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Abstract

Purpose Caregivers of older persons with
eye disease, namely age-related macular
degeneration (AMD), have been reported to
have a higher than expected distress. Very
few studies have explored caregiver
perceptions as to what is important when
providing care. The aim of this study was to
explore the perceptions of caregivers of
persons with neovascular AMD in relation to
the most important aspects of caring, as
described in extended answers to self-
administered survey questions.
Methods A cross-sectional, self-administered
survey of 643 caregivers of people with
neovascular AMD, comprising 27 closed-response
questions and 2 open ended questions. The latter
were analysed as part of this study utilising and
‘inductive’ Grounded Theory approach.
Results Six-hundred and forty-three caregiver
responses to 2 open ended questions were
analysed using an inductive approach and sorted
into thematic networks. Three discrete categories
arose: The Impact of Caring; Injections and
Information and Activities of Daily Living.
Conclusions Most caregivers were family
caregivers and were found to be
compassionate and self-sacrificing. They
accepted additional responsibility whilst
providing an encouraging environment for
their care recipient. As a result, they
experience distress and consider their own
needs as secondary. Very few seek or receive
respite and this added burden can have a
negative impact upon the relationship
between caregiver and care recipient.
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Introduction

As a result of an increased ageing population,
patients with chronic diseases are often cared for

by family members who provide informal care
outside of hospital or institutional care. The role
of these family members as primary caregivers is
extensive and they provide various types of
assistance to the care recipient, including: daily
living tasks; support at medical appointments;
ensuring medication compliance; and also
emotional support. Family caregivers often
provide assistance without formal training yet
despite this, there is a high expectation that
caregivers will provide competent care both in
the home and in the medical setting.1–3

Family caregivers are usually not
compensated for their time and in addition, tend
to neglect their own personal needs. It is well
documented that caregiver burden includes
expending significant financial, emotional and
physical effort while receiving no return
(both financial and emotional). This in turn
causes overload and stress compromising the
caregiver’s health and quality of life.1–5 The
burden caregivers experience may be related to
their demographic and social factors (age, race,
gender, education and so on) and poor patient
health outcomes arise when the health of
caregivers is compromised and inadequate
resources are available to assist the care
recipient.3,4

Of particular interest is the impact of caring
for people with vision impairment, particularly
those with age-related macular degeneration
(AMD). AMD affects central vision and impacts
fine detailed visual tasks such as reading, daily
living activities and driving and so on.6–8 The
prevalence of AMD across the developed world
is markedly increasing owing to the ageing
population. The resultant burden of this disease
is well established.6–9

Caregivers of older persons with AMD have
higher than expected distress, particularly if the
person has 'wet' AMD.3,5 The principal cause of
vision loss in wet AMD is choroidal
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neovascularisation. This form of AMD constitutes only
10–15% of cases but vision loss, particularly if left
untreated, is marked. Currently, wet AMD is treated with
intravitreal injections of antiangiogenic drugs that target
vascular endothelial growth factor (VEGF). The treatment
regimen is rigorous with patients typically requiring three
initial injections given at four weekly intervals, followed
by ongoing injections every 4–12 weeks, with the interval
determined by individual response.3,10 Pain and anxiety
related to anti-VEGF injections has also been reported.10

Many people with AMD rely on family caregivers to
accompany them to intravitreal injection clinics and escort
them home, in addition to providing ongoing assistance
in the first 24 h after treatment. The burden experienced
by caregivers is associated with the amount of vision
impairment experienced by the patient and therefore the
resultant assistance they require.5

Although caregiver burden and distress has been
studied, few studies have explored caregiver perceptions
as to what they consider important when providing care.
Important factors include the necessary attributes
required for caring, namely compassion, patience, and
selflessness. Compassion is defined as ‘the feeling for
another’s sorrow or hardship that leads to help, pity or
sympathy’.11 A compassionate person considers the
suffering of others and tries to alleviate it. This in turn can
lead to compassion fatigue whereby the caregiver
experiences stress and strain while caring for a person
with illness. Compassion is particularly acute when bonds
(ie, kinship or affection) are present between two people;
the caregiver is aware of a person’s hardship and is
therefore motivated to reduce it. Mostly caregiver
motivation is purely altruistic and their primary goal is to
help the care recipient, which is often at their own
expense. This arises out of love, concern, or responsibility
felt toward the care recipient.12 The level of compassion
may impact on the health of the caregiver, in that if the
care recipient’s difficulties cannot be relieved, then this is
experienced as a negative health impact and becomes
stressful. The level of compassion is not, however,
impacted by the amount of stress experienced by the
caregiver. Generally an increase in care recipient hardship
requires an increase in compassion shown by the
carer.12,13

