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This book contains a collection of hints and tips, 
quips and anecdotes from myeloma patients, 
their carers and families about their experiences 
of myeloma, its treatment and much more.

Whether it makes you smile, reflect or shed a tear, 
we hope it helps you and those around you.
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The contributions to this book are personal opinions, experiences and tips 
and should not replace the advice of your medical team. You should ask them 
if you have questions about your individual situation. Each quote expresses 
the opinion of its author and is not necessarily the opinion of Myeloma UK.
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Chapter 1: Diagnosis
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“	After the initial shock of being hit with the 
myeloma sledgehammer, keep positive, 
it’s not the end of the road. ”

6



“	 I used to wake with what I called ‘morning thoughts’. 
They were a realisation that my cancer had not been 
a dream and had not gone away. Most patients will 
experience some form of dark thoughts. Don’t be 
afraid. Confront the thoughts and always try to talk 
to someone about them. ”
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“	Don’t tackle the whole process like a horse race, take 
one fence at a time and don’t look too far down the 
line, it’s too much to take in, especially at first. ”
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“	For me the main issue early on was that of isolation. 
I was diagnosed on 1 March having never heard of 
myeloma, so it was a complete bombshell. I think it 
was mid to late August before I actually met anyone 
else with myeloma. ”
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“	 I feel very, very guilty that I have inflicted this on my 
husband and daughters. ”
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“	 If you have the energy, do find time to research 
myeloma. You will find it easier to come to terms with 
the disease once you understand it and its treatment. ”
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“	Be cautious about where you obtain information. In my 
opinion Myeloma UK publishes the most accurate and 
up-to-date information available. By all means check 
American internet sites, but be aware that some of their 
treatments are not available in the UK. ”
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“	Think how you have responded to people you know 
who themselves have been diagnosed with cancer. 
More than likely, you had difficulty talking to them. 
Do make an effort to tell your family and friends and 
encourage them to continue to talk to you. Becoming 
isolated is the last thing you will want and need. ”
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“	Diagnosis will require many hospital tests – prepare 
yourself for this. Perhaps the one that worries most 
patients is the bone marrow biopsy. If performed 
correctly, with the correct local anaesthesia, it really 
isn’t too bad, it’s over and done with quickly. ”
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“	Family and friends are paramount in coping with the 
devastating news, but I found it was a long process 
to even feel comfortable talking about it without 
breaking down. ”
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“	Although I expected my brother’s diagnosis, when he 
rang to tell me, it felt like an out of body experience 
actually hearing it confirmed. ”
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“	When I was first diagnosed I became almost obsessed 
with trying to protect my wife financially. I was adamant 
we needed to move house to something more suited 
to her life without me. She gently persuaded me this 
wasn’t necessary and in time I realised she was right.  
If she survives me then it will be for her to decide when 
to move to the home of her choice. ”
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“	Having someone with you definitely helps, although this 
can obviously be difficult to know in advance. ”

“	Friends and family are often unsure how to react to 
cancer – if it’s awkward, bring the subject up yourself 
and talk about it. ”
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“	Don’t go looking on the internet to get the answers 
to questions you might have. Your myeloma is as 
unique as you are and no two cases will have the 
same needs or outcomes. ”
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“	When my brother was diagnosed I felt so low, but I never 
let him see this. Gradually life picked up and we began 
doing all the things we had always done as a family. ”
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“	Be careful what you read on the internet. You should 
only use legitimate websites such as Myeloma UK. Many 
of the American sites are out-of-date and not applicable 
to the UK, which can only add to the anxiety. ”
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“	On the Discussion Forum people often talk more 
about their myeloma when they’re having problems, 
which gives a misrepresentative impression that 
things are constantly bad. For every one person 
having trouble, there are ten doing fine. ”
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“	Very early on I spoke to another myeloma patient of a 
similar age who said, ‘although it feels impossible now, 
life will get back to normal.’ This is so true. Try and speak 
to or meet other patients as soon as possible. ”
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“	The moment you’re diagnosed is probably the saddest, 
most distressing time of your life. I’ve trained my brain 
not to remember that moment – why bother, as it’s 
only going to bring sadness. I try to remember positive 
early discussions, such as the time I realised I would 
see my kids grow up. ”
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“	Seek out a second opinion if you need to. This isn’t an 
insult to your doctor, but it’s only natural that you want 
the best possible treatment and advice. They would do 
the same in your shoes. ”
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“	Although I regard myself as very vocal, when I 
was faced with my brother’s diagnosis, everything 
became so daunting. I had so many questions to ask, 
but didn’t feel able to and my confidence began to 
spiral downwards. ”

