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In This Issue... Hello, 
Our Autumn issue is a bumper edition to coincide with 
Blood Cancer Awareness Month this September. You can 
find out more about what we’re doing this month, and 
how you can get involved, on page four.
 
It was an absolute pleasure to host our Parliamentary 
launch event for our "Living with Leukaemia" report. The 
event was well attended and included notable MPs. We 
hope that this report and its findings shall lead to better 
outcomes for leukaemia patients.
 
Inside this Autumn edition of Journey you’ll find news 
updates from our Campaigns team, an article with tips 
on combatting fatigue, and two inspiring patient stories.
 
We’ve also featured Chris Harrop, 
who reached the North Pole for 
Leukaemia CARE despite his 
CML diagnosis. I heard him talk 
at our patient conference in in 
Liverpool and was incredibly inspired 
– I hope you feel the same way too.
 
See you next time,
Christopher Matthews-
Maxwell
Chairman

P.10
Conquering the 

North Pole with CML

P.14 
Violeta’s Story

P.16
Survivorship

P.18
Support  

Group

P.20 
Fatigue Feature

P.4 News
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In April, Chris Harrop completed his dream of reaching the North 
Pole despite his diagnosis 

P.12 Fundraising news
See what our fundraisers have been up to
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Violeta tells her story of life after treatment
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What is being done to support patients post-treatment?
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Check out these tips to help you understand and cope with fatigue
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Keep up with the latest news and patient stories online. You can find us at: www.leukaemiacare.org.uk
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Thank you to everyone who 
contributed to this issue: Chris 
Harrop, Graham and Jenny 
Ashman, Sally Gleaves, Patrick 
Walsh, Whitworth Park School, 
Violeta Corzo, Natalie Rooney, 
Zelma Hunt, Mary Brockington, 
Jane Nunnick, Angela Watts, 
Charlotte Hueso, Rhidwan 
Akindiran.

Monica Izmajlowicz 
CEO

2,019 leukaemia patients tell us what 
it’s like to live with leukaemia

We are very pleased to announce 
the publication of our "Living with 
Leukaemia" report.

This extensive survey in partnership 
with Quality Health captured patient 
experiences in getting a diagnosis, 
during treatment and post-treatment. 
This major research allowed us to make 
10 key recommendations to improve 
patients’ experience of living with 
leukaemia.

The report was launched at a reception 
in the House of Commons on the 1st 
September with introductions from 
Henry Smith MP – the Chair of the All 
Party Parliamentary Group on Blood 
Cancers and Leukaemia CARE President 
Dr Richard Taylor MBE. This was an 
excellent opportunity to share our 
findings with our supporters and a 
chance for them to meet each other in 
person. Head to our Facebook page for 
photos of the event.

We are very grateful to everyone who 
completed the survey and hope you will 
take part again in our second survey 
this autumn designed to dig deeper into 
some of the issues identified.

Go spotty during Blood Cancer 
Awareness Month and help us raise 
awareness of the signs and symptoms 
of leukaemia

September is Blood Cancer Awareness 
Month and we are encouraging all 
supporters to go spotty as part of our 
"Spot Leukaemia"campaign to raise 
awareness of the signs and symptoms 
of leukaemia.

One of the key findings from our patient 
survey identified that leukaemia as 
a term is well known, with 83% of 
patients reporting they had heard of 
it before. However, there is little public 
understanding of leukaemia, with only a 

third of patients surveyed reporting they 
knew anything about it.

Additionally, the many signs and 
symptoms associated with leukaemia 
are vague and non-specific which 
alongside its rarity can delay diagnosis. 
As a result, 38% of leukaemias 
are diagnosed as an emergency 
presentation, much higher than the 
cancer average of 22%. The highest 
emergency presentation rates for any 
cancer type were observed in acute 
lymphoblastic leukaemia patients at 
64%. Late diagnosis of leukaemia has a 
significant impact on both survival and 
patient experience.

Our aim is to raise awareness with 
both the public and GPs – in August we 
distributed awareness packs to 10,000 
GPs inviting them to take our free GP 
e-learning course. This online training 
kit developed in partnership with the 
Royal College of General Practitioners is 
designed to support GPs in recognising 
and understanding blood cancers 
such as leukaemia. Since its launch, 
1,000 GPs have used it to improve 
their understanding of the signs and 
symptoms of blood cancers.

We have events planned throughout 
the month from support groups turning 
spotty to fundraising walks, table top 
sales and school non-uniform days 
across the UK. We encourage you to 
join in on social media and share our 
campaign.

Putting you in the driving seat – how 
we communicate with you

Data protection legislation is changing 
– soon we will only be able to keep you 
up to date with our news, if you tell 
us. If you wish to continue to receive 
our magazine, please let us know by 
completing the enclosed card and 
returning it to us or by visiting www.
leukaemiacare.org.uk/contact-us/
subscription-preferences

If you also receive one of our 
e-newsletters, you must also specify 
whether you wish to continue receiving 
it. After 1st December 2017, if we do not 
have your recorded permission, we will no 
longer be able to keep you up to date with 
news from LC, so please do get in touch.
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NEWS

This September, we have gone spotty with the launch 
of our ‘Spot Leukaemia’ Campaign for Blood Cancer 
Awareness Month.

The ‘Spot Leukaemia’ campaign is all about increasing 
understanding of leukaemia and raising awareness 
of the signs and symptoms to both the public and 
healthcare professionals. We hope to see lives saved 
and improved through early diagnosis of leukaemia.

The high proportion of leukaemia patients being 
diagnosed upon emergency presentation compared to 
the national cancer average, 38% vs 22% respectively, 
highlights the huge problem of late leukaemia 
diagnosis. This problem is made only clearer upon 
the recognition that the highest rate of emergency 
diagnoses of any cancer is seen in acute lymphoblastic 
leukaemia (ALL), with 64% of patients being diagnosed 
by an emergency presentation between 2006 and 
2013. 

Tackling this problem of late leukaemia 
diagnosis through the ‘Spot Leukaemia’ 
campaign is hugely important. Emergency 
diagnosis indicates that the leukaemia 
has progressed, which has an effect on 
the success of treatment. Patients who 
are diagnosed and treated earlier have 
significantly higher long-term survival 
rates and are more likely to have a better 
quality of life.

Our 2016 patient experience survey 
revealed both lack of understanding 
of leukaemia and lack of symptom 
awareness as potential causes to the 
patient delay in leukaemia diagnosis. 
While 83% of patients had heard of 
leukaemia prior to diagnosis, 68% of these 
people didn’t know anything about it.

This September marks Blood Cancer Awareness Month, and we’re 
going spotty to raise awareness of leukaemia and its symptoms. 
Read on to find out more from our Campaigns team.

Go Spotty for Blood Cancer 
Awareness Month

Further findings revealed that 83% of people did not 
suspect cancer before their leukaemia diagnosis. 
This suggests that many people fail to relate their 
symptoms to cancer and may explain why as many as 1 
in 10 chronic leukaemia patients experience symptoms 
for over a year before visiting their GP. 

These findings have been used to inform and direct 
the ‘Spot Leukaemia’ campaign for raising public 
awareness. We want people to become more aware of 
what leukaemia is and ensure that people are better 
equipped to spot the symptoms of leukaemia across 
different age groups, urging them to visit their GP if 
they are concerned. 
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The second delay to leukaemia diagnosis is often 
observed at primary healthcare level. On average, a 
GP may encounter just one leukaemia case every four 
or five years, demonstrating how rare leukaemia is. 
The rarity of it and its symptoms that are similar to 
common, unrelated problems can mean that there 
is often a delay in GPs spotting and diagnosing 
leukaemia.

