
 

SLEEP DIFFICULTIES 

Information from Cerebra and Contact a Family 

The information below is collected from talks and articles by the Cerebra Sleep 

Service and a booklet on sleep produced by Contact a Family. Cerebra is a charity 

aimed at children who have a neurological condition so fragile X does fit. Contact a 

Family is a charity supporting families caring for children with any disability. The 

information is aimed at children whose difficulties with sleeping are behaviour based 

rather than related to any physical issues.  

It is important to take from it what is going to be helpful to you. All families affected 

by fragile X are different in terms of family dynamics and what is manageable and, 

likewise, all children affected by fragile X are different. Hence not everything is going 

to be helpful for every family and every scenario. Take from it what you can and 

always remember you know your own child and family situation best. 

Very often sleep problems will appear before a child has any diagnosis and indeed 

having a learning disability does give rise to more risk factors for sleep disturbance, 

partly because children with a disability find it more difficult to understand why and 

when they need sleep.  Sleep problems can include difficulties with actually going to 

sleep and problems maintaining sleep throughout the night and sometimes both.  

 

THE IMPORTANCE OF SLEEP 

Sleep is essential to life. Growth hormones are released as part 

of deep sleep. We need sleep to enable us to learn and for our 

general mood and well being. In fact, sleep deprivation can lead 

to ADHD symptoms and poor concentration; difficulties that are 

often already present as part of the fragile X profile.  

 

THE BIOLOGY OF SLEEP 

We are all in a Circadian rhythm, which lasts about a day. As part 

of this rhythm or natural pattern we have periods when we are 

awake, when we eat and when we rest. As a result of this there 

will be particular times of the day when an individual is tired. 

Hence if a child has been going to bed at 11.00 for a while, it is going to be very 

difficult to change this to 8.00 straight away.  

 



External clues to this Circadian rhythm include a bedtime routine to help an 

individual to calm down and their body to prepare for sleep. Morning routines also 

help an individual to wake up and be ready for the day. Light and dark are also part 

of this external clue system. 

The Stages of Sleep 

• The first stage of sleep is the non-rapid eye movement (non REM) stage. This 

is a light sleep, when the person is easily woken. It takes about 15 minutes to fall 

into a deeper stage of sleep after drifting off. Children are likely to wake easily 

during this stage so are quite likely to wake if you stay with them till they fall 

asleep and try to leave during this phase.  

• Deep sleep or rapid eye movement stage (REM). REM sleep happens about 

70-90 minutes after a person falls asleep. This is when it is hard to wake the 

person. The brain is active so vivid dreams can occur, but heart rate and blood 

pressure go down and the body is paralyzed.  

• During the night the body will go through the sleep cycle more than once with the 

individual generally experiencing deeper sleep for about 4 hours of the night.  
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A night’s sleep typically contains 3 stages of non REM sleep to repair our body 

and immune system and REM sleep to process the information that we have 

learnt in the day and repair our brains. Bodies will naturally make up non REM 

sleep at the expense of REM sleep and this can help to explain the effect on 

mood and behaviour of a child not getting enough sleep. 

• Partial waking happens as individuals move between different stages of sleep. 

Generally children turn over and go back to sleep, but children who have not 

learnt to settle may wake up at this point. Waking in a different place may cause 

them to wake fully e.g. if your child falls asleep on the sofa and you then carry 

them up to bed.  



Melatonin 

Melatonin is a naturally occurring hormone in the body that induces sleep. Darkness 

stimulates the production of melatonin and daylight inhibits its production. Melatonin 

levels start to rise when it starts to get dark. Levels stay high while it is dark during 

the night and drop as it starts to get light, waking you up. 

SLEEP HYGIENE 

Behavioural and environmental factors are the first thing to consider when trying to 

establish good sleeping patterns so let’s start there. Sleep hygiene refers to a set of 

sleep related activities, in other words a set of activities that prepare the individual for 

sleep. It is an important consideration because 

• It helps to set the body clock right. 

• It links a particular set of activities to going to sleep. 

• It reduces stimulation at bed time when the idea is to calm the child down. 

• Lack of attention to sleep hygiene could be a barrier to other interventions e.g. 

medication if that was found to be necessary 

So what makes good sleep hygiene? 

 

• A bedroom that is comfortable, familiar and quiet. It is 

helpful if your child’s bedroom is a relaxing and 

pleasant place to be. Pale décor and a bedroom that is 

not too full of furniture/equipment can be useful. If your child is having 

problems with sleep, it can help to avoid sending them to their room as a 

punishment or possibly when they are having a “melt down moment”. 

• If possible a dark environment can help if the child is able to manage this. 

