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AL amyloidosis Infoday
Ken Campbell, Scientific and Medical Education Specialist, Myeloma UK,
reports back from the AL amyloidosis Patient and Family Infoday 2013.

Over 50 patients, carers, family
members and healthcare
professionals gathered at the
Institute of Physics in London on 
13 September 2013 to hear the
latest in the treatment and
management of AL amyloidosis
from a panel of leading experts. 

The AL Infoday is held once a year
in London and provides an
opportunity for patients and family
members to meet each other, share
experiences and gain support.

There was a full programme which
included a welcome from Eric Low
OBE, Chief Executive at Myeloma
UK and Prof Sir Mark Pepys FRS
from the National Amyloidosis
Centre (NAC).

Dr Julian Gilmore, Consultant
Nephrologist (kidney specialist) at
the NAC, started the day by
summarising the different types of
amyloidosis. He explained that the
diagnosis was often a difficult one
to reach, not least because AL
amyloidosis can affect virtually any

tissue apart from the brain. This
means that two patients with the
same underlying diagnosis may
have very different symptoms.

Dr Ashutosh Wechalaker, one of the
Consultant Haematologists from the
NAC, then talked about the current
treatment options and explained
what doctors look for when
assessing response to treatment.
One of the key areas of research at
the NAC is to find ways to remove
amyloid deposits from tissues and
organs.

Next, Dr Helen Lachmann, a
Consultant Nephrologist described
the major symptoms caused by
effects on the heart and kidneys. 
A particular difficulty is that many 
of the treatments used for other
patients with kidney or heart
disease are unsuitable, and
potentially even harmful, for AL
amyloidosis patients . 

Attendees could ask questions in
smaller, informal breakout sessions
on treatment and organ

transplantation as well as a ‘carers
only’ session. 

The final talk of the day was by 
AL amyloidosis patient, Isabelle
Lousada, who chairs the Board of
the Amyloidosis Foundation, based
in Boston, USA. Isabelle described
the difficulties which she had faced
in reaching a diagnosis and her
experiences since beginning
treatment. 

Request the slides from the Infoday
by contacting Nicola on 0131 557
3332 or email
nicola.ewart@myeloma.org.uk

The 2014 AL amyloidosis Patient
and Family Infoday will be held on
Friday 5 September in London.

Details of the day will be
announced soon at
www.myeloma.org.uk/amyloidosis

“Key to effective treatment is
the removal of serum amyloid
P component (SAP), a blood
protein which plays a critical
role in cementing the amyloid
deposits into the soft tissues
and organs.” 

Dr Ashutosh Wechalaker
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How you can help the doctors
and nurses involved in your
treatment and care
It will help the doctors and nurses involved in your treatment and care if
you:

• Tell your local doctor when you are due to attend the National
Amyloidosis Centre (NAC) for an appointment

• Take details of any treatment you are receiving with you to all your
appointments (local hospital and NAC appointments)

• Take any test results to all your appointments

You can ask your doctor or nurse, at your local hospital and the NAC, to
help you make a note of your treatment and test results by printing this
information for you or writing it down. 

The NAC doctors are always happy to speak to your local doctor or GP to
clarify treatment, test results or any other aspect of AL amyloidosis. Your
doctor can contact the NAC team on 020 7433 2725.  

Myeloma UK also produces a patient diary which is for myeloma but can
also be used by AL amyloidosis patients. This helps you to keep track of
your treatment and blood test results. 

You can request a copy by contacting Nicola on 0131 557 3332 or email
nicola.ewart@myeloma.org.uk 

Welcome
Welcome to the fifth issue of 
AL amyloidosis Matters and the
first of 2014.

In this issue we talk about a new
free light chain measurement
called the difference Free Light
Chain, which can identify
patients who are more likely to
experience amyloid deposits in
their tissues and organs.