“	Once diagnosed, let all your emotions out, then take 
stock – I looked at it as living with myeloma, not dying 
from myeloma. ”
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“	Ask for gas and air when you have your bone marrow 
biopsy. It’ll make it 50% easier. The pain is intense but 
it only lasts for a split second. ”

“	Shortly after being diagnosed I called the Myeloma 
Infoline. They helped me to gather the information 
I needed as well as giving me advice on the way 
forward when everything was a blur. ”
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“	 I have found the Myeloma UK Patient Diary invaluable 
for recording my symptoms, helping me to understand 
all the terminology and for creating questions that I 
used to make my consultations a two-way process. 
Three years on I still use it for reference. ”
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Chapter 2: Initial treatment
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“	 I read all the information provided by Myeloma UK and 
I was so grateful to have such a wealth of resources as 
I felt I could attend the clinic with my brother and talk to 
his doctor and nurse from an informed perspective. ”
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“	 I had some really rough days during CTD, which can 
be expected. However, you get through them, and 
the support of others really helps. ”
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“	Whatever treatment your doctors put you on, you can 
expect to receive a huge number of drugs. Some will 
be to treat the myeloma, others will be to ease any 
side effects. If you have complications, you may also 
get drugs for these. You will need to be organised to 
ensure that the drugs are taken in the right doses 
and at the right times. You will almost certainly need a 
treatment sheet. Hopefully your nurse will provide one. 
If necessary develop one yourself, perhaps with help 
from your carer/supporter. ”
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“	Try to come to terms with needles, as they will be part 
of your life from now on. Listen to the nurses, especially 
when they say ‘sharp scratch’ so there aren’t any 
surprises. You will become accustomed – honest! ”
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“	You should be given details of how to contact your 
haematology team both in and out of hours. You 
should always report any new or changing side 
effects immediately. This is especially important 
if you get a rising temperature. Many hospitals will 
tell you to seek help if your temperature reaches 
38°C. Don’t be alarmed, but do get a thermometer 
and follow their guidance. ”
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“	Use a pillbox. I used to organise the treatments 
three weeks in advance with the anti-sickness 
tablets sellotaped to the top of the box. I cut around 
the tablet wrappings to fit in to the daily boxes. ”
[Note that chemotherapy tablets should not 
be put in with other tablets]
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“	My sense of taste went 
very quickly so I laced 
everything with any 
type of sauce, which 
meant I could at least 
taste something – 
HP sauce, tomato 
ketchup, salad 
cream… you 
name it. ”
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“	 I want the best possible treatment to lengthen 
my life but I do believe quality of life has to be 
taken into consideration, not just for myself but 
for my husband and family. ”
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“	No question is silly. Ask all the questions you need to 
in your consultations. Your doctor has never treated 
you before so you are both on a learning curve and 
the smallest detail can make the biggest difference. ”
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“	Prepare yourself for the drugs… I was flabbergasted 
by the amount of tablets I had to take each day. 
I remember picking up the carrier bag of my first 
prescription and asking the pharmacist to double- 
check it was all for me. ”
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“	All the way through my treatment, I meticulously 
moisturised my skin all over. This paid huge dividends 
as my skin didn’t dry during my high-dose therapy 
and stem cell transplant. ”

“	Use a pillbox with sections for each day and times of 
the day. If you fill up the box each week, you can see 
at a glance whether you have forgotten to take any 
of your tablets. ”
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“	Take the drugs you are prescribed – all of them 
and take them as you’re instructed to. ”

“	Anti-sickness tablets are a must – if you need them 
your doctor will prescribe them – you can always ask. ”
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“	Always use Myeloma UK as your source of information – 
they give you up-to-date information, lend a listening ear 
and give you loads of support. ”
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“	Be proactive and try to get as much information 
about myeloma and your treatment as possible. 
I was told early on by my doctor that I needed to 
take control as much as possible. ”