Melatonin, the sleep inducing hormone, responds to lower levels of light, 

which help it reach its maximum level so that we can go to sleep, and, stay at 

maximum level so that we can maintain sleep throughout the night. Some 

families have found black out blinds useful.  

• Watching the TV/playing computer games may not be the best pre-bed time 

activities especially if the subject matter is too stimulating. TVs and computers 

actually emit a blue light, which suppresses the production of melatonin. 

Hence, if possible, it will help to stop access to a computer or TV just before 

bedtime. However, I know that some children do like to watch a favourite DVD 

as part of their bed time routine, which highlights that the routine must be very 

specific to the needs of the child.  



• Some children may respond to calming music that blocks out other sounds to 

help them fall asleep. Low level music that can be left on all night can be 

useful to avoid confusion should your child wake during the night. 

• Some children may find aromatherapy night lamps helpful.  

 

• Scheduling bedtimes can be helpful – consistency of 

times for going to bed and getting up. Lie ins are not 

conducive to good sleep hygiene. Anchoring the 

morning wake up can be a good first step here. It is 

impossible to make a child go to sleep at a particular 

time but the routine that can be controlled is when 

they wake up in the morning. So waking them earlier can help to set the day 

and night time rhythm in place.  

• Having a definite going to bed routine that calms the child e.g. calm play later 

on, a warm bath, a bedtime story etc It is important that this routine is followed 

by whoever is looking after your child. Sometimes it is worth considering 

acting out the routine with a favourite toy like or a doll or teddy as the initial 

stage. The routine should also not be too long and not more than an hour. It is 

important, as far as possible to keep calm during the routine. It is common for 

children to recognise the routine has started and then show some challenging 

behaviours. A possible routine could be 

 

o Calming games before bedtime could 

include something like finger rhymes or 

puzzles – avoid stimulating play like 

rough and tumble before bedtime 

 

 

o If a bath is part of the routine lavender 

oil or calming bath salts can be helpful. 

Some children find a bath very 

stimulating and so this may not be the 

best time to bath them, but a bath can 

help to set the body at the right temperature for sleep. 

 

 



o Putting on night clothes and cleaning teeth.  

 

 

 

 

 

o A gentle bed time story can help to relax the child. It can be useful to 

have a dim light in the room as you read a story. Dim light helps to 

prepare a child for sleep. One 

lady from Cerebra commented 

that red light is actually the best 

light. 

 

 

o Finally it helps to say goodnight with a regular phrase e.g. “Good night. 

See you in the morning” and then leave the room, turning off the light. If 

your child cannot manage the dark, you can leave on a dim light – 

again a red light is best.  

• Some children respond to a massage, which releases oxytain, a relaxing 

hormone. If this is the last stage of the routine, it can help to follow this with 

the phrase that signals time to sleep and the end of the routine.  

• It is useful to help your child understand the order of the bedtime routine to 

make it more predictable for them. We know that children with fragile X are 

stronger visually and so a simple timetable/schedule showing the routine, 

taking off the card highlighting each stage as it is completed, can be useful 
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Social Stories can also help here e.g. 

 

 

 

 

 

 

 

 

 

Pictures/photos can be added to social stories and used in schedules to give 

them more meaning for the child 

Please contact the society if you would like help here.  

• Using strategies that encourage the child to fall asleep 

alone. Breathing your teddy to sleep may be useful here. 

This involves settling your child on their back and putting a 

teddy or another favourite cuddly toy on their tummy. You 

then encourage them to breathe deeply, which is relaxing, 

by seeing how high they can raise the teddy or how slowly they can make the 

teddy go up and down.  

Rob’s Bedtime book. 
 

Everybody goes to bed. 
They go to bed to rest. 
Rest will help Rob to grow big and strong like 
Spiderman. 
Rob will try to go to bed when mummy says 
Bedtime. 
Mummy will read a story. 
Mummy will say Goodnight. 
Mummy will go downstairs. 
Rob can listen to his music. 
Time to go to sleep.  



• Not waiting for a child to fall asleep and then putting them to bed as the child 

then has no going to bed procedure 

• Stopping day time naps and making sure that your child is not sleeping too 

much in the day. Obviously different children need different amounts of sleep, 

but this is a rough guide as to what is appropriate 

Age Day 

Amount of sleep 

needed in hours 

Night 

Amount of sleep 

needed in hours 

3 months 5 10 

1 year 2.5 11.5 

3 years 1 11 

6 years None 10.5 

9 years None 10 

 

After the age of 9 the amount of sleep a child needs decreases by about 15 

minutes each year. You may need to seek the support of the school and 

school transport here to make sure that naps are not taken during the day.  

