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Welcome to the Winter edition of 
AL amyloidosis Matters 2019. We hope you like 
the new look of your AL amyloidosis Matters. 

This edition features the experience of AL amyloidosis 
patient Linda Woolfe. Linda has been diagnosed with 
AL amyloidosis for 5 years and faced a long wait until she 
got the right diagnosis; something to which I’m sure many 
patients can relate, unfortunately.

Something else to which many patients will relate is a lack 
of appetite. Around this time of year many of us like to 
indulge a bit more, but some of you may be struggling to 
eat and maintain your nutritional intake. We’ve included 
plenty of practical tips on pages 8 and 9 to help you 
maintain a healthy weight. We also touch on what a 
healthy diet should look like for when January rolls around 
and healthy eating often comes into focus.  

As well as eating a bit more, many of us will be spending 
a bit more at this time of year, so we’ve included practical 
tips about finances in our Hot Topics. 

This edition also features an introduction to genetics, 
which gives an overview of this complex area of research.  

We hope you enjoy this edition. As always, do get in touch 
with any comments or topics you’d like to see in next 
year’s editions. If you’d like to feature in AL amyloidosis 
Matters next year, we’d love to hear from you. 

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

Alice Baron
Co-Editor
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News&Notes
AL amyloidosis Infodays 2020
We are pleased to announce two patient and family AL amyloidosis 
Infodays will be taking place in 2020. Infodays offer a friendly environment 
where people affected by AL amyloidosis can come together to gain 
information and share experiences. You will hear from experts on the latest 
treatment strategies and new developments, as well as how to manage 
some of the side effects of treatment. The Infodays will be taking place on 
Friday 28 February at the Southampton Novotel (City Centre), and on 
Friday 1 May at the Radisson Blu Manchester Airport. Online booking will 
be available soon, please go to our website for further details.

Plasma cell level helps predict outcomes 
Recent research has shown that bone marrow plasma cell (BMPC) level 
could also indicate patient outcomes and inform treatment decisions. The 
research carried out at the Mayo Clinic in the US suggests that patients with 
≥20% BMPCs were more likely to have worse outcomes than patients with 
<20% BMPC, irrespective of age, light chain level, time of diagnosis, cardiac 
involvement and transplant status. This highlights the increasing role of the 
plasma cell clone on patient survival.

Minimal residual disease in AL amyloidosis 
Due to the low levels of circulating free light chains, measuring treatment 
response in AL amyloidosis can be challenging. Researchers are exploring 
whether minimal residual disease (detection of abnormal plasma cells in 
the bone marrow biopsy after treatment) could also be used to determine 
treatment response in AL amyloidosis. The study found that MRD 
negativity (absence of plasma cells in the bone marrow) was associated 
with improved progression-free survival (PFS) compared to MRD positive 
patients (presence of plasma cells in the bone marrow). This indicates the 
MRD measurements could be used to predict patient outcomes and has a 
potential role in determining the success of treatment. 

Are AL amyloidosis, myeloma, and MGUS 
genetically linked?
AL amyloidosis, myeloma and monoclonal gammopathy of undetermined 
significance (MGUS) are plasma cell disorders which are thought to 
be related. Clinically these disorders are linked: MGUS can progress 
to myeloma or AL amyloidosis, and around 10-20% of AL amyloidosis 
patients have a joint myeloma diagnosis. The disorders are also 
related through genetic changes that occur in their development and 
progression. Research has discovered eight specific genetic changes 
that are associated with the development of the disorders. Further 
research is needed to understand the role these changes play.
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If you are experiencing money worries, you’re by no means alone.

We recently surveyed 
myeloma patients and 
carers for our magazine 
Myeloma Matters, and more 
than 90% said that their (or 
their partner’s) diagnosis 
had affected their finances, 
and as many as 61% said it 
had greatly affected them. 
Issues of finances are likely 
to be a concern for many 
AL amyloidosis patients and 
their carers as well.

While trying to deal with 
AL amyloidosis treatments, 
symptoms and complications, an 
already stressful situation can be 
made more challenging by financial 

concerns.  
Financial worry for AL amyloidosis 
patients often comes from having 
to reduce working hours, give 
up work, or change the type of 
work you do, particularly if your 
work is strenuous and involves 
manual labour. You are likely to 
need to take some time off during 
treatment or periods of ill health, 
and some patients decide that 
early retirement is the right choice 
for them. Carers may also need to 
adjust their working hours.