47



“	Dexamethasone takes 
some getting used to. 
Try to prepare for your 
‘dex days’. Take a long 
walk to tire yourself out, 
have a paper to read or 
a programme to watch 
if you wake and can’t 
get back to sleep. ”
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“	Try to remember to stop drinking too late as 
waking up for the loo in the night disrupts your 
sleep. You’ll probably need the loo more when 
you’re on dexamethasone. ”

“	Remember to moisturise your skin – it becomes 
very dry and uncomfortable with chemo. ”
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Chapter 3: High-dose therapy and 
stem cell transplant
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“	Shave your head and 
get it over and done 
with, that way the 
agony is over quickly 
– it’s going to go, so 
at least this way you 
decide when. ”
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“	One thing my husband really appreciated when he 
was in hospital having his transplant was soft toilet 
roll. Bouts of diarrhoea were not made any easier 
by NHS standard issue toilet paper… shea butter, 
quilted, cocoa butter, cushioned, you name it! It’s 
the small but not always obvious things that can 
make a big difference. ”
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“	How unwell you will feel seems to vary a lot. I found 
the routine of daily showering and fresh clothes tiring 
but rewarding. ”
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“	During stem cell mobilisation you may get 
bone pain. Most doctors seem to play down its 
significance but it can be quite bad. I was already 
taking paracetamol which seemed unable to help. 
I was then prescribed codeine which worked well. 
Do discuss this with your team before mobilisation. 
There is no need to suffer in silence. ”
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“	Fitting your central line is really not that bad. Once fitted, 	
there should be no need for any more needles until it is 
removed – bliss! ”

“	Do expect ‘runny tummy’. Pre-moistened toilet tissues 
are a great help! ”
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“	Your appetite will almost certainly take a hit and 
expect food to taste different. Speak to the catering 
staff and learn what might suit you – even if it’s just 
soup, ice cream, or jelly. ”

57



“	Before you are admitted, think about how you will 
occupy yourself whilst in isolation. You can expect to be 
on the ward for at least two weeks and often quite a bit 
longer. This could be the time to spoil yourself and buy 
a new gadget or tablet – check the local hospital rules 
about using mobile phones, and don’t forget chargers! ”
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“	 I had an allogeneic stem cell transplant. My donor 
was found on the Anthony Nolan Trust register. 
Once I was told the details of the match, I rushed 
home to tell my wife. As I explained to her that 
my match was a young, 26 year old male I could 
not help thinking that the smile on her face lasted 
that little bit longer than it should have! ”
(Written by a 54 year old male…)
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“	Get into the habit of keeping your mouth as clean 
as possible. You should brush your teeth after every 
meal. Once admitted, you will probably be issued with 
mouthwash – use it! From my experience, this advice 
may well reduce the amount of ulcers that can develop 
during treatment. ”
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“	Talk to your carer/supporter about sharing the visiting 
duties with someone else. Also remember that if you 
feel especially unwell then you may not welcome the 
attention of visitors. ”
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“	Prepare yourself for a long three weeks in hospital. 
Concentrating is very difficult after a transplant 
so I found magazines and TV easier than a book. 
Set yourself a project – I re-arranged 30 years 
of photos from boxes into an album! ”
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“	Before and during your dose of melphalan, suck on ice 
cubes or ice lollies to prevent mouth ulcers – my husband 
did this and didn’t get any soreness in his mouth. ”

“	You may be given G-CSF injections, which you have to 
prepare yourself for – I was shown a video in hospital on 
how to do this. I got on fine once I got used to it. ”

64



“	A machine will collect your stem cells. It’s painless and 
usually takes about five hours, but you are monitored 
closely and it’s nothing to be scared of. ”

“	Prepare yourself for the taste of sweetcorn at the 
back of your throat the minute you start to receive 
your stem cells back. ”
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“	On the day of your transplant there’s nothing to be 
afraid of. The nurses bring in a machine which has a 
metal bath in it – they put rubber gloves on and start 
to defrost your stem cells before returning them to you. 
I was given some ice lollies to freeze my mouth during 
the infusion (make sure you ask for these as they really 
help). Don’t be scared, all of this is done through your 
Hickman line and you don’t feel anything. ”
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“	 I decided to mark each significant treatment event 
by playing appropriate music. When I received the 
high-dose melphalan I played ‘Mars the Bringer of War’. 
It seemed only right to warn those pesky myeloma cells 
of their impending doom. My stem cells were infused 
on two days. On the first I played ‘Staying Alive’ by the 
Bee Gees. On the second day it was ‘Rescue Me’ by 
Fontella Bass. ”
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“	 Isolation can be boring, so make sure you have plenty 
to occupy yourself: music, magazines, DVDs. You will 
feel very tired to start with, but these come in handy 
when you feel up to it. ”
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“	 It was only with high-dose chemotherapy that I lost 
my hair, which knocked my confidence. I took hats 
and caps in with me in anticipation. ”

