Ophthalmol Ther (2022) 11:1291-1299
https://doi.org/10.1007/s40123-022-00528-5

®

Check for
updates

COMMENTARY

A Patient Perspective on Quality of Life with wAMD:

A Podcast

Jill Adelman - Alexander Foss

Received: December 14, 2021/ Accepted: May 9, 2022 / Published online: June 10, 2022

© The Author(s) 2022

ABSTRACT

Wet age-related macular degeneration (wWAMD)
is an advanced stage of AMD characterised by
the rapid onset of acute vision loss. Vision loss
limits daily activities, such as reading and driv-
ing, and therefore has a notable impact on
quality of life. However, there is insufficient
research focusing on the patient perspective on
wAMD and its effect on quality of life. In this
podcast article, a person with wAMD and an
expert physician discuss the patient experience
of wAMD diagnosis, disease progression and
treatment, and the most important aspects of
quality of life that should be preserved or
improved. wAMD can progress extremely
quickly, but diagnostic guidelines vary by
region, so the words ‘macular degeneration’ are
not heard by some patients until long after
vision has been lost, if at all. The potential
impact of WAMD on a person’s life may never be
explained, leading some people to rely on their
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own research. Therefore, patients may be
unprepared for the subsequent effect on their
lives and careers. The support of family is criti-
cal for maintaining quality of life. Working with
a physician who understands an individual’s
communication preferences is also important
for ensuring treatment adherence and maintain-
ing good mental health; treatment for wAMD is
typically administered via intravitreal injection,
which may be alarming to patients who have
not been informed well by healthcare profes-
sionals. Adapting to vision loss is key to main-
taining quality of life, and magnification is
especially useful for patients with wAMD. Further-
more, modern technology, such as smart
phones and smart watches, greatly improves the
accessibility of daily tasks. However, what is
most important to patients is access to infor-
mation about their disease—whether via an
advocate, self-led research or a healthcare pro-
fessional. Crucially, physicians must ensure that
they speak to their patients in an informative
but accessible manner.
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DIGITAL FEATURES

This article is published with digital features,
including a podcast audio file, to facilitate
understanding of the article. To view digital
features for this article, go to https://doi.org/10.
6084/m9.figshare.19657998

PODCAST TRANSCRIPT

Introduction to wAMD from a Physician
and a Patient

Alexander Foss: Hello. I'm Alexander Foss, and
I'm a consultant ophthalmologist at the
Queen’s Medical Centre, Nottingham, in the
United Kingdom. I'm joined here today by Jill
Adelman, a person with wet age-related macular
degeneration, commonly known as wet AMD.

Jill Adelman: Hello, I'm Jill Adelman, and I
have wet age-related macular degeneration.
I was diagnosed approximately 7 years ago, and
I live in Turnersville, New Jersey, in the United
States.

Alexander Foss: As a brief overview of mac-
ular degeneration: it is a disease in people over
the age of 50, with loss of one’s central vision
(central vision is very small, it’s about the size of
one’s thumbnail, arm outstretched) but leaves
one’s peripheral vision intact [1, 2]. It interferes
with such activities as faces, reading, watching
television—and therefore has a big effect on
one’s quality of life [3]. It’s subdivided into two
major types, loosely called wet and dry; the dry
form being a loss of cells to atrophy while the
wet form is due to new blood vessel growth.
Each patient will have their own experience of
wet macular degeneration: Jill is here to provide
her personal perspective on living with wet
macular degeneration. Jill, when did you start
noticing problems with your eyesight?

Jill Adelman: I had first found difficulty see-
ing, driving at night, and I knew something was
wrong or different just through daily activity.
It was approximately 8 years ago. I did go and
have a general eye examination, and there was
no mention of macular degeneration in any
form to me at that time. The topper was, I was a
registered nurse in a very busy trauma centre in

this major city and I was documenting on a
patient (we have all electronic records here in
the United States) and I typed a whole para-
graph about why a patient was in the emer-
gency department—and I could not see it to
read it back to proof it to myself. It was a very
acute change. At that point, [ went further with
trying to find the right physician to evaluate
and find out what was going on with me.

