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Hello,
Welcome to the Summer issue of our magazine! 

Here at Leukaemia Care, we’re getting prepared for Blood Cancer Awareness 
Month this September and have a number of exciting plans in the works. 
Head to page four to learn more about how you can get involved with our Spot 
Leukaemia campaign.

We’re also celebrating Leukaemia Care’s 50th anniversary this year, and 
have been theming our social media around topics that affect blood cancer 
patients and their loved ones. If you don’t follow us on social media, make 
sure you do!

Inside this edition, you’ll find information on writing a will (page 13), as well 
as advice for parents who have been diagnosed with a blood cancer on page 
20.

We’re also featuring acute myeloid leukaemia patient Matt Dyson, whose 
inspiring story highlights a need for greater awareness of the symptoms of 
leukaemia amongst the public. 

See you next time!

Christopher Matthews-Maxwell
Chairman
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Join us at our patient 
information days

Throughout 2019 and 2020, we’ll 
be visiting cities up and down the 
UK with our patient information 
days. 

We’re heading to:

•	 Exeter - 15th June

•	 Cambridge - 27th July

•	 London - 14th September

•	 Cardiff - 12th October

•	 Birmingham - 16th November

•	 Glasgow - 7th March 2020 

On the day, you’ll get to meet 
others who understand what 
you’re going through. You’ll be 
able to choose your own breakout 
sessions and learn about fatigue, 
diet and exercise, and the 
emotional effects of blood cancer. 
You will also be joined by a patient 
speaker who will be opening up 
about their blood cancer journey.

These events are free to attend 
and you’re welcome to bring a 
friend or family member with you.

View all our patient information 
days here at http://bit.ly/
PatientInformationDays.

Whilst blood cancer patients of 

any type are welcome to join the 
day, the information will prove 
most relevant to those affected by 
a leukaemia diagnosis.

Get support from our new 
WhatsApp service

You can now speak to a member 
of the Leukaemia Care team via 
WhatsApp on 07500068065.

Our nurse and wider Leukaemia 
Care team are on hand to give 
information and offer advice and 
support.

However, we cannot:

•	 Diagnose any issues through a 
WhatsApp call.

•	 Give medical advice based on 
any pictures you may send. 
Please do not send images as 
we may not respond.

You can contact our nurse:

•	 Monday, 9:15am – 5pm

•	 Tuesday – Thursday, 9am – 
2pm

During other office hours of 9am - 
5:30pm, the WhatsApp chat will be 
monitored by trained members of 
the Leukaemia Care team.

Find out more about this new 
service here at http://bit.ly/
LCWhatsAppService.

New buddy scheme for carers

Are you a carer for someone with 
blood cancer? 

We’re looking for carers to join our 
brand-new buddy scheme, both as 
buddies and as those looking for 
support. 

If you’re interested in joining the 
scheme, get in touch with our 
Buddy Coordinator, Kay Drew, on 
kay.drew@leukaemiacare.org.uk, 
or call 08088 010 444.

Order a brand new syringe pen

Get your hands on one of our 
free #SpotLeukaemia syringe 
pens and help raise awareness 
of leukaemia at http://bit.ly/
OrderSyringePens.

You can order up to five pens; 
however, boxes are reserved for 
hospital teams.

Catch up on the latest news from our Patient Services team.

For more information, you can 
contact the team on 08088 
010 444, or email support@
leukaemiacare.org.uk. You 
can also find all our support 
groups on our website at www.
leukaemiacare.org.uk. 



SPOT LEUKAEMIA

First launched in September 
2017, the message of the Spot 
Leukaemia campaign has 
reached more and more people 
every year, with over 100 million 
people being made aware of the 
campaign last year alone. 

However, despite our efforts, 
awareness of blood cancer 
amongst the public, as well as 
in primary healthcare, is still 
dangerously low and blood 
cancer continues to claim more 
lives than prostate or breast 
cancer every year. 

As things stand, patients 
with leukaemia (one of the 
most common forms of blood 
cancer) are almost twice as 
likely to be diagnosed as an 
emergency case when compared 
to cancer patients in general 
(37% vs 22%). Furthermore, 
64% of patients with acute 
lymphoblastic leukaemia (ALL) 
are diagnosed through an 
emergency route, the highest 
rate of emergency diagnoses 
of any cancer. These statistics 
are particularly alarming when 
you consider that emergency 
diagnosis can indicate that the 
leukaemia has progressed to a 
point where it is harder to treat, 
leading to significantly reduced 

survival rates and quality of 
life compared to those who are 
diagnosed and treated early.

Therefore, despite the success of 
the campaign last year, we still 
have work to do to bring greater 
attention to the signs and 
symptoms of leukaemia so that 
people don’t delay in visiting 
their GP. 

A taster of what is to come this 
September

Shining a ‘spot’light on 
leukaemia – We will be 
shedding some light on the 
topic of leukaemia to help raise 
awareness on a national scale. 

Dozens of iconic buildings 
throughout the UK have agreed 
to help raise awareness of 
leukaemia as part of a special 
event. This will be a great way 
of spreading the message to 
all corners of the UK, acting 
as a beacon to improve public 
understanding of leukaemia and 
its symptoms. It’s time to show 
late diagnosis the red light. 

Billboard advertising campaign 
– We will be making use of 
non-commercial billboard to 
communicate with the public on 
a national scale. The adverts will 

hopefully help to firmly place the 
signs of leukaemia in everyone’s 
minds. We hope they will be 
a great way of gaining public 
attention and a particularly good 
way of targeting those locations 
identified as low-level awareness 
in our 2017 patient survey. 

Spreading awareness in 
pharmacies - We will also be 
working alongside pharmacists 
all around the country in 
an exciting new awareness 
initiative. Pharmacies are 
an essential place to raise 
awareness of the signs and 
symptoms of leukaemia as they 
are an important part of patient 
contact within primary care. We 
hope to capture the attention 
of both patients presenting 
with possible symptoms, 
as well as the pharmacists 
who, as qualified healthcare 
professionals, can offer clinical 
advice and can tell you if you 
need to see a GP.

All of these exciting 
announcements and more will 
be revealed during the build 
up to Blood Cancer Awareness 
Month!

4 www.leukaemiacare.org.uk

Help to Spot 
Leukaemia this 
September
The Spot Leukaemia campaign is returning in Blood Cancer Awareness 
Month for a third year running to continue raising awareness of the signs 
and symptoms of leukaemia. Find out what we’ll be up to and how you 
can get involved.
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So, what else is happening for 
Spot Leukaemia?

Sports clubs helping to spot 
leukaemia – Last year, we 
had nine football clubs from 
across the UK supporting the 
Spot Leukaemia campaign. 
We have a number of teams 
getting involved again this year 
by sharing articles online and 
in their programmes to raise 
awareness of the signs and 
symptoms. This year we are 
hoping to spread our message 
further amongst the sporting 
community by also involving 
county cricket as well as rugby 
union teams. 

