out of hospital, they would be able to continue and develop a lifestyle of
their choice, based on each person’s individual wishes and needs.
This would require working across organisational boundaries, the support of
community providers and high levels of commitment and motivation from

those already caring for individuals within Horizon.

Background

Fifteen people were chosen to take part in the project. Only three had
relatives who were in regular contact; one other person had a brother who
asked to be kept informed but could not play an active role due to his age
(78) and state of health. Sadly, one person died during the course of the
project. Another was removed following pressure from parents. The average

age of the 13 remaining residents was 53 years.
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Lessons learned

The aim was to set up a planning circle around each individual and use the
person-centred planning process to develop a life plan. The first step was to
identify people who would act as facilitators for the planning circles.
They were mostly named nurses. Then events were organised, which brought
together key people who could support the residents to achieve changes in
their lives. Very soon, issues began to emerge that affected the process of
person-centred planning. Many named nurses had only recently moved from
units that had closed and did not know their residents very well, and so
where residents relied completely on their named nurse for supplying
information to their planning circle, it was difficult to build up a picture of
the person. It soon became evident, too, that individuals’ records were heavily
biased towards medical information: knowledge of residents in a social
context was at best patchy.

The involvement of parents had both positive and negative outcomes.
The most negative resulted in parents removing their child from the project.
Where active participation occurred, the parents’ involvement had a direct
and positive affect on resettlement plans for their son:

David’s mother and father were very sceptical to begin with but by
the end of the planning circle day had changed their views.

They felt they had been listened to and they appreciated the time
spent talking about their son as a person rather than as a set of
medical problems.

The information they shared in the planning circle was invaluable.
For example, they explained how he uses different coloured pens to
indicate different needs — something that even staff who had worked
with him for many years did not know.
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David was due for resettlement and people from the home chosen for
him also came to the planning circle day. As a consequence of getting to
know more about David on that day, they realised that this placement
was probably not right for him. This was very important because David
had already experienced one failed resettlement. David now has a new
home in the community that can better meet his needs.

The project has clearly demonstrated that person-centred plans created in
partnership with new providers before a person moves out stand a far
greater chance of being maintained and built upon after the person has gone

to live in their new home.

The project has also shown the need to spend time researching and recording
the ‘social’ and family aspects of each person’s life history. This is particularly
important for people who have no contact with relatives. It is also very
important given the many changes of named nurses a service user may have
during the process of closure. Because of this, at Harperbury it was decided
that the role of facilitator was better met by day service staff who could

maintain greater continuity.

After people moved out, the geographical distance between the Trust and
new providers has made it difficult to maintain influence and motivation.
It largely depends on the enthusiasm and commitment of the provider.
Where this has been achieved, individuals have made progress in achieving

their agreed goals.
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harlie had been living in Horizon NHS Trust for over 20 years. Soon

after he was admitted, contact with his mother was lost. As a result
of the person-centred planning his most important goal was to re-establish
contact with his mother.

With support from his social worker and the enthusiasm of Charlie’s new
care staff, Charlie and his mother met again at a birthday meal. Work has
now begun to re-establish contact with his sister. Charlie’s ‘circle of
support’ has begun to grow.

Bringing influence to bear, however positive, on some community agencies
requires careful and considered diplomacy. The Trust’s ‘best efforts’ can be
perceived as an inability to ‘let go’ of a service user once they have been
formally discharged. With this in mind, transferring ownership of a genuine
person-centred model has proved difficult when trying to avoid sounding
self-righteous.

The bigger picture

The Changing Days work has had a profound impact on service design within
the Trust, which has been beneficial at a time when Horizon is undergoing
radical change. The philosophy of social inclusion is now an important part
of new operational policies, advocating person-centred planning as a practical

tool for achieving greater empowerment for people with learning difficulties.

Important lessons were learned about how the Trust records a person’s life.
Taking time to reflect on past practices highlighted the need to provide a

more holistic picture, including social as well as medical information.

Training has been devised to ensure that staff consider service users’ needs
and wishes within a wider social context. One practical way of doing this has
been to guide staff in creating ‘life diaries.’ The ‘life diary’ is then used as a

basis of personalised information from which to proceed with the
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development of a planning circle and as a means to start looking at the real

— rather than assumed — needs of the person with whom staff are working,

Hertfordshire Social Services is currently undergoing a review of its day
services and staff from Horizon were invited to participate. This model of
person-centred planning has proved useful in starting to bridge
organisational gaps and work in closer partnership.

Oakland College, the local education provider, has also seen the value of this
way of working and has enthusiastically sought to play an active role alongside
Horizon in making the person-centred planning process an effective tool for

achieving a better quality of life for residents.

Participating in the Changing Days project has provided a foundation on
which to build positive change that will have long-term impact on the
approach used by the Trust to deliver services to people with severe and
complex learning disabilities. However, this cannot be achieved by working
in isolation. In this instance, experience has shown that organisations do
seem to be more prepared to work across professional boundaries to create

varied lifestyles for individuals.
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Collecting the evidence -

measuring progress

During the course of the Changing Days work, there were numerous stories
of positive changes in the lives of individuals. However, in order to gain a
more comprehensive assessment of the changes, a method of collecting
comparative information was built in from the beginning. The aim was to
produce an overall before-and-after picture of the changes in people’s lives
during the course of the project.

Each of the three sites taking part agreed to choose up to 15 people with
complex needs to take part in the initiative. In total, 39 people were chosen
and 32 remained involved to the end of the project. Baseline information
and an overview of each person’s current quality of life were gained through
a person-centred plan undertaken by a planning circle led by the individual.
The picture of quality of life was taken again at the end of the project.

Seventy per cent of the group’s participants used non-verbal communication.
Half had a physical disability and used a wheelchair or needed special
equipment. They ranged in age from 19 to 59 years.

What did people see as a positive future?

During the first few months, person-centred plans were completed for each
individual and a picture was built up of their hopes and dreams for the
future. These included:

¢ the chance to have a job and the support to do that job
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to have more friends and acquaintances

to have a boyfriend or girlfriend

to have more choice in daily living activities

to go out in the evenings and at weekends

to take part in activities that were relaxing and rewarding
to take part in sports and enjoy music and art

to go on holiday

to do something adventurous

to be more independent, particularly of parents and family
to have a home of one’s own

to be able to travel.

The impact of person-centred planning and better day
opportunities

The most significant gain for people was higher self-esteem and a more
positive belief in themselves and their potential. This was seen in 80 per
cent of the group. Almost three-quarters were seen to be more assertive

and/or more sociable. Several people felt enabled to make more decisions.

One man felt confident enough to make choices concerning how he spent
his money and, in doing so, learned lessons about budgeting. He decided to
buy a dog but found that he couldn’t look after it and also that it was
expensive. He also bought a mobile phone, but realised it was too costly after

several months of paying expensive bills.

