
Teachers Resource 
Duchenne muscular dystrophy (DMD)



02  |  Save Our Sons Teachers Resource

Education partnerships 4

Teachers 5

What is Duchenne muscular dystrophy? 6

Milestones 7

Physical Considerations 8

Fatigue 8

Fatigue – Battery analogy 9

Equipment Suggestions 10

Inclusion - In the classroom 11

Physical Education 12

Eccentric Exercise 12

Frequent Falls 13

Aquatic Exercise 14

Swimming 15

School Uniform 15

Educational Considerations 16

Speech and Language 16

Intervention 17

Writing 17

Homework 18

Learning Support Officers – Teacher Aides 18

Behavioural Considerations 19

Cognitive Issues 19

Tiredness 19

Hungry/Angry 19

Behaviour Curve 20

Working with the Behaviour:  
Identifying strengths & weaknesses 20

Allied Health 21

— 
Contents



Save Our Sons Teachers Resource  |  03

Meetings and Information sharing 21

The Right School Environment 21

School Options 21

Medical Considerations 22

Steroids – ‘Roid Rage’ 22

Medical School Management Plan 23

Social Considerations 24

Peers and Classroom Discussions 24

Transition Primary to Secondary School 27

Forward Planning 27

Presentation to Staff 27

Student Voice 27

Environment 28

Toilets 28

Physical Education and Sports 28

Assistive Technology 29

Excursions 29

Support People 29

Lunch and Recess Assistance 29

Transition Secondary School and Beyond 30

Resources 

Casual Relief Teacher Letter 32

Emergency Medical Plan 33

Transition Discussion Document 35

Information 38

International Resources and Information 38

About Save Our Sons 39

Acknowledgments 40



04  |  Save Our Sons Teachers Resource

Starting school, transitioning into high school and 
graduating to further education are all changes that 
children, regardless of whether they have a disability 
or not, experience. These are ‘normal’ milestones 
that are celebrated but also approached with 
apprehension for both children and their parents.

Save Our Sons has developed this educational 
resource to help teachers, educational assistants 
and other multi-disciplinary team members to better 

understand Duchenne and to assist in planning for 
the educational transitions for boys and rare girls 
with Duchenne and Becker muscular dystrophy.

We aim to provide you with the specific 
knowledge and tools to assist you in 
your role as the educational stewards for 
these special children and their families.

— 
Education Partnerships
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A child with Duchenne brings a special set of 
challenges to your classroom.

We appreciate that classrooms are getting busier. 
This resource is designed to plan your journey when 
educating a child or young person with Duchenne. 
By supporting you and your student, we offer advice 
which will support not only the child with Duchenne 
but their class mates, other teachers, teaching 
assistants and the child’s family.

As the disorder progresses, a child with Duchenne will 
need special equipment or adaption to the curriculum.

SOME GENERAL TIPS:

CONFIDENTIALITY 
Meet with your student’s parents to be sure that you 
understand and respect how frank they want you to 
be about their child’s condition.

EQUALITY 
Remember that a child with Duchenne is an 
individual, not just a diagnosis. Encourage others to 
see them this way also. They should have the same 
opportunities to participate as others.

HONESTY 
Within agreed-upon limits of confidentiality, answer 
children’s questions about Duchenne as honestly 
as you can, in age-appropriate terms that will be 
easy to understand. Never dash a child’s hope for 
a better personal prognosis or even a future cure. 
Counter fatalistic statements with logical truths and 
examples such as “none of us know exactly how 
long we will live”.

CREATIVITY 
Emphasis on activities and hobbies that the child can 
do and likes to do should be encouraged. Children 
are very creative, and children with Duchenne often 
find new and alternative ways to participate in 
activities that interest them.

COMMUNITY 
Remember that you can’t do this alone. Parents, 
Physiotherapists, Occupational therapists and school 
administrators can all be part of the team that 
works together to monitor and assist the student 
with Duchenne. As the peak body for Duchenne 
nationally, Save Our Sons is only an email or phone 
call away.

— 
Teachers
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Duchenne muscular dystrophy affects approximately 
1 in 3,500 boys and approximately 20,000 boys are 
born with Duchenne worldwide each year. In very 
rare cases girls can have Duchenne (1 in 50 million).

Duchenne muscular dystrophy (DMD) is one of the 
most common fatal genetic disorder diagnosed 
during childhood. It progressively causes loss 
of muscle function and loss of independence. 
Duchenne muscular dystrophy primarily affects 
boys because the DMD gene is found on the X 
chromosome. It affects all races and cultures.

Although many cases are genetically inherited, 
approximately 35% are the result of a spontaneous 
genetic mutation. This means that it can affect any 

family at any time regardless of family history or 

previous healthy children.

To date, it has no cure. But there is hope for a 

brighter future with emerging treatments and 

possible therapies on the horizon.

Your student with Duchenne in your classroom will 

want to be treated just like any other student. Their 

condition makes them clearly stand out as different 

and they thrive on adhering to the expectations 

of the classroom and normality. Although 

considerations need to be made for their success 

at school, general behaviour expectations should 

remain the same. 

— 
What is Duchenne muscular dystrophy?
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These milestones are a guide only. It must be taken 
into consideration that each child with Duchenne will 
progress and deteriorate at different rates. Parents 
grieve as their child loses even a small ability or any 
amount of function as their child progresses into 
the next phase of physical deterioration (Cyclical 
Grieving). They mourn the opportunities that their 

child will miss because of this devastating condition. 
Whilst these indicators are useful for forward 
planning, these stages are often difficult for parents.

This table is meant as a guideline. 
These are approximate ages and time-frames, 
as each child will be different

— 
Milestones

FIRST STAGE – 
WALKING

SECOND STAGE –  
INTERMEDIATE

THIRD STAGE – 
FULL TIME

Pre-school to Grade 2 Grade 3 to Grade 6 Grade 7 on

WALKING

May show difficulty getting 
up from the floor, running, 
jumping, climbing. May fall 
more frequently than  
their peers.

WALKING SHORT 
DISTANCES

Will find it increasingly difficult 
to get up from the floor, 
will find jumping, hopping 
and running extremely 
challenging/impossible. Will 
fall more frequently.

RARELY WALKING

May still be able to walk, 
stand, and transfer sometimes 
independently but with 
increasingly difficulty. Will 
need assistance throughout 
the day.

May need help with longer 
distances using stroller or 
manual wheel chair. Steps will 
be difficult so access to toilets 
may need to be adapted.

Will need to use a manual 
wheel chair or mobility 
scooter for longer distances 
throughout the school day to 
minimize fatigue and reduce 
the risk of falls. Ground 
level classrooms, closer 
to amenities and canteen 
should be organized where 
there is choice.