#SpotLeukaemia - Social media 
is turning spotty again to spread 
the Spot Leukaemia message. 
We have videos, graphics, 
symptoms cards, flyers and 
posters that will all be shared 
throughout September. Don’t 
forget to share and retweet our 
posts! 

Sharing your stories - Patients 
and families are helping to raise 
awareness by sharing their 
stories online through videos, 
blogs, podcasts and in their 
local newspapers. These real-life 
stories are helping people to 
understand more about who is 
affected by leukaemia and how it 
presents. 

GP events and nurse study days 
to turn spotty – Our in-person 
GP training events, as well as our 

nurse study days, will be turning 
spotty during September. 
These events will give specific 
tips on early warning signs of 
leukaemia, as well as improve 
the quality of communication 
and support offered to patients 
and their families.

How can you get involved in 
Spot Leukaemia?

1. Shout about the campaign on 
social media 

Help us spread the word and 
raise awareness by using 
the campaign hashtag 
#SpotLeukaemia on Twitter and 
Instagram and encourage others 
to join in. You can download our 
social media infographics from 
our website. 

2. Order the Spot Leukaemia 
awareness badges, 
wristbands and symptom 
cards

Show your support for blood 
cancer patients by wearing 
our Spot Leukaemia pin badge 
with pride. We’d love to see your 
selfies wearing your badge and 
other merchandise. So, don’t 
forget to mention us on social 
media and add the hashtag 
#SpotLeukaemia to your posts.

To order our free Spot Leukaemia 
merchandise, visit http://bit.ly/
SpotLeukaemiaMerch

3. Host your own spotty 
fundraising events 

Use this year as an opportunity 
to hold your very own fundraiser 
in aid of Leukaemia Care, 
helping us to raise awareness 
of leukaemia and its signs and 
symptoms. There are many 
ways to get family and friends 
involved. Last year we saw a 
carnival day, spotty office bake 
sales, head shaves, walks and a 
Spot Leukaemia colour run!

For more information, or if you 
would like some fundraising 
support from our team, 
please email fundraising@
leukaemiacare.org.uk, or call 
01905 755977.

4. Share your blood cancer story

If you’ve been affected by a 
blood cancer, sharing your story 
can help the public to better 
understand leukaemia, as well 
as help others going through a 
similar situation.

Get in touch with us and 
share your story by emailing 
communications@
leukaemiacare.org.uk

PICTURE (ABOVE): 2018 SPOT 
LEUKAEMIA DOG WALK ORGANISED 
BY LEUKAEMIA CARE STAFF MEMBER 
AND CLL PATIENT NICK YORK
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This month’s theme of our 
50th anniversary campaign 
is split between men’s issues 
and caring for carers. However, 
in July, we will be helping you 
to prepare for your summer 
holidays by focusing on the 
theme of travel. Follow the 
#LC50 campaign on social 
media to gain tips on travel 

insurance, vaccines and how to 
stay safe in the sun. 

Leukaemia Care has also done 
its fair share of travelling over 
the years. Not only has the 
charity vastly improved the 
services it is able to provide, 
but it has come a long way in 
the geographical sense of the 
phrase, changing location of 

its national office a total of 
five times to accommodate its 
growing size and ultimately 
helping the charity to reach 
out and provide better care and 
support for more leukaemia 
patients and their families. 

Holland Park, London - 1967

As mentioned earlier in the 

Leukaemia 
Care: 
From London to 
Worcester in 50 
years

Read about our humble beginnings and how your support has allowed 
us to continue to be there for blood cancer patients no matter where we 
might be.

PICTURE (ABOVE): GARY LINEKER 
OPENS OUR OFFICE IN WORCESTER



year, the first ever meeting 
place of the "Leukaemia 
Society" (as it was initially 
called) was the kitchen table 
of two founding members, Mr 
and Mrs Brown, in Holland Park, 
London. 

Altogether, there were thirteen 
founding members at this 
inaugural meeting and, 
unfortunately, nearly all of 
them were parents to children 
that either had leukaemia or 
had sadly lost their lives to the 
condition. It was in this rather 
humble setting that the very 
objectives of the charity were 
first put forward, and hence the 
first ever support group was 
set up to help other parents 
and children going through a 
similar situation to themselves. 

From London to Worcester

For a short time after this 
initial meeting, these parents 
provided a number of specific 
services such as baby minding, 
help with transport or hospital 
visiting, all of which was done 
on a local basis. However, 
before long, it became apparent 
that the principal needs of 
the parents appealing for help 
was for information about 
the disease, as well as an 
understanding ear to confide 
in. This kind of informational 
and emotional support required 
a dedicated team to produce 
newsletters and other pieces of 

material to run an ever-growing 
number of support groups. 
A small office in Kent was 
therefore named as the first 
official base of Leukaemia Care 
in the early 1970s.  

From our original base in Kent, 
the team moved to Exeter in 
1983, where they stayed for over 
two decades. As the charity 
grew during this time, it was 
decided that we needed a more 
central location with better rail 
and road links, and the idea 
of moving the charity north to 
Birmingham was discussed. 
However, considering the 
financial implications of 
running an office in the city 
centre, we decided to make 
our permanent home 26 
miles south of Birmingham in 
Worcester. 

The Worcester office was 
originally split between 
two town house buildings 
nearer the city centre. The 
main national office was in 
Shrubbery Avenue, and looked 
after responsibilities such as 
PR and accounts and was where 
Leukaemia Care launched its 
first patient advocacy role. 
Across the road from this was 
another office that housed the 
CARE and support team, who 
staffed the helpline.

The big move - 2006

In May 2006, Leukaemia Care 
was thrilled to move to its 

purpose-built flagship office 
in Blackpole East, Worcester, 
where the office-based team 
still work today. The office was 
proudly opened by Leukaemia 
Care’s then Patrons, Gary 
Lineker and Lady Pamela Hicks. 

The move was long awaited 
as it enabled the national 
office team and the CARE and 
support team to reunite and 
work cooperatively under one 
roof, which eliminated any 
communication delays and 
improved the way the charity 
could utilise its resources. 

Footballing legend Gary Lineker 
was hugely impressed with the 
facilities on offer, as well as 
the work that Leukaemia Care 
carries out. Before cutting the 
ribbon to open the building, he 
said: "Charities like this offer 
everything from support to 
comfort and understanding, to 
counselling at what is a very 
difficult time for any family that 
has to go through this sort of 
experience, which is obviously 
very traumatic and frightening. 
To train people to deal with the 
many issues that are involved 
is of paramount importance. 

