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Wet Age-related Macular Degeneration: The Patient Perspective

Results of a Quality of Life Survey

Questions and Answers

The AMD Alliance International (AMDAI) commissioned a survey of patients who have experienced vision loss due to wet age-related macular degeneration (wet AMD). The survey, conducted in the first half of 2007, has two parts – qualitative and quantitative.

Survey Overview

Q1
Which countries participated in the survey?
A1
Patients from the following European countries participated in the survey: 

· France 

· Germany

· Italy

· UK 

Q2
How was the initial qualitative phase of the survey conducted?
A2
The qualitative phase of the survey involved eight patients per country, with the aim of gaining an in-depth understanding of the difficulties faced by those with wet AMD. The in-depth interviews were based on an unstructured interview guide, incorporating validated tools, to provide insight on patient experiences and issues surrounding their quality of life. Telephone interviews were carried out by experienced health research interviewers in each country.  

Q3
How was the quantitative phase of the survey conducted?

A3
The quantitative phase of the survey used tailored instruments to measure the impact on and importance of wet AMD to people’s quality of life (QOL) and involved 800 patients (200 per country). The fieldwork was conducted by means of centralised telephone interviews between 20th May and 20th July 2007
Q4
Why did you conduct the quantitative survey? What does it add above the information gathered from the qualitative survey?

A4
Significantly more patients were included in the quantitative phase with the goal of representing the broad spectrum of people with wet AMD, from newly diagnosed to those who have lived with the disease for many years.

Q5
What validated tools were used for the qualitative phase of the research?

A5
The patients involved were administered the validated MacDQoL questionnaire developed by Professor Clare Bradley of the University of London. The MacDQoL is designed to measure the impact of AMD on quality of life. Patients were also asked questions from the PRIME-MD PHQ-2, a 2 question screen for depression.

Q6
What validated tools were used for the quantitative phase of the research?

A6
Two instruments were used to measure the impact of wet AMD on quality of life in the quantitative phase of the research. The MacDQoL questionnaire was used to capture the effect of wet AMD across 23 aspects of quality of life and explored the importance of these aspects to the patient. 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. The effect of wet AMD on aspects of people’s quality of life and the importance of this effect were multiplied together to generate a weighted impact score. The more negative the final score, the greater the impact of that particular aspect on quality of life.

The EQ5-D instrument was employed to assess quality of life domains and sense of well-being as well as enable comparisons across a range of different disease states. Patients were also asked questions from the PRIME-MD PHQ-2, a two-question screen for depression. 

Q7
How many patients were included in the two phases?

A7
Thirty two patients (eight per country) were included in the qualitative phase and 800 patients (200 per country) were included in the quantitative phase across France, Germany, Italy and the UK. 

Q8
How were patients recruited for the survey? 
A8
Patients involved in the qualitative phase of the survey were recruited by AMDAI member organizations in the surveyed countries. The survey included patients with wet AMD who have experienced visual loss due to the progression of the disease.
Patients involved in the quantitative phase of the survey were recruited through ophthalmologic practices (57 percent) and residential care facilities (43 percent) and included patients with wet AMD who have experienced visual loss due to the progression of the disease. The patients recruited from care homes were either self-identified or put forward by caregivers as individuals potentially suitable for research based on previous diagnosis and vision loss. In this way, the research extended beyond those patients receiving acute treatment to those who had been diagnosed more than five years ago and no longer receiving treatment. 

Q9
Do you have any indication of the severity of wet AMD amongst patients included in the survey?

A9
The clinical details of patients i.e. vision loss status in one or both eyes, was not collected. The randomized nature of the patient sample means that it is unlikely to reflect only the worst affected group. 

Q10
Who conducted the survey?
A10
The survey was developed and conducted by AMD Alliance International (AMDAI) and its member organizations across Europe, in partnership with Ipsos MORI Health, a leading international research agency with specialist healthcare expertise.  

Q11
Who funded the survey?
A11
Novartis Pharma AG has provided an unrestricted educational grant to AMDAI to undertake the survey.  The survey results are the property of the AMDAI.  

Qualitative Survey Results 

Q12
What were the results of the qualitative survey?

A12
The survey highlighted the tremendous impact that wet AMD has, not only on patients’ quality of life, but on family and friends, and hence society as a whole. 

