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Hello,
Welcome to the Spring issue of our magazine! 

With our revised three-year strategy for 2019 to 22 adopted, I’m looking 
forward to sharing our new initiatives with you over the coming issues.

This year, we are updating our charity structure to reflect the increasing 
complexity and scale of our services. Consequently, we propose to 
incorporate as a company limited by guarantee and then re-register with the 
Charity Commission. This will not affect access to our services – you should 
notice no difference.

Enclosed with your copy of Leukaemia Matters is a letter and notice 
explaining this and your opportunity to vote on the proposal. If you would like 
to come to the EGM and vote, please let us know as soon as possible.

We continue to celebrate our 50th anniversary and if you don’t currently 
follow us on social media, please do! Drew and Di (page 13) can be seen on 
Facebook talking about and demonstrating exercises suitable for patients.

If you have a story you wish to share, or want information on living with your 
blood cancer, please get in touch.

Thank you for your continued support.

Christopher Matthews-Maxwell
Chairman
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New support groups launching 
this Spring

We have two new support groups 
starting in the coming month. 
These include:

•	 Chronic Lymphocytic 
Leukaemia (CLL) Cambridge 
Support Group on 5th March 
2019

•	 Taunton Haematology Support 
Group on 18th March 2019

Could you be a buddy?

We’re looking for acute leukaemia 
patients who would like to join our 
new buddy scheme.

Whether you’re a patient who is 
looking for support, or you’d like to 
provide that support, the scheme 
is a wonderful way to get to know 
someone in a similar situation to 
you.

To find out more, get in touch with 

our Buddy Co-ordinator, Kay Drew, 
by emailing her on kay.drew@
leukaemiacare.org.uk, or by 
calling 08088 010 444.

Last chance to book for our 
Edinburgh fatigue day

There’s not much time left for you 
to book your free place for our 
Edinburgh fatigue information 
day.

Join us on 16th March for talks 
from fatigue expert Dr Anne 
Johnson on what exactly cancer-
related fatigue is and how you can 
manage it.

Book your place by 
heading to: http://bit.ly/
EdinburghFatigueInfoDay. 

Missed our fatigue days? More 
dates and locations now added

If you missed your chance 
to attend one of our fatigue 
information days, you’ll be happy 
to hear that we have added 
many more dates and locations 
throughout 2019 and 2020.

Current locations include 
Sheffield, Exeter, Cambridge, 
London, Cardiff, Birmingham and 
Glasgow.

These new information days will 
also include sessions on diet and 
exercise, emotional impact of a 

diagnosis, and more. Keep an eye 
on our website and social media 
for more details.

Ward support role for our North 
East Regional Co-ordinator

Shirley Emmerson, our North East 
Regional Co-ordinator, will be 
commencing a new role as ward 
support at St James’s University 
Hospital, Leeds. 

Shirley will be available on 
the haematology ward for one 
day a week, where she will 
provide booklets, support and 
information, and a listening ear 
after consultation appointments.

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. Alternatively, you can 
find all our support groups 
on our website at www.
leukaemiacare.org.uk. 



50TH CAMPAIGN

There are 9,900 people 
diagnosed with leukaemia 
each year in the UK. Could you 
support them by contributing to 
our collective year-long goal of 
running 9,900 miles?

Ever since registering as a 
charity in 1969, countless 
inspiring individuals have run 
for Leukaemia Care with the 
overall aim to help improve the 

lives of blood cancer patients. 
By raising money each year, you 
enable us to provide support 
and information for patients 
and their families throughout 
the UK. For this, we at Leukaemia 
Care would like to say a massive 
thank you to all of you that have 
run for Leukaemia Care and 
donated in the past; you help 
to make the care we provide a 
possibility. 

Since there are so many keen 
runners looking to support 
blood cancer patients, we have 
chosen to celebrate Leukaemia 
Care’s 50th birthday with a big 
fundraising challenge, and we’d 
love you to take part!
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Take Your Spot 
Challenge
Leukaemia Care has been running for 50 years, why not ‘Take YOUR Spot’ 
this year to help us #SpotLeukaemia?

PICTURE (RIGHT): ROSS POPE TAKES 
ON THE 2017 LONDON MARATHON 
FOR LEUKAEMIA CARE.

PICTURE (BELOW): RUNNING HAS 
ALWAYS BEEN POPULAR WITH 
FUNDRAISERS.
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The challenge

Together, we’ll be aiming to run 
9,900 miles and raise £50,000. 
To do this, we’ve partnered with 
GivePenny to allow fundraisers 
to showcase their efforts online, 
so that your friends and family 
can spur you on to reach certain 
goals that you set yourself. This 
allows you to run at your own 
pace, with as much time as 
needed to complete your part of 
the challenge. 

For example, if this is your 
first fundraiser, you might set 
yourself the challenge of 26 
miles in a month (one mile for 
every person diagnosed per day). 
Or if you consider yourself a pro, 
you could go for the ultimate 
challenge and set yourself the 
goal of running 1,000 miles this 
year. 

No matter your goal, whether it 
be small or big, all efforts will go 
a huge way to supporting blood 
cancer patients.

Why Take Your Spot?

All funds raised by taking your 
spot will go towards improving 
and widening our GP training. 
By supporting ongoing learning 
development of primary 
healthcare professionals, we can 
ensure GPs are equipped to spot 
leukaemia earlier. 

Due to the vagueness of the 
symptoms and relative rarity 
of leukaemia, people are often 
misdiagnosed by their GP or 
attend several times before 
diagnosis. This means that there 
is a delay at primary healthcare. 
The money you raise for GP 
training will ultimately enable 
us to help people be diagnosed 
sooner. Early diagnosis has been 
proven time and time again 
to significantly improve the 
outcome and experience of blood 
cancer patients.

"I never thought my 
symptoms were serious. 
I thought I might have 
glandular fever. I don’t think 
it is even on GPs’ radars as 
they see it so seldom."

