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GUEST EDITORIAL
Speaking Up - Being Heard

W elcome to the new look PMLD Link and, after many years work the launch of our website. Read more about our
news inside — and of course visit the website! www.pmldlink.org.uk. The importance and challenges of striving
for successful communication are well known to readers, but this edition shares our theme with the world media! As we
finalise this edition of PMLD Link the film ‘The King’s Speech’ features large everywhere, raising awareness of the
impact of communication difficulties on the lives of many. How many of you knew too, that 2011 is designated National
Year of Communication? ‘Hello’ - a year- long campaign to make communication a priority for children and young
people is led by a Communication Champion [see page 41 for more on this]- let’s make sure they communicate with us!

Speaking up, Being heard -Communication has produced many inspiring contributions. We have a packed issue
overflowing with insights and ideas to move us to make a difference in what we do. What is striking about many of the
articles is the bond between practitioners, carers and people with profound differences. It is this mutual support that
has provided opportunities for all contributors to speak with such strong voices.

Our articles offer some very fascinating perspectives. They challenge us, especially when we are directly engaged in
communicating with people with PMLD . Are we really listening? These are thought provoking, and often poignant
pieces exploring our everyday practice. Erica and Johanna lets us know "days can be long and boring if no-one talks to
me; | don’t mean your talk, | mean my talk.” Penny Lacey and Sheridan Forster pick up on the theme of really listening
and show how attention to detail and challenging assumptions can change whole experiences.

Sue Thurman’s article presents a fundamental challenge at a wider level. Her article is a timely reminder of the
importance of Human Rights ; 'The shocking lack of attention to meeting the rights of people with learning disabilities.’
This lack of attention is often subtle, but really embedded, in chilling assumptions made about people with profound
differences. Now really is the time to be hyper vigilant. Building on this, the following articles explore opportunities to
communicate in the wider community — they demonstrate the power of tapping into friendships and positive inclusion
in local networks- a sense of real belonging. Rachel Parry Hughes outlines her research into friendship opportunities for
people with PMLD. Christian and then the High Support Needs Committee show how friendship and other networks
can put them at the heart of real decision making. Everyone can be participants in local democracy. Through the local
dog walking circuit, Steve Billington shows the power of pets — as an inroad to communicating with others.

We conclude with further articles which share some successful approaches to meaningful communication - all allude to
the joyous effects of genuine involvement. Janet Gurney on Intensive Interaction reminds us the value of genuinely
sharing time and space with another and encourages us not to forget ‘the art of actively doing nothing.” Hannah Young
& Loretto Lambe provide an overview of Multi Sensory Story Telling to communicate some sensitive issues. Flo
Longhorn brings warmth and humour to Part 2 on her journey of Multi Sensory Education - from pink pigs, complex
sensory room systems that needed a magician trained in dark arts, to today when everyone’s tablet can download
suitable apps - not just for ‘special needs’.

It has been a pleasure and inspiration to read these wonderful contributions - we hope you agree! Do share the ideas
and enthusiasm with others. Enjoy!

Annie Fergusson & Helen Daly

Contact Us
Subscriptions and advertising enquiries Production
Carol Ouvry Paul Bramble
31 Birdwell Road The University of Northampton
Bristol BS41 9BD Boughton Green Road
Email: carol.ouvry@talktalk.net Northampton, NN2 7AL
Email: pmldink@northampton.ac.uk
Reviews
Di Foxwell
50 Boness Road Website: www.pmldlink.org.uk
Wroughton
Swindon SN4 9DT ISSN 2042-5619

Email: di@phonecoop.coop
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TALK TO ME - Intensive
Interaction: My Only Language

Johanna Billingsley & Erica Carlin

The following article was written by Johanna Billingsley. Johanna supports
Erica, a young woman with profound and multiple learning disabilities, and she
often wonders how the conversation would go if Erica could talk back.

IVI y name is Erica. Although I have profound and
multiple learning disabilities, | enjoy
communicating. But my days can be long and boring if no
-one talks to me; | don’t mean your talk, | mean my talk.

| use the same early communication skills that most
people used as babies and still do use unconsciously: eye
gaze, facial expression, gesture, copying, trying out
sounds, body posture. | especially like stimulation of my
left hand — my ‘talking” hand. It’s just that, for most
people, as spoken words take over, these other signals
get used or recognised less and less. We all recognise
facial expressions, but often take less notice of them

2

than the words the person speaks. Talking in words is
quick and easy to understand — for you; not for me.

When I’'m in the mood, | enjoy communicating; but you
need to re-learn how to talk to me.

It’s easy — anyone can do it.

Listen to what | say (the sounds | make) and then say it
back to me. Match my pitch, tempo and pattern, try
some variations.

Hold my hand — stroke it, press it in different places, clap
it, try it.

Meet my eyes.

Smile. Smile with your voice too.
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Give my hand different things to feel or tap on. Tap back.
It may take a while for me to try something new.

Some of my vocabulary:

Kissing sound: xxxxx

Clicking sound: tch, tch, tch

Lip smacking: mmph, mmph

My name: Erica (I can’t say it, but | recognise it)
Grunts: uugh, uugh

Calls: ooaagh!

High pitched: eee eee

Teeth clicking: rattle your teeth together

Eyes: eye contact

(I grind my teeth a lot. | don’t need you to do this, but if
you can it might be fun.)

A conversation:

Person 1: ‘Good morning Erical Erica, Erica Carlin! Xxxx
Xxxx Eyes

Me: Eyes Xxxx Xxxx

Person 1: Xxxx xxxx! Strokes my hand (then holds their
hand ready for me)

Me: Xxxx squeeze hand tch tch eyes

Person 1: Eyes tch tch, clap clap (claps my hand then
holds their hand ready for me)

Me: clap clap clap Xxxx

Person 1: Xxxx, you’re very chatty today Erica, Erica! Xxxx
Me: Tch tch xxxx

Person 1: Tch tch xxxx

Me: Uugh

Person 1: Uugh

Me: Xxxx xxxx ooaagh!!

Another conversation:

Person 2: Good morning Erica! Hka sha nsl yrckn?

Me: Xxxx

Person 2: nso bcl ajdu nfow xj hfen. Yndms ndl a nsbyt
cofieba dnfjht. Vzbx abde nns meiv!

Me:

Person 2: skep gnxkdi hd sm fmgkie ngpdirnx znsjfr.
Me:

Person 2 ncdki ab mndnfu bdks na dbgjeik. Aajshf dhw
ancv bfdfm.

Me:

Person 2: nc dbdh apqweh xcjdke mdf nshrowub. Erica!
Erica! Nxva dhwk chog gdhmx!

Me: Tch Tch

Person 2: shjeo negkjt! Abchll nc shk tnj ao dnyb gxkjdi?
Me:

Person 2: zmxldjfie bsh dnour ebwb nbc snruab ncj
nabdn.

Me: thumb into mouth.......

Me: dozing off.......
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Ask yourself these questions about that second

‘conversation’ -

1. Did you follow every letter — or did you lose
concentration?

2. Did you skip forwards trying to find the letters/
words that made sense?

3. If you had to read a lot of this, would you feel
bored?

The letters (used in the right order) portray a particular
sound, a word. The sounds make sense to you. To me,
it’s as if the letters stay in the wrong order and the
sounds mean nothing. But my sounds mean something
to me, so why not use them?

If you don’t make eye contact with me, how do | know
who you are talking to? Meet my eyes; what is my face
telling you?

Try copying my actions: | like to flick the edges of things —
the table or a catalogue; you can do this too. | can bang
a sequence on a big ball or tambourine — can you reply?

Intensive Interaction

Intensive Interaction is not a subject, to be done on a
Wednesday afternoon for two hours; or only when the
Speech and Language therapists come. It's my whole
language.

You would not tell a deaf person that sign will only be
used in ‘signing sessions’ and not in the rest of their lives.
Whatever communication ‘system’ is used, it needs to be
used consistently and continuously.

Intensive interaction is, more than anything, an
interaction — it takes 2 people, speaking a common
language and one of those two people is me.

As | cannot start where you are, | need you to start
where | am. | need you to use it all the time - when we
meet, when we sit together, when we eat together, or
during any other activity.
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If there is a group activity, it goes on around me; | don’t
understand how it relates to me. | might enjoy it if you

talk me through it. | might not. We could find out: | will
let you know, if only you will watch and listen.

If you don’t make eye contact with me, | don’t know you
are talking to me.

If you don’t touch me, | don’t know you are noticing me.
I'll take my hand away if | don’t want it to be touched.

If you use your sounds, | cannot join in.

Your language isn’t my language. | only recognise a few
of your words, like my name.

You can use all of my sounds.

When you make my sounds back to me, | know | am
heard.

Please talk to me.

Contact details

-QUAL

EQUALS is a registered charity committed to supporting the work of
teachers of pupils with Learning Difficulties within special and
mainstream education. We produce curriculum support materials,
organise national conferences/workshops and influence educational
policy at local, regional and national levels by acting as a voice for

practitioners.

Our Vision:

EQUALS is committed to improving the lives of children and
young people with learning difficulties and disabilities through

supporting high quality education.
Our Mission:

To promote, share and reflect best practice in learning and
teaching through collaborative working with practitioners and
professionals at a national, regional and local level.

www.equals.co.uk

EQUALS, PO.Box 107, North Shields, Tyne & Wear NE30 2YG
Tel/Fax: 0191 272 8600 E-mail: admin@equalsoffice.co.uk

Registered Charity No. 1126263 A Company Limited by Guarantee No. 6343942
Entitlement and Quality Education for Pupils with Learning Difficulties.
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An Ethical Dilemma of Too Much
Listening and Responding

Sheridan Forster

In this last year, as a Speech and Language Therapist, | have been using
Video Interaction Guidance (VIG) in my work with disability support workers
and adults with PMLD. Increasingly, I've become more aware of a difficult
ethical issue: the dilemma of too much listening and responding.

N ow this may seem to go against the theme of this | started working with Cameron using VIG, with a general
issue — Speaking Up, Being Heard — but bear with goal of increasing Belinda’s interaction with other

me as | tell this story. Cameron was working with Belinda people. Using VIG, | would video 10 minutes of

(both pseudonyms) at a day service. Belinda is deafblind, interaction, choose moments that were working well,
uses a wheelchair (pushed by other people), and is able and then sit down with Cameron to talk about the things
to co-actively eat. She spent much of the day not that seemed to work.

engaged with other people. Although she had rare

moments of giggling with tickles, most of the time she Initially Cameron “heard” Belinda’s message of “go
pushed people away. away” which she expressed by pushing his hand away. He

5
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backed off, explored a different way of engaging, being
guided by the movements that Belinda did on her own
hand.

After the third session of VIG, | suggested that Cameron
pushed further. This would involve continuing to touch
Belinda’s hands despite her protests (continuous pushing
but limited signs of high levels of agitation).

Despite Cameron’s discomfort about “pushing” Belinda,
he tried this. After just 20 seconds of persistent hand
touching, Belinda’s pushes became less forceful and
there were moments of her allowing Cameron to rest his
hands on hers. After a minute, she tentatively reached
towards his hand. Sometimes she would revert to
pushing away, as if recalling a long established pattern of
resistance.

In the VIG shared review session Cameron and |
discussed this interaction. A long established ethic of
accepting when someone pushed away and respecting a
person’s wishes for personal space was in battle with a
new possibility; persisting against Belinda’s wishes
opened up a new door for engagement with the world
around her.

I don’t think we resolved the issue. | am still challenged
by it with many of the people | support. Should |
temporarily “not listen” in order to push the person
further or do | accept their resistance as a slammed
door?

All I know is that we need to have the conversation
constantly. We need to discuss the ethical issues,
question the implications of our decisions, and
acknowledge that an essential part of Speaking Up and
Being Heard is having the opportunity to express all
different emotions including frustration, irritation,
sadness, and anger.

| guess the important thing is to show that the person is
being heard (by reflecting back that feeling), but
sometimes disagreeing with it when this struggle can
open new doors in a person’s life. Should we sometimes
be saying “I hear you, but | don’t agree with you”?

Vol. 23 No. 1 Issue 68

Contact Details

Sheridan Forster

Centre for Developmental Disability Health Victoria
Monash University

Australia

Email sheridan.forster@monash.edu

See her PIMD Blog & lots of info, resources and
other links: http://pimda.blogspot.com/
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‘Listening’ to Challenging

Behaviour

Penny Lacey

It is very hard for people with PMLD to have ‘a voice’. Often they have little
intentional communication and rely on other people to interpret their needs and
wants. Some people with PMLD are very passive and make few deliberate
demands on the people around them. Maybe the only signals they can give
are silence when they are comfortable and crying when they are
uncomfortable. Others are able to indicate their preferences through smiling at
stimuli they enjoy and turning away from stimuli they don’t. Yet others can be
more intentional and actually seek out attention from others by holding out a
hand or taking someone to what they want.

I n this article, though, | want to talk about a small
group of people with PMLD who have learned that
shouting, biting, pinching, spitting, running away and
hitting are the most effective ways of getting others to
‘listen’ to them. | suggest that maybe it is an advantage
for people with PMLD to have behaviour that is
challenging. That behaviour tends to make other people
sit up and listen to them! However, it is very easy to
misinterpret the behaviour and supporters, teachers and
carers need to be better tuned in to what the behaviour
‘says’.

Eric is 10 years old, blind and has hemiplegic cerebral
palsy. He is a wheelchair user but he doesn’t have a self
propelling chair. He can move by himself a little on the
floor by hotching himself, usually lying down, although
he can sit up in side sitting. He can push himself up using
his back in a large ‘doughnut’ ring. Eric does have a
physical voice and he uses it to shout, scream and swear.
When | first met Eric (2 years ago) he was like a little wild
animal, lashing out when anyone came too close,
pinching people who sat by him and biting his clothes or
other people. Other children gave him a wide berth and
adults were reluctant to work with him.

Intensive Interaction
As a firm believer in Intensive Interaction, |
approached Eric with enthusiasm (as well as some
caution!). | asked if | could get him out of his chair and
was warned that he would probably pinch and bite me. |
started by telling him what | was doing (despite not
knowing if he could understand my words), touching him
firmly on the shoulder to let him know | was there and

lifting him from his chair onto the decking outside the
classroom. | kept in physical contact with him all the
time | was with him. Not only did | want to help him to
know where | was but | wanted to get as close as | could
to him to give him less room to swing at me!

From the moment | began mirroring his sounds, rocking
him, singing ‘row the boat’, and rolling around with him,
he stopped all attempts at the behaviour that was
challenging. Not once did he pinch me. He didn’t shout
and he didn’t try to hit me. We held hands gently or
used our hands to beat out rhythms on the decking,
taking turns expertly. He was (and is) a wonderful turn-
taker. He used his voice to take turns, sometimes making
full voice sounds but often whispering. He was using the
rhythm of three a lot in the sounds he was making.
Sometimes he used words in this rhythm but mostly he
used a range of vocalisations. He sang ‘Twinkle, Twinkle’,
very recognisably and was able to join in parts of ‘Row
the Boat'.

From this wonderful session where Eric and | enjoyed
each other’s company | tried to form a programme that
could be followed by the staff who worked with Ericon a
daily basis. | had the role of an adviser and wanted to be
as helpful as possible to both staff and Eric himself. Staff
did not seem able to stand back from the situation,
where they were being hurt on a daily basis, and think
through what they were going to do. At the moment,
they did not seem able to ‘listen’ to Eric’s behaviour and
make sense of it. They were too busy trying to survive.
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Assessment

It is always helpful to try and understand the underlying reasons why the behaviour is happening. Talk to anyone who can help you
understand what might be causing the behaviour in the first place. Look at when the behaviour does not occur. Why do you think he
doesn’t need to pinch and bite then?

Possible causes for Eric’'s behaviour:

1.  frustration at not knowing what's happening around him and at not being able to communicate in a more conventional manner.

2. heis using the behaviours to show you which activities he likes and which he doesn’t. His behaviour is not challenging when he is
doing something he likes.

3.  the behaviour has become ingrained as a habit — that's how he behaves.

4.  other people’s understandable reactions to being pinched and scratched have fuelled the behaviour — he is being inadvertently
rewarded for the behaviour (even if the reward is being told off)

Prevention

Look for the immediate triggers (eg: waiting for a turn/ boredom/ wanting attention/ changes to routine/ unfamilar situations) and then avoid
them.

Triggers to avoid for Eric:

1. boredom (he needs to be occupied all the time so someone should be with him all day every day, giving him activities that he likes)

2. unfamiliar situations (especially if no-one is with him to provide security — we need to keep reassuring him with his own familiar
routines even if events are changing round him)

3. changes to routines (he needs to be able to anticipate what's coming next so decide on a dozen activities and stick to them day after
day)

4.  waiting for a turn (he can't see other people having turns so it's dead time to him — keep giving him his own turn over and over again)

Management

Decide between you what you are going to do when the behaviour happens (eg: distract him with a new activity/ ignore the bad behaviour).
Make sure your behaviour doesn'’t ‘reward’ the child for their bad behaviour — don'’t all rush and give lots of attention (even if you are telling
the child off) — try not to react.