Will need to frequently use a 
manual wheelchair, mobility 
scooter or electric wheelchair. 
To maintain independence, 
children will require a mobility 
scooter then transition to an 
electric wheelchair commonly 
in late primary to early high 
school.
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Fatigue management is important to a child or 
young person with Duchenne.

Collectively, fatigue management is: 
‘A balance between conserving energy levels 

and active participation.’

Fatigue management can potentially preserve 
muscle function and conserve energy levels. 

— 
Physical Considerations

NEGATIVE POSITIVE

Walking to the library across the other side of 
the school; Arriving tired.

Walking around the library to choose a book.

Walking across the oval to play sport or join in 
recess fun with friends; Falling and arriving tired.

Riding their scooter across the oval and then 
being able to participate because they are not 
too tired.

FATIGUE

Example:



Save Our Sons Teachers Resource  |  09

FATIGUE – BATTERY ANALOGY 

The most accurate way we describe fatigue 
management is our ‘Battery Analogy’.

By 5 years of age, a child with Duchenne will have 
already lost 33% of their functional muscle. 

They will be finding it hard to run, jump, hop and 
climb like their peers and commonly this is when 
teachers can notice there is a problem and the 
parents begin the diagnostic journey.

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 and tasks.

For example; walking to the library would be 
considered negative, but walking around to choose a 
book in the library is considered positive. Therefore, 
to reduce the negative energy being used during 
the day and to reduce fatigue, the scooter should 
be encouraged / used to preserve energy for the 
positive moments in the day. The more energy that 
we can conserve for them the more energy they have 
to participate in activities they wish to engage in.

When a child is born with Duchenne their muscles 
are already deteriorating. We do not know how long 
each child will be able to walk, or how long they will 
maintain their upper limb function.

As mentioned earlier, children with Duchenne can 
become very frustrated, as they desperately want 
to fit in and participate with their peers. So while 
the class is participating in physical activities, a child 
with Duchenne may suddenly withdraw themselves 
from an activity to rest. It is important that we do 
not encourage them to continue. We do know 
that exercise is good for the children to keep them 
mobile and their muscles active. However too much 
exercise and no exercise are both detrimental to 
conserving active muscle. In light of this we are told 
the children themselves are the best judge of the 
amount of exercise required.

Battery analogy = Positive v Negative energy
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For the children at school, mobility equipment can assist in conserving considerable energy to complete tasks.

Participating and feeling that they are included 
and independent like their peers is very important 
to a child or young person with Duchenne. 

Everyone at school wants to feel the same as their 
friends and using a wheelchair or scooter can 
make them feel different.

It’s common for a child with Duchenne to be 
extremely independent and want to walk, when as a 
teacher, you may want them to ride in a wheelchair 
or take their scooter. If the child really wants to be 

independent then it’s important to support that 
decision but if the child becomes tired, have the 
chair or scooter ready for the return trip.

— 
Equipment Suggestions

MEDICAL 
STROLLER

MOBILITY 
SCOOTER 

MANUAL  
WHEELCHAIR

ELECTRIC  
WHEELCHAIR

Commonly used in 
the early stages to 
reduce fatigue the 
medical stroller is the 
first piece of mobility 
equipment.

Ideal for children 
who develop 
independence.

Useful for school ex-
cursions and to assist 
with longer distances.  
Important not to self 
propel using their 
arms as this fatigues 
the arm muscles.

For when the children 
can no longer walk 
independently.

PRE-
SCHOOL

EARLY 
PRIMARY
UP TO GR2

MIDDLE 
PRIMARY
GR 3-4

LATE 
PRIMARY
GR 5-6

SECONDARY 
SCHOOL

Medical Stroller  

Mobility Scooter    

Manual 
Wheelchair    

Electric 
Wheelchair  
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Considerations for the classroom environment 
will include:

CHAIR 
A height adjustable chair needs to be provided. 
Discuss with child’s OT. A chair may be available, 
may need to be purchased or custom made.

POSTURE   
Ensuring that children are also correctly seated. The 
optimal positioning for a child with Duchenne is with 
their ankles, knees and hips at 90°. This helps the 
child to prolong a passive stretch to benefit their 
muscles throughout the day. Your student’s OT or 
physio will be able to provide you with additional 
guidance regarding correct seating. This also 
benefits all children within the classroom.

TABLE/DESK  
Encourage independence for as long as possible. 
A lift up lid will be difficult and therefore an under 
desk drawer or set of draws at the child’s side could 
be considered.

POSITION 
Position the child within the classroom for ease of 
accessibility. Access to the teaching area needs to 
be planned.

Encourage the child to precede the others out of 
the classroom or remain until last to avoid high  
traffic areas.

FLOOR BASED ACTIVITIES  
Provide a chair for the student to use when  
getting up from the floor. Avoid having the  
children switching from chair to floor frequently as 
this fatigues a child with Duchenne. Also consider 
allowing the child to sit on a chair while the class 
group is seated on the floor. This includes at 
assembly where they are required to get up  
and down from the floor numerous times.

LAPTOP/DEVICE  
Enables the student to keep up with schoolwork, as 
writing will become harder with time. Usage needs 
to be arranged and encouraged both in class and  
for home work.

INCLUSION - IN THE CLASSROOM
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PHYSICAL EDUCATION

As long as a child with Duchenne is able to take part 
in modified versions of PE, with alternate forms of 
equipment, staff will make their involvement much 
more rewarding for everyone.

You will have access to a range of inclusive strategies 
amongst your professional resources but your other 
students may also come up with some good ideas to 
make PE adaptive. 

 Here are some ideas we have collated that have 
worked for other teachers and to those with 
Duchenne

•  Ball size and weight - Consider the equipment
that you are using. Consider a foam ball
for example.

•  Use a pool noodle instead of a heavy bat for the
child. It may prove a fun adaptation for the other
children as well.

•  Teamwork is imperative. A team consists
of not only the players on the team but the
coach, timers, umpires etc. Encourage the
child to accept some of these team roles if the
alternatives are clearly too strenuous.

•  A Frisbee can be used in place of a ball.

•  Volleyball is a great sport as the children can
stand in one place as part of a team.

•  Using a scooter (consider a 3 wheel scooter for
stability) rather than bike riding. As a child with
Duchenne gets older riding a bicycle, especially
without stabilisers, will become increasingly
difficult. A scooter is usually easier.

•  Throwing games like tossing beanbags into
a hoop.

•  In cricket, a ‘Runner’ runs between the wickets

for an injured batsman. Let the child choose a 
classmate to be his/her runner in team sports 
such as softball, cricket etc.