Changing the way parents deal with bedtimes and establishing good sleep hygiene, 

as above, does not signify that the child not sleeping is their fault. However, all the 

strategies mentioned above will often make things better, not necessarily completely 

solve the problem, but, at least go some way to improving the situation. It can often 

help to keep a sleep diary just to see how much improvement is made. It is important 

to set realistic goals e.g. staying in bed rather than staying asleep. 

POSSIBLE SOLUTIONS TO SLEEP DIFFICULTIES 

 

If your child is having trouble sleeping/settling it can help to keep a sleep diary 

detailing what happened in the day, before bedtime and during the night. This may 

help you to pinpoint what leads to a bad night’s sleep and what helps your child 

settle better/maintain sleep throughout the night.  



Thinking about what has been covered already, here are some things to think about 

with reference to particular sleeping problems. 

Child has difficulty settling 

Points to consider 

• Is bedtime realistic? It is going to be very difficult to move bedtime from 11.00 

to 8.00 straight away. What is worth considering is moving the bedtime 

gradually back by about half an hour at a time until it is more aligned to the 

time you would like your child to go to bed. Likewise if they are going to bed 

very early and waking very early as a result of this, it is worth thinking about 

moving bedtime backwards by about half an hour at a time. 

• Is the bedroom environment suitable? The 

most suitable environment would include 

plain furnishings e.g. duvet cover, walls, floor 

covering. Pale decor is less stimulating than 

bright colours. Black out curtains can be 

useful especially if the bedroom is very light. 

Make sure the room is the right temperature. Are there any draughts? Is it too 

hot or cold? Calming posters/pictures on the wall can also be helpful. The 

bedroom should also be an environment just for sleep. Obviously a lot of the 

time a child’s toys are stored in their bedroom, but it will help if they are 

packed away to provide a clear message that it is not time for play, although 

comforting toys like a teddy can be helpful. It can also be helpful not to have 

too much furniture in the room. Ideally the room should be dark (to help with 

the production of melatonin). This may not be possible if your child is scared 

of the dark, but if some light is needed, dimmer lighting is better. It is also 

worth considering dimming the light gradually over a period of time until your 

child can manage an almost dark room. 

• Some children like the feeling of being tucked in with sheets and blankets 

rather than having a loose duvet over them. Some children also respond well 

to a weighted blanket, although occupational therapy (OT) input is very 

important to get the right weight for the size of your child. 

• Is your child tired? Putting your child to bed at a time when they are tired and 

more likely to fall asleep can help the child make the association between 

being in bed and going to sleep.  

•  

Make sure your child is not hungry or thirsty 

before they go to bed, although giving drinks 



and foods with a high sugar content is not a good idea. Certain foods actually 

help sleep production e.g. milk and whole grain toast. 

• Does your child have a good bedtime 

routine? A good bedtime routine helps to 

calm your child before they go to bed and 

also prepares them for the last stage of the 

routine, going to sleep.  

 

Child has difficulty settling to sleep alone/cries at bedtime 

Points to consider 

• It is difficult to know if your child is crying because they do not want to go to 

bed or because they are upset or distressed. A technique known as “gradual 

retreat” can be helpful. Go to your child about every 2-5 minutes and try to 

calm and re-settle, using the good night phrase. If they come out of their 

bedroom, it is helpful to take them back, again using the goodnight phrase.  

• It can be difficult to change a behaviour if a child is used to going to sleep in a 

certain way e.g. with a parent lying next to them. Success is more likely to 

come with the parent gradually withdrawing their presence e.g. first sitting 

next to rather than lying with the child, then sitting a bit further away until they 

are sitting beside and then outside the door with the last step being to say, 

“Goodnight” or whatever the regular phrase that you use is and then leave. It 

is probably best to move onto the next stage about every 3 days. 

With both of the above it is common for a child to initially improve, but for the 

sleep pattern to then deteriorate before improving again.  

• It is important to keep interaction down to a minimum and, if possible, to avoid 

it altogether, when you are encouraging your child to fall asleep alone. 

• If you do need to stay with your child till they fall asleep, remember that it will 

take 15 minutes for them to get to the first stage of sleep. If you leave the 

room within those 15 minutes, you are more likely to wake them. 

Child wakes during the night 

Points to consider 

• The first thing to think about is to make sure your child’s bedtime routine is 

effective and that your child is going to bed in a settled state. 



• If your child wakes regularly at night, it can help to keep a diary over a 2-week 

period to help you highlight any possible triggers to this.  

• It is also important to remember that night waking is normal. Problems occur 

when your child is not able to settle themselves back to sleep.  