“	Keep get well cards around you – it encourages you 
to remain positive when you can see so many who 
care about you. ”
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“	Don’t believe all you 
hear about transplants. 
I only had four really 
bad days, which felt 
like I had a huge, long 
hangover. ”
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“	Try to drink as much as possible – it will help with 
a ‘runny tummy’. Water can be very boring, so take 
some squashes in with you. When your jug is empty, 
ask for a refill. Don’t be timid, fluid is a very important 
part of your treatment. ”
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Chapter 4: Relapsed myeloma
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“	This was a very distressing time, although it wasn’t as bad 
as the initial diagnosis, for me. I did know that myeloma 
would return, although I had hoped it wouldn’t. ”

“	Remain positive and remember that there are treatment 
options available and new options to be explored. ”
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“	We all know that our myeloma will come back – 
obviously we all wish this takes as long as possible. 
When it does return, focus on what you can control, 
your thoughts, your actions. ”
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“	The ‘R’ words (‘relapsed’ and ‘refractory’) are the 
words you never want to hear. I heard them 15 months 
ago. However, with the advances that are being made 
in myeloma treatments, two months ago I heard the 
‘R’ word we do all want to hear – remission! Never 
give up hope. ”
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“	While on treatment I still value time away from hospital. 
Getting a balance in life is so important. To me it’s the 
quality of life not quantity. ”
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Chapter 5: Managing complications 
and side effects
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“	The worst thing for me is that I often feel very depressed 
and I have lost the ‘me’ that I knew. I feel unwell or 
zonked out on morphine most of the time. ”
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“	Some side effects should be less of a taboo. At 
times I have felt very down and depressed and 
always wondered if others felt like this too or if it 
was just me? ”

“	Carers should get more support for dealing with 
the side effects both during and after chemo. 
They go through every step of this cancer too. ”
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“	Always report your side effects and any other problems 
to your doctor or nurse quickly. Changes can be made 
to your treatments so you don’t have to feel rotten. ”
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“	With a four-day cycle of dexamethasone, I know 
that I will be woozy on days five and six so I plan, 
‘easy’ non-driving days in advance. ”

“	A glass of flat Coca-Cola really helped with my 
husband’s nausea. ”
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“	Fatigue – do what your body 
tells you to do. Rest and sleep. ”
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“	Anticipate and manage your ‘dex days’. ”
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“	 I always take my dexamethasone with my porridge! It’s 
easier to take and has less of an impact on my tummy. ”

“	Travel sickness wristbands really helped with my 
husband’s hiccups when he was on dexamethasone – 
they also help with nausea. ”

88



“	 If you have rib pain, a bra can be very uncomfortable 
to wear. Try a non-wired bra or t-shirts with built-in 
support. You might need to abandon wearing a bra 
until the bone pain subsides. ”
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“	 If you lose your taste, try mints or chewing gum 
to mask or take away the metallic or bitter taste 
in your mouth. ”
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“	Stock up on moisturisers and 
face cream if your skin dries out 
during chemotherapy. ”
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“	Consider buying a foldable walking stick, which 
you can use if you feel dizzy during the night 
when going to the toilet, or for use outside. ”

“	Some of the chemotherapy pills make you 
constipated. Try to adjust your diet to make sure 
you’re getting enough fruit, veg and nuts. I bought 
a juicer which I used daily in the first year. ”
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“	Remember there are lots of drugs your doctor 
can give you to help with nausea. If one drug 
doesn’t work, then keep asking your doctor if 
something else is available. ”
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“	Get a stool to sit on in the shower as standing can 
be exhausting when your energy levels are low. ”

“	My wife has lost nearly 100mm in height which has had 
a huge impact on her. Finding out as much as possible 
is key – it helps you to cope with what comes next. ”
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“	Listen to your body. 
You are being heroic 
enough having to 
deal with myeloma, 
so that shelf you 
promised to put up 
can wait. ”
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“	Think of what ‘therapy’ works for you. As I was off work 
I’d take time to visit friends, particularly those who made 
me laugh. Rediscover old passions – I often play my 
records very loudly which makes me very happy! ”
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“	Being a bald guy already, I didn’t have to worry 
about the most visible side effect! ”

