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We’re recruiting for volunteers who are willing to share their experiences of AL amyloidosis with people 
seeking support, to help make sure no one feels alone when dealing with AL amyloidosis.

Find out more at myeloma.org.uk/peer

New peer-to-peer support service 
Myeloma UK is pleased to announce we’re launching  
a new peer service in 2022 and we need your help. 
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Welcome to the 2021 edition of 
AL amyloidosis Matters.

I'd like to start off by expressing my thanks to you  
all for supporting not just this magazine, but all the  
work of Myeloma UK. Our research, advocacy,  
information and support services, and work with 
healthcare professionals to address delayed diagnosis 
and improve standards in treatment and care across  
the UK wouldn’t be possible without you. Your donations, 
feedback, participation and encouragement enable 
patients, family members and friends, like you,  
to have a transformed present and a hopeful future. 

This year, we held an AL amyloidosis Digital Infoday 
Session, presented by Ashutosh Wechalekar. If you 
missed it or would like to rewatch it, you can catch  
up via our website at myeloma.org.uk/videos. 

I hope you enjoy this edition, which features the  
amazing fundraising efforts of Charles Montlake,  
who was diagnosed with both AL amyloidosis and 
myeloma, as well as information on living well with 
neuropathy and an update on an exciting area of  
research involving new drug targets. 

As always, do get in touch with any suggestions for 
topics you’d like to see covered in future editions of 
AL amyloidosis Matters. If you or someone you know 
would like to have their story featured, we also  
encourage you to get in touch.

From everyone at Myeloma UK, we wish you all the  
best for the festive period and a happy new year.

Welcome!

Alice Baron, Editor

Get in touch
We’d love to hear from you.  
Send any feedback, comments  
and questions to:

servicesadmin@myeloma.org.uk  
or call 0131 557 3332

CEO: Laura Kerby  

President: Judy Dewinter

Chair: Simon Linnett

Vice Chair: Sir Frank Chapman

Treasurer: Alex Montgomery

Board of Trustees: Andrea Abrahams,  
Paul Brocklehurst, Alan Chant, Geraldine Haley,  
Sarah Henshaw, Dr Karthik Ramasamy,  
Dr Fenella Willis

AL amyloidosis Matters is published by 
Myeloma UK. The information presented in 
AL amyloidosis Matters is not intended to take the 
place of medical care or the advice of a doctor. 
Your doctor should always be consulted regarding 
diagnosis and treatment. No part of the magazine 
may be reproduced in any way without prior 
permission from Myeloma UK.  

Myeloma UK  
22 Logie Mill, Beaverbank Business Park, Edinburgh 
EH7 4HG 
T: 0131 557 3332 
E: myelomauk@myeloma.org.uk   
Registered Charity No: SC026116

For feedback, comments and questions  
about content please contact:

Services Admin Assistant   
T: 0131 557 3332  
E: servicesadmin@myeloma.org.uk

Call our Myeloma UK Infoline

0800 980 3332
myeloma.org.uk
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News&Notes

Does a family history of plasma cell disorders  
affect survival in AL amyloidosis?
Researchers at the Mayo Clinic, Boston, have carried out a retrospective 
study to find out if having a family history of plasma cell disorders (PCD) 
affects the outcomes of AL amyloidosis patients. 

The researchers reviewed 25,423 patient records (16,744 MGUS; 
6,194 myeloma; 2,955 AL amyloidosis) and compared the overall survival in 
patients with versus without a self-reported family history of MGUS, myeloma  
or AL amyloidosis. Overall, 2.7% of patients reported having a family  
member with a PCD. 

The team found that overall survival was consistently longer in MGUS, 
myeloma or AL amyloidosis patients with versus without familial PCD. Further 
research is required to better understand the genetic and/or environmental 
factor that could be impacting patient survival.

Daratumumab quadruplet improves  
AL amyloidosis patient outcomes
Results from a phase III clinical trial, ANDROMEDA, assessing the 
effectiveness of adding daratumumab (Darzalex®) to cyclophosphamide, 
bortezomib (Velcade®) and dexamethasone (DaraCyBorD) for the  
treatment of newly diagnosed AL amyloidosis have been published. The new 
quadruplet treatment was shown to be superior to standard treatment with 
cyclophosphamide, bortezomib and dexamethasone (CyBorD) increasing 
response rates and progression free survival (the amount of time before the 
AL amyloidosis comes back or organ damage gets worse). 