Q13
What did patients say about the impact of wet AMD on their quality of life?
A13
Patients reported that wet AMD seriously affects their quality of life in three main areas: their ability to perform everyday activities, such as reading and driving; their independence; and their psychological well-being. 

Q14
What specifically was the impact of wet AMD on a patient’s everyday life?

A14
All the patients surveyed feel that they are now less able to perform some of the simplest, everyday activities around the home; such as reading bills and shopping. Patients are not able to leave the house and travel in the same way they could before their diagnosis, as they discussed being unable to drive, nor felt able to travel on their own. Some patients gave up work – paid and voluntary – due to their wet AMD. In addition, nearly all patients feel their enjoyment of passions and hobbies, such as gardening and photography, is severely reduced as a result of their diagnosis.

Q15
What specifically did patients highlight as the impact of their loss of independence?

A15
Patients reported a significant loss of independence and loss of control over their lives, which makes many of them heavily reliant upon family and friends to help them with everyday tasks, such as reading food labels, and helping them get out and about. A significant proportion of patients reported that they had been forced to give up work – paid and voluntary – which has seriously affected their independence. Whilst out of the home, many patients have to rely on members of the public to help them navigate streets, cross roads, and read street signs. 

Patients also associated their loss of independence with feelings of helplessness, guilt, and fear of going blind. “Dependence is the worst thing that can happen to you”, reported a male respondent.

Q16
What did patients say about the psychological impact of wet AMD?

A16
Wet AMD has had a major psychological impact on nearly every respondent in the survey irrespective of individual mental strengths and coping mechanisms. Whilst the patient sample was generally considered to be strongly pragmatic and stoical, many respondents had been diagnosed with depression since their diagnosis of wet AMD. Many more respondents stated that they have bouts of depression, which could be associated with a sense of “uselessness”, “inadequacy” and “helplessness” due to their dependency on others, and the feeling of isolation that often afflicts people with impaired or loss of vision. Respondents also reported that emotions of anger and frustration also affect their mental health, and many are “terrified” of going blind. Significantly, those patients who had been successfully treated tended to have a much happier and more stable outlook on life.

Q17
Were any physical effects beyond sight reported?
A17
The majority of patients reported having good health prior to their diagnosis of wet AMD. Since their diagnosis, approximately half of the patients have attributed falls to their wet AMD. A small number of these falls had caused serious injury. 

Q18
What specific impact has wet AMD had on the family and friends of patients? 

A18
Most patients feel that their family and friends have been significantly affected by their diagnosis of wet AMD. Patients depend on family and friends to drive them to hospital appointments, shop for them (as many cannot use scales, read the price or sell-by date of products, etc.), as well as find objects around the home, read labels, instructions and bills. Family and friends have taken time off work and have given up their own free time, which has placed extra strain on family and friends.

Patients who were previously the head of the family have either struggled to provide the same level of support or have now become dependent, putting further strain on the family. One male respondent from Italy, who looks after his grandchildren and his wife (who suffers from short-term memory loss) said: “Life is hard by itself with her disease, but it is now very tough, as one cannot see 100%, so you have to use your eyes a bit, your hands a bit, a little fantasy and some nervousness as well”.

Q19
What did respondents say about their experience of diagnosis and referral?

A19
Generally, respondents across Europe had faced some complications and delays in the diagnosis and referral procedure; these were experienced at each stage of the process.   
Q20
What treatments did patients in the survey receive? Were patients in the survey satisfied with their treatment?
A20
The purpose of the qualitative research was to assess quality of life using validated instruments. The survey did not review treatment satisfaction, which would require the use of different instruments specifically designed to assess correlations between quality of life and the receipt of treatments.

Q21
Did the research look at the financial impact of wet AMD on patients?
A21
Whilst this research was not designed to be an economic study, it may confirm or open new avenues of inquiry that may be pursued in the future by AMDAI or by health economic researchers.

