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I start this letter with a slight 
warning – this issue deals with 
something that can be a very 
sensitive and difficult topic for 
many – planning ahead for the 
end of treatment and end of 
life. This is a challenging area 
to address but it’s incredibly 
important. Many of you will be 
nowhere near this stage and it 
may bring up uncomfortable or 
distressing feelings. This most 
definitely isn’t the intention 
of this edition. Rather, it aims 
to encourage you to start 
thinking about discussing this 
subject, so you can have better 
conversations and clearer 
decision making. Many people 
have told us that they wish they 
had known what their family 
member’s wishes were, and 
this will only happen with open, 
honest conversation, which is 
a difficult thing to do, but can 
be very beneficial. I hope this 
is illustrated by Karen’s story, 
whose mum passed away from 
myeloma last year. She shares 
why she feels it is important for 
people to discuss this subject 
with family and gives some tips 
to help you do so.

This edition also features Kerry 
and Kirsty, both of whom have 
also lost loved ones in the last 
year. It is my hope that by sharing 
these stories, we can improve 

the way we talk about, and 
prepare for, the end of life, and I 
hope it empowers you to make 
decisions about your future that 
allow you to get on with enjoying 
the present.

In addition to these stories, 
I’m pleased to enclose the 
announcement that we are 
launching a new peer-to-peer 
service, details of which can 
be found on page 13. We also 
have a few more exciting new 
developments in the works, so 
keep an eye out on social media 
for those.

As we come to the end of 
the year, I want to thank you 
for supporting not just this 
magazine, but all the work of 
Myeloma UK. Our research, 
advocacy, information and 
support services, and work 
with healthcare professionals 
addressing delayed diagnosis 
and standard of care across 
the UK wouldn’t be possible 
without you. Your donations, 
feedback, participation and 
encouragement enable patients, 
family members and friends, 
like you, to have a transformed 
present and a hopeful future. 

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

Alice Baron  
Myeloma Matters Editor
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iPhone app aims to help myeloma  
patients take control of their time 
The pharmaceutical company 
Janssen has developed a new 
iPhone app called TimeKeeper,  
which they hope will help myeloma 
patients discover new ways of 
experiencing time. 

Time becomes more precious  
to most myeloma patients following 
diagnosis. However, many will stop 
spending time on their hobbies  
or doing the things they enjoy  
during treatment. 

The app aims to inspire and 
encourage myeloma patients  

to develop new skills or hobbies 
based on their personal preferences. 

It was developed based on a 
neurological concept that new 
experiences and activities take 
longer for the brain to process than 
routine activities. Therefore, enjoying 
more novel things can slow your 
perception of time, making it feel  
like it lasts longer. 

It is hoped the app will help patients 
find new things to enjoy and help 
them reduce stress and improve  
their mood. 

Could exercise improve the way myeloma treatments work? 
Researchers at the University of Bath 
are about to launch a Phase I trial to 
investigate whether exercise could 
improve myeloma treatment. 

Preliminary research has suggested 
that regular physical activity, such 
as going for daily walks, can reduce 
the development of myeloma. It is 
also thought that structured exercise 
training might improve the way 

cancer treatments work by causing 
changes in the immune system. 

This trial will look at whether exercise 
can temporarily increase the number 
of immune cells in the blood. It is 
hoped the increased immune cells  
in the blood would enable them to 
find and kill myeloma cells. 

The researchers will also carry out 
laboratory tests using anti-myeloma 

drugs and myeloma cells from three 
different groups of myeloma patients, 
pre-treatment, during treatment  
and after treatment has finished.  
This aims to understand if any 
observed changes in immune cell 
levels after exercise can improve the 
way the anti-myeloma drugs work  
at any stage of treatment. 

New immunotherapy drug shows  
promise for the treatment of myeloma 
Results for a Phase I clinical trial 
indicate that a new drug called 
teclistamab is safe and effective  
for the treatment of relapsed  
and refractory myeloma. 

Teclistamab is a new type of drug 
called a bispecific antibody.  
It works by helping a patient’s  
T cells (a type of immune cell)  
find and kill myeloma cells. 

It attaches a protein called BCMA, 
found on the surface of myeloma 
cells, and a protein found on the 
surface of T cells called CD3, 
forming a link between myeloma 
cells and the T cell. 

The trial looked at the safety and 
efficacy of teclistamab in heavily  
pre-treated myeloma patients and 
aimed to identify the optimum  
dosing schedule for the drug.  
The results showed that the optimum 
dose of teclistamab was effective, 
with 65% of patients responding 
to the treatment. The treatment 
was well tolerated, with side effects 
considered manageable. 

Although these results are promising, 
further research is required before 
the drug can be approved for routine 
use. There are several teclistamab 
trials in progress, including a Phase II 
trial currently recruiting in the UK. 

NHS launches 
screening trial for 
more than 50 cancers 
A blood test developed to detect 
over 50 kinds of cancer is now being 
trialled by NHS England to see if it 
detects cancer earlier. The NHS Galleri 
trial, developed by the healthcare 
company GRAIL, aims to recruit 
140,000 volunteers aged 50-77 to see 
how well the test works in the NHS. 

Research has shown that the Galleri 
blood test can determine whether 
someone has cancer and where  
it is, even if they are asymptomatic. 
It does this by measuring and 
analysing cell-free DNA (cfDNA). 
cfDNA are DNA fragments that are 
released into the bloodstream when 
cells die. It can come from both 
cancer cells and healthy cells. 

The test uses genetic sequencing 
technology and artificial intelligence 
to determine the source of the 
cfDNA and if there is any indication 
of cancer. The initial data on the 
effectiveness of the Galleri test 
has been encouraging, showing it 
could detect 52% of all cancers in 
asymptomatic patients. Furthermore, 
analysis of specific cancer types 
indicated that the test detected  
72% of plasma cell neoplasms 
(myeloma and related conditions). 

Initial results of the NHS-Galleri 
trial are expected by 2023, and, if 
successful, NHS England will roll 
out the test to a further one million 
people in 2024 and 2025. 

MYELOMASCOPE
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NAME: Gloria Nichols 

LIVES: Chelmsford

AGE: 73

MY LIFE WITH
MYELOMA

I was diagnosed with myeloma in 
2013 after a three week stay in 
hospital whilst explorative tests 
were taken to see what was wrong 
with me. Initially I had gone to A&E 
because I had high blood pressure. 
This was treated with tablets 
immediately. Blood tests were taken 
and I was told that my kidneys were 
not working. I was immediately 
operated on to put a line in my  
neck and put on dialysis. 

I had been experiencing tiredness, 
headaches and backache, quite 
unusual for me. I was always a busy, 
get it done person, and spent a lot 
of time in the garden. I was finding 
that after twenty minutes working in 
the garden I needed to sit down and 
recover and then start work again. 
Not me at all. 

After three weeks in hospital, having 
a lot of tests including bone and 
kidney biopsies, the doctors came 
to me one morning when I was on 
dialysis, which I had been having 
three times a week since entering 
hospital, and asked if I wanted the 
good news or the bad news first.  
The good news was that I had not 
got vasculitis but the bad news was 

that I had got myeloma. “Oh my God!” 
I said. “I know what that is, my friend’s 
wife has just died of that. I suppose 
 I have just got to get on with it.” 

I came out of hospital on Christmas 
Eve and my dear sister and brother-
in-law hosted me for Christmas.  
My lovely niece rang and offered 
me one of her kidneys and my poor 
nephew didn’t know what to do. 
I spent a few days with my sister 
before going back home. At this 
time, my poor husband, who had 
Parkinson’s disease and lewy-body 
dementia, was in a home, as I could 
no longer look after him. My sister 
and brother-in-law took me to see 
him each week. 

In the January I started chemo.  
Every Wednesday for six months. 
It was a bit of a roller coaster. After 
the chemo injection on Wednesday 
I felt really good on Thursday and 
Friday, but come Saturday I was on 
the slippery slope downwards and 

by Wednesday I was eager for my 
injection to boost me up again. During 
that time I slept a lot from Saturday to 
Wednesday as I had no energy at all. 
I was, of course, still having dialysis 
three times a week and by then I had 
had a Hickman line fitted. 