"I think the new headquarters 
are wonderful, it is a great 
facility to have and it’s great to 
have a pleasant environment in 
which to help those affected by 
leukaemia and the other blood 
disorders. To have facilities as 
good as this is almost unique, I 
would think." 

Still very much pleased with our 
facilities here in Worcester, we 
at Leukaemia Care would like 
to thank the staff, fundraisers 
and donors that made this 
dream become a reality; your 
hard work and donations have 
helped the charity to expand its 
services nationally, to become 
the charity we are today. 
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THROWBACK

PICTURE (ABOVE): HOLLAND PARK, 
LONDON. THE VERY FIRST MEETING 
PLACE OF LEUKAEMIA CARE

PICTURE (ABOVE): SHRUBBERY 
AVENUE, OUR FIRST HOME IN 
WORCESTER
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The team are busy preparing for 
Blood Cancer Awareness Month 
at the moment, and we hope you 
are ready to get involved and 
help others Spot Leukaemia. Our 
plans are still being kept under 
wraps, but include chats with 
some familiar faces, plenty of 
patient stories and some eye-
catching activities! Campaigns 
Officer, Fergus Metcalf, has 
more information on pages 
4-5. If you would like to share 
your story or get involved in 
this year’s campaign, you can 
email Fergus at campaigns@
leukaemiacare.org.uk. 

Drug updates

The Scottish Medicines 
Consortium (SMC) has begun 
the process of appraising 
the use of venetoclax in 
combination with rituximab 
for chronic lymphocytic 
leukaemia (CLL) patients in 
Scotland. If approved, it will be 
available for patients who have 
relapsed after prior treatment. 
Venetoclax is a chemotherapy 
drug that stops the BCL-2 
protein from working, which 
kills the cancerous cells in CLL. 
This combination of treatments 
was approved for use on the 
NHS in England earlier this year.

The National Institute of Health 
and Care Excellence (NICE) 
have also begun the process 
of appraising venetoclax, in 
combination with another 
chemotherapeutic drug, for use 
in acute myeloid leukaemia 
(AML) patients on the NHS in 
England. If approved, it will 
be available for patients who 
are unable to have intensive 

chemotherapy. These patients 
often have few other options, 
and this is an example of a drug 
being used to treat more than 
one condition.

NICE have begun an appraisal 
of fedratinib for treating 
myelofibrosis patients who are 
experiencing splenomegaly 
as a result of their condition. 
Splenomegaly is the swelling of 
the spleen, a key symptom of 
myelofibrosis, and can be very 
painful. Fedratinib works by 
inhibiting a protein called JAK-
2, which normally causes an 
immune reaction that creates 
many of the symptoms of 
myelofibrosis.

NICE have also begun appraisals 
of a couple of treatments 
for patients undergoing a 
stem cell transplant. One 
is rivogenleleucel, which 
is a product made from the 
T-cells of the stem cell donor; 
it is designed to improve the 
success rate of a transplant. 
The other is treosulfan, which 
is a drug that is designed to 
remove the blood cells of a 
patient before they have a stem 
cell transplant. The transplant 
will then replace the cells with 
new and healthy ones from the 
donor; relapse can happen if 
all the cancerous cells are not 
removed effectively before the 
transplant. 

Leukaemia Care use 
information provided by 
patients, such as quotes 
about their experiences, to 
create a response in support of 
approving each drug. All drugs 
appraised by NICE will also 

be discussed at a committee 
meeting, where patients also 
have the opportunity to give 
details on their experiences 
of taking the treatment being 
appraised. If you would like 
to take part in the meeting 
or share your experiences 
anonymously, you can get in 
touch via email: advocacy@
leukaemiacare.org.uk, or call 
us on the helpline.

Other policy news

In March, NICE confirmed 
that it would begin charging 
companies to undergo the 
appraisal process from the 
1st of April 2019. They will be 
offering discounts to smaller 
companies, as well as allowing 
phased payments. Leukaemia 
Care will be monitoring the 
process to see if the charge has 
any effect on the number of 
drugs being approved in the UK. 
More information can be found 
here: https://bit.ly/2YDYIO3. 

New GP training plans

Our GP training workshops, 
which help GPs to better 
diagnose and support those 
with leukaemia, are expanding 
this year. We now have dates 
confirmed for: North West of 
England on September 4th 
2019, North Wales on November 
20th 2019 and South East and 
South West Wales in 2020. We 
have also expanded our online 
training system to an extra 
platform, called Gateway C, 
meaning more doctors than 
ever should be able to learn 
about leukaemia very soon. 

Campaigns Corner

CAMPAIGNS CORNER



Leukaemia Care hit the road

The team have recently returned 
from the British Society of 
Haematology (BSH) Annual 
Scientific Meeting, which 
was held from the 1st to the 
3rd of April. Advocacy Officer, 
Charlotte, Patient Advocacy and 
Healthcare Liaison Officer, Nick, 
Patient Services Manager, Jo, 
and Patient Advocacy Director, 
Zack, joined 1,500 haematology 
professionals in Glasgow to talk 
about our work and find out the 
latest news in the haematology 
world. 

Leukaemia Care had a stand 
at BSH, where we displayed our 
patient information materials 
and allowed haematologists 
to order more or take them 
away. This was a great way 
to meet haematologists who 
might not yet know about 
Leukaemia Care, making sure 
our information reaches new 
patients too. Charlotte and Zack 
also presented the conclusion 
of our patient survey at a poster 
session. This allowed the team 
to debate and discuss the 
findings with haematologists 
and receive recognition of the 
quality of the data we gather 
through the survey.

Charlotte also joined the most 

recent meeting of Cancer52, 
the campaigning group for rare 
and less common cancers. The 
meeting was an opportunity to 
hear from Jess Mills of ACT for 
Cancer. Jess’ mum, Tessa Jowell, 
was well known for both her 
career and her experiences as a 
brain cancer patient. Jess is now 
using her skills and influence 
to help other cancer charities 
to improve the experiences of 
their patients too, through her 
founding of ACT for Cancer.

Back in March, Nick and 
Charlotte also attended a 
chronic lymphocytic leukaemia 
(CLL) clinical sciences day, 
where researchers and 
clinicians come together to 
discuss the latest research 
on CLL. This was a good 
chance for the team to meet 
haematologists and discuss 
how our work can help their 
patients. More recently, Nick 
attended a meeting of NCRI 
Clinical Trials CLL subgroup. 
The National Cancer Research 
Institute (NCRI) is a partnership 
of charities and organisations 
that fund research, including 
clinical trials, in order to 
encourage collaboration 
and good practice. Nick gave 
feedback from Leukaemia Care 
on the current landscape of 
CLL clinical trials and potential 

ideas to where research could 
go next in this area.