Caregiver perceptions and self-reflections, including
the attribute of compassion, are important to consider.
Studies have indicated that hospital patients treated by a
compassionate caregiver share more information about
their symptoms. This leads to better understanding of
their health concern and in turn more accurate diagnosis
and treatment.14–16 It is likely that this also applies to
situations of informal or family caregiving, but to our
knowledge, no studies have investigated the impact of
caring as it relates to personality attributes such as

compassion and empathy. The aim of this study was to
explore the perceptions of caregivers in relation to the
most important aspects of caring, as described by their
extended responses to two questions:

1. Do you have any other comments about caring for
someone with wet AMD that you believe are
important for other people to know and understand?

2. What are the three most important aspects of caring for
someone with wet AMD for you?

Materials and methods

Study design and sample

This study was conducted by the Macular Disease
Foundation Australia (MDFA) and administered by the
MDFA and Galaxy Research. Three thousand one
hundred and seventy people on the MDF database listed
as having wet AMD were invited to participate. A slightly
different survey was also included in the distribution, for
completion by the patient’s caregiver. In addition, 3282
people on the MDFA database listed as a family member
or caregiver of someone with AMD were sent the
caregiver survey. For this study a caregiver was defined
as anyone providing care and support to a person with
wet AMD, including spouse or partner, family member,
friend, and paid care worker.
Both the patient and caregiver surveys were cross-

sectional and self-administered. The patient survey
comprised 38 items whilst the caregiver survey contained
29 items. Structured demographic questions and those
requiring Likert-scale responses were included in both
surveys, in addition to two extended response questions.
Survey responses were anonymous and did not include

identifiers. Participants gave informed consent and post
hoc, counterfactual approval was obtained from the
Bellberry Human Research Ethics Committee.
A total of 1160 patient and 643 caregiver surveys were

returned. The responses of the first 500 patients with wet
AMD and 500 caregivers received were included in the
first analysis with the focus being on caregiver distress
extrapolated from the structured caregiver questions. The
results of these findings have been published.5 The
extended response questions provided by caregivers were
not included in the findings published by Gopinath5 but
were analysed separately, in this study.

Statistical analysis

Caregiver extended responses were coded and analysed
using NVivo (QSR International, Doncaster, VIC,
Australia). An ‘inductive’ approach was utilised to
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analyse the data whereby the data itself determine the
structure of the analysis with no predetermined theory.
Thematic networks (web-like illustrations with no
hierarchy) were then created to summarise the main
themes, thus a Grounded Theory approach was applied.17

Six thematic networks evolved from the carer statements,
each with their own set of organising themes (clusters of
similar issues) and basic themes (ideas presented within
organising themes, but on their own are meaningless).17

Links were made between the thematic networks to create
three discrete categories: (i) The Impact of Caring; (ii)
Injections and Information; and (iii) Activities of Daily
Living.
Caregiver demographic data were analysed using IBM

SPSS Statistics 22 (IBM Corporation, Armonk, NY, USA).

Results

Responses were received for 643 caregivers. The age
distribution of caregivers and care recipients is shown in
Figure 1. The gender distribution of both caregivers and
care recipients was disproportionately skewed towards a
higher number of females. Question response rate,
gender, caregiver type, and level of care recipient
dependence are described in Table 1.
Three discrete thematic networks were extrapolated

from the data: (i) The Impact of Caring; (ii) Injections and
Information; and (iii) Activities of Daily Living. These
discrete thematic networks were further divided into sub,
organising, and basic themes (Table 2).
A total of 1342 responses were coded. The largest

number of responses (63%) were categorised within The
Impact of Caring thematic network. Results from the
structured caregiver questions indicate that caregivers
experience significant psychological distress and a
disrupted lifestyle. They neglect their own needs and
caring impacts upon their relationships and their
retirement plans.5 These caregivers had higher than

expected levels of distress and whereas several predictors
were identified from the quantitative data, this thematic
analysis of the extended responses contributes to a better
understanding as to why. This is particularly pertinent for
this category related to The Impact of Caring.

