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Leukaemia 
Matters

New life after cancer
When Sean’s wife fell ill, family life was turned 

upside down. But less than a year later, Sean 
suddenly had his own diagnosis of chronic 

myeloid leukaemia (CML) to deal with too.
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Hello,
Welcome to the Summer issue of our magazine! 

We have an exciting event planned this season in the form of our 
brand-new Awareness Day, where you are invited to join us at the 
Leukaemia Care Head Office on Wednesday 18th July. It will be the 
perfect opportunity to get stuck in with the work we do and help to 
make a real difference to the lives of blood cancer patients. If you’d 
like to find out more, or you’d like to attend, simply get in touch 
with us by calling 01905 755 977 or emailing communications@
leukaemiacare.org.uk.  

In April, we launched our ‘Watch, Wait, Worry’ campaign, where we 
aimed to highlight the emotional impact Watch and Wait can have on 
chronic lymphocytic leukaemia patients. In this issue, you can learn 
more about how the campaign pushed for better understanding of 
Watch and Wait as a treatment option.

Inside, you’ll also find information on the latest drug advancements, 
as well as an in depth look at graft versus host disease. You can also 
read inspiring and heartfelt stories from Ellie, Sean and Kes, and hear 
from a Senior Haemato-oncology Psychotherapist on coping with the 
loss of a loved one to blood cancer.

See you next time,

Christopher Matthews-Maxwell
Chairman

COULD YOU GIVE US FEEDBACK 
ON THIS ISSUE?

Just hover over the code to the 
left using your phone or tablet’s 
camera. Click the link as it 
appears and this will take you to 
a short web form to fill in.

Suitable for Android, iPhone 7 
and above.
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Join our Buddy Support Scheme

Last issue, we talked about our 
new Buddy Support Scheme for 
chronic lymphocytic leukaemia 
(CLL) patients. This 12-month pilot 
based in the East Midlands aims 
to connect 15 buddies to provide 
support, either over the telephone 
or face to face, to patients with 
CLL.

Since then, we’ve recruited a 
number of buddies who have 
received all their training and 
are ready to be matched with CLL 
patients, with five buddies already 
having been paired off.

If you’re a CLL patient and would 
like a buddy, get in touch! You 
don’t have to be based in the East 
Midlands, as the first six months 
of the scheme can be telephone-
based. However, during the final 
six months, we will set up a 
support group in Leicester to meet 
once a month, so all buddies and 
patients can get together. If you 
are willing to travel for these final 
six months, your expenses will be 
paid for as part of the scheme.

New support groups

Since the last issue, we have 
launched a number of new support 
groups, with many more in the 
pipeline. Find out more below.

March we launched

Harrow Haematology Support 
Group

Brighton CML Young Adult Support 
Group 

May we launched

Bristol BMT Support Group

June we will launch

Leeds Acute Blood Cancer Support 
Group

July we will launch

Cwmbran Chronic Support Group

Manchester CML Support Group

If you would like to attend one of 
our new support groups, simply 
contact the Patient Services 
team on 08088 010 444 or email 
support@leukaemiacare.org.uk.

You can find all our support 
groups online at: http://bit.ly/
LCSupportGroups. 

Facebook support groups

We also have online Facebook 
support groups, where you can 
chat to other patients and family 
members across the UK.

We currently have:

Blood cancer support group: 
http://bit.ly/Facebook-
SupportGroup 

AML support group: http://bit.ly/
AML-SupportGroup

CLL support group: http://bit.ly/
CLL-SupportGroup 

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

To find out more, or to join 
the scheme, simply get in 
touch with our Buddy Co-
ordinator, Kay Drew, on 01905 
755 977, or email kay.drew@
leukaemiacare.org.uk.  



4 www.leukaemiacare.org.uk

Earlier this year, we launched our latest campaign. Find out more about 
how we’re raising awareness of the emotional impact of Watch and Wait 
in this article.

Watch, Wait, Worry

In April we launched our Watch, 
Wait, Worry campaign. It is 
estimated that there are around 
13,000 chronic lymphocytic 
leukaemia (CLL) patients living 
on Watch and Wait in the UK, 
and each year two thirds of 
patients newly diagnosed will be 
placed onto the scheme.  

We want to see more patients 
live well with Watch and Wait, 
rather than ‘watching and 
worrying’. The campaign aims 
to raise awareness of the 
issues faced by Watch and 
Wait patients and calls for 
improvements in the provision 
of both information and support. 

The idea of Watch and Wait 
is to monitor the progression 
of a patient’s blood cancer 
over time, through regular 
blood tests. Treatment will 
only be administered once the 
number of leukaemia cells has 
risen significantly, causing a 
reduction in healthy cells and 
subsequent problems. 

The reason for Watch and Wait is 
that CLL is a slowly progressing 
(chronic) leukaemia; therefore, 
it can take many years for the 
cancer to progress to the point 
of needing treatment. In fact, 
a third of patients will never 
require treatment. 

CLL is also currently incurable 
with traditional therapies. While 
newer treatments are on the 
horizon that may change this, 
there is currently no evidence 
that treating a patient in the 
early stages of CLL is any more 
beneficial than waiting until the 
cancer has progressed.

The Leukaemia Care 2016 patient 
survey revealed that patients 
on Watch and Wait tend to face 
fewer effects on their physical 
wellbeing and are more often 
able to continue their normal 
routine with employment, 
house work, and travelling etc. 
compared to those who require 
treatment. This means that 

WATCH, WAIT, WORRY

PICTURE: BSH 2018
The Campaigns team - Beth, Zack and 
Nick - showcasing our new Watch, 
Wait, Worry report.
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despite the diagnosis, there is 
the possibility of living well on 
Watch and Wait.

The emotional burden during 
Watch and Wait is, however, a 
huge constraint on the quality 
of life of patients. Many patients 
express feeling as though their 
CLL is a ‘ticking timebomb’, as 
they live with the uncertainty of 
not knowing when, or indeed if, 
they will require treatment. 

Patient survey findings revealed 
that 1 in 2 patients are left feeling 
concerned over being placed on 
Watch and Wait at diagnosis. 
Following diagnosis, over half 
of patients report feeling more 
depressed or anxious, with 1 in 
8 of these feeling constantly 
depressed or anxious. 

These survey findings and the 
experience of patients on Watch 
and Wait have been shared in our 
latest report: Watch, Wait, Worry.

Based upon the survey findings 
and the experience of CLL 
patients, we were able to 
identify that lack of information 
and support provision are 
significantly contributing to 
patients ‘watching and worrying’; 
a term used by many to describe 
the emotional impact of being 
diagnosed with CLL and placed 
on Watch and Wait.  

Therefore, with the help of CLL 
patients, we launched the Watch, 
Wait, Worry campaign, to raise 
awareness of what Watch and 
Wait is. The campaign aims to: 
share stories of patients coming 
to terms with a CLL diagnosis 
and Watch and Wait; and call for 
improvements in both support 
and information provision. 

Here’s what we were doing throughout April and May for 
the Watch, Wait, Worry campaign: 

1. Launched with a Facebook Live of our campaign clock, 
as the All Party Parliamentary Group on Blood Cancer 
discussed Watch and Wait in parliament. 

2. The Campaigns and Advocacy team exhibited the 
Watch, Wait, Worry campaign to haematology clinicians 
and nurses at the British Society of Haematology (BSH) 
conference. 

3. Top CLL clinicians, Prof. Chris Fegan and haematologist 
Niamh Appleby, shared their explanations of Watch and 
Wait and showed their support for the campaign in videos 
from the BSH conference. 

4. Four patients and Campaigns and Advocacy Officer, 
Beth, featured in local media to share their stories and 
promote the campaign, including written features in 
newspapers and a feature story on the BBC Three Counties 
radio health show. 

5. Four CLL patients (Marc, Wendy, Paul and Erica) shared 
their stories in our Watch, Wait, Worry videos. 

6. Three people won our campaign clocks in a competition 
on social media. 

7. Our new ‘Living Well with Watch and Wait’ guide for 
patients launched, helping signpost patients and their 
families to information and support that they may need 
during Watch and Wait. 

