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Activity Brief
Introduction/Background

LINk Member Mike Lappin received feedback from a member of the public with concerns over the
letter sent to him when he was diagnosed with Wet Macular Degeneration. This concern was
supported by feedback gained by Michelle Dutton at the Macular Disease Society. The LINk
decided to look into the information provided to the patient by the NHS prior to treatment for Age
Related Macular Degeneration.

Purpose/Aim

Concerns were raised in regard to the use of Avastin over Lucentis as a drug by NHS Stockport.
The main issue was in the wording of the leaflet given out to patients which may seem unclear and
give concern to the public surrounding the lack of choice people had over the drugs.

Objectives

The LINk conducted an initial fact finding activity to discover if these concerns were shared by
other patients and if so what the LINk could do about it.

Deliverables

9 Contact Macular Disease Society

9 Collect patient views

9 Hold focus group

9 |Ifissues are found, bring views to Stockport NHS
Team Members

1 Mike Lappin

1 Kirsty Bagnall
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Activity Report
Activity

A copy of the initial letter sent to patients was requested. This is currently under review by NHS
Stockport and the LINK received copies of both letters.

The LINk contacted Michelle Dutton, Northern UK group leader at the Macular Disease Society.
She put the LINk into contact with Phyll Pridmore, who runs the Stockport Macular Degeneration
group. An article was put into Phyll’s update which goes out to 200 people with Macular
Degeneration in Stockport asking for feedback over the service those with Wet Macular
Degeneration received and the leaflet alongside it.

The LINKk Support Team received a small but significant number of people calling regarding the
article in the update. All people who called felt that they were given a very good service all around.
They were happy with the choices they was given and happy with their doctor and consultants.

While collecting feedback from the public, the LINk contacted Lisa Williams at Stockport NHS to
request a copy of the Wet AMD patient questionnaire findings which we sent promptly. This is in
Appendix iii. The focus for this work group is on the information provided to the patient prior to
treatment; the survey showed that 88.9% of patients felt that the treatment they received was
either excellent or good. Only 3.9% of the public felt that the information they gained was poor.
One comment from the survey was surrounding the choice between Avastin and Lucentis, who
suggested the need for “A more details [sic] explanation of Lucentis and Avastin”. Other
suggestions from the survey included:

1 More information on treatment and what to expect
1 Not sufficient information about the injections

1 It all happened so fast, | was given information to read stating that | might go blind with the
treatment or be worse afterwards, which was very distressing to say the least.

1 What Macular degeneration actually was and what would treatment be. Explained more
fully at the Alex.

The other issue that came up during both the LINk gained feedback and from the survey results
showed that many patients had problems with transport due to appointment times. A member of
the public who called the LINk based on the article in the Macular update said, i Mappointment

ti me was 3pm, I arrived at 2.30 and didnoét get b
photos to be taken of my eyes at lunchtime and had a second appointment at 5pm. It is badly
organised. It is two different clinics and if they were to work together bettert hen it woul d h

This experience appears to be shared by many other Macular patients as both the LINk research
and the Wet AMD patient questionnaire findings show us. More examples from the survey include:

1 Continually given two appointments hours apart on same day despite advising problems of
a 79 year old 24/7 carer. Timing always improved after pleading on the phone but situation
repeated each and every time even though | asked for the position to be recorded.

1 Eachtime I go it costs £20 return. | then negotiated a price with taxi driver myself so he will
wait for me. My next appointment is 6.30. | go first at 10.30 am. | have photos taken. Go
back same day at 6.30 which is not very convenient.
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1 There is a several hours wait in between appointments, have problems with hearing and
being there a long time alone can be stressful.

Patients also found problems with attending the appointments due to the where the hospital is
situated:

1 I had to take 2 buses and a taxi home.
1 I have to rely on an escort each time to accompany me.
1 Had to get train and taxi for early appointments

The major issue that comes from the research is that patients are very happy with the treatment
itself; it is the information given prior to the patient and waiting between appointments on the same
day that is the problem.

To conclude their research, the LINKk visited the Macular Disease Society in Stockport to talk face-
to-face with Wet Macular Degeneration patients who had received the treatment. The response
from those who took part in the focus group spoken to was overwhelmingly positive.

Members of the focus group ranged from those who had been receiving the treatment for years to
those only just diagnosed.

LT

Nobody had a bad thing to say about the treatment, many described it as “fantastic”, “a great
service” and “absolutely brilliant”. They felt that the staff were respectful and encountered no
problems at all. The group praised Stockport NHS’s letter saying that it was very clear and full of
information. The letter from Stockport is large print and full of information. They all felt that they had
had their choices clearly laid out in front of them.

