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Adjusting to the birth of your baby

The birth of your baby is a wonderful 
event – an event you have waited 
for with a mixture of excitement and 
happiness. Naturally, all parents hope 
and expect that their child will be 
perfectly formed. To you, particularly 
if you have never seen this condition 
before, your baby may look very 
different and part of you may feel this 
isn’t the child you expected. All sorts of 
feelings may arise and many thoughts 
race through your head, possibly most 
of all “why us?” You are not alone. All parents whose babies 
have this condition can feel like this and can find adjusting to 
the realisation that their baby is not “perfect” very difficult. 
These are all very normal reactions and are understood by all 
those people involved with your care and the care of your baby.

You may have lots of questions from the start, or these may 
take a while to become clear to you. You may find that the 
information given to you at and around the time of the birth 
of your baby is confusing and just too much. Don’t worry. We 
understand that this can be the case and will always be happy 
to discuss any of your questions when you feel ready. Please feel 
free to ask anything at any time if you have any questions or 
concerns. No questions are too small or unimportant. If you are 
not sure who to contact, you can call us on 0117 342 1177.

For many parents, the next most difficult stage can be 
explaining to other people, particularly if they feel confused 
and uncertain themselves. Take it slowly. We are here to help 
you find the right words and to help explain to your relatives 
and friends should you wish us to help. As soon as you and your 
relatives and friends understand about the cleft, and that your 
baby can be effectively treated, everyone will feel much happier 
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and you can start to relax and enjoy this special time.

If you would like to speak to someone about your feelings, or 
how to deal with other people’s reactions, you can telephone 
the specialist counsellor or psychologist. Details about their 
service are included in this booklet.

This pack contains lots of information for you. You may not feel 
you want to read it all now. There is no rush. You can keep this 
booklet and refer back to it at the right time for you.

As you learn more about cleft lip and palate and the services we 
provide, we understand there can be lots of new terminology to 
learn. We have included a glossary at the back of this booklet so 
you can check any medical terms that are unfamiliar to you. 
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Welcome to the cleft team

The South West cleft team look after children born with a cleft 
lip and/or cleft palate for most of the South West of England. 
It is part of the South Wales South West Managed Clinical 
Network for cleft lip and/or palate. The Managed Clinical 
Network includes the wider team of consultants, cleft nurses, 
speech therapists and psychologists across the South West who 
are all vital members of the care team.

As well as providing all care for the children in the Bristol area, 
the team works with colleagues in hospitals in Bath, Exeter, 
Gloucester, Plymouth, Taunton, Torbay and Truro. All children 
born with a cleft in these areas will have the first surgical repairs 
of the cleft carried out in Bristol.

Background Information

Cleft lip and palate

What is a cleft palate?

A cleft palate happens in a baby very early in the pregnancy. 
The palate forms the roof of the mouth. It consists of two parts: 
the hard palate towards the front, and the soft palate towards 
the back. The soft palate is made up of muscles which move and 
help with speech.

Many children born with a cleft palate develop good speech, 
but some children may need extra help with this. Some clefts 
only go part of the way through the palate while others may go 
all the way through the lip, gum and palate.
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How common are clefts?

In the UK, around one in 700 children are born with a cleft lip 
and/or cleft palate. Of these, about a quarter have a cleft lip 
only; in four out of ten, the cleft will be of the palate only; in 
the remainder, the cleft affects both the lip and the palate.

In most children we have no idea why a cleft happens, but 
sometimes it can be passed down in the family. It is unlikely that 
you will have any more children with a cleft, although if your 
family has a history of clefts the chances are higher. If you would 
like more information about the genetics of clefting, you can 
ask a member of the cleft team. We can also arrange to refer 
you to a genetic counsellor if you wish.

The journey ahead

When we meet you, we will outline the journey we will be 
sharing with you and your child over the years ahead.

It is very important to recognise that every child is an individual 
and will follow their own unique journey. Any dates can only 
be approximate. At any stage, please feel free to ask one of the 
Cleft Team “where have we got to?” or “what happens next?”

Following any clinic visits, we routinely send a letter to you 
and to your child’s GP summarising the consultation. If for any 
reason you do not wish to receive copies, please let us know. 
If we do not hear from you, we will send you copies. (Please 
note that such letters are not sent following ongoing treatment 
sessions, e.g. with a speech and language therapist.)