We also have a round up from
the AL amyloidosis Infoday
which was held on 13
September 2013; we were
delighted that over 50 patients,
family members and carers
attended the day. I’m very
pleased to announce that we
will be holding another AL
amyloidosis Infoday in London
on Friday 5 September 2014.
You can book a place by calling
Nicola on 0131 557 3332.

We are always keen to hear if
you have any suggestions for
future articles for this newsletter
and you can send these to
sue.perkins@myeloma.org.uk

Thank you for all of your support
in 2013 and best wishes to you
all for 2014.

Kind regards

Eric Low OBE
Chief Executive

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.
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TREATMENT

Better survival following autologous stem cell transplant (ASCT) for AL amyloidosis  
A European study, comparing survival of AL amyloidosis patients who underwent an ASCT between
1997 – 99 with those who underwent one in 2009 – 10 has shown a striking improvement in outcomes. 
In the earliest group about 2 out of 3 patients were alive one year after their ASCT; in the later group this
had risen to about 9 out of 10. Patients who had their ASCT at hospitals who carried out more ASCTs 
had the best outcomes.

AL amyloidosis patients may be candidates for an ASCT, which uses the patient’s own stem cells collected
before receiving high-dose chemotherapy. The study confirmed that this type of treatment is only suitable
for patients who are otherwise in good general health and whose AL amyloidosis has responded to
induction treatment.

RESEARCH

Localised AL amyloidosis has a very low risk of spreading
Most newly diagnosed AL amyloidosis patients have systemic disease – this means that it is widespread
affecting many tissues in the body. Rarely, the disease is localised and affects only one site in the body. A
study has followed up over 600 patients with localised AL amyloidosis seen at the National Amyloidosis
Centre in London. The patients were followed for up to 30 years and only one patient went on to develop
systemic disease – none of the patients died from progressive AL amyloidosis. Although it has long been
suspected that progression is rare, this is the first large scale study which has proved this to be true.

RESEARCH

Genetic changes in AL amyloidosis plasma cells resemble those in myeloma plasma cells
but are less extreme
AL amyloidosis and myeloma are both associated with abnormal plasma cells (a type of white blood cell)
in the patient’s bone marrow. Two studies, one UK and one Spanish, have independently shown that there
are many similarities in the genetic abnormalities seen in plasma cells in AL amyloidosis and myeloma.

Both studies found that the differences between affected plasma cells and normal plasma cells were less
marked in the AL amyloidosis cells than in myeloma cells. 

The UK study compared AL amyloidosis cells to those from people with Monoclonal Gammopathy of
Unknown Significance (MGUS). The genetic signature of the AL amyloidosis cells was more similar to that
of the MGUS cells than to that of the myeloma cells. 

CARE AND MANAGEMENT

A new way of measuring heart health in AL amyloidosis patients 
It is standard practice when a person is diagnosed with AL amyloidosis to stage their disease. Staging is
important in planning treatment and in carrying out clinical trials. One of the key factors in staging for 
AL amyloidosis is assessing how much the heart has been affected. The accepted ways of doing this are
two tests called NT-proBNP and troponin – raised levels of these markers indicate heart damage caused
by AL amyloidosis. Researchers at the Mayo Clinic in the US have discovered a new marker called soluble
ST2 (sST2), which appears to show a different way in which AL amyloidosis can cause heart damage.
Importantly, sST2 levels did not match closely with levels of NT-proBNP or troponin, meaning that it is not
just another way of measuring the same thing. There will need to be further studies before this test enters
routine use but it is likely to help doctors stage heart involvement more accurately.

News&Notes
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Medicalmatters

A DIFFERENT WAY TO LOOK AT
FREE LIGHT CHAINS

This article talks about a new way of measuring and assessing response to treatment in AL amyloidosis, called
the difference in Free Light Chains (dFLC). To help explain how the new measure works, the article will cover
what free light chains are and why they are important in AL amyloidosis. Although the dFLC measure is not
routinely used at the moment, new guidelines for doctors treating AL amyloidosis recommend it to help monitor
how well AL amyloidosis patients are responding to treatment.