There was a slight concern over the wording of the letter, that the explanation of the treatment and
side-effects could be scary. One patient said about that she spoke to her doctor about the
treatment after feeling that she had not had enough time during her consultation to talk about her
fears over the side-effects. She was given an advocate to work through it and said that in the end,
she “had no option but to take it”. She does say that she is happy with the treatment now but was
worried at the time. Another member of the group said that the letter she received was great and
very clear. She was not worried about the side effects as she used to do market research on
pharmaceutics and is aware that everything has side effects. This issue does seem to be a
byproduct of the clarity of the letter in its truthfulness. By laying out the different options and
informing the patient of their procedure, it can also frighten them. This is not an issue that can be
easily solved.

It was noted that in comparison to the large print information sent by Stockport NHS, the
information from sent the Alexandra was in small print.

Another issue that came up during the focus group and presentation to the Macular Disease
Society in Stockport is that patients having NHS treatment at the Alexandra are asked for their
credit card so that the hospital can charge those who do not pay for meals etc. Many members of
the Macular Society do not understand why this is needed and many do not own credit cards. If a
patient does not own a credit card, it is suggested they ask a friend or relative to use theirs. The
leaflet given explaining this is in very small print.
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Outcomes of the Activity

The outcome of the activity was very positive. The majority of patients receiving the treatment felt it
was very good and the letter sent by Stockport NHS was praised for its information. Other issues
found during the course of the LINK’s research were that many patients found it hard to find
transport to fit around awkward appointment times, the small print of the Alexandra information and
confusion over the use of a credit card on NHS treatment.

Conclusion

1. The initial information provided to the patient by the NHS prior to treatment for Age Related
Macular Degeneration appears to be very good. Although the frankness of the letter may
lend fear to patients, there are services - such as the advocate offered in the example
stated here - to help patients make their decision. The letter is in large print and patients
spoken to agreed that it is very good. The issues outlined in the Wet AMD patient
guestionnaire findings appear to have been smoothed out by the new version of the letter.

2. Many patients found it difficult to get transport to the clinic due to the nature of the
appointments and the long period of time between appointments on the same day. The
LINKk suggests that the Alexandra should make an attempt to make appointments on the
same day closer together to improve waiting times for patients.

3. The LINk suggests that the Alexandra to produce information they provide for patients
receiving treatment in large print. This includes letters for appointments, information about
treatments and the leaflet outlining why the hospital need to collection credit card details.

4. The LINk suggests that the Alexandra look into an alternative for collection of credit card
details for those without credit cards.
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Appendix | - Original Letters sent to patients (Oct 09)

S
™ Stockport
9 O 8" Floar
“ Regent House
Heaton Lane
Stockport
SK4 1BS
Tet 0161 426 5000
Minicorn: 0161 477 2585
Direct Tel 0161 249 4221
Fax: 0161 426 5601
Email: funding requests@nhsstockpar nhs uk
Ref LAWNOS/EUR
30 September 2009

Re: Treatment of Age related macular
Degeneration

| understand that you have been referred
with possible Age Related Macular
Degeneration.

We have arranged for The Alexandra
Hospital in Cheadle to contact you to
make an appointment for you to be seen.
The cost of this appointment and any
other necessary treatment associated
with - Wet Age Related Macular

RS Chairman: Mr M J Greenwood CBE ~ Chief Executive: Mr R, Popplewell i
Professional Executive Committee Chair: Dr D Dawson
www . stockport.nhs.uk
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Degeneration will be met by NHS
Stockport.

| have enclosed a copy of the information
leaflet which we have produced, but if
you have any queries please either
contact The Alexandra Hospital on 0161
495 6837 or Lisa Wiliams (NHS
Stockport) on 0161 249 4221.

If you require help with transport please
contact the Patient Advice Liaison
Service on 0161 426 5888, who may be

able to help.

Yours sincerely

For and on behalf of

Stockport Primary Care Trust’s
Professional Executive Committee
And Directorate of Public Health
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Important Information for Patients
(Please read before treatment)

Age-related macular degeneration and
treating it

1. What is age-related macular
degeneration?

Age-related macular degeneration (AMD)
usually occurs in people over 50. Itis an
eye condition in which damage to the
central part of the retina (the macula)
results in you gradually losing more and
more of your central vision. The loss of
central vision makes it difficult for you to
see fine detail. You have been referred
for an assessment to see if you have
AMD.

2. Treatments for AMD

If you have AMD you may be suitable for
treatment with a drug containing anti-
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vascular endothelial growth factor (anti-
VEGF). This kind of drug slows the
development of new blood vessels and in
many cases can stop the disease. Some
patients have even reported improved
vision.

Two anti-VEGF drugs are available to
ophthalmologists:

e bevacizumab (Avastin)

e ranibizumab (Lucentis).