By sharing the cause and your 
efforts with family and friends, 
you are also crucially helping 
to raise awareness of the signs 
and symptoms of leukaemia 
amongst the public, so that 
everyone can spot leukaemia 
earlier.

So, are you ready to take your 
spot for Leukaemia Care? Sign 
up today: www.givepenny.
com/appeal/take-your-spot

For more information on how 
GivePenny works, head to: 
https://home.givepenny.com/
about/



6 www.leukaemiacare.org.uk

On 30th January, 50 GPs came 
to Kegworth in Derbyshire 
at an event to improve 
early diagnosis of blood 
cancer. They were joined by 
RCGP educators, specialist 
haematologists, Macmillan 
and Cancer Research UK GPs, 
and Leukaemia Care patient 
advocates for a day of blood 
cancer training.

The ‘Spot Leukaemia’ workshop 
built on the lessons learnt at 
the 2018 RCGP/Leukaemia Care 
workshops held in the West 
Midlands and London and 
South of England, which were 
attended by approximately 100 
GPs.

GPs and Nurse Practitioners 
play a crucial role in diagnosing 
blood cancer early. Individual 

blood cancers tend to be very 
rare and present notoriously 
vague and non-specific 
symptoms; this means that 
recognition and diagnosis can 
be a challenge.

‘Spot Leukaemia’ RCGP events 
provide practical guidance on 
diagnosing blood cancers, with 
updates on the impact of the 
latest technologies in 

GP training 
continues to 
succeed

This January, the Vale of Trent and Leicester faculties of the Royal College 
of General Practitioners (RCGP) came together with Leukaemia Care for 
our most recent GP workshop. Find out how we’re supporting the training 
of GPs in this article from Patient Advocacy and Healthcare Liaison 
Officer, Nick York.



improving outcomes.  

Blood cancer is the fifth most 
common cancer, and the third 
biggest cancer killer. However, 
awareness and understanding 
of blood cancers like leukaemia 
remains very low among 
the public and primary care. 
Common leukaemia symptoms 
such as fatigue, night sweats, 
weight loss, and bruising are 
vague and easily attributable 
in the first instance to common 
day-to-day disorders. 

Emergency leukaemia 
diagnosis rates are very much 
higher than the national 
cancer average. Patient delays 
in visiting their doctors and 
delays in GPs diagnosing 
can contribute to the high 
emergency diagnosis rates 
of blood cancers. Early 
recognition, diagnosis and 
appropriate referral improves 
patient outcomes. This 
highlights the importance of 
the ‘Spot Leukaemia’ campaign 
and learning materials.

On 7th January 2019, the NHS 
published a long-term plan of 
how additional NHS funding 
would be spent in England. This 
plan highlights several areas to 
improve outcomes for cancer 
patients. A key commitment is 
to diagnose more cancers at an 
early stage.  

We know that people are 
more likely to survive or live 
for longer with an improved 
quality of life if their cancer is 
diagnosed early. In the UK, only 
1 in 2 cancers are diagnosed 
at an early stage, and the NHS 
plan acknowledges that a third 
of people with blood cancer may 
have to visit their GP three or 
more times before a diagnosis. 
The NHS plan also recommends 
the rolling out of new Rapid 

Diagnostic Centres across 
England and makes a 
commitment to help GPs better 
recognise key cancer symptoms 
to aid early detection and 
referral. But the plan doesn’t 
detail how this will be achieved, 
or how confident the health 
service is that tests can be 
carried out swiftly.

This further emphasises the 
importance of ‘Spot Leukaemia’ 
learning events and materials 
and Leukaemia Care’s 
commitment to ensure that the 
issues of blood cancer patients 
are understood. Blood cancers 
have a higher rate of emergency 
diagnosis than other cancer 
types. We believe this can be 
improved upon. 

Our ‘Spot Leukaemia’ events 
seek to empower GPs and 
Practice Nurses and raise 
the bar of suspicion when 
symptoms are presented. Our 
courses also provide learning 
of referral routes, testing 
guidelines and doctor-patient 
communication, as well as 
information to support a blood 
cancer patient’s holistic care 
needs so as to improve the 
patient’s journey, experience 
and outcome.

Advances in the treatment and 
management of blood cancers 
has greatly improved outcomes 
over recent years; however, 
early detection and appropriate 
referral is key.
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GP TRAINING

PICTURE: DR BEN KENNEDY, CONSULTANT HAEMATOLOGIST AT UNIVERSITY 
HOSPITALS OF LEICESTER. DISCUSSING CLINICAL CARE IN PRACTICE, 
DOCTOR/PATIENT COMMUNICATION DURING DIAGNOSIS, ESTABLISHING AN 
ACTION PLAN AND ON-GOING HOLISTIC CARE.
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#LC50 campaign and 
#SpotLeukaemia

In the last issue of Leukaemia 
Matters, our Campaigns Officer, 
Fergus Metcalf, outlined our 
plans for our campaign to 
celebrate our 50th year. We 
are now in the full swing of 
#LC50, and started the year by 
talking about diet and exercise 
throughout January. We’ve 
featured your stories, tips from 
our nurse, exercise videos for 
all abilities and much more. We 
have also encouraged everyone 
to #SpotLeukaemia once again, 
having covered fatigue as the 
#SymptomSunday focus this 
month. Finally, we looked back 
at the very beginnings of the 
charity on #ThrowbackThursday. 

To see all the campaign 
materials, check out our Twitter, 
Facebook and Instagram 
pages. If you would like to get 
involved, visit the #LC50 page 
on our website: http://bit.ly/
LC50Campaign.

Another new(ish) team 
member

We have been joined in the 
office by a new member of the 
team, Justin Hedworth, who 
is our videographer. Justin 
first joined Leukaemia Care 
as a freelancer in August 
2018 for the Spot Leukaemia 
campaign, helping us to tell 
patient stories. He has now 
joined us in the office as a 
full-time videographer, where 
he has got stuck in with our 
50th anniversary celebrations! 
Look out for Justin’s work on 
our website and social media 

throughout the year. 