Alexander Foss: How long did that process
take?

Jill Adelman: 1 started with a general
optician’s office, got an evaluation—they said
nothing to me, but told me that I should be
evaluated by a retina doctor. Here in the United
States, my insurance had me go through to a
certain office, so it took a couple of weeks until 1
was able to get an appointment. Once [ saw
him, he still said nothing to me using the words
of ‘macular degeneration’ in any form. He did
tell me I had drusen and said we would watch it.
So it did take a little bit of time—follow-up in
6 months.

Alexander Foss: When did you convert to
wet macular degeneration?

Jill Adelman: Six months later I did my fol-
low-up, right on the 6-month point, and he said
everything was stable—and 100 days later, I was
in the car doing errands with my grandson, and
knew I was coming to an intersection with a
traffic light, and I could not see the traffic light.
So, it was 100 days after my second evaluation
by a retina doctor.

Alexander Foss: In the United Kingdom, the
National Institute for Health and Care Excel-
lence (NICE) provides a set of guidelines for
diagnosis of patients with wet AMD [4]. In brief,
patients are classified here into early and late,
and late between wet and dry. Early macular
degeneration, as you describe, is with drusen,
that normally does not affect one’s eyesight,
and normally in the United Kingdom would not
require routine hospital review. Suspected cases
of wet macular degeneration, because of high
risk of visual loss, the guideline is that treat-
ment should start within 2 weeks of the referral
letter; treatment takes the form of injection of
anti-VEGFs (vascular endothelial growth factor
[therapies]), and it stops blood vessels growing,
and that should commence as stated within
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2 weeks of referral. Now, the guidelines for
handling patients with eye disease vary both by
region and by country. For example, Jill is based
in the USA, and I believe the guidelines in
America are somewhat different [5]. Is that
correct?

Jill Adelman: It seems as though. I would like
to interject, though, that when I had that acute
visual change, and I called a well-known retinal
organisation that I was familiar with, they did
give me an emergency appointment for the
next morning.

Alexander Foss: That sounds terrific, that
sounds very good.

The Impact of wAMD on Quality of Life

Alexander Foss: Well, as a physician, I think the
important point, of course, in diagnosing
patients with wet macular degeneration goes
really beyond just making a diagnosis but also
needs to include a full explanation of the dis-
ease and how it affects people’s lives. Jill, what
effect has macular degeneration had on your
daily life?

Jill Adelman: Well, the biggest effect it had
for me was—I was a registered nurse, in a very
busy level 1 trauma centre in a major city, and
when this happened it became very apparent
that I could no longer safely care for patients at
the bedside. The first thing that came into my
mind is: what am I going to do about my career?
My career was a second career, [ was 40 years old
when I went and became a nurse, and I loved
what I did. Here, it was going to take something
very important away from me. Unfortunately,
in the beginning, I really thought that I would
get a couple of injections—so maybe I would
only be out of work for a few months. They
would give me medication, get a couple of
injections, and life would go back to normal.
It was never explained to me clearly what to
expect or what we could possibly expect. And I
use the word ‘possibly’ because everyone is dif-
ferent, and we never know. It took quite a few
months for my own education, self-searching,
to have a better idea of really what life was
going to be like.

Alexander Foss: And how did it impact on
activities of daily living—household chores, or
travel, things like that—or your hobbies?

Jill Adelman: Fortunately, every day is a new
adventure, and I learned early on how to do
things. Magnifying glasses were my best friend.
I have magnifiers all over my house: wherever
there could possibly be something I needed to
do, there is a magnifying glass. I have an elec-
tronic magnifying glass that goes with me
everywhere, and it has become a major tool. I've
learnt to adjust to everything that needs to be
done on a daily basis. I know that I'm much
slower at doing things, so I have to allow for a
lot more time. I know that I become very frus-
trated when I can’t see things clearly enough to
follow instructions easily, so I have to take a
step back, take a deep breath, and practice
before things needs to be actually done many
times. I do still cook; I still do clean. The one
positive—bittersweet as it is—as this world got
crazy with COVID, because I was no longer able
to work, I was able to help and take care of my
grandchildren. Mentally, my grandchildren
kept me stable. Otherwise, I would have prob-
ably had many more issues. I think, mentally,
this ocular disease is very debilitating.

