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What is the ketogenic diet? 

The ketogenic diet is a diet supervised by the medical team and dietitian that may be used as 

a treatment option in the management of epilepsy, and some neurometabolic disorders.  It is 

a high fat, low carbohydrate and moderate protein diet that makes the body burn fat instead 

of carbohydrate for energy.  Burning fat for energy produces "ketones", and for some children 

having a very high level of ketones in their blood helps to reduce seizure activity or moderate 

their neurometabolic disease.  The mechanism by which the ketogenic diet does this is not 

fully understood in children with refractory seizures. 

The ketogenic diet is not a "natural therapy".  Whilst less is known about the benefits and 

adverse effects of the ketogenic diet than some other treatment options for epilepsy such as 

antiepileptic medications, surgery and the vagal nerve stimulator, it is a recognised treatment 

approach that has proved helpful in a number of children world-wide, including Australia. 

Who is the ketogenic diet for? 

The ketogenic diet is most frequently used for children with poorly controlled seizures, where 

other therapies have failed.  It is also the treatment option for some neurometabolic 

conditions. 

Does it work? 

The ketogenic diet does not control seizures in all children.  In fact, only a relatively small 

proportion of children benefit significantly from the ketogenic diet.  Recent research reports 

about a third of children having a significant reduction in seizures, third having some 

improvement in seizures, and third having no improvement in seizures. 

How long does my child need to be on the ketogenic diet? 

Children diagnosed with a neurometabolic condition may be required to remain on the 

ketogenic diet lifelong.   

For children with refractory seizures a trial period of 3 months is initially needed to 

assess whether the ketogenic diet is having beneficial effects on your child’s seizures.  We 

will usually continue your child’s antiepileptic medications unchanged through this period, 

unless otherwise advised by their neurologist.  If there is a significant reduction in seizures, 

the diet is maintained for 2 years. If after the 3 month trial period there is no significant 

improvement in your child’s seizures, the diet is not tolerated, or the diet is difficult to manage, 

a joint decision between you and your child’s medical team will be made to determine whether 

the diet should be ceased. 



 

What problems can arise? 

Ketone levels not in optimal range may affect seizure control.  Some common reasons that this could happen 

include:  

> your child being given food that is not on the diet or they are secretly sneaking extra food 

> incorrect calculation or preparation of food  

> illness 

Children wanting to eat different foods may also be an issue particularly when they attend parties or other social 

gatherings. 

Constipation is also a common problem due to the small amount of food and fibre consumed.   Also the ketogenic 

diet may affect weight (gain/loss) and growth.  Your child’s dietitian will monitor growth and make adjustments as 

needed.  There are also some long term effects and it is important that your child has regular medical review while 

on the diet. These long term effects may include renal stones and thinning of the bones. 

What is involved before we start the ketogenic diet ? 

High ketones (Ketosis) are produced by eating a measured amount of fat, protein and carbohydrates. A calorie 

level is determined by the dietitian for each child based on their age, activity level and an estimate of current 

calorie intake. To achieve a desired level of ketosis, the diet is calculated in terms of ratios such as 4:1, 3:1, and 

2:1. In a 4:1 ratio, there is 4 times as much fat as there is protein and carbohydrate combined. The dietitian will 

support you in developing the meals/snacks for your child. 

For children with a neurometabolic condition the metabolic team will assess and discuss the suitability of the diet 

and arrange education through the dietitian, metabolic nurse and metabolic consultant. 

Children with refractory seizures will need to be assessed regarding suitability of the ketogenic diet for their case.  

If your child is considered suitable and you would like to find out more about the diet, the neurologist will then refer 

you to the ketogenic diet service, and your child will be placed on the provisional booking list for diet 

commencement.  You will then be invited to attend a group information session.  If you decide to proceed with a 

trial of the ketogenic diet you will receive more detailed individual information and at "one on one" education 

session(s) with the dietitian.   

Your child’s neurologist will review their medications before starting the ketogenic diet, often changing syrup 

medications to tablet form, due to their high sugar content.  Whilst we make every effort to begin diet therapy as 

quickly as possible, this may not be straight away as it will depend upon the demands of the ketogenic diet service 

at the time your child is approved to commence their diet.  

During this process a decision is made to either commence the diet during a hospital admission or as an outpatient 

with close monitoring and support from the neurologist, neurology nurse and dietitian.    

Does my child need to come into hospital to start t he ketogenic diet? 

The ketogenic diet can be commenced as an inpatient or outpatient.  The ketogenic diet team will discuss the 

options with you.  



 

Admission for commencement of the ketogenic diet:   The first couple of days your child will only be allowed to 

drink a special formula called Ketocal®, if your child is unable to drink the supplement a nasogastric tube will be 

inserted by the end of the first day.  Your child may need to continue drinking Ketocal® supplement long term as 

part of the ketogenic diet.  When your child’s blood ketone levels are high and stable, food is introduced.  The 

dietitian calculates all dietary requirements.  It is expected that your child will be tolerating a full ketogenic diet 

before discharge.  During the admission parent(s)/carer(s) must be available to attend regular education sessions 

with the neurology nurse and dietitian.  

Parents/Carers are encouraged to participate in all aspects of their child’s care throughout the hospital stay as this 

is considered part of the education process.  Contact with the neurologist, neurology nurse and dietitian is 

maintained before, during and after the admission to ensure families will be able to manage at home. 