Drug updates:

Axicabtagene ciloleucel

The National Institute for 
Health and Care Excellence 
(NICE) approved axicabtagene 
ciloleucel for use on the NHS 
in England. This is a type of 
chimeric antigen receptor (CAR) 
T-cell therapy, a technique 
which edits the genes of a 
patient’s own immune cells in 
order to make the cells better 
at killing cancerous cells. 
Axicabtagene ciloleucel is 
manufactured by Gilead and 
sold under the brand name 
Yescarta; it was approved 
to treat two types of non-
Hodgkin’s lymphoma. You can 
see our response to this news 
on our website: http://bit.ly/
YescartaApproval.

Venetoclax with rituximab

NICE has approved venetoclax 
(brand name Venclyxto, 
manufactured by Novartis) in 
combination with rituximab 
for use on the NHS in England. 
It will be used for chronic 
lymphocytic leukaemia (CLL) 
patients who have already 
had at least one prior therapy. 
Venetoclax had previously been 
approved for use on its own for 
CLL patients who had relapsed 
after two or more therapies. This 
news provides a new option 
for patients earlier in their 
treatment. Patient Advocacy 
Officer and CLL patient, Nick 
York, responded to the news 
on our website: http://bit.ly/
VenetoclaxForCLLPatients. 

Liposomal cytarabine and 
daunorubicin

NICE has approved the 
combination of liposomal 
cytarabine and daunorubicin 
(brand name Vyxeos, 
manufactured by Jazz 
Pharmaceuticals) for use on 
the NHS in England. Cytarabine 
and daunorubicin have been 
used previously; liposomal 
cytarabine is a new formulation 
that is designed to work better 
and last longer. Vyxeos has been 
approved to treat previously 
untreated acute myeloid 
leukaemia (AML) that has 
developed either as a result of 
prior cancer treatment (therapy 
related) or from a similar blood 
disorder known as MDS.  You 
can see our response to the 
news on our website: http://bit.
ly/AMLDrugApprovedByNICE. 

Blinatumomab

Blinatumomab (brand name 
Blincyto, manufactured by 
Amgen) is a treatment for 
acute lymphoblastic leukaemia 
(ALL). It is a bi-specific T-cell 
engager (BiTE), which is an 
antibody that joins tumour 
cells to immune cells, giving 
the immune cells a better 
opportunity to kill the tumour 
cells. NICE have previously 
approved blinatumomab for 
Philadelphia-chromosome-
negative ALL patients. However, 
it has announced that it is 
restarting its appraisal of 
blinatumomab for another 
group of ALL patients, those 
with minimal residual disease 
(MRD). MRD is where there 
are a few leukaemic cells left 
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after treatment, meaning the 
patients are at risk of relapse; 
MRD can be measured to 
identify patients in need of 
treatment. Patient Advocacy 
Director, Zack Pemberton-
Whiteley, will be providing 
evidence at a NICE meeting on 
behalf of Leukaemia Care, in 
support of blinatumomab being 
approved for use in this second 
group of patients.

Arsenic trioxide

The Scottish Medicine 
Consortium (SMC) announced 
that arsenic trioxide is not 
approved for use on the NHS 
in Scotland, citing not enough 
economic evidence from the 
manufacturer Teva. It was 
assessed for use in acute 
promyelocytic leukaemia (APL) 
patients. APL is a rare form of 
acute myeloid leukaemia (AML), 
arising from a mutation in a 
gene known as PML/RAR-alpha. 
Arsenic trioxide is available 
for use on the NHS in England 
for APL. Teva have submitted 
more evidence and we await a 
decision from the SMC following 

this resubmission. You can see 
our response to this news here: 
http://bit.ly/ArsenicTrioxide. 

Events

Patient Advocacy and 
Healthcare Liaison Officer, 
Nick York, attended meetings 
in January to stress the 
importance of patients being 
involved in the medicine 
approval process. He attended 
a Patient and Public Interest 
Group held by the All Wales 
Therapeutics and Toxicology 
Centre, the body that approves 
drugs for use on the NHS in 
Wales. This allowed Nick to find 
out about recent proposals and 
updates for healthcare in Wales.

Nick also attended a patient 
involvement workshop held by 
NICE. This is part of a series of 
workshops that will help NICE 
to improve how patients get 
involved with the medicine 
appraisal process and identify 
new ways that patients could be 
involved. 

Can you help us?

As ever, the Patient Advocacy 
team is keen to make sure 
everything we do works for 
patients and others affected by 
blood cancer. However, we can’t 
do that without your help. We 
are looking for:

•	 AML patients who have been 
given the drug quizartinib; 
this is currently being 
appraised by NICE, who are 
keen to hear the experiences 
of patients who have tried it.

•	 AML, ALL or APL patients who 
would like to join our acute 
patient panel. This is a new 
project at Leukaemia Care, 
where you get the chance 
to give us feedback on our 
work, meeting twice a year 
with other patients and 
the team (over a delicious 
lunch!). 

Anyone interested in either 
opportunity should email 
advocacy@leukaemiacare.org.
uk or call 08088 010 444 and 
ask to speak to the advocacy 
team. 
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I was working well over 60-hour 
weeks for a couple of months to 
save money to spend a couple 
of weeks in Bali and then a 
working holiday in Australia. 

Around a month before leaving 
I was having issues with my 
teeth; bad pain which I just 
put down to my wisdom teeth 
coming through.

I noticed I was quite tired but 
put it down to working such 
long hours. I also spotted bad 
bruising on my arms and legs 
around three weeks prior to 
being diagnosed, but due to a 
love affair with gin I thought 
perhaps I was just walking into 
tables, so didn’t think much of 
it.

Once I had flown to Bali, I began 
to experience more bruises and 
my period was a lot heavier and 

longer than usual. It continued 
for 10-12 days but I just put it 
down to stress. Once it stopped I 
didn’t think too much of it.