Nine people reduced their attendance at the day centre. Substitute activities
included voluntary work, going to a clubhouse, joining the Rambler’s
Association and work experience. There was a small rise in the number of
people who increased their involvement in further education — from four at

the beginning of the project to seven at the end.
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Supported employment

When the programme began in 1997, no one had work experience as part of
their weekly routine. At the end of the project, five people were involved in

some form of paid or unpaid employment.

While some real strides were made in helping people find and participate in
employment, it still remained a minority that achieved this goal. A significant
shift in resources is required to help larger numbers of people with complex
needs succeed in the world of employment. Much skill, training and
development work is needed to alter services so that they can better support

people individually into employment.

Choices at home and relationships

A small number of people became more involved in activities within their
own homes. Five individuals were seen to be contributing more to daily
routines and to making choices at home. A small number of people increased
relationships and friendships with people outside of service systems. At the
beginning of the work three people had outside relationships; when the
work ended five people had experienced or were experiencing outside
relationships.

In the area of communication, there were a number of interesting comments
made by family or staff members. One young woman was seen to have higher
expectations in life and was expressing her wishes much more actively.
One support worker commented that, ‘She now says what she is feeling, not
just what she is thinking.” Another individual valued himself more, as seen
by the support worker, and several people were felt to be more contented,
more relaxed and more at ease with themselves. Overall, seven people were
seen to have improved in their communication style, making their needs and
wants better known to their families, friends and carers.
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While everyone participating expressed wishes to do a variety of things, one
of the real problems lay in accessing support staff who could be freed up to
support one person at a time. The old historical approaches to providing day
care in congregate settings militated against individualising people’s day
activities. As a result, there was still a heavy reliance at the end of the

project on day centres for people with complex needs.

Leisure and community involvement

The number of individuals taking part in leisure activities more than doubled
—from seven to 15. Everyone participated in ordinary settings alongside non-

disabled citizens.

Twelve individuals increased their involvement in their local community.
Unpaid friends, family and advocates supported several, while a small
number received paid individualised support because of a redesign of the
way staffing was offered. In the long-term, it is hoped that people who joined
clubs, for example a young man who joined the Everton Football Supporters
Club in Liverpool, will secure hands-on help from their peers within the
clubs. It may be that this takes some time to establish and the picture will
be more positive in a few years time. Community activities also included
going to concerts, joining a church, going to nightclubs. Only one person

decreased their involvement in the community.

Transition

People coming from school and entering the day service seemed more
flexible and willing to try new things, to take risks and to resist the idea of
attending the day centre five days a week. We know from our experience in
the UK and in the USA that helping people in transition to make choices

about their adult lifestyle is important in opening up new opportunities.
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Achieving a picture of health

In order to be able to participate in jobs, leisure and education, people need
to be fit and healthy. Our work confirmed that people with complex needs

are often not well served in this regard.

All the participants in the Changing Days project had a health care check at
the beginning of their involvement in the project. This revealed a high level
of undiagnosed or untreated health problems. Some GPs struggled to assess
even their basic health care needs, for example finding it difficult to weigh
individuals because they were in wheelchairs, to test their sight because
they were partially sighted or, generally, because of people’s high level of
disability and emotional distress during a physical examination. Some of the
key health problems highlighted included:

high levels of undiagnosed ill health such as thyroid disease, diabetes
and hypertension

a high number of people on long-term medication, with repeat
prescriptions, not having been seen by their GP

a number of young people with complex health care problems in their
early 20s remaining under the care of paediatricians for a lack of any
appropriate adult physician

difficulties with food aspiration, swallowing problems and a tendency
to be recommended for tube feeding if the swallowing and aspiration
difficulties persisted.

People who couldn’t speak up for themselves were at a much higher level of
risk from poor health and undiagnosed diseases. Annual health care checks,
although recommended by the Royal College of General Practitioners, had
clearly not been carried out and some GPs requested financial remuneration
to complete the health checks. In social care settings, social care staff
lacked knowledge and understanding to pick up early signs and symptoms
that would lead to the person going to the GP. Staff development and training
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is required to help social care staff understand the health care requirements
of people with complex needs.

In some cases, learning disability nurses were accountable for the health of
the individual and helped to inform and train frontline social care staff,

This type of accountability structure seems to improve health and set out

clear lines of responsibility. As more people move into social care settings,

this issue needs to be tackled.

Conclusion

While by no means as comprehensive or as detailed as we would have liked,
the above serves to demonstrate some of the challenges in changing services
for people with complex needs. It is relatively straightforward to achieve
positive changes for individuals in their daily lives in the short term.
Achieving our ultimate goal of full inclusion for everyone — including greatly
increased employment opportunities — will require longer-term effort and
commitment.
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Care management and

planning circles

For a time it seemed that care management might be the answer: give care
managers the budget, and they would decide what to buy for individuals. This would
become a finance-led way to change what people got. But these projects and
innovations have worked only for a few. (Days of Change, 1998)

A major challenge for services is how to provide an effective service based
on supporting people’s individual needs that also ensures financial
accountability and makes appropriate use of prioritising within limited
resources. On the face of it, care management would seem to have an
important role to play here. To date, however, it has not proved as effective
a tool as had been hoped. This chapter looks at the current situation with
regard to care management, how it might fit into the person-centred
planning process and how planning circles might have a role in supporting
and contributing to the care management function.

Functions of a care manager

The care manager’s role is to:

assess a person’s individual needs and take serious account of his/her
wishes and preferences

keep the planning process as person-centred as possible

identify and commission other people who should be involved in order
to make a comprehensive assessment

identify and record needs that are statutory and needs that are
recognised as good practice
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identify the best way of matching the individual’s needs and preferences
find providers who can deliver the services in a way that is qualitatively
and financially best value, taking into consideration the budget and
resources

co-ordinate provision of the agreed services.

The current scene

The reality for most areas is that care management services are hard-
pressed and under-resourced. Many service staff feel that they are offering
a ‘fire-fighting service’, dealing only with those people most in crisis or

perhaps those whose carers are making the loudest demands.

In spite of this, the majority of authorities do not appear to be strengthening
the role or number of care managers. On the contrary, they are reducing the
service or simply maintaining the number they need to cover their statutory
responsibilities. Most care managers are very concerned about the future

and some foresee their role becoming purely administrative.

Virtually all care managers say that they do not have the time they need to
work creatively with service users. They can spend a high proportion of their
time working with a small number of clients who require or demand a high
level of input. These are often people with very mild learning difficulties,
who might be at risk in the community or a risk to the community and who,
in any case, may challenge the appropriateness of their needs being met by

the learning difficulties sector.

The co-ordinating role of care managers is very time-consuming. As the
number and variety of providers increase, the more demands are made of

care managers to ensure arrangements are running smoothly, resolve

difficulties and deal with increased bureaucracy.
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While it is positive that more carers and service users are taking advantage
of complaints procedures, a negative effect is that more and more time is
spent responding to those who are able to make complaints — not necessarily
those who have the greatest need. The care manager also needs to juggle the
changing and possibly increasing needs of the service user and ever increasing

demands on a limited budget.

