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My 10-year
anniversary
September 2021 marks 10 years
since Nigel was diagnosed with
chronic myeloid leukaemia
(CML). Since then, Nigel has
worked tirelessly to support his
fellow patients.
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Hello,
Welcome to our Autumn edition of Leukaemia Matters!
September marks Blood Cancer Awareness Month and we’re back with
our Spot Leukaemia campaign raising awareness of leukaemia and its
symptoms. Find out how you can get involved in this year’s activities on page
4.
We also have two patient stories from Tom Kerton and Nigel Deekes. Tom was
diagnosed with acute lymphoblastic leukaemia (ALL) on World Leukaemia
Day, 4th September. Now in remission, he’s sharing his story for the big day.
We then have Nigel, who has chronic myeloid leukaemia (CML) and is
celebrating his ten-year anniversary this September. Read his story on page
10.
Lastly, in this issue you’ll find a whole host of informative articles, including
a piece on the realities of working with cancer, planning ahead for the future,
and a salient article from leukaemia patient Jamie Woods on post-traumatic
stress disorder.
If you’re reading this issue in a hospital or GP surgery, you can sign up to
receive your own free copy of Leukaemia Matters magazine. Just call 08088
010 444, or go to: bit.ly/LCCommunicationPreferences.
See you next time!

Chris Matthews-Maxwell
Chairman

Keep up with the latest news and patient stories online. You can find us at: www.leukaemiacare.org.uk
/LeukaemiaCare

/leukaemiacareuk

/LeukaemiaCareUK

Leukaemia Care News
Catch up on the latest news from Leukaemia Care.

Our Hardship Fund is depleted could you help?
Our Financial Hardship Fund
provides grants of up to £200
for essential living costs to
patients and families affected
by leukaemia, myelodysplastic
syndrome (MDS) or
myeloproliferative neoplasms
(MPNs).
We’ll fund:
•

•

Travel expenses such as bus
tickets, train tickets, fuel, car
maintenance, parking fees
and taxi fares.
Food costs associated with
a neutropenic diet, eating
a high-calorie diet to avoid
weight loss or simply coping
with normal food costs on a
reduced income.

•

Utilities such as gas,
electricity, or water.

•

Internet access.

However, we have been
overwhelmed with applications
in the past year, and our fund
has now been depleted. Each
year, we spend £50,000 in giving
one-off grants to those who have
been financially overwhelmed by

leukaemia. That’s why we’re trying
to raise another £50,000 with
our Step Out for Spot Leukaemia
challenge to allow us to help more
people than we ever have before.
We’re asking our supporters to
run or walk a distance of their
choosing so we can give out even
more grants to those in need.
Turn to page 30 to find out how
to get involved in our challenge
and raise money for our Hardship
Fund.

and opportunities to support
us are accessible to people
regardless of their background.
The survey has 18 questions
and will take approximately 10
minutes to complete. We will then
report on the results of the survey
online, in our monthly newsletter
and right here in the next edition
of Leukaemia Matters.
Fill in the survey here: https://bit.
ly/LC2021Survey.

When our Hardship Fund becomes
available again, hopefully in the
not-too-distant future, you can
apply by going to: https://bit.ly/
HardshipFundLC or call 08088
010 444.

If you have any questions about
this survey, or you’d like to be
sent a paper copy to complete,
please email communications@
leukaemiacare.org.uk or call
01905 755 977.

Tell us what you think!

Order your Christmas cards now

We need your feedback so we can
continue to improve as a charity
and provide the support you need.

Before we all know it, Christmas
will be upon us, which is why our
Christmas cards are now ready to
order! Head to page 30 to see the
designs and to place your order.

You can give us your feedback
by filling in our annual survey.
This survey is anonymous, and
your feedback will be used to
improve our services including
our approach to fundraising. We
also ask some questions to help
us discover if Leukaemia Care is
reaching a diverse audience, so we
can make sure that our services
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For more information, you can
contact the team on 08088
010 444, or email support@
leukaemiacare.org.uk.

SPOT LEUKAEMIA

Help to Spot
Leukaemia this
September
September is Blood Cancer Awareness Month, and this year at Leukaemia
Care, the Spot Leukaemia campaign has returned to raise awareness of
the signs and symptoms of leukaemia. Find out how you can get involved.
Leukaemia is the 12th
most common cancer in
the UK and the 13th most
common cancer globally.
There are around 10,100
new leukaemia cases in
the UK every year: that’s
28 every day. And since
the early 1900s, leukaemia
incidence rates have
increased by 17% in the
UK. However, despite the
increasing incidence rates,
awareness of leukaemia
is dangerously low, and
the vagueness of the signs
and symptoms makes it
difficult to spot.
On top of this, the COVID-19
pandemic has seen a drop
in urgent cancer referrals
by 25% and has likely
negatively impacted early
diagnosis rates.

Take Nigel Deekes, whose story
we’ve featured in this magazine:
Nigel is celebrating 10 years
since his diagnosis of chronic
myeloid leukaemia (CML). He
said, "I truly believe that my
early diagnosis has meant that
my journey has been that much
easier."

We need Spot Leukaemia
more than ever.
We must raise awareness
of the signs and symptoms
of leukaemia to ensure that
patients are getting an early
diagnosis to help improve their
outcomes post-diagnosis,
especially during a time where
it’s difficult to access healthcare
services.
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Then there’s Laura McLoughlin,
who was diagnosed on 4th
September 2019 – World
Leukaemia Day. We featured
Laura’s story in the Summer
issue of Leukaemia Matters, and

she’ll also be taking part in this
year’s World Leukaemia Day.
Laura was diagnosed with CML
just like Nigel. She said, "The
Spot Leukaemia campaign is
hugely important. I had several
symptoms of leukaemia but
I had no idea what they were.
Maybe if I’d seen more about
the symptoms in the media and
online, I would have gone to my
GP much sooner."
At diagnosis, Laura had 100%
leukaemia cells in her blood.
She was losing weight and
starting to feel very unwell.
Thankfully, Laura was diagnosed
before it was too late, but not
all patients - especially those
diagnosed with an acute
leukaemia, who are also much
more likely to be diagnosed in an
emergency – can say the same.
We want to ensure all patients
are diagnosed as early as
possible, and that’s where Spot
Leukaemia comes in.

So, what do we have
on for Blood Cancer
Awareness Month?

SPOT LEUKAEMIA

Collaboration Corner
World Leukaemia Day

and vaginal). Overlapping
symptoms can include a heavier
than usual menstrual flow,
abnormal uterine bleeding,
uncharacteristic bleeds midway
through a menstrual cycle, and
spotting after menopause.

"I had an awful, heavy
period, which I put down
to the menopause."

Globally, over 437,000 people
are diagnosed with leukaemia
each year: that’s over 1,000
people every day. We must try
to raise awareness of the signs
and symptoms internationally
as well as nationally. So, in
collaboration with CMLAN,
CLLAN, and ALAN, we’re bringing
you World Leukaemia Day for the
second year in a row on the 4th
of September. World Leukaemia
Day is the one day of the year
people worldwide can come
together to help raise awareness
of leukaemia. We need your help
in reaching people across the
world so that everyone can spot
leukaemia. There are quick and
easy ways to get involved, no
matter who you are or where you
are from.
•

Use the hashtags #WLD21
#WorldLeukemiaDay to
share your leukaemia story.

•

Share and retweet our
infographics.

•

Share a Spotty Selfie of you
in your best spotty attire.

Join us for our webinar
with The Eve Appeal and
Bloody Good Period
Not Just a Bloody Period
There are specific symptoms
related to the menstrual
cycle for leukaemia and
gynaecological cancers
(specifically womb, cervical

These symptoms aren’t spoken
about enough, and many
individuals who menstruate
don’t realise these signs are
significant and delay seeking
medical help. Talking about the
menstrual cycle is seen as taboo,
so many individuals are not
taught to know their flow and
don’t know what’s ‘too heavy’ or
‘irregular’ for them!

So, join us at 7pm on the 21st of
September! There will be a Q&A
at the end, so feel free to ask
the panel questions. Keep your
eyes peeled on our social media
for an announcement of the
panel members - we have some
exciting guests!
You can find us all on
Instagram:
Leukaemia Care: 			
@leukaemiacareuk
The Eve Appeal: @eveappeal
Bloody Good Period: 			
@bloodygoodperiod
Look out for Bloody Honest
(@bloodyhonest) on Tik Tok
and Instagram! Kathryn will
be sharing informative and
educational videos during
September in the lead up to our
webinar.

Raising awareness in the
65+ community with OPAAL

So, this September, we’re
teaming up with Bloody Good
Period and The Eve Appeal
to raise awareness of the
relationship between the
menstrual cycle and symptoms
of cancer. We’ll be co-hosting
a webinar on the 21st of
September to bring you a panel
of menstrual experts, healthcare
professionals, and patients
with lived experience to talk
about all things ‘taboo’. We hope
to encourage conversations
about menstruation and equip
individuals who menstruate to
recognise changes and when
they should see a GP. We want
every individual to know their
normal and to get abnormal
bleeding checked!

From September 1st to
September 8th, we’ll be doing
a social media takeover on
OPAAL’s Facebook page: @
OpaalTogether. OPAAL will be
sharing patient stories from
the 65+ community, and we’ll
be helping OPAAL’s audience
recognise the signs and
symptoms of leukaemia.
Did you know there are
symptoms of leukaemia that
are more common in the 65+
community?
•

Fatigue

•

Bruising or bleeding

•

Swollen lymph nodes

•

Feeling weak or breathless

•

Fever

•

Weight loss

Helpline freephone 08088 010 444

5

SPOT LEUKAEMIA

Participate in our Spot Leukaemia challenge
We’re launching a spotty challenge on 1st September to get YOU involved in Spot Leukaemia. With
prizes to be won and different levels to complete, you can choose to participate as little or as much as
you want and still be crowned a winner. However, the individual who does the most creative and boldest
thing to raise awareness for Spot Leukaemia will win the biggest spotty surprise! Help us to raise
awareness of the signs and symptoms of leukaemia.
You can choose to be a Spotty Sidekick, Spotty Star, or Spotty Superhero! Find out more here:
www.spotleukaemia.org.uk

Spot Leukaemia
locally
Help to shine a ‘spot’light
on leukaemia
Blood Cancer Awareness Month
will kick off with landmarks and
buildings lighting up red across
the UK for World Leukaemia
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Day, showing their support for
leukaemia patients all across
the world. These buildings
will also act as a beacon to
improve public understanding of
leukaemia and its symptoms!
If you see any of the buildings
lit up, don’t forget to post your
photos on social media using

the hashtags #SpotLeukaemia
and #Spotlight.

