
connected
For families with disabled children and all those who work with them 

our campaigns
How you can help us 
campaign for better 
services for famil ies

news from the nations
Our photo exhibition in 
Scotland and new social 

care law for Wales

confused about your 
child’s education?

Our education advisers  
help you make sense of it

Spring/Summer 2016

 A problem 
shared The imporTance 

of meeTing up 
wiTh oTher 
parenTS



welcome 

 3  Update from our Chief 
Executive, Amanda Batten

news

 4  Policy news  
by una Summerson

 5  Explaining disability to 
children

 6  New projects in hospitals 
and hospices and education  
from us, for you

 7  Budget changes from April 
Derek Sinclair, our welfare rights 
expert, explains

8   Fundraising news 
come for a stroll along the 
Thames with our ceo

9   Parent carer participation  
influencing local services in 
england

family linking special

10  A problem shared is a 
problem halved 
The benefits of parents 
supporting each other

12  A priceless bond 
charmaine and maureena tell 
us how they met

 14   Supporting the family in as 
many ways as we can 
marie tells us how aDhD west 
cumbria support families

15   United we stand, divided   
we fall 
Louise Derbyshire on the many 
ways families can connect with 
each other

16   Helping us to help each 
other 
gloucester mum Leonie writes 
about her parent carer forum

22  Together we stand  
aicha’s harrowing story shows 
how vital connecting with other 
parents is

 
features 

20  Swept away 
rachael survives hurricane 
Desmond 

22  Better for the break 
elizabeth shares her holiday 
adventures

24  Making friends with 
challenging behaviour 
adele has tips to share

25  Confused about education?  
our education advisers help out

 
local groups network 

 30  Support groups in your area 
that have joined us

In this issue...

connected magazine
Edited by karin beeler, tom bobbin, michele cefai & John clarkson

 library.team@cafamily.org.uk  Design johnclarksondesign.co.uk  Print rap spiderweb ltd

note: The views, opinions, and content in Connected do not necessarily reflect the views, opinions, or policies of contact a family. contact a family 
policy statements are always clearly identified. The listing of resources is for information purposes and does not constitute endorsement by contact a 
family. © contact a family 2015. registered office: 209–211 city road, London ec1V 1Jn. registered charity number: 284912. charity registered in 
Scotland number: Sc039169. company limited by guarantee. registered in england and wales no. 1633333. VaT registration no. gB 749 3846 82

`
`
`

 

 connected  Spring/Summer 20162



 www.cafamily.org.uk 
   freephone helpline  

0808 808 3555

Contact a Family 
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 020 7608 8700
 info@cafamily.org.uk

Contact a Family Northern Ireland
63-75 Duncairn Gardens, Belfast BT15 2GB

 028 9262 7552
 nireland.office@cafamily.org.uk

Contact a Family Scotland
Craigmillar Social Enterprise & Arts Centre
11/9 Harewood Road, Edinburgh EH16 4NT

 0131 659 2930
 scotland.office@cafamily.org.uk

Contact a Family Cymru
33–35 Cathedral Road, Cardiff CF11 9HB

 029 2039 6624
 cymru@cafamily.org.uk

Contact a Family North East England
The Dene Centre, Castle Farm Road
Newcastle upon Tyne NE3 1PH

 0191 213 6300
 northeast.office@cafamily.org.uk

Contact a Family Midlands
Prospect Hall, 12 College Walk
Selly Oak, Birmingham B29 6LE

 0121 415 4624
 westmids.office@cafamily.org.uk

Contact a Family Ealing and Southall
Lido Centre, 63 Mattock Lane,  
London W13 9LA

 020 8280 2267
 ealingandsouthall@cafamily.org.uk

Contact a Family Ealing and Southall
St. Georges Community Centre
8–12 Lancaster Road, Southall UB1 1NW

 020 8571 6381
 ealingandsouthall@cafamily.org.uk

Contact a Family Lambeth
Weare336 Brixton Road, London SW9 7AA

 020 7326 5270
 lambeth.office@cafamily.org.uk

Contact a Family Lewisham
Leemore Central Community Hub
Bonfield Road London SE13 5EU

 020 8297 8056
 lewisham.office@cafamily.org.uk

Contact a Family Southwark
Cambridge House, 1 Addington Square  
London SE5 0HF

 020 7358 7799
 southwark.office@cafamily.org.uk

Contact a Family Wandsworth
1 Siward Road, London SW17 0LA

 020 8947 5260, Fax: 020 8947 9506
 wandsworth.office@cafamily.org.uk

all in it  
together

update from our chief executive officer 

amanda batten

Someone said to me recently that when 
you are a parent of a disabled child, you 
come across all these other families, and it 
is like finding out there is this club you 
didn’t know about, but once you find it, you 
realise that all the best people are in it.

at contact a family we are in on the secret, 
which is why a lot of what we do is about 
supporting families to get together. There 
are lots of stories in this edition about this, 
from forums and support groups, to families 
who know how important peer support is 
for all of us. and when it comes to being all 
in it together, we can all support other families in loads of 
different ways – from sharing knowledge or information, to 
providing a listening ear, or by just being there. There are other 
ways to show support too, including fundraising, so that support 
is available for those who need it.

unfortunately, contact a family doesn’t run on fresh air. we are 
a charity and we need support if we are to continue to be able 
to do the work we do. That’s why this September i’ll be doing 
the Thames path challenge, to do my bit on a personal level for 
our fundraising efforts. our chairman paul Streets and members 
of our senior management team are doing it with me. So i 
wondered if you might like to join us? You can walk 25km (16 
miles) or the whole 100km (60 miles!) along the river path, 
raise a bit of money for our family support work, and have a 
chat along the way. if you are interested, email me at amanda.
batten@cafamily.org.uk or fundraising@cafamily.org.uk or call 
020 7608 8786. if this isn’t for you then keep an eye out for 
more fundraising ideas in the near future.

 Sharing 
knowledge or 
information, 
providing a 
listening ear 
and just being 
there. 

welcome
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childcare providers turning  
away disabled children
The childcare act 2016 (england) 
means from September 2017, 
working parents of three- and four-
year-olds will get 30 hours of free 
childcare a week (for 38 weeks of the 
year). This sounds like good news for 
many families, however our survey of 
parents who care for young disabled 
children shows that 40 per cent of 
families with disabled children are not 
accessing the current free entitlement 
of 15 hours a week. That’s ten times 
more than families with non-disabled 
children.
 parents told us they are often 
asked to pay excessively high fees 
and the choice of suitable settings is 
limited at best. at the same time 
there is a significant shortfall of the 
knowledge and skills needed to 
provide quality care and education to 
disabled children in the childcare and 
early years’ workforce.
 Siobhan Bain from Southwark is 
mum to three-year-old fintan, who 
has a variety of undiagnosed disorders 
and global development delay. She 
sums up the problems: “i have been 
discouraged by many of the attitudes 
that i have encountered while trying 
to find suitable childcare for fintan. 
he has been rejected outright by 
certain childcare providers as soon as 
his additional needs were mentioned. 
others have been unable to seek 
funding for the 1:1 care fintan 
requires. 

 “i currently pay for a full time 
nanny for my children rather than take 
up the government’s offer of 15 hours 
free childcare per week due to a lack 
of suitable facilities in my local area. 
no attempt has been made to 
address the glaring gap in provision of 
wrap-around care and pre-school care 

for disabled children such as fintan.”
 Thanks to your help supporting our 
childcare campaign Levelling the 
playing field, the government has said 
it will be looking at the issues that 
make it difficult for parents with 
disabled children to access the new 
30 hours of free childcare.

news

POLiCy & CAMPAiGNS UPDATE  by our Campaigns Manager, Una Summerson

have you been refused childcare?
There are laws around childcare that local authorities and childcare providers 
must follow. if you are refused childcare you can use the law to help you 
change the decision. we have put together three template letters for you to 
use, based on the most common barriers to accessing childcare for disabled 
children, and what can or can’t be done to overcome them.