This treatment is currently being appraised by the National Institute of 
Health and Care Excellence (NICE) for approval for use through the NHS in 
England and Wales. It is also due to be assessed by the Scottish Medicines 
Consortium (SMC) for use through the NHS in Scotland in 2022.

New drugs could prevent the formation of amyloid fibrils
Researchers at Scripps Research Institute, California, are aiming to develop 
new drugs to prevent the formation of amyloid fibrils. Their research focused 
on designing drugs that would disrupt the cellular processes involved in the 
formation of fibrils, including the aggregation and folding processes that turn 
light chains into amyloid deposits. 

They hope that these new drugs will prevent the formation of amyloid deposits 
and reduce the level of amyloid-related organ damage. This treatment approach 
will be particularly beneficial to patients who are ineligible for high-dose therapy 
and stem cell transplantation (HDT-SCT) due to a high level of amyloid-related 
organ damage at diagnosis. 

4 AL amyloidosis Matters      Winter 2021  myeloma.org.uk

https://www.myeloma.org.uk/


AL amyloidosis is characterised by the excessive production of light chains 
that form amyloid deposits in the body. Current treatments focus on 
destroying the abnormal plasma cells that produce these light chains,  
but research is ongoing into targeting these deposits directly.

What are fibrils?
The abnormal structure of the light 
chains produced in AL amyloidosis 
cause them to fold up and form 
amyloid deposits in tissues and 
organs. These deposits are made 
up of lots of fibrils (small fibres) 
of amyloid. 

These deposits can usually be 
cleared away by the body, but in 
AL amyloidosis, the deposits are 
created faster than the body can 
clear them, and so they build up 
and cause damage. 

Why target fibrils?
Currently, treatment is used to 
destroy the amyloid-producing 
plasma cells, which allows the body 
to clear away the deposits. 

The difficulty is that the body can 
only clear away these fibrils very 
slowly, so the effect of them lasts  
for a long time. 

This is why research is looking into 
targeting the fibrils directly, to give 
the body a hand in clearing them 
away faster and reducing their 
impact on organs.

The hope is that by combining the 
treatments to destroy the abnormal 
plasma cells that produce the light 
chains and simultaneously giving 
treatment to target amyloid fibrils, 
the body will have the best chance  
at recovery. 

What’s being developed?
One example of a fibril-targeting 
drug is CAEL-101. CAEL-101 is  
a monoclonal antibody drug that 
attaches to amyloid fibrils in the 
body and flags them to the body’s 
immune system as something  
that needs to be removed. 

What does the  
evidence show?
CAEL-101 is currently being 
evaluated for the treatment of 
AL amyloidosis in combination 
with the standard treatment 
cyclophosphamide, bortezomib  
and dexamethasone.

In early trials, CAEL-101 was  
shown to be well tolerated and 
effective in patients. 

The addition of CAEL-101 did 
not affect response to standard 
treatment and a reduction in 
amyloid-related organ damage 
(known as organ response)  
was observed. 

The observed organ responses 
typically occurred early in the 
treatment course and were 
considered long-lasting. Although 
these results are promising, more 
research is required to confirm the 
overall safety and effectiveness  
of this new drug.

When will these  
treatments be available?
Like all treatments, fibril-targeting 
drugs need to be fully investigated 
before becoming widely available. 
None of them have yet been 
licensed for use in the UK, but some 
patients may be able to access them 
through clinical trials. There are two 
CAEL-101 trials currently recruiting 
high risk AL amyloidosis patients 
(Stage IIIa or IIIb) in the UK.

What’s next?
As well as looking at speeding 
up the rate at which deposits are 
cleared, research is also trying to 
understand how these deposits 
form and how and why amyloid 
folds. It is hoped that improved 
understanding of this process will 
provide a new target for treatment 
that would prevent deposits forming 
in the first place. This would then 
give patients a range of treatments 
that could target the amyloid from all 
angles – the production, the folding 
and the deposits. 

Hot Topic Fibril 
targeting

For more info
Find out more through our 
Clinical Trial Finder at  
trials.myeloma.org.uk 

Targeting fibrils directly gives 
the body a hand in clearing 
them away faster, reducing 
their impact on organs.

