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Hello,
Welcome to this bumper Winter edition of our magazine, just in time 
for Christmas! 

This December, we’ve launched our latest campaign, ‘My CNS 
Matters’, as we thank all the hard‑working nurses and clinical 
nurse specialists who support blood cancer patients. To show our 
appreciation, we’ve sent special Leukaemia Care advent calendars 
to over 200 haematology wards across the UK. You can find out more 
about our latest campaign on page four.

It was also an honour and pleasure to host our Parliamentary launch 
event for our ‘Living with Leukaemia’ report in September to mark 
Blood Cancer Awareness Month. However, it was a shame that, despite 
numerous invites, MPs could not attend what was a marvellous event.

Inside this Winter edition of Journey, you’ll find a whole host of 
patient stories to inspire you this Christmas time, along with an 
article on the ins and outs of stem cell transplants, and both a 
clinician and patient perspective on ‘Watch and Wait’.

Merry Christmas and a Happy New Year!

Christopher Matthews-Maxwell
Chairman
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Opportunity to find out more

Many of you were unable to make our reception at the House of 
Commons, but expressed a desire to learn more about our work 
and the opportunity to meet some of the team. We intend to hold 
a member’s day at our head office in Worcester in the new year. 
If you are interested, please do drop me an email or call to speak 
to me.

Thanking clinical nurse specialists

Our Christmas campaign #myCNSmatters looks to celebrate and 
highlight the huge contribution that clinical nurse specialists 
make to the care and support of blood cancer patients. We would 
love to hear how your CNS helped you or your loved ones and 
hope you will share your stories.

Changes to our helpline

Some of you may have used our helpline over the years to access 
information and support. For many years we have operated 
a 24/7 service made possible only by the dedication of our 
volunteers, many of whom have shared their personal stories 
with you in Journey magazine. Over the past three years, we 
have also invested in clinical nurse specialists to provide robust 
medical advice five days a week.

However, the way people choose to access information and 
support is changing, so after an extensive review, our helpline is 
now open Monday to Friday, 9am till 10pm and Saturdays, 9am 
till 12:30pm. We continue to provide access to a nurse as above 
but also to our trained and experienced volunteers.

Data protection

Finally, thank you to everyone who contacted us to update their 
communication preferences and provide consent. We take our 
duties under the new forthcoming data protection legislation 
very seriously and do not wish to jeopardise our good standing 
with members with inappropriate communications. Remember 
you can choose to change how we communicate with you at any 
time – just let us know.

Wishing everyone a Happy Christmas and New Year!

Email: monica.izmajlowicz@leukaemiacare.org.uk

Phone: 01905 755977

MONICA IZMAJLOWICZ
CEO
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We’re urging you to share why #myCNSmatters this December for our 
latest campaign.

My CNS Matters 
campaign

We know how valuable a 
clinical nurse specialist 
(CNS) is for improving your 
experience as a patient, and 
we want other people to hear 
this. 

Why? Because our 2016 
patient survey revealed that 
only 38% of patients were 
offered access to a CNS, 
and we went all leukaemia 
patients to have this access. 

‘My CNS Matters: The 
invaluable role of a CNS’ is our 
latest report that highlights 
just how much difference 
access to a CNS can make to 
the experience of leukaemia 
patients. 

We were able to see that while 
the effect that a leukaemia 
diagnosis had on the life of 
a patient remained similar, 
patients who had access to 
a CNS were better supported, 
had increased understanding 
at various stages of their 
journey and felt more involved 
in their treatment decisions. 
Additionally, patients who 
accessed their CNS support 
felt more positive afterwards 
compared to patients who 
only had access to other 
support services. 

The findings highlighted 
in the ‘My CNS Matters’ 
report echoes those from 
previous studies. In 2015, 

the Independent Cancer 
Taskforce acknowledged that 
access to a CNS is the biggest 
influencing factor in positively 
improving the experience of 
cancer patients, as found in 
the National Cancer Patient 
Experience Survey (CPES). The 
national five‑year strategy for 
improvements in cancer care, 
therefore, aims that by 2020, 
all cancer patients should 
have access to a key worker – 
normally a CNS.

To calculate CNS access, the 
CPES survey asks whether 
patients have been given 
the name of a CNS or key 
worker and how easy they 
are to contact. The findings 

DECEMBER CAMPAIGN
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from 2015 suggested that, on 
average, 85% of leukaemia 
patients had been given the 
name of a CNS. 

In our survey, we asked 
whether patients were offered 
access to a CNS, instead of 
simply being given the name 
of a CNS. We found that just 
38% of leukaemia patients 
were offered access to a CNS, 
which is surprisingly low in 
comparison. 

Furthermore, there are 
significant regional variations 
in access to a CNS. We 
identified that the highest 
level of access to a CNS was 
50% of patients in the Wessex 
region, covering cancer care 
in Hampshire, Dorset and the 
Isle of White. The lowest level 
of CNS access was just 30% 
in the Northern region that 
covers a large area of cancer 
care from North Cumbria to 
the North East of England. 

Unfortunately, this 
demonstrates the need for 
more work to be done to 
ensure that all leukaemia 
patients have equal access 

to a CNS across the UK. This 
December, we’ll be attempting 
to highlight and achieve this 
through our #myCNSmatters 
campaign.

Firstly, we want to ensure that 
clinical nurse specialists in 
the UK are thanked for all the 
work they do in improving the 
care of blood cancer patients. 
At the end of November, we 
sent a personalised advent 
calendar to every haematology 
ward in the UK. This was 
our small way of showing 
haematology nurses that they 
matter and ensuring they 
know they are appreciated. 

We are also asking you, 
as patients, to share your 
experiences and thanks for 
clinical nurse specialists, 
using #myCNSmatters on 
social media. 

We started gathering your 
thoughts on video at the 
official campaign launch of 
Britain Against Cancer on the 
5th December. We want to use 
these clips, and others sent 
to us throughout December, 
to produce a video before 

Christmas that shows exactly 
why #myCNSmatters. 

Combining your patient 
experiences with the voices of 
healthcare professionals, we 
will be able to have a strong 
and personal message this 
December that clinical nurse 
specialists matter and access 
needs to be improved. We want 
to ensure that this message is 
heard by key stakeholders and 
NHS trusts so that, entering 
the New Year, CNS access is 
firmly on the agenda.

View this report and find out more about the 
#myCNSmatters campaign at: www.leukaemiacare.org.uk/my‑CNS‑matters

In the ‘My CNS Matters’ 
report, you will find 
an in‑depth look into 
the value of CNS for 
patient experience, the 
issues with access and 
the differing numbers 
of haematology, or 
leukaemia‑specific, 
clinical nurse 
specialists across  
the UK. 
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August – September: GP pack 
mail-out 

We sent out 10,000 Spot 
Leukaemia packs to GPs, 
urging them to take our 
accredited e‑learning modules 
on blood cancer. Through this, 
we have seen a huge uptake, 
meaning GPs are becoming 
better equipped to recognise 
leukaemia and send patients 
for diagnostic tests earlier.  

1st September: Spot 
Leukaemia and ‘Living with 
Leukaemia’ launch 

Leukaemia Care 
representatives, founders, 
volunteers and patients joined 
together with representatives 
from other blood cancer 
charities, patient advocate 
groups and pharmaceutical 
companies at the Houses of 
Parliament to launch our Spot 
Leukaemia campaign and 
‘Living with leukaemia’ report. 

The ‘Living with Leukaemia’ 
report highlights the 
experience of 2,019 leukaemia 
patients and makes 10 
recommendations where 
improvements in patient 
care are needed. Issues that 
patients experienced at 
diagnosis informed the Spot 
Leukaemia campaign, which 

aimed to improve public 
understanding of leukaemia 
and raise awareness of the 
signs and symptoms. 