In Australia, I began to have 
night sweats and my teeth 
started acting up again. I also 
began to notice tiny little red 
dots on my upper arm. Upon 
inspecting my teeth, I saw how 
badly bruised they were, and 
after having laser hair removal 
on my underarm and bikini line, 
both areas were showing large 
amounts of bruising, which was 
unusual.

Two days after these symptoms 
arose, I went to the GP, who 
referred me to the hospital for a 
blood test. At first, they thought 
I had thrombocytopenia. I 
was then called back into the 
hospital and was told to be 
really careful getting in as my 
blood levels were dangerously 
low.

I had another blood test at the 
hospital and was told that I 
had acute myeloid leukaemia 
(AML) on 17th October 2017. 
Following diagnosis, I had an 
urgent platelet transfusion as 
my platelets were at five. I then 
had more blood transfusions as 

an in-patient before starting my 
first cycle of chemotherapy. 

I reacted really badly due to a 
few rumbling infections I had 
already and was sedated in 
ICU for seven weeks. Luckily, I 
came around after they created 
a new type of antibiotic for 
my infection and quickly got 
stronger and stronger. I left 
hospital on 27th December 
2017 and returned to the UK 
on 3rd January 2018. Following 
my return to the UK they were 
reluctant to give me more 
chemotherapy due to ongoing 
issues with my stomach. I had 
surgery to sort out the issues on 
1st June and had my intestines 
washed out, appendix removed, 
and right fallopian tube 
removed. 

I now have blood tests every six 

Freya Clarke: Far 
from home

INSPIRATIONAL STORY

26-year-old Freya Clarke was experiencing the sights and sounds of 
both Bali and Australia when her trip was cut short by a diagnosis of 
acute myeloid leukaemia. Freya now shares her story of diagnosis and 
treatment.

Once I had flown to Bali, I 
began to experience more 
bruises and my period 
was a lot heavier and 
longer than usual.

If I had known of the 
symptoms earlier, then 
I would have gone to the 
doctors earlier. 
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weeks to spot for fluctuating 
blood levels. Until this happens, 
I will not receive any more 
chemotherapy. 

Blood cancer isn’t a cancer that 
many people have awareness 
of. The symptoms aren’t 
widely known, and neither is 
treatment. If I had known of the 
symptoms earlier, then I would 

have gone to the doctors earlier. 
Awareness also needs to be 
spread as not enough people 
have registered to Anthony 
Nolan and are unaware of how 
important it is to give blood.

I’m beyond ecstatic to still be 
cancer free after achieving 
remission over a year ago. It’s 
been a long road to getting back 
on my feet, but thanks to all my 
incredible family, friends and of 
course, all the amazing doctors, 
nurses and surgeons, I’m feeling 
more better than I have done in 
years.

PICTURES: WITH THANKS TO 
PIPPA THOMPSON OF WWW.
PIPPATHOMPSON.COM FOR THE 
PHOTOGRAPHY.

It’s been a long road 
to getting back on my 
feet.

You can read more about 
Freya’s story in The Sun at: 
https://www.thesun.co.uk/
fabulous/7027505/woman-
diagnosed-leukaemia-dream-
holiday/.

To learn how to spot leukaemia, 
go to our website at www.
spotleukaemia.org.uk.

To find out more about 
AML, you can download or 
order our booklet at www.
leukaemiacare.org.uk.
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EXERCISE

After a blood cancer diagnosis, 
keeping fit and active might be 
the last thing on your mind, but 
exercise can benefit both your 
treatment and recovery. 

It’s true that you may need to 
take precautions, you might be 
able to do less than you could 
before, or you might not be able 
to exercise at particular stages 
of your journey.

However, most people are 
surprised to hear that doctors 
recommend that cancer 
patients try to undertake the 
same amount of exercise as 

healthy people. Macmillan 
conducted a review of the 
scientific literature on exercise 
in people with cancer in 2012. 
They found evidence that 
exercising can help you deal 
with side effects and symptoms, 
as well as prevent the decline in 
fitness levels without making 
your fatigue worse.

The type of exercise you choose 
to do will depend on many 
factors:

•	 Your current level of fitness 
and mobility

•	 Treatments you are having 

and how they affect you

•	 Whether you can go 
elsewhere to exercise: you 
may be advised not to go to 
a gym if you are susceptible 
to infection, for example

•	 What you would like to 
achieve from exercising 
(socialising, mobility, 
strength, overall fitness, 
improved mental health 
etc.)

It’s important to get advice and 
to remember that everyone has 
an individual experience.

Getting back into 
exercise
Across our social media, we’ve been featuring a range of exercise advice 
and specialised regimes to help you keep fit during or after a blood 
cancer diagnosis. 
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Where do I go for more help or 
to get me started?

For many people, not just cancer 
patients, exercising regularly 
can be hard to stick to and a 
daunting prospect. However, you 
do not have to plan alone, as 
there are plenty of resources to 
help you get started.

Talk to your healthcare team

If you are not sure where to 
begin, visit your GP. Not only 
will they be able to advise you 
on things to avoid and take into 
account your medical history, 
but they can also help you find 
local classes or schemes and 
direct you to any help available 
on the NHS. Your Clinical Nurse 
Specialist will be able to advise 
you on this too. Speak to your 
haematologist if you have any 
concerns about particular 
treatments or if your GP cannot 
answer your questions.

Videos and apps

More and more people are 
shunning the local gym for 
at-home exercise regimes. 
This is a good option if you 
want to exercise flexibly and 
cheaply, or for free. However, 

as you are exercising alone, it 
is best to ask for advice from 
your healthcare team as to the 
suitability of the exercises first.

This January at Leukaemia 
Care, we developed some of our 
own workout videos. We asked 
patient and keen bodybuilder, 

Drew Laird, to show us the 
routine he is using to get back 
into shape following his 
diagnosis of chronic myeloid 
leukaemia (CML). 

