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This resource for parents is brought to you by I CAN (the children’s communication charity) and 
Contact (for families with disabled children).  We are pleased to include many quotes from 

parents who have given a useful insight into their experiences. For more information from I CAN 
or Contact, visit www.ican.org.uk and www.contact.org.uk.

Welcome to our world of 
disability
                        Each one of us comes to the  
            world of disability with a    
            different perspective.  As    
            well as being parents, some  
            of us may be siblings of    
someone with a disability, or we may have an 
impairment ourselves.  Some of us may already 
bebe working in the field of health, education or 
social care and have experience of children with 
special educational needs and disability.  

There is plenty of help and support out there for 
anyone on the journey, including local support 
groups, social media, and excellent charity 
helplines.  Parents often say that the biggest 
source of information is from other parents who 
have trodden the path before. 

The experience of many of our families and 
children with disabilities is that the children are 
doubly excluded because: 
       a) they are children and 
              b) they have a disability.  

This can mean that, as parents, we are often 
required to work hard, not only to understand 
our own children, but also to help others to 
understand them. This can have an impact on 
the relationship between us and our children 
(and other members of the family) and on the 

wider family’s aspirations for our children and 
our children’s aspirations for themselves.

As one paAs one parent put it ‘It’s a long and sometimes 
arduous road, but many of us are travelling on it 
and are here to help if we can.’ This parent also 
added ‘Finding your way through this all takes 
time…. but there’s no rush and for those of us 
who have waited so long to have connection with 
our loved ones, there’s nothing more important.  
So slSo slow down and celebrate the tiny steps of 
progress.  Each one counts.’ 

Our children’s most 
important communication 
partners
          Our children will have many    
          communication partners, but   
          none are as important as the 
          primary carer – ourselves.  We   
          have grown to know our 
                    children’s communication as it 
has developed from infancy. We can begin at the 
very early stage of recognising how our children 
communicate.  Once this happens, we open up a 
world of possibilities for us and our children. 

Our children’s methods of communication will 
not stay the same throughout their lives.  
BeBecoming tuned into our children is really 
important, whatever stage they are at. 
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Recognising the range of communication that 
our children may use is a first step.  This relates 
to understanding why our children 
communicate and what they are trying to 
express.

Our children may communicate through: 
- Touch (gentle or more forceful)
- Ge- Gestures
- Eye contact 
- Symbols / pictures
- Vocal volume
- Spoken words or sentences
- Body language 
- Sounds
- - Facial expressions
- Proximity / distance.

One parent told us how their daughter 
communicates with the family: 
‘Touch (gentle or more forceful) - she pulls me 
toward her when she needs me; 
EEye contact - she will look at a picture she likes 
and then back at me, it's like she's saying ‘Hey 
Mummy, look at this’;
Facial expression - her face says it all.’

Our children will find all sorts of creative ways 
to communicate with us to:
- Protest
- Ask que- Ask questions
- Show
- Reject
- Comment
- Express emotions 
- Tell a story
- Label
- Bid - Bid farewell
- Greet
- Show pain
- Respond to questions
- Request.

A paA parent commented ‘[It’s the] basics to start 
with, then building on that.  I learnt every twitch, 
every type of smile and the movements he made 
to let his needs be known.  I studied him and it

took some energy, but, in a short space of time, I 
learnt so much and I used my body language to 
teach him about me.  Now we flow even though 
he speaks so much better and can use verbal 
language. It's just this language we have between 
us and I really love that.’ 

Recognising and using all 
asaspects of communication 
            An early stage in 
            communication (which is   
            one that different adults are  
            more or less skilled at) is 
                        listening.  Being attentive to  
            our children, watching and  
            interpreting are all part of 
this early stage. Children’s communication may 
hardly be noticeable to other people – a shift in 
where they are looking, a change in their 
pposture or different vocalisations which mean 
different things. Families tell us that, no matter 
how our children are developing, it helps to 
understand what our children mean and to 
recognise their attempts to communicate. 

A paA parent told us ‘Both my daughter and I read 
each other’s non-verbal communication and we 
can have a conversation together with a mixture 
of BSL [British Sign Language], facial 
expressions, communication aid and spoken 
English English from me, and gestures.  There have been 
times when I have thought at meetings that the 
professionals watching must think it is some sort 
of magical communication.  And it is!   I am 
always watching her body movements, and her 
face for how she feels.’