Alexander Foss: Well, that raises a huge
number of issues we could touch on there. I'm
not quite sure where to begin. I'm guessing, one
of the things I was going to ask you about was
the impact on your relationships with others—
but from the sounds of it, it’s been positive with
your grandchildren.

Jill Adelman: Kids are great. Three of them
were born the year that this really got bad and
completely took away my normal independent
function. But I was safe enough to be able to
help with their care. And then of course, when
COVID hit I was the main caregiver. That’s why
I say bittersweet—because I could safely take
care of the children, yet it took away my inde-
pendence from doing what I thought my life
structure was going to be. Kids are very resi-
lient—as they got older, I'm always dropping
things. All I have to do is say to the kids, ‘sorry,
memom dropped something’, and they are on
the floor looking for what I dropped, and they
usually find things very quickly for me. It’s just
a normal part of life for them. So, it’s become a
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normal routine for me—accepting the little
ones to be helpful to me.

My husband is my sole support, he is right
there with me all the time, and that’s very
important because he’s in a position where he
can change his schedule around and take me
where [ need to go, doctor’s appointments,
things like that—so I'm lucky. Friends adapt
easily as well, and they’ll be like: ‘Hey Jill, do
you need help? Can we get you down the steps?
Do you see that?’—and because they’re friends,
they’re comfortable enough to say to me, ‘Hey,
can you see that, do you need any help?’—so
I'm lucky there. They always pick me up, they
know that I can’t get out the door at night. My
night-time life has completely changed because
I'm not independent at all at night. As for
travelling, my husband’s goal is that, while I
can see the big picture, he’s trying to take me to
as many places as he possibly can for me to see
the world. And this is his goal. I can still see the
big picture, so that’s a good thing. And I learn
how to adjust, to adapt to the surroundings
where the little pictures are involved.

Alexander Foss: Well again, a significant
number of positives there. I imagine a huge
negative has been the impact on your career. I
take it you lost your job and you’ve not been
able to find another job—so your career is
ended, is that correct?

Jill Adelman: My career as a trauma nurse in
an emergency department has ended, that is
correct.

Alexander Foss: And the emotional impact of
that?

Jill Adelman: Emotionally, it destroyed me.
That was probably the most difficult part of this
that I had to accept and had to learn how to
accept. There was nothing I could do about it,
and [ wasn’t going to be foolish enough to fake
it—because patient care, and my patient care,
was too important to me. I knew I could no
longer safely practise nursing.

Alexander Foss: It sounds like you get a lot of
support from vyour family and from vyour
friends—how about from the medical services?

Jill Adelman: Medical services here in the
United States—I'm very lucky, I have excellent
healthcare insurance, so I can go anywhere at
any time. Sometimes it's hard to get

appointments—I've never had to deal with that.
Like I said, when I had this acute visual change,
I had an appointment within 24 h. I don’t
think, as a caregiver who advocated for patients
on a daily basis, I don’t know that there’s
enough patient advocacy for patients with
macular degeneration in the United States. I've
been to doctors’ offices that are like what I call
‘cattle chutes’—there’s no doctor time, if you
have questions, you write them down and then
you get one-word answers. That didn’t work for
me; because of being a professional in the
medical field, I needed communication, I nee-
ded dialogue.