Our plan for Eric:

1. When he scratches and pinches then gently but firmly release his hands from you and withdraw briefly. Don’t make a noise of pain
and don't tell him not to do it. Don’t draw any attention to the behaviour at all. Be silent.

2. After a few seconds keep going with the constant stream of activities he really likes and give him lots of praise for joining in and
behaving appropriately.

3. If he bites himself or screams then try to ignore the behaviour and carry on with the activities he really likes. Make sure you change
the activity if he seems to be ready to move on as maybe his behaviour is telling you he’s had enough. Be sensitive to his moods and
follow his lead.

4. If possible try to anticipate when he is going to challenge you and renew your efforts to engage him in what he likes before it happens.
Don't let it get to the screaming, pinching and biting stage or you may again be rewarding his behaviour. It's hard to get the timing
right all the time!

5. Give Eric ‘wall-to-wall’ activities that he really likes so there is no need to scream, bite and pinch.

Learning new ways of behaving

Teach the child more acceptable ways of behaving/ new ways of communicating/ ways of controlling their own environment to stimulate
themselves in acceptable (and educational) ways

We need to teach Eric:
1. better ways of communicating his frustrations — perhaps through extending his vocabulary to include phrases such as ‘play with me’
or ‘it's my turn’. He sometimes says ‘don’t want’ appropriately, and we need to build on that too
2. ways to move himself around his environment in a secure way so he can go and get or do things for himself — perhaps starting with
teaching him to push himself on his back on the floor with his good foot? Perhaps musical instruments could be placed just out of
reach so he has to find them. However, he mustn't get frustrated or the behaviour will start all over again!
3. how to turn on music for himself so he has a way of engaging himself independently
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Intervention Programme

he boxes on the left show my advice. | tried to show

how | was interpreting what Eric was saying and |
made suggestions based on a three tier intervention
programme, designed to prevent the behaviour from
occurring, manage the behaviour when it does happen
and teach new ways of communicating that don’t
frighten people away from you. | was convinced that Eric
wanted to interact with other people very much but he
had got himself into a pattern of communication that
seemed to belie that. It looked as if he wanted people to
go away but | didn’t believe him! | knew we had to look
further than the surface behaviour.

Evaluation of the Programme
S o what happened as the result of this programme?
An honest evaluation shows that it is very difficult to
put such a programme into place in a school setting. Eric
was not the only child in the class and there were
insufficient members of staff for him to have one
allocated to him all the time. | tried arguing that the
school should buy in someone on a short term fixed
contract to replace a member of staff who could be
allocated to Eric full-time. [ felt that if this was done for a
short period that Eric could learn the new pattern of
behaviour through intensive work and be ready to wait
for at least a short time, for his turn. Unfortunately
although numbers of staff were increased, the
consistency for Eric was not maintained at first.
Generally experience has shown that if extreme
challenging behaviour is to be tackled then we need to
invest time and money which will pay off later. | also
argued that Eric was having individual attention when he
screamed and need to be taken out of the class so why
not give him that attention before he screamed, to make
sure that he didn’t get to that stage. Attention after the
screaming merely reinforces the behaviour.

The programme was successful, eventually. It took
longer than | had hoped to get it going but once it was
started everyone could see the immediate benefits. We
made a list of all the activities Eric liked and he was
engaged in those as much as was possible. Once staff
realised that his behaviour was positive during these
sessions, they organised themselves so it was possible.
Below are the notes made from a meeting the support
staff had with me:

We discussed how Eric could have his own timetable of
activities and work individually with an adult wherever
possible. We discussed the possibility of rotating staff so
one works with him before break, one after and a third in
the afternoon. We also talked about keeping the order of
the activities the same each day so he can learn
anticipate what’s going to happen next. Staff might
change but the activities remain the same.

PMLD 3 LINK
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Sometimes Eric could be taught in a pair with another
child. They could be doing the same thing (eg: with Faye)
or something different but related (eg: with Saleem). Eric
finds a larger group hard as he wants all of the turns!

Once we had decided together how to proceed, Eric’s
behaviour quickly became less and less challenging.

Now, two and a half years later, he has not lost the
strategy of screaming and pinching but people listen to
him and try to change what is happening as if he has said
‘I don’t like what I’'m doing now, please change it’.
Mostly he doesn’t need to resort to this behaviour
because staff are tuned into him and know what
motivates him. They keep to a minimum the situations
that challenge him so he can remain calm and engaged.

Conclusion

Ithough Eric had to work very hard to get people to

understand him, it could be argued that his
challenging behaviour was an advantage to him. As |
suggested at the beginning, some people with PMLD are
very passive and sometimes this passivity leads to busy
supporters being distracted from interacting with them.
Someone sitting quietly in the corner is much easier to
ignore than someone who is screaming and pinching.
Maybe it’s an advantage to have challenging behaviour!
But maybe that is only true if you have supporters who
can really ‘listen’ to that behaviour and act on what they
hear.

Contact Details
Penny Lacey
University of Birmingham and Castle wood School

Coventry

Email p.j.lacey@bham.ac.uk
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Is Communication a Human
Right for People with Profound
and Multiple Learning
Disabilities?

Sue Thurman

Since leaving my job as an NHS Speech and Language Therapist working with
adults with learning disabilities, | have had the opportunity to use my
communication skills and passion for the rights of people with learning
disabilities in a variety of ways. This has included working on a number of
projects, writing books and resources, training and supporting paid and family
carers, as well as most recently becoming a registered intermediary, assisting
vulnerable witnesses within the criminal justice system. As | am coming up to
nearly three years as the ‘new me’, | was reflecting recently on what it was that
linked everything | have been doing. Of course communication has featured
centrally to just about everything | have done — but interestingly, another key

theme has been human rights.

IVI ention of the term ‘human rights’ provokes a
number of different reactions in people. This isn’t
the time or place to go into that in detail. However for
me, human rights is one of the most important concepts
we need to grapple with if people with profound and
multiple learning disabilities are truly to be included as
valued members of our society. The impact of the Human
Rights Act on people with learning disabilities was
explored in some research carried out in 2002, which
lead to the publication of One law for all'. The shocking
lack of attention to meeting the rights of people with
learning disabilities was documented in two reports
published in 2008; A life like any other?" and Healthcare
for all". Since then, further work has been undertaken in
order to promote the rights of people with learning
disabilities. For people with profound and multiple
learning disabilities two important areas of work have
been inclusion (see the work of Involve Me" described
elsewhere in this issue) and Mencap’s campaigning work
with Getting in Right' in relation to access to healthcare.
And of course for both of these topics — communication
has been central. The question of human rights in
relation to communication has been given some cursory
attention, but in my view deserves much more.

10

Do people with profound and multiple

learning disabilities have human rights?
| t may seem shocking that | am posing this question.
For parents and others who care for people with
profound and multiple learning disabilities this is not
even a question to ask. However, in the academic world
there has been heated debate on the ‘moral status’ and
‘personhood’ of those with severe cognitive disabilities —
notably by the philosopher Dr Peter Singer” . Disturbing
though some of the conclusions reached by Singer may
seem, they do reflect an (often subtle) assumption that
many people (and services) in our society have towards
those with profound differences from themselves. Hence
the patronising comments often made to grieving
parents, after the death of their son or daughter, along
the lines of “it’s probably a blessing/relief.” People with
profound and multiple learning disabilities and their
families are often depicted as figures of pity, as
demonstrated by some of the media coverage of the lack
of respite care for children with profound and multiple
learning disabilities.

The PMLD Network"" campaigns for the full inclusion of
people with profound and multiple learning disabilities in
society. This includes the right to be included, heard,
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considered and understood, as well as a right to
appropriate healthcare. The prejudice, discrimination
and low expectations faced by people with profound and
multiple learning disabilities and their families and carers
is clearly highlighted in Raising our Sights™ and must be
addressed in order that the aspirations of the PMLD
Network campaign for full inclusion in society are to be
met.
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It can be argued that the fundamental importance of the
right to communicate follows from this.

In fact, the underlying prejudice that people with
profound intellectual and multiple disabilities are not
fully human is wrong. The daily experience of their
families and others who care for them, together with
a large body of research, demonstrates this. The
protection of the law, including the Human Rights Act
and the Disability Discrimination Act, extends to them
too.

Mansell 2010 page 5

The human rights of people with profound and multiple
learning disabilities must therefore be protected at all
costs and their value as individual human beings affirmed
if genuine progress with their inclusion into our society is
to be ensured.

Is communication a human right?
Ithough many writers and organisations state that
communication is a basic human right, there is
actually no agreed definition of this right. The right to
freedom of expression is stated in both the European
Convention on Human Rights and the UN Convention on
the Rights of a Child.

The child shall have the right to freedom of
expression; this right shall include freedom to seek,
receive and impart information and ideas of all kinds,
regardless of frontiers, either orally, in writing or in
print, in the form of art, or through any other media of
the child’s choice’

UN Convention on the Rights of the Child Article 13"

Everyone has the right to freedom of expression. This
right shall include freedom to hold opinions and to
receive and impart information and ideas without
interference by public authority and regardless of
frontiers.

European Convention of Human Rights Article 10*

... all of the major established human rights can be
fully exercised and enjoyed only on the basis of
genuine, comprehensive communication understood
as an inalienable right of each human being.

Director General Report UNESCO 1985

people have a right to communicate and to
participate in the life of the community as enshrined
in the UN Convention on Human Rights. The rights
based approach offers a way forward and may prove
to be a catalyst to achieving greater inclusion for
people with learning disabilities People with
learning disabilities have a right under the Disability
Discrimination Act to be given communication
support. If they do not get it, they are discriminated
against. It is not a case of being nice to people, there is
an absolute right to this kind of support.

Xii

Scottish Government, 2009

There have been moves to draft a Communication Bill of
Rights™" for people with severe communication
disabilities, most significantly by The American Speech-
Hearing-Language Association. However, at present there
is no nationally agreed and recognised bill of
communication rights in the United Kingdom. The
creation and adoption of such a bill would be an
important step towards strengthening the

Expressing
preferences
and choices
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relation-
ships and
making

Expressing
who you
are

Human
Rights and
Respect

Expressing
thoughts
and feel-
ings

Gaining and
passing on
information

Controlling
lives and
actions

The importance of communication
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communication rights of all people with learning
disabilities.
Why is communication important?

he importance of communication as a human right is

described in a little more detail in the BILD Guide™
on this topic. Communication underpins so many of the
things that make our lives enjoyable and fulfilling.
Communication is important in enjoying life, in
expressing what you want and don’t want, in expressing
who you are and in making relationships: It is vital to
making others responsive to your needs and in order to
be shown respect and treated with dignity. It is not
therefore surprising that in many of the reports where
services for people with learning disabilities have been
criticised, the topic of poor communication has been
highlighted again and again.

Hearing from the Seldom Heard ' illustrates the
centrality of good communication to responsive services
very well. This resource (which can be downloaded from
the BILD website) was created as part of a project looking
at complaints procedures and how to overcome the
barriers to hearing from those who are seldom heard. Six

Hearing from the Seldom Heard - the six
areas of good practice

1. Getting to know people really well so you can see
things as far as possible from their point of view and
spot when they may be unhappy.

2. Learning to communicate better with those people
who are seldom heard (a recurring theme which
underpins any good practice in supporting people with
learning disabilities).

3. Raising awareness of the human rights of people
who are seldom heard including the right to complain,
both amongst people with learning disabilities and
those who support and care for them.

4. Access to appropriate advocacy such as citizen and
non-instructed advocacy for all who are unable to
represent their own views and feelings easily.

5. Access to complaints buddies - somebody who can
look out for them and take action on their behalf. This
could be a family member, a friend, a person with
learning disabilities, or a paid worker.

6. Making use of effective complaints procedures.
Although people who are seldom heard are rarely if
ever, able to access these themselves it is clear that
families, support staff and complaints buddies need to
know how to use these systems effectively to complain
on behalf of the individual if necessary.

areas of good practice were identified in this project,
again highlighting the crucial role of effective
communication.

It became clear during this project that there was much
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to be done in ensuring the rights of those with the most
complex needs. The paucity of good non-instructed
advocacy (for people unable to give a clear indication of
their views or wishes in a specific situation) was one such
example, alongside patchy access to communication
support such as communication passports, interactive
communication approaches or Speech and Language
Therapy services. Communication is important for
relationships and emotional well being as well as a range
of practical everyday tasks. 2011 has been designated
the national year of communication in a campaign called
Hello™'. The campaign, run by the Communication Trust
aims to raise awareness of the importance of good
communication skills for children and young people. The
themes for two of the months look particularly
interesting. ‘More than Words’ in October will focus on
the needs of those who use non verbal means of
communication. ‘Talk to the Future’ in December
concentrates on those with complex lifelong
communication difficulties. As a Speech and Language
Therapist of over thirty years standing, it has been a
career long struggle to convince people of both the
fundamental importance of communication, and their
role in enabling its effectiveness. This is especially so for
those for whom communication is essentially a sensory
experience and conveyed without the use of verbal
language. There must be a radical cultural change if their
communication needs are truly to be acknowledged,
valued and addressed. This change will take place across
all sectors of the community and will challenge the
supremacy of spoken and written communication
prevalent in so much of daily life.

Communication and people with
profound and multiple learning
disabilities

... all persons do communicate in some way; however,
the effectiveness and efficiency of this communication
vary with a number of individual and environmental
factors ... It is the responsibility of all persons who
interact with individuals with severe disabilities to
recognize the communication acts produced by those
individuals and to seek ways to promote the
effectiveness of communication by and with those
individuals.
American
(1992)xvii

Speech-Hearing-Language  Association

f we accept that communication is an important
human right then we must also accept it is a human
right for ALL people — whatever disabilities they may
have.

Juliet Goldbart™" was commissioned by Mencap to
produce a guide to best practice in communication for
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people with the most complex needs (including those
with profound and multiple learning disabilities.) A key,
but not surprising, finding was that “Communication
with people with the most complex needs is most
successful with familiar, responsive partners who care
about the person they are communicating with” (page
one). There are also helpful communication strategies
and tools described in the report, but relationships and
respect stands out as being at the heart of all good
communication with people with profound and multiple
learning disabilities. Provision of services and support for
people with profound and multiple learning disabilities
must therefore begin by valuing not only the people
themselves, but also those who support them.
Responsive communication partners are the most
important communication aids available to people with
learning disabilities.

What communication rights should

people have?
his cannot be quickly summed up in a short article. |
personally think that two key statements, adapted
from the ASHA bill of rights provide a helpful starting
point.
. Everyone has a human right to influence, through
communication, what happens to them in their
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lives

. Everyone has a human right to be communicated
with in ways that are meaningful, understandable
and culturally and linguistically appropriate

Making that happen for people involves a commitment
to a co-ordinated inclusive communication approach
from people at all levels — from families and direct care
staff, commissioners of services, right through to policy
and political leaders. It is a big task and requires both
cultural change and a commitment to resources and real
listening to people, however they communicate. |
discern a gradual move towards this for those who are
able to use symbolic communication of some form such
as speech, signs or symbols. It is time that this is
extended to include those who rely on others to
interpret their communication through careful
observation and sensitive responses to their preferences
expressed largely through non verbal means (pre-
intentional communicators). In terms of what this might
look like for the person, some of the key elements of
such an approach are contained in the diagram below.

What does all this mean?

E veryone supporting people with profound and
multiple learning disabilities must acknowledge the

(

Whatever communication
methods (verbal or non
verbal) work best for me are

\ with me /
4 )

My communication partners
(family, friends, supportersand
others) are trained, willing and

able to communicate
effectively with me

/

Person Centred

In | iv available to me throughout my
uste: o r\:aIUEd il m atnd AR life without professional,
B o Communication financial or commercial

(Whatevercommunication\
tools, technigues or
technology| need are freely

\ barriers /
r \

The places | go to are able to
support my communication
needs and are adapted as
necessary to enable me to
communicate well

N J
e R

\_
4 R
My communication partners r
understand and value my
communication, listento me
and take the time to support
my communication

N J

| get the professional and
personal support | need to
enable me to communicate
to my full potential

\ Policies and strategies that
affect me take into account
my communication and
include me in appropriate
ways

- J

/

From Thurman 2009a** Communication is a Human Right
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importance of communication as a human right and
know how to support people to understand and express
their thoughts, preferences and choices as far as they are
able. This includes respecting that people unable to
communicate intentionally have the right to be listened
to and communicated with in ways appropriate to them.

Communication needs to be a priority not only for the
individual with profound and multiple learning
disabilities but also the workforce employed to work with
them, as indicated in the recent Lambeth PMLD report™.
Partnership Boards and commissioners of services have
an important role to play in recognising and
implementing co-ordinated communication approaches
for all people with learning disabilities.

