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	My Name is:
	

	I was born on:
	

	I live at:
	

	My telephone No. is:
	

	Next of kin and the people who know most about my health:
	

	Their telephone No. is:
	

	Their mobile No. is:
	

	My mother’s work No. is:
	

	Emergency contacts:
	

	
	

	
	

	
	

	
	

	
	

	My GP is:
	

	My Neurologist is:
	

	My Neurology Patient No. is:
	

	My National Insurance No. is:
	

	My NHS No. is:
	

	Religion:
	

	
	


WARNING: 

I am fitted with a Vagus Nerve Stimulator that has been turned off. 

Extreme caution must be exercised if X-rays, MRIs, or CAT scans are required. I must not receive any form of short-wave diathermy, microwave diathermy, or therapeutic ultrasound diathermy, as energy from diathermy therapy interacts with the VNS and can cause serious damage, pain or even death.

For more information contact my neurosurgeon:

See Appendix for further information
Lifestyle

I live in my own purpose-built bungalow and am cared for 24 hours a day by support workers on a one-to-one basis.

Because of my disabilities I am unable to do anything for myself and rely totally on others for my health and well-being.

My parents live next door to me.

As I am unable to walk, I use a wheelchair for mobility.

Medical Condition

I have profound and multiple learning disabilities and have a mental age of about 2 years. I have neuronal migratory disorder and mytochondrial cytopathy is suspected. I cannot speak or walk. I require full nursing care.

I have severe, uncontrolled epilepsy (Lennox Gastaut Syndrome) and take anti-epileptic drugs.

Allergies: Penicillin, hayfever, adhesive plasters e.g. Elastoplast. I usually use Micropore tape.

Medication: See Appendix

About My Disabilities

This is a list of things that affect my life:

· NEURAL MIGRATION DISORDER (see Appendix)

· LISSENCEPHALY OF BOTH CEREBRAL HEMISPHERES (see Appendix)

· POSSIBLE MITOCHONDRIAL CYTOPATHY (see Appendix)

· LENNOX-GASTAUT EPILEPSY (see Appendix)

· PROFOUND & MULTIPLE LEARNING DISABILITIES

· OSTEOPOROSIS

· MARKED KYPHOSCOLIOSIS 

· SEVERE CONSTIPATION AND URINE RETENTION

· INCONTINENCE OF BOWELS AND BLADDER

· CLUSTER HEADACHES

· CONJUCTIVITIS

· CORNEAL ABRASIONS

· POSSIBLE MONOCULAR VISION

· FREQUENT GASTRIC REFLUX

· DYSMENORRHOEA

My Epilepsy & Medications:

I was about 2 when I was first diagnosed as having epilepsy. Over the years the patterns and frequency of my seizures have changed considerably.

The neurologists that have assessed me (see Appendix reports) suggest that I have a type of epilepsy known as Lennox Gastaut syndrome.

My support workers keep a careful record of the numbers and types of seizures that I have and my father analyses these and produces a graph showing the changes over a 12-month period. The graph shows that I have between 35 and 45 major seizures each month. I have two main types: clonic or tonic, but sometimes I have an episode of myoclonic jerks and sometimes I go into status epilepticus. Then I need either rectal diazepam or buccal midazolam to stop the seizures but rarely have to go to hospital.

I keep a supply of oxygen at my bungalow and have this both during, and after the seizure, usually at the rate of 12 litres per minute.

Sometimes I get a feeling that something is about to happen and I might stop eating, or sit still and quiet until something happens.

What my seizures look like:

Tonic seizures - Usually start with my arms going rigid and extended, followed by my legs. I usually stop breathing, my lips can go blue and my head goes down on my chest. I often gulp a lot and sometimes I shake a bit. This type of seizure usually last about 30 to 45 seconds but they can be shorter or longer. Eventually I relax and breathe very deeply, often through my nose, which causes my nostrils to be drawn in. Gently lifting the tip of my nose opens the airways and helps recovery. I often need to sleep on my bed after a long seizure, taking 2 to 4 hours to recover.

