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‘Challenge’ is the newsletter of the
Challenging Behaviour Foundation,
supporting those caring for
individuals with severe learning
disabilities whose behaviour is
described as challenging

Having worked closely
with disabled people and
their families through my
background in both social
work and education, I
brought over the concept
of Circles of Support to
the UK from North
America, more than 20
years ago. At Circles
Network we have been
responsible for the
development of more
Mandy Neville
than 100,000 circles in
families, schools and communities.
A Circle is a group of people who link
together to support an individual,
couple or family to achieve a lifestyle

It's a
simple but extremely
powerful model.

The person is
the key focus
of the Circle
and it is designed
specifically to fit their
unique and personal
needs. The aim of the
Circle is to help the
person identify and
express their dreams
and wishes and to
work together to make
these aspirations
happen. Ideally Circle members will
support a person for a long time,
smoothing out the pits and troughs
of the journey of life.

that works best for them.

When a Circle works best, all

By the age of twelve, Tom's whole life
seemed to be collapsing around him;
the challenges his behaviour presented
were affecting every aspect of his
life - home, school, family, friendships,
health and mobility. With the support
of his circle of friends who were
prepared to promote him to take
control, Tom has been able to change
his life for the better.

It requires good facilitation,
commitment, a mix of skills and
experience, bucket loads of compassion
and kindness, can do attitudes, creativity
and a drive for the right solution.

For Chloe, now 21 her Circle started
much earlier, when she was at primary
school. Wrapped around her and her
family, members of her Circle have
weathered many a storm, particularly
at times of transition.
Jason was nearing 30 and needed
to move home, to a place of his own,
with a skilled team of supporters
around him. We helped Jason create
and facilitate a Circle that would (and
did) fight the system and get his life
on track.

of
the members benefit
from being involved.

Some of the best results for people
whose behaviour challenges have
been born out of the ideas of those
with the least experience of disability

Being
invited to join someone's
Circle is a privilege,

and service provision.

it's an invitation to share in a person's
journey and have your ideas, time and
contribution truly valued for the
difference you bring.
• Mandy Neville is the founder and
Chief Executive of Circles Network.
www.circlesnetwork.org.uk

www.challengingbehaviour.org.uk

COMMENT

Your Comments
This time we asked you on Facebook
what you thought about Circles of
Support and what support you might
need to set one up.
I think this information would help a
great deal. How to get one started,
what things they can help with, who
can help run them and the pitfalls if
any. Though there may not be room
it would be great to see something
on One Page Profiles as well.
(Ian, on Facebook)

We supported our Emma - who was
probably about 7 then - to set up a
circle of friends in school. The pink
sparkly club was born and has been
fabulous, the circle has not just
helped Emma but has helped the
other girls too during tough times
for them so now it's not Emma's
circle it's the pink sparkly club for
the 4 of them.
They have had sleepovers, there's
trips and stuff outside of school too.
Those girls are now helping Emma
to think about high school and will
be involved in supporting her
transition - not for Emma I hastened
to add, more so that teaching staff
get a grip.... They have very gently
tackled teaching staff and visitors in
school who treat Emma like a
celebrity or baby her and pointed
out she doesn't like it and neither do
they, so if she smacks someone
because she's mad at the world
treating her like that it's not her fault
really because she should be
treated like everyone else. Out of
the mouths of babes....... Brilliant.
(Lynn, on Facebook)

I am running a pilot in Kent for
Community Circles. We’re recruiting
families and facilitators so if you’re
interested please do get in touch, by
emailing debs.circles@gmail.com
(Debs, on Facebook)
Our next newsletter will be about
children and families. If you’d like to
feature in this column we’d love to
hear from you! Look out for our posts
on
facebook.com/thecbf and
@cbfdn,
or send your comments to
communications@thecbf.org.uk
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Circular solutions
On 14th February this
year the CBF was 17
years old (another
excuse for cake in the
office!). When I started
it, I needed - and hugely
benefited from - the
support, common
sense and wisdom of
a range of people.

My son has a circle of
support, which is
flexible and informal,
and just as that
provides him with the
benefit of a range of
different inputs, it is
also a support to me.

Friends and family
provided valuable input
and perspectives as
well as practical
support. Their ongoing
Vivien Cooper
input increased the
likelihood of “covering
all bases”, including bringing different
perspectives and potential solutions.
As a result of that support, the CBF
was grounded in sound principles and
values and had a clear purpose.
This approach has continued at the CBF
with our Trustee Board recruiting around
them a range of advisors with various
experience and expertise. Of course, at
the time this wasn’t described as a
“circle of support” but that is what it
was. Sometimes we badge things in
ways that make them seem technical or
more complicated than they are.