Tokenistic practices such as simply routinely inviting
people to their reviews or asking them for their ‘views’
about the services they receive should be replaced with
more meaningful ways of listening to people with
profound and multiple learning disabilities. This will
involve close partnership with both family carers and
paid support staff.

Communicating effectively with people with profound
and multiple learning disabilities requires both creativity
and reflection. There are many communication
strategies, tools and approaches that can be used to
promote effective communication with people with
profound and multiple learning disabilities™.
Increasingly, communication technology offers exciting
opportunities to people with profound and multiple
learning disabilities. A growing number of cheap cause
and effect ‘apps™ available for use on the widely
available iPad is one example of this.

People will, however, always remain the most important
communication resource for those with profound and
multiple learning disabilities. People who value ALL
means of communication, whether intentional or not;
who take the time to really listen and respond; who are
willing to nurture relationships and include those unable
to intentionally communicate their views. People who
believe in the human right of everyone to communicate.

Contact Details

Sue Thurman

Speech and Language Therapist and
Communication Consultant
Communication Concerns
Nottingham

Email s.thurman@ntlworld.com
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Friendship Matters?

Rachel Parry Hughes

This article reflects on the possibility of friendship in the lives of people who
have PMLD (focusing on adults) and introduces the Friendship Matters Study,
a qualitative research project addressing the issue.

H ow often do we stop to reflect on what our
relationship with another person means in our
lives? Weddings and funerals are perhaps the only
occasions when we do this formally. They are also times
when we learn about other people’s relationships. The
last funeral | went to was that of my friend Mary, who
died in 2008. During the service, | found myself looking
at a small group of people sitting at the front of the
church and thinking about their relationships with Mary.
They were people | had met on a number of social
occasions with Mary, and they were known to many
other people at the funeral too. But it struck me that a
stranger might have been startled by their presence. All
of these people were sitting in wheelchairs. They were
not singing the words of the hymns or reciting the
responses, and, from time to time they made unusual
noises and movements. They were people who | knew to
have profound and multiple learning disabilities. They
cannot walk or talk, some of them cannot see or hear,
and their awareness of the world is influenced by their
profound intellectual impairment. However, this is not
how Mary talked about them when she was alive. They
were not a collection of deficits to Mary. They were her
friends.

Friendless lives?
IVI ary was an unusual person and | don’t think that
many people see those who have profound and
multiple learning disabilities (PMLD) as she did — as
friends. One analysis (Emerson and Hatton, 2008) found
that only 38% of adults with PMLD saw a friend at least
once a year. The same figure for all adults with learning
disabilities was 66% and for the UK population in general
was 92% (Gordon et al, 2005). Either those who
responded to the survey — presumably the care workers
or parents of the adults with PMLD - were not identifying
their client or relative’s friends, or the adults with PMLD
concerned were living largely friendless lives.

Friendship matters?

S hould we be worried that adults with PMLD may be
living friendless lives? One reason we might be

concerned is that friendship is generally considered to be

one of life’s good things. If we value friendship then

surely we should strive to enable adults with PMLD to

participate in it. A second reason is that England’s
national learning disability strategy makes it clear that
friendship matters. Valuing People Now (VPN) says that
services should be supporting adults with learning
disabilities to develop friendships, among other
relationships. Significantly for adults with PMLD, it has
also explicitly stated that VPN applies equally to all
people with learning disabilities (Parry Hughes et al, in
submission).

A third reason has been suggested by some disability
theologians (for example, Vanier, 1999 and Reinders,
2002; 2008). They have highlighted how adults with
learning disabilities have suffered, and still suffer, as a
result of being considered lesser humans. Adults with
profound and multiple learning disabilities are
particularly at risk of this kind of marginalisation because
they do not seem to be able to do many of the things
which are commonly thought to define humanness. For
example, some do not seem to be able to act
intentionally and most do not use speech or sign
language. Moreover, unlike children, they are not always
perceived as having the potential to develop these skills
(Clegg et al, 2008). Friendship, according to the disability
theologians, can put the humanness of people with
PMLD on a firm footing. They argue that the essence of
humanness is not about having intentionality or using
language but about being vulnerable and dependent on
our fellow human beings. Adults with PMLD are very
vulnerable and they are highly dependent on others in
most areas of life. Through becoming friends with adults
with PMLD, the theologians suggest, others can learn to
value vulnerability and dependency. In this way they
come to recognise the humanness of adults with PMLD
whilst becoming more truly human themselves.

What is friendship?
G iven the potential value of friendship, it could be
argued that we should urgently consider why adults
with PMLD might be living friendless lives, in order to be
able to do something about it. One approach to this task
would be to return to first principles and consider what
we mean by friendship. Understandings of friendship
have changed over time and vary across different
cultures. The ‘friendship” which underpins the thinking of
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disability theologians is a kind of unconditional gift to
another person. Sociologists researching what people in
the UK today think about friendship have found that their
participants often refer to choice and reciprocity (Pahl,
2000; Spencer and Pahl, 2006). People say that choosing
our friends and being chosen by them is what makes
friendship different to family or work relationships
(choice). People say they expect a balance of give and
take within their friendships and that unequal friendships
don’t last (reciprocity).

But choice and reciprocity may not be easy for adults
with PMLD. As mentioned above, some adults with
PMLD do not seem to be able to act intentionally. When
we speak of choice for these individuals we mean that
we are observing their reactions and deciding what we
think they like and dislike. But can we —should we -
decide that they consider another person to be their
friend? Other adults with PMLD may have more
advanced communication. They may be able to form
intentions and to make choices. However, they may still
have difficulty communicating those intentions and
choices. They cannot say ‘this is my friend’ if they do not
talk and they cannot sign ‘friend’ if they do not use sign
language. How do we know what their understanding of
‘friend’ or ‘friendship’ is? How do we know that they
want ‘a friend’? There seems to be a potential barrier to
reciprocity here. If the adults with PMLD who attended
Mary’s funeral couldn’t think of or want her as ‘a friend’,
were they in fact her ‘friends’?

The Friendship Matters Study

hese questions — questions about the ‘reality’ of

friendships involving people with PMLD - are not
straightforward (c.f. Kennedy et al, 1989; Clement and
Bigby, 2008; Ouvry, 1998; Firth and Rapley, 1990). But |
don’t recall them troubling Mary and her friends.
Perhaps their own ideas of friendship were less
problematic than the choice-and-reciprocity notion of
friendship. Or perhaps being friends was something they
just did, without thinking. This suggests an alternative
approach to the task of understanding why adults with
PMLD seem to live friendless lives. Rather than returning
to first principles, we could try to learn about the
experiences of people like Mary and her friends — people
who feel they are ‘doing friendship’ already.

A few people have already written, or spoken to
researchers, about their experiences of friendship with
adults with PMLD (Perske and Perske, 1998; Nouwen,
1997; Forster, 2008; Rooney, 2002; Moya 2007; Bogdan
and Taylor, 1987, 1989; Clegg et al, 1996; Folkestad and
Folkestad, 2008; Forster and lacono, 2008; Pockney,
2006; Viewpoint, 2008; Jay, 2003; Caldwell, 2007)1. Four
features seem to be common to the friendships
described. The first is reciprocity, which | defined above.
The second is embodied interaction, in other words,
interactions based on body language. The third is
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contact over time and, the fourth, related to this, shared
history (Parry Hughes, in progress). For example, in
Perske and Perske (1998), ‘Darlene’, who identifies
herself as a friend of a woman with PMLD called
Catherine, states of Catherine that “she gives,

too” (p.54). For, Darlene, the giving takes the form of
embodied interaction: “For the last few months, I've
been going through a lot of different things in my life.
And Cath rubs my face or takes my hand and squeezes it .
.. She gives, too” (p.54). Darlene lives with Catherine
and cares for her and this contact over time has resulted
in a shared history: ‘She knows everything about me!
Gee, if Catherine could speak the stories she could

tell!” (p.54)

It is noticeable that the features which seem to be
common to accounts of friendship with adults with PMLD
correspond to what are understood to be the defining
features of friendship in the UK today (according to
sociologists). It is also worth noting that, without
exception, adults with PMLD are written about in these
accounts as if they were able to act intentionally or
purposively.

However, it is not possible to set too much store by an
analysis of these accounts, since they are relatively few in
number and mostly very brief - some only a line or two.
This is because most of them were not written with the
purpose of understanding friendship with adults with
PMLD in mind. In fact, lots of the accounts | refer to
above are fragments of data from studies of care
workers’ relationships with clients with PMLD. There
also seems to be a dearth of accounts of friendships
between adults with PMLD (although, in the wider PMLD
literature, there are some accounts of social relationships
between people with PMLD which are not given the
name friendship [Gleason, 1994; Klotz, 2001]).

In short, it seems that no-one except the theologians has
yet given extended consideration to the significance of
friendship in the lives of adults with PMLD in print. It was
for this reason that | decided to embark on the
Friendship Matters Study. The aims of the study are to
describe and analyse firstly, how friendship is talked
about, written about and acted out in the everyday lives
of adults with PMLD and secondly, how this compares
with other kinds of relationships (for example family
relationships and relationships with care workers). So
far, I have recorded interviews with over forty family
members, friends and professional supporters of adults
with PMLD. | have also spent many hours with adults
with PMLD who have been identified by others as having
friendships, and their families and care workers, and
been able to look at some of their personal records (like
photo albums) and care documentation. It has been a

1I deal in this article with the literature which concerns adults. |
would be very interested to hear from readers who know of
literature relating to friendship and children with PMLD.



privilege and a joy to meet the people | have met so far
through the study and | would like to record my thanks to
them here. |1 am now mostly trying to process, analyse
and write about the information | have gathered with a
view to completing a university thesis by the end of
September 2011, and a report for participants, and other
interested families and practitioners by the end of 2011.
This being said, | would still love to hear from anyone
with personal experiences — or just an interest — in the
issues raised in the article. Please do get in touch!

Contact details

Rachel Parry Hughes
PhD Student in the Cambridge Intellectual and
Developmental Disabilities Research Group

Email rmp49@medschl.cam.ac.uk
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Christian

Christian Raphael & Matthew Clark

Christian is a twenty four year-old man with profound, multiple learning
disabilities and has a very complex form of intractable epilepsy. Christian is
unable to communicate by verbally expressing thoughts, feelings and wishes.
People who do not know him sometimes think this means he cannot
communicate at all. In reality, this could not be further from the truth; Christian
Is a skilled and adept communicator who utilizes that which is available to him
in a consistently effective manner — gesturing with head, eyes and hands,
physically reaching out to things, positioning himself either close to or away
from situations he wishes or doesn’t wish to engage in, vocalisation, facial
expression, posture, expression through eye contact, touch and other tactility,
to name but some.

hrough his communication, and despite the fact that

he regularly experiences challenging and difficult
times in life during which he can feel very unwell,
Christian is able to convey to those around him his
standing as a very sociable young man with a wide range
of interests, desire to engage in new experiences and a
keen sense of adventure.

Christian left school in 2006 at the age of 19, having
spent his latter educational years attending a specialist
school for students with disabilities close to Cambridge.
He did not receive any form of career guidance whilst at
school and nobody from local authority services seemed
to think it was necessary for him to start planning for a
life that would encompass further education or
employment opportunities.

Christian's Support
H aving left school, Christian was helped to secure
suitable housing for himself and began assembling a
team of individuals who he would pay to support him as
part of a wider, cohesive group of people including
family, friends and a circle of support. Sharing the view
that Christian’s support should at all times be truly
person-centred and self-empowering, these people all
believed that Christian had both the right and capability
to make a valued and significant contribution to the
wider community and society in which he lived, and that
his support should, therefore, be inclusive of all aspects
of his life with a shared commitment to continual
listening and learning. Subsequently, meaningful
communication lies at the heart of all of Christian’s
support and is the foundation stone on which all else
that follows is built. The level of support — currently a
minimum of two people at all times —is dictated by the

18




Vol. 23 No. 1 Issue 68

PMLD 3 LINK

sharing ideas and information

complexity and unpredictability of Christian’s epilepsy,
but together with the fact that he is helped to live
independently in his own home, it also means there is
the time and space necessary for him to be listened to
and for him to drive the content and manner of his
support at his own pace.

Employment Opportunities

hristian was helped to approach the thinking around

and planning for possible employment opportunities
using a person-centred framework called PATH (Planning
Alternative Tomorrows with Hope). Through the process,
it was felt that a good way for Christian to gain some
initial experience of the world of work was through
volunteering and in 2007 he became one of the founder
members of the Cambridge High Support Needs
Committee, a small group of people with profound and
multiple learning disabilities who work with the
VoiceAbility facilitated Cambridgeshire Learning Disability
Parliament to ensure the most vulnerable people in their
community are given a voice on important issues relating
to matters such as housing, access to healthcare services
and inclusion.

Christian’s leading role in the committee’s successful
campaign for the provision of a ‘Changing Places’ facility
in Cambridge city centre led to him being invited to sit on
Mencap’s ‘Changing Places’ advisory group for London. In
addition, he expanded his volunteering portfolio by
becoming involved with working groups for his local
hospital and was supported to share his direct, personal
experiences of accessing the hospital environment and
its services to advise on improvements to patient
information and issues around equality and diversity.

Clearly benefitting from meeting new people and having
opportunities to share some of his life experiences, and
having already communicated his huge enjoyment of
travel, Christian’s supporters thought he may want to
broaden his work horizons by participating in national
events, some of which he had previously attended as a
delegate. Subsequently, 2008 and 2009 saw Christian

sharing stories at events in London, Manchester and
Birmingham, in the form of interactive training
workshops and keynote conference addresses.

Professional Filming
A round the same time, Christian became involved in
some of the work relating to the promotion and
implementation of both Valuing People Now and Valuing
Employment Now for the Department of Health. Most
notably, Christian took part in professional filming, firstly
in order to share his experience of having a circle of
support for inclusion in the DVD that accompanies
Valuing People Now, then again in respect of video
footage illustrating different aspects of life for someone
who has complex needs, now forming part of the Valuing
People Now webpages resource. Additionally, Christian
also participated in the recruitment and interview
process for the appointment of the Department of
Health’s co-National Director for Learning Disabilities.

In 2010, Christian re-visited his employment PATH and
the time seemed right for him to consolidate the work he
had undertaken voluntarily and utilize the skills and
confidence he had developed in order to try and secure
some paid opportunities. Because of the unpredictability
and complexity of Christian’s epilepsy, work can never be
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defined in terms of set hours at set times in a set location
for him. Having already proved through his voluntary
endeavours that this does not, as some people might
think, equate to an inability to work, employment of a
freelance nature seemed to be both a logical and
achievable goal.

Transition

he transition from being supported to utilze vast first

-hand experience of life as a person with a disability
in a voluntary advisory capacity to one as a paid
consultant has not been without difficulties and
challenges — entrenched attitudes, restrictive
bureaucracy and policy — but with perseverance,
determination and the encouragement of family, friends
and supporters, Christian has got there. He continues to
be involved with the work of the Cambridge High Support
Needs Committee, but is now also busy as a disability
advisory consultant, currently undertaking paid freelance
work for VoiceAbility and the Department of Health, for
whom he is advising on and participating in a
forthcoming national employment awareness campaign.
Other opportunities currently being developed are some
work with the local county council and with the health
and social care faculty of Birmingham University.

Some people remain sceptical as to how someone who is
non-verbal is in a position to advise, guide and educate
people. The response to this is simple; communication is
about much more than spoken words — Christian’s
resourceful approach to communication when combined
with consistent and reflective person-centred support
ensures his thoughts, feelings and views are given voice
at all times and are at the heart of any work he is
involved in.

Christian continues to enjoy his social life and leisure
interests. If anything, now, placed in context alongside
days of work, they seem to have an additional element of
enjoyment for him. Those who know Christian will tell
you how the inclusion of work as part of his life has been
hugely beneficial to him. But don’t listen to them. Listen
to Christian. He can tell you the very same thing himself.

Contact Details

Matthew Clark
Email matthew.clark70@ntlworld.com
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Photo: Susanna at the Changing Plaoeg Reception

The High Support Needs
Committee, Cambridge

Imogen Riddler

The High Support Needs Committee works with the Cambridgeshire Adult
Learning Disability Parliament to ensure the most vulnerable people in our
community are given a voice on important issues. These relate to matters
such as housing, access to healthcare services, inclusion and employment.
The committee is facilitated by members of VoiceAbility’s Participation &

Influencing Team.

he committee currently has four members: Christian

Raphael, Susanna Patterson and Simon Vale — all of
whom have been involved since the committee’s
formation in 2006 — together with Victoria Stubbins who
joined the group in 2010. All members live either in or
just outside the city of Cambridge and are supported at
meetings, events and with work undertaken in-between
times by various individuals from their respective support
teams, and in two instances, by family members.
The committee was instrumental in ensuring that the
newly built Grand Arcade shopping centre in Cambridge

had a ‘Changing Places’ facility, so that people who need
greater provision than a standard accessible toilet
provides can shop and take part in community activities
like anyone else, without having to cut short their day.
The group achieved this by spearheading and
participating in a petition-signing campaign outside the
Cambridge Guildhall during National Learning Disability
Week 2009 and contacting local politicians, including
then MP for Cambridge, David Howarth, who visited the
home of a committee member to find out for himself
exactly what facilities were needed.
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Two of the committee members were subsequently
invited to a parliamentary reception at Portcullis House
in London and were able to share their experiences of
campaigning on this issue at a national level.
Additionally, one of those members now sits on
Mencap’s ‘Changing Places’ Advisory Group for the
whole of London. At a local level, the campaigning work
continues, as Cambridge is, currently, the only location in
the county with a ‘Changing Places’ facility.