The impact of caring

Carer attributes The Carer Attributes sub-theme explores
the attributes caregivers identify as being important for
caring for someone with wet AMD such as compassion,
encouragement, and patience that highlights their selfless
attitude. The emergent themes relate to the requirement of
being compassionate as a caregiver (together with having
patience), creating an encouraging environment and
fostering independence. The negative effect of being
compassionate and showing empathy is self-sacrifice.
Caregivers give up their independence and absorb
additional responsibility which can affect the relationship
between the caregiver and care recipient.
Illustrative examples of caregiver responses related to

this The Impact of Caring thematic network are listed in
Table 3a.
Many caregivers identify compassion as an important

aspect to looking after another person and these types of
statements appeared more frequently than any others.
In order to care for someone with wet AMD you need to
understand their eye condition and both the physical and
emotional impact this has on their well-being. The ability
to be patient with the person you are caring for in terms of
both their physical disability and emotional state was
highlighted as a desirable quality and linked closely with
the quality of compassion. Empathy was also strongly
represented, with caregivers indicating that one needs to
put themselves in the shoes of the care recipient when
caring.
It appears that compassion extends beyond empathy

and leads to an active response from the carer propelling

Figure 1 Age distribution of caregivers and care recipients.
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them to provide emotional encouragement. The need for
positive reassurance by the caregiver to the care recipient
was seen as elementary. In this context, a positive
caregiver attitude was fundamental to emotional
encouragement of the recipient. The structured question
responses suggest that caregivers experience emotional
distress.5 However, the extended responses indicate that
caregivers tend to limit the outward expression of this
distress for the positive benefit of the care recipient. An
underlying tone to the caregivers’ comments related to
avoiding patient depression and this was often
mentioned.
Relatively few statements were made with reference to

caregiver’s needs. Most of the comments related to
needing a break from caring and the statements
emphasise the importance of respite from caring and are
for that reason, worth mentioning.
Awareness of the needs of the care recipient is

evidenced by statements, which encourage their
independence. Caregiver statements reflect that they
recognised the fine line between allowing the care
recipient to be independent, but instinctively wanting to
step in and do take on tasks for them without
being asked.

Sacrifices made This sub-theme provides a complete
narrative and insight into how the daily lives of
caregivers are affected. Issues arise in consequence to the
additional responsibility involved with caring and the
end result is significant sacrifice made by the caregiver in
order to meet the needs of the care recipient. Caregiver
attributes such as empathy and compassion speak to the

nature of the person. These traits therefore naturally lead
to self-sacrifice for the benefit of another.
Two major narratives related to responsibility emerged;

the first is an expression of constant concern for the care
recipient. The second relates to ongoing responsibility
which fuels the worry experienced by carers, mostly in
terms of the safety of the care recipient. Concern for the
care recipient combined with additional domestic duties
impact upon the caregiver’s time, which they sacrifice.
There is less time for the caregiver’s own needs and this in
turn affects their independence.
Despite the ongoing worry and significant sacrifices

being made by caregivers to assist the care recipient, some
caregivers made statements regarding issues related to
guilt. This may be in circumstances where the caregiver is
not in a position to extend care to the care recipient for
every aspect of their daily life.