4th September: 
#MakeBloodCancerVisible 
launch

The Make Blood Cancer Visible 
campaign was run by Janssen 
and supported by a number 
of different blood cancer 
charities across the UK, 
including Leukaemia Care. The 
highlight of their campaign 
was the art installation in 
Paternoster Square, London. 

104 patient names were built 
as sculptures, featuring each 
patient’s blood cancer story. 
This was to represent the 104 
patients diagnosed each day 
in the UK and was designed 
to show that blood cancer can 
affect anyone living amongst 
us. 

13th September: Thunderclap

Many of you signed up to 
share our social media 
message and help people 
learn how to Spot Leukaemia. 
At 7:30pm, the message 
automatically published 
online and reached over 1.5 
million people! 

22nd September: World CML 
Day 

Leukaemia Care trustee and 
CML patient Kris Griffin went 
live on social media to answer 
your questions and share 
what’s happening on World 
CML Day!

23rd September: Leukaemia 
Care visits football clubs

Leukaemia Care staff and 
volunteers headed to Wales 
for the Newport County vs. 
Grimsby Town game, as well 
as Yeovil Town for their match 
against Port Vale. Both home 
teams made Leukaemia Care 
their charity of the game and 
helped fans learn how to Spot 
Leukaemia.

29th September: The last 
bake-off day! 

17 cakes later and the office 
spotty bake‑off winners were 
announced!

Overall, this September 
was the biggest Blood 
Cancer Awareness Month at 
Leukaemia Care and it’s all 
down to you! We want to say 
thank you to everyone who 
went spotty, shared their 
stories and spread the word 
about #SpotLeukaemia during 
the month. 

Looking back at 
BCAM
Blood Cancer Awareness Month 2017 was a very busy month here at Leukaemia 
Care. In this article, our Campaigns team take a look at the highlights of our 
‘Spot Leukaemia’ campaign.

BCAM
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In 2016, Leukaemia Care 
partnered with Quality Health 
to develop a blood cancer 
specific patient experience 
survey. The questions were 
developed to look at areas 
not covered within the 
National Cancer Patient 
Experience Survey (CPES), 
such as ‘watch and wait’ and 
stem‑cell transplants. The 
purpose was to gain a greater 
understanding of the issues 
faced by blood cancer patients 
during the journey from 
diagnosis through to living 
with or beyond cancer. 

The survey was one of the 
biggest undertaken to date 
of blood cancer patients, 
receiving 2,519 responses. 
2,019 of these were leukaemia 
patients and Leukaemia 
Care was able to produce 
the ‘Living with Leukaemia’ 
report. This highlighted the 
experience of leukaemia 
patients and, in particular, 
a number of differences 

between those with acute 
leukaemia compared to 
chronic leukaemia. We also 
made 10 recommendations to 
improve patient experience. 

At Leukaemia Care, we are 
already using last year’s 
survey to inform our work. 
Findings related to diagnosis 
informed our Blood Cancer 
Awareness Month campaign, 
Spot Leukaemia, and our 
December #myCNSmatters 
campaign has also been 
directed by findings relating 
to patient access to a Clinical 
Nurse Specialist (CNS).

This year, we are running 
another patient survey and we 
are hoping to have a greater 
number of responses from 
patients. This will enable us 
to gain a wider perspective 
on both regional issues and 
issues faced by patients with 
different blood cancer types, 
particularly the rarer types.  

The 2017 survey is also 

designed with questions that 
follow on from last year and 
will provide a greater level of 
detail on some of the issues 
highlighted in the previous 
survey. Comparing results 
from this survey to those of 
last year will also flag the 
issues that could be getting 
worse – prioritising the 
focus of our future work and 
campaigns.

Without your participation 
in the survey, this will not be 
possible, but there’s only a 
few days left before the survey 
closes. Make sure you don’t 
miss out! 

Share your experience. Inform 
our work. Improve the future 
experience of blood cancer 
patients.

Take part in our 
patient survey
The 2017 blood cancer patient survey will be closing on 16th December. We 
need you to share your experience of blood cancer and improve the future 
experience of blood cancer patients!

PATIENT SURVEY

You can fill out the 
survey at: www.
leukaemiacare.org.uk/
patient‑survey



8 www.leukaemiacare.org.uk

Nick York attends RCGP 
annual conference

On the 12th of October, 
Nick York (Campaigns and 
Advocacy Officer) attended 
the Royal College of General 
Practitioners (RCGP) annual 
conference. His aim was to 
hear the agenda of the RCGP 
and engage with GPs on the 
importance of continued 
learning on recognising and 
diagnosing blood cancer.

Some of the sessions covered 
the empowering value of 
accurate online information 
and support, Jeremy Hunt 
gave a ministerial address 
where he promised greater 
incentives for increasing GP 
training. 

Britain Against Cancer 

Run by the All‑Party 
Parliamentary Group on 
Cancer, BAC brings together 
policy makers, people affected 
by cancer, charities, NHS 
providers and others to 
discuss and shape the future 
of cancer care.

This year at our stand we 
were:

•	 Launching the ‘My CNS 
Matters’ campaign

•	 Sharing the 2017 patient 
survey  

•	 Highlighting the findings 
from our ‘Living with 
Leukaemia’ report. 

Head of Campaigns to meet 
haematology experts in 
Atlanta (December) 

This month, Head of 
Campaigns and Advocacy, 
Zack Pemberton‑Whiteley, 
is attending the American 
Haematology Association 
Conference in Atlanta. The 
event brings together leading 
experts of haematology 
from around the world to 
give updates on the latest 
treatments and clinical trials. 

New drugs approved by NICE 
for funding

1) Brentuximab vedotin for 
ALCL 

NICE issued final guidance 
recommending brentuximab 
vedotin to treat relapsed or 
refractory systemic anaplastic 
large cell lymphoma in adults 
‑ only if they have an Eastern 
Cooperative Oncology Group 
(ECOG) performance status of 
0 or 1. 

This means that brentuximab 
vedotin is only available to 
ALCL patients who are, at 
worst, restricted in physically 
strenuous activity but are still 
able to carry out light work. 
ALCL patients with an EGOC 
score of 2 or higher, around 
10‑15 of the 45 patients 
diagnosed each year, will be 
unable to access brentuximab 
vedotin. 

2) Venetoclax for chronic 
lymphocytic leukaemia (CLL) 

Access has been granted 
via the Cancer Drugs fund, 
through a managed access 
program, enabling accelerated 
access to venetoclax by CLL 
patients and their doctors 
whilst additional data is 
collected.

Venetoclax is anticipated to 
remain available through the 
CDF during the data collection 
period until December 2020 
and during a subsequent 
appraisal, while the final 
guidance is reviewed. A final 
decision is expected in early 
2021.

Find out more about CAR 
T-Cell therapy 

Back in August, CAR T‑Cell 
therapy hit the headlines 
as it was approved by the 
Food and Drugs Associated 
(FDA) in America for the 
treatment of children 
with acute lymphoblastic 
leukaemia (ALL). A type of 
immunotherapy, CAR T‑Cell 
therapy involves taking the 
patient’s own immune cells 
and using genome‑editing 
tools to enable them to target 
leukaemia cells. 

Learn more about CAR T‑Cell 
therapy in our latest advocacy 
toolkit and read views from 
Professor John Gribbon 
(Centre Lead for Haemato‑
oncology at Barts Cancer 
Institute) in our blog online: 
www.leukaemiacare.org.uk  

Campaigns Corner
CAMPAIGNS CORNER
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Could you give a gift this 
Christmas?

CHRISTMAS APPEAL

There is always that 
one present we get at 
Christmastime that just 
doesn’t hit the spot. Perhaps 
someone has got you perfume, 
but you can’t stand the smell. 
Or maybe you’ve been gifted 
some clothing that just really 
isn’t your style. 

What do you do with these 
presents? You don’t want to 
offend anyone! So, you stuff 
them in a drawer never to be 
seen again, or maybe you just 
chuck them straight in the 
bin. 