Misfolded protein
(Amyloid)

Amyloid fibrils
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For quite a while I had been 
feeling weary. This really was 
not me and I was certain there 
was something wrong.
My fabulous GP, Dr Moushumi 
Baruah, took my undiagnosable 
complaint seriously and for over a 
year I went to see one ‘ologist after 
another. I remember going for a scan 
of my lungs. They pumped me full of 
radioactive material, told me not to 
cuddle children for a few days and slid 
me into a machine. The radiographer 
popped out a few hours later to tell 
me that it was good news: my lungs 
were clear. I thought, “It may be good 
news to you but I still don’t know 
what’s wrong with me and I can’t be 
treated until we find out”. 

Off to the next ‘ologist in line... 
Eventually I saw a nephrologist at 
Guy’s Hospital who diagnosed a 
kidney issue and sent me off for a 
scan and a biopsy. But after the scan 
and before the biopsy she had a 
change of heart and referred me to a 
colleague. I will be eternally grateful to 
Dr Asgari’s skill and care – that referral 
saved me a world of hurt and gave me 
a few more precious years. 

I don’t know if I wasn’t told or if it 
just didn’t register but I didn’t realise 
that in December 2019 I had an 
appointment with a haematologist 
oncologist (a double ‘ologist). More 
blood tests followed and I was taken 
to a side room to be told I probably 
had myeloma. More tests were 
needed to confirm.

I had never heard of myeloma before 
so that meant nothing to me. It didn’t 
really sink in. My overwhelming 
emotion was relief at finally having a 
diagnosis that could be treated and 
not fear at having an incurable cancer. 

I told Deborah, my wife, that evening 
but no one else, not even my mother 
who lives with us. Together we spent 
some time considering it. 

I need to say a huge thank you to 
Myeloma UK at this point. For anyone 
who has cancer you will know that 
the help and advice that come from 
organisations like Myeloma UK is 
invaluable. I would go as far as to say it 
is sometimes a lifeline. Their research 
and knowledge will help to keep me 
alive a lot longer. And, when  
I need information, I can always phone 
their helpline and speak to an expert.

By mid-January I started to get to 
terms with the fact that I had an 
incurable cancer. Although still not 
fully on board, I felt it was time to tell 
our immediate family. I explained 
to them it was “my loma” and not a 
matter for general publication. They 
could speak to me or Deborah but 
I asked them specifically not to tell 
anyone else. 

Unfortunately, a few of them could 
not keep it to themselves. Phone calls 
started coming in. It was too many 
people knowing too soon and it was 
overwhelming. 

Mentally this was probably the lowest 
point of my journey. Having to explain 
myeloma to loved (and not so loved) 
ones and manage their emotions 
was draining. I remember walking 
home from the market and stopping 
to catch my breath – a very new 

phenomenon that I didn’t like – and I 
just started crying for me. I had never 
done it before. Fortunately, it only hit 
me hard that one time and the tears 
felt cathartic but remembering that 
moment still makes me well up.

January 2020 marched on with a little 
worry that I might have a side order of 
AL amyloidosis. I couldn’t even spell 
or pronounce it when I was packed off 
to the National Amyloidosis Centre for 
more radioactive materials and scans. 

I’d won the jackpot: myeloma with 
AL amyloidosis. Time to knuckle 
down, learn how to pronounce 
and spell it – and read a few more 
pamphlets. 

February was a quiet month full of 
scans and appointments. I made 
my first visit to grab my VCD and 
tolerated it all very well. I had some 
mood swings and my sleep pattern 
went a bit haywire, but I suffered no 
major side effects. I was back on top 
mentally and moving forward.

In March, we decided to lock down 
until the COVID plague passed. 
So I took to walking up and down 
our 11m-long balcony: it took 146 
lengths to cover 1 mile.

This gave my wife the brilliant idea 
of doing the 26.2 London Virtual 
Marathon challenge on our balcony. 
This coincided with a turning point 
in my attitude toward “my loma” 
and AL amyloidosis. Suddenly I was 
ready to tell the world. I phoned 
more family and friends but mostly 
we announced it on social media 
and through messaging, asking 
for sponsorship for Myeloma 
UK. We did 4,000 lengths up and 
down the balcony and raised just 
under £12,000.

Patient Experience
Charles Montlake

I’d won the jackpot: myeloma 
with AL amyloidosis. 