3. Using Avastin for treating AMD

A few years ago Avastin gained a license
for the treatment of bowel cancer. A
drug gains a license when it is safe, that
means it will have side effects but that
these are mild or occur infrequently. A
drug will only be considered for a license
if the drug company that makes it asks
the licensing agency to do so.
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Because of the way Avastin works
against cancer some ophthalmologists
thought that it might help in wet AMD and
tried it. When the drug company saw
that Avastin did help in wet AMD they
decided to produce a new drug, very
similar to Avastin, especially for the
treatment of wet AMD. They called this
new drug Lucentis. The drug company
asked the licensing agency to consider
Lucentis but not Avastin for a license for
treatment of wet AMD. So Lucentis has
a license for wet AMD. Avastin does not
have a license for wet AMD as the drug
company have not asked the licensing
agency to consider it for one.

NICE is an agency that looks at whether
new drugs work for the disease they are
to be used for, and if the drug does work
whether the NHS can afford to pay for it.
NICE can only look at whether drugs
work for the disease they have a license
for. So NICE looked at Lucentis for wet
AMD but could not look at Avastin for wet
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AMD. NICE said that Lucentis does
work for wet AMD and that the NHS can
afford to pay for it.

4. Why are we offering you the option
of having Avastin if it is not
licensed?

NHS Stockport estimates that every year
there will be 200 new patients with AMD
who would benefit from treatment.

A Lucentis injection costs considerably
more than an Avastin injection and the
difference in treating 200 patients with
this  condition in  Stockport is
approximately £1 million extra.

As the evidence we do have shows that
the two drugs seem to be equally
effective and equally safe NHS Stockport
feels that Avastin should be used for
treating AMD.
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5. What are the side-effects of
Avastin?

A lot of what is known about the side
effects of Avastin is from its use in bowel
cancer. Some of the side effects in the
bowel cancer patients were serious and
life  threatening such as bowel
perforation, poor wound healing,
bleeding, stroke, heart attack, raised
blood pressure, kidney problems and
heart failure.

These patients not only had cancer but
received a dose of Avastin 400 times
bigger than the dose given to patients
with wet AMD. The cancer patients were
also treated with Avastin more often than
wet AMD patients and in a way (directly
into the blood stream) that meant the
drug spread through out their bodies.
Because of this ophthalmologists think
that the risk of these side effects in
patients with wet AMD is low.
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One study of Lucentis suggests that
patients who have already had a stroke
have a higher risk of having another
stroke if they are treated with higher
doses of Lucentis.

One study of Avastin given intravenously
(directly into the blood stream) found
small rises in blood pressure.

One study of Avastin given intravitreally
(into the eye) found that the patients did
not have a rise in blood pressure or the
other serious side effects seen in the
patients with cancer.

A survey of doctors who injected Avastin
into the eye indicated that 5 out of 5228
patients had had a stroke and 15 out of
5228 had a small rise in blood pressure.

When a drug is given to a large number
of patients a small number of problems
may occur that have no relationship to
the treatment. For example, patients
with diabetes are more likely to have a
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stroke or heart attack than a patient
without diabetes. So if a patient with
diabetes is treated with Avastin has a
stroke it is not known whether the stroke
was caused by the Avastin or whether
the patient would have had the stroke
even if they weren't being treated with
Avastin.

The benefits and risks of using Avastin
for wet AMD are not yet fully known.
Also Avastin does not work for everyone
with wet AMD so your eye disease may
not get better or may even get worse

6. Where will treatment take place?

The NHS will pay for treatment, but it will
take place in private hospitals and
clinics. The doctors giving the treatment
are accredited consultant
ophthalmologists. The treatment will be
to NHS standards and will be exactly the
same as you would get in the NHS,
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including access to NHS complaints
procedures.

7. Choosing whether to have Avastin
or Lucentis

If your consultant decides that you are
suitable for treatment, they will normally
offer to treat you with Avastin, unless:

e they feel that, for clinical reasons, it
will be more effective to treat you
using Lucentis, or

e you specifically want to be treated
with Lucentis.

NHS Stockport staff and the doctors
treating you believe that Avastin is safe
and effective. This is why the hospital
and your consultant will offer to treat you
with Avastin.

However, if you or your consultant
chooses Lucentis, your consultant will
need to tell the PCT this and treatment
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will be arranged in a NHS hospital which
is not The Alexandra. We currently use
Manchester Eye Hospital whose waiting
time (at the end of March 2009) was
approximately 6 weeks.

8. Further questions

If you have questions, please ask your
optometrist or GP. You can also ask your
consultant questions when you see him
or her in the clinic.
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Appendix ii - Revised Letter sent to patients (Dec 09)

NHS
Stockport

8 Floor
Regent House
Heaton Lane
Stockport
SK4 1BS

Tel: 0181 426 5000
Minicom: D161 477 2565

Direct Tel; 0161 249 4221

Fax: 0161 426 5601

Emall: funding requests @@nhasiockport nhs uk
Ref: LAWNOS/EUR

17 December 2009

Dear

Re: Treatment of Age related macular
Degeneration

| understand that you have been referred
with possible Age Related Macular
Degeneration.