In addition to their presence within the local service-user
parliament, the High Support Needs Committee now also
attend all meetings of the Cambridgeshire Learning
Disability Partnership Board where, as well as providing
on-going and continuous feedback on behalf of people
with profound and multiple disabilities, they will be
giving presentations and encouraging new discussions on
a number of specified topics. This is part of an ambitious
programme of objectives, aimed at widening the work
and raising the profile of the committee, which they
identified for themselves using the person-centred
planning tool, PATH (Planning Alternative Tomorrows
with Hope).

Committee’s Objectives

S ome of the committee’s objectives (set in June
2010), together with progress so far are detailed

below and on the committees PATH opposite.

. To receive an award for its work: the committee
won a Cambridge Evening News Community
Award on 29 Sept 2010.

. To meet with Scott Watkin from the Dept of
Health: Scott is meeting with the committee on 2
Feb 2011.

. To campaign for employment for people with

complex needs, starting with a Cambs Learning
Disability Parliament Day on employment: this will
take place on 11 March 2011.

. To have met with at least 2 local MPs to develop
good relationships: Cambridge MP, Julian

Huppert, met with the committee on 10 Dec 2010.

As he has limited knowledge of issues affecting
people with complex needs, he asked the
committee to keep him informed. In return he is
happy to act as a ‘conduit’ if the committee has
any questions it would like raised at Westminster.
South East Cambs MP, Jim Paice, is attending the
Parliament Day in March and will meet the
committee.

. To have a person in place with high support needs
to run the committee with support to do it:
VoiceAbility has put in an application for funding
for this — we will hear soon if this has been
successful.
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The LDP always to ask the committee if it has made the
right decision for people with high support needs every
time a decision is made: The Service Manager for
Cambridge City, South & East Cambs LDP has agreed to
create a structured approach to working with the
committee and getting them involved as part of the
management group. The idea is for the committee to
have a proper, regular input into service development .

Contact details

Imogen Ridler

Participation & Influencing Team East
Cambs Adult Learning Disability Parliament
VoiceAbility

Mount Pleasant House

Cambridge CB3 ORN

Email imogen.ridler@voiceability.org
Tel 01223 555863

Do you pay your
subscription by
Standing Order?

Thank you to all subscribers who pay by
standing order. Have you checked that
the right amount has been paid?
Subscriptions have increased slightly this
year so there may be a small amount
outstanding.

The subscription for 2012 will be £18.00 so
could you please make sure that your
bank is notified of this — you have all year
to do it, but now is the best time! At the
same time could you change the payment
date to 4™ March each year as this will
give time to alert you to any increase in
subscription in the future.

If your details have changed please let me

know as | only have your name from the
bank.
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PAWS for Thought: When a
Family Dog Could be so Much
More Than Just a Pet

Steve Billington

As an ex-director of Mencap, | was interested to find myself on a train recently
sitting opposite Ann Fergusson and her colleague. | couldn’t help but
eavesdrop on their discussion as they talked about the forthcoming PMLD Link
magazine and we soon got talking. | now work for Dogs for the Disabled and
was telling them about work we are doing with dogs and families with autism.
We wondered whether people who are living with and caring for someone with
Profound and Multiple Learning Disabilities might have some similar
experiences to share. Hence this article and a warm invitation from me to
share your own experiences if you so wish.

F irst, some background: Dogs for the Disabled is a
relatively small national charity, based in Banbury.
We train assistance dogs to work alongside adults and
children with physical disabilities. Our dogs are trained to
undertake all manner of tasks — fetching and retrieving
things like keys, mobile phones and TV remotes, helping
their owners to dress and undress, operating doors, lifts,
traffic lights and even emptying and loading washing
machines. Above all however, an assistance dog helps to
build social bridges and is a great “ice breaker”.

In recent years we have successfully extended this work
to provide dogs for children with autism. These dogs are
trained to interrupt difficult behaviour, soothe and
comfort a child who is distressed and in some cases, they
will help out in difficult and potentially hazardous
situations (such as preventing a child from running into
the road).

It’s difficult to capture the parameters of our work in a
few lines, but a visit to our website
www.dogsforthedisabled.org provides a good overview.

Our work with the families of children with autism has
given us a lot of anecdotal evidence that there is a
particular bond or connection between a dog and child
with autism. We started to hear stories of how family pet
dogs were instinctively intervening, comforting and
protecting when certain situations arose. This led us to
set up a unique project called PAWS (Parents Autism
Workshops and Support) in conjunction with Lincoln
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University and the National Autistic Society to explore
this interaction further and help families where there is a
child with autism to choose and train a pet dog to help
them out. Details of PAWS can be found via the Dogs for
Disabled site.

The results of PAWS

P AWS has been running workshops across the UK for
six months and has already helped over 50 families
choose a dog and learn more about its potential to work
on behalf of their child with autism. The results are
fascinating: children are being helped and encouraged to
do things that they found problematic, by following the
example of the dog. The child who wouldn’t clean his
teeth will do so happily when Rover is having his teeth
cleaned too. Being shown that the dog always “pees” in a
special place had helped another child confine his
previously random activity to the toilet. A child who
refused to wear school uniform will now do so happily
when the family dog walks with him to school wearing
his own school tie!

The PAWS project has strongly re-enforced our belief
that a massive amount of a dog’s potential to help and
assist remains untapped and unexplored. We are
confident that suitably trained companion dogs could
have a beneficial aspect in a great many areas of family
life. This might well include a role alongside people with
PMLD. | know that autism may already be one of the
additional challenges you face within the PMLD
spectrum, but | am interested in extending the
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boundaries to other aspects of disability too.

It may well be that a family dog is already an
important member of your household and we’d be
fascinated to hear details of how this works for
you. It may also be that your not a dog owner but
you’d be interested to find out more.

If this article creates a response, we would be
delighted to welcome you to our centre at
Banbury to find out more. We are interested in
understanding if there is a wider demand for a
PAWS type of service for families affected by
PMLD, for which we would then seek other
partners for expertise, research and funding.

Does any of this strikes a chord with you, or do
you have a story to share? If so, please get in
touch with me.

Contact Details

Steve Billington
Director of Marketing
Dogs for the Disabled

Email
Steve.billington@dogsforthedisabled.org
Tel 01295 759828
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Summer Vol. 23 No. 2 Issue 69

- Sharing Perspectives -

The copy date for all articles, information and news
for the
Summer 2011 issue is the
27th May 2011

Please send contributions to:

Carol Ouvry
carol.ouvry@talktalk.net

Wendy Newby
wennewby@aol.com

Winter Vol. 23 No. 3 Issue 70
- Therapies -

The copy date for all articles, information and news
for the
Winter 2011 issue is the
28th October 2011

Please send contributions to:

Rob Ashdown
head.stlukes@northlincs.gov.uk

Chris Fuller
chris.fuller@hotmail.com

Articles can be long or short and they are welcomed from carers or professionals alike — we value YOUR
experience and views. Please contact us if we can help you in any way. If you have any pictures or photos
to include we would love to see them (providing we have permission).
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Linking Lives: Communication
and Connection for People with
Profound Learning Disabilities

Janet Gurney

The truism “We all know there is no non-communicating person” is one we are
rightly all aware of. For those of us supporting people with profound and
multiple learning disabilities this is often our core concern — how can |
endeavour to ensure that this person’s wants, needs, desires, choices,
protests and joys are heard, acted upon and shared? And we put our focus on
the belief that this person has a method of communicating and we need to

work out what that method is.

Intensive interaction — linking lives
B ut hang on there... is that true? If we take ourselves
back to our own very early stages of our lives, or
look at very young babies, we notice that they are very
good at expressing their needs. They do it lustily and
loudly. Then they leave us to work out what on earth it is
that they are expressing (too hot, too cold, too hungry,
too full, too lonely, too crowded....). This is certainly
expressive communication, but can it be said to a
deliberate method of intentional communication? The
baby feels a need, and expresses its emotional reaction
to that need. It expresses that reaction whether or not it
knows there is someone there to address the need,
perhaps without even knowing that the need can be
addressed, just that there IS a need. But fast track that
neuro-typical baby on a couple of years or so and we are
in no doubt that it is expressing itself very deliberately,
with the intention of making you respond. It is using
sound to get your attention, actions that you know how
to interpret, words that leave you in no doubt as to what
is needed.

So what’s happened in the interim? How did it get to be
using these systems of communication that it is using so
deliberately? The child learnt them; this didn’t happen
without a process, even if the process seemed effortless
and natural. The child went through a learning process
that enabled it to move from expressing a reaction to
using systems of communication.

When we think of people, both adults and children, with
profound and multiple learning disabilities, and assume
that they are using methods of communication that we
just haven’t managed to recognised yet, we might be
setting ourselves, and that person, up for failure. We just
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might be missing the vital bit of the jigsaw — their
learning process. Have they been supported to explore
the process of learning the “fundamentals of
communication” yet? If not, are we expecting them to do
what people without a learning disability can’t do —i.e.
know how to communicate without going through the
learning process? If that’s what we are doing, then we
are adding another layer of difficulty and challenge to
their lives and perpetuating our own sense of failure to
understand them.

Fundamentals of communication

he phrase, “fundamentals of communication” is

borrowed from Melanie Nind and Dave Hewett, in
their very useful 2001 book “A Practical Guide to
Intensive Interaction”. Thankfully, the opportunity to
explore that learning process never goes away, and
Intensive Interaction helps us to explore it
empathetically, flexibly and joyfully. It is the simple
process of understanding the learning process and
making sure we are prepared to explore it, over time,
with as much repetition as necessary, with people with
pmld, so that they too can experience the joy of being
heard and having an impact on the world. It involves
recognising the behaviours, actions, sounds, interests, of
a person as their “inner world” language which they use
to connect with themselves. Phoebe Caldwell explores
this concept very movingly in her 2007 book “From
Isolation to Intimacy”. By bothering to learn someone
else’s inner world language, with all its nuances and
changes, we can gradually link-in to that person’s inner
world and explore how this social connection can now
lead to the experience of communicating intentionally. If
we try to go straight to a system of communication
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(objects of reference, pictures, gestures, words), it’s like
trying to run before we can walk.

So what does it look like? In the 20 years that I've had
the privilege to know about Intensive Interaction, | can
say that no two interactions I've shared have ever looked
alike, so what I'll do here is simply share a couple of
stories.

Jolene is a young lady with no sight or hearing, which
makes her pmld more complex. She is physically active
and energetic. When we met each other in her lounge,
she was standing up and turning slowly, pushing the
thumb of one hand hard against her cheekbone and
waving her jumper round her head with the other hand,
making a low humming sound in her throat. There was a
lot of inner world language going on; | got the feeling she
was having a very connected conversation with herself,
making things happen in a world over which she had very
little other control. | wanted to let her know that | was
available and interested in her language. | started with
her humming, thinking that she would be experiencing
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this through feeling the vibration. So | “spoke her
language,” copying the vibrations by drumming my feet
on the floor. | don’t know if she recognised this as related
to her language, but she noticed that | was there and she
sat down. | hadn’t meant to interrupt her, but actually it
was quite useful that she stopped waving her jumper
about, as now | could sit down next to her. | let her know
I had moved by drumming on the arm of her chair in
response to her humming. She pushed me away, so |
moved to the floor and drummed her chair leg instead.
She reached out to feel for me and found my head; | put
my hand on hers, on top of my head, to let her know I'd
noticed her gesture of enquiry. This got repeated a few
times and so | pushed my luck, moving back to the chair
beside her. By now she had stopped humming, but was
still pressing her cheekbone with her thumb. | decided to
take the risk of touching someone I'd only just met, on
the basis that as she couldn’t see or hear me, touch was
a pretty important way of her experiencing me. | firmly
pushed her other cheekbone with my thumb. She stilled
instantly, lowering her hands and seeming to wait for
what would happen next. | wanted Jolene to know that
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she was in charge of what would happen next, so | did
nothing (this can be such a challenge to us! The art of
actively doing nothing is one that is worth practising).
Jolene tentatively raised her hand and pressed her
cheekbone again. | pressed her other one. She let out a
short, sharp chuckle. Was it surprise, recognition,
invitation? | don’t know — | can only speculate; but what |
can do, is keep the flow of conversation going. So |
celebrated her chuckle by shaking her shoulder. We
ended up spending 45 minutes together in what felt like
deep conversation. For me it was a joyful and satisfying
experience. For her support team, who had been
watching and videoing the conversation, it helped them
identify that their connections with Jolene usually ended
when she pushed them away; they always interpreted
this as “l don’t want you here,” rather than “Back off, but

come back on my terms, because | need to be in control”.

I don’t know if that’s what Jolene was saying with her
push, but by treating everything — including the push —as
something that | could respond to, we had been able to
explore how internal language can become social, shared
connection.

Intensive Interactive in a group
I often hear people say that Intensive Interaction can’t
work in a group, or in a classroom, because the
conversation needs to be private and uninterrupted. But
most situations people with pmld find themselves aren’t
private or uninterrupted, so we would be waiting a long
time and wasting a lot of opportunities if we were always
waiting for the perfect backdrop for Intensive
Interaction. At Us in a Bus — Linking Lives, the voluntary
organisation | work for, we usually work with people in
groups, with 2 interaction practitioners to facilitate the
session. Yesterday, | watched a session that included 4
adults with pmld and complex needs, and at several
points during the time they spent together, not only
were the service users and practitioners interacting, the
service users were clearly responding to each other and
actively enjoying each other’s company. I'll share a
snapshot of it:

Barbara was scrunched up in her chair with her head
down. Joelle sat on the floor near her and copied this
position. Barbara, who now knows Joelle quite well,
noticed this and started to make a “B...B...B...” sound
which Joelle made too, backing up the sound with touch,
lightly tapping Barbara’s arm. Roy, who has lived with
Barbara for a few years now, lifted his head at Barbara’s
familiar sound and started to move his leg in time to it.
Carly, one of our newest interaction practitioners who is
in the process of getting to know people, noticed this
immediately; she gently moved Roy’s wheelchair so that
Marianne, who was sat close to him, could be aware of
his movement. Marianne has very limited sight and
vision, but was comfortable with Roy’s touch and slowly
started to smack her lips together. Barbara heard this
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and laughed out loud. This woke Catherine up; she had
been dosing close by. Catherine has some language and
good sight and when she heard people, she started to
shout their names. So Barbara’s “B...B...B..” was now
accompanied by Marianne’s lip-smacking and by
Catherine’s excited shouts of “Barara” and “Maari”. At
this point, a support worker popped his head round the
door to see who was having a seizure as he was un-used
to hearing so much noise and laughter. He was able to
stay and what | hope he got from the experience was an
idea of how great it is to hear someone speaking their
own language in the knowledge that they are being
heard.

| came across a quote from Nelson Mandela last week. It
was being used to promote a marketing company. | hope
he’d be happy to have it used to promote the efforts we
all make to link our lives with others: “If you talk to a
man in a language he understands, that goes to his head.
If you speak to him in his language, that goes to his
heart”. So let’s keep aiming for the heart, not just the
head.

Contact Details

Janet Gurney

Chief Executive

Us In A Bus

The Kingsfield Centre
Philanthropic Road

Surrey

RH1 4DP

Email info@usinabus.org.uk
Tel 01737 764774

Useful resources:

M. Nind and D. Hewett (2001) A Practical Guide to
Intensive Interaction. B.l.L.D.

Phoebe Caldwell. (2002) Video. “Learning the Language”
Pavilion Publishing.

Phoebe Caldwell (2007). “From Isolation to Intimacy:
making friends without words” Jessica Kingsley Publishers.

G. Firth, R. Berry, C. Irvine (2010) “Understanding
Intensive Interaction” Jessica Kingsley Publishers

www.intensiveinteraction.co.uk

www.usinabus.org.uk
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Multi-Sensory Storytelling:
For People with Profound and
Multiple Learning Disabilities

Hannah Young & Loretto Lambe

Sharing stories exists in every culture as a way of entertaining, educating and
simply experiencing the connections with others that stories often create.
Traditionally storytelling has involved imparting information verbally, that is
then passed through generations. Stories make up a significant part of our
day as we dedicate a lot of our time to reading books and listening to the
stories of others. As an integral part of our lives, we use storytelling to
communicate with others and make sense of the world around us. Taking
many forms, stories can be expressed in ways that allow information to be
accessible to a diverse range of people of different ages and abilities in various
contexts. People with profound and multiple learning disabilities (PMLD) are
one such group of people who can also experience the richness of storytelling.