Raising awareness in care
homes
Each year, almost 4 in 10 (38%)
of all new leukaemia cases in the
UK are diagnosed in people aged
75 and over. Care home staff
are often in an ideal position

SPOT LEUKAEMIA

to spot leukaemia in the 65+
community. So, we’ve developed
a leukaemia awareness course
for care home staff and are
distributing it for free to care
homes all over the UK.
This course will raise awareness
of the signs and symptoms of
leukaemia and encourage staff
to watch out for early warning
signs. Each staff member
will receive a certificate for
completing the course, and care
homes where all staff complete
the course will receive a
‘Leukaemia Aware’ accreditation.
Early diagnosis saves lives!

This year, we’re introducing our
live spotty social media wall. Use
the hashtags #SpotLeukaemia
and #WorldLeukemiaDay to see
yourself on our wall.

How can you get
involved in Spot
Leukaemia?
Shout about the campaign
on social media!
•

To access the course, go to:
https://leukaemiaelearning.
org.uk

What’s spotty on
social media?

•

Share your Spotty Selfie
to show your support in
September. If you send us
your selfie before World
Leukaemia Day, you’ll
be included in our World
Leukaemia Day collage and
live Tweet Wall.

•

Use our Instagram GIFs: a
personalised spotty GIF for
your Instagram stories.

Leukaemia Chatters
In our special Spot Leukaemia
episode of Leukaemia Chatters,
we welcome STV Entertainment
News reporter Laura Boyd. Laura
was diagnosed with chronic
myeloid leukaemia (CML) over
ten years ago, but she has done
her best not to let her illness rule
her life. Instead, she became an
entertainment reporter at STV,
interviewing stars such as Chris
Pine and George Clooney.
Be sure to look out for our
podcast episode with Laura
on Leukaemia Chatters.
Listen wherever you get your
podcasts, or go to http://bit.ly/
LeukaemiaChattersPodcast.

Spot the Difference:
Share your own before
and after images for
#SpotTheDifference. We
want the public to know
that you can look both ill
and healthy at the time
of a leukaemia diagnosis.
That’s why it’s even more
important to look out for the
symptoms!

•

Use our Facebook frames: a
personalised spotty frame
for your profile picture.

Organise a spotty
fundraiser

Find out more at www.
spotleukaemia.org.uk.

Step out for Spot
Leukaemia

10,000 people are diagnosed with
leukaemia in the UK each year,
and they all need our support.
This Blood Cancer Awareness
Month, join our Spot Leukaemia
campaign and step out for
everybody who has been affected
by a blood cancer diagnosis.
We’re asking you to walk or run
to raise vital funds for leukaemia
patients.
Joining our Step Out challenge is
free; all you need to do is set your
distance and ask your friends
and family to sponsor you. Once
signed up, you’ll have your very
own fundraising page, support
from the Leukaemia Care team
and a medal upon completion if
you raise £50 or more – but there
are other exciting goals along
the way too.
All funds raised from this
challenge will go towards
replenishing our Financial
Hardship Fund, which provides
grants for those financially
overwhelmed by leukaemia.

#SpotLeukaemia
Social media is turning spotty
again to spread the Spot
Leukaemia message. We have
videos and graphics that
will all be shared throughout
September. Also, don’t forget to
share and retweet our posts and
patient stories!

Why not get loved ones to
sponsor you to run a marathon
in spotty clothing throughout
September? Or maybe you could
bake some spotty cakes and
deliver them to the doorsteps of
friends or family?

To show your support this
month, why not hold a spotty
fundraising event with your
family, friends, or work
colleagues? Virtual or in person!

Join in here: https://stepout.
givepenny.com/
You can find out more about
this challenge on page 29.

Helpline freephone 08088 010 444
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Advocacy Area
In this issue’s Advocacy Area, we’re taking a deep dive into one patient’s
experience of a brand-new treatment. Corrina Dolso is in remission from
acute myeloid leukaemia (AML) thanks to venetoclax. Here, she talks
about how this new drug has helped to put her in remission when other
treatments couldn’t. All views expressed here are Corrina’s own.
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I was diagnosed with acute
myeloid leukaemia (AML) in
March 2019 after feeling unwell
for a few weeks. I came down
with a bad case of flu which
everyone around me also had
at the time, although instead
of recovering after a couple of
weeks I seemed to be getting
worse, with extreme fatigue and
dizziness. I had to take naps in
the afternoon so I could stay
awake long enough to cook
dinner for the kids. I also noticed
my gums were bleeding, the
lymph nodes in my neck were
swollen and I had some large,
swollen bumps on my legs,
along with several bruises. I
visited my GP a few times, who
initially thought it was a virus,
before I was finally given a blood
test. The following day, I was
admitted into hospital to begin
treatment for acute myeloid
leukaemia (AML) at St Bart’s in
London. I had no time to even
find out about the disease, and
the whirlpool of confusion and
information surrounding us at
the time was really disorienting,
especially as I had to organise
my children and work on top
of taking in the shock and
processing the months of
treatment that lay ahead.

Australia as my stem cell
donor. She spent a month here
preparing for the transplant,
leaving her young children
at home, and unexpectedly
a couple of weeks before the
transplant I was told that
antibodies had flared up in my
blood making us incompatible.
It was like a very bad joke, and
sadly a trial plasma exchange
to remove the antibodies was
unsuccessful and the transplant
was called off the day they were
harvesting my sister’s cells.

My treatment turned out to be
quite complicated, and after the
initial two rounds of induction
therapy in hospital there was
still residual disease and
therefore, I needed an even more
intensive round of chemo. I was
still minimal residual disease
(MRD) positive after that, and
my sister was flown over from

Venetoclax was basically an
experiment, and I was the
first patient at St Bart’s to
receive it for AML. I was offered
a combination of venetoclax
and low dose cytarabine as a
bridging chemotherapy buying
time whilst we searched for
another donor. The last round
of intensive chemotherapy had
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left me in a pretty bad physical
state and my team wanted to
try something which would
leave me in better condition
for a possible transplant as
it is a targeted therapy. Soon
after starting the venetoclax,
there was a generous donor
drive from family, friends and
colleagues. However, I was told
a compatible donor would be
unlikely due to my rare tissue
type. It was a particularly bleak
time for me and my family; I
started suffering crippling panic
attacks and had emotions I
had never experienced before. I
didn’t want to give up hope, but
I also couldn’t believe what was
happening to me.
However, after about a month on
venetoclax I was MRD negative
with no evidence of disease in
my marrow. My team decided
that I should continue taking

ADVOCACY AREA

this drug as a sort of long-term
consolidation therapy for 12
months. I was responding
very well to the treatment and
decided to continue for the
suggested 12 months, although
funding was rejected and we
eventually had to self-fund.
Whilst on the venetoclax and low
dose cytarabine regime I was an
outpatient and administered the
drugs myself. I took six tablets
a day and injected myself with
the cytarabine for 10 days a
month. Overall, I felt pretty well,
although sometimes a bit tired
and the cytarabine did make
me feel quite nauseous at
times, especially as the months
went on. The other weeks in the
month, I had no side effects. I
just paced myself and made
sure I got enough rest when
I needed it. I visited my local
hospital every week to check my
blood counts and took GCSF if I
needed to boost my neutrophils.
It was a long time on the
regime; however, compared to
the brutal intensive treatment
I had been through and long
list of excruciating side effects,
complications and trauma,
this felt very mild. My hair even
started to grow back. The best
part was that I was able to be
at home and be a mother to my
boys. I could do normal things
like see friends, the school
run, housework, go shopping,
exercise and even go on short
holidays. I didn’t go back to work
whilst on the treatment as I
work in schools and the risk of
infections was still a concern,
but my quality of life was very
good compared to being in
isolation for months in hospital.
As far as I know I am still in
remission nearly one year on
from stopping venetoclax. This is
of course brilliant news! I don’t
know what would have happened
to me by now if I had not decided
to take this experimental
approach - it is too terrifying
to think about. AML is such a
sudden and completely lifechanging disease which upturns
your whole world. Initially,
spending those months in

hospital over 70 miles from my
family was extremely difficult for
me and for my husband who had
to look after our boys and run his
business. Being on venetoclax
was a totally different experience
which was not as disruptive
and didn’t feel as destructive or
harsh on my body.
I can only hope that I stay well,
and I continue to live my life.
I know that I am being closely
monitored with bone marrow
aspirations every three months
and regular blood tests. I am
extremely grateful to my team at
Bart’s who have been so brilliant
and supportive.
I am beginning to learn more
about the trialling and approval
process which seems very long
and even political at times. I
read a lot about new treatments
in other countries which are
often being used more widely. I
completely understand the need
for stringent testing and proven
results; however, for patients it
would be better if we could also
speed up the process of approval
and look at other ways to make
them more accessible for people.
AML in particular has recently
had a surge of new treatment
options which are much
needed to update the very old
chemotherapy options which
have been in use for decades. It
is obviously extremely important
for patients to have access to
new treatments as they are
saving and prolonging lives,
whilst giving patients a better
quality of life.
I really hope that my story
and experience can help
raise awareness of the new
treatments which are coming
through and also help the
decision makers to make
these types of regimes more
readily available to people.
It goes without saying that
it is important to have more
options available for people
who have complicated disease
presentations. It is also bad
enough having to endure the
treatment of blood cancer
without the added burden of

having to fund it yourself, and
I hope that other families are
not faced with these sorts of
obstacles.
Thanks to Leukaemia Care for all
their work in raising awareness
and their patient advocacy work,
which means that more of these
new treatments could become
available sooner, giving hope
before more lives are lost to this
extremely dangerous disease.

What are Health Technology
Appraisals and how do they
work?
A Health Technology Appraisal
(HTA) involves working with
bodies such as the National
Institute of Clinical Excellence
(NICE), the Scottish Medicines
Consortium (SMC) and the
All Wales Medicines Strategy
Group (AWMSG) to ensure that
the views of patients are taken
into account when making
decisions over access to drugs
and treatments.
A key area of our work involves
representing the interests
of patients during HTAs to
assist in making drugs and
treatments available for blood
cancer patients. We aim to
represent the views of blood
cancer patients in all relevant
HTAs throughout the UK.