As care plans become more complex, care managers are under pressure to

dot every ‘i’ and cross every ‘t’ to protect against complaints and litigation.

A ‘culture of meetings’ means that care managers spend a great deal of time
simply trying to organise meetings, especially large planning meetings — not
a good use of their time. Also, these meetings often do not include or

empower the service user.

Targets and priorities

With increasing emphasis on reaching targets, care managers are often
expected to ensure that certain numbers of assessments and reviews are
carried out. This is at best an arbitrary way of monitoring the quality of the |
work that care managers are able or would wish to carry out. It is also about |

the ever-increasing business approach to ‘people-centred’ services.

Since care managers have to consider immediate budget implications, it is
more difficult to argue for a care plan that may be costly initially but that
could provide the input necessary to enable a person to become less

dependent on services in the longer-term.

A growing trend towards setting ceilings on expenditure means that ‘second-
best’ choices may be made on care plans. For example, if an individual
supported living package that would meet a person’s needs best is more

expensive than a group residential placement, there will be an expectation
to take the latter option.
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Care management and planning circles

The following are thoughts that have emerged from working with planning
circles. We do not presume to have definitive answers or solutions but pose
these thoughts and questions for further consideration and discussion.

Can/should planning circles be part of the formal planning
mechanism?

Care managers should be the hub of organising the planning, reviewing and
costing of services for individuals. However, there are enormous pressures
on managers’ time. Planning circles are more likely to be able to spend the
time necessary to really identify a person’s needs and wishes, consider longer-
term goals and be involved in more detailed planning of packages of care.

Circles could be assisted with detailed planning by the facilitator, a financial
broker or other advisers that the circles could tap into. The circle would
need to be trusted to produce information that the care manager could rely

on. This would also avoid much duplication of effort.

A planning circle provides a very different atmosphere from the typical
‘services’ meeting. Keeping the relaxed and focused nature of the circle is a
vital part of its success and it is essential that it is not hijacked by service

output related professional involvement.

All assessments have to be evidence-based and, as far as possible, should be
‘self-assessed’ and owned by the person. Circles are more likely to have the
time to be creative about how they help the person to state his/her needs
and wishes and how they produce the person’s lifeplan, e.g. using symbols,

pictures, video, photographs, multimedia, etc.

There would need to be a clearly understood process by which the person’s
needs, wishes and desired goals are identified and taken up by the care

manager and the commissioning agency.
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Should care managers be part of the circle?

Care managers would benefit from getting a person-centred view of an
individual's life/wishes/needs. The increased contact would help a care

manager maintain a sense of the person and their individuality. They would

also be gaining first-hand information on which to base clear, equitable

decisions.

The circle may benefit from having the co-ordinator of the package present
— the person who holds the budget. However, their presence may also have
the effect of inhibiting the circle, preventing it from focusing on the person’s z
needs, and sway it towards service needs in the form of the care manager’s ;

priorities and budget.

Although all staff have a duty of care, it is usually the care manager who is
the person paid to protect the individual. So, who monitors circles?
Who checks out the membership? Who decides the ‘quality’ of the outcomes?
If anything goes wrong who will be held responsible?

Without a considerable increase in the number of care managers, it will not

be possible to involve them as regular members of circles anyway.

Organisational issues

The joining of health and social service budgets may produce different i
priorities in the future. It may mean the reduction of duplication of efforts

and better concentration of resources on individuals. There need to be clear

philosophies and procedures to ensure that the desired outcomes and ways

of working are person-centred.

The challenge is to make the process more flexible, so that money can be
directed at the individual. But to what extent could care managers be
involved? Perhaps the push here does need to come from facilitators and

circles themselves, with advice from care management or someone with
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skills in individual finance? Currently, much money is tied into in-house
services and block contracts. If money could be used more individually,
could circles become budget-holders? Care managers might become more
like service brokers for those with circles, leaving them free to concentrate
on people at risk and without support.

Does the local authority care manager have to be the only person who can
undertake the ‘care manager’ role? This current requirement is mainly the
result of the need to control the budget and cover statutory responsibilities.
It may be possible to be more creative and flexible about who can be the

designated care manager.

Moving forward

These issues need to be addressed at service level, with clear agreements
about relative responsibilities and protocols. Such procedures should not be
cumbersome and used as barriers to hide behind, but should provide a
positive framework within which people can fulfil their roles to the benefit

of the individual.
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Finance

New-style day services require radical new thinking about financial systems, costing
and allocating resources.

The role of statutory services will look very different and will revolve around three
activities — person-centred planning, personal support and community bridge
building. This will require major change in the way finance is organised and used.

There is no magic financial formula to help us move from the present system to a
new service. The challenge is to find such a radically new approach that financial
modelling as it is today becomes a fiscal museum piece. (Days of Change, 1998)

Introduction

The anticipated higher cost of changing services and patterns of delivery is
often the first consideration of service managers. It is assumed that
individualised packages or using person-centred approaches will cost more,
that moving away from group provision means solely one-to-one support.
Often overlooked is the fact that ideal individualised support would target
paid support where it is most needed. The effect of the support should be
that people become increasingly linked into ordinary opportunities, gaining
support as needed from those around them. A person would take part in
activities, go to work and socialise with friends and colleagues rather than
always with support workers, with obvious benefits to the individual in terms
of self-esteem and a more ordinary lifestyle.

This chapter is based on the experience of the three development sites.
It looks at the financial implications of trying to plan and provide people’s
day support and the financial issues involved in using planning circles

compared to receiving all support through traditional day services.




Finance 143

Wider costs are also considered, such as use of other services, the cost of not

using community resources and the costs of ill health.

The current position

In 1996, hospital and community health service expenditure on learning
difficulties was £1372 million (5 per cent of total). Personal social services
expenditure was £1080 million (13 per cent of total).!

There is very little clear financial information or research on providing
specific types of support and no readily available information to give
comparative costs of offering traditional services and more individualised
community-focused supports. Costs are complicated, as there are often
different agencies involved in supporting a person. Financial information
may not be readily available as some of the support people receive may be
from organisations funded or part-funded through, for example, European

monies or voluntary donations.

Very little accurate information exists that can give a fair reflection of how
finances relate to outcomes for people. Current ways of costing services vary
from area to area and across different providers. Margaret Flynn highlighted
this in 19942

In general, ways of costing services are very crude

Public finances are only half the story

Little progress has been made towards costing information on an
individual basts. All existing cost information routinely published
by health and social services is costed on an average basis —
dividing the total cost by the number of service users

It is difficult to identify all costs of a particular service as the
number of different elements are often put together by a number
of agencies, each with different accounting methods

Costings which take a short-term perspective produce different
conclusions from those which take long-term perspectives
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VIA raised further issues in 19983 in terms of use of budgets not relating to

people’s needs or wishes:

o Often the services being paid for are not what people with learning
difficulties want or what they need

o When local authorities and health authorities buy support for
people in their own homes, it does not cost as much money.