Impact on relationship Additional caregiver
responsibility, increased distress and so on compromises
the relationship between the caregiver and recipient and
this was found to be either positive or negative, with clear
delineation between the two. For example, statements
made by carers either explained the negative impact
on the relationship or the positive, but never a
combination.
Caregivers perceived that care recipients showed

increased sensitivity to, for example: criticism, being
patronised, not being able to see things pointed out to
them and so on. Caregivers perceived a change in the
relationship with an increased emotional strain and
some suggested their care recipient was manipulative

Table 1 Caregiver and care recipient demographic information

Caregiver Care recipient

Extended answer questions, Question 1: 348 (54%)
Response rate Question 2: 457 (71%)

Gender Female: n= 409 (64%) Female: n= 396 (61%)
Male: n= 215 (33%) Male: n= 243 (38%)
Unknown: n= 19 (3%) Unknown: n= 4 (1%)

Caregiver type (information available for n= 500 caregivers) Spouse/domestic partner: n= 287 (57%)
Offspring: n= 172 (34%)
Sibling: n= 5 (o1%)
Friend: n= 14 (o1%)
Formally employed: n= 4 (o1%)
Unknown: n= 18 (o1%)

Level of care recipient dependence (as rated by the caregiver) Not at all: n= 58 (9%)
Somewhat: n= 148 (23%)
Moderately: n= 133 (21%)
Very: n= 88 (14%)
Extremely: n= 63 (10%)
Unknown: n= 153 (24%)
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Table 2 Extrapolation of the Thematic Network sub-themes, organising themes and basic themes

Sub-theme Organising theme Basic theme
(Clusters of similar issues) (Ideas within organising themes, meaningless on their own)

Thematic network: The Impact of Caring
Carer Attributes Compassion Try to put yourself in their shoes when caring

Need to understand patient’s eye condition & physical/emotional impact
Be patient when person is performing physical tasks
Be patient with the person’s emotional state
Set aside own personal frustrations

Ability to foster independence Encourage independence
Allow independence by monitoring own behaviour
Let the patient ask for help

Emotional Encouragement Encourage patient to deal with eye condition
Avoid depression in patient by keeping positive attitude

Carer’s needs Time off from caring is important
Social contacts are essential for health and well-being

Sacrifices Made Time Less time for carer’s needs

Worry Carers worry about the future, the care recipient, finances, vision etc.
Constant concern for the patient

Independence Carer’s independence is affected

Additional responsibility Carer has to drive
Increase in domestic tasks
Carers go without because finances are impacted

Holidays and leisure activities Holidays and retirement plans are affected
Time with friends is affected

Guilt Carer feels guilty if they are not there all the time

Impact on Positive Caring can positively enhance a relationship
Relationship Strong bonds between the carer and patient form

Positive impact usually occurs between spouses/domestic partners

Negative Relationship between carer and patient changes
Patients become overly sensitive
Carers feel manipulated and a sense of guilt

Thematic network: Injections and Information
Injections Advice to others Early treatment for AMD is crucial and everyone needs regular eye

examinations
Ensure the patient maintains treatment protocol
Inform family members and advise them to have an eye examination

Pain or anxiety Patients get anxious about eye injections
Pain is often a factor

Cost Treatment is expensive
More subsidy is required for cost of treatment

Travel The burden of injections is increased if travelling considerable distance to
receive treatment

Information Eye care staff and the public Staff in care facilities and eye clinics seem unaware of the impact of AMD
The public is has limited awareness of the impact of AMD on sight

Carers Carers need to inform themselves about AMD and its impact
Support services are helpful for carers who need more information
about AMD

Thematic network: Activities of Daily Living
Fine detail vision Difficulty reading affects most home activities

People with AMD struggle to read and need assistance
Use of technology is helpful

Mobility Modify the home to limit impact on mobility
Encourage outings but be aware of patient limitations

Hygiene and grooming Extra assistance is required as AMD affects this

Driving Carers take on the burden of driving
Patients become frustrated when they can no longer drive
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(and aware of being so) leading to feelings of guilt by the
caregiver.
Most statements related to a negative impact on the

relationship appear to be when the caregiver is not the
spouse/domestic partner of the care recipient. The
opposite is true when the caregiver and recipient are in a
relationship. In this case, caring brings the two people
closer together.

Injections and information

The Injections and Information thematic network
comprised 17% of responses. A distinction was made
between caregiver comments related to Injections and
Information and both are presented separately (Table 3b).