Thanks to patients like Corrina,
more and more life-saving
treatments are becoming
available to leukaemia patients.
We’ll continue to advocate for
many of these new treatments
and push for their approval.
Our Advocacy team are always
available to answer your
queries on new and upcoming
treatments for leukaemia. To
speak to them, call 08088
010 444, or email advocacy@
leukaemiacare.org.uk.

Helpline freephone 08088 010 444
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INSPIRATIONAL STORY

Nigel Deekes: my
10-year anniversary
September 2021 marks 10 years since Nigel was diagnosed with chronic
myeloid leukaemia (CML). Since then, Nigel has worked tirelessly to support
his fellow patients. Here, he reflects on the last decade.
I was diagnosed, as many
patients are, by accident.
In hindsight, I should have
thought about the signs before,
which for me were weight loss,
tiredness and night sweats.
However, as many people do,
with many illnesses, I put these
down to life, sport and summer
months. It wasn’t until I had
problems with my vision that
I thought something might be
wrong.
20 years ago, I’d suffered with
a detached retina for no reason
at all. I was in the garden, stood
up and my eye literally went
‘pop’. Over the course of a few
days, I began to lose vision in my
eye, but eventually the problem
was fixed. So, when I began to
experience the same problems
with my vision, I took myself to
the eye hospital, thinking I had
done something to my retina
again. What I didn’t know was
that these visual disturbances
were due to the thickening of my
blood.
Would I have gone to the
eye hospital if I hadn’t had a
detached retina previously? No,
I don’t think I would have, but
I’m glad that I did. I saw a few
specialists at the hospital and
was there for a few hours, and
then on the way out a quick
blood test was taken.
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The next morning, I had
messages asking me to ring the
hospital. They rang me again,
early, before the department
opened, and I was told to get
to the hospital. I didn’t give a
thought to the department I was
going to; I just assumed I would
be told something was wrong
with my eye. But when they said
they’d had the blood results
back, and I had leukaemia –
chronic myeloid leukaemia
(CML). To say it was a shock
would be putting it mildly.
Since my diagnosis 10 years
ago, things have remained very
stable for me health-wise. I have
been fortunate to remain very
well throughout my treatment,
meaning that I have been able to
work full time running my own
business, as well as maintaining
a normal life and activity,
socialising, and keeping fit by
way of playing squash two to
three times a week. For me, once
I was past the initial shock and
treatment stage, my CML settled
down to be something that I live
with without any real issues on a
day-to-day basis.
However, those first couple
of years, as they are for most
patients, were the most difficult
by way of adjusting to the
illness, particularly in the first
few months. I was a relatively
slow responder to treatment;

however, 10 years on, my levels
are at a near undetectable
point. Indeed, I have decided
to attempt treatmentfree remission on my 10th
anniversary this September.
Early diagnosis, undoubtedly,
is paramount, particularly with
CML as a late diagnosis means
that the treatments potentially
become less effective or harder
to retain. As with most things
in life, it is always best to "nip
things in the bud" at an early
point.
Whilst by no means am I a
person who visits the doctor on
a regular basis, I am also not a
person who buries my head in
the sand. If I have a potential
health concern - for example
with my vision, which I felt was
a transitory problem - I still
took medical advice. I am very
pleased that I did as I truly
believe that my early diagnosis
has meant that my journey has
been that much easier.
For that reason, the Spot
Leukaemia campaign is
extremely important. It gives
both doctors, medical teams
and the general public an
opportunity to become more
aware of the signs of leukaemia
and hopefully means they
will seek medical advice, or
recognise the signs early on.

With thanks to Stuart Myers of
www.stuartmyersphotography.co.uk
for the photography.
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For me, my diagnosis of
leukaemia has not really had
an impact on my mental health.
I did not wake up that first
morning and see the grass being
greener, the sky being bluer. I
did at that time, and do now,
take this as a positive about
my life in that I did not feel
changes needed to be made to
the life I was leading, both in an
enjoyment aspect or work.

concern, and so is reaching the
goals that are set. However, once
more, hindsight has proved to
me that this is much, much
less important than we feel or
understand. With CML, progress,
be it fast or relatively slow, is
still fine as long as it is progress
towards the goals that we have
to achieve – anything that
enables us to lead a normal or
near-normal life.

It is, in my view, important to
ensure you share your diagnosis
if you can, although I appreciate
for everyone this is not possible.
The support of family, friends
and your treatment team is
of paramount importance, as
is speaking to other patients.
Indeed, approximately 12
months after my diagnosis, I
set up a Facebook group for
CML patients (CML UK). This I
know has been a massive help
to literally thousands of fellow
patients, and their families that
have joined us. Some patients
comment and ask questions
regularly, others sit in the
background, read and absorb
information. Either way, everyone
is welcome.

During my 10 years, things
have changed significantly.
The treatment goals that CML
patients have to reach have
reduced in their time. This
perhaps is due to there now
being more, and stronger,
tyrosine kinase inhibitors
(TKIs) available, and of course
the growing knowledge of
our treating teams. When
I was diagnosed, under
no circumstances should
patients consider starting
a family, but this is now not
the case. Similarly, under no
circumstances could patients
stop treatment, and once more
this is now no longer true, so
long as you have the backing of
your treatment team.

Particularly in the early days,
your treatment is of massive

I am truly shocked and upset by
the lack of access to monitoring
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and even diagnosis in some
countries, as well as the access
to treatment around the world.
We are so fortunate in the UK to
have the NHS, and access to all
five TKIs that are available free
of charge to patients; our work
within the international CML
community has shown me this
most certainly is not the case
around the world.
However, remember: CML is not
a race. If you are not the fastest
responder, or do not reach the
very deep depth of response
some do, it really does not
matter so long as you hit the
goals set by your team. Just take
your time to settle into the new
norm.
You can join Nigel’s Facebook
group for those affected by
CML by searching for ‘CML UK’
on Facebook.

It’s not too late to get involved
in our Spot Leukaemia
campaign! Share your story
online by using the hashtag
#SpotLeukaemia, and help
raise awareness of leukaemia
and its symptoms.

Why should I attend
a support group?
To some, the words ‘support
group’ can conjure the image
of a dingy community space,
a circle of plastic chairs, and
gloomy topics of conversation.
We want to dispel these myths.
For decades, we’ve been
hosting support groups for all
those affected by blood cancer.
Whilst our support groups
have moved online in the
last year due to the COVID-19
pandemic, they’re still going
strong. We’ve enjoyed seeing
new and old faces in our virtual
groups as we’ve gathered on
Zoom for a chat, a Q&A with
an expert, and many other
exciting activities.

So, why should you
attend a Leukaemia
Care support group?
First, let’s hear why Liz
Parkinson attends:
"I was hesitant to go to the
support groups at first. I had
accompanied friends and
family members to a few
similar meetings related to
their various health issues;
I didn’t need the negativity I
had found at some of those
meetings.
"I joined a couple of groups
about chronic lymphocytic
leukaemia (CLL) on social
media, and they were OK. A lady
told me about my local group
with Leukaemia Care and
invited me along.
"I mustered up the courage
to go, and I was pleasantly
surprised at what I found. A
dozen or so people sat around
in a nice room with cups of tea,

and a speaker. I felt welcome
and comfortable, and I enjoyed
meeting the other people. I now
go to every meeting. Jessica,
from Leukaemia Care, has
found some excellent speakers,
very relevant to people with
CLL. I have learnt so much
about CLL, and about how to
live with it.
"During lockdown, I can’t put
into words how helpful it was
to be able to talk to other
people with CLL who were
shielding, and who understood
the issues we were all facing.
Meetings were on Zoom, and
they may still be when you are
reading this.
"I am glad I got the courage to
attend that first meeting. Why
not see if you feel the same
after your first meeting?"
Liz was hesitant to attend a
support group for the same
reasons we listed at the
start of this article, but we
understand you might have
other apprehensions. Here, we’ve
myth-busted some of the more
common reasons:

Myth: I will have to share lots
of personal details about my
diagnosis/treatment.
Reality: There is no need to

share anything personal, and
most support groups have at
least one person who just likes
to listen to others. You will not
be pressured to contribute.

Myth: Support groups are all

about emotional support and I
don’t need that.

Reality: Although emotional

group, our meetings are full
of practical tips and often
involve hearing from a range of
speakers. Emotional support
is more a focus of our helpline,
counselling fund and hospital
support workers.

Myth: Everyone will know more
about blood cancer than I do. I
don’t want to look stupid.
Reality: Peer support is the

best part of our support groups.
You will be joining a group
of people who have had very
similar experiences to you, and
who are often great at giving
advice. You can learn so much
from those who have been in the
same position as you.

Myth: Everyone else in the
group might know each other
already. I don’t know anyone.
Reality: Everyone was new

once and we’re a friendly bunch.
Moving our meetings online
means many ‘local’ groups now
welcome attendees from all
across the UK!
Have we managed to
convince you? If you’d like
to find out more, or find the
right group for you, you can
see all our groups on our
website at: http://bit.ly/
LCSupportGroups.
Alternatively, give us a call
on 08088 010 444 and we’ll
get you set up for the right
support group.

support can be part of a support
Helpline freephone 08088 010 444
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Life vs Livelihood:
working with cancer
At Leukaemia Care, we’re launching the #LifeVsLivelihood campaign to
highlight the ongoing challenges that clinically extremely vulnerable
leukaemia patients face as restrictions ease and employers ask people to
return to work. In this article, we’ll discuss the campaign, but also how a
leukaemia diagnosis can affect your work.

How can a leukaemia
diagnosis affect your
work?
For many, a diagnosis of
leukaemia will mean they either
have to take time off work, stop
working completely, or require
adjustments to be made so
they can continue their role. For
some, they may be able to carry
on with work without the need
for changes, but remember,
a diagnosis of leukaemia
means you are protected by
the Equality Act (2010) and the
Disability Discrimination Act
(1995), meaning that employers
must put in place reasonable
adjustments to enable you to
return or continue to work.
In this article, we’ll be
discussing the support
available to those working
or returning to work with
leukaemia. For more
information on taking time
off work, or stopping work
completely, head to page 25
where we’ve outlined planning
for your future, including a
future where you may have
to stop work temporarily or
permanently.