Clonic seizures - Come very suddenly and can be very violent. I usually start with a big gasping intake of air and a loud shout then everything starts to jerk. My body and limbs are very stiff during the seizure and I do not usually breathe whilst it is going on. As the seizure subsides I might have a smaller series of jerks at intervals. As I relax I have the same problems with deep breathing and will usually sleep after the seizure. Sometimes I might bite the inside of my mouth and blood is visible.

Clonic/tonic seizures – Sometimes a clonic seizure will develop into a tonic seizure or vice versa.

Status epilepticus – Thankfully this does not happen very often. Usually it manifests itself as a clonic or tonic seizure that does not stop. My support workers start to suspect status if the seizure exceeds 90 seconds or so. They have a protocol to follow and will give me either buccal midazolam or rectal diazepam and an ambulance will be called. Oxygen is given during the whole period of the seizure. 

Myoclonic Jerks – These come in batches and I give big jumps – usually when I am holding a cup of milk! We don’t do anything special about these, except to keep a count of them. If they go on for a long period, say all morning, I might be given a 5mg dose of rectal diazepam to calm things down.

These are the anti-epileptic drugs I have tried over the years. None of them have given any real control of my seizures and most of them made me feel ill:

· Phenobarbitone and primidone

· Phenytoin

· Carbamazapine

· Clonazapam

· Topiramate

· Vigabatrine

· Levetiracetam 

· Tegretol

I have also been fitted with a vagus nerve stimulator, implanted in my upper chest wall. This worked well for about a month and my seizures were much reduced but the success did not last long and it was eventually turned off because it stopped being effective.


Things to help me when I am in hospital

· I will need a bed with a pressure care mattress and safety sides.

· I may need my drugs to be given at times that do not correspond to routine drug rounds. I have to take my tablets IN food – Weetabix with cold milk and no sugar is always acceptable. I cannot swallow tablets any other way.

· I may get very agitated and uncooperative when in a strange place and may make noises that disturb other patients, so being in a side room often helps. You can often use Golly to persuade me to do things that worry me.

· Although I cannot talk, please talk to me. Explain in simple terms what you are going to do to me, or what you want me to do.

· I need to have my food cut up and fed to me – please see the Mealtime Guidance’  below.

· Never put anything breakable like a thermometer or instrument in my mouth because I have a strong bite reflex that I cannot control. Please take my temperature either under my arm or in my ear.

· My epilepsy is poorly controlled by drugs and I may well have a number of strong seizures during my stay. Suction is not normally required but I do have oxygen during and after the seizure.

· I am often incontinent of urine and faeces and wear a pad in bed.

· I am used to being moved by a hoist.

Mealtime Guidance
I LOVE my food! Most of the time I have a really healthy appetite and enjoy new taste experiences, but here are a few hints and tips about my food and drink:

· I cannot feed myself and will need somebody to do it for me.  Please don’t overload the spoon, as I can’t cope with too much food at once. Let the food go down before you give me any more.

· I prefer savoury food to sweet things. 

· My food needs to be cut up very small but not liquidised.

· Food must not be too hot or I will stop eating.

· I have problems chewing so chunky pieces, such as meat, pastry, pulses etc., need to be mashed down and well-moistened with gravy. If I feel a chunk of food in my mouth that I can’t swallow easily I am likely to stop eating.

· Sometimes food goes down the wrong way and I have to give a big cough to move it – watch out for flying food!

· My favourite drink is cold milk (good for my osteoporosis) and I don’t mind squash as long as it is very weak. Let me choose by showing me the two drinks on offer. I don’t like hot drinks and will let go of the cup if offered.

· If I am reluctant to drink, try using a spoon to introduce the fluid – I usually get going once I recognise the taste.

· Give me time to breathe when I am drinking. A bit at a time will stop me from feeling I am drowning.

