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Welcome to the  
Autumn issue of  
AL amyloidosis Matters
In this issue we focus on  
AL amyloidosis and the 
gastrointestinal tract; discuss 
effective communication with 
healthcare teams; and feature 
a patient experience from 
Helen Talbot who has  
localised AL amyloidosis in  
her paranasal sinuses.

Don’t forget our annual  
AL amyloidosis Infoday is 
taking place on Friday 18 
November - to book a place 
call us on 0131 557 3332. 

I hope you enjoy this issue of 
AL amyloidosis Matters.  

Jude Leitch 
Editor

 

For feedback, comments and 
questions about AL amyloidosis 
Matters contact Jude Leitch  
on 0131 557 3332 or email  
jude.leitch@myeloma.org.uk
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New autonomic neuropathy Infosheet 
now available for patients
Myeloma UK has produced a new Infosheet on autonomic 
neuropathy in AL amyloidosis. It informs patients about why 
autonomic neuropathy can occur in AL amyloidosis, what 
autonomic neuropathy is, its symptoms, how it is treated and 
managed and some self-management tips.

This Infosheet forms part of a series of information available 
about AL amyloidosis from Myeloma UK. 
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What is autonomic neuropathy?
Autonomic neuropathy is the term 
used to describe damage to the 
autonomic nervous system, which 
controls internal processes like: 

 ■ Blood pressure

 ■ Heart rate

 ■ Digestion

 ■ Bladder function

 ■ Sexual function

What is the autonomic 
nervous system?
The autonomic nervous system 
automatically (autonomously) 
regulates body processes without 
conscious eff ort.

The autonomic nervous system 
has two divisions: 

Sympathetic
Prepares the body for emergency 
or stressful situations such as fi ght 
or fl ight.

AL amyloidosis and 
autonomic neuropathy
This Infosheet explains what autonomic neuropathy is, what 
causes it in AL amyloidosis patients, what its symptoms are, 
how it is treated and some tips for self-management.

Symptoms and 
complications

AL amyloidosis
Infosheet 
Series

You can get a copy of the 
new Infosheet by: 

• Calling the Myeloma UK
Infoline on 0800 980 3332

• Emailing
support@myeloma.org.uk

• Download at
www.myeloma.org.uk
/publications

For a full list of all Myeloma UK 
AL amyloidosis publications, 
visit www.myeloma.org.uk 
/publications

4  Medical matters 
AL amyloidosis and the GI tract

6  Patient experience 
Helen Talbot talks about  
her experience of AL amyloidosis
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News&Notes
Velcade-based treatment improves survival 
in cardiac AL amyloidosis
New research shows that first-line 
treatment with the proteasome 
inhibitor Velcade® (bortezomib) plus 
dexamethasone and an alkylating 
chemotherapy “agent” (BDex+AA) 
improves survival in AL amyloidosis 
patients with symptomatic heart 
failure. The researchers evaluated 
AL amyloidosis patients presenting 
heart failure symptoms at a clinic in 
Cleveland, USA between 2004 and 
2015. Of the 106 patients who received 

treatment, 40 received BDex+AA 
as the initial treatment combination 
and 66 received other combinations. 
Patients receiving BDex+AA had a 
20% lower risk of death than those 
receiving other combinations. “Our 
current report strengthens the 
recommendation for BDex+AA as  
first-line therapy in AL amyloidosis  
and adds to the body of data for 
its utility in patients with cardiac 
involvement”, the researchers stated.

PRONTO clinical trial: an update  
Interim data from the PRONTO 
clinical trial of the monoclonal 
antibody NEOD001 has demonstrated 
best response rates in 53% and 
63% of AL amyloidosis patients 
with cardiac and renal involvement, 
respectively. NEOD001, which targets 
the misfolded amyloid protein and 
is given intravenously every 28 days, 
also appears to reduce peripheral 

neuropathy rates in patients. “These 
cardiac, renal, and peripheral 
neuropathy data demonstrate 
evidence of improvement in three 
organ systems, providing further 
support for the potential for 
NEOD001 to transform the treatment 
paradigm for patients”, said the 
principal investigator of the trial. 

