


It was important to me to learn 
everything I could about the disease 
including how AL amyloidosis and 
their treatments would affect me. 
That helped me take control. The NAC 
provides reliable information and I 
think everyone should beware of the 
internet. Some of the information 
online is very out of date.  

There will be occasions when you 
will know more about AL amyloidosis 
than the doctors you will see, 
particularly if you end up in A&E. In 
those cases, it is important to know 
about your treatments so that you can 
check you are getting what you need. 
Being proactive is also important. 
You don't want to wait for the hospital 
or doctors to contact you if things 
are not going well. For example, if 
appointments don't progress in a 
timely fashion you can contact the 
relevant doctors or nurses to let them 
know.

Where possible, I think it can be really 
useful to take someone with you 
to appointments, especially at the 
beginning. It’s so easy to focus on just 
one thing you are told and forget the 
rest. That is when another set of ears 
is invaluable. Making notes, writing 
down your questions and answers is 
useful. My brain was like a sieve and I 
forget what my doctor has said.  

Having advocates to support you 
when you feel unwell is vital. They can 
be spouse, relative or friend, it really 
doesn’t matter. Those people will 
encourage and push you so that you 
don't wallow in your own mental or 
physical discomfort. 

Joining a Support Group, a local or 
online Group, can really help. Hearing 
other people's concerns, worries and 
success stories makes a difference. 

With one rare exception, my doctors 
have been great. I trust them 
implicitly. If I am worried between 
appointments I can contact them by 
email and usually receive a very swift 
response. 

My biggest regret is that I didn't work 
harder to maintain my fitness levels. I 
was never the most active and it was 
easy to let that slip. With COVID-19 
and awful weather, it still concerns me. 

The biggest thing you can do is stay 
positive. I never thought I’d be here 10 
years after diagnosis. The advances 
being made through medical research 
are ongoing and provide me with 
hope for the future. Here's to my next 
10. Fingers crossed my luck holds. 

It was important to me to 
learn everything I could about 
the disease including how 
AL amyloidosis and their 
treatments would affect me. 

For more info
Find out more about all 
aspects of AL amyloidosis 
by downloading our 
AL amyloidosis information 
publications from 
myeloma.org.uk/publications

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
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Living Well FAQs

Coping with loneliness
We can all feel lonely from time to time, but when we are going through 
tough times, not being able to be with people and doing the usual 
things we would can make things feel more difficult. Loneliness and 
isolation are challenging feelings to deal with, but it isn’t something that 
you have to manage on your own, and though it might be hard, 
there are things you can do to help overcome loneliness. 

 z Remember you’re not alone – It’s true. There is always someone, 
somewhere who will understand. Although it isn’t always easy, talking 
to someone can remind you that there is someone there. You can 
contact the Myeloma UK Infoline on 0800 980 3332 and speak to a 
member of the team who can provide information, emotional support, 
practical advice and a listening ear. Calls have no time limit, are 
confidential and can be anonymous. We also offer an email service 
if this a more preferable way of getting in touch 
(askthenurse@myeloma.org.uk).

 z Tell people how you feel – people may think you’re coping and don’t 
realise that you are feeling lonely. Try talking about your feelings to 
a friend, family member, health professional or counsellor. Most will 
gladly offer their support but if they don’t know they can’t help.

 z Notice when you’re feeling lonely. You may feel lonely on certain days, 
at certain times, or that things trigger these feelings. If you’re aware 
of what brings on your loneliness, you can try to change things to 
improve this. 

 z Keeping a note of how you’re feeling at different times in the week 
may help. Think about things you’ve enjoyed, things you’ve found 
difficult and whether certain days or times of day are better than 
others.Try keeping a diary/journal for a week and see if there’s one 
thing you could change to make a difference or do again to enjoy.

 z Having some structure to your day can help you feel more in control. 
Plan something to look forward to every day, such as a phone call, 
watching a film or baking something special. Build in regular contact 
with your family/friends. 

 z Stay social at home by joining others online – book clubs, pub 
quizzes, support groups, online forums and music concerts are just 
a few of the things to try and can provide good ways to meet new 
people. If you’re not confident online, there are lots of organisations 
who can provide training to improve your digital skills. Get in touch 
with us and we can point you in the right direction.

 z Talk to other AL amyloidosis patients and carers. AL amyloidosis is 
quite a rare condition and so it can feel like no one else knows what 
you’re going through. Seek out other patients and carers through 
groups and forums, for example the Myeloma UK discussion forum, 
the National Amyloidosis Centre patient forum and online support 
groups.