Mortgages
If you have a mortgage that is not 
covered by payment protection, 
and are having financial difficulties, 
it is important to let your mortgage 
lender know as soon as possible. It 
may be possible to stop payments 
for a short period, to pay just the 
interest part of the mortgage, or 
to extend the length of time over 
which the mortgage is paid. 

Budgeting
Budgeting is a key part of managing 
finances. The first step is to make 
a list of regular income and assets, 
such as savings and pension 
income. Next is to make a list of 
regular outgoings and financial 
commitments including bills and 
debt repayments.

The next step is to try to reduce any 
non-essential expenses, by cutting 
out or cutting back what you do not 
need. 

If you still need to cut back further, 
look at your essential outgoings 
and see how you can reduce them, 
such as by changing to a cheaper 
energy supplier.

Debt
If your financial situation means 
that you are getting into increasing 
debt or cannot pay off existing debt, 
it is important to get help as soon 
as you can. This may include:

 z Contacting the National Debtline 
or your local Citizens Advice 
(contact details in Finances: 
Living well with AL amyloidosis 
Infosheet)

 z Making sure you are receiving 
all the benefits to which you are 
entitled 

 z Dealing first with priority debts 
such as rent arrears

 z Contacting your creditors to 
explain your circumstances, and 
to see whether you can make 
reduced payments

Benefits
There are a number of benefits for 
which you may be eligible as an 
AL amyloidosis patient or carer. 
These include:

 z Personal Independence Payment 
(for people aged under the State 
Pension Age who have a health 
condition or disability)

 z Attendance Allowance  
(for people over the State 
Pension Age who need help  
with personal care)

 z Statutory Sick Pay if you are 
employed but unable to work

 z Employment and Support 
Allowance if you cannot work due 
to illness or disability

 z Universal Credit or other benefits 
if your income is low

If you care for someone with 
AL amyloidosis you may be able 
to claim benefits such as Carers 
Allowance. Other potential sources 
of help include free prescriptions (in 
England) and winter fuel payments. 

Get help
There are useful organisations that 
can help you, for example with filling 
out benefit application forms or 
giving advice about debt. You may 
have a social worker at your hospital 
who can also support you. It’s 
important to take action to get the 
financial help and advice you need.

Hot Topic Finances

For more info
Information about financial issues, 
and lists of useful organisations, 
can be found in our Finances: 
Living well with AL amyloidosis 
Infosheet, which you can 
download from the publications 
pages of our website.
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When my husband Alan and 
I retired from our respective 
teaching posts in 2007 (he from 
university and I from secondary 
school), we had exciting plans to 
follow the recommendations of 
our two well-travelled sons. 

All went well for a few years, 
with treks in New Zealand, Nepal 
and elsewhere as well as lots of 
mountains at home in Scotland.

In 2011 I began to experience some 
very well-known heart symptoms: a 
heavy sensation in my chest, with 
a pain travelling down my left arm. 
My GP diagnosed angina, which 
was confirmed with a treadmill test 
and an angiogram. As the damaged 
blood vessel was considered 
too inaccessible for a stent, the 
decision was taken to manage the 
condition with a cocktail of drugs 
and a GTN spray.

Although we continued to lead an 
active life with lots of travelling, 
walking, swimming and the arrival 
of two grandsons, my health 
slowly deteriorated. My GP and the 
cardiologist changed the drugs, 
increased dosages, added in 
diuretics when my ankles started 
to swell up and stipulated “you 
should be feeling better than this”. 
I was alarmed by how I struggled 
with just a few stairs, or a moderate 
incline.

One evening, at the end of a book 
group meeting, a doctor friend said 
“These don’t look like your legs, 
Linda. How much extra weight are 
you carrying?” I indicated about 
5 kilos to which she replied, “This 
is serious!” Alan and I decided to 

privately seek a second opinion. We 
asked the new cardiologist to start 
again. With only a stethoscope and 
a thorough Q and A session, he 
concluded that my main problem 
lay in my kidneys. He asked for a 24-
hour urine sample (a Bence Jones 
Protein Test). Two days later I had a 
call from my GP asking me to report 
to the Haematology Department at 
Ninewells Hospital in Dundee.