But what if you could actually 
put these unwanted gifts to 
good use, and not feel so bad 
about what you do (or don’t 
do) with them?

Well, we have your solution: 
selling your unwanted gifts on 
eBay for charity. It couldn’t be 
simpler, as eBay allows you 
to donate some or all of the 
profits you make on an item 
to a charity of your choice. 

Every 20 minutes, someone 
in the UK is diagnosed with a 
blood cancer. That includes 
Christmas Day. On the 25th of 
December, 104 people will be 
told they have blood cancer. 
Suddenly, one of the happiest 
days of the year will forever 
be remembered as one of the 
worst. Blood cancer won’t give 
them a day off just because 
it’s Christmas. That’s why we 
need to be there to support 
them.

By listing your unwanted 
Christmas presents on eBay 
and donating the profits 
to Leukaemia Care, you’ll 
be helping to support all 

those affected by blood 
cancer, whether they’re a 
patient, a family member, 
or a friend. Your unwanted 
gift will suddenly mean so 
much more, and not only will 
you have the peace of mind 
knowing the gift is going to a 
home that wants it, but you’ll 
be ensuring blood cancer 
patients and their loved ones 
get the support they need at 
a time of year when they can 
feel the most alone. 

So, if you end up with some 
gifts that are not quite your 
thing this Christmas, why not 
put them to good use?

How does your donation help?

We receive no government 
or lottery funding, and so 
rely solely on our generous 
supporters and fantastic 
fundraisers. 

But where does the money you 
so kindly give us go?

£5 could help to fund our 
online GP resource, helping 
to ensure that patients face 
shorter delays in diagnosis. 
Earlier diagnosis saves lives.

£25 could cover the cost of a 
patient or carer to attend one 
of our conferences; a chance 
for them to find out more and 
meet others.

£50 could help to train one 
of our helpline volunteers, 
meaning patients receive the 
emotional support they need 
around the clock.

£100 could cover our Nurse 
Advisor on the helpline for one 
week, so that patients receive 
medical and clinical advice 
at a time when they need 
answers.

How can you help this 
Christmas?

If you’d like to give a gift to all 
those affected by blood cancer 
this Christmas, there are three 
simple ways you can donate.

Online: Head to www.
leukaemiacare.org.uk/donate 

By post: Send a cheque to 
Leukaemia Care, One Birch 
Court, Worcester, WR3 8SG.

By debit/credit card: You can 
call us on 01905 755 977 and 
make a payment over the 
phone.

To find out more, head 
to: https://charity.
ebay.co.uk/
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INSPIRATIONAL STORY

Debbie and Finn Martin: 
Finn’s story
Christmas is supposed to be a happy occasion, but for the Martin’s, 
Christmas of 2015 was overshadowed by their son’s diagnosis of acute 
lymphoblastic leukaemia (ALL).

20th October 2015 was the 
day our lives changed and 
our world imploded.

Finn was three years old and 
a very active child, full of life 
and energy. So, when he had a 
cold and an ear infection that 
refused to get better even with 
a course of antibiotics, I was 
concerned. 

That awful morning, I took  
Finn back to our GP again.  
He had absolutely no colour 
and just kept falling asleep. 
The GP sent Finn and I up to 
Salisbury District Hospital, 
where he was examined and 
had bloods taken. Within 
the hour, our family had the 
devastating news that Finn 
had acute lymphoblastic 
leukaemia (ALL). 

He had to start treatment 
immediately, as he was 
anaemic, neutropenic and his 
platelets were very low. Finn 
had his first blood transfusion 
the following morning, then 
we travelled by ambulance to 
Piam Brown oncology ward in 
Southampton on Thursday.

There our new lives began, 
which was terrifying, as we 
didn’t have a clue what the 
future held for us or even if we 
had a future at all.

We were lucky enough to have 
Dr Jessica Bate as Finn’s 
consultant, she was (and 
still is!) amazing. She talked 
to myself and my husband 
in great detail all about the 
disease and the treatment 
Finn had to face. 

He started chemotherapy on 
the Friday afternoon, following 
a bone marrow aspirate 
to absolutely confirm the 
leukaemia diagnosis. That’s 
how quickly it happened; 
Monday, Finn was at nursery 
school. By Friday, he was in 
bed with numerous cannulas 
and having chemotherapy 
administered. 

The treatment for ALL is very 
long, (for boys it’s over three 
years) and is split into various 

Finn’s illness has shown 
us what’s truly important 
in life.
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phases. The induction phase 
was hard; Finn had a reaction 
to the chemotherapy and 
we ended up in hospital for 
seven long weeks, some of it 
in isolation. The chemotherapy 
ravaged Finn’s joints and 
he was left unable to walk. 
Watching him try to crawl was 
just heart‑breaking. He literally 
had to learn to walk again. 

Finn’s brother, Archie, was 
eight years old at the time 
and he went from having a 
mummy at home all the time 
looking after him, to seeing me 
just at weekends. I would stay 
Monday until Friday in hospital 
and Andy, Finn’s daddy, would 
spend the weekend there. 
Siblings of a child with cancer 
suffer enormously. They have 
to cope with so much and 
often without the credit they 
richly deserve. 

We eventually escaped 
hospital just before 
Christmas, and at that point 
we resolved to get as much 

fun and excitement out of 
our lives as we could. We 
have to be careful as Finn is 
immunosuppressed, but when 
you put your mind to it you 
can do some amazing things. 

Finn even went ice skating 
throughout his intense 
treatment. I’d booked it before 
he was diagnosed and was 
utterly determined that he 
wouldn’t miss out on anything. 
So, we hired an ice skating seal 
which Finn sat on and I pushed 
him around the rink. It’s that 
simple, we just adapt to each 
situation as it arises. 

Finn continued with the rest 
of the tough treatment over 
the following few months. 
Fortunately, he coped well 
with everything that was 
thrown at him and he entered 
the maintenance phase in 
May 2016. He will remain on 
active treatment with daily 
chemotherapy until 2019.

But he is amazing, a real‑
life superhero! He is well in 
himself, is at school full time, 
is happy, well balanced and 
confident, can ride a bike and 
swim; I am so proud. 

Last Christmas, Finn and 
Archie were chosen to switch 
on our town’s Christmas 
lights, which was a fantastic 
experience for them. It 
was such a contrast to the 
miserable, sad and unhappy 
Christmas of the previous year.

So, there is hope at the end of 
that very long and dark tunnel. 
It isn’t easy, and ultimately 
some things are sacrificed 
along the way, but Finn is 
here and well and for that I 
will remain eternally grateful. 
Finn’s illness has shown us 
what’s truly important in life; 
if you have your health and 
those around you who love 
you, you don’t need much else. 
We intend to carry on enjoying 
life and creating happy 
memories as a family. 

I’d like to thank our families, 
our next‑door neighbours and 
Finn’s school for their support. 
It would have been so much 
harder to get through this 
without them all. 

(Oh, and to Jeremy Clarkson. 
You helped to keep Finn and I 
sane while stuck in hospital! 
Finn’s desire to meet you 
shines as brightly as ever).

WHAT DOES FINN WANT FOR CHRISTMAS?
Finn would like a green Focus RS, a green 
Lamborghini, and a Lego Technique Mercedes 
grab lorry. He’s a petrol head!

You can download 
or order our free 
booklet on Childhood 
Acute Lymphoblastic 
Leukaemia on our 
website, or call  
us on 08088 010 444
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A GUIDE TO STEM CELL TRANSPLANTS

Stem cell transplants are a vital part of blood cancer treatment. Here, 
we take a look at the procedure and hear from Sophie Brown, who was a 
match for her brother.

A guide to stem 
cell transplants

Neoplastic blood diseases 
(blood cancers) often require 
chemotherapy, with or without 
radiotherapy. For some 
patients, chemotherapy will be 
sufficient to control the disease. 
In other cases, chemotherapy  
is not enough and a stem  
cell transplant (autologous  
or allogeneic) is required. 

