Advocacyv

Improving the quality of life
for people with a learning disability British Institute of Learning

Disabilities




Hello and welcome to another edition of
Advocacy News

What does the future hold?

“To make sure that we are looking after each other in society, we have to weave
a web of care around the individual. We have an ambitious agenda for people
with learning disabilities and are determined that they will have more choice and
independence in their lives”.

Health Minister, Liam Byrne, Learning Disability To  day, 23" November 2005

Great News for People with a Learning disability in Wales

The Minister for Health & Social Services in Wales has decided that the
Advocacy Grant Scheme should continue for a further two years from 2006-07
and that the main part of the grant resources should be applied to sustain the
activity of existing grant recipients. We do not have any further information at
the moment and do not know how this process will happen but we will let you
know more as soon as we hear.
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Harrogate and District Advocacy

Although now in my 60th year, I'm a fledgling to this advocacy business.

Yet just weeks into my post as Learning Disabilities Coordinator with the
Harrogate and District Scheme in North Yorkshire, I've become only too well
aware of how we all walk the financial tightrope. A successful funding bid here,
the tightrope tightens and the balance improves; bad news there and down we
plunge, with no safety net to break the fall. Funding for advocacy is a fairly
precarious business and a bit of a nightmare for the long-term planner.

As Learning Disabilities Coordinator | appreciate that short-term issue-based
advocacy is probably best in terms of financial stability for an advocacy
organisation. But what about long-term partnerships? | read in BILD’s July 2005
Advocacy Report : “The greatest benefit of a citizen advocate is the time they
are able to spend getting to know their partner. This allows them to have more
freedom to explore ways of communicating and supporting their advocacy
partner on the issues that are important to them...”

Hear! Hear! As a scheme we do have some longer-term partnerships, but it's
something of a gamble when committing our hard-worked volunteers to long-term
ventures. Unfortunately many people do not have the time to do this.

But it's the everyday happenings and chance meetings that make you realise
how important advocacy is. This week | visited a residential home to discuss a
proposed move with one of the service users. The door was answered by one of
her friends, an older lady with a fine head of bushy silver hair whose engaging
smile owed its charm in no small way to the absence of several front teeth! After
my meeting | noticed the same lady sitting on her own in the front room, and sat
down for a chat. As we discussed her life past and present she stopped, looked
at me quizzically, and inquired: “Why are you talking to me?”

The following day | read in Community Care that a survey has revealed that one
in 20 people with learning difficulties has no friends and does not see anyone
from their family.

More money for advocacy? Need | say more?
Tony Moss-Blundell

Learning Disabilities Coordinator
Harrogate Advocacy



Ethnic Advocacy is a self advocacy project based in Walsall that aims to support
individuals from ethnic minority backgrounds who have a learning disability. The
project started in July 2005 with funding from BILD and employs two project
development workers (Tariq and Rukhsana), both of whom are bilingual. Having
a man and a woman working on the project has allowed us to approach some
individuals that might otherwise not have talked to us because of cultural issues,
etc.

Ethnic Advocacy has made good progress in identifying individuals whom we can
support, and presently we run two day groups for men and women. (A single sex
environment was preferred by some of the carers and individuals we support.)
These day-groups are in some cases the only social intercourse, other than with
immediate family, some of our members have. We have seen a great change in
the confidence levels of the individuals we support especially in the short time we
have been operating. We have received very encouraging feedback from
parents, carers and other service providers. As well as our weekly day groups
our members have been on trips and participated in regional forums and
seminars across the midlands.

Rageeb and Riaz enjoying a day out.

The main things we have learnt thus far are that by and large ethnic minorities
are ill-informed and unaware of the services available to them and have a
tendency to feel isolated from mainstream society. Unfortunately a story we
come across all too often is the lack of interest shown by mainstream service
providers towards family members/carers who support people with learning
disabilities. A lot of individuals we have spoken to have told us how it has been
years since they last had any contact with a member of the social services or the
learning disabilities team.

A lot of this is due to cultural barriers that stop service providers from being able
to assess the needs and wishes of ethnic minorities and thus people find that
they hit a wall with regards to further progress. We feel that because we share a
similar culture to a lot of the people we deal with, and are sensitive to their
cultural/religious needs, we can overcome the initial barriers that might stop a



‘white’ person for example from transcending. We have on occasions acted as
interpreters for some service providers and this not only allows them to gain
correct information from whomever they are talking to but we believe it also
allows the individual to feel more comfortable knowing that someone from a
similar cultural background is there with them. We have found instances where
some parents/carers feel they have to do everything for their sons/daughters for
fear of being seen as uncaring by their communities. This, to some carers
surprise, can be a hindrance to the individuals progress and we try to assure
them that they do not need to do everything themselves and that there is a
variety of service provision out there that they are free to access.