FREE LIGHT CHAINS

In AL amyloidosis, abnormal
plasma cells in the bone marrow
produce proteins (immunoglobulins)
which are made up of smaller units
called light chains and heavy
chains. There are always two heavy
chains and two light chains in each
immunoglobulin molecule.

In AL amyloidosis, plasma cells
produce more light chains than
heavy chains. The surplus of free
light chains are released into the
bloodstream and form amyloid
deposits. Light chains which lead to
fibrils forming amyloid deposits are
called amyloidogenic or involved
light chains. 

THE SERUM FREE LIGHT CHAIN
ASSAY

When blood is taken for certain
tests or measurements all of the
blood cells and proteins that are not
needed for the test are removed
from the blood sample. The fluid
that is left over after everything not
needed has been removed is called
serum. The serum Free Light Chain
(sFLC) Assay is a test currently
used for AL amyloidosis that
measures the levels of free light
chains in the blood. 

In particular, it measures the two
different types of light chains which

are called kappa ( κ) and lambda ( λ).
The test measures the amount of
each type of light chain as well as
the ratio between the two different
types of light chain.

The normal ranges for free light
chains in the blood are:

Kappa free light chains: 
3.3 – 19.4mg per litre of blood (mg/l)

Lambda free light chains: 
5.71 – 26.3mg/l

Kappa/lambda ratio: 
0.26 – 1.65

More information about this test 
can be found in the Myeloma UK
Serum Free Light Chain Assay
Infoguide. Visit:
www.myeloma.org.uk/sflcainfoguide

Immunoglobulin (protein) molecule
produced by plasma cells

Light
chain –

Light 
– chain

Heavy –
chain 

– Heavy
chain

THE DIFFERENCE IN FREE
LIGHT CHAINS MEASURE

The dFLC is an alternative way of
reporting the measurement of the
free light chains in the serum. 
This measure uses the fact that
when someone has AL
amyloidosis, virtually all of the
amyloid-forming light chains
(amyloidogenic or involved light
chains) will be one type – most
often lambda. 
Similarly, all of the normal (non-
amyloidogenic or uninvolved) light
chains will be the other type – 
most often kappa. 

Calculating the difference between
the two types of light chains in the
serum can therefore tell doctors
how much free light chain is
present. This indicates how much
amyloid is likely to be deposited in
tissues. The amount of amyloid
deposited in the tissues determines
how severely you may be affected
by amyloidosis and, if you are on
treatment, will indicate how well
your treatment is working.

USING DFLC TO MEASURE
RESPONSE TO TREATMENT

Most guidelines now recommend
using dFLC as part of the
measurement of response to
treatment. Treatment aims to
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produce a complete haematological
response (known as CHR and
explained in the table below); for
this there must be no abnormal light
chains detected and the dFLC
measure is therefore not relevant.
However, for patients whose
treatment does not achieve CHR,
dFLC is a very important measure
to distinguish between a partial
response (PR) and a very good
partial response (VGPR) (see table
below). If the dFLC increases, this
indicates that the present treatment
is not working and other treatment
options should be considered.

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

dFLC IN 
60 SECONDS

• New measure from results 
of sFLC assay

• Compares levels of involved
and free light chains

• Valuable measure of response
to treatment

• Only valid if result at diagnosis
more than 50mg/l but this is
the case for about 9 out 10
patients

Response to treatment Criteria

Complete haematological 
response (CHR)

Normal free light chain levels

Normal free light chain ratio

No detectable paraprotein in the blood

No detectable light chain (Bence Jones
Protein) in the urine

No abnormal plasma cells on bone 
marrow biopsy

Very good partial response 
(VGPR)

A reduction in the difference Free Light
Chain (dFLC) to below 40mg/l. 
If the dFLC cannot be used reduction 
in paraprotein is used instead

Partial response (PR) At least 50% reduction in the dFLC 

LIMITATIONS OF THE DFLC 

The main limitation of the dFLC is
the fact that it can only be used if
the value at diagnosis is higher than
50mg/l. However, this is not a big
issue since more than 9 out of 10
patients have a dFLC higher than
this at diagnosis. Almost all patients
who have dFLC below this limit at
diagnosis have a protein called 
M protein which can be used to
monitor their response to treatment.

