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About the AMD Alliance International Research

The AMD Alliance International (AMDAI) Quality of Life (QOL) research was conducted by AMDAI and four of its member organizations across Europe, in partnership with Ipsos MORI Health, a leading international research agency with specialist healthcare expertise. This ‘first ever’ research was carried out to provide insight into the impact of wet AMD on patients’ quality of life from their perspective.  The data quantifies the functional; psychosocial and social effects of wet AMD that matter most to patients, illustrating the serious individual burden of the disease and the impact on society.

Research methodology

· The AMDAI research was conducted in two phases – qualitative followed by quantitative. 
· It included 800 people with wet AMD who had experienced visual loss due to the progression of the disease from France, Germany, Italy and the UK. 
· The qualitative phase involved in-depth interviews with eight patients per country, based on an unstructured interview guide and incorporating validated tools including the MacDQoL (an individualized measure of the impact of AMD on Quality of Life developed by Professor Clare Bradley of the University of London.1) and the PRIME-MD PHQ-2,2 a two-question screen for depression.
· The quantitative phase employed the same validated tools, with the addition of the EQ5-D instrument (see below), to interview 800 patients (200 per country).

· Fifty seven percent of patients were diagnosed and referred from specialists and 43 percent were recruited via care homes to ensure that the full spectrum of patient experience i.e. those receiving active treatment and those no longer receiving treatment, was captured.

· 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 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 the patient QOL domains and sense of well-being, and enable comparisons of wet AMD with different disease states.

· Patients were also asked questions on depression from the PRIME-MD PHQ-2.

Summary of main findings3

Impact of wet AMD on people’s QOL
· Across all countries, patients reported that wet AMD seriously affects their quality of life. Ninety percent reported that they have a poorer quality of life as a consequence of wet AMD.

· One in six people interviewed described their QOL as “bad”.

· The figure was similar for all countries except France, where quality of life was described as bad by one in four people interviewed. 

· The figure rose to three in 10 across all countries for people living with the disease for longer than five years.

· Ninety percent of people also believed that their QOL would improve if they were treated.

· Significantly more people in France believed this to be the case.

· The three aspects of people’s everyday lives that are most severely affected are: 

· their independence (-5.55);

· the ability to work, either in a paid or voluntary capacity (-5.14); 

· managing their personal affairs (-4.86). 

Impact of wet AMD on everyday life

· 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).
· The impact is significantly greater in the UK (75 percent) and significantly lower in France (56 percent). 

Impact of wet AMD on independence

· Ninety two percent of people felt that they could be more independent if they didn’t have wet AMD. 

· This was similar across all countries but slightly higher in the UK (96 percent).

· 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. 

· Self-care is significantly less of a problem for people in France (23 percent).

· Eighty three percent of people reported that they feel frustrated that their disease now means that they have to rely on others. 

· Feeling frustrated at the lack of independence is significantly less of a problem in Italy (77 percent) compared to other countries, although still very high.

The psychological impact of wet AMD

· Sixty percent of people with wet AMD experience anxiety and depression, with almost one in 10 describing themselves as “extremely anxious or depressed”.
· Anxiety and depression is a slightly greater problem in Italy (64 percent) and slightly less of a problem in Germany (55 percent).

The physical effects of wet AMD
· 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.
· There is a significant difference between the UK experience and France in terms of mobility (62 percent and 41 percent, respectively). 
The financial impact of wet AMD on patients?
· People interviewed felt 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. 

· Ninety one percent thought that their working life would be better if they didn’t have wet AMD.

· Working lives are less affected in Germany, but still high at 85 percent. 

Conclusions

· The AMDAI International research is the first European research to record the patient perspective of wet AMD. It demonstrates unequivocally that the loss of vision due to wet AMD has a devastating and cumulative effect on all aspects of people’s QOL, irrespective of their nationality or their social background.
References

1. Mitchell J, Bradley C: Design of an individualised measure of the impact of macular disease on quality of life: the MacDQoL. Quality of Life Research 2004;13:1163-1175.

2. EuroQol Group. EuroQol-A new facility for the measurement of health-related quality of life. Health Policy 1990;16:199-208.
3. Data on file, AMD Alliance International, September 2007
AMD Alliance International: Research Key Findings: Country Comparisons
	Question
	All countries
	France
	Germany
	Italy
	UK

	MacDQOL



	My present quality of life is bad
	17
	23
	17
	16
	18

	If I didn’t have MD, my life would be better

	90
	96
	90
	90
	90

	If I didn’t have MD, I could handle my household tasks bettera
	87
	90
	89
	87
	84

	If didn't have MD, I could handle my personal affairs (letters, bills, etc) bettera
	87
	85
	92
	88
	86

	If didn't have MD, my experience of shopping would be bettera
	88
	90
	92
	85
	88

	If didn't have MD, my working life would be bettera
	91
	93
	85
	94
	94

	If didn't have MD, physically I could do more

	84
	89
	81
	84
	87

	If didn't have MD, I could get out and about (e.g. on foot, or by car, bus or train) moreb
	86
	92
	84
	89
	85

	If didn't have MD, I could enjoy my leisure activities and interests (e.g. reading, TV, radio, hobbies) moreb
	88
	92
	90
	83
	91

	If didn't have MD, my self-confidence would be bettera
	78
	82
	75
	78
	80

	If didn't have MD, my motivation would be bettera
	78
	78
	77
	83
	77

	If didn't have MD, my feelings about the future (e.g. worries, hopes) would be bettera
	82
	75
	79
	84
	82

	If didn't have MD, my financial situation would be bettera
	45
	35
	51
	54
	44

	If didn't have MD, I could do things independently moreb
	92
	92
	91
	92
	96

	If didn't have MD, I could do things for others as I wish moreb
	82
	83
	81
	84
	84

	If didn't have MD, I could enjoy nature moreb
	85
	87
	83
	86
	84

	EQ5-D

	I have problems with mobility (problems with walking about)

	51
	41
	56
	46
	62

	I have problems with self-care (washing or dressing myself)

	32
	23
	34
	36
	38

	I have problems with usual activities (e.g. work, study, housework, family or leisure activities)

	66
	56
	66
	69
	75

	I experience some anxiety or depression

	60
	62
	55
	64
	59

	Two-question screen for depression

	Bothered by feeling down, depressed or hopeless
	49
	44
	53
	44
	56

	Bothered by little interest or pleasure in doing things
	54
	63
	52
	49
	53








� A little better, much better or very much better


� A little more, much more or very much more


� some problems or confined to bed


� some problems or unable to wash or dress myself


� some problems or unable to perform them 


� moderately or extremely anxious or depressed





PAGE  
1