A circle of support
is simply a way to
describe getting
input from a number
of people who have
something to give,
whether it is practical support (time, a
particular skill or interest), advice, or a
different view or way of looking at
things. It can be as formal or informal
as you like, with just one or two people,
or several. There is no set formula

In this issue of
Challenge, we focus
on circles of support
and how they are a
practical and supportive
way to ensure that
children and adults
with learning disabilities
who display behaviour
described as challenging get the right
support at the right time in the right
place.

A group of people
working together,
each contributing
various skills,
knowledge or
expertise can
make things happen
– whether it is moving to a new home or
trying out a new hobby.
Over the years, trying to get the right
support and services for my son has left
me at times feeling as though we are
going round and round in circles. In
contrast, circles of support provide a
simple but practical way to move ahead
in the right direction.
• Vivien Cooper OBE
Chief Executive and Founder of the
Challenging Behaviour Foundation

- it’s whatever
works for you.
CHALLENGING BEHAVIOUR FOUNDATION

ALL ABOUT THE CBF

YOUR STORIES

News from the CBF

Kryssy

Welcome to our first Challenge of 2014. A new year and what is for many a new way of
thinking about supporting someone with learning disabilities. Throughout this issue you
will hear from a number of different people on how they have been involved in circles
of support, the many different types of support they can offer, and what they see as the
challenges and benefits.
Whilst preparing for our film project Everybody Matters we talked to Pete and Wendy
Crane about how they had set up a circle of support for their son Niki, and how this has
supported him to live life to the full in his local community. We’re delighted that they
have shared their story on page 4. They have also helped us to produce new resources
for families looking to do the same. Visit page 4 to find out about the new ‘Do we have
to do this alone?’ page of our website where you can see our new FAQ and watch our
film clips. www.challengingbehaviour.org.uk.
Launching Everybody Matters is an excellent way for us to meet families across the
country and share experiences about the availability of good local support. Keep an eye
on our Get Involved section on page 10 to find out what’s coming up or see page 6 for
details of where we will visit on our Everybody Matters tour!
As this issue points out there are many approaches to how a circle of support can be
set up. Sharing experiences is a great way to understand what might work for you. If
you’re looking to find out what other families or professionals are doing or want help
with a specific challenge or issue why not join our email networks for families and
professionals see page 8 for more information. Our family support workers can also
help with individual support via email support@thecbf.org.uk or our telephone support
line 0845 602 7885.

About Us
We are the charity for people with severe learning disabilities who display challenging
behaviour. We make a difference to the lives of children and adults across the UK
through:

When we visit our daughter Krystyna,
she is full of smiles and always pleased
to see us.
This may have something to do with
knowing she will be going out, usually
to McDonalds, but is also because she
has settled down so well in her new
placement.
For the last six months Kryssy, 26, has
been in her new home, a place of calm
and optimism, after she had been put
through distress and uncertainty for years.
She is severely autistic, has a severe
learning disability and behaviour that can
challenge.
Her previous placement, which we were
becoming increasingly concerned about,
was breaking down, and our plans for
supported living with an alternative
provider were at an advanced stage.
Without warning, Kryssy was served notice
over Christmas, and made homeless. Her
provider at the time then produced
controversial reports, which resulted in
her being sectioned.
Despite being Kryssy’s health and
welfare deputies, we were denied
access to these reports, and lost the
alternative placement.
The stress and pressure of our battle
became even more intense.

Information

Supporting you

Workshops

Driving Change

Our vision is for all people with severe learning disabilities who display challenging
behaviour to have the same life opportunities as everyone else and, with the right
support, to live full and active lives in their community.
Our mission is to improve understanding of challenging behaviour, empower families
with information and support, and help others to provide better services and more
opportunities to children and adults with severe learning disabilities who display
challenging behaviour.
To access our information and support, or find out more about what we do,
call 01634 838739, email info@thecbf.org.uk, or visit our website:
www.challengingbehaviour.org.uk .

CHALLENGING BEHAVIOUR FOUNDATION

We had been in touch with the CBF for
some time, and now the help of staff
there was vital. They wrote letters and
emails for us, contacting people on
our behalf, often to the annoyance of
organisations trying to bypass the law.
And just as important, they provided
constant support and encouragement in
many long phone calls. With their help we
have been able to pursue plans of action
which would have never occurred to us.
It is vital to have somewhere to turn in
what are often very dark times. The CBF
provided that for us, and continues to do
so.
• Mal & Richard Wasilewski, family carers
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CIRCLES OF