THE FUTURE

There is a new method of testing
for free light chains (called

Seralite™) which is much simpler
and quicker than present methods.
Although it is not yet in routine use,
this new way of measuring sFLC
may mean that this test can be
done at any hospital, not just in
specialist centres. The new test
takes only about 10 minutes so it
may even be possible to carry it out
in an outpatient department or a
GP surgery, allowing for earlier
calculation of dFLC.

However, it will need much further
validation, comparing to standard
techniques, before it will be ready
for routine clinical use.

Seralite and reader
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My career was in micro-electronic
engineering, initially as a design
engineer and then in higher
education. I had many interests and
pursuits outside my job. I was keen
on sport, playing racquet games
and latterly taking up golf. Keeping
fit and general health has always
been important to me, so I started
running and working out in my mid-
twenties. I was fortunate enough to
take early retirement at 52 and
vowed to walk in a different
mountain range throughout the
world each year. Before my
diagnosis, I did so for nine years, for
which I am grateful and have fond
memories. 

In August 2006 I was about to
summit Kilimanjaro, but something
was wrong, David, my brother-in-
law, was coping better than me!
Usually, I was leading the way, so I
put it down to the altitude affecting
me more.

I woke with tingling in my fingertips,
which I put down to sleeping
awkwardly. On returning home, the
tingling increased and ‘carpal tunnel’
syndrome was diagnosed, one of
the many causes of which I now
know is amyloidosis. I had surgery
on both wrists and was making a
good recovery when I started
struggling on the golf course. At the
time I was known as the ‘gazelle’ for
the way I eased up the slopes. Now,
I was really struggling. Something
was wrong, but what?

6 l AL amyloidosis Matters SPRING 2014

I went to my GP who found nothing
wrong; things worsened so I went
back. This time he discovered a
‘heart murmur’ and sent me to the
cardiac consultant at the Royal
Sussex County Hospital (RSCH).
After tests, the consultant told me
that my heart was not working
effectively but that this was not the
root problem. I was sent to the
tropical disease consultant, as it was
thought my heart problems might be
related to my Africa trip. 

After tests, the consultant told me
there were no signs of any tropical
disease, but that she wanted me to
be seen by a haematology
consultant. I was very embarrassed
at being taken to the main hospital
in a wheelchair and wondered what
all the fuss was about, but the
haematology consultant admitted
me. After more blood tests,I was
told that I had myeloma and AL
amyloidosis, but that this needed to
be confirmed. This was the
beginning of my long journey, which
fortunately, still goes on. I did not
react immediately to the news. Like
most people, I had never heard of
myeloma or AL amyloidosis and did
not associate it with cancer. I took a
fatalistic approach, “What will be,
will be!” I have regarded this
situation as just another challenge to
meet head-on!

I was diagnosed with systemic AL
amyloidosis with dominant cardiac
involvement in October 2007.

Amyloidosis spreads itself around
the body affecting many organs; in
my case causing stiffness of the
heart, stopping it from pumping
effectively, so I struggle when I try to
exert myself. Fortunately, my general
fitness meant that my heart was in a
better position to cope. It was made
clear to me that high-dose therapy
and stem cell transplantation was
not feasible because of the risk of
heart failure.

