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Welcome
Welcome to the first issue of 
AL amyloidosis Matters which
will be published three times 
a year by Myeloma UK. 
We have had a newsletter for 
AL amyloidosis planned for
some time and I’m delighted 
we are launching this first issue
to coincide with our annual 
AL amyloidosis Infoday. 
I hope you will find the 
features, articles and stories
both interesting and informative.
If you want to see a particular
topic covered or you would 
like to provide a patient or carer
experience, please let us know.
To subscribe to AL amyloidosis
Matters contact Nicola Ewart on
+44 (0)131 557 3332 or
nicola.ewart@myeloma.org.uk
Please spread the word about
the Newsletter. If you would like
extra copies to give to other
patients you may know, to leave
at the hospital or to give to your
doctor, contact Nicola. 
Otherwise, encourage them 
to visit our website where they 
can subscribe. We will also be
launching an online hub for 
AL amyloidosis on our website,
alongside a discussion forum
and an e-bulletin very shortly. 
Eric Low OBE
Chief Executive, Myeloma UK
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AL amyloidosis 
Patient and Family 
Infoday
Myeloma UK is hosting its annual  
AL amyloidosis Patient and Family
Infoday on 7 September 2012 at The
Institute of Physics, London. 

The day will feature talks from some 
of the country’s leading experts on 
AL amyloidosis. 

It will also provide an opportunity to
learn more about AL amyloidosis,
current and future treatments and a
chance to meet up with others in a
similar situation. 

Slides from the day will be available on
the Myeloma UK website very soon.

Issue 1 Autumn 2012

ANY QUESTIONS?
Call our Myeloma UK Infoline 
on 0800 980 3332 or 
1800 937 773 from Ireland
www.myeloma.org.uk/amyloidosis

Dr Julian Gillmore, Senior Lecturer and Honorary Consultant Nephrologist (left) and
Prof Philip Hawkins Prof of Medicine & Clinical Director (right) both from the National
Amyloidosis Centre, Royal Free Hospital, London
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RESEARCH 

‘Alchemy’ goes from strength to strength
Results from the UK Alchemy study presented at the XIIIth International Conference
on Amyloidosis in May this year continue to demonstrate the importance of early
monitoring of patients during their initial treatment. The researchers recommended
patients be switched to another treatment if an adequate response had not been
achieved after three cycles of initial treatment. This has already led to significant
changes to clinical practice in the UK. Further results focusing on quality of life are
expected soon. 

TREATMENT

Patients benefit from Revlimid®-containing treatment 
combination 
The treatment combination of cyclophosphamide, Revlimid and low-dose
dexamethasone (CRd) is effective for both previously untreated and treated 
AL amyloidosis patients. The paper published in the prestigious journal Blood
showed a 77% overall response rate for CRd including patients with advanced
stage heart involvement. Studies are now continuing with larger numbers 
of patients.

TREATMENT 

Subcutaneous injection of Velcade® is effective in AL amyloidosis
Findings from a study performed at the National Amyloidosis Centre, London,
suggest that Velcade injected subcutaneously (under the skin) is just as effective 
as the conventional way of injecting Velcade intravenously (into a vein) for 
AL amyloidosis. Subcutaneous injection of Velcade is more convenient and
importantly reduces the risk of side-effects such as peripheral neuropathy. 
More studies will be carried out soon to include elderly patients and those with
cardiac amyloidosis.

RESEARCH

MLN 9708 – a promising new treatment for AL amyloidosis 
The first orally available proteasome inhibitor, MLN 9708, which works in a 
similar way to Velcade, appears to be effective in relapsed and/or refractory 
AL amyloidosis patients, an international study suggests. Data presented at the
recent XIIIth International Conference on Amyloidosis from a Phase I study showed
an overall response rate of 88% with few side-effects. Further studies are now
ongoing with more patients.

