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Moving from children’s to adult healthcare services can be 

an anxious time for many young people and their families.   

 

When it  comes  to  considering  health needs during the 

transitionary phase and beyond, it  is  important  to have 

plenty of time to  think about  what  the next  stage  might 

mean and have a clear understanding of what support 

might be needed.  

 

At this time, healthcare professionals will refer young 

people from   children’s services to adult colleagues. 

This       can  be  challenging  as    adult  services are usually 

structured differently and some of      these  services    may  not  

be  managed                                                                           in the same way. The service itself might not be 

able to see the young person as often as in children’s health 

care.  

 

This leaflet is to help those going through, or about to go 

through, transition think about which services may be 

required and to highlight appropriate information to help 

the process.  
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This leaflet has been produced by the Scottish Muscle 
Network to help young people, families and other 
professionals involved to understand the particular 
needs of the young person around health care at the 
time of transition to adult services. The paediatrician 
and other children’s healthcare professionals involved 
will discuss referrals to adult services and make sure 
these are in place before discharging from children’s 
services. It is helpful to ask for a copy of this leaflet to be 
placed in hospital records and sent to the GP. 

 
Before the transition to adult services actually begins, 
professionals will begin to prepare the young person for 
the adult service. This may involve a new approach like 
offering the young person the opportunity to meet with 
a healthcare professional by themselves for a confidential 
appointment. This is often at the beginning of the clinic, 
and parents will usually be invited to join in later. For 
example, a paediatrician might want to check what a young 
person’s understanding of their condition is and what they 
understand about the role of healthcare professionals 
involved and the clinics they attend. It is also important 
to understand and agree what information – perhaps just 
like that contained in this leaflet – can be shared with 
others and what information is to be kept private and 
personal. 

 
Children and young adults are encouraged to be involved 
in decisions and responsible for their healthcare as 
much as they are able. Part of this is understanding 
what is wrong, and what to look out for. Maintaining 
good health can improve quality and enjoyment of life. 
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ABOUT DUCHENNE 
MUSCULAR DYSTROPHY… 
THINGS THAT ARE IMPORTANT TO 

KNOW ABOUT HEALTH CARE 
 

Duchenne Muscular Dystrophy (DMD) is a genetic disorder 
which affects males and can be “carried” by some 
healthy females. DMD affects around 1 boy in every 
5,000. The gene which causes DMD is changed and 
affected boys are not able to make a complete protein 
called dystrophin in their muscles. In most cases the 
diagnosis is confirmed by genetic blood tests. 

 
Young boys appear healthy, but their muscles become 
weaker as they get older. This affects movement and 
activity initially and later, muscles for breathing and the 
heart will also be affected. There is no cure for DMD, but 
there are assessments and treatments available which can 
identify potential problems and help with the 
management of the condition. Every young man with 
DMD will be affected differently by their condition, 
however, there are certain health problems that we 
know of that are associated with DMD which can 
happen.  Monitoring health is an important part of the 
management of the condition so that treatments can be 
started at the best time. 

 
Young men with DMD should expect to achieve a good 
quality of life through childhood, adolescence and into 
adulthood. 
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MOBILITY AND POSTURE 

Many young men will require the use of a wheelchair to 
help them with longer distances. A power chair may have 
been prescribed for independent mobility when the 
young man is no longer able to walk by themselves or if 
the young person is becoming tired walking around the 
school for example. Later, when sitting becomes more 
frequent, it is important that seating within the wheelchair is 
supportive to help posture, and consideration for 
specialised wheelchairs which can tilt in space  should be 
given. There is a range of other equipment to help with 
movement, lifting, standing and sleep posture. These will 
usually already be in place by school leaving age, and a 
physiotherapist or occupational therapist will be able to 
advise and assess this. As needs change throughout life, it 
is important to ensure equipment is regularly assessed 
and updated as necessary 

 
JOINTS 

Muscles tend to shorten and contract when they are weak 
and not being used. This can lead to stiffening and reduced 
movement of joints (contractures). Passive stretching 
exercises and the use of splints for the ankles (AFOs) can help 
to prevent or reduce the development of contractures. 
Young men with DMD should be encouraged to wear 
daytime ankle splints as this helps to maintain a 
comfortable seating position and slow down the changes 
to the position of the ankle joint. It is not always possible 
to prevent contractures of the knee and hip joints, but 
continued use of a standing frame, postural management 
in sitting and lying and stretching and orthoses can all 
help.  
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SPINAL MANAGEMENT 

When young men are no longer able to walk outdoors and 
for long distances and spend more time sitting, some 
develop a twist, or scoliosis (curvature), of their backs. 
This can be uncomfortable and cause further 
difficulties with pressure sores and breathing. Most 
young people will already have been offered an 
appointment with the Scottish Spinal Service in Edinburgh if 
they are showing signs of spinal asymmetry.  The spinal 
doctors can assess and discuss whether an operation to 
straighten and fix the spine with rods would be helpful. 
This type of surgery also stops any further deterioration 
of the curvature. 

