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This booklet  has been writ ten by famil ies of  children with Fragile X Syndrome 
(FXS) in col laborat ion with the Genet ic Al l iance UK, The Fragile X Society and 

medical  professionals. 

The purpose of this booklet is to provide quick and straightforward answers to the 
immediate questions you have following a diagnosis of Fragile X, to provide you 

with sources of reliable information, and to map out the services that are available 
to you in Scotland. 

About the Scottish route 
map

Fragile X Syndrome: Family Route Map

Issue 2: April 2017
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- FXS is just one part of a person. Every 
person with FXS is unique.  There are 
some characteristics that are associated 
with the syndrome as a whole, but  the 
condition affects dif ferent people in 
dif ferent ways. There is a lot of variation 
is seen in symptoms and behaviour.

- FXS is a genetic condition that may 
cause learning disabilit ies or dif f iculties 
(dif f iculties with understanding 
information or learning new skills). FXS 
is the most common inherited form of 
learning disability. The dif f iculties can 
range from mild to severe. Individuals 
with FXS typically show delays in 
meeting milestones. 

- FXS is associated with characteristics 
such as hyperactivity, dif f icult ies 
staying focused, sensory problems and 
developmental delay.

- FXS is also associated with autistic-like 
behaviour, such as avoiding eye contact 
or being shy and anxious. As a result, 
around 30%  of people with FXS may 
also receive a diagnosis of autism. 
However, not everyone with FXS has 
autism. 

- FXS is associated with relative strengths, 
too, including strong imitation skil ls and 
visual memory, as well as often having a 
strong desire to please or help others. 

-  Boys and men are usually more clearly 
affected than girls and women, but in 
some cases girls can also be severely 
affected.

- Approximately 1 male in every 4000 
and about 1 female in every 6000 has 
FXS This means that in the UK up to 
approximately 15,000 people may have 
FXS.

- It is not l ife threatening. Children with 
FXS often need a lot of educational 
support and help with their behaviour. 
Though, with the right support, all 
people with FXS can make progress. 

- There is currently no ?cure? for FXS, 
although research organisations are 
making rapid advances in understanding 
the condition and assessing treatments. 
Misdiagnosis of FXS as non-specif ic 
developmental delay, autism or 
attention-deficit hyperactivity disorder 
(ADHD) may occur when individuals are 
not offered the FXS DNA blood test. . 

Fragile X Syndrome - Answers to some of  your quest ions

Key Facts about  Fragile X Syndrome (FXS): 
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FXS is an inherited condition 
which means that it is passed on 
from parents to their children 
by genes. 
The gene that  causes FXS is cal led the FMR1 gene. 
It is found on the X chromosome and the syndrome 
was called FXS because when the X chromosome is 
viewed under a microscope, the tip of the X 
chromosome looks broken - that is, it appears to 
hang loosely where the FMR1 gene is located (as 
can be seen in the image below)

We all carry gene variants (changes in the DNA 
sequence of a gene) in some of our genes.  
Sometimes these are referred to as mutations.  
These happen by chance, as the genes are copied 
from one generation to the next, and are not 
anyone?s fault. In the altered FMR1 gene, there is an 
abnormally long repeating section of the DNA 
sequence. Once it reaches a specif ic size it 
interferes with the production of the FXS protein, 
which is important for normal brain development. 

The FMR1 gene can be passed from either parent to 
their child. In most people?s FMR1 gene this DNA 
sequence is repeated less than 45 times, but in the 
altered gene that causes FXS there is an expansion 
of more than about 200 repeats. This is referred to 
as a ful l  mutat ion. In some people the FMR1 gene 
contains an intermediate number of repeats that 

are more than the ordinary gene, but less than the 
full mutation, approximately 55 ? 200 repeats, and 
this is called a pre-mutat ion. The pre-mutation 
does not cause FXS in the person who has it, but 
when it is passed on to their children, by the 
mother, the repeat section can expand further, and 
become a full mutation that will cause FXS. 

In summary, people who have a pre-mutation are 
called carriers, because they carry a gene that may 
cause the condition. FXS can appear in families 
even if  no one has previously had the condition.  In 
this situation, other family members may show 
changes in the gene which have not been known 
about until an affected child is diagnosed. 

How did my child or relat ive come to have FXS?

Onl ine Informat ion Sources

The genet ics of  Fragile X Syndrome can be dif f icul t  
to grasp immediately but  they can be explained in 
depth at  a cl inical  genet ics appointment. 