NEWS

AL amyloidosis expert moves north
AL amyloidosis patients living in North West England are benefiting from the 
arrival of Dr Simon Gibbs, Consultant Haematologist, to the Manchester Royal
Infirmary. Dr Gibbs, who until recently was based at the National Amyloidosis
Centre, London, is setting up the first clinic dedicated to AL amyloidosis patients
outside of London. Find out more on page 6.

AL amyloidosis
Matters
For feedback,  comments 
and questions about 
AL amyloidosis Matters
contact Sue Perkins:
+44 (0)131 557 3332 
sue.perkins@myeloma.org.uk
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Medicalmatters

AL AMYLOIDOSIS AND
THE KIDNEY

Amyloidosis affecting the
kidney (renal amyloidosis)
is a common complication
in AL amyloidosis and can
affect up to 50% of
patients at some point
during the course of their
AL amyloidosis.

This article aims to help
you understand more
about renal amyloidosis
and how it can be treated
and managed.

Maggie Lai
Senior Research 
and Clinical 
Information
Specialist 
Myeloma UK

• Most people have two
kidneys

• Each kidney contains
over a million filtering
units called nephrons

• Nephrons remove waste
products such as urine

• The kidneys keep the
body’s water and mineral
content in balance

• A healthy adult produces
approximately two litres
of urine a day

• The kidneys make
various hormones to
help control blood
pressure, produce red
blood cells and keep
bones healthy

HOW DOES RENAL AMYLOIDOSIS
OCCUR?

Renal amyloidosis occurs when
the abnormal amyloid protein gets
deposited in the kidneys, causing
damage and stopping the kidneys
from functioning properly. 

In particular, the abnormal amyloid
proteins appear to target the
specialised filtering units, the
nephrons, preventing them from
removing waste products such as
urea and excess fluid from the
body.

WHAT ARE THE SYMPTOMS OF
RENAL AMYLOIDOSIS

The body can tolerate a substantial
reduction in kidney function before
symptoms and complications
occur. This means that for many
patients, renal amyloidosis can
cause a significant degree of
kidney damage before it is picked
up. This may be one reason why
diagnosis is sometimes delayed.

If the kidneys continue to lose
function, symptoms will become
apparent and without intervention,
kidney failure will eventually occur.
These symptoms include:

• Swollen ankles, hands and feet
as a result of fluid retention

• Shortness of breath

• Tiredness

• A reduction in the volume of
urine

• Blood or protein in your urine

KIDNEYS IN
60 SECONDS

HOW IS RENAL AMYLOIDOSIS DIAGNOSED?

Kidney damage can be detected through
routine blood tests by measuring the levels of
two substances, creatinine and blood urea
nitrogen. Levels of both rise above the normal
range if the kidneys are damaged. A kidney
biopsy is also usually required. Confirmation
that amyloid is present in the biopsy is made
using a stain called congo-red. 

IS THERE ANY TREATMENT?

There is no actual treatment for renal
amyloidosis but treatment of the AL
amyloidosis itself stops further production of
the abnormal amyloid protein and prevents
further damage. 

There is evidence if treatment has
successfully controlled the AL amyloidosis
that some amyloid deposits may begin to
slowly disperse and improve kidney function.
However, if renal amyloidosis results in kidney
failure, kidney dialysis may be needed. 

In more severe cases and if the patient’s heart
is also affected by the amyloidosis, a kidney
transplant may be the only option. Although
this can be very successful in some recipients
unfortunately, the amyloidosis will ultimately
recur in the donor kidney.

WHAT DOES THE FUTURE HOLD?
Researchers are working to find a way of
stopping the deposition of amyloid.
Eliminating a blood protein called serum
amyloid P component (SAP) appears to be
key as it plays a role in cementing the
amyloid deposits. Studies show removing
SAP not only prevents new deposits from
forming but can also effectively shrink
existing deposits. Treatments are currently
being developed which specifically target
SAP. For patients with renal amyloidosis,
early diagnosis remains the most important
factor so that conventional AL amyloidosis
treatment can be started as soon as
possible.

