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A new normal
Before Norrie was diagnosed 

with chronic myeloid 
leukaemia in 2013, he put 

his symptoms down to his 
diabetes. Now, nearly five years 

on from his diagnosis, he 
shares his story.
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Hello,
Welcome to the first issue of our magazine this 2018! We hope you’ve 
all had a wonderful start to the new year.

You may have noticed that the name of this magazine has changed. 
In our last edition, we asked you what you thought and many of 
you felt that Journey was not indicative of the magazine content. 
We’ve now adjusted the title to Leukaemia Matters, and we hope you 
continue to enjoy the content under the new name.

Last December, we launched our ‘My CNS Matters’ campaign, where 
we thanked haematology nurses and Clinical Nurse Specialists (CNS) 
for all their hard work in caring for blood cancer patients. In this 
issue, you can catch up on the successes of the campaign, and learn 
more about how we raised awareness of access to CNSs.

Inside, you’ll also find information on two pioneering advancements 
in blood cancer care: CAR-T therapy and treatment-free remission. 
You can also read inspiring and heartfelt stories from Sheila and 
Norrie, and hear from our Nurse Advisor, Fiona on how to support the 
siblings of a child with blood cancer.

See you next time,

Christopher Matthews-Maxwell
Chairman
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Join us for our workshop on 
fatigue

Finding it hard to cope with 
cancer-related fatigue?

Join us for our free patient 
information day in Oxford: You 
Matter – your blood cancer and 
coping with fatigue.

Hear talks from our expert on 
how to manage fatigue and 
share tips with others who 
understand what you’re going 
through. Find out more and book 
your free place at: http://bit.ly/
BookFatigueWorkshop or call the 
Patient Services team on 08088 
010 444.

Can’t make Oxford? Don’t worry, 
we’ll be repeating this information 
day in Sheffield and Edinburgh! 
Contact the Patient Services team 
for more details.

Launch of new buddy scheme 
supports chronic lymphocytic 
leukaemia (CLL) patients

Earlier this year, we launched 
our new CLL Buddy Scheme. This 
12-month pilot based in the East 

Midlands aims to connect 15 
buddies to provide support, either 
over the telephone or face to face, 
to patients with CLL. 

Volunteers receive all the training 
needed to make sure that they 
can provide the best support 
and advice for newly diagnosed 
patients or their carers. The 
scheme is run by a dedicated 
buddy co-ordinator who oversees 
any training, assessments and 
referrals into this new scheme.

What does support mean?

This could simply mean offering a 
listening ear to somebody who is 
going through a similar situation. 
It could also include practical 
advice and information. When 
somebody is seeking the support 
of their buddy, they are looking 
for someone who understands the 
diagnosis and what to expect after 
diagnosis. 

How do buddies make a 
difference?

Having somebody who 
understands your situation can 

help lighten the load. A diagnosis 
of any type can be a very worrying 
time and can become isolating. 
Talking can help a person’s overall 
wellbeing and mental health, and 
can help them to understand the 
day to day realities of a blood 
cancer diagnosis. 

Can I apply even if I don’t live in 
the East Midlands?

Of course! The first six months of 
the scheme can be telephone-
based. However, during the final 
six months, we will set up a 
support group in Leicester to meet 
once a month for all buddies and 
patients to get together. If you are 
willing to travel for the last six 
months, expenses will be paid for 
as part of this scheme. 

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

If you’d like to become 
a CLL buddy, simply get 
in touch with our Buddy 
Co-ordinator, Kay Drew, on 
01905 755 977, or email  
kay.drew@leukaemiacare.
org.uk 
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In January, we hosted a Blood Cancer Workshop for GPs. Find out more 
about how the event went, and what it means for improving diagnosis 
rates.

Leukaemia Care 
takes GP training 
to the next level

January saw the launch of the 
first report from the All Party 
Parliamentary Group (APPG) on 
Blood Cancer: The ‘Hidden’ Cancer: 
The need to improve blood cancer 
care. Blood cancer is the fifth 
most common cancer, and the 
third biggest cancer killer, in 
the UK. However, awareness and 
understanding of blood cancers 
like leukaemia remains very low 
among the public and primary 
care. Common leukaemia 
symptoms such as fatigue, night 
sweats, weight loss, and bruising 
are general and vague and easily 
attributable in the first instance 
to common day to day disorders. 

Emergency leukaemia diagnosis 

rates are very much higher than 
the national cancer average. 
Patient delays in visiting 
their doctors and delays in 
GPs diagnosing are together 
contributing to the high 
emergency diagnosis rates of 
blood cancers. Early recognition, 
diagnosis and appropriate 
referral improves patient 
outcomes.  

In similar fashion to our ‘Spot 
Leukaemia’ campaign, the 
APPG report identifies the need 
for improving understanding 
of what blood cancers are and 
raising public awareness of the 
signs and symptoms.  

The report also identified the 

need for supporting GPs to 
recognise potential blood cancer 
cases and refer for appropriate 
testing sooner. 

Leukaemia Care have been 
working hard to empower GPs 
and the public to help lower 
emergency leukaemia diagnosis 
rates. Together with the Royal 
College of General Practitioners, 
Leukaemia Care have developed 
online training modules to 
equip GPs with knowledge and 
confidence to spot signs and 
symptoms of blood cancers 
sooner. The Leukaemia Care 
‘Spot Leukaemia’ campaign is 
helping to raise the profile of 
blood cancer among both the 

GP TRAINING
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public and primary care. 

Following a range of activities 
to raise awareness during Blood 
Cancer Awareness Month in 
September, over 400 GPs have 
registered for our eLearning 
modules. Across the country, 
the public are participating in 
Leukaemia Care activities to 
raise awareness of signs and 
symptoms and the importance of 
reporting these to doctors early. 

Just a week after the launch of 
the APPG report, Leukaemia Care 
piloted an in-person GP training 
event in partnership with The 
Midlands Faculty of The Royal 
College of General Practitioners.   