- The Fragile X Society?s ?Fragile X Syndrome: An 
Int roduct ion? offers a clear summary. The easiest 
way to access this booklet is to type ?Fragile X 
Syndrome ? An Introduction? into your online search 
engine and visit our website: www.f ragilex.org.uk 

- Another excellent explanation of the genetics of 
FXS is given at the ?your genes, your heal th? 
website at: www.ygyh.org/ f ragx/what isit .htm 

- The FRAXA Research Foundat ion also gives clear 
details on their web page:  
www.f raxa.org/ f ragilex/ cause/  

The FMR1 Gene

www.fragilex.org.uk www.fragilex.org.uk 

http://www.fragilex.org.uk
http://www.ygyh.org/fragx/whatisit.htm
http://www.fraxa.org/fragilex/cause/
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Please note that  not  al l  children have al l  of  these symptoms, and the degree of 
severity or frequency varies enormously. The following table lists the main 
symptoms to look out for if  your child does not have a diagnosis and you suspect that 
your child might have FXS: 

Although this l ist  of  symptoms can be somewhat overwhelming, i t  has been included to help you recognise the behaviours 
that  can be at t ributed to FXS. Each individual  child is l ikely to have some, but  probably not  al l , and as a group, children with 
FXS can vary hugely in their development, behaviour and experience of  the condit ion. 

www.fragilex.org.uk 

Age

Babies/ Infants

Toddler

Child

Adolescents

At  any age

Symptom, Sign, or Behaviour 

Quite f loppy - Don't hold their own heads up, sitt ing up and roll ing 
over milestones missed

Feeding problems, ref lux

Recurrent ear infections

Squint and refractory errors 

Delay in reaching key milestones e.g. crawling, walking, speech, toilet 
training

Emotional dif f icult ies 

Severe tantrums, lashing out

Hand f lapping

Communication issues

Hyperactive

Rocking

Obsessional behaviour

Finger or hand biting, arm biting, head banging

Extreme shyness around other people, includes avoiding eye contact

Very f lexible joints

High pain threshold

Poor balance and coordination including problems with spatial awareness

Immediately repeating words or phrases just spoken by others, fast 
jumbled speech

Shyness and social anxiety, challenging behaviour

Fits or epilepsy occurs in around 20%  of children

Many people with FXS show autistic-like behaviour

Medical  term or 
other name

Hypotonia

Challenging 
behaviour   

Self  injurious

Social anxiety

Echolalia

Seizures

Table of  symptoms and behaviours caused by Fragile X  

Hypermobility

Sensory 
Dysfunction 
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Diagnosis of  Fragile X Syndrome involves a blood test , and can occur at  any point  
in l i fe. The more severe the symptoms, the earl ier i t  wil l  tend to be picked up. 

Females have 2 X chromosomes, only one of  which wil l  have the FXS mutat ion. This means that, to varying 
degrees, the unaf fected X can compensate for the fragile X. For this reason girls can be more dif f icult to diagnose 
if  they are often less obviously affected than their male counterparts.

Due to the variable nature of the condition infants and toddlers can sometimes be misdiagnosed as having autism 
or Attention-Deficit Hyperactivity Disorder (ADHD), but it is worth remembering that FXS is the most common form 
of  inherited learning disabil i ty. In the majority of children with learning or behavioural problems FXS is not  the 
cause, and because there are few specif ic features to help in diagnosis it can be dif f icult to know which children 
are most l ikely to be affected.  

If  you have any concerns that your child seems to be quite late in terms of being able to sit up, crawl, or reach 
other developmental milestones your GP is the f irst  port  of  cal l . You can also ask your GP to refer you to a 
paediatrician or Clinical Genetics.

www.fragilex.org.uk www.fragilex.org.uk 

Reproduct ive choices  

Clinical genetics services provide specialist services 
for women who are already pregnant and concerned 
about the possibil ity of a genetic condition in their 
family affecting their unborn child. Contact the 
nearest centre to you from the list above. 

Antenatal  resul ts and choices (ARC)  

ARC provides non-directive support and information 
to parents before, during and after antenatal 
testing. Their aim is to enable parents to make 
decisions during antenatal testing which are 
appropriate to their individual circumstances. 

Helpl ine:       0845 077 2290 or 0207 713 7486
Email :            info@arc-uk.org      
Website:       www.arc-uk.org 

Clinical  Genet ics Services for Scot land  

You can be referred to your regional Clinical Genetics service 
by any health professional involved in your child?s care. 

Clinical genetics can offer testing for family members and for 
your child to confirm a diagnosis of FXS and assess whether 
family members are affected. An appointment can be really 
useful to explain how FXS has come about, to consider 
reproductive options and other health issues. 

The aim of genetic counselling is not to tell you what you 
should do, but to provide you with accurate information about 
your family?s circumstances and support you. 