 Download the template letter at www.cafamily.org.uk/refused-childcare or 
call our helpline on 0808 808 3555, who can send you a free copy

Help us campaign to save short breaks services  

Short breaks are a life line for families with disabled children, and our latest campaign is aimed at stopping the 
cuts to these vital services. Can you write to the person in charge of funding decisions at your council to tell 
them why short breaks matter, and why they shouldn’t be cut? Visit www.cafamily.org.uk/campaigning  
if short breaks are being cut in your area, we have template letters that you, or a local group you’re involved in, 
can use to write to your local authority to challenge this. See page 13 of our guide, Challenging cuts to short 
breaks services. Our free factsheet Short breaks – how you and your family can benefit also explains your 
rights to short breaks services. They are available free from our helpline on 0808 808 3555, email helpline@
cafamily.org.uk or download them free from www.cafamily.org.uk. 
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news

explaining 
disability to 
children
The Tale of Me website has been 
developed by professor alastair 
Sutcliffe, and aims to provide family-
friendly stories which young children 
aged 6+ can understand. it has 
examples of conditions which affect 
children, creates characters out of the 
conditions and then makes the 
characters real. The character is then 
involved in a story that is suitable for a 
young child to read, to help them 
understand their illness.
 The stories are created by 
volunteer medical students, and they 
were given some initial artist support 
from an illustration company. 
professor Sutcliffe says, “one thing we 
have in mind is not only for children 
to write their own stories about their 
own illnesses, and their parents, but 
also siblings giving their views too. it is 
important such a resource is accurate 
and so we would still expect the initial 
characters to be created by our 
volunteer undergraduates. 
 “each child with a different illness 
will, in time, have chance to have 
story about their illness.”
 professor Sutcliffe is a paediatrician 
and young people’s doctor at 
university college London with 25 
years’ experience. he started the project 
with Dr anna waldie, driven by the 
needs of families and their children. 

 www.thetaleofme.com

new law to improve social 
care for children in wales
on 6 april 2016, the Social Services 
and well-being (wales) act came into 
force. it means that for the first time, 
there is separate social care legislation 
for wales. The new law aims to 
improve the wellbeing of people 
(children, adults and older people) 
who need personal care and support, 
and for carers who need support.
 This new law will directly affect 
families with disabled children in 
wales. The act imposes a duty on 
councils in wales to assess the needs 
of carers who are providing, or 
intending to provide, care for a 
disabled child. The act removes the 
requirement in the previous legislation 
that carers should be providing a 
‘substantial amount of care on a 
regular basis’ to have an assessment. 
This means families will be entitled to 
an assessment of needs as a carer 
regardless of level of need, the 
amount of care provided, whether or 
not the child cared for has had an 
assessment, and even if the child has 
been considered ineligible for support. 
The act also confirms there will be no 
upper or lower age limit to being 
recognised as a carer.

 The act will also affect the 
assessment and care process for 
children with disabilities and additional 
needs. under the act, all children in 
need are eligible for a social care 
assessment, and importantly the act 
states that there is a presumption that 
disabled children have needs for such 
care and support. The needs 
assessment takes into account the 
outcomes the child would like to 
achieve and the outcomes their 
parents would like them to achieve, 
and determines whether care and 
support services can contribute to 
meeting these outcomes. The 
assessment will consider the child’s 
circumstances, capabilities, any 
barriers to meeting their outcomes 
and any risks if they are not met. 
councils can combine a children’s 
assessment and a carer’s assessment 
if it is beneficial to do so. 

 For more about the Act visit  
www.ccwales.org.uk/the-act 

 if you have questions on how the 
Act could affect your family, call our 
freephone helpline on 0808 808 3555.

contact a family Scotland is 
hosting a photographic exhibition 
in edinburgh for families and 
donors, showcasing the diversity 
and strengths of families with a 
disabled child in Scotland. 
 we will be showing images 
from families across Scotland who 
have shared their family photos 
and stories for the exhibition, 
alongside the work of award-
winning photographer rebecca 
Lee. rebecca spent a day with 
two families, capturing the special 
and everyday moments in their 
lives. we will share more of these 
wonderful images with you in the 
next edition of Connected.

Love, Life and 
Laughter – my 
family exhibition

professor sutcliffe and patient
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news

Confused about 
the changes to 
education in 
England? We 
can help!
we have a dedicated team of contact a 
family parent advisers working in every 
region in england, delivering special 
educational needs and disability (SenD) 
information sessions, workshops and 
events for parents.
 we can help make sure parents of 
children with SenD understand the 
changes so they feel less confused and 
more able to make informed choices 
with, and on behalf of, their child. at the 
same time we aim to help disabled 
children and young people get the best 
education and achieve their goals.
 The project will work alongside what 
we currently offer families through our 
education helpline and online services, 
enhancing what we offer families over 
the phone and online, with our team of 
parent advisors working face-to-face with 
families. 
 we’ve also produced free factsheets 
for parents about the extra help children 
may be entitled to in education, and how 
to access it. They are available on our 
website, or by calling our helpline on 
0808 808 3555 or emailing helpline@
cafamily.org.uk

 To find out about our information 
workshops and events in your area please 
visit the ‘in your area’ pages of our website 
www.cafamily.org.uk/inyourarea 

 Questions about your child’s education? 
Call our free helpline on 0808 808 3555.  

 Download our education factsheets 
free at www.cafamily.org.uk/the-sen-
process or you can ask the parent advisers 
on our helpline to send you a copy.

help at hand in 
hospital
Through contact a family’s new hospitals and hospices project in 
england, we can now give advice, information and emotional 
support to families in hospitals and hospices. our parent advisers are 
there to help families navigate their way through the maze of 
different organisations and difficult terminology, and offer advice and 
information in certain areas such as welfare, benefits and education. 

midlands
meet our parent adviser emma at 
our drop-in session each month at 
the patient experience hub at 
Birmingham children’s hospital.
helen (left), our volunteer, also 
helps out on our information 
stands in the main outpatients 
area of the hospital every Tuesday 
morning. contact emma Taylor on 
0121 415 4624 / 07920 
655003 or email emma.taylor@
cafamily.org.uk

north east
we hold a monthly information 
stand outside children’s 
outpatients/child development at 
the great north children’s 
hospital. families can drop in or 
contact Kathleen on 0191 213 
6300 / 0773 8896474, or email 
kathleen.ingleby@cafamily.org.uk

london
ruth is at great ormond Street 
hospital for Sick children (goSh) 
on Thursdays every week in the 
social work department. we also 
have an information stand. please 
drop by and say hello! we are also 
at the evelina London children’s 
hospital on mondays in the 
outpatients clinic. Drop by, or 
contact ruth Stone on 020 7608 
8729 / 07920 654 863 or email 
ruth.stone@cafamily.org.uk 

 To find out what’s happening in your local area, please call our free 
helpline 0808 808 3555 or visit the ‘in your area’ pages of our website 
at www.cafamily.org.uk/inyourarea
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national living wage and 
carer’s allowance
a new national living wage of £7.20 
per hour was introduced in april for 
adults aged 25 and over. This means 
a parent working 16 hours should 
now have minimum earnings of 
£115.20 per week. unfortunately, this 
will mean some parents no longer 
qualify for carer’s allowance – as it 
has an earnings limit of £110 per 
week. Some parents will be tempted 
to drop their hours so that their 
earnings are below the limit, but 
cutting your hours to below 16 hours 
may mean you no longer qualify for 
working Tax credit.
 when calculating earnings for 
carer’s allowance, certain expenses 
can be deducted, including half of 
anything paid to a pension scheme, 
and certain care costs, for example, 
paying someone to care for children 
while you are working. Starting to 
have such costs may help you to 
keep your carer’s allowance, without 
needing to cut your hours. contact 
our helpline for further advice on 
0808 808 3555. 

cut in ‘income rise 
disregard’ for tax credits
Before april, if your annual income 
increased, the Tax credit office 
ignored the first £5,000 of that 
increase until the following tax year. 
now only the first £2,500 of an 
increase in your income is ignored. as 
a result, more families are likely to 
have tax credit overpayments.
 The amount that can be deducted 
from your tax credit award if you 
have been overpaid in a previous 
year, has also increased from 25 per 
cent to 50 per cent of your award. 
This increase only applies if your 
income is over £20,000.

cuts to housing benefit
The family premium is an amount 
included in housing Benefit 
calculations for private or social 
housing tenants with dependent 
children. This is no longer being 
included in new claims made on or 
after 1 may, or for existing housing 
Benefit claimants who have their first 
child after that date. This means many 
families making new claims will get 
less housing Benefit. Backdating of 
housing Benefit is also to be 
restricted to four weeks. 

longer wait for help with 
mortgage interest
home owners claiming certain 
means-tested benefits can get help 
with paying their mortgage interest. in 
april the waiting time before these 
payments start to be included was 
increased from 13 to 39 weeks. 

roll-out of universal credit
universal credit will replace all 
means-tested benefits and tax credits 
for people of working age. up until 
now families with disabled children 
have been exempt from universal 
credit in most parts of the country. 
however, during the rest of 2016 the 
government will roll out the full 
universal credit digital service to an 
increasing number of areas.  