ECCENTRIC EXERCISE

Using a trampoline, although fun needs to be 
discouraged for a child with Duchenne. This 
eccentric exercise causes considerable stress on the 
muscles and can lead to severe fatigue and pain.

How do we know that a child has ‘done too much’? 
Their urine may change colour. The colour is 
compared to very dark brown/coca cola colour. 
This is called Myoglobinuria and is the presence of 
Myoglobin in the urine.

Myoglobin is found in muscles. The main function of 
Myoglobin is to carry oxygen to the muscle cells.

Ideally Myoglobin should be filtered and excreted 
with the urine. However if rapid muscle breakdown 
occurs or muscle trauma then this can lead to too 
much Myoglobin being released and the result is 
Myoglobinuria. This can lead to kidney problems.

It is essentially caused by muscle damage. In 
patients with Duchenne certain types of exercises, 
namely eccentric exercises can cause this. e.g. 
trampolining, going up and down stairs excessively, 
weight lifting and overdoing physical activity. 
Myoglobinuria is seen as a recognised complication 
in patients with Duchenne.

The use of steroids has been thought to contribute 
to this. The muscles of children taking steroids 
are placed under greater mechanical strain when 
physical activity is increased markedly. Exposing 
muscle fibres to excessive damage may lead to 
Myoglobinuria. Ensure the child drinks plenty of 
water each day, particularly during physical activity. 
If a child notices dark urine and reports it to you, 
please ensure you inform their parent or carer.
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FREQUENT FALLS

Frequent falls are unfortunately a day-to-day 
occurrence for a child with Duchenne. The frequency 
of falls during a school day are impossible to predict 
and more often than not, impossible to prevent. The 
child will commonly become upset and frustrated 
when they fall. Who could blame them?

A child with Duchenne has to put a considerable 
amount of thought and effort into their motor skills, 
unlike their peers. It is thought that walking for them 
is like having a kilo weight around each ankle.

They walk differently to their friends, they run 
differently to their friends and for their efforts, they 
frequently fall. To get up from the floor, the child 
will also need to exert considerable effort using 
a manoeuvre known as ‘Gowers’, where the child 
walks their hands up their legs for support until they 
are upright.

They may ask for help to get up and therefore 
depending on the child, a peer could assist. Having a 
small stool or chair in the classroom so the child can 
use it to assist them to stand, is a great idea.

If falls become more frequent than you have 
noticed previously, let the parents know as soon as 
possible as they will need to discuss with their child’s 
specialist. It may mean that their steroid dose needs 
to be adjusted.
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AQUATIC EXERCISE 

Swimming and diving are the best recreational 
activities for a child with Duchenne. Swimming can 
be a life saver in more ways than one! If you do not 
have a pool at your school, it is likely that programs 
at council pools are available. If your school does not 
currently subscribe to these programs then consider 
enrolling your students.

Swimming is a fantastic sport for a child with 
Duchenne to enjoy with his peers. The freedom 
of movement in the water promotes confidence, 
independence, integration, respiratory work and a 
level of participation beyond what is still possible 
on land.

Fatigue will still be an issue. Pre-empting issues such 
as distances that need to be achieved to attain the 
next level, should be modified with the swimming 
teacher so the child is able to progress through the 
levels with their friends.

Technique is another consideration. Commonly, due 
to weakness in the pelvic girdle, a child will not be 

able to swim with the same ‘style’ expected of their 
peers. However, do not underestimate the effort 
it takes for a Duchenne child to achieve their own 
‘adapted’ style. For example, they may roll their 
body to enable them to propel themselves through 
the water.

As children with Duchenne do fatigue more easily 
than their peers, it is important to be extra observant 
when they are in the pool and to have flotation 
devices available whilst in the pool i.e. pool noodles.

SWIMMING 

Humans are unique among land mammals in having 
subcutaneous fat with which to negotiate aquatic 
environments. When muscle dies, the spaces are 
filled with fat and connective tissue, increasing the 
body fat and this makes a child with Duchenne more 
buoyant than most of their peers. Diving down to 
retrieve objects will be more difficult but filling lungs 
with air and diving should be encouraged.

Pool scooters such as those produced by Seadoo 
Australia are recommended by Save Our Sons as a 
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fantastic ‘tool’ to enable the child with Duchenne 
to participate alongside their peers. The child, with 
the aid of the pool scooter, will be able to cover 
distances quicker and also dive, which provides a 
good form of therapy for the respiratory muscles.

The importance of regular swimming for children 
with Duchenne, cannot be emphasized enough.

SCHOOL UNIFORM

Pre-empt the difficulties that the child will have with 
their school uniform. For example buttons and clasps 
require good dexterity and power and can cause 
embarrassment when maintaining independence 
with toileting etc. Consider other options like 
elasticated waists, Velcro or zips through the school 
jumper, so the child can look the same as their peers.

Consideration of footwear is also important as 
some children will wear day splints or orthotic 
inserts which will affect the types of shoes they can 
wear. Some school shoes are heavy on their legs 
which can make them fatigue quickly. Please make 
exceptions for the child to wear lighter shoes such 
as runners. Discuss any concerns with the parent 
and the child’s Physiotherapist or Occupational 
Therapist can also assist with this area. Your child is 
not the first to have these problems and you do not 
have to reinvent the wheel.
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Children with Duchenne can have varied abilities 
within the classroom. Some children will not only 
have issues with muscle weakness but may also have 
issues with their school work. It has been reported 
that males with Duchenne are more likely to have 

reading difficulty than the general population. 
Further investigation has found that children with 
Duchenne can have difficulties not only with reading 
but a great number with Dyslexia, Dyscalculia and/or 
Dysgraphia. (Refer to the table below)

Generally issues in this area relates to Automaticity. 
The ability to learn basic skills and then retaining 
that information to build higher level processing. So 
knowing how to hold scissors properly helps us to 
then focus on developing the skills of how to cut out 
objects accurately. 

For example, if every time we are using scissors we 
are having to remember the details on how to hold 
the scissors properly, the skill of cutting accurately is 
not completed as efficiently.

— 
Educational Considerations

DYSLEXIA
Difficulty learning to read

DYSCALCULIA
Difficulty learning math

DYSGRAPHIA
Difficulty with writing

Reading accuracy and fluency
Reading comprehension

Math concepts
Math mechanics/operations
Math fluency

Fine motor
Writing mechanics
Sequencing/organisation
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SPEECH AND LANGUAGE

Scientists and clinical psychologists are still figuring 
out the exact role dystrophin plays in the brain. Not 
having dystrophin seems to cause an increased 
risk for specific cognitive weaknesses and learning 
difficulties. This does not mean that all children with 
Duchenne will have deficits in these areas.

