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Q. How did you come to work in

the field of AL amyloidosis?

A. After arriving from Australia in
2001, I worked as a Nuclear
Medicine Technologist in several
hospitals throughout Greater
London. This finally led me to
taking a position at the National
Amyloidosis Centre (NAC) in
2007 where my main task was
performing the Serum Amyloid
P component (SAP) scan which
looks for amyloid deposits in the
body.

Q. What does a typical day for
you involve? 

A. My main responsibility is to
oversee the scintigraphy service
provided for patients by the
NAC which currently includes
SAP and DPD scans (scans
used to detect amyloid in the
heart). What I do varies

depending on what day of the
week it is. On certain days my
tasks are patient orientated
and include the administration
of radioactive injections and
operating the gamma cameras
which are the specialist
equipment we use to acquire
the SAP scan images. My
other time is spent staying 
on top of the administrative
requirements of my job.

Q. What do you like most
about your role? 

A. The greatest satisfaction I have
is seeing familiar faces when
patients and family attend the
NAC for their follow up
appointments – especially if
Australia has recently beaten
England in the cricket. It is
always nice to spend even just
a few minutes to have a chat.

Q. What do you like least about
your role? 

A. Coming to work when England
has beaten Australia.

Q. If you could give one piece of
advice to patients booked for
a SAP scan what would it be? 

A. For those patients who might
be anxious about having the
SAP scan, my advice would be
to let the technician know
before you have the scan how
you are feeling and we will do
our utmost to make you as
comfortable as possible. Also,
feel free to bring along your
favourite CD to listen to. 

SAP scan Infosheet
For more information please see
the SAP scan Infosheet from
Myeloma UK, download at
www.myeloma.org.uk/the-sap-
scan-infosheet or call the Myeloma
Infoline on 0800 980 3332.

IN THIS ISSUE
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Patient and Family 
AL amyloidosis Infoday

The Myeloma UK Patient and Family AL amyloidosis Infoday will be held
on Friday 5 September, 9.30am – 4.30pm at Park Crescent Conference
Centre, 229 Great Portland Street, London, W1W 5PN (please note the
change of venue from previous years).

The day will be chaired by Prof Philip Hawkins of the National Amyloidosis
Centre and will provide the opportunity for people affected by AL
amyloidosis to share experiences, learn from experts and hear more about
the support Myeloma UK provides.

Welcome
Welcome to the Summer 2014
issue of AL amyloidosis Matters.
In this issue you will find
information about how AL
amyloidosis affects the nervous
system, and in our Medical
Matters article read about
peripheral neuropathy. 

We also have a round up from
the UK Amyloidosis Network
Conference which brings
together haematologists, kidney
and heart specialists, nurses
and patients to hear talks by
international experts about the
latest advances in AL
amyloidosis research. New
research in AL amyloidosis will
also be discussed at our Patient
and Family AL amyloidosis
Infoday in September, please
see the article opposite for more
details about how to register for
the Infoday.

We are always keen to hear if
you have any suggestions for
future articles for the newsletter,
or if you would like to provide a
patient experience. Please
contact Sue Perkins on 0131
557 3332 or email
sue.perkins@myeloma.org.uk 

I hope you find this issue
interesting and informative.

Kind regards

AL amyloidosis Matters
For feedback, comments 
and questions about 
AL amyloidosis Matters
contact Sue Perkins on 
0131 557 3332 or email
sue.perkins@myeloma.org.uk.

