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1. Why is steroid medicine used in DMD?
 Doctors and nurses prescribe steroid medicines for boys with  
 DMD as they have been shown to improve muscle strength.   
 Steroid medicines can also protect the heart and lungs and  
 reduce the chances of developing a curved spine (scoliosis).  
 There are two types of steroids prescribed in DMD:
 • Prednisolone or 
 • Deflazacort.    

 However, whilst steroid medicines are very useful in DMD,  
 there can be side effects.  One of the side effects when  
 steroid medicines have been used for a long period of time  
 (more than 6 months) is that they cause the adrenal glands  
 to be “sleepy” (adrenal suppression).

2. What are the adrenal glands and what do they do?
   The adrenal glands are fleshy  
   triangular-shaped organs, the size of  
   a walnut. We all have two adrenal   
   glands which sit on top of our kidneys,  
   as shown in the picture. The adrenal  
   glands release hormones following  
   stimulation from messages sent out by  
   another pea-sized gland called the  
   pituitary gland which sits at the base of  
   the brain. The adrenal gland makes  
 several important hormones including hormones that control  
 well-being especially during times of stress, illness and  
 accidents (Cortisol Hormone).

 In healthy people, the adrenal glands make enough cortisol  
 to keep a person well. During minor illness or stress, the  
 adrenal glands make about two to three times more cortisol  
 to help deal with the illness. During major illness or major  
 stress like an accident or when undergoing a major operation,  
 the adrenal glands make about five to ten times more cortisol. 

	



3

3. Why are the adrenal glands “sleepy” in boys with  
 DMD treated with steroids? 
    In DMD, both the pituitary and  
    adrenal glands are normal. The  
    steroid medicine that your son takes  
    is the same as cortisol produced by  
    the adrenal glands. The dose of  
    Prednisolone or Deflazacort used in  
    DMD is at least five times more than  
    the amount produced by the  
    adrenal glands of a healthy person.  
 In some boys with DMD, this can be up to one hundred  
 times. Such high doses are needed to treat the muscle  
 inflammation.  However, once such high doses of steroid  
 medicines are used for long periods of time (longer than 6  
 months), the master regulator (pituitary gland) decides it  
 does not need to do its job of sending signals to the adrenal  
 glands. As a result the adrenal glands go to “sleep” (adrenal  
 suppression) and stops making cortisol. 

 When your son is taking the prescribed dose of steroid, there  
 will be no problem, as the dose of steroid is much higher  
 than what the adrenal glands would produce to cope with  
 minor illness or stress. However, during major illness  
 especially with diarrhoea and vomiting, if your son is  
 undergoing an operation or cannot take his usual steroid  
 medicines, we need a plan to give steroid therapy to him in a  
 different way. This is because the adrenal glands have gone  
 into a deep sleep and cannot make any cortisol, which is  
 absolutely essential to cope with the major illness.
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4. What situations do I need to be aware of?  
 The situation when “sleepy” adrenals may be a problem in  
 your son and where you need to think of giving steroids  
 other than as a tablet form are:

 - Severe illness with vomiting and diarrhoea

 - Very unwell and sleepy

 - Major stress like a fracture

 - When undergoing an operation

5. What do I need to do in these situations?
 When your son is very unwell especially if he has vomiting  
 and diarrhoea or is under a lot of stress like having a broken  
 bone or involved in an accident, he will need steroids quickly.  
 If they are not given steroids, the body may not cope and in  
 serious cases, this could be life threatening. 

 Your son will need an injection of steroid medicine  
 (hydrocortisone) at home if he has: 

 - a severe illness with vomiting and diarrhoea

 - is very sick and sleepy

 - has a major stress like a fracture

    Your nurse or doctor will teach you  
    how to do the injection but don’t  
    worry if you have forgotten how to  
    do it. Phone 999 and let them know  
    that your son has DMD, is on long  
    term steroid, and as a result has  
    “sleepy” adrenal glands and is  
    unwell.  Your nurse may have  
    already informed the ambulance  
    team about this issue of “sleepy”  
 adrenal glands when he first started steroids and this  
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 information will be in his medical records. The ambulance  
 staff can inject the steroid medicine when they arrive if you  
 are unable to do so. 

 If your son is having an operation, the doctor should give an  
 extra dose of steroid through the drip in your son’s hands at  
 the start of the operation (whether it is a minor or major  
 operation). Please remember to mention to the doctors that  
 your son has “sleepy” adrenal glands. If your son is having an  
 operation involving the gut (stomach) or if your son cannot  
 eat and drink after an operation, your son will need steroid  
 medicine through a drip. 

6. Do I need to do anything with steroid medicines  
 during a mild illness?
 There is generally no need to do anything with steroid  
 medicines during mild illness (e.g. fever with mild infection)  
 however, please check with your doctor or nurse. For some  
 boys who are on very low dose steroid, your doctor may  
 advise to increase the dose of steroid during mild illness. If  
 your son is on the intermittent steroid regime (eg. ten days  
 on and ten days off), your nurse or doctor should make a  
 plan with you on what to do in those instances. Often,  
    your nurse or doctor will  
    recommend that you give the same  
    dose of steroid medicine you  
    normally give for a period of 
    48 hours, if your son is unwell  
    during the days he is off his usual  
    steroid medicine.
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7. What happens if we plan to discontinue steroid  
 treatment?
 As we have mentioned, the adrenal glands of a boy with  
 DMD on long term steroids are “sleepy”, so please do not  
 stop taking steroids suddenly. If the plan is for your son to  
 stop taking steroid medicines your nurse or doctor will make  
 a plan with you to gradually reduce his steroids. When your  
 son is off steroid treatment, he will need special  
 investigations which involve blood tests to check that the  
 adrenal glands are now awake.

8. How can I find out more information?
 If you wish to find out more, please ask your nurse or doctor  
 in the clinic, especially if you are unsure of your son’s  
 emergency steroid plan. We also advise you to bring  
 your emergency steroid plan and injection kits to clinic each  
 time.  We will review your son’s emergency steroid plan and  
 check that the medicine is still in date. If you notice that the  
 emergency steroid medicine is out of date before your clinic  
 appointment, please contact your nurse or doctor for 
 further supply. 
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