Also, please tell us at any time if more than one person has 
what the law calls ‘parental responsibility’, with the result 
that separate copies need to be sent to different addresses. 
Sometimes, these can be difficult situations, so we need to insist 
that such requests are made in writing.
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Growing up

Feeling valued, particularly as we are growing up, is an 
important aspect of our happiness and wellbeing. Our families 
are probably the most important factor in providing feelings of 
security and happiness.

If you have any worries about the way your child feels about 
themselves, and you don’t feel that your support alone is 
enough, please ask us to help. Part of the cleft service is 
psychosocial support: we have clinical psychologists and an 
outreach specialist/counsellor, who will meet with you and your 
child before their first operation and then at intervals until they 
are 20 years old to talk over these aspects. You can also ask for 
their support at any time if there are particular problems or 
concerns with school, friendships, treatment, coping with cleft-
related difficulties, development or worries about how you or 
your family will cope or adjust. Please contact a member of the 
psychosocial team if you have any concerns.

Further information about the psychosocial service is included in 
this booklet.
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Feeding your baby

An essential part of the cleft service is to work with the network 
of people involved in your baby’s care to support you in 
establishing a good feeding regime that gives baby what he or 
she needs and is acceptable to the family.

All babies spend most of their early weeks feeding and sleeping. 
As well as satisfying hunger and thirst, feeding is a time of social 
interaction when a baby is most alert and parents and babies 
begin to get to know each other.

Breast or bottle-feeding takes place by a 
sucking action where the lips surround the 
nipple or teat. The milk is pumped out by 
the thrusting action of the tongue and a 
negative pressure built up in the baby’s 
mouth by closing off the back of the nose 
with the soft palate. Babies with a cleft lip 
only do not usually have a problem with 
feeding, but some may find making a seal 
around the nipple or teat difficult. Babies with a cleft palate 
frequently have trouble getting enough intra-oral pressure for 
sucking because the cleft causes an air leak and therefore often 
require some assistance to feed effectively. The specialist team 
will provide you with help and equipment to help you feed your 
baby.

However you choose to feed your baby, spending time having 
skin to skin contact can be beneficial to you both. This will keep 
your baby warm and help to calm them, giving you time to 
bond together. If your baby is unable to breast feed and you 
would still like to use breast milk, we still encourage you to put 
baby to the breast to encourage lactation. Massaging the breast 
or using a breast pump will also help the flow of milk. Your 
midwife and the cleft specialist nurses will be able to give you 
more advice about this.
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Pre-natal diagnosis
A cleft palate, without cleft lip, is not usually diagnosed before 
birth. However if your baby’s cleft has been diagnosed before 
birth, a member of the cleft team will be in contact before your 
baby arrives to talk through the feeding problems that may 
occur and other issues which you may wish to discuss. They will 
be available to help and co-ordinate any feeding support your 
baby needs and will visit you soon after your baby is born.

At birth
When your baby is born, your maternity unit will contact us and 
you should receive a visit within 24 to 48 hrs from a member of 
your local cleft team. He or she will assess your baby’s feeding 
and offer support to you and the maternity staff to establish 
a feeding regime suitable for, and individual to, you and your 
baby. Your local cleft team will also follow you up at home and 
you can contact them directly for advice when you need to.

Equipment
There are many bottles and teats 
available to help with your baby’s 
feeding. In the South West we 
recommend the MAM soft bottle (in 
the centre of the picture), used with 
the MAM orthodontic teat (right) as 
the first choice bottle to use. In some 
instances the Haberman feeder (left) has been used for those 
babies experiencing problems using the soft bottle. You will be 
shown how to use these bottles.

One or two babies each year may need other ways of feeding 
and if this is necessary we will discuss these with you. 

You will be given a supply of bottles and teats by the cleft team.
Further supplies can be obtained from CLAPA - you will find 
details in the CLAPA section of this leaflet. The South West cleft 
team also has breast pumps that are available for you to use if 
you wish to express breast milk for your baby.
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Surgery for your baby’s cleft palate
You might find the beginning of the treatment for your baby’s 
cleft palate quite an anxious time, but the team does its very 
best to inform and reassure you along the way. One of our 
specialist cleft nurses will contact you before you come into 
hospital so that you can ask any questions, but you can also ring 
them at any time on 0117 342 1177.

General information about coming into hospital

The Bristol Royal Hospital for Children website has information 
about coming in to hospital (www.uhbristol.nhs.uk/bristol-royal-
hospital-for-children). You will be sent detailed information 
about what to bring, and the hospital services available, when 
you receive your letter with your admission date.