People are happier in their own homes

Mamy purchasers have little faith in the quality and competency of local
provision. This makes the purchase of residential and institutional
options more likely and casts doubts over the development of supported
living. The development of accomplished local provision often results

in good quality support in people’s own homes.

There are ‘opportunity costs’ associated with failure to invest in people,
relationships, skills and networks which might provide more
meaningful and cost-effective arrangements for future generations of
people with learning difficulties.

The financial situation for people with learning
difficulties

In addition to this, people with learning difficulties are often poor, making
access to ordinary living opportunities even more difficult:

They are persistently poor and are heavily dependent on low levels of
benefits. Holidays, outings, new clothing, leisure and sport, feeding the
cat, cannot be afforded without money from another source.

New clothing, access to public transport, having a pel, pursuing leisure
and sporting interests are not sustainable on benefit income alone.

People’s families and service networks take the lead in making these
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ttems and opportunities available. An absence of these networks means

that opportunities for ‘normal’ lives are severely curtailed,

In contrast with most adults in our society, people with learning
difficulties produce little wealth and they make little use of banks and
building societies. Their access to and management of their income is
highly circumscribed.*

New ways of financial planning

To overcome the barriers and make planning more meaningful, we need new
ways of costing support and measuring the benefits to people with learning
difficulties and their carers.

We need a long-term view of the financial situation to be able to make a full
cost benefit analysis of care packages and services. This may mean care
managers or service providers learning new ways of projecting care needs
and associated costs. An expensive package would be expected to reduce
over time. Outcomes at reviews could be measured against this. Taking a
short-term view mitigates against making an initial investment that may
ultimately result in people having an improved quality of life, being more
included in their communities and less dependent on services.

Most local authorities take a very short-term and discrete view of costs.
This view is also very fragmented, for example John attends a day centre but
has difficulty at home due to lack of adaptations. These adaptations could be
funded by housing if he lived in local authority accommodation — at a cost of
£3000 — but because he doesn't, it falls outside the criteria and social

services continue paying $5000 per year to fund support for bathing.

There is also the benefits v. earned income argument: if someone is poor and
living on benefits, they may ‘cost’ more in housing and other supports.
If they had a job, they could gain money, use local resources. Day centres
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tend not to contribute to the local economy, but if a person is using ordinary
community facilities, they will be using local cafés, paying to go to a swimming

club, etc.

Central government and most local authorities have policies to combat
social exclusion, reduce poverty and discrimination. They seek to promote
the involvement of all in the life of the community and encourage economic
activity of those previously seen as outside the job market. With 93 per cent
of people with learning difficulties effectively unemployed, this will not happen
without input. We need to find ways of securing the initial investment or
ensuring that these costs are shared across departments, companies, and to
be able to take a long-term view.

Costs are usually considered within each financial year, with the pressure
being on social workers and budget managers to reduce costs. If they were
able to take, say, a five- or ten-year view, a calculation could be made on
average costs allowing for more realistic financial planning. Voluntary
organisations are more geared up to flexible financial planning as they are
more able to roll money into the next financial year.

If support costs within a package were seen as investment monies, expectations
of outcomes could look very different, and a very different emphasis would
be on service providers to link people into ordinary situations and friendships
or to support people’s existing friends and family members to involve them
in a wider range of activities.

Only an holistic and long-term view of finances will allow us to meaningfully
invest in the lives of people with learning difficulties.

Options for sharing financial responsibility

e Bridge building money could come from education, housing, leisure,
Training and Enterprise Councils (TECS) or businesses
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* Dovetailing with supported employment services

* Combine resources of residential, day, care management and health

* People’s access to their own money needs to be addressed, and staff
and others supported in tackling this issue with carers

Making sense of resources - action for managers

Be aware of the organisation or council’s strategy on social exclusion.
Ensure people with learning difficulties are included in these policies.
Get them, as an organisation, to commit finances

Encourage the use of Independent Living Fund (ILF) and Direct Payments —
this is not ideal, but it will have more of an impact

Ensure that people are maximising their income through benefits

Invest in supported employment services

Work with organisations to help them implement the Disability
Discrimination Act 1995, e.g. support the training of leisure staff,involve people
with learning difficulties in consultation on things such as environmental
services

Make learning difficulties a mainstream area — ensure housing, education and
environmental services are clear how their services can be accessed and are
relevant to people with learning difficulties

Nurture those organisations that support PCPs

Ensure that standards are built into specifications for residential and
supported living services that support and use PCPs

Ensure that all staff are aware of the aims of inclusion

Avoid parallel planning systems and duplication of roles

Financial considerations when developing planning circles

Do we need to start small (e.g. because our staff skill base is low)? Or can
we think bigger (e.g. because the service has received, say,a European grant)?
Might it be possible to translate day service worker costs into individual
money to spend on goals (e.g. one day service worker post at £20,000 could
equate to £500 each for 40 people)?

Paid facilitators at £20 per hour may be a more effective use of resources
(i.e. time and generating new opportunities) than using existing day service
staff
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. Look at where money is currently being wasted — overlaps, duplicate
assessments, lack of sharing of information

+ Keep investing in contact with carers

« Look carefully at care packages that cost the most: are they really delivering
what the person wants and needs? A planning circle may prove more cost-
effective

+ Build planning circles into specifications for day and residential services

« Avoid duplication of planning mechanisms, €.g. having a day service review,
care management review and planning circle meeting for one individual

Using planning circles — the likely financial scenario
The immediate view

We are likely to see an immediate increase in real or equivalent costs.
Staff members may be removed from their usual duties to facilitate the
circle. The facilitators will need support and training. Other paid staff may
be involved. Once the circle starts meeting and planning, needs and desires
will be highlighted and expectations, rightly so, will rise. The group will take
on an advocacy role. This may result in more demands for services, more

one-to-one time or more resources and money to access opportunities.

The long-term view

Supported employment is a good example of the benefit of taking a long-
term view. Much individual investment is needed to enable someone to gain
and sustain a job. However, once working, the person’s support needs
decrease, associated support costs fall and the person is no longer dependent
on traditional day services. (See Chapter 11 of Days of Change.)

Over time, the cost of supporting someone should decrease as they become
more involved with ordinary community members. Society also benefits as
people use ordinary facilities, thus contributing to the local economy, and
become more active in the life of the community in general.
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The moral view

Even if an increase in overall costs is predicted, perhaps it is right to support
this model as a way of ensuring that people are meaningfully involved in
planning their own futures and have the same opportunities in life as other
members of society.

Costs and benefits involved in planning circles

Direct costs

e Staff training
¢ Facilitator time
Staff time or replacement time
Support time
Facilitator support
Infrastructure — buildings, management, supervision, etc.
Room hire
Costs of anyone involved as part of their job
Costs for activities

‘Hidden cost’ benefits

¢ ‘Free’ time and out-of-hours time given by carers and others involved in
the circles
Meetings taking place in the person’s own home
Time given by any unpaid people in the circle
Extra things that the person does that do not require a paid worker

Any decreased use of existing services

Gains for the community

¢ Inclusion
¢ People may become economically active (over 93 per cent of people
with learning difficulties are unemployed)

¢ People become consumers
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People use community resources — libraries, leisure centres
People become contributing members of society
Generally, people are healthier if they are more productive (higher

rates of ill health and depression are recorded in unemployed people)

Additional benefits

¢ Improved communication between families, staff and others involved
with the person
Better relationship between service and carers
Improved quality of life for the person
The person is healthier
More appropriate day service
Free time from circle members
Time saved re other meetings
Involvement of other professionals who can gain accurate information
more quickly

Is finance a barrier to participation in new activities?