The SAP Scan 
In AL amyloidosis, a large 
amount of an abnormal protein 
(amyloid) is laid down on organs 
affecting the way they work. 
Serum Amyloid P (SAP) is a 
normal protein found in blood 
which binds to amyloid. A SAP 
scan identifies amyloid deposits 
and can give an indication of 
which and how severely organs 
are affected – it can show the 
amount and location of amyloid 
within the body without the 
need for invasive biopsies. Most 
patients with AL amyloidosis 
have at least some amyloid 
in more than one organ, even 
when those organs appear to be 
functioning normally. 

The scan is performed 
routinely at the National 
Amyloidosis Centre (NAC) 
in London to help confirm a 
diagnosis of AL amyloidosis – 
anyone suspected of having 
AL amyloidosis would ideally be 
seen at the NAC at least once for 
the diagnosis to be confirmed 
and again at regular intervals for 
follow up monitoring. The SAP 
scan is carried out either the 
day after or 2–3 hours following 
the injection of a radiolabelled 
SAP protein and it takes about 
30 minutes. Patients will be 
asked to lie on the scanning 
bed and remain still whilst the 
scan is being performed. It is 
not an enclosed ‘tunnel’ scanner 
but needs to be quite close to 
enable the best possible images, 
however, there should not be 
any discomfort or loud noises 
during the scan. You can find 
out more by reading the SAP 
scan Infosheet available on the 
Myeloma UK website. 

Over the year, our Information Specialists have been asked many questions about AL amyloidosis 
through our Infoline and ask the nurse email service. Here we cover some of the most frequently 
discussed topics.
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Questions?
If you have a question about 
AL amyloidosis, get in touch by 
calling 0800 980 3332 
or by emailing  
askthenurse@myeloma.org.uk

High-dose therapy and stem cell transplantation
High-dose therapy and stem cell transplantation (HDT-SCT) allows 
doctors to give patients a high dose of chemotherapy (usually melphalan) 
which gives the best chance of reducing the abnormal cells that cause 
the AL amyloidosis. They are then given back their previously collected 
(harvested) stem cells which will allow for recovery of normal bone 
marrow.

Not all AL amyloidosis patients will be suitable for HDT-SCT and patient 
selection is key to its success, avoiding unnecessary toxicity from the 
procedure in those who may be not able to tolerate it. About a fifth of 
all newly diagnosed patients with AL amyloidosis may be suitable for 
HDT-SCT. Assessment of the patient’s overall health, including age and 
results of blood and imaging tests carried out at the National Amyloidosis 
Centre (NAC), gives the doctors a good idea of which patients are most 
likely to benefit from HDT-SCT and those who may not tolerate it and who 
would be deemed unsuitable. Patients with early stage disease, usually 
aged under 70 years, with adequate kidney and heart function, can be 
potentially be put forward for HDT-SCT. Those with advanced stage 
AL amyloidosis and especially those with poor organ function would be 
unlikely to tolerate the intensity of the procedure and it would be unlikely 
to be recommended to them. 

If recommended by the team at the NAC it means that they think that 
the patient is likely to derive real benefit, with minimal risk, hopefully for 
a prolonged period. In recent years, it is now thought that some patients 
who are not well enough to undergo HDT-SCT at the time of diagnosis, 
may improve sufficiently from an initial course of treatment that they may 
become eligible candidates at a later stage.