Importance of Storytelling
S torytelling has been used as a powerful method of
educating children and young people (Ofsted, 1998;
Fuller, 1999; Grove, 2009), the importance of this has
been placed on the development of skills in
understanding and communication. The positive effects
of storytelling on educational attainment have been well
recognised (Fox, 1993). In addition, storytelling
encourages both social and emotional development (Fox-
Eades, 2006; Thomas & Killick, 2007) as it creates a place
in which close interactions can be experienced. Early
intimate relationships for example are so often
highlighted as crucial to the well-being of children (e.g.
Trevarthen, 1977). Storytelling more recently is thought
to play an important role in the development of these
early relationships (Hughes, 2004) and has led to a
campaign by the National Literacy Trust in the UK for
parents to read to their children in order to promote
their social, emotional and cognitive development
(National Literacy Trust, 2007).

Developments in Multi-sensory
Storytelling

hrough education and leisure, those with difficulties

in communication such as people with PMLD
experience a transformation in their engagement with
others using sensory storytelling. Using the multi-
sensory approach which is not based solely on language,

aims to enhance social interactions and facilitate the
learning experience for people with PMLD. Multi-
sensory storytelling techniques (MSST) in general have
been shown to have therapeutic benefits for individuals
with PMLD by providing novel and stimulating
experiences. Multi-sensory techniques have also been
identified as therapeutic for individuals with PMLD as
they provide novel and stimulating experiences.
Multisensory environments (Pagliano, 1999), sensory
curriculums (Longhorn, 1988) and basal stimulation
(Frolich, 1998) are among these multi-sensory
approaches that provide this therapeutic experience.
The principles behind the multi-sensory storytelling
technique particularly highlight the significance of
interaction with another by meeting the individual
through narrative and sensory stimuli via their intact
sensory capacities. Here the aim of multi-sensory
storytelling has been to provide an experience of
narrative using sensory stimuli in which interactions
between listener and storyteller may arise. This has been
important for enriching the lives of people with PMLD.

PAMIS’ Real Lives: Real Stories project developed
personalised stories that were based on Chris Fuller’s Bag
Books and her multi-sensory storytelling techniques. The
project allowed young individuals with PMLD to engage
with the Scottish Elaborated 5-14 Curriculum, particularly
in the area of communication. Learning targets were
built into the stories linking directly into the child’s
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Individual Education Programme (IEP). From this an
Advisory Committee of parents and professionals was
established and PAMIS’ Sensitive Stories project was
developed. The Real Lives — Real Stories project aimed
to encourage interaction in which the individual learned

to accept and share feelings, be receptive and expressive.

Additionally, the project aimed to enhance collaborative
work between families and schools and provide a
resource for families, teachers and professionals to
facilitate learning. During that project it emerged that
several parents and teachers were concerned about
issues affecting their children and requested a method of
exploring these issues using the same storytelling
method. Based on the young person’s real life situations
and experiences 10 multi-sensory personalised stories
were developed. The topics explored medical
procedures, sexual health care, growing up and
transition. The overall aim of this project was to help the
young persons’ understanding and acceptance of these
sensitive, difficult, topics. Additional learning was also
encouraged through specific targets including developing
their fine motor skills, while others were to increase the
tolerance of touch and turn-taking. Both children and
adults with PMLD were involved in the two research
projects described above, although the majority of
participants in the Real Lives: Real Stories were school
age children and young people.

The Outcomes of Using Multi-sensory

Stories
Ten individuals contributed to our research on the
behavioural changes that occurred during sessions of
storytelling (Young, Lambe, Fenwick & Hogg, 2011). Our
research involved behaviourally analysing videos of
storytelling sessions and using qualitative analyses to
understand the views of parents and teachers. Our
behavioural study showed that the stories were effective
in socially and educationally engaging listeners; by the
last session of storytelling the majority of listeners were
demonstrating an interest in the stories by looking at and
touching the pages more. Some listeners were engaging
more with the storyteller through looking behaviours and
vocalisations. Feedback from parents and teachers
strongly supported these behavioural observations. The
majority of parents and teachers thought that their child
had shown achievements in their learning targets. Most
of these achievements can also be shown through our
behavioural study. Some parents and teachers observed
a reduction in stereotypic behaviour such as head
nodding and ‘challenging behaviour’ such as extreme
physical aggression. Additionally, teachers particularly
found the multidisciplinary approach invaluable as an aid
to learning. They described the process as engaging;
both parent and teacher could spend time understanding
more about the individual with PMLD. The Project
therefore had positive and far-reaching outcomes for
both listener and storyteller.
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Bereavement & Loss Project
R ecent research around the issue of bereavement
revealed the need for a project that would allow for
the topic of loss to be intellectually accessible to people
with PMLD (Young, Lambe & Hogg, 2011). Carers of
individuals with PMLD are becoming increasingly
concerned with issues surrounding bereavement and
loss. With the continued advancement of medical
science, people with PMLD are living longer and as such a
considerable number are surviving their carers (Institute
of Public Care, 2009). Coupled with social inclusion, this
has meant that questions of how these people are to live
well are raised a lot more widely. Individuals with PMLD
have often been represented as a marginalised
population of society (Scottish Executive, 2000) and
therefore often face difficulties in accessing the
community. There is little, if any, adequate research and
support however for individuals with PMLD regarding
their experiences of bereavement, despite the evidence
to suggest that a considerable number are adversely
affected by loss.

It is understood from the responses of carers that
individuals with PMLD require a way in which to explore
loss that is intellectually accessible. Recommendations
included a development in the understanding of loss and
PMLD, research into the use of sensory approaches with
bereaved individuals with PMLD with the help of existing
professionals in the area of PMLD. Our pilot research
study points to the value of follow-up work, particularly
in the area of developing intellectually accessible
materials as the possibility that these individuals may be
better supported has significant outcomes for many
people with PMLD and their carers.

Conclusion
R easons for the positive outcomes of the PAMIS
Sensitive Stories Project may be found in the format
of the stories; they encourage shared attention of a
topic, a chance for social interaction and exploring
sensitive issues. The stories cloak the sensitive issue that
allows for accessibility and sensitivity. If stories are told
well they allow the listener to enter a different kind of
‘space’ where a strong engagement with the story and
others may arise. In their article entitled ‘The Teller, The
Tale and The Told’, Killick and Frude (2009) suggest that
the experience of ‘live’ storytelling is a richer experience
than the reading of a bed-time story as it brings the
storyteller and story listener into a different ‘space’ that
is interpersonal and interactive that in effect increases
emotional experience. This ability to engage may
otherwise be quite challenging because the topics are
indeed sensitive ones and because the communicative
impairments of the listeners make interaction difficult.
The Sensitive Story Project, however, allowed these
individuals to overcome these barriers by providing the
communicative means and a safe context within which to
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explore the issues. The stories provide an extraordinary
sensory experience that rapidly fosters the engagement
of the listeners. In doing so the Project has played a
transformative role in the lives of both the listener and
storyteller. Together with carers’ reflections on the
positive outcomes of using multisensory storytelling, the
confirmations from the behavioural research suggests
that the Sensitive Stories positively engage and highlight
how educationally valuable they are to people with
PMLD and their carers.

Contact details

Hannah Young

Research Assistant

PAMIS, Springfield House

15-16 Springfield University of Dundee
DD1 4JE

Email H.Young@dundee.ac.uk
Tel 01382385 154
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Additional Material
PAMIS Website: http://www.pamis.org.uk/

Bag Books Website: http://www.bagbooks.org/
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A Short History of Shout, Glow,
Jump, Taste, Smell, Touch and

Wobble: Multisensory Education
(Part Two)

Flo Longhorn

Welcome back to the very subjective history of multi sensory education for
very special learners. | left the reader way back in the eighties, when | was a
head teacher, running a special school (over a hundred pupils) and a part time
secretary. | left to live abroad and start a consultancy to work round the world
just as the Ofsted Inspector, the National Curriculum and multi sensory rooms
hit the headlines. Information Technology and computers were also gaining a
foothold, with rudimentary switches for barking, toy dogs or grunting pink pigs.

B efore Ofsted, there was a breed of extraordinary
HMIs( Her Majesties Inspectors) who supported
special education in many different ways from its birth in
the early 1970's. They were regular visitors to special
schools on their patch and brought many skills and
support. | had the good fortune to have Lambert Bignell,
a truly remarkable gentleman who happened to have not
a hair on his whole body. Whenever he entered a
classroom at my school, he knelt and gave all the children
the opportunity to stroke his shiny bald pate. What a
warm multi sensory interactive experience, not
replicated by Ofsted Inspectors to my knowledge.

My school was chosen as a guinea pig school for one of
the early 'practice' Ofsted inspections. There was a week
of inspection with many chocolate biscuits and rather
hard, grey cakes made by keen pupil cooks. The school
got 'outstanding' and | was told | was a 'benevolent
dictator' which was probably true , but came as a shock!

The National Curriculum arrived in a carefully planned
nation-wide operation. Large depots were hired to store
the documents which were ferried out to all schools in
large vans, on the same day. On arrival at special schools,
staff were to find reference to special needs, in
practically the last paragraph of the set of documents.
Agitated panic ensued at the thought of modern foreign
languages, algebra, sex education and worse. Some
schools immediately dis-applied all their pupils and
washed their hands of the whole affair. But when the
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Powers-That-Be realised that special needs did not just
mean 'wearing spectacles or having a weak heart ',then
curriculum was gradually built up to meet the needs of
the pupils. Today there is a surge of 'good practice'
consolidation of curricula and assessment throughout
the UK. In England there are outstanding schools such as
Victoria School, Barrs Court and the Profound Curriculum
school producing varied, multi sensory, interesting and
strong curricula and assessment documentation. These
meet the needs of the very special learner, not the extra
special needs of Politian's. Wales has produced the
sterling 'Routes to Learning ' materials, Scotland is
glowing with a Curriculum of Excellence and Northern
Ireland is furthering their curriculum and assessment
through their 'Quest for Learning' materials, which are
now extending into the area of severe learning
difficulties.

I nformation technology

Information technology has come along way from the
early training in the late eighties when we all learnt the
first step of 'putting in the plug and switching on'.
Because of this early realisation of the power of the
computer, special schools and staff have been steadily
increasing their expertise with a focus on individual
needs . The wonders of the internet, and excellent
forums such as pmld and sld forum, has opened the
doors to the world of sharing and gaining support from
others. Now with the advent of equipment such as the
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ipad, there is a wealth of very multi sensory materials
readily available for the very special learner. The exciting
thing is, that the latest apps for ipads for example, were
not devised for special needs, but for everyone. Inclusion
has arrived in a natural way, without a label. How could
you smuggle a 'fart and belch playing piano' into
National Curriculum? There it is, ready to download for
free, into either the science or music curricula (to the
delight of every 11 year old) even playing the body
sounds in graduated scales........

Multi sensory rooms have started to evolve from rooms
that were originally designed and planned by commercial
companies, chock a block with equipment. This did not
really meet the needs of a very special learner, but the
need to make as much profit as possible out of selling
the equipment.

The first multi sensory room | was involved with was in
the early 1980's when a chappie called Rupert arrived at
school, all the way from Wales, with piles of soft play
materials. He and his crew slept in the school hall and
had school lunches for the week, our cook kindly coming
in early each day to cook them breakfast. The room was
terrific and cost a huge £1,000 ( cash in hand!)

Now the sophisticated sensory studio is appearing, a
blank canvas on which to paint a curriculum. It is
equipped with a packed sensory trolley, that can be
transported and used with ease. Complicated computer
systems to run a room ( until the technician leaves and
no one can work them any more) are being replaced by
large coloured switches so the learner can access and
control their environment too. The SPACE Centre in
Preston is a shining example, being rebuilt as | write.

And the future?

W ith the backing of the neuroscientist, we are now
keenly aware of the paramount importance of the

sensory systems-all seven of them. Their research

validates the importance of constant repetition using
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concrete information, needed by the brain to form
strong neural pathway. Mirror neuron research also
backs this mirroring and repetition, for the very special
learner, of fering ways of sensing and learning through
empathic observations.

And the multi sensory curriculum?
I t is amazing that my 17 mainly curriculum books, some
written twenty-seven years ago, are still selling and
are used throughout the special education world.
However, the last three books step outside the
constraints of a formal curriculum into creativity in art, a
sensology workout on awaking the senses and my new
one (yes you guessed) 'the app, the ipad and the very
special learner.'

Other writers are coming forward. The best | have seen
are from Australia with the work of Paul Pagliano at
James Cook University on multi sensory environments ,
Susan Fowler, an OT working in adult services in Victoria,
writing about sensory stimulation and environments. In
the UK the classic book on touch by Mike McLinden and
Steve McCall at Birmingham university and the drama
work of Keith Park , Nicola Grove and Qily Cart dvds,
spring to mind.

A recent edition of PMLD Link (Winter 2009) was on
health care for very special people, many articles were
quite illuminating in their good practice in areas such as
epilepsy, fluid intake and the dentist. My only concern
was that this excellent practice is certainly not seen in
the lives of very special people | personally know-let's
hope that this excellent practice spreads quickly and
coherently across the nation.

But do not forget the most important multi sensory input
costs nothng it is interactive sensory human beings!

Contact details

Flo Longhorg
Email flocatalyst@aol.com

GIFT AID

Is your subscription your own personal one and do you pay tax?
If so, by signing the gift aid form we can get an extra 25p in every £1 you pay to us in tax refund
from the government. This makes a significant contribution to our finances at no cost to you.

If you can’t remember if you have already signed the Gift Aid form, just sign it again — | can check
whether you are on the gift aid record.

Thank you to all personal subscribers who have already done this.
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Future Focus

General Issue:
Sharing Perspectives

Ithough PMLD LINK usually has a theme which most

of the articles relate to in some way, from time to
time there is a general issue which provides an
opportunity for our readers and contributors to explore
issues which have not been covered or which they would
like to discuss in greater depth. The next issue, Summer
2011 - Sharing Perspectives, is one of these.

Is there is anything you feel we have not covered
recently, or at all? Is there something you would like to
share with others whether it is something which had a
really good outcome, or perhaps a problem you have not
been able to solve; a new approach you have come
across or would like to find out more about; a response
to one of the articles you have read (in PMLD LINK or
elsewhere); or a follow up of ideas contained in a past
issue? If so, or if you have a burning topic that you want
to air, now is your chance.

TEACCH UK Conference

Vol. 23 No. 1 Issue 68

As always, we also want to hear about any resources you
have found that are particularly useful — or even those
that are not. Sharing information, good practice and
creating networks of support are what PMLD LINK is all
about, so do join in and contribute your ideas to make
the Summer issue full of variety, interest and useful
information.

Articles can be any length up to 2000 words. Short or
long, they are equally welcome and remember —you can
write about any topic you like.

Please send articles or any other information to
carol.ouvry@talktalk.net or wennewby@aol.com by 27th
May 2011.

Carol Ouvry
Wendy Newby

Autism Interventions: Evidence and Outcomes

Venue: The University of Northampton, Park Campus

Dates: 17th & 18th June 2011 Time: 9.30am - 4.00pm Cost: £195

With

Dr. Gary Mesibov, former Director of Division TEACCH

Dr. Glenys Jones, Autism Research Centre, University of Birmingham

This 6th bi-annual international conference is attended by TEACCH practitioners from children and adult services who work
with individuals with Autism and Asperger Syndrome. There will be a choice of workshops led by European colleagues,
who will report on current research and innovative practice relating to various educational interventions, including those
associated with the TEACCH approach. Presentations will cover a wide range of topics including, for example,
communication and interaction programmes, play, social skills and inclusive approaches.

To book your place please contact: Lorraine Harman

Telephone: 01604 893606 Email: education@northampton.ac.uk

In Collaboration with Autism Independent UK

Park Campus, Boughton Green Road, Northampton, NN2 7AL Web www.northampton.ac.uk

‘ THE UNIVERSITY OF

NORTHAMPTON

Transforming lives, inspiring change
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Report Back

PMLD Network
conference 2010:
Raising our sights

A packed house and a packed programme!
Reporting back on this event is very pertinent to the
theme of this issue of PMLD Link — Speaking up & being
heard; the conference was about just that! The day
offered a parallel programme, with Us in a Bus offering
some very interactive and responsive activities for those
who preferred a ‘close up and personal’ approach and a
conference style for others. Everyone used the
opportunity to ‘network’. The day was all about
communication and sharing; valuable information,
updates and views — and an opportunity to respond to
our common interests.

The conference started with Jim Mansell setting the
scene by presenting the findings and recommendations
of his recent report ‘Raising our Sights’ [DoH, 2010],
supported with some very powerful and inspiring video
case studies. We now await the much delayed
government response.