I was told I was going to have a stem 
cell transplant in November, taking 
my own stem cells, cleaning and 
freezing them and then putting them 
back in two weeks’ time. I had been 
attending Barts in London since 
being diagnosed but for this current 
treatment I was to go to the Royal 
three Hospital near Hampstead 
Heath, as Bart’s dialysis unit was being 
renovated at that time. After a few 
visits to the Royal Free for heart tests, 
radiation, etc. I met a lady who had 
also been diagnosed with Myeloma. 

We got talking and it appeared she 
had looked up, read and investigated 
everything she could about myeloma, 
and she was in a very upset and near 
hysterical state about her illness. She 
was in such a bad state, thinking that 
she was going to die at any moment, 
I decided there and then that I would 
never, never read, look up or think 
about my myeloma, and to this day  
I have not done so. 

In early November 2014 I spent a 
few days staying in the Premier Inn 
near the Royal Free Hospital. My 
dear friend, who had lost his wife to 
myeloma, took me many times to 
Barts and the Royal Free during 2014 
for which I was very grateful. I had my 
stem cells removed, a process which 
even today I still think was amazing. 

Dialysis was a new 
experience for me but at 
the time I felt so ill that 
I really didn’t care what 
was happening. 

https://myeloma.org.uk
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I was well looked after and, of course, 
had a hotel stay and not a hospital 
stay. Everyone was pleased to tell me 
that they had taken enough stem cells 
for two transplants in one process. 
Two weeks later I was back in the 
Royal Free for my transplant. I spent 
two days preparing for the transplant. 
During that time I read Prue Leith’s 
book about her life. You may not think 
this is relevant but read on. 

I was still having dialysis whilst I was 
in the Royal Free. After the transplant, 
which was an easy process, a bit like 
dialysis, I took a turn for the worst. 
I was bringing up frothy blood and 
I passed out. I was rushed to an 
operating theatre where my Hickman 
line was removed and another line 
was put in my neck for  
a continuous dialysis. 

I had sepsis, pleurisy, and c-difficile. 
I thought I had died. I had been 
moved to an intensive care unit  
with 24 hour care.

The hospital called my sister and 
suggested she came immediately, 
as I was in a very bad way. When 
she arrived, with my brother in law, 
they had to wait outside my room 
for a few moments while the nurse 
“was just doing something”. They 
were then told they could go in 
to see me because I was looking 
better. On entering my sister recalls 
that she thought, oh my, if she is 
looking better, what did she look like 
before!? I opened my eyes and saw 
my sister and said “Am I dead?” My 
sister confirmed that I was very much 
alive. I then asked my sister to comb 
my hair. Of course, by then I didn’t 
have any but she did go through the 
motions. We can laugh about it now. 

Whilst I was in what I refer to as a 
twilight zone, I did see ghosts. One 
of which is still firmly implanted in my 
mind. She was waving at me. I didn’t 
wave back! I also heard chanting and 

was afraid I was going to be put in the 
next room where I thought everyone 
went to die. I was very pleased each 
time I woke up or was woken to 
clean my teeth with that horrible bit 
of sponge, to see the same piece of 
cotton hanging from the same ceiling. 

I was comforted to know I was still in 
the same room! I also dreamt about 
the story I had just read about  
Prue Leith’s life, her triumphs, 
disasters, adopting her daughter, 
the loss of her husband, etc. This got 
me through the stay in the IC unit, as 
did my mobile phone. Although my 
phone had not been charged, I kept it 
in bed with me, against my right leg.  
I am sure this was a sort of life-line. 

I was in intensive care for nearly two 
weeks and kept asking the nurses and 
the doctor in my waking moments 
‘Can I go back to my room now?’ Of 
course, I know now that I was in no fit 
state to leave intensive care. I have 
loads of gratitude to all the staff who 
looked after me during that time. 

My heart had started  
to race and that had 
to be stopped.

MY LIFE WITH MYELOMA
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When I was eventually transported 
back to ‘my room’, it was a splendid 
room on the twelfth floor, I was 
looked after admirably. I looked out 
onto Hampstead Heath and watched 
all that was happening on the heath 
during the times I was out of bed 
sitting by the window. However,  
I was unable to eat most of the food 
because, as I had been fed by tube 
whilst in intensive care, I just could 
not swallow it and anything I did get 
down came straight up again.

Because I was not eating I was given 
that horrid pink liquid to help sustain 
me, but even that did not stay down. 
I lost six stone over the six weeks 
I was at the Royal Free. I came out 
of hospital on the Monday before 
Christmas in 2014, collected by my 
sister and brother-in-law and was 
sick on the way home. I again spent 
Christmas with my sister. My niece 
had collected my husband so he was 
also there on Christmas Day. I was 
still suffering from c-difficile and ran 
out of pads the hospital had given 
me. Amusingly, my poor brother-in-
law was deputed to go to Sainsbury’s 
to buy some. Somehow, he managed 
without too much embarrassment! 

After that I had check-ups at both my 
local hospital, every six weeks, and at 
Barts, every six months. I was having 
dialysis three times a week and my 
sister, my town twinning and Rotary 
friends took it turn to take me to the 
local hospital for dialysis and pick 
me up afterwards. I was very grateful 
for their help. Before my illness I 
was involved in Rotary International, 
Conference Co-ordinator for my 
Rotary District, Chairman of our local 
Town Twinning. 

I was a local Councillor for my  
Ward in my home town and led  
a very busy life. I was also looking 
after my husband with his illnesses. 
This, of course all came to an end  
in December 2013. 

Six months after my stem cell 
transplant and in my own home,  
I started slowly to get back into my 
activities again. The funny thing was 
that as I had lost so much weight, 
friends and acquaintances I had 
known for years did not recognise 
me. I was attending meetings and 
people were saying ‘Who are you?’  
I quite enjoyed the mystery! However, 
it might have been the wig! I am still 
involved in all my previous activities 
and more, including joining W.I. and 
supporting a charity called Mary’s 
Meals and our City Mayor’s charities. 

Unfortunately, I lost my husband  
just before Christmas 2015, but  
I can only see it as a relief for him as 
the Parkinson’s was getting worse,  
as was the dementia. 

It is nearly seven and a half years 
since my diagnosis and whatever has 
happened, I have just got on with it 
without thinking about the cancer and 
any consequences. I know myeloma 
comes back but I will deal with that 
when it happens. 

Myeloma UK is also there for you  
if you need them. If you have any 
worries, they can help. I’ve just bought 
my Christmas cards from them and 
I’m about to do a coffee morning. 

I still have to have dialysis three times 
a week. This means sticking to a strict 
diet to avoid too much potassium and 
phosphate, which I try to do. However, 
life is good and is for living and that 
has been my philosophy since  
I started this journey. 

I try to make the most of life.  
I know it is a large cavern you are 
going into without much notice,  
but a friendly ear helps, together  
with a positive attitude. 

 
I have met some lovely 
NHS doctors and nurses 
and am grateful for their 
dedication. 

 
I was a local Councillor for 
my Ward in my home town 
and led a very busy life.

MY LIFE WITH MYELOMA
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INTRODUCTION TO  
PLANNING AHEAD

This spotlight on focuses 
on a difficult topic for 
many people – planning 
ahead for the when 
treatment is no longer 
an option. This is a hard 
topic to think about but 
it’s an important one. 

In an ideal world, we’d all talk about 
our preferences to ensure we die well 
and what we’d like to happen after  
we do, but we often avoid it and if we 
do talk about it, we use euphemisms 
like ‘passing away’. 

People react differently to this subject 
depending on their attitudes, beliefs 
and approach to death and dying. 

Many people choose to put off 
discussions about the future until 
treatment is no longer an option. 
With decisions to make about your 
finances, possessions and assets, as 
well as treatment and care, there can 
be a lot to consider, so having these 
discussions sooner rather than later 
can give you, your family and your 
healthcare team time to discuss and 
review your options and preferences 
in a more considered way. It can also 
bring some relief and help free you 
and your loved ones up to enjoy  
the present.

Talking about death doesn’t bring it 
closer but it will allow you to input 
into decisions and gain a sense of 
control in a situation that can often 
feel overwhelming. You may find  

any fears or concerns easier to cope 
with as you find out about end of life 
care and the options available.