Actor Michael York becomes patron of
Amyloidosis Support Group website 
The Amyloidosis Support Group UK
Website is extremely proud to
announce that Michael York, the
renowned actor of stage and screen,
has kindly agreed to be its Patron.
Michael became unwell, showing the
signs of AL amyloidosis, in 2009, but
was not correctly diagnosed 
until 2012. Jenny Collis, founder of
Amyloidosis Support Group UK
Website, said, “Michael admires
what we are doing and is more than
happy to be a patron of our website.
He feels that the website is an
excellent resource and offers us

congratulations for creating
something that has the power to
save lives and reduce suffering.”
Michael said, “The Amyloidosis
Support Group website is an
extremely important resource for
diffusing knowledge about this rare
and all too frequently misdiagnosed
disease. I myself have had
amyloidosis and am aware of how
little information there is out there,
particularly of a less clinical nature.”
Please visit the Support Group’s
website at
www.amyloidsupportgroup.co.uk/

Rates: £20 per person £50 per group of three
For more details contact Nicola on:
 0131 557 3332 or 
* nicola.ewart@myeloma.org.uk

David Thompson, 
2013 AL amyloidosis Infoday

Lee Appleton, Judy Dewinter
and Isabelle Lousada 
2013 AL amyloidosis Infoday

Eric Low OBE
Chief Executive



Worm with no heart helps researchers study cardiac
amyloidosis 
A tiny nematode worm called C. elegans has been used for many years
in biological research. Although C. elegans has no heart, a region called
the pharynx develops from the same region which, in humans, becomes
the heart. Researchers in Italy have found that light chains from the
blood of patients with cardiac amyloidosis damage the pharynx in C.
elegans. This finding will enable researchers to study in the laboratory
how amyloid-forming light chains can damage the heart and may also
allow them to test potential new drugs to treat cardiac amyloidosis. 

Nanoparticles protect against amyloid-induced blood vessel
damage
Damage to the heart is one of the most serious complications of AL
amyloidosis. In 2011, researchers reported that amyloid light chains
directly damage the linings of small blood vessels which may be one
cause of cardiac amyloidosis. They have since found that tiny fat
bubbles called nanoliposomes can be used to protect against this
damage, protecting blood vessels by attaching to light chains.  

The tests were done in the laboratory so the next step will be to test
whether the same thing happens in living vessels. 

Genetic change predicts which AL amyloidosis patients do
less well on standard chemotherapy
Doctors treating AL amyloidosis patients seek to balance the benefits
and side-effects of treatment. Patients don’t all respond in the same way
to a given type of treatment; if doctors can predict which patients will do
poorly, they can make better treatment choices. 

Researchers examined the genes of 103 AL amyloidosis patients treated
with the same treatment combination of melphalan and dexamethasone
(mel/dex). Patients who had an extra copy of part of chromosome 1
were less likely to do well when treated with mel/dex. Researchers will
now look at whether this chromosome also affects outcomes with other
treatment options. 

Patients who relapse or have disease progression after an
autologous stem cell transplant still do well
High-dose chemotherapy followed by an autologous stem cell transplant
(HDT-ASCT) is a potential treatment option for patients who are fit
enough (about 1 in 5). About 1 in 3 patients will have a post-transplant
relapse/progression. However, a study of over 400 patients who had
HDT-ASCT found that they responded very well to further treatment after
relapse. The most common treatments were combinations including
either Revlimid® (lenalidomide) or thalidomide. 

News&Notes
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ANY QUESTIONS?
Call our Infoline on 0800 980
3332 or 1800 937 773 from 
Ireland or visit
www.myeloma.org.uk/amyloidosis

THE NERVOUS
SYSTEM IN 

60 SECONDS
• The nervous system controls

all the functions of the body:
the peripheral nervous system
connects all parts of the body
to the central nervous system
(CNS)

• The peripheral nervous system
carries sensations such as
touch, hot/cold and pain to the
CNS and motor nerves which
control the actions of muscles

• The total length of all the
nerves in the body would
reach around the world at
least 2½ times

Medicalmatters
Al amyloidosis and the nervous
system: Peripheral neuropathy
Author: Ken Campbell, Scientific and Medical Education Specialist

Amyloid can be deposited in nerves, causing a condition known as peripheral neuropathy (PN). PN may also 
be caused, or made worse, by AL amyloidosis treatment. This article outlines the symptoms, diagnosis and
treatment of PN. 