8. Your advice for living well on Watch and Wait was 
shared on social media.

9. The key findings and recommendations of our new 
report were also highlighted on social media. 

10. A Watch, Wait, Worry package containing the report 
and guide was sent to every haematology department in 
the UK. 

11. Find out more about Watch, Wait, Worry, download your 
Living Well with Watch and Wait guide, and view the latest 
report by visiting: http://www.leukaemiacare.org.uk/get-
involved/our-campaigns/watch-wait-worry/ 

We want to see more 
patients live well with 
Watch and Wait, rather 
than ‘watching and 
worrying’.
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Involving pharmacists in ‘Spot 
Leukaemia’ 

Leukaemia Care have long 
recognised the important 
role of primary care in early 
recognition and diagnosis 
of leukaemia. In 2015 we 
developed online training 
modules with the Royal College 
of General Practitioners that 
aid GPs to take a closer look at 
the symptoms of blood cancers. 
Through this, we hope to help 
reduce emergency diagnosis 
rates. Since then, over 2,000 
GPs and nurses have joined our 
courses or attended a training 
day to improve their knowledge. 

The changing role of 
pharmacists in General 
Practice now sees pharmacists 
involved at many important 
patient contact points within 
Primary Care. Pharmacists can 
hold minor ailment clinics, 
as well as being responsible 
for some prescribing, 
dispensing, prescription-
related queries and clinical 
medicine reviews. In 2018 we 
will extend ‘Spot Leukaemia’ 
to include pharmacists as 
potential health professionals 
that could play a role in 
reducing emergency leukaemia 
presentations.

On 21st February, Campaigns 
and Advocacy Officers, Nick 
York and Bethany Torr, were 
invited to talk at a Royal 
Pharmaceutical Society 
Thames Valley meeting for 
pharmacists that see patients 
on a day to day basis, hospital 
and industrial pharmacists 

interested in the management 
of new therapies, and University 
of Reading students in their 3rd 
and 4th years. 

About 40 attended the event 
to raise awareness of ‘Spot 
Leukaemia’, share our patient 
experience survey results and 
discuss the high emergency 
diagnosis rates in leukaemia. 
It was a great opportunity 
for pharmacists to develop 
professional knowledge and 
explore ways the group could 
become involved in awareness 
raising. Feedback was positive 
with several commenting 
about how revealing the patient 
experience survey was.

During 2018, Leukaemia 
Care will form a thinktank 
of pharmacists to explore 
developing a tool like our 
GP online training to help 
pharmacists spot leukaemia.

Online support at 
HealthUnlocked  

Online peer to peer support 
groups enable patients and 
their families to connect 
anonymously with others 
who understand what they’re 
going through. HealthUnlocked 
is a group such as this 
that partners with health 
organisations to create a space 
for people to connect. The 
new Leukaemia Care online 
community at HealthUnlocked 
brings together people affected 
by a blood cancer diagnosis.

On 9th May 2018, Leukaemia 
Care advocates, the 

HealthUnlocked Support 
team and experienced online 
volunteers from the chronic 
lymphocytic leukaemia 
(CLL) community held a 
London training workshop to 
strengthen online support 
skills of those living with blood 
cancers. Delegates travelled 
from all over the country, and 
by video from other continents, 
to pass forward their knowledge 
and share experience. 

This was a truly inspirational 
group and lessons from the 
day will continue to shape the 
Leukaemia Care community as 
we grow. An online community 
is only as good as the people 
who make it up. If you want 
to be a part of a group who 
understand, who may be able 
to help you, and who you may 
be able to help in turn, you can 
join here: www.healthunlocked.
com/leukaemia-care  

Campaigns Corner
CAMPAIGNS CORNER

PICTURE: HEALTHUNLOCKED DAY
Training workshop to strengthen 
online support skills of those living 
with blood cancers.
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New Campaigns and Advocacy 
Officer – Advocacy Caseworker

Our new caseworker, Charlotte 
Martin, will be available for 
you should you need help in 
understanding your rights or 
gaining access to appropriate 
treatment or support. She’ll 
be providing a personalised, 
solution-based service that 
resolves specific issues that 
you may be facing.

For more information about 
how our advocacy caseworker 
can help and to contact 
Charlotte Martin, call 01905 
755 977 or email advocacy@
leukaemiacare.org.uk.

Events

The British Society of 
Haematology (BSH) 
Conference (16 – 18 April) 

Zack, Nick and Beth attended 
the BSH annual scientific 
update to exhibit and launch 
the Watch, Wait, Worry 
campaign. The conference 
is an annual event that 
brings together haematology 
clinicians and nurses from 
across the UK to learn about 
latest advancements in 
treatment and patient care. 

Top chronic lymphocytic 
leukaemia (CLL) clinicians 
came along to the Leukaemia 
Care stand to show their 
support for the campaign and 
pick up their Watch, Wait, Worry 

bags. These contained the new 
report highlighting patient 
experience on Watch and Wait 
and the ‘Living Well with Watch 
and Wait’ guide for patients.  
Find out more at: http://www.
leukaemiacare.org.uk/get-
involved/our-campaigns/
watch-wait-worry/ 

CML Horizons (4 – 7 May)

CML Horizons brings together 
chronic myeloid leukaemia 
(CML) patient advocates from 
across the globe to discuss 
updates in treatment and share 
best practice. 

CAMPAIGNS CORNER

PICTURE: CML HORIZONS IN 
WARSAW
Campaigns and Advocacy Director 
Zack Pemberton-Whiteley attended  
the conference.
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Campaigns and Advocacy 
Director, Zack Pemberton-
Whiteley, attended the 
conference in Warsaw. In 
two sessions focussing on 
evidence-based advocacy, 
Zack shared the Leukaemia 
Care patient survey, and how 
patient evidence can be used to 
influence health and technology 
appraisals. He also chaired 
a session in which top CML 
clinicians spoke about new 
drugs and treatment regimes.

Irene Cabelles, Clinical Nurse 

Specialist who runs the 
Leukaemia Care CML support 
group at the Hammersmith, 
spoke about communicating 
with anxious patients, and 
managing side-effects of 
treatment. 

The European Haematology 
Association (EHA) Conference 
(14 – 17 June) 

Zack Pemberton-Whiteley will 
be attending the European 
Haematology Association 
Conference in Stockholm, 
Sweden, that brings together 
clinicians, researchers, and 
patient advocates from across 
the globe to hear latest updates 
in research and clinical care. 

This year, we will be releasing 
videos and tweeting live from 
the conference, so you can be 
kept up-to-date. Just ensure 
to follow us on Twitter and 
Facebook.

Drugs Updates

Here are the latest updates 
from health and technology 
appraisals (HTAs) that assess 
whether new drugs will be 
available within the NHS.

Midostaurin for AML 

NICE have approved the use 
of midostaurin in first-line 
treatment of FLT3-mutation-
positive acute myeloid 
leukaemia (AML).

FLT3 mutations are the most 
common known genetic change 
in AML, found in around 1 in 4 
cases (25% of patients). It is 
hugely important that patients 
receive cytogenetic testing at 
diagnosis, so that the right 
patients can be treated with 
midostaurin.

There are significant clinical 
improvements of treating 
FLT3-mutation-positive 
patients with midostaurin 
in combination with 

CAMPAIGNS CORNER

There are also benefits of 
removing chemotherapy 
from treatment, which 
has risks of secondary 
cancers and loss of 
fertility in younger
people.
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chemotherapy, including longer 
survival, even for patients 
who eventually relapsed, and 
increased likelihood of inducing 
remission in first treatment. 

Arsenic Trioxide for APL 

Arsenic Trioxide is 
recommended by NICE for use 
in adult acute promyelocytic 
leukaemia (APL) patients 
who have untreated, low-to-
intermediate risk disease in 
combination with ATRA (all-
trans-retinoic acid). It inhibits 
the activity of the PML-RARA 
gene that defines an APL cell. 

Arsenic trioxide has been used 
in the treatment of relapsed 
or refractory APL patients for 
over 10 years. It is expected 
that there will be a significant 
reduction in the number of 
patients relapsing or having 
refractory disease (does not 
respond to treatment), by 
using it for untreated, low-to-
intermediate risk patients. 
This is in comparison to the 
current treatment (ATRA plus 
chemotherapy, known as AIDA). 