In our survey, around 13% of all leukaemia patients were 
treated for something else before being diagnosed, 
and 1 in 5 patients visited their GP three or more times 
with symptoms before diagnosis. This highlighted 
the importance of also targeting the ‘Spot Leukaemia’ 
awareness campaign at healthcare professionals.

We developed an eLearning tool in collaboration with 
the Royal College of General Practitioners (RCGP). The 
training modules are designed to support GPs and 
equip them with the knowledge to spot the signs and 
symptoms of blood cancer earlier, as well as refer 
patients for appropriate specialist tests and treatment 
if a blood cancer is suspected.

For ‘Spot Leukaemia’, we have sent 10,000 packs to GP 
surgeries across England containing the symptoms 
cards, an eLearning tool flyer, ‘Spot Leukaemia’ poster 
and flyer. The packs will help point primary healthcare 
professionals to the online training modules and help 
them to get involved in supporting and promoting ‘Spot 
Leukaemia’ within their surgeries.   

Join 
with us this Blood 

Cancer Awareness Month 
to help people #SpotLeukaemia.

Get involved on social media.

Request our ‘Spot Leukaemia’ merchandise and hold  
      a spotty fundraising event. 

Request and distribute our flyers or leukaemia         
     symptoms cards.

Wear spotty clothes to your September  
    support group.

We want to see the lives of patients both saved and 
improved by early diagnosis. Raising public awareness 
and GP awareness of leukaemia and its symptoms 
through the ‘Spot Leukaemia’ campaign can help to 
achieve this. 

You can order our free spotty merchandise to raise 
awareness this September:
•	 Ribbons
•	 Balloons
•	 Car stickers
•	 Pens
•	 Flyers
•	 Symptoms cards
•	 Lapel stickers

Just head to our website to place your order:  
http://bit.ly/SpotLeukaemiaResources

Turn to the next page for a more in depth look at our 
report.

For more information about Spot Leukaemia 
and ways to get involved please visit:

www.leukaemiacare.org.uk/spot-leukaemia
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 83% of leukaemia patients did not suspect cancer 
before their diagnosis

4 in 5

The results of the survey 
highlighted a number of areas 
where patient experience 
requires improvement. Within 
the report, we have made several 
recommendations to achieve this. 

Awareness of leukaemia as an aid 
to early diagnosis 

The number of leukaemia 
patients diagnosed by emergency 
presentation (38%) is significantly 
higher than the national cancer 
average (22%). The survey identified 
a lack of understanding of 
leukaemia, with half of patients 
having no idea what leukaemia 
was prior to diagnosis. This could 
potentially contribute to the high 
rates of late diagnosis.

Lack of symptom awareness was 
also demonstrated in patients, as 
83% did not suspect cancer prior 
to diagnosis. This suggests they 
did not relate their symptoms 

In 2016, we commissioned Quality Health to undertake a 
patient experience survey of people who had, or were 
undergoing, treatment for blood cancer. We had over 
2000 responses from leukaemia patients, making the 
survey one of the biggest in the UK, and in September 
we launched our ‘Living with Leukaemia’ report of the 
survey findings.

NEWS

Living with Leukaemia

to cancer, which could be an 
additional factor in late diagnosis. 
Worryingly, 13% of patients were 
treated initially for another 
condition prior to diagnosis, which 
suggests that there is also a lack 
of symptom awareness at primary 
healthcare level. 

We have recommended that 
improving public understanding 
of leukaemia and increasing 
symptom awareness in both GPs 
and the public could help to fight 
the problem of late diagnosis. This 
has been used to inform our Blood 
Cancer Awareness Campaign, ‘Spot 
Leukaemia’. 

Different types of leukaemia 

There are four main types of 
leukaemia, defined by the rate 
of cancer progression (acute or 
chronic) and the type of blood stem 
cell affected (myeloid or lymphoid). 
Acute leukaemia patients reported 

significantly different experiences 
compared to chronic leukaemia 
patients, throughout all the stages 
of a leukaemia journey (from 
diagnosis, through to treatment 
and living with leukaemia). It is, 
therefore, recommended that 
support and information given 
to leukaemia patients should be 
tailored based upon leukaemia 
type. 

Understanding a leukaemia 
diagnosis

Half of patients reported a full 
understanding of what was wrong 
with them following an explanation 
of their leukaemia diagnosis; 
the other half either felt they 
had some understanding, or no 
understanding at all.  

In particular, Philadelphia positive 
(Ph+) or negative (Ph-) chronic 
myeloid leukaemia (CML) appeared 
to be an area where some CML 
patients lacked understanding. 
In short, it is the presence of the 
Philadelphia chromosome that 
determines whether CML patients 
will respond to first line treatments. 
As a result, it is concerning that a 
number of CML patients did not 
know there were two different types. 

It is clear from patient experience 
that there needs to be an 
improvement in the information 
and explanation of their leukaemia 
given to patients at diagnosis. 
This could be supported by clear 
and understandable written 
information.

Watch and wait

The majority of leukaemia patients 
put on ‘watch and wait’ will have 
chronic lymphocytic leukaemia 
(CLL). 92% of patients reported an 
understanding of why they had 
been placed on ‘watch and wait’, 
but there was a correlation with 
the level of information patients 
received with how concerned or 
worried they were about being on 
‘watch and wait’. 

Unfortunately, only 56% of patients 
received written information about 
‘watch and wait’, and of these 
8% did not find the information 
understandable. This left 54% 
of patients with concerns or 
worries, which could be reduced 
by providing patients with 
clear, understandable written 
information and giving patients 
access to a clinical nurse specialist 
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average was experienced by 40% of 
patients, which can have emotional 
and physical consequences for 
patients. Cancer patients do 
have rights to financial support, 
however, only half of patients were 
offered advice by their hospital on 
where to seek help, and this needs 
to be improved. 

A number of additional physical 
and mental issues were reported 
by patients: more than half of acute 
leukaemia patients reported an 
impact on their ability to do day-
to-day tasks, such as cooking and 
cleaning. Disappointingly, only 16% 
of leukaemia patients were offered 
counselling for support and again, 
this is a service that needs much 
better signposting. 

Further support  

Healthcare professionals failed 
to signpost two-thirds of patients 
to further online support from 
charities, but the majority of those 
who accessed online support found 
it useful. Furthermore, only 38% 
of patients were given access to a 
clinical nurse specialist (CNS). This 
again highlights two areas where 
there requires improvement in the 
support accessible for leukaemia 
patients. 

    You can access the 
‘living with leukaemia’ 

patient experience report 
or the summary report 

at the following link: www.
leukaemiacare.org.uk/living-

with-leukaemia

We want to thank everyone 
who took part in the survey 
and shared their experience 
of blood cancer. We are using 
your responses to improve 
understanding of the issues 
faced by leukaemia patients and 
inform the work that we are 
doing here at Leukaemia CARE. 

(CNS) to answer their questions or 
concerns. 

Clinical trials 

Less than half of leukaemia 
patients were offered the 
opportunity to join a clinical trial, 
and the likelihood of being offered 
access to a trial was lower for 
chronic leukaemia patients or 
those of older age.  Of the patients 
who were given the choice to join a 
clinical trial, 82% participated. This 
figure would likely have been higher 
as the main reasons patients did 
not join trials was because they 
were ineligible, or rejected, and 
others stated the location of the 
trial was too far to travel. 

We believe that there is a missed 
opportunity for recruiting patients 
to clinical trials and healthcare 
professionals should be discussing 
the option of clinical trials with 
all patients, even if they then 
decide not to pursue this route. 
Additionally, access to clinical trials 
should not be limited by postcode. 