Drew was diagnosed with CML 
in June of 2018. For Drew, his 
symptoms affected his vision:

"I was experiencing blurred 
vision. I used to work night 
shifts, I’m a mental health 
nurse by profession, and 
during these night shifts I do 
quite a lot of report writing, 
and I noticed, it sounds 
really strange, that the 
letters were appearing like 
grains of sand and they were 
falling off the screen. This 
also then extended to when I 
was driving and that’s when 
I really became concerned 
about it. So, I went along 
to the opticians and they 
did a series of tests, and 
at that point they actually 
expressed concern over 
retinal bleeding."

PICTURE (ABOVE): DI FOX TALKS YOU 
THROUGH EXERCISES YOU CAN DO 
FROM A SEATED POSITION.
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In his videos, Drew 
demonstrates a range of 
exercises suitable for blood 
cancer patients, including how 

to strengthen your core and how 
to use weights.

We also asked local Macmillan 
Move More Physical Coordinator, 
Di Fox, to show us some gentle 
strength building exercises for 
the whole body that you can do 
from a seated position.

If you want a different type or 
level of exercise, there are plenty 
of other videos available online. 
Here are some ideas of places 
you could try:

•	 YouTube: There is a YouTube 
video for every type of 
exercise imaginable. You 
might like to watch the video 
through first to check it is 
suitable for you.

•	 Couch to 5K: This is an NHS 
app/podcast series that 
claims to teach you to run 
5K in 12 weeks. This might 
be a good way for runners to 
get back into their favourite 
exercise, as it alternates 
walking and running in a 
way that helps you build up 
your stamina.

•	 FitBit: This is just one of 
many brands of smart 
wristbands available. These 
may be useful for you if 
you would like to track how 
your everyday activities 
(e.g. walking to the shops, 
gardening etc.) are helping 
you regain fitness. They also 
let you monitor specific 
types of exercise, such as 
running, jogging, team 
sports or yoga.

There are many other apps and 
videos available. If you would 
like help finding something 
that works for you, please get in 
contact with the team.

The gym

The gym can be useful if you 
are looking to use specialist 
equipment to help you regain 
fitness. Most gyms will give you 
a free induction to show you 
how to use everything safely. 
Your local gym may also have 
a swimming pool, which many 
people find a gentle way to 
exercise. Gyms can often have 
classes, which are a good way to 
get help from an instructor.

However, as gyms and pools 
are public places, you will need 
to get advice on your risk of 
infection from a healthcare 
professional before you go 
ahead.

Community classes/groups

There may also be classes or 
groups outside of the gym 
for you to try. One example is 
Walking Football; this is football 
that is played indoors, and you 
are not allowed to run. This 
means people of any ability can 
take part on an equal playing 
field.

The internet, local newspapers 
or magazines and local health 
professionals will be good 
places to get more information 

on what’s available in your area. 
You may be able to find classes 
that are specifically for people 
living with or recovering from 
cancer.

One to one support

If you are looking for a 
professional to help you build 
an exercise routine, you might 
like to look for a personal 
trainer. Personal trainers have 
qualifications that enable them 
to recommend exercises to 
focus on certain areas of the 
body or on certain aspects of 
fitness, such as strength or 
stamina. The internet will be a 
good way to find them or ask at 
your local gym. To be sure you 
have a certified professional, 
ask if they are on the Register 
of Exercise Professionals or the 
National Register of Personal 
Trainers.

You may also be able to find 
similar help in your area for free 
through the Macmillan Move 
More scheme. This is designed 
to encourage all cancer patients 
to get more active. They have 
an information pack that you 
can order from their website, 
including a DVD and activity 
planners. There is also a network 
of professionals that you can 
go to for more information; 
this will depend on whether 
there is a scheme in your area. 
Macmillan have partnered with 
universities and hospitals to 
provide fitness professionals for 
this service. You can find out if 
there is a scheme in your area 
via the Macmillan website: www.
macmillan.org.uk. 

EXERCISE

You can find Drew and Di’s 
exercise videos here: http://
bit.ly/LCFitnessPlaylist. 

For more help finding exercise 
options for you, you can email 
support@leukaemiacare.
org.uk or call our helpline on 
08088 010 444. 

After a blood cancer 
diagnosis, keeping fit 
and active might be 
the last thing on your 
mind, but exercise 
can benefit both 
your treatment and 
recovery. 
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Back in 1994, shortly after 
my 40th birthday, I started to 
feel unwell. It was a really hot 
summer, I had two children 
aged eight and ten, I was 
working part time in a doctor’s 
surgery and my husband was 
working away. I put my total 
exhaustion down to the heat 
and being so busy. My neck 
glands were aching, and I began 
to wonder if I had a recurrence 
of glandular fever. I also had 
very heavy periods, and I had 
been having problems with my 
gut too, so my GP performed a 
sigmoidoscopy and did a blood 
test. Within an hour, my arm 
was completely blue and black 
with an enormous bruise at the 
site of the needle.

Later that afternoon, while I was 
busy packing for a farmhouse 
holiday, my GP knocked on the 

door and asked if my husband 
was with me as my blood 
test had come back showing 
acute myeloid leukaemia 
(AML). As I had had an invasive 
sigmoidoscopy, I was at risk 
of sepsis, so needed to be 
admitted that night.

I never thought my symptoms 
were serious, and my GP never 
dreamt of it being leukaemia 
either. I don’t think it is even 
on GPs’ radars as they see it so 
seldom.

The staff and patients on 
the haematology ward were 
amazing, and the consultant 
explained that if I had gone 
on holiday I would have died 
as it was so advanced. With 
treatment, I was given a ten 
percent chance of living for a 
year. It was such a huge thing to 
get my head around and a year 
seemed a good deal compared 
to dying the next week.

I had five months as an 
inpatient and took part in a 
clinical trial. During this time, 
my parents moved in to look 
after the children and my 
husband lived in their house 
and came home at weekends 
to look after the girls. I was 
home in time for Christmas 
and decided to give up work to 
spend what little time I had with 
my family.