The day also launched the excellent and much needed
guidance on ‘Communication and people with the most
complex needs: what works and why this is

essential’ [Mencap/DoH 2010]. Juliet Goldbart, one of
the authors, told the conference how this guidance was
valuably informed by the information, views and
experiences from families and other stakeholders —
including many members of the pmldnetwork. The
publication outlines many approaches and strategies that
are commonly seen in practice along with valuable
signposts of where to find out more. One of the strong
findings of this publication was to highlight the great lack
of research and evidence about ‘what works?’.The report
concludes with the recommendation for more research
[particularly to evaluate practice] and the need for better
dissemination, training and support on approaches that
promote and enhance successful communication for
people with PMLD.

We heard valuable insights and information from Julie &
Mike Ormian, based on their experiences of caring and
supporting their daughter Rebecca. She now lives
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successfully in her own home because of services
‘listening’ to what she wanted and needed. Her mum
described some really positive outcomes in Rebecca’s
physical management on recently discovering the
Postural Care approach. She wanted to ensure others got
to hear about this — without the challenging journey their
family had experienced.

Judi Thorley gave us a ‘taster’ of the inspiring work to
meet the health needs of people with PMLD in the East
Midlands. Their next plans are to develop top tips and
standards for families, health and social care staff,
focusing on the key areas of communication, eating and
drinking and movement and posture.

We had an update on exciting outcomes of the ‘Involve
me’ project. Louisa Whait told us about the four different
approaches used across the project sites and some
important key messages they had developed.

The day ended in the true spirit of the pmldnetwork —
Nicola Grove, in her unique way, facilitated an interactive
session for everyone. We were given first hand
experience of the pleasure in sharing memories and
anecdotes — such a valuable part of everyday life that
many people with PMLD miss out on. But that day - we
all had a chance to speak up, to listen and to be heard!

Annie Fergusson, PMLD Link Editorial Group and
pmldnetwork member

The publications mentioned above are both free to
download:

Mansell, J [2010] ‘Raising our Sights’ report. London:
DoH Available in hard copy with DVD or to view video
and download the report - Downloadable

Goldbart, J & Caton, S [2010] ‘Communication and
people with the most complex needs: what works and
why this is essential’. London: Mencap/DoH 2010. Full
report and easy read version Downloadable

Raising our Sights report http://www.dh.gov.uk/en/
Publicationsandstatistics/Publications/
PublicationsPolicyAndGuidance/DH_114346

Communication and People with Complex Needs
Guidance:
http://www.mencap.org.uk/page.asp?id=1539
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PMLD Network Forum
A Digest of Discussions
November 2010 to January 2011

he PMLD Network forum is an open email discussion

group which focuses on issues relating to PMLD.
Here is a summary of the key themes that have come up
on the forum over the last few months:

Multisensory activities

S omeone said they were going to fundraise for multi-
sensory equipment for people with PMLD but first

would be interested to get feedback from professionals

and carers on the benefits and drawbacks.

Responses included:
° Various articles were referred to which give useful
information. These included:
1. Hogg, Cavet, Lambe, Smeddle [2001] ‘The
use of Snoezelan as multisensory stimulation
with people with intellectual disabilities: a
review of the research’. Research in
Developmental Disabilities 22,2001,353-372
2. Vlaskamp, de Geeter, Huijsmans and Smit
[2003] Passive Activities: the Effectiveness of
Multisensory Environments on the Level of
Activity of Individuals with Profound Multiple
Disabilities Journal of Applied Research in
Intellectual Disabilities 2003, 16, 135-143
3. The effect of Snoezelen and quality of life in
adults with PIMD M.J. Cid Psychology, Apasa,
Amposta, Spain
. The Music Gym in Hastings is an interactive
environment for profoundly disabled individuals,
their carers and families. There is information
about how it was set up at www.MusicGym.org .
They have had an external evaluation done and
have recently completed a Social Impact
assessment which they said could be useful for
others. For more information contact
tom@decoda.org

Suitable all in one PC

S omeone asked for a recommendation for a suitable
allin one PC, probably with touch screen, for a

person with PMLD who has no purposeful hand

movement.

Responses included:

. Someone said Inclusive Technology have lots of
resources at www.inclusive.co.uk. Another person
said that they sell a good all in one PC with touch
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screen. However they questioned why, if the
person has no purposeful hand movement, they
would need a touch screen? They said they
presume the person will access cause and effect
activities via a switch.

. Someone said they may have no purposeful hand
movement now but the touch screen will
encourage them to touch it, with a purpose, eg to
make the ball bounce, or to cause a shape to
make a sound. They said ‘And the more this
happens the more purposeful the movement will
become, until that person automatically starts
moving to touch the objects on the screen in
order to get various responses! Success! Just like
my son does now! (May take a bit of time
though)’. They said ‘don't dismiss anything
without thinking about it carefully, think out of
the box and aim higher than you think for our
disabled children and young people..’

. Some said to check out www.invate.co.uk which
they always find very helpful.

Issues of Fat reserves & Mobility
S omeone said that they work in a secondary special
needs school and they have experienced the
situation where wheelchair users who have been thin
and had difficulties eating have an operation so they can
be gastro fed. They said that most have continued eating
supplemented by gastro-feeds usually at night. They said
there does seem to have been an improvement in their
health, but that they seem to put on weight, all be it
controlled and over an extended period of time, that
inhibits some of their independent movement. They said
they have known children lose their ability to push
themselves up to sitting independently when out of their
chair. They said that the NHS dietician monitors the feeds
and the children's weight gain but uses charts for the
average population. They said that surely the weight put
on by very immobile children is stored as fat rather than
muscle? They said that whilst they know fat reserves,
particularly to protect the major organs, are important -
too much fat risks the students losing some of their
limited mobility? They asked if others had come across
this issue.

Responses included:
. A parent of an adult daughter with PMLD said that
they have come across this issue and was very
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pleased to see someone picking up on it. She said
that her daughter has cerebral palsy and cannot
sit unaided or lie straight and yet various
professionals will still expect to use her 'height' as
a device for supposing what her weight and other
issues 'ought' to be. She said ‘her upper body is
quite differently proportioned to her lower body

so comparisons with fully grown and active people

are ridiculous but not uncommon’.

. Another parent said, ‘here, in a different hospital,
| am struggling to get the dieticians to at least
consider looking at height as well as weight when
calculating my daughter's needs. Her weight is
"coming along nicely" just under the 20th centile,
yet if you do stretch her out she becomes a huge
lankly beanpole. And no one at all seems fussed
about that, and they all insist 700calories a day is

more than adequate intake for her as "she doesn't

burn much, just sitting there." | have this strange
theory that she might actually do more than "just
sit there" if she weren't on a starvation diet.’

. Someone gave a link to the Malnutrition Universal
Screening Tool which includes a description of
how to assess BMI using the length of the ulna
(forearm) rather than height:

. http://spic.co.uk/media/Clinical%20Nurse%
20Advisor/Nutritian/must_full.pdf

. They said it is worth noting that on average an
increase in tone, prior to the onset of shivering,
causes a 500% increase in metabolic rate - so for
children, young people and adults who have
difficulty controlling their muscle tone they said
we need to start thinking seriously about
increasing calorific intake. They said that they
have not met any person with naturally high tone
that was overweight - on the contrary. They also
said that the secondary health implications of
malnourishment are very serious, not to mention
how distressing it must be to feel hungry and not
to be able to do anything about it.

. Someone said ‘Does anyone on the network have
any idea who might be able to advise, and think
out of the box, with regard to height, weight,
activity, calories and nutrition for us parents and
disabled children?’

Day centres in England
B ag Books said they are applying for funding to run a
new storytelling/training project with adults with
PMLD and staff that work with them. They said they
specifically want to target day centres, but will take on
colleges/care homes etc if they want to get involved.
They are trying to get an idea of how many adult day
centres there are in England that cater for people with
PMLD. They haven’t had any luck looking at council
websites and asked if anyone can provide this
information.
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Responses included:

° Someone asked if there is a similar project in
Scotland and said they would be keen to find out
more.

. Some said that many Local Authority Social Care

services are making or have made big changes in
their policies for providing support for people with
PMLD and therefore day centres may be closed
with the people who once attended them now
having their support and daily activities provided
within their local communities. Therefore they
said it might be better to direct efforts to Health &
Community Services departments within local
areas.

. Some said that just because local authorities are
closing their day centres it does not mean that
private day centres are closing as well! They said
that they have found that social services only
promote services run by themselves or the local
authority. They said ‘Don't forget there are the
statutory, voluntary, private, and the community
sectors to look into’.

. Someone said that one of the difficulties is that
each organisation, sector, agency, or age grouping
holds it own information and defines disability in a
different way, so there is probably no one source
of information. They suggested looking on the
internet.

. Someone said that the storytelling idea sounds
really good, something she would like her son to
access. She said it would be appreciated by those
with PMLD and also would certainly be a
wonderful learning experience for the staff
working with them too.

. Someone said that Bag Books may also want to
explore intentional community provision for day
centre/day time activities with which they could
become involved.

. Someone said that their role as social broker
involves signposting people to all relevant services
including private services. They said they don't
promote or recommend any services, just offer
the information.

Does anybody have personal experience

of becoming a Deputy?

A parent said that they have an adult daughter with
PMLD and that it is apparent that they should
consider becoming a Deputy in order to 'formalise' their

current decision-making processes. They said that at
present they make daily decisions regarding her home,
finances and health. They have looked at the application
forms and are bewildered by the complexity of the
process. They asked if anybody has personal experience
of becoming a Deputy. They also asked why they should
have to pay hundreds of pounds to do such an onerous
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job. They said any help or advice would be much
appreciated.

Responses included:

° Someone said that they are in exactly the same
situation but regret that they can only give a
warning rather than any useful advice. Their
experience over recent years is that they have
been given conflicting advice from a number of
professional and legal bodies and individuals, all of
which has been contradicted and questioned by
others. They said it seems to them that
interpretations and definitions both of PMLD and
of the legalities do vary greatly. They said ‘do
proceed with caution and be ready to challenge
and to double check all advice given’.

. A husband and wife said they were appointed
joint Deputies for our PMLD son nearly 2 years
ago. They said they strongly recommend going the
extra mile to become not only a Property and
Affairs Deputy but also a Personal Welfare
Deputy. They said the process is complicated and
long but that you can do it yourself by ploughing
through the documents on the Court of Protection

Website
Reviews:

http://www.multi-sensory-room.co.uk

f you have not visited it recently, take some time to

visit this multi sensory website for Hirstwood Training
and Florich Productions. The website is rich with
information about multi sensory approaches to learning,
in house training, current courses and things to buy. A
strength of the website is that it is not just about selling
products and courses but the free ideas. For instance,
through the website you can have access to back copies
of Information Exchange which is supposed to be going
online soon. From the Updates you can find your way to
interesting sites, such as New Zealand website
(www.clickspecialednz.com/) with some very useful
ideas. Flo Longhorn, Richard Hirstwood and others offer
interesting thoughts and updates. Flo Longhorn herself
has just started up a new website
(www.flolonghorn.squarespace.com/ which is in its early
stages but includes her comments on her favourite Apps
for very special learners. If you are going to keep up with
these kinds of developments you really will need an ipod
touch or an ipad. But you can be sure that people like
Richard Hirstwood will keep you alive to the possibilities.
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and OPG websites. They said that the parents who
posted the query will not have to pay any fees
because their daughter is an adult and will either
be on Income Support (or other specified benefits)
or her income will be below the threshold
required to allow them to be remitted in full.

. ‘I am a Deputy for my son who lives in his shared
ownership home, with 24/7 carers. | took out the
Deputy as he has a mortgage, however that is
officially all that the Deputy does allow, it does
not give me extra rights concerning his health or
anything else, however it did allow me to open
bank accounts etc for him’.

. ‘I became my Deputy with the help of a local
solicitor | had looked up, who practiced legal aid.
It took a little while but they did all the work, and
explained in detail all | needed to know.’

. The Challenging Behaviour Foundation have

produced a factsheet on becoming a Deputy:

‘Getting legal authority to make decisions about

money, property and welfare’. It can be

downloaded free of charge at:
www.thecbf.org.uk/pdf/

GettinglegalAuthoritytomakedecisionsaboutmone

http://www.nicurriculum.org.uk/
inclusion_and_SEN/SEN/pmld.asp

This is the website for 'Quest for learning' which is
Northern Ireland’s guidance and assessment
resource to support teachers and classroom assistants
working with learners with PMLD. It provides ideas for
and pathways to learning. It is mainly based on the
‘Routes for Learning’ - assessment materials for learners
with profound learning difficulties and additional
disabilities created by the Qualifications and Curriculum
Group of the Welsh Department for Education.

On the Quest for Learning website all of the curriculum
materials are available including an editable version of
the routemap. There are also some useful materials on
inclusive literacy materials from Penny Lacey.

The Welsh documents can still be downloaded — visit

http://new.wales.gov.uk/topics/educationandskills/
schoolshome/curriculuminwales/
additionaleducationalneeds/routeslearning/?lang=en

Both sets of materials are provide real opportunities for
training in schools and will be of interest to other
professionals and parents besides.
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In the News

Royal recognition:
An OBE for a
member of PMLD
Link's editorial group

I n December Beverley Dawkins, a long standing
member of PMLD Link’s editorial group and Mencap’s
national officer for profound and multiple learning
disabilities (PMLD), received an OBE. Beverley wrote the
Death by indifference report, about preventable deaths
of people with a learning disability. She also helped set
up and now co-chairs the PMLD Network and leads the
national Changing Places campaign for fully accessible
toilets.

Beverley said: “I feel incredibly lucky to have been a part of the work campaigning to improve services for people with a
learning disability. You don’t often get chances to actually change something real and | feel honoured to have worked
alongside the families who have fought so hard for justice and change.” She was awarded her OBE for services to people
with special needs. Congratulations Beverley.

Compulsory Changing Places toilets a
step closer

S uccess for campaigners on accessible toilets as the government considers changing building
regulations

The Department for Communities and Local Government (DCLG) says it will do further work to assess the feasibility of
including Changing Places toilets in building regulations.

The DCLG launched a review of building regulations in summer 2010. The Changing Places Consortium is calling for it to
make Changing Places toilets compulsory in new large public buildings. About 1,000 of its supporters have emailed
DCLG about the issue.

Standard disabled toilets do not meet the needs of thousands of people, including 40,000 people with profound and
multiple learning disabilities. Changing Places toilets have enough space and the right equipment, including a height-
adjustable changing bench and a hoist.

Beverley Dawkins, co-chair of the Changing Places Consortium, said: "We are delighted that the government is seriously
considering making this change to building regulations — particularly given the current climate of deregulation. Changing

Places toilets are vital to enable thousands of disabled people and their families to get out into the community."

Find out more about the Changing Places campaign at www.changing-places.org
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&5
Research funding for
Mental Health and

complex needs
project

I n 2006, the National Association of Independent
Schools and Non-maintained Special Schools (NASS)
commissioned the Centre for Special Needs Education
and Research (CeSNER) at the University of
Northampton, to carry out research which looked into
issues that schools face in identifying mental health
needs in children and young people with complex special
educational needs including those with Profound and
Multiple Learning Difficulties (PMLD). They found the key
issues that challenge schools were a lack of knowledge
and training for staff on how to; i) recognise and identify
mental health problems, ii) support these pupils within
the school environment, and iii) ways in which to refer
pupils to professional help (Rose, Howley, Fergusson, and
Jament (2009).

These keys issues appeared to be partly associated with a
difficulty in communicating with young people with
PMLD who have limited communication. Such
communication difficulties make it hard for the person to
express their feelings, as well as for staff to assess and
understand their pertinent needs (Fergusson, Howley, &
Rose, 2008). For example, in one case an adolescent girl
with PMLD was exhibiting an extreme change in
personality; medical professionals attributed this to
hormonal changes. However, it wasn’t until a dramatic
weight loss was observed in this individual that it was
found she had had a dislocated hip, which was impeding
negatively on her emotional well being and causing her
immense and incommunicable distress and possibly
resulting in depression.

Members of this project team are excited to have finally
received funding to work on the findings of the previous
research, which is felt it a key and must needed area of
development to support the well-being of children and
young people with PMLD. Over the next two years, ‘The
‘Making Sense of Mental Health - understanding mental
health in children with complex needs’ is working to
develop a web-based training resource for schools. This
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training resource aims to inform and support staff in how
to recognise mental health problems in children and
young people with complex SEN, and also provide staff
with information about external professional help.

This project is another collaboration between NASS and
The University of Northampton, being jointly funded by
the Department of Business, Innovation and Skills and
NASS as part of a Knowledge Transfer Partnership (KTP).
For more information please contact: Rachel Allan,
Mental Health and SEN Resource Developer,
rachel.allan@northampton.ac.uk.