It is important to remember that when your child or baby is 
coming to hospital you may be feeling a little anxious. The ward 
staff have cared for many children with similar problems and 
can answer many of your questions and help you to resolve 
difficulties as they arise. Please feel free to contact the ward at 
any time. Staff will find someone with experience in cleft care 
for you to speak to.

If your child has to come back to hospital when he or she is 
older, it will be important to explain about hospitals and what 
to expect. There are several children’s books available about 
hospitals and they may be a useful introduction for your child.

Preparing for surgery
The extent of a cleft palate can vary from a split uvula (the 
dangly bit at the back of the palate) to a gap which extends 
along the roof of the mouth (hard and soft palate). The type of 
operation to repair the palate is determined by the extent of 
the cleft.
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The operation is performed when your baby is around six to 
nine months old. At pre-assessment or on day of admission your 
baby will be examined by the medical team. The paediatric 
anaesthetist and the cleft surgeon will see your baby before the 
operation.

Before the operation

Your baby has to be starved before the operation to ensure their 
stomach is empty: your baby may be given milk up to four hours 
before the operation, and given water up to two hours before. 
Your admission letter will advise you of the times.

What the operation involves

During the operation, the muscles in the soft palate, which are 
essential for speech, are joined together and the lining of the 
nose and mouth closed. Cuts which run just on the inside of the 
upper jaw may be required to help close the palate. These will 
have small packs of material placed in them to help them heal. 
There is a small risk that the roof of the mouth may not heal 
completely, leaving a hole (called a fistula) in the repair. This 
often closes by itself and does not cause any further problems, 
but sometimes food, e.g. chocolate, Weetabix, or drinks may 
occasionally come down the nose through the gap. Occasionally 
a further operation is needed later to close the fistula. Do 
contact the cleft team if this is a concern.

Your baby will be away from the ward for about three hours, 
returning to the ward when fully awake. Don’t worry if they 
seem to have been gone for a long time, the preparation and 
recovery stages add to the time your baby will be away. Do ask 
staff if you are worried.
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After the operation
•	 The stitches used are dissolvable and do not have to be 

removed.

•	 Local anaesthetic is given during the operation to reduce any 
pain or discomfort which your baby may have. To supplement 
this pain killers will be given after surgery.

•	 The nursing staff on the ward will help you to feed your 
baby after the operation, using your baby’s usual teat if your 
baby is bottle-fed. Solids will be reintroduced slowly after 
the operation. It will take two to three days for your baby to 
return to their normal feeding patterns.

•	 You will be seen in your local cleft lip and palate clinic after 
discharge to check that the palate has healed well.

Possible further operations in the future

In 15% of children the palate function is not adequate after 
repair (see the section on the development of speech). If this 
happens, your child may need a further operation when he 
or she is older to make sure that speech develops well. At 
the moment, we do not know why some children have these 
difficulties.

The cleft team will contact you at the appropriate time to 
decide whether any further surgery is needed. It is important to 
attend these appointments as your child grows older to ensure 
they receive the most appropriate treatment.
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Dental care for a child with a cleft palate

How does a cleft affect the teeth?
A cleft which includes the gum (alveolus) can 
produce a number of dental problems. Teeth 
may be missing or there may be extra teeth. 
Teeth can be abnormal in shape or in position. 
The teeth most commonly affected are those 
in the area of the cleft. Your child will be seen 
regularly by an orthodontist to ensure that 
they get the right treatment if there are any 
problems.

How does this affect dental care?
Your child’s teeth will tend to be slower than usual in coming 
through, so don’t worry if they seem late in arriving. Because 
children with clefts may have special problems related to 
missing, misshapen or poorly positioned teeth, all the teeth 
present are very precious. Keeping your child’s teeth and gums 
healthy is important from a very early age and will continue 
to be so. Children who have a cleft have teeth which are more 
likely to have decay, so extra care is needed to ensure healthy 
teeth and gums.

Orthodontic care
The orthodontist will arrange to treat any irregularities of your 
child’s teeth. Orthodontic treatment is usually carried out in two 
stages:

1. At the age of 7-10 years an orthodontic appliance may be 
needed on the upper teeth. This prepares the mouth for a 
bone graft which may be needed to fill the gap in the gum. A 
retainer may be used which will stay in place until the next stage 
of treatment begins. You will be given time when your child is 
older to talk about this procedure and ask questions.

2. When the permanent teeth have erupted, further treatment 
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is likely to be necessary to correct the position of the teeth. This 
usually involves the use of fixed braces with or without surgery 
to correct the position of the jaws.

