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This booklet is produced by Save Our Sons 
Duchenne Foundation; the National Australian not 
for-profit organisation supporting boys, young men, 
rare girls and their families living with Duchenne and 
Becker muscular dystrophy.

The information contained in this booklet is an 
overview of Duchenne muscular dystrophy, and is 
designed to guide you through the early days of 
diagnosis - the start of your family’s journey.

The first few days, weeks and months can be 
overwhelming and distressing as you try to 
understand and absorb this diagnosis and learn 
everything you can. We hope we can offer some 
comfort in the knowledge that we are here to share 
your journey. You are not alone.

No one will ever forget the day of diagnosis. 
Everything in your world changes forever, and yet 
so much will stay the same. Families find themselves 
grieving for things that are not yet lost, grieving for 
the futures they thought their child had, you may feel 
like you have no control. Grief can be all consuming 
and exhausting.

“As a parent of a son with Duchenne, I felt angry 
and alone when we got the diagnosis. I did not want 
to believe it was true. I thought they had made a 
mistake. It was the start of a journey no one imagines 
being on.”

When your child or children are diagnosed with 
Duchenne, it affects not only the immediate family 
– parents and siblings, but also grandparents,
extended family members and friends. Coping with
other people’s distress as well as your own, can be
extremely difficult. Everybody copes with difficult
situations differently, it is important to recognise
and accept this in partners, siblings and other family
members. There is no right or wrong way to feel at
this time.

While the Internet can be a source of good 
information, it can also be asource of inaccurate 
and misleading information and false hope. In the 
back of this booklet (page 12-13) you will find a list  
of suggested websites where you will find some  
of the most reliable and trustworthy information.  
Rely on your Neurologist and nurse for expert and 
professional advice.

— 
What do we do now?
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Duchenne muscular dystrophy (also known as 
DMD or Duchenne) is the most common muscular 
dystrophy in children. It is not contagious but is a 
genetic condition present from birth. Although it is 
mainly boys who have Duchenne, girls have been 
diagnosed in very rare cases. Duchenne knows no 
boundaries and it can be diagnosed in children of 
every race and culture.

One in every 3500 boys born worldwide will have 
Duchenne. That means approximately 20,000 
babies across the world are born with Duchenne 
each year and approximately 45 new cases are 
diagnosed in Australia each year.

When a boy (or rare girl) has Duchenne muscular 
dystrophy he or she is missing a protein called 
dystrophin. Dystrophin acts like a shock absorber to 
give the muscles in the body strength and stability. 
Without this shock absorber muscles are weaker 
and more prone to rupture and damage.

Dystrophin protein is missing in those with 
Duchenne muscular dystrophy due to a change 
being present in the gene that contains the 
instructions to make it.

Duchenne causes the muscles throughout the body 
to become gradually weaker, resulting in disability 
and a shortened life expectancy. There is no known 
‘cure’ but there is extensive research and clinical 
trials underway to find an effective treatment. 
Great advances have been made in terms of 
respiratory and cardiac management and through 
the introduction of steroids (see page 9). This is 
important in terms of keeping our children in the 
best possible condition, so that when treatments 
become available they are in the best possible 
position to take advantage of them.

Current treatments are improving quality and  
length of life for children and young adults living 
with Duchenne.

There is HOPE and Save Our Sons Duchenne 
Foundation are investing in many clinical trials 
internationally and in Australia, to move us ever 
closer to an effective treatment for Duchenne.

In the meantime Save Our Sons Duchenne 
Foundation is here to share your journey and 
provide information to ensure that you have 
informed choices and access to all the available 
information and resources.

— 
What is Duchenne muscular dystrophy?
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Duchenne muscular dystrophy is a ‘genetic’ 
disorder. This means that it is either passed down 
(inherited) from a parent or a new genetic change 
that occurred in your child. The genetic change 
occurs very early in development - in the egg that 
is fertilised at the beginning of a pregnancy. This 
is known as a ‘spontaneous mutation’ and this 
happens in more than one third of Duchenne cases. 
The rate of spontaneous mutation in Duchenne is 
high, due to the large size of the dystrophin gene. 
The larger the gene, the greater the chance of an 
error occurring.