WhenWhen we recognise how our children are already 
communicating, we can reward and encourage 
their early skills by ensuring that their 
communication is responded to.  We might 
bring towards them something that they are 
iinterested in, comment on what they appear to 
be looking at or gesturing towards.  Or we might 
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recognise things that interest or excite our 
children so that we know to do more of the 
same in the future.  

Meeting our children where 
they are 
            As parents, we are often 
                        focused on our child’s 
            emotional needs.  Just like   
            us, if a child is feeling angry,  
            frustrated, sad, 
                        over-excited, anxious etc.,   
            their communication skills 
may be more challenging for us to interpret.  It 
helps everyone understand one another when 
things are calmer. When we learn to recognise 
our children’s heightened emotional states, we 
can try to support them to become less anxious, 
or at or at least to recognise that communication is 
not easy in this state.

For example, how do we know when our 
children are in pain/ excited/ hungry/ needs the 
bathroom/ are relaxed? We probably are 
already doing this, sometimes without even 
realising it. Recognising and responding to our 
children’s emotional needs provides the base 
from which they can go forward and supports 
them to feel comfortable enough to learn and 
to keep on communicating. 

Supporting our chiSupporting our children’s emotional states is the 
most profound sort of conversation and will 
also aid our communication and relationships 
with our children.  It helps to develop stronger 
attachments, builds trust and closer emotional 
bonds, in turn also helping us to tune into our 
children more easily.

A uA useful way of recognising and responding to 
our children’s emotional states, as well as 
building on communication at its most 
fundamental level, is to use Intensive 
Interaction techniques (see final section). A

parent commented ‘We tried so hard at first to 
teach our son… with limited success…. Then [we 
used] Intensive Interaction and I went on a 
training course. It changed everything and 
instead of being frustrated at trying to 
communicate way above his level of 
undeunderstanding, we learnt to engage with him at 
his level and it was wonderful to see him so happy 
to respond.’

Dealing with 
misunderstandings
                      One of the key frustrations   
           (from our and our children’s   
           points of view) is when we are  
           unable to understand what   
           they are communicating to   
           us.  It can help if we voice the  
           responsibility that we have as 
lilisteners to understand what is being 
communicated to us.  Saying things like ‘I’m 
really sorry.  I’m not sure what you mean.  Can you 
show me?’ might be useful. Sometimes we might 
not be able to understand at the time and then, 
later on, things might ‘click’ and we work out 
what was being communicated.  

Try as we might, sometimes we may really 
struggle to understand our children and we may 
get it wrong.  It is all part of the journey and 
learning as we go along. 

One paOne parent commented ‘My advice would be “be 
patient” because fretting won’t speed things up.  
It never does.  And the cliché “Be happy with what 
you have.”  Being unhappy won’t change much, 
and nothing for the better.’

Recognising the effort that it takes for our 
chichildren to try and get their message across (and 
the effort that we are putting into trying to 
understand) is important.  Hopefully, this will 
also help us be kind to ourselves when there are 
strong feelings of frustration.  It may be that we 
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need to find some additional support to build up 
our resilience and support our mental health 
too. 

Level of understanding 
           In our role of giving 
                      information to our children, a  
           significant consideration is   
           their level of understanding   
           language.  Not being able to 
                      understand what is being said  
           can lead to frustration and a 
lack of knowledge about what is happening 
next, or what is going on around our children. 

Often, although not always, children 
underunderstand only one more word in sentences 
than they are using themselves.  This means 
that children who are not using any words may 
well only be understanding one key word in the 
sentences that they hear around them.  Or if 
they are using two to three word sentences, 
they will generally understand sentences of only 
oneone word longer ie. three to four words. 

This is a useful assumption to ensure that we 
are communicating in a way that is accessible to 
our children.  (For some children, their 
understanding of language is far in excess of 
their expressive language – a speech and 
language therapy assessment may help you to 
work out if this applies to your child.) One 
parent cautions ‘Whatever it takes and whatever 
works for you is the right way.’