Living well as a carer 
Although every caring situation 
is different, being a carer often 
brings changes in your life. Whilst 
it can be very rewarding and 
have benefits, it can sometimes 
be emotionally and physically 
draining. Maintaining your health 
and wellbeing can provide you 
with the energy and capacity to 
carry out your role so you can 
care and support your loved one.

Some of the most important tips 
for carers include:

 z Set up a support system 
for yourself (this might 
include friends, other family 
members, counselling, 
spiritual support from your 
local faith group, being a 
member of a support group/
forum, helplines and 
online support)

 z Talk to others about how 
you feel

 z Take care of yourself by 
eating well-balanced meals, 
exercising and sleeping

 z Take time for yourself – do 
something you enjoy, learn 
something new, plan to have 
time out/away

 z Make time for relaxation
 z Keep up social contact 
with others

 z Learn to delegate and 
accept help – let family 
and friends help with care, 
support, errands, meals, 
shopping, chores and driving

 z Ask questions about the 
patient’s needs and how 
they are being met

 z Tell your GP you are a carer
 z Go to any health 
appointments you have

Gastrointestinal problems
Two of the main gastrointestinal (GI) issues that can occur in patients are 
constipation and diarrhoea, both of which can be difficult to live with and 
can potentially cause serious complications if left untreated. 

Diarrhoea is the passing of loose or watery stools (poo) more than 
three times a day. If you have diarrhoea it is important to deal with it 
straight away, as excessive loss of water through your stools can lead 
to dehydration, which can be serious. Constipation is defined as having 
difficulty emptying your bowels. When you are constipated, bowel 
movements occur less often than they would normally, and they may be 
dry, hard and painful. 

GI problems can be caused by a variety of reasons in AL amyloidosis 
(e.g. amyloid deposits, treatment, infection or stress/anxiety), so it is 
important that the root cause of the patient’s discomfort is identified. 
Amyloid deposits in the digestive system (stomach and intestines or gut), 
can cause a feeling of nausea, diarrhoea or a sensation that the stomach 
is full after eating small amounts. AL amyloidosis can also reduce the 
body’s ability to absorb nutrients from food, leading to weight loss. 
Treatment in general can also cause difficulties, especially drugs such 
as bortezomib (Velcade®) and lenalidomide (Revlimid®). 

There are many supportive treatments that can be given to help, and we 
would always stress the importance of fluid intake and trying to maintain 
a healthy diet with plenty of fibre. It is important that if you’re experiencing 
any GI issues you discuss your situation with your medical team. Although 
these types of conversation may feel embarrassing in the beginning, 
your medical team will appreciate the insight and will allow them to add 
additional supportive treatments if appropriate. 
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Light chains are what the “L” stands for in AL amyloidosis. Here we take a closer look at 
what they are and how they cause problems in AL amyloidosis.

What are light chains?
Light chains are part of 
immunoglobulins (also called 
antibodies). Immunoglobulins 
(shortened to Ig) are produced by 
plasma cells in the bone marrow 
and are a normal part of the body’s 
immune system. There are several 
different types of immunoglobulin 
with each playing a specialised role 
in fighting infection. 

Each immunoglobulin molecule is 
made up of four components: two 
‘heavy chains’ and two ‘light chains’ 
(see Figure 1). There are five types 
of heavy chain (G, A, M, D and E) 
and two types of light chain (kappa 
and lambda). An immunoglobulin 
molecule will always have two of 
the same type of heavy chains 
and two of the same light chains. 
Therefore, each immunoglobulin 
molecule is named according to 
the type of heavy chain and light 
chain it is made up of, for example, 
IgG kappa or IgG lambda etc. 

What are free light chains?
When plasma cells produce 
immunoglobulin molecules, 
they initially produce the heavy 
and light chains separately and 
then assemble them into an 
immunoglobulin before releasing 
them into the bloodstream. Once 
light chains are attached to heavy 
chains, they are referred to as 
‘bound light chains’. However, 
plasma cells usually make slightly 
more light chains than heavy 
chains, which means there are 
usually some left over light chains 
that don’t get attached to a heavy 
chain (referred to as ‘free light 
chains’). They can then be secreted 
into the blood (these are known as 
‘serum free light chains’ as they are 
found in the blood serum).  