You will be asked to claim universal 
credit if:

 ● you are in one of the areas where 
the ‘digital service’ applies

anD
 ● you make a new claim for one of 
the means-tested benefits or tax 
credits that universal credit is 
replacing. 

This applies to everyone making a 
new claim in one of these ‘digital 
service’ areas – including families with 
disabled children. See our website for 
details of the areas where this will 
apply. 

news

BENEFiTS NEWS

benefit changes from april 2016
A number of changes came into force in April affecting the benefits system.  
Most apply across the whole of the UK but some may be delayed in Northern ireland.  
Our benefits expert derek sinclair explains some of the changes.

For advice about 
these changes or any 
other benefits issue 
call our free helpline
0808 808 3555
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JOiN US ON THE  

thames path 
challenge!

10–11 September The Thames Path Challenge offers something 
for all abilities. Choose the distance that suits 
you best – 100km, 72km, 50km or 25km – 
and do it at your own pace, walking, running 
or a bit of both.

To find out more and sign up  
contact our fundraising team today: 

 020 7608 8786   
 fundraising@cafamily.org.uk  
 www.cafamily.org.uk/thamespath

Join our CEO Amanda, 
Chairman Paul and others 
in the Contact a Family 
team and help raise 
funds for our vital life-
changing services.

parents from our 
Lewisham office held 
a fundraising cake 
sale to help us raise 
funds in Lewisham 
Shopping centre. 
our London projects 
provide vital advice 
and information and 
also family fun days 
and trips throughout 
the year. 

if you have a fundraising 
idea or would like to 
take part in one of our 
challenges, please get in 
touch today. 
020 7608 8786 
fundraising@cafamily.org.uk
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news

PARENT CARER PARTiCiPATiON iN ENGLAND

national network takes parent 
carers’ views to government
in December, local forums and parent representatives from the national network 
of parent carer forums (nnpcf) met with the government to talk about the 
progress of the special educational needs (Sen) reforms.
 parent carers met with the minister of state for children and families, edward 
Timpson, and director for children, families and communities at the Department of 
health, flora goldhill. The meeting gave parents the chance to share their 
experiences directly, and it allowed the minister to hear about the progress of the 
recent changes.
 The group discussed accountability, education, health and care plans, moving 
into adulthood, Sen support, health and social care and the local offer. parents 
shared what is working in their area, raised concerns and put forward suggestions 
for building upon things that had worked well.

 To find out more about the NNPCF and its work, visit www.nnpcf.org.uk

Awards for forum members   

Gail Hall has been awarded a British Empire 
Medal in the Queen’s New year’s Honours 
list in recognition of over seven years of 
outstanding dedicated work with parent carer 
forum Warrington Parents and Carers.
 Gail (right, centre) acknowledged that 
she could not have achieved it without the 

support of her fellow 
forum colleagues who share her passion for 
making a difference to the lives of disabled 
children and young people.
 Well done also Rachel Trueman (left), the CEO 
of South Glos Parents and Carers, who received 
the Prime Minister’s Point of Light award. The 
daily award recognises outstanding individuals 
who are making a change in their community.

edward timpson meets members of the nnpcf

workshops guide 
local authorities 
through 
education 
reforms
parent carers from forums across 
england teamed up with the 
Department for education’s 
national partner, mott mcDonald, 
to present a series of workshops 
on producing quality education, 
health and care (ehc) plans.
 parent carers gave 
presentations about how they 
worked with local authorities to 
make sure ehc assessments 
and plans meet the needs of 
disabled children and young 
people. They explained how 
local authorities, parent carers 
and young people can work 
together to agree aspirational 
outcomes for children and young 
people. 

 Download training materials 
from the workshops from www.
sendpathfinder.co.uk/education-
health-and-care-plan-workshops. 

 you can also watch a 
presentation explaining what 
good ‘outcomes’ are for disabled 
children, made by one of the 
parents involved: https://youtu.
be/K6rBkVpCnqc

tina emery from somerset 
parent carer forum presented a 
workshop with sarah hayes from 
the la and shane dangar, who 
explained how disabled young 
people are involved in decision 
making in somerset
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Our theme this edition of Connected is ‘family linking’. Contact a Family was born from 
the need of families with disabled children to ease the problems of isolation they 
experienced. Linking families together is the cornerstone of all we do. noreen siba 
(miller), our founder and first director from 1979–1988, recalls how it all started

i t may be hard to believe that the contact a family 
you know now started with two small self-help 
groups for families with disabled children in 

wandsworth and ealing in 1974, run by the charity 
make children happy. Three or four families first met 
in the Balham/Tooting area and gradually the group 
grew to thirty families meeting at weekends and 
holiday time. parents usually met every week in each 
other’s home to support one another and plan the 
group’s events. These expanded to include swimming 
lessons, a sibling group and holidays away in an 
adventure centre in Burwash, east Sussex. So much 
fun was had by all ages, lots of escapades and happy 
times, especially in the long six week summer holiday 
when we met nearly every day, come rain or shine! a 
while later a group started in Battersea and then in 
putney and Southfields, helping over 100 families in 
total.
 however, the whole project nearly collapsed in 
1979 when make children happy closed down. 

Luckily a film had been made of our success in 
wandsworth and parents rallied together to hold a 
public meeting. There was a lot of local and national 
publicity and wandsworth council came through with 
a large grant to save the project. Just in time to 
achieve the same in ealing, and respond to enquiries 
to set up similar groups nationwide. i managed to 
form a separate charity contact a family. it was an 
amazing experience to save the original groups and 
go on to set up as a national charity. national interest 
led to more projects being set up and soon there 
were demands from all over the country, especially 
from parents whose children had rare syndromes. 
 it was such an exciting time and hugely satisfying 
to know how many families were getting support. So 
many had such a great sense of humour and 
optimism despite their hardships. our motto ‘a 
problem shared is a problem halved’ certainly kept us 
all going through those early years.

a problem shared  
is a problem halved

 Parents want to talk to someone who 
knows, sees, feels, talks and lives with 

special needs or physical disabilities, because 
for us it is a way of life. 

 I know from 
personal experience 
that other parents 

tend to trust 
and listen to 
someone who 

has experienced 
what they are 
experiencing. 

 I would have benefited from parents’ 
support because when my son was diagnosed 
in 2012, l felt lost. I did not know what to do 
and I could not come to terms with the fact 

that my little baby had a disability. 
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A CHANCE TO MEET
Patricia Bochenski used to volunteer for Contact 
a Family in Flintshire and Denbighshire. She 
shares some of her experiences of being a mum 
in those early days, and how meeting other 
parents was so vital

On 9 December 1979, my life and that of my 
family changed forever. A seemingly innocuous 
virus produced profound and irreversible 
damage to the brain of our three month old 
twin son. Of course, back then we were yet to 
comprehend the significance of his illness.
 We were informed of our son’s brain 
damage whilst standing by his cot in the 
middle of a busy ward. i say ‘we’ but in actual 
fact i was on my own, and the information was 
thrown into the middle of a sentence about 
the drug regime he was being put on! it took 
me some time to realise what i’d just been 
told. it went something like this: “We’ll send 
him home and see how he goes, but with 
disabled children one disability tends to lead 
to another…”
 Friends and relatives queued up to offer me 
a shoulder to cry on but what i really wanted 
was to meet someone like me. Someone 
relatively young with other children to bring 
up, and who would hopefully be able to tell 
me that there would eventually be a chink of 
light in this black abyss into which i felt we 
had been plunged. When i approached my 
health visitor with this request, she replied: 
“Oh no dear! There’s no one else like you.” in 
one damning sentence she confirmed my 
worst suspicions: we were freaky. if only i had 
known about Contact a Family then. 
 Salvation came in the guise of a Children’s 
Opportunity Group where i met up with lots of 
other families just like ours. Many friends 
made there remain friends to this day. i credit 
this group with saving my sanity and putting 
me on the campaigning trail for the rights of 
my son and others like him. As a result of 
chatting with other parents and exchanging 
advice and information we realised that there 
was so much we can do for each other, given 
the chance to meet. 
 i became a Contact a Family Local Area Rep 
in 1998 – i got such a huge amount of job 
satisfaction from being able to share my 
knowledge with other families and from using 
it to alleviate some of their problems.