I was back on top mentally  
and moving forward. 
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After an initial fantastic response to 
the drugs, by mid-June I seemed to 
have plateaued. It was time to take  
me off the chemo and send me  
for my transplant on September 1.  
But, on Saturday, August 29, I tested 
positive for COVID. I couldn’t believe it. 
I rushed back for another test on the 
Sunday. Again, it came back positive. 
I had hardly been anywhere or done 
anything for six months. I didn’t have  
a single symptom. I didn’t know 
anyone who had had it. 

It was like being hit in the face with 
a baseball bat. Here I was, travelling 
at the speed of light towards better 
health and suddenly I was stopped 
dead by a brick wall.

As I told anyone who would listen,  
I now have the 3 Cs: COVID, cancer 
and dyslexia… I tested positive for 
COVID on and off for the next six 
weeks so, finally, in November I went 
back to Guy’s for my line 2 DVD, with 
the hope of a transplant some time 
in 2021. I have worked hard all my  
life and saved money to spend on 
pure hedonism in retirement and 
walking into Guy’s Cancer Village 
every Tuesday, month after month, 
to be stabbed and filled with poison 
was a stark reminder each time  
that my dream retirement would 
never happen.

By December I couldn’t walk 100 
yards or go up the stairs without a 
rest. I applied for a Blue Badge after 
parking my car on the 6th floor of 
the car park near Guy’s, giving up on 
the journey to collect it and asking a 
complete stranger to bring it down 
for me. With a Blue Badge I could park 
on the ground floor – we all take our 
luxuries where we can.

In mid-summer 2021 my numbers 
fell and my energy levels improved. 
That’s when I received an email 
from Myeloma UK about the Virtual 
London Marathon on October 3.  
I decided to book in and complete the 
26.2 miles in 24 hours. I told my GP 
who asked me to tell my oncologist. 

All he said was, “You are a grown 
adult”, which is oncologist speak for, 
“You are bonkers!”. I told a few other 
people and the general consensus 
was that the oncologist was right.  
It’s true, I am bonkers.

With a bit of help from my mate 
Vicky I chose to walk from my home 
in Greenwich, which is where the 
marathon starts anyway, to the O2  
– a round trip of around 7 miles with 
an elevation of 8 ft. Why the O2?  
One, because I could stop at Costa 
for a coffee (how I wish I had bought 
shares in that company!) and, two, 
because traced on a map, my  
itinerary made a rude shape...

The goal would be to walk there  
and back in four legs until I’d  
covered 26.2 miles. 

My first attempt got me a third of 
the way to the O2, but, with each 
attempt, I got closer and closer to  
my goal. Once I could do the journey,  
I started doing it twice a day, and 
then thrice. Twice I fell over and had 
to rely on the kindness of strangers 
to pick me up again. 

On the actual day of the marathon, 
I did it 4 times, leaving home at 
midnight, 6am, midday and 6pm. With 
many of my family and friends around 
me it all went really quickly. 

On the last leg I remember saying  
a mile from home that I was done in, 
but my journeymen were having none 
of it and they lent me their impetus. 
Before I knew it I was home. It was 
a wonderful day surrounded by the 
lovliest people you can imagine.

My target was to beat the nearly 
£12,000 we’d raised on the Balcony 
Marathon. We did it! At the last count 
the total raised for Myeloma UK 
was £17,736.

I don’t know everyone who donated 
but I have read every message 
they wrote at least twice. I will 
cherish each and every one of them 
and read them again and again, 
especially in the dark days that are, 
inevitably, to come.

I have no expectation that I will be 
in the same place next year. I may 
even have to dust off my Blue Badge. 
But I am going to battle this disease 
and live as much as COVID will allow 
me. I really want to get on a plane 
again next year, or have that stem 
cell transplant and maybe I will have 
another madcap adventure.

Help others by 
sharing your story
If you’re an AL amyloidosis 
patient or carer and you’d  
like to share your story in  
AL amyloidosis Matters, we 
want to hear from you. 

To have your experience  
feature in a future edition of the 
newsletter get in contact with us 
by calling 0131 557 3332  
or email 
myelomauk@myeloma.org.uk

You can also share your story 
and hear others' by joining 
a Support Group. Find your 
nearest Group by visiting 
the Myeloma UK website at 
myeloma.org.uk

We did 4,000 lengths up and 
down the balcony and raised  
just under £12,000.