What support is
available for those
working with
leukaemia? What
kind of adjustments
can patients ask for?
There are a number of
reasonable adjustments that
can be made for leukaemia
patients to continue their work,
including:
•

•

Retraining or time to catch
up, should things have
changed in your absence.

•

Flexible working e.g., working
from home or part time.

•

Changing or reducing your
duties or targets.

•

Extra breaks.

•
•

14
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Phased return: this is a
common adjustment, where
you agree to come back a
certain number of days or
hours and slowly increase
that over time. You should
ensure you have the right
to review the arrangement
should you realise you have
not given yourself enough
time.

•

Moving your desk to a more
suitable location (closer to
toilets, downstairs etc.)

•

Technological help (e.g., voice
recognition software)

If you suggest an adjustment
that your employer thinks may
be too costly, the government’s
Access to Work scheme may
be able to help. It is a fund of
money that can cover transport
costs if you can’t use public
transport, someone employed
specially to support you, or any
special equipment you might
want.
Occupational health can also
help you to make adjustments.
Occupational health advisers
work independently to give
advice on staying healthy at
work. You can refer yourself, but
your employer is likely to refer
you if you have been ill long
term. Their advice will likely
set out what needs to be put in
place to help you get back into
work and discuss the options
with you. Therefore, it will bolster
your requests to your employer
for reasonable adjustments
if you agree or choose to be
assessed.

WORKING WITH CANCER

Chris Bristow’s story
Chris was diagnosed with hairy cell leukaemia (HCL) in August 2018 and
was treated with a week of chemotherapy in October of 2018. Following
his diagnosis, Chris’ employer was sympathetic to his needs, and made
a number of adjustments to ensure Chris could get well without worrying
about this employment. Here, Chris has shared his experience as an
example of the kind of support that can and should be available to all
leukaemia patients.
At the time of my diagnosis, I was in full-time employment, and my work
also allowed me to work from home for a couple of days a week.
When I was treated, I was signed off work by my haematologist for four
weeks in case I had any of the usual side effects from chemotherapy such
as nausea or tiredness. The four weeks covered the one week of treatment
and the three following weeks.
My current employer was very supportive when I made them aware of my treatment plan and I was given
all of the time off as paid sick leave. They were also really keen to help manage my transition back to
work at the end.
In general, the transition of going back to full-time after my diagnosis was relatively easy. A weekly
call was set up on a Friday afternoon to see how I was progressing, although a couple of these calls did
unfortunately turn into lengthy conversations about work. I think in hindsight a call limited to a shorter
time on a Friday morning would have been preferable as tiredness in the first couple of weeks was quite
severe.
By the third week my employer was keen for me to return to work in some small capacity, so we agreed
that starting from the fourth week that I would do just two hours each day. Whilst it was initially quite
hard to come back to work and have to concentrate again on detailed tasks, I think the return to work
did help give me a feeling that things were starting to return to normal and gave me time to think about
something other than my diagnosis. Where I found it really hard was after the fourth week when I was
back to normal hours and doing a full week again. I think when people see you back at work, they assume
you are completely fit and healthy, and that you are one hundred percent ready for all the usual work
challenges, which is anything but the case. One month after chemotherapy I had literally no immune
system at all so was at real risk of infections; I had a huge variety of different preventative medications
to take every day, bloods were being taken and checked every week, and not to mention the mental
challenges of having to come to terms with the diagnosis and treatment.
I was allowed to work from home for at least three months following my treatment so that really helped
to ensure that I was not in any environments or in contact with any people where I might catch an
infection. It was during November/December time, where there are usually lots of people with coughs
and colds, so it was really helpful not to have to go to my normal workplace.
Over the coming weeks, however, it was a constant battle of balancing work versus the medical
challenges. I was asked a few times during the next few months to attend meetings at work. I declined
all of these, offering alternate options of joining online or by phone, and did not return to the office for
the first time until around six months after my treatment, until my blood results showed I had some
immune system and I felt comfortable to do so. My employer respected my decision and never put any
pressure on me to attend the office, for which I was extremely grateful.
Overall, the return-to-work experience was a positive one. I would advise anyone to take as much time
as you need and only return to work when you feel you are really ready to slot back into work life and all
the demands of a full-time job. If you need more time then take it and try and ensure that you return to
normal working hours slowly, maybe doing a few hours every day, or just a couple of full days a week returning too soon would be really hard physically and mentally. Talk to people at your work and ensure
that they are aware of your diagnosis and treatment and not to expect you to instantly be able to return
to your previous work level and commitment. And above all, be kind to yourself and don’t try and push
yourself too hard too fast.

Helpline freephone 08088 010 444
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But what about when
an employer isn’t
sympathetic?
It’s great to hear just how
supportive Chris’ employer was,
and his story is a great example
of the kind of adjustments and
support employers can offer.
However, Chris’ experience is
unfortunately not universal.
In fact, we’ve found that 6 in
20 leukaemia patients feel
their employer has not been
supportive of their requests.
Coupled with the fact 1 in 5
leukaemia patients don’t even
know that they can request
reasonable adjustments of
their employer, it’s clear that
patients need more support.
Unfortunately, the COVID-19
pandemic has only exacerbated
these issues. 1 in 4 leukaemia
patients said that they’ve had
fears of unfair redundancy
during the pandemic, and 50%
of leukaemia patients said
their employment issues had
worsened during the pandemic.

"I can’t put into words
really how much strain and
stress this puts on me, it’s
hard enough functioning
on a daily basis without the
added pressures of [my]
employer not supporting
their staff."

It’s estimated that 1 in 20 people
in ICU with COVID-19 are blood
cancer patients, and with added
uncertainty about the efficacy
of the vaccines in this group,
along with the relaxation of
restrictions, leukaemia patients
are now being forced to choose
between their life and livelihood.
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The advice for employers offered
by all four devolved nations
about how to support clinically
extremely vulnerable (CEV)
patients is not sufficient, spread
over many pages and offers little
practical support.
In response, we’ve launched our
#LifeVsLivelihood campaign
to raise awareness of the
challenges leukaemia patients
are facing in the workplace, and
to ask for more support.
We want to help patients
and their employers discuss
their safe return to work, but
we’re also asking for better
information from the UK
Government.
•

We’re recommending the
government create clearer
guidance and dedicate one
webpage to employers of the
CEV.

•

We’re also calling on the
government to extend the
furlough scheme for those
CEV employees whose
jobs make it difficult for
reasonable adjustments to
be made.

•

We’re calling upon employers
to do a full risk assessment
and consider reasonable
adjustments and/or the
furlough scheme for anyone
who is considered still at
high risk of severe COVID-19.
We’ve created a checklist to
help them in this process.

We’ve also put together a
checklist for leukaemia patients
to discuss the risk of COVID-19
infection when returning to
work, as well as a template
letter for requesting reasonable
adjustments.
You can find all these checklists
and the template letter on
our website at: https://bit.ly/
LifeVsLivelihood.
Whether or not you are
personally affected by this
issue, we need your help to raise

awareness of the challenges
facing leukaemia patients who
are working at this time.

"I asked for support due
to my health, again I was
told I can’t be treated
differently from other
people in the office as
it would look like I have
"favourite treatment"
within the team."

Share your experiences or show
your support online by using the
hashtag #LifeVsLivelihood. We
also have infographics for you to
download and use, as well as a
Facebook frame for your profile
picture.
If you’re not online, but you’d
like your voice to be heard, you
can email us your experiences
at communications@
leukaemiacare.org.uk, or
write to Leukaemia Care, One
Birch Court, Blackpole East,
Worcester, WR3 8SG. We’ll
keep your story anonymous as
we use it to raise awareness of
the issues affecting leukaemia
patients in the world of work.
Learn more about the
campaign at https://bit.ly/
LifeVsLivelihood.

We’re here to support you
with any queries or issues
you have around working with
leukaemia. We can provide
advice and advocate on your
behalf. Just email advocacy@
leukaemiacare.org.uk, or call
08088 010 444.

INSPIRATIONAL STORY

Tom Kerton: put on
pause
19-year-old Tom had just turned 16 when his life changed. He was supposed
to be starting the next chapter, attending college, but instead he was
diagnosed with acute lymphoblastic leukaemia (ALL) on World Leukaemia
Day. Here, Tom shares his Spot Leukaemia story.
Before my diagnosis, I was a
healthy teenager with hopes
and dreams for the near future.
Having just finished school,
I was ready to start the next
chapter of my life. Yet all of this
changed on 4th September 2017,
a week after my 16th birthday.
I first realised something was
up when I began to feel lethargic
and short of breath. I was also
randomly vomiting after little
exercise, even just walking up
the stairs. This got worse and
worse over time, and it took
about a full two weeks of it
progressively getting worse
before I realised there was
something more at hand than
just feeling under the weather,
so I decided to go to the GP.
The GP didn’t like my fast heart
rate, so she sent me to the
hospital to have an immediate
blood test. After arriving at the
hospital, they couldn’t give
me a definite answer to what
was wrong with me until the
blood results had come back.
The doctor at the hospital
speculated that it could’ve
been a liver infection. I had the
blood test at around 6pm and
we didn’t hear from the doctor
again until 10:30pm; however,
they had received the results
a while before this. They had
checked the results over many
times to make sure they weren’t

giving me a false diagnosis, as
the doctor and nurses were so
shocked by the results.
They told me I had acute
lymphoblastic leukaemia (ALL).
When I was given this diagnosis,
my first word to everyone in the
room was ‘shit’. Now, looking
back, that was the perfect thing
to say as that was exactly the
hand I got dealt; and the easiest
way to explain what going
through leukaemia is like.
It was 4th of September, the
day of my parents’ wedding
anniversary, one week since I’d
turned 16. And it was also World
Leukaemia Day.
The day after my diagnosis I
met the doctors that would be
treating me over the next few
years of my life. They explained
to me what was happening and
what I was to expect, but like in
films and TV, it went in one ear
and came out the other.
When we were being told that
the treatment plan spanned
over three years, my mum found
that hard to believe and even
said how she couldn’t see that it
would ever end. For me, from day
one I would say that I have been
very accepting of what life had
in store for me. The way I looked
at my cancer was that I could
either sit and moan about what

had happened to me, which
would make me feel worse, or
I could get on with it and keep
pushing forward so I could get it
out of the way and make my life
free of cancer.
The week treatment began was
the week I was supposed to be
starting college. I had initially
told them that I would be in
within a few weeks after I got
back on my feet; how wrong I
was to think that. At first, I felt
fine and thought that treatment
overall was going to be a breeze
until I had my first dose of
cyclophosphamide; within
hours I was throwing up and felt
really ill. This made me realise
treatment wouldn’t be so easy.
Soon, it was time to start with
the next harsh chemotherapy
known as methotrexate. As
the doctors knew I was very
sensitive to the chemotherapy,
they gave me a low dosage,
which I am now glad that they
did as this chemotherapy made
me very sick and I ended up
getting mucositis. The ulcers
got so bad that I couldn’t talk,
eat or even drink; I had to
constantly hold my mouth open
otherwise there was just pain.
Nothing was working to treat the
mucositis, so I was transferred
from Gloucester to Bristol for
specialist care.