The gene that is affected in Duchenne – the 
dystrophin gene - is located on the X chromosome. 
This is one of the chromosomes that determine  
our gender. 

Males have one X chromosome and one Y 
chromosome. If their X chromosome contains a  
faulty dystrophin gene, they will have Duchenne 
muscular dystrophy.

Females on the other hand, have two X 
chromosomes, one inherited from each parent 
and if one has a faulty dystrophin gene the healthy 
dystrophin gene on the other X chromosome can 
compensate for it and they usually don’t show any 
symptoms.

It is important to remember that genetics are 
complicated and can be difficult to understand. 
Although your child has been diagnosed with 
Duchenne, no one is to blame, neither you nor  
your partner did anything wrong to cause it.

— 
Why our child?
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Every child is an individual. The rate of progression 
and severity of symptoms are different for each 
child. Even siblings, who have Duchenne, will have 
differences in deterioration and severity. Some 
children with Duchenne may not crawl, walk or talk as 
quickly as other children of the same age, sometimes 
these delays may have prompted parents to seek 
medical advice; but often children Duchenne will reach 
all their milestones at a similar age to their peers.

Living with Duchenne requires active participation 
from health care providers, parents, siblings, 
extended family and schools to ensure that each 
child thrives.

We do know that the best available care at present 
is a combination of services and therapies. Some of 
the important information and services you should 
be aware of after diagnosis are listed below in 
alphabetical order:

ANAESTHETIST
Should your child need a general anaesthetic 
for surgery at any time, it is important to let the 
anaesthetist knows in advance, that your child  
has Duchenne. Special anaesthetic precautions 
are needed for a child with Duchenne. Discuss  
any pending surgery with your Neurologist.  
(An Emergency Information Card has been  
included in this pack).

CONFERENCES
Save Our Sons Duchenne Foundation organises/
co-organises biennial national conferences, allowing 
parents to network with each other, researchers, 
therapists and other health professionals; providing 
updates on world standards of care and research 
progress firsthand. These conferences are for 
parents, medical practitioners, allied health 
professionals, educators and carers. Please follow 
our social media for updates on all our events.

COUNSELING
Although Save Our Sons Duchenne Foundation  
does not provide a counseling service we 
recommend that you contact your state based  
Carers Australia organisation for help and support. 
Contact the National Carers Counseling Program 
on: 1800 242 636 and Mensline Australia on: 1300 78 
99 78. You can also contact the Muscular Dystrophy 
Association in your state for advice on counseling in 
your area (please see the list on page 13).

EMERGENCY INFORMATION CARD
This essential card for your wallet is an important tool 
to give to emergency room staff and medicos not 
accustomed to treating children with Duchenne, as 
it alerts them to emergency considerations specific 
to Duchenne. This card (included in this pack) is 
waterproof /non-tear and is the size of a business 
card. We recommend each person with Duchenne 
have 2 cards - one to keep with you at all times and 
one for parent/carer. If you require more copies of 
these cards please email info@saveoursons.org.au

GENETIC COUNSELLING
The purpose of genetic counseling is to help you 
understand how Duchenne can be passed on 
through families. It will help you to make informed 
choices about future pregnancies. It is also an 
opportunity for your extended family to consider the 
need for genetic testing. You may like to make a list 
of questions to take to your appointment. Genetic 
counseling is about giving you and your family the 
information that you require to plan for the future 
and make the choices that are right for you.

MEDIC ALERT BRACELET
Medical ID bracelets are a simple way to 
communicate important information to first-
responders in an emergency, especially if your child 
is having steroid treatment.

— 
What can I do now?
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NEUROLOGIST
Your Neurologist is a specialist in Duchenne and will 
monitor your child’s strength and general physical 
well-being and may recommend steroid therapy.  
He/she will manage treatments, keep you up to date 
with advances in research, and will coordinate care 
from other specialists and services.