It was a wonderful day 
surrounded by the lovliest 
people you can imagine.
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Living Well with neuropathy
Neuropathy is a common complication of AL amyloidosis.  
Here we look at ways to live well with the symptoms that neuropathy can cause.

What is neuropathy  
and what causes it?
Neuropathy means ‘damage to 
nerves’. Our nervous system controls 
all our actions, the working of our 
internal organs, and our responses 
to signals from around us.  
In AL amyloidosis, different nerves 
can be damaged if amyloid protein 
builds up on them. 

Peripheral neuropathy means 
damage to nerves that transmit 
signals such as pain and touch,  
or that sense our position and 
control movement. Damage can 
cause symptoms such as:

 • Pain, numbness or tingling,  
often in the hands or feet

 • Unusual sensitivity to  
touch or to heat and cold

 • Muscle weakness or lack  
of co-ordination or dexterity  
(for example difficulty with  
tasks such as doing up laces)

Autonomic neuropathy means 
damage to nerves that control  
our internal organs. The symptoms 
depend on which nerves are 
affected, and could include one  
or more of these:

 • Constipation, diarrhoea or nausea

 • Bladder problems 

 • Dizziness such as  
when you stand up

 • Erectile dysfunction  
or vaginal dryness

 • Sweating too much or too little 

Living well with  
peripheral neuropathy
It is important that pain in peripheral 
neuropathy is managed as well as 
possible. There are also practical 
steps to help you reduce the impacts 
of neuropathy on your daily life.  

Living well with  
neuropathic pain 
Make sure you take your painkillers 
regularly as prescribed – don’t  
wait until your pain worsens. Non-
steroidal anti-inflammatory drugs 
(such as ibuprofen) should be 
avoided as they can worsen kidney 
damage. If the painkiller you have 
been prescribed is not working well, 
ask about trying a different one. 

If you have ongoing poorly-
controlled pain, you can ask to be 
referred to your local pain specialist 
team, or the palliative care team who 
specialise in managing symptoms 
including pain.

If you find that the cold makes  
your pain worse, make sure to 
keep your hands and feet warm. 
Sometimes you may find that a hot 
water bottle or ice packs help with 
pain (wrap them in a towel first)  
- or try alternating between them. 

You might find that therapies such 
as gentle massage or acupuncture 
are helpful – your hospital may have 
a complementary therapy service. 
Relaxation techniques – or simply 
watching TV or chatting to a friend 
– may help to distract from pain 
symptoms for a time.

Practical living
If your neuropathy is making your 
hands and feet numb, or affecting 
your co-ordination and balance, 
there are ways to help you live  
well with these effects. 

Wear well-fitting shoes, and make 
sure the hallways and stairs in your 
home are well-lit and free from 
clutter – you will be at more risk of 
falls if your feet are numb or your co-
ordination and balance are affected. 

If your mobility is affected, or if 
you have problems doing ordinary 
manual tasks, there are many aids 
and adaptations that can help. 

An occupational therapist can 
assess you at home, and suggest 
what will be suitable for you.

Driving 

If you drive, you must by law inform 
the DVLA if you have peripheral 
neuropathy. You will need to 
complete the CN1 form which  
you can download from the  
UK Government website or  
call 0300 790 6806.

Living well with  
autonomic neuropathy
You will be given drug treatments 
to help with any specific symptoms 
that you are experiencing (for 
example anti-sickness drugs or 
laxatives, drugs to help with erectile 
dysfunction, or vaginal creams).  
If you find that the drugs you have 
been given for a symptom are not 
working well, it is always okay to  
ask your healthcare team if you  
can try a different approach.  
Speak to your doctor before taking 
any new over-the-counter treatment,  
to make sure it is suitable for you. 

Digestive issues 

You will be given drugs to help if you 
are getting constipation, diarrhoea 
or sickness. Your healthcare team 
will give you advice on how to adapt 
your diet to the specific effects the 
autonomic neuropathy is having, 
and you can also ask to speak to 
a dietician at the hospital who can 
give you advice if you are still finding 
eating difficult to manage.