NT-proBNP as endpoint will speed up drug 
development pathway for cardiac  
AL amyloidosis patients 
An international AL amyloidosis 
expert committee has agreed 
N-terminal pro-brain natriuretic 
peptide (NT-proBNP) should be used 
as a surrogate endpoint for survival 
in clinical trials of AL amyloidosis 
patients with cardiac involvement. 
NT-proBNP is a marker in the blood 
which shows if there is heart damage 
caused by amyloid. The committee 
analysed five independent studies of 
almost 1,500 AL amyloidosis patients 
and found that NT-proBNP responses 
consistently reflect changes in 
cardiac function and predict survival 

in patients following treatment. The 
traditional clinical trial endpoints  
such as survival and progression  
free survival can be challenging to 
measure in rare diseases such as  
AL amyloidosis because of the need 
for large study populations and long 
assessment periods. 

The use of NT-proBNP as a surrogate 
endpoint may cut the time of clinical 
trials in half, helping to reduce lengthy 
drug development timelines and make 
new drugs available to AL amyloidosis 
patients faster.
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EFFECTIVE COMMUNICATION  
WITH THE HEALTHCARE TEAM 

AL amyloidosis is a complex 
condition requiring a range of 
healthcare professionals to be 
involved in the treatment and 
care of patients. 

This article discusses the importance 
of effective communication and 
tips on how to get the most out of 
communicating with the healthcare 
team, whether you are a patient or a 
family member of someone with  
AL amyloidosis. 

Why communicating with 
the healthcare team is 
important
Good communication with the 
healthcare team is important to 
ensure patients and their families 
are well informed and involved in 
decisions about their treatment 
and care. All patients and their 
family members should be clear 
who their main point of contact is 
at both the local hospital and at the 
National Amyloidosis Centre (NAC); 
these healthcare professionals are 
sometimes called ‘key workers’. 
Various types of healthcare 
professionals may be involved within 
a healthcare team; however, patients 
are most likely to communicate with 
the doctor or nurse in charge of their 
treatment and care.

Getting the most out of 
communicating with the 
healthcare team
There are many simple and 
practical things that can be done to 
communicate effectively with the 
healthcare team. These include:

• Patients should always take 
a family member or friend to 
appointments – sometimes the 
information given can be difficult 
to absorb and patients may forget 
what was discussed by the time 
they get home. Therefore it can help 

to have someone else present to 
listen and take notes

• Ask for clarification – sometimes 
healthcare professionals forget that 
patients and their family members 
do not necessarily understand 
medical terms. If the information 
given is not clear, don’t be afraid 
to say so and ask for information 
to be given in everyday language 
(layman’s terms). Doctors and nurses 
would rather explain something 
twice than have patients and their 
family members go home confused

• Ask questions – Don’t be afraid to 
ask questions. If none are asked 
then doctors or nurses are likely 
to assume that all the information 
has been understood. It can also be 
useful to write down any questions 
down beforehand

• Keep a note of new symptoms and 
side-effects – using a diary may  
help to keep a track of symptoms, 
details of treatments and 
appointments so that accurate 
information can be given to the 
healthcare team

• Know how to contact the key 
worker – their role is to provide 
information, support and clinical 
advice.  Any queries about  
treatment or changes in symptoms 
or side-effects in between 
appointments can be addressed  
by contacting the key worker

• Be aware of who to contact out 
of hours – it is important to know 
who to call in the evenings or 
at weekends if non-emergency 
medical advice is required

• Seek out information at a suitable 
pace – everyone has different needs 
with respect to information and the 
healthcare team should respect this. 
Sometimes listening to information 
or hearing new medical terms can 
be overwhelming and is better 
absorbed by reading information 
afterwards, so ask for written 
information such as publications 
from Myeloma UK. 