Living with leukaemia 

An important area of concern 
was the negative impact on 
patient’s finances. This varied 
with leukaemia types, but on 

Only 38% of leukaemia patients reported having access to a Clinical Nurse Specialist

We would also like to thank ACLT, 
Anthony Nolan, Basil Skyers 
Myeloma Foundation, Bloodwise, 
CLL Support Association, CML 
Support, Lymphoma Association, 
MDS UK, MPN Voice, Myeloma UK 
and WMUK for their help in sharing 
the survey.
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CAMPAIGNS CORNER

If you would like to learn more 
about our campaigns, email 

advocacy@leukaemiacare.org.uk

In May, CML Horizons brought 
together 100 patient advocates, who 
are supporting CML patients and 
family members, from across the 
globe. Sessions that took place this 
year covered pregnancy and fertility, 
generic drugs, access to treatment in 
different areas of the world and long-
term outcomes. Video streams of the 
sessions can be found at the following 
link: http://bit.ly/CMLHorizonsVideos 

During the conference, the new CML 
Advocates steering committee was 
elected and we are happy to announce 
that Zack Pemberton-Whiteley, 
Head of Campaigns and Advocacy at 
Leukaemia CARE, was elected as the 
representative for Western Europe. 

This year, the Campaigns team have 
welcomed two new team members.

Nick York has joined us after 
volunteering as a trustee at CLL 
Support Association for five years. 
His advocacy journey began after 
he was diagnosed with chronic 
lymphocytic leukaemia (CLL) in 
2009. This led to Nick founding 
several online peer support 
groups and the International CLL 
Advocates Network (CLLAN), where 
he remains as an active member 
of the steering committee. Nick’s 
main focus at Leukaemia CARE will 
be on our GP toolkit, which supports 
primary healthcare professionals in 
recognising and diagnosing blood 
cancer. This can be found at the 

following link: www.leukaemiacare.
org.uk/GP-training. 

Bethany Torr has joined us straight 
from university, having studied 
BSc Genetics. She’s also completed 
her MSc Science Communication 
dissertation by developing the 
new Leukaemia CARE symptoms 
cards for our ‘Spot Leukaemia’ 
campaign. She is passionate about 
raising understanding of cancer 
and supporting those affected by it. 
Keep an eye out for her editorials on 
the Leukaemia CARE news and blog 
pages. 

GPs play a vital role in early diagnosis. 
To launch our ‘Spot Leukaemia’ 
campaign, we sent out 10,000 
envelopes to GP surgeries across the 
country informing GPs about our ‘Spot 
Leukaemia’ campaign and raising 
awareness of our GP eLearning tool. 
The packs included a copy of our 
symptoms cards, designed to raise 
awareness of leukaemia symptoms 
and encourage people to visit their GP 
if they have any concerns. 

In June, Zack and Nick both 
attended the European 
Haematology Association (EHA) 
meeting in Madrid. The conference 
brought together leading experts 
of haematology from around 
the world for updates on the 
latest treatments and clinical 
trials. Interesting topics from the 
meeting included: innovative 
clinical trial designs, patient 
involvement in research and 
development, fertility preservation 
in patients and HARMONY (a 
platform being developed to 

collate anonymised patient data 
and better inform clinicians on 
disease progression and ways to 
treat patients).  

Global blood cancer advocates 
also had the opportunity to meet 
and discuss initiatives. This 
included the very first meeting for 
ALAN (acute leukaemia advocates 
network), an international 
network of advocates sharing best 
practice. Zack will be representing 
Leukaemia CARE on the steering 
committee. 

The team jet to Madrid for the European 
Haematology Association (EHA) Meeting

Head of Campaigns and 
Advocacy attends CML 
Horizons in Frankfurt

Campaigns and Advocacy welcomes two new team members

10,000 GP’s equipped to 
Spot Leukaemia 

Nick and Zack head to Madrid



Goalden Gate Lottery

For just £1 a week, you could do 
your bit for Leukaemia CARE 
and try and win yourself some 
cash. 45p from every lottery 
ticket is donated to us, helping 
us to provide support and 
advice to anyone who has been 
affected by blood cancer.

Once you sign up, you will 
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 
a tax-free cash prize of up to 
£1000.

If you’re interested, fill out 
the form at http://bit.ly/
GoaldenGateForm or call 01905 
755 977 or email fundraising@
leukaemiacare.org.uk

There were four winners in 
2016/17.

Regular giving

A regular gift, no matter 
how big or small, can make 
a huge difference to the 
lives of people affected by 
blood cancer.

Whatever the amount you 
donate, you also have the 
option to ‘gift aid’ it. If you 
are a UK taxpayer, your 
donation can be worth up 
to 25% more at no extra 
cost to yourself, and all you 
need to do is tick the box!

There are several ways you 
can set up to do regular 
giving:

1. Call us on 01905 755977

2. Go to www.
leukaemiacare.org.uk and 
click on the ‘donate’ button

3. Request a form to fill in 
and send it back to us

A regular gift of £3/month 
can pay for a patient to 
attend a conference.

In memory giving

In memory giving is a way to 
remember your loved ones and 
give back to the charity.

You can do this with a:

- Donation in lieu of flowers at 
the funeral 

- Collection at the funeral 
using bespoke envelopes or 
collection tins

- Set up a ‘in memory’ donation 
page. Suggested websites you 
can use include: Heroix 
(www.heroix.everydayhero.
co.uk), JustGiving 
(www.justgiving.com) and 
Memory Giving 
(www.memorygiving.com).

In memory giving enables you 
to leave a legacy that helps 
others living with leukaemia.

Did you know?
In 2016/17, in memory giving 
raised £29,892.

Not everyone is always able to do some fundraising in the community or take part 
in an event but that doesn’t mean you can’t do your bit for Leukaemia CARE. Here 
we have three simple ideas of how you can get involved: 

1 3

3 ways to raise money

2

9
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Two days later, standing in Glasgow railway station, 
I had a call from BUPA saying that I needed to see a 
haematologist urgently. When I pushed them for a 
reason, I was told that the results indicated some form 
of blood cancer. I was stunned. I then had a long journey 
back to Manchester, with virtually no mobile reception, 
and tried to arrange a doctor’s appointment with Jo’s 
help.

This was Thursday, and the following Monday I was 
sitting in front of a haematologist. The haematologist 
wasn’t quite sure why he was seeing me, until he was 
shown the full test results. This led to an appointment 
for a bone marrow biopsy, scheduled for two days later. I 
tried not to Google, but I did and wished I hadn’t.

This is a story that starts in November 2014, when I 
should have been well into my training programme for 
a ski expedition to the North Pole the following April. The 
trip was due to start at the edge of the polar ice sheet at 
around 89 degrees North. I had been building up to this 
trip for several years, having completed a Ray Mears 
Arctic survival course in the far north of Sweden and a 
Nordic Skiing course in Norway.

But I was struggling with the training as I constantly felt 
tired, lacked energy, was experiencing night sweats and 
was starting to find bruises. Mostly, I put this down to a 
hectic life. In addition to working full time for Marshalls 
plc, I was also a Director of the Ethical Trading Initiative 
and the Chair of the UN Global Compact in the UK. At 
one stage, my youngest daughter was concerned I was 
being ‘bullied’ at work, so bad were my bruises.

As is the case in many of these situations, it was my 
wife Jo that finally insisted that if I was to go to the Pole 
I had to have a full medical. So, I booked a check-up at 
my local BUPA Wellness Centre.