 

FRACTURES 

Up to 75% of young men with DMD treated with steroids  
may experience fractures (breaks) of their bones. This is due 
to thinning of the bones (osteoporosis). This is usually a 
result of reduced mobility, but can be a side effect of 
steroid therapy and/or poor diet as well as a side effect of 
the condition itself. A fracture of a back bone (vertebra) 
can cause severe back pain and this type of fracture is 
more common in young men who have been on steroids 
for a long time. 

More commonly, fractures of the back bone are present 
but do not cause pain or impair mobility. The fracture is 
a sign that the bones are weak. An x-ray of the spine 
should be done every 2 years for those who stay on 
steroid therapy to identify these fractures at an early 
stage and bone protective medicines can be considered. 
However, it may be difficult to perform and interpret 
these x-rays especially if there is curvature of the spine 
(scoliosis) or if rods have been used to fix the spine and 
your Doctor at the hospital can give you more 
information on this. 
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ENDOCRINE CARE 

Most adolescent boys with DMD who remain on steroid  
therapy will not go through puberty. In addition, men with 
DMD who continue to be treated with steroid therapy are likely 
to have low testosterone levels. This may have an impact  
on well being and bone development.  Hormone treatment 
with testosterone will be needed in adolescent boys who  
do not go through puberty and men who have low  
testosterone levels.  

 
 

People with DMD who are treated with steroids will have 
adrenal suppression (sleepy adrenal glands). Steroids should 
not be stopped abruptly. An emergency plan of giving extra 
steroids, especially during illness and especially vomiting,  
will be in place prior to leaving children’s services and should 
be discussed with the Lead Consultant in charge of the young 
person’s care in the adult service. 
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DIET AND NUTRITION 

A healthy balanced diet is important for everyone and 
especially for those with DMD.  Many young men with 
DMD notice weight changes at different points in their 
life.  When walking becomes more of an issue and 
physical activity is reduced, weight can increase. 
Steroid therapy can have an effect on the appetite and 
this can also result in weight gain. 

 

Many adults with DMD experience differences in their 
ability to chew and swallow as they get older. The 
muscles responsible for chewing and swallowing can 
become weaker and tire more easily. Generally if meal 
times take longer than 30 minutes, the young person 
may become fatigued and not wish to finish his meal. 
Early satiety, the feeling of being full up when not much 
has been eaten, can sometimes develop and it is 
important to discuss these changes with a dietitian.  

A varied and balanced diet can help prevent and 
manage other areas too, such as constipation. With 
reduced physical activity and weakened abdominal 
muscle, the transit of food through the gut can slow 
and constipation may be experienced. Plenty of water 
and fibre within the diet is recommended.  

 
Taking sufficient products high in calcium is important 
to keep bones healthy. All young men with DMD who 
are treated with steroid therapy will need to take a 
vitamin D supplement.  

 
If eating is becoming more challenging and swallowing 
is a bit trickier, the young person may start to aspirate 
i.e. food is going down the wrong way. An assessment 
by a Speech and Language Therapist is important to 



10  

help assess if the swallow is safe. It may be that the 
texture of food will require altering and in some cases, 
nutrition can be given in other ways, for example a tube 
which is placed into the stomach (gastrostomy). This 
takes the difficulty of trying to eat enough out of the 
equation and many young people feel this is a more 
positive way of receiving their correct food intake 
when swallowing issues are problematic. 

 
HEART 

The heart muscle can also be affected with DMD and many 
young people will develop changes in their heart 
(cardiomyopathy).  Screening for this using ultrasound 
and ECG allows the condition to be diagnosed before 
symptoms develop. Ultrasound (Echocardiogram) looks 
at the heart’s structure and ECG (Electrocardiogram) 
looks at the heart’s rhythm and both of these tests are 
important. Medical treatments are available to help keep 
the heart muscle working effectively. Boys with DMD 
should be screened every 2 years while they are walking 
and every year from the age of ten onwards. If there are 
signs of a heart problem developing on the screening 
tests, boys and young men are usually referred to a 
cardiologist. The cardiologist will discuss whether 
treatment is indicated and what the benefits or side 
effects are likely to be. Symptoms of heart problems 
can include lack of energy and fatigue, breathlessness,  
poor circulation with cool or pale hands and feet and 
chest pain or discomfort. 
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CHEST INFECTION 

Young men with DMD are susceptible to chest infections 
in later life and these can be more serious and difficult to 
clear. Immunisations can help prevent some infections 
like influenza (flu) and a bacterium called pneumococcus. 
Influenza vaccination is given annually but pneumococcal 
vaccination lasts for several years.  If you are on 
steroids, the nasal immunisation will not be suitable for 
you and your nurse or family doctor can arrange for 
you to have the jab. 

 

 If a chest infection develops, doctors should have a 
lower threshold for prescribing antibiotics than usual in 
order that treatment can be started early. A 
physiotherapist can also show caregivers techniques to 
help coughing and sometimes a special piece of 
equipment like an ambu bag (lung volume recruitment, 
LVR), cough assist or suction machine can also help clear 
airways. 