References

Making Sense of Mental Health report: http://
www.nasschools.org.uk/files/Making%20Sense%200f%
20Mental%20Health.pdf

Fergusson, A., Howley, M, & Rose, R. (2008) Responding
to the mental health needs of young people with
profound and multiple learning difficulties and autistic
spectrum disorders: Issues and challenges. Mental Health
and Learning Disabilities Research and Practice. 5 (2) 240
-251

Rose, R., Howley, M., Fergusson, A, and Jament, J. (2009)
Mental health and special educational needs: exploring a
complex relationship. British Journal of Special
Education. 36 (1) 3-8

Government shirks
responsibility for
people with PMLD

Today the government responded to the Raising our
Sights report on services for people with profound
and multiple learning disabilities (PMLD). Learning
disability charity Mencap and the PMLD Network said
that the response is extremely disappointing and that the
government is not taking responsibility to ensure the
needs of people with PMLD are met.

While the Government says it supports the Raising our
sights report, there is nothing in its response to ensure
that the recommendations will be implemented and that
any difference will be made to the lives of people with
PMLD. The Government has failed to provide leadership
and direction to local authorities to ensure the needs of
people with PMLD will be met.

Beverley Dawkins OBE, chair of the PMLD Network and
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national officer for PMLD at Mencap, said: “People with
PMLD are a relatively small group in our society but one
of the most vulnerable. We have campaigned hard to
ensure that their needs are understood and focused on. |
am extremely concerned that the Government is not
encouraging local authorities to specifically focus on the
needs of this group of people. Without this, people with
PMLD are at risk of being further marginalised.”

Professor Jim Mansell, author of the Raising our Sights
report, said: “Although | welcome the Minister’s support
for the general principles of the report | am unconvinced
by the details in the Government’s response. The specific
obstacles identified in the report will not be overcome by
listing the Government’s general policies nor by leaving it
all to local decision. There are some obstacles, for
example concerning access to housing, which only
government can address, but the government has not
said how it will do this. | think it is extremely risky to
leave action to local agencies when it hasn’t worked in
the past.’

Read the Government response to Raising our sights:
http://www.dh.gov.uk/prod_consum_dh/groups/
dh_digitalassets/documents/digitalasset/dh_124256.pdf

The Raising our Sights report and DVD can be
downloaded from the Department of Health Website:
http://www.dh.gov.uk/en/Publicationsandstatistics/
Publications/PublicationsPolicyAndGuidance/DH_114346
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‘Hello’ 2011 - the
National Year of
Communication

‘Hello’ is a year- long campaign to help all children and
young people live life to the full by making
communication a priority in homes and schools across
the country. Jean Gross was appointed as The
Communication Champion by the government, for
children and young people aged 0-19 in England,
following the Bercow Review [DCSF 2009] - which
reported on the Speech Language and Communication
needs for those of school age. Forty organisations are
joining forces to drive this campaign across the year.
They welcomed the impact of ‘The King’s Speech’ in
raising awareness of communication difficulties through
the film’s portrayal of the king’s struggle to manage with
his stammer. The Communication Trust however, warned
that “stammering is just the tip of a massive iceberg”.

To read about Jean’s role as Communication Champion —
or raise your views and issues with her about
communication and people with PMLD, via her blog:
http://www.thecommunicationcouncil.org

Information about the campaign:
http://www.hello.org.uk/ or http://
www.thecommunicationtrust.org.uk/hello.aspx
Download the Bercow Review:
http://www.dcsf.gov.uk/bercowreview/docs/7771-DCSF-
BERCOW.PDF

Launch of the PMLD Link website!

The project to re-brand PMLD Link Journal and develop a PMLD
Link website will culminate in the launch of the new website at the

end of March!

PMLD 33 LINK
The website will mean you can subscribe on-line, download
current and past issues and find out anything else you want to 3
know about the Journal. This will include how you can get i pemeannl
involved! i e e

Information about PMLD Link will be on the website for all to see
and there will be a members area where subscribers will be able
to access current and recent journals. Existing subscribers will be
sent a login and password so that they can access this.

We hope the website will mean that PMLD Link Journal is able to reach many more people who support people with
profound and multiple learning disabilities - people who haven’t heard about us yet!

If you have any queries about the new website please contact pmldlink@northampton.ac.uk
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The guide is aimed at those who commission services,
P M L D but could also be useful for family carers, frontline staff

and people with a learning disability.

communication guide

"The new guide will be a valuable tool for families and
professionals,"

lVI encap has published a new guide on ways to said Beverley
communicate with people who have complex Dawkins OBE,
needs, including profound and multiple learning chair of the PMLD
disabilities (PMLD). Network and
national officer for
The guide was launched at the PMLD Network PMLD at I\{Ien-cap.-
conference 2010 in Nottingham. It was commissioned by Communication is
Mencap, in partnership with the Department of Health, a human right that
and forms part of the Valuing People Now work to make many of us take
sure that people with the most complex needs are for granted. It
included. allows people to
interact with 54:.|rr|e good w:!]rs to communicate
with people with very complex needs
‘Communication and people with the most complex othfers, EXpress Jullet Goldbart and Sue Caton
needs’ was written by Professor Juliet Goldbart from their feelings and Research Institute for Heath and Social Change
. . . be inVOlVed |n the Manchester Metropoliton Unhversity (MML)
Manchester Metropolitan University. Professor Goldbart
is an expert in the field of communication and people decisions that

with PMLD. affect their @-u:up
everyday lives." b

Chatrities fight cut to DLA mobility component

A report launched on 12th January says that the government's claim that the Disability Living Allowance (DLA) mobil-
ity component is ‘an overlap of public funds' is a myth.

The report, ‘Don’t limit mobility’ comes from a group of 27 organisations representing people with a learning disability,
including Mencap, Leonard Cheshire Disability and United Response. It was submitted to MPs for consideration.

Last year's comprehensive spending review outlined the government's plan to remove the mobility component of DLA
for people who live in residential care.

Its removal will affect an estimated 80,000 people. The mobility component of DLA provides support to people who
need help getting around. It helps them to leave their home independently and participate in everyday activities that
many people take for granted, such as meeting friends or attending a leisure centre.

Despite the government's argument that the removal of the DLA mobility component will ‘remove an overlap of public
funds’, not one of the national service providers surveyed for the report said that they receive a contribution from local
authorities towards the cost of personal mobility costs.

A second survey for the report found that half of disabled people who live in residential care give either the majority or
their entire DLA mobility component to their care home. Of these, 40% said that it pays for a motability car, and 21%

said the money goes towards petrol for staff to take them out.

Mark Goldring, Mencap's chief executive, said that the removal of the DLA mobility component would take away the
control people have over their lives, leaving them stuck in care homes.

"This report shows that the government's reason for cutting this funding is simply wrong," he said. "Care homes and
local authorities don't cover these costs, and with budgets being squeezed, how can they be expected to in the future?"

Read the report ‘Don’t limit mobility’ http://www.mencap.org.uk/document.asp?id=20622
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Resources

Adults with Learning
Disabllities (ALD):
Position Paper

he Royal College

of Speech and
Language Therapists Iearningl:?:al:l?l::iig
(RCSLT) has published WALD)
its new position paper
on adult learning
disabilities (ALD).
Written by the ALD
Lead SLTs’ Network
the paper identifies
the role of SLTs in
adult learning
disability services
across the UK and
defines best practice
for SLTs in learning
disability services within the context of national policy
frameworks. This information will help SLTs, speech and
language therapy managers, speech and language
therapy educators and other organisations that support
people with learning disabilities in their role.

Position Paper
RCSLT

The position paper defines the existing speech and
language therapy workforce and reinforces some key
messages for speech and language therapy educators in
relation to preparing SLTs for working in ALD services.

Document is available to download from the RCSLT
website: www.rcslt.org

HOP: Hanging Out
Program: Interaction
for people at risk of
Isolation

S ometimes adults with severe-profound intellectual
disabilities end up on the edge of interactions. Their
unique needs in interactions mean that sometimes they
miss out on the company that they need. HOP, or the
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Hanging Out
Program, is a simple
approach for making
sure people don’t
miss out. It is both
an approach and an
attitude for being
with people. HOP is
easy to use and
implement.

HOP was developed
by Sheridan Forster
while working at
Yooralla First Base,
in St Albans, Victoria.
Sheridan is a Speech Pathologist and researcher
interested in interactions between disability support
workers and adults with profound intellectual and
multiple disabilities. She is currently working on her PhD
at the CDDHV.

The resource is free to download from http://
www.cddh.monash.org/products-resources.html#hop
or for PDF: Download booklet

Intensive Interaction
DVD

A one-hour
presentation
containing scenes
of Intensive
Interaction
activities. The
activities have
been shot in
special schools and
in residential and
day services for
adults

Intensive Interaction

For more
information about
the resource
please visit:
http://www.intensiveinteraction.co.uk/about/ii-dvd/

The disc price is £20 and can be obtained by contacting
Sarah Forde by emailing sarahinteract@hotmail.com or
telephoning 01920 822027
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Reviews

Title: Hearing from the
Seldom Heard

Author: Collaborative 5%
project collated by Liz m{%;
Brookes and Sue Saltom;Hdard
Thurman - Bild

Media: CD Rom
Available: as a free
download from
www.bild.org.uk, or
email:
enquiries@bild.org.uk
Tel: 01562 7230010.
Funded by:
Department of Health

Supporting complaints from pesple with learming disabilities
and complex esmmunication needs

The good practice recommendations
1. Getting to know people really well

2. Learning to communicate better

3. Raising awareness of human rights

4. Access to appropriate advocacy
5. Access to complaints buddies
6. Making effective use of complaints procedures

his resource was developed in the light of a number

of reports, investigations and recommendations
regarding ongoing failures to understand the needs of
people with complex communication needs. These
failures have lead to serious infringements of people’s
Human Rights including the right the life. People die.

The aim of the project was to look at how barriers to
communication need to be overcome by creating a
whole listening culture in all aspects of life , that take
account of those with very complex communication
needs. At last something - very much - Beyond Easy
Read. It's not about a single document, pathway, or
answer. It’s a total approach that embraces the Human
Rights agenda for of some of the most vulnerable people
in society.

The CD Rom is a collection of resources that have an
eclectic feel and include both a range of useful
information and good practice examples to support
people and organisations to develop listening cultures.
For example in part C.1 Getting to Know People Really
Well - a resource article by Sue Thurman originally
written for a professional Journal has been
complimented by a poignant effective real life story by a
Family Carer. Many of the ideas and information could
be used or easily adapted for use by students,
professionals, people with learning disabilities and family
carers.

Navigating the resource took a little time and was quite
frustrating. However, this should not detract from the
wealth of helpful contributions which people have given
to this project. Top tip - for navigating the detail - the
contents page is in hard copy in the centre of the
packaging. Basically the information is divided into four
areas:
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e All about Hearing from the Seldom Heard - giving
the context of the project, who (a comprehensive
range of contributors including people with learning
disabilities) and what was involved in putting the
project together, finally a brief summary of the
recommendations.

e  Some background to Hearing from the Seldom
Heard - provides a useful summary of the complex
legal framework around Human Rights. This area
also reviews of some of the important literature,
policies and practices focusing on complaints.

e The Good Practice Suggestions - Six key areas were
identified by the project. This section, in particular,
has some wonderful nuggets of good practice often
illustrated by real life stories. The heart of the issue
is captured by the scope and diversity of the
contributions, demonstrating the whole listening
culture. There are items from Introducing effective
whistle blowing policies and practices, running
advocacy projects, real life stories and articles from
journals.

e Acknowledgements and Appendices - always a
useful place to visit - the items in this section
demonstrate the clear empathy and ethos the
project coordinators have.

Reviewed by
Helen Daly, Family Carer.

Title: Rising to New
Heights of
Communication and
Learning for Children
with Autism

Author: Carol L.
Spears and Vicki L.
Turner

Publisher: Jessica
Kingsley Publishers
Date: November 2010

CAROL L. SPEARS a~xp VICKI L. TURNER

RISING To

 HEIGHTS or

ISBN 9781849058377 w
. The Definitive Guide
Cost: £13.99 K A -
Communication, ,Wlun]wu,
H and Learning Supports
his handy book Humenne‘:ﬁou‘ id Q
has been written

by two American
speech and language therapists who have a particular
interest in the use of alternative and augmentative
communication technologies and visual language
systems for giving information. Their target audience is
families, teachers, therapists and other professionals
working with children with pervasive developmental
disorders who are a wide ranging diagnostic group
including children with autism and children with Rett’s
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syndrome. The book describes itself as a ‘definitive’ guide
to using these technologies at home and at school but
such a short account can hardly be claimed to be
definitive. However, it does provide a very useful
overview of ICT-based communication devices, the
Picture Exchange Communication System (PECS),
symbolic language systems, visual supports (picture
schedules and task organisers), Social Stories and
structured learning environments (particularly the
TEACCH approach). Readers who want an introduction to
these technologies will find these sections satisfying but,
inevitably, the bibliographies are American rather than
British. | found the Introduction and the final chapter on
related topics (sensory integration, applied behavior
analysis, the Hanen Centre, etc.) too perfunctory but
details about organisations and their websites are
included. Any teacher who is plagued with writing
specific and measurable objectives will find some positive
help in the appendix on goals and objectives. Not all of
the material will be of relevance to children with PMLD
because many of the technologies presume an intention
to communicate and an ability to formulate and think
about messages. There is nothing here about developing
affective communication or Intensive Interaction or use
of objects of reference, for instance. Also, the language
and terminology is not particularly family-friendly,
although much of the material could be used with
families. As a book for therapists and teachers and other
professionals beginning work in schools with children
with severe to profound and multiple learning
difficulties, this book is a worthwhile purchase.

Review by

Rob Ashdown

Headteacher

St. Luke’s Primary School, Scunthorpe

Title: Partnership
Working to Support
Special Educational
Needs and Disabilities

:Par{n:.qurr W'wL':ng o Sn:rror{
Special Educational

Pub date: October
2010 m kj-k
Publisher: Sage :
Publications, London ‘ﬁm. :
ISBN: 978-0-85702- ”
148-9 (pbk)
Price: £19.99 ﬁ

he past two m

decades have Rona Tutt

witnessed a
phenomenal growth
in diversity of educational provision for children and

LA BT §
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young people with special educational needs and
disabilities and a simultaneous change in the complexity
of needs of the pupil population. This book seeks to
explain and show how partnership working between
schools and other organisations and with pupils and
parents has involved much innovation and welcome
dynamism aimed at enhancing the lives of these children
and their families.

Rona Tutt, is a former headteacher of a special school
and a consultant and researcher, with a particular
interest in this very large group of pupils. She has had the
advantage of visiting schools and includes case studies of
effective practice, including a few examples of schools
that do have pupils with PMLD. A central message is that
no school on its own can cover everything expected of
schools today. She repeatedly draws attention to the
essential ingredients for successful partnerships: a
leadership team with a clear vision that is willing to take
risks and that sees new expectations as opportunities
rather than as challenges. As well as an overview of
modern developments such as specialist schools,
academies, extended schools, trust schools, federations
and children’s centres, her book covers the recent
creation of children’s services and new ways of inter-
agency working. Significant space is given to topics such
as personalised learning, pupil voice (though not in
relation to pupils with PMLD) and working with parents.

| found the book well-written and accessible with all
terminology carefully explained and a glossary provided.
It is a good introduction to a complex and ever-changing
scene but is probably aimed at professionals, including
students on initial and continuing training courses, rather
than parents. The focus is on schools but the book has
relevance to professionals in the health and social care
sectors engaging in partnerships with schools. References
and further reading details are scrupulously given for
people who wish to read more.

The book is concerned with a wider group of children in
schools and, inevitably, substantial chunks of it have little
or no relevance to people working with children with
PMLD or their families. However, the book provides a
good introduction to the principles and practice of
partnership working in schools with inspirational
examples that could suggest many possibilities for all.

Review by

Rob Ashdown

Headteacher

St. Luke’s Primary School, Scunthorpe
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Short Courses
& Conferences
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March

Date:
Title:

Provider:
Contact:

Date:

Title:

Provider:
Contact:

Date:
Title:

Contact:

Date:
Title:
Contact:

Date:
Title:

Provider:
Contact:

Date:
Title:
Location:
Provider:
Contact:

Date:
Title:
Provider:
Contact:
Date:

Title:

Provider:
Contact:
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28" London, May 17" Birmingham

Sensory Differences and the Positive Role of
Touch

Concept Training

See provider details

28" London, May 24™ London, 25" Leicester,
June 8™ Antrim, June 9™ Dublin, 20" Cardiff,
21 Birmingham

Practical & Effective Ways of using MS
Equipment

Concept Training

See provider details

29" Stevenage (FREE)

Listening & Communication & Understanding
Challenging Behaviour

Email: AHDC.training@hertscc.gov.uk.