We feel the priority is to do what is best for the individual and if a specific project
like ours that targets a specific group, helps to improve the lives of some
individuals, then that has to be the best way forward. We know that self-
advocacy has provided the confidence for members of the group to begin voicing
their opinions.

We at Ethnic Advocacy are always keen to meet with other service providers and
service users in order to improve our service and if you would like to contact us
about your project or know of issues that might be of interest to us then please
contact us at the address below.

You can find out more about Ethnic Advocacy by visiting our website at:
www.ethnic-advocacy.originationinsite.com

Ethnic Advocacy
Palfrey Access Centre
South Street, Palfrey, Walsall. WS1 4HE

Tel: 01922 650100 Fax: 01922 650101
E-mail: ethnicadvocacy@hotmail.co.uk

Ethnic Advocacy at the Stourbridge Ethnicity Day



Terve!

This means Hello in Finnish!

On the 22" November some people from Finland came to visit BILD. They came
to find out some information about organisations working with people with
learning disabilities to take back to Finland. They work for FAMR which stands
for The Finnish Association on Mental Retardation. | don't like this name as the
words used are a very old way in which to describe people with learning
disabilities. FAMR is an organisation working for the better quality of life for
people with an intellectual disability as well as others in need of support in
learning, understanding, and communicating.

We had a lively lunch and the idea was to get everyone alert before we started
telling them all about advocacy. | chaired the meeting and also talked a little bit
about myself and how | came to work for BILD. We did a presentation on
advocacy and there was so much to tell we really couldn’t go into a lot of detail.
We talked about people with high support needs, employment for people with
learning disabilities, advocacy for people from black and ethnic minority
communities, self-advocacy and lots more. The main UK advocacy movement,
has grown over the past 33 years but in Finland it is relatively new, especially
self-advocacy which has only been running for the last three years or so. We
talked about job-coaching and the training that was available for it, which isn’t
much! The Finnish talked about some job-coach training being available in
Ireland!

It was very interesting to hear what they do for people with learning disabilities in
Finland. For example a plain language centre which promotes plain language
communication and culture, assisting in problems with communicating, teaching
materials and offering services for life for people who need them. That is a very
good idea.

| would like to see them come back to BILD and maybe | could visit them in
Finland too.

Matthew Smith
Advocacy Project Worker



“‘GROWING UP — SPEAKING OUT!”
A new resource for all who are interested in advoca  cy for young learning
disabled people in transition (14-25 years).

The Sounds Good project has just completed a new guidance pack, entitled
"Growing Up, Speaking Out” which offers information and good practice ideas on
providing advocacy for young learning disabled people in transition, based on the
real experience of existing projects and informed by the views of young people.

The Guidance Packs are free and are available through ARX (tel 0208 880 4545
or email info@advocacyresource.net ). There will also be a pdf version available
for download from the ARX website which is www.advocacyresource.net.

The Sounds Good Project is part of the Advocacy Resource Exchange (formerly
known as CAIT) and for the last 3 years has been working across the country to
promote the development of more advocacy for young learning disabled people
in transition. Learning from the project’s work across the country is featured in
the guidance pack.

Who provides advocacy for young people at the momen t?

Currently there is a big gap in provision of community-based advocacy for these
young people. Out of the 300 or so advocacy projects across the country, only a
handful (about 30) have any specific funding or resources devoted to supporting
young learning disabled people under 18 years old.

Why is advocacy needed in transition?

The transition process for disabled young people has been variously described
as “ hurtling into the void”, “falling off a cliff”, “ a maze” or succinctly by one young
man as “a ***** nightmare!” Families and young people often complain of poor
information from services and difficulties in transfer from children’s to adult

services.

It is a time when every young person goes through changes and has to make
choices about what they want to do with their life. For a young person with
learning disabilities, transition planning begins in Year 9 when they are 14 years
old and is a continuous process while they are at school. However, it is clear
from experience that a lot of young people do not attend their own planning
meetings. Or, on the occasions when they do, they often feel unable to contribute
through lack of preparation or support.