Enduring Circles of Support
My wife and I have been blessed
with 2 children – Nicholas
(Niki) and Sarah. Both our kids are
grown up now, and live
independently in their own
houses and have paid work.
Due to Niki’s Profound and
Multiple Learning Disabilities it
has often been quite a challenge
for us to enable Niki to live a good
life. The very high level of support
that he needs on a 24/7 basis
means that our family easily fit
within definitions of ‘challenging
behaviour’.
Niki started using direct payments
around 13 years ago and this has
worked really well for him.
However once we had the direct
Niki’s circle of support in action
payments up and running we
started to realise that the good life that Niki had depended
upon his mum and dad organising and running everything – so
the big question was what would happen to Niki’s good life if
we were not around to do this? We realised that Niki was going
to need something that would last so we looked into setting
up an ‘Enduring Circle of Support’.
We thought long and hard about who to engage as the circle
facilitator – it had to be someone strong enough to stand up to
us and always think of everything from Niki’s point of view –
but the most important thing to us was that we needed
someone who understood person centred planning and Niki’s
rights so that he has a good and meaningful life.
Helen has now been paid as Niki’s circle facilitator for over 3
years and she does a great job of facilitating and recording the
meetings.

months, although circle meetings can be quickly arranged if
anything should crop up. Usually there are around 8 or 9 people
at Niki’s house for the meetings – sometimes they end up
being quite formal and sometimes it’s more like a giggly party
– but Niki certainly seems to be enjoying them and no longer
goes off to his train set like he always used to do!
The best way that I can explain how good the circle of support
has been for me is to say that my life no longer revolves around
Niki – I have gone back to being able to live my own life – I love
both my kids and enjoy spending time with both of them – but
there is also lots of ‘time for me’ now! I feel easier in myself
because I know that Niki is safe and living a good life – I feel
that I have done all that is possible to make this ‘enduring’ even
when I might not be around…..
• Pete Crane, family carer.
To read more from Pete see www.challengingbehaviour.org.uk

Niki’s circle of support now meets regularly, around every 3

Want to Find Out More?
Many family carers can at times feel isolated and worried about who will fight their relative’s corner if they are unable to do
so. As this newsletter illustrates, one solution to this is to set up a Circle of Support around your relative.
The Challenging Behaviour Foundation has been working with families and professionals who understand the “ins and outs”
of how to set up a circle of support and have come up with some useful resources to help family carers to get started.
A new and exciting page on our website “Do we have to do this alone?” attempts to answer this question, one that our
family support team often gets asked. Here you can find information on what a circle is, how to set one up as well as the
benefits having a circle of support around your family member can bring. We provide links to other resources and
organisations that can help - so there is plenty of useful information to get you started.
Alongside this information is a short web clip sharing Pete and Wendy’s experiences of setting up an enduring circle of support around their son Niki and longer versions of some of the articles in this newsletter.
To read the Frequently Asked Question and watch the clip go to: www.challengingbehaviour.org.uk/information
Alternatively if you do not have internet access you can order a hard copy (free to unpaid carers) by phoning: 01634 838739
or by filling out the resource order form at the back of this newsletter.
Should you have other concerns you can always ring our family support line on: 0845 602 7885 or email:
support@thecbf.org.uk.
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F SUPPORT

Facilitating a Circle
Five years ago I had the privilege of being
asked to facilitate a Circle for Niki. I met up
with Niki’s parents where we discussed
their hopes and dreams for the Circle along
with their fears and how we could ensure
Niki’s involvement.
Niki’s parents hoped that the Circle would
mean that they could share the responsibility
of managing Niki’s support package and
also generate more ideas and connections
to support Niki to have the best possible life.
They dream that the circle will be able to
support Niki’s fantastic life to continue even
when they are unable to do so. As much as
there were hopes, Niki’s parents also felt
anxious; what if the family they invited said
Helen Smith
no? What if people didn’t turn up? What if
the Circle just didn’t meet expectations? We had a good long
honest chat about all of these hopes and fears and agreed the
way forward and who should be involved.
I invited people to the Circle and we agreed to meet in the cafe
where Niki is happy and relaxed – and very well known. The
first meeting came, the café was buzzing, everyone invited
came along and the air was filled with chatter, jokes and laughter.
I can still feel goosebumps when I think about it.

The things that stand out from Niki’s Circle
so far are that it has built bridges with family
and friends who are able to talk openly and
honestly about how to support Niki and to
understand what is important to him. These
relationships have continued to strengthen
and grow with Niki’s Uncle doing lots of
handiwork at Niki’s house and Niki being
invited round to familiy’s houses. Other
exciting outcomes to date are that Niki has
moved into his own house, and has paid
employment. He was also invited to several
Jubilee garden parties and has a really wide
network of support to draw upon. The Circle
have also been able to make ‘best interest’
decisions for Niki and have evidenced how
decisions have been made.
The Circle means a lot to Niki and his parents. It has meant that
the people who care about Niki are brought together to discuss
all aspects of his life, keeping Niki firmly at the centre of any
conversations and decisions.
• Helen Smith facilitates Niki’s circle of support
You can read a longer version of Helen’s article on our website:
www.challengingbehaviour.org.uk.