In England, parent carer forums – groups of 
parents and carers of disabled children whose 
aim is to make sure the services in their area 
meet the needs of disabled children and 
families – often hold coffee mornings or 
events for parents. Or you can just sign up for 
their newsletter. Find yours at www.nnpcf.org.
uk/who-we-are/find-your-local-forum 

If your child has a diagnosis, there may 
be a UK-wide support group for their 
condition, see our A-Z directory 
www.cafamily.org.uk/medical-
information/conditions

There are so many ways to meet  
other parents now! There are nearly  
700 local parent support groups in  
the UK – find one near you at  
www.cafamily.org.uk/supportgroups

 All the best help and 
advice has come from 

another parent, not from the 
professionals. 

 We were trying hard to come to 
terms with her difficulties. There 
was no support or guidance from 
anywhere. Now there is much more 
awareness of the situation for my 

family and other families. The quality 
of life has improved greatly for my 

daughter. 
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Charmaine “my son hamilton was diagnosed with autism when he was 
two. Support from contact a family was the only help i received following his 
diagnosis. it was such a relief to find people who understood what i was going 
through. They pointed me in the right direction and made me feel like there 
was hope. Just simple things like getting the chance to sit down and have a 
coffee and a chat, that is such a rare occurrence that it felt like a real treat.
 “when hamilton was five i started going to events put on by my local 
branch in Lewisham. i went to workshops they held, pamper days for parents 
and the family trips. it was great to meet others in the same situation, it’s 
easier to talk to people who can understand your struggles.
 “i sat next to maureena on the coach and we just clicked. She is a lovely, 
down to earth person. her son christian is a similar age to hamilton and they 
enjoy playing together, which is great. maureena has been through a lot but is 
still smiling. She is always cheerful and is the bright light in my life. She is such 
a strong and wonderful person and i am stronger for our friendship.”

a priceless bond
Charmaine and Maureena met on a Contact a Family trip to Brighton. 
Despite their sons having different conditions, they immediately struck 
up a friendship which has seen them through some difficult times. 
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a priceless bond

 She is such a strong 
person and I am stronger 
for our friendship 

Maureena “my son Josiah has total body dystonia, which means he is dependent on 
his family for all his needs. coming to terms with his diagnosis was a very challenging 
time. nobody came with any help, so i had to fight for information and fight for support. i 
was diagnosed with breast cancer during this time and was surviving day to day.
 “i got in touch with contact a family in Lewisham when Josiah was two-years-old and 
we went on a family trip to Brighton. people don’t realise that as a parent of a child with a 
disability you literally don’t get a minute to yourself. on the bus to Brighton i had the first 
bit of ‘me’ time that i had ever had in two years. it gave me the chance to talk and relax 
and that was when i met charmaine. 
 “we just hit it off straight away. we are both very outgoing characters and have a similar 
sense of humour, so it was easy. we met again at another trip to Legoland. and since then 
we have met at each others’ houses. we spend a lot of time on the phone because we 
are so busy that we have not been able to meet as much as we would like. 
 “charmaine has been a great support through some very difficult times. we don’t have 
much time for socialising, because everything needs to be planned to the last detail. But i 
know she’s there for me and we have a bond which is priceless.”
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Marie tells how her search to find families in the same situation led to her becoming  
chair of her local support group

my husband richard and i live in Seaton in cumbria 
and have two boys, aged 6 and 13. i work part 
time as a senior teaching assistant in a local junior 

school.
 my eldest son has aDhD. we were having a particularly 
difficult time with him and i asked the camhS nurse if there 
were any one-to-one sessions or counselling services that we 
could access. i distinctly remember her reply. 
 “no. There is me, the doctor and a caseload of 500. i 
would love to run a support session, but there is just no time. 
You can register with your local children’s centre.”
 i took her advice. Then i started scouring newspapers and 
online resources for any events where i might be likely to run 
into parents with similar experiences. i was certain that it 
couldn’t just be our family banging our heads against a brick 
wall. and that’s how i bumped into rachael, the outgoing chair 
of aDhD west cumbria. we got chatting and it was then and 
there that my journey as chair began! 
 i know how difficult it can be to navigate complex systems 
and procedures, the endless paperwork and the confusing 
terminology that goes along with it all. my aim was that if i 
could help just one family to get the support they needed then 
it would be worth doing. i started to publicise the group as 
much as i could. a colleague built the website and i made a list 
of local schools and visited each one in turn with our leaflets 
and my card. i contacted the local press just before our first 
meeting. Slowly, the group started to grow.
 we hold monthly drop-ins for parents to come along and 
have a chat, a cuppa, get some advice, or just sit and listen to 

the experiences of others. it’s so good to see the relief in 
parents’ faces when they realise that they are not alone, and 
that many of the things they are worried about, we have also 
experienced. 
 i wanted to do something for the children too so i decided 
to have a kids’ session. Before our first activity i remember 
thinking to myself, “…a room full of kids with aDhD, am i 
crazy?” but it was great and they all got on well. we always 
invite siblings as it is important that they too have access to any 
additional support or guidance that they might need. it’s about 
supporting the whole family, in as many ways as we can.
 i am no stranger to the demands of raising a child with 
aDhD or additional needs. i know first-hand how hard it is to 
be made to feel that i am somehow responsible for my son’s 
difficulties, and to be pushed from person to person in search 
of answers. i know from bitter experience the pain and sheer 
exhaustion. when no one seems to listen and no one 
understands the frustration of not knowing how best to help 
your child.
 for a long time our family dealt with these issues alone, but 
hopefully now others don’t have to. we don’t have all the 
answers, or a magic wand. But you’d be amazed at how much 
it helps. 

ADHD West Cumbria is a support group for children with 
ADHD, autism and special educational needs and their families 
www.adhdcumbria.org.uk 

supporting the family, in 
as many ways as we can

 If I could help just one 
family to get the support 
they needed then it would 
be worth doing. 

marie (second right) and families meet their local mp
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‘united we stand,  
divided we fall’*
Louise Derbyshire talks about the many ways families can 
connect with each other

my work often reminds me of 
aesop’s fable about four 
oxen. when standing 

together they were able to fend off a 
lion, but when they separated the lion 
was able to pick them off one by one. 
 once, a mother on a weekend 
family event told me how comfortable 
it was to be with other families in the 
same situation, as her child could 
socialise without her worrying about 
what other people thought about him 
or judging her parenting skills. Linking 
families together reduces isolation, 
allowing families to gain strength from 
each other to face the challenges of 
raising a child with additional needs.
 attending support groups is a great 
way to meet parents. Local groups or 
coffee mornings provide a great 
opportunity to network and build 
relationships with people who live 
nearby. national condition-specific 
groups help people meet others 
whose children have the same 
condition. Some national groups help 
parents make one-to-one links, and 
many offer annual conferences or 
family weekends, giving parents the 
opportunity to meet others and make 
friends. 
 Linking families is not without its 
challenges. children with rare 
conditions can be spread all over the 
country and, realistically, it may not be 
possible to find a family in the same 
town with a child of the same age and 
affected in the same way by a 
condition. it may take many years to 
meet a family with a child with the 
same rare condition, but that doesn’t 
mean we shouldn’t try! 
 The internet is fast becoming the 
chosen method of finding and linking 
up with other families. one of the 
main advantages is that parents can 

choose when they sit down at the 
computer. for many, this will be once 
the children are in bed, when it might 
be too late to pick up the phone, or 
the children have finished playing on 
the computer! additionally, particularly 
for rare conditions, another parent 
may be on the other side of the world 
and the time difference makes it very 
difficult to pick up the phone and chat. 

how does contact a family 
link families? 
contact a family has a long history of 
linking – in fact one of the main 
drivers when we began in 1979 was 
getting together locally so that families 
were able to meet others and share 
the joys and frustrations associated 
with having a disabled child.
 in days of yore, (not quite as far 
back as aesop’s era), we used to run 
a scheme linking parents via our 
helpline. now we have the internet, 
and there are more and more 
condition-specific groups and local 
support groups. Sometimes parents 
may not be at the right stage to meet 
other parents, but can find families 
over the internet via a local support 
group, or choose to receive a 
newsletter. in england, nearly every 
local authority has a local parent carer 
forum (see page 9). There are so 
many more ways parents can get 
together.

 if you would like information about 
local support groups or national rare 
condition groups call our freephone 
helpline on 0808 808 3555. Our A-Z 
medical directory has information on 
more than 400 specific conditions with 
their associated support groups online 
at www.cafamily.org.uk 

 Linking families 
together reduces 
isolation, allowing 
families to gain 
strength from  
each other to 
face the challenges 
of raising a child 
with additional 
needs. 

