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Online support for 
AL amyloidosis 
patients
Myeloma UK has a range of online 
support for AL amyloidosis patients 
and carers available via our website:

• Read all of our AL amyloidosis 
information publications

• Watch informative videos 

• Look up your nearest  
AL amyloidosis Support Group

• Share experiences, advice and 
stories with other patients and 
carers in our Discussion Forum

You can also email any questions 
you have about AL amyloidosis to 
our Information Specialists at AskTheNurse@myeloma.org.uk

We want to hear from you
We’re looking for patients and carers to share their experience 
of living with AL amyloidosis in AL amyloidosis Matters. If you’re 
interested in featuring in a future edition of the newsletter, get  
in touch. 

We would also love to hear from you if you have any suggestions  
of topics you’d like covered in the newsletter. 
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Welcome
Welcome to the Autumn/
Winter 2018 edition of  
AL amyloidosis Matters. 

In this edition we hear from 
John Hicks and his experience 
of being a carer to his wife 
Joyce for the last 6 years. 

We also have an update 
from Gary Mines, who was 
previously featured in  
AL amyloidosis Matters in 
Summer 2017. He updates 
us with his experience of 
daratumumab (Darzalex®). 

Our living well section covers 
emotional support and its 
importance in AL amyloidosis.

Finally, I’d like to take this 
opportunity to thank you all 
for your support this year  
and wish you a very happy 
festive season. 

Alice Baron
Editor 

 

For feedback, comments and 
questions about the newsletter 
contact 0131 557 3332.
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Many patients feel as though 
they have to remain positive at 
all times to cope with living with 
AL amyloidosis, however, this 
is unrealistic and not a healthy 
approach to emotions. How you 
are feeling will change with time 
and your circumstances. 

For the times you are not feeling 
so positive, it is a good idea to 
give some thought to how you 
prefer to access support and 
what you find most helpful; 
this may be informal support 
from family and friends, or 
more formal support through a 
counsellor or psychologist.   

It can be challenging for patients 
to be aware of and access 
emotional and psychological 
support services, however 
there are a number of resources 
available to help you. If this isn’t 
something being addressed in 
clinic, you can speak to your GP 
or other non-NHS services like 
the Myeloma UK Infoline. 

Continue with what’s important 

It’s important to continue to 
enjoy the things that matter 
in your life. Hobbies, people 
and spirituality can make a big 
difference to your wellbeing. 
Focussing on what’s important 
to you and carrying on with 
what matters can help you  
feel better. 

Talking 

Talking to your friends and 
family about how you feel will 
help them understand what 
you are feeling and how this 
is affecting your relationships. 
Talking could also take the form 
of counselling, if you prefer 
speaking to someone outside 
your circle of friends or family. 
Talking through problems or 
getting feelings off your chest 
can be a key step in improving 
relationships and often can 
improve your mood. 

Diet and exercise 

Maintaining a healthy diet  
and exercise programme can 
help you feel better and can 
boost your mood. Although  
AL amyloidosis and treatment 
can interfere with your desire to 
eat and your taste preferences, 
you will feel better if you 
maintain a healthy and balanced 
diet. Gentle exercise can be a 
good way of relieving stress  
and tension.

Information

Being informed about your  
AL amyloidosis can help you feel 
more in control and can make it 
easier to discuss your treatment 
with your doctor. Myeloma UK  
provides publications covering 
an extensive range of topics, 

which you can access in your own 
time and get as much information 
as you feel comfortable with. 
These can be downloaded from 
the Myeloma UK website or via 
the Myeloma UK Infoline. If you 
have any questions that need 
answering, you can call the 
Infoline and speak to one of our 
Information Specialists on  
0800 980 3332.

Releasing feelings 

It is much healthier to let 
out your emotions than to 
bottle them up. Expressing 
yourself creatively by painting, 
drawing or playing music etc., 
or releasing them by allowing 
yourself to cry or throw a pillow 
can be beneficial. Whatever 
you feel like doing, channelling 
your negative emotions into 
something is likely to help you 
feel less stressed and tense. You 
may find it useful to write down 
how you feel, particularly if you 
feel uncomfortable discussing 
your emotions, as putting it 
down on paper can help you 
sort through how you feel. 

Summary

Emotional wellbeing is 
important and acknowledging 
how you really feel can help you 
identify self-care strategies to 
help you cope. 