ANY QUESTIONS?
Call our Myeloma UK Infoline 
on 0800 980 3332 or 
1800 937 773 from Ireland
www.myeloma.org.uk/amyloidosis
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Patient
experience
After several months of nephrology and respiratory investigations, Malvyn Benjamin was
eventually diagnosed with AL amyloidosis. Here he describes his experience of the
condition and its treatment. 
I was diagnosed with AL amyloidosis in June 2010 at
the age of 73. The sequence of events was interesting.
I had been attending the hospital for many months,
seeing consultants in the nephrology and respiratory
departments, unfortunately to no effect.

For several months my
ability to walk long
distances had been
impaired by extreme
breathlessness: on a
journey of 10 to 15 minutes’
duration I would have to
stop 20 or 30 times to
catch my breath. At one point, after such a walk, 
I collapsed in a synagogue—which was actually a
good place to collapse, as I was surrounded by 
many doctors.

After routine blood and urine tests at my GP surgery,
my GP telephoned to say that she had spotted
something and made an urgent appointment at the
haematology department at my local hospital.

There, I was put through a battery of tests and was
told my results would be sent to the National
Amyloidosis Centre (NAC) for examination. Of course, I
had never heard of AL amyloidosis. Before going to the
NAC, I had a bone marrow test—not the most
pleasant experience—and later, at the NAC, I had
various other tests, including an electrocardiogram and
a full body scan. 

When the results of the tests and scan came through 
I was told by the doctor at the NAC that I had AL
amyloidosis and that if I did not receive treatment for 
it I would not last beyond the end of the year.

My condition involves amyloid deposits in my kidneys,
which were working at 20% of the normal rate, and in
my heart. The heart wall was thickened and it is this
that causes my breathlessness. There are also amyloid
deposits in my liver. When I went back to the
haematology department, the consultant prescribed a
regimen of pills for me to take. I was taking between 20

and 30 pills a day. My wonderful daughters – I have
five – drew up a daily schedule for me with a cabinet
into which the pills were placed for me to take daily. 
This continued for several months, but it became
apparent both to me and to my doctors that the pills

were not having the desired
effect. Eventually, in October
2010, it was decided that 
I should have an intensive
course of treatment with
Velcade (bortezomib).

I cannot say that I have taken
easily to the Velcade. I

generally feel pretty rotten after it has been administered
and it leaves me totally exhausted. I have lost my
appetite and have the greatest difficulty in sleeping. 
I may sleep for an hour or two but then be awake for 
the rest of the night. I have become an expert on the
BBC World Service, to which I listen while others sleep.

In November 2010 one of my daughters got married.
There was considerable doubt among my family and
friends as to whether I would actually make it to the
wedding. It was agreed that my treatment should be
arranged so that I could take a week off for the
wedding, but to no avail; in the event, it was scheduled
for the wedding day. However, I managed to put it off,
so I was present when my daughter got married. It was
a tremendous lift for me, and this feeling lasted for some
time. The lesson I drew from it is that it is always a
bonus to have something to aim for outside the medical
situation and the wedding sustained me. 

I have now completed five cycles of Velcade. I am told
there has been a dramatic improvement in my condition
and it has been decided to bring the Velcade to an end.
Hopefully my AL amyloidosis will stabilise. If it does not,
other options will be considered.

I have every confidence in my haematologist and new
nephrologist. I also have a truly wonderful nurse. I see
the haematologist every four or five weeks and the
nephrologist every two months. I also have checks

I AM JUST ONE PATIENT. OTHERS
MAY HAVE DIFFERENT EXPERIENCES,
BUT WE ALL HAVE ONE FACTOR IN
COMMON: THERE IS NO CURE FOR 
AL AMYLOIDOSIS.”

“
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every six months at the NAC. I guess it will be some
time before I cease to have these appointments.
However, since I stopped Velcade, I no longer have to
suffer the very unpleasant side-effects of diarrhoea 
and constipation. Indeed, there has been a real
improvement in my quality of life so that I am now 
able to sleep through the night and my appetite has
returned. I can walk further than before and the
breathlessness, although still present, is no longer 
the issue that it was before I was diagnosed and 
before treatment.