One of the most effective ways to remedy this is to have an independent
advocate supporting the young person before, during and after the meeting to
ensure they understand what the meeting is going to talk about and to have a
chance to consider what they want to say at the meeting. Parents are often good
at trying to represent what their son or daughter want or need. However there are
occasions when the young person’s views conflict with their parents and they



may not feel confident enough to go against what the parents say. At this point it
may be the volunteer advocate that the young person has developed a trusting
relationship with, who can help them to talk about what they feel and help them
to speak up for themselves.

There is another good reason why advocacy is important early on. If the young
person can be supported by their advocate to express their choice of what they
want to do in their life, they are much more likely to follow a path that suits them,
rather than the advocacy projects having to work with them later on in life to
unpick the problems.

Bild are offering a new annual membership fee of £2 0 for
small voluntary organisations

Currently all Bild members receive the following benefits:

a quarterly copy of British Journal of Learning Disabilities

a 10% discount on Bild events

a 10% discount on Bild publications

Qualify for a 15% discount on subscription to the quarterly Journal of
Applied Research in Intellectual Disabilities

Have access to the members’ only area of the Bild website
Receive Bild’'s Annual Review

May request or download reading lists on a range of topics
May have items on loan from Bild’s library

May request searches from our literature database (£11.75)
May attend and vote at BILD’s Annual General Meeting



BILD Advocacy Training One Day Events

Non-instructed advocacy

Kidderminster Thursday 23 February 2006
Leeds Tuesday 7 March 2006

Advocacy dilemmas and the role of advocate

Kidderminster Thursday 26 January 2006
London Wednesday 8 February 2006
Warrington Wednesday 22 " March 2006

The role of the self advocacy supporter

Kidderminster Wednesday 1 February 2006

Sheffield Wednesday 29 March 2006
London Wednesday 14 June 2006
Conference

Advocacy conference — a voice of their own

Birmingham
Friday 3 March 2006

If you interested in any of the above courses please contact Liz Howells

on 01562 723010 or e-mail l.howells@bild.org.uk write to BILD, Campion House,
Green Street, Kidderminster, Worcestershire, DY10 1JL

Book on-line at www.bild.org.uk

There are special rates for small voluntary organis  ations




When we talk about employment for people with learning disabilities, what
exactly are we talking about? People with learning disabilities have the same
right as everyone else to go to school, go to college and have a job. But what
does having a job really mean? There is a lot of information about employment
opportunities for people with learning disabilities and employment is known to be
a key feature of social inclusion. For example by having a job, not only do
people have the opportunity to earn some money, they also have a real chance
of building up social networks and friends.

Employment can reduce social isolation by offering access to a mainstream
lifestyle. It can support and encourage:

Structure

Confidence

Financial security, choice and Power
Self Esteem

Opportunities for learning new skills
Community involvement
Independence

Options for the future

The Government believes that employment is an important route to social
inclusion”....it states, it is committed to helping more people with learning
disabilities develop the skills they need to move into the labour market” and “to
enable more people with learning disabilities to participate in all forms of
employment, wherever possible in paid work, and to make a valued contribution
to the world of work.”

Valuing People

Department of Health: 2001

Yet according to Government figures, only 11% of adults with learning disabilities
living in England have jobs and many of these are part time. One of the main
problems in getting a job is that too many young people with learning disabilities
are leaving school without the skills and experiences they need to join the work
force. Although the White Paper on learning disability services, Valuing People,
has led to real improvements, it has been a slow process. People with a learning
disability do not have the same opportunities to work and may face a lifetime of
unemployment. For many people with a learning disability work has not even
been discussed as an option as many professionals and/or carers have low
expectations of what people can achieve.
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Government initiatives are encouraging more children to access mainstream
schools. This is a positive move in enabling young people to be part of a wider
culture. However people with learning disabilities need additional support which
mainstream education is not providing. There is a need for more resources and
training. Hazel Morgan, Co-Director of the Foundation for People with Learning
Disabilities (Rights of People with Intellectual Disabilities: Access to Education
and Employment, 2005) says: “Many local secondary schools and colleges here
in the UK have inadequate resources, skills and experience to provide the level
of support needed for students who have learning disabilities. We need more
specialist teachers who can give them the support they need....”. Parents/carers
are having to fight for the right of young people to be adequately supported in
their learning. Fundamental things like:

Literacy
Interpersonal skills
Communication skills
Vocational skills
Work experience
Travel Skills

