
Good Morning. My name is Mike Pollock and I am chairman of The Organisation for the 

Understanding of Cluster Headache, known as OUCH (UK).   OUCH became a registered 

charity in 2001 and is the only member subscription charity for Cluster Headache in the 

world.   The organisation’s remit is to support sufferers and their families; liaise with the 

medical profession to assist in research; provide a helpline and resources for sufferers, and 

raise awareness of the condition. 

For the last ten years the charity has steadily raised its profile both in the medical profession 

and with the NHS and the NHS website has a link to the OUCH website, this at the specific 

request of the NHS. 

Briefly, cluster headache is a devastatingly painful neurological disorder, which strikes with 

attacks of pain on one side of the head, centred around the eye, accompanied by reddening 

and watering of the eye, a blocked or runny nose and extreme restlessness and agitation.  

Attacks occur 1 – 10 times a day or more, typically starting in the early hours of the morning,

with little or no warning and building rapidly to a suicidal level. The term suicidal is not 

stated lightly, sadly most sufferers contemplate suicide, some attempt suicide and tragically 

a few of these attempts are successful.   The attacks occur over a period of weeks or months 

and go away as suddenly as they started, but they will come back; cluster headache is a 

lifelong incurable condition.  Around 20% of sufferers are chronic and  suffer attacks 365 

days of the year with little or no pain-free remission, sometimes for 25 years or more.  

The exact prevalence of CH in the population is not yet known, but the medical profession 

tell us that it could be as many as 250,000 in the UK. To put this in perspective there are an 

estimated 180,000 Multiple Sclerosis suffers in the UK, everybody has heard of MS, few have

heard of cluster headache.    Sadly, many are misdiagnosed or suffer many years before 

diagnosis – the average time from onset to diagnosis is at present two years (International 

Headache Society). 

A recent study by Professor Goadsby and published in  the Journal of the American Medical 

Association, states that oxygen is an effective abortive treatment for cluster headache in 

between 85 – 90% of sufferers – in fact some our members took part in the study. 



The exact mechanism of why oxygen works is not yet known; but generally it is thought that 

in a CH sufferer the brain sends the wrong signals about oxygen levels in the brain and the 

blood vessels in the brain expand enormously to some 20 times their usual size in the search

for oxygen and great pressure is exerted on the major nerves on one side of the head.  By 

quickly inhaling 100% oxygen at a very fast flow rate the brain is fooled into thinking there is 

enough oxygen and stops the expansion of the blood vessels and the pain subsides.  At flow 

rates of 8 to 15 litres per minute an attack can be aborted in around 20 minutes; using a 

demand valve that figure can be halved to less than eight minutes.  Using an ordinary 100% 

non-rebreather mask, the oxygen flows constantly into the mask reservoir, so there is a great

degree of wastage as no matter how good the seal there will be some loss via the mask 

edges. I have actually brought with me a demand valve for anybody who hasn’t seen one.  

With a demand valve which is placed in the mouth – almost identical to that used for 

entinox during labour – the oxygen is only delivered when the patient inhales and the valve 

closes off during exhalation.  A much more efficient way to use the oxygen and a huge saving

as even a small 400 litre cylinder can last three times as long as with an ordinary 100% non-

rebreather mask.   The valves are more expensive than the mask, but this is can be offset 

against the saving in the size and number of cylinders used by a patient with the more 

efficient demand valve. At the moment there are very few sufferers using these valves due 

to the fact that we can only obtain them at a cost of around £280.00. Those lucky enough to 

have one find them are getting spectacular results and are able to avoid the other heavy 

weight alternative drugs.

Why is the demand valve essential to headache sufferers – and I use that term rather than 
cluster headache only, as there are indications – as yet anecdotal – that oxygen could be 
used to treat certain types of migraine.  I quote from the Early Day Motion 419, “That this 
House recognises that the 15 per cent  of the UK population with migraine and cluster 
headache disorders has a complex neurological condition causing severe pain and 
debilitating neurological symptoms and that the cost to the economy is in excess of £1 billion
per annum…. “  Efficient oxygen therapy, it would seem, has the potential to be one factor in 
lowering that enormous loss to the economy.  [and reduce the cost of oxygen therapy to the 
NHS]

OUCH is a founder member of Headache UK, an umbrella organisation of all headache 
charities.  In their position paper of 2008, they outlined the European health spend on 
headache like this:  In 2004, 308 million euros was invested in migraine research by the 
pharmaceutical industry in Europe, compared to seven million euros (approx five million 



sterling) of public funding. No funding at all was identified for non-migraine headache 
disorders.  Compared with public costs, migraine receives the least public funds for research 
amongst all brain disorders (0.025%). For exampleIn 2006/2007, there was no public 
funding for headache research in the UK. 

The extreme pain of cluster headache leads to unavoidable absenteeism; sufferers are seen 
as unreliable by employers and scroungers by the benefits system.  How can anyone be 
ready at 9.00 am to face a days work, when they have perhaps had to deal with two or three
or more attacks of excruciating pain during the night; it is nigh on impossible to concentrate 
as you are at the point of total exhaustion before you even start work.  Knowing too, that the
attacks will come again throughout the day and the accompanying embarrassment as your 
eye waters, you scream with pain, you pace up and down in front of your workmates, not 
something to be relished.  Many, many sufferers say they fear going to bed at night as they 
know what they will wake up to.  

It is sometimes difficult to explain the degree of debilitation caused by cluster headache and 

I thought it worth telling you about a typical day in the life of a cluster headache sufferer, in 

this case me, and importantly why Oxygen is vital for the treatment of CH.

Every night at about 12.30.a.m just as REM starts I will have an attack which in 5 minutes of 

waking will have me screaming, writhing in agony and contemplating suicide.  It is worth 

pointing out that I have met many 100’s of sufferers and all the female sufferers - without 

exception - say that one attack which can last for up to three hours is far worse than labour. 