The Cl inical  Genet ics Centres in Scot land 
are l isted here:

North of  Scot land Cl inical  Genet ics Centre: Aberdeen 
Catchment areas:  Grampian, Highland, Orkney & Shetland, 
Western Isles 
Tel:  01224 552 120

West of  Scot land Cl inical  Genet ics Centre: Glasgow  
Catchment areas: Greater Glasgow, Argyll & Clyde, Ayrshire & 
Arran, Forth Valley, Lanarkshire, Dumfries & Galloway 
Tel:  0141 354 9200/01
Website: www.nhsggc.org.uk/clinicalgenetics 

East  of  Scot land Cl inical  Genet ics Centre: Dundee 
Catchment areas: Dundee, Perth, N. Fife, Angus, Perthshire 
Tel:  01382 632 2035
Website: 
https:/ / humangenetics.org.uk/clinical-genetics-information/

South East  of  Scot land service: Edinburgh 
Catchment areas: Lothians, Borders, Fife 
Tel:  0131 537 1116 
Website: http:/ /www.nhslothian.scot.nhs.uk/Services/A-Z/
ClinicalGeneticsService

 (mobile)

http://www.nhslothian.scot.nhs.uk/Services/A-Z/ClinicalGeneticsService/Pages/default.aspx
http://www.arc-uk.org
http://www.nhsggc.org.uk/clinicalgenetics
https://humangenetics.org.uk/clinical-genetics-information/
http://www.nhslothian.scot.nhs.uk/Services/A-Z/ClinicalGeneticsService/Pages/default.aspx
http://www.nhslothian.scot.nhs.uk/Services/A-Z/ ClinicalGeneticsService
http://www.nhslothian.scot.nhs.uk/Services/A-Z/ ClinicalGeneticsService
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How to tel l  your relat ives and why 
to tel l  your relat ives  

A diagnosis of FXS can have far reaching 
implications for your family as it spans back 
through the generations as well as forward. 

For example, female pre-mutat ion carriers may 
have problems with fert i l i ty; there is also a risk 
that they will be non-responsive to IVF drugs. 
Older members of your family may be at risk of 
developing a related condition called Fragile X 
Tremor Ataxia Syndrome (FXTAS) which causes 
tremors (shaking), memory problems and 
dementia. It is also possible that relatives who 
have learning disabilit ies or autism may have 
FXS that has not yet been diagnosed. 

Telling other members of your family of a FXS 
diagnosis can be a dif f icult experience. 
However, it is important to remember that it  is 
no one?s ?fault.? Other families have found that 
by sharing their concerns things got easier to 
deal with as there was a greater understanding 
amongst  the family. If  you don?t feel able to tell 
your relatives about your diagnosis, genet ic 
counsel lors are trained to do this and can help 
and support you.  

It is important to remember that there is 
an accurate test that your relatives can 
take to determine any risk they might 
have, thus ending the fear of the 
unknown.

What can I do to help? 

Your child?s behaviour

FXS often causes ?hyperarousal? which refers to 

the experience of l iving in a state of  high 
anxiety. The brain development of a person 
with FXS is dif ferent and means that they might 
have dif f icul t ies in focusing in on one thing and 
f iltering out all of the information picked up by 
their senses (sounds, sights, sensations, smells). 

Being bombarded with vast amounts of 
information is extremely overwhelming; 
imagine standing on a busy platform with f ive 
announcements blaring simultaneously and 
three dif ferent people trying to get your 
attention at the same time. Hyperarousal  
t riggers the body?s automatic f ight , f right  or 
f l ight  response and your child?s challenging 
behaviour may often represent their efforts to 
cope with their hyperarousal. 

Some behaviours which are characterist ic of 
FXS, such as hand f lapping, gaze avoidance or 
hand bit ing may be ways of coping with 
anxiety. It can be beneficial to teach children 
other ways of managing their anxiety such as 
sensory or sel f  management techniques that 
may help reduce anxiety levels. It is important 
to remember that the child/person needs you to 
remain calm and in control  in order to regain 
their composure. This is really important to 
remember as children with FXS can be over 
sensit ive to other people?s react ions, emotions, 
and body language so remaining calm can help 
them do so as well. 

Behaviour management

One of the keys to behaviour management is to 
have a rout ine that your child understands and 
can follow, which reduces the anxiety of  
everyday l i fe. This often works well when 
reinforced by using pictures and calendars as 
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Behaviour Management

visual  aids. Reduce the unexpected as much as 
possible; prepare the child for what  is coming 
next  and what  they can expect  to happen. 
Contact our support workers for bespoke visual 
aids.

Learning to recognise when your child is 
becoming st ressed is important because it will 
tell you when they are not able to take in 
information and understand what you are 
saying. Managing challenging behaviour and 
trying to change unhelpful (to you) behaviours 
requires a dif ferent approach than that typically 
talked about on parenting TV shows! 

There are many dif ferent  reasons why people 
may engage in chal lenging behavior. The best 
way to manage challenging behavior depends 
upon what the reason is for that individual. 
Challenging behaviours may be a way of helping 
the individual  to control  what  is happening to 
them, particularly when they have dif f iculties 
communicating their needs effectively in other 
ways, such as through verbal communication. 
There is some (not lots of) evidence that in FXS 
individuals there is a relatively low l ikel ihood of  
certain behaviours being ?at tent ion-seeking? 
and a higher l ikel ihood that  the behaviours are 
an at tempt to escape f rom dif f icul t / st ressful  
situat ions. However, a professional  assessment  
can help to understand each individual?s 
behaviour and provide strategies to minimise 
the behaviour. A social worker can help to 
signpost you to appropriate professionals. 