Autologous haematopoietic 
stem cell transplants (HSCT) 
is where a patient’s own 
blood forming cells are 
collected and returned to the 
patient following high dose 
chemotherapy.

Allogeneic stem cell 
transplant is where stem cells 
are collected from a matching 
donor and transplanted 
into the patient to suppress 
the disease and restore the 
patient’s immune system.

The possibility of having a 
stem cell transplant to treat 
your disease relies on the 
availability of a suitable stem 
cell donor. The greater the 
immunological compatibility 
(HLA identity) between you and 
the donor, the lower the risk of 
experiencing complications 
after the transplant. 

Human Leukocyte Antigen 
(HLA) proteins are located on 
the surface of most cells in 
your body. HLA proteins are 
the main way the immune 
system tells the difference 
between your own and foreign 
cells, and the degree of HLA 
matching between you and 
your donor is the single most 
significant factor contributing 
to a successful transplant. 

Therefore, in theory, your ideal 
donor would be an identical 
twin (syngenetic transplant). 
In this case, there would be 
no risk of your body rejecting 
the graft or experiencing 
GVHD; however, you would not 
benefit from the antileukaemic 
effect of the graft either, thus 
increasing the risk of relapse 
after the transplant. 

In neoplastic diseases, a 
matched sibling will be 
preferred as your donor, 
however only about 30% 
of patients who require an 
allogeneic transplant have a 
matched sibling donor. For 

the remaining patients, a 
matched‑unrelated donor, a 
haploidentical related donor 
or a cord blood unit must be 
found. 

If you require a donor urgently, 
haploidentical and cord 
blood transplantation are 
preferred. Cord blood can be 
obtained promptly because 
they are cryopreserved and 
in inventory in cord blood 
banks, whereas haploidentical 
family members are usually 
willing to donate and can 
be scheduled for stem cell 
collection more promptly than 
unrelated donors.

How to prepare for a stem 
cell transplant

Haematopoietic stem cell 
transplant is a complex and 
long procedure involving 
different phases, before and 
after the transplant. Generally 
speaking, there are five stages:

1. Tests and examinations 
2. Harvesting
3. Conditioning
4. Transplanting the stem cells
5. Recovery

Stage 1:  
Tests and examinations

Before you have a stem cell 
transplant, your medical team 
needs to perform some tests 
to ensure you are fit enough to 
undergo the process.  

All the information 
in this article has 
been taken from 
our upcoming Stem 
Cell Transplants and 
Leukaemia booklet, 
and A‑Z of Leukaemia 
booklet. You can order 
them to read in full 
online or call us on 
08088 010 444.
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This usually takes a couple 
of days and the tests might 
include: 

 • X‑ray and/or computerised 
tomography (CT) scan

 • Blood tests

 • Electrocardiogram 
and occasionally 
echocardiogram)

 • Dental checkup 

 • Respiratory, gynaecologic 
and other tests.

Stage 2:  
Harvesting stem cells

If you are having an 
autologous haematopoietic 
stem cell transplant, your own 
stem cells will be collected 
and stored frozen before 
you receive your high‑dose 
chemotherapy (conditioning 
treatment). These cells are 
transplanted back in to 
your body after killing the 
cancerous cells.

If you are having allogeneic 
transplantation, the stem 
cells are harvested from the 
donor and given directly to you 
without needing to store them. 

Stem cells can be harvested 
from peripheral blood or from 
the bone marrow.

Stage 3:  
Conditioning treatment

Your conditioning treatment 
consists of chemotherapy, 
with or without radiotherapy, 
given to eliminate as many 
diseased cells as possible 
and to prepare your body for 
receiving the stem cells that 
will be transplanted soon after. 

Conditioning treatment is 
typically given during the 
week before your transplant 
and is given both in 
autologous and allogeneic 
transplantation.

Depending on their intensity, 
conditioning regimens 
are classified, from more 
to less intense, as high‑
dose (myeloablative), 
reduced‑intensity, and non‑
myeloablative. Your doctor 

will discuss with you the best 
option for your particular case.

Stage 4: Transplant

The stem cells are infused 
slowly into your body through 
the same central line used 
for giving you drugs, and the 
process usually takes between 
30 minutes and an hour. The 
transplant is not painful and 
you will be awake throughout. 

Stage 5: Recovery

After the transplant you need 
to stay in hospital for at least 
a few weeks, until the infused 
stem cells settle in your bone 
marrow and start producing 
new blood cells.

Sophie Brown 
Earlier this year, Sophie’s 
brother was diagnosed with 
leukaemia. Here, she talks 
about what it was like to be 
his stem cell donor.

In April, my family had the 
heart‑breaking news that my 
brother Myles, who is serving 
in the British Army and based 
in Germany, was diagnosed 
with acute lymphoblastic 
leukaemia (ALL). 

I contacted Leukaemia 
Care, who sent out various 
magazines to read through, 
and I sent these to Myles so he 
could get his head round the 
diagnosis and the treatment 
he would receive. 

After a series of chemotherapy, 
we were told that Myles 
needed a stem cell transplant 
to have a chance to recover 
from his illness. Whilst I was 
visiting him in Germany, I had 
a blood test taken to see if I 

was a possible donor. When 
I received the phone call to 
say I was a match, I was very 
emotional; I couldn’t quite 
believe it. 

I underwent several tests and 
examinations to check I was 
fit enough and then flew home 
with my injections ready to 
start on the 19th August. I was 
feeling nervous about the 
injections, but it was nowhere 
near as bad as I thought. I had 
to do this procedure twice a 
day with the last injection 
being the morning of the stem 
cell collection. Within a couple 
of days, I was getting some 
pain in my lower back and rib 
cage. It was bearable, but all 
I could think was it must be 
working and it was nothing 
like what my brother was 
going through. 

The doctors and nurses were 
fantastic. They put me at ease 
immediately and before I 
knew it, I was connected to the 
machine. It was fascinating 
to see my blood spinning and 
my cells being collected. They 
talked me through the process 
and I didn’t feel anything as 
the blood was coming back 
into me at the same time it 
was going. 

It took four hours for them to 
collect enough stem cells and, 
as it was coming towards the 
end, I could feel myself getting 
more emotional. Finally, when 
the machine turned off and 
they said my cells were off 
to be analysed, I cried. I was 
excited but apprehensive for 
Myles. There is only 11 months 
and two weeks difference 
between us, so we have always 
been close, and to be the one 
who could potentially save his 
life was the best feeling in the 
world. Time will tell how this 
will work out but they seem 
very positive, especially with 
me being a 100% match. 

If you get the opportunity to 
be a stem cell donor for either 
a relative or for someone 
unknown, please jump at the 
opportunity. The feeling you 
get yourself is amazing and 
the patient will get a second 
chance. That’s down to you.



With thanks to  
Chris Morse for  

photography

INSPIRATIONAL STORY
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Lisa Henley-Durcan: 
On the up

I was diagnosed with chronic 
lymphocytic leukaemia (CLL) 
in 2005 at the age of 42. My 
dad was also ill at the same 
time, so I put my tiredness 
down to looking after him 
and working full time. 

It was just before Christmas 
2004 when it began. I had a 
sore throat, and it was that 
bad that I had no voice on 
Christmas Eve. However, as it 
would have been busy at work, 
I went in anyway and did what 
I could.

The Christmas break saw 
no improvement, so on the 
27th of December I made an 
appointment to go see my 
GP after work. He thought it 
was tonsillitis, so gave me 
antibiotics and signed me off 
work for a week. However, at the 
end of the week, I was no better. 
I went back and was signed off 
again with different antibiotics. 

I was tired, weak and my 
throat was sore, and I was still 
looking after my Dad. Another 
week passed and there was no 
improvement, so I went back 
to the doctors, who suggested 
I had quinsy and sent off a 
sputum sample. I returned 
to work, although still feeling 
rough, but at least I had had 
some rest. Yet the result came 
back negative for quinsy and 
glandular fever, so they decided 

I should have a blood test.