It can also be comforting for loved 
ones to know that they are carrying 
out things in the way you would 
have wanted when the time comes 
and means they aren’t left feeling 
unsure over decisions. Ensuring your 
preferences are understood and 
documented can help family and 
friends put them into place during  
a difficult and emotional time. 

In this spotlight on, Karen shares 
her experience of planning ahead 
with her mum and provides some 
suggestions as to how you can 
approach these conversations with 
your own family. 

SPOTLIGHT ON

https://myeloma.org.uk
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Top  
people to talk 
to about your 
preferences

2 Myeloma  
doctor and/ 
or nurse

1 Family  
and friends 

5 Solicitor

3 Palliative  
care team

4 GP

Read our ‘Planning ahead:  
an Infopack for myeloma 
patients’ available at 
myeloma.org.uk/
publications

Watch our webinar  
‘Planning ahead: end of 
life care’ on our website at 
myeloma.org.uk/videos 

Where can I find out more?

There are lots of different ways your preferences can be recorded,  
and these range from legally binding documents to suggestions  
you note down for your family. 

Some documents you may want to consider are:

 • Will – a legal document that states what should be done  
with your assets. This will need a solicitor 

 • Advanced care plan – covers almost any aspect of your care. It is not  
a legal document but healthcare professionals can use it to support you

 • Power of attorney – gives someone the power to make decisions on  
your behalf if you become unable to 

 • Advance Decision to Refuse Treatment – used to record specific 
decisions about the refusal or withdrawal of treatments. It can also  
be known as a ‘Living will’ or ‘Advance Directive’ and it must be written  
and signed correctly to become a legal document

Remember that you can always change your mind or come back to a decision 
if it is too difficult or you want time to consider your options.

DID YOU KNOW?
To make it accessible for everyone in the myeloma community 
to make a will, Myeloma UK has partnered with Accord Legal 
Services to offer you the chance to have a standard single or 
mirrored will written or review your current will for free. 

Visit myeloma.org.uk/wills to find out more. 

DID YOU KNOW?
With increasing numbers of us having an online presence, you 
might want to think about creating a digital will or legacy. This can 
be used to instruct people what to do with your online accounts 
and subscriptions. It covers not just the financial side of things, 
such as bank accounts, but the personal and sentimental things 
too, like photographs, which are important for your loved ones to 
be able to access.

SPOTLIGHT ON

https://myeloma.org.uk/publications
https://myeloma.org.uk/publications
https://myeloma.org.uk/videos
https://myeloma.org.uk/wills
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Family perspective

KAREN  
SCHUCAN BIRD

Talking about death and dying is daunting. 
Such discussions, however, can be helpful 
and even life affirming.

My mum received a 
diagnosis of myeloma shortly 
after her 63rd birthday, in 
2009. Mum went on to live 
a happy and fulfilled life for 
over ten years, spending 
time with family and enjoying 
holidays in sunnier climes. 

We did not talk about death and dying, 
nor did we want to, until the very last 
phase of mum’s myeloma journey. 
Yet, as we discovered, talking about 
death and dying can be constructive 
and even life affirming. I outline a 
few recommendations, based on 
my experiences, which highlight the 
positives of ‘planning ahead’: 

Have a deliberate  
discussion about death
I first tried to talk about death with 
my mum whilst we were watching 
‘Strictly Come Dancing’. I casually 
tried to slip in a discussion about final 
resting places and wills alongside 
some comments on the cha cha cha. 
Needless to say, this did not lead 
to a very meaningful conversation 
(mum was an avid fan of Strictly) 
and I regretted raising the matter. 
As my mum and I become more 
comfortable with conversations 
about death, we realised that it  
was easier to address the issue in  
a deliberate, matter of fact way, at  
a time and place that suited us both. 

Set priorities for life and living
By acknowledging and talking about 
death with my mum, it became 
easier to identify her priorities for 
living and take steps to meet them. 
In the last months of mum’s life, we 
planned afternoon teas with old 
friends, spurned the telly in favour of 
board games in the evenings, had 
as much family time as possible, and 
celebrated Christmas in November 
(and together again in December 
too). I now look back on these times 
with fondness, confident that we did 
everything we could to make the 
most of the final months together. 

Relish the opportunity  
to talk about death 
In the early stages of ‘planning 
ahead’, I used to dread talking 
about death and dying with my 
mum. It seemed a melancholic 
and impossibly painful subject 
to raise. Yet, as I look back on 
these discussions, I savour the 
conversations that I had with my 
mum. We talked about so many 
things: deaths and funerals of close 
friends and family, ceremonies 
and rituals, childhood memories, 
key life experiences, fears and the 
future, treasured moments that 
we had shared… There were many 
tears, of course, but talking about 
death and dying led to some of the 
most profound and meaningful 
conversations of my life. 

Make decisions and  
write them down 
As she entered the last phase of her 
disease, mum still needed to make 
decisions for ‘planning ahead’. She 
was not sure, for example, about her 
final resting place and this caused 
some anxiety. Therefore, we went 
on a tour of the local cemeteries to 
scope out the options. Mum made a 
decision and then we went for a pub 
lunch, happy in the knowledge that 
she/we no longer needed to worry 
about her final resting place. Support 
your family member in reaching a 
decision, write it down and put it 
somewhere safe for future reference. 

Learn about the process  
of dying and a ‘good death’
I tried to prepare myself for my 
mum’s death. I read a few books to 
understand the process of dying 
and phoned the Myeloma Infoline 
to gather information about what 
to expect. Mum and I had also 
discussed her wishes for the final 
hours so I had an understanding of 
what constituted a ‘good death’ for 
her. This knowledge helped, in part, 
to prepare me for the difficult path 
ahead. Following my mum’s death, 
I also found much solace in reading 
about other people’s experiences  
of death and dying. I would 
recommend reading ‘With the End in 
Mind’ by Dr Katherine Mannix. 

https://myeloma.org.uk
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MYELOMA PEER PROGRAMME 

Myeloma UK is delighted 
to be recruiting for 
volunteers for the 
first part of our Peer 
Programme, with further 
developments expected 
in 2022. 

Peer Support is growing in 
recognition as a valuable element  
of holistic care for people living  
with chronic health conditions  
such as myeloma. Put simply,  
Peer Support is when people use 
their own experiences to help each 
other. We are recruiting for two  
roles: Peer Buddies and Peer 
Discussion Forum Volunteers.

What is a Peer Buddy?
Peer Buddies are a form of Peer 
Support. A Peer Buddy provides 
sessions of telephone or video 
support to someone who would like 
to discuss myeloma related issues. 
The Peer Buddy helps by sharing 
their own experiences of myeloma. 

Why would someone want 
support from a Peer Buddy?
Sometimes when living with or  
going through treatment for 
myeloma or a related condition, 
patients receive care that is mainly 
focused on their physical health and 
symptom management. Some of 
the other aspects of living life with 
myeloma can take a back seat, or 
there are challenges that a medical 
team can’t always address. 

This is where a Peer Buddy can  
come in, as the Peer relationship 
gives people an opportunity to talk 
about what they are going through 
with someone who has lived it.  
Peer Buddies are what is termed  
an ‘Expert by Experience.’

Why would someone  
want to volunteer to  
be a Peer Buddy?
Many Peers find that sharing their 
own experiences with others in a 
similar situation can give their own 
mental health a boost. 

Supporting someone else can help  
a Peer turn what has been a 
negative experience into something 
positive that can help others. 

I am a carer or family 
member of someone who 
has/has had myeloma,  
can I volunteer to be  
a Peer Buddy?
Yes! Myeloma UK recognizes 
that carers and family members 
experience their own challenges, and 
we want to recruit carers and family 
members as Buddies too. 

Patients will be matched with patients 
and carers/family members will be 
matched with carers/family members.

I have a myeloma related 
condition (e.g. MGUS),  
can I be a Peer Buddy?
Yes, we would like to recruit  
Peer Buddies who have myeloma 
related conditions as well as 
myeloma patients. 

Will I have to give  
medical advice?
Volunteers will not be asked  
to give anyone medical advice. 
Volunteers will only be expected  
to share their own experiences. 

I’m better at writing 
than speaking, is there 
something else I could do?
Yes, we are also recruiting for Peer 
Discussion Forum Volunteers. 