I felt so fortunate to have been 
put on a clinical trial as I was 
the only survivor out of the 

Ann van der 
Heijden: The joy of 
living

INSPIRATIONAL STORY

It’s been 24 years since Ann was diagnosed with acute myeloid 
leukaemia. Here, she reflects on her bleak prognosis, and how she defied 
the odds.

I would say to anyone 
given a very bleak 
prognosis, please do 
not despair. 

I think I have been 
incredibly lucky to 
still be here 24 years 
later. 
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cohort I went through treatment 
with. This meant that, ten years 
later, I was told I could consider 
myself free of leukaemia and 
put it all behind me.

However, shortly before my 50th 
birthday, I lost my voice and 
assumed it was just a bug. I 
still had it three months later 
and was finding it increasingly 
hard to breathe. I was due to see 
an ENT consultant on another 
matter and he was shocked to 
find a massive tumour blocking 
my airway. I had emergency 
surgery the next day, but my 
airway collapsed while I was 
on the operating table, so 
they performed an emergency 
tracheotomy. Biopsies failed to 
identify what kind of tumour it 
was, and subsequent biopsies 
were equally baffling. After 
six weeks as an inpatient, my 
haematology consultant came 
to see me to tell me that it was a 
leukaemic sarcoma, something 
nobody had ever seen before. 

I started chemotherapy once 
the Hickman line was in. 
Thankfully, the tumour melted 
away within a week and I could 
speak again. They decided a 
stem cell transplant was the 
best option to knock it on the 
head, so it was another five 
months as an inpatient before 
I came home very weak and 
wobbly. I managed to go back to 
work after six months. Our girls 
by this time were doing A-levels 
and at university, and I was glad 
of the return to normality that 
work at the surgery brought.

I think I have been incredibly 
lucky to still be here 24 years 
later. There are side effects 
from the total body irradiation. 
My spleen no longer works, 
so I catch a lot of bugs, and 

my bones were weakened by 
the irradiation too. I now have 
osteoporosis and have had 
six or seven spinal vertebral 
fractures, the latest a week after 
I was told I had breast cancer. I 
was warned to expect tumours 
the further away from the 
transplant I got, so it was no big 
surprise and it was caught early 
and dealt with.

I consider the side effects a 
small price to pay for the joy of 
living long enough to see our 
daughters married, to meet our 
first grandchild and to celebrate 
our 45th wedding anniversary.

So, I would say to anyone given 
a very bleak prognosis, please 
do not despair. Statistics are 
not always right, and those 
magnificent scientists are 
working so hard and are getting 
closer and closer to giving 
everyone with blood cancer a 
rosier future.

My love and best wishes to all of 
you embarking on treatment. It 
will be a roller coaster ride, but 
don’t give up.

The consultant 
explained that if I 
had gone on holiday I 
would have died as it 
was so advanced. 

For more information on 
the late side effects of 
blood cancer treatment, 
you can download or 
order our ‘Late Effects of 
Treatment’ booklet at www.
leukaemiacare.org.uk or 
call 08088 010 444.
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WOMEN’S ISSUES

Blood cancer and 
women’s issues

Symptoms of leukaemia which 
can affect both women and men 
include fatigue, weakness and 
breathlessness, fever, bleeding 
and bruising, joint or bone 
pain and frequent infections. 
In addition to this, women may 
experience gender-specific 
symptoms.

Cancer symptoms and heavy 
menstrual bleeding

Although heavy periods are 
common, and there are many 
causes, some heavy periods 
could be a sign of blood cancer. 

Women may notice an 
uncharacteristic bleed midway 
through their menstrual cycle. 
This is usually more than a little 
routine spotting that they may 
have experienced in the past. 
Some women with leukaemia 
also experience heavy menstrual 
flow during their period as a 
symptom of their condition. 

Leukaemia is a cancer of the 

white blood cells. When the 
white blood cells multiply 
abnormally, they take over the 
bone marrow and displace the 
cells that make the red blood 
cells. Platelets also become 
displaced, and platelets are the 
cells that help the blood to clot. 
Therefore, this can cause women 
to experience heavy periods as 
their platelet levels may be low. 

Cancer treatment can also 
affect menstruation; women 
may find that their periods stop, 
become irregular, or sometimes 
much heavier and longer in 
length. Chemotherapy can 
cause low platelets which in 
turn may cause heavy vaginal 
bleeding. Medical teams will 
often prescribe medications to 
stop a woman’s period before 

commencing treatment. These 
medications can help to prevent 
heavy bleeding and blood loss 
when platelets are low. 

Cancer symptoms and the 
menopause

After menopause, a woman’s 
ovaries stop producing the 
hormone oestrogen. As a 
result, women may experience 
menopausal symptoms 
including hot flushes, night 
sweats and fatigue. Although 
these are common symptoms 
of the menopause, they can 
also be an indication of a blood 
cancer. Therefore, menopausal 
symptoms could possibly 
mask a blood cancer diagnosis. 
Although blood cancer is very 
rare, it is important to have any 
symptoms checked with your GP.

Early menopause

Some cancer treatments can 
affect the normal functioning of 
the ovaries. This can sometimes 
lead to infertility and an 
earlier than expected onset of 
menopause, even at a young age. 
The onset of menopause in these 
circumstances can be sudden 
and, understandably, very 
distressing. Hormone changes 
can lead to many of the classic 
symptoms of menopause, 
including menstrual changes, 
hot flushes, sweating, dry skin, 

Friday 8th March is International Women’s Day. To coincide with it, we 
wanted to take a look at blood cancer issues that affect women. Find out 
more in this article from our Nurse Advisor, Fiona Heath.

Menopausal 
symptoms could 
possibly mask a blood 
cancer diagnosis. 
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vaginal dryness and itchiness, 
headache and other aches and 
pains. Some women experience 
decreased sexual drive, anxiety 
and even depressive symptoms 
during this time. Women may 
need to see a gynaecologist, 
who will advise them on the 
appropriate steps to take to 
reduce their symptoms.