A few days later, Dad tried 
to phone me at work but 
had to leave a message 
with a colleague. As he was 
very poorly by this time, the 
message wasn’t too clear, so 
I phoned him to check what it 

was. He said I had to phone the 
surgery as soon as possible. 

The receptionist made me an 
appointment for just after 
lunch. At the appointment, I 
was told that my white cell 
count was higher than it 
should be and that I needed to 
be referred to a haematologist, 
who could look into the matter 
further. 

I was relieved, thinking, ‘At least 
I may get some antibiotics 
that will actually help me’, and 
thought nothing more about 
it. I was still tired, achy and 
had started to sweat more 
than usual, but again I put that 
down to looking after Dad and 
being stressed about him.

The appointment came 
around quickly. I thought 
that odd, considering usual 
waiting times, but brushed it 
off. I had more blood tests and 
the haematologist said she 
wanted to take a bone marrow 
sample the next day. I was in 
cloud cuckoo land and just 
went along with everything 
as I was used to dealing with 
nurses and doctors for Dad.

Meantime, I had also been seen 
by ENT regarding the swollen 
tonsils and they had decided 
that they had to come out, as 
all I could eat for breakfast, 
lunch and tea was Weetabix.

I had the bone marrow sample 
taken. It wasn’t pleasant but 
it was bearable. She showed 
me the slide and said that 
she was 90% positive I had 
leukaemia and left the room, 
leaving me half dressed ‑ one 
leg in my trousers and one 
still out and with no shoes 
‑ with a male nurse. I didn’t 
mind so much about the male 
nurse as he had been so sweet 
during the procedure, but to 
simply say that and walk off 
was a bit of a shock. 

I had gone up there on my own 
as the neighbour who was 
going to take me had broken 
her wrist the day before, and 
of course Dad was too weak to 
drive. The nurse tried to make 

Lisa Henley‑Durcan was diagnosed with chronic lymphocytic leukaemia 
(CLL) in 2005. She put her symptoms down to caring for her father and 
working full‑time. Here, Lisa explains more about her road to diagnosis, 
and her life since.

The nurse tried to make 
sure I was okay, but I was 
so in shock that I wasn’t 
really functioning.
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sure I was okay, but I was so 
in shock that I wasn’t really 
functioning. All I remember 
was leaving the hospital, 
catching the bus and going 
home, not back to work. 

I phoned work and spoke to 
my top manager rather than 
my line manager (the latter 
hadn’t been very helpful 
during this period, even 
denying me half a day off to go 
to the doctors with my Dad). 
The top manager told me to 
take the rest of the week off, 
which was just as well as I 
was bruising from my lower 
back to ankle and beyond. 

I had a date for the removal 
of my tonsils in March and 
my line manager asked me if 
it could be delayed as I was 
needed at work. I said no, 
as guided by my GP. It was 
arranged for Dad to go into 
a local hospice whilst I was 
having the operation and 
recuperating, but a couple 
of days before the operation 
he fell out of bed, so was in 
hospital himself. 

I went in on the day of my 
surgery ‑ it was an emergency 
surgery so I was to be taken 
down late evening. I went to see 
Dad, who was to be transferred 
to the hospice during the 
morning, waved him off and 
went up to my ward. I had my 
tonsils removed and was told 
by the surgeon that they were 
the largest he had ever seen 
and that they had been sent for 
a biopsy. 

As it was gone 11pm before I 
got back to the ward, I had to 
stay in rather than be a day 
patient as I’d thought, and the 
next day I was in so much pain 
that they wanted to keep me 
in another day. That night, my 
Dad died, and rather than send 
me home to an empty house I 
stayed in three more days.

I had to arrange a funeral 
with no voice and whilst 
recovering from the operation. 
Seven days after having the 
op, I returned for the post‑op 

appointment to be told by ENT 
that I did have leukaemia and 
that my tonsils were full of 
dead white blood cells. 
The funeral had passed before 
I had an appointment with the 
haematologist and she was 
not nice at all to me. 

A friend in Australia, who was 
an Ambulance Officer, looked 
up some information for me 
and gave me the website 
details of Leukaemia Care. I 
contacted them and was sent 
a booklet to read about CLL. 
Finally, I had a friendly voice 
who I could talk to and ask the 
questions to. They suggested 
I ask my GP if I could see an 
alternative consultant and 
this was arranged for me.

To cut a long story a little 
shorter, my new consultant 
was lovely and he reassured 
me. I did try to go back to 
work, but my line manager 
continued to be very 
unhelpful. In July, I had a total 
breakdown, and 18 months 
later I was retired from work 
due to ill health.

I do have other health issues 
now, but we are not sure if 
they are linked, and I am 
undergoing further tests. I have 
learnt to listen to my body. 
When I am tired, I rest; when 
I think I have an infection, I 
phone the surgery and get an 
appointment for antibiotics.

Before my illness, I was an 
avid traveller and had been to 
all the continents, including 
Antarctica. I thought I’d never 
be able to travel, but thanks 
to Saga I can get "standard" 
insurance, so have been to 
Tenerife and Gran Canaria.

I am glad to say that the 
first consultant is no longer 
working face‑to‑face with 
patients. I can only thank 
Leukaemia Care for their help 
in changing consultants to 
one I could trust.

I would add that following 
the death of my Dad and my 
diagnosis, I was in need of a 
gardener to tackle the jungle 
that had grown. He started 
working for me in 2005 and a 
friendship blossomed that in 
turn became more. 

In December 2014, we  
were married, had a  
penguin themed wedding  
(my favourite animal) and 
raised funds via a collection 
box on the day for the charity 
as a thank you. 

Despite all that happened, 
something good came from it.

I have learnt to listen 
to my body. When I am 
tired, I rest; when I think 
I have an infection, I 
phone the surgery and 
get an appointment for 
antibiotics.
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The clinician’s 
perspective

Common sense and medical 
advice tells us that if you 
suspect you may have cancer 
then seek medical assistance 
immediately. It therefore 
seems inconceivable that 
having been told you have 
cancer in the form of chronic 
lymphocytic leukaemia 
(CLL), you are then told that 
the clinician plans to do 
nothing about it and adopt 
an approach of ‘Watch and 
Wait’.

The data behind this approach 
can by some be thought 
to be very reassuring, but 
others find the hands off 
approach a reason for 
concern. The story goes 
back to the mid‑1980s, when 
studies in France and the UK 
showed that in early stage 
asymptomatic CLL, patients 
treated with chlorambucil 
or a combination of 
cyclophosphamide/

vincristine/prednisolone 
not only failed to improve 
survival, but in fact some 
patients succumbed 
prematurely due to infection 
or the development of other 
cancers as a result of their 
chemotherapy. Subsequent 
studies showed that up to 50% 
of early stage patients had not 
progressed to the point of the 
disease impacting on their 
lives within 10 years. 

Trying to identify which of 
the early stage patients is 
likely to progress has led to 
the identification of endless 
prognostic markers, all of 
which suffer from the simple 
fact that, although they 
identify how a group of CLL 
patients will behave, they 
do not tell us with sufficient 
accuracy for an individual 
CLL patient to justify the 
implementation of therapy. 

As an example, one of our 
own studies showed that 
one of the best prognostic 
markers was the lymphocyte 
doubling time (LDT) – the time 
it takes an individual CLL 
patient’s lymphocyte count 
to double. As 70% of patients 
are diagnosed by chance on a 
routine blood count done for 
another purpose, we often do 
not know if the patient has 
had CLL four weeks or 10 years! 
The good thing about the 
LDT is by comparing a single 
patient’s lymphocyte count 
with themselves, one gets a 
measure of the tempo of that 
individual patient’s CLL. Our 
study showed that if the LDT 
was less than 12 months, then 
you had an 87% chance of 
requiring treatment within the 
next 10 years. So, if you used a 
LDT of less than 12 months as 
the trigger to start treatment 
in asymptomatic early stage 

"Watch and Wait" can seem a counterintuitive approach to treating chronic 
blood cancer when you’ve just been diagnosed. Here, Professor Chris Fegan, 
Consultant Haematologist at the Cardiff School of Medicine, discusses the 
history behind "Watch and Wait" and why it’s a treatment option.