Restorative dental care

Treatment may be necessary to improve the appearance of any 
unusually shaped teeth. If teeth are missing and the resulting 
space cannot be closed using braces, a bridge or denture or 
implant can often be used to fill the space.

Looking after your child’s teeth

When your child was born the first (primary) and second 
(permanent) teeth were already beginning to form under the 
gum. The first teeth will start to appear from about six months. 
It will take a further two years for all the primary teeth to come 
through. The first permanent teeth usually appear at about six 
years. Over the next five years each of the primary teeth will be 
replaced in turn, by a permanent tooth.

There is much variation in the times at which teeth appear, and 
there is no need to worry if your child’s teeth take a little longer 
than normal to come through.

Giving your child’s teeth a healthy start in life is important. To 
prevent tooth decay and gum disease there are several things 
you can do from an early age:

Take care with diet

Feeding bottles and comforters should only contain water or 
milk to ensure the best healthy start for your child’s teeth. We 
would recommend that your child has stopped using a feeding 
bottle by 18 months. There is evidence that children drinking 
from a bottle after this age are more likely to have dental decay. 
Night-time feeding in particular can damage the teeth. Once the 
teeth have erupted, water is the safest overnight drink.
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The best advice is to keep the amount of sugar in the diet as 
low as possible. Try to limit the number of times that your child 
has sugar-containing food or drinks. A good guide is to give any 
sugar-containing foods or drinks at meal times only.

Clean the teeth regularly

Before your child’s first teeth begin to erupt, start to clean their 
gums using a small, soft-bristled tooth-brush. This gets your 
baby used to the toothbrush, which makes brushing much easier 
when the teeth finally erupt. Once teeth erupt brush twice a day 
with a toothpaste containing fluoride. Because little children 
tend to swallow toothpaste, use only a smear of paste. 

Take your child to visit the dentist

It is a good idea if you take your baby with you to your own 
check-up visits initially, to get them used to visiting a dentist. 
You will be sent an appointment during the first year of your 
child’s life to meet the paediatric dentist at the cleft unit. We 
will be able to give you more advice about tooth eruption, 
brushing and diet in relation to the cleft. You should also 
register your baby with your family dentist to provide general 
dental care.

If you have any questions or concerns about your baby’s teeth, 
please contact the dental team at the cleft unit for advice.

Hearing – what to watch for
Otitis media with effusion, more commonly known as “glue 
ear” or “middle-ear catarrh”, is very common in babies and 
young children. It is more common in children with a cleft palate 
because the muscles of the palate may not work efficiently to 
let air up into the middle ear space, behind the eardrum. Try 
putting your fingers in your ears and listen to someone talking 
to you; this is what it can sound like to a child who has glue ear 
— everything sounds muffled and unclear.
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Your child’s hearing may vary from 
week to week and is often worse 
with colds. You may notice that 
he or she responds to you better 
on some occasions than others. 
Children with glue ear may also be 
prone to ear infections. An infection 
may make a child irritable, with a 
high temperature.

Most children grow out of the problem without any medical 
or surgical treatment. For persistent cases minor surgery (e.g. 
grommets) may be recommended. Sometimes boosting the 
hearing with an aid is the best way to help.

All babies should have a newborn hearing test. It is important 
that all children with a cleft palate have regular hearing tests. 
No child is too young to have a hearing test. Hearing loss can 
delay speech development and can also affect progress in 
school. Also, in some cases, the frustration caused can lead to 
behaviour problems.

How you can help a child with “glue ear”

When you speak to your child you need to:

•	 Get their attention first - a baby or toddler needs to clearly 
hear and see people talking to them so that they can begin 
to understand the meaning of words.

•	 Cut down background noise: if you have the television or 
music on, your baby may hear your voice but may not pick 
out individual words.

•	 Look at your baby’s face, so that he or she can see your face 
clearly (it helps to have the light on your face).

•	 Speak loudly and clearly and close to your baby.

•	 Be ready to repeat words, if necessary, or say it in a different 
way to help your baby understand.



17

•	 Encourage them by showing you are pleased with their 
attempts to say things, even if there are mistakes – they need 
to practice saying things for themselves.

•	 If you are worried, take your child to your GP who will 
contact us if need be.

•	 Remember that your child may hear better some weeks than 
others, so don’t be surprised if their response varies.

Supporting your baby’s speech and language 
development

The development of speech in the child with a cleft 
palate

By the time babies are six months old, 
they are beginning to “babble” – saying 
strings of nonsense sounds. These sounds 
continue to develop throughout the 
first three to four years of life. Around 
the age of one year you will begin to 
recognise your child’s first words.

