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CASE STUDIES AVAILABLE.

NICE U-TURN, BUT BLINDED PATIENTS ANGRY AT A YEAR OF INDIFFERENCE

Tom Bremridge, Chief Executive of the Macular Disease Society, has hailed as a victory for patient power a U-Turn by The National Institute for Health and Clinical Excellence in its second Appraisal Consultation Document (ACD) issued today on the use of Lucentis. This is a new, effective drug treatment for wet age related macular degeneration, a form of macular disease (MD). 

Members of the Macular Disease Society wrote over 3,500 letters of complaint to NICE chief executive Andrew Dillon after the first consultation on the same subject was released in June 2007. The first ACD proposed treatment for the second eye only when the patient already had MD in one eye – and if they had just one out of 3 types of haemorrhage in the eye – so limiting treatment to 20% of potentially suitable people.

Mr Bremridge comments: “We are delighted by the new NICE guidelines which will have a wonderful outcome for about 26,000 new wet AMD patients per year. The drug has a beneficial effect on 90% of patients. However the good news is tinged with bitterness that it has taken such an effort of persuasion by all the interested parties to shift NICE from a position that defied common sense. They went down the second eye only route with the review of another treatment for macular disease known as Photo Dynamic Therapy, four years ago, and were forced to retreat from that. Perhaps if they had an ophthalmologist on the Appraisal Committee they would not have wasted six months and caused patients to lose their sight while redrafting their ruling.

“The second cause of bitterness is that the Department of Health washed their hands of responsibility for the use of the new treatments from the time of licensing, January 2007, until after the NICE review and implementation which will not happen until Spring 2008. In the meantime responsibility for deciding whether to use the new drug lies with 152 Primary Care Trusts. Each one of them is required to make its own assessment, a sort of mini NICE review. Many PCTs have been ducking and weaving and putting up barriers to funding the treatment, while others have taken a proper and compassionate view about saving the sight of many patients. 

“The RNIB and Macular Disease Society have been forced by the haphazard and unregulated system of funding treatment to set up an advocacy service to confront PCTs head on and challenge their review procedures. Many successes have been achieved this way but at the cost of huge stress to anxious patients waiting for appeal results and despair for those who have been turned down. Some have had to endure knowing of a patient a few miles away across a PCT boundary being treated successfully while for them nothing has been offered except private treatment with crippling costs.

“So the news for the future is good for patients, But getting there has left many to go blind when treatment was available but not funded - and we still have six months to go before there will be a national service for this excellent new treatment.”

Editor’s Notes:

1, The Macular Disease Society is the only patient group dedicated uniquely to improving the lives of people with macular degeneration. Macular disease is the most common reason for sight loss in the UK.  www.maculardisease.org    

email  info@maculardisease.org;

help line 0845 241 2041; office 01264 350551.  


2. The eye is like a camera. The visible front holds the lens allowing light and images to pass through to the retina which covers the rear interior of the eyeball like the film in your camera. On the centre of the retina lies the macula, a group of cells the size of a grain of rice. This processes the fine detail of your central vision into focussed sight. The rest of the retina processes your peripheral vision.
3. Macular Degeneration (MD) causes the macula to deteriorate. This leads to varying degrees of visual impairment and will impede daily activities such as reading, driving, recognising faces and working in fine detail. It does not lead to total blindness since peripheral vision is not lost.

4. Dry MD. This is the steady deterioration of the cells of the macula. Onset and progression is normally gradual. Unfortunately there is currently no treatment for dry MD. Those with the condition can be considerably helped by the use of low vision aids. Maintaining a healthy diet and/or the use of nutritional supplements may stabilise or slow down development.

5. Wet MD. This results from leakage of blood vessels on or behind the retina close to the macula. The leakage causes scarring and damage to the macula and therefore to central vision. Wet MD starts suddenly and progresses very quickly. Treatments to stabilise Wet MD must be given very soon after the onset of symptoms. 

6.  There are four forms of wet MD: Classic, Predominantly Classic, Minimally Classic and Occult. The NICE ACD issued in June 2007 combined Classic and Predominantly Classic together as one permitted category and recommended that it should not be used for minimally classic and occult patients. Occult leakages are behind the retina, minimally classic leakages are mostly behind and the other two are on the surface or mostly on the surface.

7. Permanent damage occurs when the leakages are replaced by scar tissue. The new treatment helps to stop the leakages and render the area a less fertile ground for future leakages. When treatment is delayed the scar tissue develops, causing permanent damage.
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