*Aesop, circa Sixth Century BC
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Gloucester mum Leonie tells us how 
joining her local parent carer forum 
helped her feel less isolated, and gave 
her the opportunity to help other 
families with disabled children in her 
community.

when my son harrison was diagnosed  
with Down syndrome it was a total shock. 
although i’d worked as a paediatric nurse 

for 15 years i struggled to come to terms with his 
diagnosis and what the future might hold.
 i joined my local parent carer forum in South 
gloucestershire soon after harrison was born, to 
get out of the house and meet people. i’d lost a lot 
of confidence but wanted to challenge myself by 
making a difference and giving something back. i 
was very nervous at that first meeting, but i needn’t 
have worried – the eight parents there were very 
welcoming. 

 five years later, and i now help recruit and look 
after our volunteers for the forum. our volunteers are 
local parents of disabled children, who help spread 
the word about the forum, and encourage other 
parents to get involved in any way they can. 

from little acorns…
numbers at meetings varied at first, between 2  
and 15 parents. Sometimes i felt deflated if not 
many people attended, but i persevered and our 
numbers have steadily grown! over 100 people 
attended our last annual conference, where 
another eight people approached our volunteer 
stall wanting to be actively involved. 
 our parent volunteer numbers have grown  
from 12 in 2013, to 50 active volunteers today. 
having a dedicated person to support volunteers 
and provide training helps people’s confidence.  
and we emphasise that being part of a forum really 
can help parents’ mental health and wellbeing. 
Being able to give something back – and not just 
focus on your own child – can really help you cope. 

an army of ambassadors
parents who can only offer a little bit of time  
can still help us by acting as ambassadors. The  
idea for the role came from thinking there must  
be lots of people like my husband, Steve, taking  
a child to pre-school or church, who could give 
other parents information and let them know we 
are there for them. 
 Steve says: “The news of harrison’s diagnosis 
came as a complete shock. however, as time has 
gone by, i wouldn’t change the way he is. he is our 
ray of sunlight. along the way i’ve had help from 
others and now i feel i want to give something 
back. i have lots of contact with other parents as 
my job involves going into people’s houses. This 
gives me the perfect opportunity to carry out my 
ambassador role.” 
 Some parents end up becoming friends outside 
of the forum. we aim to provide a community feel 
for parent carers because having a good network in 
place can help everyone feel less isolated.

helping us 
help each 

other 
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How does South Gloucester 
parent carer forum link families?
We capture the views of local parent carers and 
represent them in strategic meetings to improve 
the services families receive. We run informal 
coffee mornings, where parents can come for 
chat and a cuppa, make new friends and build 
their confidence, and a weekly play group which 
the children love.

you can find details of your local parent carer 
forum on the Contact a Family website at  
www.cafamily.org.uk/parent-carer-forums

how to grow a parent 
carer forum
it can take time and hard work to increase the 
number of families involved in a local parent carer 
forum. a few of my top tips for doing this include:

1  make sure you have a ready supply of 
coffee and biscuits: we found the best 
way to attract parents to the forum was to set 
up coffee mornings in small local venues, like 
community halls. flyers advertising them 
were sent to parents on our database who 
were also asked to spread the word. 

2  keep meetings fun, flexible and 
sociable: parents told us that they wanted 
meetings to be as informal as possible – so 
that’s what we did! we make sure parents 
understand that we are flexible and term-
time only and that they can give as little or 
as much time as they like. 

3  local schools can be key: we sent flyers 
to local schools and set up ‘hubs’ of parents 
at each school to support each other and tell 
us their views. we met with all the special 
educational needs coordinators (Sencos) in 
the area. we have a team of parent 
volunteers who regularly attend meetings or 
work with schools to set them up. 

4  use social media: we have two facebook 
groups. our public one – where we 
advertise, inform, signpost and share news 
– is kept positive, with uplifting quotes and 
humour, which helps engage people to like 
and share. our closed facebook group is 
where we ask parent carers questions and 
get their views. people tell us that our mix of 
news and inspirational quotes really helps 
you feel there are people in the forum who 
understand.

5  celebrate everyone’s achievements: 
Last christmas we held a celebration brunch 
and awards ceremony. it was great to stop 
and celebrate rather than simply going on to 
the next problem to be solved. george 
clooney and Brad pitt attended (well, 
cardboard cut-outs of them anyway!) but as 
always, our volunteers were the stars of the 
show!

Listen to Leonie and Sue, our parent participation 
adviser for the South West region and Berkshire, talk 
about how their forum has increased its capacity and 
encouraged active members via this webinar link 
www.cafamily.org.uk/pcp/resources
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leonie and steve, happy 40th birthday!
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f irst, i don’t see myself as a 
champion, but a loving mother 
who is passionate and proactive 

in raising my child. my belief that my 
daughter has the right to live like 
every other child is my drive to work 
harder and keep looking for ways to 
enable her fulfil her potential. 
 i moved to the uK from morocco 
in January 2008 to be with my 
husband. i couldn’t speak english, and 
had no family or friends in the uK. my 
daughter was born in august that year. 
By the time she was one, she wasn’t 
showing normal baby behaviour, so i 
found a ‘chatter box’ group in the 
children’s centre i used to go to. They 
referred her to the child development 
centre. i got an appointment in June 
2010, and was told immediately that 
she’s autistic and has severe learning 
difficulties.
 her dad reacted negatively to her 
diagnosis. worse, his brother lived 
with us at the time, so i wasn’t 
allowed to cry, because her dad didn’t 
want him to know – or anyone else. i 
was blamed for everything. i started to 
go out and look for possible help 
anywhere, but the situation at home 
was escalating,, and in february 2012 
i fled from violence to a refuge.

finding my feet 
The journey wasn’t smooth, between 
court hearings, appointments and no 
childcare, and being a stranger with 
no British passport. i had to still be 
positive and find happiness. my 
daughter was completely silent at that 
time, all she did was scream, she still 
used nappies and a buggy. The first 

refuge was busy, unfriendly and the 
ladies couldn’t understand my 
daughter’s situation. The schools 
didn’t want to have her. i was alone 
most of the time, and i used to look 
for families of verbal autistic girls – 
which aren’t many – just to listen to 
them and find how my daughter’s 
voice could sound. without many 
charities, i wouldn’t be here... maybe i 
would have killed myself.
  finally, i managed to find room in 
the greenwich refuge, and my life 
started from there. i got a house in 
april 2013 and my daughter started 
school a few months later. The school 
is great, she started to say “mummy,” 
and a year later stopped the buggy 
and gradually reduced the nappies.  

 it’s important for parents of 
disabled children to get together to 
help each other – no one can know 
everything. we need to battle to make 
the world understand that making a 
place disability-friendly doesn’t only 
mean having a ramp for a wheelchair 
user! and not every autistic child is 
albert einstein! more than that we 
need to build a system with the right 
support for our children. my daughter’s 
world is still undiscovered for me, so 
meeting families dealing with autism 

in girls is vital to me. i’m looking for 
answers to questions like: would my 
daughter understand that she is a girl? 
would she behave like one? will she 
ever understand what mother’s Day 
is? Some of the best help i’ve ever 
received has been from fellow 
parents, who have been very honest 
with me. The best advice i was given? 
hard – all of them! But i’ll pick one –
don’t try to change your daughter , 
accept her as she is!

give unto others...
when i interact with other mothers,  
i see myself in every woman who’s 
struggling with the english language.  
i see myself in every woman going 
through a violent relationship, or those 

who are isolated and insecure. for 
these reasons becoming a parent 
champion seemed the perfect way i 
could give back to the community and 
support other parents as i have been 
supported.
 it’s hard when you are a young 
muslim woman, a single parent, and 
without hijab... my impulse is driven 
by gratitude to every parent or person 
i’ve met who shared not only their 
experience and advice, but who have 
been a great inspiration. 