A Circle for Katie
Family carer Kate is in the process of setting up a circle for her
daughter Katie. Here she writes from Katie’s perspective about
why she thinks a circle is the way forward for Katie.
Hi. My name is Katie. My mum is writing this because I can’t.
I have severe learning difficulties.
I am 19 years old. I enjoy life and I love spending time with the
people I care about. I have a great sense of humour and there
are loads of things I like and another load I don’t. I find it hard
to express these things sometimes; especially when I don’t like
something or something isn’t right for me.
I have learned a lot more about life than you would know just
by looking at me. I am a lean, mean, finely tuned sensory
machine!
I treasure my friends. I want to be able to have those I love
around me when I need them, and to have the support of those
who know and care about me as an individual.
I can’t use the phone to call a friend or invite them over when
I’m feeling low. I can’t bounce ideas off my friends when I’m
confused and don’t know which way to turn. I’m not even able
to take myself off to have some me time when I need it without
permission or supervision.
I don’t understand paperwork, I don’t understand the future,
and I don’t understand ‘best interests’. I don’t understand
‘meeting needs’ and I don’t understand ‘assessment meetings’
and I don’t understand plans and strategies.

Katie

But I know I am able to choose what I want, how and when, if
I am given a chance and a listening heart.
So my mum is setting up a circle of support for me!
One of the reasons why I’m setting up a circle of support for
Katie is so she can be surrounded by all of her loved ones. She
would be able to spend time with all of her friends, who would
help her make plans for her future. They would put her views
first and let her voice be heard.
• Kate, Family Carer

CHALLENGING BEHAVIOUR FOUNDATION
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UPDATES ON OUR WORK

Updated Resources
Our newly updated guide ‘8 Ways to get a House’ is a starting point
for families to get an idea of all the different housing options. It
splits the options into eight categories with a list of advantages and
disadvantages for each option, key questions to ask, diagrams, case
studies and frequently asked questions.We’ve just updated the guide
to include information about how to fund support after the recent
benefits changes.
We’ve updated our Ten Top Tips information sheet which covers issues
such as assessments, care plans and funding for young adults. Our
Planning for the Future Guide for Northern Ireland has also been
updated this year. There are versions of this guide available for
England, Wales and Scotland.

8 WAYS TO GET

A HOUSE

All our resources are free to family carers and half price for registered charities. To order a free or discounted copy of any of
our resources to arrive by post, please phone us on 01634 838739 or email info@thecbf.org.uk. We charge professionals
and organisations a small fee for our resources to help us cover the cost of printing and postage. To buy any of our resources
please visit the Buy Resources page of our website: www.challengingbehaviour.org.uk

Winterbourne View Campaign
We have been campaigning for the last two and a half years to make sure the Government takes action to stop abuse happening
and enables people to return home from institutions like Winterbourne View. Local areas have until June 2014 to move people
currently in faraway units back to their local communities. Vivien Cooper and a group of family carers met with the Care and
Support Minister Norman Lamb, as well as senior executives from the National Health Service Executive, the CQC and the Local
Government Association to raise their concerns about the lack of progress so far. You can find out more about our joint campaign
with Mencap in the Driving Change section of our website: www.challengingbehaviour.org.uk/driving-change
To get an idea of the scale of the issue have a look at this infographic from the campaign, below, which was published in December:
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EVERYBODY MATTERS

Everybody Matters,
on tour

Everybody Matters
Tour dates

Everybody Matters is our new film which focuses on the
stories of Colleen and Shaun, showing how well good local
support can work.It will soon be out on DVD and we are
taking orders now.

March 27th at the Holiday Inn Reading South at 7.30pm

To celebrate the film’s launch we are going on tour! We will
be staging screenings around the country alongside our
volunteer training events.
As part of our Big Lottery
Project we’ll be visiting
Reading,
Leeds
and
Cambridge this year where
you can come along to see
the film and meet members
of the CBF team, your new
Local Champions and other
Supported by the
CBF families and supporters.
Big Lottery Foundation

We’ve also got some screenings coming up hosted by our
fantastic local champions. Check the Events page of
our Everybody Matters blog for the latest updates:
www.everybodymatters.wordpress.com

July 10th in Leeds (venue tbc)
October 23rd in Cambridge (venue tbc)

If you’d like to reserve a place or host a screening
near you please get in touch with us at
everybodymatters@thecbf.org.uk and we can send you out
a DVD, a pack of Everybody Matters postcards and CBF
resources. We may also be able to arrange a visit from a CBF
Local Champion. You can sign up to receive the latest news
about everybody matters on our website or by emailing
everybodymatters@thecbf.org.uk.

Everybody Matters is free to family carers and half price for registered charities. To order a free or discounted copy please
email info@thecbf.org.uk, call us on 01634 838 739 or fill out the Resource Order Form at the back of this newsletter.
Professionals and organisations can order online on our Buy Resources page at www.challengingbehaviour.org.uk. If you’d
like to host a screening near you please email everybodymatters@thecbf.org.uk. You can read more about Everybody
Matters on our blog www.everybodymatters.wordpress.com.