· I do not like to be rushed with my food; even more so when I am drinking.

· I have a very strong bite reflex so I must always use a suitable plastic spoon and plastic cup. I always have these with me when I go out or if I go to hospital. If I get stressed when eating I may clamp my teeth on the spoon or cup – talk quietly and calmly to me and I should eventually let go. Never use a metal spoon or a glass – I could break my teeth or the glass.

· I experience a lot of ‘reflux’ (regurgitation of acid fluid from the stomach), which tastes horrible, so sit me up straight if you are feeding me in bed. 

Communication 

Understanding:

I understand a great deal of what is said to me, providing you speak slowly and repeat yourself if I don’t respond immediately. 

I am very sensitive to tone of voice so pick up the vibes if you are having ‘a bad day’. I react badly to raised voices or irritated tone of voice, so it helps us all if everybody stays cool and calm.

Non-verbal communication:

To understand my non-verbal communications you may have to watch carefully as some of my movements are quite small. 

I use my eyes quite a lot to indicate what I want. 

I can also point at what I want; for example if you offer me the choice of either milk or squash I can point to my preference (or I might eye point, just to keep you guessing!). 

	The sounds I make
	What it means

	Yeh
	Yes

	Mah
	No

	More
	More

	Mee-ya
	Milk

	Yink
	Drink

	Bah
	Bye!

	Ub
	Up

	Uppa
	Papa

	Mm
	Mum

	Fers
	A wee on the loo

	A snort down the nose
	I am amused!

	Kissy noise
	Pleased/happy

	Er -ver
	Hoover

	Ank
	Thank you


My Ears 

I don’t normally have any medical problems with my ears; in fact my hearing is quite acute and I pick up what is being said around me. I am also very sensitive to tone of voice and can get upset if I think the people around me are sounding cross or irritated.

You don’t need to shout at me to make me understand, as people sometimes do. In fact it’s better if you talk slowly, quietly and calmly to me as I respond better. I can hear you very well but you might have to repeat what you are saying because it takes me a long time to process instructions.

My Eyes 

I have always had problems with my eyes. I have been seen by various opthalmologists and it has been suggested that I might have ‘monocular’ vision – that means I mainly see with only one eye at a time. I therefore have difficulty judging distance and my depth of vision is poor. 

Corneal Abrasions:

These are scratches on the surface of the eye and they are excruciatingly painful. I never know how I get them but they do need urgent treatment. The pain makes me cry and I need a lot of TLC.

Symptoms:

· I become very sensitive to light and have to keep my eyes closed

· My eye(s) become red-rimmed

· A lot of clear fluid runs from the eyes

· My nose gets blocked and runs a lot

· My eye(s) are very tender and painful

· I usually sleep a lot to block out the pain

Preventative Treatment:

· At bedtime each night apply sodium chloride to both eyes. This is a very effective lubricant and helps the new cells to stick better to the surface of the eye. 

· At regular intervals throughout the day (about every 4 hours), apply Sno-Tears drops to both eyes. These are artificial tears and help keep my eyes moist during the day.

· Avoid getting soap or shampoo in my eyes when I am washed or bathed, as this can irritate my eyes.

Treatment:

· Immediately begin a course of Fucithalmic eye cream Follow the instructions in the box.

· Cover the affected eye with a sterile eye pad. Use Micropore tape to secure in place, because I am allergic to normal plasters.

Bladder & Bowels 

I have always had problems with constipation and have had to use enemas and suppositories routinely from my teenage years. I now take Movicol on a regular basis and this seems to have helped the problem.

My bowel is often very full and the stool can be large and hard. Trying to pass a stool can be very painful and it makes me cry. Sometimes there is blood as a result of the effort I have to make.

I have a very good and balanced diet and eat plenty of pulses and fruit. The problem is that I don’t drink enough – probably 1 to 2  pints of liquid per day. It is difficult to persuade me to drink more so using jelly or ice cream as a sweet will increase fluid intake.