Children have to learn how to use the articulators (the 
tongue, soft palate, jaw, teeth and lips) to produce clear and 
understandable speech. The movement of the soft palate is 
particularly important in speech because it moves upwards and 
backwards when we talk, closing off the cavity of the nose from 
the mouth which then directs air out of the mouth as we speak.

Speech development in children born with a cleft

Many children born with a cleft palate develop normal speech, 
but some children may need extra help. Around half of all 
children with a cleft palate will need some speech therapy. 
This can be due to the structural differences in a child born 
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with a cleft palate. Such differences may cause difficulties with 
articulation and with the use of the soft palate.

Difficulties using the articulators, particularly the tongue and 
mouth, may lead to speech which is hard to understand, so your 
child may need speech therapy to help correct these habits. 
Occasionally, even when a cleft has been repaired surgically, the 
soft palate may be too short or may not move very well so that 
the mouth is not completely separated from the nose, and air 
can escape into the nose when speaking. You may hear this air 
coming down the nose as a slight snorting on certain sounds, or 
it may make all speech sound nasal. In English the only sounds 
which should sound nasal are (m), (n), and (ing). All other 
sounds should be free from nasal tone. If articulation is correct 
speech may still be perfectly understood even if air is coming 
down the nose.

Where a lot of air is heard coming down the nose when 
speaking, speech therapy alone may not be enough. Further 
surgery on the soft palate may be necessary to resolve this 
problem. About 15% of children with a cleft palate require this. 
The cleft surgeon and specialist speech therapist will decide on 
the best time for the operation. The operation should stop air 
coming down the nose when speaking, but speech therapy may 
still be needed in order to eradicate any unhelpful speech habits 
that remain.

Speech Therapy Assessment

The specialist speech and language therapist from your Cleft 
Team will see your child for an assessment at age two and 
three years and then in a multi-disciplinary clinic at age five, 10, 
15, and 20. If necessary, speech and language therapy will be 
arranged.

Concerns:

If at any time you are worried about any aspect of your child’s 
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speech or language development you are welcome to contact 
the specialist speech and language therapist or any member of 
the cleft team.

Ideas to help your child develop good speech 
and language skills

•	 Talking to your child while you change, feed, go shopping 
or just cuddle him/her. Even when they are tiny, they will get 
pleasure from your voice and will want to chat, gurgle and 
coo back at you.

•	 Introduce sounds with play activities: Blow bubbles and say 
“pop pop pop” or “p p p” as they pop; push along a train 
whilst saying “ch ch ch”; pretend your hand is a snake and 
move it around while saying “ssssss”.

•	 Nursery rhymes are great fun. Even when they are very 
young, before the age of two, some children will fill in the 
ends of lines of nursery rhymes if you sing the rest, e.g. Baa 
baa black… have you any… Although tapes of stories and 
nursery rhymes can be useful, children love to hear their 
parents singing. Try not to be embarrassed that you do not 
have a good voice, it really doesn’t matter.

•	 Get your child’s attention before speaking: Make sure your 
child is looking at you and he/she can clearly see your face 
before you begin speaking.

•	 Turn down background noise: Try to reduce background 
noise (e.g. Turn off the television/music) when you are 
playing or speaking to your child. It is difficult for a young 
child to pick out the important things to listen to, so this 
helps focus their attention.

•	 Play is important. Comment on what they are doing as this 
helps them to learn new concepts and ideas all the time, for 
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example, colour shape, size. All these things are learned by 
playing.

•	 Encourage him/her to listen to all kinds of sounds. Draw your 
child’s attention to different sounds in his/her environment 
– indoors and outdoors e.g. aeroplanes and animals. Play 
games where he/she has to listen to and recognise different 
sounds.

•	 Repeat back clearly: If your child says a word that is unclear 
or a sentence that does not make sense, repeat back how it 
should sound.

•	 Model Language: Try to speak a lot to your child and 
comment on what she is doing or what is going on around 
her. Try to name and describe as much as possible. This gives 
him/her examples of speech and language to copy. E.g.

•	 “Lets put on your shoes, the little pink shoes.”

•	 “Look, Mummy is making a sandwich.”

•	 “There’s a big red bus.”