When discussing the financial impact of wet AMD, all patients reported on how their diagnosis had affected them financially. A fair proportion of patients reported that they had been forced to retire early or scale back on their employment in the years prior to their retirement, which has affected their earning potential. Some patients stated that they would have continued to work despite being past the retirement age. Secondly, some patients have had to pay for treatments, transport to hospital appointments, vision aids (such as CCTV readers and magnifiers), and hired help, which has put further strain on their finances. Whilst access to treatments varied across Europe, many of the patients who have not been reimbursed for their treatment have had to scale back considerably on their lifestyle.

Q22
What roles do support groups play in the lives of the respondents?

A22
A significant proportion of respondents in the UK and Germany reported that they are involved in national associations and regional support groups. Many derive strength and a positive outlook from being involved with these groups.  

Quantitative Survey Results 

Q23
What did patients say about the impact of wet AMD on their quality of life?
A23
Patients reported that wet AMD seriously affects their quality of life. Ninety percent reported that they had a poorer quality of life as a consequence of wet AMD and one in six people interviewed described their quality of life as “bad”. Ninety percent of people also believe that their quality of life would improve if they were treated. According to the weighted impact scores (see Q6), the three aspects of people’s everyday lives that were most severely affected were: their independence (-5.55); the ability to work, either in a paid or voluntary capacity (-5.14); and managing their personal affairs (-4.86). 

Q24
What specifically was the impact of wet AMD on a patient’s everyday life?

A24
Two thirds (66 percent) of people with wet AMD struggle to perform the daily tasks that most people take for granted. These include housework, studying, shopping, enjoying leisure activities and interests (e.g. reading, TV, radio, hobbies).
Q25
What specifically did patients highlight as the impact of their loss of independence?

A25
Even the simplest of tasks are deemed very difficult as a result of wet AMD, with a third (32 percent) of patients unable or struggling to dress or wash themselves. Eighty three percent of people reported that they feel frustrated that their disease now means that they had to rely on others.

Q26
What did patients say about the psychological impact of wet AMD?

A26
60 percent of people with wet AMD reported anxiety and depression.  Weighted impact scores show that self-confidence (-4.19), feelings about the future (-4.03) and motivation (-4.00) are all adversely affected by wet AMD

Q27
Were any physical effects beyond sight reported?
A27
Eight six percent said they would be able to get out and about better if they didn’t have wet AMD including getting around on foot or by transport, leading to significant dependence on others.
Q28
Did the research look at the financial impact of wet AMD on patients?
A28
Wet AMD was found to have less impact on the patient’s financial situation than any of the other items evaluated. However, people feel that in spite of age, having a working life is important (weighted impact score = -5.14) but no longer possible for the majority, which leads to concerns about personal affairs and financial security. 

Q29
What conclusions can be drawn from this research?

A29
The research powerfully highlights the need for improvements in the quality of care offered to wet AMD patients throughout the continuum of treatment. This includes rapid, easy and equal access to proven treatments; vision rehabilitation services, low vision devices and counselling advice for for people with impaired or loss of vision as quickly as possible.
Age-related Macular Degeneration

Q30
What is AMD?
A30
Age-related macular degeneration is a leading cause of severe vision loss in people over the age of 50 in the Western world.
,
,
 It is a degenerative eye disease that affects 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 identifying faces and performing everyday activities like reading, driving and telling time.  

There are two types of AMD: dry and wet. Dry AMD is most common, accounting for approximately 85 percent of all AMD cases. Wet AMD accounts for about 15 percent of all AMD cases, but the majority of vision loss.
,
,
 It is associated with the growth of pathological new vessels underneath the macula. These vessels are fragile and leak fluid and blood, leading to the development of edema as well as scar tissue that destroys the macula. 

Q31
What is the process of AMD?

A31
While the exact cause of AMD is not known, the disease process begins when the transport of nutrients and waste products via the retinal pigment epithelial cells (RPE), which lie beneath the retina, begins to slow down ultimately leading to accumulation of waste products. Small deposits of these waste products, known as drusen, can be observed even before macular degeneration begins. The presence of drusen does not always indicate that visual loss will occur, but a proportion of individuals with drusen will progress to either the dry or wet form of AMD.

Q32
What are the risk factors of AMD?

A32
There are several risk factors for AMD which include: 

· Personal characteristics, such as older age, race (Caucasians are more susceptible), gender (women are more likely to develop AMD) and family history of AMD

· Eye characteristics, such as farsightedness (hyperopia), light-coloured eyes and overexposure to sun/ultraviolet light 

· Health issues, such as smoking, cardiovascular disease and hypertension 

Q33
What are the symptoms of wet AMD?