There are also benefits of 
removing chemotherapy from 
treatment, which has risks of 
secondary cancers and loss of 
fertility in younger people.

Brentuximab Vedotin for 
Hodgkin Lymphoma 

Last year, interim access to 
brentuximab vedotin was 
maintained through the 
Cancer Drugs Fund (CDF) for 
the treatment of CD30 positive 
Hodgkin lymphoma in adults 
with "relapsed or refractory 
disease after at least 2 previous 
therapies and they cannot have 
autologous stem cell transplant 
or multi-agent chemotherapy".

This decision was made to 
collect more evidence of the 
clinical benefit of treating 
this group of patients with 
brentuximab vedotin. Now, it 
has become the first drug under 
the new CDF (established in 
2016) to be approved for routine 
commissioning by the NHS, 
following an additional period 
of data collection.  

This is positive decision for 
patients who may require 
brentuximab vedotin as a future 
treatment option and have 
previously faced uncertainty 
as to whether access would be 
maintained.

‘Know your Rights’ Toolkit

Previously known as advocacy 
toolkits, the ‘Know Your 
Rights’ toolkits are produced 
monthly and help you to better 
understand a topic or piece 
of legislation. Recent toolkits 
have included: Power of 
Attorney, Interpreting Scientific 
Statistics, and Using the 
Internet to Find Information. 

Download them at: http://
www.leukaemiacare.org.uk/
support-and-information/
advocacy/know-your-rights-
toolkit/ 

Looking ahead to Blood Cancer 
Awareness Month (BCAM) 
2018

Blood Cancer Awareness Month 
(BCAM) in September each year 
is a month dedicated to raising 
awareness about what blood 
cancers are, who is affected and 
calling for improvements in 
patient care. 

Last year at Leukaemia Care, we 
launched the Spot Leukaemia 
campaign for BCAM and it was 
the biggest campaign we have 
done to date. We were able to 
reach over 3 million people on 
social media alone, and even 
more in person at football 
matches and spotty events.

This September, Spot 
Leukaemia is returning. We 
want even more people to learn 
about what leukaemia is, be 
able to spot the signs and 
symptoms of leukaemia, and 
visit their GP sooner for a blood 
test. Early diagnosis saves lives.

We need you to get involved by:

1) Sharing your diagnosis story, 
through our blog or patient 
videos. 

2) Running your own spotty 
awareness or fundraising 
events. 

3) Getting your workplace 
or school involved in Spot 
Leukaemia 

4) Encouraging people to follow 
the #SpotLeukaemia social 
media pages

CAMPAIGNS CORNER

There are significant 
clinical improvements of 
treating FLT3-mutation-
positive patients 
with midostaurin in 
combination with 
chemotherapy. 

To find out more and get 
involved, send an email to 
advocacy@leukaemiacare.
org.uk or call the Campaigns 
and Advocacy team on 01905 
755977. 
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With thanks to Stuart Myers of        
www.stuartmyersphotography.co.uk        
for the photos
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INSPIRATIONAL STORY

When Ellie was diagnosed with acute myeloid leukaemia (AML), she 
had never heard of her diagnosis. Now, over a year on, Ellie recounts her 
experiences, and how she is staying positive.

18-year-old Ellie Roling started 
to feel ill around half term. She 
began feeling fatigued and was 
sleeping a lot more than usual. 
She was also experiencing a 
sore throat, so she decided to 
visit her GP. 

The GP said it was a virus and 
sent her home to rest. Following 
half term, she then returned to 
college in Hartpury but was still 
feeling unwell with sickness 
and fatigue.

She went to see the college 
nurse and had a temperature 
of 38.5. As a result, Ellie was 
sent to Gloucester A&E and 
had blood tests, but the doctor 
said, "We don’t need to look at 
your blood results, as you have 
tonsillitis." Ellie was then sent 
home with just antibiotics to 
take.

An hour later, she received a 
phone call saying her blood 
results were abnormal, and she 
was taken to Coventry Hospital. 
That was when she was told 
that she had acute myeloid 
leukaemia (AML).

"I had no idea of leukaemia, 
but I knew something was 
wrong when I looked over at my 
dad and he was in tears. So, I 
thought if he is crying, then it’s 
not good," Ellie said. 

Ellie’s father, David, turned to 
her and explained, "You have 
cancer." 

David said, "You just don’t think 
it’s going to happen. You see 
it around happening to other 
people, but you never think it 
will be you." 

They were also told that if 
she had not been diagnosed 
on that Thursday, Ellie most 
certainly wouldn’t have made 
it to the weekend. She went 
into treatment on the following 
Monday.

David added, "Everything goes 
over your head and it can be 
overwhelming." But Ellie had 
the unwavering support of her 
family, including her mum, dad, 
two brothers and other half-
siblings. 

In addition, the Queen Elizabeth 
Hospital in Birmingham, 
where Ellie currently receives 
treatment, have been a 
fantastic source of support. 
"The Clic Sargent ward support 
was amazing, they always came 
around to check how you were 
doing and if there was anything 
you needed," Ellie said.

On her journey through 
treatment, Ellie explained, "You 
don’t really think about how you 
feel, you just say, ‘okay, what do 
I need to do next? What is the 
next treatment?’. All you can do 
is ask what the treatment is and 
what the aim of it is and know 
that they know what to do."

Ellie had few complications 
with her chemotherapy and 
"flew through it". For her, the 
strangest part was signing 
consent forms and seeing 
‘death’ on the bottom. "It takes 
you back to reality that you are 
putting trust in these people." 

Ellie had a stem cell transplant 
in June 2017 and was over 200 
days post-transplant when she 
was admitted back to hospital. 
She was then told that the AML 
had returned. She had relapsed. 
"Before I relapsed, I was looking 
to the future and it was nearly a 
year since I was diagnosed."

Ellie was told that there was 

Ellie Roling: Hold 
onto hope

You haven’t even started 
living life and the only 
thing you hear is ‘dying’, 
but I don’t sit and mope 
about it, that isn’t going 
to get me anywhere. All 
you can do is hope for the 
best.
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INSPIRATIONAL STORY

nothing else they could do. She 
said, "They basically sat there 
and told me they were leaving 
me to die." 

However, Ellie fought back and 
found an unlicensed drug called 
Gilteritinib, which she has just 
started.

In response to her prognosis, 
Ellie has created a bucket list 
which includes seeing the 
Lion King in London, holding 
a sloth and doing a zipwire 
with Leukaemia Care in May. 
Unfortunately, Ellie was advised 
by her doctor not to take part in 
the zipwire, but she still got to 
go along and watch her family 
zip across Penrhyn Quarry.

Ellie and her family have raised 
over £4,000 for Leukaemia 
Care since her diagnosis. They 
have done clay pigeon shoots, 
head shaves and birthday 
fundraisers. 

David added, "Ellie is an 
inspiring young lady who loves 

all her family and friends very 
much and would do anything 
for them, so it’s more important 
that we can do this for her 
by raising awareness and 
spreading the word about how 
devastating cancer can be.

"The support not only Ellie 
has received from people, 
but us as a family, has been 
overwhelming. You do have bad 

days, but you have to try and be 
positive and take it day by day."

When asked how she deals 
with being told there is nothing 
that can be done, she said, "You 
haven’t even started living life 
and the only thing you hear is 
‘dying’, but I don’t sit and mope 
about it, that isn’t going to get 
me anywhere. All you can do is 
hope for the best." 

Ellie would like to thank the following people and organisations 
for their help along the way:

Riverside Shooting Club

Edgehill Shooting Club

Notts and District shooting ground 

Family and friends 

Clic Sargent

Teenage Cancer Trust

Young Persons unit at the QE Hospital Birmingham

At the time of writing this article, Ellie was going through treatment. As a result, her 
story has been compiled from notes taken from an interview with Ellie and her Dad.
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MENTAL HEALTH

A diagnosis of leukaemia can leave you feeling a range of emotions, 
including anger, sadness and anxiety. In this article, we’ve taken 
information from our upcoming Living Well with AML booklet. Whilst 
aimed at acute myeloid leukaemia (AML) patients, we hope all blood 
cancer patients will find the below extracts helpful in coping with the 
emotional impact a diagnosis can have. 