NEUROMUSCULAR CLINICS
In most states there are specialist clinics for those 
with Duchenne. They bring together different 
doctors and specialists to review your child at 
one appointment. The specialists you may see 
at this clinic in addition to your Neurologist may 
include a Cardiologist (heart specialist), Respiratory 
Physician (lungs and breathing) and Endocrinologist 
(metabolism, hormones, bone density etc.) – to 
name a few. Your clinic visit may also include seeing 
a physiotherapist, occupational therapist, orthotist, 
social worker, or dietician. The clinics are run by a 
neuromuscular nurse. The nurse will be your regular 
contact. Save Our Sons Duchenne Foundation have 
a nurses program across Australia, with a specialist 
Duchenne nurse in clinics based in NSW, VIC, WA, 
SA and QLD. Clinic nurses will be a great support 
to you and your family. They have a wealth of 
knowledge and are happy to answer any questions.

OCCUPATIONAL THERAPIST
Equipment is available to improve your child’s 
comfort, mobility and independence, consulting 
with an occupational therapist will ensure that the 
equipment is right for your child’s needs. 

ORTHOTIST 
An orthotist specialises in making splints (or orthosis) 
that are commonly called AFO’s (Ankle-foot orthoses). 
These are made to measure for your child and are 
usually worn at night. These light weight AFO’s hold 
the ankle in a neutral position (that is, at 90 degrees or 

as close as possible) and support the foot and  
calf areas. Splints provide a really good stretch of  
the lower leg muscles while your child is sleeping. 
They are also sometimes recommended to wear 
during the day but discuss this with your specialist.

PATIENT ASSISTED TRAVEL SCHEMES
Patient assisted travel schemes are an important 
element of providing equitable access to essential 
health services for people in rural and remote 
Australia. The schemes are managed by each 
State and Territory- each having their own title, 
eligibility criteria, type of subsidy and additional 
considerations. A handy PDF guide with details  
of the state specific schemes can be found at  
http://ruralhealth.org. au/sites/default/files/
publications/nrha-guide-pats_0.pdf

PHYSIOTHERAPIST
Your physiotherapist will monitor how your childs 
muscles are working and provide you with a stretching 
program and instructions for doing stretches at home. 
Stretches are important to keep your child mobile, 
healthy and comfortable. Your physiotherapist may be 
based at the hospital and in some cases are based in 
the community and are accessed through your NDIS / 
WA NDIS plans.  Discuss this with your neurologist.

REGISTRY - DUCHENNECONNECT 
AUSTRALIA
We encourage you to register on DuchenneConnect 
Australia. This is a program funded by Save Our 
Sons Duchenne Foundation, in collaboration with 
Parent Project (PPMD) in the US. The registry was 
developed to collate all relevant genetic and clinical 
information of individuals with Duchenne in Australia. 
The registry is used by clinical trial organisers to plan 
new clinical trials and invite participants to take part. 
The registry is for anyone diagnosed with Duchenne 
or Becker muscular dystrophy, as well as carriers and 
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suspected carriers of these conditions. Taking part 
in the registry involves completing surveys online. 
DuchenneConnect Australia is also an information 
hub for families.

Information and the consent form to participate in 
the registry can be found at  
www.duchenneconnectaustralia.org.au

SPEECH THERAPIST / SPEECH 
PATHOLOGIST
Speech and language therapy is usually 
recommended for younger children who may 
have suspected delays in speech and/or language 
development. Some children do have specific 
cognitive and language difficulties associated  
with Duchenne. The “Psychology of Duchenne 
Muscular Dystrophy” book is available via our  
online shop and is also included in the “Teachers 
Resource Pack” (available in the online shop — 
www.saveoursons.org.au). Speech therapy is an 
integral part of your child’s development and is 
accessible as an early intervention for your child.

STRETCHES
Stretches are an important part of your child’s 
everyday life. Stretches keep the muscles and 
tendons supple. Stretches help to prevent a 
tightening of the muscles and tendons, which limit 
the full range of movement in a joint. This tightness 
occurs because not all muscles lose strength at the 
same time or pace.