How we communicate with our children (and 
how others do the same) makes a significant 
didifference to how much they understand.  These 
top tips help to think about how to help make 
sure our children understand what we’re saying:
     Say the child’s name first to make sure    
     that they are focusing on what is about to  
     be said.

     Use short, very specific sentences – for 
        example, ‘Jodie, tidy-up-time’, rather than 
        ‘let’s get all your toys and tidy them away, 
        because it’s nearly dinner time and then    
     after that we’ll get you ready for bed, Jodie’.
        Talk about what is happening here and    
     now, or about objects that children can    
     see in front of them.   
     Repeat the sentence to make sure that the  
     child understands.
        Reduce background noise that makes it    
       harder for children to concentrate on       
       what it is that they need to listen to. 
     Use additional visual clues such as 
     gesturing, a signing system such as 
     Makaton, pictures or symbols (depending  
       on the age and ability of the child), or 
        objects.   
     Note that children who struggle to 
     understand words may be particularly 
     focused on the speaker’s body language or  
       facial expression – so be aware of what    
       messages are being given alongside the    
       spoken words.

Making suMaking sure that how we communicate is 
aaccessible to our children is key to reducing 
some of the behaviours associated with the 
frustration of not understanding.  The following 
diagram shows this well: There is so much that 
goes on under the surface which we need to 
make sure that our children have access to. So 
often, the focus is on what a child is trying to 
communicacommunicate with us, rather than on finding 
ways to build the underlying skills for 
communication, which are required for 
expressive speech, behaviours and gestures.  
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Supporting communication 
skills to develop

                        As children are building    
            their communication skills,  
            indicated in the model     
            above, it is important that   
            we reinforce any attempt   
            that our children make to   
communicate. This might be through their body 
langualanguage, eye contact, choosing pictures or 
symbols, gestures, or through vocalisations and 
attempts at words.

We can reinforce and shape these attempts by 
responding to our children (as discussed above) 
and repeating back to them what we think they 
are trying to say.  When we do this, we can use 
additional cues such as signs and symbols.  This 
lets our children know that we understand what 
they are trying to communicate with us.  It also 
demondemonstrates the form of word, or sign that we 
are hoping our children will use and encourages 
them to attempt this the next time.

It is important that we share with other key 
adults what the different forms of 
communication might mean, for example with a 
one-page profile, or communication passport

Model A: the obvious and less obvious aspects of communication 

(see final section) .  It is important to remember 
that all behaviours are a form of 
communication, so understanding what is 
behind the behaviour is key.  One parent 
highlighted how ‘we need to be detectives!’ 
  
Supporting Supporting communication skills is an area that 
a speech and language therapist may be able to 
support us with.  Parents can get in touch with 
their local speech and language therapy 
department to raise concerns and see what 
support is available.

Remembering to have fun!

                        Just like all of us, we learn   
            more when we are having   
            fun.  Supporting a child     
            with a disability and dealing  
            with services to get the     
            right support for them can 
often feel like very hard work.  Making time to 
ststop and have fun will help us, as well as helping 
our children.

Children with a disability are children first and 
foremost: the disability is a part of them, and so 
is being a child. Most children love to play 
together with other children and with adults, 
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Expressive language (using 
words and sentences)  

Speech / gestures / 
behaviour
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so finding ways to engage with our children 
through imaginative play is important.  We 
could pretend our sofas are a boat, or pretend to 
eat items that are in pictures in a book or 
mamagazine. Getting outside with our children, 
when we can, will also help our mental health 
-playing with a ball in the garden or the park can 
be good fun whatever the weather! We may 
need to be a bit more creative in supporting play 
when children have physical disabilities, or 
multi-sensory impairments. Sense have a good 
guide 'making play incguide 'making play inclusive’ (see final section).

These play opportunities also provide a great 
chance to observe our children, to find out what 
they enjoy most and to reinforce their 
communication by using some of the tips above. 
 
One parent told us ‘We worked hard and you 
really don't know if it's going in but the joy for us 
has been when he has shared a memory from 
those years when he couldn't speak and I 
realised that it was going in!’