Children with Duchenne usually have a vocabulary 
that is in the normal range,  
but may have more trouble with other  
language skills.

•  An area of weakness may be understanding
complex verbal sentences. Because of this, children
with Duchenne may have difficulty understanding
expectations or following directions, and may only
get “part of the message.”

•  Children with Duchenne may also have difficulty
with expressive language. This can interfere
with their ability to describe their ideas and ask
questions. Their basic vocabulary is usually in the
normal range, children with Duchenne may give
the impression that their level of understanding is
higher than it actually is.

•  Phonological processing skills are an area of
language that can be particularly problematic
for children with Duchenne. Good phonological
processing is a prerequisite for the development
of reading skills, and problems in this area place a
child at risk for the development of dyslexia.

INTERVENTION 

Speech and language therapy is usually 
recommended for a child with deficient language 
skills. The therapy should focus on improving skills 
that were shown by the child’s testing to be weaker.

Children with weaknesses in this area may have 
difficulty with open-ended questions (“Why do you 
think that happened?”) and tend to do better with 
yes/no questions or limited response options.

WRITING

Fatigue Completing Schoolwork.

Reduced hand strength makes a child with Duchenne 
fatigue very quickly with writing tasks.

This is also the same with colouring activities. 
Using larger textas and crayons to cover a bigger 
area quicker is a good idea. Having the usual sizes 
available for smaller tasks is also important, as the 
child will still want to take pride in their work.

Assistance in the class will vary depending on the 
age and ability of the child at the time. 

Children generally will be able to cope with normal 
classroom tasks 

•  Write the sums for the child or give them
a worksheet. Transcribing full equations or
sentences off the blackboard themselves will take
time and fatigue them.
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•  Using an iPad/Laptop is a great tool. Handwriting
tasks will become more challenging throughout
primary school. So using these can reduce
fatigue. Teachers or aides can assist with and
emphasis for the child being on creative and
develop self-editing skills.

•  This encourages the children to also develop
I.T skills for the future.

•  Consider oral testing in class.

•  NAPLAN and other standardized tests do allow
for scribes and alternate methods of testing.
However, these need to be researched weeks
before as part of the process will be seeking
permission from the organisers. Usually certain
steps need to be adhered to and practise using
these steps will lead to greater success on the day.

HOMEWORK

Please consider homework set for the child. Due 
to fatigue and weakness, having to complete 
homework can become a huge task not just for the 
child but for the parents. Please discuss homework 
requirements with the parents and encourage 
them to discuss problems as they arise. Consider 
alternatives such as doing projects on a laptop rather 
than written projects, or parents may choose to 
scribe for their child to complete tasks.

LEARNING SUPPORT OFFICERS – 
TEACHER AIDES

It is highly recommended that funding within your 
specific school system be applied for to assist the 
student in your classroom. Although you can seek 
assistance for educational factors, the physical 
safety of the child with Duchenne and the safety of 
the other students is most important. Children with 
Duchenne will fall often and without warning. This 
can not only cause injury to themselves when falling 
but could also impact on the safety of students 
around them.

Many schools have been proactive on ensuring that 
the child is monitored in the classroom for falls but 
also on the playground by organising their funding 
to co-ordinate the aides to share some of the 
responsibilities at lunchtime. Keeping in mind that 
children with Duchenne, especially at Primary school 
do not wish to stand out, so having the aide monitor 
from a distance provides the least impact while the 
child is young. 

Within the classroom the aide is then able to not 
only monitor the child’s physical wellbeing but also 
contribute to their academic achievements. 
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It can be common for children with DMD to also 
present with one or more combinations of the 
following conditions: 

• Autism Spectrum Disorder (ASD)

•  Attention Deficit Hyperactivity Disorder (ADHD)

• Oppositional Defiance Disorder (ODD)

• Obsessive Compulsive Disorder (OCD)

COGNITIVE ISSUES 

A number of children (boys and rare girls) with 
Duchenne may show signs of cognitive difficulties 
that can affect, processing information, speech, 
social skills, and concentration. Cognitive difficulties 
can negatively affect the child’s behaviour, and 
cause high anxiety in many children, this leads to 
behavioural out bursts. The effects can be mild in 
some children and more severe in others. Many of 
the cognitive difficulties are associated with, Autism 
Spectrum Disorder (ASD), Obsessive compulsive 
Disorder (OCD), Attention Deficit Hyperactivity 
Disorder(ADHD), and slightly low IQ’s around 
70 (Ricotti et.al, 2016), however not all children 
are diagnosed with these conditions, but show 
symptoms of. 

TIREDNESS 

The child may experience both physical and 
emotional tiredness when cognitive issues are 
present, and they may not always be able to 
identify how tired they are. When you see the child’s 
behaviour deteriorating/escalating  it is important 

to encourage lighter activity. Also consider the 
environment, make it comfortable, quiet and reduce 
stimulation. Try to identify what might be triggering 
the anxiety, for example: is the child too tired to 
attempt the task. 

HUNGRY/ANGRY

Hungry/Angry is common in children with Duchenne, 
this is a state of anger caused by a need for food. It 
is important to give healthy snacks frequently to the 
children, in a school environment allow the child to 
eat even if it is not recess or lunch. Encourage the 
child to drink fluids frequently. This will give them 
energy to last the day at school. 

— 
Behavioural Considerations

han•gry
(han-gree) adj.

a state of anger caused by lack of 
food; hunger causing a negative 
change in emotional state.
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BEHAVIOUR CURVE

When your child is displaying deteriorating/
escalating behaviours their anxiety will also be 
escalating, The Change Curve explains how the child 
may be feeling during their behavioural outbursts, it 
is important for all staff working and supporting the 
child has an understanding of this Curve.

•  When the child is frustrated and behavioural
outburst is happening, they are unlikely to be
listening to you.

•  Although difficult, wait for the child to calm down
before addressing the issue (this may take time).
Make sure you discuss the outburst with them,
without blame, help them make sense and learn
from it.

•  Try not to use loud or aggressive voices as this will
create more anxiety in the child.

WORKING WITH THE BEHAVIOUR: 
IDENTIFYING STRENGTHS & 
WEAKNESSES 

•  Learn to identify the triggers of anxiety, this
is what is causing the anger, frustration and
behavioural outbursts.

•  Identify weaknesses that can trigger the
behaviour, for example: difficulty in fluent
expressive language.

•  Identify any difficulties and give extra support and
reassurance in these areas.