If your stomach is emptying more 
slowly than normal, it may help to  
eat smaller and more frequent 
meals, and you may find that some 
foods are less digestible for you  
and are best avoided.
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Blood circulation  
and dizziness
It helps if you are aware that you  
may get suddenly dizzy when you  
sit up or stand up. Take it in stages  
– when you get up from lying down, 
sit on the side of the bed for a minute 
before standing up. When you stand 
up, hold on to something for a minute 
before moving. Keeping head end of 
your bed raised may be helpful. Try 
putting a brick under each top corner 
of the bed - or a couple of thickish 
books (that you no longer read!). 

You may be given compression 
stockings to help your circulation 
too. Heat can make dizziness  
worse, so you will probably find  
you should avoid saunas and  
hot tubs for this reason.

TOP 10 TIPS
Ask for advice if your 
painkillers are not giving 
good control

Try ice packs or hot 
water bottles wrapped in 
a towel 

Relaxation therapies  
or gentle massage  
may help

Keep hands  
and feet warm 

Check water 
temperature before 
getting into the  
bath or shower 

Keep hall, stairs  
and gangways  
at home clear  
and well-lit 

Take regular gentle 
exercise – ask about 
suitable exercise first

Stop smoking –  
ask for support  
with this

Get advice about  
aids and adaptations  
to help at home

Get support when  
you need it

for living with  
peripheral neuropathy
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Information  
and support
Having pain and other effects 
of neuropathy can have  
a psychological as well as 
physical impact. It can help  
to talk to others who 
understand AL amyloidosis  
and its effects, and informing 
yourself about neuropathy  
and its impacts can also help.

 • Find out more about  
living with neuropathy  
in the Peripheral 
neuropathy (AL 
amyloidosis) Infosheet 
and the Autonomic 
neuropathy (AL 
amyloidosis) Infosheet 
from Myeloma UK

 • Call the Myeloma UK 
Infoline or email  
AskTheNurse 
@myeloma.org.uk

 • Join an AL amyloidosis 
Support Group

 • We have videos about  
AL amyloidosis at 
myeloma.org.uk/videos 

 • Extra psychological  
support such as 
counselling and other 
talking therapies may  
be helpful, and are  
available on the NHS

TOP 10 TIPS
Inform your healthcare 
team of new symptoms 

Ask for advice if the  
drugs you’ve been given 
are not working well 

Drink fluids to replace 
those lost in diarrhoea, 
but check if you need  
to limit your fluids 

Ask for advice about 
what to eat and  
how much 

Smaller portions more 
regularly may be better 
than fewer larger meals

Take your time  
when standing up 

Try sleeping with the 
head end of your bed 
raised a little exercise 
– ask about suitable 
exercise first

Gentle exercise may 
help – ask about suitable 
exercise first

Avoid excessive heat 
such as hot tubs if you 
get dizzy

Get support when  
you need it

for living with  
autonomic neuropathy

1

2

3

4

5
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9
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Blood tests are an important way to monitor and measure your AL amyloidosis.  
They can be used to help with a diagnosis of AL amyloidosis, measure your response to treatment 
and to monitor different organ functions, such as the heart or kidney. One such blood test used to 
monitor your AL amyloidosis is the serum free light chain assay (SFLCA). 

What is the SFLCA?
The SFLCA (the sFLC assay or 
Freelite®) is a test for measuring  
the levels of free light chains  
in the blood. 

It involves taking a sample of blood 
from a vein in your arm or hand. 
The SFLCA measures the separate 
kappa and lambda free light  
chain values in the blood. 

Free light chains are measured 
in your blood at the time of 
AL amyloidosis diagnosis, although 
the results of the test are not 
enough on their own to diagnose 
AL amyloidosis. 

Free light chains are also  
measured regularly to see  
how well treatment is working.

During periods when you are not 
receiving treatment, free light 
chains are measured to check the 
AL amyloidosis is remaining stable 
as they are a good indicator of the 
level of activity of AL amyloidosis.

The higher the level of free light 
chains, the more quickly amyloid  
is deposited.

What do the SFLCA  
results mean?
The results of the SFLCA may be 
given either as a ratio (of the kappa 
and lambda free light chain levels) or 
as the difference (in the kappa and 
lambda free light chain levels).

Both the ratio and the difference in 
free light chains (dFLC) can be used 
for monitoring your AL amyloidosis. 