Living with acute myeloid 
leukaemia (AML) is often 
described as feeling like being 
on an emotional rollercoaster 
ride because of the range of 
emotions at different times. 
From the shock of being told 
about the diagnosis, facing the 
challenges of going through 
treatment and to then adjusting 
to life after treatment ends, 

your emotions can catch 
you by surprise and may 
sometimes feel overwhelming. 
It is common to feel low, sad, 
angry or anxious. Feeling down 
or worried is a normal reaction 
and does not mean that you 
are weak or failing to cope. 
Your feelings may come and go. 
There may be times when you 
are not sure how you are feeling 

and other times when you feel 
okay. 

Loss, sadness and depression

The experience of AML brings 
with it many losses. You might 
pine for the life that you had 
before the illness, and for the 
hopes and plans that have 
been put on hold for now, due 

The emotional 
impact of 
leukaemia
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to the loss of control over your 
life you feel going through 
treatment. There may be 
activities and people that you 
miss. You may feel a sense of 
loss for the healthy you and feel 
sad and vulnerable because of 
the changes to your body. It is 
normal to grieve for these losses 
and to feel sad when you think 
about the impact that AML has 
had on you and those close to 
you. Give yourself permission to 
allow these feelings of grief to 
surface. It isn’t self-indulgent or 
weak to feel sad as you adjust to 
your new reality.

Feeling low from time to time 
is normal and these feelings 
usually pass. But if your low 
mood persists over a couple of 
weeks, you feel depressed and 
it is affecting your day to day 
life, you may be suffering from 
depression.

Some of the common symptoms 
of depression include:

•	 Feeling sad or low, most of 
the time

•	 Losing interest or enjoyment 
in people and things 

•	 Finding it harder to 
concentrate or make 
decisions

•	 Feeling helpless, hopeless or 
worthless

•	 Feeling restless, agitated and 
irritable

•	 Feeling easily moved to tears

•	 Thinking negative thoughts 
about yourself, the world and 
the future

•	 Difficulty getting to sleep or 
waking up very early

•	 Having thoughts of self-harm 
or suicide

Depression does not mean that 
you can’t cope or are weak. It is 
a common medical condition 
and there is support available to 

help you get through it. You can’t 
simply ‘snap out of it’ or ‘pull 
yourself together’.

Talk to your GP or healthcare 
team if you think that you may 
be depressed. Depression can 
be treated with both medication 
and talking therapies such as 
cognitive behavioural therapy 
(CBT) and counselling. Your 
doctor may also recommend 
self-help books or an online 
course. Depression can make 
you feel less inclined to ask for 
help, so be guided by those close 
to you.

Anxiety and worrying about 
your health

AML brings with it the challenge 
of living with uncertainty. What 
will happen to me? Will the 
treatment work? Will the AML 
come back? It is natural to feel 
anxious when faced with fears 
for ourselves. Anxiety is like an 
internal alarm system going off. 
Being anxious will not affect the 
AML or harm your recovery but do 
ask for support if it is making it 
difficult for you to have medical 
procedures.

We feel anxious when we feel 
threatened. The brain uses 
adrenaline to tell the body to run 
away from or to fight a danger 
and this is called the ‘fight-
flight response’. It is helpful 
when we need to escape quickly 
from a physical threat such 
as a fire but less helpful when 
the brain interprets stressful 
life events like illness in the 
same way. Because we can’t 
physically run away (although 
we may feel like it), those same 
fight-flight physical symptoms 
can persist and make you 
feel uncomfortable. When we 
feel constantly stressed we 
struggle to relax, it is difficult 
to concentrate, and we can feel 
impatient, irritable and restless. 

Worrying is something we do to 
try and cope with uncertainty. 
We try to predict and control 
future events by thinking about 

them, perhaps to try and prepare 
ourselves if the worst happens. 
Worry can be useful when it 
helps us to take action to sort 
out a difficult problem. 

But more often, these ‘What if...’ 
thoughts or images focus on 
things that could go wrong in the 
future. All that worry does is keep 
our attention focused on the 
threat and this keeps the anxiety 
going. It’s helpful to remember 
that our brain is responding to 
the threat of something that may 
happen in the future. It hasn’t 
happened yet, and it may never 
happen.

If you notice that you are 
constantly checking, seeking 
reassurance or you avoid doing 
things, it may be a sign that 
anxiety is becoming a problem. 
If you feel that the uncertainty is 
making you feel so anxious and 
worried that it is affecting your 
daily life, you may find it helpful 
to talk to your healthcare team.

Hope and determination

Hope and determination will 
help you to face AML. Identify 
your reasons to get through 
treatment and remind yourself 
of them when you feel that you 
are struggling. Notice what 
helps you to feel strong. Set 
yourself realistic goals to help 
your recovery process and draw 
on the support of others. We are 
very resilient beings and with 
time and good support, you can 
adjust to this enormous change 
in your life.  

This information is taken 
from our upcoming patient 
information booklet entitled 
Living Well with AML.

You can pre-order the booklet 
on our website: http://bit.ly/
RequestLCInformation 

Or call 08088 010 444.
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Sean Rourke: New 
life after cancer

My story begins when my wife, 
Julie, suffered a massive brain 
haemorrhage in June 2015. She 
died twice in the ambulance 
before being taken to hospital, 
where they told us that she was 
unlikely to survive the night 
and we should be prepared 
for the worst. We have four 
children, Madeleine (now aged 
23), Georgina (now aged 20), 
Edward (now aged 14) and 
Thomas (now aged 12) and it 
was an unimaginably horrid and 
emotional night.  

She remained in a coma for 
five weeks, and for the next 
eight months I was a single 
parent, shouldering all the 
responsibilities for the family 
and continually arranging 
hospital visits to John Radcliffe 
Hospital (it is a 50-mile round 
trip for us in High Wycombe). On 
top of that, I had to try and work 
as best I could; I work in the 
classical music industry. 

Julie miraculously survived 
her surgery (she was given 
a less than 5% chance) and 
slowly returned to us. She lost 
her short-term memory and a 
good deal of her mobility, but 
she recognised us and retained 
much of her old personality.

By December, I noticed that I 
was utterly exhausted nearly 
all the time, that I kept feeling 
bruises on my legs (without 
hitting anything) and I had 
lost nearly three stone without 
even trying. I put this down 
to life’s stresses and carried 

on. There were many things I 
needed to get done, like bringing 
Julie home from Amersham 
Hospital for Christmas and 
desperately trying to sort out 
her life insurance claims. Much 
of my life was spent liaising 
with benefit organisations and 
applying for charitable support 
as we had very little money. 
During the hardest times we 
were given tremendous support 
from many friends and the 
Mothers’ Union from our local 
church in Hughenden. We are so 
grateful to them all.

Julie was finally discharged 
at the end of February 2016 
and, within six weeks of her 
return, my own condition grew 
much worse. I visited our GP 
and they were unable to make 
any diagnosis. Coincidentally, 
I had an eye test the following 
week whilst I was visiting my 
mother in Scarborough, and the 
optician told me that my retinas 
were haemorrhaging and that 
I should go straight to hospital 
(they suspected diabetes). This 
was a problem, as I had just 
arrived in Yorkshire and the 
nearest hospital was in York. I 
decided to wait until I returned 
to Wycombe and see the doctor 
again two days later on a Friday. 
Again, they had no idea what 
was wrong with me.  

Over the weekend, much of 
my back had become painful, 
and I was finding it difficult to 
lay down or even sit down. By 
Monday, I somehow managed 
to drive (with my disabled wife) 

to the Minor Injuries Unit at 
Wycombe Hospital. After various 
tests, they were stumped and 
couldn’t help me. I was in agony 
and could barely move without 
pain. They told me to go to Stoke 
Mandeville A&E (nearly 20 miles 
away) and that I should not 
drive. I managed to contact my 
parents-in-law and they drove 
me there and, by mid-afternoon, 
I was waiting to be seen.  