Normally, there are only very low 
levels of free light chains in the 
blood. However, in AL amyloidosis, 
the abnormal plasma cells make 
far too many light chains which 
are then released into the blood 
unattached to heavy chains. Serum 
free light chains can be detected 
and measured in over 95% of 
AL amyloidosis patients.  

Types of AL amyloidosis 
As with normal plasma cells, 
the abnormal plasma cells in 
AL amyloidosis produce only one 
type of light chain, so the type 
of AL amyloidosis you have is 
denoted by the type produced – 
either kappa or lambda. Lambda 
AL amyloidosis is more common 
than kappa AL amyloidosis. 

Measuring light chains 
Measuring the levels of kappa and 
lambda light chains, and the ratio 
between them, is a very useful way 

of monitoring your AL amyloidosis. 
When the level of one type of 
light chain is high but the other is 
normal, the ratio will be abnormal 
and indicates AL amyloidosis 
is active. A normal ratio after 
treatment can indicate a complete 
response.  

The ratio is also important because 
it can be an indicator of poor 
kidney function. Kappa and lambda 
chains are removed from the blood 
by the kidneys, so if the kidneys 
are not working properly then the 
kappa and lambda values may both 
be raised but with a normal ratio 
between the two.

Light chains are measured with 
the serum free light chain assay 
(SFLCA).

Folding light chains 
As well as being over-produced, 
light chains in AL amyloidosis have 
an abnormal structure. This causes 
them to fold up and form amyloid 
deposits in tissues and organs. 
The body can clear some of these 
deposits but only very slowly, much 
slower than they are produced, 
so the deposits build up. This is 
what causes organ damage in AL 
amyloidosis patients. Research is 
looking at ways to help the body 
clear deposits by targeting the 
deposits directly. For example, 
trials are currently ongoing across 
the world looking at a drug called 
CAEL-101, which aims to clear 
deposits.

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.  

Introduction to Light chains

Figure 1. Structure of an immunoglobulin. In AL 
amyloidosis, an excess of the light chains are 
produced without the heavy chains.  
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Santa has lost Buddy the Elf, Rudolph, 
and a sack of presents somewhere in Lapland. 

Can you help guide them back to 
Santa’s Village in time for Christmas Eve?

Sign up to complete either 10km, 50km or 100km distance 
in whatever way you like between 1-24 December

Find out more and sign up at

www.myeloma.org.uk/lostinlapland

Lost in Lapland
Join us on our Festive Virtual Mission

Myeloma Stars Christmas Appeal
is back for 2020

Last year, supporters like you helped us raise nearly £20,000 by donating and  
dedicating stars to the special people in your lives on our Myeloma Stars website.

Your donations support our vital work with AL amyloidosis patients. 
Please help us shine again this Christmas by dedicating a star.

Dedicate your star now!

Visit MyelomaStars.com

Further info:    0131 557 3332    MyelomaStars@myeloma.org.uk

Myeloma UK is a registered charity, no. SC026116

Join us for our AL amyloidosis 
Digital Infoday session in 2021

Learn from experts 
Discover the latest research and hear updates on 
current treatments direct from doctors and nurses. 

Ask questions 
Get answers to your questions from expert speakers 
and find out more about the support we offer. 

Share experiences 
Listen to short presentations from people who know 
what you’re going through.  

Watch at home 
Join live or watch on demand later from the comfort 
of your home.

Keep an eye on our social media where 
further details will be announced 

http://ww.myeloma.org.uk/lostinlapland
mailto:https://myelomastars.com/?subject=
mailto:MyelomaStars%40myeloma.org.uk?subject=
https://www.facebook.com/myelomauk
https://twitter.com/MyelomaUK
https://www.instagram.com/myelomauk/
https://www.linkedin.com/company/myelomauk/


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   


