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The hidden burden of wet AMD: Patients left socially isolated and dependent on others as a result of unnecessary sight loss

Patients report the anguish of delayed diagnosis, slow referrals and poor access to the latest treatments

EMBARGOED UNTIL: 18.00 CET, SATURDAY, 9 JUNE 2007

European Society of Ophthalmology, Vienna, Austria, June 9, 2007: The results of the first ever European qualitative research looking at the European patient perspective on the burden of wet age-related macular degeneration (AMD) was presented today at the European Society of Ophthalmology (SOE) annual meeting.1 The qualitative research which looks at aspects of vision which matter most to patients highlights the serious impact of wet AMD on a patient’s quality of life.

Wet AMD patients reported compelling stories about their struggle with daily activities; the significant loss of their independence; and the impact on their psychological wellbeing, including experiencing depression as a result of their wet AMD diagnosis. 

Don Curran, Chairman, AMD Alliance International (AMDAI) comments, “No patient should go blind unnecessarily, suffer from depression and contemplate suicide, when the latest treatments exist.  The research shows that wet AMD patients are far happier and more stable following treatment.  Patients should be diagnosed effectively, referred quickly and be offered access to the most effective, safe and proven treatments as rapidly as possible.”

The research highlighted that simple day to day tasks such as reading bills and instructions, shopping for groceries, navigating from one place to another, and driving were significantly affected or not achievable.  Even the “smallest” things became difficult to complete and were often the “big things” which affected their relationship with family and friends.

“As an ophthalmologist seeing patients everyday, I have first hand experience of the far reaching effects of wet AMD, which is devastating for patients,” said Dr Frank Holz, Professor of Ophthalmology, University of Bonn and member of the AMDAI Patient Perspective Research steering committee.  “This research has shown that even those of us treating patients cannot truly appreciate the enormous burden of wet AMD on patients’ lives and those closest to them, which makes this research all the more significant.”

The results revealed that many of those interviewed have been clinically diagnosed with depression as a result of their wet AMD diagnosis.  This further supports findings communicated by AMDAI last year showing patients are at risk of increased depression and suicide following a diagnosis of AMD and the threat of blindness.2

Loss of independence was felt strongly by all respondents.  Wet AMD patients discussed being forced to rely more on friends and family, whilst those without a partner reported feeling physically cut off from the outside world.  Wet AMD patients are also more likely to experience feelings of “isolation” and “helplessness”.

“Wet AMD has had a significant impact on me as a person and on those around me.  I’m now much more dependent on other people; losing your independence is the worst feeling in the world.  At times it makes me feel inadequate and helpless,” said George McCulloch Kay, 74, Edinburgh who took part in the research.  “It’s important that people affected by wet AMD fight to get access to a treatment that could save their sight.”

The survey highlighted patients struggled to receive prompt diagnosis and gain rapid access to the latest treatments, often leaving them feeling angry and frustrated.  Patients reported facing difficulties at every stage of the diagnosis and referral process, which was exacerbated by the lack of information available to them.
Don Curran, Chairman, AMD Alliance International concludes, “This research demonstrates there is a greater need for awareness and understanding among patients, carers, government as well as GPs, retinal specialists and ophthalmologists.  It also highlights that wet AMD adversely affects a patient’s day to day life further supporting the need for low vision rehabilitation to be made available to all patients living daily with wet AMD.”
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NOTES TO EDITORS
About AMD

AMD is a degenerative eye disease affecting the macula – the central part of the retina at the back of the eye that is responsible for the “straight ahead” central vision necessary for everyday activities such as reading, driving, telling time or identifying faces.  Approximately 25 to 30 million people worldwide are living with the disease.

There are two types of AMD: dry and wet.  Neovascular, or wet AMD is a leading cause of severe vision loss in people over age 50 in the Western world, accounting for about 15% of all AMD cases.  It is associated with the growth of pathological new vessels under the macula that are fragile and leak fluid and blood.  If not treated, scar tissue develops and destroys the macula.

About the AMD Alliance International (AMDAI) Patient Research
The AMDAI patient research was developed and conducted by AMDAI and its member organizations across Europe, in partnership with Ipsos MORI Health, a leading international research agency with specialist healthcare expertise.

It will be conducted in two phases, qualitative followed by quantitative, including patients with wet AMD who have experienced visual loss due to the progression of the disease.  For the qualitative phase of the research, In-depth interviews were carried out with 32 patients, eight each from France, Germany, Italy and UK, based on an unstructured interview guide, followed by a structured validated tool, the MacDQoL questionnaire.
The MacDQoL questionnaire is an individualized measure of the impact of AMD on Quality of Life developed by Professor Clare Bradley of the University of London.  Patients were also given the PRIME-MD PHQ-2, 2 question screen for depression.
A quantitative phase of the survey is in the process of being conducted and will include a range of questions from validated tools.  

With the research, AMDAI aims to raise awareness and understanding of the burden of wet AMD on patients to ensure that patients and policy makers alike understand the critical importance of blindness prevention through early and accurate diagnosis and access to approved, effective treatments and low vision rehabilitation.

The research was funded by an unrestricted educational grant from Novartis Pharma AG.
About AMD Alliance International (AMDAI)
The AMDAI is a non-profit coalition of the world's leading vision, research and seniors organizations working together to raise awareness of AMD, of treatment and rehabilitation options and of the importance of early detection.  Alliance membership currently comprises 59 non-profit organizations from 22 countries, including world-renowned leaders in ophthalmology, vision rehabilitation, patient and senior’s advocacy, and research.  

The mission of the Alliance is to bring knowledge, help and hope to individuals and families around the world affected by AMD through: 

· Generating awareness and understanding of AMD
· Promoting the importance of education, early detection, knowledge of treatment and rehabilitation options
· Preserving vision and improving the quality of life of individuals affected by AMD.

In support of our mission, we have developed and continue to implement aggressive international awareness campaigns designed to encourage seniors to have their eyes examined; and mobilise the medical community, insurance industry, and key governmental decision-makers to recognise and support AMD as a health priority.  Campaigns and tactics include international research, website and hotline development, consumer and trade show participation, speaker's bureau, and educational, media and advocacy campaigns.
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