•  Identify strengths that build on the child’s Self-
Esteem, Self-Regulation, Self-Direction.

•  Identify personal interests and motivations.

Parents should use Allied Health Professionals to 
assist with identifying their child’s strengths and 
weaknesses. Therapists can develop programs to 
support the child in home, school, and community 
environments, this works most effectively when 
School, Parents, and Therapist are collaborating 
information and working in partnership. 

The Change Curve
Based on Kubler-Ross

The Leadership 
Challenge

Leaving 
something 
of yourself 
behind

Dealing with chaos 
and confusion AcceptanceReduce the 

depth 
- Severity 

of 
discomfort

Performance and 
Self- Esteem

Elation

Denial

Anger

Blame

Doubt and 
Self-Blame

Problem- 
Solving

Moving 
Forward

Shock

Confusion

Progress








Reduce the width - Duration of discomfort





Agents2Change Ltd © 2008
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ALLIED HEALTH 

Allied Health should include:

• Occupational Therapy

• Speech Therapy

• Physiotherapy

• Psychology

• Developmental Educators

Allied health therapists will work in partnership with 
both the school and parents. Some schools invite 
therapists to attend meetings with the parents. 
These meetings are important, they give families 
the opportunity to share programs and get the 
school working off the same page. It is important 
that schools, parents and the therapists are working 
collaboratively. This help sets firm and clear rules for 
the child, making things predictable.

MEETINGS AND INFORMATION SHARING

Some schools will have their own Therapist on site 
which is great, however, it is still important for the 
school’s therapist to become part of the child’s multi-
disciplinary team that already supports the child. 
Gaining information about the child’s behaviours, 
likes, dislikes, and struggles can be shared through 
reports, with parents’ consent. Information can 
also be shared at regular school meetings, where 
teachers, parents and therapists (both school and 
external therapist) could attend. The meeting may 
need to be organised at the start of each term. 
Meeting agenda may include: accessibility, eating 
times, modified curriculum, part time schooling, and 
programing from therapists. 

School and parents can refer to (National) Disability 
standards for Education (2005) to “clarify the 
obligations of Educators” 

THE RIGHT SCHOOL ENVIRONMENT

Most children (boys and rare girls) will cope in a 
mainstream school, however some will not. To access 
different schooling options additional assessment 
on the child’s cognitive functionality may need to 
be done, and may lead to diagnosis of a cognitive 
disorder associated with Duchenne, for example 
autism spectrum disorder. This can be very difficult 
for the family, it is important for schools and 
therapists to support families through this process, 
and link them into other supports if necessary. 

SCHOOL OPTIONS

• Special unit in a mainstream school (Private or
Government)

• Special school (private or Government)
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STEROIDS – ‘ROID RAGE’

There is currently no known ‘treatment’ for 
Duchenne. The use of corticoid steroids is known to 
have a protective benefit to muscles, which can allow 
walking to be maintained for several years longer 
and may increase life expectancy. With benefits of 
any medication come side effects. For those children 
taking steroids there are familiar traits that some 
children display that are important to take into 
consideration as their teacher/teaching assistant.

•  Reduced bone density – Due to prolonged
steroid use the bone mineral density of the child
will become affected and lead to an increased risk
of fractures.

•  Insomnia – A common side effect of steroids is
insomnia, which in turn will mean the child will be
tired at school.

•  ‘Roid Rage’ – Is the term we give to behavior
outside the ‘normal behaviour’ expected of a
child of the same age who are not taking steroids.
It is not an average tantrum that for example you
would ‘expect’ of a child - it can escalate

•  Weight gain – This is a common side effect of
steroid therapy and can make the child self-
conscious.

•  Reduced height – is a side effect from the use of
steroids. If these children weren’t on steroids, they
could naturally be the same height, if not taller
than their peers. Seeing their friends get taller,
whilst they don’t, could affect their self-esteem.

• Susceptibility to infection.

• Headaches.

Commencing steroids is a difficult decision for 
families and one time when they will definitely  
need and appreciate your support.

Discipline is an important part of education and 
considerations will need to be made in addressing 
this with a child with Duchenne muscular dystrophy 
who is taking steroids.

Please ensure that parents are kept ‘in the loop’ 
if you have concerns about behavior. There are 
additional strategies included in the resource  
“The Psychology of Duchenne Muscular Dystrophy”, 
by Jos Hendrikson. You will find this information 
invaluable. As the Australian distributor of UPPMD 
international educational materials, please source 
additional copies of this comprehensive publication 
from Save Our Sons.

There are some specific considerations when a 
person has Duchenne muscular dystrophy. Please 
refer to the considerations below and the emergency 
card enclosed in your resource pack. There may 
be other considerations for the individual child so 
discuss with the parent or guardian. Also, refer to  
the Emergency medical plan on page 31.

— 
Medical Considerations
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CARDIAC CARE:

Prompt attention to cardiac symptoms is essential. Seek medical attention if the child 
experiences chest pain or shortness of breath.

RESPIRATORY CARE:

Low blood oxygen level may mean respiratory failure. Check blood CO2 level before giving 
oxygen. Non-invasive ventilation may be required if oxygen is given. Assisted coughing 
helps clear sputum and mucus plugs. Use the Cough Assist Machine.

ANAESTHETIC PRECAUTIONS:

All general anaesthetic should be given intravenous route only. Do not use succinylcholine. 
Both local anaesthetic and Nitrous Oxide are safe for minor procedures.

GENERAL PRECAUTIONS:

If there is an outbreak of whooping cough or other contagious diseases inform the parents/
guardian to ensure they are vigilant to their child becoming unwell so that they can seek 
medical attention promptly.

LEG FRACTURE TREATMENT:

If the child is able to walk well before a leg fracture, surgery (internal fixation) rather than 
casting is the ‘Gold standard’ recommendation. Surgery will allow the best opportunity 
to commence mobilisation and weight bearing earlier than casting. This is critical for 
maintaining muscle strength.

IF VOMITING AND/OR UNABLE TO TAKE CORTICOSTEROIDS FOR 24 HOURS:

Take them to a hospital emergency department. Tell staff they will need a substitute 
corticosteroid intravenously until they can take by mouth again.

BLOOD TEST RESULTS:

If they have blood tests, AST/ALT (liver enzymes) they will be high and that is normal with 
Duchenne. Check with the child’s specialist.
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Studies have shown the more we answer children’s 
questions by empowering them with knowledge the 
more students understand and are considerably less 
likely to tease or participate in bullying behaviour. 
There are many considerations to be made in light of 
this statement.

How recently have the parents had to deal with 
the diagnosis? Are they comfortable with other 
people knowing? How much information have they 
explained to their children? What is the common 
language used at home. Do they use the name 
Duchenne or weak muscles with their child?