Injections With respect to treatment injections received
by the care recipient, caregivers offer advice to others,
describe the pain and anxiety experienced by the patient,
and express their concern regarding the cost of treatment.
A small number of statements related to difficulty with
travelling for treatment were made, particularly if
caregivers lived outside of larger cities.
Caregivers identify that the need for early treatment for

wet AMD is crucial, as is the continuity of the treatment
protocol prescribed by the care recipient’s
ophthalmologist.
In addition, caregivers raise the importance of regular

eye examinations not only for the care recipient but for all
members of the family, with particular emphasis on
informing family members that AMD has a genetic
component and therefore that they may be affected. This

Table 3a Illustrative examples of participant quotes for The Impact of Caring thematic analysis

Thematic network: The Impact of Caring
Total number of quotes for this thematic network: n= 845

Sub-theme
Number of responses
for sub-theme Participant quotes

Carer attributes n= 521 (62%) Carer #272 (Female 70–74 years, caring for independent male 75–79 years):
‘You are their eyes. Be patient. Be understanding of their frustration to depend on someone
else doing things for them’

Carer #346 (Female 50–59 years, caring for independent male 70–74 years):
‘It is very important for the carer to fully appreciate the devastating impact that wet AMD has
on the life of the person for whom one is caring. Put yourself in their shoes—imagine yourself
with impaired vision. Be very patient, be kind all the time, be on hand at all times to help when
needed—your call will be rewarded’
Carer #181 (Female 50–59 years caring for moderately dependent female 70–79 years):
‘Just to keep encouraging them and not to let it get them down. Stay positive.’
Carer #157 (Male 70–74 years caring for somewhat dependant female 65–69 years):
‘It is important to get regular time off from being a carer’
Carer #578 (Male 85 years and over, caring for moderately dependent female 85 years and
over):
‘It is very difficult to walk the fine line between helping and dominating’

Sacrifices made n= 268 (31%) Carer #12 (Male of unknown age, caring for independent female 80–84 years)
‘When I am away playing bowls I feel the need to telephone home often to see that the spouse
is OK’
Carer #7 (Female 65–69 years caring for female 85 years and over, dependence level unknown)
‘As a carer, particularly for someone who has vision loss, your own independence is reduced
as you are no longer free to come and go as you please’
Carer #335 (Female 45–49 years caring for extremely dependent female 80–84)
‘Feeling guilty about not being there for their everyday needs. Feeling sad about their loss of
independence and having to rely upon the availability of someone else. When there is only one
person to rely on, they [the carer] feel a burden’

Impact on
relationship

n= 56 (7%) Carer #71 (Female 65–69 years caring for female 85 years and over, dependence level
unknown)
‘They are very aware of the impact they are having on family and friends and are sensitive to
being patronised and being treated as helpless’
Carer # 546 (Female 65–69 years caring for extremely dependent male 85 years and over)
‘Be aware of manipulation, (the) person can be very demanding’
Carer #481 (Female 65–69 years caring for very dependant male 85 years and over)
‘We have been married over 50 years and care for each other equally..…………in a loving,
mature, long lasting partnership you just get on with being a carer without a thought or regret’
Carer #8 (Male 80–84 years caring for somewhat dependent female 70–74 years)
‘[I] give my wife any time I have, tell her my love is for her [and] try not to scold her anytime’
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extension of concern to other family members,
particularly younger ones, is aligned with the general
expression of concern for others, inherent in caregivers.
Caregivers report that care recipients become anxious

about upcoming injections and that pain is a factor. The
issue of compassion, described previously is again
reiterated with regards to empathising with the person
who is experiencing the pain.
The opinion that treatment injections were expensive was

referred to by only 22 caregivers in this study, therefore
obviously carers perceived other issues to be more

important. However, these statements are worthwhile
reporting particularly as there is a belief that additional
subsidies should be provided for patients undergoing
treatment injections. Similarly, the problem of travelling
long distances to receive treatment was only stated seven
times, but like cost, caregivers that highlighted this issue
found it particularly onerous and an overall burden.