Upon arrival there in October 2014, 
the consultant sat us down and 
said, “We have a diagnosis for you. 
You have amyloidosis.” He gave us 
some information about this rare 
blood disorder, which originates 
in the bone marrow. “There is 
a specialist centre in London 
where you will have a detailed 
examination, and they will advise on 
treatment. But that treatment will 
be carried out here at Ninewells.” 
He explained that I would have 
a full-body X-ray and biopsies of 
my bone marrow and kidneys. 
Treatment was likely to involve 
Velcade, steroids and a chemo 
drug. A referral would be made 
to the NAC (National Amyloidosis 
Centre) at the Royal Free Hospital 
in London. The key objective was 
to “switch off the tap” - to halt the 
over-production of the amyloid 
protein. 

When we returned home, still 
somewhat shocked, I phoned my 

friend from book group and told 
her my news. “That’s rare,” she 
said “but treatable.” That was so 
reassuring! That evening I followed 
internet links from the NAC website 
to find out more. 

During the week of biopsies etc., I 
received another surprise. I woke 
one morning to discover that the 
left side of my face had ‘collapsed’. 
My left eye did not close and 
I dribbled from the side of my 
mouth. At first I thought that I had 
had a stroke, so I made an urgent 
appointment to see the GP. He was 
fairly sure it was Bell’s Palsy: facial 
paralysis caused, it is thought, by 
a virus. He sent me to Ninewells 
where a CT scan confirmed that 
there was no damage beyond the 
visible paralysis. The treatment was 
an eight day course of steroids, 
which I received together with a gel 
and drops. 

In physiotherapy, the main concern 
was the possible long-term damage 
to my eye if it did not close and 
was not properly lubricated. The 
physiotherapist demonstrated how 
to protect the eye at night with 
gauze and tape. “This was not the 
‘eye-pad’ you were hoping for at 
Christmas,” he joked! 

Patient 
Experience
Linda Wolfe

I woke one morning to discover
that the left side of my face had 
'collapsed'
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Over the following weeks and 
months he tried a course of 
acupuncture, without any 
improvement. Next was a battery-
operated back-pack (Trophic Facial 
Stimulator) with several electrodes 
attached. I began to slowly recover 
some of the functions. The eye 
could blink and I stopped dribbling. 
However, even now, after four years 
I can only manage half a smile. 

Of course, I had bigger worries than 
Bell’s Palsy. My first appointment 
at the NAC was in November 2014. 
On that first visit I struggled to walk 
the length of the station platform 
to find a taxi. However, once in the 
NAC, as readers will know, it is a 
very professional and thorough 
procedure – an interesting mix of 
the hi-tech (SAP scan) and the low-
tech (6-minute walking test)! It was 
confirmed that I had AL amyloidosis 
with amyloid deposits in my heart, 
kidneys and spleen. A CVD regime 
(cyclophosphamide, Velcade 
[bortezomib], dexamethasone) was 
agreed.

By December 2014, I had started 
this treatment. I was admitted to 
hospital for the first dose of chemo 
just in case there was an adverse 
reaction. Luckily, I tolerated it all 
then and, by and large, continued 
to do so. Before being discharged, 
the pharmacist came to the ward 
with an enormous quantity of 
drugs. She explained the purpose 
of each: several prophylactic drugs 
to help protect me from infections 
as well as the core treatment drugs, 
a drug to help deal with nausea 
and Fragmin injections to help 
avoid blood clots. Once home I 
transferred the list to a daily chart, 
as drugs to be taken varied from 
day to day with Tuesday being 
treatment day.

For four Tuesdays in each cycle 
(five weeks), I attended the 
Haematology Day Care centre – 
“the Tuesday Club”, we called it. 
I was given the Velcade injection 
while other patients were on drips, 
infusions etc. Most were being 
treated for myeloma. A doctor or 
nurse gave me a thorough check 
each week and advised on dealing 
with the inevitable side effects. 
My skin became very fragile, my 

hair grew thin, I oscillated between 
diarrhoea and constipation, and 
I lost weight. Steroid-induced 
wakefulness had me unable to 
sleep for long periods at night. The 
darkest thoughts seemed to occur 
around 3am. 