When I was originally diagnosed, my family faced 
the real possibility of losing a husband and father. 
Naturally, stress levels increased for all of us. I think 
we all decided to live every day as it comes, not least
because the alternative—to concentrate on my
imminent mortality—was not to be contemplated. 
I myself certainly resolved to put that to the back of 
my mind. 

I am grateful to my GP, who set the process in motion;
she is a compassionate and caring doctor. I consider
myself very fortunate, despite all the anguish my
condition has caused. Had this happened 15 or 20
years ago I would not have been around to tell the tale.
It is also a happy coincidence that the NAC is located

Based on an article from the BMJ published 16 November 2011
BMJ 2011;343:d6326 doi: 10.1136/bmj.d6326 © BMJ Publishing Group Ltd 2011

in my local hospital, the Royal Free Hospital in London.

For all that, I do still harbour a strong resentment that
so many healthcare professionals seem completely
ignorant of AL amyloidosis. I accept that it is a relatively
rare condition, with only 500 – 600 new cases
diagnosed in the UK each year; however, the condition
is almost certainly under diagnosed. My concern is that
it simply never occurred to the consultants in the
nephrology and respiratory departments to consider
the possibility of AL amyloidosis. It just was not on their
radar. Indeed, the nephrology consultant said he did
not understand why my kidney function was declining
and said, “I will see you in a year.” My response was
that I could be dead in a year! My respiratory
consultant suggested I had a lung function test and the
result was normal. Once again an alternative cause
was never considered. 

I am just one patient. Others may have different
experiences, but we all have one factor in common:
there is no cure for AL amyloidosis. It is potentially fatal.
But research is currently being undertaken to try to find
a cure. I hope and pray that it will not be too late for
me. In the meantime, however, the doctors manage
the condition, so far with a fair degree of success. 
They are a very devoted and committed group. 

AL amy news V15_Layout 2  04/09/2012  15:06  Page 5



WHERE DID YOUR INTEREST IN 
AL AMYLOIDOSIS COME FROM?

I trained as a haematologist in
Melbourne under Prof Miles Prince,
one of Australia’s leading myeloma
experts, at the Peter MacCallum
Cancer Centre. While there, I saw
several patients with amyloidosis
and was struck by its complexity. It
occurred to me that we needed
greater understanding of the
condition and to start working in
collaboration with colleagues from
other medical disciplines, and most
importantly, to find more effective
treatments for patients with fewer
side-effects. I saw these challenges
as a great incentive to pursue in my
career as a haematologist.

I completed my final year of
haematology training in Cambridge,
before embarking on an MD at the
NAC in London. I moved to the
Manchester Royal Infirmary earlier
this year to take up a consultant
post as the Myeloma and
Amyloidosis Lead. 

HOW DID YOU DETERMINE THE
NEED FOR A CLINIC OUTSIDE OF
LONDON?

There were a number of different
reasons for setting up the clinic.
Clinicians at the NAC had long
recognised that there was a need
for greater support to be available
to patients outside of London area.

Dr Cathy Williams, Consultant
Haematologist at City Hospital,
Nottingham, spoke at a UK
Amyloidosis Network meeting
several years ago about the fact
that 20% of her patients were too
unwell at the time of diagnosis to
travel to London for an SAP scan
and consultation at the NAC. 

This fact is supported by the
Alchemy study, funded by Myeloma
UK, which found that up to 50% of
patients were not well enough to
travel to the NAC during their
chemotherapy for their three month
review. In addition, for patients who
live a long way from the NAC with
stable disease, there was a hope

LEADING
VOICES
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In this article, AL amyloidosis Matters interviews 
Dr Simon Gibbs, a Consultant Haematologist at
Manchester Royal Infirmary, who has a special
interest in AL amyloidosis. Dr Gibbs has recently 
set up the Greater Manchester Amyloidosis Clinic,
which operates in collaboration with the National
Amyloidosis Centre (NAC) in London. 
In this interview we ask him some questions about
the clinic.

that they could travel to London less
frequently if good local specialist
care was available.