Patient Advisory Panels 
helping to shape Leukaemia 
Care services

Our new patient advisory 
panels met for the second 
time in a series of meetings to 
coincide with the start of the 
new financial year in April. We 
asked patients to give feedback 
on our new plans, such as the 
podcast, increased number of 
conferences and new grants, 
as we developed these services 
in response to feedback they 
gave in October 2018. The 
patients also discussed current 
treatments and what they would 
like to see from treatment 
options in the future; this will 
inform some research we hope 
to present later in the year. 

The patient advisory panels 
meet twice a year at our HQ, 
with lunch provided. The panels 
are divided by leukaemia type: 
CML, CLL, acute leukaemia and 
other blood cancers. If you are 
interested in participating in 
the advisory panels, please 
get in touch at advocacy@
leukaemiacare.org.uk or call 
the helpline. 
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Back in November 2017, I was 
diagnosed with acute myeloid 
leukaemia (AML). This came out 
of the blue and was a complete 
shock for me and my family. I 
was 35 and my life at that time 
was progressing nicely; happily 
married, two young girls, good 
job and a brilliant group of 
friends.

It all started in October 2017. I 
had been feeling tired for a few 
weeks and then suffered with 
headaches which progressively 
got worse over two weeks. They 
started off mild, mainly just in 
the morning on my left side. The 
headaches became constant, 
so I got an appointment at the 
doctors. At the same time, I 
started getting a pain in my 
bum, which felt like an abscess. 

The GP stipulated that, even if 
the symptoms cleared, I needed 
to go back the following week.

I didn’t last the week before 
seeing the doctor again. The 
headaches went but the pain in 
my bottom got worse. I tried to 
see the GP but couldn’t get in, 
so went to a walk-in centre. They 
referred me to a department 
at A&E for a minor operation 
on what they thought was an 
abscess.

I arrived at A&E in the 
afternoon, was checked and 
asked to come back the 
following morning for the minor 
operation. It was at this point 
that they had taken some blood, 
which I believe was standard 
practice within A&E. I left at 
7:00pm. 

However, they identified there 
was a problem with my blood. 
When the A&E doctor phoned 
to first tell me about the blood 
results, he didn’t know about 
the planned operation the next 
morning. At first, he asked me to 
come back in the morning, but 
was adamant that the operation 
couldn’t go ahead and that 
there were specific instructions 
I needed to follow and inform 
the surgical team before 
anything happened. He phoned 

back after 10 minutes, having 
spoken to the haematology 
doctor, stating that due to 
the infection he wanted me to 
return immediately, which is 
what I ended up doing. 

The operation never took place. 
No one has ever confirmed 
if there was ever an abscess 
there or not. Before going to 
the walk-in centre, I went to the 
toilet and was in a lot of pain, 
and having finished there was 
a lot of blood down the toilet. 
When I was at the Christie 
Hospital, through various scans 
it was confirmed there was a 
lesion or tear. It was explained 
to me that there could have 
been an infection developing 
that, if I had had healthy white 
blood cells, would have been an 
abscess, but it hadn’t developed 
into this and what ever it was 
had burst, hence the blood. 

Matt Dyson: Keep 
moving forward

INSPIRATIONAL STORY

Matt Dyson put his symptoms such as headaches and tiredness down 
to life’s stresses. So, it came as a shock when, two months after his 
symptoms developed, blood tests for a routine operation revealed he had 
acute myeloid leukaemia (AML). Here, he shares his story.

It took a long time to 
take in the news and 
all the information 
about my leukaemia, 
what the treatment 
involved and the 
associated risks. 

The hardest thing was 
that once treatment 
started, I would be 
confined to my room 
for five weeks. 
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Equally, I suppose it wouldn’t 
have developed at all if my 
immune system had been 
functioning properly. 

10 hours later, my leukaemia 
was diagnosed - this was 
at 11am on 9th November 
2017, and by 1pm I was in the 
Christie Hospital, and what 
an amazing hospital it is. 

At the point of being 
diagnosed, they told me my 
blood was full of blast cells, 
which they explained as 
underdeveloped neutrophils 
and that they were 10 times 
higher than what should be 
normal.

What was interesting was 
that when I was asked 
about other symptoms, I 
had suffered with itchy skin 
and sweating but, including 
the tiredness, they were not 
things that I would have 
seen a GP about as they had 
only lasted for a week or 
two and were over a month 
previous to my diagnosis.

My other symptoms 
included:

•	 Weight loss – In the two 
weeks that I had suffered 
with the headaches, I 
lost about half a stone. 
The A&E doctor was 
concerned by this, but 
I had put it down to not 
eating as much due to 
the headaches.

•	 Itchy Skin – Two months 
before diagnosis, I had 
suffered with really itchy 
skin, but it only lasted for 
one week and then went. 
I only had it at night after 
I had had a shower, but 
it would drive me mad. I 
didn’t go to the doctors as 
I thought it was just a skin 
irritation and it went away.

•	 Tiredness – Two months 
previous again, I could just 
fall asleep at any time, I 
would sometimes feel like 
I could fall asleep at the 
wheel of the car going to 

work in the morning. Again, 
I didn’t go to the doctors as I 
thought it was just because 
I had a busy life with work 
and a young family and 
needed to go to bed earlier.

•	 Sweating – Over the two 
months prior to getting 
diagnosed, I would be 
dripping with sweat. It came 
and went, and I put it down 
to being unfit. 

•	 Sensitive scalp - I could 
touch only my hair and my 
scalp would tingle.

It took a long time to take in the 
news and all the information 
about my leukaemia, what the 
treatment involved and the 
associated risks. The hardest 
thing was that once treatment 
started, I would be confined to 
my room for five weeks. Due to 
the age of my girls, who were 
three and one at the time, I 
wasn’t allowed any physical 
contact because of the risk of 
infection! It was heart-breaking. 
Those five weeks were the 
hardest five weeks of my life 
and I missed so much, like 
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Georgia taking her first steps 
and Francesca’s first nativity 
play. I had 10 days at home 
before Christmas so I could 
spend Christmas with my 
family before being admitted 
again on 27th December for 10 
days.

After my second round of 
treatment, I was told that I had 
a marker within my leukaemia 
which they called NPM1. This 
meant that the test that they 
did to check my remission was 
much deeper and gave a better 
result.

I have now had a further 
two (four in total) rounds of 
chemotherapy which have all 
required being admitted to the 
Christie for 6-10 days at a time, 
but I am pleased to say that my 
treatment finished in April 2018 
and I am in remission. 

During my treatment, I elected 
to enter into two clinical trials. 
The main reason for this was to 
provide more information and 
results to the cancer research 
team so that treatments can be 
improved, and this cancer can 
be eliminated in the future.

Everyone at the Christie have 
been amazing! We are so 
lucky to have these facilities 
within the North West; they 
have saved my life. AML has 
been in the media recently due 
to some tragic cases where 
unfortunately people haven’t 
survived, but I want to get a 
positive message out there 
that it is treatable, and a lot of 
research is being carried out to 
try and eradicate this disease.