Send us a postcard
Please fill out one of our Everybody Matters postcards to help us send a strong message to commissioners. Let us know what
kind of future you want for your relative and what support you need to make it happen. We’ve included a version with this
newsletter which you can fill out and send back to us or you can print one out at www.everybodymatters.wordpress.com

CHALLENGING BEHAVIOUR FOUNDATION
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SPOTLIGHT ON

The Email Network
Would you like to chat with other
family carers in a similar situation to
yourself? Have you ever wanted the
opportunity to get some advice from
someone who’s been in your shoes?
The Family Carers’ Email Network
could be for you!
Our network is open to any family
member caring for a relative with
severe learning disabilities and
behaviour described as challenging. So
whether you are a parent, sibling,
grandparent or even an aunt or uncle
you will be very welcome to join.
The network provides families with a
way to contact others in a similar
situation who could shed some light
on a difficult issue. It also gives
families the opportunity to help others
by sharing their own experiences and
advice.
“It is good to get information, advice
and encouragement from other
families who have faced similar
problems to ours.” – Parent.
You can ask for advice on any issue
you’d like. We’ve had questions about
challenging behaviour, iPad apps,
strong furniture, how to become a
deputy, renovating your house… the
possibilities are endless!
You don’t have to post questions – just
reading responses from other
members may be helpful for you. Once
you’ve joined the network, all the posts
are sent directly to your email, so
there’s no need for you to log on
somewhere else to find them.
All of the messages are anonymous –
they are sent to the network through
our CBF moderators, Jessica and Charlie, who make sure families can’t be
identified.
So whether you’d like to contact other
family carers for help with a problem,
or you want to help others by sharing
information, why not give the network
a try? The email network is free
to
join
–
email
Jessica
at
network@thecbf.org.uk
for an application form.

YOUR QUESTIONS FROM THE EMAIL NETWORK

Q

: I’ve recently purchased
an iPad for my son, who
is non-verbal, and I was
interested to hear about any
good apps that families
have used?
A1: Our favourite jigsaw site is
www.jigzone.com which lets you
choose the picture and the difficulty
level. Even if you don't have a
touchscreen tablet, the pieces can
be moved using a mouse.
A2: I look at a weather app with my
son to see what the week ahead will
be like and take lots of photos. You
can download free calculators, look
at places to visit – the possibilities
are endless.
A3: My 20 year old son uses the
Apple iTunes store to access their
vast catalogue of samples without
ever buying anything! Although he
has severe learning difficulties and is

Q

: My son is 26 and has
autism. He has always
lived with me. He gets
Incapacity benefit and
DLA and I think I am his
appointee. Do I have to do
anything else legally e.g.
deputyship?
A1: As far as I know, you don't need
to get deputyship if things are going
okay, unless you're anticipating big
problems, but it sounds like your son
at age 26 is doing fine.
We're often automatically made
appointees when our young people
reach age 16 and the DWP come and
visit us at home and go through
paperwork. A solicitor (who's a carer
too) told me to only apply for
deputyship if you absolutely have to.
Otherwise, don't give yourself
unnecessary stress.
A2:We were told that being the
appointed person (which it sounds

unable to write etc., he seems to
manage to navigate around the iPad
with great speed and accuracy. I think
this makes him very happy, to be
able to control something with no
interference from mum or dad.
A4: My daughter likes to look at
pictures and videos (of herself and
family/friends) on the iPad. She also
likes to listen to her favourite music
downloads. It might be worth a try to
download one or two of your son's
favourite songs (if he does have
favourites) because it's very cheap to
buy them and try them out.
A5: The apps my son likes best are
simple jigsaw apps. There is a good
app, which is supposed to teach
emotions, although my son just
thinks it is hilarious - it's called Smarty
Pants. Good communication apps are
iCommunicate and Image2Talk. I have
just bought Proloquo2Go, which is
expensive (£149) but I think it is
probably the best communication
app out there.

like you already are) is usually
sufficient unless your son has
savings, an income other than
benefits, or is likely to need to sign a
legal document such as a tenancy
agreement. If benefits are his only
income and he lives at home it is
usually unlikely that a financial
deputyship will be necessary
(although do monitor your personal
circumstances). Welfare deputyships
are rarely granted if other
circumstances are relatively
straightforward, which it sounds
like yours are.
A3: You can get deputyship far more
easily for controlling financial affairs
(so you're in charge of your son or
daughter's finances if they don't have
capacity), but hardly ever is it
possible to get deputyship for health
and welfare (very few people get
that).
A4: I just wanted to say that the CBF
have an information sheet entitled
Making Decisions – The Law which
may help answer some of your
questions regarding deputyship.