So, wherein I continued treatment, I also
continued looking for a retina doctor that could
understand what I needed, in that vein. And I
did find a doctor that explains so much more to
me and was willing to say to me: ‘We don’t
know why this happens, but we're working on
it’, or ‘We can try this, these would be the
ramifications’. He gave me a broad spectrum.
There was always communication. He never
short-changed me for time, and that was very
important. Unfortunately, he became ill, and I
did have to seek another physician—whose
practice was not bad in any way, shape or form,
but it didn’t work for me. So as a patient for my
own advocacy, I knew that I needed to continue
my treatment. But I also knew that I would need
to find another doctor.

I've actually been to now my fourth retina
specialist in this seven and a half years. But it’s
because of unfortunate situations like a physi-
cian becoming ill, or just knowing that our
personalities didn’t mesh, and I think that’s
important because you have to be able to have a
discussion. This is such an unknown disease in
so many ways, and people have so many ques-
tions—and, whether they can be answered
completely or not, a patient still deserves an
answer.

Alexander Foss: I have to totally agree with
that. Certainly, I think it’s fair to say—first,
mental health issues are very common. Anxiety
and depression are well-recognised features of
the disease [6-8]. Again, I think it's safe to say
that many ophthalmologists don’t pay a huge
amount of attention to that. It’s something that
the NICE guidelines did bring attention to [4].

A\ Adis



Ophthalmol Ther (2022) 11:1291-1299

1295

In the UK I think we’re really quite lucky, we
have something called eye clinic liaison officers
(we call them ECLOs) [9]—one of their jobs is to
take the time to explain to patients what’s going
on and to be a point of contact at times of crisis.
They'’re also trained to give some emotional
support and to be aware what help is available
in the community. Because the second thing
that is done not brilliantly, I think, in many
places, is rehabilitation, and good access to
good-quality low vision aids [10, 11]. Again, in
this country, the UK Care Act of 2014 states,
and I can quote here [12]: ‘Local authorities
must: carry out an assessment of anyone who
appears to require care and support, regardless
of their likely eligibility for state-funded care.
Focus the assessment on the person’s needs and
how they impact on their wellbeing, and the
outcomes they want to achieve’. And that is
given to some social workers—we call them
ROVIs (rehabilitation officers for the visually
impaired)—who are meant to visit and assess
needs. [ have to state that it’s a fairly new sys-
tem, and it’s under huge pressure. I believe in
Nottingham the wait at the moment to see one
is over a year, so it's very much a work in
progress.

I believe in America, about 30 million people
under the age of 65 actually have no healthcare
coverage [13]. The likelihood of developing
AMD increases with age, but onset can be as
early as 50 [14, 15], meaning that a substantial
number of patients in the USA may not receive
treatment in this critical early period. I believe
also some healthcare packages exclude eye care.
It seems a very different system to the one I'm
used to working in.

Jill Adelman: That is absolutely correct. For-
tunately for myself, [ had eye care—but I had to
go to a very specific place for eye care. Once I
got the diagnosis of age-related macular
degeneration, then the coverage changes in the
United States, and it reverts specifically to the
medical coverage that you have. So it removes
itself completely from an eye package. Unfor-
tunately, a lot of people—youngsters through
40s, 50s—when you really do start to see possi-
bly ocular changes, they don’t bother going to
an eye doctor for just a general evaluation
because they don’t have eye coverage.

Sometimes they just can’t afford an ophthal-
mologist’s or an optician’s fee. It's an unfortu-
nate situation here in the United States, where
vision is concerned.

Alexander Foss: So in that situation, do I take
it that they simply get no care?

Jill Adelman: That is correct. Until you have
a major diagnosis, where the medical coverage
picks it up. So just going to a general eye doctor
is where there’s a break in the coverages,
depending on what you have or what you don’t
have. If you have no insurance at all then you
have no coverage, and there would be no care.

Alexander Foss: Gosh.