“	Try and build in time to rest during the day and 
don’t feel guilty about this. ”
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Chapter 6; Hospital visits and 
getting the most out of your 
relationship with your medical team
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“	Expect delays! Learn to go with the flow and try to be 
tolerant. That is not to say that you should accept poor 
attention. If you feel ignored, tell someone. I arrive on 
time and make no other commitments for that day. 
I also try to smile – it’s easier for the healthcare team. ”
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“	 If you have questions to ask then write them down 
beforehand. It helps to take someone with you and, 
in advance, explain to them what is to be discussed. 
When you see the doctor, write down anything 
significant. Be prepared to ask about anything you 
don’t understand, which is a lot at first… ”
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“	Take someone with you to your consultations –  
they often remember things you haven’t picked up on. ”

“	Be honest with your healthcare team and tell them 
how you’re feeling. They will be able to help you. ”
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“	 I like to keep up-to-date with new treatments 
coming along and discuss these with doctors 
and our local Support Group. ”
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“	The Myeloma Infoline really helped me to formulate 
the questions that I wanted to ask the doctors at the 
hospital. I would advise anyone to use the Infoline as 
it really helped my brother and I to hold our own and 
feel absolutely comfortable in doing so until all our 
questions were answered. ”
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“	 I feel it is essential to have good communication with 
my doctor and nurse, I discuss my research with them, 
so I can be confident of how the treatment works and 
what’s involved so I am ready for the tough stuff, and 
they understand me and what I can take on. ”
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“	Keep a file or diary to keep track 
of your own results. ”
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“	 I find it easier to jot down questions as and when 
I think of them so that I can bring them up with 
my doctor the next time I see them, otherwise 
I know I will forget. ”

“	Try to have two or three (maximum) clear and 
direct questions each time you see your doctor. 
Think of the things you need clarity on and write 
them down between your appointments – don’t 
leave it all until the morning of your appointment, 
you won’t remember everything. ”
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“	When you have an appointment, write the whole day off 
so you’re not stressing about running late and rushing. 
I try and use the waiting room downtime productively by 
taking some work admin to be getting on with. ”

108



109



110



Chapter 7: Living well with myeloma
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“	Smile! It always helps and makes you feel more 
positive in yourself. ”

“	Don’t let myeloma define who you are. You are not 
a sufferer. Decide early on that you are the same 
person, only now, you happen to have myeloma. ”
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“	Remember your partner needs 
a break and some TLC too. ”
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“	Listen to your body and don’t be a hero –  
it will hurt if you do. ”

“	Accept that you will need lots of rest. ”
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“	Don’t waste time and energy 
on things you can’t do anymore. 
There are still lots of things 
you can do. ”
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“	Don’t let it rule your life, think of the dog wagging its tail, 
not the tail wagging the dog. ”
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“	Forget career and materialistic stuff, focus on the 
truly valuable, for me that’s family and friends. ”
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“	Work out the best time of day for you and try to 
do things then. For me, it is morning and I often 
feel tired in the afternoons so will have a doze. ”
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“	 I was lucky that friends kept in touch. Some people 
find friends disappear because of the word cancer. 
I have found that a Support Group can help and 
indeed through one I’ve simply increased my circle 
of friends. ”
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“	Keep a diary or list of all your treatments. ”

“	Always make a list of questions to take with 
you when you visit your doctor. ”

120



“	The Manchester Infoday which I attended last 
September was a real eye opener for me. It gave 
me a lot of hope once I had spoken face-to-face 
with others in similar circumstances and I found 
that there really is some hope of managing 
this cancer. ”

“	Experiment with food as taste changes. ”
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“	Do good things on good days. ”
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“	Allow people to help you and make the effort to 
help yourself. Telling your family and friends when 
you need them will bring you closer together. ”
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“	Don’t be afraid to talk to someone – this can be a 
counsellor rather than a friend or family member, 
sometimes it’s easier to talk to someone outside of your 
immediate family and friends. ”
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“	Live life as normally as you can – I continued to work 
three days a week. ”

“	 It’s about living with, not dying from, myeloma. ”

