
Our Information 
and Support



Here for you 

No matter how you are affected by myeloma  
we are here to help. 

Myeloma UK provides information and support to help 
you cope with everything a diagnosis of myeloma brings. 
Whatever your information and support needs we have 
an option that is tailored to you. 

Not sure where to start? We can help with that.  
Our friendly Myeloma Information Specialists spend 
over 450 hours speaking to patients and families every 
year and are experts in helping you with your myeloma 
journey - every step of the way. Just pick up the phone  
or send us an email and we will help. 

“Being diagnosed with myeloma was the hardest thing 
I’ve ever had to hear and telling family and friends was 
extremely nerve-racking and difficult. 

Like most people, I went through rounds of treatment 
within a few months of diagnosis. I had damage to my 
spine and ribs and was in a lot of pain. It all seemed to 
happen so suddenly and I had lots of questions and fears, 
as did my husband, Dave. 

We used the Myeloma UK website and helpline to full 
capacity at times, including watching videos of patients 
and consultants on Myeloma TV which we found very 
helpful.”
Jaqui Copley

Call us on: 0800 980 3332
Email: askthenurse@myeloma.org.uk



Someone to talk to

Our Infoline
Our friendly Myeloma 
Information Specialists are on 
the end of a phone to provide 
information, practical advice, 
emotional support and a 
listening ear to all those affected 
by myeloma. Our freephone 
service is available Monday  
to Friday from 9am - 5pm. 

We don’t put any time limits on 
your call, you don’t have to tell 
us who you are and we won’t 
share your information with 
anyone else unless you say  
we can. 

 Call our Myeloma Infoline for 
practical advice, emotional 
support and a listening ear:

UK: 0800 980 3332 
Ireland: 1800 937 773

“The thought of calling a helpline can be daunting but I’ve 
always found that the Myeloma Information Specialists 
who answer the Infoline put me at my ease and can give 
me the information and support I need. 

Talking to them really helped me to think about what I 
wanted to get out of my hospital appointments and what 
questions I might want to ask my doctor and nurse – it 
also made me more aware of how to keep as well as 
possible and look after myself.”
Steve Goddard



A network of support 

Myeloma is a rare cancer, so finding people who 
share your experience can be hard. We have a 
number of ways to help you meet, learn and share 
experiences with other patients, families and carers.

Support Groups
We can put you in touch with 
over 80 local myeloma and 
haematology Support Groups. 
These are run by patients, 
family members and healthcare 
professionals and provide 
an informal and supportive 
space for you to meet other 

people who share some of  
your experiences. 

If there isn’t a Support Group 
near you, we can help you to set 
one up – it’s a lot easier than you 
might think and we’ll be with 
you every step of the way. 

“Living with myeloma can be difficult and scary but meeting 
others in the same situation, who really understand, through 
a Support Group can give reassurance and encouragement. 
Our experience of the Reading Group is that members 
develop a strong bond of friendship and support each 
other both at and in between meetings, either at clinic 
visits or meeting for coffee. The constant sharing of 
experiences is always done with humour and kindness.”
Cathy and Peter Ison

“Sharing experiences at the Support 
Group is important as patients have 
different symptoms and responses 
to treatment. Meeting other patients 
and carers who share their history and 
treatment at the Support Group means 
my partner and I have accumulated a  
lot of understanding and knowledge  
of myeloma.”
Rabia Rahim

Find your nearest Myeloma 
Support Group at 
www.myeloma.org.uk/
supportgroups or call 
0800 980 3332.



Patient and Family Myeloma Infodays
We provide the chance to hear 
from experts and meet others 
affected by myeloma at our 
Infodays throughout the UK. 

We run these days because we 
feel everyone should have the 
chance to hear about the latest 
myeloma treatments and 

research direct from doctors 
and nurses and meet others in  
a similar situation.

Our Infodays have a positive 
supportive atmosphere with lots 
of opportunities for attendees 
to ask questions and share 
experiences. 

“I have attended two Myeloma Infodays and have found 
them both to be informative, useful and beneficial for me 
and my partner. 

It was invaluable to meet other patients and their families 
who are facing similar issues to you and you come away 
with a renewed feeling of optimism. It was encouraging to 
hear about the advances in research and treatments and 
see how the care for myeloma patients is moving forward. 