Outpatient commencement of the ketogenic diet:  Parents/Carers meet up with the dietitian and neurology nurse 

prior to commencing the ketogenic diet at home, this can take up to 2 x 2hours information sessions depending on 

your child’s needs.  A gradual grade up of the ketogenic diet usually takes between 2-4 weeks or longer if needed.  

The ketogenic diet commences at 1:1.  During the grade up parents will need to be prepared for regular changes 

in recipes and allocate extra time for preparing meals.  During the grade up process you will have regular contact 

with the neurology nurse and dietitian via email, phone calls and appointments are arranged as needed.  

Monitoring requirements for your child while on the  ketogenic diet 

The frequency and type of seizures your child has will need to be documented by you for one month prior to 

commencing the ketogenic diet and throughout the course of their diet. Their blood ketone levels will be monitored 

regularly and you will be asked to test finger prick ketones regularly at home.  Regular weighs must be taken and 

diet and seizure activity recorded particularly during the introduction of the ketogenic diet.  Additional blood 

investigations will be performed regularly, initially monthly for the first 3 months then every 3 months thereafter and 

diet and seizure records will be requested as needed to assist in dietary modifications as needed.   

What will I need at home? 

To commence the ketogenic diet you will need: 

> electronic weigh scales which measure accurately to 1 gram  

> information on how to use electronic databases to help develop recipes 

> a number of food containers, food labels, freezer bags for food storage 

 
The ketogenic diet needs to be strictly followed at all times. Children attending play group, kindergarten, school 

and social occasions should have ketogenic diet meals arranged for them and all carers and teachers must be fully 

informed of the diet. Some families initially find planning and preparing the diet time consuming, but with 

practice this becomes easier and faster. 

What does it look like? 

Meals and snacks are developed to meet your child’s nutritional requirements for normal growth and 

development.  The meal pattern is designed to mimic the child's usual meal pattern. Meals appear small because 

of the high fat content.  Daily vitamin and mineral supplements may also be necessary.   



 

Below is a range of meals suitable for children of different ages. 

  

Ketocal® drink 

Egg and cheese salad 

Puree zucchini and chicken 

Fruit selection 

Chicken stir fry 

Egg omelette 

Egg and bacon quiche 

Nutrition 

The aim of the diet is to increase blood ketone levels (ketosis), while ensuring your child’s nutritional needs are 

met.  Ketocal® is a formula designed for the ketogenic diet.  It is available in liquid and powdered form, neutral or 

vanilla flavoured and provides long chain fats, carbohydrate, protein, vitamins and minerals.  Ketocal® can be 

taken orally or through a feeding tube.  If your child does not drink Ketocal® there are other multivitamin mineral 

supplements options available that can be discussed with the dietitian. 

If your child is fed via percutaneous endoscopic gastrostomy (PEG), their current formula/feed will be replaced with 

Ketocal® powder or liquid form. 

Investigations (Blood Tests etc) 

Your child will need pre-diet blood tests to ensure they are suitable to commence the ketogenic diet.  Baseline 

blood, urine and radiological investigations (such as scans, ultra sounds) are performed on commencement of the 

ketogenic diet.  Throughout the implementation of the ketogenic diet blood sugar and ketone levels are monitored. 

To do this, finger prick blood tests are performed regularly and may be required more frequently if sugar levels 

drop too low or ketone levels are too high. Low blood sugar levels and high ketone levels are treated either soft 

drink/fruit juice/cordial drink.  Urinary ketone levels may also need to be monitored, if needed the Neurology Nurse 

will discuss this with you. Your child’s weight is monitored closely particularly during implementation of the 

ketogenic diet. 

Medications 

All medications will usually be given in tablet or capsule form as liquid medications usually contain high amounts of 

carbohydrate.  If your child is taking liquid/syrup medications and an alternate low carbohydrate tablet form is 

available, changes to medications will be made prior to commencement of the ketogenic diet.  During the trial 

period there should be no changes to medication dosage, unless changes are advised by your neurologists.   



 

Activity 

All children are encouraged to maintain normal levels of activity. During the admission play 

therapists and teachers become involved to encourage regular activity.  Any seizure activity 

will be monitored by parents/staff.  If commenced as an outpatient, normal activity is 

encouraged and parents are to monitor and record seizure activity. 

Further reading 

The following sites may be useful for further general information regarding the ketogenic diet. 

• http://www.epilepsyqueensland.com.au/dietary-therapy  

• http://www.charliefoundation.org/  

• http://www.matthewsfriends.org/  

• Johns Hopkins Epilepsy Centre www.hopkinsmedicine.org  

The books below give more specific information about the diet. 

“The Ketogenic and Modified Atkins Diets: Treatments for Epilepsy and other disorders”, 6th 

Edition, written by E Kossoff, Z Turner, S Doerrer, M Cervenka, B Henry, 2016.  

“Dietary Treatment of Epilepsy: practical implementation of ketogenic therapy”, edited by 

Elizabeth Neal, 2012. 

“The Keto CookBook: innovative delicious meals for staying on the ketogenic diet”, written by 

DM Martenz and L Cramp, 2012 

“Ketocooking: A practical guide to the ketogenic diet”, written by Judy Nation, J Helen Cross, 

Ingrid E Scheffer, 2012. 
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