Summary 
It is important for patients and their 
families to be well-informed and able 
to understand how clinical decisions 
affect them. If patients and their 
families want to take an active part in 
decisions about treatment and care, it 
is essential to communicate effectively 
and get the most out of their time 
speaking to the healthcare team.

SPECIAL FEATURE

BY VICKY KING 
Patient Information Officer, Myeloma UK

For more information about 
communicating with the 
healthcare team contact the 
Myeloma UK Infoline on 0800 
980 3332
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Many AL amyloidosis 
patients experience 
gastrointestinal (GI) 
symptoms at some 
point during the course 
of their condition. This 
will be referred to as 
GI amyloidosis for the 
purposes of this article. 
GI amyloidosis can 
have a huge impact on 
quality of life and affects 
patients both physically 
and psychologically. This 
article aims to help you 
understand more about 
GI amyloidosis and how 
it can be treated and 
managed.  

What is the GI tract?
The GI tract consists of a number of 
organs and glands through which 
food passes and is digested, with 
nutrients being extracted and waste 
disposed of. 

Food is moved through the GI tract 
from the mouth to the anus through 
a process called peristalsis. Peristalsis 
occurs when the muscles making up 
the organs of the GI tract tighten and 
relax in a wave-like motion. This forces 
food from the upper to the lower GI 
tract and out of the body. 

The GI tract is roughly nine metres  
(30 feet) long. One of the main organs 
in the GI tract is the oesophagus, a 

muscular tube which moves food 
from the mouth to the stomach. 
Food is broken down by digestive 
juices within the stomach and then 
passed to the small intestine, where 
it is broken down further. The walls of 
the small intestine absorb nutrients 
from the broken down food and the 
undigested waste is passed on to 
the large intestine, where it is stored 
before being removed from the body 
during a bowel movement.

What causes  
GI amyloidosis?
GI amyloidosis is caused by the build-
up of amyloid protein deposits along 
the GI tract. Amyloid deposits in the 
GI tract can reduce the efficiency of 
peristalsis and block the absorption 
of food by the small intestine. In some 
cases, deposits can cause a physical 
blockage of the GI tract. 

GI amyloidosis can also be caused 
by a complication of AL amyloidosis 
known as autonomic neuropathy. 
This is caused by amyloid protein 
being deposited in nerve endings, 
interrupting signals between the 
brain and the internal organs. When 
signalling is interrupted, some of the 
everyday functions of internal organs 
are affected, for example peristalsis 
and the secretion of digestive juices 
throughout the GI tract. 

MEDICAL MATTERS
AL amyloidosis and the gastrointestinal tract 

BY SELENA HALLAHAN 
Patient Information Officer, Myeloma UK

What are the symptoms of 
GI amyloidosis?
The symptoms of GI amyloidosis vary 
depending on what part of the GI 
tract is affected, but can include the 
following:
• Diarrhoea
• Constipation
• Feeling full shortly after beginning 

to eat
• Weight loss
• Nausea and/or vomiting
• Heartburn
• Bleeding in the GI tract causing  

red or black stools

Though the tongue is not, strictly 
speaking, part of the GI tract, it can 
also be affected by AL amyloidosis, 
resulting in the following symptoms:
• Enlarged tongue, leading to 

difficulty in chewing or swallowing
• Loss of taste
• Difficulty in speaking

How is GI amyloidosis 
treated?
Treatment of the AL amyloidosis 
itself stops further production of the 
amyloid protein and prevents further 
damage to the GI tract. The deposited 
protein can be slowly removed by the 
body and symptoms may improve. 

Supportive treatments and lifestyle 
changes may be used to ease some 
of the symptoms. For example 
increasing the amount of fibre in the 
diet and avoiding fatty foods, can 
alleviate constipation and diarrhoea. 
Regular gentle exercise can also help 
the health of the GI tract.