These questions and answers are taken from our email networks.
Want to join the debate? Membership of the networks is free to both families
& professionals supporting children or adults with severe learning disabilities.
Application forms from www.challengingbehaviour.org.uk or
email network@thecbf.org.uk

Supported by the
Big Lottery Foundation
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Making decisions – The Law is available to download from our website.
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NEWS

WHAT’S ON THE WEB

News Updates

Welcome to our
new column

A roundup of what’s been happening

SEN reforms
The new Children and Families Bill will be replacing Statements of Education Needs
(SEN) with new Education Health and Care plans (EHCs) from September 2014
(in England). The Bill also sets out a new funding system for schools which will come
into force in April. The Department for Education will also be funding ‘independent
supporters’ to support families through the new assessment process.
We’ll be looking at what the changes will mean for families in our Summer issue.
Find out more on the Council for Disabled Children’s Website:
www.councilfordisabledchildren.org.uk/

The Confidential Inquiry into Premature Death of
People with Learning Disabilities (CIPOLD)
This report was commissioned in response to Mencap’s Death by Indifference
campaign. The final report was published in December, You can read the CBF’s
response to the findings on the Latest News section of our website:
www.challengingbehaviour.org.uk You can see the full report and watch the video
CIPOLD have made with the Misfits Theatre Company on their website:
www.bris.ac.uk/cipold/

NHS and NICE Guidance
The NHS has produced their own guidance on challenging behaviour in NHS settings
which you can read here: www.nhsprotect.nhs.uk/reducingdistress/
They have made some training videos to accompany the guidance; they’re also on
their website.
The National Institute for Health and Care Excellence (NICE) has published new
guidance on Autism for healthcare professionals. They are currently drafting
guidance on challenging behaviour and learning disabilities which will come out in
2015. Families can use this guidance to ask for better services.
See the NICE guidance on Autism here: guidance.nice.org.uk/QS51

The Tizard Centre Wins
Queen’s Anniversary Prize
Congratulations to the Tizard Centre at the University
of Kent who were invited to Buckingham Palace to
collect their award last month. The Centre's
co-directors called it 'recognition at the highest
level that people with Intellectual and
Developmental Disabilities deserve the best
possible quality of life.’
www.kent.ac.uk/news/stories/qap_buckingham_palace/2014

Monitoring the Mental Health Act
The CQC’s Monitoring the Mental Health Act (MHA) report found that last year a
record number of people were detained under the MHA. It also contained shocking
examples of restraint and seclusion of people with learning disabilities.
You can read our response to the findings in the latest news section of our
website, and the full report is available from the CQC website:
www.cqc.org.uk/public/publications/reports/mental-health-act-2012/13

New Core Principles for Commissioners
'Ensuring Quality Services' is a new set of core principles for commissioners of
services for children and adults with learning disabilities who display behaviours that
challenge.
Family carers can use it to ask for better services and support, and to advocate for a
family member. www.bit.ly/EnsuringQuality
CHALLENGING BEHAVIOUR FOUNDATION

We’ll be showcasing innovative, interesting
or useful resources available for free
online.

Useful Resources
Thinking Ahead: a planning guide for
families from the Foundation for People
with Learning Disabilities includes how
to set up a circle of support, decision
making, housing and emergency plans.
You can download it free via:
www.bit.ly/Thinkingahead
Contact a Family and HFT both have
guides covering recent changes to the
welfare system. To see what financial
support you’re entitled to, go to Contact
a Family’s guide:
www.bit.ly/benefitschanges
HFT’s guide: www.bit.ly/hftbenefits

Accessibility
Have you seen Euan’s guide? It’s a
collection of accessibility reviews
submitted by people with disabilities and
carers. It’s not been up long, but there
are lots of reviews already, especially for
venues in Scotland.
www.euansguide.com
The Rough Guide to Accessible Britain
is full of ideas for accessible days out all
over the UK. You can read the full guide
online for free at:
www.bit.ly/accessibilityguide
HFT’s Holiday Guide for 2014 has more
ideas in and outside the UK, including
places to stay. See:
www.bit.ly/hftholiday

Films
A Day in Our Life are about the day to
day lives of families with a child with
additional needs. You can watch them
here.
www.bit.ly/dayinourlife
A Real Home A Real Life follows eight
people with learning disabilities, moving
into a home of their own. You can watch
it online at inclusivefilms.org/
Have you seen the Kings Fund Guide to
the NHS? It’s a clear and creative
explanation of all the changes going on
in the NHS.
www.bit.ly/kingsfund
Found something interesting online
you’d like to share? Email it to
communications@thecbf.org.uk, post
it to our Facebook page or tweet it to us
@CBFdn.
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GET INVOLVED

Last year we saw a real change in how people get involved with The Challenging Behaviour Foundation, with a
steady rise in the number of fantastic family carer volunteers, and more of our wonderful supporters fundraising
for us than we have ever had before. This is fantastic news, as it means more people will hear about the CBF and
more people out there can access our support and information.
We need your help to make sure we’re able to support the increasing numbers of families who get in touch, produce
new information resources and keep campaigning to improve support for people with severe learning disabilities
and their families.
We really appreciate all the ways people get involved with our work, and this year we want to encourage you to
do what you can to help and be part of the work we’re doing.