We arranged a charity dinner 
for the hospital which was held 
on the 9th November 2018 at 
The Lowry Hotel, Manchester. 
This was partly a celebration, 
but more importantly it was 
about raising as much money 
and publicity as possible for 
the Christie Hospital and, more 
specifically, blood cancer. We 
raised over £40,000 from the 
night and this has now been 

donated to the hospital.

I am still in remission, and as 
part of the clinical trials I have a 
bone marrow biopsy every three 
months for a total of two years 
after the end of my treatment. 
The NPM1 marker is still 
showing completely negative.

I am back in work full time 
and regularly attend the gym, 
and life feels like it is back to 

normal. Although I had dark 
days at the start, I treated this 
like a process always aiming 
for the next stage. Treatment, 
recovery, bone marrow test and 
result, and repeat. This is just 
how I coped with it mentally.

INSPIRATIONAL STORY

Download or order our booklet 
on AML at www.leukaemiacare.
org.uk
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Why do I need a will?

A will is the only legally valid 
way to express your wishes 
as to how you would like your 
possessions and assets to be 
distributed after you pass away. 
There are some misconceptions 
about wills that may mean you 
are under the impression you 
don’t need one. 

•	 "I don’t have much money 
or a property to leave" - 
this may be true. However, 
most people have some 
possessions that mean 
something to them, and a 

will is the only way to direct 
these to a particular person. 
For example, you may have 
photos, jewellery or toys that 
you would like to go to a 
particular person.

•	 "Everything will pass to my 
husband/wife/civil partner 
anyway" – this is not true. 
Assets that are jointly 
owned (such as a joint bank 
account) will go to them. 
Things that belong just to 
you will be split in a certain 
way if you don’t have a will, 
according to the laws of 
intestacy. This means that 
your other half will get the 
first £250,000, plus half 
the rest, with the other 
half going to your children, 
grandchildren or great 
grandchildren as applicable.

Planning ahead: 
Wills
Following a blood cancer diagnosis, it’s important to plan ahead for your 
future. Our Advocacy Officer, Charlotte Martin, has written an article 
answering your questions on wills.

A will is a legal 
document that lists 
who you wish to have 
your assets in the 
event of your death. 
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•	 "I’ve lived with my partner 
for long enough that 
they will get a share 
automatically" – this is 
a really important one. 
There is no such thing as 
a "common law marriage" 
under UK law at the time 
of writing. The laws of 
intestacy (those which cover 
the scenario of someone 
dying without a will) state 
that only relatives and 
spouses or civil partners 
can inherit automatically. 
If you wish your partner to 
inherit anything that you 
own, you must create a 
will or marry to give them 
automatic rights (although, 
see above to see why you 
may still need a will when 
married). They may be able 
to claim a share after your 
death, but this will require 
a lengthy and costly court 
process, and the court 
will decide what they are 
entitled to. 

NOTE: If you jointly own a 
house, but you are not married, 
what your partner inherits and 
whether they pay tax depends 
on how much of the house you 
each own (i.e. whether you are 

"tenants in common" or "joint 
tenants"). You may wish to seek 
further advice if this applies.

•	 "Creating a will is expensive" 
– it doesn’t have to be. It is 
important to get advice if 
you have a large estate or 
have wishes that may be 
complicated to deliver. The 
most important thing is to 
create a will that is clear 
and legally valid, which 
you can get help to do at a 
relatively low cost (see later 
in this article). 

•	 "I have made a Power of 
Attorney, so I do not need 
a will" – a Lasting Power 
of Attorney is a system 
set in place to allow 
others to deal with your 
affairs if you are alive but 
unable to make your own 
decisions. Importantly, this 
responsibility does not 
continue after you die, so 
you need to create a will and 
appoint your attorneys as 
executors if you want them 
to continue to deal with 
things in the event of your 
death. 

What is a will?

A will is a legal document that 
lists who you wish to have your 
assets in the event of your 
death. The people who receive 
gifts from your will are known 
as beneficiaries. Beneficiaries 
are usually family and friends 
but can also be organisations 
such as charities. You can also 
use a will to set out who should 
take over your responsibilities, 
such as caring for your children, 
or set out what you would like to 
happen at your funeral.

It also lists the people who you 
want to make sure your wishes 
are carried out according to 

Technically, you could 
write a will yourself, 
following the steps 
to make it legally 
binding. However, 
many people choose 
to get advice in one 
form or another to 
make a will. 
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the will. These people are called 
executors of the will; they 
can be family and friends but 
may also be solicitors or other 
professionals. Being an executor 
can be a time-consuming 
process, so it is a good idea to 
warn and prepare those you 
have nominated.  

What needs to be included in a 
will?

Essentially, anything and 
everything you own. It is 
important to take the time 
to fully list everything and 
estimate its worth properly. 
Estimating worth is particularly 
important if you wish to leave 
a lump sum (e.g. £1000) rather 
than a percentage, as a lump 
sum can only be given to the 
person. 

What makes a will legally 
binding?

To be legally binding, a will must:

•	 Be made by someone aged 
18 or over

•	 Made voluntarily, with no 
influence from another 
person

•	 Made by a person of sound 
mind

•	 Be made in writing

•	 Signed in the presence of 
two witnesses, who then also 
sign it to say they witnessed 
the original signature. 

It is not absolutely necessary 
to include a date, but it is 
advisable to date the will on the 
day it is signed. 

The witnesses cannot be 
beneficiaries of the will (i.e. they 
cannot be listed as inheriting 
your possessions). If they sign 
as a witness but are also listed 
as a beneficiary, they will not be 
given anything they inherit from 
you. Therefore, many people 

choose to use a solicitor as a 
witness.

After this, a will cannot just 
be altered ad-hoc. To make a 
change, you must destroy the 
will and make a new one, or 
create a document called a 
codicil outlining the changes, 
which must also be signed 
and witnessed like the original 
document to be valid. If you do 
not make the changes in an 
appropriate way, the original will 
is still deemed to be valid and 
changes will be ignored. 

How do I make a will?

Technically, you could write 
a will yourself, following the 
steps to make it legally binding. 
However, many people choose 
to get advice in one form or 
another to make a will. 

Here are some options, with the 
potential benefits and pitfalls of 
each. It may be best to look at all 
options, to see what would work 
best for you.

With your trade union – Some 
trade unions offer free or heavily 
discounted will writing services 
for their members; this will 
usually be with a solicitor firm 
that the union uses or has an 
agreement with. Your employer 
might offer a similar service, 
but if it’s just a template to fill 
in with no extra advice included, 
it might be beneficial to go 
elsewhere. 