• If your child does wake in the night and needs re-settling, it is usually best to 

go to them, soothe them and finally use the good night phrase that you use to 

settle them at night. This can be difficult, but it does help to keep this process 

as short as possible.  

• If your child is waking on a regular basis after a night terror, it is useful to work 

out if this is happening at a similar time each night. If it is, it can help to wake 

your child about 50 minutes before the night terror usually happens. This 

disturbs the sleep pattern by taking the child out of deep sleep, the stage 

when night terrors occur. When they re-settle they will go back through the 

stages before returning to a deep sleep. This can sometimes be enough to 

stop the waking pattern resulting from night terrors. 

 

• If your child is waking after wetting the bed at a regular time 

each night, it can sometimes help to wake them about 15 

minutes earlier than the bed wetting usually takes place and 

take them to the toilet. 

• Are you re-enforcing waking habits? What you do when your child wakes in 

the night is crucial as this is what your child will expect to happen at this time. 

This is really hard – it is difficult to be strong and objective in the middle of the 

night when all you want to do is anything that will keep your child quiet and 

allow you/other members of the family to get some rest. If your child is used to 

doing something nice like coming into your bed or having your attention, then 

it can help to gradually change the habit by taking them back to bed, possibly 

staying with them as the initial stage and then gradually withdrawing from their 

bedroom. It can help to think about what your child needs if they wake in the 

night – do they need a drink if they have had plenty to drink in the day? A 

cuddle, on the other hand, can be reassuring and settling to an anxious child. 

• If your child is waking often to retrieve something they use as a settling aid at 

night, it can be helpful to gradually withdraw their need for this settling aid e.g. 

gradually withdrawing a dummy as your child begins to fall asleep.  

• If your child is always up at night it might be worth contacting Social Services 

about a Carers’ Assessment, if you have not already had one, just to see if 

this identifies any support that may be available for you.  



Child is an early riser 

Points to consider 

• Early rising can be related to the child not understanding what is expected, 

what time it is, when it is morning and time to get up. If it is light the child 

could well believe it is morning. There are visual aids that are available to help 

here e.g. clocks that have different pictures to show whether it is night or day. 

The Cerebra library have some available to try. 

• Is the room dark enough – would a black out blind help? 

• Is there something your child can do quietly until everyone else in the house is 

up? 

• Have you minimised any possible source of noise or stimulation in the room? 

• If your child wakes at a particular time each morning it can help to wake them 

5 minutes before they would normally wake and praise them for staying in 

bed. You can then gradually put forward the time that you wake them.  

• If your child is an early riser it is important not to give them breakfast until a 

reasonable time. As part of the Circadian rhythm our bodies are programmed 

to be hungry at the time we are used to eating meals.  Hence if a child has 

breakfast early they will wake up hungry early, ready for breakfast at that time.  

Other things to consider 

• Keeping your child on a healthy balanced diet. 

• Giving your child opportunities for physical activities that leave them out of 

breath.  

                                                                                                                            

 

 

 

 



• Timings of meals – breakfast not too early and the last meal not too late so 

that your child has had time to digest it. 

                                                           

 

• The right time to start a sleep programme. Not when your child is going 

through a difficult phase in terms of behaviour or at a time of change e.g. 

moving to a new school. Your own circumstances also need to be taken into 

account in terms of levels of stress and ability to manage a new sleep regime 

• Stopping day time naps for a child over 3.  

• Things often have to be a compromise with the need to be mindful of the 

needs of the whole family e.g. it not being helpful to allow your child to wake a 

sibling 

• Communicating with your child about what is expected/going to happen in a 

way they are able to understand.  

• Your GP may also refer you to a sleep specialist. 

• We know that children with fragile X do not like changes and sometimes even 

a very small change might disturb a good going to bed routine. This may 

mean that you will need to go back to basic sleep techniques many times.  

• Some children respond well to rewards like praise and hugs for going to 

sleep, not waking etc. Star charts involve the child getting a star every time 

the desired behaviour occurs (e.g. going to sleep by themselves). They then 

get a reward when a certain number of stars are collected. However, this can 

be counter-productive for children with fragile X. They can become anxious 

about not getting the star/reward, which actually makes it less likely that they 

will achieve the desired behaviour. Remember, as ever, you are the expert on 

your child.  

• Things can work well at first and then deteriorate. It is importnat to stick to the 

routine.  

 

 



Other Interventions 

Specialist input is going to be needed here, but these interventions have been 

mentioned by Cerebra 

• Chronotherapy is aimed at individuals whose sleep pattern is out of sync, 

meaning that they go to sleep very late at night and wake up very late the next 

morning. This involves moving the bed time and the waking time each day 

until the person is sleeping to a normal pattern. Sometimes this is delivered 

alongside light therapy.  