Menopausal symptoms can 
be particularly troubling 
for some women. In these 
women, hormone replacement 
therapy (HRT) can be helpful. 
The aim of HRT is to restore 
oestrogen levels to near normal, 
minimising symptoms.  

Cancer symptoms and 
pregnancy

Pregnancy does not change 
the symptoms of cancer, but 
the changes that happen to a 
woman’s body during pregnancy 
may delay a blood cancer 
diagnosis. This is because 
some cancer symptoms may be 
similar to changes that happen 
during pregnancy.

For example, fatigue is a 
common symptom of pregnancy, 
but it is also associated with 
blood cancers. Women can have 
some vaginal bleeding during 
pregnancy, but this can also 
be a blood cancer symptom. If 
you have any symptoms that 
could be linked to cancer, it is 
important to get them checked 
by your GP. You should have the 
same checks as if you were not 
pregnant.

Myeloproliferative Neoplasms 
and Women

Myeloproliferative neoplasms 
(MPNs) can affect both men 

and women. However, there are 
some specific issues that affect 
women who are diagnosed with 
an MPN.

Contraceptive Pill

For a patient with an MPN, it 
is important to consider the 
options when deciding which 
contraceptive pill to take. The 
progesterone-only pill is safe 
for women who have an MPN to 
take; however, it is important 
to note that the use of the 
combined oral contraceptive pill 
is not appropriate for women 
who have an MPN due to the 
increased risk of blood clots 
(venous thrombosis).  

Family Planning

MPNs can increase the risk 
of miscarriage in both early 
and late pregnancy. It can 
also put a woman at greater 
risk of developing pregnancy 
complications such as pre-
eclampsia.  

It is important for women 

Having an MPN does 
not prevent women 
from having children.
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WOMEN’S ISSUES

who have an MPN to have 
a discussion with their 
haematologist if they are 
planning to become pregnant. 
If a woman takes aspirin only 
or aspirin combined with 
phlebotomy/venesection, then 
this treatment plan does not 
normally need to be adjusted for 
family planning.

However, if treatment has 
involved drugs such as 
hydroxycarbamide or anagrelide, 
then this treatment will need 
to be stopped as these drugs 
can interfere with foetal 
development. It is recommended 
that these drugs are stopped 
at least six months before 
becoming pregnant or fathering 
a child, as they take some time 
to be completely eradicated 
from the body.

Other treatments that are safer 
for pregnant women include 
aspirin and interferon and/or 
heparin injections. Some women 

do not need any treatment 
whilst they are pregnant as 
their blood volume increases 
during pregnancy. The most 
important thing is to discuss 
family planning with your 
haematologist so that they 
can plan for these medication 
adjustments in advance.

Having an MPN does not prevent 
women from having children. 
If the pregnancy is carefully 
planned and the pregnancy 
and birth are monitored, there 
is no reason why women 
with MPNs should not have 

babies. The most important 
factor is working closely with 
the haematologist to ensure 
that women stay healthy and 
safe, and that complications 
or medication adjustments 
are carefully planned for and 
monitored. 

Fatigue is a common 
symptom of 
pregnancy, but it is 
also associated with 
blood cancers.

You can chat to a nurse 
about fertility on our 
helpline when you call 
08088 010 444.

Our nurses are available on:

Monday 9:00am - 5:00pm

Tuesday - Thursday 9:15am - 
2:00pm

Thursday - Friday 7:00pm - 
10:00pm
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NEWS

Some of our readers may recognise CML patient Chris Harrop from the 
Autumn 2017 edition, where we celebrated his achievement of reaching 
the North Pole in aid of Leukaemia Care. We’d now like to congratulate 
Chris for being awarded an OBE in the 2019 New Year’s Honours List. 

Chris Harrop, who was 
diagnosed with chronic myeloid 
leukaemia (CML) in December 
2014, has been awarded the 
Order of the British Empire 
(OBE) for services to the 
prevention of modern slavery 
and exploitation in the Queen’s 
New Year’s Honours List 2019.

Chris is the Marketing and 
Sustainability Director for 
hard landscaping company 
Marshalls plc and, stretching 
back to 2005, he has 
spearheaded Marshalls’ efforts 
to eliminate child labour and 
bonded labour from its global 
supply chains - particularly 
in countries such as India, 
China and Vietnam - as well as 
improving working conditions. 

Despite his CML, he continues 
to visit its quarries around the 
world to meet Marshalls’ on-the-
ground social auditors who are 
responsible for the monitoring 
of standards daily. 

He also pioneered a ‘Find 
and Fix’ programme across 

the Marshalls plc business 
that educated its employees, 
customers and suppliers 
both in the UK and overseas 
on how to watch out for and 
report possible cases of 
modern slavery. This has been 
particularly successful in the 
UK where most people would be 
shocked to learn that there is a 
very real problem.

Chris said, "Despite this being 
a huge personal privilege 
for me, it is sad that slavery 
remains a scourge on humanity 
almost 20 years into the 21st 
century. Even in the UK, there 
are an estimated 136,000 people 
trapped in slavery today. One is 
too many, wherever they are." 

Living with CML is a daily 
challenge. Over the last four 
years, Chris has worked his 
way through three of the main 
CML drugs; imatinib, which 
hospitalised him; nilotinib, 
which gave him challenging 
side effects; and most recently 
dasatinib, which Chris reports 
he is tolerating reasonably well.

For Chris, his CML has reduced 
his energy levels by about 25%, 
and he needs regular days on 
the sofa and pain killers. 

As well as his full-time role at 
Marshalls plc, Chris also holds 
several non-executive roles at 
global and UK organisations 
focused on corporate ethics 
and sustainability. He is a 

long-standing director of the 
Ethical Trading Initiative (ETI), 
an alliance of companies, trade 
unions and NGOs that promotes 
respect for workers’ rights 
around the globe.

He is the current chairman 
of ‘Made in Britain’, an 
organisation committed 
to supporting British 
manufacturers making 
the most of opportunities 
domestically and overseas, and 
a former chair of the United 
Nations Global Compact UK, 
the world’s largest corporate 
sustainability initiative. 