Quite early during my period 
of treatment I suggested to my 
husband that I set up ‘camp’ in our 
guest’s room so that he could have 
a good night’s sleep. This worked 
well because I could pass those 
wakeful hours watching some of the 
many box sets of costume dramas 
lent by well-wishers or purchased 
by Alan on our laptop. I found that 
I could not concentrate on reading 
(and of course had one eye taped 
up, too), but films were ideal.

Fatigue was an issue, but on good 
days I was happy to have visitors 
or be taken out for a drive. Alan 
provided an excellent meal service 
depending on my appetite and 
many of the visitors brought home-
cooked meals or soup. On good 
days, we could prepare meals 
together. Although our sons also 
contributed to the freezer, we were 
unable to see our grandchildren 
throughout the treatment period, 
because one or other always 
seemed to have a cold and we 
couldn’t risk catching an infection.

After five cycles of treatment, the 
doctors decided I could stop. The 
lamba measure had gone from 
138.0 to 9.4 – a complete clonal 
response. That was in June 2015.  
Within a few months my hair started 
to grow back in, I returned to my 
normal weight and my energy levels 
gradually improved. I have now 
been in remission for four years.

In November 2015, I attended 
an Infoday for patients with 
AL amyloidosis and their carers. 
It was an excellent event which I 
would thoroughly recommend to 
others. Hearing the staff involved 
in the various aspects of research 

speak was interesting, as was 
meeting other patients. Delay in 
diagnosis was a very common 
problem. I resolved to use every 
opportunity to alert nurses and 
doctors with whom I came into 
contact to the symptoms and 
gravity of amyloidosis.

Sending off monthly (now 
bi-monthly) blood samples, 
four-monthly consultations in 
Haematology Outpatients and 
the annual visit to NAC all make 
me feel that I am lucky to be so 
well cared for. The kindness and 
professionalism of all involved in 
my care are remarkable. In January 
2019, the doctor at the NAC drew 
our attention to the lamba measure 
which had nudged up from 9 to 
45 – “a partial response”. Were it to 
continue to climb beyond 50 they 
might want to intervene with some 
more chemo in tablet form. But even 
that is reassuring – there is a plan 
and I continue to enjoy a full life.

After five cycles of treatment,
the doctors decided I could stop

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 emailing  
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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AL amyloidosis patients often 
have questions about what 
they should and shouldn’t be 
eating. Here we look at how 
to cope with changes to your 
appetite. 

Lack of appetite and 
treatment side effects
There are many side effects of 
AL amyloidosis treatment that can 
reduce your appetite and make 
eating and drinking more difficult. 
Below are some tips to help you 
manage these changes. If you are 
struggling to maintain a healthy 
weight, you can also be referred to 
a dietician who can provide tailored 
advice.

Living Well and Diet

Fluid overload
A common and serious side effect of 
AL amyloidosis is fluid overload. 
This occurs when you’re unable to 
pass enough urine and fluid collects 
in your body. This can happen if you 
AL amyloidosis has affected your 
heart or kidneys. 

Diet is key in preventing fluid build-
up. AL amyloidosis patients should 
drink no more than 1.5 litres (about 
3 pints) of liquid a day, which 
includes all liquids, not just water. 
They should also keep the amount 
of salt in their food to a minimum. 
This includes any salt in pre-made 
components of your food, as well as 
any you add to your meal yourself. 

What should I be eating?
In general, patients should be 
following the same healthy eating 
principles that apply to everyone. 
Meals should be made up of fruit 
and vegetables, carbohydrates, 
protein, dairy and alternatives, oils 
and spreads. 