WATCH AND WAIT
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patients, you would still be 
giving treatment to 13% of 
patients who would not have 
required treatment within 10 
years, with the real risk that 
they may have potentially 
life‑threatening complications 
from that treatment. Even 
in those who were destined 
to progress within 10 years, 
you would be treating many 
patients earlier than perhaps 
they needed. 

Although the benefits of 
treatment in symptomatic 
and advanced stage CLL 
patients is undeniable, there 
are many downsides other 
than possible physical side 
effects from treatment: 

1. Once a patient commences 
treatment they move from a 
low to a high‑risk insurance 
group, which may well make 
it difficult to get credit and 
holiday or life insurance. I 
have had patients unable 
to get affordable medical 
insurance to visit their 
grandchildren in the USA due 
to the prohibitively expensive 
costs of insurance once they 
had commenced therapy. 

2. CLL within a patient has 
usually already evolved by the 
time they are diagnosed. We 
now know within an individual 
patient there are many CLL 
clones, some of which will be 
more resistant to particular 
drugs than others. When you 
give treatment, you kill off the 
sensitive CLL clones, but that 
leaves you with the resistant, 
often more aggressive, clones 
which may later progress 
to affect a patient’s health. 
You are then commencing 
treatment but cannot use 
the drugs to which the clone 
is resistant, limiting your 
therapeutic options. 

So why would you give an 
asymptomatic, early‑stage 
CLL patient treatment when 
the present data shows it will 
be of no health benefit to the 
individual patient? 

Things have moved on since 
the 1980s and some of our 
newer therapeutic agents are 
more effective and less toxic 
than the chemotherapies 
used then. Studies are being 
developed to look again at 
whether early therapeutic 
intervention in early stage 
CLL patients would prove to 
be beneficial in the long run. 
However, if one takes early 
stage asymptomatic CLL 
patients and tries to stratify 
them according to whatever 
prognostic systems one chose 
to use, one would probably 
need a study which would take 
over 10 years to tell us whether 
a particular treatment was 
better than ‘Watch and Wait’. 
So, we are not going to know 
anytime soon! 

Also, we don’t have data that 
the newer, less toxic agents 
are safe if taken for 10 years or 
more. They may be less likely 
to cause infection or other 
cancers, but we already know 
some of the newer agents are 
associated with other side 
effects such as irregular heart 
rhythms, hypertension and 
indeed possibly infection. They 
are also not cheap and may 
have financial toxicity for the 
payer!

So, ‘Watch and Wait’ in reality 
is good news for patients, but 
the negative impact patients 
may feel often surrounds 
the way this information is 
given. There have been many 
studies assessing the impact 
of a diagnosis of early stage 
CLL on patients. Clearly any 
diagnosis of any cancer has 
the potential to have a major 
impact on one’s wellbeing and 
possibly life.

Thoughts about one’s risk 
of progression, potential 
side effects of treatments, 
employability, finances and 
impacts on family and other 
loved ones often results in 
anxiety, which can lead to 
depression, and which then 
further impacts on one’s own 

wellbeing. We know phrases 
used by doctors such as CLL is 
a good cancer, if I had cancer 
this is the one I would choose, 
don’t worry about your CLL!, 
do not provide reassurance 
to patients, but that they 
actually add to their anxiety 
and negative experiences 
from the diagnosis. 

If a diagnosis of ‘Watch and 
Wait’ is causing you anxiety, 
then your CLL is impacting on 
your wellbeing. Clearly this 
is most unwelcome and, for 
the overwhelming majority 
of patients, completely 
unnecessary and you should 
seek help. The options include 
going back to your doctor 
to discuss matters further, 
reading written literature, 
joining a patient self‑support 
group, looking on the internet 
for advice, or taking your CLL 
diagnosis head on and doing 
something positive. We often 
take our health and life in 
general for granted. 

So, if you are an early stage 
asymptomatic CLL patient, 
the advice is to stop smoking, 
get vaccinated, try and avoid 
people with active infections, 
lose weight if you have ‘love 
handles’ and live as healthy a 
life as possible. This will not 
only stand you in good stead 
if you ever require treatment 
in the future, but also improve 
both your daily physical and 
mental wellbeing by taking an 
active role in managing your 
illness. Knowledge is power! 
By being more knowledgeable 
about early stage CLL, the 
more empowered and able 
to thrive you will be. Recent 
data suggests that the 
overwhelming majority of 
newly diagnosed early stage 
asymptomatic CLL patients 
will have a normal life 
expectancy with or without 
treatment. So remember, don’t 
blow your money as you will 
almost certainly need it for a 
very long time to come!
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Diagnosis, shock, disbelief, 
and then ‘Watch and Wait’

Adjusting to a diagnosis 
of chronic lymphocytic 
leukaemia (CLL) was not easy. 
I will never forget that knot it 
created in my stomach, with a 
feeling I was wading in treacle 
on a foggy day. It was an all–
consuming fear and this took 
a long time to subside. 

‘Just get it out’ was my first 
thought at diagnosis. So, to 
then learn that the type of 
leukaemia I have is incurable, 
but essentially treatable, 
requiring several phases of 
treatment through the years, 
was hard to swallow. To then 
be told nothing is going to be 
done ‑ come back in 30 days ‑ 
seemed counterintuitive. 

I had so many questions. 
What should I tell my family? 
How long have I got? 

Understanding and  
‘watch and worry’

I seem to recall the first 
lesson that helped me 
was learning that the less 
frequent the ‘Watch and 
Wait’ appointments were, 
the more settled the disease 
progression was. Until 
then I was worrying while 
watching. Time is the greatest 
prognosticator; the longer you 
are monitored the clearer the 
picture becomes. You start to 

gain confidence in your own 
skin again.

‘Watch and wait’ can be a 
lonely and lengthy journey. 
Access to appropriate 
information when you want 
it is important, but this is 
not always straight forward. 
When I was diagnosed around 
seven years ago, there was 
little available and I struggled 
to find answers. Additionally, 
gaining access to a key worker 
regularly is not as easy as it 
should be. 

Connecting with charities and 
others who understand can 
make a world of difference, 
but there are always going 
to be those moments when 
worry bubbles back up. For 
example, when you experience 
new symptoms or prepare for 
your monitoring visit. It can be 
hard to stop these thoughts 
and remain positive. 

Living while watching  
but not waiting

I wish I had a pound for every 
time someone told me, you 
look so well. It would appear 
a new healthy lifestyle and 
use of coping strategies 
made me look like there was 
nothing wrong, when all the 
time inside the disease was 
growing and spreading and 
symptoms were worsening. 

During this time, ‘Watch and 

Wait’ had become an old 
friend. No longer was I wanting 
treatment, but wished to 
enjoy every moment of ‘Watch 
and Wait’. Life was beginning 
again, even if a little restricted 
at times. 

Still watching but no  
time left for waiting

When my consultant 
suggested it was time to 
consider treatment, this hit 
me like a sledgehammer! I 
knew it was coming, as my 
counts and symptoms had 
slowly worsened over the 
years, but now I didn’t want 
treatment. Watch and Wait 
seemed much more preferable 
to me now. 

Treatment, however, was not 
a choice that I could delay 
any longer and, after seven 
long years, it was time for 
chemotherapy. Reflecting at 
that time, I was now glad of 
‘Watch and Wait’, for it gave 
me time to live a little, learn a 
lot and prepare. 