TEACHERS
A large part of your child’s life is spent in the 
school environment. The “Teachers Resource 
Pack” developed by a team of experts at Save Our 
Sons Duchenne Foundation, is available to assist 
parents, teachers and education assistants to better 
understand Duchenne in the school environment, 
to assist in planning and providing a quality 
education for your child. In providing a Teachers 
Resource Pack to your child’s school and facilitating 
a working relationship between yourselves and your 
child’s teachers, we hope to facilitate positive and 
supportive experiences and a sense of belonging in 
all areas of school life for your child. To register your 
school please email info@saveoursons.org.au 
of school life for your child. There is also a pdf 
version on our website www.saveoursons.org.au

— 
What can I do now?
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Steroids are currently the only medication proven 
to slow the progression of Duchenne, but they can 
cause a long list of worrying side effects, which makes 
the decision of if and when to start them a tough one. 
It is important that you discuss any concerns you have 
with your doctor before making the decision to start 
steroid therapy.

Steroids have been prescribed to boys with 
Duchenne for over 20 years and more than 90 
percent of boys in Australia now take them. The type 
of steroids used are ‘corticosteroids’ (also known 
as ‘glucocorticoids’). They are not the same as the 
anabolic steroids used by some body builders. It is 
thought that corticosteroids help in Duchenne due to 
their anti-inflammatory properties and by improving 
muscle regeneration.

Prednisolone and Deflazacort are the two types of 
corticosteroid prescribed for Duchenne. They each 
have pros and cons, which can be discussed with your 
doctor, but since prednisolone is much cheaper, this 
is usually tried first. 

Steroids are usually started sometime between the 
ages of four and six, when motor skills have stopped 
improving, but have not yet started to decline.
There is recent evidence that starting earlier is more 
effective but this must be weighed against the risk of 
side effects.

Steroids are recommended in the international 
standards of care guidelines for Duchenne because 
of their ability to slow the progression of weakness, 
reduce the development of scoliosis (curvature of 
the spine) and delay breathing and heart problems. 
On average boys taking steroids are able to walk for 
three years longer.

The long-term use of steroids can cause a number of 
possible side effects; the most common being weight 
gain, mood changes (irritability and hyperactivity) 
and a round, puffy face. Some of the other possible 
side effects include difficulty sleeping, headaches, 
stomach irritation, growth suppression, delayed 
puberty, raised blood pressure, cataracts, bone 
fractures and increased susceptibility to infection.

After starting steroids your doctor will monitor the 
benefits and side effects. If the side effects are 
outweighing the benefit, the dose can be altered 
or tapered off completely. It is very important to 
not suddenly stop taking corticosteroids; their dose 
needs to be reduced slowly.

CHECKLIST BEFORE STARTING 
STEROIDS:
•  All routine immunisations should be given before

starting corticosteroids.

•  Make sure you know what to do if you forget a
dose and where to get advice if needed. This
information is also on your emergency card.

•  Be aware that a sudden stressful event such as
illness, an accident or surgery, may require a
higher dose of steroids for a short time.
However, do not change the dose without
discussing with your doctor.

It is recommended that people taking steroids 
wear a Medic Alert bracelet at all times. We also 
recommend carrying the Emergency Information 
Card at all times. This is an important tool for 
emergency room staff and medicos who are not 
accustomed to treating children with Duchenne,  
as it alerts them to emergency considerations 
specific to Duchenne.

— 
An overview of steroids
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DIET AND SUPPLEMENTS
It is important to work with your doctor and/or  
a dietician to ensure children with Duchenne are 
getting all of the nutrients they require and to 
keep their weight within a healthy range, especially 
if they start on steroids. Vitamin D and calcium 
supplements are also recommended while  
taking steroids.

Research is ongoing to find out if any other 
supplements are helpful for Duchenne. Some 
evidence exists supporting supplementation 

with ‘creatine monohydrate’, but the reported 
improvement in strength was quite small and there 
have been no long term studies to assess safety.