SYMPTOMS

Amyloid deposits in nerves can
damage the nerve fibres, preventing
them from working correctly. This
can cause some or all of the
following symptoms:

Sensory – affecting nerves which
carry sensations

• Unusual sensations
(paraesthesia): painful or burning
sensations on very light touching;
numbness; pins and needles;
tingling

• Neuropathic pain: occurring all
the time, not in response to touch

Motor – affecting nerves which
control muscles

• Muscle cramps

• Tremors

• Weakness

Typically, symptoms of PN due to 
AL amyloidosis affect both sides of
the body equally.

If amyloid deposits affect nerves
passing through the wrist this can
cause a condition known as carpal
tunnel syndrome, which causes
weakness of the hand and wrist.

DIAGNOSIS

The early symptoms of PN may be
very vague, making diagnosis
difficult. It is important to diagnose
PN because it is often the first sign
of AL amyloidosis. Early detection
and treatment may avoid damage

to other organs like the heart and
the kidneys.

Diagnosis depends on history,
clinical examination and laboratory
investigations. Investigations
include tests of nerve function,
biopsies to detect amyloid deposits
and blood tests.

TREATMENT

If a patient has PN before they start
treatment, doctors will try to avoid
using drugs known to cause PN,
because they may make the
condition worse.

If PN is caused by treatment, then it
may be possible to control this by
reducing the dose of drugs or by
changing the drugs used. One of
the initial treatments for AL
amyloidosis is Velcade®

(bortezomib) and this may cause
PN. This is less likely if Velcade is
given subcutaneously rather than
IV; the dose can be adjusted if PN
is an issue.

A class of drugs called IMiDs is
often used for treatment of AL
amyloidosis. This class includes
thalidomide and Revlimid
(lenalidomide). Revlimid is less likely
to cause PN than thalidomide and
there are newer IMiDs being tested
in clinical trials that are showing
fewer side-effects, including PN 
e.g. Imnovid® (pomalidomide).

Treatment for AL amyloidosis will

reduce the rate of amyloid deposits
but there is no specific treatment
for PN. 

However, there are treatments
which can help to ease the
symptoms, especially pain. These
include anti-seizure drugs,
antidepressants or pain-killers. If
neuropathic pain is severe, very
strong pain-killers called opiate
drugs may be given.



CLINICAL TRIALS IN AL
AMYLOIDOSIS IN THE UK
During one session, Dr Ashutosh
Wechalaker, National Amyloidosis
Centre, London gave an update on
the clinical trials being conducted in
the UK.

He reported that, to date, 714
patients had been recruited to the
ALchemy trial. This trial, initially
funded by Myeloma UK, is
assessing patient outcomes using a
programme of intensive monitoring,
with a focus on quality of life before,
during and after chemotherapy.

Patients in the trial were living
longer compared to historical cases
where there was less monitoring. 

In the latest analysis, absolute
levels of the cardiac marker b-
naturietic peptide (BNP) and low
systolic blood pressure were found
to be highly prognostic. 

Dr Wechalacker also gave a brief
update on the REVEAL trial
comparing cyclophosphamide,
Velcade and dexamethasone 
(CVD) against Velcade and
dexamethasone (VD) in patients
with cardiac involvement. 

Other trials included one involving
MLN 9708, a new drug similar to
Velcade but taken orally, with
dexamethasone versus doctor’s
choice for relapsed patients. Since
patients were still being recruited,
results were not yet available.

HIGH-DOSE THERAPY AND STEM CELL
TRANSPLANTATION FOR AL AMYLOIDOSIS
Dr Stefan Schoenland, Heidelberg, Germany discussed the benefits 
of high-dose therapy and stem cell transplantation (HDT-SCT) for 
AL amyloidosis patients. However, he stressed it was important
patients were ‘fit’ enough to undergo the procedure. For those who
underwent HDT-SCT using their own stem cells (autologous), he
reported that most achieved complete remission, with many living
more than 10 years with further treatment. 