The Patient Experience of Treatment
for wAMD

Alexander Foss: Well, given the impact of
wAMD on patients, clearly an effective and
practical treatment plan is very important. The
standard practice in this country is that you'll
get three injections 4 weeks apart, a loading
phase, and then there are a number of regimens
in this country [16]. NICE reviewed them all
and showed them all to be very similar in effi-
cacy—from watch and treat as required, or treat
and extend, or just regular treatment [4]. One
has to state that some patients appear resistant
to anti-VEGFs and have a poor response. My
understanding is about one-third will get visual
improvement and two-thirds hold it steady—at
least for a significant period of time—but the
treatment fails in approximately one person in
20 [16, 17]. Research suggests that having
treatment on time is helpful [18, 19]. That’s me
again on the technical stuff—Jill, what was your
experience of having the injections?

Jill Adelman: The very first day when the
doctor said to me: ‘You're going to be OK, we're
going to give you medication in your eyes to see
if we can get you some of your vision back, and
we’ll continue with treatment, and it'll just be
an injection...’—I looked at him, and of course
at this point I don’t hear very much of anything
because all I'm hearing is, ‘get your vision back’
and ‘medication in my eye’—well, how are we
doing this? Do we go to a hospital? Do I go to
the surgical centre? How is this done? And he
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proceeded to say, ‘No, you're going to sit right
in the chair that you're at, we’ll numb your eye,
and we're going to do it right here’. And I
wanted to know if my husband could hold my
hand down, because I was afraid that I would
grab him—all of the things that, this is all that I
could think of. So I sat on my hands, and my
husband talked to me—he was allowed to stay
in the room.

His nurse just held a flashlight and I just
followed his instructions. Fortunately, I find I'm
a good patient—so I'm going to follow anything
a doctor is going to tell me, as long as I under-
stand why, where and when. Obviously he did
the injection and after the fact it was like, ‘OK,
well that’s not bad’. But I don’t know how many
people understand that beforehand. They hear
me say ‘needles in my eyes’ and they’re like,
‘What, are you crazy?’. I did get improvement in
one eye. One eye in the hundred days was
totally scarred. Why I scarred so quickly, they
have no idea. So the central vision in that eye is
gone. But the other eye, I was able to regain
some vision and keep me safe.

I do get injections, I am a person who does
need to have injections every 28 days—or I can
actually sense the return of fluid at around
day 25, I start to have more difficulty doing
things for the last few days. But it's just my
course of disease. So the injections have become
a part of life, and I have found I have no pain,
I have no difficulty with the betadine [baci-
tracin zinc-polymyxin b]—I hear a lot of people
having problems with the betadine, but it’s very
important to understand that the betadine
keeps it clean and safe.

Alexander Foss: I can emphasise the impor-
tance of that actually, it reduces infection.
So from your point of view, the injections have
been well tolerated, but when you discuss with
other patients, some of them struggle—is that
correct?

Jill Adelman: Yes. Most of the struggle I hear
is from the betadine, and research on my own,
one time I had a bad experience. But if you're
numb enough before they put the betadine in,
that can help. Some doctors believe in rinsing,
some physicians believe in hydrating the eyes
before and after—so if you're somebody that
uses irrigation drops, keep your eyes nice and

moist before you even get to the eye doctor. The
numbing takes effect, then they do the beta-
dine, you don’t have that much difficulty. But I
do say to people that the side effects of the
betadine are a lot less difficult to deal with than
an infection.

Alexander Foss: Do you feel that your
physician told you enough about the effects of
the treatment, how it was delivered—or was it a
bit of an adventure into the unknown?

Jill Adelman: The very first doctor tried to
make light of it. He was a very kind, soft-spoken
man. But my head was spinning so I don’t know
that an independent person would have got
much out of that visit after hearing the diag-
nosis anyway. My husband was with me and he
asked more questions than I did, because me as
a patient, again, my head was spinning. As time
went on and I had questions that I wanted
answered—that physician, he didn’t have time
for his patients. Nor did they have someone in
the office to advocate or to have these discus-
sions with me. That was a bad blend for me.
Then the next group that I went to, that doctor
explained a whole lot more to me. We also
talked about low vision specialists, and he was
more willing to answer all kinds of questions
and was OK to say to me, ‘We don’t have an
answer for this yet, we are working on it—but
we don’t know why this happens. There’s
nothing you can do to not have it happen, and
if you read a lot it’s not going to make it worse,
if you watch TV it’s not going to make it worse’.
He was very specific and deliberate, and I think
patients need—for want of a better term—to
dumb it down.