Once again, they were struggling 
to discover my problem and 
were about to send me home 
with painkillers when the doctor 
returned and said that I had 
cancer. I was on my own. I was 
taken to a ward and told that I 
would be transferred to Churchill 
Hospital in Oxford. You can 
imagine my feelings hearing 
that, as I had spent the best part 
of a year commuting to Oxford 
to see my wife! The ambulance 
took me there in the evening 
and I noticed it was quite sunny 
outside and I was strangely 
calm. I still didn’t know what 
kind of cancer I had but I knew I 
was where I needed to be.

When you are so ill, you just 
get on with whatever you 
have to do, or rather let the 
doctors do whatever they need 
to do to help you. I had some 
painful procedures in hospital, 
particularly biopsies, but you 
cope. I quickly discovered that I 
had chronic myeloid leukaemia 
(CML). I took a lot of tablets – 
chemotherapy and imatinib, 
amongst many others. 

When Sean’s wife fell ill, family life was turned upside down. But less than 
a year later, Sean suddenly had his own diagnosis of chronic myeloid 
leukaemia (CML) to deal with too. Here, Sean talks about his new life as 
both patient and carer.
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With thanks to Christopher Hall of 
www.family-photographer.co.uk for the 

photos
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I spent two weeks there and 
then they discharged me. I didn’t 
feel right and had a persistent 
temperature. I also found myself 
out of breath. I called the special 
phone number that the sister 
had given me, and she said 
that it would be okay as I had a 
check-up in two days. I had an 
X-ray at this appointment and 
they immediately said I would 
have to be readmitted as I had a 
lot of fluid on my chest and this 
had collapsed my right lung.

So, I had another week in the 
Churchill, waiting for a chest 
drain to be fitted. I managed 
to go down for coffee a couple 
of times and I even played the 
lovely piano they have there. It 
made me feel better, but I was 
dreading the operation. Because 
I had such a lot of cancerous 
fluid on my back, it made the 
operation more difficult as 
there was only a very small gap 
where they could position the 
tube in my back; they needed 
to use an MRI scanner. This was 
successful, though after the 
local anaesthetic wore off it was 
incredibly painful. After two days 
they had drained three litres of 

fluid out of my chest. The next 
day I went home, this time for 
good.

The impacts of my illness (and 
my wife’s) have had a big effect 
on our children and, without 
mentioning names, have 
suffered depression, mental 
stress and emotional trauma 
which has impacted on their 
school/university life. It is with 
very great pride that I mention 
that one school in particular 
has initiated a special "Young 
Carers" programme, largely on 
the strength of our family’s 

experiences. A legacy that will 
hopefully carry on for many 
years.

I still take my daily dose of 
imatinib, of course, and put up 
with a few side effects, such 
as profound tiredness, water 
retention (particularly around 
my eyes), blood marks on my 
skin that come and go and 
occasional severe cramping in 
my hands, limbs and torso. But 
I am alive and so grateful that 
such a treatment is available. 
Discovering that this drug was 
only first prescribed (in America) 
in 2002 was a big eye opener! I 
am seeing my consultant every 
three months and they are 
happy with my recent blood test 
results.

My life now is very different as 
I am my wife’s principal carer 
(for which I receive Carers 
Allowance) but I have to look 
after myself too. The tiredness 
is a daily issue which I struggle 
with, not helped by my not 
sleeping well; I never sleep right 
through the night and regularly 
wake up at 2-3-hour intervals, 
no matter what time I go to bed. 
Julie’s condition is such that 

INSPIRATIONAL STORY

The ambulance took 
me there in the evening 
and I noticed it was 
quite sunny outside 
and I was strangely 
calm. I still didn’t know 
what kind of cancer I 
had but I knew I was 
where I needed to be.
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her short-term memory remains 
poor (most days she needs to be 
reminded where she is, what day 
it is and who is in the house) and 
her capacity to learn or relearn 
tasks has gone, so this means 
being very patient. 

For many years I worked from 
home and I continue to do a 
little consultancy work, though 
I am careful not to exceed my 
weekly wage allowance of £120. 
This is a dilemma, as I would 
prefer to increase my work a 
little (although I doubt I could 
manage more than two days a 
week) but my responsibilities 
as a husband/carer and a father 
take most of my time and I do 
not think it could ever be enough 
to justify turning down my 
allowance. It is strange that as a 
cancer sufferer I do not receive 
any benefits for my own illness (I 
think the only thing I do get are 
free prescriptions!). I tried to see 
if I qualified for any disability 
related benefits and was turned 
down, as in the early days after 
leaving hospital I could not do 
much on my own. 

I am now fairly self-sufficient 
in terms of mobility, but 
struggling all the time with the 
physical demands made upon 
me; I am often exhausted. I 
need more respite in order to 
be able to think properly about 
my own needs and to protect 
a semblance of motivation 
for my own life interests. 
Occasionally, I am very fortunate 
to receive a small grant from 
Buckinghamshire County Council 
to fund travel for me to visit my 
mother in Scarborough, which is 
always a genuine rest for me. 

This is my new life after cancer, 
made more difficult by the 
many other factors now part 
of my daily life. On the bright 
side, my wife and I have been so 
lucky to be alive at a time when 
our serious illnesses could be 
treated. Otherwise, we would not 
be here at all.

You can find out more 
about benefits and 
other financial support 
on the Macmillan 
website. Simply head 
to: https://www.
macmillan.org.uk/
information-and-
support/organising/
benefits-and-
financial-support. 

If you need any advice 
about applying for 
financial support, 
contact our Campaigns 
and Advocacy team who 
will be able to help you 
with your application. 

Phone: 01905 755 977

Email: advocacy@
leukaemiacare.org.uk 

INSPIRATIONAL STORY
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COPING WITH GRIEF

Losing a loved one to blood cancer can be a difficult and distressing time, 
but you don’t have to go through it alone. In this article, Philip Alexander, 
a Senior Haemato-Oncology Psychotherapist, gives his advice on coping 
with grief.

As a psychotherapist, counsellor 
and social worker, I have 
worked with ill people and 
bereaved people for seventeen 
years. My thinking on grief has 
been informed by my training 
and a number of theoretical 
perspectives, but my bereaved 
clients have been my greatest 
teachers on the subject.

Perhaps the most important 
thing I’ve learnt is that we will 
all grieve in our own unique 
way; there is no right way – or 
wrong way – to grieve. Contrary 
to some of the earlier theories 
about grief, it is not a linear 
process. Bereaved people do not 
pass through a neat sequence 
of stages (e.g. denial, anger, 
acceptance). Grief is a messy 
and unpredictable business. It 
can feel rather chaotic at times, 
like an ‘emotional rollercoaster’.

Grief has many aspects to it, 
other than weeping and feeling 
sad. At times bereaved people 
feel numb and at other times 
they feel extremely distressed. 
Emotions can range from 
sadness, to anger, to guilt. 
Stress, fatigue and feeling 
disconnected at times are also 
common symptoms, as is an 
intense yearning for the lost 
person. This is all normal.  

As time moves on, people tend 
to shift or oscillate between 
being very much in their 
feelings of grief, and then 
feeling relatively OK - perhaps 
engaging with normal things 

at times, even enjoying life. 
Having more positive feelings 
or looking to the future 
makes some people feel 
guilt, an understandable but 
unnecessary, negative emotion. 
Shifting between different 
states and having lots of 
complex thoughts and feelings 
can be confusing or even 
frightening, but this is normal, 
and it reflects the reality of grief 
more accurately than the idea of 
going through stages. 