These skills are essential for future employment opportunities and can be learnt
by people with learning disabilities. People also forget that social interaction is
learnt behaviour and that negative behaviour is reinforced by negative behaviour.
Support in positive communication and social skills can help people to adjust
easier to working life and working behaviour patterns. This can be reinforced in
addressing issues such as discrimination, establishing levels of colleague
support staff input without compromising independence and minimising obstacles
in the workplace such as workplace design and negative expectations. As a lot
of jobs are tied into time limited contracts, people with learning disabilities need
to be given information and support to progress onto further employment
contracts. The labour market has, however, traditionally marginalised and
excluded people with disabilities and this needs to be addressed at all levels from
education, positive support and discriminatory attitudes. Many are not prepared
for employment opportunities and leave school or college with no skills or
experience, making it virtually impossible for them to find a job.

Government schemes are not fully geared towards helping people into
employment and the benefits system acts as a huge barrier. Many are not
prepared to take the risk and lose their benefits which if the job was not suitable
for example, would be difficult to regain. Another risk is bullying and one report
estimated that nearly nine out of ten people with a learning disability experience
bullying and discrimination. Even so, many people with learning disabilities
would like a job. One young person said “I have learnt new skills at work and |
have met a lot of new people. A job has helped me to feel a part of things, the
same as everybody else”.
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Supported employment with a job-coach can also beneficially support people in
their work. This is usually offered by the council or voluntary organisations. By
1995, an estimated 5000 people with learning disabilities were being supported
in employment by over 200 agencies. More recent informal surveys suggest that
this number has risen to over 7000 although as said before many are part-time
posts. There is also evidence that this support is slowing down as organisations
struggle for funding. A job-coach will spend a few hours per week with the
individual requiring support and has supported people to learn new skills and
gain confidence in their abilities. However, the support offered by the job-coach
is time-limited. Another option may be to employ a job-coach specifically for the
individual. This can provide comprehensive and long-term support but is also
costly and many organisations may not be able to afford an additional salary.
Many employers do not see people with a learning disability as employable. Itis
attitudes like this which need to be overturned. Supported employment, in the
UK has, until recently, mainly found work for people with mild or moderate
learning disabilities although this is now changing. Many more people with
learning disabilities would like the chance to work which makes it imperative that
existing barriers and disincentives are removed.

The Disability Discrimination Act although started in 1995 has seen policies and
improvements on implementing physical access to buildings rather than providing
positive representations towards people with a learning disability. Turning Point,
Hidden Lives, 2004 express that “the outcome is that people remain invisible in
their community and the community is under no pressure to change”. People
with a learning disability are rarely encouraged to think about work and very often
are stuck on the same training course for years at a time. However in changing
the way we think and providing real support we can change the lives of someone
with a disability, enabling them to have access to choice, freedom and financial
independence.

“Throughout Europe people with intellectual disabilities still face serious stigma,
prejudice and significant barriers to realising their fundamental human rights.
Discrimination against people with intellectual disabilities is deeply rooted and
widespread, standing in the way of positive change.

Providing real access to education and employment for people with intellectual
disabilities is key to ensuring their social inclusion, and enabling them to live and
work in the community as equal citizens.” A Lancashire University report showed
that from the 2898 people they interviewed with learning disabilities, 65% of
people wanted a job. This shows the important link between employment and
inclusion in all aspects of society, for example having your own bank account,
attending social events etc.

Rights of People with Intellectual Disabilities
Access to Education and Employment, Open Space Institute 2005

12



How do we evaluate advocacy and its achievements?

Advocacy is about having your voice heard, saying what you think and being able
to make decisions about your own life. Advocacy is about changing people’s lives
for the better and supporting individuals to achieve greater personal potential.
Getting support through advocacy can also be very important in helping people
take action for their human rights and to safeguard people in situations where
they are vulnerable. This can be hard for people with learning disabilities but
advocacy groups are enabling more people to speak up for themselves.

As advocacy is about real lives and real decisions it can be difficult to quantify
the improvements made in peoples lives. Advocacy outcomes vary from an
individual gaining confidence (which is very difficult to measure) to moving to new
accommodation (which is easier to identify). BILD would welcome comments by
organisations and people working in Advocacy on how to evaluate advocacy and
track the outcomes achieved for people. Many situations are narrated through
case studies of peoples lives and/or circumstances. This is an excellent way in
which to understand advocacy and the significance it has for people. However
with case studies (as with graphs and charts) you cannot see at a glance what
the main issues are which affect people with learning disabilities and how
advocacy has helped to overcome the barriers faced.