For more information about 
autonomic neuropathy, 
see the AL amyloidosis 
and autonomic neuropathy 
Infosheet from Myeloma UK
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Over-the-counter medicines can 
help with digestive discomfort 
including diarrhoea, constipation and 
heartburn. Doctors can also prescribe 
medication to prevent or control GI 
complaints. 

Prescription medications may include 
the anti-diarrhoeal loperamide and 
the laxative lactulose. For very severe 
symptoms, injection of a drug called 
octreotide can be helpful. 

If the symptoms are severe to the 
point where they are disabling, 
something called total parenteral 
nutrition (TPN) may be considered.

TPN is a method of feeding while 
bypassing the GI tract whereby 
patients are given a highly nutritious 
fluid intravenously (into a vein). 

Requiring TPN is rare and is only 
considered when patients are entirely 
unable to receive the adequate 
amount of nutrients through other 
means.

For more information, see the 
Constipation and Diarrhoea 
Infosheets from Myeloma UK.
Visit www.myeloma.org.uk  
or call 0800 980 3332.

What can patients do  
to help themselves?

Visit a dietician
It can be very helpful to visit a 
dietician for personalised dietary 
advice. Nutrient supplements can 
also be helpful, however they should 
not replace eating altogether. 
Patients should to talk their doctor 
before taking any supplements in 
case they interfere with, or directly 
affect, their AL amyloidosis or 
treatment.

Eat small meals frequently
GI amyloidosis can mean patients 
feel full after very little to eat. Often 
nutrients are not absorbed by the 
body and it is critical to have a 
high calorie diet to ensure that a 
small meal can deliver adequate 
nourishment. Small frequent meals 
are therefore recommended and 
may stop patients becoming 
malnourished. Patients may not  
feel hungry but it is important  
they continue to eat. Eating small 
frequent meals is often better than 
waiting to feel hungry. Soft foods or 
high-calorie shakes and drinks can 
sometimes be easier to stomach  
than bread or meat.

Drink adequate amounts of water
Patients who have diarrhoea or 
vomiting are at risk of becoming 
dehydrated and should take care 
to drink water to replace lost fluids. 
However, patients should be wary of 
over-hydrating as one of the most 
common and serious complications 
in AL amyloidosis is fluid overload. It 
is important to keep your fluid intake 
stable and – in general - not exceed  
1.5 litres (about 3 pints) per day.

Take medicines as prescribed  
It is important to take medication as 
prescribed, for example anti-nausea 
tablets work best when taken before 
a meal, rather than when feeling 
nauseous. If the medication does not 
seem to be working when taking it as 
prescribed, the doctor may prescribe a 
different dose or different medication. 

Summary 
The GI tract can be frequently 
affected in AL amyloidosis. The 
associated symptoms of nausea, 
vomiting, diarrhoea, constipation and 
weight loss can be physically and/or 
psychologically demanding but can be 
effectively treated and managed, and 
patients can do many things to help 
themselves. 
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Helen Talbot lives in 
the North East with her 
husband Tom and has a 
daughter who is married 
and living in London. She 
trained as a nurse, then as 
a computer programmer, 
and now works part 
time in her husband’s 
consultancy business. 
Here she shares her 
experience with localised 
AL amyloidosis in her 
paranasal sinuses. 

I used to lead a very active life, taking 
part in outdoor activities such as 
walking, angling, gardening, sports,  
DIY and many more, until I was 
diagnosed with AL amyloidosis in 
2005. My life has changed beyond 
belief and now I can no longer 
forward plan any activities for fear 
of cancellation due to my underlying 
symptoms.

My symptoms started in 2000 shortly 
after an accidental spillage of carbon 
dust whilst filling the cartridge on an 
old photocopier and not wearing a 
mask. Initially, I developed a stuffy 
nose, hoarseness, sore throat and 
a decreased sense of smell. A total 
loss of smell followed a couple of 
years later. I had frequent episodes of 
severe headaches, unexplained nose 
bleeds and blocked tear ducts. I had 
dacryocystorhinostomy (DCR) surgery 
to improve tear drainage. I had nasal 
surgery to the inner turbinates to 
relieve breathing symptoms in 2002 - 
this showed up nothing abnormal.