Many of the bereaved people 
I have worked with have 
mentioned feeling pressure 
to "move on" and "let go". Yet 
this has been completely at 
odds with their experience 
and not something that has 
felt realistic or do-able. In fact, 
what they have often sought 
to do is maintain an enduring 
connection to the person 
who has died. Thankfully, 
contemporary approaches to 
grief have acknowledged the 
need for people to maintain 
a relationship, a continuing 
bond, with the deceased; this 
is now accepted as normal and 
healthy.(1) 

A continuing bond will mean 
different things to different 
people, of course. Sometimes 
it is reflected in the way we 
still have a conversation with 
the person who has died, even 
though they are not physically 
present. Perhaps a place is 
still laid at the meal table for 
them. Wanting to leave their 

bedroom or things undisturbed 
for a while after they’ve died 
is normal and is actually a 
reflection of the need for an 
ongoing relationship with them, 
as are the various rituals of 
mourning and memorialising. 
What I am describing here is 
not an obsessive preoccupation 
with the deceased that goes on 
for years; common sense tells 
us that, over time, this would 
not be helpful. But to maintain 
a relationship with them – 
however symbolic this might 
be – as we engage with the 
various aspects of our ongoing 
lives - is often a necessary and 
important aspect of grieving.

Ultimately, the continuing bond 
with the deceased is about 
the extent to which we have 
‘internalised’ them. This means 
that they have become a part 
of us. In other words, they have 
shaped who we are, what we 
believe and how we behave, 
and that we are able to ‘access’ 
or experience their personal 
qualities and their values, the 
things about them that we’ve 
loved and admired so much 
when they were physically 
present.

In my experience, loss isn’t so 
much something we ‘get over’, 
but rather it is something we 
adjust to. It is something we 
learn to accommodate and live 
with, like a rather unwelcome 
guest, something we learn to 
incorporate into our ongoing 
lives. Although grief – the loss of 

Coping with grief



our most important attachment 
figures – is often traumatic, I 
would like to end on a hopeful 
note by saying that I am always 
struck by people’s tremendous 
capacity for coping with their 
loss, over time; by their ability 
to adjust and adapt to what has 
happened, and in most cases to 
continue with meaningful lives 
that honour the person they 
have lost.

Philip Alexander

Senior Haemato-Oncology 
Psychotherapist, King’s 
College Hospital
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A Mother’s Experience

In the last issue, we shared 
Sheila’s story about the loss 
of her daughter, Imogin, to 
leukaemia. Here, Sheila shares 
her experience of grief.

I am a manager that manages 
people and products. It’s a full-
time job.

My other job is to grieve for my 
daughter. This is a fixed contract 
with no pay rise or bonus. 
However, this is fine, as it is 
unconditional.

The agreement was that I would love my daughter forever and 
that won’t change through my complicated grief.

This will go on until the day I die.

When I walk into a room everyone will know and recognise me 
to be that grieving mother. I wish I was not going through this 
but now I know that it’s fine to accept the new me.

The occasional cup of coffee and a long stare at a coffee shop 
wall is my solace. Because in that moment, I am not anyone’s 
manager. Just me thinking of her, my beloved daughter and 
best friend.

References

1. Klass, D., Silverman 
PR., Nickman, S. (1996). 
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Abingdon: Routledge.
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INSPIRATIONAL STORY

Kes Grant’s road to diagnosis was a long one, but when she was finally 
told she had myelodysplastic syndromes (MDS), she had nowhere to turn. 
Now, years on, Kes shares her story and advice.

My name is Kes Grant, I am 
53, and I have lived with 
myelodysplastic syndrome 
(MDS) for many years. 

I remember in my early 20s 
being told I had large red 
cells. The GP wondered if I was 
drinking too much, which I 
wasn’t. I had iron deficiency 
anaemia (IDA) in 1994 with large 
cells too. 

I was playing football for 
Charlton Women’s Football 
Club and noticed I was getting 
breathless. I also felt tired and 
had some unexplained bruising. 
However, it was a few months 
before I went to the GP as I put it 
down to working too hard. 

My GP rang me at work to say 
my blood test needed to be 
repeated as it had shown some 
abnormalities. The second test 
also showed abnormalities, 
so I was called in to see the 
GP. I was initially sent to an 
endocrinologist due to strange 
results. I had a brain scan as 
they thought I had a pituitary 
tumour. 

After two years without a 
clear picture, I was then sent 
to a haematologist due to a 
consistent low-grade anaemia. 
He did a biopsy and gave me a 

preliminary diagnosis of MDS. 
After another two years, I was 
sent to a Centre of Excellence 
who conclusively diagnosed me. 

Once I was conclusively 
diagnosed I was put on "Watch 
and Wait" or "active monitoring". 
This went on for a few years, but 
I seemed to not be conforming 
to the typical picture of MDS. For 
many years it was mainly my 
red cells that were a problem 
and I would also at times lose 
all my ferritin, which required 
me to have ferritin infusions. 
Then out of the blue I became 
neutropenic. This responded 
well to a granulocyte-colony 
stimulating factor (GCSF), 
which is a drug that stimulates 
your bone marrow to produce 
more white cells which are 
needed to prevent infection. 
The strange thing was I would 
trundle along with relatively 
okay blood counts. Then it 
seemed my body dumped 
my cells and I would become 
pancytopenic, and then after 
treatment or a bout of sepsis 
and an inpatient stay, I would 
bounce back. I seemed to be 
greatly perplexing the team 
looking after me. 

Over time I started to have 
problems with my muscles 
and joints. My mobility became 

more and more restricted 
and my shoulders completely 
stiffened up making everyday 
life hard. It was then thought 
that I had developed an 
autoimmune aspect to my MDS. 

Gradually things became worse 
and worse. I have had sepsis 10 
times and septic shock once, 
which landed me in intensive 
care. The scary thing was I was 
in Mallorca at the time and 
didn’t speak the language. My 
poor family were told I was 
going into organ failure and 
might not make it. Fortunately, 
the Spanish health system is 
good and they saved my life. 

By now I was needing regular 
platelet and blood transfusions 
and at times my neutrophils 
would drop to 0.01. This was 
very dangerous, and I had lots 
of opportunistic infections. 
Eventually it was decided that 
I needed to have a stem cell 
transplant as there was a real 
risk of my dying from one of 
these bouts of sepsis. 

Sadly, there was no match 
for me on any of the registers 
due to a rare abnormality in 
my make-up. My sister came 
forward to be tested. We were 
warned there is only a 1 in 4 
chance of any sibling being a 

Kes Grant: 
Somewhere to 
turn
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match. Luck was on our side and 
Gail proved to be a 10/10 match. 
I had the transplant in October 
2016. 

Things have not run smoothly 
for me since the transplant. I 
have developed extensive graft 
versus host disease (GVHD). This 
is a process where Gail’s cells 
are attacking my cells and this 
in turn causes inflammation. 
I have GVHD in my liver, gut, 
eyes, mouth, lungs, muscles 
and joints. To treat this, I receive 
extracorporeal photopheresis 
(ECP). I have ECP for two 
consecutive days every two 
weeks. During a session, which 
lasts about two to three hours, 
my blood is taken out of me and 
filtered to separate out the white 
cells. Once enough of them have 
been collected they then inject 
them with a chemo drug and pass 
them through an ultraviolet light. 
Then they give them back to me. 
This process dampens down their 
response. It’s certainly not a quick 
fix. I’ve been told I may need this 
treatment for two years due to 
the extensive nature of my GVHD. 
Alongside the ECP, I also take lots 
of steroids and I’m still taking 
high dose immunosuppression. 
That means I also need to take 
a whole host of other drugs to 
keep me safe like antibiotics, 
antifungal and antiviral 
medication to name but a few. 

My latest bone marrow biopsy has 
shown that I still have dysplastic 
cells and my marrow is also 
hypocellular; in other words, not 
enough cells in it. This could be 
because I’m still taking toxic 
medicine, or it could be indicative 
of relapse. Time will tell, and my 
team are keeping a close eye on 
me. 

When I was first diagnosed I had 
nowhere to turn. MDS is a rare 
blood cancer and at that point 
there was no patient support 
group. There was also limited 
info on the web that was of a 
good quality. These days there 
is a brilliant MDS UK patient 
support group and a very active 
Facebook group of people living 
and working through various 
stages of MDS. I would encourage 
anyone in a similar position to 

get in contact with the support 
group to request an information 
pack. If you also want to connect 
to other patients this can be done 
via the web and online forums or 
social media. I have found it to be 
an invaluable source of support. 
This was especially true when I 
was stranded in Mallorca. There is 
also Leukaemia Care and Anthony 
Nolan who offer support. 