Interventions for challenging behaviour can 
include ensuring that the person has an 
effective way (other than challenging 
behaviours) to communicate their needs. Also, 
changes can be made to the person?s 
environment to reduce t riggers for behaviours. 
For instance, people with FXS are visual  learners 

and their copying/ imitat ing skil ls are one of  
their many st rengths, so visual  supports may 
help your child to see what to expect and reduce 
the uncertainty or anxiety in situations which 
may be triggers for behaviour. You can use many 
types of visual aids such as pictures, photos, 
symbols, drawings or t imelines. 

When challenging behaviours are happening, 
primarily it is important to make sure that 
everyone involved is safe. It is also important to 
try to keep react ions to the behaviour to a 
minimum (which can admittedly be tricky). The 
Chal lenging Behaviour Foundat ion has lots of 
really useful  advice around understanding and 
managing chal lenging behaviour, and more 
details of this organisation are below. 

It is important that you and others who care for 
your child model the behaviour that  you want  
your child to have. For example, if  you see that 
your child is becoming overly excited you can 
demonstrate some deep breathing techniques 
yourself , and this will encourage your child to do 
the same. It is important to tel l  your child what  
to do rather than what  not  to do, as sometimes 
they will just not know what they should 
actually be doing. A useful source of information 
is The Chal lenging Behaviour Foundat ion, 
whose contact details are as follows:  

 

Furthermore, there are many special ist  websites 
sell ing products and resources that are designed 
to help children manage anxiety and sensory 
input, for example, www.specialdirect .com 

Continued...

www.fragilex.org.uk 

Tel:               01634 838739 (General  enquiries)

Tel :               0300 666 0126 (Family support  l ine) 

Email :          info@thecbf .org.uk 

Website:    www.chal lengingbehaviour.org.uk

http://www.specialdirect.com
http://www.challengingbehaviour.org.uk
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Medical Route Map

Typically children with FXS will receive a diagnosis from a paediatrician (a doctor 
who specialises in children's health and child development) or from a clinical 
geneticist (a doctor who specialises in genetic and inherited conditions), and often 
via a GP referral.

Following a diagnosis there are several healthcare professionals (HCPs) that may work with your 
child to help deal with specif ic problems. The map below is a general guide to the type of doctors 
and HCPs that you may encounter; however the amount of involvement of each really depends 
upon the specif ic needs of your child. 

You may f ind that not all HCP?s will know as much about FXS as you do. It can be helpful if  the 
professionals involved are will ing to learn how the condition affects your child individually, and 
are open to discussing new information with you. 

The Fragile X Society have three family support  workers, one of  them based in Scot land. They 
can take the time to talk and send you out relevant information that can help at this early stage 
and beyond. 

www.fragilex.org.uk 
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Speech and Language Therapy (SLT)  

Speech and Language Therapy (SLT) is accessible via self  
referral or if  you prefer via your Health Visitor (HV), consultant 
paediatrician or GP (or any other person supporting you). You 
can get SLT service details from your local NHS board, GP or 
HV. Children can be referred from birth onwards. Speech and 
language therapists (SLTs) work with children, parents and 
other professionals to optimise your child's speech, language 
and communication development. This can mean developing 
your child's ability to use non verbal communication (such as 
gestures, sign language or body language) as well as verbal or 
spoken communication. Whatever the goals you agree with 
your SLT, parents and family members will always be involved 
in helping the child achieve those goals. For example learning 
a sign language is one way you might support your child's 
verbal and non-verbal communication.   

Speech, language and communication ability underpins a 
child's social, emotional, behavioural and intellectual 
development. Enabling children to communicate effectively 
helps them form relationships, get over what they want and 
feel and learn - as well as decreasing their frustration and 
anxiety. 

 You can f ind more information on SLT at www.rcslt.org. 

Occupat ional  Therapy (OT)  

Occupational therapists work with people who 
have a physical impairment, sensory problems, a 
medical condition, a mental health problem, or a 
learning disability. They help people who have 
dif f iculties with practical everyday tasks. OT?s can 
perform an assessment of your child?s health and 
social care needs and design activit ies to help 
them become more independent, as well as 
ensuring that their environment is appropriately 
adapted. In terms of Fragile X, they can help with 
problems with balance and posture, (important for 
co-ordination and the ability to walk in later l ife), 
as well as the control of f ine movements. Ask for an 
sensory integration assessment to be done by an 
OT; this will determine how your child manages 
information and sensation, with a view to reducing 
the overload.

Physiotherapy

The role of the physiotherapist is to improve a 
person's mobility and independence. A 
physiotherapist can help with the hypotonia and 
hypermobile joints. Children with FXS may have 
f lat feet and a physiotherapist can help improve 
your child?s coordination. Orthotics (insoles) can 
help with correcting alignment.  