We have arranged for The Alexandra
Hospital in Cheadle to contact you to
make an appointment for you to be seen.
They will contact you within 10 days of
the date of this letter. Please note that
your appointment may take several

o Mo, ;
e Q)
U Chairman: Mr M J Greenwood CBE  Chief Executive: Mr R. Popplewell AN e

Professional Executive Committee Chair; Dr D Dawson
www.stockport.nhs.uk
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NHS

Stockport
hours because all the tests are done
before you see the consultant.

The cost of this appointment and any
other necessary treatment associated
with Wet Age Related Macular
Degeneration will be met by NHS
Stockport.

| have enclosed a copy of the information
leaflet which we have produced, but if
you have any queries please either
contact The Alexandra Hospital on 0161
495 6837 or Lisa Wiliams (NHS
Stockport) on 0161 249 4221.

Document Type/Number: Form 5 Version: 1 Date: 29" April 09



Wet Macular Disease Task Group Report — May 2010

NHS

Stockport

Important Information for Patients
(Please read before treatment)

Age-related macular degeneration and
treating it

1.What is age-related macular degeneration?

Age-related macular degeneration (AMD)
usually occurs in people over 50. It is an eye
condition in which damage to the central part
of the retina (the macula) results in you
gradually losing more and more of your
central wvision. However on occasions,
deterioration of vision may be rapid. The loss
of central vision makes it difficult for you to
see fine detail. You have been referred for an
assessment to see if you have AMD.

2. Treatments for AMD

If you have AMD you may be suitable for
treatment with a drug containing anti-
vascular endothelial growth factor (anti-
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NHS

Stockport
VEGF). This kind of drug slows the
development of new blood vessels and in
many cases can stop the disease. Some
patients have even reported improved vision.

Two anti-VEGF drugs are available to
ophthalmologists:

e bevacizumab (Avastin)

e ranibizumab (Lucentis).

3.Using Avastin for treating AMD

A few years ago Avastin gained a license for
the treatment of bowel cancer. A drug gains
a license when it is safe, that means it will
have side effects but that these are mild or
occur infrequently. A drug will only be
considered for a license if the drug company
that makes it asks the licensing agency to do
so. The drug company did not complete the
necessary safety and effectiveness data for
the use of Avastin in treating wet AMD
because it did not plan to secure a licence
from the regulatory authority as it would not
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NHS

Stockport
be commercially viable to do so in a drug

approaching the end of its patent period.

The drug company asked the licensing
agency to consider Lucentis but not Avastin
for a license for treatment of wet AMD.
Lucentis is very similar to Avastin and is in
fact a quarter sized fragment of the Avastin
molecule. So Lucentis has a license for wet
AMD. Avastin does not have a license for
wet AMD as the drug company have not
asked the licensing agency to consider it for
one.

NICE 1is an agency that looks at whether new
drugs work for the disease they are to be used
for, and if the drug does work whether the
NHS can afford to pay for it. NICE can only
look at whether drugs work for the disease
they have a license for. So NICE looked at
Lucentis for wet AMD but could not look at
Avastin for wet AMD. NICE said that
Lucentis does work for wet AMD and that
the NHS can afford to pay for it.
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NHS

Stockport
The use of licensed drugs for other purposes

is widespread in medicine.

4. Why are we offering you the option of
having Avastin if it is not licensed?

NHS Stockport estimates that every year
there will be 200 new patients with AMD
who would benefit from treatment.

A Lucentis injection costs considerably more
than an Avastin injection and the difference
in treating 200 patients with this condition in
Stockport is approximately £1 million extra.

The evidence for the safety and efficacy of
Lucentis is derived from large-scale
randomised controlled trials whereas the
evidence for Avastin is limited largely to
case study series. This has led the Royal
College of Ophthalmologists to advise that
the safety of Lucentis is better evidenced...
However, whilst there is more evidence
about Lucentis than about Avastin there i1s
evidence for both and the evidence we have
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Stockport
does not show either drug to be more or less

effective and safe than the other. Studies are
now under way comparing the two and until
these studies have been completed it will not
be possible to say whether either of the drugs
is better than the other. NHS Stockport feels
that until these studies are available Avastin
should be used for treating AMD.

5.What are the side-effects of Avastin?

A lot of what is known about the side effects
of Avastin is from its use in bowel cancer.
Some of the side effects in the bowel cancer
patients were serious and life threatening
such as bowel perforation, poor wound
healing, bleeding, stroke, heart attack, raised
blood pressure, kidney problems and heart
failure.

These patients not only had cancer but
received a dose of Avastin 400 times bigger
than the dose given to patients with wet
AMD. The cancer patients were also treated
with Avastin more often than wet AMD
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NHS'

Stockport
patients and in a way (directly into the blood

stream) that meant the drug spread through
out their bodies. Because of this
ophthalmologists think that the risk of these
side effects in patients with wet AMD is low.

