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advocates for environments that make the healthy choice the easy choice. Diabetes Canada continues to 
search for a cure, as well as for better prevention and treatment strategies, by funding the work of 
innovative scientists. In 1921, Canada changed diabetes for the world with the discovery of insulin. By 
2021, Diabetes Canada will change the world for those affected by diabetes through healthier 
communities, exceptional care, and high-impact research. www.diabetes.ca 
 
Canadian Association for Retired Persons (CARP) is Canada’s largest advocacy association for older 
Canadians. As a non-partisan not-for-profit association, CARP is committed to advocate for the 
rights and well-being of older Canadians.  Formerly the Canadian Association for Retired Persons, 
today CARP has more than 320,000 members aged 50 plus with 30 chapters across the country. CARP’s 
focus includes advocacy, policy development, community engagement, research and outreach. CARP 
has members in every jurisdiction of the country and has an outreach of approximately 2 million older 
Canadians from coast to coast.  CARP’s national policy platform, the “FACES of Canadian Seniors” 
identifies 5 priority areas; Financial Security, Abuse Prevention, Caregiving and Housing Supports, 
Exceptional Healthcare and Social Inclusion.  CARP’s commitment to vision health falls squarely in within 
the organizations key priorities.   

 

2. Information Gathering 

The information was gathered through both an online survey and telephone interviews. All of the data was 
contributed anonymously.   
 
IFA developed and designed a 10-minute, 22-question online survey that was disseminated in English 
and French. Recruitment was undertaken by IFA, CCB, DC and CARP through social media and other 
online platforms. The online survey was open between April 8th and April 19th,2019. There were 5 
respondents in total (3 DME patients and 2 DME caregivers). The respondents were from Canada (4) and 
Australia (1).   
 
The telephone interviews were all conducted by Dr. Jane Barratt between April 11th and April 23rd, 2019. 
There were 3 patients and 1 caregiver (on behalf of a patient) interviewed, all of whom had experience on 
Iluvien. As there were no patients with recent experience on Iluvien in Canada, all of the people 
interviewed were from the United States. 
 
 

3. Disease Experience 

The respondents reported a wide range of time to a DME diagnosis - from 1 hour to 2 years. 
 
Patients were asked to describe how DME impacts their daily life on a scale of 0 to 5, with 0 being ‘no 
impact whatsoever on daily life’ and 5 being ‘very significant impact on daily life’. Attending medical 
appointments was rated as the most significant impact at 4.7/5.0, followed by reading (4.3/5.0), driving 
(4.0/5.0) and housework (3.3/5.0). When the caregivers were asked the same question, the most 
significant impact was taking their loved one to medical appointments and their employment (both 
4.5/5.0), followed by housework and taking care of family (both 3.5/5.0). 
 
Patients were then asked to describe how DME impacts their quality of life. Relying on others and 
isolation rated as the most significant impacts at 4.3/5.0, followed by independence and enjoyment of 
family (4.0/5.0), self-worth (3.7/5.0) and contributing to society (3.3/5.0). For caregivers, the most 
significant impact was mental health (depression, anxiety) and isolation (both at 4.5/5.0), followed by time 
to self (3.5/5.0). 
 
The survey then asked patients to choose those aspects/symptoms of DME that most concern them. All 
of the respondents chose each of the four options – blurry vision, floaters, double-vision and 
blindness/vision loss. When asked to rank those same choices, the results are unsurprising. All of the 
patients ranked blindness/vision loss as the most important aspect/symptom to control (4.0/4.0), followed 
by double-vision (2.7/4.0), blurry vision (2.0/4.0) and floaters (1.3/4.0). 
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 “A lack of clear vision and not seeing as well is causing stress and depression.” 
 
 

4. Experiences With Currently Available Treatments 

None of the patients are currently receiving any medications for the treatment of DME. One person had 
previously received Lucentis and Avastin. One patient is also taking medications for diabetes. 
 
For the individual that had previously taken Lucentis and Avastin, they rated both medications as ‘very 
effective.’  More specifically, both Lucentis and Avastin improved visual acuity, helped in retaining 
independence and maintained their hope. The noted side effect of Lucentis was irritation and for Avastin it 
was increased intraocular pressure. 
 
When asked about other challenges the one patient and two caregivers faced with treatments (current or 
previous), two people mentioned travel time/distance to getting treatment, two noted cost of treatment, 
the two caregivers mentioned time off of work to get treatment and the patient noted treatment 
administration i.e. swallowing pills. Some additional reasons for missing appointments which have been 
reported in previous CADTH submissions for DME therapy include; anxiety about the injection, cost of 
transportation and/or illness.  
 
 

5. Improved Outcomes 

The one patient and two caregivers with current or previous experience with treatments were then asked 
what improvements they would like to see in a new treatment. All three wanted a halt to vision loss, 
longer-term vision improvement (i.e. beyond three months) and decreased wait times for procedures. Two 
respondents also hoped for improvement to their double-vision and blurry vision. 
 