Taking these factors into account,
the NAC conceived a “hub and
spoke” model of care for amyloidosis
patients. This has the NAC as the
“hub”, or central point of care for AL
amyloidosis patients, alongside local
“spokes”, such as the Manchester
Royal Infirmary, with local experts
working in collaboration with the
NAC to provide additional aspects 
of treatment and care. 

Importantly, diagnostic work-up for
most patients will continue to be
conducted at the NAC including
counselling, education and
enrolment in any clinical studies.  

However, if patients are not well
enough to travel to the NAC, we 
can make the initial assessment in
the local clinic and prescribe
appropriate chemotherapy and
supportive treatment until the patient
is well enough to travel to London for
a more in-depth assessment. 
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“ WE NEED GREATER UNDERSTANDING 
OF AL AMYLOIDOSIS, COLLABORATIVE 
WORKING BETWEEN CLINICIANS AND 
MORE EFFECTIVE TREATMENTS FOR 
PATIENTS WITH FEWER SIDE-EFFECTS.”

“The new Manchester AL
amyloidosis clinic brings an
important extra layer of care and
support for AL amyloidosis
patients in the North West of the
country, many of whom are
benefiting from it already. We
hope this is the start of many
more such clinics throughout the
country so that other patients
can get the support they need.”

Sue Perkins
Service Development Manager
Myeloma UK

AUTUMN 2012  AL amyloidosis Matters l 7

In the next issue of 
AL amyloidosis Matters, 
Dr Gibbs talks about 
AL amyloidosis treatment,
management and future
developments in treatment.

FOR MORE INFORMATION
If you would like to contact 
Dr Gibbs about his clinic
Email: Simon.Gibbs@cmft.nhs.uk

There is a fairly large population of
AL amyloidosis patients in the
Greater Manchester area, and with
my moving here, it seemed
appropriate to establish the first of
these “spoke” clinics at the
Manchester Royal Infirmary. 

WHAT DID YOU HAVE TO DO TO
GET THE CLINIC ESTABLISHED?

Fortunately, the Manchester Royal
Infirmary and in particular the
haematology department have been
very enthusiastic and supportive of
the clinic. 

There were already several excellent
myeloma specialist nurses in the
department, and they provided
much support in helping set up the
new clinic. 

Prof Hawkins and Ramon Lamarca
from the NAC have also worked
with me and have been very helpful
with streamlining investigations and
referrals to the London Centre.

We already had over 20 AL
amyloidosis patients in our existing
myeloma service and we have
transferred their care into the new
clinic. We are now receiving new
referrals and requests for second
opinions from haematology, renal
and cardiology colleagues within the
Greater Manchester region.

In the future, we hope to have
cardiologists and renal experts
supporting the clinic to optimise the
treatment and care for our shared
patients.

WHAT HAVE BEEN BIGGEST
CHALLENGES IN ESTABLISHING
THE CLINIC?

One challenge has been to ensure
that everyone, especially
consultants within the Greater
Manchester region, are aware that
our clinic exists. We have given
presentations to colleagues within
the region to explain what the clinic
does and who it’s for. 

We anticipate that the clinic will grow
over the next few months. Long-term,
we hope to secure more funding for
the clinic with improved access to
local cardiac MRI services, as well as
having access to national and
international clinical studies. In fact,
we will soon be joining the REVEAL
study for newly diagnosed patients
being led by Dr Ashu Wechalekar
from the NAC.

WHAT ARE THE FEATURES AND
STRUCTURE OF THE NEW CLINIC?

The clinic takes place every second
Wednesday afternoon in the
haematology department of the
Manchester Royal Infirmary. Already,
it’s apparent that we need to increase
the service to weekly very soon. 