•	 Help expand sentences: Add an extra describing word on to 
things that your child says: e.g. he/she says “Daddy”, you say 
“Daddy gone/happy/in the car/upstairs/etc.”
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Psychological support

Many children with a cleft lip and/or 
palate have no problems or concerns 
psychologically, but we know that 
parents often worry about how their 
child will develop and about difficulties 
they may face in the future. Parents may 
want information about how to support 
their child through the treatment. Some parents are unsure 
what to tell other people or how to talk to their child about 
their cleft. Others are concerned about the possibility of teasing 
when their child starts school. Occasionally, children with a cleft 
can have some additional learning needs and the psychology 
team will be available to discuss any concerns with you.

Support from the psychologist or counsellor

There is support available to you and your child from the 
psychologist or counsellor at any stage. If you live a long way 
from the cleft unit in Bristol, we also have ‘link’ psychologists 
who can provide local support. We are happy to chat with you 
on the phone to discuss how we can help. It doesn’t have to be a 
big problem before you contact us.

How do we support you?

Individual counselling for any cleft- related issues including:

•	 Coming to terms with a diagnosis.

•	 Preparing for surgery, dental treatment, orthodontics or 
other treatment or procedures.

•	 Dealing with the attitudes of other people, including teasing 
or bullying.
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•	 How to talk to your child about their cleft and what to say to 
brothers, sisters, family and friends.

•	 Support when there is diagnosis of a genetic condition.

•	 Worries about how you will cope.

•	 Developmental assessment.

•	 Depression or anxiety.

•	 Family or relationship tensions.

•	 Appearance concerns.

•	 Communication difficulties.

•	 Preparing for change, e.g. change of school, house move, 
post-surgery adjustment, relationship changes.

What else do we offer?

When you attend clinics, a psychologist or counsellor will 
normally be part of the team, to offer advice on dealing with 
any worries you might have. It is also usually possible to talk 
confidentially (in a separate area) if required.

As your child develops, we can help with approaching other 
people involved in your child’s care, for example: school, college, 
employers, social services or other health professionals.

We have written information available about a wide range of 
topics including:

•	 Cleft team contacts in your area;

•	 Handouts giving tips and advice about specific difficulties 
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e.g. Parenting issues, behaviour, bullying, handling difficult 
situations, starting secondary school, managing anger.

•	 Information about other sources of help, e.g. support groups, 
websites.

•	 We also have DVDs about treatment.

For more information visit the website where the cleft team 
have their own web page full of useful information.

Confidentiality

All information you share with us is treated as confidential, 
unless there are concerns about safety. If you see one of us for 
counselling or therapy, you can let us know if you would like us 
to keep anything confidential from the rest of the cleft team.
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CLAPA: The Cleft Lip and Palate Association

CLAPA is the representative organisation for 
all people with and affected by a cleft lip 
and/or palate in the UK.

CLAPA’s key functions are to:

•	 Organise local parent-to-parent support through its 
nationwide network.

•	 Run a specialist service for parents and health professionals 
seeking help feeding babies with clefts.

•	 Develop support for children and adolescents affected by 
clefts at school and in social settings through such activities 
as confidence-building camps.

•	 Encourage and support research into causes and treatment 
of cleft lip and palate.

•	 Represent the interests of patients and parents, influencing 
policy on future treatment of cleft lip and palate.

•	 Conduct educational seminars for health professionals and 
the general public.

•	 Raise funds in the community for equipment, literature and 
services.

•	 Publish and distribute a range of information leaflets, 
increasing public awareness of the condition.

•	 Support projects in countries where cleft treatment is limited 
or unavailable.

CLAPA work closely with the specialist cleft teams and generic 
health professionals to ensure that people receive the best 
possible care.

CLAPA offers free membership for anyone affected by or 
interested in cleft lip and palate.
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Local branch

Your local branch is CLAPA Bristol and South West. Our main aim 
is to encourage children and adults with clefts and their families 
to come together to share experiences and give each other 
support. This is usually through social events.

We aim every year to host a Christmas party (usually the first 
Saturday in December) and a summer picnic. Another regular 
event we hold is a ten pin bowling afternoon at one of the 
Bristol bowling alleys. Details of this and all the other events we 
hold are posted up on our notice board at the Cleft Unit and are 
emailed to everyone on our database.

We also support the cleft unit, where possible, by buying 
specialist equipment not otherwise funded by the NHS and 
funding additional activities. We also help sponsor cleft children 
to attend summer camps run by CLAPA National and residential 
speech and language courses.