With patients undergoing HDT-SCT using donor stem cells (allogeneic)
the outcomes were less clear because of limited data. However, 
Dr Scoenland said it was still an option for young, fit patients.
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Update on AL amyloidosis research 
presented at UK Amyloidosis Network 
Conference

CURRENT TREATMENTS FOR AL AMYLOIDOSIS
Dr Giovanni Palladini, Pavia, Italy outlined the various drugs currently
available for AL amyloidosis patients. Melphalan and
dexamethasone remained an effective combination, especially for
patients not eligible for HDT-SCT. However, he suggested that
Velcade should be the treatment of choice for all newly diagnosed
AL amyloidosis patients, either alone or preferably in combination
with cyclophosphamide and/or dexamethasone. 

At relapse, Dr Palladini recommended Velcade for those who had
not previously had it, Revlimid with dexamethasone and either
cyclophosphamide or melphalan, or pomalidomide and
dexamethasone. Another option, bendamustine and prednisolone,
was also an effective combination especially for relapsed and/or
refractory patients.

A panel discussion followed with Drs Schoenland and Palladini
joined by Prof Ronjon Chakraverty, Royal Free Hospital, London, to
discuss which patients might benefit most from HDT-SCT. They
concluded it would be useful for patients as part of their initial
treatment but also for those who hadn’t responded well to their first
treatment, or those with signs of early relapse after it.

The latest advances in AL amyloidois research were presented recently at the UK Amyloidosis Network
Conference. The meeting brought together haematologists, kidney and heart specialists, nurses and patients 
to hear talks by international experts. This report summarises the key highlights of the meeting.

SUMMARY
Research into new treatments for AL amyloidosis continues apace.
The meeting provided an important forum for a UK audience to
interact and keep up-to-date with the latest developments.



My journey started in early 1994
when I was diagnosed with
ischaemic heart disease and, as a
result, was prescribed statins to
control my cholesterol.

Moving forward to 2010, following
the results of a routine blood test,
my GP was concerned that my
cholesterol levels had risen
significantly. Further blood tests
followed over a period of several
months and despite changes to my
medication, levels continued to rise.
I found this quite baffling as I was a
regular swimmer (swimming at least
a mile three times a week),
attending aqua classes, walking,
looking after a rather large garden,
and following a very healthy diet. I
always felt in tip top condition and
in good health throughout the
intervening years.  

The first indication that I noticed
something was not quite right was
in January 2011. I had been out for
the day with my daughter, having
enjoyed a relaxing spa afternoon
followed by afternoon tea at the
Royal Botanical Gardens in
Edinburgh. We had walked many
miles that day and on my return
home my legs felt heavy, tight and
achy and I noticed that they were
badly swollen (mid-calf to ankles)
and there were several red
blemishes on my toes where my
boots had been rubbing. What a
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relief it was to slip into my slippers!
As I was seeing my GP the
following day to discuss my as yet
unexplained rising cholesterol, I
took the opportunity to mention
these problems. My GP
immediately requested further
blood and urine tests. I don’t recall
any other signs and symptoms
except my son commented one
day that my wrists were very skinny.
My aqua ladies also wanted to
know what diet I was following! I
had lost some weight, but I put this
down to being very active! My
husband had also commented
about hair loss, some muscle loss
on my arms and legs, and that I
was bruising very easily. 