 Some of the best help I’ve ever received 
has been from fellow parents... meeting 
families dealing with autism in girls is vital to me 

   
 

    F
ree 

together 
    we 
  stand

Aicha fled from violence with her daughter, 
who has autism, and joined our team of parent 
champions – all parents of disabled children 
who volunteer to tell other parents about help 
available. She tells her harrowing story here
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understanding 
your child’s 
behaviour

This guide is for parents 
who are worried about 
their child’s behaviour. your 
child may be beginning to 
develop some behaviour 
that challenges you, or 
may already have 
behaviour that challenges. 
We look at:

 ● why children behave in 
different ways? 
 ● behaviour as a form of 
communication 
 ● setting the scene for 
good behaviour 
 ● recognising triggers and 
finding strategies
 ● who can help and much 
more.

feeding and 
eating

if a child refuses food or 
has difficulty with eating, it 
can leave parents feeling 
very anxious, helpless and 
frustrated. A disabled child 
can have  difficulty feeding 
for several reasons. 
Perseverance and 
patience can often be 
needed so mealtimes do 
not become a battle 
ground. Our short guide, 
written with the The Royal 
College of Paediatricians 
and Child Health, lists 
some of the possible 
causes of problems, plus 
hints and tips around 
mealtimes and where to 
go for help.

potty and toilet 
training 
 
if your child has a 
physical or learning 
disability they may not be 
ready to start learning to 
use the potty or toilet 
until they are older. They 
may also need longer to 
learn to use it. Our guide 
for parents explains what 
we mean by toilet 
training and when you 
should start. it also has 
information for parents of 
children who find it hard 
to communicate and 
what to do if your child 
takes longer to learn to 
use the toilet, plus useful 
contacts.

helping your 
child sleep
 
A child that doesn’t sleep 
well affects the whole 
family. Exhaustion kicks 
in, you can’t think clearly 
and brothers and sisters 
are also affected. Many 
parents say they feel 
caught in a vicious cycle 
struggling to cope – if 
you’re experiencing 
difficulties, you’re not 
alone. There are many 
reasons disabled children 
have difficulties with 
sleep, and there are 
different strategies and 
approaches to helping 
children sleep you can try. 
Our guide is packed with 
information and tips from 
parents and experts.

resources for  
you and your family 
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Online:
http://www.cafamily.org.uk
http://www.makingcontact.org

This leaflet is available from Contact a
Family, translated in various languages.

Registered Office: 209-211 City Road, 
London EC1V 1JN
Registered Charity Number: 284912
Company limited by guarantee
Registered in England and Wales No. 1633333
VAT Registration No. GB 749 3846 82

Although great care has been taken in the
compilation and preparation of this information
booklet to ensure accuracy, Contact a Family
cannot take any responsibility for any errors
or omissions.

This leaflet has been
produced as part
of the Parents and
Paediatricians Together
project and funded by
the Big Lottery Fund. 

Telephone interpreter
service
You can telephone Contact a Family
and access qualified interpreters in
over 100 languages who can assist
in providing information. 

To use this service:

• telephone Contact a Family on
0808 808 3555

• give them your telephone number
• tell them which language you need
• if you can, let them know in English

what type of help you are looking for 
• within a few minutes someone will

ring you back with an interpreter to
assist your call. 

Potty/toilet training 
Information for parents of disabled children in England,  
Northern Ireland, Scotland and Wales

Behaviour

We have a range of guides to help with your child’s behaviour

  All our publications are free to family members who call our helpline 0808 808 3555 
They are free to download from www.cafamily.org.uk/publicationslist

Helping your child’s sleep 
Information for parents of disabled children in England,  
Northern Ireland, Scotland and Wales

Behaviour

   
 

    F
ree 



how time flies – Saskia is now 17!
 i had downsized and moved due to the 
bedroom tax, and the next hurdle was getting 

Saskia’s personal independence payment. i gave 
them loads of information, but they still sent out an 
assessor. The assessor said she didn’t know why they 
had sent her out as there was definitely enough 
information on the form. To cut a long story short, 
Saskia became excited that we had a visitor and 
pinned me to the floor. The assessor turned round 
and said she had seen enough and promptly left! 
within two weeks i received a letter saying that 
Saskia had got the highest rate and the car.
 December 5 i had a phone call. hurricane 
Desmond had happened and my flat was under 4ft 
of water. Because i was on the ground floor i had 

lost everything: white goods, furniture, clothes, shoes, 
designer dresses, paper work, passport, birth 
certificates and marriage and divorce certificates. 
Years of Saskia’s documents. 47 years of life. at least 
i still had my children alive and well and i still had my 
car! 
 i went in to clear out the property the next day. 
Total devastation, everywhere was dark and dingy 
and the smell was just horrendous. The fridge had 
been upended and had nearly blocked the kitchen 
door, the couch had been lifted and the cabinet that 
had housed all my photos had fallen over too, 
destroying almost everything inside. i had no idea 
where to start, so my friends put out an appeal for 
help and strangers turned up – it was amazing the 
help that was offered. people were so generous and 

swept away
Rachael and her daughter Saskia were overwhelmed by help from strangers when 47 years 
of life in their flat was destroyed by Hurricane Desmond. Read their inspiring story here

feature

Skye and me Skye, 17, and Saskia on her 16th 

Terry, my boyfriend, 
and Saskia

Saskia and me, Saskia with 
a chocolatey smile

The flood
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 I had no idea where to 
start, so my friends put 
out an appeal for help 
and strangers turned up 
- it was amazing the help 
that was offered. 

kind, especially my local support groups. a kind 
photographer dried out my photos for me and 
managed to save some – i cried whilst sifting 
through them! i couldn’t even afford the insurance 
and thought that because flood defences were in 
place that they would hold. i ignored that little 
voice in my head telling me otherwise.
 i lived in a hotel for six weeks while Saskia 
stayed with carers. on christmas eve we were 
offered an apartment at gosforth hall. it was hard 
work as Saskia often flooded the bathroom and 
there wasn’t a cooker. for those weeks i was 
literally storing things in hotels, in my car and in my 
mate’s garage! 
 in January we were given temporary 
accommodation eight miles from cockermouth in a 
two bedroom bungalow. The neighbours are lovely, 
but the place is way too quiet, too small and too far 
away from amenities – but hey, i have a home! it is 
isolating, but i still have my car and wonderful 
friends who have supported me throughout. i am   
liaising with the powers that be to make sure that 
the flat is flood resilient when we move back. 
“going back?” you shout? Yes, because it’s the best 

place for Saskia and the community spirit is 
awesome. The local hotel loves Saskia as we 
recently had to stay there for a few days. i volunteer 
now with some of the very people that helped me, 
the eden flood volunteers. They recently won an 
award, and quite rightly so! oh, and there is 
fabulous news: my son’s wife gave birth to twin 
girls, and they are thriving! 

feature

Saskia dancing and 
looking like an angel!