To me, the medical went as expected. I was generally in 
good health, was told to drink less and exercise more, 
and the doctor would let me know if there was anything 
unusual in the blood tests in a few days’ time.

On 13th April 2017, Chris Harrop achieved one of his life goals and made it to 
the North Pole, despite his diagnosis of chronic myeloid leukaemia (CML). In 
the process, Chris raised a staggering £7,000 for Leukaemia CARE. 
 

INSPIRATIONAL STORY

There are more people who 
reach the Summit of Everest 
than visit the North Pole 
every year

Conquering the North Pole with CML
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Following the bone marrow biopsy, I was referred 
to Dr Mike Dennis, who was a specialist in myeloid 
leukaemia. On 12th December 2014, the diagnosis 
was confirmed as chronic myeloid leukaemia (CML). 
Treatment was oral chemotherapy, with a specialist 
type of drug called a tyrosine kinase inhibitor. 

I started on imatinib, which unfortunately I was unable 
to tolerate, resulting in a short stay in the Christie in 
between Christmas and New Year 2014. I then changed 
to nilotinib which, over time and with the expertise and 
support of Dr Dennis, I was able to tolerate. 

Clearly the expedition to the North Pole wasn’t possible, 
but the expedition leaders Annie and Eric at Polar 
Explorers supported my goal to get to the Pole and 
agreed to postpone the trip until I was stronger. To help 
keep me motivated, they arranged for their South Pole 
expedition to send me a message via Sat Phone on 
Christmas Day. Initially, I was off work for three months, 
but then with the help of my employer I started a 
phased return to work.

I was still aiming to ski to the North Pole, but I 
reluctantly accepted that I was not going to be strong 
enough to attempt the trip in 2016, especially with 
my nilotinib treatment requiring two hours of fasting 
before and an hour after twice a day, making the ability 
to consume enough calories on the ice a challenge.

Throughout this time, Dr Dennis continued to fine tune 
my dose of nilotinib to ensure the optimum response. 
Balancing the need to achieve the treatment milestone 
and the side effects of the drug, this allowed me to work 
full time and gain some form of normality. 

But my drive to get to the North Pole remained and, 
with the agreement of Annie and Eric at Polar Explorers, 
they decided to help me achieve my goal and get to the 
North Pole, albeit flying rather than skiing.

The challenge then wasn’t health or flight bookings, 
clothing or equipment; it was insurance. Who would 
insure someone with leukaemia to go to the North Pole 
with the required level of emergency evacuation cover? 
Fortunately, at one of Leukaemia CARE’s conferences, 
I was given a list of companies who arranged travel 
insurance for leukaemia patients and, after many 
phone calls, I managed to arrange cover.

Originally, I was planning to go to the North Pole for 
a combination of adventure and to see the impact 
of climate change, a subject I am passionate about. 
However, after everything I had gone through, I decided 
to take the opportunity to raise money for Leukaemia 
CARE and set up a JustGiving page.

On 10th April 2017, I left my wife at Manchester Airport to 
start my adventure. My trip involved flying Manchester 
to Oslo, Oslo to Tromso and Tromso to Svalbard. I then 
had to take a Russian transport from Svalbard to 
Barneo Ice Camp, and finally a Russian helicopter from 
Barneo Ice Camp to the North Pole.

I reached the North Pole on 13th April 2017 and stayed 
overnight before starting the return journey. The 
temperature at the Pole was -39C and, such is the 
changing nature of the weather in those extremes, the 
ice runway was closed due to bad weather the day after 
I left and then had to be closed for the season due to the 
ice cracking less than a week later.

Chris has made a video 
of his experiences at 
the North Pole, which 

you can watch on 
YouTube: 

https://youtu.
be/39HGAbByd8Y

To set my achievement into context, there are more 
people who reach the summit of Everest than visit the 
North Pole every year. 

Looking back to before I was diagnosed, I knew there was 
something wrong; I just didn’t feel right and thanks to 
Jo’s insistence I had that medical. The state of my blood 
and progress of the CML was such that it was pretty 
certain that I would not have come back from the North 
Pole alive.

Getting to the Pole was a major target for me. The drugs 
are great at keeping the CML under control but come 
with side effects that make normal living an extra 
challenge. Everyone is different, but for me it’s constant 
bone pain, facial neuralgia, and neuropathy affecting 
my hands. Worst of all is the fatigue that no amount of 
espresso or chocolate will shift and that feels like I am 
wearing a lead suit; it just slows things down and makes 
moving an extra effort. 

Going forward, I am convinced that in time there will be 
better treatments. Until then, it’s a mental game and I 
simply refuse to give in (most days).
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In April, Graham and Jenny Ashman 
held a sixties themed disco to raise 
money for Leukaemia CARE. Here, 
Graham explains the reasons behind 
their fundraising and how the night 
went.

"Over the last few years, my wife 
and I have been faced with several 
occurrences of leukaemia within our 
circle of family and friends. One of our 
dearest friends, Amanda Menage, is 
now five years in remission, but sadly 
our dear friend and sister-in-law, 
Alison Hale, lost her battle with the 
disease in 2016.

"Having been made aware of the 
activities of Leukaemia CARE and 
seen the nature of the fabulous 
work you do, we decided to stage a 
fundraising evening in memory of 
Alison. 

"My wife worked really hard, along 
with other friends, to put on a ‘Sixties 
Evening’ at The Brookfield Hotel in 
Emsworth. The hotel manager, Jamie 
Drew, gave us superb discounted 
prices and his staff were magnificent. 
We received many donations of raffle 
prizes from firms and individuals 
throughout the area and we were 
entertained by ‘The Foreverly 
Brothers’, an Everly Brothers tribute 
group, who gave their services free. 

"As a result, we raised a fabulous sum 
of £1,200."

Whitworth Park School and Sixth Form College hosted their annual charity 
football match on May 5th, with this year’s proceeds going to LC!

The sixth formers challenged the staff team, but sadly experience overcame 
youth as the staff took home the trophy. 

The match raised a brilliant £1,800 for Leukaemia CARE, and Community 
Fundraising Officer, Sara visited the school to Sara visited the school to receive 
the big cheque.

Interim Headteacher Mr Stone, who attended the game, said, "The charity football 
match has once again brought us together with members of the local community 
and raised an impressive sum of money for Leukaemia CARE. Thanks to all staff 
and students who took part."

Swinging 
sixties party 
is a success

FUNDRAISING NEWS

Catch up on what our 
fundraisers have been up to.

1-0 to LC at charity  
football match

Are you a keen runner or avid cyclist? Or is
trekking more of your thing? Do something 

amazing for blood cancer patients when
you sign up to one of our events.  

You can find them at:
www.leukaemiacare.org.uk/events
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On the 4th of June, Patrick Walsh 
abseiled down Spinnaker Tower, 
raising over £1000 for LC!

He said, "We found out a while 
ago that my brother-in- law had 
been diagnosed with leukaemia. 
After it sank in, I began to think of 
fundraising, as I had also met his very 
good friend who has it too.

"I decided to come out of my 
comfort zone and do an abseil at the 
Spinnaker Tower. It’s the tallest in the 
UK that you can single abseil from. 
I live in Portsmouth and have seen 
others do it daily. So, I started my 
fundraising back in February, setting 
my target at £250. As time went on, so 
did the funds. It made me feel good 
that I was helping others.

"On June 4th, my brother-in- law, his 
friend and lots of family all came to 
support me. I felt very proud to be 
doing this. The weather was unreal, 
blowing a hooey on arriving at the top 
of the tower. The guys said, ‘You’re the 
last one to go because of the windy 
conditions!