Child and Adolescent  Mental  Heal th 
Services 

This service can be consulted to obtain a 
comprehensive assessment of behavioural 
inf luences on a child with the aim of teaching new 
strategies to help manage behaviours. 

Neurology 

Some children with FXS develop epilepsy and are 
referred to a neurologist (a doctor who specialises 
in the nervous system and brain). A neurologist can 
then advise on how best to manage the seizures 
and may prescribe medication. 

 

TIP: Say how you feel: 

If  you would rather that  the 
cl inical  staf f  do not  discuss 
your child in f ront  of  him or 
her, then don?t  be af raid to 
say so ? the same goes for 
medical  students who are 
part icipat ing in your 
appointments 

Medical Route Map

www.fragilex.org.uk 

Fragile X Syndrome: Family Route Map

http://www.rcslt.org
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Children with Fragile X 
Syndrome need a learning 
environment specif ic to their 
individual needs. 

Educators should be open to learning new 
ways to teach your child as quite often these 
are more successful. There are many dif ferent 
methods that can help children with FXS learn 
and reach their maximum potential. 

Each child should have an individual  
assessment by professionals involved 
in their educat ion, to bet ter ascertain 
their needs. 

The school will need to take into account the 
child?s hyperarousal, as well as any other 
learning dif f iculties or disabilit ies. 
Furthermore, teachers should understand 
pat terns in FXS learning styles and be aware 
of simple adaptat ions that can be made to 
maximise learning opportunit ies (e.g. holistic 
rather than sequential presentations, 
minimising direct eye contact during work 
presentation). Details about these and other 
tips can be found in the Fragile X Society?s 
booklet FXS: An Int roductory Guide to 
Educat ional  Needs? which is available on our 
website www.f ragilex.org.uk. 

Most children, particularly less severely 
affected girls, also benefit from help with 
socialisation.

After 3 years of  age (i.e. once in formal 
education) the nursery or school  will be 
responsible for providing an appropriate 
educat ion and ongoing monitoring and 

evaluation. For you as a parent the general 
options consist of addit ional  support  in a 
mainstream setting, a specialist placement 
within a mainstream placement, or a specialist 
placement.

There are a number of  routes to access 
educat ional  support  for your child, which 
usually involves meeting with the school and 
the educational psychologist for a needs 
assessment: 

- Ask your GP, health visitor or 
community paediatrician for a referral 

- Ask your social worker to provide you 
with information and options 

- If  your child is already at school when 
diagnosed ask your child?s school for 
an assessment by an educational 
psychologist 

The Educat ion (Addit ional  Support  
for Learning) (Scot land) Act  
2004/2009  

The Scottish Government has introduced this 
act of Parliament to provide an educat ional  
f ramework for support ing children with 
addit ional  needs. Under the act parents have 
the right to: 

- Ask their child?s school or education 
authority to f ind out whether their 
child has additional support needs 

- Request a specif ic type of assessment 
and/or examination for your child 
when their education authority is 
proposing to formally identify whether 
they have additional support needs 

- Receive information or advice about 
your child?s additional support needs 

Fragile X Syndrome: Family Route Map
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Enquire

Your child may have an Individualised Education 
Plan or a more formal Co-ordinated Support Plan. 
To f ind out more about your rights under the Act 
contact Enquire, the Scottish advice service for 
additional support for learning. 

Address: Rosebery House, 9 Haymarket Terrace, 
Edinburgh, EH12 5EZ 
Helpl ine number:   0345 123 2303
Off ice Number: 0131 313 8800
Website:  www.enquire.org.uk 

Resolve ASL 

Resolve ASL is an independent mediation service 
and the largest mediation provider in Scotland. 
They work practically to assist local education 
authorit ies in meeting the mediation 
requirements in the Education (Additional 
Support for Learning) (Scotland) Act 2004/2009  

Website: 
www.childreninscotland.org.uk/our-services 

Your child?s education should be needs led, not 
resource driven. It is a good idea to learn about 
the system early on as the more informed you are 
the easier it will be to ask for the sort of support 
that your child needs the most. 

Mindroom

?Mindroom? is a charity that supports families of 
children with learning disabilit ies in relation to 
getting the best out of their education. The 
majority of their work centres on raising 
awareness of learning disabilit ies but they also 
offer direct support and help to newly diagnosed 

families; their staff  have considerable experience 
of the education system. You can contact them 
with a specif ic enquiry or to get involved with 
their campaign work. 

Tel:  0131 475 2330 
Email :  directhelp@mindroom.org    
Website:  www.mindroom.org

Pamis

PAMIS is an organisation that supports people 
with profound and multiple learning disabilit ies 
and their carers. They offer practical help and 
advice, have a large library of useful resources 
and work with families to get better access to 
community resources, whether mainstream or 
specialist. 