Let us know what the main issues and/or barriers are for people with learning
disabilities. Advocacy is a critically important element in the development of
effective services for people with a learning disability. It is seen by many as the
critical link between theory and practice in creating a truly inclusive society.
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Advocacy and Learning Disability by

Barry Gray and Robin Jackson

Paperback 1-85302-942-4, 2001, 256 pages, £18.95

Aasha: working with young people with a learning di fficulty from a South
Asian background .

Skill: National Bureau for students with disabilities £15.00

Self Advocacy and Adults with Learning Difficulties : Contexts and
Debates by

Jeannie Sutcliffe and Ken Simons

National Institute of Adult Continuing Education £7.95

Accessible Language or Oppression by Signs and Symb ols

In the UK we are failing to provide people with learning disabilities the education
they deserve. In ‘special’ and ‘mainstream’ schools, in further education colleges
and day centres, an institutional lack of belief in ability continues to engender
countless lost opportunities for learning. As a direct consequence, many people
with learning disabilities are not being supported to attain the everyday
communication tools that are essential to enable their inclusion in the broader
community.

The Learning Disabilities World is awash with methods and apparatus designed
to facilitate the transference of individual needs, wants and desires. ‘Person-
centredness’ is sometimes the originator of complex modes of communication
that are specific only to one or two people. This is not to decry person centred
planning, nor denigrate specialized communication methods. For many people
quality of life is reliant upon such techniques. Generally however, a broad brush
approach that results in the constant employment of a few standard learning
disabilities ‘languages’ may be serving to perpetuate the separatist status quo.

For the limitless number of organizations who produce information for people
with learning disabilities, it seems that the question of accessible language can
be addressed by the inclusion of a few pictures and the simplification of all the
‘difficult’” words. Yet, these symbolic interpretations cannot carry the weight of
argument that is borne by our spoken and written language. Consequently,
people with learning disabilities are being kept in the dark. We assume that they
are unable to consider complex ideas........ so we keep things simple for
them.....so they can understand. Is this not starting to sound a little patronizing?

Of course the difficulty is that many people with learning disabilities simply do not
understand. However for a significant number of people, the damning indictment
here is not in our failure to develop successful facilitated communication
techniques. It is much more straight forward than that: Many people with
learning disabilities remain socially isolated because when they were children,
we failed to provide them with an education. Instead, (at an age when human
beings are seriously hardwired for learning) they were given a Statement and the
concurrent assumption of limited ability and worthy of little investment. In many
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cases, the communication tools are simply a cover-up for a gross and shameful
misjudgement.

Palpably, there will always be a need for facilitated communication. Individual
learning capacity, pace and retention is a variable, consequently different people
have different levels of knowledge and skills. Life however, is a process
throughout which people (given opportunity and motivation) are driven to learn.
Perhaps we should be encouraging people with learning disabilities to increase
their know-how, to step out of their world and into ours, rather than being
complicit in their uncertainty by assuming they will not understand.

For many individuals, the development of specialist communication techniques
may be encouraging us to overlook their greater need. i.e. education that is
person centred and age appropriate; that has a focus upon the relationship
between language, knowledge and understanding; that equips the individual for
early social inclusion and does not allow the development of disabled
stereotypes. The impact of all of this on the broader issues of access is
incalculable.

Mark Stephens

Bild would welcome your views on what accessible information and accessibility
in general means to you. If you want to provide an article either in agreement
with the above or to challenge it, please get in touch with us and let us know
what you think.  E-mail a.rafique @bild.org.uk
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Two different views on being a volunteer advocate

| would like to share my experience of becoming an Advocate for my partner who
has a learning disability and additional visual, sensory and physical impairments.
Because of these impairments my advocacy partner experiences significant
barriers to communication. My advocacy partner has always lived in an
institutionalised setting, and throughout their life has received very little
educational or social stimulation. There is no family involvement and | was
worried that | may not have the skills to support their advocacy needs. It was a
very challenging role | was taking on, to enable my partner to become
empowered by an Advocate.

My partner has regular six monthly reviews which | attend but a decision had
already been made that my partner was not able to give consent to interventions
for the development of skills or for any proposed medical treatment. It had in fact
been decided that they “lacked capacity”. We now know that the new Mental
Capacity Act, due to come into force in 2006, does not allow for this kind of
decision to be made and that Capacity has to be judged for each individual
situation.

| have been visiting my partner two or three times a month for the past year but
because of my lack of communication skills, | became very disillusioned. | am
not able to make eye contact with my partner because of their visual impairment,
so at times | felt very uncertain if my partner knew who | was or why | was there.