Once knowing this information and in discussion with 
the parents it is advised that a discussion be held 
in the child’s class at the beginning of every year. 
Sometimes the parents like to run these sessions 
themselves in their child’s class or sometimes they 
will seek the help of another Duchenne Parent or 
some other authority to assist them.

Using resources like “That’s What Wings are For” 
written by Pat Guest (see Resources section) is a great 
way to start talking about how we are all unique and 
different but all have unique abilities to share.

DISCUSSING DUCHENNE

Having careful and sensitive explanations for other 
students, can help to assist the young person’s social 
development. 

WHAT TO SAY TO YOUR CLASS ABOUT 
DUCHENNE

It is important to take the lead in having a classroom 
discussion about Duchenne.  This is a sensitive issue 
and one to discuss with the parents before hand, as 
the student with Duchenne may or may not want the 
other children to know about certain aspects of his 
condition and the student themselves may not know 
about certain aspects of their condition. 

The best way around this is to talk to the student 
and parents about how they would like to approach 
the issue of “what to tell the class”. With the help of 
the student’s parents you can talk appropriately to 
the class about the student’s condition, how it may 
affect them and what the class can do to help.  The 
parents may want to be present or even be part of 
the discussion in some instances.

— 
Social Considerations
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STRATEGIES AND ACTIVITIES THAT 
CAN HELP YOUR CLASS UNDERSTAND 
DUCHENNE.

What is it like to live with Duchenne?

The duration of this activity will approximately take 
10 minutes. 

 Ask the students to use their imaginations for this 
activity. Firstly ask them what it is like to walk in 
a swimming pool or beach. The student should 
respond that they would feel more heavy than usual. 

 Secondly ask them to compare whether it is harder 
for them to walk on the land or in water and why. 
They should respond that it is harder to walk in water 
because it puts greater resistance on our legs than air. 

 Thirdly ask the students how they would feel if 
they had to walk through the water all the time. 
Explain to the students that walking through water 
is similar to how a person with Duchenne feels when 
they walk everyday because their condition leads 
to muscle weakness till they no longer have the 
strength to stand or walk and they then need to use 
a wheelchair. 

Brainpop

There is a 5 minute animated DVD called ‘BrainPop’ 
which explains what Duchenne is and how it may 
affect a child. It is suitable for young children. You 
can also watch it on www.brainpop.com/health/
diseasesandconditions/ duchennemusculardystrophy

Duchenne as part of the curriculum

Take advantage of health, social or science classes, 
to teach the about Duchenne. 

 Health: You could describe the muscles and the 
differences between healthy muscle and muscles 
with Duchenne. 

 Science: How the muscles work and what stops them 
from working.

 Social Studies: Talk about attitudes toward people 
who have physical disabilities.  Also discussions 
around social inclusion are useful and scenarios 
around access and independence can help in 
understanding the impact on a person living with 
Duchenne and their family.
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PEERS AND CLASSROOM DISCUSSIONS

These terms below are always helpful to keep in mind 
when discussing and answering children’s questions.

— 
Social Considerations

NEGATIVE ADJECTIVES  
AND PHRASES TO AVOID

POSITIVE ADJECTIVES  
AND PHRASES TO USE

• Suffers from

• Terrible, debilitating disease

• Afflicted with

•  Wheelchair bound/Confined to a wheelchair

• Disease (viral)

• Fatal/Terminal

• Crippling or crippled

• Diagnosed with

• Progressive muscle disorder

• Affected by

• Uses a wheelchair

• Disorder (genetic)/condition

• Devastating/life-limiting

• Progressive muscle disorder
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THE GOAL: Gain and maintain independence for 
the individual with Duchenne. Most teenagers are 
looking for independence and autonomy; people 
with Duchenne are no different. While they may need 
physical and educational supports they still need to 
be in the driver’s seat of their own life!

FORWARD PLANNING

Teamwork and forward planning are crucial in 
ensuring a successful transition to high school. If 
possible begin the planning process at least one year 
before the student begins to ensure that any capital 
works are completed and funding is approved. 
Engage current teachers, parents and allied health 
professional early in the process to look at the school 
environment and educational considerations. Find 
out what adjustments and supports have been made 
in primary school. This gives a great insight into how 
the student with Duchenne has been operating in 
the classroom and playground. Even if the student 
is still ambulant at the time of enrolment, it is best 
practice to plan for when they are using either a 
scooter or a wheelchair as this deterioration can 
happen quite rapidly.

PRESENTATION TO STAFF

Even if the school has had previous experiences 
with students with Duchenne, it is important that all 
staff are updated on current care and expectations. 
Standing wheelchairs, extended steroid use and 
allied health interventions are impacting on the 
natural progression of Duchenne. While the physical 
progression is predictable in many ways, there can 
be enormous differences between individuals. It 
is vital that all staff gain an understanding of how 
Duchenne is impacting on the student and what 
supports they need to transition successfully. 

STUDENT VOICE

The best advocate for students with Duchenne can be 
the student themselves. Where possible, encourage 
student voice from the beginning and allow them 
time to consider what they think will work best for 
them. Help students set realistic goals and learn what 
they want out of their high school experience. For 
most people teenage years and high school are a 
period of becoming more independent and making 
their own decisions – it can be difficult for a person 
with Duchenne to feel ‘in charge’ of their own life so 
including them in planning is important. 

— 
Transition Primary to Secondary School
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ENVIRONMENT 

Check access to all spaces, even a small step can be 
problematic. How will the student be travelling to and 
from school? Is Assisted Travel required? Disabled 
parking close to the school reduces the need to 
walk too far and provides access if the student is 
travelling in a wheelchair. Consider distances between 
classrooms, is it possible to reduce transitions for 
students who are still ambulant?

Classroom: Look at the desks and tables in all 
the rooms the student will be using. Are they 
able to get under the desk in a wheelchair? If an 
adjustable desk is being used, will it be available in 
all classrooms? Can the student work at a desk with 
others for group tasks? Consider carefully specialist 
rooms such as science labs, kitchens, woodworking 
and metalworking spaces regarding access. Some 
adjustments such as flick taps and sliding benches 
may be required. 

Playground: Can the student access all areas of the 
playground? What activities are offered that will 
allow the student to mix with others outside physical 
play e.g. movie making club, photography club etc?