Having money to take part in community activities, for example entry fees,
trips to the cinema, did not appear to be an issue in the Changing Days
projects. In Newham, the day service teams had money to subsidise 50 per
cent of activity costs. This may be fine if talking about only a few people but
may have other implications if extended over a whole service.

However, this money can also be considered an ‘investment’ in the future.
It provides a useful way of introducing people to a range of activities that
they could later fund themselves.

The planning circles were good at accessing resources, for example finding
out about taxi cards or free bus services.
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For nearly all the people living with carers, their personal money was
absorbed into the family income, so it was usually the parents who agreed
that money could be available for activities. People living in residential
homes, supported living accommodation or in hospital usually had enough
money to do most of the things identified within their circle, such as going
to the theatre, horse riding, going out for a meal. Finances only became a
potential barrier when considering things like holidays — especially if this

meant the person also needing to meet some of the support costs.

The main barrier to doing things was considered to be the amount of finance

available to pay support staff.

No one was in receipt of Direct Payments, and very few facilitators knew
whether people were receiving money from the Independent Living Fund
(ILF). There were only two examples of people receiving ILF, this being for
respite care. The need for staff training in both ILF and Direct Payments

was brought up as an issue in Newham.

Costs of support staff

The majority of facilitators were from day services (38 circles), five were
from residential services and two from health trust services — a psychologist

and an occupational therapist.

Costs associated with staffing did not come out as a discrete cost.
Freeing up staff to support activities and attend circle meetings was mainly
absorbed by the day services. There are examples also of residential homes
that re-organised rotas to free up staff. Again, this may have been easier to
absorb for a smaller number of service users than it would be for the majority.
Staff were given time off in lieu for attendance at evening meetings. It was
not uncommon for staff to get back time-and-a-half in lieu if the circle had

met at a weekend or after 8 p.m.
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There was an associated cost of providing replacement staff but, again, it did
not add to the overall budget for the service. By and large, the involvement
of support staff in planning circles was accommodated within existing

resources by adjusting rotas, with other staff working with more people.

With regard to staff supporting circles, there could ultimately be a real saving
in staff time because of the decrease in time spent, for example, linking with

parents, going to meetings or attending reviews.

The main reason given for not being able to progress more quickly was the
lack of available paid support. Many people said they could achieve more if

more one-to-one time was available.

In both Knowsley and Newham, staff were freed up to offer one-to-one
support on a regular basis. The time they spent on this varied from one day
per week to one day per month. The time commitment from facilitators
ranged from approximately 45 to over 200 paid hours per year. A minority of
workers also supported the person in their own time. Several mentioned

doing paperwork in their own time and not claiming for this.

Expenses for support workers

All facilitators talked about the service reimbursing their expenses, e.g. for
bus fares, theatre trips, etc. One facilitator talked about funding herself
when supporting the person to go out to the theatre as she had done this in
her own time.

Expenses for other planning circle members

There were no examples of services or circles funding expenses for other

members of the planning circles. Planning circle members paid their own
expenses.
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Costs associated with the overall process

Management time was largely absorbed within existing workloads. However,
in changing services, support of the planning circles and introducing the
approach, the sites had some extra overall resources or funding.

For all the sites, there was time input from Changing Days project workers
in terms of support, advice and staff training. Changing Days funded the
involvement of Acting Up to develop multimedia profiles with some people
(see ‘The moving-on picture — multimedia profiling’, in Chapter 3).

In Newham, joint finance was secured to promote community building,
This amounts to £120,000 over three years. It has so far paid for consultancy,
support of the planning circles on a sessional basis and training for staff as
part of the overall change process. It will also pay for a community builder
post whose role will be to support circles, develop and extend the approach
and build capacity in local organisations for them to become more inclusive.
Further grant money is being obtained to fund a planning circle facilitator post.

New Initiatives (DoH) money in Knowsley will fund a circles co-ordinator post.
Horizon Trust obtained £3000 for staff training in ‘Life Diaries’.
There was a big investment in all sites in terms of management time, staff

time and training, There was in all cases a knock-on effect with the rest of

the service having to absorb lower staff ratios at times.

Gains for the sites — including financial benefits and
benefits in kind

Engaging other professionals

All areas did well in involving professionals from other service areas, e.g.

colleagues from leisure services, health visitors, social services. This arose
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from the need to develop action goals and clear ways forward for the
planning circles. The potential cost of doing this could have been massive,

but sites were able to engage people who gave their time willingly.

Employment

The planning circles seemed more likely to consider employment an
immediate or long-term possibility for the person than more service-focused
reviews. Pursuing this would create different patterns of provision and costing
in the long-term. This was seen as encouraging, given that employment is
often not considered for people with more complex needs.

Accessing additional funding and resources

Having clear objectives to work towards gave the sites a focus for attracting
some extra funding. Newham accessed £120,000 from Joint Finance to promote
community building, Horizon accessed $3000 from Herts Consortium for
education and staff development, and Knowsley accessed money to fund a

new circles co-ordinator post.

Staff skills and approaches

Investment in the skill base of the staff team will have knock-on effects as
they plan more creatively with other people who are looking for more
community solutions. However, looking for different roles and skills for staff
may need to be reflected in higher rates of pay if appropriate staff are to be
recruited and retained.
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ILF

The Independent Living Fund aims to help severely disabled people who meet
its eligibility criteria live in their own homes rather than in residential or nursing
care. It aims to enable greater opportunities for choice and control in individual
living arrangements; helping to pay the costs of employing one or more assistants
to provide personal and domestic care. The Fund works in partnership with
local authorities to enable jointly funded packages of care to be arranged.

Applicants must be in receipt of the highest care component of disability living
allowance (DLA) and must continue to receive it to remain a client of the Fund.
A successful applicant must not have more than £8000 in savings. They must be
receiving at least £200 worth of service per week from their local authority
social services department.

The Fund cannot pay more than £300 per week. Local authorities cannot use
the Fund as a ‘top up’ in place of its existing commitments. If an individual’s
needs have changed and the cost of the package will increase, the Fund could
become involved but the LA must not reduce its level of financial commitment.

The Fund would not expect to receive applications from people who are being
relocated in the community following planned closure of long-stay hospitals.