Whether you’ve just been 
diagnosed, you’re on treatment 
or in remission, it is important 
for you to acknowledge how 
you are feeling and how it is 
affecting you. 

Coping with emotions

BY ALICE BARON 
Patient Information Manager, Myeloma UK

Researchers at the University 
of California have increased the 
understanding of why free light 
chains form amyloid fibrils.  
AL amyloidosis is caused by the 
overproduction of proteins called 
free light chains which group 
together to form clusters called 
amyloid fibrils. Amyloid fibrils 
occur when free light chains 
unravel, exposing segments 

of the protein that then stick 
to other free light chains. The 
researchers identified specific 
segments of free light chains 
that are more likely to cause the 
formation of amyloid clusters. 
This research not only increases 
our understanding of why 
amyloid fibrils form, but also 
indicates potential targets for 
future AL amyloidosis treatments.

A phase III clinical trial, 
ANDROMEDA, assessing the 
effectiveness of subcutaneous 
(an injection under the skin) 
daratumumab (Darzalex®) with 
cyclophosphamide, bortezomib 
and dexamethasone (treatment 
combination known as DARA-
CyBorD) in newly diagnosed 
AL amyloidosis patients has 
successfully completed early 
safety assessments. The early 

results which were presented 
at the American Society of 
Clinical Oncology meeting have 
concluded that this treatment 
combination is tolerable for 
patients with AL amyloidosis 
and had no new safety concerns.
These early results are promising 
for AL amyloidosis patients and, 
if the final results of this trial are 
positive, could lead to an effective 
new treatment option for  

AL amyloidosis. 

This trial has the added benefit of 
assessing whether subcutaneous 
injection is a safe and effective 
method of administering 
daratumumab. This is particularly 
relevant for patients with cardiac 
complications as intraveneous 
(into a vein) infusions – the usual 
method of administration – can 
be challenging for this patient 
group. 

News&Notes

Early results from ANDROMEDA clinical trial shows promise for  
AL amyloidosis patients

Researchers uncover segments of free light chains which promote the 
formation of amyloid fibrils

LIVING WELL WITH AL AMYLOIDOSIS

A study looking into the prognosis 
of AL amyloidosis patients with 
the genetic abnormality del 17p 
has identified risk factors which 
can help predict patient outcome. 
Del 17p is a known predictor of 
prognosis in myeloma and is 
rare in AL amyloidosis patients, 
but its significance in prognosis 
of AL amyloidosis has not been 
previously studied. The study 
found that the level of cardiac 
involvement (cardiac stage), 

depth of response to treatment 
and the level of del 17p detected 
(≤ 50% or > 50% of plasma 
cells found in the bone marrow 
with the genetic abnormality) 
impacted patient outcomes and 
are key predictors of progression 
free survival (time to relapse) and 
overall survival in AL amyloidosis. 
This study indicates that  
AL amyloidosis patients with 
del 17p may be at risk for poorer 
prognosis.

Outcome of newly diagnosed AL amyloidosis patients associated with 
deletion 17p
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Gary Mines, aged 55.

I was diagnosed with  
AL amyloidosis in 2007, 
affecting my heart, kidneys 
and spleen. 

Since then I have had 
3 different treatments 
– cyclophosphamide, 
thalidomide and 
dexamethasone (CTD); 
cyclophosphamide, 
bortezomib (Velcade®) and 
dexamethasone (CVD); and 
lenalidomide (Revlimid®) and 
dexamethasone (RevDex).

I have responded very well to 
all of these with near enough a 
complete response. 

My serum free light chains 
started to increase around 8 
months ago so it was decided 
that I should start another 
treatment to get them down.

It was decided by  
Dr Wechalekar at the 
National Amyloidosis Centre 
(NAC) that, as this would 
be my 4th line treatment, I 
would start on daratumumab 
(Darzalex®).

This drug is not a 
chemotherapy drug but 
a monoclonal antibody 
(see next page for 
more information about 
daratumumab).

I was quite excited by this 
new drug as I was told that 
I may not suffer the usual 
side effects like I had done 
chemotherapy treatment and 
hopefully it would be better 
tolerated.

Unfortunately, things have 
been a little more difficult 
than I expected both in 
getting the drug and its  
side effects.