TOILETS

An accessible toilet will generally be needed at 
some point in high school. If there is already an 
accessible toilet check that it is clean, offers privacy 
and is ready for use. Opening doors can be difficult 
with people with Duchenne; automatic doors are 
ideal, check that the door can be opened from 
a wheelchair. A non-slip floor in the bathroom is 
preferable. Sensor or flick mixer taps are important 
to maintain independence throughout high school. 
Consider the flush mechanism of toilets and ensure 
they are easy to use. If a lifter is required check that 
one is available, in good working order and can be 
used in and stored close to the existing toilet space. 

It is also important to remember that it can be 
difficult for a child with Duchenne to pull up 
and secure their trousers / tights and may need 
assistance.  It is not uncommon for children to be 
in the toilets for a long time due to this waiting for 
someone to help.  This also can cause a ‘trip hazard’.  
So we recommend you keep an eye on the time 
when the child goes tot he toilet or ensure their aide 
goes with them.

— 
Transition Primary to Secondary School
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PHYSICAL EDUCATION 
AND SPORTS

These can be areas of enormous concern for 
students with Duchenne, particularly for boys. 
Carefully pre-planning is required to make sure 
the student is included in a genuine and authentic 
way. If students are expected to change uniforms 
for PE, consider what they expectation will be for 
the student with Duchenne as they may need help. 
Perhaps they change shirts only so they look the 
same as the other students, it maybe that is not a 
concern for the student; student voice and teacher 
expectations need to be balanced. 

ASSISTIVE TECHNOLOGY

Is assistive technology going to be used? What 
programs will be required? Can the student begin 
practising using them prior to starting high school 
so they are familiar with the programs? As Duchenne 
weakens the arm and hand muscles, note taking 
should be reduced where possible. Sharing teacher 
notes and presentations for students to highlight 
is one way around this issue. There are also some 
excellent accessibility options in the practical areas 
including Computer Numerical Controlled (CNC) 
wood and metal working machines. The expectation 
must be that the student will participate in all 
subjects to the best of their ability.

EXCURSIONS

Are any excursions planned for the beginning of the 
year? Consider accessible transport that allows the 
students to travel with the class rather than on their 
own. Ensure that all venues are accessible and have 
accessible toilets.

SUPPORT PEOPLE 

General Assistance: As the person with Duchenne 
develops reduced strength in their hands, they 
will need assistance getting things in and out of a 
locker or bag. A supportive class buddy or friend 
may be preferable to using a Teacher Aide to 
perform these tasks. 

Toileting: Are support people and equipment 
required for toileting? Have they been trained in 
lifting and toileting? How will the student access 
these them? Privacy and discretion are paramount. 

LUNCH AND RECESS ASSISTANCE 

Assistance is generally required for a person with 
Duchenne to open their lunch box, open packets 
etc and so it is important to ensure that there is 
someone, an aide or a friend to assist during lunch 
and recess. 
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THE GOAL: 

Should be to prepare the young person for 
employment, training, further education or 
alternatives to education. This process should start 
in Year 9/10 and should be child driven with the 
support of his carers and support workers. The child 
should have “ownership” of the challenges that lie 
ahead of him in relation to Post School Options.   
He should also be encouraged to contribute to 
community life and become as independent as 
realistically possible. Developing community and 
social relationships is important when young people 
are making informed decisions about their future.

TRANSITION PLANNING SHOULD:

 Establish an Individual Transition Plan (ITP), which 
should be reviewed annually. The ITP should be able 
to support the student into Employment, Further 
Education or Alternatives to Employment. ALL 
stakeholders should be involved in the ITP to ensure 
that all avenues are explored. 

 Ascertain the young person’s views and aspirations 
and how they can be met.

 Determine what information is required to help the 
student make informed choices and decision.

 Parents should be partners in the decision 
making process.

 Ensure the curriculum meets the physical, health and 
educational aspiration of the young person.

 Determine whether a work experience placement is 
appropriate and facilitate a placement.

 Ensure the student has appropriate life skills

 Have the flexibility to accommodate examination 
arrangements and if possible early TAFE placements.

The ultimate goal must be to empower students to 
be in charge of their own destiny. They, like any other 
student will need guidance and support to make 
realistic choices.

— 
Transition Secondary School and Beyond



Save Our Sons Teachers Resource  |  31

STUDENTS SHOULD BE GIVEN THE 
OPPORTUNITY TO:

•  Prepare early for the transition into the “World
of Work”, Further Education or Alternatives to
Education.

•  Understand their limitations but not to the
detriment of their true goals.

•  Be introduced to the Careers Officer and others
who can assist with their transition.

• Get support when they need it.

•  Get involved in different community experiences.

•  Learn about their rights and responsibilities and
how they are protected within society.

•  Take responsibility for their Post School
Options pathway.
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Welcome!

There’s something about my class you should be aware of. 

One of my students has Duchenne muscular dystrophy.

Their name is  
and they are years old.

Because they have a muscle weakness, they might need to take part 
in alternative forms of the regular PE activities.

You will notice that they also fall a lot and will find it more difficult 
to get up from the floor. This is ‘normal’ for a child with Duchenne. 
They may also need alternate forms of equipment including a 
manual wheelchair, scooter.

We have developed several activities that allow all of the students 
to participate. Please refer to the Save Our Sons Duchenne 
Foundation’s Teachers’ Resource for more information.

They also have a class buddy/aide to help them with these things. 

Their name is 

I hope this helps. If you have any questions or concerns, please 
contact the Principal.

Have a good day, and thanks for your help! 

Sincerely,

— 
Casual Relief Teacher Letter
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Name

D.O.B.

Diagnosis Duchenne muscular dystrophy

or

Hospital Number

Hospital

EMERGENCY CONTACTS NAME NUMBER

Mum

Dad

Guardian

Children’s Hospital

Neurologist

GP

Respiratory Physician

Cardiologist

Physiotherapist

Endocrinologist

Ophthalmologist

Orthopaedic Surgeon

Other

— 
Emergency Medical Plan
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Medications

Drug Dose Frequency Commenced

Allergies

Medical History/Surgical History

— 
Emergency Medical Plan
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All stakeholders should copy and complete 
separately - parents, teachers, new teacher, 
OT, PT etc

TALKING TO PARENTS / CARERS:

 Here are some questions to go through during your 
parent / carer meetings:

 What are your son’s / daughter’s strengths and 
weaknesses? This will ensure that you know what 
your student is good at and therefore guide you 
in finding new ways to help them learn.  Also 
you will find out what they may need some extra 
encouragement with. 

 What medication does your child take? We 
recommend that you give the form at the back of 
the resource, to the parent / carer prior to your 
meeting, so they can fill in the medications and any 
side effects.  This information will assist in the case of 
emergency, you have this information at hand for the 
school nurse or other staff.