Something I consider vital is to 
encourage everyone to ask for a 
referral to a Centre of Excellence. 
These cancers are rare and the 
staff at these centres have shown 
me over and over again that 
their expertise is invaluable. I 
have shared care with my local 
hospital as well as the Centre for 
Excellence. This works really well 
for me. Don’t be shy to ask for 
this and never be afraid to ask 
questions. In my book there is no 

such thing as a stupid question. 

When you are first diagnosed 
it’s scary. Don’t be afraid to ask 
for support. Most Centres of 
Excellence have counsellors. 
Also, your partner and family are 
entitled to access this support. 
When you get diagnosed with 
cancer, so does your family. It 
affects everyone. They also need 
some space and support. 

Another very important 
relationship is with your Clinical 
Nurse Specialist (CNS). I have 
been able to email my CNS 
and get advice in between 
appointments that have made 
all the difference. They are a 
hugely reliable and solid sense 
of encouragement and support 
and provide continuity and 
consistency. 
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GVHD

Graft versus host disease (GVHD) is a common complication following 
allogeneic (donor) stem cell transplants. It occurs in 20-80% of all stem 
cell transplant recipients to some degree. Most cases are mild, but it can 
also be a severe and life-threatening complication after transplant. Our 
Nurse Advisor, Fiona Heath, takes a look at the condition.

What is graft versus host 
disease?

Graft versus host disease 
(GVHD) occurs when 
immunologically competent 
donor T-lymphocytes (graft) 
recognise the cells and antigens 
in the transplant recipient 
as foreign and mount an 
inflammatory attack.  

When a person has a stem 
cell transplant, the donor 
gives them a new immune 
system. The recipient’s own 
immune system will have been 
destroyed due to the transplant 
conditioning regimen. When 
the new stem cells engraft and 
grow, the donor cells (the graft) 
recognise the patient’s body 
(the host) as foreign. The new 
immune cells recognise the 
patient’s body is different to 
where they live, and they may 
attack certain organs, impairing 
their ability to function and 
increasing the patient’s 
susceptibility to infection. The 
donor cells also attack any 
residual malignant cells in the 
host’s body. This is called the 
‘graft versus tumour effect’ or 
the ‘graft versus leukaemia 
effect’.  

Risk Factors for GVHD

Advances in tissue typing have 
decreased the risk of GVHD. Risk 
factors for the development of 
GVHD include:

•	 An unrelated donor

•	 Older donor age (due to 
increased antibodies)

•	 Female donor (to a male 
recipient)

•	 If the recipient doesn’t have 
a very common virus called 
cytomegalovirus (CMV 
negative) but the donor is 
CMV positive

•	 Female donors with 
a previous history of 
pregnancy

•	 The use of peripheral blood 
stem cells can also be a risk 
factor for the development 
of chronic GVHD

There are two types of GVHD: 
acute and chronic. Patients may 
develop one, both or neither.

Acute GVHD

Acute GVHD can occur from 10 – 
17 days post- transplant up until 
approximately three of four 
months post-transplant. The 
average time of onset is about 
day 25. It commonly affects 
the skin, the gastrointestinal 
tract and liver. Acute GVHD 
occurs in up to 50% of patients 
that receive an HLA (human 
leucocyte antigen)-identical 
matched sibling allograft and 
in up to 70% in unrelated bone 
marrow transplants.  

Acute skin GVHD usually shows 
up as a skin rash that appears 
on the palms of hands, the 
soles of feet, arms, legs, chest 

and back. The rash usually feels 
itchy and dry, and in severe 
cases the skin may blister 
and peel as it would after a 
bad sunburn. A fever may also 
develop.

Acute gut GVHD most commonly 
occurs as diarrhoea. It is usually 
watery and accompanied by 
stomach cramps and pain. 
The diarrhoea can sometimes 
be in large volumes, up to five 
litres a day. Other symptoms 
of gut GVHD include decreased 
appetite, nausea and vomiting, 
weight loss and a sore mouth.

Acute liver GVHD is sometimes 
harder to diagnose. Patients 
will have regular blood tests to 
make sure their liver is working 
well. If the liver is affected, 
then the liver enzymes may 
be raised, and patients may 
become jaundiced (yellowing of 
eyes and skin).

Acute GVHD is graded by how 
severe it is. It goes from grade 
one, which is mild, to grade four, 
which is very severe. Prevention 
is the principle method to 
control GVHD. Doctors try to 
prevent severe GVHD from 
occurring by giving patients 
immune suppressing drugs 
like cyclosporin, tacrolimus and 
methotrexate. However, despite 
these drugs, GVHD occurs 
frequently. Once a patient 
exhibits evidence of acute 
GVHD, further treatment is 
initiated, usually administering 
steroids.

A look at GVHD
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Chronic GVHD

Chronic GVHD generally occurs 
anywhere from three to eighteen 
months after transplant, 
although it can occur later. 
Chronic GVHD remains the most 
significant complication of an 
allogeneic transplant. It can 
affect many organs in the body. It 
usually affects the skin, mouth, 
eyes, liver, lungs, vagina, gut and 
joints. It may affect the body in 
some of the following ways:

Skin – the skin may become dry 
and flaky. Skin may also become 
tight and inflexible which may 
restrict movement. Patients may 
also develop dark or light patches 
of skin.

Mouth – may become dry or 
swollen and sometimes painful 
and ulcerated.

Eyes – may feel dry or gritty with 
some vision changes.

Gut – patients may experience 
diarrhoea or sensitivity to certain 
foods.

Sinuses – patients may feel that 
they have dry nasal passages or 
congested sinuses.

Liver – patients may have 
elevated levels of liver enzymes or 
jaundice.

Vagina – the lining of the vagina 
may feel dry, tight and swollen. 
Sex may be painful.

Penis – patients may notice some 
redness, a rash or ulcers on the 
penis.

Lungs – patients may experience 
shortness of breath or restricted 
breathing and be more prone to 
chest infections.

Chronic GVHD is treated with 
medications that suppress 
the immune system. These 
medications include cyclosporin, 
methotrexate, mycophenylate, 
tacrolimus and steroids. Patients 
will be on some of these drugs 
from ‘day zero’ of their transplant 
to try and prevent GVHD. Many 

of the same drugs are used to 
treat GVHD if it occurs. Topical 
creams and ointments may also 
be used to treat skin, oral and 
vaginal GVHD. Other treatments 
include Ultraviolet phototherapy, 
intravenous immunoglobulin 
(IVIG) and T-cell depletion, in 
which T-lymphocytes are removed 
from the stem cell graft.

The prospect of GVHD can be 
frightening to many patients. 
Patients who go on to develop 
GVHD may become depressed, 
angry or anxious, seeing the 
disease as another setback 
that will delay their recovery. It 
is important to remember that 
in most cases GVHD is mild or 
moderate and that both the 
effects of the disease and side 
effects of drugs used to treat it 
are only temporary.  
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Glossary

Allogeneic stem cell transplant 

•	 A transplant in which the 
donor stem cells come from a 
specifically matched donor

Conditioning regimen

•	 Therapy (chemotherapy 
and/or radiotherapy) 
designed to completely 
destroy a bone marrow 
transplant patient’s bone 
marrow in preparation for 
transplant

Cytomegalovirus (CMV)

•	 A type of virus that is 
usually not harmful in 
healthy individuals but can 
cause problems, especially 
pneumonia, in people with a 
low resistance to infection

Human leucocyte antigen (HLA)

•	 A special marker found on the 
white blood cells. HLA tissue 
typing is done to determine 
whether recipient cells and 
potential donor cells match

Jaundice

•	 A yellowish skin colour. There 
is usually some damage to 
the liver if you are this colour

Recipient

•	 A person who receives 
transplanted bone marrow

PICTURES: JACK WARBOYS
Examples of Jack’s Acute and Chronic 
skin GVHD.



25Helpline freephone 08088 010 444

My son Jack was just eight and 
a half when he had a sibling 
bone marrow transplant (his 
older brother Lewis was his 
10/10 match) in June 2015 
after he relapsed only 13 
months from diagnosis and 
into treatment for T-cell acute 
lymphoblastic leukaemia 
(T-ALL).