Sore mouth (mucositis) 
 z Softer foods with extra sauce 
may be more comfortable and 
easier to chew and swallow 
than rough foods – try 
mashed vegetables

 z Avoid extremes of heat or cold
 z Cold foods and drinks can be 
soothing eg yoghurts, milky 
drinks

 z Avoid spicy or acidic foods as 
these may irritate the mouth 
further

Fatigue
 z Batch cooking and freezing 
meals when you feel well can 
help for the days when you’re 
not able to cook a meal

 z Ready meals or meals-on-
wheels services are a good 
alternative when home 
cooked meals aren’t an option 
– make sure you check the salt 
content of pre-prepared food 

 z Have ready-to-eat snacks or 
nourishing drinks available for 
a quick and easy energy fix

Taste changes
 z Try new foods or foods you 
may not have previously liked

 z Extra sugar, spices or herbs, 
lemon or vinegar can help 
bring out flavours and make 
foods more palatable 

 z Strong tasting pickles, sauces 
or marinades can make 
meats taste better

 z Citrus fruit, juice or sweets 
can be refreshing

 z Brushing your teeth after 
eating can help prevent 
flavours from lingering

Nausea
 z If possible stay away from 
food while it’s being prepared

 z Cold foods may be easier to 
manage as these smell less 
than a cooked meal

 z Try dry crackers or toast

 z Some people find ginger (tea, 
biscuits) or peppermint (tea, 
sweets) helps reduce feelings 
of nausea

 z If you are vomiting and 
struggling to keep down fluids 
or medications, seek advice 
from your medical team

Diarrhoea
 z Limit alcohol, coffee, fatty 
foods and spicy foods Reduce 
foods high in fibre (raw fruit 
and vegetables, wholegrain 
cereals, pasta or bread) 

 z Seek help from your medical 
team if:

 • Symptoms are severe (more 
than 4-6 episodes a day)

 • Symptoms persist for more 
than a few days

 • Symptoms are impacting on 
your quality of life 

 • There’s blood in your stool
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TOP 10 TIPS for coping with lack of appetite

1 Try to eat something, no matter how small. The less you eat the 
more used to it your body gets, decreasing your appetite further

Serve smaller portions at mealtimes, as having a smaller target 
can be less daunting and mean you eat more

Fortify your foods – adding butter/oil or cream to cooking, 
cheese on top of meals, or extra cream/ice cream on puddings 
adds extra calories without adding volume

Eat little and often – regular snacks can be easier to eat than 
complete meals

Choose high energy snacks – full-fat products, whole milk and 
non-‘diet’ products are higher in calories so you get more out of 
a small amount of food

Choose high protein snacks – full-fat yoghurt, custard, rice 
pudding, nuts, cocktail sausages

Nourishing drinks – drinks can be easier to manage when you 
have a poor appetite. Good choices include milk, milkshakes, 
milky coffee/tea, Horlicks, hot chocolate, fruit juice and 
smoothies. However, AL amyloidosis patients must be mindful of 
their daily fluid allowance

2

3

4

5

7

6

Crisps

Raisins

Frozen
peas

Lentils

Soya
drink

Cous

Cous

pasta

Whole 
wheat

Bagels

Porridge

Low fat
soft cheese

Tuna

Plain
nuts peas

Chick

Semi

milk
skimmed

Chopped
tomatoes

lower
salt
and
sugar

Beans

Whole

grain
cereal

Potatoes

Spaghetti

Low fat
Plain

yoghurt

Lean
mince

Lower fat
spread

Sauce

Oil
Veg

Rice

Each serving (150g) contains

of an adult’s reference intake
Typical values (as sold) per 100g: 697kJ/ 167kcal

Check the label on 
packaged foods

Energy
1046kJ
250kcal

Fat Saturates Sugars Salt
3.0g 1.3g 34g 0.9g

15%38%7%4%13%

Choose foods lower 
in fat, salt and sugars

Source: Public Health England in association with the Welsh government, Food Standards Scotland and the Food Standards Agency in Northern Ireland © Crown copyright 2016

Use the Eatwell Guide to help you get a balance of healthier and more sustainable food. 
It shows how much of what you eat overall should come from each food group.

Eatwell Guide

2000kcal        2500kcal = ALL FOOD + ALL DRINKSPer day

Eat less often and
in small amounts

Choose lower fat and

 lower sugar options

Eat more beans and pulses, 2 portions of sustainably 

sourced  fish per week, one of which is oily. Eat less

red and processed meat

                               Potatoes, bread, rice, pasta and other starchy carbohydrates

         Choose wholegrain or higher fibre versions with less added fat, salt and sugar
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nd vegetables every day
LOW LOW HIGH MED

Choose unsaturated oils 
and use in small amountsDairy and alternativesBeans, pulses, fish, eggs, meat and other proteins

6-8
a day

Water, lower fat 
milk, sugar-free 
drinks including 
tea and coffee 
all count.