Information Caregivers express their concern that
information is lacking or limited for them, particularly in
relation to the topic of caring and receiving support, in

Table 3b Illustrative examples of participant quotes for the Injections and Information thematic analysis

Thematic network: Injections and Information
Total number of quotes for this thematic network: n= 229

Sub-theme
Number of responses for
sub-theme Participant quotes

Injections n= 229 (64%) Carer #142 (gender and age of carer and patient unknown)
‘Important to be monitored and diagnosed early to access treatment to stop if possible progress of
disease. Important to be educated and be aware of risk and contributing factors’
Carer #422 (Female 70–74 years caring for moderately dependent male 80–84 years)
‘I feel useless when patient is in severe pain’
Carer #146 (Female 75–79 years caring for somewhat dependent male 80–84 years)
‘Should be more help available. Very expensive treatment’
Carer #206 (Female 80–84 years caring for moderately dependent female 85 years and over)
’There is little understanding by health professionals, especially ophthalmologists of difficulties
faced by patients. Requiring payment, for an old person usually cash of approx. $500-$600 at time
of appointment’

Information n= 82 (36%) Carer #24 (Female 65–69 years caring for male 65–69 years, unknown dependence level)
‘I feel more people should get to know and learn more about what happens to people with AMD
and how to help them as some people are unaware of how it impacts on these peoples’ lives. They
do not realise or are unaware of the problems associated with AMD of any kind. I feel very
inadequate myself as the needs of these people affected can worsen as time goes on’
Carer #209 (Female 65–69 years caring for extremely dependent female 85 years and over)
‘Much of the general public do not understand the demands put upon carers of people with wet
AMD or how difficult it is for AMD patients to cope outside their own home!’
Carer #420 (Female 75–79 years caring for moderately dependent male 80–84 years)
‘It is surprising that staff, including administration, have very little idea on many simple things
that make mobility difficult e.g. small occasional tables placed in centre of room below vision
level and in way of where he walks etc.’

Table 3c Illustrative examples of participant quotes for the Activities of Daily Living thematic analysis

Thematic network: Activities of Daily Living
Total number of quotes for this thematic network: n= 268

Participant quotes
Carer #328 (Male 65–69 years caring for extremely dependent female 85 years and over)
‘Mum does not feel comfortable in public and worries that because she cannot see people's faces properly, she does not read their

expressions and cannot respond accordingly. She thinks that they may think she is rude as her eyes and presentation are completely
normal’
Carer #33 (Female 80–84 years caring for female 80–84 years, dependence level unknown)
‘You must watch where they are walking and describe obstacles to them’

Carer #83 (Female 85 years and over caring for male 85 years and over, dependence level unknown)
‘I find it hard being the driver’
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addition to information about wet AMD and how to help
their care recipient manage it. This is of particular interest,
as the caregivers surveyed were known clients of MDFA
and it are likely to be better informed than other care
givers of people with wet AMD. The statements also raise
the concern that others (friends, the public, clinic staff and
so on) seem to not understand AMD.
Some caregivers had the perception that eye clinic staff

and ophthalmologists were not aware of the impact of
AMD upon daily living tasks and insensitive to the needs
of patients, despite being at the front line of treatment.

Activities of daily living

The results from the closed-response survey questions
shows that caregivers assist with groceries, finances,
cleaning, cooking, and mobility5 and this is consistent
with comments caregivers made in the extended
responses.
This thematic network represents the issue that vision

impairment impacts the day to day tasks performed by
care recipients. Caregivers report that care recipients
struggle with fine detail vision (ie, reading or recognising
faces), mobility, hygiene/grooming, and driving
(Table 3c). Overall, 20% of comments related to
this theme.
Caregivers are also concerned that the care recipient

was misunderstood by others who do not understand the
impact of AMD upon fine, detailed vision. The need to be
mindful of the care recipient’s surroundings, to avoid
obstacles within and outside the home (eg, chairs, uneven
surfaces, steps) and to act as a mobility guide were
described by caregivers as important factors.
Caregivers also describe the distress care recipients

experience at no longer being able to drive. The flow on
effect is the added burden on the caregiver to provide
transport, taking on the additional burden of driving
where this was previously shared, or utilising unfamiliar
modes of transport.
According to the issues raised within this thematic

network, generally wet AMD has a significant impact on
several aspect of daily living and these are all a direct
result of loss of ability to discern fine details.