Sometimes things get very bad and I have some bad griping tummy-aches, which cause me to draw my legs up to ease the discomfort. A hot water bottle is quite a comfort at these times. In late 2004 I was unwell for about two weeks with a partial intestinal blockage but this seems to have improved now.

Up until 2003 I could pass urine very easily and my toilet charts show I was using the toilet successfully about 80 to 90 times a month. 

Towards the end of 2004 things deteriorated and I very rarely pass urine when I visit the loo. I do try, and my support workers can see that I ‘jiggle about’ trying very hard to ‘let go’, but for some reason I cannot do it. But as soon as I lie down, I can pass copious amounts of urine without effort. 

Mental Well-being & Lifestyle

I am normally a very happy person and laugh and smile a lot. Sometimes, however, I can feel very sad and will burst into tears and sob for no apparent reason. I do need a lot of love, care, reassurance and a gentle approach at these times. Once or twice I have been very 'low', not wanting to get out of bed or do anything, other than lie quietly and withdraw. If this happens my parents need to know about it at once so they can seek help for me. I have seen====, a psychologist, who has suggested it's mild depression but he has not wanted to give me medication because of my anti-epileptic drugs. I normally get back to normal quite quickly.

Most of the time I am lively and enjoy life to the full. I have a wicked sense of humour (you know, running over toes and the like) and love it when people drop things, or walk into doors!

My seizures do take a lot out of me and I feel pretty awful. There are days when I am very slow and a bit dreamy, but you can still get a laugh and a smile out of me. 

I love my bungalow, and feel very happy and settled there. When people come to visit I can show them the door after a bit, and ==== and I are on hand to wave them off the premises! 

My home was designed so I could get about easily in my wheelchair and I know where everything is, particularly my Hoover, washing machine and tumble drier, which are my favourites. I have a nice garden and my support workers help me to grow lots of fresh vegetables and flowers.

I have my own Motability car that my support workers drive for me. The front passenger seat has been removed and I have a special wheelchair that slides in, so I can sit by the driver and watch how they drive. 

I can go tenpin bowling in ===== and love to go to the supermarket for my shopping. I go swimming in a nice warm hydrotherapy pool at ===== School in =====. 

I go to pottery classes and have made some nice presents for my family. 

I love my ===== – he is my favourite companion and he can often persuade me to do things that I am worried or unsure about.

	Information about me and my family’s health

	I have:
	
	Close relative has:
	Relationship
	Onset

	Asthma
	
	Asthma
	Father
	Childhood

	Diabetes
	
	Diabetes
	
	

	Epilepsy
	(
	Epilepsy
	
	

	Glaucoma
	
	Glaucoma
	
	

	Heart Disease
	
	Heart Disease
	
	

	High Blood Pressure
	
	High Blood Pressure
	
	

	Low Blood Pressure
	
	Low Blood Pressure
	Mother
	Teens

	Thyroid problems
	
	Thyroid problems
	
	

	Breast Cancer
	
	Breast Cancer
	
	

	Cervical Cancer
	
	Cervical Cancer
	
	

	Prostate Cancer
	
	Prostate Cancer
	
	

	Testicular Cancer
	
	Testicular Cancer
	
	

	Mental Health Issues
	
	Mental Health Issues
	
	

	Hepatitis
	
	Hepatitis
	
	

	Osteoporosis
	(
	Osteoporosis
	
	


APPENDIX

· Cyberonics Safety Alert – Vagus Nerve Stimulator Warning Notice

· ==== Centre for Epilepsy: Assessment Report September 1996

Contact Information





WARNING: I am fitted with a non-functioning Vagus Nerve Stimulator and extreme caution must be exercised if X-rays, MRIs, or CAT scans are required. I must not receive any form of short-wave diathermy, microwave diathermy, or therapeutic ultrasound diathermy, as energy from diathermy therapy interacts with the VNS and can cause serious damage, pain or even death.
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