Limit fruit juice 
and/or smoothies 
to a total of 
150ml a day. 

The Eatwell Guide (shown below)
shows what is considered a healthy 
and well balanced diet. 

Maintaining a healthy weight and 
nutritional balance is important 
because it helps to: 

 z Maintain muscle strength – this 
will help with exercise tolerance 
and decrease risk of falls and 
associated injuries 

 z Decrease fatigue – 
AL amyloidosis and treatments 
for it can make you tired, so 
giving your body the right fuel is 
essential 

 z Improve ability to fight infection – 
chemotherapy can increase risk 
of infections

 z Decrease hospital admissions 
and shorter hospital stays when 
in hospital

 z Improve mental wellbeing – your 
brain needs fuel; not enough and 
you can feel irritable, low in mood 
and have poor concentration

 z Maintain independence, ability 
to carry out daily activities and 
maintain quality of life
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Genetics is the study of genes, the set of instructions that determine how each cell in the body 
develops and grows. They are responsible for determining certain traits you have, such as eye 
and hair colour, and they control processes within cells.

DNA
The instructions are coded using the molecule 
deoxyribonucleic acid (DNA). It is formed of pairs 
of chemical ‘bases’ – adenine, cytosine, thymine 
and guanine, which are shortened to A, C, G and T, 
respectively. These bases can be read by molecules 
within the cell and interpreted as instructions. Strands 
of DNA are packaged into 23 pairs of chromosomes 
within a cell. 

Cytogenetics
Cytogenetics is the study of genes of a cell. When 
cells multiply (replicate themselves to produce two 
new cells), their DNA can sometimes develop mistakes 
(mutations). These mutations will be present in the 
new cell and subsequent copies of that cell (i.e. the 
genetic change does not spread throughout the body). 

These mutations can be on a small scale, such as 
singular base changes, or on a large scale where whole 
sections of chromosomes change. Types of changes that 
can occur involving chromosomes include:

 z Hyperdiploidy – an increase in the number of 
chromosomes, i.e. more than two copies of a 
chromosome. Three copies is known as a trisomy

 z Hypodiploidy – a decrease in the number of 
chromosomes, i.e. fewer than two copies of a 
chromosome 

 z Chromosome deletion – when a section of a 
chromosome is missing

 z Chromosome gain (duplication) – when a 
chromosome has acquired a duplicated section 

 z Chromosome translocation – when part of 
a chromosome has switched with a different 
chromosome

 z Chromosome inversion – when a section of a 
chromosome gets flipped

Chromosome changes in AL amyloidosis
The genetic changes that have been observed in 
AL amyloidosis are the same as those seen in MGUS 
and myeloma. However, they occur at different 
frequencies. 

About 1 in 5 AL amyloidosis patients won’t have a 
chromosomal abnormality. 

The most common abnormalities observed in 
AL amyloidosis are:

 z Translocations (61%)
 z Deletions (40%)
 z Trisomies (27%)

Introduction to Genetics
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Figure 1. DNA packaged into chromosomes

Figure 2. Types of chromosomal changes

Why chromosomal changes matter
In myeloma mutations have been used to help 
us understand why some patients respond 
better to certain treatments than others. 
In AL amyloidosis, this has not yet been 
determined. However, it has been found that 
patients with a chromosomal change are likely to 
have a worse prognosis than those without. The 
genetic change itself though has not been linked 
to prognosis; the presence of any change causes 
the change in prognosis. 

The main factor for prognosis is still organ 
involvement, and in particular cardiac 
involvement. 

Genetic testing is not common place in 
AL amyloidosis, but it may be more widely used 
in future to help tailor treatment.

Small Society Lottery  
Registration No: 403066myeloma.org.uk/mylottery

Play our lottery for just £1 per week and help provide  
advice and support to AL amyloidosis patients and their families.  
You’ll also support our work to improve treatment and care for 
patients across the UK.
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AL amyloidosis Treatment Guides
A collection of publications covering
different drugs used in the treatment of 
AL amyloidosis. Each Treatment Guide 
includes:

• What the treatment is
• How the treatment works
• Possible side effects
• How is the treatment 

given

Available to download 
now on our website:
myeloma.org.uk/publications
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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
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