It was decided that as this 
drug is relatively new, I 
have the first dose given to 
me at the NAC in London. 
This proved a little difficult 
as I had to be admitted 
overnight, because I was 
coming from Liverpool. 

Despite this problem, I was 
given the daratumumab by 
infusion over 8 hours.

While being given the drug 
for the first time, I had side 
effects like a very bad cold/
flu – tight chest, shortness 
of breath etc. This eventually 
passed after a few hours of 
finishing the infusion.

It was then hoped I could 
be given future infusions at 
my local hospital, the Royal 
Liverpool Hospital. However, 
this proved to be a stumbling 
block as the Trust there were 
not registered to administer 
daratumumab. 

After a few weeks of 
discussions, it was decided 
that I should receive my 
next few infusions in London 
again. These went more 
smoothly than the first one 
with very few side effects 
during each infusion. The 
infusion time was reduced to 
around 5 hours.

Eventually, after some hard 
work by my haematology 
consultant and his team 
in Liverpool, the Trust was 
given the licence to prescribe 
and administer daratumumab 
to patients.

I have, to date, had all 
further infusions at the Royal 
Liverpool Hospital without 
any complications.

So, the first thing I would 
recommend to anyone being 
told to have this treatment 
would be to check that their 
local hospital can actually 
prescribe and administer  
the drug.

Unfortunately, despite what 
I was told about the drug 
being more tolerable, I have 
found that some of the side 
effects are actually worse 
than previous chemotherapy 
treatments I have been on.

The main side effects I have 
encountered are fatigue, 
nausea, cramps, rash, fluid 
retention and sensitive skin.

The fatigue is extremely bad. 
Some days I find it hard to 
stand up as my legs cannot 
take my weight and I have 
very little energy. My legs get 
very painful as well. Getting 
up and down stairs becomes 
a real chore.

The nausea is manageable 
and after the first few weeks 
gets less.

I get cramps in my fingers 
and toes, and a rash on the 
back of my arms.

The fluid retention is also very 
bad. My legs swell up and my 
feet become very large and 
fluid filled. They then become 
really sore. 

I get very sensitive skin on 
the back of my head and 
shoulders.

However, most of these side 
effects have lessened after a 
few cycles of treatment. 

I have also noticed that when 
I have been off the drug for a 
period of around 3 weeks due 
to going on holiday, I have 
been getting very bad back 
pains due to withdrawal. The 
hospital is monitoring this as 

most of the side effects are 
new to them as well.

On a positive note, my serum 
free light chains did reduce 
after the second infusion 
and have been decreasing 
even further with subsequent 
infusions. 

From discussions with 
the NAC and my local 
haematology team, it seems 
that I will be given this drug 
for as long as I can tolerate 
it or until it doesn’t appear 
to be making any further 
improvements to my  
AL amyloidosis.

EXPERIENCE
PATIENT

About daratumumab
Daratumumab is a monoclonal antibody drug. 

Antibodies are produced by the immune system in response 
to foreign organisms (such as bacteria) that enter the body. 
Antibodies recognise substances, called antigens, found within 
and on the surface of these organisms. Antibodies attach to 
antigens, which flags the cell for destruction by the immune 
system.

Each antibody recognises only one antigen and so millions of 
antibodies are produced by the body to defend against a range 
of foreign organisms. Monoclonal antibodies are a group of 
antibodies that recognise the same antigen (monoclonal meaning 
all one type). 

In addition to recognising foreign organisms that may potentially 
harm the body, the immune system can also recognise and 
destroy sick or faulty body cells. However, the amyloid-producing 
abnormal plasma cells in AL amyloidosis are able to evade 
detection by the immune system. 

Monoclonal antibody drugs are engineered in the laboratory to recognise antigens on the abnormal 
plasma cells so that the immune system can be directed to recognise and kill them.

Daratumumab targets a protein called CD38. This protein is found on the surface of certain cell 
types, including the abnormal plasma cells of AL amyloidosis patients. Daratumumab attaches to 
the CD38 protein, enabling the immune system to target and kill the cells. 
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My name is John Hicks, I’m 
81 years old and married to 
Joyce. We met in 1959 and 
married in 1962. We had two 
children and now we have 
five grandchildren and two 
great grandchildren.
My career was in aviation, 
firstly as an engineering 
apprentice with British 
Overseas Airways 
Corporation (BOAC), then 
as a licenced maintenance 
engineer at Gatwick and 
finally as a flight engineer 
with several airlines until a 
computer took away my job 
in the cockpit.