Bromsgrove saw 38 GPs spend 
the afternoon learning from 
consultant haematologists, 
patients and their peers about 
key indicators to aid early 
recognition and diagnosis of 
blood cancers. A major part of the 
event also looked at challenges 
of people presenting with a blood 
cancer to aid communication, 
improvements in patient 
experience and outcomes.  

Leukaemia Care are grateful for 

the commitment and support 
of The Royal College of General 
Practitioners, event facilitator 
Dr Bill Strange (RCGP Midlands) 
and sessions given by experts: Dr 
Salim Shafeek (Worcester Acute 
Hospitals NHS Trust), Dr Manos 
Nikolousis (Heart of England 
Foundation Trust), Dr Ben 
Kennedy (University of Leicester) 
and Kris Griffin (Leukaemia Care 
trustee and patient).

Bill Strange, the Midlands 
RCGP educational convener 
commented, "Great event and 
thanks to all those involved. The 
Midland Faculty of the RCGP 
would be delighted to work with 
Leukaemia Care on any future 
events. It was new territory for 
us and I was delighted with the 
outcome."

Lessons learned from this pilot 
event will aid Leukaemia Care 
and RCGP to prepare for shaping 
this event for other regions 
during 2018/19. 

Nick York, Leukaemia Care GP 
educational lead said, "It was 
very uplifting to see so many 
GPs put aside time to join with 

Haematologists to discuss the 
nuances involved in achieving 
a timely leukaemia diagnosis. 
The pilot ‘Spot Leukaemia’ 
workshop was well attended, 
very participative and overall 
feedback was very positive; well 
done everyone."  

Find out more about 
our GP eLearning 
tool, and how you can 
promote it to your local 
GP surgery, on our 
website: http://www.
leukaemiacare.org.uk/
GP-training 

OUR CAMPAIGNS AND ADVOCACY 
OFFICER, NICK YORK, WITH OUR 
SPEAKERS
From left to right: Nick York, Dr Salim 
Shafeek, Dr Ben Kennedy, Kris Griffin 
and Dr Manos Nikolousis 
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Who is a CNS? What value 
do they add? And, why is 
it important that patients 
have access? These are all 
the questions we’ve been 
addressing in our latest 
campaign, #myCNSmatters.

On 5 December 2017, at Britain 
Against Cancer (BAC), we 
launched our latest report, 
‘My CNS Matters – The 
invaluable role of a Clinical 
Nurse Specialist (CNS)’. Our 
Campaigns and Advocacy 
officers Nick York and Beth 
Torr broadcast live from 
the event on Twitter (@
LeukaemiaCareUK). 

The report covers four different 
areas around Clinical Nurse 
Specialists: 

1. The invaluable role of a CNS

Looking into who Clinical 
Nurse Specialists are and 
describing the responsibilities 
they have in caring for cancer 
patients, which includes: 
co-ordination of patient care; 
being an advocate for each 
individual patient and a point 

of communication between 
their care providers; and being 
responsible for educating 
healthcare professionals in 
their area of expertise. 

 
 

2. The value added to the NHS

Studies have shown that the 
value of the work carried out by 
just one CNS is worth far more 
than a CNS is paid, making 
them a hugely cost-effective 
and cost-saving asset to the 
NHS. 

3. The value added to patient 
experience

It has been shown that access 
to a CNS is the biggest factor 
leading to a positive cancer 
patient experience. We used 
our 2016 patient survey to 
demonstrate how leukaemia 
patients with access to a CNS 
have a better experience. This 
includes: being better able to 
understand their diagnosis 
and treatment decisions; 
feeling more involved in their 
treatment; receiving more 
information and support; 
and ultimately feeling more 
positive after using their CNS 
for support.   

4. CNS access 

In 2015, NHS England 
committed to achieving 100% 
access to a CNS, or other key-
worker, for cancer patients by 
2020. While we welcome this 
target, our survey revealed only 
38% of leukaemia patients 
in 2016 had access to a CNS. 
In this section we look at 
the regional variations in 
CNS access across the UK 

My CNS Matters: 
The invaluable role 
of a Clinical Nurse 
Specialist
In December, we launched our #myCNSmatters campaign, raising awareness 
of and saying thank you to Clinical Nurse Specialists (CNSs). Catch up on the 
campaign here.

CAMPAIGN

My access to the CNS has 
been absolutely fantastic 
and has helped me 
greatly over the last 13 
years. Irene is a wonderful 
lady and I cannot thank 
her enough. Please make 
sure you are in touch 
with your CNS. They are 
invaluable.

- Steven Davies
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and investigate the changes 
hospitals have been making to 
the CNS workforce since 2015 to 
achieve the target.

In addition to this, throughout 
December and January you 
were sharing and discussing 
your experience on social 
media using #myCNSmatters. 
We’d like to say thank you for 
sharing your stories about CNS 
access. These are a great way 
to demonstrate how Clinical 
Nurse Specialists are helping 
to support patients, highlight 
issues with CNSs having 
excessive workloads, and reveal 
that many patients do not know 
who or what a CNS is.

For many of you who have 
access to a CNS, the stories 
are of overwhelming gratitude 
and thanks, with people saying, 
‘the CNS was invaluable’ and, 

‘my CNS helped to make me 
smile again’. This is why we 
were saying thank you to 
Clinical Nurse Specialists and 
haematology nurses across 
the country, letting them know 
they matter during the festive 
season. 

We sent out personalised 
#myCNSmatters advent 
calendars, Christmas cards 
and a copy of the report to 
every haematology department 
in the UK. In addition, our 
staff, patients and regional 
coordinators hand-delivered a 
holiday hamper to ten Clinical 
Nurse Specialists who work 
closely with Leukaemia Care to 
support blood cancer patients 
all year-round. 