Sunday 6th April
Emma Brindley is running the Greater Manchester
Marathon – Can you show Emma some support
by cheering her on? You can sponsor
her online by visiting
uk.virginmoneygiving.com/EmmaBrindley

Sunday 13th April
Lee Hinks is running the Virgin London Marathon –
The CBF staff will be in London, come along and join
our cheer squad and meet the CBF team.
To sponsor Lee go to:
uk.virginmoneygiving.com/leehinksawesomeness

Saturday 26th April

Skydive at Headcorn Aerodrome – Fancy doing
something HUGE to raise money for the CBF this
year? We also have a date booked in September,
email fundraising@thecbf.org.uk for info

Saturday 7th-Sunday 8th June
We’ve only got a few places left for the Nightrider
event in London, a 100km moonlit ride past some
of London’s most iconic landmarks. The
registration deadline is looming so get in touch
now if you would like to take part.
Email fundraising@thecbf.org.uk

Throughout June
Great Big Little Challenge launch – take
on a mini challenge! – Keep an eye on
our website for ways to get involved with
this year’s Great Big Little Challenge.
What is a challenge to you?

Lee says “I had a bit of a
break from the training
after the Survival of the
fittest, but I'm very much
back into it now. Ten
miles last week and
twelve this morning.
I'm doing sprint training
in between. I’m really
happy to be supporting
the CBF who do so much
to help families.”
zLee Hinks

Sunday 27th April
Join us for the KM Big Bike ride
in Whitstable, Kent. Email
fundraising@thecbf.org.uk

Friday 13th June
Fundraising Committee
quiz night, St Margaret’s
Millennium Centre,
Rainham – If you’re local to
the CBF come and join in
the quiz. If not, how about
organising your own?

If a challenge or big event isn’t for you, there are other ways to get involved with fundraising for The Challenging Behaviour
Foundation that are just as rewarding and valuable. See the ‘Fundraise for Free’ section on our website to see how you
can donate to us, at no extra cost to you.
The Challenging Behaviour Foundation is the charity for people with severe learning disabilities and behaviour described
as challenging. We rely on people donating their time and money to us for us to continue our work.
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Resource order form

IN BRIEF

Please note that all of these resources can be downloaded free of charge on
our website: www.challengingbehaviour.org.uk
All our information and resources relate to the care of individuals with severe
learning disabilities who are described as having challenging behaviour. We
are happy to send resources free of charge to parents/ unpaid carers.
Cost

Number

Total £

CHALLENGING BEHAVIOUR DVD RESOURCES
The DVDs provide practical support from professionals and family carers.
Academics or learning disability professionals give expert guidance while
family carers share their experiences. The DVDs introduce each topic clearly,
explaining the key ideas and offering a wealth of practical information.
Jason, volunteer

Thank you
A big thank you to our wonderful
newsletter volunteers who come in to
help us get the newsletters ready to
send out. Jason (above) has been
helping us three times a year for over
4 years!

100 Club Winners
Recent winners of the CBF 100 club,
winning £25 each (£50 in November)
were:
October 2013
Lynn Walton,
Gillingham, Kent

Everybody Matters DVD (pre-order)

£31.50*

An Introduction to Challenging Behaviour: DVD £31.50*
£31.50*

Self-Injurious Behaviour: DVD

Communication & Challenging Behaviour: DVD £31.50*
Challenging behaviour – supporting change:
DVD
Learn about the causes of challenging behaviour,
and how to use a functional assessment to put
appropriate positive behavior support strategies
in place. (Two disc set)

£63.00*

*Free to parents/unpaid carers. Registered charities: DVDs £16.50 (or £33.00 for Challenging Behaviour –
Supporting Change). Price includes postage & packing in the UK only. Outside UK p&p £7.50 per item.

CHALLENGING BEHAVIOUR INFORMATION SHEETS
The information sheets are written by experts and provide practical support
on a wide range of topics. Each information sheet contains a one-page
summary, as well as a longer document providing more detailed information.
The information sheets are suitable for both family carers and professionals.

November 2013
Carol Lowe,
South Greenford, Middlesex

Understanding Challenging Behaviour: Part 1

December 2013
Louise Down,
Chatham, Kent

Positive Behaviour Support Planning: Part 3

Finding the Causes of Challenging Behaviour:
Part 2

Communication and Challenging Behaviour
Health and Challenging Behaviour
The use of Medication

Have your say

The use of Physical Interventions

We welcome articles from family
carers and professionals. Please get in
touch if there is something you would
like to write about.