One study of Lucentis suggests that patients
who have already had a stroke have a higher
risk of having another stroke if they are
treated with higher doses of Lucentis.

One study of Avastin given intravenously
(directly into the blood stream) found small
rises in blood pressure.

One study of Avastin given intravitreally
(into the eye) found that the patients did not
have a rise in blood pressure or the other
serious side effects seen in the patients with
cancer.

A survey of doctors who injected Avastin
into the eye indicated that 5 out of 5228
patients had had a stroke and 15 out of 5223
had a small rise in blood pressure. These are
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NHS

Stockport
no greater than might have been expected by

chance from background figures

There 1s no evidence at present of a higher
risk of stroke with Avastin than with
Lucentis.

When a drug is given to a large number of
patients a small number of problems may
occur that have no relationship to the
treatment. For example, patients with
diabetes are more likely to have a stroke or
heart attack than a patient without diabetes.
So if a patient with diabetes is treated with
Avastin has a stroke it 1s not known whether
the stroke was caused by the Avastin or
whether the patient would have had the
stroke even if they weren’t being treated with
Avastin.

The benefits and risks of using Avastin or
Lucentis for wet AMD are not yet fully
known. Also Avastin and Lucentis do not
work for everyone with wet AMD so your
eye disease may not get better or may even
get worse
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NHS'

Stockport
6.Where will Avastin treatment take place?

Stockport NHS Foundation Trust (Stepping
Hill Hospital) do not offer treatments for wet
AMD. The NHS will pay for your Avastin
treatment, but it will take place in private
hospitals and clinics. The doctors giving the
treatment are  accredited  consultant
ophthalmologists. The treatment will be to
NHS standards and will be exactly the same
as you would get in the NHS, including
access to NHS complaints procedures.

7.Choosing whether to have Avastin or
Lucentis

If your consultant decides that you are
suitable for treatment, they will normally
offer to treat you with Avastin, unless:

e they feel that, for clinical reasons, it will
be more effective to treat you using
Lucentis, or

e you specifically want to be treated with
Lucentis.
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Stockport
NHS Stockport staff and the doctors treating

you believe that Avastin is safe and effective.
This is why the hospital and your consultant
will offer to treat you with Avastin.

However, if you or your consultant chooses
Lucentis, your consultant will need to tell the
PCT this and will write to the Manchester
Eye Hospital, asking them to send you an
appointment. Lucentis treatment 1is not
available at the Alexandra Hospital. You may
have to wait to been seen at the Manchester
Eye Hospital whose waiting time (at the end
of March 2009) was approximately 6 weeks.

If you are already clear, even before talking
to the consultant, that you would prefer to go
to the Manchester Eye Hospital and have
Lucentis please let us know. We can then
cancel your referral to the Alexandra and
refer you directly to Manchester.

8 Further information

Your first appointment at either the
Alexandra hospital or the Manchester eye
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Stockport
hospital may take several hours because all
the tests are done before you see the
consultant.

If you require transport to the hospital, please
contact Patient Advice and Liaison Service

(PALS) on 0161 426 5888 who may be able
to help.

If your eyes are not suitable for this
treatment, your consultant will refer you to
another service that can help

9 Any questions?

If you have questions, please ask your
optometrist or GP. You can also ask your
consultant questions when you see him or her
in the clinic.
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Stockport
If you require help with transport please
contact the Patient Advice Liaison
Service on 0161 426 5888, who may be

able to help.

Yours sincerely

For and on behalf of

Stockport Primary Care Trust's
Professional Executive Committee
And Directorate of Public Health
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Appendix iii - Wet AMD Patient Questionnaire Findings

Wet AMD patient questionnaire findings

295 guestionnaires were sent out and 187 (63.4%) completed questionnaires were returned.

Please tell us who first referred you to the service.

Stockport NHS Foundation Trust 67
Optometrist/optician 86
GP 22
Other 7
Left blank 5
TOTAL 187

Did you feel that you received enough information before your
appointment at the Alexandra Hospital for initial assessment and

diagnosis?

180
162 (86.6%)

160

140

120

100

80

Number of patients

60

40

16 (8.6%)

20

8 (4.3%)

I

1 (0.5%)

Yes

No

Blank

N/A

| f finod what further

i nformati on

woul d have

If they could have told me if my sight would improve, stay as it was, or going blind.

More information on treatment and what to expect
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I did not receive an initial appointment and had to chase this up following a call form
the consultants secretary asking which consultant | was booked in for as she had
only received part information from NHS contracts. | had to make several calls in
order to get my first appointment.

| was told nothing. So any information would have been welcome.
Not sufficient information about the injections
More information re the result of not having the injections

It all happened so fast, | was given information to read stating that | might go blind
with the treatment or be worse afterwards, which was very distressing to say the
least.