• Melatonin can be given as a medication and we have some information on 

this at the office. It is good at helping children get to sleep but is less effective 

at keeping them asleep. It is important to seek medical advice here and to 

start with low doses. It is also sometimes necessary to take a break from 

melatonin and start again with a low dose if it ceases to work. In this country, 

it is only available on prescription for children. Most commonly this 

prescription would be given by a consultant paediatrician or a child and 

adolescent psychiatrist. Sometimes GPs can give repeat prescriptions, but the 

monitoring of the child is still carried out by the consultant. It is not advisable 

to buy melatonin over the internet. If your child is on melatonin, it is still 

important to stick to an established bedtime routine.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 



USEFUL CONTACTS 

 

Cerebra Sleep Service 

 

The Cerebra Sleep service is available freely to parents of 

children aged from 0-16 with a brain related condition (so 

fragile X will fit). They offer 1:1 support and sleep clinics 

where possible. If this is not possible, support is given over 

the phone or via email. They deal with sleep issues related 

to behaviour rather than medical problems. They also have 

a service called Teen Sleep aimed at more able children.  More information is 

available at w3.cerebra.org.uk/help-and-information/sleep-service  

You can also call 01267 244210 or email sleep@cerebra.org.uk  

They do have specialist weighted blankets available for families to borrow to see if 

they help, but specialist input would be needed to check that the blanket is the right 

weight for your child. They also have clocks that can be programmed to show when 

it is day and night available for loan. 

Sleep Scotland 

 

Sleep Scotland is a charity which promotes 

healthy sleep in children and young people 

through sleep awareness, sleep counselling 

and education. For the last fifteen years the organisation has worked throughout 

Scotland, developing sleep services and providing intensive sleep programmes for 

children with additional support needs by training sleep counsellors to work directly 

with families in need of sleep support.  

 

There are various Sleep Scotland Counsellors throughout Scotland and details can 

be found on their website www.sleepscotland.org or you can call 0131 651 1392 

They also have an information line available from Monday to Thursday 09:30 to 

17:00 and Friday - 09:30 to 12:30. Alternatively, you can leave a message on their 

answering machine, and they will return your call as soon as possible. 

 

 

 

http://www.cerebra.org.uk/help-and-information/sleep-service
mailto:sleep@cerebra.org.uk
http://www.sleepscotland.org/


Fledglings 

Fledglings runs a helpline that can help parents search for products including stay on 

duvets, sleep ware, products to assist with night time wetting. The website is 

www.fledglings.org.uk You can also call 01799 541807 

 

ERIC 

ERIC is a charity supporting children with continence problems. They have a range 

of products to make it easier when changing the bed at night. The website is 

www.eric.org.uk or you can call their helpline on 0845 370 8008 

 

Sensory Direct 

Sensory Direct was set up by parents. They sell, amongst other things, weighted 

blankets for children and teenagers. The website is www.sensorydirect.com and the 

helpline is 0800 08357 212. However, bear in mind that input from an occupational 

therapist is important to establish the correct weight of a weighted blanket for your 

child. 

 

The Early Support Sleep Information 

This is available through the Council for Disabled Children at 

http://councilfordisabledchildren.org.uk/help-resources/resources/early-support-

information-sleep  

 

Parenting Northern Ireland 

Parenting Northern Ireland provides support, education, counselling and training for 

parents dealing with difficult issues. The website is www.parentingni.org.uk or you 

can call 0808 8010 722 

 

Contact a Family Sleep Guide 

Contact a Family has also produced a sleep guide, which can be downloaded at 

http://www.cafamily.org.uk/media/389272/helping_your_child_sleep.pdf  

 

 

http://www.fledglings.org.uk/
http://www.eric.org.uk/
http://www.sensorydirect.com/
http://councilfordisabledchildren.org.uk/help-resources/resources/early-support-information-sleep
http://councilfordisabledchildren.org.uk/help-resources/resources/early-support-information-sleep
http://www.parentingni.org.uk/
http://www.cafamily.org.uk/media/389272/helping_your_child_sleep.pdf


Sleep Specialists 

You may be able to get an NHS referral to a sleep specialist. There are also training 

workshops or 1:1 counselling available in some areas.  

 

The Children’s Sleep Charity 

The Children’s Sleep Charity provides sleep clinics in some areas. Parents may also 

be able to meet with a practitioner for 1:1 support. The website is 

www.thechildrenssleepcharity.org.uk or you can call 01302 751416 

 

 

 

 

http://www.thechildrenssleepcharity.org.uk/