Included with insurance 
policies – It might be worth 
checking your home or car 

insurance documents. If you 
have legal cover included, 
check to see if this includes 
will writing services. This may 
only extend to a template being 
provided and then the form 
being checked over by the legal 
team but may be sufficient for 
a simple will. This could be a 
cost-effective way of creating 
the document for those with just 
a few assets to protect.

Free Wills Month – Every March 
and October, a collection of 
charities sponsor Free Wills 
Month, which means they cover 
the cost of a solicitor’s time to 
draw up a simple will, or mirror 
wills for a couple. You must be 
over 55 to use this scheme. You 
apply by searching for solicitors 
that have joined the scheme 
and book an appointment 
direct. The appointment will be 
free (unless you have complex 
financial affairs, when the 
solicitor will let you know if extra 
charges apply). You are asked to 
leave a voluntary donation to a 
participating charity in your will 
as a thank you. The number of 
appointments are limited and 
allocated first come, first served. 
https://freewillsmonth.org.uk/

Will Aid – This is a similar 
scheme to Free Wills Month but 
is open to people of any age. 
You are also expected to make 
the donation to the charities 
before or at the appointment, 

WILLS

Every March and 
October, a collection 
of charities sponsor 
Free Wills Month.

You can also use a 
will to set out who 
should take over your 
responsibilities, such 
as caring for your 
children, or set out 
what you would like 
to happen at your 
funeral. 
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rather than upon death, with 
a suggested donation of £95 
for a single will or £150 for 
mirror wills for a couple. You 
use the Will Aid website to find 
one of the 900 participating 
solicitors near you and then 
book an appointment direct. 
As above, it is designed for 
simple or mirror wills only 
and you need to contact them 
from September to ensure you 
get an appointment. There 
is an additional benefit of 
the will being registered on 
the Certainty National Wills 
Register, which will help your 
family find the will after death. 
https://www.willaid.org.uk/

Will Relief Scotland – This is 
another charity scheme, open 
in September for all Scottish 
residents. It works as the above 
two schemes, in that you find a 
solicitor through the Will Relief 
site, arrange the appointment 
and make the suggested 
donation at the solicitor’s office. 
The suggested amounts here 
are £80 for a single will, £120 
for joint mirror wills and £40 to 
update an existing will. https://
willreliefscotland.org/

Individual charities – Certain 
charities also run their own 
schemes. Below are the basic 
details:

•	 Cancer Research – Open 
year-round to over-55s. 
It is hoped you will leave 
them a gift. Can be done 
online, by phone or at a 
solicitor. https://www.
cancerresearchuk.org/
get-involved/donate/leave-
a-legacy-gift-in-your-will/
free-will-service

•	 The Stroke Association – 
Open year-round for over-
60s or stroke survivors 
over 18. It is hoped that 
you will leave them a gift. 
https://www.stroke.org.uk/

webform/order-free-will-
pack

•	 The Children’s Hospital 
Charity – This is not a free 
will, but a discount scheme 
through Irwin Mitchell. 
You need to contact Irwin 
Mitchell direct (calling 
0330 1230882 or emailing 
wills@irwinmitchell.co.uk 
quoting TCHC). As well as 
the fee being discounted, 
20% of the fee you pay goes 
to the charity. There are 
no restrictions on age or 
location for this scheme.

•	 The National Free Wills 
Network – A number of 
charities sign up to this 
scheme, as it is mutually 
beneficial to the charity 
as a fundraising tool, as 
people are likely to leave 
them a legacy. If there is a 
charity that is close to your 
heart, it is worth checking 
if they are a part of this 
scheme. Charities signed 
up include Shelter, Oxfam, 
Amnesty International and 
Alzheimer’s Research UK. 

Low cost professional wills 
– There are several legal 
companies and consumer 
groups offering wills that are 
cheaper than the full solicitor 
service. Again, these are best 
for simple wills and mirror wills 
for couples, and they are often 
sorted online or by phone.

•	 Farewill offers a template, 
which is then checked by 
a legal professional and 
returned to you to store 
where you like. They offer 
free updates within a 
year and a subscription 
service of £10 for a year 
for future unlimited 
updates. This is also 
open to anyone. https://
farewill.com/?utm_

WILLS

Planning ahead

You can find more information on 
planning ahead on our website:

•	 Planning and paying for 
a funeral - http://bit.ly/
PlanningForAFuneral

•	 Power of Attorney advocacy 
toolkit - http://bit.ly/
LastingPowerofAttorney

•	 Welfare Benefits - Part 2: 
Disability and Bereavement 
advocacy toolkit - http://bit.
ly/WelfareBenefitsPart2

You can also contact the Patient 
Advocacy Team at advocacy@
leukaemiacare.org.uk, send 
us a Whatsapp message on 
07500068065, message us on 
social media, or call our helpline 
on 0800 010 444. The team are 
available Mon-Fri, 9am – 5pm.

Please note that our Patient 
Advocacy team are unable to 
provide:

•	 Detailed medical advice or 
recommendations

•	 Legal advice

•	 Advocacy for a course of 
action which is contrary to 
the aims and objectives of 
Leukaemia Care
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INSPIRATIONAL STORY

Joanne Costello: 
For Auntie Nina

The London Marathon is and 
has always been an institution 
in my family. As far back as I 
can remember in my childhood, 
I would sit and watch the 
entire coverage of the London 
Marathon with my mum - and 
that has been a staple every year 
without fail.

I guess it had turned into a bit 
of a tradition and, even though I 
moved out many years ago and 
am now married, I still go to her 
house every year to watch it.

However, for the first time this 
year, I wasn’t watching it as, 
after many years of trying to 
secure a place, I finally ran it 
myself!

Aside from me achieving my 
personal goal of taking part in 
the great event itself, I was also 
able to join those thousands of 
fundraisers, generating millions 
of pounds for truly worthwhile 
causes.

I decided to choose Leukaemia 
Care as my charity because it 
is one that is close to my heart, 
having recently lost my beautiful 
Auntie Nina to the disease.

After winning many a battle 
along the way, my beloved 
Auntie passed away when a 
donor match could not be found. 
She left behind her devoted 

husband of more than forty 
years, and three loving children 
and seven grandchildren, who 
she adored. Nina was a shining 
light in our family and is terribly 
missed.

Leukaemia Care - my chosen 
charity - support families such 
as mine, promote testing to aid 
with earlier diagnosis, facilitate 
access to effective treatment 
and also raise awareness as to 
how important it is to register 
as a stem cell donor. Whilst 
running in the London Marathon 
allowed me to fulfil my lifetime 
dream, it also helped support 
this amazing charity - and all 
in the name of my dear Auntie 
Nina.

Whilst I have previously run for 
fitness on a sporadic basis and 
completed my first marathon 
at the Brighton event in 2017, 
I hadn’t managed to get out 
regularly in recent times, and, 
in fact, hadn’t run for more than 
six months prior to receiving the 
confirmation of my place for this 
year – so was a little rusty to say 
the least!