Helpline freephone 08088 010 444
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With thanks to Stuart Myers of
www.stuartmyersphotography.co.uk
for the photography.

After arriving, I was quickly set
up with fluids and a morphine
push-to-release machine to
ease the pain. I hadn’t eaten
for two weeks and so was given
nutrients intravenously through
a drip. I don’t remember much
of the two weeks before this,
or the following week and a
half afterwards, as I was so out
of it due to the pain and the
painkillers.
The doctor told me that my
case of mucositis was the worst
that they had ever seen, but
eventually, I began to heal until
I was well enough to return
home. From this point on, I was
having lower doses of the chemo
as I was so sensitive to it. Even
then, I had to stop treatment
a few times due to having a
low blood count or I would
become jaundiced. Because
of this, we found out that my
liver could not process the
chemo quick enough compared
to other people, meaning I
always had higher amounts
of chemotherapy in my body
than usual. This was what was
causing me to react so badly to
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treatment.
By this point, because I had
been essentially bed-bound, the
muscles in my calves and thighs
had all shortened, meaning I
couldn’t get my heels to the
floor whilst walking. This made
it difficult to walk, causing me
to be very unbalanced when
stood up, and I had to have a lot
of physiotherapy to stretch the
muscles back out.
It came to June 2018, and I had
finished my intensive block of
chemo. From this point on I had
basically two and a half years to
go of chemo tablets every day,
one treatment of intravenous
chemo a month, and a lumbar
puncture and intrathecal every
12 weeks. During this phase, my
hair started to grow back and I
regained some strength.
In September 2018 I was able
to start the college course I
was supposed to start the year
before, and even though it was
only three days a week (of which
I was only in for about four hours
at a time) I really struggled to
handle it as it would exhaust me.

People never understood this as
I didn’t look ill anymore, despite
still having chemotherapy and
feeling the effects of it. However,
I started to get more used to
getting out and about as time
went on and I managed to live
a somewhat normal life when
on this phase of treatment. I
was going out with friends, and
I was even in a relationship
again which helped me through
the tough days of chemo or
when I was feeling down due to
not being able to keep up with
everyone else. I lived like this for
a while with the only problems
being jaundice and struggling
to stretch the muscles out in my
legs.
Turning 18 whilst taking
chemotherapy was strange
as it was not everything that I
had expected. I could still drink
alcohol, but not much. My family
worried over me more as I was
not the same as everyone else.
All this did put a strain on my
mental health as I wanted to
get out into the world, but my
health stopped me from doing
so. I missed out on a lot of

INSPIRATIONAL STORY
my important teenage years.
Everyone else around me had
progressed with their life and I
felt like I had achieved nothing,
when really I had climbed up
the metaphorical treacherous
mountain known as cancer. I
was still on that journey, just
making my way down that
mountain.
Life carried on as normal for
a few months after my 18th
birthday. All seemed to be
going well, until the early hours
of the morning on the 31st of
December. I was just about to
go to bed but had acid reflux.
I headed downstairs to grab a
tablet and didn’t turn the light
on, which was a bad mistake
- as I neared the bottom of the
stairs, I missed the bottom step,
and all of my weight went onto
my right ankle in an awkward
angle; I dislocated and broke my
ankle in three places.
I had an operation to put in
four metal plates, though the
recovery from breaking my
ankle and the operation was
really hard as I was still on
intravenous chemotherapy. I
found it hard to walk without
pain and the muscles in
my right calf and ankle had
shortened again. The physio was
hard, even more so when it was

interrupted by COVID-19.
When COVID-19 hit, I was added
to the clinically extremely
vulnerable list, meaning I wasn’t
allowed out of my house for
anything other than a hospital
appointment, not even physio.
I found this hard as I wasn’t
seeing anyone, and my recovery
was suffering. When the rules
relaxed, I started physio again
and managed to walk a little
better, but I was still walking
with a crutch. This carried on
until after my treatment had
finished.
I took my last chemo tablet in
December 2020, had my last
intravenous chemo in January
2021, and my final treatment
of a lumbar puncture and
intrathecal on 15th February.
Shortly after this in March, I had
a tendon lengthening operation
to lengthen my right calf. The
recovery from coming off chemo
is different than I expected, as
it took longer to get used to
being off of chemo and trying to
recognise what the new normal
felt like; I was so used to feeling
sick and tired all of the time.
In some ways, I am grateful
for having leukaemia - being
diagnosed with cancer at a
young age has given me a
different outlook on life. I can

sympathise more, and it has
made me a better person overall.
However, I think it is important
people experiencing symptoms
don’t just ignore them without
getting checked out. For me, it’s
also important to remind people
that these diseases still exist,
even though they might not be a
part of their everyday life.
My advice to others would be to
take every day as it comes - try
and add as much laughter as
possible, and if you can, try and
laugh at yourself and joke about
it when the time is right.
This September, remember to
share the six most common
symptoms of leukaemia with
friends and family:
•

Fatigue

•

Feeling weak or breathless

•

Fever or night sweats

•

Easily bruising or bleeding

•

Pain in bones or joints

•

Frequent infections

An early diagnosis can save
lives. Head to spotleukaemia.
org.uk to find out more.

Helpline freephone 08088 010 444
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Carers: we need
support too
Here at Leukaemia Care, we support anyone affected by the diagnosis of
a blood cancer, not just patients. However, often family and friends aren’t
aware that support is available to them, especially if they also care for their
loved one with blood cancer. These carers are the unsung heroes of blood
cancer care. Here, we’ve outlined what support is available, and hear from
one carer on the realities of looking after a loved one.
There is no doubt that carers
play a crucial role in the life of a
blood cancer patient. Whether
you’re caring for a child, a
partner, a parent or a sibling,
carers are the unsung heroes.
And it’s that word ‘unsung’ that
we’d like to bring attention to.
A blood cancer diagnosis doesn’t
just affect the person diagnosed
– it affects all of those near and
dear to them. Whilst of course
the main focus should be on
the patient and their wellbeing,
we at Leukaemia Care are firm
believers that carers need
support too.
And indeed, there are in fact
benefits to using the label
of ‘carer’, both literally and
figuratively. Even if you don’t
consider yourself to be a carer –
after all, looking after our loved
ones is something we often
expect of ourselves and each
other – using this label does
entitle you to a range of support.

Who is considered a
carer?
A carer in this context is not a
care provider by profession, but
a member of the public who
helps another person in their
daily routines and is not paid for
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this. This could include friends,
family members, neighbours,
or your partner. You are also
recognised as a carer if you
are the parent or guardian of a
disabled child.

"Being honest with each
other is so important;
you are always going
to have bad days but
remember: tomorrow is
another day and you still
have each other."

Caring can take up different
amounts of time, depending on
the needs of the person needing
the care. The key thing is that
you help them to do everyday
things, that are necessary for
someone’s wellbeing, but that
the person is not able to do
themselves.
If you have recognised yourself
in the description above, there
is support out there for you.
Thanks to the Care Act 2014,
there’s no minimum amount of
care you provide before you are

entitled to support.

What kind of support
is available to carers?
Carers in the UK are entitled
to a carer’s assessment from
their local council. Support can
include:
•

Arranging someone else to
provide care some or all of
the time, based on whether
you are able or willing to
continue providing whatever
care you give.

•

Help returning to work or
study.

•

Having more opportunities
to socialise.

A carer will be eligible for
support from the local authority
if, based on the assessment,
they meet the eligibility criteria
and the person they care for
resides in the same local area.
The carer will agree a support
plan with the local authority.
When you agree your support
plan, you will be allocated a
personal budget. It will detail
the cost of providing you with
support, the amount that
the council will cover and, if
applicable, the cost that the
carer is covering.

CARERS
Financially, carers are entitled
to:
•

Carers Allowance, the UK
state benefit for those caring
for another person more
than 35 hours per week.

•

Carers Credit, a scheme that
fills gaps in your National
Insurance record if you care
for someone for 20 or more
hours a week.

What we’ve outlined here is
governmental support, but
charities like ourselves and
Carers UK are also here for you.
For example, our counselling
fund, which provides grants to
pay for counselling sessions,
is open to anyone affected
by a diagnosis of leukaemia,
myelodysplastic syndromes
(MDS) or a myeloproliferative
neoplasm (MPN) – that includes
family and friends.

Dee Gascoigne: "Terry
and I against the
world"
Dee is a carer for her
husband Terry, who is in
remission from acute
myeloid leukaemia (AML).
Despite the fact that Dee
was employed in a care
home, she still found it
difficult to adjust to caring
for her husband. Here, she
discusses the ups and
downs of being a carer, and
the support she has, or
hasn’t, received.
My story starts slightly off kilter,
about 18 months before Terry, my
husband, was diagnosed with
acute myeloid leukaemia (AML).
I decided after six years of being
a school cook that I wanted to
try something different, and
so I became a carer in a care
home. Most people just laughed
and thought I wouldn’t cope;
my sister said, "You can’t even
clean Mum’s dentures without
gagging," and she was right! But

I loved it and worked my way
up to a senior carer. Little did
I know that the training I had
for personal care, medication,
moving and handling; falls,
dealing with doctors and nurses,
would all become invaluable in
my home life.
Terry had been in hospital
this time for five and a half
months, as he’d had a stem
cell transplant. Out of the blue
I get a call: he can come home.
I was shocked and scared to
be honest. What happened to
‘don’t worry, we will make sure
you are both happy for Terry to
come home and we will probably
send him home for a few days
at a time, you will have all the
support you need’? Well, that
didn’t happen, they needed
the bed. His life was now in
my hands. I had to look out for
complications like Graft-versusHost Disease (GvHD) and sepsis.

