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BACKGROUND & OBJECTIVE
The commonly occurring retinal disease conditions neovascular age-related macular degeneration (nAMD), diabetic
macular edema (DME), retinal vein occlusion (RVO), and proliferative diabetic retinopathy (PDR) are a leading cause of
irreversible blindness and vision loss

 

The prevalence of these conditions increases with advancing age, representing an important public health concern

 

Vision impairment caused by all of these conditions is known to adversely affect patient’s ability to perform various
activities, resulting in overall reduction in health-related quality of life

 

To better understand the disease experience of retinal disease patients, qualitative concept elicitation interviews were
conducted to explore the retinal disease symptom characteristics and impacts

 

OBJECTIVE: 

This research aimed to understand and characterize patients’ symptoms and their impacts across four retinal disease
indications: neovascular age-related macular degeneration (nAMD), diabetic macular edema (DME), retinal vein
occlusion (RVO), and proliferative diabetic retinopathy (PDR)
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METHODS
The qualitative research was initiated after study approval from the New England Institutional Review Board (NEIRB)
with all subject recruitment materials being approved by the IRB prior to their use

 

Patients qualified for this research study if they had a physician-confirmed diagnosis of nAMD, DME, RVO, or PDR,
were aged 50 years or more only in case of nAMD patients, were aware that they had presence of fluid at treatment
initiation, had received at least one anti-VEGF injection for treatment of retinal disease within the past 3 months (i.e.,
Avastin, Lucentis, Eylea), received their first anti-VEGF injection at least 3 months ago, and were able to communicate
independently without the need for an interpreter or intermediary

 

Trained interviewers from IQVIA conducted each patient interview via teleconference on the designated interview day

 

An IRB-approved standardized interview guide was used to conduct the 60-minute interviews. The interview approach
followed is aligned with recommended guidelines provided by the ISPOR Good Research Practices Task Force

 

The semi-structured 1:1 interviews used open-ended questions to elicit reports of retinal disease symptoms and impacts

 

During each interview, participants were asked to provide ratings of the level of disturbance of each concept on a 0-10
numeric rating scale (NRS, with 0 = “not disturbing at all” to 10 = “extremely disturbing”) for each symptom they
experienced

 

The interviews conducted were split into 4 “waves” of 5 participants to assess concept saturation, the point at which
additional interviews do not contribute new unique concepts or information

 

Concepts elicited for symptoms and impacts were defined as prevalent if these were reported by ≥50% of patients and
characterized as disturbing if the mean disturbance rating was ≥5.0
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RESULTS
Interviews were conducted with 20 adults with nAMD / DME / RVO / PDR. Ten patients with nAMD were interviewed,
and ten patients with either DME, RVO, and/or PDR were interviewed. Subject demographics of the sample are listed in
Table 1

Table 1: All Patients’ demographics

nAMD patients were on average older and more likely to be retired compared to DME, RVO, and PDR patients

Concept saturation for symptoms was reached for all 20 interviews, with no new symptoms arising in the final wave,
whereas impact saturation was almost reached for all patient interviews with one new impact arising in the fourth (and
final) wave

A total of 19 unique symptoms and 28 unique impacts of retinal diseases were reported during concept elicitation across
all patient interviews

 Symptoms

The most frequently mentioned symptoms across all patients were blurry / blurred vision (19/20 patients, nAMD:
100% ; other indications: 90%), loss of vision / visual acuity (14/20 patients, nAMD: 60%; other indications: 80%), and
wavy / curved vision (metamorphopsia) (13/20 nAMD: 80%; other indications: 50% ) (Table 2)

Table 2: Patient symptom experience quotes
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RESULTS
Four visual disturbances as well as discharge from the eye were the most disturbing and prevalent symptoms for nAMD
patients

All symptoms except for treatment related eye-pain were mentioned as disturbing by nAMD patients (Figure 1)

Figure 1: Frequency and average disturbance rating of nAMD symptoms

In non-nAMD patients, most symptoms were disturbing except for wavy vision, eye sensitivity and poor contrast/
determining colors (Figure 2)

Figure 2: Frequency and average disturbance rating of non-nAMD symptoms

Impacts

The most commonly reported immediate impacts across all patients were difficulty driving (19/20 patients; nAMD:
100%; other indications: 90%), difficulty reading (18/20 patients; nAMD: 90% ; other indications: 90%), difficulty
participating in hobbies (17/20 patients; nAMD: 90% ; other indications: 80%), and difficulty using mobile phones
(16/20 patients; nAMD: 90% ; other indications: 70%) (Table 3)
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Table 3: Patient impact quotes
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RESULTS
 

In nAMD patients, fear of losing vison and anxiety/fear were the most disturbing and prevalent general and treatment-
related impacts (Figure 3)

Figure 3: Frequency and average disturbance rating of impacts in nAMD patients 

 

All impacts mentioned by DME, RVO, and PDR patients were disturbing except for inconvenience of receiving
treatment (Figure 4) 

Figure 4: Frequency and average disturbance rating of impacts in non-nAMD patients

All general and treatment-related impacts categorized as disturbing and prevalent in nAMD were also categorized as such in the other retinal disease
conditions
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CONCLUSIONS
Findings from patient interviews indicate that despite some observed differences between the experiences of nAMD and
DME / RVO / PDR patients, in general the types and disturbance ratings of symptoms and impacts experienced by
patients are largely similar

 

Across all patients, blurry / blurred vision and loss of visual acuity were the most frequently mentioned symptoms while
difficulty driving and difficulty reading were the most frequently experienced impacts

 

This research may help in the selection of suitable patient-reported outcome (PRO) measures for inclusion in future
clinical trials in nAMD, DME, RVO, and/or PDR. It may potentially also inform the development of a new composite
PRO that measures relevant patient symptoms and their impact on health-related quality of life for use across all four of
these indications
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