“	Be honest with your friends and family about how 
you feel. It helps you and them cope better. ”
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“	One practical tip – swollen legs and ankles were and still 
are a problem for me. The elastic in my socks caused 
my legs to balloon, so the easiest solution was to cut a 
slit in the socks from the top down to the ankle. It works 
a treat! ”
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“	Exercise as often as you can. I try 
and do a bit every day, it makes 
me feel and sleep better. ”
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“	Keeping busy will fill your mind with the task in hand, 
having nothing to do will allow your mind to run amok 
and worry you unnecessarily. ”
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“	A plastic covered picnic jug for water is useful to have 
next to your bed to remind you to drink. It saves you 
from going to the kitchen during the night if you need 
to take tablets or feel thirsty. ”
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“	Drink! Initially it sounds like a lot but you soon get used 
to it. I buy 500ml bottles and then fill them from the tap 
so I can easily keep track of how much I am drinking – 
remember squash helps. ”
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“	Be open and honest about your myeloma. 
It’s not your fault that you have myeloma 
and you shouldn’t feel guilty. ”
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“	Do not look for the ‘why me’ reasons. You simply 
won’t find the answers. Don’t blame yourself. ”

“	Really make the effort to take gentle exercise 
every day, or as often as you can. ”
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“	Don’t bother with the websites offering all sorts of 
magic cures for myeloma – if eating two slices of 
frozen cucumber and drinking half a glass of red 
wine a day could cure myeloma, we wouldn’t be 
here, would we?! ”
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“	Give yourself worth and plan your day. Don’t allow 
yourself to sit in your favorite chair and waste the days 
away. Write a list of jobs or things to do, no matter how 
big or small. It gives you a sense of purpose and I get 
real pleasure from crossing them off. ”
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“	Visit people and places that uplift you. ”
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“	 I found that soda water was good for nausea 
and it keeps you hydrated. ”

“	Try and see the funny side of situations –  
it usually helps... ”
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“	Don’t waste your energy on ‘why me’. ”
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“	On the days you can’t do anything then don’t. On the 
days you can – go for it! For the days in between when 
it’s a real struggle don’t be too hard on yourself, but we 
all know this is easier said than done! ”

“	Always have a glass of water  
on the side and never let it empty. ”
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“	Be sensible but not over cautious. At first I was reluctant 
to have takeaways, go to gigs or go on the tube. There is 
a middle ground, you can be careful but not paranoid. ”
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Chapter 8: Thinking ahead
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“	Live each day in the day. ”

“	Make the most of blue sky –  
get out of the house and enjoy it. ”
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“	A tip someone gave me was to plan ahead. Make sure 
you have something to look forward to, no matter how 
big or small – a theatre trip, a meal out, catching up with 
friends or going on holiday. ”
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“	Plan what you want to do and what you need to do. ”

“	Accept that you have myeloma, but don’t allow it  
to get the better of you. ”
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“	Plan your life, don’t accept that you are about to 
die and therefore nothing is worth planning. ”
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“	Don’t waste your valuable energy on ‘why me?’ 
It consumes you and there are more important 
things in life to focus on. ”
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“	Fill that diary. Always have something to look 
forward to – a holiday, trip, family meal etc. ”
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“	 I was diagnosed four years ago. I have always tried 
to maintain a positive attitude and maintained an 
active life. I would encourage all others to try and 
do the same. ”

148



“	Take each day as it comes 
and see where it takes you. ”
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“	Don’t let myeloma control your life – 
continue to enjoy living. ”

“	Don’t put things off – myeloma is a great leveller. ”
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“	Don’t believe all you’re told… ‘You’ll never go abroad 
again’ etc. Some advice is based on how things used 
to be. We are now living in a new era of myeloma. ”
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“	Don’t let myeloma be a blocker. Give yourself things to 
look forward to like family holidays (seek out a specialist 
insurer and you’ll find myeloma only adds very little to 
your premium). ”
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“	You can still live your life with myeloma. OK it might 
be slightly different from what you imagined but if you 
want it, go for it. ”
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“	Think of the positives that myeloma has brought – 
overall, yes it’s an absolute bummer but I’ve certainly 
seen more of my kids growing up than I thought I would 
when I was first diagnosed and it’s made me fundraise 
for Myeloma UK, which feels positive. However, having 
said that, there will be days when you do feel utterly 
fed up and grumpy. This is completely normal so don’t 
fight it – just go with it. ”