These volunteers will dedicate two 
hours per week to interacting with 
posters on the Myeloma UK forum.

Forum Volunteers will help 
Myeloma UK ensure a timely response 
to new posts on the Forum, by sharing 
their own experiences and providing 
links to information and assistance. 

What is the commitment?
Myeloma UK anticipates high 
demand for these services, so we 
request a minimum six-month 
commitment. We recognise that 
living with myeloma can present 
health challenges that can impact  
on this commitment at short notice. 

We will always be sensitive to these 
challenges and encourage volunteers 
to be mindful of their own health. 

How do I apply to be  
a Peer Volunteer?
You can find out more about  
the Peer Programme and the 
application form on the website  
at myeloma.org.uk/peer  

Volunteer recruitment is now  
open and has been extended  
until midday on 6 January.  
Interviews will be taking place  
on 13 and 14 January. 

To find out more:
If you want to discuss 
anything in advance  
of application you can  
contact Peer Programme  
Coordinator via  
the Infoline on  
0800 980 3332 (UK) or  
1800 937 773 (Ireland) 
or by emailing  
peer@myeloma.org.uk 

https://myeloma.org.uk/peer 
tel:08009803332
tel:1800937773 
mailto:peer%40myeloma.org.uk?subject=
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Though a new diagnosis of myeloma can be very difficult to receive, both to patient 
and family, the local team should be on hand to provide all the information and  
support that is needed. Every patient’s diagnosis and management will vary,  
but there are some common features which all patients can expect to happen  
over the first few weeks and months.

Timelines to diagnosis  
and starting treatment
A myeloma diagnosis is usually 
suspected on the basis of abnormal 
symptoms, but can sometimes be 
made as an incidental finding after 
a routine blood test. Due to the 
sometimes non-specific nature of the 
a myeloma presentation, there can 
unfortunately be delays between a 
first suspicion and the final diagnosis 
being made. For patients in England, 
the NHS has specific cancer waiting 
time targets to try to streamline this. 
Patients should be seen within 2 weeks 
 by a hospital specialist after an initial 
referral by their GP for suspected 
cancer, and once a diagnosis has 
been made, there should be no more 
than 31 days before treatment begins. 
Overall this equates to a 2 month 
period from initial GP referral  
to treatment commencing.

Treatment targets are slightly different 
in other parts of the UK, with Scotland 
Northern Ireland and Wales not 
currently using a 2-week wait referral 
target. However, all patients should 
still expect to be referred promptly. 
There are 2 month targets from 
referral to starting treatment in  
all parts of the UK. 

Meeting the medical  
and nursing teams

Once referred, patients should 
expect to see a hospital specialist 
(Consultant Haematologist, or junior 
staff member under their supervision) 
who has experience managing 
myeloma. Most hospital departments 
have a team of doctors, and patients 
may see more than one doctor as  
part of their care.

A key contact during myeloma  
care will be the Clinical Nurse 
Specialist (CNS). CNSs also have 
specific expertise in managing 
myeloma, and will guide patients 
through the sometimes complicated 
processes at the beginning of  
their management, including  
tests, appointments, treatments  
and referrals. 

Patients should be given their 
contact details so that they can 
raise any queries about their 
management, as well as emergency 
numbers for out of hours use

Investigations
Once referred to a haematology 
specialist with a suspicion of 
myeloma, patients can expect to 
have a standard set of initial blood 
tests. These are needed to confirm 
the diagnosis, establish the stage 
(severity) of the myeloma and get 
some indication of how aggressively 
it is likely to act, and look for how 
the body has been affected by the 
myeloma (eg bone damage, kidney 
damage, anaemia, elevated calcium). 
The medical team may also arrange 
additional blood or urine tests and 
scans depending on the specific 
circumstances.

To confirm the myeloma diagnosis, 
patients normally need to have a 
bone marrow biopsy. This is a day 
case procedure which is performed 
using local anaesthetic. Although 
not complex to perform, it can be 
painful, but the discomfort should 
only last for a few days afterwards, 
with no long-term side effects. This 
may be performed either by a doctor 
or specialist nurse depending on 

your hospital. As well as confirming 
the diagnosis, part of the sample 
will be sent to look for cytogenetic 
abnormalities (sometime called 
“FISH” testing). 

Initial investigations 
for myeloma patients

Blood tests 

Full blood count

Kidney, liver and bone function 
tests

Protein electrophoresis

Serum free light chain test

Beta 2 microglobulin, 

LDH

Albumin

Bone marrow

Aspirate

Trephine biopsy

Cytogenetic analysis (“FISH”)

Scanning

One of the following:

 • Whole body MRI scan

 • Whole body CT-PET scan

 • Whole body low dose  
CT scan 

Note: X-ray skeletal surveys are 
no longer recommended

Additional scans of the bones 
or spine may also be required in 
some cases
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This can provide extra information 
on how aggressively the myeloma 
may act, and what treatments are 
best. Assessment for bone damage 
requires a scan of the entire skeleton 
– this may be an MRI, PET or CT scan. 

Previously a series of X-rays called 
a skeletal survey was performed, 
but this is no longer recommended. 
Additional scans of the bones or 
spine may be also required to look  
at specific areas in more detail.

Once the investigations have been 
performed, all the information needs 
to be assessed by the medical 
team, including analysis of the bone 
marrow results by a pathologist,  
and the scans by a radiologist.

This can take some time causing 
an anxious waiting period, but it 
is important all the information is 
reviewed thoroughly so that the 
diagnosis is confirmed, and the  
best management decided.

Starting chemotherapy 
treatment
Treatment should begin as promptly 
as possible, and certainly within the 
60-day guideline from the NHS.  
The mainstay of myeloma treatment 
is drug treatment (chemotherapy). 
Most of the treatments used in 
myeloma are outpatient-based, 
and can either be taken at home as 
tablets, or given as an intravenous 
(into the vein) or subcutaneous 
(under the skin) injection on a 
day unit. It is unusual for patients 
with myeloma to be admitted to 
the hospital ward, but it may be 
necessary if they have severe or 
complex issues at the beginning.

The precise type of chemotherapy 
will vary between patients with,  
but standard combinations are  
used across the UK – these  
are described in more detail  
on the Myeloma UK website. 

The medical team will explain which 
treatment combination patients are 
receiving and why, and what the  
next steps will be in starting. 

There are sometimes clinical trials 
being run at the hospital, where 
either new drugs, or new ways of 
giving standard drugs are being 
tested. If this is offered then patients 
can expect to have the information 
explained in detail, including what 
additional tests and hospital visits 
may be required, and their care may 
be managed partly by a Clinical Trials 
Nurse or Practitioner. 

Autologous stem cell 
transplant (ASCT)

One important decision made early 
on is whether a patient would be fit 
to receive an autologous stem cell 
transplant (ASCT) (or “bone marrow 
transplant”) as part of their initial 
treatment. Although it is not a cure, 
ASCT is a highly effective treatment, 
and has shown to keep people in 
remission for longer after their initial 
chemotherapy. 

However, it is an intensive  
procedure requiring a 3-4 week 
hospital admission and is not  
be appropriate for all patients.  
There is no absolute rule there  
on age cut-offs, but in general 
patients under the age of 65 are 
likely to be candidates, while those 
over 70 or with other significant 
medical problems are unlikely to  
be fit enough for this treatment. 

This is not a decision needs to 
 be made at the beginning of 
treatment, but should be borne  
in mind and discussed early on.

Supportive care

As well as the chemotherapy 
patients are likely to require  
range of supportive care. This term 
includes any management which  
is not directly treating the underlying 
cancer but is important to manage 
the effects of myeloma and its 
treatment. 

Supportive care includes antibiotics 
to treat infections, effective use 
of painkillers, management of 
kidney problems and anti-sickness 
medications. Patients may well also 

be recommended to have  
an intravenous drip called  
a bisphosphonate to reduce  
the risk of bone fractures. 

Patients with other specific issues 
(for example spinal disease, bone 
fractures, kidney damage), may be 
referred to other medical specialities 
for expert advice and possible 
interventions such as surgery  
or radiotherapy.