My symptoms persisted with 
headaches and facial pains. After a 
CT scan showing blocked sinuses in 
2005, I had further sinus surgery and 
biopsies for analysis. The histology 
report came back as normal despite 
a lot of spores present in the affected 
areas. Through due diligence, my ENT 
surgeon had the sample re-analysed 
which was positive to Congo red 
amyloid staining. 

I remember this day vividly, it is 
engrained in my memory; I was alone 
for my clinic appointment as my 
husband was abroad. I was totally 
naive to what amyloid was, having 
never heard of it, but knew it was 
bad when my surgeon told me not to 
look it up on the Internet. Of course, 
the first thing I did was to research 
the condition when I arrived home 
and was bombarded with distressing 
information. I kept the news to myself 
for nearly two weeks before I told my 
husband and daughter. 

After scans and investigations at 
the NAC, it was confirmed I had 
amyloidosis but not what type I had. 
I lived with this uncertainty for years, 
thinking my daughter had a 50% 
chance of getting it, feeling guilt and 
concern for her future. I accepted the 
condition for what it was, but had no 
idea what was in store for me and 
the struggle I would have to face in 
the coming years. I am stubbornly 
independent and I was scared that  
I would lose that freedom. I could no 
longer plan for the future as I was 
unsure of what lay ahead. Eventually, 
it was confirmed that I had localised  
AL amyloidoisis with no major organ 
involvement; good news for my 
daughter at least.

“I’M ON THE ROAD TO NOWHERE”

EXPERIENCE
PATIENT

I still have to live a life enduring daily 
pain. All of my symptoms relate to 
the head and neck areas. It is difficult 
to explain but imagine the worst 
toothache, stubbing your big toe or 
hitting your elbow (funny bone) and 
the pulsating pain you get; this is the 
type of pain I experience. I wake up in 
the morning and have a precious few 
hours symptom free until the severe 
throbbing pain starts in my face 
moving to my eyes, ears and head. 
It becomes difficult to open my jaw, 
to talk or eat. I am sensitive to light, 
sound and touch, then nausea and 
vomiting can start. It feels like my 
face and head will explode. 

My only option is to lie down and 
remain quiet without moving until 
the constant pain subsides which can 
take up to 12 hours, at worst 18 hours. 
This can last for several days at a 
time and even weeks. I live through 
these episodes in silence, unable 
to concentrate due to the intensity 
of the pain. So many times, I wish I 
would fall asleep and not wake up. As 
the tears flow, I pray for strength to 
reach the end knowing the next day 
will bring the same.

Over the past 11 years, I have had 
numerous sinus operations, a 
Lester Jones tube in my left eye, 
constant antibiotics, intermittent 
steroids, long-term doxycycline, daily 
NeilMed sinus rinse and pain relief 
to help ease the symptoms. I have a 
dedicated ENT surgeon, Mr Carrie, 
who has cared for me from day one. 
He takes additional time with me in 
clinic and I appreciate the challenges 
he has with my difficult case. I also 
have a hard working and sympathetic 
haematologist, Dr Wallace, who has 
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continued to monitor me over the 
years. With his help and referral back 
to the NAC, a new treatment plan 
was formulated.

After my condition worsened in 
2015, I visited the NAC for the 
second time and through their 
consultation with the Mayo and 
Boston clinics and my medical team, 
I was given two cycles of CyBorD 
chemotherapy (cyclophosphamide, 
Velcade subcutaneous injections 
and dexamethasone). My husband 
and I were involved at all stages in 
the discussions about my treatment. 
Although this treatment was 
speculative, they hoped it would 
reduce the amyloid production prior 
to intensive sinus surgery. I managed 
the treatment well; I had severe 
bruising from the Velcade injections, 
pins and needles in my legs, swollen 
ankles, tiredness, insomnia and 
weight gain but no pain or nasal 
symptoms. However, after completing 
treatment, all my symptoms returned 
with intensity and I was admitted to 
casualty with dehydration the week 
before my surgery in March 2016. 