With no time to spare, I drafted 
a 15-week training plan, 
alternating rest days with fixed 
cycling, three-mile hill runs, 
three-to-six-mile flat runs and 
long-distance training.

Following her diagnosis and 
throughout the extremely 
arduous treatment, my dear 
Aunt fearlessly battled her 
illness with strength and 
determination. I took to my 
training with that memory 
of her in mind, drawing 
on the inspiration of her 
courageousness to get me 
through those tough runs.

The Big Day

Being lucky enough to live only 
40 miles outside of London, I 
woke at 5:30am to catch the 
06:25 from the seaside town of 
Leigh-on-Sea to Limehouse, and 
then the DLR to Greenwich. The 
first part of my journey I was 
fraught with nerves; trying to 
get extra fuel in me in the form 
of a peanut butter sandwich 
was somewhat challenging. 
Once I had swapped to the DLR, 
the mood started to buzz with 
a busy carriage full of seasoned 
London Marathon participants 
sharing stories and offering 
advice to first timers. 

A short walk from the station 
via Greenwich Town, through 
the park gates and up the hill 
past the observatory led me to 
the huge red start area entrance 
arch. Through the power of 
Facebook, I managed to meet 
up with one of the #TeamLC 

Joanne Costello was one of over 150 runners who took on the 2019 London 
Marathon as part of Team LC. In the process, Joanne raised an amazing 
£3,294, and it was all in memory of her aunt. Here, she talks about her 
London Marathon experience.
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runners, then another, then 
another and so on.  

We did group photos, chatted 
and soaked up the buzzing 
atmosphere by the bandstand 
surrounded by giant cartoon 
characters! Every now and then 
the famous karaoke runner 
would pass with his portable 
karaoke kit blasting out tunes 
like "I Would Walk 500 Miles".
He must have run four miles 
around that park before even 
getting to the start line! 

With the race being imminent, I 
had to try extremely hard not to 
jump up and down and scream 
with excitement.   

I made my way to the start line 
with another of our team and the 
crowd was immense. The huge 
screen at the front was showing 
footage of the elites setting off 
and with every new start a huge 
roar went off with shouts of "Go 
Mo" echoing around the park. 
Then came the countdown - this 
was it! 

I slowly made my way across 
the start line with thousands 
of others. After one mile I was 
pinching myself – I was actually 
running the London Marathon! 
I manged to keep a steady pace 
of nine-minute miles for the 
first 16 miles or so of the race, 
spurred on by thousands of 
people shouting runners’ names, 
holding banners, high fiving and 
the bands playing. It felt like a 
dream. I passed the Cutty Sark 
where the crowds were 10 deep 
at the barriers, gave my husband 
a kiss at the Leukaemia Care 
cheer point where he waited with 
my family and friends who had 
amazingly come to offer their 
support, and then made my way 
onto Tower Bridge where the 
crowd was deafening.

At around mile 19 the pain set in. 
My knee was agonising, and my 
hips felt like they had collapsed 
in on themselves, but I wasn’t 
about to start walking, ever! I 
was doing this in memory of 
someone who had been through 
more pain than I could ever 

imagine without making any 
fuss, so I would just have to 
get on with it. So, that’s exactly 
what I did. As I turned the 
corner to the final 200 metres, 
I was a mess of emotions, and 
upon crossing the finish line to 
receive my medal I fought back 
tears. I had done it and it was 
one of the best experiences of 
my life.  

If anyone ever tells you that 
marathons don’t hurt, they are 
lying. My body was pushed to its 
limits, but would I do it again? 
Hell yes, in a heartbeat. Could I 
walk the next day? No. Did I enter 
the ballot for 2020 the day after 
that? Yes.

If you would like to run 
the London Marathon in 
2020, sign up for your 
guaranteed charity place with 
Leukaemia Care at http://bit.
ly/2020LondonMarathon
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PARENT WITH BLOOD CANCER

A blood cancer diagnosis is likely to be a shock not just for you, but 
your family too, especially if you have children. In this article, our Nurse 
Advisor, Fiona Heath, gives her tips on explaining blood cancer to your 
children, and how you can cope with any potential changes in routine.

Approximately one third of 
cancer patients are diagnosed 
at an age when they may be 
caring for children or young 
adults, and this means entire 
families are often affected by 
a cancer diagnosis. Being a 
parent can make it very difficult 
to cope with a blood cancer 
diagnosis.

Talking to your child about 
your blood cancer diagnosis

Even very young children know 
when something is wrong. Being 
open and honest with your child 
is very important. Even hearing 
very sad news is better than the 
worry they feel when they don’t 
know what is happening. 

You can’t stop them from 
feeling sad, but if you share 
your feelings and give them 
information about what is 
happening, then you can 
support them. Giving children 
age-specific, realistic and 
accurate information about 
your diagnosis and treatment 
can help to alleviate their fears. 
This can also prepare children 
for the physical changes you 
may experience, for example: 
hair loss, fatigue or weight 
loss. Talking about appearance 
changes ahead of time will help 
to reduce the fear when these 
changes happen. Don’t be afraid 

to use the word cancer.

Role changes and routines

Caring for children often 
becomes more difficult when a 
parent has been diagnosed with 
a blood cancer. Parental roles 
often change as one parent 
may become a caregiver and 
the ill parent often becomes 
less available physically and 
emotionally, having fewer 
opportunities to interact with 
and care for their children. 
This can also place increased 
demands on the children. In 
addition, children of blood 
cancer patients frequently 
change roles within their 
family as well, absorbing more 
responsibility.  

Cancer and its treatment are 
often disruptive to family life 
and normal routines. As a result 
of a blood cancer diagnosis, 

childcare needs may change, 
and more support may be 
needed to care for children. You 
may have been diagnosed with 
cancer yourself, or be caring for 
someone who has cancer. Either 
way, you may be finding it hard 
to care for your children how 
you would like to. This can be 
upsetting, but don’t feel guilty 
about asking for help. Family 
and friends are often more than 
happy to help by taking children 
to school or with everyday tasks 
such as shopping. This can 
give you more energy to do fun 
things with your children.

Coping with blood cancer as 
a parent can be extremely 
upsetting and difficult to 
accept. It is important to 
remember that the situation 
is usually temporary and, 
following treatment, you will 
gradually become stronger 
and be able to do more. It can 
be difficult to ask for help 
when you need it, but with the 
right support you can focus on 
spending quality time with your 
children that is likely to be more 
valuable and relaxing.