After treatment and it all 
seems to start over again

As I start out on the ‘Watch 
and Wait’ journey for the 
second time, instead of 
walking blind, this time I have 
a prewritten guide. I know 
what to expect and I feel able 
to do more living and less 
worrying! 

A revolving door
Nick York, our Campaigns & Advocacy Officer and CLL patient, is here to 
give a patient’s perspective of Watch and Wait.

WATCH AND WAIT
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My story starts in early June 
of last year, when I was 
scheduled to have a total 
knee replacement. At the 
pre‑surgical assessment, two 
weeks before the planned 
surgery, I had bloods taken. 
I was informed the following 
day that my white blood cell 
count was very high. Because 
of that, my surgery had been 
postponed, and I was referred 
to the haematologists for 
investigation.

I had a consultation with 
my GP, who told me she 
had been in touch with the 
haematologists, but was 
very reluctant to let me know 
what they thought it was. I 
eventually managed to prise 
out of her that it was strongly 
suspected that I had chronic 
myeloid leukaemia (CML). 

She said the haematologists 
at the local hospital would 
look after me, and all would 
be explained when I had my 
initial consultation with them 
two weeks later.

Looking back, I had been 
unwell since the beginning  
of that year. I was  
flattened by a virus for  
two weeks in January.

That was followed by a heavy 
cold, then laryngitis, another 
heavy cold, the flu and so 
on. I suffer from chronic 

arthritis and before I was 
diagnosed with CML, it had 
got a lot worse with my feet, 
knees, hips and hands being 
especially painful and stiff. I 
was also constantly tired and 
had no energy. I just put these 
things down to working too 
hard and my age catching up 
on me. Put them all together 
though, and they are all 
symptoms of CML.

Being informed that it looked 
as if I had cancer was a huge 
shock. All I had ever known 
about leukaemia was that 
lots of people had died from it. 
Leukaemia Care’s wonderful 
website explained, in words 
of one syllable, all about the 
different forms of the illness, 
and how each type was 
treated. As well as being fully 
informed and also reassured 

Nicholas Priest: 
Understanding my CML
Nicholas had been feeling unwell for months, but believed his symptoms 
were due to his work and his age. However, it was a routine blood test that 
finally diagnosed his symptoms. Read on for his story.

My family have been very 
supportive, as have my 
employers. 

NICHOLAS AND GRANDDAUGHTER 
CHLOE
With thanks to Charlotte Wise 
for photography  
www.charlottewisephotography.co.uk 
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to a very large degree, it 
prepared me for when I was 
formally diagnosed by the 
haematologists.

At the first consultation, the 
haematologist explained 
that he was 90% certain I had 
CML. That would need to be 
confirmed with a bone marrow 
aspiration and biopsy, which 
I had two days later. It wasn’t 
a pleasant procedure, but it 
didn’t last too long.

It was about two weeks 
after when it was formally 
confirmed that I had CML. I 
was immediately started on 
imatinib. The haematologist 
explained about all the 
possible side effects of the 
drug and I had to sign a 
consent form.

The imatinib worked very 
quickly and my white blood 
cell count dropped from 
120 to nine in less than two 
weeks. An initial side effect 
was nausea, but that was very 
soon brought under control 
thanks to a medication my 
GP prescribed. Further on, 
my lips started peeling, and I 
had some hair loss (not that 
I had much to lose anyway!), 
fatigue, tiredness, joint pain 
and muscle cramps.

I am a member of a number  
of closed Facebook groups, 
such as the CML UK group.  
I joined the groups because 
I wanted to hear the stories 
and experiences of others 
who have CML. I am not really 
much of a poster on these 

sites, but I do read all of the 
posts that have been put up 
on them. If I do interact with 
people, I tend to communicate 
with them via private 
message. Being a member of 
these groups let me know I am 
not alone with this illness, and 
there are people among the 
groups who have had CML for 
well over 20 years.

13 months on since my 
diagnosis, in spite of the 
side effects of the imatinib, I 
manage to work part time in a 
supermarket, and my days off 
are usually spent recovering 
from the exertions of work. I 
know my new limitations and 
try to work around them.

I admit I do have bad days, 
but I get through them. I tell 
myself that whilst the side 
effects of the medication do 
occasionally get me down, the 
alternative of not taking them 
would lead to a pretty horrible 
way of passing on. I also have 
good days when I actually 
forget that I have the illness.

My family have been very 
supportive, as have my 
employers. My daughter 
accompanies me to the 
appointments with the 
haematologist.

For anyone newly diagnosed, 
or those who’ve been told 
they have a big chance of 
having CML, I would advise 
them to look at the websites 
of Leukaemia Care or other 
charities. There is lots of easy 
to understand information 
about CML and the treatments 
for it.
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Glenys Hodgson’s mobility scooter 
rally is a roaring success

Back in August, 81-year-old 
Glenys Hodgson organised a 
mobility scooter rally in her 
home town of Morecambe. 

Glenys began placing 
Leukaemia Care collection 
tins around Morecambe after 
her daughter sadly passed 
away from leukaemia at the 
age of 33. She then decided 
she wanted to bring together 

others in her community for a 
fundraising event.

She said, "I thought there 
must be other people in 
Morecambe who live on their 
own, so I thought to kill two 
birds with one stone and do 
a ride along the seafront for 
scooter riders and help the 
charity I volunteer for at the 
same time.

The day itself was a great 
success, raising an amazing 
£360!

The local MP cut the ribbon 
to start the rally and then 
participants followed the 
route along the scenic 
seafront.

Glenys said, "It was a learning 
experience. There were five 
scooters including myself, and 
some people in wheelchairs 
joined us at the Eric 
Morecambe statue who then 
went down the promenade 
with us. 

"There were eleven people 
walking and four people with 
buckets. I thought the MP 
David Morris was lovely. 

"I’m really, really pleased and 
the people from Leukaemia 
Care have been absolutely 
fantastic."

THANKS TO Julian Brown of The Visitor newspaper for the photo

COMMUNITY FUNDRAISING NEWS

The day itself was a 
great success, raising an 
amazing £360!
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EVENTS FUNDRAISING NEWS
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Earlier this year, Bradley Rogers reached the peak of Mt Kilimanjaro for 
Leukaemia Care. In the process, he raised an amazing £5,433! Here, we asked 
him a little bit about the trek and why he decided to take on Kilimanjaro: 

Bradley Rogers reaches 
new heights for LC

Why did you decide to 
fundraise for Leukaemia 
Care?

The reason I started was I had 
a close friend, Lee Blowers, 
pass away on December 
8th 2015. I grew up with him 
through primary school and 
secondary school, he was 
34, and he’d obviously got 
leukaemia and unfortunately 
it beat him.

The Kilimanjaro trek stood 
out from the rest, that was 
probably the main reason. 
It wasn’t linked to anything 
Lee wanted to do or anything 
like that, but it was just 
something for me that I 
thought that when you’re 
going to get people to sponsor 
you, it was something that 
people would actually just 
go ‘wow’. That was the main 
reason.

How did the trek itself go?

Mentally it was the hardest 
thing I’ve ever done. It was 
just immense really, I’ve never 
done anything like it. There 
was even a couple of people 
on our trek that didn’t manage 
to finish it.

I bet that must have been 
quite spectacular to be at the 
top of Mt Kilimanjaro.

Oh, it was mental, it was 
absolutely mental, I got some 
really good photos as well. And 
also, just the camaraderie in 
regard to everyone, because 
everyone up there had their 
own story, the camaraderie 
with all the people up there 
was great. 

As I say, I’ve met some of 
the closest people ever, just 
because you’re up there 
together, you’re involved in 
everything that’s going on, 

it was just a bit of a life‑
changing experience. 

Once-in-a-lifetime 
experience as well, except 
you’re now going to do the 
Inca Trail Trek, aren’t you?

Yeah, I signed up for that in 
April next year, obviously 
again linked to Leukaemia 
Care, so that’s another one 
that’s on the list.

Why did you decide to take 
on another one?