155



“	Think about your long-term treatment strategy. Find 
the balance between keeping up to speed with new 
research and treatments and getting too obsessed. 
Have a good understanding about your options but 
carry on living. ”
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“	Myeloma creeps up on you, engulfs you and if you win 
the battle it leaves you wondering when it will come 
back. As a result any future travels or life plans are 
thrust upon you. Do you do them sooner or put them 
off for later? The answer is the sooner the better. ”
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“	You can still travel the world with myeloma, 
albeit with a suitcase full of drugs. ”
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“	 If you’re lucky enough to be able to give up work 
– do it. When living with myeloma some of your 
life will be the same as before, but it will obviously 
change. Don’t waste a minute doing things you 
don’t want to do – for me that was work. ”
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“	Don’t let myeloma hold you back.  
If you are well enough, do it – whatever ‘it’ is. ”
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“	There is life after 
myeloma, but you 
have to grab it. ”
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Here for you, right now
Myeloma UK is the only UK charity focused on myeloma and its 
related conditions. We provide support, and campaign for access 
to treatments, while researching a cure.

We are here for people affected by myeloma, for healthcare 
professionals and researchers – and anyone who wants to be 
part of the cure.

Together we make it possible to live longer and better lives with 
myeloma. Through research and treatments, we find ways to a 
cure. Together, we support, so no one faces myeloma alone.

We are Myeloma UK.

Together, we are the cure.
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We’re here for everything a 
diagnosis of myeloma brings

•	Call our Myeloma Infoline on 0800 980 3332 or email 
AskTheNurse@myeloma.org.uk , for practical advice, 
emotional support and a listening ear.

•	Download or order our free information booklets about 
myeloma from myeloma.org.uk/publications .

•	Learn about myeloma from experts and meet other patients 
at our Infodays and Digital Infoday Sessions.

•	Subscribe to our magazine Myeloma Matters.

•	Join a Myeloma Support Group, or get matched up with 
a trained Peer Buddy for one-to-one support.

•	Visit myeloma.org.uk , a one-stop-shop for information 
on myeloma.
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Together, we are the cure

Every day thanks to our wonderful supporters, people with 
myeloma get the support, information and treatments they need. 

We’ve come a long way since we started. With life-extending 
treatments and care many people with myeloma now live 
longer, better lives. But when you’re living with myeloma every 
day counts and we need to go further, faster.

All our charitable activity and support is funded by fundraising, 
voluntary donations, and gifts in wills. We couldn’t do it without 
you, our supporters. Together, we are the cure.

Make a donation
You can donate online at myeloma.org.uk/donate , by phone on 
0131 230 0429, or by posting a cheque payable to ‘Myeloma UK’ 
to 22 Logie Mill, Beaverbank Business Park, Edinburgh EH7 4HG.
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Fundraise
Fundraising is a positive way of making a difference and every 
pound helps. Fundraising is also a great way to raise awareness.

Leave a gift in your will
Over a third of all our charitable activities are funded by gifts 
in wills. That’s a third of Infoline calls, providing support and 
advice, a third of drug approval panels fighting for the next 
treatment and a third of research projects striving for the 
next breakthrough.

Get in touch
However you decide to raise funds, our team is here 
to support you. Contact us on 0131 230 0429 
or email supportercare@myeloma.org.uk .

166

tel:0131-230-0429
mailto:supportercare%40myeloma.org.uk?subject=


Acknowledgements
Myeloma UK would like to thank all our supporters 
who contributed to this book and extend our thanks to 
Breast Cancer Care (now part of Breast Cancer Now) 
for their assistance and support in producing it.

167



Published by: 	      Myeloma UK 
Publication date: 	      July 2014

Myeloma UK  
22 Logie Mill, Beaverbank Business Park, Edinburgh EH7 4HG

 0131 557 3332 	  myelomauk@myeloma.org.uk

 myeloma.org.uk 	 Registered Charity No. SC026116

168

tel:0131-557-3332
mailto:myelomauk%40myeloma.org.uk?subject=
https://myeloma.org.uk




This book contains a collection of hints and tips, 
quips and anecdotes from myeloma patients, 
their carers and families about their experiences 
of myeloma, its treatment and much more.

Whether this book makes you smile, reflect or shed 
a tear, we hope it helps you and those around you.

myeloma.org.uk
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