My 12.30 attack is treated with subcutaneous Imigran injections, works in less than ten 

minutes and has a half life of about two and a half hours. After a shower, a change of 

bedclothes and sheets it’s back to bed until about 7 a.m. when the next attack arrives. This 

attack can’t be treated with an Imigran injection because their use is limited to two a day. So

this attack has to be treated with high flow oxygen. This attack will probably subside in about

twenty minutes, sometimes it doesn’t work.  It can be some hours before the next one rears 

its ugly head. When the next attack does arrive, its a choice as to whether I use my other 

precious subcutaneous sumatriptan or use oxygen. I always have oxygen in the car and as I 

must use it as soon as possible, a delay of ten minutes can mean it doesn’t work. This is 

usually dictated by where I am driving. Only a few months ago I had an attack and drove into

a car park at a local cricket ground in North London to give myself treatment. Started on the 

O2 and within fifteen minutes the police turned up in a squad car with lights flashing. The 

attack was abating and I was able to talk to the very officious police officer who demanded 



to know what I was doing sitting in a car in a private car park. He was convinced I was drunk 

as I was slurring and unsteady. I explained that I had been having a cluster headache attack 

and I hadn’t had a drink for some twenty years because alcohol is a guaranteed trigger. His 

response was “Oh its just a headache is it, but well done for keeping off the drink, (obviously

inferring I had an alcohol problem), but let me be the judge of whether you’ve had a drink”  

With that I took a breath test. Obviously negative. The policeman told me he was taking note

of my car and said to be careful in a very supercilious manner. Not a typical day but one of 

many days where I have had to deal with attacks. Many times I have been unable to attend 

meeting or family events because of attacks.

Sufferers can have up to 10 or 12 attacks a day for three or four months a year, some of us 

unlucky sufferers are chronic rather than episodic and in my case I have gone 22 years with 

this cycle.   So it is vital that a sufferer has access to oxygen therapy. 

Sadly my story on handling cluster headache attacks for many, many sufferers is not as 

straight forward as I have related.  A very large proportion of sufferers will go to their GP 

who will first of all try out all the usual migraine preventives, with no effect at all; then they 

will put them on antidepressants -  of course many of us are depressed; we suffer from the 

worst pain known to mankind and antidepressants won’t do anything in any case.. Some 

GP’s suggest over the counter abortives/painkillers, or prescribe codeine or morphine based 

analgesia, and apart from the fact that they would take far too long for any effect, they don’t

work anyway. Indeed I know many sufferers who have gone to their local A and E 

department and been given morphine, it doesn’t do a thing! 

GP’s will use a variety of excuses for not giving the correct treatment for cluster headache. 

Some that come to mind include GP’s who say Oxygen doesn’t work for cluster headache. 

This despite the fact The Institute of Neurology and Neurosurgery in London under Professor

Peter Goadsby, considered number one specialist in the world carried out the four year 

study I referred to earlier on the efficacy of Oxygen therapy for the treatment of Cluster 

Headache which created massive interest around the world. It was featured in The Journal of

the American Medical Association, a very prestigious Peer-Reviewed publication. Some GP’s 

refuse Oxygen on the grounds of safety; one of our members was told that as she lived in a 



flat, and I quote “it was illegal to hold oxygen”.  The member was actually in the throes of 

moving to a “suitable” home when she joined OUCH and found that the GP was incorrect.   

Yet another excuse is that the sufferer is a smoker and it wouldn’t be safe – the same is not 

said to cardio-thoracic patients who smoke!  And I’ve yet to see anyone who wants a 

cigarette when they are having a cluster headache attack!  Although we suffer from a pain in

the head, our powers of logic are not impaired.

Imigran injections along with Oxygen are the two treatments recommended in the BNF. 

Imigran is very difficult to get prescribed by GP’s because the will often say it doesn’t work 

for Cluster headache, has terrible side effects and should only be used in short bursts maybe

once or twice a month. Apart from the fact that none those are true it also leaves the 

sufferer in agony for most of their cycle. Just imagine, if you can, the furore if a women in 

labour was refused appropriate recommended analgesia during childbirth. This reluctance 

by GP’s to give the only effective recommended medications is not a new phenomenon, 

Both Imigran and Oxygen have been widely recommended for cluster headache sufferers for

more than ten years and personally I feel this reluctance is down to a combination of cost 

and ignorance. Whilst I have sympathy for the doctors being ignorant about cluster 

headaches, after all there are more than 700 different headaches, I feel they should be a bit 

more sympathetic and not label cluster headache as “just a headache”.  However if they 

consult their own literature – the British National Formulary, there is a section on cluster 

headache and its treatment; written incidentally by Professor Peter Goadsby, our patron 

referred to earlier.  The Home Oxygen Therapy Service specification specifically mentions 

cluster headache as being suitable for short burst oxygen therapy, the British Medical 

Association produces a book in the Family Doctor Publications series “Understanding 

Migraine and Other Headaches,” which has an excellent chapter on cluster headache, its 

signs, symptoms and treatment.  So ignorance is really not an excuse.  We do suggest to our 

members that they refer their doctors to these books/documents, but sometimes I’m afraid 

the ‘I am the doctor, I know best’ attitude creeps in and the poor patient is left demoralised 

and frustrated and still in pain.  The government encourages us to be pro-active about our 

health by watching our weight, cutting down on smoking, drinking etc, and to take more 

responsibility for our own  health, but when we try to work with the medical profession in 



many cases it comes to nothing and as said earlier leaves the patient demoralised, frustrated

and still in horrendous pain.   We are only asking for what the NHS says we are entitled to. 