"I went ahead and did it; it was 
awesome! I can’t explain how I felt, 
but everyone was glad when I reached 
the bottom and went for a well-
deserved pint.

"I have raised over £1000 and I’m 
thinking what to do next! I would 
encourage anyone, no matter what 
age, to do what they can to help 
support all our charities as you will 
never know when you will need their 
help and support. I’m pleased to have 
helped out."

The tournament was organised to help raise awareness of leukaemia as 
a cancer and over 60 players took part in the day. KoolKid supplied kits 
with Leukaemia CARE logos and the day included food, music and a raffle 
with huge prizes – kids even had a bouncy castle to play on. Thank you to 
everybody who got involved!

On June 4th, Worcestershire Martial Arts, Community Tang Soo Do, and Worcester 
and Ibstock Tetsudo club came together as martial artists to complete 100 
one-minute rounds of sparring and forms. Students of all age ranges took part, 
including the Tiny Kwon-Do class, aged four and over, who got to experience a 
sparring event for the first time. 

Worcestershire Martial Arts hosted the event for Leukaemia CARE as two of their 
students have fought blood cancer. Giles is now back at the club and training 
regularly after being given the all clear last year, and David is still recovering from 
leukaemia at home.

Sally Gleaves, who organised the event, said, "I am incredibly proud of the effort 
and community spirit shown on the day. Three different martial arts styles came 
together to fight with fundraising in mind for this fantastic and supportive 
charity. The group has raised an amazing amount of money for a good cause and 
participated to show respect for those among the group who have had to fight for 
real."

Rhidwan, founder of The KoolKid clothing has 
recently organised a football tournament for 
Leukaemia CARE raising over £800.

FUNDRAISING NEWS

Martial artists go  
head-to-head to raise £1,500

FUNDRAISING NEWS
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I then found out about another group in Oxford, near 
where I lived. I turned up and was given a really warm 
welcome by a lady called Claire. However, when she told 
me I was the only person who had turned up for the 
group, I burst into tears. She was incredible and sat and 
listened to me. 

She then asked if I would be interested in an 
appointment with a psychologist, and she managed to 
get me one the following week. I couldn’t believe it. I was 
fortunate enough to get six sessions. It was so good to 
talk to someone who wasn’t directly involved, as I didn’t 
want to talk to my family or friends about how I was 
feeling. 

June 2016: As the weeks passed, I was not only feeling 
stronger, but also more my old self. 

Before I got ill, I’d been making silver jewellery in my 
spare time and would exhibit it at the annual two-week 

I have acute promyelocytic leukaemia (APL). When I was 
diagnosed, I couldn’t find that much information about 
it and I wasn’t able to make contact with anyone else 
going through it. 

Tuesday 12th April 2016: I was told that I was in 
remission. I should have been really happy, but instead 
I burst into tears. The enormity of everything that I had 
been through hit me. 

My nurse told me that these feelings were quite normal 
and often occurred when patients finished treatment. 
They also told me they wouldn’t need to see me at the 
hospital for two months, which seemed such a long 
time. I felt completely lost. I’d been used to planning my 
life around my hospital appointments and, in truth, I 
was very scared. 

I immediately panicked about what I would do if 
something went wrong and I spent the next couple of 
weeks in a terrible state. I had problems sleeping and 
I started to worry about everything; I just couldn’t help 
it. I would wake up and start crying for no reason and it 
would go on for hours. I couldn’t understand why I was 
feeling like this when the prognosis was good. 

May 2016: I really felt for my partner, Tom, as he didn’t 
know how to help me. I thought that perhaps a support 
group would be the answer. I found one locally and went 
along, but it really wasn’t for me. 

When Violeta was told she was in remission from acute promyelocytic 
leukaemia (APL), she knew she should be happy, yet Violeta struggled to 
come to terms with life after treatment. Here, she shares her experiences. 

ROAD TO RECOVERY 

Violeta Corzo:  
Road to recovery 

It’s so important to be 
surrounded by love
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Bucks Open Studios. I thought I might have to miss this 
year’s, but I actually felt well enough to exhibit with my 
friend Sarah and ten other artists. 

I was a bit apprehensive as I’d lost some of my 
confidence, and it was the first thing that I’d done that 
was ordinary. I’d been shut away for a long time; I wasn’t 
even sure how I’d be dealing with the general public. 

Thankfully, it went really well. It was so nice to be doing 
something that didn’t revolve around cancer. At the end 
of each day I was totally exhausted, but I looked forward 
to the next one. I really enjoyed myself. 

After the two weeks, I had to rest for seven days. Looking 
back, I probably wasn’t quite ready to embark on so 
much activity and I really pushed myself to do it, but 
it was still a real turning point. I began to see parts of 
the old me coming back to life and I was so happy I had 
taken the chance. 

July 2016: Over the summer, I progressed well. I 
sometimes found it hard to pace myself as I’d feel well 
some days and forget that I was still in recovery. Then I 
would pay for it and have to rest for the next few days. 

Saturday 5th November 2016: Before I knew it, the 
anniversary of my diagnosis was here. I hadn’t thought 
about it until we got to Halloween and then suddenly 
all the memories of this time last year came flooding 
back. I thought about it a lot and realised that, actually, 
I should feel happy as on the 5th November 2015 my life 
was saved. Yes, I had to endure a horrible treatment, but 
ultimately I was still here and not everyone is as lucky 
as that, so I’m extremely grateful. 

The future: So, what’s next? Well, I’m not sure yet. I’m 
still not quite well enough to look for work. I’m scared 
about it, but I’ll have to cross that bridge when I come to 
it. I’m hoping that as time continues to move forward, 
I’ll feel more confident about finding a job. 

Parts of the old me are coming back slowly, but I 
know things will never go back to the way they were. 
Inevitably, I have changed. On the one hand, I feel much 
stronger; if I got through the last year, surely I could get 
through anything? But, on the other hand, I know that 
I have lost some confidence with things that I wouldn’t 
have thought about before. I’ve been on a long and 
difficult journey over the last 12 months and, at times, I 
have surprised myself. 

My friends and family have been really supportive and 
I have appreciated every visit and message I’ve been 
sent. Those who couldn’t physically be with me kept 
me going with phone calls and messages. My friend 
Sharon, who lives in Spain, sent me messages on 
WhatsApp every single day; my friend Susie in Australia 
would Skype and phone whenever she could; my cousin 
in Spain would send me photos of the beautiful walks 
he went on. All these little things meant so much to my 
recovery. 

It’s so important to be surrounded by love. I have met 
some amazing people with their own stories to tell and 
they have helped me find my way. I hope that by telling 
mine, it will help others in a similar situation find their 
way too. Oh, and I haven’t been put off the Christmas 24 
channel. I’ve watched a few films already this year, and 
they still make me smile.

The enormity of 
everything that I had 
been through hit me

Acute promyelocytic leukaemia (APL) 
is a rare sub-type of acute myeloid 

leukaemia (AML). You can download or 
order our free APL booklet on our 
website, or call us on 01905 755 977
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Receiving a cancer diagnosis, making decisions and 
coping with treatment can be all-consuming, and it is 
often only on completion of active treatment that one 
has time to reflect on what has happened and consider 
what it means for their future.

The chart on the next page visually represents a body 
of qualitative research which highlights that the period 
after active treatment can be potentially emotionally 
salient. People speak about the physical toll associated 
with undergoing cancer treatment and are focused 
on getting through it, taking it ‘one day at a time.’ As 
the chart demonstrates, people’s emotional wellbeing 
tends to remain stable throughout active treatment. 
However, upon completion of treatment, it seems to 
plummet for reasons mentioned above.  

