A CARER’S STORY
Mrs Margot Suter

Case Study of a Reflex Anoxic Seizures Patient
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The Symptoms

It all began in the Church Hall in January this year at coffee time after the service. Victoria our then 2½ year old, fell on the floor banging her head badly.  I ran over to her and picked her up and saw she was holding a biscuit in her hand.  She was turning blue around her mouth and was losing consciousness.  I assumed she was choking on the biscuit.  I panicked but knowing that several people in the hall were in the medical profession I shouted for help and a nurse came to our rescue.  She did all the right things to clear what we thought was a choking incident.  She turned Vicky over and patted her sharply on the back.  On turning her back she was pinking up and gaining consciousness again.  I was very shocked afterwards.  Vicky was quiet and clingy but after 10 minutes or so was up and running around.  I re-lived the incident for many days but could not quite add it all up as we never found the lump of biscuit that I supposed she was choking on. 

In March Vicky fell backward off her brother’s bed on to a pile of lego.  She screamed loudly but then seemed to go floppy; she went blue around the mouth and rolled her eyes upwards.  She was losing consciousness.  I shouted for my son to call an ambulance but within 30 seconds she had pinked up again and was recovering.  I dwelt on this incident for many days too and could not understand what was making she go unconscious.

  

Visit to GP

It was a third incident with the same symptoms that made me seek a medical opinion.  In June Vicky fell on the dance floor at a wedding – turned blue around the mouth, eyes rolled up and she went floppy.  She recovered within a minute but was very tired and miserable afterwards.

The GP listened sympathetically and diagnosed a “classic” case of breath holding.  I was not at all satisfied with this diagnosis.  I am a laid back third time mum not prone to rushing to a doctor at the slightest thing.  Just to reassure me, she said she would refer Victoria to a specialist consultant.


Referral to a Consultant

The consultant took a full and detailed medical history and examined Victoria.  He listened carefully to the descriptions of each attack and diagnosed RAS.  He was wonderful – calm, informative, reassuring and very direct.  He has children of his own and had a wonderful way with Vicky.  He also picked up a heart murmur that had not been discovered before. 

Through the consultant we were encouraged to contact the RAS support group and we had immediate support through them and a wealth of information from the web site.  We were worried, but were able to remain calm and optimistic because we could see there was information and support.  This is a rare condition but we were not the only ones to be experiencing it.


The RAS Support Group

This year was the support group’s 10th anniversary.  In the summer they sent us the celebration newsletter.  I read it from cover to cover.  Two things struck me immediately:

1. Victoria had received a very quick diagnosis.  Many of the articles in the newsletter showed the difficulty that some parents had had in getting the correct diagnosis – months and even years.  I was struck at how fantastic a job the support group was doing in educating and informing the medical profession of this condition, which so often in the past has been misdiagnosed as epilepsy.  Our paediatric doctor was fully informed.

2. The second thing that struck me was how much variation in the condition there seemed to be.  The children in the case studies in the newsletter went fully unconscious for several minutes, even hours.  The children were often very tired after an attack and slept for a long time.  Some attacks could be several times a day.  Our experience has not been so extreme.  Victoria has never gone fully unconscious, only floppy and blue around the lips and does not need to go to sleep after an attack, however, she is slow and lethargic for a short time.  Surprisingly, not all unexpected hard falls set off attacks.  There have been several weeks between attacks and I can ‘manage’ an attack now so that we have only had ‘near misses’.  I hold Victoria close after an unexpected, hard fall, talk to her reassuringly and rub her back.  This all seems to calm her quickly so that the stimulus to the heart decreases and the heart can start again. 


The Conclusion

Victoria is a happy normal 3 year old.  We are lucky that she has a mild form of RAS and it has not disrupted her or our lives to any great extent.  We have informed all who look after her - grandparents, siblings and nursery that she has this condition.  They are briefed in what they must do in an attack.  But apart from that, we try to put it in the background and allow her to have a normal life.
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