Tel:  01382 385 154 
Website contact  form: http:/ / pamis.org.uk/contact 

Website:   www.pamis.org.uk 

 Other useful  educat ional  web resources:  

www.do2learn.com 

www.speechteach.co.uk 

www.act ivityvi l lage.co.uk 

www.educat ioncity.com 

 www.teacch.com 

www.tvteachervideos.com 

www.inspirat ion.com 

www.kidzone.ws 

www.edhelper.com 

ht tp:/ / zacbrowser.com 

www.aidis.org/ index/product-reviews 

Education
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Building A Support Network

Many of the families involved in writ ing this leaf let highlighted the importance of 
gathering as much family support as possible. Talk to your friends and family and seek 
support before things overwhelm you. If  you want to talk to other families raising children 
with FXS, the groups below can really help.

The Fragile X Society

The Fragile X Society is the support  organisat ion for famil ies 
af fected by Fragile X Syndrome. They can provide a huge 
amount of information and support to you on a wide range of 
topics. The majority of the directors of the Society are 
parents of children with Fragile X. Sometimes it is helpful to 
speak to another family who have been through similar 
experiences. If  you would like to contact another family in 
your area, you can phone the Society and ask one of the 
Family Support workers for a contact. 

Scot land: The Fragile X Society ? Scot t ish Base Details c/o 
Cornerstone, Kirkhaven Business Centre, 120 Sydney St , 
Glasgow, G31 1JF 

Contact :              Sandra, Support  and Development Worker                                                                                         
             (Children and Adul ts) 

Tel :                       0782 505 0072 

Email :                  sandra@fragilex.org.uk 

Head Of f ice: The Fragile X Society - Rood End House, 6 
Stort ford Road, Great  Dunmow, Essex,CM6 1DA 

Tel:                      01371 875100 

Website:           www.f ragilex.org.uk 

Contacts:          Wendy, Family Support  Worker (for Children)  
                             Jane, Family Support  Worker     (for Adul ts)  

Contact  A Family Scot land    

This organisation campaigns on behalf  of disabled children, 
has a vast number of helpful resources, and also provides 
information about other families in your area living with the 
same condition. 

Contact  A Family Scot land: Craigmil ler Social  Enterprise and 
Arts Centre, 11/9 Harewood Road, Edinburgh, EH16 4NT 

Tel :                      0808 808 3555 (f ree helpl ine) 
Tel :                      0131 659 2930 (Scot land of f ice) 
Email :                 scot land.of f ice@cafamily.org.uk 
Website:           www.cafamily.org.uk 

Counsel l ing services and 
psychological  support     

Coming to terms with a diagnosis of FXS can be very stressful 
and many parents talk of init ially feeling numb, with a 
mixture of shock and denial. It is normal to go through a 
period of mourning for the loss of the dreams of a trouble 
free childhood that you had had for your child. You are 
entit led to ask for a referral to psychology for counselling or 
talking therapies and the most straightforward route is to ask 
your GP, although other doctors such as paediatricians and 
clinical geneticists can also refer. Below is a list of  
organisations that can offer counselling and support.

Support  for carers    

As a parent of a child or adult with FXS you are automatically 
a carer. Init ially many people don?t see themselves this way, 
as they are f irst and foremost a parent.  However, many 
organisations have developed due to the real need that 
carers have for a bit of support.  It is worth investigating what 
they offer now, so that if  a dif f icult situation occurs you know 
where and how to access support later. 

Carers Trust  Scot land

This organisation provides a large range of services for carers 
based in local carer centres across Scotland. They can 
provide advice on how to get the most out of your 
consultations with doctors, social workers and the education 
system, advocacy services (if  you want support at these 
meetings) and have comprehensive information on accessing 
short break and respite services. The contact details are as 
follows:

Carers Trust  Scot land, Skypark 3, Suite ½ , 14/18 El l iot  
Place, Glasgow, G3 8EP 

Tel:                        0300 123 2008 

Email :                  scot land@carers.org 

Website:             www.carers.org/scot land 

www.fragilex.org.uk 
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Kindred

Kindred have off ices in Edinburgh, Fife, and Glasgow. They 
provide information, emotional support and advocacy to 
families of children and young people with additional needs.  
They are based beside the Royal Hospital for Sick Children in 
Edinburgh.  

Tel:                  0800 031 5793 

Email :             kindred.enquiries@gmail .com            

Website:        www.kindred-scot land.org 

Children in the Highlands informat ion 
point  (for those l iving in the 
Highlands)

Children in the Highlands information point (CHIP+) are 
based in Inverness and serve the Highland region. They offer 
information, support and advice to the families and carers of 
children and young people with additional support needs. 

Tel:                    01463 711 189 

Email :               info@chipplus.org.uk                            

Website:         www.chipplus.org.uk 

Advocacy Services 

An advocate is a person whose role it  is to support  you to get  
your views, experience and needs across in chal lenging 
situat ions. We all need an advocate at some point in our lives 
to help us make that dif f icult phone call, write a letter of 
complaint or support us at an important meeting.