Summary

1. Financial planning systems within services generally are crude and
variable, making it difficult to compare costs across areas and services

at a national level

2. Planning circles can help produce outcomes for people that regular

services cannot or are not delivering

3. With planning circles, we are likely to see a rise in overall immediate
costs associated with the person as more paid staff time goes into
facilitating the circle and supporting the goals that result




156 Unlocking the Future

4. Most of the costs associated with planning circles initiated by the

Changing Days project were absorbed within existing resources

5. Using planning circles for all day service users is unlikely to produce
savings to the service in the short-term, particularly if day service staff

are used as facilitators. But to be meaningful, a long-term view of

finances is needed

6. In terms of individuals, there are obvious benefits. Circles are an
effective way of supporting and getting to know people with complex
needs, and prove cost-effective in terms of the quality of the outcomes

and opportunities that result for the person

7. Tt is important to consider the impact on others in the service.
This apparent concentration of resources on the few at the expense of
the many may result in a new understanding of where resources are

most usefully targeted

8. In many cases, circles were good at involving people from the community,

families and paid people from other departments, e.g. leisure

9. Some local authorities have proved successful in securing additional or

bridge funding as they have changed services

10. Personal money did not appear to be a barrier to people taking part in

community activities

11. Circles produced benefits for people that would be almost impossible to

cost but may produce future efficiency savings, e.g. better relationships

with carers
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12. Many councils are committed to combating social exclusion — this may
allow for wider service areas to invest in individuals with learning
difficulties
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Appendix 1

Step-by-step from day centres
to community

Step-by-step from day centres to community

Raise awareness; what’s good about the day service?
What needs to change?
Get agreement from senior managers, elected members, board
members for changes.

\ 4

Set up a ‘change’ group to steer the way forward.
Involve users, community members, employers, staff and carers.
Develop a communication strategy which keeps people
informed about and involved with changes.

v

Staff development to move to a person-centred service which supports
individuals to participate in ordinary activities in an inclusive community.
Undertake person-centred plans (PCPs).

Develop circles of support for each person.

M

Hold a stakeholders’ conference to engage a wide group of people
in the change process and capture their ideas for the future.
Visit examples of innovation and good practice.

v

Use outcomes from person-centred plans and information from
stakeholders’ conference to draft a framework for future services.
Create new job descriptions for staff.

\ 4
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Step-by-step from day centres to communfty (cont.)

| \

Move resources (staffing and finance) to individual support for users
(direct payments), invest in supported employment, and
community-based opportunities.

Get started on helping people (one-by-one) to participate in new
activities, jobs, education opportunities.

Ensure risk assessments are used to minimise problems.

Find new alliances for additional funding (e.g. TEC,Welfare to Work
programmes, corporate sponsorship).

. Measure improvement in people’s lives by looking at original PCPs

Improve opportunities
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Appendix 2

Changing Days Personal
Planning Book







CHANGING DAYS
PERSONAL PLANNING BOOK
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PERSONAL DETAILS

NAME

AGE BIRTHDAY

SEX

ADDRESS

TELEPHONE NUMBER

EMERGENCY CONTACT (name and telephone number)

RELIGION RACE

LANGUAGES SPOKEN AND UNDERSTOOD

DOCTOR

ADVOCATE

BORS




WHAT THIS HANDBOOK IS ABOUT

This handbook is to help create a detailed personal plan for the man or woman with
learning difficulties you are working with.

As far as possible, it should be ‘owned’ by the person him/herself. It should be kept
close to the person, and should be used when the person is present so that they get
to know that it is their property and about them. It should be shared with other
people only with the person’s agreement.

The questions are written in the first person to help keep attention focused on the
person who is at the centre of this plan.

It is important that all the people who know and care about the person (e.g. friends,
acquaintances, relatives, day care workers, residential workers) have a chance to
contribute to the handbook, either during the course of a planning circle meeting or
individually.

Most of the handbook is organised in the following way:

* Left-hand page: questions and explanatory notes for facilitators/supporters
* Right-hand page: space for filling in information

There is space to include drawings, photographs, symbols or anything else visual that
you feel is appropriate.

To make it more flexible to use, we strongly advise photocopying the pages and using
them in a loose-leaf format. This will allow extra pages to be inserted and sections to be
replaced or added to. For example, it may be important to have a version that includes
confidential information that only needs to be known by certain people.

Keep in mind that this is an on-going record of the person’s life. It will change as the
person changes, both as an individual and as their life experiences, activities and
relationships change and grow.

ACKNOWLEDGEMENTS

This document is adapted from personal planning material used by:
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to whom we extend our grateful thanks.

165




166

COMMUNICATION

How do you communicate with others? How do others make themselves
understood by you?

The main ways | use to communicate are (e.g. signs, gestures, pictures, symbols,
objects, writing):

COMMUNICATION

It is vitally important that everyone who knows the person has a chance to contribute
to this section. During the course of the Changing Days work, sharing knowledge of
the person very often revealed important details that were hitherto unknown to one
or other of the people who had been supporting that individual.




UNDERSTANDING OF SPOKEN LANGUAGE

| understand:
everything you say [ short sentences n
most sentences ] some words, but not sentences []

Comments and/or examples

| don’t seem to understand any words. | rely on tone of voice, context, etc.

If I don’t understand you, I will:

If I don’t use words, this is the way | tell people what | want, need, feel, understand (e.g.

how I indicate YES, NO, PAIN, PLEASURE, etc.):
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THE PEOPLE IN MY LIFE

Who are the people you are close to! People in your family? People at work or
college? Neighbours and friends? Who are the people you do things with? Talk to? Turn
to for help?

Who do you spend the most time with? Who are the people who know you best?

These are the people you might want to invite to your planning circle. They might be
able to support you in your plans for the future.

RELATIONSHIP MAP

Anchors: The people closest to me. People who love me and will be there
for me no matter what! People who, regardless of any changes in
my life or me or changes in them or their own life, will still be
around to care about me and support me.

Allies: Not as close as anchors, but with whom | have a strong
relationship — for example a friend.

Acquaintances:  People who know me but | see or contact less often — e.g. casual
friends, neighbours | say hello to, people | know from where | worship.

Associates: People | know mainly because of their job or role or profession.
People who are paid to offer me a service or support me, e.g.
doctor, dentist, physiotherapist, solicitor, people who serve me in
the corner shop, café, pub.

This section is a key objective of all your work: to get more people into the person’s
life, particularly ordinary citizens/informal supports outside of special services.

In completing the map, it is important to include EVERYONE the person comes into
contact with, including the person at the supermarket checkout, in the
corner shop, at the drycleaners, etc.You never know where any of these contacts may
lead in the future. Acquaintances may become Allies or even Anchors.




THE PEOPLE IN MY LIFE
RELATIONSHIPS — SOCIAL NETWORKS




MY LIFE NOW

Think about all the things you do during the week. Fill in the timetable to show what
things you do and when you do them.

These are things like going to a day centre, work, college, club, place of worship,
visiting family or friends, outings.

MY LIFE NOW

Here we need a picture of what the person usually does in an average week: where
they go and what they do there; when they go and for how long. As well as
introducing new activities and opportunities the person wants to try, you are
aiming to increase the amount of non-segregated activities she/he is involved in.