Since the surgery in March, I have 
been symptom free and enjoying 
life to the fullest. However, recently 
my facial pains have returned and I 

need pain relief once more. It is only 
on the left side of my face, eyes and 
eyebrows but this is how it usually 
starts. I was so positive that this time 
the treatment would work or help for 
a bit longer. I hold hope, but I have 
to accept that I live with an incurable 
condition and the possibility remains 
of a potential brain infection in  
the future. 

My hope lies in the new anti-SAP 
drug when it is made available either 
through compassionate use or when 
fully licensed. I accept systemic 
patients with cardiac and renal 
involvement will have first priority. 
Unless another treatment becomes 
available to help me, I feel I am ‘on 
the road to nowhere’ as there is no 
solution at the moment that appears 
to help.

Although I have physical support 
from my family, I have no emotional 
support to help me address my 
mental state. I have to endure the pain 
in my husband’s eyes as he looks at 
me helplessly not knowing what to do 
to ease my pain and distress. Making 
plans to go out, whether it’s a day out 
or holiday are no longer spontaneous 
and cancellation is normally inevitable. 
Daily, I meditate, walk, exercise, and 
eat a well-balanced diet to maintain 

better health. I wear a mask now 
when gardening or working with 
small particles. I work from home 
part-time with no additional 
financial support, paying for all my 
prescriptions and travel to the NAC  
in London.

I continue to research my condition 
and keep up-to-date with news 
through the NAC information sheets, 
Myeloma UK and especially its AL 
amyloidosis newsletter. I have also 
joined the UK NAC patient forum and 
the USA Amyloidosis Support Groups 
and Amyloidosis-Localized Airway 
group for information and support.

My advice to anyone in a similar 
situation is to fight your cause with 
your GP and medical team. Ask 
questions about your condition and 
take notes where possible. List your 
symptoms and history between clinic 
appointments to make effective use  
of consultations. 

Make use of the service provided by 
the NAC; I was unaware that you can 
phone them directly for advice or for 
a follow up appointment. Remember 
to work with your medical team to 
devise a treatment that is right for 
you. Pray for strength and love from 
your family.

Helen (left) with 
her daughter  
and husband
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Host a Co�ee Morning 
this November

Share a cuppa and a cookie with your 
family, friends, colleagues or community. 

Hosting a Co�ee Morning is a
fun and easy way to raise funds and

awareness and our Fundraising Team 
can help with tips and advice. 

To find out more visit
www.myeloma.org.uk/co�ee

or call 0131 557 3332 

Myeloma UK works in partnership with the National Amyloidosis Centre to fund
 research and provide information and support to patients and their families.

You can support our work:

MAKE A DIFFERENCE THIS CHRISTMAS

Visit www.myeloma.org.uk/christmas for more information or
call 0131 557 3332 or email fundraising@myeloma.org.uk

Thank you for your support. 

Ask your family and friends  
to donate to Myeloma UK 
instead of buying you gifts.  
Or donate to Myeloma UK 
instead of giving gifts.

Donate via our website  
www.myeloma.org.uk/
donate

Organise a Christmas concert  
or fair, cake or craft sale,
a Christmas Jumper Party or  
a collection at a local festive 
event. 
Or burn o� those holiday 
calories with a Santa Run, 
Boxing Day Dip or make a  
New Year’s Resolution, all while 
raising funds for Myeloma UK.

Festive 
fundraising

Shop online through Give as 
you Live™ and a percentage of 
every pound spent will be 
donated to Myeloma UK, at no 
cost to you.

Sign in to Give as you Live™ 
before you shop online 
www.myeloma.org.uk/
giveasyoulive 

Donate instead
of gifts

Shop
online
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