People may be reluctant to express their concerns to 
health professionals lest they be seen as ungrateful.  
Family and close friends may have had time to 
process their loved one’s cancer diagnosis throughout 
the active treatment period, and therefore view its 
completion as a milestone, alongside a willingness to 
return to established routines prior to the diagnosis. 

The aim of ‘picking up where one left off’ before the 
cancer diagnosis is a real challenge for many people.  
There is an expectation that completing active 
treatment will bring a sense of relief and optimism, 
however, many people describe feeling insecure, 
isolated, fearful and an overall sense of vulnerability 
during this time. 

As contact with the medical team diminishes, there 
is an increasing uncertainty around who will answer 
questions about physical or emotional concerns, and 
whether it is safe to trust follow up appointments alone 
to detect new disease. Moreover, although the short-
term side effects of treatment have eased, treatment 
often leaves a legacy. Long-term side effects may 
include fatigue, cognitive changes, and permanent 
changes to body image and sexual function. Common 
concerns and questions voiced by people in the post-
treatment period can include: "How do I know the 
treatment worked and what does ‘worked’ mean?"; "I 
can’t trust my body anymore, it lets me down"; "I want to 
hear I’m cured but no one will say that".

For some, it can be difficult to adjust to life after treatment. Here, Dr 
Natalie Rooney, Principal Clinical Psychologist at West Glasgow Ambulatory 
Care Hospital, talks about supporting patients once treatment has ended.

FOCUS ON…SURVIVORSHIP

Survivorship: emotional 
adjustment post-treatment



Helpline 24-hour freephone 08088 010 444 17

What is being done to support patients post-treatment? 

Without an opportunity to discuss these 
feelings of unease with others who have gone 
through treatment, people can be left reeling 
from the experience and it can lead to a sense 
of disconnection from others, and impaired 
capacity for enjoyment. 

The period after completion of treatment is often 
complex and people can benefit from accessing 
community support, particularly those involving 
meeting others with lived experience of cancer, 
in order to reflect and process this transition. 
Services delivered through the Third Sector have 
a long tradition of embedding peer support 
within their programmes for people affected 
by cancer. These programmes are led by health 
professionals and serve to promote emotional 
adjustment after active cancer treatment 
finishes.

 

The development and roll out of a group intervention 
to support breast cancer patients with fears of 

recurrence. The programme is based on an Acceptance 
and Commitment Therapy (ACT) approach which is 

centred on increasing emotional acceptance of difficult 
psychological experience and encourages re-connection 

with or identifying new values. 

It has been found to be helpful with a range of medical 
conditions.  Given the inherent component of increasing 
tolerance for uncertainty, ACT could be of benefit for 

those experiencing fear of cancer returning.

In NHS Greater Glasgow and Clyde, there have been pilot projects with the aim of improving support for people post-
treatment. People’s stories tell us that group interventions can be an effective way to support emotional adjustment. 
Intuitively, discussing these concerns amongst others who have a lived experience of a cancer diagnosis and all that 

goes with medical treatments can be helpful in this process of adjustment.  

At Leukaemia CARE, we’re here to support you whether you’ve just been 
diagnosed, you’re undergoing treatment, or you’re in remission.

Our support groups and buddy support service can provide you with emotional 
support from someone who knows exactly what you’re going through.

To find out more, contact our Care Team on 08088 010 444.

Dr Chris Hewitt, Consultant Clinical Psychologist 
with the Beatson West of Scotland Cancer Centre, 
secured two-year funding under Transforming Care 
after Treatment (TCAT) programme to pilot a service 

offering cognitive rehabilitation to individuals reporting 
cognitive changes which were significantly impacting 

their day to day life.

It is hoped that the lessons learned from these pilot 
projects can inform how we deliver psychological 

support to individuals affected by cancer and support 
their emotional wellbeing throughout all stages of their 

cancer experience.

Dr Natalie Rooney 
Principal Clinical Psychologist
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Our Worcester Support Group began 
in the same way as many others: 
with a questionnaire. We wanted 
to know if there was demand for 
a group in Worcestershire, where 
Leukaemia CARE is based, so we sent 
questionnaires to hospitals in the 
region. From there, they were handed 
out to patients to get their feedback 
on a local support group.

When the questionnaires returned, it 
was clear that there was demand for 
a support group, so we went about 
setting it up. Leukaemia CARE HQ 
was an obvious choice of venue, and 
patients had voted in favour of an 
evening session from 7-9pm every 
two months.

The group had its first meeting 
in October 2012. The group 
members come from across the 
region, including Warwickshire, 
Gloucestershire and Ross. They have 
always specified that they would 
rather have interesting talks from 
topical speakers as they learn more 
from these, so at the beginning of 

Our Worcester Support Group launched in 2012 and is 
run by Zelma Hunt, our Care and Support Advisor, at 
Leukaemia CARE HQ. Here, Zelma shines a light on this 
close-knit and welcoming group.

each year I sit down with them and 
find out what they want to do for 
the year ahead. The ‘tea and chat’ is 
saved for when the session is over, 
and it’s normally quarter to ten before 
everyone leaves, as we all catch up 
on each other’s lives and progress. 
After six years, I’ve really got to know 
the members. We make sure the 
group isn’t all about diagnosis and 
illness, but instead focus on support, 
normality, and a bit of humour.

We’ve had numerous consultants 
from Worcestershire Royal Hospital’s 
Haematology department talk at the 
meetings, including Dr Shafiq, the 
consultant lead, a chronic myeloid 
leukaemia (CML) specialist, a 
myelodysplastic syndromes (MDS) 
specialist and a chronic lymphocytic 
leukaemia (CLL) specialist. 

The group is mixed in terms of 
haematological diagnoses, with 
leukaemias, lymphomas, essential 
thrombocythemia, and MDS. As a 
result, I try to get speakers who can 
cover the varying types of blood 
cancer, as well as topics like nutrition.

SUPPORT GROUP SPOTLIGHT

Worcester Support Group

You can find a full list of 
our support groups at: 

www.leukaemiacare.org.uk/
support-groups. Or, you can 
call the Care team on 01905 

755 977, or email them at 
care@leukaemiacare.org.uk

One speaker who’s always been a hit 
with the group has been Leukaemia 
CARE trustee and CML patient Kris 
Griffin. He’s a fantastic speaker and 
storyteller, and at a recent meeting 
a couple of new members said that 
Kris’ hilarious speech was just the 
tonic they needed to give them 
renewed strength to move forward.

Earlier this year, it was announced 
that the group had received a grant 
from ‘Carriers for Causes UK’ to fund 
a special evening. We’ve now teamed 
up with Red Hen, a Worcester cookery 
school, to host a ‘Masterchef’ style 
cookery evening, with tips on cooking 
for a neutropenic diet. We’re also 
planning to go to Hotel Chocolat for a 
‘lock-in’. 

I feel humbled at times during the 
meetings. Some members can walk 
in concerned, but after listening 
to speakers and talking to other 
members, it’s good to see them go 
home feeling uplifted. I admire their 
courage, and the ways in which they 
support one another. We simply 
provide a service that enables them 
to help each other.
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the Hammersmith were exceptionably kind and helpful 
and have been whenever I have visited the hospital, 
which I’ve done now for 16 years. 

So, I went on imatinib, which proved to save my life. I 
tolerated it well with only mild side effects, which was 
a bonus. The side effects included mouth ulcers, which 
I still get, swelling of my ankles, for which I went on 
diuretics for a time, as well as cramp. 