If you would like to get in touch we would love to hear from 
you, our email address is: bristolbranchclapa@hotmail.co.uk

Contact details (head office)

CLAPA 
1st Floor, Green Man Tower, 
332B Goswell Road, 
London EC1V 7LQ

Telephone: 020 7833 4883 
Fax: 020 7833 5999 
e-mail: info@clapa.com 
Web site: www.clapa.com
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CLAPA parent contacts

Natalie Rigg (Bristol) 
Telephone: 0117 924 5445 
Email: n.rigg@blueyonder.co.uk

Annie Drew (Wiltshire) 
Telephone: 07929 410 126 
Email: happyfaceswilts@btinternet.com

Mandy Drake-Worth (Plymouth) 
Telephone: 07742 844 745 
Email: happysigners@me.com
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Glossary
Alveolar ridge 
The bony part of the upper jaw (maxilla) and lower jaw 
(mandible) which hold the teeth.

Anatomically 
Anatomical means related to the shape or physical aspects of 
something.

Articulation  
Lip, tongue and mouth movements used to create speech 
sounds.

Articulation test  
Assessment of whether speech sounds are formed and used 
accurately.

Audiogram  
A standard graph used to record hearing levels or sensitivity.

Audiologist  
A person with a degree, licence, and certification in audiology 
(science of hearing) who measures hearing, identifies hearing 
loss, and participates in rehabilitation of hearing impairment.

Bilateral  
On both sides. If your child has a bilateral cleft, this means it is 
on both sides of the mouth.

Bone graft  
An operation to put a piece of bone into the upper gum to 
replace bone which is missing because of the cleft. In this 
hospital, the piece of bone is taken from the shin. This operation 
is necessary where there is a cleft in the gum, and takes place at 
around age eight to 11 years, depending on the development of 
the teeth.

Columella  
The central, lower portion inside of the nose which divides the 
nostrils.
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Communication disorder 
Difficulty with one or more aspects of communication which 
may involve understanding or use of language.

Comprehension 
Ability to understand language (spoken, written or non-verbal).

Congenital  
A disease, deformity, or deficiency existing at the time of birth.

Counsellor  
Person professionally qualified to support individuals of all ages 
who are experiencing difficulties such as depression, bullying or 
teasing, anxiety, worries about treatment and coping with loss.

Crossbite  
A dental condition where the upper teeth are behind the lower 
teeth rather than in front of them. It can also apply to the back 
teeth, if they don’t line up properly.

Dental arch  
The curved structure formed by the teeth in their normal 
position.

Eardrum  
Membrane (called the tympanic membrane) which vibrates and 
transmits sound to the middle ear.

Effusion  
The build up of pressure from accumulation of fluid in the 
middle ear.

E.N.T.  
The abbreviation for ear, nose and throat.

E.N.T. surgeon 
A surgeon specialising in the diagnosis and treatment of the 
ear, nose and throat (larynx) and in treatment of problems 
diagnosed. Often now called otolaryngologists.

Eustachian tube 
The air duct which connects the nasopharynx (back of the 
throat) with the middle ear; usually closed at one end, opens 
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with yawning and swallowing; allows ventilation of the middle 
ear cavity and equalisation of pressure on two sides of the 
eardrum.

Expressive 
Communication through speech, writing, language or non-
verbal means.

Fistula  
A hole which may occur between the mouth and nose, usually 
very small and at the site of the cleft repair.

Genetics  
The science of heredity.

Glue ear 
A condition in which fluid collects behind the ear drum, 
common in young children and more common in children with 
cleft palate. It makes everything sound muffled.

Hare lip 
An outdated term referring to cleft lip; so called because of the 
resemblance to that of a hare.

Hearing impairment 
A loss in hearing which may range from mild loss to complete 
loss.

Heredity  
The total of the physical characteristics, abilities and potential 
genetically derived from one’s ancestors.

Hypernasality  
Too much air escaping into the nose, resulting in nasal-sounding 
speech.

Hyponasality  
Opposite of hypernasality, resulting in speech that sounds as 
though you have a cold/blocked nose.

Language disorder or impairment  
Inability to communicate normally and effectively due to 
problems with comprehension or expression of language.
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Malocclusion  
A deviation from normal occlusion (bite) or incorrect positioning 
of the upper teeth in relation to the lower teeth. (The teeth 
don’t bite together properly.)

Mandible 
The lower jaw.

Maxilla 
The upper jaw.

Middle ear  
The portion of the ear behind the eardrum. It contains three 
small bones which transfer sound from the eardrum to the inner 
ear.

Myringotomy  
A minor surgical procedure in which a small slit is made in the 
eardrum to allow fluid to drain from the middle ear.

Nasal emission or nasal escape  
An abnormal flow of air through the nose during speech. 
Usually indicative of an incomplete seal between oral and nasal 
cavities (mouth and nose).