Following these results I was
referred to the Renal Clinic at
Borders General Hospital (BGH) in
March 2011 and was diagnosed
with unexplained kidney problems
known as “nephrotic syndrome”.
Fluid restriction of 1500mls daily
and a salt-free diet immediately
came into force. Two kidney
biopsies followed and showed
evidence of deposits in the
capillaries of my kidney, in keeping
with amyloid. Unfortunately, on both
occasions the samples taken were
too small to determine which type
of amyloid was present. Further
blood tests and a bone marrow
aspirate followed, resulting in

referral to the National Amyloidosis
Centre (NAC) at the Royal Free
Hospital in London. My appointment
came through for early November
2011 and, after two days of
procedures and tests, a diagnosis of
systemic AL amyloidosis was
confirmed. The SAP scan showed
amyloid load on my kidneys and
spleen, but that my heart was free
from amyloid. Treatment was
discussed in detail and I was given
a series of booklets that explained
all aspects of the disease. These
proved to be very beneficial in
explaining and discussing my illness
with my family and friends. Prior to
the onset of treatment I was also
required to undergo a skeletal scan
and colonoscopy to rule out any
further complications.

I was relieved at the final diagnosis,
but daunted by the thought of
chemotherapy. Treatment began in
January 2012 at the Macmillan
Centre at BGH and my fears were
quickly allayed by the positivity and
humour shown by all the patients,
relatives, carers and staff in the
communal setting. Pessimism or
negativity was simply a no-go area.

Treatment consisted of a total of 11
cycles, each cycle lasting three
weeks and involving four journeys to
BGH over a two week period.  Each
journey required a minimum six hour
round trip for the administration of

Patient
experience

Marguerite Milne is 64 years of age and lives in Cardrona in the Scottish Borders with her husband
Roderick. She is a retired Registered General Nurse and her husband a retired pharmacist. They have
three grown-up children.

‘My story’ – Marguerite Milne  
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CVD (cyclophosphamide tablets,
intravenous Velcade and
dexamethasone tablets). The third
week consisted of tablets only,
administered at home. 

In May 2012 thalidomide was
added, as the CVD regime had only
produced a partial response. In
addition, I had to start daily
subcutaneous (under the skin)
injections of a drug called
enoxaparin to prevent the formation
of blood clots, which I gave myself
at home. I had an immediate
response to the thalidomide which
led to complete remission. 

During treatment, my side-effects
varied in severity and frequency.
The most debilitating was increased
fluid retention, affecting the whole
of my body, in part due to fluid
overload during the administration
of the Velcade and thalidomide. In
addition, two treatment cycles were
interrupted by a severe attack of
shingles. Further shingle attacks
were prevented by taking another
drug called acyclovir until I

Marguerite with Roderick

completed my treatment.

Other side-effects included sleep
deprivation, irritability, grumpiness,
and forgetfulness which I found
quite worrying. I constantly felt cold
and my voice was very ‘raspy’,
although there was never any sign
of a throat infection. Initially pins
and needles caused a lot of
discomfort, and constipation was a
constant problem during the early
stages of chemotherapy. However,
the introduction of enoxaparin
resulted in persistent diarrhoea
which only resolved when I stopped
taking the drug. Lastly, neuropathy
in my fingers and toes together with
occasional excruciating night
cramps is a long standing
continuing problem. 

I have now been in remission for 20
months and my kidney function has
remained stable. However,
managing stage 3b chronic kidney
disease, protein in my urine and
ongoing fluid retention means that a
daily fluid restriction is still in place
and I have a plethora of drugs to

take, including warfarin. These
require frequent blood tests and
this can be disruptive to daily life.   

Despite these limitations, life goes
on albeit at a slower and more
relaxed pace. I still manage to swim
and enjoy aqua, walking and
pottering around in the garden. As
regular theatregoers we ensured
that each visit to the NAC was
treated (and still is) as an
opportunity to have an extended
break, take in a show or exhibition
and generally relax. We regard this
approach as an important step in
the coping process. Sadly, my
appointments are now annual!

Despite being advised that I am fit
to fly, I remain very apprehensive
about doing so because of potential
implications for my chronic kidney
disease. However, having been on
cruises previously, we decided to
celebrate our Ruby Wedding last
year by going on a cruise to the
Baltic from the UK. We are now
planning our next adventure, having
overcome the travel insurance
implications of living with AL
amyloidosis.