I feel very privileged to have been under such a 
wonderful team at the Hammersmith and now, 18 years 
on, I am in total remission and lead a full normal life. 
I went to support groups as well and found them very 
helpful, but as they were quite a distance I didn’t go very 
often. However, I think they are a wonderful idea.

I have three monthly check ups in Derby and return to 
the Hammersmith every six months. I am on 400mg 
imatinib daily. At the moment, I am having a slight 
problem with anaemia but when my dosage was 
reduced to 300mg my blood count increased. However, 
my CML count rose very slightly so I am now back on 
400mg and will see at my next consultation what has 
happened. I am very lucky that the CML was picked up 
in its early stages and treated with a new drug. Do not 
worry about going on a trial, it is the way forward. Here 
I am at nearly 79 living a full and normal life and very 
thankful for medical science.

My advice to all readers is don’t even think it is the end. 
Be positive, look forward with hope and a thankful heart 
for medical science and wonderful medical care. 

I class myself as one of the luckiest people in the world 
to have been in the right place at the right time. Good 
luck with your journey. 

In 1999, luck, good fortune or even fate meant that I was 
in the right place at the right time. I was working at the 
Nuffield Health Derby Hospital, on the administrative 
side, when as ‘perks of the job’ I was offered a Well 
Woman check-up. That changed my life.

I went in feeling fine and happy only for the doctor to 
ring the next morning and inform me that I had chronic 
myeloid leukaemia (CML). It was a shock. I didn’t 
have any symptoms before diagnosis and, in fact, felt 
particularly well! My immediate reaction was, "Okay, 
let’s get this sorted and get on with life for as long as I 
have left."

My husband was away at the time and so I had to wait 
48 hours to tell him the news. He was shocked, but 
then very calm and positive. Through his Rotary Club, 
he knew a haematologist, who he rang up and was told, 
"Bring	her	in	at	9am	tomorrow".•	

After blood tests and bone marrow samples, he 
confirmed the diagnosis. I was immediately put on 
medication with a daily injection. However, the drug 
was prone to make you depressed, and as I suffered 
from nervous problems and had a breakdown, it was 
not suitable. 

My consultant then said he wanted to put me on a 
trial at the Hammersmith for imatinib (Glivec), so an 
appointment was made and down I went. Professor 
Goldman saw me and agreed I should go on imatinib. I 
was too old for a stem cell transplant, which would have 
been another option.

The trial was very well organised and as stress free 
as possible, and as I had to travel from Derby for the 
treatment, that was an important feature. The staff at 

78-year-old Mary was working in a hospital in 1999 when a routine check-up 
revealed she had chronic myeloid leukaemia. 18 years later, Mary shares her 
experiences of the imatinib trial, and how she’s stayed positive.

INSPIRATIONAL STORY

Mary Brockington:  
Right place, right time

You can order our 
free booklet on 

chronic
myeloid leukaemia on 
our website, or call 
us on 01905 755 977
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Chemotherapy/radiotherapy

Some studies have shown that fatigue is caused by 
the body needing extra energy to repair and heal tissue 
damaged by treatment, as well as remove the build-up 
of toxic substances that are left in the body after cells 
are killed by treatment.  Fatigue is usually felt in the 
days right after each treatment, then decreases until 
the next treatment, but because it doesn’t completely 
settle the intensity of fatigue increases with each cycle.

If you are undergoing cycles of treatment, you will 
quickly learn when in your cycle you feel at your worst; 
these are the days you should plan to take things 
easier. You should listen to your body and learn when to 
stop, rest and understand your limits.

Anaemia

Most blood cancer patients will experience anaemia to 
some degree during their cancer journey. This can be 
directly related to the type of blood cancer you have, or 
as a consequence of the treatment you receive.  

What is fatigue?

Fatigue for cancer patients can be described as feeling 
tired, worn-out, heavy, slow, no energy or get-up-and-go. 
It is more than the usual tiredness after lots of work or 
exercise, or a bad night’s sleep, and it doesn’t go away 
with sleep or rest. It can make you feel both physically 
and mentally drained, making it hard to do everyday 
activities or concentrate on even the simplest things. It 
can also be debilitating to the extent that it decreases a 
patient’s quality of life, and can persist after treatment 
has finished.

Cancer treatments themselves, such as chemotherapy 
and radiotherapy, can cause fatigue, but fatigue is also 
a common symptom of cancer.

What causes fatigue and what helps to treat it?

Fatigue in cancer patients may have more than one 
cause. Indeed, it can be due to a combination of 
reasons, including the following:  

Fatigue is something experienced by all people, even when healthy. However, 
it is also the most common side effect of cancer treatment, and cancer 
related fatigue is different from fatigue that healthy people feel. Jane 
Nunnick, Senior Haematology Research Nurse is here to explain more and 
provide some tips.

FOCUS ON…FATIGUE

How to combat fatigue
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Oxygen is used by the cells in your body to release 
energy. It is carried from the lungs around your body by 
haemoglobin, which is found in red blood cells. If your 
haemoglobin level is low, your cells might not have 
enough energy, which in turn will make you fatigued.

Your medical team will be monitoring your blood counts 
and treating you with a blood transfusion if required. 
If you feel your energy levels are getting lower, or if you 
notice you are shorter of breath, let your doctors know 
in case you have become anaemic.

Poor appetite

The body’s energy comes from food. If you don’t take 
enough nutrition in, you won’t get enough energy out.  
Chemotherapy changes the way food tastes and can 
sometimes give you a sore mouth, which makes it 
difficult to eat. In addition, you may feel sick, be sick or 
even experience diarrhoea.

Nothing anyone can do will change the way food tastes; 
this will resolve with time. However, your doctor should 
be told if you are experiencing any of the other side 
effects as they can be dealt with using medications. 

Furthermore, trying to eat three meals a day can be off 
putting. Sometimes, eating little and often is easier 
if you are feeling sick or your appetite is low. Ask your 
doctor for some supplements if you know you are 
struggling to eat. Your weight will also be monitored 
closely at each clinic visit, so if you experience 
significant weight loss, you may be referred to see a 
dietician.

Anxiety and depression

The emotional stress of a cancer diagnosis, and the 
uncertainty that leads to that diagnosis, can cause 
fatigue, as can anxiety, fear and feeling low in mood. 
Often, it can be tricky to work out what came first, 
as fatigue can be a symptom of feeling very low, or 
depressed, and feeling fatigued can in turn make you 
feel down.

For some people, these difficult feelings can persist for 
a long time, sometimes even years, so it is important 
to seek help. Do not be afraid to tell your doctor 
or specialist nurse you are struggling mentally or 
emotionally. Voicing your fears, anxieties or concerns 
can very often be the first step in dealing with them. If 
needed, you may be referred to a counsellor or offered 
medication to help with anxiety and/or depression. 
Speaking to others that are going through, or have gone 
through, the same treatment can also help to know you 
are not alone.

Poor sleep

It’s common to have problems sleeping during and 
after treatment, particularly if your treatment involves 
staying in hospital. Ear plugs and an eye mask are 
useful things to have in hospital, and try sticking to the 
same routine you would normally at home.  

Medications may also be making you fall asleep during 
the day. Speak to your doctor if this is happening, as 
they may be able to prescribe an alternative drug. 
Likewise, steroids may be stopping you from sleeping 
because they make you more energetic. If possible, take 
these as early in the day as you can to avoid this from 
happening.

Night-time sleep remains the most important for your 
overall wellbeing, so limiting daytime naps is really 
important. If you need to sleep during the day, plan it for 
late morning or early afternoon, and limit to 45 minutes 
to avoid interfering with your night’s sleep.