When Joyce and I met I 
had been offered a job as a 
flight engineer which took 
us to live in various other 
countries, including Iran and 
the Bahamas. I did a spell test 

flying new aircraft on their 
first flights. I think this job 
helped me to handle stressful 
situations. This meant that 
I was away from home a lot 
and Joyce had to manage 
the home and children. This 
in turn gave her skills that 
helped in later years.

Joyce’s diagnosis late in 
2012 needed several trips 
to hospitals in Bristol, Bath 
and London. As soon as AL 
amyloidosis was mentioned, 
I came home and did some 
research only to become 
aware to my horror that 
without treatment the 
prognosis was very poor. 
Obviously I kept this to 
myself as Joyce was already 
becoming overwhelmed 
and needed help and 
encouragement.

During the course of Joyce’s 
diagnosis, I was diagnosed 
with prostate cancer and 
was offered a 7 week course 
of radiotherapy. I had to 
postpone it however, so that 
I could drive and accompany 
Joyce to the various hospitals 
and clinics. I always wanted 
to be present during her 
consultations as two pairs of 
ears are far better than one. 
After it was confirmed that 
Joyce had AL amyloidosis 
we ended up in the same 
oncology department – Joyce 
for chemotherapy and me for 
radiotherapy. On the whole, 
the two different teams 
worked well to accommodate 
our needs and schedules.

We were also helped by the 
medical and care staff at the 
Royal United Hospital in Bath. 
Our GP took an interest and 
in the early days often invited 
Joyce to meet with medical 
students during their time at 
our surgery and give them 
her history.

During and after Joyce’s 
treatment we had to be 
particularly careful to avoid 
infection and everything had 
to washed and cleaned time 
and again. We had to avoid 
our family and friends if they 
had even a hint of a cold or 
other infection as this is so 
easily passed on. However, 
during the treatment, 
Joyce remained well and 
didn’t suffer with any of the 
well-known side effects of 
chemotherapy. 

EXPERIENCE
CARER’S

We were quite concerned 
when Joyce was asked to 
go to Bristol for a heart scan 
which confirmed amyloid 
deposits were in her heart. 
We were very pleased when 
during more recent visits 
to the National Amyloidosis 
Centre (NAC) we were told 
that these amyloid deposits 
were gradually reducing. 

There are still regular check-
ups at our local hospital 
and once a year at the NAC. 
During these visits to the 
NAC we nearly always learn 
something new about the 
condition. On these visits 
during the last 5 years to the 
NAC we have noticed a large 
increase in the number of 
patients attending which  
I imagine must indicate  
more of an awareness of  
AL amyloidosis in the medical 
profession. 

On a daily basis we do not 
discuss our conditions much 
as we feel everything’s mostly 
been said over the years. We 
have been together for nearly 
sixty years but we always 
accompany each other to 
our respective specialist 
consultations and in this way, 
we keep up to date with each 
other’s condition. 

We have tried to continue 
our lives as we did before 
diagnosis, but this is   
difficult to do as lifestyle is 
changed dramatically during 
treatment.

We have always enjoyed 
travelling abroad and this 
became a problem trying to 
arrange travel insurance at 
a reasonable price, several 
travel insurance companies 
were very reticent to quote 
us as a couple because of our 
combined health problems. 
We especially like cruises 
though and we found that 
this was our best option.  
We found some of the smaller 
companies were very helpful 
and made us feel more 
comfortable while we were 
away from the security of  
our home.

We now meet with other 
patients and family members 
every 3 months or so at  
get togethers organised  
by Lynne Dixon (our  
AL amyloidosis Support 
Group Leader) at a pub 
in Bath where journeys 
are discussed over lunch. 
Lynne sometimes finds an 
interesting speaker for these 
occasions. Joyce particularly 
enjoys these lunches as it 
puts her in touch with  
like-minded folk all on very 
similar journeys but in their 
own ways very different.  
The Support Group consists 
of lovely people who help 
with their stories and 
experiences and I know 
how Joyce looks forward to 
these meetings. We found 
this group of people very 
understanding and helpful by 
telling us their stories.

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

CARER’S EXPERIENCE



Order your 
Christmas cards 

today!

www.charitycardshop.com/myelomauk
Orders accepted up until Friday 7 December 2018