Nasopharynx  
Tube which runs between the nose and throat and allows air to 
pass through during speech and breathing.

Nasoendoscope  
A soft, flexible telescope with a light on the end used for 
examining the passages in the back of the throat. Useful in 
assessing soft palate function.

Neurosurgery  
One of the other specialties on the children’s ward, related to 
the brain and spinal cord.

Occlusion  
How the upper and lower teeth meet together. Refers to the 
alignment of teeth as well as relationship of dental arches.
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Oral cavity  
The mouth, bounded by the teeth in front and the soft palate at 
the back.

Orofacial 
Relating to the mouth and face.

Orthodontics  
The specialty of dentistry concerned with the correction and 
prevention of irregularities and malocclusion of the teeth and 
jaws.

Orthodontist 
A specialist dentist who prevents or corrects wonky teeth and 
irregularities of the jaws.

Orthopaedics 
One of the other specialties on the children’s ward, related to 
bones, e.g. treatment of broken bones.

Otitis media  
Inflammation of the middle ear with accumulation of thick, 
mucous fluid (=“Glue Ear”).

Otolaryngologist 
Modern term for an ENT Surgeon (See above).

Palatal insufficiency  
A lack of, or shortness of, tissue preventing the soft palate from 
contacting the back of the throat (pharynx).

Palate  
The roof of the mouth including the front portion or hard 
palate and the back portion or soft palate (the soft palate also 
called the velum).

Paediatric dentistry  
Dentistry concerned with the care of children’s teeth.

Paediatrician  
A doctor specialising in treatment of children.

Pharyngeal flap  
A surgical procedure in which a flap of the lining of the throat 
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is used to close most of the opening between the velum (soft 
palate) and the nasopharynx (back of the throat).

Plastic surgery  
The medical specialty dealing with the restoration and repair of 
various external structures.

Premaxilla  
The small bone in the upper jaw which contains the upper four 
front teeth. Connects with the sides of the upper jaw or maxilla.

Prosthesis  
An artificial replacement for a missing part.

Prosthetic speech aid  
A removable acrylic appliance which provides a structural means 
of closing the gap between the nose and mouth, thereby aiding 
speech.

Prosthodontist 
A dentist who specialises in providing prosthetic appliances for 
the mouth.

Psychologist  
A person professionally qualified to support individuals of 
all ages who are experiencing difficulties such as depression, 
anxiety, worries about treatment and coping with loss. Also 
qualified to carry out developmental assessments.

Radiography (X-ray) 
Photographic film showing still or moving images of internal 
body parts (e.g. the palate during speech).

Resonance  
Vocal quality associated with the vibration of air in the oral and 
nasal cavities.

Soft palate  
(The velum.) Mobile soft tissue at the back of the roof of the 
mouth attached to the hard palate. The soft palate is crucial 
to swallowing and speech. Moves to open and close the gap 
between the nose and the mouth.
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Speech & language  
A professional who works with children or adults who have 
difficulty with communication.

Speech Investigation Clinic (SPIN) 
If your child has certain speech difficulties when they are older, 
they may be invited to a clinic to check what the problem is. This 
would be explained at the time.

Unilateral  
On one side only. If your child has a unilateral cleft, this means it 
is on one side of the mouth and not the other.

Uvula 
Small, cone-shaped dangly bit hanging at the back of the soft 
palate.

Velopharyngeal insufficiency/incompetence (VPI) 
The inability to close the gap behind the nose, or palate region 
to achieve certain sounds. 

Velum  
The soft palate.
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List of contacts
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NHS Constitution. Information on your rights and 
responsibilities. 

Available at www.nhs.uk/aboutnhs/constitution



As well as providing clinical care, our Trust has an  
important role in research. This allows us to discover new  

and improved ways of treating patients.

While your child is under our care, you may be approached 
about them taking part in research. To find out more  

please visit: www.uhbristol.nhs.uk/research-innovation  
or call the research and innovation team on  

0117 342 0233.

Hospital Switchboard:  0117 923 0000
Minicom:  0117 934 9869
www.uhbristol.nhs.uk

For an Interpreter or Signer please contact the 
telephone number on your appointment letter.

For this leaflet in Large Print, Braille, Audio, or 
Email, please call the Patient Information Service:

0117 342 3728 / 3725
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For access to other patient leaflets and information  
please go to the following address:

www.uhbristol.nhs.uk/patients-and-visitors/ 
information-for-patients/
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South West Cleft Service 
0117 342 1177 

website: www.uhbristol.nhs.uk/cleft