Independent advocacy services can be used when a friend or 
relative is not free to help out and you want support from a 
person who is not involved in the services you are in touch 
with. An advocate can be used to support you whilst applying 
for benefits, or if  you experience dif f iculties with getting 
your child what they need in terms of education, social 
support or health services. 

The Scot t ish Independent  Advocacy 
Al l iance 

The Scottish Independent Advocacy Alliance (SIAA) lists all of 
the advocacy services currently available in Scotland (see 
below). You may wish to contact an advocacy organisation 
with a specif ic emphasis such as carer?s rights (VOCAL), 
mental health or disability rights. 

Advocacy services can also be used to help you f ind out the 
information you need with any specif ic issue. 

Tel:                      0131 524 1975 
Website:           www.siaa.org.uk 

Accessing Social  Services 

Social  workers can work with famil ies with addit ional  
support  needs, such as a family with a child with learning 
disabil i t ies. Your social work department should have an 
up-to-date list of all of the local services that might be able 
to help and therefore getting in touch can be of use. 

To access social work services contact your local council and 
ask for a needs assessment for your family in relation to 
learning disability. The following sites list all of the local 
councils in Scotland and once you have clicked on your area, 
click on the section called Social and Health Care or Health 
and Social Care to get their phone number or email address: 

Websites:  
ht tp:/ /www.cosla.gov.uk/scot t ish-local-government  

www.oul twood.com/ localgov/countries/ scot land.php 

If  you are not online your local phone directory will have your 
local council contact details, but you can also ask your GP to 
help you access social work services. Some councils have 
learning disability social workers, and some will have a local 
area coordinator who will talk about what is available in your 
area. Your local carers centre should also be able to provide 
you with these details. 

Website:     www.scld.org.uk/ local-area-co-ordinat ion/

                        what-local-area-co-ordinat ion 
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Building A Support Network

Organisat ions providing learning 

disabil i ty informat ion and advice 
There are several organisations that can provide information 
and advice for carers of people with learning disability. 
Many of these organisations also run campaigns that may be 
of interest to you.

Scott ish Consort ium for Learning 
Disabil i ty

SCLD is a consortium of partner organisations who work 
together to encourage best practice in the support of people 
with learning disabilit ies. 

Website:                                                   www.scld.org.uk 

PAMIS  

The PAMIS organisation works with people with profound 
and multilple disabilit ies.

Website:                                              www.pamis.org.uk

Nat ional  Aut ist ic Society  
The National Autistic Society offers a large amount of 
information about autism and autistic spectrum disorders 
and about behaviour management. 

Supporter Enquiries:                             0808 800 1050 
Aut ism Helpl ine:                                     0808 800 4104 
Website:                                           www.aut ism.org.uk/

 

Enable  

Enable support people who have learning disabilit ies and 
their families to live, work and take part in their 
communities. 

Website:                                           www.enable.org.uk/  

FRAXA  

FRAXA supports families affected by Fragile X and raises 
awareness of this relatively unknown condition. Their 
primary mission is to f ind a cure for Fragile X by way of 
funding and supporting research. 

Website:                                                    www.f raxa.org 

Special  Kids in the UK  

Special Kids in the UK offers contact, information and 
support for families of children and young people with 
special needs, covering a broad spectrum including learning, 
physical and behavioural dif f icult ies. 

Website:                         www.specialkidsintheuk.org  

The Nat ional  Fragile X Foundat ion 
(USA)  

Website:                                                www.f ragilex.org

Contact  A Family Scot land  

Contact  A Family Scot land    Craigmillar Social Enterprise & 
Arts Centre, 11/9 Harewood Road, Edinburgh, EH16 4NT 

Tel:                                 0808 808 3555 (f ree helpl ine) 
Tel:                           0131 659 2930  (Scot land of f ice) 
Email :                      scot land.of f ice@cafamily.org.uk 
Website:                          ht tp:/ /www.cafamily.org.uk

www.fragilex.org.uk 
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Parent 's Tip: Resources 
are scarce, don't give up, 

but persevere. 
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Further Assistance

Financial  Help & Benef its Ent it lement 

It can be hard to accept the label ?disabled,? 
particularly if  your child is fully mobile and healthy.  
However, learning disability is a form of disability that 
is just as deserving of extra support as any other type. 
Find out what benefits you are entit led to as they are 
being provided specif ically for improving the quality of 
your child?s life. The Fragile X Society has free benefits 
guides available - contact us on 01371 875100. 

Contact  a Family  

Contact a family (see key contacts) has a wealth of 
information on how to access benefits that exist for 
children with disabilit ies: 

Website:                                 
www.cafamily.org.uk/know-your-rights/  

The Family Fund  

The Family Fund provides grants to families raising 
disabled and seriously il l children and young people 
aged 17 and under. They provide grants for a wide 
range of items, such as washing machines, sensory 
toys, family breaks, computers, and tablets. 

Tel:  01905 550055  Website: www.familyfund.org.uk

 

Take a Break Scot land
Take a Break Scotland is Scotland's short break fund for 
disabled children, young people, and their families. 
Take a Break grants can be used for a break away, 
towards leisure activit ies or outings, sports equipment, 
and much, much more. 