We are grateful for the valuable 
support that Clinical Nurse 
Specialists give to patients, but 
we want to see all leukaemia 
patients across the UK receiving 
this care. This is why we are 
saying #myCNSmatters and 
encouraging the discussions 
surrounding CNS access with 
policy makers and senior 
healthcare leaders.

We used your patient 
experiences to highlight 
both the value of CNS 
access and the issues 
with access across the 
country in our My CNS 
Matters report. You can 
read the report online at: 
www.leukaemiacare.org.
uk/my-CNS-matters

I am so grateful to my 
CNSs and, if I could, I’d 
make sure everyone had 
access to one because 
before I had one I felt 
lost. I had no one to 
bounce situations off. The 
internet was unreliable 
at that stage, but was all 
I could turn to between 
appointments. They really 
are worth their weight in 
gold.

- Kes Grant

STEVEN DAVIES WITH HIS CNS, IRENE

Find out more about 
#myCNSmatters and 
read our report at: www.
leukaemiacare.org.uk/
my-CNS-matters
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Health and Technology 
Appraisals (HTA) Involvement 

In August 2017, NICE released 
their initial guidance to 
not recommend the use of 
inotuzumab ozogamicin 
for the treatment of acute 
lymphoblastic leukaemia (ALL) 
in patients who had relapsed, or 
not responded to therapy. 

Campaigns and Advocacy 
Director, Zack Pemberton-
Whiteley, represented 
Leukaemia Care at an appeal 
hearing in November, alongside 
two patients and a carer who 
had experienced treatment 
with inotuzumab ozogamicin. 
On December 28th the appeal 
committee published their 
decision to uphold the appeal 
and the HTA has now gone back 
to the appraisal committee.

At Leukaemia Care, we are 
involved in providing the 
patient voice to many other 
HTAs for new leukaemia 
treatments. For us to do this, 
we need evidence from you. If 
you would like to help, please 
fill out our short HTA Patients 
Comments Form: http://bit.ly/
HTAppraisals

American Society of 
Haematology (ASH) 
Conference, Atlanta - 
December 2017

Back in December, Campaigns 
and Advocacy Director, Zack 
Pemberton-Whiteley attended 
the 59th Annual Meeting 
of the American Society of 
Haematology. 

This is the biggest event 
in the calendar for hearing 
updates on the latest research 
and treatments that are in 
development across the globe 
for blood cancer care.  Hot 
topics this year included 
CAR-T therapy, updates on key 
clinical trials, the growing role 
of minimal residual disease 
(MRD) and treatment-free 
remission in CML. You can 
learn more about these topics 
in our Advocacy Toolkits: 
www.leukaemiacare.org.uk/
advocacy-toolkit 

British Society of Haematology 
(BSH) Conference, Liverpool - 
April 2018

The Campaigns and Advocacy 
team (Zack, Nick and Beth) will 
be heading to the 58th Annual 
Scientific Meeting of the British 
Society for Haematology on the 
16th of April. 

The event will bring together 
people from across the UK 
for educational sessions 
providing updates on the latest 
research and best practice 
for haematology care. During 
the event, the team will be 
exhibiting and launching the 
latest campaign around the 

need to improve support for 
patients on ‘Watch and Wait’.

The ‘Hidden Cancer’ – The 
need to improve blood cancer 
care 

In January, the All Party 
Parliamentary Group on Blood 
Cancer (APPGBC) published 
their first report on their 
enquiry into blood cancer care 
within the NHS. The report 
focussed on the most relevant 
areas of the five-year Cancer 
Strategy that was published 
in 2015 to improve cancer care 
within the UK. 

The APPGBC report concluded 
that the strategy was failing 
to meet the specific needs 
of blood cancer patients and 
called for actions to be taken to 
improve the care patients are 
receiving. 

You can read more about the 
report in the following article: 
http://bit.ly/TheHiddenCancer 

2017 Patient Survey Update 

2884 people took time to share 
their blood cancer experience 
in our 2017 patient survey. We 
want to thank you for taking the 
time to complete this. Keep an 
eye out for our new reports over 
the coming months.

Last year we released three 
reports from our 2016 survey 
results. These can be found at 
www.leukaemiacare.org.uk/
latest-campaigns 

Campaigns Corner
CAMPAIGNS CORNER

The APPGBC report 
concluded that the 
strategy was failing to 
meet the specific needs 
of blood cancer patients
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CAR-T Therapy: the pros and cons

CAR-T THERAPY

Pros

1. Success in treating blood 
cancers in patients who have 
relapsed or not responded to 
treatment (refractory).

The first approved CAR-T in 
America, named Kymriah, saw 
around 83% of ALL patients in 
remission after three months 
and this was sustained in 
a large number of patients 
without further intervention.

2. A ‘living drug’ that can 
provide long-term therapy

Long-term studies detected 
CAR T-cells in the blood 
stream up to a decade after 
the first infusion. T-cells 
provide the immune response 
memory to damaged or 
foreign cells and therefore, 
if they remain in the blood 
stream, an immune response 
to deal with the tumour cells 
can be continual and prevent 
a patient from relapsing.

3. Personalised treatment to 
blood cancer

The main focus of CAR-T 
development is autologous 
CAR-T, meaning that a 
patient’s own t-cells are taken 
and genomic techniques 
are used to enable them to 
start an immune response 
against tumour cells. Tailoring 
treatment to a patient 
increases the likelihood of 
successful treatment.

Cons

1. Side effects – cytokine 
release syndrome (CRS)

When a t-cell interacts with 
a tumour cell, cytokines 
are released to signal that 
an immune response is 
required. Cytokines cause 
fever-like symptoms (high 
temperatures, low blood 
pressure and high heart-rate) 
and these are side effects of 
t-cell therapy.