The following questions may help you decide which current activities might become
more inclusive and how you might assist this:

does it happen in an ordinary setting?

is it alongside ordinary citizens!?

is it valued by other people?

does it make best use of the person’s skills?
does it give choice?!




AS AL ottt (date)

Day & Time

Tuesday

Wednesday

Thursday

Friday

Saturday

L

Evening




MY LIFE PATH

A brief story of my life so far.Where | have lived? What | have done? Who have been
the important people in my life — present and past? Dates that are important dates
to me!

MY LIFE PATH

This section is important for helping to discover old interests, skills once used,
long-lost people, connections that might be renewed, e.g.

where she/he has lived (family home(s), moves to hospital/residential care/group
home/supported living)

family events (birth of brother/sister, death of grandparents, family
marriages)

achievements (e.g. skills learned)

setbacks (e.g. major illness)

holidays

key people — came — went! (e.g. staff the person was close to.)

Each person should have a life history book or portfolio. This not only empowers the
individual by giving them a way of knowing about themselves and sharing their
experiences with others, but also is an interesting and creative way of producing the

material needed for this section.




MY LIFE PATH

Year Born:
19—

—
N
w




WHAT ARE SOME GOOD THINGS ABOUTYOW?
(skills, interests, abilities, personality)

What do you like about yourself? What are you good at? Proud of? What nice things i
do people say about you?

GOOD THINGS ABOUT ME

You are aiming to build up a complete picture of the individual. Detail is

particularly important here. Record everything positive you can think of -
even small details.

It should be possible to fill the opposite page with words, phrases, drawings or
photos that will give a picture of who the person is.
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GOOD THINGS ABOUT ME




WHAT THINGS DO YOU LIKETO DO?

What things do you like to do? At home? At work? At college? For fun? Around town?
On holiday? What kind of music do you like? What kind of films do you like? What kind
of food do you like? Do you have any hobbies? Do you belong to any groups or clubs?
Do you collect things?

MY LIST OF FAVOURITE THINGS




WHAT THINGS DON’T YOU LIKE?

What things don'’t you like doing at home? At work? At college? What kinds of food
do you not like? What kinds of things upset you, make you angry, sad, annoyed?

THINGS | DON’T LIKE
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BEST WEEKDAY

What would be your best weekday? If you could do anything, what would it be!?
What would you do when you first get up? What would you have for breakfast?
What would you have for lunch? What would you do during the day? What kind of
activities would you choose? What kind of activities would make you happy!?

MY BEST EVENING

What would be your best evening? What would you do when you first get home!?
What would you have for dinner? What would you do in the time before you go to bed?

MY BEST WEEKEND

What would you do when you first get up? What would you do on Saturday? What
would you do on Sunday?




BEST WEEKDAY
WHEN | FIRST GET UP

MY BEST EVENING
WHEN | GET HOME

MY BEST WEEKEND
WHEN | FIRST GET UP
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WHAT IS IMPORTANT TO ME

Think about the people who are important in your life, things you like to do, your best
day, evening, weekend. What is most important for us to remember? What things do
you want to make sure are in your life every day (like a cup of coffee in the morning
or a favourite friend)? What things do you want to make sure are not in your life every
day (like a certain kind of music or some food you can't stand)?

WHAT IS IMPORTANT TO ME

Here we are prioritising and listing what is important to the person, particularly rou-
tines. As Essential Lifestyle Planning describes it:

* Essentials or non-negotiables
* Strong preferences
* Highly desirables

For example:

Relating to pace of life

* Must not be rushed, must move at his/her own pace, not have others try to move
him/her faster

* Must stay busy; being involved in ......

Relating to routines important to the individual

* In the morning do not talk to me until after my first coffee
* When | come home, | must change into my slippers

* | must ring my mother every evening




THINGS THAT ARE IMPORTANT TO ME
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WHERE | LIVE NOW

WHAT | LIKE ABOUT WHERE | LIVE

WHAT | DON’T LIKE ABOUT IT

WHERE | WANT TO LIVE IN THE FUTURE AND WHO WITH




ARE THERE THINGS WE NEED TO KNOW OR DO TO
SUPPORT YOW?

Are there things we haven’t talked about that would help us support you?
For example, are there things we need to know or do to support your health? Are
there certain medicines you take?

Are there certain physical things that you should or should not do? Are there certain
things we need to know or do to make sure you stay safe? Are there things we need
to know about the food you eat? Are there things that make you upset that we need
to know about?

HEALTH (e.g. date of last annual health check, food or other allergies)

MEDICATION (e.g. essential daily medicine, date of last medication
review)

KEEPING SAFE (e.g. reactions in certain situations when out and about)




WHAT ARE YOUR DREAMS/HOPES AND
WISHES FORTHE FUTURE?

Are there things you would like to be able to do but don’t have the chance to do at
present, e.g. swimming, work placement, going to college, see your relatives more
often, visit a friend, have a holiday in the Bahamas, climb the Himalayas?!




MY DREAMS, HOPES
AND WISHES
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MY GOALS

as at (date)
WITHIN ONE MONTH

WITHIN THREE TO SIX MONTHS

WITHIN ONEYEAR

WITHIN FIVEYEARS




MY ACTION PLAN
as at (date)

Goal

What is the
First Step?

Who Will
Do I¢?

Who/What Else
Could Help You?

How Will You
Know When You
have Achieved
the Goal?

Wi ithin One
Month

Within Three
to Six Months

Within One
Year




PEOPLE IN MY LIFE

Please write below the contact details of the people identified in the relationship map.

NAME ADDRESS & TELEPHONE NO.




DATES OF CIRCLE MEETINGS

CIRCLE MEMBERS (ADDRESS AND TELEPHONE NO.)




T o—

i




Index
Acting Up (Matchbox Theatre Trust) Care manager — cont.
3234, 153 lack of time 137
Action 19+ 69-70 and litigation 138
Acts of Parliament, Disabled Persons and planning circles 140
(Services, Consultation and targets, implications 138
Representation) (1986) 61 user groups and commitment of
Autistic disorders 17, 19-22, 113 105-06
See also Managing change
Blindness 10 Careers service 65—66
Blood pressure, raised 39 Carers
leisure inclusion 88
Care manager managing partnership with 116
achieving change 11 review meetings, location 95
co-ordinating role as time-consuming role in health care 4142
137 working with ix
complaints procedure 138 See also Families; Parents
culture of meetings 138 Case history
current scenario 13738 communication 28-34
education funding 5556 education 51, 53, 56
expenditure ceiling 138 employment 73-80, 110, 113
functions 136-37 Horizon NHS Trust 12628
future organisational issues 140—41 leisure 85
Harperbury Hospital managing change 110
aims of person-centred planning person-centred planning 6, 10, 14
125 Cerebral palsy 40, 90
background 125 Cervical screening 37, 43
case histories 126-28 Changing Days (1996) ix, 4
lessons learned 12629 Changing Days Personal Planning Book
Knowsley Social Services 161-89
background 119 Changing Days project
changes to services 124-25 development sites vii—viii
lessons learned 120-21 principles underlying vii, ix
preparation time 121 starting date vii
staff comments 121-23 Changing our Days (1999) ix