Tel: 01438 844 815

29" Hatfield (FREE)

Communication & Challenging Behaviour
Email: AHDC.training@hertscc.gov.uk.
Tel: 01438 844 815

29" London, June 13" Chorley/Leyland
Sensory Play and Leisure in the MS
Environment

Concept Training

See provider details

29" March, June 9th
Choosing staff to support you
Kidderminster

BILD

See provider details

30" Birmingham, May 16™ Manchester, 19"
London

PMLD

Concept Training

See provider details

31* London, May 10" Birmingham,18"
Middlesbrough, 25" Glasgow

Music for the Non Specialist Across the
Curriculum

Concept Training

See provider details
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Date:
Title:

Location:
Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:

Date:
Title:

Location:

Contact:

April

Date:
Title:

Location:
Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:

Date:
Title:

Provider:

Contact:

Date:
Title:

Provider:

Contact:

Date:

Title:

Provider:

Contact:

31 March, July 13"

Understanding the context of supporting
individuals with learning difficulties
Kidderminster

BILD

See provider details

31st

Physical Education — an Introduction to
Sherborne Developmental

Movement — Certificate Level 1
Newcastle upon Tyne

EQUALS

Email: admin@equalsof{fice.co.uk

31st

Developing the teaching and learning of
children at P levels

Grangewood School, Pinner

Tel: 01895 676401

Email: chaugh@hillingdonrid.org

1st

PSHE & Sex Education

Clent, Nr Stourbridge, West Midlands
Sunfield PDC

See provider details

2nd

GICM Conference: Promoting the ‘Year of
Communication’

Chelmsford, Essex

Guild of Infant and Child Massage

Carol Ellis: education@qicm.org.uk

Tel: 07985 453945

Apr 4™ Glasgow

Positive Ways of Changing Behaviour
Concept Training

See provider details

4™ London, 7" Birmingham

Waking the Senses — a journey through the
sensory systems

Florich Productions

See provider details

4™ and 5™ April London, May 23™ and 24™
Belfast

RCN-accredited workshop to help sleep-
deprived families

Handsel Trust

Email: joanne@handseltrust.org

Date:
Title:

Location:
Provider:

Contact:

Date:
Title:

Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:

May

Date:
Title:

Provider:

Contact:

Date:
Title:

Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:
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5th

The Sensory Curriculum — a practical
approach to curriculum planning
London

Florich Productions

See provider details

April 6thLiverpool, May 12" London
Whole Person Communication
Concept Training

See provider details

7th

Big Macs and Beyond
Chorley

Concept Training
See provider details

14th

P Scale Moderation Workshops
Lancaster

EQUALS

See provider details

6™ Glasgow, June 10" London,

Very Special Maths — multi sensory roots of
mathematical learning

Florich Productions

See provider details

6™ Birmingham, 9" London

Creating Exciting Low tech Multi Sensory
Sessions

Concept Training

See provider details

6th

Centaur manual handling training

RNIB Sunshine House School, Northwood
RNIB

See provider details

7th

Sharing Good Practice

A conference for teachers of pupils with
PMLD working at NC Levels P1—P4
Edith Borthwick School, Braintree, Essex
The Edith Borthwick School

Andrew Colley

Tel: 01376 529300

Email: colley@topp.freeserve.co.uk
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Date:
Title:

Location:
Provider:

Contact:

Date:
Title:

Provider:

Contact:

Date:

Title:

Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:

Date:
Title:

Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:

Date:
Title:

Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:
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12th

Mobility and assessment of the school
environment for children and young people
with visual impairment and complex needs
RNIB Sunshine House School, Northwood
RNIB

See provider details

12" London, 24™ Birmingham
Inclusive Play

Concept Training

See provider details

May 13" Manchester, June 10" Bristol, 24"
Chester

100 Ideas for your multi sensory room
Florich Productions

See provider details

13"

Introducing Sensory Integration into
Classroom or Care settings
Nottingham

Florich Productions

See provider details

13" Bristol 17" Manchester 24™ London
P Scale Moderation Workshops

Bristol

EQUALS

See provider details

13" May London, July 15" Kidderminster
Person centred approaches to
communication

BILD

See provider details

19th

Supporting people with learning disabilities
and family carers

London

BILD

See provider details

May 20" Liverpool

Multisensory Approaches to Music
Florich Productions

See provider details

23" May

The Autistic Spectrum — when things are not
straightforward

London

Concept Training

See provider details

June
Date:

Title:

Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:

Date:

Title:

Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:

Date:

Title:

Provider:

Contact:

Date:
Title:

Location:
Provider:

Contact:

July

Date:
Title:

Location:
Provider:

Contact:
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June 5" Birmingham

June: 13" Liverpool, 15" Birmingham
Intensive Interaction: Connecting with
People

Concept Training

See provider details

8™-11th

Childhood Disability Rehabilitation: Art and
Science

Rome

European Academy of Childhood Disability
Web: www.eacd2011.com

15" Birmingham, 23", Chorley/Leyland, 24™
London

Developing Communication Skills Using
Music and Activities

Concept Training

See provider details

19th

Disability, Pregnancy & Parenthood
international

London

Royal Society of Medicine

Tel: 020 7290 3942 Email:
intellectual.disability@rsm.ac.uk

June 20th Cardiff

June 21st Birmingham

Practical & Effective Ways of using MS
Equipment

Concept Training

See provider details

21st

Person centred support for people with
profound and multiple disabilities — working
with parents and carers

London

BILD

See provider details

1st

Conference: Where next for pupils with SEN
and Disabilities

London

EQUALS

See provider details
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LONGER COURSES (with accreditation)

MA Education

Pupils with Severe and Profound and Multiple Learning Difficulties (P1: Contexts & Understanding P2: Curriculum &
Teaching)

The modules address the requirements of the Teacher Development Agency (TDA) National Special Educational Needs
Standards

The course provides students with an opportunity to gain an understanding of those influences which impact upon the
learning, development and management of pupils with severe and profound and multiple learning difficulties.

For further Details: The University of Northampton. Tel: 08003582232 Email: study@northampton.ac.uk

MA Education Physical Disabilities (P1: Contexts & Interventions P2: Curriculum Issues)

The first module (P1) provides opportunities for those with QTS and professional qualifications and experience in services
for children, to engage in structured critical reflection, exploration of key substantive issues and overarching policy
determinants in respect of children and young people with physical disabilities. The second module (P2) provides students
with opportunities to investigate, critique and evaluate a range of curriculum approaches in the field of physical disabilities.
It engages students in debates concerning the relevance and practical efficacy of recent guidance and legislation in physical
disability-related issues, and offers an in-depth series of curriculum-focused activity which is intended to enhance both the
understanding and the practice of those working with children and young people with physical disabilities.

For further Details: The University of Northampton. Tel: 0800 358 2232 Email: study@northampton.ac.uk

MA Education Understanding Multi-Sensory Impairment

This module addresses the requirements of the Teacher Development Agency (TDA) National Special Educational Needs
Standards (Extension 2.i — 2iv.). It is directly related to Pupils with Multi Sensory Impairment (MSI) The module provides
students with an opportunity to gain an understanding of those influences which impact upon the learning, development
and management of pupils with multi sensory impairment. It provides professional development for teachers and other
professional colleagues working in an area of low incidence need and addresses priorities established by Local Authorities,
individual teachers and others working with children and young people who experience MSI.

For further Details: The University of Northampton. Tel: 0800 358 2232 Email: study@northampton.ac.uk

Certificate in Higher Education (CHESL): Supporting Learners with SLD/PMLD

This course aimed at Teaching Assistants will look in detail at the needs of learners who are known to have severe or
profound and multiple learning difficulties. These learners may also have other additional or associated disabilities, such as
physical or sensory impairments. The course will examine topics of both a theoretical and practical nature to provide
students with a greater understanding about this group of learners, together with a broad range of strategies and
approaches that can be applied to practice. The sessions will include lectures, workshop activities, discussion and some
visiting speakers.

For further Details: The University of Northampton. Tel: 0800 358 2232 Email: study@northampton.ac.uk

BSc in Professional Practice (Learning Disability Pathway)

BSc in Professional Practice (Learning Disability Pathway) - includes forensic, mental health/learning disability, challenging
behaviour, older person with LD and epilepsy modules. Students will be provided with an educational experience, tailored
to their particular requirements, so as to gain professional experience. This will enable them to work collaboratively and
flexibly within health and social care systems.

For further details: University of Chester Tel: 01244 511000 Email: enquiries@chester.ac.uk

MSc in Advanced Practice (Learning Disabilities)

The School of Health & Social Care, University of Chester, MSc in Advanced Practice (Learning Disabilities) - includes
generic modules in research and inter-professional working plus 3 LD specialist modules (socio- political themes in LD;
developmental perspectives on LD; profound & complex needs). This course is suitable for health and social care
professionals who would like to develop higher levels of professional knowledge and expertise in their sphere of practice.
For further details: University of Chester Tel: 01244 511 000 Email: enquiries@chester.ac.uk
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BPhil, PGDip and MEd Inclusion and SEN

Year 1 Learning Difficulties and Disabilities (Severe, Profound and Complex)

Year 2 Autism (Children) or Autism (Adults)

Distance Education

This two/ three year course contains 6 modules and students study the required number from this list for their

chosen award plus a dissertation.

1. Understanding Learning Difficulties and Disabilities

2. Interventions for People with Learning Difficulties and Disabilities

3. Learning Difficulties and Disabilities: Communication and Behaviour

4. Special Educational Needs of Children with Autism or Autism (Adults) Understanding and Working with the Continuum of
Need

5. Curriculum and Treatment for Children with Autism or Autism (Adults) Intervention, Care and Education

6. PGDip includes a practical project based on your work

MEd includes a research methods module and a dissertation

For further details: The University of Birmingham, Penny Lacey p.j.lacey@bham.ac.uk or Helen Bradley

h.bradley.2@bham.ac.uk

PGCert, AdCert.

Early Years: Sensory and Multiple Needs—This programme begins in January

Distance education.

This programme enables professionals to work more effectively with young children with sensory and multiple needs.
Participants may be teachers, who may already hold a specialist qualification in visual impairment, deafness or
multisensory impairment; specialist speech and language therapists; health visitors; social workers; carers or others
working with young children with sensory and additional needs.

For further details: University of Birmingham Dr Liz Hodges on 0121 414 4873 or email: E.M.Hodges@bham.ac.uk

Undergraduate and Postgraduate Courses in Profound and Complex Learning Disability

The course is studied by distance learning plus attendance at an Autumn Study School at the University of Manchester.
The course accent is on moving towards increasing choice; developing community presence and participation; and
increasing respect for individuals with complex needs. This approach underpins all aspects of course delivery. The course
has three aims:

e To support the professional development of people working with children and adults with complex disabilities.

e To empower course participants to advocate for people with profound and complex learning disabilities.

e To enable course participants to develop knowledge and understanding of key issues in the field.

For further details: The University of Manchester, Lesley Jenkins Phone: 0161 275 33337 Email:
pld.distance@manchester.ac.uk

MSc Profound and Complex Learning Disability and Postgraduate Certificate/Diploma Profound and Complex Learning
Disability
Distance Learning

Course aims

e To provide an increased knowledge and understanding of children and adults who have complex needs and/or sensory
impairments.

e To empower those directly concerned with this group to advocate for the rights of the individuals concerned. To enable
this to happen by providing current information relating to cognitive, emotional, physical, sensory and social needs.

Course Structure

Courses are delivered by Distance Learning over a period of 1-3 years (including an extra year of independent study for
MSc. Students undertaking their dissertation). The MSc and Postgraduate Diploma are also available full time (distance
learning) over 1 year. The written materials are underpinned by a variety of Study School formats during this time. Student
support is also provided by email and telephone contact with the academic tutors. There are no examinations and the
course requires approximately 3-4 hours private study per week.

For further details: The University of Manchester, Emma Hardy Phone: 0161 275 3463 Email:
emma.hardy@manchester.ac.uk
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AdCert, BPhil, PGCert, PGDip, MEd.

Learning Difficulties and Disabilities (Severe, Profound and Complex)

Distance Education

This distance education programme has been developed for the range of staff who work with people with severe, profound and
complex learning difficulties, for example teachers and lecturers, nurses, therapists, psychologists and support staff. Itis
primarily about the learning and development of children and adults with severe, profound and complex learning difficulties,
particularly in the areas of cognition and communication. Education, in its broadest sense, is seen as a key topic but other areas
covered include health, therapy and social care. An important central theme is multi-agency collaboration and course participants
will be expected to develop and reflect on their collaborative work as part of course. All the course assignments are grounded in
reflective and evidence-based practice and are driven by the individual professional development needs of participants.

The modules are as follows:
. Understanding Learning Difficulties and Disabilities
. Interventions for People with Learning Difficulties and Disabilities
. Learning Difficulties and Disabilities: Communication and Behaviour
. Working Together to Meet the Needs of People with Learning Difficulties and Disabilities
. Learning Difficulties and Disaibilities: Life Long Learning
. Either: Special Studies in Special Education or Practtioner Inquiry in Education
For further details: University of Birmingham Dr Penny Lacey, phone: 0121 414 4878 or email: p.j.lacey@bham.ac.uk

Uk, wnNPRE

AdCert, BPhil, PGCert, PGDip, MEd.

Multisensory Impairment (Deafblindness) - Distance Learning

This programme enables teachers and others working in education related fields to work more effectively with learners who are
deafblind (multisensory impaired). Some students are teachers working with children or adults, but others are from social
services, medical, or residential work. A one-year programme can lead to the awards of Advanced Certificate or Postgraduate
Certificate.

e Atwo-year programme can lead to the award of BPhil, or Postgraduate Diploma.

e Atwo-year programme with a dissertation can lead to the award of an MEd.

Students working on BPhil or Postgraduate Diploma programmes with some additional activities can, on successful completion, be
recognised as meeting the requirements of the DfES for the mandatory qualification for teachers of children with multisensory
impairments.

For further details: University of Birmingham Dr Liz Hodges on 0121-414 4873 or email: e.m.hodges@bham.ac.uk

MSc and Graduate Diploma in Learning Disability Studies -Distance Learning

If you are currently working with people with a learning disability and are interested in updating and expanding your knowledge
of theory and practice, this course provides an opportunity to learn alongside other experienced professionals from a wide
range of backgrounds.

e |s designed for experienced professionals involved in the care of adults and children with a learning disability.

e |s a distance course, involving the use of specially-prepared texts, annual weekend schools, and local tutorial groups.

e Assesses ability through small practical assignments and a dissertation of 15,000 words based on original research.

e (Can be completed in one-year (full-time) or between two and five years (part-time).

e Leads to a Masters of Science degree after the completion of all assignments and the dissertation, or a Postgraduate
Diploma for the completion of the assignments alone.

For further details: University of Birmingham Dr Stuart Cumella, Division of Neuroscience on 0121 414 4507 or email:
S.Cumella@bham.ac.uk

Adults with learning disabilities who have significant and complex needs

The School of Psychology at the University of St Andrews offers a Post Graduate Certificate by open/distance learning: "Adults
with learning disabilities who have significant and complex needs". This consists of four distance learning modules, chosen from
six, and is available to staff with a professional qualification or a first degree.

e Challenging behaviour

e Mental health

e Offenders with learning disabilities

e Older people with learning disabilities

e Profound and multiple disabilities

e Vulnerability, victimisation and abuse

The programme leads to further qualifications at Diploma and Masters level.

For further details: University of St. Andrews http://psy.st-andrews.ac.uk/people/personal/mc1/ Dr Martin Campbell email:
mcl@st-andrews.ac.uk
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MLD Link is an informal journal for practitioners and carers working with people with profound and multiple learning

disabilities (PMLD), of all ages and in all situations. It covers a wide range of issues of interest and practical use in the
day-to-day work of practitioners, parents and carers in schools, colleges, adult provision, in the home, and covers issues
pertaining to all groups, including occasional articles by practitioners and parents from overseas. It enables readers to
create networks, and provides a forum for contact with others involved in the field. The contributions may be:

L short papers . information sharing
o news of individuals, families or other groups ° requests from readers for information
About Us

The editorial team is drawn from a variety of settings and currently includes:

Rob Ashdown Headteacher of St. Luke’s Primary School, North Lincolnshire, for children with complex learning
difficulties
Helen Daly Mum to a young Adult with PMLD, previous career in Further Education for 20 years - including

Curriculum Team Manager for Inclusive Learning and Developing an Improving Choice Programme for
people with Complex Needs. Currently involved in carers groups in the Eastern Region, Learning
Disability Partnership Board and associated projects.

Beverley Dawkins  National officer for profound and multiple learning disabilities, Mencap

Ann Fergusson Researcher and tutor for severe learning difficulties and PMLD courses at The University of
Northampton. Trustee of National Family Carers Network. Ann also has a family member with a
learning disability

Di Foxwell Works for Berkshire Healthcare NHS Foundation Trust; Distance Regional Tutor for University of
Birmingham learning disability courses and a BILD tutor

Chris Fuller Founder and former Director of Bag Books: multi-sensory stories for people with PMLD, and
previously special education teacher

Penny Lacey Coordinator of the University of Birmingham course in severe, profound and complex learning
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