However, | have gradually learned my partner’s likes and dislikes and know that
a lot of satisfaction is gained from swimming at the Hydrotherapy pool and a Spa
bath within the home. My observation has shown that my partner is supported
well in the home and choices are made available, especially regarding clothes.
By working alongside staff | have learnt that my partner responds to different
sounds, voices and smells that they recognized. It is also obvious that my
partner values the care that the key worker gives. It is certainly beneficial for my
partner to have a care and communication plan in place plus access to the ‘My
Life Book’ that makes it easier for the transfer of knowledge.

| have visited the Day Centre that my partner attends where a music therapist
visits weekly. | learned that sound was a good communication medium because
the Music Therapist reported that my partner “responds to music in a positive
manner”. The home now has a sensory corner where my partner can sit and
have access by touch and sound to different sensory aids that are placed within
easy reach. There is a lift up box that contains different textural aids such as fur,
silk and wool. The box also contains several musical instruments.

| have learned a great deal about how best to support my advocacy partner

through advocacy training, conversations with staff in the home and attending
review meetings. | have also valued the support | have received from
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Bromsgrove and Redditch Advocacy group. It is not always possible to put in
place all suggestions at any one time but it is important that an Advocate’s input
is recorded to ensure ongoing support. My advocacy task is now not quite so
daunting!

Volunteer Advocate (Bromsgrove and Redditch Advocac y Group)

BILD have a small booklet which gives ideas of some ways to advocate for
people with additional needs who face significant b arriers to
communication. This is available free of charge if you contact the
Advocacy Department at BILD Telephone 01562 723027 email
h.boon@bild.org.uk

Before | started volunteering as an advocate with Advocacy in Barnet, | was
working for a high street bank in their retail banking division. | had been working
there for about a year and had become very dissatisfied with my role. My
personal life had also suffered, as the position did not allow me to be personally
creative and | had lost any purposeful direction in my life.

A few months after this, | enrolled on the ‘Access to Social Work and Caring ’
course. At this point | decided to volunteer my skills at Advocacy in Barnet as a
volunteer advocate. The role has been, and still is, very challenging but it has
developed my professional confidence and has also helped me to put the
knowledge | have acquired from my academic studies into practical experiences.

It has given me a better insight into the issues that are faced by people with
learning disabilities. | have also been given ongoing support and guidance
through monthly support meetings with Advocacy in Barnet. These meetings
have given me a chance to further my knowledge by speaking to other volunteers
and sharing experiences. The presentations given by various organisations,
within these meetings, have allowed me to expand the support networks needed
for making referrals and accessing other sources of help.
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| have now started a full-time degree course and feel that the experiences and
support | have gained from Advocacy in Barnet have been invaluable. | gained
the confidence to study through my work volunteering as an advocate.

Recent News

Partnership Boards

Are Partnership Boards improving services for people from black and minority
ethnic communities who have learning disabilities? The Valuing People support
team funded a national survey of all learning disability partnership boards in
England. The survey ran for approximately one year from December 2004 to
February 2005. Although the survey came from the director of the Valuing
People support team only 82 partnership boards out of 164 replied. Some
boards responded that meeting the needs of ethnic minorities was a low priority
as there were only a few people who lived in the area or were known to services.
(Community Care).

e U m ap . O I'g EU Monitoring and Advocacy Programme

Education and employment are key elements for social inclusion. People with
learning disabilities must be able to have access to schools and jobs in a
mainstream environment and have the same choices as any one of us. Gaining
the skills to interact with the rest of the population will support learning and
independence. The Open Society Institute in Budapest has produced a series of
reports monitoring access to education and employment for people with
intellectual disabilities in 14 European countries including the United Kingdom.
WWww.eumap.org

The Foundation for people with learning disabilities contributed to the writing of
the UK report, Rights and People with Intellectual Disabilities: Access to
Education and Employment. Other contributors were the Welsh Centre for
Learning Disabilities, the University of Ulster, the Northern Ireland Union for
Supported Employment and the University of Glasgow. There are laws in the UK
about the equal access to education and employment for everybody. However
people with learning disabilities can face many barriers to getting a job. The
report, an easy to read version Employment and People with Learning
Disabilities can be downloaded from www.learningdisabilities.org.uk