Thinking further about desired improvements, all of the patients were asked how a new treatment option 
would impact their quality of life. Driving, reading and housework ranked highest at 4.7/5.0, followed by 
taking care of family and attending medical appointments (both at 4.0/5.0). When the caregivers were 
asked the same question, the most desired improvement related to their employment at 5.0/5.0, followed 
equally by taking care of family and housework (both at 4.0/5.0). 
 
All of the patients were then asked how the desired improvements in a new treatment option would 
impact their quality of life. Relying on others, independence, contributing to society and isolation all 
averaged a 4.7/5.0 response rate, indicating that the new treatment option would greatly improve overall 
quality of life. This trend was also seen with respect to self-worth and enjoyment of family which came in 
at 4.3/5.0, followed by mental health (depression, anxiety) at 4.0/5.0. In the case of the two caregivers, 
mental health (depression, anxiety) averaged 5.0/5.0, followed by isolation and time to self (4.5/5.0) and 
then physical health (4.0/5.0).   
 
The respondents were asked how important it is to have less frequent injections in a new treatment option 
for DME; three out of five people ranked this as either ‘important’ or ‘extremely important.’ When asked 
how important it is to have longer-term vision improvement in a new treatment for DME, the results were 
unanimous – all five individuals ranked this as ‘extremely important.’ 
 
 

6. Experience With Drug Under Review 

Three patients and one caregiver (speaking on behalf of a patient) who had experience with Iluvien were 
interviewed by telephone. All are residents of the United States.  
 
The patients are 62, 67, 72 and 76 years old. They were diagnosed with DME 6 years ago, 7 years ago, 5 
years ago and 5 years ago respectively.  
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The 62 year old patient has been on Iluvien since May, 2016 when they received one injection in the left 
eye. This person has no vision in the right eye, so treatment with Iluvien was especially critical. The 67 
year old patient had one injection of Iluvien in each eye in May, 2016 and since then, has had no need for 
further injections. The 72 year old patient received one injection of Iluvien in one eye in April, 2018, with 
no further need for injections since that time. The 76 year old patient began Iluvien in 2016 with one 
injection in the left eye. 
 
One patient received Iluvien through private insurance, while another received it through Veterans Affairs.  
The third person received Iluvien through a combination of private insurance and a clinical program.  The 
fourth patient (through their caregiver) is unsure how they are getting the drug. 
 
When asked what benefits they have experienced with Iluvien, the patients mentioned the reduction in the 
number of injections (from every 1-3 months, to every 2-3 years), less worry about infections, elimination 
of swelling, less time off of work to attend appointments and a decrease in discomfort due to less frequent 
injections. 
 
When asked how these benefits have impacted their day-to-day activities and quality of life, the patients 
noted increased independence, more happiness, a greater sense of ‘permanency’ in their vision, ability to 
travel, a return to all personal and lifestyle activities and more confidence. 
 
When compared to other treatments for DME, the four patients said: 
 

“Treatment with Iluvien is superior because I can see a lot better and can then be independent to 
do my own thing.” 
 
“Iluvien has been easy, with little or no impact on my lifestyle.” 
 
“Iluvien is far superior because of the vision and lifestyle outcomes.” 
 
“Iluvien is far better and now (he’s) independent. No caring from family is required.” 
 

None of the patients mentioned that they experienced any disadvantages with Iluvien.  However, when 
asked about disadvantages with other treatments, one patient noted Lucentis doesn’t seem to last as long 
as Iluvien and requires more frequent appointments. Another person said going for injections every three 
months meant more burden on their caregiver, concern about infections and anxiety about whether the 
treatment would even work. The third patient mentioned that with Lucentis, their appointments were more 
frequent, they were anxious, they missed more work and they could not focus on other aspects of their 
life. The fourth patient talked about how they were becoming very depressed with the loss of function and 
independence. 
 

“The countdown to once per month treatment was like having a new set of stitches on a wound 
which wouldn’t heal, whereas Iluvien is positive.” 
 

The four patients were then asked about side effects with Iluvien. They ranged from none to minimal (“a 
few black dots”). 
 
Three patients also said that Iluvien was easier to use than previous therapies for DME because there are 
fewer physician appointments, less travel time, more confidence and a greater focus on other parts of 
their health and well-being. The other patient was pleased with the current outcomes and status with 
Iluvien, but said that they could draw no significant comparison with Lucentis. 
 
In closing, when asked to describe how their lives have changed since starting Iluvien, the four individuals 
said: 
 

“Iluvien has given me the confidence to focus on management of the disease, so my weight has 
decreased, I exercise more, volunteer part-time and have the incentive to be as well as I can.” 
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