The greater the number of 
tumour cells, the greater the 
release of cytokines because 
the immune response needs 
to be greater. Therefore, a 
correlation has been found in 
the severity of CRS with the 
numbers of cancer cells in a 
patient – in some instances, 
this is life threatening.

2. Cost of treatment

The length of time required 
for enriching, genomic 
editing and activation of 
CAR-T t-cells has significantly 
decreased over time, but 
this has required significant 
investment in technologies 
that increase the speed of 
the process. The process 
also requires significant 
man-power to develop each 
personalised treatment for 
each patient. Therefore, the 
$475,000 price tag on Kymriah 
treatment, for example, is 
reflective of the investment 

into CAR-T therapies over the 
years, rather than a single 
figure for the actual process 
of editing one patient’s t-cells 
– estimated to be around 
$15,000 (or £11,500).

Summary

CAR-T therapy is the first gene 
therapy to be approved for 
use in the USA and it looks 
as though approval will soon 
come in Europe too. It offers 
an additional treatment 
option for certain lymphomas 
and leukaemias that have 
failed to respond to current 
first line treatments and the 
quality and extension added 
to life of a patient cannot 
be downplayed. Whether 
these factors are enough to 
demonstrate cost effective 
use of NHS resources is 
something that no one can yet 
be sure of.

In August, chimeric antigen receptor t-cell therapy (CAR-T) hit the 
headlines after the FDA approved its use in America for the treatment 
of acute lymphoblastic leukaemia (ALL) in patients up to the age of 25 
years old. In November, the treatment was again approved in America for 
treatment of certain adulthood lymphomas. Here, the Campaigns team 
take a look at the pros and cons.

You can take a more 
in depth look at CAR-T 
therapy in our advocacy 
toolkit. Simply head 
to: http://bit.ly/CAR-T-
TherapyInfo 
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INSPIRATIONAL STORY

When Sheila’s daughter, Imogin, was diagnosed with acute lymphoblastic 
leukaemia (ALL) at the age of three, she was devastated. However, it was 
Imogin’s courage that kept her mother going, even after her passing. 
Here, Sheila shares her daughter’s story.

Before Imogin’s diagnosis, I had 
been working and studying in 
the beauty and hotel industry, 
travelling across Europe for my 
job. I soon returned to London, 
where I began to bring up my 
daughter, Imogin.

Everything seemed fine, just 
perfect. She was cute, chatty, 
intelligent and had a normal 
routine and normal life. Until 
one day, when I collected her 
from the nursery when she was 
nearly three years old, the words 
came out of the blue: "Mummy, 
my leg!"

    
I asked her what was wrong and 
she said it was hurting, patting 
the side of it. After a week of 
pain in her leg, I took her to the 
doctors, but it was suspected 
she just had growing pains.

Over the coming months, the 
weight loss manifested itself, 
and the pain in her leg became 
more severe. I kept pushing for 

tests and they couldn’t find a 
diagnosis. She was tested for 
sickle cell disease, but it wasn’t 
that. Why was this happening to 
my daughter?

I went to an appointment with 
my GP and used the opportunity 
to mention Imogin’s symptoms 
again. She was a very 
experienced GP (who has now 
retired) and she pushed for 
further tests.

Finally, after many tests 
and x-rays, a diagnosis. "Is it 
treatable?" I asked. My voice was 
shaking and my mouth was dry. 
They told me that Imogin had 
acute lymphoblastic leukaemia 
(ALL). 

Imogin began treatment 
straight away, and I ended up 
taking a six-year break from my 
career to care for her. She faced 
her diagnosis and treatment 
like a soldier. She was positive 
throughout all aspects, even 
through harsh chemotherapy 
and radiotherapy. She wore 
bright colours and formed 
bonds with the doctors, nurses 
and other children, who were 
also having treatment, with 
absolute positivity, vigour and 
colour! She was often very ill, 
but would come back fighting. 
It’s something I will never forget.

She also agreed to home tuition 
when her neutrophils were 
low, and exceeded as a pupil 
at school when possible. She 
enjoyed trips, time at school 
with her peers, and told me to 
remain positive, even in her 
darkest days.

Then I was told that the 
treatment was not eradicating 
the leukaemia permanently, and 
that Imogin would need a bone 
marrow transplant to survive. 
We campaigned and connected 
ourselves with various charities 
and opted for media exposure to 
try and find a match. Finally, a 
stem cell transplant was offered 
as a final resort.

The stem cells were from 
a three-month-old baby in 
America, whose mother had 
kindly agreed to donate the 
stem cells from the umbilical 
cord. The cord had been 
frozen and stored for future 
use. Imogin had the cells 

Sheila Appiah: My 
daughter’s story

She faced her diagnosis 
and treatment like a 
soldier.

I am not the same Sheila, 
just different; sometimes 
happy, sometimes not.
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transplanted into her blood 
stream, where they found their 
own way to her bone marrow. I 
prayed and gave thanks.

This gave Imogin three months 
of life and a beautiful time with 
me and my family to enjoy and 
say goodbye. Then, she passed 
away peacefully on 23rd January 
2010 in my arms at home, aged 
seven.

Shortly after her passing, 
Imogin’s spirit seemed stronger 
than ever. I had been working 
with an agency and found it 
beneficial to me, as it started 
the ball rolling for social 
interaction once again. However, 
deep down in my heart I felt that 
I had more to give.

I would use this as a form of 
counselling to strengthen 
me and help me to move on. 
Working in beauty brand 
development helped give my life 
purpose once again.

I remember being able to deal 
with the most challenging days 
with the support of Leukaemia 
Care, whom I cannot thank 
enough. They were always a 
phone call away to support me 
as a mother in desperate need 
of some validation of the whole 
situation. The panic attacks, 
the out of the blue palpitations 
and the happy and not so happy 
days! What a great team. They 
even helped me to start up 

a support group at my local 
hospital.