A33
In the early stages of wet AMD a patient may not notice much difference in their vision, especially when only one eye is affected. Symptoms can include visual distortions, such as straight lines appearing wavy or crooked, decreased central vision, or a central spot that becomes blurry. As the disease progresses (and affects both eyes), the loss of central vision can be rapid and severe. This is in contrast to the progression of symptoms in dry AMD, which is more gradual and can take years.

Q34
Does wet AMD go undiagnosed?

A34
Especially in the early stages, AMD remains widely underdiagnosed and undertreated – a major problem with significant public health implications. This is mainly due to the fact that some patients might initially ignore symptoms of vision loss because they consider them to be a normal part of the aging process or incorrectly attribute them to the development of cataracts. Regular screening examinations - especially for anyone over 50 - can detect early signs of macular degeneration before the disease leads to vision loss.  

Q35
What is the personal impact of AMD?

A35
Although AMD may not cause total blindness, the progressive loss of central vision (especially if it occurs in both eyes) can have a devastating impact on a patient’s functional abilities and quality of life. Everyday tasks requiring “high resolution” sight such as reading, driving, sewing or telling the time, recognizing faces and even walking can be severely affected. Visual impairment can lead to a loss of independence, decreased mobility, increase the risk of injury by falls, and can cause emotional distress and depression.

Q36
What is the current impact of AMD?

A36
AMD is a leading cause of severe visual impairment or legal blindness among people over 50 years in the Western world. The biggest cause of macular degeneration is advancing age. Currently there are an estimated 25-30 million people worldwide with AMD. Within the next 25 years as the global population lives longer, the prevalence is likely to increase. Currently, approximately 500,000 cases of wet AMD are diagnosed annually worldwide.

Q37
What is the societal impact of wet AMD?

A37
Wet AMD is associated with direct medical costs, including medication, procedures, and diagnostic tests. In addition, vision loss associated with wet AMD results in an increased risk of developing co-morbid conditions (e.g. bone fractures), impairment of physical and mental health, nursing home costs and caregiver related social services.
,
,
 In addition, there are indirect costs such as work absences and lost productivity.

� Klein R, Klein BE, Linton KL. Prevalence of age-related maculopathy. The Beaver Dam Eye Study. Ophthalmology. 1992 Jun;99(6):933-43


� Vingerling JR, Dielemans I, Hofman A, Grobbee DE, Hijmering M, Kramer CF, de Jong PT. The prevalence of age-related maculopathy in the Rotterdam Study. Ophthalmology. 1995 Feb;102(2):205-10


� Mitchell P, Smith W, Attebo K, Wang JJ. Prevalence of age-related maculopathy in Australia. The Blue Mountains Eye Study. Ophthalmology. 1995 Oct;102(10):1450-60. Review


� Hyman L. Epidemiology of AMD.  In: Hampton GR, Nelson PT, eds.  Age-related macular degeneration: Principles and Practice. New York: Raven Press, 1992: 1-35


� Chan CW, Bilson FA.  Visual disability and major causes of blindness in NSW: a study of people aged 50 and over attending the Royal Blind Society 1984 to 1989.  Aust NZ J Ophthalmol 1991; 19:321-325


� Ferris III FL, Fine SL, Hyman L.  Age-related macular degeneration and blindness due to neovascular maculopathy. Arch Ophthalmol 1984; 102: 1640-1642


� West et al. How does visual impairment affect performance on tasks of everyday life? Arch Ophthalmol 2002;120:774-780


� Access Economics Pty Limited: Clear Insight.  The Economic Impact and Cost of Vision Loss in Australia. Center for Eye Research Australia and the Eye Research Australia Foundation.  August 2004.  Available in *.pdf format at � HYPERLINK "http://cera.unimelb.edu.au/new/clearinsight/clearinsight.html" ��http://cera.unimelb.edu.au/new/clearinsight/clearinsight.html�


� McCarty CA, Nanjan MB, Taylor HR.  Vision impairment predicts 5 year mortality.  Br J Ophthalmol 2001; 85:322-326.





PAGE  
7