In addition the patient experience presentation and 
talking to other people provided me with useful tips and 
things to think about in how I can better manage my 
myeloma. Oh yes, and the food is great too.”
Paul Street

 
Visit www.myeloma.org.uk/infodays 
or call 0800 980 3332 to find out more.



PEER Network
Sometimes you just want to 
speak to someone who has 
been in your shoes. Our PEER 
programme (Patient Experience 
Exchange Resource) provides 
access to a network of patients, 
family members and carers who 
are willing to share experiences 
with you. 

You can have up to three calls 
with a PEER member to discuss 
any aspect of myeloma, just 
give us a call on the Myeloma 
Infoline and we will introduce 
you to someone who can 
offer a perspective on life with 
myeloma that’s relevant to you.

Discussion Forum
Chat with others about day-to-day challenges, share experiences 
and learn more about myeloma from others in a similar situation 
online through our Discussion Forum.

“The PEER Network was a great help to me and my family. 
It connected us with other patients, carers and family 
members willing to share their experience of myeloma. 

They understood what was happening to us, having been 
through it themselves. Talking to them gave us confidence 
and made us feel less isolated.”
John Culley

Call 0800 980 3332 to be put in touch 
with a PEER member.

Find the Discussion Forum at 
www.myeloma.org.uk/discussionforum



Round the clock information  
and resources 

Website
We know that questions and 
worries don’t keep office hours 
so our website is there for you 
to access any time of the day 
or night. Here you can find 
answers to frequently asked 
questions, watch videos of 
healthcare professionals and 
patients talking about myeloma 

and share experiences online. 
You can also find out about 
clinical trials and new drugs in 
development. 

If you can’t find the answer to 
your question online then email 
AskTheNurse@myeloma.org.uk 
and we will get back to you.

“I find the Myeloma UK website invaluable; it is full of 
useful information about where to gain extra support  
and services. 

I think it is a vital first calling point for any information 
about myeloma – if I am not sure about anything I look 
here first.”
Pete Martin

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



Printed information
If you prefer information 
in print we have a range of 
publications to help. We have 
a comprehensive range of 
information covering every 
aspect of myeloma from 
treatment and side-effects  
to practical tips about how to  
stay healthy. 

You can order all of our 
publications free of charge, and 
keep them on hand for when 
you need them. Lots of patients 
tell us they share publications 
with their family and friends 
too, so they can understand a 
bit more about what life with 
myeloma is like.

“My husband Henry and I approach myeloma as a team - 
we see the information Myeloma UK provides as one tool 
available to support us both in working together to limit 
the impact Henry’s myeloma has on our lives. 

We often find that when we come home from hospital 
we have questions we didn’t think of at the time - it’s 
great to be able to find answers to these questions in the 
information Myeloma UK has given us.”
Henry and Sarah Mackenzie

Our information covers all aspects of 
myeloma. For a full publication list visit  
www.myeloma.org.uk/publications 
or call 0800 980 3332.



Myeloma A - Z
Our A - Z is a handy pocket-
sized booklet which explains the 
key terms relating to myeloma.

“The Myeloma UK Patient Diary was 
invaluable in assessing, recording and 
reporting my myeloma. It helped me to 
focus on the key questions I need to ask my 
medical team and what information I needed 
from them. It helped me to understand 
blood tests and disease markers. It was also 
a source of information and links to other 
related organisations.”
Steve Goddard

Order online at 
www.myeloma org.uk/publications 
or call 0800 980 3332.

Patient Diary
This diary is designed to help you 
keep track of hospital appointments, 
test results and other important 
information in a practical, simple way.



Myeloma Matters
Myeloma Matters is the only 
myeloma-specific magazine 
in the UK and you can sign 
up to receive it by phone or 
via our website. We will send 
it to you free of charge four 
times a year. The magazine has 
features, articles and stories 
to help you keep up to date 
with the latest developments in 
myeloma treatment, research 

and much more. In every issue 
we feature in-depth articles on 
different aspects of myeloma 
treatment and care, updates 
from the world of myeloma 
research, patient and family 
experiences and commentaries 
on government policies that 
impact on myeloma.