The free light chain levels in the 
blood vary from person to person 
but the normal ranges are:

 • Kappa free light chains:  
3.3–19.4 mg/L (milligrams  
per litre of serum)

 • Lambda free light chains:  
5.7–26.3 mg/L

 • Normal kappa/lambda ratio: 
0.26–1.65 

When the results are higher than 
these values, it is an indication  
that your AL amyloidosis may be 
going into relapse after a period  
of successful treatment or period 
of remission. The difference in free 
light chain levels can also be used 
to monitor your haematological 
response (the response of the free 
light chains) to treatment. 

This may be used in particular 
circumstances, such as when 
the kappa/lambda ratio is within 
normal range but the values are 
high. This can occur when your 
kidneys have been affected by 
your AL amyloidosis, for example, 
and they can't filter out the light 
chains as well. The dFLC is needed 
because the ratio would not show 
the values are high, but the dFLC 
would. For example, kappa/lambda 
levels may be 4 and 5 which gives a 
ratio of 0.8, as do levels of 400 and 
500. However, there is a dFLC of 
1 and 100, respectively. 

Categorising  
treatment response
Your response to treatment can  
be categorised into three levels:  
a complete haematological response 
(CR), a very good partial response 
(VGPR) and a partial response (PR) 
to treatment. 

A complete response  
is when you have:

 • Normal free light chain  
levels within the range  
as defined earlier 

 • A normal free light chain  
ratio as defined earlier 

 • No detectable paraprotein  
in the blood

 • No detectable light  
chain in the urine

A very good partial response 
to treatment is when there is a 
reduction in the difference in free 
light chains to below 40 mg/L. If the 
dFLC cannot be used, reduction in 
paraprotein is used instead. And a 
partial response to treatment is at 
least a 50% reduction in the dFLC. 
The aim of treatment is to achieve  
a CR or a VGCR. 

If your response is only partial 
response, your healthcare team 
may often consider changing the 
treatment you are on. 

Summary
Your blood test results are used  
to assess how your AL amyloidosis  
is progressing, and doctors will  
look at the trend in results, rather 
than individual ones, to do this.  
If you’re unsure of what the results 
mean, get in contact with your 
healthcare team.

Introduction to blood test results 

For more info
For more information about  
all aspects of AL amyloidosis, 
you can download and read  
our range of information 
booklets from our website at  
myeloma.org.uk/publications
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Small Society Lottery  
Registration No: 443188myeloma.org.uk/mylottery

Play our lottery for just £1 per week and help 
Myeloma UK to provide advice and support to AL amyloidosis 
patients and their families, as well as supporting our work 
to improve diagnosis, treatment and care for patients 
across the UK.

Win up to £25,000
Lottery
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Changing lives every week

Join online today
or call 0131 230 0429  
to request an entry form

Registered Charity No. SC026116 ride.myeloma.org.uk
Find out more at 

15–19 September 2022
ROLLING ROAD CLOSURES • FULL SUPPORT CREW • SPORTS PHYSIOS

THE ULTIMATE RIDE EXPERIENCE

https://ride.myeloma.org.uk
https://myeloma.org.uk/mylottery


We’re here for everything  
a diagnosis of AL amyloidosis brings 

 Call our Myeloma UK Infoline on 0800 980 3332 for practical advice, 
emotional support and a listening ear.

 Get answers to your questions by  
emailing AskTheNurse@myeloma.org.uk

 Learn about AL amyloidosis from experts and meet other patients  
at our Patient and Family AL amyloidosis Infodays.

 Order or download our information publications, 
which cover all aspects of AL amyloidosis – call 
0800 980 3332 or visit myeloma.org.uk

 Join your nearest AL amyloidosis Support Group to meet up  
and talk to other people face to face.

 Visit myeloma.org.uk, a one-stop-shop for information on AL 
amyloidosis; from news on the latest research and drug discovery to 
articles on support, treatment and care.

 Watch AL amyloidosis TV, videos about AL amyloidosis presented by 
experts, patients and family members.

 Use the Discussion Forum for the opportunity to share experiences  
and advice about living with AL amyloidosis.

 Help make myeloma history by fundraising and donating. Email 
fundraising@myeloma.org.uk or call 0131 557 3332 to find out ways  
you can help.

Registered Charity No: SC026116

Myeloma UK 
22 Logie Mill, Beaverbank Business Park,  
Edinburgh EH7 4HG

 0131 557 3332

 myelomauk@myeloma.org.uk myelomauk   
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