If patients have concerns 
about treatment

Most hospitals in the UK will have 
a haematology department with 
myeloma specialists who are able to 
take patients through this pathway 
in a clear, caring and professional 
manner. If patients have concerns 
about the treatment they are 
receiving the best place to start is  
to raise it with their own clinical team 
– either the doctor or your clinical 
nurse specialist. 

There may be specific reasons 
why treatment varies from what is 
expected, but they are absolutely 
entitled to ask these questions and 
query if they think your management 
is different from what it ought to be.

If despite this they still have concerns 
then they can ask for a second 
opinion for a review of management. 
This may be another doctor within 
the hospital department who also 
has expertise in managing myeloma 
but is not directly involved in your 
care. Alternatively they can ask to 
receive a second opinion from a 
specialist in a different hospital. The 
hospital’s own departments may be 
able to arrange this for you, but if not 
or if patients prefer, the GP can send 
a referral to a different specialist.

In the event that patients feel 
that their care has been seriously 
compromised, then hospitals have  
a complaints department that can be 
contacted. In addition, Myeloma UK 
are available to provide advice and 
support if there are any questions 
about initial management and 
treatment at any stage.

MEDICAL FOCUS
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WILL THE NICE METHODS AND PROCESS REVIEW DELIVER 
BETTER, FASTER ACCESS FOR MYELOMA TREATMENTS? 

The drug approval body 
that considers whether 
new myeloma treatments 
should be available on 
the NHS in England and 
Wales is undertaking a 
major review of how it 
conducts its work.  

New proposals set out by the  
National Institute for Health and  
Care Excellence (NICE) in their 
methods and process review are 
designed to provide fairer and faster 
access to new treatments for  
patients in England and Wales. 

With new myeloma treatments 
steadily coming through the pipeline, 
the hope is that some of these 
proposals will have a positive effect  
on access to new treatments. 

The review is looking at how 
evidence is collected and considered 
(methods) and also at the timing 
of steps in the approval process, 
alongside who contributes  
evidence and how (process).  

The review is complex and technical 
but it could lead to important 
changes in what NICE takes into 
account when making its decisions. 
One example is the proposal to 
change a key decision “modifier”.  

One of NICE’s core tasks is to decide 
whether a new treatment is cost 
effective as well as clinically effective. 
A “modifier” is a rule that enables 
NICE to be more flexible when 
deciding on cost effectiveness.  

Currently, NICE can apply what is 
called an “end of life modifier” to

treatments for patients who have  
a short life expectancy (normally 
less than 24 months). 

The end of life modifier recognises 
that it is harder for these treatments 
to demonstrate cost effectiveness 
and also that there is a high level  
of need in the patient population. 

NICE, therefore, has more leeway  
in approving drugs that meet its 
end of life criteria (using a £50k cost 
effectiveness “threshold”, rather  
than £30k for treatments where  
no modifier applies). 

NICE has presented a case, 
including a review of society’s 
attitudes to paying for drugs,  
that it should move away from  
an end of life modifier to a broader 
approach that will give it flexibility 
over treatments for conditions  
that are seen as severe and  
carry a high burden of illness  
– a severity modifier.  

So, what might this mean for 
myeloma? There is still a lot of detail 
to be understood, but it is worth 
nothing that, in the previous five 
appraisals for myeloma, only one 
treatment (Sarclisa® at 4th line)  
has been eligible for the end of  
life modifier. 

It is possible, therefore, that the new 
severity modifier could be applied 
to more myeloma treatments than 
are currently eligible for end of life 
consideration, making it easier for 
new myeloma treatments to be 
approved by NICE. However, there  
is still a lot of detail to be worked out 
and we will continue to keep close 
eye on how this develops. 

Another important proposal in the 
review is that NICE Committees 
should accept “greater uncertainty” 
when looking at new treatments. 
This means recognising that in some 
disease areas it is very difficult to  
be definitive about the full range  
of benefit that a new treatment  
will deliver. 

In myeloma, thankfully, patients 
are accessing a wider range of 
treatments and living longer than 
ever before; but this makes it hard 
for drug companies to clearly 
demonstrate the extent to which their 
product will help patients live longer 
and with a better quality of life. 

New proposals enabling Committees 
to be more accepting of this 
unavoidable uncertainty may  
make it easier for NICE to approve 
treatments where clinical data  
is still developing. 

However, it is not yet clear whether 
this flexibility will apply to a rare 
cancer like myeloma. In our 
consultation response, Myeloma UK 
has called for relapsing and remitting 
conditions like myeloma to be eligible 
for this greater flexibility. There are 
many other proposed reforms that 
should help appraisals be completed 
faster. These will hopefully speed  
up access to new kinds of treatments 
for patients in the future. 

POLICY BRIEFING

If you would like any 
more information on the NICE 
Methods and Process review 
or the Myeloma HTA pipeline, 
then get in touch with the 
Patient Advocacy Team at  
policy@myeloma.org.uk

POLICY BRIEFING

mailto:policy%40myeloma.org.uk?subject=
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BLOOD CLOTS IN MYELOMA

Blood clots are a natural 
part of our defenses, 
stopping us from 
bleeding too much when 
we injure ourselves. But 
blood clots can also 
sometimes form inside 
our veins or lungs, where 
they can cause serious 
problems. Some medical 
conditions including 
myeloma increase the 
chance of having a blood 
clot, so it is important to 
know the signs of a blood 
clot and what to do if you 
think you have one. 

Raising awareness
The connection of blood clots 
with myeloma can sometimes be 
overlooked, among all the other 
information that patients and their 
loved ones need to take on board 
about myeloma. 

Patients sometimes tell us that  
have had episodes of blood clots  
and weren’t aware that there could 
have been a connection with  
their myeloma. 

Signs to look out for
It is important to know the signs  
of a possible blood clot, so that  
you can get it treated promptly. 

Signs of a blood clot in a leg  
or arm can include: 

 • Throbbing or cramping pain

 • Swelling or heaviness

 • Redness or heat on the skin 
around the painful area

Signs of a blood clot in the  
lungs can be:

 • Sudden difficulty breathing

 • Pain in the chest or upper back

 • Coughing up blood

 • Fast heart rate

What to do if you might  
have a blood clot
If you do get signs of a possible 
blood clot in your leg or arm,  
call your healthcare team 
immediately or call 111.

Blood clots in the lungs are an 
emergency – if you think you could 
have one, call 999 immediately.

What increases your risk  
of having a blood clot?
“Risk factors” means things which can 
increase the chance of something 
happening. For blood clots, there  
are a few different risk factors: 

 • Being overweight

 • Smoking

 • Having cancer

 • Taking certain drug treatments

 • Being inactive or immobile

 • Being pregnant

 • Recent surgery

Myeloma, along with other cancers,  
is a risk factor for blood clots.

Why are myeloma patients 
at higher risk of blood clots?
Myeloma can change the chemistry 
of the blood and increase the risk of 
clots forming in the veins.

Some drugs used to treat myeloma 
(such as lenalidomide and 
thalidomide in combination with 
steroids) also increase the risk  
of blood clots.

Other factors can play a part too,  
for example being inactive due to 
feeling unwell or having fatigue.

What can patients do?
There are a lot of things you can do as 
a myeloma patient to reduce your risk:

 • Eat a healthy diet and try to lose 
weight if you are overweight

 • Stop smoking if you can – your 
healthcare team can support you

 • Try to stay active and avoid 
sitting still for too long – take 
regular gentle exercise such  
as short walks

 • If you aren’t able to move around 
much, simple leg exercises such 
as flexing your ankles can help 
improve blood flow

You will be monitored regularly for 
blood clot risk. If are at particularly 
high risk you will be given drugs 
called anticoagulants. You may 
also be given aids such as special 
stockings to increase your blood flow. 

If you do develop a blood clot, you 
will be given anticoagulants to help 
prevent the clot getting larger while 
your body gradually breaks it down 
and removes it.

Words used  
for blood clots
Venous thrombosis or deep 
vein thrombosis (DVT) is a 
blood clot in a leg or arm vein.

Pulmonary embolism (PE)  
is a piece of a blood clot which 
breaks away and travels to  
the lungs.

Venous thromboembolism 
(VTE) is the collective term  
for DVT and PE.