"Being a carer is hard
work and can be lonely at
times. We have had many
ups and downs, tears and
cross words, but we are
closer than ever."

I had to give up my job to look
after Terry. I didn’t really think of
myself as his carer – I was doing
what any wife would do, trying to
nurse him back to health. Four
years on and I’m still doing the
same. In the first instance, I am
Terry’s wife, but secondly I’m his
carer. After about a year I did
become his official carer and
I get an allowance, which I am
still quite embarrassed about;
I’m being ‘paid’ to look after the
one I love, it doesn’t seem right.
But I couldn’t work as Terry was
so ill.

Helpline freephone 08088 010 444
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Eventually we moved to Devon,
and I did start back at work
doing a few hours a day, but
within two weeks of starting
work, he was admitted to
hospital again. COVID-19 hit
whilst he was still in hospital
and because Terry is a
vulnerable person, his immune
system being suppressed, I
had to give up work again and
isolate with him – the doctor
even said to me that I should
protect Terry and stop work.
Terry is still having problems
after his transplant, and even
though we have both been fully
vaccinated, because he is on two
different tablets to suppress his
immune system, the specialists
don’t know if the vaccine will
work properly. So, we still have
our bubble and don’t venture too
far. So many people are happy
restrictions are lifting, but for us
it’s still a scary world out there.

"You can’t decide
to take a day off
whenever you want
to or turn up late
to ‘work’. You never
switch off or stop
worrying. It’s a 24-hour
job."

Being a carer is hard work and
can be lonely at times. We have
had many ups and downs, tears
and cross words, but we are
closer than ever. It’s a privilege
to care for Terry. It sometimes
feels like it’s Terry and I against
the world.
Probably for the first year, I
didn’t know whether I was
coming or going. He was in
hospital for weeks at a time,
with medication coming out
of our ears - I’ve never seen
so many different tablets all
at different times, days and
orifices! I’m also responsible
for making the right decisions
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at the right time and making
sure I know the signs when
Terry isn’t well and needs urgent
treatment. At the same time, I’m
trying not to be the overbearing
wife. However, one of the hardest
things during COVID-19 was not
being able to go to his hospital
appointments. It’s been hard
to step back, and I worried the
doctors wouldn’t understand
Terry’s illness. I know Terry better
than himself, especially when it
comes to his illness and when
he hides things because he
doesn’t want to be admitted.
Watching him being carted off
in an ambulance from the front
door, as I wasn’t allowed in the
hospital, was heart-breaking.

I do worry that family and
friends get bored of me, as my
life for the past four years has
revolved around Terry and I don’t
have much more to talk about.
I’m hoping sooner rather than
later to go back work. But I do
have to do what’s best for Terry.

"I didn’t really think of
myself as his carer – I
was doing what any wife
would do, trying to nurse
him back to health. Four
years on and I’m still
doing the same."

I feel people who care for any
family member at home are
undervalued and many people
don’t understand how hard it
can be. You can’t decide to take a
day off whenever you want to or
turn up late to ‘work’. You never
switch off or stop worrying. It’s a
24-hour job.

Having a good a support network
is vital. Our new GP surgery is
brilliant; I registered with them
as a carer and they couldn’t be
more helpful. Our old surgery
really didn’t understand Terry’s
illness at all and didn’t want to
know, in my opinion. Also, being
able to pop out and have a hot
choccy and cake with a friend
has been invaluable. Having a
chat with my son, Fraser, always
makes me smile too. However,
during COVID I couldn’t just
pop out, but because of this I’ve
become good friends with my
neighbours, who have helped
immensely. I don’t think they
realise what help they have
been, listening to me rattling on.
It’s just the little things really
which help.

"Little did I know that
the training I had
for personal care,
medication, moving
and handling; falls,
dealing with doctors and
nurses, would all become
invaluable in my home
life."

On the positive side, I have
learnt DIY - I can now use a
saw, drill a hole, paint, measure
properly, dig holes; and who
knew I would l love gardening!
Oh, and baking. I am also a
buddy for Leukaemia Care’s
scheme, which has helped
to chat to other blood cancer
carers.
Being honest with each other
is so important; you are always
going to have bad days but
remember: tomorrow is another
day and you still have each
other.
To find out more about the
support available to carers,
don’t hesitate to contact us. Call
us on 08088 010 444, or email
support@leukaemiacare.org.
uk.

LEUKAEMIA AND PTSD

"I have PTSD and
I’m happy to tell
people about it."
Post-traumatic stress disorder (PTSD) is sometimes misunderstood to be
something that only affects those who have experienced a war zone, but
it can affect anyone who has experienced some kind of traumatic event,
including cancer. Here, Jamie Woods, who is in remission from acute
promyelocytic leukaemia (APL), discusses his diagnosis of PTSD, how it has
affected him, and why it’s important patients seek help.
There’s so much stigma and
lack of awareness around posttraumatic stress disorder - PTSD.
There’s this misconception that
you can only have it if you’ve
been in a war zone, and even if
you do have a diagnosis, your
condition is in some ways less
valid than a soldier with PTSD.
There’s the well-meaning advice
that suggests you need to move
on, get over it, forget about it, get
on with your life, after all, it’s all
over now. These sort of things
makes it so hard to share your
feelings, awkward to talk about
your experience, and difficult to
ask for help.
Yes, PTSD (especially its earlier
name of ‘shell shock’) is most
commonly associated with
the horrors of warfare. But it
can be triggered by anything
that a person finds traumatic:
bereavement, violence, bullying;
accidents, injuries, surgery.
Cancer. So much to do with
cancer can be felt as trauma,
from the diagnosis and facing
your own mortality, to the
gruelling treatment and the
effect it has on your body.

I should know. I’m Jamie,
and I have PTSD after having
leukaemia. I once went to visit
WWI battlefields in Belgium
on a school-trip, but that’s the
extent of my military experience.
And no, although I am incredibly
happy and grateful to be in
remission and alive, I can’t just
forget about it or move on with
my life.

The flashbacks were horrendous.
I’d get out of the shower and put
my towel over my face, and I’d
be back there, in the showers
at Singleton Hospital. I could
vividly feel the wet tiled floor, see
the red emergency cord. I’d cry
real painful tears – that’s where I
went to cry every day, away from
the ward, away from the nurses
and visitors.

My illness was traumatic. I
didn’t have the best of times,
physically or mentally, when I
fell very ill very quickly in 2019.
I was rushed into hospital,
diagnosed and didn’t know what
was going on. I was transferred
to another hospital a long way
from home, spent a lot of time in
isolation, and my body rejected
my treatment, twice. I had
panic attacks and depression.
I was sent home, only to be readmitted within a week. I had
pneumonia and gave up all
hope. And then I started getting
better and stayed home.

Once my wife was cleaning the
kitchen and the smell was the
same as the hospital cleaning
team used, that noxious bleach
and chlorine kind of smell. In
hospital I’d had a panic attack
because I was overwhelmed by
that smell while they cleaned my
room, and when I walked in the
kitchen I was back there, in my
hospital bed, gasping for fresh
air, panicking.

Home safe. Treatment-free. But
I was getting flashbacks and
nightmares.

I have a blur in my eye a result of
a bleed in my retina caused by
the leukaemia. It’s less obvious
to me now, but in hospital
when I was first diagnosed, this
blurred shape was all I could see.
Whenever I closed my eyes I saw
it, and those first few weeks in
hospital flooded back into my
memory.
Helpline freephone 08088 010 444
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I had nightmares too; I struggled
to sleep at night because I was
so scared of what I might dream
so lucidly about: the screams,
the cannula, the despair; or quite
often that one night when a
nurse I didn’t know woke me up
and tried to take blood from both
of my hands, but couldn’t and
kept trying and trying...
Memories and flashbacks like
this made me withdrawn, and
I would tremble or shake. And
sometimes it wasn’t conscious
memories at all – it was just a
feeling of unease, discomfort,
more anxiety than usual, and I
would be gone.
Eventually I realised I might
need some help. The nightmares
and the flashbacks affected my
ability to sleep and to function.
The shaking was worrying. The
guilt and the anxiety ate away at
me. And the irritability, the lack
of concentration, and my lack of
sleep really started to affect my
daily life.
I was trying to get back to
work. I was lucky enough to
have health insurance through
my employers, and was able
to speak to their dedicated
mental health team. A couple
of questionnaires later – I got
high scores for depression,
anxiety, and trauma - and I had
an appointment with a therapist.
It’s the best thing I did.
My therapist explained trauma
to me simply: Each day, you
learn, you understand, you have
conversations and you do things.
Your brain processes these while
you sleep - when you dream.
But your brain can only cope
with so much. When something
traumatic happens, it’s too
much for your brain to handle.
It’s like trying to push a huge
bag of mail through a letter box
– it’s never going to go through.
It will sit there, outside your
door, blocking things up forever,
unless you start to deal with it,
one letter at a time.
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So, we did. Each week we work
on different aspects of my
trauma. I practise mindfulness
and breathing exercises
as we relive some of those
moments. She used EMDR (Eye
Movement Desensitisation and
Reprocessing) techniques to
help process these memories
and feelings. I write a lot too, and
it helps me come to terms with
what I’m feeling, and what I felt
at the time. It’s exhausting, but
for me, I feel like I’m getting my
life back again.
I’ve got more work to do – I still
catch myself in the mirror and
don’t recognise my own face. My
eyes look so tired, and my hair is
so short now, it’s disorientating.
But it’s OK. I’ve asked for help
and I’m getting it.
I have PTSD and I’m happy to
tell people about it. And I can
only urge anyone experiencing
flashbacks, anxiety, nightmares
or trembling following their
cancer treatment to please ask
for help from your healthcare
team. Just because your trauma
didn’t come from a battlefield,
it doesn’t mean you should feel
less deserving of the assistance.
You’ve had a life-changing, allencompassing experience, and
you may need help to process
it. It’s absolutely nothing to be
ashamed of.