I was initially put on CTD
(cyclophosphamide, thalidomide and
dexamethasone), completing five
cycles. Unfortunately, not only did I
feel generally unwell, my heart
reacted badly, dangerously lowering
my blood pressure. Concern about
this led to a transfer to the cardiac
ward and 24 hour monitoring. My
heartbeat was irregular so an urgent
decision was made to insert a
pacemaker, after which this
improved and I don’t even notice its
presence now.

After treatment I expected to be OK
for a year or two, so tried to recover
some of the fitness I had lost due to
poor appetite and inactivity. I had to
force food down despite poor
appetite, difficulty digesting solid
food, loss of taste and difficulty in
swallowing. I also had an enlarged
tongue (macroglossia), blood blisters
and ulcers in the mouth, caused by
amyloid deposits in that region. 

I recovered some fitness, but the

Patient
experience

Peter Blackey is 67 and lives in Brighton with his wife Mary. He was diagnosed with systemic 
AL amyloidosis in October 2007. Here, Peter tells his story.

‘My Story’ – Peter Blackey 
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myeloma returned after only nine
months remission. The second
regime tried was CVD
(cyclophosphamide, Velcade® and
dexamethasone), in February 2009.
This did not work for me, showing
no response. In October 2009, I
moved onto my third regime, MPT
(melphalan, prednisolone and
thalidomide). This worked initially but
after only three months of remission,
light chains began to rise again.

In August 2010, I started on my
fourth regime, Revlimid® with
dexamethasone. Ever since my
diagnosis my immune system had
been vulnerable, so I was taking
anti-this and anti-that (anti-biotic, -
fungal, -viral, -indigestion, -sickness,
-blood clot), which was very
uncomfortable. This time I
responded well to the treatment
and, by February 2011, I was able
to reduce the dose of Revlimid from
25mg to 15mg, and then a
maintenance dose of 10mg, which I
am still on today after 44 cycles! In a
4-week cycle, I take Revlimid for 21
days followed by a 7-day break.
Latterly, I was able to stop taking all
the ‘anti-’ medication, which made
things easier. I have been on

Peter with his wife Mary

Revlimid longer than anyone else at
my local hospital (RSCH).

The side-effects are disrupted sleep
and sleep deprivation, not getting
more than three hours of ‘quality’
sleep a night. I suffer from fatigue
and tiredness throughout the day,
not helped by lack of sleep. I still
have macroglossia, but not as badly.
Neuropathy in the fingers and toes
has been continuous, but has not
worsened. I have discomfort in the
lower regions and some trouble
managing the basic body functions.
I have recently had severe cramps in
my hands and feet. I have also had
occasional viral and bacterial
infections, but nothing serious.

On the positive side, I can ‘potter in
the garden’ for an hour or two as
long as I take breaks and do not
over exert myself and I can go for a
short walk in the nearby fields or
town. My appetite and taste has
largely returned, but I have not
gained any weight, despite eating all
the foods that I used to avoid! I still
have difficulty digesting some meats
and carbohydrates. Myeloma and
AL amyloidosis are very individual
diseases, affecting people in
different ways and responding

differently to treatments. I know that
for many people, Velcade has been 
a ‘wonder drug‘ but not for me.
Revlimid has not worked for many
people, but for me it has worked for
nearly 3½ years and is still doing so
(touch wood). 

The biggest impact on me has been
the severe limitations to my physical
activities, which were so important to
me. Each day is a struggle due to the
fatigue and tiredness and I deal with
my situation, as with other
challenges, by being positive and
keeping as active and occupied as
possible. Rather than think “Why
me?” I think 
of others much worse off than myself.
I think about things that I have done
and can do, rather than what I
cannot. 

I cope by dividing the day up and
doing different things, mixing physical
and mental activities according to
how I feel. Exercising when tired 
takes some of the tiredness away.
After lunch, I always feel tired so 
I rest for about 45 minutes, then I am
OK to read for a while. As the day
progresses and I get more tired, 
I listen to music, relax and rest my
eyes. I keep a diary/log to help me
with managing the situation.
Throughout my treatment I wanted 
to be fully informed, so I have always
asked about my disease and
treatment, and about each drug, but
this is a personal thing. I have taken
the advice of my haematology and
cardiology consultants but I have
negotiated to have the doses
adjusted where we agreed it was
appropriate. 