Discussion

Taking on the duty of caring for another person is not
something everyone is able to do and the tasks the
caregivers in this study perform for their care recipients are
consistent with those previously reported.3,6–8 The
personality traits of a caregiver, as evidenced by this study,
include compassion; self-sacrifice; ability to accept
additional responsibility; and provide a positive and
encouraging environment. This requires a significant

degree of commitment by the caregiver and historically,
developing a ‘compassionate character’, for example, in
Florence Nightingale’s view, specifically underpinned
quality of nursing care.13 These personality traits, combined
with the level of commitment demonstrated by caregivers
of patients with wet AMD could be an additional reason for
generally increased distress reported in the literature.
Therefore, increased distress may not only be related to
factors such as demographic attributes of caregivers, the
time they spend caring, the dependence level or amount of
vision impairment of the care recipient.1–5 The caregiver
statements identified in this study clearly speak to the
selfless nature of these caregivers.
Most of the caregivers in this study were family

caregivers and this is consistent with another study
reporting a high rate of informal caregiving for patients
with wet AMD.3 The statements related to Carer
Attributes highlight the selflessness demonstrated by
caregivers and their primary focus is on easing the burden
for the care recipient and having compassion for that
person’s circumstances while neglecting their own needs.
This is consistent with studies reporting the compromise
to caregivers’ health and quality of life.1–4 Taking a break
from caring or seeking an alternate social outlet could be
perceived as selfish and caregivers may be reluctant to
express this, however, a few caregivers did raise this issue
that others were more reticent to express, because
inherently they are selfless by nature. The known
psychological distress experienced by caregivers and
disruption to lifestyle could be lessened if caregivers
themselves received respite. The emotion of guilt is
expressed by caregivers in this study and while they
make sacrifices, they can experience guilt; guilt impacts
upon the relationship between the caregiver and
recipient, particularly if the care recipient is perceived to
be actively manipulative.
Although the caregiver burden related to assisting

the care recipient with medical treatment, namely anti-
VEGF injections, has been reported,3 the experience
and inner thoughts of caregivers has not. The findings of
this study highlight issues related to empathy when
the care recipient experiences pain or anxiety; the
ongoing costs of treatment (both direct and indirect)
and the perception that information is limited, despite
the fact that these caregivers are registered with the
MDFA and receive ongoing and regularly updated
information.
What does the answer to these two extended response

questions tell us about the perceptions of caregivers of
people with wet AMD? The answer is that caregivers are
incredibly compassionate and patient people who are
able to provide encouragement and promote
independence in their care recipient. They take on
additional responsibility (domestic duties, assisting with
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mobility, transport, tasks that require fine detail vision)
yet sacrifice their own needs. Despite many studies
reporting caregiver stress and the burden placed on
caregivers,1–5,12 in this study, surprisingly, the caregivers
did not identify these factors as being the most
important aspects of caring for someone with wet AMD.
Instead the focus was on the altruistic personality traits
related to compassion, empathy and self-sacrifice.
Caregivers experience a constant emotional concern
towards their care recipient and admit that caring can be
difficult, invariably leading to a negative impact upon
the relationship between caregiver and recipient.
However, the relationship can also be strengthened,
particularly if the patient-carer relationship is a spouse/
domestic-partner one. This outcome is similar to that
reported by Gohil 3 whereby caregivers that were friends
or spouses of the care recipient experienced a lower
burden compared with sibling or offspring caregivers.
The findings of this study reveal an interesting and

unexpected narrative into the lives of caregivers. It is
quite evident that caregivers are very special people and
require more support than currently available to them to
prevent or ease the known issue of distress experienced as
a result of caring. Further research is required to
determine how best to meet the needs of caregivers
efficiently and effectively.

Summary

What was known before
K It is well documented that caregiver burden includes

expending significant financial, emotional and physical
effort whilst receiving no return.

K This in turn causes overload and stress compromising the
caregiver's health and quality of life.

K Caregivers of older persons with AMD have higher than
expected distress, particularly if the person has
neovascular AMD.

What this study adds
K Few studies have explored caregiver perceptions as to

what they consider important when providing care.
K Important factors include the necessary attributes required

for caring, namely compassion, patience and selflessness
explored in this study.

K The caregiver experience related to assisting the care
recipient with medical treatment, namely anti-VEGF
injections, has not previously been reported.

K The findings of this study highlight issues experienced
by care givers when caring for those with neo-
vascular AMD.
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