Terry, my boyfriend, 
and Saskia

Hannah, my second child, and 
her children at the beach

Skye and Saskia trying to 
stick their tongues out 
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better for   
 a break

Getting away with a 
disabled child can be 
a challenge, but if you 
can get organised and 
access funding it’s well 
worth the effort. Here 
Elizabeth shares her 
holiday adventures 
with her son, Happy

feature
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 Happy loves Thomas the Tank 
Engine, and seeing it live was his 
greatest experience ever. 

i n this short story, i would like to share with you 
three of our numerous holidays where i have 
accompanied happy. a seven day holiday to 

crete and four nights’ holiday in York were funded 
by family fund, and a three night break at Kielder 
was funded by the local authority in conjunction 
with the carers association.                               

crete
The seven night holiday in crete was the most 
enjoyable time we have ever had. we planned to 
take the holiday in may, which is the beginning of 
the island’s summer season. a wonderful lady at 
Thomas cook booked us on an ‘all inclusive’ tickets 
for two which cost us £495.00. 
 what worked well for us is that Thomas cook 
provides buses to take tourists from the airport to 
the hotel, and staff who are very helpful while you 
are on the island. The island is rich with a vast array 
of blue beaches and great warm weather, as seen 
in the pictures. The hotel room was clean and 
facing the pool and happy enjoyed swimming every 
day. 

york
planning to visit York was easy as we did everything 
on the computer using a Travel by inspire money 
card provided by family fund. Just like most people, 
we both loved the experience and freedom of 
staying in a private house. The holiday home was 
clean and well equipped and suited our budget. 
The house was located closer to the York city walls, 
York railway museum and the cathedral and 
metropolitical church of St peter in York.  
 we began by touring the walls, and later spent 
most of our first day at the railway displays. happy 
loves Thomas the Tank engine, and seeing it live 
was his greatest experience ever. naturally, he loves 
all trains and he enjoyed watching both massive 
and small trains. we also visited the cathedral and 
attended a church service. we forgot the ipad 
charger and we could not take more photos. next 
time we will have to make sure we have do not 
leave chargers behind. 

kielder
planning and making a booking at Kielder was not a 
problem as we had been allocated days by the local 
authority, therefore we were not involved in 
planning the date. we were not comfortable with 
the dates allocated, which fell in march. But, to our 
surprise, it turned out to be warm and sunny. happy 
enjoyed a number of outdoor activities including 
crossing the bridge on a rope. 

holiday advice for parents 
all the above-mentioned holidays, and a number of 
others we have enjoyed over the years need a lot 
of research, especially for wheelchair users. our son 
happy uses a wheelchair because of his heart 
condition, which causes him to get tired quicker, 
and the first thing we look for in a holiday is 
accessibility. when flying, we make sure we request 
a seat which is near the window, because he likes 
looking outside if we fly during the day. Because he 
is autistic, he also likes his space and we also 
request a seat that gives him space to stretch his 
feet, and also easily accessible when he wants to 
use the bathroom. we also ask for a special diet as 
there are certain foods he doesn’t like. 

Family Fund is the UK’s 
largest grant-giving charity 
for families raising disabled 
or seriously ill children. 
They provide grants for 
a wide range of items, 
including family breaks. To 
find out if you might qualify 

for a grant or to discuss your situation please  
contact them. See the ‘How to Apply’ pages at 
www.familyfund.org.uk 

feature
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my son’s behaviour has often 
challenged me. But over time 
i’ve learnt that his behaviours 

are a like a friendship. They come for 
a reason and can last a season – or a 
lifetime!  
 with no speech, he communicates 
through actions. and although the 
majority of people’s communication is 
made up of non-verbal things like 
body language and tone of voice, my 
son can’t use these. what he does 
have, though, are his behaviours. 
 while many might describe this as 
‘challenging’, i can honestly say the 
only ‘challenging’ bit was trying to get 
services to support me with the 
expertise i didn’t have.

who can help me? 
with his hair pulling or dropping to the 
floor? raspberry blowing? please? 
anyone?

i found out about a free workshop to 
help carers develop ‘diversion, 
diffusion and de-escalation skills’. Two 
tactics i learned changed my life:

1 hair pulling (my seasonal 
friend!). Simply peel away the 
little finger of the offending hand. 

This was my son’s way of telling us he 
wanted someone else’s food when 
he’d finished his. we sorted it by first 
giving him a small portion, then 
seconds (and sometimes thirds). 
identifying the trigger and knowing 
how to prise his hand away helped us 
manage it.

2 Dropping to the floor (a friend 
for life!). Stand behind the 
person on the floor and simply 

cup their elbows and nudge upwards. 
he drops to the floor when he 
doesn’t want to go out or come in. 

 The incessant day and night 
raspberry blowing caused us most 
difficulty. was he under-stimulated? 
perhaps he was in pain. i asked for a 
home assessment. a behavioural 
team couldn’t help. an overnight carer 
would cost too much. how much is 
too much before we have a mental 
breakdown? 
 after five years of this, an 
independent reviewing officer 
suggested a residential school and, as 
an act of desperation, i saw no other 
solution. 

if only i knew then what i 
know now…
Sadly i didn’t. But perhaps i can help 
others.

 ● Don’t get caught in the trap of 
describing your child through their 
condition. ‘he’s autistic’. no he’s not. 

he has autism and it’s part of the 
person he is. 
 ● always make time for you. without 
my weekly yoga sessions, i dread to 
think how my body would have 
coped with all the lifting and 
handling i’ve had to do!
 ● use your support networks to hunt 
down information. Look out for 
training. Share what you learn. Lots 
of great resources exist but they 
won’t just land on your doorstep. 
Buy yourself a folder for all the 
‘stuff’ you discover.
 ● You can’t know what you don’t 
know. Turns out his raspberry 
blowing was feeding his ‘gustatory 
oral needs.’ now i know this, i love 
his raspberry blowing! if you’re told 
your child has a sensory need or 
sensory disorder – or whatever the 
buzz word is – explore what this 
actually means.  

 There’s an old adage that says you 
can’t fit a square peg into a round 
hole. This is so true for our children.  
Step into their shoes and make their 
world your world too.

 The National Autistic Society has 
great information about understanding 
sensory needs: www.autism.org.uk/
about/behaviour/sensory-world.aspx  

 The Challenging Behaviour 
Foundation supports families with 
children who have severe learning 
disabilities whose behaviour challenges. 
www.challengingbehaviour.org.uk

making friends 
with ‘challenging’ 
behaviour
Adele Meader tells us how understanding her 22 year old son’s 
behaviour has helped her family make his world theirs too

christopher’s birthday outing

cheering the london marathon
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confused about 
education in 
england? 
Jill Davies and Carmel McDermott from our Education 
Advice Service answer some common questions

 Education

i t’s nearly two years since the children and 
families act came into force in england, bringing 
about the biggest change to the Sen system in 

30 years. our education helpline advisers continue 
to answer many enquiries from families wanting to 
know about a system which is still new and 
sometimes confusing. 
 many queries are from parents whose children 
still have statements under the ‘old’ law and have 
not yet transferred over to the new system. Below 
we answer some of the most common questions 
we are asked:

What’s the difference between a 
statement and an Education, Health and 
Care (EHC) plan?
Like a statement, the ehc plan is a legal document 
describing your child’s special educational needs 
and the extra help (special educational provision) 
which will be given to them. The ehc plan has 
sections covering health and social care needs. it is 
more ‘person centred’ than the statement, as it 
describes what you and your child want for their 
life, and what the extra help will enable them to 
achieve.

I ’m happy with everything in my child’s 
statement – do we have to change to 
an EHC Plan? 
all statements will end by april 2018, and so your 
child will be transferred at some point. it’s 
understandable that you are worried about letting 
go of a ‘good’ statement – especially if it took a 
long time to get. however, if your child’s special 
educational needs have not changed they will 
continue to receive the same help and support 
through the ehc plan.  

Information from my child’s statement 
has just been copied into the new EHC 
plan – is this right?   
no – there should be no shortcuts. The transfer 
process must involve an ehc needs assessment. 

This includes looking in detail at all the existing 
information about your child, seeking new advice 
from professionals and inviting you and your child 
to a meeting to contribute to the review.

The transfer process is taking a really 
long time – how long should it take?
it’s a legal process, and there are timescales and 
deadlines. The local authority must write to you at 
least two weeks before the transfer review starts. 
from that point until the issue of the final plan must 
take no more than 20 weeks.  

Will my child definitely get an EHC plan 
at the end of the process?
The local authority may refuse to issue an ehc plan 
if, for example, they think that your child has made 
enough progress, or they believe that a school or 
college can give them the help they need without 
additional funding. if your local authority decide not 
to issue an ehc plan they must write to you with 
reasons. You can appeal this decision.