I am not the same Sheila, just 
different; sometimes happy, 
sometimes not. I miss Imogin 
every second. In fact, I am 
consumed with grief as I have 
lost my child and best friend. 
I still feel like a mother, and 
act like a mother through my 
management. That’s how I keep 
my mental health in check, by 
contributing to society. I treat 
my customers like gold because 
I feel that they are keeping 
me here. This is all part of the 
agreement between myself and 
my beloved daughter: to "just 
carry on".

SHEILA AND HER DAUGHTER IMOGIN
Imogin was diagnosed with acute 
lymphoblastic leukaemia (ALL) at the 
age of three.

I remember being 
able to deal with the 
most challenging days 
with the support of 
Leukaemia Care

If you’re struggling to 
cope after the diagnosis 
or death of a loved one, 
our Nurse Advisors can 
offer support every week 
day on our helpline. 

Simply call 08088 010 
444 Monday - Wednesday 
at 9:00am - 4:30pm, or 
Thursday - Friday 7:00pm 
- 10:00pm
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POWER OF ATTORNEY FEATURE

A blood cancer diagnosis can be overwhelming. However, it’s important 
that you not only look after your health, but your finances too. In this 
article, Simon Mansell from Temple Bar Independent Financial Advice 
explains Power of Attorney and why it’s important to those with a life-
changing illness.

Power of Attorney: 
what is it and why 
do you need it?

What is a Power of Attorney?

A Power of Attorney can deal with 
Health and Welfare or Property 
and Financial Affairs or both. 
Such a power allows one (or 
more) people to manage another 
person’s affairs. They are typically 
used to help in case of mental 
incapacity or physical incapacity 
due to accident, illness or old 
age. However, they can be used at 
any time for example, if someone 
leaves the country and important 
matters may need attending to.

What happens if you don’t have 
one?

If you become unable to manage 
your own affairs, the Court of 
Protection will have to be asked 
to appoint a Receiver to manage 
them for you. This is expensive 
and very time consuming. This 
process is similar to intestacy—
the process that occurs if you 
die without a Will. In both cases 
the costs of not having one can 
be draining, costly, and time-
consuming for all involved. The 
court will deliberate and appoint 
someone to take care of your 
medical and financial decisions 
for you and you can find decisions 

being made by social workers 
and other medical professionals 
which may conflict with family 
views. 

The legal expenses will be paid 
from your assets, and clearly the 
Receiver may have no knowledge 
or understanding of your family 
and personal circumstances. 
In some cases, a solicitor may 
be asked to act and this can 
rapidly drain resources. This will 
be even more of a problem if you 
are unmarried and expect the 
Receiver to look after your partner. 
If you appoint your own Attorney 
(or Attorneys), you can appoint 
people you know and trust. 

But why would you need one?

Who would manage your financial 
affairs if you had a major illness, 
accident, mental breakdown or 
just got too old to cope? People 
tend to think their husband or 
wife will be able to deal with 
everything, but not only will they 
not have the legal authority 
to deal with many things on 
your behalf, they may die first 
or be too unwell to manage 
their own affairs, never mind 
yours too. Sadly, even a joint 

bank account can be frozen in 
these circumstances, so having 
an Attorney (each) is a wise 
precaution.

Banks and joint accounts

The British Banking Association 
has issued a Guide entitled 
Guidance For People Wanting To 
Manage A Bank Account For Someone 
Else. The Guide deals specifically 
with the issues when an account 
holder loses capacity. Whether 
this joint account holder is 
one of the children, spouse, or 
partner, the bank will normally 
close the account, other than for 
emergencies, if the client who 
loses capacity does not have 
a Lasting Power of Attorney or 
Enduring Power of Attorney in 
place. If neither of these is in 
place, then the joint account 
will be deemed to be "closed" 
for any transactions other than 
emergencies, until a deputy has 
been appointed. Page nine in the 
Guide clearly explains the Bank’s 
position on this issue and which 
is the opposite of what every 
client I speak to believes to be the 
case. They all assume that the 
joint account holder who still has 
capacity will be able to use the 
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account as normal, when this is 
not the case!

Unmarried?

If you have a partner you would 
like to be able to look after things 
for you (and vice versa), you each 
need an Attorney. 

Who should I appoint as my 
attorney?

Firstly, it is possible to appoint 
more than one Attorney (vital in 
many cases): these Attorneys 
can act either JOINTLY or JOINTLY 
and SEVERALLY. Say you have 
your three adult children as 
attorneys; if they are appointed 
JOINTLY, all of them must agree to 
every decision and they must act 
together. If they are appointed 
JOINTLY and SEVERALLY, this 
means any of them can act 
by themselves. In most cases, 
Jointly and Severally is likely to 
be appropriate, but Jointly can 
be very useful if your Attorneys 
are inexperienced in financial 
matters or not ideal choices!

It should be borne in mind that, 
where Attorneys are appointed to 
act jointly (as distinct from "joint 
and severally"), if one of the joint 
attorneys should die, or be unable 
to act, the Power of Attorney 
would be ineffective. This is not 
the case with a joint and several 

appointment as the power of the 
remaining attorney is still valid.

We generally recommend your 
partner plus an older child 
or other appropriate, reliable 
and trustworthy person. Your 
choice of Attorney will need to 
be reviewed from time to time 
as circumstances change.           

Simon Mansell BA (Hons) Law, 
(DipFA®), MLIBF®, is the Managing 
Director of Temple Bar Independent 
Financial Advice Ltd and Temple 
Bar Estate Preservation Ltd. Further 
details can be found at: http://www.
templebar.co.uk  

You can watch a helpful 
video explaining the 
Power of Attorney on 
Temple Bar’s website. 
Simply head to: http://
www.templebar.co.uk/
Sites/TempleBarIndep
endentFin’lAdviceLtd/
Power_of_Attorney_
Video 

Important information

Following the Mental Capacity 
Act 2005, the law has changed 
and from October 2007 
Enduring Powers of Attorney 
(EPA’s) have been replaced by 
Lasting Powers of Attorney (LPA). 
These new powers can deal with 
both "Health and Welfare" and 
"Financial" matters. 