Jack had quite a few issues 
after the transplant, including 
cyclosporin and tacrolimus 
toxicity of the kidneys and 
liver, steroid-induced high 
blood pressure and acute skin 
GVHD.

We were told that skin GVHD 
is more or less expected 
after the transplant, which is 
particularly good for helping 
to get rid of any remaining 
leukaemia cells that may be in 
the body still. However, if it was 
to continue after the first 100 
days post-transplant, it could 
become an issue.

Jack’s skin was often extremely 

red and itchy after 
engraftment, and 
we were told it was 
GVHD. His skin GVHD 
was classed as acute 
stage three, not 
reducing in activity 
whilst on high 
dose of steroids or 
immunosuppressive 
treatment. He was on 
high dose steroids 
to start with, but his 
consultant decided 
to wean him off 
them after about 
a year and a half 

post-transplant, as his skin, 
although still active with GVHD, 
seemed to be stable and looked 
much better. Unfortunately, 
this was short lived as his skin 
flared up so much after only a 
few weeks off the steroids that 
he had to go back on the high 
dose again. 

Jack’s skin was now classed 
as chronic. His skin was a lot 
more red and itchy, it was also 
very scaly, and he now had 
areas on his chest, neck and 
backs of his upper arms that 
had actually split and became 
very sore. We were told that the 
skin GVHD was really bad and 
that the best way to try and 
help reduce the activity was 
for Jack to have ECP treatment 
(photopheresis).

Jack started his treatment 
in June 2017 (two years post-
transplant). He has ECP every 
fortnight on two consecutive 
days (Wednesday and 
Thursday) at Birmingham 
Children’s Hospital. He has 

a Hickman line so that the 
infusion is easier as it can 
take up to three hours. We 
have seen a big difference in 
his skin; it’s not as itchy or 
red, the scaly patches are now 
smooth and almost back to 
his normal skin colour. It is 
a slow but steady progress, 
especially since Jack’s skin 
and underlying tissue have 
been affected by Scleroderma, 
which has also affected his 
mobility and straightening of 
his arms. 

He has had to have 4x1 a week 
infusions of rituximab to help, 
along with physiotherapy. 
Fortunately, he has responded 
well to the ECP and rituximab, 
so things are going OK at the 
moment. We don’t know how 
long Jack will need the ECP 
treatment for, it all depends on 
how his GVHD is. We were told 
he could have treatment for six 
months or it could be two years 
plus, (we are now approaching 
a year since treatment began); 
we really don’t know. He is still 
on steroids, albeit a very low 
dose, which we hope to reduce 
and eventually stop. Again, this 
depends on the ECP treatment.

Jack’s skin and underlying 
tissue have been the only 
things affected by GVHD, 
thankfully. Unfortunately, GVHD 
can affect other parts of the 
body like the liver, the eyes and 
the gut. These are often very 
serious and are unfortunately a 
big part of having a transplant.

Jack Warboys’ experience
Here, Tracey Warboys talks about her son, Jack’s, experience of acute 
and chronic GVHD.
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CLINICAL TRIALS

‘CALLS’ is a chronic myeloid leukaemia and acute lymphoblastic 
leukaemia low-level mutation survey. In this article, our nurse Angela, 
who has years of experience in clinical trials, takes a look at the study.

Reason for the study   

Chronic myeloid leukaemia 
(CML) and Philadelphia 
chromosome positive acute 
lymphoblastic leukaemia (Ph+ 
ALL) are both types of cancer 
that affect the blood and 
bone marrow. There are lots of 
different kinds of treatment 
used to control these cancers, 
but most patients will receive 
biological therapies called 
tyrosine kinase inhibitors (TKIs) 
as their first treatment. 

These treatments act on 
processes in the cancer cells 
and can stop them functioning 
properly, thus limiting their 
growth. They are very effective 
and can control disease for 
long periods of time. In some 
cases, the DNA in the cancer 
cells change by developing 
mutations. When this happens, 
the treatment a patient is 
receiving may stop working. 
There are thought to be over 
100 mutations that affect the 
effectiveness of TKIs and some 
patients may have more than 
one mutation present. It is 
important to identify when a 

mutation is present so that 
treatments may be reviewed. 

Currently we do not have 
accurate information on how 
common these mutations 
are in the UK, so this study is 
designed to help provide

this information on using a 
new, more sensitive type of 
laboratory analysis called Next-
Generation Sequencing.  

Mutations in the cancer cells’ 
DNA have routinely been 
detected using a technique 
known as Sanger Sequencing 
(SS). However, in some cases 
the mutations may only be 
present in a few, but not all the 
cancer cells. These are called 
low-level mutations and may be 
missed by Sanger Sequencing.  

A new technique called Next-
Generation Sequencing (NGS), 
has become available. This 
is thought to give a higher 
level of sensitivity and can 
detect mutations when they 
are present in only 3% of cells 
(with Sanger Sequencing the 
mutation would have had to be 
present in over 20% of cells for 
it to be detected). 

The information obtained from 
this study may help doctors to 
decide how to treat patients 
with these diseases in the 
future. The doctor may also 
decide to alter their patient’s 

Clinical trials: 
Overview of a CML 
and ALL study
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treatment based on the results 
obtained from the blood sample.  

To take part in the CALLS study, 
eligible patients will have CML 
or Ph+ALL and have a gene called 
BCR-ABL. This gene is detected in 
the blood and is used to diagnose 
and monitor CML and Ph+ALL. 
At entry into the study, patients 
should have a BCR-ABL 1 level of 
>0.1%.

What is involved and study 
visits

This study is aiming to recruit 
400 patients from 40 centres 
across the UK, and it will be 
expected to take 18 months to 
recruit eligible patients.

This study will be available 
for adult patients (age ≥ 18 
years) with CML (in all phases 
of disease) or Ph+ ALL with 
detectable BCR-ABL levels. 
Patients with CML will be on their 
first or subsequent TKI.

This study does not involve any 
trial medication; whichever 
medication or TKIs are given 
is decided by the patient’s 
haematologist and is not part of 

the study. There are no protocol-
mandated procedures apart from 
the blood sample for mutation 
testing, which falls under current 
recommended clinical practice. 

Patients who are eligible to 
enter the study will be given an 
information sheet which will 
provide an outline of the study 
and what this will involve. This 
will be followed by a discussion 
with their doctor and written 
consent obtained should the 
patient wish to go ahead.   

Once this has been completed, 
a blood sample for mutation 
analysis will be required at the 
next available clinic visit. Study 
participation is expected to 
average approximately one month 
for each individual patient.

The blood sample will be sent by 
the research team at the patient’s 
local centre and processed at a 
central lab as part of the study 
procedures. The results of the 
blood sample that has been 
analysed at the central study 
lab will be sent to the patient’s 
consultant and specialist team. 
If any change in treatment is 
required, this will be determined 

by the patient’s own consultant 
haematologist and is not part of 
the study.

There are no further trial 
assessments to be completed, all 
information that is required for 
the study would be collected as 
part of current clinical practice 
and normal standard of care. This 
would include information about 
when the patient was diagnosed, 
medical history prior to diagnosis 
of CML/ALL and details of current 
treatment.

A summary of this 
clinical study will be 
available on: http://
www.ClinicalTrials.gov

Talk to your medical 
team to find out more 
about this study and to 
see if you’re eligible to 
take part.



You’re not alone, as fatigue is the most commonly reported symptom 
of leukaemia patients across all age groups. That’s why we’re hosting 
three fatigue information days.

Join us in Oxford, Sheffield and Edinburgh to hear talks from our fatigue 
expert and meet others who understand what you’re going through.

Our information days are free and open to patients and their families, 
so why not book your place today?

•	 Book your place for Oxford on 16th June 2018 > http://bit.ly/
OxfordFatigueInfoDay

•	 Book your place for Sheffield on 13th October 2018 > http://bit.ly/
SheffieldFatigueInfoDay

•	 Book your place for Edinburgh on 16th March 2019 > http://bit.ly/
EdinburghFatigueInfoDay

Or call the Patient Services team on 08088 010 444.

Are you struggling with cancer-

related fatigue?