When patients come in, we complete
a full blood and urine work-up and
arrange/review the diagnostic
biopsies before sending them to the
NAC for confirmation of the type of
amyloidosis patients have.

At the moment, we have two
myeloma clinical nurse specialists
working with us, but in time we hope
to appoint an AL amyloidosis nurse
specialist. Follow-up is individually
tailored to the patient’s needs and
stage of treatment, which can be
weekly, fortnightly, monthly or even
less frequently. After their
chemotherapy, most patients will be
seen every three months for
assessment of organ function with
blood and urine tests and
echocardiography in conjunction with
their NAC review, although this is
dependent on individual patients. 

SUE SAYS ...
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Martin’s wife, Cheryl, was
diagnosed with AL amyloidosis
after a two year delay and her story
is not uncommon. During the years
preceding her diagnosis, Cheryl
was very ill, lost a lot of weight and
had low blood pressure. She and
Martin both experience a lot of
anxiety as well as physical and
psychological pain.

The aim of Martin’s fundraising
efforts was to increase public
awareness of AL amyloidosis and
to support the research at the
National Amyloidosis Centre. He
hopes the money raised will lead to
a greater understanding and faster
diagnosis of AL amyloidosis, as
early intervention makes successful
treatment more likely. 

It was while Cheryl was undergoing
treatment that Martin began his
fundraising ventures with a Bowl’s
Day at Horsham Indoor Bowls Club
in December 2011. It raised an
encouraging £1,350. This was
followed by Martin spending a chilly
winter's day, collection bucket in
hand, at Heathrow airport taxi rank.
He also got help from sign writer
Darren Richards from Bell Signs,
who did an amyloidosis awareness
poster that went into the windows
of each petrol pump, attracting

attention and appealing for
donations. This enterprising single-
handed event raised £930 from the
London cabbies who work from
Heathrow.

Martin kept on fundraising and in
March 2012, being a keen golfer
and a member of the Sinfold Golf
Club in Horsham, he organised a
golf tournament. A total of 96
golfers from 24 teams took part and
it raised a phenomenal £9,000 in
just one day. Martin took on a
personal golf speed challenge which
alone raised £1,700 of the total. He
had support from friends as well as
local businesses and organisations
and said he couldn’t have done it
without their help and
encouragement.

Then in April, Martin followed up an
idea that originated with the landlord
and landlady of the Dragon Pub in
Colgate – he organised a “Flog It”
event that raised over £250.  

In four months Martin and his
supporters raised £11,530 for the
National Amyloidosis Centre.

Prof Sir Mark Pepys, Director of the
Wolfson Drug Discovery Unit at the
Centre for Amyloidosis & Acute
Phase Proteins, Martin’s
“wonderfully successful charity

Fundraising news
£11,530 raised in 
West Sussex 
for AL amyloidosis

work” adding that “the availability of
these non-earmarked funds to
support our research is absolutely
priceless. It means we can move
forward with important new ideas
and developments. Our work is
making exciting progress on many
different fronts and we are entering
a new era in which we are on the
verge of implementing for the first
time in patients, a range of novel
therapeutic approaches. We are
optimistic that there will be
substantial progress towards
improving quality of life and
prolonging survival of many patients
with amyloidosis. The generosity of
charitable donors and Martin’s
impressive initiative in organising
fundraising events deserves the
greatest credit and recognition for
having helped to make such
development possible.” 

Most people in the UK have never heard of AL amyloidosis. However, 
for those living in Horsham, West Sussex, it would be surprising if most
people could not tell you something about it. This is thanks to Horsham
resident, Martin Bolton-Smith, a London cabbie and his team of
supporters have spent months fundraising and raising awareness for 
the National Amyloidosis Centre in London. 

Martin’s efforts in fundraising 
and raising awareness of AL
amyloidosis are inspirational. 
If you are interested in raising
money for AL amyloidosis
research or the support and
information services provided by
Myeloma UK, call our Fundraising
Team on 0131 557 3332 or email
fundraising@myeloma.org.uk
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