Adaptations to Life with wAMD

Alexander Foss: Clearly, loss of vision is associ-
ated with adverse effects on quality of life and
can cause a handicap. I personally quite like the
framework of impairment (my eyesight is
affected) giving rise to disability (I can’t see
letters) causing a handicap (I can’t read books).
The handicap aspect is potentially amenable to
rehabilitation. That’s what rehabilitation is all
about, trying to prevent a disability turning into
a handicap. So, how have you adapted, how
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have you adapted to disability so that you can
still function?

Jill Adelman: Everything is big! Everything is
big. I'm sitting in front of a 56-inch computer
screen. A few years back, iPhone became very
involved here in the US with the Americans
with Disabilities Act (ADA) [20], and they put a
whole accessibility part on their phones. So, my
husband would sit next to me—because I have
to do it—and I use all the accessibilities. Some-
body sitting behind me in a movie theatre can
read my phone if I happen to have it on because
that’s how big my font is. But that’s where I'm
comfortable. I wasn’t able to wear a watch for
years—when, I think, the fourth or fifth gener-
ation of the Apple Watch came out, they also
put the accessibilities on it. So I can actually see
my own watch because it's an Apple Watch. My
watch also tells me sunrise and sunset. So in
daylight saving time—which I hate—I know
what time I have to be in the house. If I happen
to be out, I know that I have to be in the house
15 min before my watch is telling me sundown
is. The contrast on the Apple Watch also makes
it where I can see it. So I do a lot with reverse of
contrast, and everything is big. Everything has
to be big. My magnifying glasses—I have a really
big purse, because, between three or four dif-
ferent pairs of glasses and my magnifiers, I need
a big purse. That’s how I mostly adapt.

Alexander Foss: I have to say, modern tech-
nology really has come to the rescue for a
number of people. It’s been terrific.

Jill Adelman: Absolutely.

Alexander Foss: The iPhone has been descri-
bed, I heard it described as the best low visual
aid there is at the moment. I believe also there
are some very interesting apps that can convert
text into speech, so it can read things for you—
like the Seeing Eye GPS™ phone app is avail-
able in the USA and Canada [21], and the Be My
Eyes app is a European application [22], which I
think people find very helpful for both for
navigation and identification of surroundings,
and helps reading menus, finding street names.

Jill Adelman: I have heard that—but I'm not
to that point. I'm still, where I'm fighting for
the central [vision]. The small stuff is where I'm
still fighting. So the big stuff, 'm not too
familiar with those devices.

Conclusion

Alexander Foss: Well I think we’re coming to
the end. Just to summarise, what to you is the
most important thing about all this?

Jill Adelman: From a patient standpoint,
I think, number one, every patient has the right
to an advocate. You must advocate for yourself,
to get the information that you need. Unfortu-
nately, in this day and age I have found that
people are so afraid to ask questions, or they
don’t know what questions to ask. So they need
to be guided, so that they understand exactly
what they need to do for themselves, what they
can’t do for themselves and how to get the
information that they need. I think there just
needs to be more basic information. Unfortu-
nately I think a lot of the retina specialists, they
know how to talk clinical, they know how to
talk medical, but they don’t know how to talk
to a patient.

Alexander Foss: Guilty as charged.

Jill Adelman: Maybe because of the position
that I was in before this happened to me, where
[ very often had to step in and explain to the
patient what the doctor just told them, that was
a part of my advocacy for my patients, and
that’s why it’s important to me in this vein,
because it was important to me in a career that I
loved. Patients have to understand, and they
have to be aware of all the good things that are
going on, and all the things you can do to
continue your life almost as normal as possible,
with just learning how to adjust on an everyday
basis.

Alexander Foss: Well, thank you very much
indeed Jill, for sharing your experiences.
It's been great—thank you.
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