“Over the past five years Myeloma Matters has provided 
me with a wide range of information and support which 
has helped me to understand more about my myeloma. I 
have benefited from articles about myeloma research and 
different treatment options. I also find the practical advice 
of how to manage symptoms and side-effects such as 
fatigue and constipation very useful.”
Yvonne Conolly

“Myeloma Matters helps to keep me 
up to date with the latest research 
about new treatments, side-effects 
and complications of myeloma 
but also addresses the emotional, 
social and psychological impact 
of myeloma. I love this holistic 
approach as I feel it is written for me 
as a whole person, not just about 
my myeloma.”
Patsy Wood

 Sign up online at www.myeloma.org.uk 
or call 0800 980 3332 to receive  
Myeloma Matters, our quarterly magazine.



Support for the people  
who support you 

All of our services are available and suitable for 
family members, friends and carers too. 
We also have some information 
that’s written especially for 
anyone who is supporting a 
myeloma patient. This includes 
a guide for carers, as well as a 
children’s book explaining what 
myeloma is through the story of 
a little girl called Kelsey whose 
dad has myeloma. 

We also hold a dedicated 
session at our Infodays for you 
to share thoughts, feelings and 
experiences. 

“It’s easy to feel as though all the focus is on the person 
with myeloma, but family and friends need help and 
support too. What affects the patient can affect everyone 
around them, so it is essential that you know what is likely 
to happen. 

Our first real insight into myeloma was through an 
Infoday which helped us know we were not alone. I’d 
also recommend to anyone that you use Myeloma UK 
information to read up on at least the basics, so that you 
can ask the right questions at the right time. 

We attend a Support Group too which we find invaluable 
for meeting others socially and for swapping experiences.”
Stan Morrissey

Call 0800 980 3332 to find 
out about our information 
and support for family, 
friends and carers.



Related disorders 

Although we focus on myeloma we also provide 
a range of information and support on related 
disorders:
AL amyloidosis – you can access 
information at www.myeloma.
org.uk/amyloidosis, view, 
download and order printed 
information and sign up for our 
free newsletter which we send 
out three times a year.

We also hold an AL amyloidosis 
Patient and Family Infoday for 
you to hear from the experts 

and meet others affected by  
AL amyloidosis. 

Plasmacytoma, Monoclonal 
Gammopathy of Undetermined 
Significance (MGUS), POEMS 
and Plasma Cell Leukaemia – 
you can order or download  
our information sheets to find 
out more.

“If you are looking to understand your diagnosis of AL 
amyloidosis, in a way that settles your nerves and removes 
some of the fear, you’ll find Myeloma UK invaluable. 

As an organisation, I’ve found the people there to be 
motivated and caring, producing information that is 
current, helpful and reassuring. Their support for AL 
amyloidosis research is magnificent and, whether you are 
a patient or carer - or concerned friend - you will also have 
access to an online Discussion Forum where you can ask 
questions and find practical answers. 

In total, Myeloma UK is a great support when you need it 
most in dealing with AL amyloidosis.”
Mark McConway

 

Sign up online at www.myeloma.org.uk 
or call 0800 980 3332 to receive  
AL amyloidosis Matters.

AL amyloidosis



You can support Myeloma UK by:

 ■ Making a donation 
Online at www.myeloma.org.
uk/donate 
Over the phone 0131 557 3332 
Or by posting a cheque 
payable to Myeloma UK, 
22 Logie Mill, Beaverbank 
Business Park, Edinburgh, 
EH7 4HG

 ■ Leaving a legacy 
Gifts from Wills are an 
important source of income 
for Myeloma UK and will help 
us to continue providing 
practical support and advice 
to myeloma patients and 
their families. They also help 
us to undertake research into 
the causes of myeloma and 
investigate new treatments

 ■ Fundraising 
Fundraising is a positive way 
of making a difference and 
every pound raised helps. As 
myeloma is a rare, relatively 
unknown cancer, fundraising 
is also a great way to raise 
awareness. However you 
decide to raise funds, our 
Fundraising Team is here to 
support you. Contact us on 
0131 557 3332 or email 
fundraising@myeloma.org.uk

We need your help

Thanks to our generous supporters we are able to 
provide information and services to patients and 
their families, as well as fund vital research that will 
help patients live longer and with a better quality  
of life.

Myeloma UK receives no government funding.  
We rely on fundraising activities and donations.



Nobody ever forgets the moment they are 
diagnosed with myeloma. Myeloma UK advances 
the discovery of effective treatments, with the aim 
of finding a cure. That is what patients want, it’s 
what they deserve and it’s what we do.
Judy Dewinter – Chairman, Myeloma UK
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Myeloma Awareness Week 21 - 28 June