My child is already at college, will they 
be transferred to an EHC plan? 
Young people who are already getting support in 
further education will not automatically transfer to 
the new system. You, or someone from the college, 
must start the process by making a formal request 
to the local authority for an ehc needs assessment. 
Your child can make their own request if they want to.  

   if you have questions about this or anything  
else concerning your child’s education contact 
our freephone helpline and speak to one of  
our education specialists on 0808 808 3555 

 We also have a range of factsheets on our website 
explaining the new system in England at  
www.cafamily.org.uk/the-sen-process
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SOMERSET

Chill ‘n’ Spin Ilchester
Bev runs ‘chill ‘n’ Spill’, a group for 
parents and carers of children with 
additional needs of any age. come 
along for coffee, tea and cake. meets 
9.30–11.30am every friday morning 
at the Tall Trees community centre.
01935 840 562

Rising Stars Bridgwater
weekly stay and play group for 0–5 
year olds with additional needs. ‘Safe 
haven’ where parents can have a 
coffee, learn about strategies and 
break the feelings of isolation. meets 
every monday term-time 1–2.30pm. 
www.bridgwaterparentsupportgroup.
com 

Finding Your Way Chard
Jos, irina, and Sue welcome all 
parents, carers and family members 
and professionals. meets 10am 
–12pm first wednesday of the month 
(term-time only). everyone who joins 
Somerset parent carer forum get a 
first hot drink free at every group. You 
can register on the day or online. 
01460 68500 or kerry.leydon.
spcf@outlook.com 

Finding Your Way Yeovil 
claire runs this group at ‘The hub’. 
meets during 10:00am–12:00pm on 
every second friday of the month.
01278 699 397 or Help@
SomersetParentCarerForum.org.uk

Finding Your Way Wells 
all parents, carers and family 
members and professionals are 
welcome. meet every first Thursday 
7:30–9:30pm. Bring along 
homemade delights or nibbles!
Help@SomersetParentCarerForum.
org.uk

Finding Your Way 
Wincanton   
Kerry runs this group (with coffee and 
cake!) for parent carers who have a 
child with any additional need. meets 
10am–12pm on the third friday of 
the month, during term time.
01963 31842

WALES

Serennu Centre Support Groups
Various support groups are available 
in newport and surrounding areas:  

Your Voice
for parents to share knowledge and 
support each other.
jenny.brenton-davies@wwutilities.
co.uk 

T:21 Dragons
Support group for parents of children 
with Down syndrome.
Fran 01633 748 013  
Frances2708@gmail.com 

Parents for change
Support and campaigning group for 
parents and carers.   
Lisa.collins10@ntlworld.com

Newport Autism Support 
Group
for parents/carers/grandparents in 
newport whose children have an 
autistic spectrum disorder.   
Hilary Leadbetter 07899 906 344 
nasgmembers@gmail.com 

SMILE Coffee mornings
for parents and carers of a child living 
in South east wales with an additional 
need.
Sue Williams 
smilecoffeemornings@yahoo.co.uk 

Hands up for Down’s 
for families who have children with 
Down syndrome in the Swansea and 
surrounding areas. meet every second 
Sunday of the month at 1–4pm in 
Swansea central Library.
07930 263 301  
www.handsupfordowns.weebly.com

NORTH EAST

Hemichat  
Local group offers peer support and 
opportunities to meet through leisure 
activities.
www.hemichat.org or www.
facebook.com/hemichat

groups new to our network 

network news

parent support groups are a great way to meet 
other parents for practical and emotional support. 
most local support groups are set up and run by parents 
and carers of children with additional needs. 
groups generally offer friendship, activities such as a 
crèche for siblings or family days out, information and 
advice and much more. 
use our website to find your local support group: 

 www.cafamily.org.uk/supportgroups
To find out more contact our Local groups manager: 

 adele.meader@cafamily.org.uk
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Tea Time Club 
relaxed and welcoming group to chat, 
share and receive advice and support. 
children welcome. meets at newton 
aycliffe one point children’s centre 
on the last wednesday of every 
month from 2–5pm.
03000 263 666  
rabindra.singh@durham.gov.uk 
 
Rollercoaster 
runs on the third wednesday of the 
month at the acley centre, for parents 
supporting a child or young person 
with a mental health issue.
07415 380 040 or  
wendy@success.coop 

Meet, Talk, Play 
for parent carers with activities on 
offer for children and young people of 
school age with additional needs. 
every Thursday at The memorial hall, 
Longframlington, morpeth from 
6–8pm 
01665 570 888  
kmgpost@hotmail.co.uk

LD: North East Early 
Years Support Group
activities and groups for pre-school 
children and their families. contact 
them to find out meeting dates.
0191 262 2261   www.ldne.org.uk

ESSEX

Dyslexia Support Group 
for parents of children affected by 
dyslexia and co-occuring difficulties. 
monthly meetings at St michael’s 
church hall in Braintree with free 
resources and sometimes a guest 
speaker.
0751 3348 600   www.edsg.co.uk

NORTH WEST

St Helens Independent 
Support (SHIPS)   
1:1 visits to parents in the comfort of 
their own homes, and can attend 

meetings at school/La with parents as 
support.
ships2015@outlook.com.
 
CUMBRIA

Kendal Family Drop-in 
Centre   
Training days, regular drop-in to meet 
other parents Thursdays at 10am, 
help with forms.
07795 346 632  
shirley-gilpin@sky.com

STAFFORDSHIRE

In It Together Tamworth
monthly drop-in’s with activities for 
children. 2nd wednesday of the 
month at St pauls church, coleshill 
Street, frazeley from 9–11am and 3rd 
Tuesday at Sure Start children’s 
centre, hawsworth, glascote from 
10am–12pm.
inittogether.tamworth@gmail.com 
www.in-it-together.weebly.com

SNUG (Special Needs 
United Grandparents) 
help and advice for grandparents. 
meet up term time once a month, for 
tea/coffee and chat and talks from 
professionals. 
07471 178 128  
snugstaffs@gmail.com 

LONDON AND HOME COUNTIES

Centre for ADHD and 
Autism Support
Support individuals with aDhD or 
autism and their families. information, 
training, practical help and support in 
harrow, hillingdon, ealing and Brent 
and parts of hertfordshire.
0208 429 1552 www.
adhdandautism.org

SUFFOLK

Little Kingfishers Play 
Centre
Soft play centre that offers sessions 

exclusively for children with a disability 
or learning difficulty and their siblings. 
held on the first Thursday of the 
month from 4.30–6.30pm in 
Sudbury. pre-booking is essential.
Tel 01787 375 656  
www.littlekingfishers.co.uk

WEST SUSSEX 

Autism Support Crawley 
we meet to share information, advice 
and support in a relaxed, informal 
environment at Broadfield children’s 
centre on the first Thursday of each 
month from 7.30–9.15pm. 
professional speakers at some 
meetings.
For exact dates and more 
information see www.
autismsupportcrawley.co.uk or call 
07596737741. 

NORFOLK

Slice of Advice Martham 
and Great Yarmouth 
Support groups with regular guest 
speakers for parents and carers of 
children with an autistic spectrum 
condition or aDhD. no diagnosis 
needed. come and chat with other 
parents every Tuesday 9.30–11.30am 
at Trinity Sure Start children’s centre 
at martham primary School, or on 
wednesday gt Yarmouth Library, 
between 10.00am–1.00pm.
07773116515 sliceofadvice@
hotmail.com  

groups new to our network 

network news
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     need advice?
Call our freephone helpline, a ‘one-stop-shop’ 
for advice and information on any aspect of 
caring for a disabled child.

 0808 808 3555
open monday to friday, 9.30am–5pm

 helpline@cafamily.org.uk 

  020 7608 8700
 info@cafamily.org.uk
  www.cafamily.org.uk

 www.facebook.com/contactafamily
  www.twitter.com/contactafamily
 www.youtube.com/cafamily

our education advisers can help you with
 ● early years  
and preschool
 ●  getting extra  
help in school
 ●   statements and  
EHC plans

 ● bullying
 ● exclusion
 ● transport
 ● support for  
medical needs
 ● education after 16.

our general advisers can help you with
 ● benefits or tax  
credits issues
 ●  details of local and 
national support groups
 ●  information about your 
child’s condition

 ●   how to get help with 
getting a break
 ●  details of grant-giving 
charities
 ●   any other aspect of caring 
for a disabled child.

Running the Marathon for 
Contact a Family is my  
way of thanking them for  
supporting Shola and me.

Help us support more families – you  
can fundraise by doing almost anything! 

call us today on 020 7608 8786  
or email fundraising@cafamily.org.uk

 I always 
come back to 
the helpline for 
advice. People 
take their time 

to support  
me. 