 
Breathing may become more troublesome during a chest 
infection. Occasionally, admission to hospital is necessary. 
Extra medication such as antibiotics along with chest 
physiotherapy can all be helpful in treating more severe 
infections. Sometimes extra help with breathing 
(ventilation) is required, and doctors will be able to 
assess if this is necessary by checking breathing and 
oxygen and carbon dioxide levels in the bloodstream. 
Sometimes support with breathing (ventilation) is 
needed during an acute illness. 

 
If a person with a muscle problem is already known to a 
respiratory doctor or specialist team, it is helpful for them to 
be informed of a hospital admission in case additional help is 
needed. A medical alert card with this information is available 
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and can be placed on the front of the hospital records. 

 

BREATHING 

The chest muscles used for breathing can also 
become weaker in young men with DMD. Initially this 
can affect breathing at night time during deep phases 
of sleep. This does not usually cause breathing 
problems, but the effects of disrupted sleep can cause 
symptoms during daytime. 

 
These include poor concentration, sleepiness, loss of 
appetite and early morning headaches. It is important to 
have regular testing of lung function and overnight 
recording of oxygen levels. This can be done by a simple 
machine called an oximeter, and is easy to use 
at home although in some areas, this may require an 
overnight stay.  The level of carbon dioxide and oxygen 
in the blood will also be monitored frequently to ensure 
your levels are at their best.  These tests are usually 
arranged by doctors involved in respiratory care. If the 
test suggests night time breathing is affected to an extent 
that the young person would benefit from some help 
with breathing during sleep, doctors will advise starting 
treatment called non invasive overnight ventilation. This 
involves using a specialist mask and machine to support 
your breathing. This helps give some air pressure to keep 
the airways open at night time. This has been shown to 
significantly improve life expectancy and quality of life in 
young men with DMD. 

 
Boys and young men with DMD should be referred to 
a respiratory specialist before symptoms of night 
time breathing difficulties develop and a referral to 
the adult home ventilation services should be made 
before or around school leaving age. 



13  

 
Sometimes ventilation needs to be started at other 
times, for example, after a chest infection or after an 
operation and anaesthetic. 

 

ANAESTHETICS 

Some anaesthetics cause a reaction in certain types of 
muscle disorders. It is important to let the anaesthetist 
and surgeon know that a muscular dystrophy has been 
diagnosed if any anaesthetic is likely to be required. It 
should also be noted that the adrenal glands are 
sleepy if the person is still taking long term steroid 
therapy and extra steroid may need to be given 
intravenously, especially during and after major 
operations.  

 

MENTAL HEALTH 

People with disabilities are, like everyone else, at risk of 
developing mental health problems and depression. Often 
these symptoms develop gradually and may not be obvious 
to the person affected, or their families. Symptoms can 
include anxiety, poor self esteem, loss of appetite and 
weight, difficulties sleeping, low mood and loss of interest 
in activities. Counselling and treatments are available if 
low mood develops. Your GP will be able to refer for help 
and support. 

 
SEXUAL HEALTH 

 
Sexual health can be influenced by a number of symptoms  
that are common in men with DMD including pain or  
discomfort, fatigue, muscle weakness and anxiety.  
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People with muscular dystrophy often have questions 
on how they can be intimate with their partner in spite  
of their muscle weakness or abnormal posture or contractures. 
However, people with various disabilities can still achieve  
satisfying relationships.  They require support from their  
friends and family to discuss and understand their needs.  
 
Questions arising from discussions such as living independently  
with a partner to having children are all areas that will  
require support and your hospital doctor, physiotherapist  
and occupational therapist will be able to help guide you.  
Sometimes referral to a geneticist / genetic counsellor  
may be appropriate if you and your partner are planning 
to have children and wish to seek clarification on the risk 
of passing on the condition to future generations. This  
may also need to be discussed further with your Doctor as 
sometimes, people who have been on steroid therapy for  
a number of years can have their ability to have children 
affected. 

 

PALLIATIVE CARE 

Throughout life with DMD, there may be periods when 
physical symptoms such as pain or breathlessness become 
more complicated, or times when the young person, family 
or carers are in need of additional psychological support. 
 
To help with this, Palliative Care - either at home, in Hospital,  
or linked with local Hospice teams -  is a standard part of  
services for patients with DMD and as such they may be  
involved at several points through life. This could be as a 
one off review, for a period of a few weeks/months or  
even longer depending on the specific needs and situation. 
  
The Palliative Care teams work closely with DMD specialists 
and can provide advice on symptom control, psychological 
support for patients, families and carers, as well as access 
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to Hospice services such as Day Hospice and Family Support. 
They can also help with addressing concerns about the future 
and communicating the young person’s wishes about care. 
Information can be accessed via the GP or DMD specialist  
team.  



 

 

SUMMARY 
 

Transition into adult care does involve 

getting to know new people, and different 

services. Transition is planned and young 

people and their families are part of the 

planning process. 

This leaflet can be copied to other professionals who are 
involved, or who might become involved in looking after 
young men with muscular dystrophy. It will help in the 
understanding of the kinds of problems that can happen, 
so that plans can be in place in case they do. 

 
For further information please contact  
Scottish Muscle Network (nss.smn@nhs.net) 
 or a member of the local healthcare team 
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