If you do decide to try any new supplement 
we recommend talking to your doctor first to 
ensure there are no safety concerns and to work 
out the correct dose. It is also important to buy 
supplements from reputable suppliers, there are 
a lot of substandard products available especially 
through the internet.
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— 
Talking with children

Most parents worry about what to say to their newly 
diagnosed child and siblings. This is a difficult 
area to offer advice on. What you do say will 
depend on your child’s / children’s age and level 
of understanding. Some people like to use the full 
term – Duchenne muscular dystrophy, others simply 
refer to it as Duchenne. What is important is to try 
to make sure that what you say is truthful and makes 
sense to your child.

You may choose to say something like “The doctors 
have told us that your muscles are weak which will 
make it hard for you to do some things. There are 
lots of people around the world working really hard 
to find ways to make this better. There isn’t any 
medicine that will fix it at the moment, but there are 
a few things we can do that will help (i.e steroids, 
stretching).” Try to keep focus on the here and now 
– what it all means in the short term. Avoid looking
too far ahead into the future. Keeping it simple and
honest, without being scary, is a good start. You can
then build on this information slowly as they start to
ask questions. Be open and approachable.

It is important that children feel that it is okay to ask 
you questions about Duchenne – sometimes you 
may not know the answers – and that’s fine, you can 
always find the answers and talk about it later on. 
There is no right or wrong way to approach these 
discussions. You know your children best – do what 
feels right for you and your family.

Also included in this pack is the very special “That’s 
What Wings Are For” children’s book. A beautiful 
story about Bluey the dragon (the Save Our Sons 
Duchenne Foundation mascot) who is a bit different 
but is strong and amazing in so many other ways. 
This story was written of behalf of and in support 
of Save Our Sons Duchenne Foundation by Patrick 
Guest. For additional copies please visit our on line 
shop at www.saveoursons.org.au

Patrick Guest is a physiotherapist with a passion 
to make people feel better inside and out. Pat 
lives in Victoria and has firsthand experience with 
Duchenne. One of his 3 children has Duchenne.
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• Visit our website www.saveoursons.org.au

•  We encourage you to join the DuchenneConnect
Australia registry – you will be kept up to date with
all the news, events, conferences and resources.

•  There are many Facebook pages/groups dedicated
to Duchenne. Some of these can be quite
confronting for young families – if you are having
difficulty coming to terms with the conversations
on some pages – hide them from your newsfeed.
Everyone is at different stages in their journey.

•  Teachers Resource Packs are available via emailing
info@saveoursons.org.au or via our online shop.

•  Any research questions you may have can be
emailed to our Research Affairs Manager
kristina@saveoursons.org.au. You can also send a
message via our Facebook page.

•  For any clinical care, equipment (Enhancing Quality
Of Life Grants) NDIS or general questions please
email our EO of Clinical Care and Advocacy: klair@
saveoursons.org.au

•  Disability Parking Permits differ from state to state
– do a web search for Disability Parking Programs
in your state to see the eligibility criteria. It is
advisable to apply for these permits as it will assist
in reducing fatigue in your young child.

•  Swim Scooters are a recreational device, which
provides an activity for the children that is both
enjoyable and therapeutic, helping a child with
Duchenne to keep up with their siblings and

friends in the pool. Using the Seadoo swim 
scooters, children with Duchenne achieve active 
and stretching exercises in the pool, with the 
added benefit of improving or maintaining 
respiratory function. A child with Duchenne 
does fatigue more easily than their peers, it is 
important to be extra observant when they are in 
the pool.

•  Trampolines require your child to use eccentric
exercise, which means that the muscles have to
work twice as hard to jump. Eccentric exercise
causes considerable stress on the muscles and
can lead to severe fatigue and pain and can
quickly damage the muscles. Trampolining
although fun needs to be discouraged for a child
with Duchenne.