Each September, we run our
Spot Leukaemia campaign to
raise awareness of the signs
and symptoms of leukaemia.
However, we understand that
whilst for some this is an
opportunity to share their
story, for others September
might be an unwanted
reminder of all they’ve been
through or are going through.
The same can be said for
those who have a loved one
diagnosed with leukaemia, or
have lost a loved one to blood
cancer.
A blood cancer diagnosis can
affect your mental health
just as much as it can affect
your physical health. If
you’re feeling low or anxious,
or you’re grieving, there’s
support available to you.
Our counselling fund
provides anyone affected by
a diagnosis of leukaemia,
myelodysplastic syndromes
(MDS) and myeloproliferative
neoplasms (MPNs) – that
includes patients and their
loved ones – with a grant to
access counselling sessions.
To find out more, go to http://
bit.ly/AnnAshleyLeukaemia
CounsellingFund or call
08088 010 444.
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Planning ahead
A blood cancer diagnosis can affect so many parts of your life, not just your
health. However, you may find you are physically or emotionally unable to
deal with issues related to employment or treatment, for example. With
this guide, we hope to prepare you for what might lie ahead.
When you receive a diagnosis
of leukaemia, it’s likely you may
think about your future – what
lies ahead for you? What plans
will have to change? It can be a
daunting prospect, coupled with
an already distressing situation.
But no matter where you are in
your journey – whether you’ve
just been diagnosed, or you’ve
been living with leukaemia for
a while – it’s always important
to plan ahead for your future. In
doing so, you can ensure that,
should complications arise, or
you find yourself needing more
support, both you and your
family will be prepared.
Here, we’ll talk you through
what you should plan and what
support is available to you, and
we’ll also take a look at different
situations that may arise and
how you can navigate them.
Even if you are currently in
remission or not yet receiving
treatment, it’s important to
think what you might do, and

what you might need sorting,
should you fall ill.

•

Stable and predictable
income.

What to plan for...

•

Improved self-esteem.

...your employment

Need to take time off?

Most people will need to take
time off after diagnosis to begin
treatment. This is because
treatments can have side effects
that make you feel too ill to work.
You may also have symptoms
that make you feel too ill to work
long-term, especially if you have
a chronic leukaemia.
Working when you have
leukaemia is possible, and it has
been shown to make a positive
difference to a cancer patient’s
prognosis and emotional
wellbeing. Other benefits to work
include:
•

Giving you a routine to
follow.

•

Allowing you to maintain
contact with friends.

If you can’t work due to
symptoms or treatment side
effects, tell your employer – you
can remain employed whilst
receiving Statutory Sick Pay
(SSP) for the first 28 weeks,
followed by Employment and
Support Allowance (ESA).
Whilst ESA is paid for by the
government rather than your
employer, you are still employed.
Keep your employer notified
about your health and when you
might like to return to work, if
you plan to do so.
Even if you think you may never
return to work, it is a good idea
certainly at first to remain
employed but be signed off sick
– this means you’re still entitled
to benefits such as Death in
Service.
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It is important to remember that
under the Equality Act (2010) or
the Disability Discrimination
Act (1995), you are protected
from discrimination because of
your leukaemia diagnosis. This
means you cannot be advised by
your employer to leave work for
health reasons, especially within
the first 12 months of you being
ill and rarely without another
reason to ask or suggest you
leave unrelated to your illness.

Need to give up work
altogether?
If giving up work entirely is the
best option for your health, there
are several ways you can go
about doing so:
•

•

•

Resigning - This will give
the same rights as any
other worker who resigns
(for example, if leaving for
another job). You will be
required to work your notice
period, although you can be
off sick during this if you
aren’t able to work it either.
Resigning with a
compromise agreement
- This is a common way to
leave work, especially if you
have been employed for a
long time. You can negotiate
your resignation terms,
perhaps asking to keep
some of your employment
benefits until you are well or
able to find alternative work.
Voluntary redundancy
- Should your company
begin asking for voluntary
redundancies whilst you are
considering leaving work,
you may wish to consider
this option. This may be
advantageous as you will be
paid a final salary and you
can negotiate other things
you may like to be included
in the package.

Self-employed?
When self-employed, you are
responsible for all aspects of
your working life. While the
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immediate priority should
be helping you recover, this
means you may need to do extra
planning soon after diagnosis.
It is impossible to know every
scenario, but it might be a
good idea to take some time
to go over the common ones
and plan what you would do if
they did happen, as well as if
things turned out differently. For
example, one scenario might
be that you might feel better
within six months of treatment
and return to work. List all the
potential options.
People who are self-employed
do not have all the support that
might come with employment,
such as a knowledgeable
human resources department,
or financial advantages like
Statutory Sick Pay. However,
if your income drops due to
a leukaemia diagnosis, you
are entitled to state benefits,
just as anyone else would be.
These include Housing Benefit,
Mortgage Interest Support,
Council Tax Support, Personal
Independence Payment and
Employment Support Allowance.
Some of these are included in
the new Universal Credit system.

However, you should also be
realistic and think about any
limitations you may have. Are
you wanting more free time
following your treatment or
to spend more time with your
family? Or are you still too
physically unwell? You should
also consider the impact on any
benefits you already receive.
Explore how an employer may
be able to accommodate your
health needs. Do you need a
different career altogether, or
can you adapt what you already
do?
Are other options possible, like
such as flexible working, part
time, shorter days or retraining
for a different role?
For more advice on this, speak
to our Welfare Officer. You can
contact her at advocacy@
leukaemiacare.org.uk, or call
08088 010 444.

...your treatment

Applying for benefits
Blood cancer patients are
entitled to a number of benefits,
even if they remain employed.
We’ve already mentioned SSP
and ESA, but there’s also Income
Support, Working Tax Credit
and Child Tax Credit. We can
help you to apply for benefits of
any kind. Just get in touch with
our Welfare Officer by emailing
advocacy@leukaemiacare.org.
uk, or calling 08088 010 444.

How do I decide if I am
ready to return to work?
You need to weigh up the pros
and cons. For many people, work
is an important part of their
wellbeing – it helps you socialise
and keep busy. It can also boost
your self-esteem. More income is
important, but not the only perk.

Thanks to the NHS Choice
framework, you have rights to
make choices at every stage of
your treatment.
Much of what we’ll outline here
comes from the framework used
by NHS England, but there will
be similarities no matter where
you live in the UK.
You have a right to choose the
following:
Your hospital
•

Whilst cancer patients in
need of specialist care DO
NOT have the right to choose
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•

their place of treatment
due to hospitals providing
different services or waiting
times, you do have the right
to express a preference.

they want to receive, but how
do you ensure your wishes are
respected if you cannot make
a decision for yourself or tell
people what you want?

You also have the right to
change hospital if you are
waiting longer than the
maximum waiting times for
non-urgent NHS services.

This is where documents like
Advance Statements and
Lasting Power of Attorney come
into play. But what do they
mean? How do they work?

A second opinion
•

Although it is not a legal
right of patients to have
a second opinion, if
requested it is rare for a
doctor to refuse to refer a
patient. If you wish to have
a second GP opinion, you
can make an appointment
with someone else at your
practice or register with a
new GP practice. If you wish
for an opinion from another
consultant (specialist at
a hospital) you will have
to discuss this with your
consultant and likely need
to visit your GP again to get
a new referral to see another
consultant. This does not
necessarily mean the new
consultant will take over
your care; this is something
you would have to arrange
following the appointment if
you wish.

Treatment options
•

You have the freedom to
choose on whether you wish
to be involved in a clinical
trial or not, though be aware
there may not be a suitable
clinical trial for you to join.

•

You have the right to drugs
and treatments that have
been recommended by
the National Institute for
Health and Care Excellence
(NICE) for use in the NHS,
if your doctor says they are
clinically appropriate for you.

What if you can no longer
choose?
Most people have an opinion
about the treatment and care

Advance Statement: not legally
binding, this can contain
information about your lifestyle,
the care you would like to
receive, and information about
what is important to your quality
of life. Your Advance Statement
will only be used if you are
unable to tell people how you
wish to be cared for.
Advance Decision: sometimes
known as a ‘Living Will’, if it
meets certain requirements, it
is legally binding and healthcare
professionals must follow it.
An Advance Decision can only
be used to refuse medical
treatment. You cannot use it to
demand a particular treatment.
DNAR: this stands for ‘Do Not
Attempt Resuscitation’. A DNAR
form is a document issued
and signed by a doctor, which
tells your medical team not
to attempt cardiopulmonary
resuscitation (CPR) – a
treatment used to try to restart a
person’s heart and/or breathing.
Lasting Power of Attorney: this
allows you to give someone you
trust the legal power to make
decisions for you if you lack
capacity. If you don’t have one
in place, your family will not
have an automatic right to make
decisions for you.
Documents such as these
record your wishes for future
treatment, and provide peace of
mind that your opinion will be
taken into account in the event
that you cannot make a decision
yourself. Everyone has different
reasons for wanting to plan
future treatment and care, such
as avoiding your family having

to make difficult decisions for
you, or preserving your dignity.
Discussing your wishes and
feelings can be emotionally
demanding, but having your
wishes documented can take
away the worry and pressure
that may come from uncertainty
about your future.
You can ask your GP to keep
copies of these documents with
your records, or give copies to
anyone else regularly involved
in your care, to ensure all know
of your wishes should you no
longer be able to make decisions
for yourself.
To find out more about these
documents, and how you
can create them for yourself,
see our Planning Ahead for
the Future toolkits on our
website at: https://bit.ly/
PlanningFutureToolkit and
https://bit.ly/LPAToolkit.
Alternatively, our Advocacy
team can help. Call them
on 08088 010 444, or email
advocacy@leukaemiacare.
org.uk.

...your children or pets

It is always a good idea to
consider who might care for
children or pets should you
fall ill. In most cases, family
or friends will care for any
dependents, but this isn’t
always possible.
If you are diagnosed with an
acute leukaemia, you will most
likely have to be admitted to
hospital immediately to start
treatment, and you may find
Helpline freephone 08088 010 444
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yourself having to stay in
hospital on numerous occasions
throughout treatment. Even
if you are diagnosed with a
chronic leukaemia, you may
have to be admitted to hospital
for tests, monitoring, the start of
treatment or complications.

These cards go in your wallet
and alert others that, if you are
taken ill, you have a pet at home
that will need care. You can then
include emergency contact
details for a family member or
friend who can look after your
pet.