Taking Control user group 123-24




192 Unlocking the Future
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61-62
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90, 115
importance of enjoyable 27
therapeutic positioning 27, 29-30
training staff in helping person 27
Measuring progress
anecdotal reports 130
day centre attendance 131, 133
financial responsibility 131
home routines 132
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Measuring progress — cont.

involvement in further education 131

leisure activities 133
outside relationships 132
self-esteem 131
supported employment 132
user’s future hopes 130-31
Medical curriculum 46
Medical examination
annual 39-40, 46
screening 39, 46
Medication, and osteoporosis 44

Neurofibromatosis 40
Newham Council
leisure inclusion
background 84
Changing Days project 85—86
current scene 85
and leisure staff 8588
PlayBarn 84
practical tips for 87-88
Theatre Royal 84
Newham NHS Trust 6
Newham Social Services
address viii
financial issues 151-53
People First 103, 105
person-centred planning 14
user groups 103-04
achievements 105
aims 104-05
and complex needs 107
helping factors 105-06
hindering factors 10607

Oakland College (Horizon NHS Trust
local education provider) 129
Obesity 37, 39

Oesophagitis 42
Orchard Hill College of Further
Education
and education for students with
complex needs 49-50, 52, 58
formal accreditation 52
Osteoporosis 40, 42
awareness programme 42
possible causes for increased
prevalence 42
Osteoporosis Awareness Day 42
Oxfordshire’s transition plan 58

Parents ix, 13, 126, 128
review meetings, location 95
transition 63, 68
People First 103, 105
Person-centred planning
as central feature 4
how approach was developed 4-15
as move away from ‘developing
services’ 5
operational changes resulting from
14-15
parents ix, 13, 95, 126, 128
planning circle as key to 5-7
steps in process summarised 7
See also Case histories; Facilitator;
Planning circle
Person-centred planning days
launching circles 11-12
practical tips 12
reasons for success 13-14
Personal databases 92-94
Personal futures planning 5
Personal Planning Book 161-89
Planning circle
additional benefits 150
aims of b
care manager as part of 140




Planning circle — cond.
circles of support compared to 7
direct costs 149
expenses of members 152
and facilitator 7-9
financing of 147—48
gains for the community 149-50
Harperbury Hospital 125-29
hidden costs 149
immediate view 148
as key to person-centred planning
57
life diary 128-29
long-stay hospital patients 7
long-term view 148
moral view 149
and supported employment 154
PlayBarn (Newham Council) 84
Policy
central guidance on implementing 2
context for people with complex
needs 1-2
implications of inclusion for 1
local implementation 2
Positioning, importance 26-27
Post-school education research
project 70
Prader-Willi syndrome 40, 42
Primary health care
accessing 38
medical examinations 39—41
role of 27
screening 45
staff 114
standard of 38-39
Profiling
John O’Brien’s Personal Profile 75
multimedia 32-34
TSI Vocational Profile 75
Psychiatric problems 37

Index 197

Repetitive behaviours
communication by intensive
interaction 17-19
concern about reinforcing 20
Residential college, transition 65
Respite care
communication passport 94
person-centred planning and 116
Risk assessment 60
RNIB Diploma/Certificate in Multiple
Disability 54

Safety from harm 28
St George’s Hospital Medical School
(London), learning disabilities in
medical curriculum 46
‘School buddy’ 53
Screening 39, 40, 41
cervical 43
Self-injurious behaviour 113
intensive interaction 25
Self-stimulatory behaviour, types 18
Sensory disabilities, communication
aids 27
Signposts for success (DoH, 1998) 1
SKILL (National Bureau for Students
with Disabilities), and post-school
education 59, 70
Sleep apnoea 42
Social care for adults with learning
disabilities (DoH, 1992) 1
South & East Belfast Trust 6
Speech therapy 27
Spiritual health 28
Staff
benefits of person-centred planning
reported by 121-23
communication training 27
development strategies 115, 117
financial costs 152, 154
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Staff — cont.
and leisure inclusion 88
training in education 53—-54
Supported employment
benefits of inclusion 79-80
brainstorming 75, 77
case history 78, 110, 113
communicating ‘no’ 76
communicating potential for 74
employers as partners 77-78, 82
and equal opportunities 77-78
as example of long-term view 148
inclusion 73
job coach 79
job taster 75
managers’ checklist 81
as measure of Changing Days’
success 132
and motivation 75
and planning circles 154
profiling 75
Razia’s story 7380
team working 77

Theatre Royal (Stratford East) 84
Time

clock without minute hand 24
intensive interaction and 23

Transition (moving towards adulthood)

68
Action 19+ 69-70
careers service 65—66

communication with young person 62

cultural issues 63

Hackney transition plan 68—69
inter-agency collaboration 64-65
legal context 61

link courses 62

Transition — cont.
and new opportunities 63—64, 133
as on-going process 66
Oxfordshire transition plan 68
parents 63
post-school education project 70-71
programme design, features of
successful 66—67
residential college 65
and SKILL 70
taster days 62
transition workers 69
and University of Cambridge School
of Education 70
young person in decision-making
62—63
Transitional review 61
Trowbridge Centre (London Borough of
Hackney) 114
TSI Vocational Profile 75
Tuberous sclerosis 40

University of Cambridge School of
Education 70

User groups 102-04
achievements 105
aims 104-05
and complex needs 107
helping factors 105-06
hindering factors 106-07
Taking Control group 123-24

Videos
capturing achievements 95
in reviews 33-34, 95
Visual impairment, case histories 10, 14

Well-being, importance 28
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People with learning difficulties and very high support needs are
at the forefront of service providers and commissioners’ thinking. ;

However, there are presently few solutions to providing them
with opportunities. Unlocking the Future explores ways in which

services need to change to provide this group of people W|th
lifestyles based on their own wishes and needs.

Unlocking the Future is the last book in the Changing Days series. ‘
It complements the previous books by providing practlcal
guidance for the creation of truly person-centred services that
will result in better quality lives for people with complex .
disabilities. Aspects of the Changing Days work that are crucial to
success are highlighted: from getting to know individuals and
their lives and developing understanding, to the processes and
il best practices that facilitate the creation of lifestyles based on
& individual choice and community inclusion.

This informative book will be indispensable for managers,
commissioners and providers responsible for developing day
opportunities. It will also be of great interest to carers and others
nvolved in supporting people to improve their lives. An easy-to-
_read section will be particularly useful for user committees and

self-advocacy groups working with professionals to change

| services. A Personal Planning Book in the appendices will help

/, those who support individuals to develop their own personal
4 planning record.

Other books in the Changing Days series

Changing our Days by Andrea Whittaker

Days of Change edited by Barbara MciIntosh and Andrea Whittaker
Changing Days edited by Alison Wertheimer

ISBN 1-85717-400-3
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