I want to praise the NHS and the
RSCH for the treatment and advice
that I have received, which has been
magnificent. I could not have received
any better! Also, visiting the National
Amyloidosis Centre every six months
is a great reassurance to me.
Myeloma UK has been a great source
of information in helping me keep on
top of things.
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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

Martin Bolton-Smith, whose wife
Cheryl has AL amyloidosis, raised
more money for The Amyloidosis
Research Fund than expected in
September’s Barns Green half
marathon near Horsham, Sussex. As
part of the event, he entered the
fancy dress competition and ran as a
Harry Hill lookalike – he studied video
clips to acquire some of Harry Hill’s
amusing quirks for which he is so well
known. Whilst Martin admits it was
rather hot and uncomfortable running
a half marathon dressed in a suit, he

managed to complete the run in a
creditable 2hrs 19mins and donated
his £100 first prize to the fund.
Together with money raised through
sponsorship, the total donated was
£262. 
Martin wanted to raise as much
awareness as possible of AL
amyloidosis and his Harry Hill
lookalike did just that, with Martin
playing to the crowd. He received
much cheering, applause and
photographing along the way. Most
people who photographed him

First prize for Harry Hill lookalike 

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

London to Paris – the post challenge story
In the autumn issue of AL amyloidosis
Matters, we featured a story about
four intrepid cyclists who were taking
part in a London to Paris cycling
challenge to raise money for Jo
Jerden’s amyloidosis research Cover
Slipper Fund – Jo was diagnosed
with AL amyloidosis in February
2012. We are delighted to tell you
that the team completed the 280 mile
challenge over four days with 23
hours of gruelling cycling, so far
raising £2,000.  
Here Nick Jones, one of the team
members, talks about some of the
highlights of the challenge: 
“The date of the ride arrived and
nervous anticipation had built up. As
we joined others on Blackheath in
London, there was a buzz of
excitement in the air. 
Getting out of London and through
the Medway towns was tough, but
the riding was more pleasant in the
afternoon, as we travelled through
open countryside and then it was
downhill to Dover. We received a
great welcome from our family,
friends and colleagues when we got
into the port. Then it was over to

Calais on the ferry and just a few
more miles before day one was
completed. 
The second day we headed out
through Calais in reasonably good
spirits. The day was bright but cold
and there were a number of long
stops in quick succession due to
punctures, which didn’t help with
staying warm. The afternoon involved
a long rolling downhill section to
Arras, where we stayed overnight.
Day three we left Arras and made our

way down to and across the valley of
the Somme, a place that really does
put things in perspective. At the end
of the day we arrived in the town of
Compiègne. 
The final day and the miles
disappeared rapidly as we cycled the
last leg to Paris. Everyone was feeling
pretty good and were in high spirits
until we suddenly hit gridlocked traffic
and multitudes of traffic lights in the
northern suburbs of Paris. 
The cycle ended with an arduous
crawl through city traffic, including an
impromptu walk caused by a street
market that ensured the road had
closed. We then approached the Arc
de Triomphe, onto the cobbles of the
Champs Elysees and across the
Seine to the Eiffel Tower. We had
made it – bikes were hefted over
heads for the obligatory photos and
all the aching muscles and fatigue
were totally forgotten. What an
achievement and a truly wonderful
experience.”
To make a donation or for more
information about the fund visit
www.justgiving.com/Joanna-Jerden-
CoverSlipperFund

received an amyloidosis leaflet
explaining about the disease. Martin’s
fancy dress run was also featured in
the local newspaper, further
spreading awareness of amyloidosis.
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