Sources of help

Informal support

For some people, support from 
family and friends is enough 

Being a parent 
with blood cancer

Caring for children 
often becomes more 
difficult when a parent 
has been diagnosed 
with a blood cancer. 
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to help them care for their 
children. A family member may 
be able to do some of the things 
you usually do. Children often 
adapt to this and can learn that 
it’s part of what it means to be a 
family. Family or friends can do 
practical things like housework, 
cooking or shopping. This can 
give you more time to spend 
with your children.

Family and friends can often 
help with day-to-day activities, 
such as picking up your 
children from school or nursery, 
or taking care of them when you 
have hospital appointments. 
Don’t be afraid to ask for 
help, no matter how small the 
amount of help is. People are 
usually happy to help and are 
just waiting to be asked.

It’s a good idea to let your 
child’s teachers know about 
your illness. They can then help 
support your child whilst at 
school or nursery. There may be 
specialists that you can talk to, 
such as a school nurse or child 
psychologist. They can help 
support your child with what 
they might be feeling. They may 
also be able to offer extended 
hours or an after-school club.

Social Services

Social services provide a variety 
of care options and support 
for children, their families and 
carers. They will assess your 
needs and, sometimes, it is 
possible for them to provide a 
package of care. A care package 
is a combination of services 
put together to meet a person’s 
assessed needs. Social services 
work to ensure parents, families 
or carers have access to the 
support they need, when they 
need it.

You can contact your local 
council’s Family Information 
Service to get a list of the 
childcare services available 

in your area. This will include 
local childminders, day care 
nurseries and out-of-school 
care.

Key points

•	 Talk to your child 
about feelings and how 
important it is to express 
them. Express your own 
feelings too.

•	 It’s important to ask for 
help when you need it. 

•	 Focus on quality family 
time.

•	 Most children adapt 
surprisingly well to 
changes in family routine. 
They often learn that being 
part of a family means 
asking for and giving help 
when it’s needed.

You can’t stop them 
from feeling sad, 
but if you share your 
feelings and give 
them information 
about what is 
happening, then you 
can support them.
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CLINICAL TRIALS

Our Nurse Advisor, Angela, has years of experience in clinical trials. Here, 
she looks at updates to the LI-1 trial.

The LI-1 trial is a national study 
being undertaken in the UK 
and some other countries. The 
study has been designed to 
continue to improve treatments 
by comparing a number of new 
drugs which have shown to 
have benefit in the early stage 
trials with the existing standard 
treatment.

This study is for patients who 
are able to receive low intensity 
treatments. The trial originally 
opened at the end of 2011, and 
during this time there have 
been several treatments which 
have been compared. Clinical 
trials are regularly updated, 
and new drugs are included as 
they become available, giving 
patients earlier access to newer 
treatment options.

As well as finding out whether 
the new drugs are better at 
controlling leukaemia, patients 
will also be monitored to make 
sure that the side effects are 
acceptable, and not more than 
would normally be expected. 
Some patients may also be 
asked to give blood samples to 
measure the blood levels of the 
new drug; more information will 
be given to each patient if this 
is required. Patients will also 
be asked to help complete a 
questionnaire during and after 
their treatment which looks at 
their wellbeing and quality of 
life. 

The new treatment options 
which will continue to be 
available are: lenalidomide and 
BCT-100. These will be compared 
with standard treatment, which 
is LDAC. The lenalidomide option 
will only be available for a short 
period of time.  

Treatment 1 - is low dose 
cytarabine, the current 
standard of care. This is given 
as a subcutaneous (under the 
skin) injection twice a day for 10 
days. There will then be a break 
of four-to-six weeks. This will be 
repeated four times (and could 
be continued if your doctor 
thinks this would be of benefit 
to you). The idea of the trial is 
to compare this treatment with 
the other, newer options.

Treatment 2 – low dose 
cytarabine and lenalidomide. 
Low dose Ara-C (as in treatment 
1) is being combined with a drug 
called lenalidomide. It will be 
given as a capsule, to be taken 
by mouth once a day for 21 days. 
This is followed by a 14-day rest 
period. The intention is to give 
a minimum of four courses 
but may continue with further 
courses if this is considered to 
be of benefit by your doctor.

Lenalidomide (in a higher 
dose than planned here) is 
an approved drug which is 
used in myeloma - a different 
type of blood cancer. This 
study is being done because 
of encouraging results in a 
small study of acute myeloid 
leukaemia (AML) patients 
undertaken by colleagues in 
Italy.

All patients will be monitored 
throughout the study for 

Clinical Trials: LI-1 
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side effects during treatment. 
Information will be given to you 
by your haematology team, which 
includes specific information 
sheets written for the study of 
what to look out for. 

Treatment 3 – low dose 
cytarabine and BCT-100. You 
will receive low dose cytarabine 
(as in treatment 1) which will 
be combined with a drug called   
BCT-100. 

BCT-100 is given as a one-hour 
infusion (slow injection into the 
vein) on days 1, 8, 15 and 22.

The intention is to give a 
minimum of four courses. 
After four courses, if you are 
considered to be benefiting, you 
will be able to receive further 
courses, or your doctor may 
consider giving BCT-100 on its 
own.

Patients will be allocated to a 
treatment by a process called 
"randomisation". This means 
that a computer programme 

will be used to give you an equal 
chance of getting any one of the 
treatment options for which you 
are eligible.

BCT-100 is a new drug which has 
been developed to kill leukaemia 
cells by the removal of an 
essential amino acid (arginine). 
A similar approach has already 
become an established therapy 
in a different type of leukaemia: 
acute lymphoblastic leukaemia 
(ALL). 

Early studies with BCT-100 have 
indicated it has an excellent 
safety profile with full amino acid 
depletion occurring with minimal 
side effects. Some patients have 
developed reversible abnormal 
liver function tests. In solid 
tumour trials, some patients 
experienced tumour pain. These 
effects are not necessarily caused 
by the drug as many of them 
can be expected in any patient 
undergoing treatment. 

After the completion of each 
course, your doctor may wish to 

assess your treatment progress 
by examining your bone marrow. 
The consultant will discuss the 
timing of that with you. You 
will be seen regularly by your 
haematology team, who will be 
monitoring your blood counts and 
your condition generally.

Improvements in the treatment 
of cancer cannot take place 
without clinical trials. LI-1 will 
be comparing the very latest 
and most promising new drugs 
which are continually monitored. 
This study is expected to finish 
recruiting early 2020. 

A summary of these clinical 
studies will be available on: 
http://www.ClinicalTrials.
gov



Looking for a challenge this September?

Join us for two exhilarating skydive days for Blood Cancer Awareness 

Month!

You can jump from two locations:

•	 Durham on 1st September 2019

•	 Lancaster on 7th September 2019

Sign up fee: £25 

Fundraising goal: £440

Interested? Call the Fundraising team on 01905 755 977, or visit  

www.leukaemiacare.org.uk to find out more and sign up for your 

place.

Go on, do something amazing for all those affected by blood cancer!