Although former EPA’s 
remain valid, their new 
replacements are significantly 
more complicated with new 
powers and a number of new 
safeguards built in. It will be 
necessary to register the LPA 
at the Court (for which a fee is 
payable) before the LPA can be 
used for your financial affairs, 
even if you are mentally capable. 
We suggest this registration 
is completed at outset as The 
Court of Protection employ a 
vetting process. If an error is 
spotted it is best to remedy this 
at outset rather than later when 
it is too late to correct. 

As a result, the new procedure 
is more complicated and more 
expensive! However, not having 
such powers in place is a false 
economy as the costs and 
stress are likely to be much 
greater.   



Chronic Myeloid 
Leukaemia and 
Treatment-free 
Remission
Philadelphia Positive (Ph+) 
Chronic Myeloid Leukaemia 
(CML)

Every human cell should contain 
within the nucleus 22 pairs of 
chromosomes, plus two sex 
determining chromosomes 
that are either XX (female) or 
XY (male). The chromosomes 
contain all the genes required for 
human life.

In the 1960s, researchers 
identified that the cells from CML 
patients contained an unusually 
short chromosome and this 

was named after the location of 
its discovery, the Philadelphia 
chromosome. 

It wasn’t until later that 
researchers were able to 
identify that the Philadelphia 
chromosome had been formed 
by regions on chromosome 9 
and chromosome 22 swapping 
(translocation). The swap occurs 
at a very specific point, causing 
the ABL gene on chromosome 9 
to be joined to the BCR gene on 
chromosome 22 and hence a 
new gene is formed, BCR-ABL.

From BCR-ABL a type of tyrosine 
kinase is produced. This is 
an enzyme involved in cell 
signalling, which turns genes 
on and off. The effect of the BCR-
ABL tyrosine kinase signalling 
is uncontrolled cell division of 
white blood cells; hence it is a 
driver of CML. The Philadelphia 
chromosome is present in 
approximately 95% of CML cases.

Tyrosine Kinase Inhibitors (TKI)

In the 1990s, an American 
oncologist, Dr Brian Druker, 
was researching into the use 

"Treatment-free remission" (TFR) is a term that you may have been 
hearing a lot lately. Learn more about it here.

TREATMENT-FREE REMISSION

14 www.leukaemiacare.org.uk
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of tyrosine kinase inhibitors 
(TKIs) for the treatment of CML. 
These inhibitors prevent the cell 
signalling activity of tyrosine 
kinases. 

Dr Druker began working with 
the pharmaceutical company 
Ciba-Geigy (now Novartis), who 
had been developing a range of 
TKIs and eventually came across 
a compound that reduced CML 
cells by over 90% in samples of 
human bone marrow within the 
lab. This compound was named 
imatinib, and human trials for 
the treatment began in 1998. 

In 2001, imatinib (brand name 
Gleevec) was approved for use 
within the USA for treatment of 
CML. It was the first treatment 
to be developed that targeted 
a specific cancer-causing gene 
alteration. Since this time, a 
number of other TKIs have been 
developed for the treatment of 
CML, four of which are routinely 
used in the UK: nilotinib, 
dasatinib, bosutinib, ponatinib.

Effectiveness of TKI drugs 

Prior to the introduction of 
TKI drugs in 2001, only 30% of 
patients survived five years 
following diagnosis. In one of the 
first trials of imatinib, 53 out of 
54 patients achieved complete 
haematological response, 
meaning their white blood cell 
counts returned to normal. In the 
following five-year follow up trial, 
89% achieved five-year survival. 

Today, the five-year survival is 
likely to be higher than 89%. This 
is because, with the advent of 
further TKI drugs, there are now 
more potent options for those 
who fail to respond to, or become 
resistant to, imatinib.

Most patients today will live a 
normal lifespan by taking TKI 
drugs on a daily basis and, more 
often than not, face greater side-
effects from TKI than CML itself.

Treatment-free remission (TFR)

The majority of CML patients 
using TKI drugs will have very 
little detectable disease using 
the most sensitive method of 
detection, PCR (polymerase chain 
reaction). PCR is the process of 
copying a DNA segment (in this 
case, the BCR-ABL gene segment) 
multiple times over to increase 
the amount (amplification) and 
enable detection. 

This method allows detection 
of one CML cell in up to 100,000 
cells (0.001%). At this level, the 
amount of disease is defined by:

•	 Major Molecular Response 
(MMR) or MR3 – this refers 
to a log reduction of three, 
or 1000 times fewer BCR-ABL 
than would be expected to be 
found in an untreated CML 
patient. 

•	 Deep Molecular Response 
(DMR) or MR(4.5) – this is the 
smallest amount of BCR-
ABL that can be detected by 
PCR, with between 10,000 to 
100,000 times fewer BCR-
ABL than would be found in 
untreated CML. 

In recent years, the question 
has arisen whether patients 
who have achieved DMR with TKI 
drugs could stop their treatment 
and sustain DMR – this is known 
as treatment-free remission 
(TFR). 

Who can consider TFR?

There are many clinical trials 
ongoing for TFR that patients 
can join. The main condition for 
trials is that patients need to 
have achieved and sustained 

DMR for a number of years prior 
to attempting TFR. 

One unusual exception to this is 
the DESTINY trial, that recruited 
a cohort of patients who had 
achieved MMR but not DMR. In 
this trial, the TKI drugs were 
reduced to half a dose for 12 
months before full removal of 
the drugs – in most trials this de-
escalation does not occur. 

In recent years, however, more 
clinicians are attempting TFR 
with their patients outside of 
clinical trials. This is mainly due 
to the lack of availability within 
trials, and secondly because 
there is better guidance on safely 
attempting TFR outside of trials. 
Nilotinib, however, is currently 
the only TKI to contain TFR within 
the marketing authorisation 
– this defines how a drug is 
presented for use within Europe 
by the manufacturer.