Website: ht tp:/ / takeabreakscot land.org.uk

Respite and Social  Act ivit ies 

Cornerstone 

Cornerstone is a Scottish charity that provides services 
for people with  disabilit ies and other support needs 
such as short breaks and respite as well as community 
support. 

Tel:                        01224 256 000 (North of  Scot land) 
Tel:                        01382 220 238/248 (Central  Scot land) 
Tel                         0141 550 7580 (West  of  Scot land) 
Tel:               0141 378 0700 (Glasgow)
Email :                  enquiries@cornerstone.org.uk 
Website:             www.cornerstone.org.uk 

                                                  

Crossroads Caring Scot land 

Crossroads Caring Scotland provides short breaks for 
carers by taking over the caring in the home allowing 
you to take some time for yourself .  There services are 
delivered locally across Scotland. 

Crossroads have of f ices across Scot land. 

Website:            www.crossroads-scot land.co.uk 

Contact  form:  www.crossroads-scot land.co.uk/contact

Informat ion Sources for Heal thcare Professionals 

The Fragile X Research Foundation 

Website:     www.f raxa.org 

The Scottish Genetic Education Network                 

Website:      www.scotgen.org.uk 

NHS National Genetics Education and Development Centre 

Website:    www.genet icseducat ion.nhs.uk   

Genetics in Family Medicine: The Australian Handbook for General Practit ioners. 

Website:    ht tps:/ /www.nhmrc.gov.au/guidel ines-publ icat ions/g11

www.fragilex.org.uk 
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The Fragile X Society in 
Scotland

Sandra Thoms (Scotland Support and Development 
worker: centre left), & Craig McDonald (Chairman: 
far left) at the Scottish Parliament

Since  2012, the Fragile  X Society have been 
proud to have a  Support and Development 
worker for Scotland: Sandra Thoms.  Sandra is 
the f irst dedicated support for the Scottish 
fragile X community.

The role was init ially funded as part of the 
Scottish Government's  Autism Development 
Fund and is now being supported by the 
Robertson Trust and the Hugh Fraser 
Foundation , as well as the support of family 
fundraising and donations, without which we 
could not do our work. 

Sandra is able to provide support  and 
guidance to families around Scotland. In 
addition,  Sandra spends much of her time 
raising awareness and providing bespoke 
training to organisations who want to learn 
more about Fragile X or who require specif ic 
input on providing support for an individual 
with fragile X. 

If  you want support around any aspect of Fragile X, then Sandra can be contacted on:

Telephone: 07825050072 

Email : sandra@fragilex.org.uk

Address: Fragile X Society, Cornerstone, Kirkhaven Business Centre , 120 Sydney St ,Glasgow, G31 1JF 



www.fragilex.org.uk 

We are here to support you, please get in touch

We help anyone who is af fected by FXS; their famil ies and f riends; professionals working with 
people with Fragile X; or anyone who wants to know more.

- Our Helpline is open 9am ? 5pm Monday to Friday providing understanding, information and 
support

- Up-to-date resources, l iterature and publications about Fragile X
- Peer to peer support online and via events
- Conferences, training and events
- Support for and opportunities to take part in research into Fragile X Syndrome and Fragile X 

Carrier effects. 

Fragile X Society Staf f

Becky Hardiman, CEO becky@fragilex.org.uk
Contact Becky for enquiries relating to the development or 
management of the Fragile X Society.

Wendy Bowler, Support  Worker wendy@fragilex.org.uk
Contact Wendy for enquiries about children and 
adolescents with Fragile X Syndrome; support groups; 
enquiries about carriers.

Jane Ol iver, Support  Worker jane@fragilex.org.uk
Contact Jane for enquiries about adults with Fragile X 
Syndrome and enquiries about carriers. 

Sandra Thoms, Support  and Development Worker for 
Scot land sandra@fragilex.org.uk
Contact Sandra for all enquiries about individuals and 
training in Scotland

Susan Layton, Clerical  Assistant  susan@fragilex.org.uk
Contact Susan for membership queries, fundraising 
support, event booking and purchase enquiries. 

Tim Pot ter, Bookkeeper t im@fragilex.org.uk
Contact Tim with invoicing or day-to-day f inancial 
enquiries. 

Telephone: 01371875100
Address: Fragile X Society, Rood End House, 6 Stortford 
Road, Great Dunmow, Essex, CM6 1DA
Email : info@fragilex.org.uk

/ thefragilexsociety or / fragilexukgroup @fragilexuk

Fragile X UK fragilexuk

Charity Regist rat ion Number: 1127861     Company Regist rat ion Number: 6724061

Supported by 

Laboratory Research and General  Enquiries

The Patrick Wild Centre,
The University of Edinburgh
Hugh Robson Building
Edinburgh, EH8 9XD

Email : Patrick.Wild.Centre@ed.ac.uk 
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