It may be that you need a sleeping tablet for a few days to 
get you back into a normal routine, particularly if you are 
struggling to get to sleep.

Is there anything else I can do?

Surprisingly, yes! Exercise is probably one of the most 
recognised ways to improve levels of fatigue.

Exercise may feel like the last thing you want to do, 
however, it not only helps to reduce treatment-related 
fatigue, but also improves your physical strength, mental 
wellbeing and quality of life. This doesn’t mean everyone 
has to join the gym! Walking is the best form of exercise 
and costs nothing.

Start small, perhaps by walking to the end of the drive 
and back. Slowly increase how often you walk, then 
increase the distance you walk. It doesn’t have to be fast; 
that is the final hurdle, increasing how hard you work. 
Over weeks and months, you will increase your level of 
exercise and hopefully decrease your level of fatigue.

Jane Nunnick 
Senior Haematology Research Nurse

You can speak to a Nurse 
Advisor about fatigue on  

our help line. 

Our nurse is available 
Wednesday and Friday 
evenings, 7:30-10:30pm. 

Just call 08088 010 444.

You should listen 
to your body and learn 
when to stop
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Clinical trials are part of medical 
research, and their purpose is to 
discover if a new treatment or 
procedure is safe, has side effects, 
or is more effective than the current 
treatment. In this issue, we will focus 
upon one current study that is for 
patients who require treatment for 
chronic lymphocytic leukaemia (CLL). 
If you are interested in taking part in 
a clinical trial, your consultant and 
specialist nurse will discuss some of 
the options for you.

What is the study? 

The study is for patients who have 
CLL and who have not received 
any prior treatment. The trial is 
called FLAIR, and is a Phase 3 study 
comparing a drug called ibrutinib 
alongside rituximab (IB). The 
standard treatment is fludarabine, 
cyclophosphamide (chemotherapy) 
with rituximab (monoclonal targeted 
therapy). This study is being carried 
out in around 100 hospitals in the UK 
and is expected to take 12 years to 
complete. 

Our Nurse Advisor, Angela has years of experience 
in clinical trials, and she’s here to discuss an ongoing 
trial for chronic lymphocytic leukaemia patients known 
as FLAIR.

CLINICAL TRIALS

Clinical Trials: a focus  
on FLAIR

The FLAIR trial has recently been 
updated, and will now include a new 
treatment option called venetoclax, 
which is currently being assessed in 
other clinical studies. Patients who 
choose to participate and are eligible 
to enter the study will be randomly 
selected (by computer) to receive one 
of the four treatment options.

Not all patients will be able to enter 
the study; your doctor will discuss 
this with you. One of the questions 
that patients sometimes ask about 
random treatment selection is: 
Will I know which treatment I will 
be receiving? Patients who are 
randomised within the study will be 
told which treatment they will have. 

What treatments are involved? 

The treatments that are being 
studied in this trial include: 

Chemotherapies

- Fludarabine 
- Cyclophosphamide

This treatment is given for a total of 
six courses. Each treatment cycle 
lasts for five days and the treatments 
are repeated every four weeks. Your 
blood counts will be monitored and 
your doctor will explain if we need to 
delay any treatments if your blood 
counts are too low to go ahead. 
Usually, this trial treatment is given 
in tablet form.

These treatments are also given 
alongside rituximab, which is 
a biological therapy called a 
monoclonal antibody. This is given 
as an injection, which will take some 
time to deliver. Patients will need to 
attend day care unit for this drug to 
be administered. 

This combination of treatment 
is called FCR. It is the standard 
treatment and is option one in the 
trial.

Biological Therapy

- Ibrutinib 

Ibrutinib is a biological therapy called 
a cancer growth blocker. It works by 
stopping signals that cancer cells 
use to divide and grow. This is given 
as a tablet and you will need to take 
three capsules every day for up to 
six years. You may stop and restart 
depending on your blood tests and 
how your CLL is responding to the 
treatment. Your doctor will explain 
this before and during the study.

This will be given in combination with 
rituximab (an injection given at the 
hospital). This combination is called 
IB, which is option two.

The next option of treatment that 
is available (option three) is that 
patients will receive ibrutinib alone 
without any combination treatment. 

This study is 
expected to
take 12 years 
to complete
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  For further information regarding the FLAIR trial, please speak to your 
Consultant or specialist nurse.

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

Again, this is given as a daily 
medication of three capsules each 
day for up to six years. You will need 
to attend clinic for your first course, 
and following this, you will be able to 
take ibrutinib at home. You will need 
to attend clinics regularly to see your 
doctor, who will monitor your blood 
tests.

Venetoclax

Venetoclax is another type of 
biological therapy. It works by 
blocking the functions of a protein 
found in CLL cells, and this causes 
these cells to die. This therapy is a 
new treatment addition to the FLAIR 
trial. The drug is currently being used 
and assessed in other studies for CLL 
for those patients who have already 
had treatment previously. 

We are now looking at the benefit of 
venetoclax being used as first line 
therapy and comparing the benefits 
against the other three treatment 
options. 

Venetoclax is taken as a tablet and 
the dose will be gradually increased. 

Once you are receiving the highest 
dose, you will be taking four tablets 
each day. For the first day of each 
increasing dose, you will need to be 
admitted to hospital. This is so your 
blood tests can be closely monitored. 
Once you are on the highest dose, you 
will be able to take these tablets at 
home.

This treatment will be given along 
with ibrutinib and is treatment 
option four. It is called I+V. 

Your Doctor and specialist nurse will 
explain how the combination will be 
given and how many hospital visits 
you will need to attend.

What tests are involved?

During the study, we will need to 
take some blood and bone marrow 
samples, regardless of the treatment 
option that you will receive. 

These are called trial specific tests 
that will be completed to monitor 
your progress during the study. 
These tests are in addition to your 

We are now looking 
at the benefits of 

venetoclax being used as 
first line therapy

normal blood samples that will be 
required prior to each course of your 
treatment. 

These tests will include:

Minimal Residual Disease (MRD): 
everybody who is diagnosed with 
CLL will have detectable levels of CLL 
in their blood and marrow before 
starting treatment. This is known 
as MRD. These blood tests will be 
taken to measure these CLL levels 
throughout the trial. 

CT Scans: patients who participate in 
this trial will be required to have CT 
scans at certain time points during 
the study. 

All of the trial tests are necessary to 
monitor your progress and response 
to the treatment options. During your 
clinic appointment, a full discussion 
about this study will be provided by 
your Consultant and specialist nurse. 
You will also be provided with some 
information to take away to read with 
your family and friends



If you’d like to attend any of our conferences, get in touch:

Phone: 08088 010 444
Email: care@leukaemiacare.org.uk

Young People Against Blood Cancer 
Info Day and Nurse Study Day
When: 23rd September, 9am – 5:20pm
Where: Crowne Plaza Kensington,  
100 Cromwell Road, London, SW7 4ER
Price: Free for patients, carers and nurses

In partnership with Trekstock, this info day is for young 
people and their families who have been affected by blood 
cancer, and will also include a study day for nurses in the 
morning.

Palliative Care: The Hidden Challenges 
in Haematology Nurse Study Day
When: 17th November, 10am - 4pm
Where: Crowne Plaza Kensington, 100  
Cromwell Road, London, SW7 4ER
Price: £45pp

Join other medical professionals at our study day as we hear 
talks on palliative care services and issues, end of life care, 
and much more.

Portsmouth Patient and  
Carer conference

When: 10am – 4pm
Where: Portsmouth University.

In partnership with Lymphoma Association, this conference is 
open to anyone affected by a blood or lymphatic cancer.

Our Conferences