Focusing on the ability not 
the disability
                        How we feel about our 
            children and ourselves in a   
            disabling world impacts    
            how the people we meet on  
            our journey think and feel   
            about disability.

As parents, we are the role models for our 
chichildren.  The more positive we are, and the 
more that we understand that the barriers 
facing our children are the problem, rather than 
our children themselves, the more we will bring 
our children up to feel good and confident about 
who they are.

‘Rig‘Right from when my daughter was very young I 
knew that how I felt about her would impact how 
she felt about herself and how confident she 

would be when she grew up.  I know that all 
children need to have high self-esteem, but due to 
the barriers and inequalities, our children need to 
feel good about themselves, be confident in what 
they can do, know their rights and feel valued.’ 
says one parent.

It is so easy It is so easy to get bogged down with all the
professionals, the reports, the reviews, the 
assessments. A lot of what is said and what we 
read about our children is the negatives: ’they 
can’t do this, they can’t do that!’ plus the 
sseemingly never-ending labels placed on our 
children (and sometimes on us, as parents) can 
be heart breaking.

We want to see all our children grow up to feel 
positive, included, to have a strong sense of 
identity and feel loved. Changing the negative 
things we sometimes say into positive 
sstatements, telling our children how great they 
are, reassuring them that their emotions are 
natural, listening to them and building on the 
things that they like and enjoy doing will help 
them with their self-esteem.

A paA parent highlighted ‘Celebrate the small steps - 
what our children achieve can be extraordinary. 
Take some time to step back, enjoy making 
memories together, reading together, and having 
fun.’

Staying positive 
                        We get burdened with too   
            much to do, never enough   
            time in the day, we feel
            overworked, overwhelmed   
            and it feels hard, at times,   
            to stay positive.

EEnjoying our children is key to a happy life. It is 
also critical in how they feel about themselves. 
As our children grow up to be young adults, 
their confidence and self esteem is fundamental 
to how they live their lives as adults.  In a world 
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that is full of prejudice and discrimination it is 
important that our children feel good about 
who they are, that they feel included by those 
who love and respect them and that they feel a 
sense of equality and rights.

It is importaIt is important that we give our children lots of 
reassurance, acknowledgement of their feelings 
and any time that we feel we are saying 
something negative or critical (such as ‘don’t’, 
‘stop’, or ‘no’) that we try to think of four 
ppositives instead.  Sometimes we find that it is 
easier to pick up on the negatives rather than 
the positives, so focusing on the positives takes 
practice.  Praise goes a long way! Messages in a 
clear, calm and consistent way with a good 
steady tone of voice, a big smile and a big heart 
are vital for our children’s mental health and our 
relationshiprelationship with them.

Having our eyes on the 
future
            Prepare for a lifelong 
            journey.  Take each step at a  
            time. It can feel like a 
            marathon, so making sure   
            we look after ourselves and  
            having some ‘me time’ is    
            important.

Our disabled children need to have the same 
opportunities and experiences as others.  
Aiming for a future where our children will 
adadvocate for themselves and have their own 
‘voice’ is what we are working towards.  Having 
dreams and aspirations for our children, 
planning for their independence and their 
growing up is what we all want. 

All that we are doing now will lay the path for 
the years to come.

AAC 
            Augmentative and 
            Alternative Communication  
            (AAC) is a range of tools    
            and methods to help 
                        children and young people   
            who have a speech 
impairment, or who struggle with their speech, 
to have a voice.  It is there to help someone 
communicate in a wide range of ways that are 
not the spoken word and in as many different 
situations as possible.

This can be in all sorts This can be in all sorts of alternative ways, such 
as low-tech letter or picture boards, symbols to 
point at or high-tech devices such as electronic 
communication computer-type systems.  
Children can use the alternative systems in 
many ways, including switches, eye pointing, or 
finger pointing.

The earlier on that chiThe earlier on that children who have no speech 
(such as some with cerebral palsy, or autism) 
can find different ways to get their thoughts, 
feelings and messages across, the better.   
Recognising what our children are trying to tell 
us through their non-verbal communication 
(smile, gestures, facial expressions, body 
langualanguage, hand movements such as a yes or no) 
builds confidence, makes them feel they have 
been listened to and gives them 
acknowledgement that their voice is important.