To find out more:

Read more in our Blood clots 
Infosheet available from our 
website, or call the Myeloma 
Infoline on 0800 980 3332 

HOT TOPICS
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With CAR-T cell 
treatment trials and 
appraisals ongoing at the 
moment, we take a look 
at this new treatment 
and give an overview  
of how it works.

How does CAR-T cell 
treatment work?
Every cell in our body has several 
different proteins on its surface 
in various quantities, sometimes 
referred to as markers or antigens. 
The presence or absence of certain 
protein markers allows immune cells, 
like T cells, to differentiate between 
harmful and healthy cells.

CAR-T cell (chimeric antigen receptor 
T cell) treatment uses this to help 
the body’s own immune system to 
kill myeloma cells. T cells (a type 
of immune cell) are taken from 
the patient’s blood and genetically 
modified in a laboratory so they are 
much better at finding and killing 
myeloma cells. The new CAR-T cells 
are then they are then given back to 
the patient and the CAR-T cells can 
then find and kill the myeloma cells. 

The CAR-T cell treatments used to 
treat myeloma have been genetically 
modified to recognise a protein called 
BCMA (B cell maturation antigen). 
This is because myeloma cells have  
a higher level of a protein called 
BCMA on their surface. 

By targeting BCMA the CAR-T cells 
can find and kill the myeloma cells.

What does CAR-T cell 
treatment involve?
There are several stages involved  
in having CAR-T cell treatment.  
This can take several weeks: 

1. T cells are taken from the 
patient’s blood using a procedure 
is called leukapheresis. Blood is 
drawn from a vein and passed 
through a machine to filter out 
immune cells, including T cells. 
The rest of your blood is returned 
to the patient. This can take two 
to three hours and may need  
to be repeated

2. The collected T cells are taken 
to a laboratory and genetically 
modified, turning them into 
CAR-T cells. The CAR-T cells are 
then multiplied to create the right 
dose of CAR-T cells. This takes 
two to three weeks

3. Whilst the CAR-T cell are being 
manufactured patients are given 
“bridging” treatment to keep their 
myeloma under control whilst 
waiting for the CAR-T cells to  
be returned

4. Patients receive chemotherapy 
(cyclophosphamide and 
fludarabine) to prepare the body 
to receive the CAR-T cells

5. CAR-T cells are put back into  
your bloodstream, through a drip.  
This takes a few hours

6. CAR-T cells find and kill cancer 
cells in the body. You will be 
closely monitored for potential 
side effects

Are CAR-T cell treatments 
safe and effective?
Several CAR-T cell treatments are 
being developed for the treatment 
of myeloma including idecabtagene 
vicleucel (ide-cel), ciltacabtagene 
autoleucel (cilta-cel) and 
orvacabtagene autoleucel (orva-cel). 
Anti-myeloma CAR-T cell treatments 
have shown impressive results with 
treatments delivering good response 
rates and remission times in heavily 
pre-treated patients with treatment-
resistant myeloma. 

The most common side effects of 
CAR-T cell treatments are cytokine 
release syndrome (CRS), low 
blood cell counts (cytopenia) and 
neurotoxicity. In most cases side 
effects can be treated or managed 
however sometimes they can become 
severe. Patients need to be monitored 
frequently for early indications of side 
effects and given rapid intensive care 
and supportive treatment if needed.

Is CAR-T cell therapy 
available in the UK?
Anti-myeloma CAR-T cell treatments 
are not approved for routine use in 
the UK and are only accessible to 
patients as part of a clinical trial.

It is hoped that anti-myeloma CAR-T 
cell treatments will be available 
through the NHS in 2022. This is 
because cilta-cel is currently being 
appraised by the National Institute of 
Health and Care Excellence (NICE) 
for the treatment of relapsed and 
refractory myeloma patients.

Summary
CAR-T cell treatments are a new type 
of myeloma treatment that uses the 
body’s own immune system to kill 
myeloma cells. Results of trials with 
CAR-T cell treatments in myeloma 
have so far been promising. CAR-T 
cell treatments are not yet routinely 
available for use through the NHS, 
however, it is hoped the first anti-
myeloma CAR-T treatment will be 
approved for use in 2022.

WHAT ARE CAR-T CELL TREATMENTS? 

For more information  
see the CAR-T cell treatment 
Horizons Infosheet from 
Myeloma UK, available at 
myleoma.org.uk/publications

HOT TOPICS
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RELATIONSHIPS AND ROLE CHANGES

Dealing with a myeloma 
diagnosis on top of the 
usual challenges and 
stresses of life can be 
difficult and may strain 
or change the dynamic 
of your relationships. 
In particular, the 
relationship with your 
partner can be affected 
most significantly, so it 
can help to think about 
ways to overcome 
challenges together.

Set boundaries  
around your role
Financial or practical reasons may 
force you to take on new roles within 
your relationship, particularly relating 
to work or childcare. This can make 
you feel like you’re taking on a new 
identity or like you’ve lost part of  
what makes you who you are. 

It can help to discuss your priorities, 
limitations, and possible solutions  
for you both with your partner,  
family, and friends and to set 
boundaries around the activities  
you find valuable. 

For example, if you used to take a 
lead on managing household chores, 
you could consider being in charge 
of a simpler activity such as washing 
up the mugs or doing an online food 
shop. You may want to explain to your 
partner that although some activities 
may take you longer, managing your 
own activities may help build your 
self-esteem.

Take your time
It’s important to remember there’s no 
“right” or “wrong” way to respond to 
life events. We’re all different, so give 
yourself time to process instead of 
telling yourself what you should be 
thinking, feeling, or doing. Be kind to 
yourself as your situation evolves.

Communicate
People process information and 
events in different ways, which can 
lead to friction in relationships. 

You and your partner might feel 
different emotions at times, which will 
need a great deal of understanding 
for and from each other. 

Talking to your carer, family, and 
friends can be key in helping you 
get through difficult patches or 
challenges. This will help you 
understand how each of you are 
feeling and what your needs are.

Some simple tips that may help  
with communication include:

 • Make time to talk about how you 
feel and what is important to you

 • If you find talking difficult, you 
could write your feelings down 
for the other person to read

 • You do not need to have an  
answer for every worry or 
question – listening to one 
another can be enough

 • You can find a local support 
group near you to talk to other 
people in a similar situation

 • Talk to a counsellor if you prefer 
speaking to someone outside 
your circle of friends or family

Although communicating can be 
hard, it can strengthen relationships. 
It can offer a chance to discuss 
issues and problems and develop  
a deeper love and understanding.

Don’t let worries about 
being a burden keep you 
from reaching out
The changes that come from 
myeloma can lead to some patients 
feeling like a burden on their loved 
ones. Feeling like a burden to 
someone can feel deeply painful.

Sometimes, patients feeling like a 
burden stems from setting unrealistic 
expectations on themselves or 
others. Thoughts like “I should be 
able to do this” or “they should just 
know this” may lead to feelings of 
anger and guilt.

Being honest about how you’re 
feeling and when you need support 
is important. All relationships are 
different and will have their own 
dynamic, but family and friends often 
take the cue from you when it comes 
to emotional and practical support. 

If they are not offering you the help 
you need, it probably isn’t because 
they don’t want to or because you 
burden them, but because they  
don’t know how to.

Making the first move to start these 
conversations may feel tiring, but it 
will let them know when and how  
you need support.

Summary
Amid the stresses that come with 
role changes from a diagnosis or 
treatment changes for myeloma, 
communicating your needs and 
limitations with your partner is key.

No one should feel alone in their 
situation; reach out for help from 
family and friends and support 
organisations like Myeloma UK  
to help you cope. 

HOT TOPICS
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myeloma story
Kirsty Abercrombie is 27 years 
old and lives in Dunfermline, 
Fife. Kirsty works as the Patient 
Events Coordinator at Myeloma 
UK and here she shares 
her personal connection to 
myeloma and the story of her 
dad’s diagnosis.

2018 was a year that I will never 
forget. It was the year that my dad 
was diagnosed with myeloma.

In July 2018, my mum Sheila, sister 
Heather and I, decided to have a 
holiday. My parents separated in 
2016, so I was living at home at the 
time in Cupar, Fife. Heather was living 
up in Cove, Aberdeenshire. 