Help with childcare

If you need to go into hospital
urgently and have a pet
that needs caring for, let
your healthcare team know
immediately so that provisions
can be put in place. In addition,
if you’re finding it difficult to
care for a pet due to your health
or finances, there is support
available:

Social services can assess
your needs and put in place a
package of support. Your local
Family Information Service
can provide you with details
of local childcare services and
other sources of support. If you
are a single parent and have
little or no support because
you are new to an area or
other circumstances, then
social services will consider
all possible options for looking
after your child/children if you
must go into hospital.
If employed, both you and your
partner can speak with your
employer about flexible working
during treatment. Parents
also have the right to request
dependents leave – this is
generally unpaid leave to allow
you to quickly put in place new
care arrangements when your
existing ones are unsuitable or
have fallen through.

•

•

The Cinnamon Trust help
those who are ill or elderly
to care for their pets.
They provide volunteering
services such as dog
walking, fostering, day-today care, and taking in a pet
if the owner dies. Go to www.
cinnamon.org.uk or call
01736 757 900.

•

Local boarding services such
as kennels and catteries
may be able to take on longterm boarders; however,
these can be expensive. If
you have pet insurance, you
may find your policy covers
boarding fees if you are
hospitalised, although the
amount is usually capped.

•
Pets are family, and in the case
of an emergency, they’ll need
care too. It might be a good idea
to purchase (or make your own)
‘Pet Home Alone safety card’.
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Local vets may run or know
of a local pet fostering
scheme where volunteers
look after your pet either
in your home or their own.
Animal shelters may also be
able to look after your pet.

•

Charities such as HomeStart have trained and vetted
volunteers who can provide
support in your home: www.
home-start.org.uk.

Help with pets

See if family, friends,
neighbours or colleagues
could care for your pet, either
in the short- or long-term, if
you need to be in hospital.

Pet sitting services such
as Petpals or pet sitters
recommended by your vet
could look after your pet in
the short-term. Check the
National Association of Pet

Sitters and Dog Walkers for
people in your area.

...your death
It may sound morbid, but death
is the only certainty in life. No
one likes to consider their own
mortality, but it is necessary
to consider what happens to
us and our assets after we’re
gone for a number of reasons;
for example, those who take out
a mortgage for a property are
advised to make a will. Making
a will does not mean you are
dying, nor is it an admittance of
that fact. It simply means you’ll
have peace of mind that, when
it is your time, your belongings,
your money, your home and even
your pets will be looked after.
You can create a will for
free online using our
service: https://bit.ly/
LCFreeWillService.
If your diagnosis is terminal,
or you are nearing the end
of your life, you may want to
create an Advance Care Plan.
This often includes documents
such as Advance Statements
and Lasting Power of Attorney,
as detailed earlier in this
article, but can also include
choosing how and where you’d
like to die, and any spiritual
or religious considerations
you want taken into account.
More information on this
can be found in our booklet
‘End of Life and Leukaemia:
a patient’s perspective’. You
can download this booklet on
our website at: https://bit.ly/
EndOfLifeAndLeukaemia.
We hope this article has given
you food for thought, but
also highlighted the wealth
of support available to blood
cancer patients. If you need
support, we’re here for you. Our
Advocacy team can help you
apply for benefits, advocate for
your rights, and much more.
Email them at advocacy@
leukaemiacare.org.uk, or call
08088 010 444.

CLINICAL TRIALS

Clinical Trials
during COVID-19
Our Nurse Advisor, Angela, has years of experience in clinical trials. Here,
she updates us on how trials have operated during the pandemic, and the
feedback patients gave.
For the last 12 months, there
have been some blood cancer
clinical trials that were able
to remain active and continue
to recruit. However, these
trials were limited during the
pandemic. Clinical trials in 2020
mainly focused on COVID-19
research and new treatment
options as part of the urgent
public health studies. Patients
who were taking part in a
clinical trial during 2020 had
very little options for face-toface visits with their specialist
teams. However, in 2021, clinical
trials for blood cancer are now
beginning to pick up again.

that patients received their
medications in a timely manner.
It was difficult to co-ordinate
patients’ blood tests prior to
a trial clinical review, as there
were no visitors to the hospital
during the lockdown periods
and beyond as a majority of the
patients were also shielding.

What is happening
with clinical trials in
2021?

How did trials work
during the COVID-19
pandemic?
Throughout the pandemic,
trial patients continued to
have follow-ups with the trial
teams, and supply of trial
medications were maintained
by the pharmacy teams who
went above and beyond to keep
our patients safe. Patients’
trial assessments were mostly
completed via telephone followup calls with their Haematology
consultant. A further follow-up
call was made to patients by
their research nurse to discuss
how their trial medications
would be supplied whilst trying
to maintain their and their
family’s safety.
Pharmacies and the local
specialist teams worked
together closely to ensure

reported that they struggled to
have access to online support
networks and webinars.
Thankfully, many of our trial
patients felt supported and
were signposted to online
advice and support, providing
regular updates in addition
to their regular virtual clinical
reviews.

What feedback did
patients give?
Feedback from patients who
have been taking part in a
clinical trial that spanned
the last year have given some
positive feelings about the
telephone follow-ups during
this period. Some of the
comments from our patients
and their families felt that
they relied upon the specialist
team’s advice and support, as
at times information generally
could be a little confusing.
Follow-up calls were seen as
essential for most patients as
some people felt isolated and

New clinical trials are now
currently focusing on learning
more about the effects of
COVID-19, about patients and
their cancer treatments, and the
response to the vaccinations.
Clinical trials for patients with
blood cancers are beginning to
recruit once again, and patients
are able to have a mix of clinical
reviews which include face-toface visits and telephone followups.

For more information about
new and current studies and
how to take part in a trial:
•

Contact your local trust
and Haematology team for
research studies available
in your local area.

•

Go to the National Institute
for Clinical Research
website: https://www.nihr.
ac.uk.

Helpline freephone 08088 010 444
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Send joy this Christmas...
Leukaemia Care is a national blood cancer support charity. We are dedicated to ensuring that anyone
affected by blood cancer receives the right information, advice and support.

1.

3.

2.

Order form
Gift Aid boosts your
donation by 25% without
costing you a penny more!

Name
Contact number

I want to Gift Aid my
donation of £..................... and
any donations I make in the
future or have made in the
past four years. In order to
Gift Aid your donation you
must tick the box:

Delivery address

Card
Reference
1
2
3

No. of packs (10 per Total
pack)
£
£
£
Donation
Designs 1 and 3 have been kindly
(optional)
designed by AML patient, Sarah
Paling.

Total

£

£

I am a UK taxpayer and
understand that if I pay less
Income Tax and/or Capital
Gains Tax than the amount
of Gift Aid claimed on all my
donations in that tax year, it
is my responsibility to pay
the difference.

If you pay Income Tax at the
higher or additional rate and
Cost of packs (includes UK
want to receive the additional
You can also order by calling
delivery):
tax relief due to you, you
01905 755 977
must include all your Gift
£5.00 for 10 cards
Aid donations on your Self
Or online at: https://www.
£9.00 for 20 cards
crowdfunder.co.uk/leukaemia- Assessment tax return or ask
£12.00 for 30 cards
HM Revenue and Customs to
care-charity-christmas-car
£15.00 for 40 cards
adjust your tax code.
ds-2021
Please return order form to:
All information you provide
Cards
will
not
be
posted
until
is protected by the Data
FREEPOST RLXX-RJRA-ACRH
Protection Act, and will not
November.
Leukaemia Care
be shared with any other
One Birch Court,
Cheques made payable to
organisation. You have
Blackpole East,
"Leukaemia Care"
the right to advise us at
Blackpole Road,
anytime if you do not wish to
Please do not send cash.
Worcester WR3 8SG
receive future mailings from
Leukaemia Care.
Leukaemia Care is registered as a charity in England and Wales (no.1183890) and Scotland
(no. SCO49802). Company number: 11911752. Registered office address: One Birch Court, Blackpole East,
Worcester, WR3 8SG

STEP OUT CHALLENGE

Step out for Spot
Leukaemia
10,000 people are diagnosed with leukaemia in the UK each year and
they all need our support.
This Blood Cancer Awareness Month, join our Spot Leukaemia
campaign and step out for everybody who has been affected by a
blood cancer diagnosis. We’re asking you to walk or run your miles
and raise vital funds to provide financial support to leukaemia
patients. All funds raised from this challenge will go towards
replenishing our Financial Hardship Fund, which provides grants for
those financially overwhelmed by leukaemia.
Join our Step Out challenge for free, set your distance and ask your
friends and family to sponsor you. Once signed up, you’ll have your
very own fundraising page, support from the Leukaemia Care team
and a medal upon completion if you raise £50 or more - but there are
other exciting goals along the way too.
Turn over for more information, or join in here: https://stepout.givepenny.com/
Alternatively, you can email fundraising@leukaemiacare.org.uk or call 01905 755 977.
Helpline freephone 08088 010 444
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Step out for Spot Leukaemia
How does it work?

Step 1

Step 2

Step 3

Decide your activity and
register

Link your page to your
Strava account

Shout about the good news

Choose how you would like
to take on the challenge and
what distance you’d like to
accomplish. Once signed up,
your fundraising page will be
created automatically.

Link your page to your Strava
account to record your distance
and fundraising all in one place.
Alternatively, you can update
your distance manually. Why
not ask your friends and family
to sponsor you per mile? (You’ll
raise more money!)

You’re fundraising for
Leukaemia Care. Share your
page via email and social media
and watch the donations roll in.
Once you hit £50 and complete
your challenge in September,
you’ll receive a Spot Leukaemia
medal but there are other
goodies you can earn too.

What challenge are you going to take on?
Choose your distance:
•

As many as you can?

• 13 miles - half a marathon over a
month.

• 26 miles - a marathan over a month.
• 52 miles - two marathons over a
month.

These distances equate to roughly 1,000,

2,000 or 5,000 steps per day!

What your fundraising pays for

£34

£98

£200

will pay for a taxi to and
from hospital, so that a
leukaemia patient can
receive their treatment
or attend an important
check-up.

will cover the cost of an
energy bill for a month
(based on the average
3-bedroom home).

will go towards the
cost of a new washing
machine to be
delivered and installed.

£50k
is the cost to run our
Financial Hardship
service for one year. If
we raise £50,000, we
can support a further
250 families with the
financial impact of a
leukaemia diagnosis.