Specialist Equipment and Safety Adaptations
Impact of Caring on Families
Planning for the Future

All
information
sheets are
available
free of
charge on
the CBF
website.
To order by
post please
add £1.00
per sheet*

Further Information for Family Carers
Ten Top Tips

Disclaimer
While every care is taken in the
compilation of this newsletter, the
Challenging Behaviour Foundation
cannot be held responsible for any
errors or omissions, nor accept
responsibility for any goods or
services mentioned.
© The Challenging Behaviour
Foundation. All rights reserved.

BASIC INFORMATION PACK (consisting of
the 12 information sheets listed above)

£12.00*

The following additional information sheets are not contained in the basic information pack but may be
downloaded from the Challenging Behaviour Foundation website or ordered separately:

Do We Have to do This Alone? A FAQ on
Circles of Support
Difficult sexual behaviour amongst men and
boys with learning disabilities

£1.00*
£1.00*

SUB TOTAL CARRIED FORWARD
*All resources are free to parents/unpaid carers. Prices include postage
*and packing in the UK only.

/ Continued overleaf...

/ Resource Order Form continued...
SUB TOTAL CARRIED FORWARD
Cost
Getting a Statement

£1.00*

Making Decisions - The Law

£1.00*

Pica (eating inedible objects)

£1.00*

Mental health problems in people with
learning disability

£1.00*

Self-injurious behaviour

£1.00*

Number

Total £

Did you know…..?

IN-DEPTH RESOURCES

• We are a registered charity and
completely rely on donations,
grants and fundraising to
finance our work.

8 Ways to Get a House
A guide to help families think about the different types of
accommodation and how they are funded.

£12.00*

Planning Your House
This guide has been developed to enable families to work with
others to plan for future housing needs.

£12.00*

• We do not charge family carers
for our services or resources.

A Guide for Advocates (England and Wales)
A comprehensive, practical guide for professional advocates; or
family carers advocating for their family member.

£16.00*

• To keep costs down much of our
work is carried out by
volunteers.

PBS Study Pack for Schools and Colleges
The Positive Behaviour Support study pack is designed for
teachers to increase understanding of behaviour. Note: This
resource is only available for schools and colleges.

Planning for the future: information pack
England / Scotland / N Ireland / Wales

The CBF –
how you
can help

£45.00

£10.00*

For anyone planning for the future of children aged 12 and upwards (transition), or concerned about the
support needs of adult family members.
Read more about all our in-depth resources online at www.challengingbehaviour.org.uk

DONATION - please consider a donation to support our work. All
proceeds go towards helping families caring for individuals with severe
learning disabilities whose behaviour challenges. Thank you.
TOTAL
*All resources are free to parents/unpaid carers. Prices include postage & packaging in the UK only. Outside
UK p&p £7.50 per item.

Please consider making a donation to help us support more families. If you
would like to donate regularly, please tick here
to receive a standing
order form.
Gift Aid means we can claim back the tax on your gift (25p for every £1 you
give) at no extra cost to you. Please tick here
to confirm that you would like
CBF to claim tax paid on this gift and any eligible past or future gifts.
Please note that to be eligible for gift aid you must pay at least as much UK
income tax as the amount that will be claimed by all charities you donate to
within the tax year.
Please indicate if you are a parent or unpaid carer. If you are
a registered charity please provide your charity registration number

Name

• Regular giving by standing order
makes your money go further by
keeping down administrative
costs.
• You can ‘Gift Aid’ your donation
if you are a UK tax payer, this
allows us to receive 25% extra
on top of your donation without
any further cost to you.
• You can fundraise for free!
There are a number of ways to
donate and raise money for us
without spending any extra
money. See our website for
details.
Your support really does make a big
difference to us. So, thank you!
For more information please email
fundraising@thecbf.org.uk

Organisation
Address
The Challenging Behaviour
Foundation
Postcode
Telephone
Email (please print)
Your personal data may be held on computer and will be kept in accordance with the Data Protection Act 1998 under which
we are registered as a data controller. This data will not be passed on to any third party without prior consent.

You can keep informed about new resources through our free newsletter,
three times a year. If you do NOT want to receive this, please tick here
Please make cheques payable to the Challenging Behaviour Foundation and
return to the Challenging Behaviour Foundation, The Old Courthouse,
New Road Avenue, Chatham, Kent, ME4 6BE
Alternatively, go to www.challengingbehaviour.org.uk to order online.

Registered charity number 1060714
(England and Wales)
Address: The Old Courthouse,
New Road Avenue, Chatham, Kent,
ME4 6BE
Email: info@thecbf.org.uk
Tel. 01634 838739
www.challengingbehaviour.org.uk