I don’t know, just to keep 
it going, just keep the 
momentum going. 

I own a couple of businesses 
and I just like doing things, 
just helping people. It’s about 
keeping Lee’s memory alive 
as well, and that’s obviously 
one of the main reasons. 
That probably helps with my 
grieving as well I think. 
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Patients and their families 
will be given a huge amount 
of information at the time of 
diagnosis of acute myeloid 
leukaemia (AML). 

You will need to know what 
acute leukaemia is, what 
treatments are available and 
how the treatments will be 
delivered. This information 
is normally given by your 
haematology team, to yourself 
and your family within a very 
short period and consists of 
a discussion with the doctor 
and specialist nurse. Written 
information will also be given 
which explains all about AML.

At the same time, you may 
also be asked to consider 
taking part in one of the 
current national studies, such 
as the AML 18 or AML 19 trials. 
Acute myeloid leukaemia 
studies are complex and have 
several different treatment 
options available, which 
patients may be allocated as 
they go through each course 
of treatment. 

When you are asked to 
consider taking part in a 
clinical trial, it is important to 
read the patient information 
sheet provided in order to 
understand why the research 
is being done and what it 
will involve. Reading through 
lots of complex information 
around this time places more 
stress upon the patient and 
their family. It is important 
that this information is 
given in a way that can be 
explained well, so that you 

are able to make informed 
decisions supported by your 
haematology team.

AML 18 Trial 

– For older patients with AML 
and High Risk Myelodysplastic 
Syndromes (MDS), and for 
patients who are fit to receive 
to intensive chemotherapy

This trial is open to patients 
across the UK in several 
treatment centres and some 
other countries. 

AML 18 is a Phase III trial 
which will compare two 
induction (initial) treatments. 
The aim of the induction 
treatment is to kill off the 
leukaemia cells so that 
the bone marrow can work 
normally, which is called 
disease remission. Written 
consent to enter the study will 
be required with additional 
consent for blood and bone 
marrow tests to be carried out 
as part of the study follow up.

The first course of 
treatment includes a 
two‑drug combination 
called Daunorubicin/AraC 
(DA); this is the standard 
treatment. Along with this 
chemotherapy, the research 
question is asking if using 
a targeted treatment 
(monoclonal antibody) called 
Mylotarg could be beneficial. 
Previous research of adding 
Mylotarg to chemotherapy 
has demonstrated an 
improvement in survival 
of this patient group. The 

research question asks if two 
doses of Mylotarg with DA 
chemo is better than one dose 
of Mylotarg and DA chemo. 

Following the first course of 
treatment, a bone marrow test 
and blood test will be carried 
out to look at how well the 
treatment has worked and if 
complete remission has been 
achieved. The blood and bone 
marrow tests will be checking 
to see if there are still residual 
leukaemia cells remaining 
(MRD). Before starting course 
two, your Haematologist will 
discuss the possibility of 
receiving a new treatment 
small molecule through 
randomisation.

Patients who are MRD 
negative will have a further 
course of DA chemotherapy 
and possibly the small 
molecule AC220.

Patients who have some 
leukaemia cells remaining 
(MRD positive) will also be 
eligible to possibly have 
the new additional targeted 
treatment with chemotherapy, 
which is either a combination 
of Cladribine or Flag Ida for up 
to two courses of therapy. 

Further bone marrow and 
blood tests may be needed 
following each course of 
treatment as part of the 
clinical trial schedule for MRD 
monitoring. Each stage of the 
study will be discussed with 
your by your Haematologist 
and specialist nurse to check 
that you are to continue with 

The purpose of a clinical trial is to discover if a new treatment or procedure 
is safe, has side effects, or is more effective than the current treatment. 
For this article, our Nurse Advisor, Angela will be focussing on two of the 
national AML studies.

Focus on Acute Myeloid Leukaemia (AML) 
- AML 18 and AML 19 explained

CLINICAL TRIALS
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the study. Please ask your 
specialist team any questions 
that you may have.

Information and booklets 
which describe the trial are 
available for patients, their 
families and healthcare 
professionals.

AML 19 Trial 

– For adults with AML or High 
Risk MDS aged 18 to 60 years, 
and for patients aged 60 years 
or over for whom intensive 
therapy is considered 
appropriate

If you are on the AML 19 trial, 
you will receive intensive 
induction chemotherapy like 
the patients who enter the 
AML 18 trial, following written 
consent to enter the study.

In this study, the first two 
courses of treatment, called 
the induction phase, will 
consist of two combinations 
of chemotherapy drugs which 
are being compared, called 
DA (Daunorubicin and Ara‑C), 
or FLAG‑Ida (Fludarabine, 
Ara‑C, G‑CSF and Idarubicin). 
Both combinations have been 
widely used and have already 
been extensively tested and 
given to hundreds of patients. 

Again, similar to AML 18, 
this study will also compare 
if adding one or two doses 
of Mylotarg to standard 
treatment (DA or FLAG‑Ida) is 
better. Therefore, patients will 
also receive one dose or two 
doses of Mylotarg with the 
first course of chemotherapy. 
This study will compare the 
treatments against each other 
to improve the outcomes for 
patients with AML. 

Both combinations have 
been widely used before to 
treat AML and within the 
study, a comparison will be 
made comparing both groups 
of patients who received 
chemotherapy alone. 

When remission is achieved 
in AML, there is still a risk the 
leukaemia can come back 
(known as relapse). To try to 
prevent this, more courses of 
chemotherapy will need to be 
given to kill off any leukaemia 
cells that got missed in the 
first treatment courses. 
This is called consolidation 
treatment. In consolidation, 
different treatments will be 
compared against each other 
with the aim of finding out 
which treatment is best at 
preventing relapse and for 
what patients. 

Once the first course of 
chemotherapy has been 
completed, a bone marrow 
and blood test will be 
carried out to see how well 
the treatment has worked. 
Information about the risk of 
relapse, along with the bone 
marrow test results, will be 
discussed so that the next 
treatment course can go 
ahead. For some patients, a 
stem cell transplant will be 
advised, whilst for others this 
may not be necessary. This is 
quite a complicated decision 
which will be discussed when 
the time comes. 

There are new methods of 
monitoring the disease, but 
we are not sure how useful 

they are and whether by 
using them the outcome of 
treatment will be improved. 
There will be an option to be 
in one group that will have 
extra bone marrow tests, but 
your doctor will discuss if it 
is appropriate for you to enter 
this part of the study.

At each stage of the study, 
usually at the end of each 
treatment, there will be 
information sheets available 
to explain the next steps and 
course of treatment. These 
options will be discussed with 
you and your haematology 
team. 

This is a summary of the 
current AML clinical trials. 
These studies are constantly 
being amended when new 
therapies are available, 
in order to improve our 
treatments and patient 
outcomes. 

We also have a website where you can find further information and look at 
which studies are available in the UK: public‑odp.nihr.ac.uk/qlikview

For further information 
regarding AML 18 or 
AML 19, please speak 
to your Consultant or 
specialist nurse.
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When you sign up for our Goalden Gate lottery, 
everyone’s a winner! At just £1 a week, joining our 
lottery is a simple yet exciting way to do your bit 
for Leukaemia Care.

Not only do you have a chance of winning the 
£1000 jackpot every week, but you’ll also be 
supporting all those affected by blood cancer. 

How it works

Once you’re all signed up, you’ll receive your 
Goalden Gate Lottery membership card that will 
have your 10 lucky numbers. Every Monday, 50 
numbers are drawn at random and, if one of them 
is yours, you could win anything from £5 to that 
coveted £1000 jackpot!

Sign up now!

Simply head online to: www.leukaemiacare.org.uk/lottery and fill out the form.
Or, get in touch with our Fundraising team on 01905 755 977, or fundraising@leukaemiacare.org.uk 

45p from every lottery  
ticket is donated to us.

Join our 
lottery!

Merry Christmas  
from everyone at Leukaemia Care!