What Macular degeneration actually was and what would treatment be. Explained
more fully at the Alex.

Letters informing me of appointments made at Alexandra Hospital. No details of why
two separate appointments were necessary. | rang the hospital to get necessary
explanation.

Could have been told how many injections needed, and length of time between each
one.

I did not know | had been referred to Alexandra Hospital until | received my first
appointment.

If you had injections for wet AMD please tell us where you had your
treatment

Other
1

Manchester Eye Hospital
8

Alexandra Hospital
141

In total 153 of the 187 patients who returned a questionnaire had injections for their wet AMD.
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Following diagnosis did you feel the PCT gave you enough information
about the choice of drugs available and the treatment options?

140

86.9%

120 -

100 +

80 -

Number of patients

60

40 +

20 A

9.2%

- —

no blank

Following diagnosis did you feel the doctor treating you gave you
enough information about the choice of drugs available and the
treatment options?

140

77.8%
120 -

100 -+

80 -

60

Number of patients

40

15.0%

= -:

no blank

20 A

Document Type/Number: Form 5 Version: 1 Date: 29" April 09



Wet Macular Disease Task Group Report — May 2010

If no please tell us how we could improve this

Never given the impression that | could make a choice of treatment - merely advised
that this is what we do since we believe Avastin gives just as good results as
Lucentis

Would have liked to have had a choice of drugs and to know more about the drug
Meeting at Beckwith not enough information - left a little confused and frightened
Written details would help

Tell people both verbally and in writing.

Very hurried appointment

| personally feel that to describe the procedure would make it sound far worse than it
actually is. Regarding drugs etc, we were not given a choice.

It seemed to be assumed that Avastin would be employed, can it really equal
Lucentis, which now licensed, is the drug of choice in many areas.

How satisfied were you with the information you were given by the
hospital before your treatment?

Treating How satisfied were you with the information given TOTAL
hospital before treatment?
Excellent Good Average Poor Blank
Alexandra 74 53 9 5 0 141
Hospital
Stepping Hill 1 0 0 0 0 1
Hospital
Manchester 4 1 0 1 1 7
Eye Hospital
Blank 3 0 0 0 1 4
Total 82 54 9 6 2 153
(53.6%) (35.3%) (5.9%) (3.9%) | (1.3%)

Please tell us if there was any other information that you would have found useful.

I would like to know the cost per individual treatment. Why should the NHS spend
such large amounts of money on an old codger like me when there are much greater
priorities?

A discussion rather than a sheaf of papers

A more details explanation of Lucentis and Avastin
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It would have been helpful to know that there could be severe discomfort for days
after the injection, not having been told it was worrying on the first occasion.
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Please tell us about your experience whilst being treated at the hospital

Treating How was your experience whilst being treated at the | TOTAL
hospital hospital?
Excellent Good Average Poor Blank
Alexandra 97 37 3 4 0 141
Hospital
Stepping Hill 1 0 0 0 0 1
Hospital
Manchester 6 0 0 0 1 7
Eye Hospital
Blank 2 1 0 0 1 4
Total 106 38 3 4 2 153
(69.3%) (24.8%) (2.0%) (2.6%) | (1.3%)

Please add any further comments below

Met ward sister who ran through what would happen. Then given tea and biscuits.
Appointments were block booked and | waited 4 hours for treatment

Main reception staff got me mixed up with another person of the same surname
despite me presenting my appointment letter. This confusion led to considerable
waiting time for me prior to my treatment.

Nurses at Manchester Eye Hospital were a little rude. One in particular called your
name in the waiting room and then walked off down the corridor without you leaving
you looking for an open door to enter.

There were 2 or 3 times when we waited for over 2 hours before going to the
operating area. It felt as though the full list had been called for 2pm instead of being
staggered.

There was no difference in the way | was treated as an NHS patient to being a
private patient. The staff were very nice and very efficient considering the number of
patients being treated. | have great admiration for Mr Yodaiken and consider myself
very lucky to have him for my consultant.

It was dreadful at first, long waits to get treatment. Over bookings, sometimes double
bookings, where | waited 6 hours. Couldn't get hold of person at Alex who sorted
appointment, she was always at meetings etc. It was all extremely frustrating.

Inconsiderate appointments for consultations - very costly to make two journeys or 3
to 4 hours wait at hospital and long delays for injection treatment - two patients
booked at the same time.
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How would you rate the care you received from the hospital after your
treatment?

Treating How would you rate the care you received from the | TOTAL
hospital hospital after your treatment?
Excellent Good Average Poor Blank
Alexandra 83 44 7 1 6 141
Hospital
Stepping Hill 0 1 0 0 0 1
Hospital
Manchester 5 2 0 0 0 7
Eye Hospital
Blank 2 1 0 0 1 4
Total 90 48 7 1 7 153
(58.8%) (31.4%) (4.6%) (0.7%) | (4.6%)

Did you have any problems getting to your appointments? If so please
tell us why?