We decided to go up to Lossiemouth 
where we had booked a self-catering 
house to relax and spend time 
together – just the three of us! Mum 
and I arrived together and Heather 
soon after. The next day we went out 
to drive around and explore the area. 

To this day, Heather and I still 
remember as we were driving back 
into Lossiemouth that we passed a 
car that looked distinctly like Dad’s. 
Dad’s car was covered in saltire  
flag stickers, it was something  
that you’d never miss. 

At the time, neither of us thought 
anything of it, and we continued 
driving. Later on that evening, our 
suspicions were confirmed: Dad 
showed up on the doorstep – it was 
his car after all. Mum did not seem 
surprised to see him. When Heather 
and I were sent out to get dinner, we 
were a little confused and felt that 
something wasn’t right. 

Dad sat us down and told us that 
he had been suffering from a lot of 
extreme back pain and had been 
feeling quite unwell for some time, 
so he had been to see his local GP 
in Cupar. After a few appointments, 
the GP suspected that Dad had 
something called myeloma. 

Luckily his GP, Dr Gourlay, had already 
seen a patient the year before 
with suspected myeloma. In a way, 
Heather and I had never heard of it: 
“What’s myeloma?” we asked. Dad 
calmly explained that it was blood 
cancer and that he had already seen 
the haematology team and was 
going to start treatment very soon. 
We, of course, asked how long Dad 
would have. He had been told that 
some patients have 10 to 20 years. 
In my head I was mentally doing the 
maths. I was 24 at the time: would I be 
married and have children of my own 
in that time frame? Would Dad be 
around to see all of this? 

 
I suppose, Dad was lucky 
that Dr Gourlay knew all 
the contributing factors 
to myeloma.

MY MYELOMA STORY
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It was really difficult to process what 
he had just told us. It was hard to 
imagine that our dad had cancer.  
Dad was young, 65 years old. Mum 
and Dad seemed so calm about it all.  
I suppose they had planned for  
Dad to come up to tell Heather  
and me together. 

I have always bottled up my feelings 
and find it difficult to talk about them 
but one day, I just burst. I remember 
phoning my boyfriend at the time 
and telling him something I’d never 
thought I’d say: “My dad has cancer”. 
He had not long joined the army 
down in London, and thinking back on 
it now, he was far too busy. 

I don’t think he knew what to do 
or what to say and I didn’t get the 
support I was looking for. I didn’t 
know who to turn to. I didn’t want to 
talk about it with my mum or with 
Heather. It felt too painful to do that.

I didn’t confide in my friends either 
in the beginning. Part of me thought 
that they wouldn’t understand or 
know what to say. I eventually did 
confide in my closest friends, and  
I felt better about doing so in the end.

Although my parents were separated, 
my mum went to every single 
hospital appointment with my dad – 
something I wished I could have done, 
but the job I had at the time was so 
busy I just stayed focused on that.  
In doing so, I didn’t worry about  
Dad as much. 

I didn’t ask much about his 
appointments. I think part of me was 
scared to find out in case it was bad 
news. I preferred to ask Mum about 
what was happening. 

Looking back, I feel a bit guilty that  
I wasn’t more involved in looking after 
Dad. He lived alone and that was his 
choice, so we had to respect it. 

MY MYELOMA STORY

 
I didn't know what to feel 
or what to ask. I think  
I was just shocked.
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At least he had Mum to go to every 
appointment with, and I can’t imagine 
how he felt having to travel back  
and forth to Edinburgh Royal 
Infirmary for all his treatment.  
He must have felt exhausted.

In October 2018, Dad was blue-lighted 
to the Victoria Hospital in Kirkcaldy 
with suspected sepsis. Whilst in 
hospital, he contracted double 
pneumonia and I remember feeling so 
scared. Everything was so intense and 
I hated seeing dad so frail and unwell 
in hospital. All Dad’s cancer treatment 
took its toll on him. I remember him 
saying, “I want a new body”. 

I can’t imagine how he felt and, as 
Dad’s youngest daughter, I couldn’t 
do anything except be there for him. 
He was released from the hospital 
about a week later and came back 
to stay in his family home so Mum 
and I could look after him. I worked 
Monday to Friday so Mum did a lot 
of the caring. I was only there in the 
evenings to make sure Dad was okay. 

Heather came down from Cove when 
she could with her boyfriend and,  
of course, their sausage dog Leo. 
Leo always put a smile on Dad’s face, 
which was always nice to see. Seeing 
how happy Dad was sometimes took 
the pain away for just a moment.

In February 2019, Dad received 
his first stem cell transplant at 
the Western General Hospital in 
Edinburgh and lost all his hair. He took 
to going by the nickname ‘The Bear 
of Ericht’ – at least he never lost his 
sense of humour! 

I felt better about going to visit 
him and felt like I was able to do 
something, even if it was just putting 
a smile on his face.

In December 2019, I remember 
emailing Myeloma UK and asking if 
there was any volunteer work I could 
help with. I didn’t feel that I was part 
of Dad’s myeloma journey (as much 
as I could be) because I wasn’t living 
with him. So, I thought if I volunteered 
with the charity that had already 
helped him so much, I would be 
helping in some way. In the end,  
they had a job on offer, and I applied.  
I was offered the job in February 
2020 and I am so glad I took it. 

The hardest thing for me since Dad’s 
diagnosis is that we only had a short 
period of just over two and a half 
years with him. 

Dad was diagnosed with pancreatic 
cancer just five days before 
Christmas in 2020 and passed away 
just six weeks later on 8 February, 
2021, aged 68. At the age of 27, I lost 
my dad – something I never imagined 
would happen so suddenly.

Dad was a fighter and stayed strong 
until the end. Mum, Heather, and I will 
always be truly thankful to his GP, his 
haematology team, nurses, doctors, 
the palliative care team, and all those 
who supported our family throughout 
both of his cancer journeys. 

I miss him every day. Some days  
are harder than others but I will 
always think of the happy times  
we had as a family. I strongly 
encourage anyone who has a family 
member with a cancer diagnosis 
to speak to their family, friends, or 
someone that you trust. Talk about 
your feelings. It’s okay to feel sad, 
angry, or just feel numb. 

Here at Myeloma UK, our amazing 
Infoline team is here to listen if 
you just want to talk. Or you might 
be interested in joining one of our 
Support Groups and speak to people 
going through the same experience. 

As someone with a personal 
connection to the disease, it is an 
honour to be part of a charity that is 
so dedicated to myeloma patients 
and their families. 

 
I am learning more 
about myeloma every 
day through my work 
as the Patient Events 
Coordinator.

 
I never saw myself as  
a carer but it was nice 
that Mum and I were 
there for him.

MY MYELOMA STORY
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I’ve been losing weight 
unintentionally recently, 
is this a sign of relapse?
Myeloma cells release chemicals 
called cytokines to stimulate  
their growth and survival.  
These cytokines can also affect  
your body’s metabolism, which  
means that losing weight despite 
having a normal appetite can be  
a sign that your myeloma is becoming 
more active. However, this isn’t the 
only explanation for unintentional 
weight loss in myeloma.

Some anti-myeloma drugs and 
supportive treatments can cause side 
effects that affect your weight, such 
as a sore mouth, nausea, vomiting 
or diarrhoea. Your haematology 
team may be able to prescribe 
drugs to manage these side effects.
The emotional challenges of living 
with myeloma may result in stress, 
anxiety, or depression, all of which can 
negatively affect appetite and lead to 
weight loss. A poor appetite may be 
exacerbated by myeloma symptoms 
such as pain and fatigue. It is worth 
noting though that increased pain 
and/or fatigue can also be signs that 
the myeloma is becoming active again. 

Any new or increasing symptoms, 
including unintentional weight loss, 
should be reported promptly to your 
haematology team, who may wish 
to carry out some additional tests to 
determine the cause. Your team may 
also refer you to a dietician, who can 
offer support to ensure your diet is 
meeting your nutritional needs.

Is experiencing difficulties with sex and intimacy/
loss of libido normal? What can I do?
Experiencing difficulties with sex, intimacy and feeling a loss of libido is  
a common problem and there are several reasons why someone’s sex life  
and desire to be intimate might be affected by myeloma. For instance,  
physical and/or psychological symptoms, side effects of treatments and  
the emotional impact of living with myeloma. 

