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We also want to see if there is anything we
learn from this project that will help young
people with other long term conditions and
their carers and for people who provide their
services.

This work is being led by Professor John
Carpenter from Bristol University and
Professor Kate Bushby from Newcastle
University.

The first meeting of a group of young people
took place in July.

To start with  the researchers spoke to 3
families, including brothers and sisters, so that
they could make sure that they are asking the
right questions. 24 more families in 3 different
areas have now taken part in the research.

The team go to big meetings so that they can
tell everyone what is happening.
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The researchers are in touch with other
projects and are trying to get information from
them.

They plan to visit the Erasmus University
Medical Centre in Rotterdam where researchers
are doing the same sort of work.

For more information email David Abbott at

D.Abbott@bristol.ac.uk

6. Understanding the care needs of
people with late stage Parkinson’s
Disease, Multiple System Atrophy or
Progressive Supranuclear Palsy.

This work looks at support for people with
Parkinson’s Disease, Multiple System
Atrophy or Progressive Supranuclear Palsy.



12

It is looking at the support people need when
they are near the end of their lives. There is
no information about this at the moment.

This work will give information to help health
and social care organisations run better
services in the future and so that voluntary
groups, families and friends can know more
about these conditions.

This work is led by Professor Nigel Leigh
from Kings College, London.

JUNE

Work started on this project in June 2007. There
are 2 parts of the project.

The Movement Disorder Team at King’s College
Hospital have helped researchers to find people
to take part. They are now speaking to people in
the South East of England.

Researchers will speak with these people every
4 months.
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A group of people who know about these
conditions met in January 2008 to say what they
think about what has been found out so far.

 They will also help the researchers to ask the
right questions in the next part of the project.

The project seems to be going well because
people with these conditions are keen to help.

You can find out more on the webpage:

www.kcl.ac.uk/palliative.

You can email Tariq Saleem at:

Tariq.Saleem@kcl.ac.uk
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New Research into Long Term
Brain, Nerve and Muscle conditions

The Department of Health has invited
researchers to send in their ideas about how to
look into:

· how people with long term conditions are
included in different parts of work and life

· how workers are found and trained

· how people with rare health conditions
get the help they need

· how people with long term conditions, and
those who look after them, are involved in
planning and making services better.

The Advisory Group will help to make decisions
about the ideas and we will tell you which ones
will go ahead in the next newsletter.
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Other News

Health and social care needs of young
people with long-term brain, nerve and
muscle conditions when they start to
use adult services

London School of Economics (PSSRU, LSE)

The main points are written by Margaret Perkins,

email: M.A.Perkins@lse.ac.uk

The Department of Health asked the
researchers to look into what happens to
young people when they need adult services.

The main part of the work was to look into
services used by young people who have brain,
nerve and muscle conditions and to find out how
much it costs when young adults live
independently.

About 10 million people in the United Kingdom
have brain, nerve and muscle conditions.

Over 8 million of those people need support and
help.
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The researchers chose to look into 3 of the most
common conditions: epilepsy, cerebral palsy
and brain injury.

They wanted to know how much the support
and services cost and which needs are not met.

They found out that people who arrange
services don't see how much support young
people need when they move on to adult
services and that the services are often poor.

Young people don't get enough social care
services and many young adults rely on their
parents.The services aren't joined up and
young adults and their families are worried
because there isn't enough information.

There are not enough special services, or
training for staff.
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Many young adults with epilepsy can't work, a lot
of young adults with cerebral palsy stay at home
with nothing to do during the day and there
aren't enough things for young adults with brain
injuries to do in the community.

The main information from this research will be
on the web-site in Spring 2008. Please go to:

http://www.ltnc.org.uk/research.htm

How much community equipment
services cost and how good they are

This work is led by Professor Ann Netton.
These main points were written by Nick
Smith.

This project is to find out how to measure the
work that equipment services do, how good
that work is, how much the services cost and
what effect they have on the lives of disabled
adults.
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Over 4 million people use equipment given to
them by health and social care services.

They have asked local councils to find better
ways of looking at how well different local
councils are doing.

In Spring 2008 you will be able to see a report
on the website:

www.pssru.ac.uk.

You can email Nick Smith at:

n.j.smith@kent.ac.uk
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Quality Neurology

The MS Society, Parkinson’s Disease Society
(PDS), Motor Neurone Disease (MND)
Association and Ataxia UK are working together
on this project.

They are going to develop a measuring tool to
check how well the National Service Framework
is being used to improve services for people with
brain, spine and muscle conditions.

The Department of Health has given a grant for
this work and researchers from the Social Policy
Research Unit at York University are also
helping with the work.

For more information email Sheila Lakey at
slakey@mssociety.org.uk

Report from the Foundation of Assistive
Technology (FAST)

A report has been written about the latest
research into disability equipment. You can get it
from:

http://fastuk.org/home.php
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News about work that has been
written about:

Modernising Adult Social Care:
what’s working (June 2007)

You can get this report from:

www.masc.bham.ac.uk

Finding out about User Led organisations in
England (September 2007)

You can get this report from:

http://tinyurl.com/34689d

Valuing People and Research: The Learning
Disability Research Initiative (November 2007)

You can get this report from

www.ltnc.org.uk
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News about the Advisory Group

The Advisory Group helps the Department of
Health by giving advice and information on
setting up and checking the research.

Some members of the group have long term
conditions themselves and others know
about research and services. They meet
twice a year.

Tribute to Roy Webb

When we were printing the last newsletter Roy
Webb, an Advisory Group member, died
suddenly.

Roy will be sadly missed by all who knew and
worked with him.

In the words of one of the group, he will be
remembered as “a champion of
self-determination for disabled people”.

Saying Goodbye

Other members are moving on because their
lives have changed.

We are sorry to say goodbye to: Andrew Nocon,
Professor Sally Byng, Liz Howsden, Barrie
Fiedler, Paul Kyprianou and Patience Wilson.
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We are pleased to welcome:

Lucy Brazg is Policy and Development
Manager of the Neurological Alliance.

Dr Kate Swinburn works for Connect which is a
voluntary organisation that works to support
people with stroke to get the most out of life.

Dr Ghazala Mir is a Senior Research Fellow
and Director of the Ethnicity Training Network at
the Centre for Health and Social Care, University
of Leeds.

David Ellis works for the Social Care Institute
for Excellence (SCIE), where he advises on
making SCIE's work useful to services, people
who use services, people who run services and
policy makers .

Gillian Ayling is taking over from Patience
Wilson from  the Department of Health.
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