 What treatments and therapies is your son / 
daughter attending? Some of these will be during 
school time. These are important and will mean the 
child misses school.  Discuss how the child is able to 
‘catch up’ with their peers.

 How much does your child know about their 
condition? It is very difficult for parents to decide 
how much to tell their child about the condition and 
its prognosis, therefore you need to discuss what 
their child knows about the condition and meet their 
wishes for privacy. 

 Are there any particular symptoms that we should 
monitor?

— 
Transition Discussion Document
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FOR SUBSEQUENT MEETINGS:

 Does your child have any new symptoms 
since we last spoke?

Have they made progress in any areas?

Are they having any problems at school that 
they have made you aware of?

This is also your chance to clear up any 
difficulties that you yourself are experiencing 
in the classroom. 

Keep track of any new symptoms or 
recurrent problems that you notice during 
the school day, and report them back to 

the parents of your student, who may not 
yet be aware of them.

There are resources that you can photocopy.  
Please keep the information up to date, as 
symptoms progress, and therefore regular 
meetings with parents are essential.
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Area for Recommendations Date

Equipment

• Chair

• Desk/Table

• Computer/IT

Concerns

Medical Update

Physiotherapy update 
Report date

OT update Report date

Parents update

Mobility

• Walking full-time

• Scooter

• Wheelchair

• Electric Wheelchair
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NATIONAL SUPPORT AND INFORMATION 

Save Our Sons Duchenne Foundation 
www.saveoursons.org.au

Contact us 
Klair Bayley  
Clinical Care & Advocacy 
(02) 9554 6111
klair@saveoursons.org.au

Ricotti, V., et.al (2016). Neurodevelopmental, 
emotional, and behavioural problems in Duchenne 
muscular dystrophy in relation to underlying 
dystrophin gene mutations. Developmental 
Medicine & Child Neurology,58(1), 77-84.

INTERNATIONAL RESOURCES 
AND INFORMATION

Parent Project muscular dystrophy (PPMD) USA 
www.parentprojectmd.org

TREAT-NMD 
www.treat-nmd.eu

The Psychology of Duchenne Muscular Dystrophy 
By Jos Hendriksen

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

Most children diagnosed with Duchenne require a 
wheelchair by their mid-teens and most do not live 
past their early to mid twenties. Duchenne is a genetic 
condition causing muscle weakness and wasting, 
it affects one in 3500 boys and in rare cases girls. It 
is the most common form of muscular dystrophy in 
children and to date has no cure. 

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 equipment 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.  

New diagnosis packs are provided by Save Our 
Sons to help families understand Duchenne upon 
diagnosis, and these teacher resource packs to help 
teachers support those with Duchenne in the school 
environment. A comprehensive national patient 
registry for Duchenne has been funded by Save Our 
Sons Duchenne Foundation in addition to funding 
trained nurses in most Australian states to help 
children living with Duchenne.

We hope that this teacher’s pack has enabled you to 
better understand what children living with Duchenne 
are going through and hopefully this will give you the 
tools to better navigate and support them throughout 
their education.
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DONNA ANDERTON  
is a Primary school teacher and works as a Duchenne education 
consultant, visiting primary schools. In this role Donna offers Professional 
Development and ongoing support to Teachers and Teachers’ aides, she 
educates staff who are directly supporting students who are diagnosed 
with Duchenne muscular dystrophy. Through her previous 10 years 
of experience as a teacher Donna has been and continues to visits 
classrooms educating children about Duchenne, answering questions for 
both child and parent.

Currently Donna supports many families to navigate the education 
system for their child, by offering guidance and advice to alleviate 
concerns and empower them to make decisions for their child’s 
education. Donna is married and has three children. Her second child, 
Cooper, has Duchenne muscular dystrophy.

DEBORAH BAILEY  
is a mother of 2 boys, Jack (who has Duchenne) and Harry. She has 
worked as a teacher in Catholic schools for over 20 years, including 
time as an Additional Needs Teacher. Deborah is passionate about 
empowering children with Duchenne to self-advocate and encouraging 
them to have high expectations for themselves. She sees schools, parents 
and students working in partnership to ensure the very best educational 
outcomes for all students.

KLAIR BAYLEY  
is Executive Officer of clinical care and advocacy at Save Our Sons 
Duchenne Foundation, the national peak body organisation for 
Duchenne in Australia. Klair is a qualified nurse and midwife with over 
20 years experience both in the UK and Australia. Since 2007 Klair has 
worked within the Duchenne community. Her passion being raising 
awareness, improving clinical care, research to improve quality and 
length of life and making resources that directly improve the journey 
for those with Duchenne and their families. Klair works directly with the 
clinicians, allied health, scientists and researchers across Australia and 
internationally with all aspects pertaining to Duchenne. Klair is married 
with 3 children. Her middle son Logan has Duchenne.

— 
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MICHAEL PENHALIGON  
was born in Truro, Cornwall, England in 1952. He studied at Falmouth 
Grammar School, Falmouth, Cornwall, England between 1962 – 1969 
and attended Alsager College of Education, Alsager, Stoke on Trent, 
Staffordshire, England between 1972 – 1976 where he attained a 
Teaching Certificate in Physical Education and Social Studies. He also 
achieved the Advanced Diploma in Special Education (Ad.Dip.SE).

Michael taught in a wide range of Education establishments which 
included :- Community Homes with Education on the Premises, Secure 
Accommodations for students who had been placed in custody, ESN 
(Educationally Subnormal Schools) and Maladjusted Schools in England 
between 1976 and 1989. 

In 1989 he moved to Western Australia with his family where he has 
worked as a teacher for challenged children ever since. He has during 
that time worked with children with multiple disabilities in a residential 
school and also with children with Attention Deficit Disorder. Michael 
finished his career at Corpus Christi College in Bateman 1991 – 2015 
where he established an Education Support Centre for children with 
disabilities. The children are included with their peers in mainstream 
education for the best part of the day to ensure they receive the quality 
of education that they rightfully deserve. 

MICHELLE POMEROY  
has been working as an Early Childhood Worker and Community 
Development Coordinator for the Department for Education and 
Child Development over the past five years. In these roles, she has 
supported children and families to achieve sustainable citizen-hood 
within their community, using a strength based approach, Shelley 
has been supporting families and staff to provide an inclusive and 
supportive environment where children thrive. Shelley assists families to 
establish goals that lead to better health, wellbeing, and success in an 
educational setting, empowering parents and their children. 

Currently she is finishing her degree in Disability and Developmental 
Education, this is supporting her to work with children with behavioural 
difficulties in an educational environment. Michelle is married and has 
one child, Jack who has Duchenne muscular dystrophy.
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— 
Notes
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