In 2016, Chris travelled to the 
North Pole and filmed his 
journey to raise awareness of 
the impact of climate change 
on the polar regions. Chris used 
that trip to raise over £7,000 for 
Leukaemia Care.

He made this journey whilst 
taking nilotinib, which requires 
a period of fasting for two 
hours before taking and an 
hour afterwards, which proved 
challenging in the polar regions 
where temperatures were well 
below -30°C!

Chris said, "Living with CML is 
a daily challenge, but with the 
right relationship with doctors 
and nurses, lifestyle changes 
and ‘sheer bloody mindedness’, 
some form of normality is 
possible."

An OBE for Chris 
Harrop
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CLINICAL TRIALS

Our Nurse Advisor, Angela, has years of experience in clinical trials. Here, 
she looks at updates to the AML 18 trial and FLAIR trial.

Clinical trials are continually 
monitored and reviewed 
regularly by the study 
management teams. As 
the study progresses, the 
information will be updated. 
Documents are changed to 
reflect this and all hospitals 
taking part in the study are 
informed. This information is 
communicated to patients who 
are taking part in a study which 
may include adding in new trial 
treatments or additional follow 
up tests and clinic reviews with 
their specialist teams.

Recently, there have been some 
treatment changes and updates 
made to some of the current 
national phase 3 clinical trials. 
These updates include changes 
made to the AML 18 trial, for 
patients with acute myeloid 
leukaemia and High Risk MDS. 
Recently, the FLAIR trial was also 
updated to include new trial 
treatments for patients with 
chronic lymphocytic leukaemia 
(CLL).

AML 18 Trial (patients who are 
60 years and over with AML or 
High Risk MDS) 

This study was originally 
comparing the effectiveness 
of the current standard 
treatment of daunorubicin (D) 
and cytarabine (Ara C) with 
the addition of an antibody 
treatment called Mylotarg. 

This antibody recognises the 
leukaemia cells and delivers the 
chemotherapy straight to those 
cells. The study was comparing 
if two doses of this treatment 
along with chemotherapy is 
better than one dose.

The new updated AML 18 trial 
will also include a combination 
treatment which is made 
up of daunorubicin and 
cytarabine together. This is a 
new formulation called CPX-
351 in which the two drugs are 
parcelled in a liposome fatty 
parcel which allows the drug 
therapy to accumulate within 
the bone marrow. This newer 
combined treatment has been 
tested in two other larger AML 

clinical studies. 

Arm A: DA chemotherapy with 
two doses of Mylotarg antibody 
treatment, given over ten days 
as a hospital inpatient. Mylotarg 
will be given on days one and 
four. 

Arm B: CPX-351 (combination 
of DA chemotherapy). CPX 
chemotherapy is given over five 
days.

One of the main side effects 
with CPX-351 is that the 
treatment will lower the blood 
counts, which may take a 
few days longer to recover 
than with the standard DA 
chemotherapy alone. It is also 
important to look at how these 
newer treatments may affect a 
patient’s day-to-day living and 
quality of life, both during and 
after treatment. 

Patients will be asked if they 
will complete questionnaires at 
relevant time points. The doctor 
and specialist team will provide 
information and help with the 
questionnaires.

There are other treatment 
options available within 
the study as patients 
complete each course of their 
chemotherapy. These options 
will be explained by the 
Haematology team as some 
patients will not be eligible for 
all of the treatments within the 

Clinical Trials: 
Leukaemia study 
updates
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study.   

FLAIR Trial Front Line therapy for 
patients with CLL

Assessment of ibrutinib 
containing regimes

FLAIR is a clinical trial which 
has been open for some time 
and originally compared the 
standard chemotherapy FCR with 
ibrutinib along with rituximab. 
The combinations include 
chemotherapy and a monoclonal 
antibody treatment.

Ibrutinib is a biological therapy 
in tablet form. It blocks the signal 
which helps cancer cells to grow. 
Ibrutinib is available within the 
study as one of the allocations 
that patients may receive as a 
single agent, or with venetoclax 
combined.

The treatments include:

Arm A: FCR (fludarabine, 
cyclophosphamide and 
rituximab), six courses of 
treatment, combination of 
intravenous drip and tablets.

Arm B: Ibrutinib alone taken as 
a capsule each day 30 minutes 
before food or two hours after 
a meal. This is taken for up to 

a period of six years, but may 
stop. This will be reviewed by the 
specialist team and monitored 
with blood tests at certain time 
points within the trial.

Arm C: Ibrutinib and venetoclax. 
Ibrutinib is taken as a capsule 
daily as previously described. 
Ibrutinib is given alone for the 
first two months. 

Following an assessment and 
a CT scan as part of the trial, 
patients will be reviewed by the 
Haematologist to commence 
venetoclax on a daily basis, with 
the dose adjusted each week for 
five weeks. 

Blood tests will be completed 
to monitor the patient’s kidney 
function prior to and after each 
dose on day one and two whilst 
the venetoclax dose is increased. 
Patients will be monitored on an 
individual basis by their team. 
Some patients may be admitted 
to hospital for intravenous fluids 
if required to take the first few 
doses of treatment. This option 
will be discussed in clinic with 
your doctor.      

Venetoclax and ibrutinib tablets 
may interact with some types 
of medication and patients will 

be given an information card 
explaining this in case they 
require any further treatments 
from another doctor or hospital 
team. This also includes some 
types of foods to avoid such 
as grapefruit, Seville oranges, 
starfruit and marmalade. 

Advice is given to patients should 
they require any planned or un-
planned surgical procedures.

The Haematology team will 
explain any information or 
precautions that will be required 
whilst taking these medications.

Further clinical studies currently 
being updated include:

•	 AML 19 trial – for patients 
under 60 years with AML or 
High Risk MDS

•	 LI1 trial – for patients over 60 
years low intensity treatment 
with AML or MDS

We’ll take a look at these studies 
in the next issue.

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