National Institute of Adult Continuing Education
NIACE are developing a campaign called Say What You Like! The campaign
wants to know about why adults start to learn and what the barriers are when
they first begin to learn. NIACE would like to hear from your experiences by
February 2006.
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The publication and further information can be obtained from
www.hiace.org.uk/saywhatyoulike

Healthcare @ ‘

Commission Healthcare Commission

The Health watchdog has launched a three-year bid to improve services for
people with learning disabilities (November 23rd 2005). As the quality of life is
below average to that of the general population a series of measures to improve
the health and healthcare of this potentially vulnerable group of people is
proposed. People with a learning disability die younger and are more likely to
suffer from cancer and respiratory disease. Fiona Ritchie, the Healthcare
Commission's Advisor on Learning Disabilities, said: "The health needs of people
with learning disabilities have been neglected for too long. This is surprising
when you consider that having a learning disability is one of the most common
forms of disability in the UK.

The strategy has been translated into accessible language for people with
learning disabilities, and is also available in an audio-visual format on CD Rom.
People with learning disabilities are encouraged to contribute to the consultation
by the 31 January 2006. People can contribute to the consultation via the
website www.healthcarecommission.org.uk or by phoning the Commission's
helpline on 0845 601 3012.

Q}h Department
of Health

The Department of Health is to appoint a new co-director for learning disabilities.
The new worker will be a person with learning disabilities and will work one day a
week alongside the current Director Rob Greig, who is changing his role from
leading the Valuing People support Team. Minister Liam Byrne spoke at the
Learning Disabilities Today conference on Wednesday 23rd November and
confirmed that £40m would continue to be identified for people with Learning
Disabilities through the Learning Disability Development Fund. As part of the
change to his role, from 1 April 2006, Rob Greig will hand over the management
of the Valuing People Support Team (VPST) to the Care Services Improvement
Partnership (CSIP), where the VPST are based.

! ! # $ %&&'

Va{luing People: Making things better is now available to read. This report is
the third annual report on learning disability. The story so far.... gives a good
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picture of how much things have changed for people with a learning disability. It
also says where things are not working well. The report has made the
Government think hard about how to improve things for people with a learning
disability. The Minister in charge of learning disabilities, Mr Liam Byrne MP, will
formally respond to the issues made in the report in more detail later this year.
This report is available from The Stationery Office for £15.00 or you can
download it from www.dh.gov.uk

The Department of Health also commissioned BMRB (British Market Research
Bureau) Limited to conduct a major survey of people with learning difficulties in
England with Central England People First and the Institute for Health Research
at Lancaster University. The main report on the findings was published on 28™
September 2005. Telephone John O’Shea on 02079725682 or e-mail
John.O'Shea@ic.nhs.uk for more information.

The Disability Discrimination Act 1995 has been amended by the Disability
Discrimination Bill 2005 to place a duty on all public sector authorities to promote
disability equality . This duty will have a significant impact on the way in which
all public services are run and on improving the lives of disabled people. A short
summary is available from www.drc-gb.org (The Disability Equality Duty for the
Public Sector). The Disability Discrimination Act 2005 places a new requirement
on the public sector to be proactive in promoting disability equality in its services
and employment; this duty is called the Disability Equality Duty (DED).

The Disability Rights Commission (DRC) wishes to ensure that when the new
Duty comes into effect, disabled people and their groups play a full and active
part in ensuring it achieves its aims. Consequently the DRC has set up a project
with RADAR (the disability network) to provide written guidance to disabled
people and their organisations to help ensure they can do so.

Within Health Inequalities the Disability Rights Commission research shows that

people with learning disabilities find it hard to see a doctor, find it hard to get
treatment and find Doctors blame physical problems on their learning disability.
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Radar are encouraging people with disabilities to set-up a dialogue with their MP.
If you would like to become involved please read on....

MP Dialogue Scheme 2006

What is the MP Dialogue Scheme?
The Scheme involves disabled people drawn from across the country meeting
with their local MP to discuss current disability issues (local and national).

Why does RADAR organise it?
RADAR believes it is vital that MPs hear from disabled people directly about the
issues that affect them. By organising a series of meetings during a set period of
time RADAR hopes to build the profile of disability in parliament. RADAR hopes
that the experience of taking part in the dialogue scheme will encourage on-going
dialogue between disabled people and their elected representatives and will help
build the capacity of disabled people to campaign for change.