At the start of chemotherapy I
made the conscious decision to
use an antiviral nasal spray and
anti-bacterial hand gel whenever I
was using public transport or
visiting public places (e.g.
supermarkets, restaurants, cinemas
and theatres). To date, touch wood,
I have been infection free.

Finally, the support and
encouragement from all the medical
professionals involved in my care
has been, and continues to be,
outstanding. This is important as it
has allowed me to be kept fully
informed and included in any
decision-making regarding my
ongoing treatment and wellbeing. 

If you are interested in sharing your experience please contact Sue Perkins on 0131 557 3332 or
sue.perkins@myeloma.org.uk



Fundraising news

To raise 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

Even a knee injury sustained during
training for the Brighton Marathon in
2013 did not stop Martin Bolton-
Smith from taking on a very different
fundraising challenge for the UCL
Amyloidosis Research Fund –
swimming 22 miles, the equivalent
distance to crossing the English
Channel from Dover to Calais.
Martin’s challenge took place a bit
closer to home than the English
Channel, in Horsham swimming pool,
where he started intensive
preparation for his challenge, which
he believes was the toughest one yet.

With the help and advice of his
swimming instructor, Alastair, Martin

spent an arduous six months getting
ready to take on his challenge. He
learnt how to swim front crawl as
well as learning the correct
breathing, stroke and turning
techniques needed to swim the 22
miles in nine weeks. Martin had to
build up his endurance and
confidence too in order to complete
the 120 x 25 metre lengths each
week, 1,408 in total.

The challenge began in December
and just days into it, Martin was
already finding that the swim was
the hardest challenge he had ever
done both mentally and physically.
There was nothing in the swimming

Channel distance swim for amyloidosis in Horsham pool

Myeloma UK Broughton House, 31 Dunedin Street, Edinburgh EH7 4JG   Tel: 0131 557 3332
Email: myelomauk@myeloma.org.uk   www.myeloma.org.uk/amyloidosis   Charity No. SC 026116

Sonny signs up to take on the Edinburgh Marathon for Myeloma UK
Sonny Peart, whose mother was
diagnosed with AL amyloidosis last
year, has signed up to run the
Edinburgh Marathon in aid of
Myeloma UK. 
Sonny said, “I had never heard of
the disease and realised its rarity
meant it was important for those
affected by it to raise awareness and
money. It made me feel less
helpless, and it provides something
positive on which my mother and I
can focus.”

He has been training for several
months, and hopes to complete the
run in under 3hrs 45mins. Sonny
said, “Of course I’ll be wearing my
orange Myeloma UK vest, and I look
forward to the support of the
Edinburgh crowd!”
We will report in full on Sonny’s
marathon experience in the
September issue. In the meantime, 
if you would like to sponsor Sonny
visit www.justgiving.com/sonny-
peart.

pool to take his mind off how much
it was hurting. Water, chlorine and
the walls of the pool were not in the
least inspiring. However, the words
of a friend, “Every stroke is a stroke
nearer to a cure for amyloidosis”
helped keep him focused.

In mid-January, with just 12 miles
left to go, the countdown had begun
and with much relief Martin was
ticking off the days. On 30 January
he completed his 22 mile challenge
feeling a sense of deep satisfaction
that this particular fundraising
journey had been successful. Most
importantly, he also raised £804 for
the Amyloidosis Research Fund.

For his next challenge, Martin is
hoping to form an Amyloidosis Team
to take part in the ‘doitforcharity’
London to Brighton Cycle in
September and invites anyone keen
to ride and raise funds to join him.
More information about the event
and how to register can be found at
www.doitforcharity.com or you can
get in touch with Martin at
m.boltonsmith@ssesurf.co.uk to find
out more about the team.

Martin Bolton-Smith

Sonny Peart (running in yellow)
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