AA young disabled and deaf person who uses an 
electronic communication aid says ‘I have a 
voice, I can tell how I feel, I can share my 
thoughts, I can tell you what I want to say.  One 
thing that is important to me is having different 
ways to communicate. Speaking is more than 
words, look at my body language, facial 
eexpressions and how I use my aid. You just need to 
listen.’

Other Ways of Speaking (see final section) is a 
useful resource about AAC, written for parents 
and families. 
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“We had the privilege of seeing a wonderful professor … when our son was 3 years old….the main 
thing she told us to do was to teach him to point. To be honest, I hadn't realized he couldn't or 
wasn't pointing! or that he wasn't making eye contact either because with us he did make eye 
ccontact.  So after the appointment, I made it my goal to teach him to point at things. I started by 
working out the things he loved and that was the seaside, so I got to work painting his bedroom 
with all things connected to the seaside, I hid some things behind curtains so that he had to look 
for them and every night before bed and every morning when he got up we would ask where is the 
starfish etc. and he would look for them.  With help he eventually started to point at things and 
then to talk”

“All modes of communication are used with the spoken word. We have now learnt that H 
understands simple instructions without any symbol support but using them, gives H [an] 
overview of the day ahead or as a countdown for seeing family.”

“Find a yes/no. So much can be communicated through simple questions, not just ‘are you 
hungry?’ type questions, but ‘is your brother a cheeky monkey?’, ‘do you like Harry Styles?’, ‘do you 
think we (Scotland) should be independent?’ Asking age appropriate questions to have meaningful 
interactions (and fun!). Once you have yes/no, there are many options available.”

“We need to teach our young people how to say ‘no’ from a very early age: We all have the right to 
say that we don’t want to do something, but a lot of the communication we teach those with little 
speech is to comply and compliance behaviour. My son massively struggles to say the word ‘no’ and 
express negatives.  This unfortunately leads to some very challenging behaviour. He has [been] with 
a fantastic team over the last year and has learned he can say he doesn’t want to do something, 
and now will warn people with a stop sign, that he adds a movement to, that emphasises he 
doesn’t want to do whatever.
IIt’s been massive breakthrough. My daughter also struggled with negatives and did much better 
with learning 'stop'.”

“An early approach which gave my daughter (during her childhood) focus and helped her 
concentrate on her ability not disability was to develop her body language and facial 
expressions. Her [speech and language therapist] produced photographs of those for her to have 
with her on her wheelchair. This, ultimately, has helped her live independently. That and ensuring 
her yes/no/maybe responses are known too. Ensuring that she makes her own choices is key (that 
is my ongoing role).”

“We had some big symbols up in both the kitchen and living room right at the start, a couple of 
simple messages like I want a drink, hungry, I want to play, I want my book. Useful for the user, but 
what it was really good for was introducing any visitors to the idea that the young person could 
communicate using his eyes and had things to say.”

Tips from other parents 
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Useful links
The charity 1Voice – Communicating Together organises events to bring disabled children who use 
communication aid devices together with other children and encourages all family members to take 
part.  They also work closely with young disabled adults who are role models and mentors for young 
children beginning their journey of alternative communication.   www.1voice.org

CCommunication Matters is a charity that works with professionals, disabled people who use AAC 
and parents.  www.communicationmatters.org.uk

https://mummyvsaac.blog/ provides lots of useful information from a mum with a daughter with 
complex communication needs 

 www.ican.org.uk – the children’s communication charity 

www.contact.org.uk – for families with disabled children

Centre for longitudinal studies – institute of Education (2018) SEN, school life and future 
aspiaspirations. www.cls.ucl.ac.uk/

Intensive Interaction - Integrated Treatment Services. https://tinyurl.com/nzy47z7u

Intensive Interaction - Fundamentals of Communication. www.intensiveinteraction.org/

Intensive Interaction - Using Body Language to Communicate. https://tinyurl.com/29j9hj

Information on communication passports. https://tinyurl.com/46wwuhj8

Play toolkits | Sense. www.sense.org.uk/get-support/support-for-children/play-toolkits/

www.communicationmatters.org.uk/app/uploads/2019/07/other_ways_of_speaking.pdf