The European Society of Medical 
Oncology (ESMO) have published 
guidelines for considering 
patients to attempt TFR within 
the clinical setting:

1) Need to ensure ‘proper, 
high-quality and certified 
monitoring’

Patients attempting TFR need to 
be closely monitored, with PCR 
tests guaranteed every month 
for at least six months, every six 
weeks for six months and every 
three months thereafter. The 
results also need to be reported 
on in a timely manner, to ensure 
that patients whose BCR-ABL 

The Philadelphia 
chromosome is present 
in approximately 95% of 
CML cases.

Since this time, a 
number of other TKIs 
have been developed 
for the treatment of 
CML, four of which are 
routinely used in the 
UK
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levels start to increase are 
recognised as early as possible. 

2) Typical BCR–ABL1 transcripts 
identified at diagnosis

PCR for recognition of the 
typical BCR-ABL gene segment 
is very strictly regulated and 
standardised across the globe. 
However, around 2-3% of 
patients have slightly different 
BCR-ABL gene mutations 
(atypical), which makes 
identification of CML cell levels 
less accurate and hence, the 
advice is to avoid attempting 
TFR. 

3) Must have received TKI 
therapy for a minimum of five 
years

4) Achievement of MR(4.5) and 
sustained DMR for at least two 
years 

5) Informed consent of the 
patients

NB Do not attempt TFR and stop 
taking your TKI drugs without 
this being discussed, agreed and 
overseen by your clinician first.

How many patients achieve 
TFR?

There is a chance that patients 
see an increase in their CML 
levels upon removal of TKIs and 
lose Major Molecular Response 
(MMR). Studies have clearly 
shown, however, that patients 
can safely restart TKI treatment 
and achieve DMR again without 
any apparent impact on long-
term outcomes. 

Evidence from trials 
demonstrates that around 
40% to 50% of patients achieve 
long-term TFR. The majority of 
patients who lose MMR will do 
so within the first six months 
and, after this time, the risk is 
around 10% up to 24 months TFR. 

There are several factors that 
appear to correlate with patients 
attaining TFR:

1) Early molecular response 
(EMR) to TKIs 

Early molecular response to 
TKIs is one of the key prognostic 

indicators for patients and 
it is correlated to patients 
later achieving MMR or DMR. 
Therefore, it could be the case 
that patients with EMR are more 
likely to achieve TFR later down 
the line. 

2) Longer TKI treatment and 
sustained DMR

A clear factor that appears to 
influence TFR is how long the 
patient has sustained DMR 
with TKI treatment prior to 
attempting TFR. 

For example, the EURO-SKI early 
data analysis found a loss of 
MMR within six months in 47% 
of patients treated with TKI for 
less than eight years, compared 
to 26% of those who had been 
treated for more than eight 
years. 

3) The type of TKI patients are 
treated with

All TKIs inhibit the activity of 
the BCR-ABL gene, as suggested 
by the name, however, there are 
differences between the TKIs in 
both how they function and how 

well targeted they are. 

Imatinib is less toxic than other 
TKIs, but those developed after 
are generally more effective 
for achieving DMR. Due to this, 
studies have shown that more 
patients treated with nilotinib, 
for example, will be able to 
attempt TFR than those on 
imatinib. Hence, the numbers 
of patients achieving TFR will 
be greater for those previously 
treated with nilotinib. 

Is TFR a cure?

Some patients feel as though 
stopping their treatment and 
living in TFR is a cure, however, 
the clinical community is 

cautious to say this.

This is because the slowly 
progressing nature of CML and 
the older age patients may mean 
that MMR is not lost in patients 
within their life-span. However, 
there is still risk that given 
enough time the leukaemia cells 
will begin to increase above 
MMR and the EURO-SKI trial has 
demonstrated late-relapses 
after years of TFR. In this vain, 
patients will require regular, life-
long PCR monitoring to assess 
disease burden. 

Cure or not, the opportunity 
for patients to attempt TFR 
and live treatment-free for an 
extended period of time may go 
far in contributing to increased 
quality-of-life. 

Evidence from trials 
demonstrates that 
around 40% to 50% of 
patients achieve long-
term TFR.

Find out more about TFR 
in our advocacy toolkit: 
http://bit.ly/TFRtoolkit
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Norrie Philp: A new 
normal

When were you diagnosed and 
what with?

I was diagnosed in March 
2013 and I was diagnosed with 
chronic myeloid leukaemia 
(CML).

What symptoms did you have 
before your diagnosis, if you 
had any?

I lost a lot of weight. I felt fine, 
but my clothes never fitted me, 
they were too big. I’m type 1 
diabetic as well, so I thought it 
was my diabetes. 

I had a blood test on a Friday 
afternoon at the diabetic clinic, 

and on the Monday morning I 
had a phone call from my wife 
saying the doctor was banging 
on my door. I was at work, and 
the doctor never explained 
anything to Lisa, said it was 
private and confidential. So, she 
was getting worried and upset 
on the phone, and that’s when 
I phoned the doctor and asked 
what was wrong. He never even 
said anything, just told me 
to get to the clinic as soon as 
possible. 

I went there, and they told me 
there was something wrong 
with my white blood cells. So, I 
just thought it was something 

to do with diabetes. They took 
a blood test there and then and 
sent me up to the hospital. I 
went to see Dr Maung, who’s my 
haematologist still, and I had to 
wait two weeks for the results 
to come through, which are the 
worst two weeks of your life. I 
went up to see him two weeks 
after that, and he sat me down 
and told me that I had chronic 
myeloid leukaemia (CML). 

Did you not suspect cancer at 
all before your diagnosis?