It can feel embarrassing or awkward to talk about sex, whether it’s with 
your partner, a nurse or doctor, a sexual counsellor or someone else, but it’s 
important to discuss any concerns or challenges so they can be addressed. 
Healthcare professionals are used to discussing sensitive and personal  
issues and can offer advice, signposting and support.

Talking about intimacy and sex with your partner can help to prevent 
misunderstandings. Speaking openly and honestly to each other and 
sharing your thoughts and feelings can help you both understand the other’s 
perspective and perhaps relieve fears or overcome challenges either of you 
may have. It can be difficult to start a conversation, so writing things down  
or thinking about what you want to say beforehand can help. 

Other things that can be helpful include doing things that boost your  
self-esteem and confidence, exploring different ways to show and share 
intimacy, using strategies to overcome any physical barriers. Your relationship 
with your partner and your sex life may be different, but you can maintain  
an intimate relationship and enjoy a fulfilling sex life. 

Our ‘Infopack for living well with myeloma’ talks about sex and intimacy,  
and you can also get in touch to speak to a Myeloma Information Specialist  
to talk through any concerns you have.

Ellen Watters, Kim Dolman and Hayley Hepworth Myeloma Information Specialists

I have been told I will receive a drug called 
pentamidine following my stem cell  
transplant. What can I expect?
Pentamidine is a type of drug used to treat or prevent (prophylaxis) 
a particular type of pneumonia in patients who are severely 
immunocompromised and who are therefore at increased risk. Myeloma 
patients who undergo high-dose therapy and stem cell transplantation  
(HDT-SCT) will come into this category and may be treated with this drug  
by inhalation – in the form of an aerosol, using a nebuliser. A nebuliser is  
a machine that turns liquid medicine into a fine mist which is then inhaled 
into the lungs through a mask, similar to an oxygen mask. It is usually  
given twice following HDT-SCT with 4 weeks between the two treatments.

Because pentamidine is given as an aerosol and causes a mist to be  
released (not all is breathed into the lungs), it is often given in a room  
with closed doors to protect other patients and staff. 

Pentamidine is generally well tolerated but do let your clinical nurse  
specialist (CNS) or haematologist on the transplant unit know if you 
experience any dizziness, shortness of breath, chest tightness or cough. 

ASK THE NURSE
ASK THE NURSE

If you have a questions  
for our Myeloma Information 
Specialists, call the Myeloma 
Infoline on 0800 980 3332, 
use our online form at 
myeloma.org.uk/askthenurse 
or email 
askthenurse@myeloma.org.uk

tel:08009803332
http://myeloma.org.uk/askthenurse
mailto:askthenurse%40myeloma.org.uk?subject=
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At the one-year anniversary 
of her husband Jeremy’s 
passing, Kerry Baggott 
looks back on the wonderful 
years they shared with 
their daughters and looks 
forward to a future where 
myeloma is history.

As the end of 2021 looms, I think 
we can all agree it’s been another 
anxious year for all myeloma patients 
and their families. 

I’m Kerry Baggott, and for me it’s 
been a particularly sad time. On 27 
November 2020 I lost my husband  
of almost 20 years to myeloma.  
He was just 50 years old. Jeremy and  
I had been together for 30 years and 
he was (is) the love of my entire life. 
We have two daughters, Charlotte,  
15, and Emily, 13, and Jeremy was  
the best daddy they could ever  
have wished for. 

We were such a happy family with so 
many dreams and adventures left to 
fulfil. Despite a few niggling pains in 
his back, Jeremy was full of life. He 
was so much fun to be around. 

And then the pains got worse…
and worse. Myeloma came into our 
lives when Jeremy was 48 years 
old. By the time we got the correct 
diagnosis in March 2018, he had a 
broken collarbone, six broken ribs, 
numerous infections and the bone in 
his upper right arm had completely 
disintegrated. What followed was 
an onslaught of treatment, including 
surgery, radiotherapy, chemotherapy, 
a stem cell transplant and a cocktail  
of drugs – many of which sadly you  
are only too familiar with. 

And it all worked! Jeremy literally 
bounced back and we had the most 
amazing 2019. We were so full of 
hope that treatment would continue 
to work for years. 

Our appreciation of life and the simple 
things had reached new heights – as 
only those faced with a disease like 
this can truly understand. 

Then in December 2019, the pains 
returned. We seemed to fly through 
the treatment options, but nothing 
worked. And, due to Covid, we were 
denied our place on a clinical trial.  
On 27 November, Jeremy died 
peacefully at home with me,  
Charlotte and Emily by his side. 

Our world was shattered and our 
hearts broken forever. As we went 
into another lockdown, we hid away 
and grieved alone – now a family of 
three. And when the world started 
to turn again and the seasons 
changed, we were faced with  
a choice: Do we continue to hide 
away, or do we move forward? 

Following a 26-mile walk along 
the South West Coast Path, a half 
marathon, TV appearances and 
radio interviews to raise awareness 
of myeloma, we’ve raised more than 
£42,000 in memory of Jeremy for 
Myeloma UK. Our aim is to raise 
£50,000 – that’s £1,000 for every  
year of Jeremy’s life. 

Fundraising helps our grief to some 
extent. We feel we are creating 
something positive out of something 
so negative. And it helps us keep his 
memory alive. 

Jeremy was such a fun and positive 
man; we want to continue in that 
vain if we can. He is with us all the 
time, but no more so than when we 
are all walking on ‘his’ beach down in 
Bournemouth. This is where he spent 
so many years of his life and  
it’s his happy place. 

Since Jeremy died, Myeloma UK has 
continued to make great strides in 
research and access to treatment: 
new maintenance drugs have been 
approved, awareness is being raised 
and patients and families continue  
to benefit from invaluable support. 

It may be too late to help Jeremy, 
but it’s not too late for others. It’s 
my dream that one day a cure will 
be found for this horrific disease 
that ripped my family apart. In the 
meantime, I cannot sit back and  
do nothing. While life is incredibly 
painful right now – and probably 
always will be to an extent – I and the 
girls are determined that, for Jeremy, 
we must live our best lives, otherwise 
myeloma will have killed us too and  
it doesn’t deserve the privilege.

As Christmas approaches, it’s not 
going to be easy. We miss Jeremy 
intensely. Myeloma UK gives us hope 
for a brighter future – a future in  
which myeloma is history. 

 
We chose to move forward 
and channel our grief into 
doing some good. 

Join Kerry in raising  
funds to support 
Myeloma UK’s work this 
Christmas. Donate online now 
at myeloma.org.uk/christmas 
or call the donations hotline 
on 0131 230 0429.

SUPPORTER  
STORIES

SUPPORTER STORIES

https://myeloma.org.uk
https://myeloma.org.uk/christmas
tel:01312300429 


Myeloma Stars Christmas Appeal
is back for 2021

Last year, supporters like you helped us raise nearly £20,000 by donating and  
dedicating stars to the special people in your lives on our Myeloma Stars website.

Dedicate your star now!

Visit MyelomaStars.com

Further info:    0131 230 0429    MyelomaStars@myeloma.org.uk

Give as  
you shop
Raise funds when you 
buy online in the January 
sales at no cost to you!

Find out more: 
myeloma.org.uk/give-as-you-shop

myeloma.org.uk/give-as-you-shop        fundraising@myeloma.org.uk  0131 230 0429
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We’re here for everything a 
diagnosis of myeloma brings 

 Call our Myeloma Infoline on 0800 980 3332 for practical advice, 
emotional support and a listening ear.

 Get answers to your questions by  
emailing AskTheNurse@myeloma.org.uk

 Learn about myeloma from experts and meet other patients  
at our Patient and Family Myeloma Infodays.

 Order or download our information publications, which cover all 
aspects of myeloma – call 0800 980 3332 or visit myeloma.org.uk

 Join your nearest Myeloma Support Group to meet up  
and talk to other people face to face.

 Visit 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.

 Watch Myeloma TV, videos about myeloma presented by experts, 
patients and family members.

 Use the Discussion Forum for the opportunity to share experiences  
and advice about living with myeloma.

 Help make myeloma history by fundraising and donating.  
Email fundraising@myeloma.org.uk or call 0131 230 0429  
to find out ways you can help.

Registered Charity No: SC026116

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

 0131 557 3332
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