•  Scooters (like mobility scooters) are fun and help
a child keep up with their friends, whilst reducing
muscle fatigue. A child with Duchenne can be
compared to a battery; you never know how long
the energy will last. Therefore, it is desirable to
conserve the child’s energy for the more important
moments or tasks. For example; the scooter could
be used to get to the library to save energy for
walking around to choose a book. The scooter
should be encouraged/used to preserve energy
for the positive moments in the day. There are
a few varieties available, which can suit young
children through to later primary school age.
Please consult with your Occupational Therapist
and Physiotherapist when you are considering
a scooter for your child. Any questions can be
emailed to klair@saveoursons.org.au

— 
Other Helpful Information
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•  Save Our Sons
www.saveoursons.org.au

•  Parent Project Muscular Dystrophy (USA)
www.parentprojectmd.org

•  Treat NMD (European)
www.treat-nmd.eu

•  Action Duchenne (UK)
www.actionduchenne.org

•  Muscular Dystrophy Foundation
www.mdaustralia.org.au

•  The Diagnosis and Management of Duchenne
Muscular Dystrophy – An online guide for families
www.dmd-guide.org

•   Your Genes Your Health Cold Spring Harbour
www.ygyh.org/dmd/whatisit.htm

FOR INFORMATION ON SERVICES 
IN YOUR STATE:
•  Muscular Dystrophy WA

www.mdwa.org.au

•  Muscular Dystrophy Association of South
Australia (& NT)
www.mdasa.org.au

•  Muscular Dystrophy Association of NSW
www.mdnsw.org.au

•  Muscular Dystrophy Australia VIC
www.mda.org.au

•  Muscular Dystrophy Association of Tasmania
www.mdtasmania.org.au

•  Muscular Dystrophy QLD
www.mdqld.org.au

— 
Sources of reliable Information
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At the time of diagnosis you will be faced with the 
‘worst case scenario’ and although it is important to 
be prepared for what may lay ahead, it is also helpful 
to know that there is hope for the future.

With improved care standards, those with Duchenne 
are now living longer than expected and having 
productive, fulfilling lives into their 30s and 
sometimes even 40s.

Many families also draw hope from research, 
which is moving forward at a fast pace with many 
promising treatments now in clinical trial. Save 
Our Sons are catalysts in funding clinical trials and 
research into Duchenne, importantly bringing these 
trials to Australia.

The Duchenne journey may seem overwhelming and 
challenging at the moment. Life as you knew it will 
never be the same, but things do get better. Take 
the time to enjoy activities as a family. Don’t get so 
involved in looking into what is ahead, that you don’t 
take time to appreciate and enjoy the here and now. 
Focus on what your child can do. Encourage your 
child to develop interests and talents and to make 
friendships. Promote your child’s independence.

You will meet some amazing people who are on 
the same journey, who will give you their hand in 
support and assist you with advice. You will discover 
an amazing strength within yourself. You will become 
your child’s greatest advocate.

We hope this booklet has been helpful.

— 
Hope for the Future
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Save Our Sons Save Our Sons Duchenne  
Foundation was founded in 2008 by Elie & Nancy  
Eid following the diagnosis of their son with 
Duchenne and is now the peak body for Duchenne 
muscular dystrophy in Australia.

Save Our Sons receives no government funding and 
funds programs to improve the quality of life for those 
in all stages of Duchenne via a range of fundraisers 
and events. It relies on the generosity of its supporters 
to fund clinical trials and assist those living with 
Duchenne by ensuring they have access to the best 
available equipmentt and specialist medical care.

Save Our Sons has raised more than $5.5 million 
since its inception. The main undertaking is to help 

find a cure for Duchenne by funding clinical trials, 
supporting those with Duchenne and their families, 
and raising awareness of their plight.

Furthermore, Save Our Sons distributes these 
diagnosis packs to help families understand 
Duchenne upon diagnosis, and teacher resource 
packs to help teachers support those with Duchenne 
in the school environment.

A comprehensive national patient registry for 
Duchenne is also a key mission of Save Our Sons, 
in addition to funding Duchenne-trained nurses 
in every state of Australia to help children with 
Duchenne and their families.

— 
About Save Our Sons
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— 
Notes
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