Inconvenience of public transport and expense of taxis

Continually given two appointments hours apart on same day despite advising
problems of a 79 year old 24/7 carer. Timing always improved after pleading on the
phone but situation repeated each and every time even though | asked for the
position to be recorded.

Each time | go it costs £20 return. | then negotiated a price with taxi driver myself so
he will wait for me. My next appointment is 6.30. | go first at 10.30 am. | have
photos taken. Go back same day at 6.30 which is not very convenient.

Unable to drive, had to rely on friends and relatives, or take a taxi, which is very
expensive

There is a several hours wait in between appointments, have problems with hearing
and being there a long time alone can be stressful. The booking of appointments
often not very helpful.

Could not drive, no public services, taxi very expensive - good neighbour helped
when possible.

I live a few miles away and have no transport and cannot use buses. Use local
people called Christian Care.

Consider transport for OAP's travelling long distances

| suffer from COPD and have a disabled parking badge but | can rarely find a
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disabled parking space.

Parking problems at Manchester Eye Hospital. | had to park a long way from the
entrance and the entrance was not clearly marked.

| had to take 2 buses and a taxi home.

I have to rely on an escort each time to accompany me.

Had to get train and taxi for early appointments

Had to use taxis

Had to use expensive taxis due to the fact | could not drive after the treatment

Because of the expense of taxis, we now take the bus, but having to attend twice in
one day is rather taxing.

Yes - needed transport as | have had a stroke and couldn't get there very easily.

Yes - non car driver - very difficult to use public transport, taxi costs are over £22
return.

I live in Mellor near Marple, and have 3 buses to catch, my first doesn’t start running
till 20am.

Yes, | need an ambulance but ambulance not available after 2pm and 1st
appointment was 3pm

| am wheelchair dependent and my carer had no proper parking space to be able to
drop me off before then going to find a parking space. She only just got back before
my appointment. Warning needs to be given to allow extra time for wheelchair users.

The only problem was transport as we have to get 3 buses and told by own GP not
gualified for ambulance.

| do need transport and a carer to get to my appointments. Usually by taxi arranged
by social services, but there have been some problems at times e.g. taxi not turning
up and had had to arrange and pay for taxi myself.

Taxi cost £20 each visit.
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Please tell us how long after you were referred to the hospital you

waited until your first injection.

Treating How long did you wait until your first injection TOTAL
hospital (weeks)?
1-3 4-6 7-9 10-12 >12 Blank
weeks
Alexandra 68 48 11 5 1 8 141
Hospital
Stepping 1 0 0 0 0 0 1
Hill Hospital
Manchester 4 2 1 0 0 0 7
Eye Hospital
Blank 3 0 0 0 0 1 4
Total 76 50 12 5 1 9 153
(49.7%) | (32.7%) | (7.8%) | (3.3%) | (0.7%) | (5.9%)
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If you did not have injections for your condition were you happy with
the explanation given by the doctor?

30

27
(87.1%)

25

20

15

Number of patients

10

(9.7%)

(3.2%)

yes no blank

If you did not have injections for your condition, please tick if you were
offered any of the following?

Low vision clinic 5
Referral for a different treatment 9

Other 4
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Is there anything else you would like to tell us about your treatment or
do you have nay suggestions of ways that we can improve the service?

| wasn’t given a further appointment and when my daughter contacted the tel number
on the letter stating the first appointment times | was told to ring the doctors
secretary. She was away for 2 weeks and nobody else could help!

Extremely happy with service received from Mr M Jodaiken and Mr R Hildred and all
the staff at the Alexandra

Very efficient but drops for eyes made them very sore

Service and care at the Alex very good apart from appointment difficulties. Having
had 4 session of injections which have improved my vision | am having difficulties
getting further injections authorised despite submissions by my consultant.

It would have been much more convenient to have had the treatment at stepping Hill
(due to transport problems

I have nothing but praise for everyone involved in my treatment. | am particularly
grateful to the Primary Care Trust because | am aware of how much the injections
cost and | want to say a very big thank you.

| feel that on the whole the service is very good and | have no serious complaints.
The problems | experienced were irritations and problems of administration.
Otherwise very good and would like to see a breakdown of cost of treatment - or
event just one figure of total cost per treatment.

More information should be made available earlier.
By using Manchester Royal instead of the Alexandra

The treatment was excellent, the only problem was that the appointment system was
not working properly; consequently | was late in being given appointments for my
third injection. | was not called for my two-monthly check-up until after about 7/8
months.

Some times put in rooms too small for the amount of people, 1st visit no privacy
everybody could hear all personal details, but getting better now.

Sometimes appointments were an hour or so apart and it would have been helpful if
my appointments could have been closer together on the same day. The
appointment staff did their best to help.