When and where is it happening?
The actual meeting with your MP will take place in February 2006.
This will usually be in the constituency on a Friday or Saturday although this will
depend on your availability and that of your MP.

What support does RADAR offer?
RADAR co-ordinates the meetings, liaising with the MP’s office on behalf of the
disabled person to arrange a time / place and to address any access needs.
RADAR supplies all disabled participants with a briefing pack outlining current
disability issues that are on the political agenda and others that RADAR feels
should be. Participants may want to discuss these with their MP, in addition to
local / personal issues. RADAR can offer reimbursement of reasonable travel
expenses to all disabled participants.

How can | take part?
Contact Bethan Collins at RADAR, including the following information:
your full home address including postcode;
your contact details;
any dates during in February 2006 when you would be unavailable to meet
with your MP;
any access needs you may have (e.g. car parking at meeting venue, home
visit, briefing pack in alternative format).

Bethan can be contacted in the following ways:
Telephone: 0207 566 0126

Fax: 0207 250 0212

Minicom: 0207 250 4119
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Letters Page

| have had time to reflect on the work we have undertaken over the past 12
months and the impact that lack of continuity of funding will have on people
with a learning disability and on the structure of advocacy organisations. Our
experience of a lack of continuity of funding is reflected nationally.

During the last 12 months we have supported 59 people with learning
disabilities through varying crisis situations that have ranged from supporting
young people, enabling them to move to independent living, to older

people experiencing major life changes. Although our funding came to an end in
October this year, we are continuing to support over 20 people in crisis.

Our own fundraising efforts will enable this work to continue for a short time,
however, we face the prospect of having to discontinue this work in March 2006.

We are delighted that our intervention has enabled people to achieve a positive
outcome in many instances, for example, a young man who has been supported
to purchase his own home. Crisis advocacy has played a major part in bringing
this process to a successful outcome. However, nothing would have happened
without his courage and determination to achieve his dream.

Not every intervention enables the person to achieve their ideal solution, but
through our work we have been able to ensure that the person's voice has been
heard and by this process there has been personal growth and development.

We are currently preparing a full report that demonstrates and highlights the work
we undertake. We are aware of the ongoing need for this work but currently the
future for this work and other advocacy organisations is uncertain.

It is vital that core funding for advocacy is part of the Government's Valuing
People strategy.

Yours sincerely,
Lorraine Yearsley
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General Information

What is Irlen Syndrome?

Irlen Syndrome, also known as, Scotopic Sensitivity Syndrome (SSS) is a type of
visual perceptual problem. It can affect people with learning disabilities and
because it is very difficult to diagnose can go undetected. Many people with this
disorder are also diagnosed as dyslexic or slow learners. Irlen Syndrome causes
reading problems in people.

It is a problem with how the nervous system works and interprets visual
information. A lot of things can be affected, for example behavior, attention,
ability to sit still and concentration. Individuals with this problem see the printed
page differently, although they may not realize that they do. Having Irlen
Syndrome keeps many people from reading effectively, efficiently, or even at all.

If you suffer from Irlen syndrome there is a treatment method which uses
specially formulated, coloured overlays or coloured lenses worn as glasses or
contact lenses to reduce or eliminate perception difficulties. Some of the things
that people may do are skipping words or lines while reading, blinking or
squinting when reading? Reading may also make you tired or restless and you
may find it hard to remember what you have just read?

An example of what writing can look like to an Irlen sufferer

We would be interested to know how many people with learning disabilities have
this problem. For Irlen centers in the UK e-mail info@irlenuk.com or you can
write / e-mail a.rafigue@bild.org.uk

What is Prader-Willi Syndrome?

Prader-Willi syndrome is a complex genetic disorder, which is present from birth.
Its main characteristics are:

excessive appetite

low muscle tone (not in enough strength in the muscles)
emotional instability

immature physical development

learning disabilities
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People with Prader-Willi have varying abilities in becoming independent,
although all will need some form of support with controlling their food intake as
this can lead to obesity and therefore health problems. Most people with Prader-
Willi have borderline or moderate learning disabilities. Some

people have recorded IQs of 90 or above but a minority of people may have
severe learning difficulties. Emotional and social skills are also often less
developed although reading and writing skills are usually considerably better than
number skills. The Prada-Willi Syndrome Association UK produces a range of
literature, the Group also circulates a local newsletter. Information about Prada-
Willi Syndrome Association UK can be found at: www.pwsa-uk.demon.co.uk
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