More realistic appointment times, appointment 2.15pm, received treatment about
5pm

The appointment system at the Alexandra isn’t very good. You may have an
appointment at 1.30pm but if you are way down on the list it could be 2 or 3 hours
before you get your injection. Also on the day you have an eye scan and then
consultation. One appointment can be 10.30am and the other 3.30pm or later. A
long time to wait around.

Waiting times are far too long, not enough doctors etc for all the people, so hours are
spent waiting.

Lack of communication

| would appreciate a follow up visit to Mr Yodaiken at the Alexandra after my 12
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months of no visits in Nov 2009. | was discharged in November 2008.

My consultant is at the Alex on 3 days. If there is a problem and he is not available
to contact | go back to Stepping Hill for help and advice but it isn't clear what to do.
Are we still Stepping Hill patients as well as Alex patients?

More thought into the timing of consultations on the days 2 are arranged. More
realistic numbers of patients that can be treated in the timescale for injections.

Hospital literature suggests that treatment for WMD should be immediate (within 3
weeks) the delay in my case could prove detrimental.

Be given a further appointment on the treatment day so that a carer can be found for
the next appointment. Or info given as to when | will be notified of next appointment.

Cut the waiting times between having eyes autographed and seeing the doctor.

| feel that | was not given any freedom to choose alternative treatment (Lucentis)
despite initial information from PCT. Any mention of Lucentis brushed aside. Is this
because its expensive.

Too many people given same appointment time. Twice | was there 4 hours, 3 hours
just waiting. When they wanted me to be there for 8am | said that was impossible,
9.30am was the earliest. That time | was only there one hour as there were only 2
people before me. These 3 times were when | had the injection. The visit for the
photograph and next time to see Mr Turner was not too long to wait.

Re train your staff to know the difference between wet AMD and a macular hole.

Satisfied that received a professional explanation which has accepted but unhappy
that nothing could be done. Started with this 5 years ago and is sorry that the NHS
didn't have better procedures at that time. It took 2 weeks to get a picture of one eye.
Had it in both but the professionals only took a picture of one!
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Appendix iv - Stockport PCT Survey Results on Wet AMD

Patient views on choice

Methods

Contact details for the last twenty patients who had received Avastin were
obtained. | used this group as they would have only recently started treatment
and were more likely to have the process fresh in their minds

Twelve patients were contacted over the phone and asked the following:

1 I am ringing from Stockport PCT to ask you about the treatment you

had recently at the Alexandra hospital for your eyes. Are you happy for me to
ask you some guestions about your treatment now?

2 ‘Do you remember receiving a letter in large print from the PCT?

3 If yes, ‘did that letter offer you a choice about your treatment?’

4 If yes, ‘what was the choice if offered?

5 Did your consultant at the Alexandra hospital talk to you about the two

different drugs used to treat this condition?’
If yes, ‘what did he say?’

»

Results:

Patient's responses are numbered 1-12.

2 Ten patients remember the letter they received from the PCT and four
answered yes that it had offered them choice. One went fo get the letter and

read from it (6). These are the other comments expressed.

‘It mentioned 2 types. One was more expensive than you were prepared fo
countenance. (1)

‘Choice of drugs and choice of the Alexandra or Manchester'. (2)

‘It did say something about the alternafive drug’. (3)

I didn’t think it offered choice’ (8)

T know all about Lucentis and Avastin. Lucentis is far more expensive. (9)
"The letter explained what the treatment was' (10}

'As | understand it pointed out that Avensis was being pushed forward
because it seemed fo do the job. If wasn't a registered one. But if | or my
doctar wanted | could go fo the eye hospital and have the other' (11)

5 Six patients said that their consultant spoke to them.

‘But he did know | had read the information and knew | comprehended it. You

made it clear that if Lucentis is required if would mean going to the eye
hospital. The drug | am receiving is as likely to be useful for my eyes as the
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more expensive alternative. It is certainly more convenient to get fo the
Alexandra for me’ (1)

‘Spoke about what drug he was going fo use’ (2)

‘He was using Avastin and there wasn’t enough folfow up data on either of
them, but he was happy fto use it and [ was happy’ (3)

‘Using the one beginning with ‘A’, very happy with it’ (4)

I know all about it. One is more expensive and probably better than the other.
| get the lesser one — maybe because | am an NHS patient’ (3)

Mr Y believes in Avastin. It does as good a job as Lucentis.' (9)

"The one | have been treated with, that was the one they normally used’ (10)
‘He didn’t mention the other one’ (11)

Y asked ‘what kind of a drug are you giving me' and he replied Avastin (12)

There were many positive comments about the service quality & its
convenience and no negative comments expressed to me.

Summary

If you look at the numbered comments above you will see that 10 patients
expressed some understanding of the different choices. One of the eight
patients (8) said ‘I didn't think it offered choice’. One lady was unwell at the
time of calling and answered only yes/no. (7}

Dr Vicci Owen-Smith
March 2009
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