No. I’d kind of been struggling 
with diabetes up and down, and 
you just never think you’d get 

Before Norrie was diagnosed with chronic myeloid leukaemia (CML) in 2013, 
he put his symptoms down to his diabetes. Now, nearly five years on from 
his diagnosis, he shares his story.

INSPIRATIONAL STORY
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cancer really. I’m still young 
and I know what they say, that 
it affects people of different 
ages, but you just never think 
it’d be you. I mean, I’m healthy, 
I don’t smoke, I don’t drink, 
I’m always active, I’m always 
doing marathons and things, 
so I just blamed it on my 
diabetes.

Did you know much about 
leukaemia before you were 
diagnosed?

Well, saying that, my dad 
died of leukaemia seven 
years before that, and still I 
never really knew much about 
leukaemia anyway. My dad 
had acute myeloid leukaemia 
(AML) and he went through it 
really bad.

My diagnosis was quite hard 
to take, and I remember I went 
to hospital and told everyone 
not to worry, especially my 
wife. I went to get the results, 
and I remember coming home 
just numb; I didn’t know what 
to do. I had so many questions 
to ask that I was too afraid 
to ask, and I just thought, 
"God, how long have I got to 
live?" That was the first thing 
I thought, was how long have 
I got. 

So, when I went home and 
spoke to my wife, the first 
thing I did was google about 
anything, which is so wrong 
to do, and I convinced myself I 
had five years to live with this 
illness; that’s what it said.

Did you start treatment 
straight away?

I started it right away, I 
started imatinib, but it was 
the worst ever. I was sick 

every day, I had chronic pain, 
my bone pain was really bad, 
and just generally ill every 
day. I was on that many drugs 
and painkillers and sickness 
tablets, just everything. 

Do you still have side effects 
from the imatinib now?

I’m not on imatinib now. 
I had to go back to the 
haematologist and say that, 
although it was working, I was 
really ill on the other side of 
it, and I thought something 
had to be done here because 
I couldn’t live my life like this, 
bed bound every day, and 
going from being so active to 
being in bed every day and 
sick. 

They put me on another new 
drug, and that didn’t work 
because I came out in a rash. I 
then got put on a new drug in 
October 2016, dasatinib, and 
it’s been amazing and I’m now 
in remission.

I still get the odd couple of 
side effects, like bone pain, 
but nothing like it was before. 
There are days now where I 
forget I’ve got this illness, it’s 
that good.

How have your family been 
with your diagnosis?

As soon as I got told, I took 
them into the room and I just 
explained to them. I think they 
thought like what I thought, 
like how long have I got to live, 
just the usual questions, but 
that was four years ago now 
and they’re fine.

Do you work at all?

I’ve worked my way up to 
being head chef now for 21 
years in the same company, 
and when I got diagnosed 
obviously I couldn’t go to work, 
but now I’ve got to go to work. 
I went for about an hour and 
I went home because I can’t 
stay on my feet for that long 
with the chronic pain. 

Unfortunately, two years ago, 
I had to go see occupational 
health because I was off work 
for a year, and I failed that, 
and I knew I was going to fail 
it because I’m on my feet for 
ten minutes and I’ve got to 
sit down, the bone pain is 
really bad. I was really gutted 
because I’ve been at that work 
for 21 years and I had to leave, 
but my boss said that when I 
got fit and better, the job role 
would always be there for me. 

I’m now going back to work 
a few hours a day just to get 
back. 

So obviously you still run 
marathons...

Yeah, I do it for Leukaemia 
Care, and I’ve done it with 
my nephew who’s raised a 
lot of money through events 
like football tournaments. I 
missed the 2017 marathon, 
but he’s done it and raised a 
lot of money for it. 

Do you have any advice for 
someone who’s just been 
diagnosed?

Just be positive every day 
and just live your life as you 
can. Don’t sit there and let 
this win. That’s what kept me 
going through it, as well as 
my family. Just keep fighting, 
fight every day. I know it’s 
easy for me to say that, and 
everybody’s different, but 
that’s the positive mind I’ve 
set out to have and I’ve done 
that. 

If you or someone you 
love has been diagnosed 
with chronic myeloid 
leukaemia, you can learn 
more about the disease 
in our Chronic Myeloid 
Leukaemia booklet: 
http://bit.ly/LCBooklets

There are days now 
where I forget I’ve got 
this illness, it’s that 
good.
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With thanks to Rachel Hein of       
http://rachelhein.com/ for the         
photos and her generous donation
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When a child is diagnosed with 
cancer it affects the whole 
family. The diagnosis and 
treatment of childhood cancer 
places considerable demands 
on family life. Brothers and 
sisters of a child with cancer 
may experience a wide range of 
emotions. By recognising and 
understanding these feelings, 
you can help children to cope 
with the stress and emotions 
that a cancer diagnosis of a 
sibling brings. 

Siblings may feel guilty, angry, 
frustrated, sad or fearful. 
Children can feel guilty about 
the illness and they may also 
feel guilty for being healthy. 
Young children may fear 
they have caused the cancer 
somehow or that they might 
catch it. Others worry about 
what will happen to the family 
because of the cancer, or they 
may fear that their brother or 
sister may die. Brothers and 
sisters of children with cancer 
can be very scared and may 
have frightening thoughts 
about what is happening in 
the hospital. Children will often 
be reassured by visiting their 
sibling in hospital and seeing 
how and where they are. 

Giving children age-specific, 
realistic and accurate 
information about their sibling’s 
diagnosis and treatment can 

help to alleviate their fears. This 
can also prepare children for the 
physical changes their sibling 
may experience, for example: 
hair loss, fatigue or weight 
loss. Talking about appearance 
changes ahead of time will help 
to reduce the fear when these 
changes happen. Don’t be afraid 
to use the word ‘cancer’.   

Children often don’t know how to 
talk about their feelings, so they 
express them through actions.  
Every child is different, but 
common and normal responses 
from healthy siblings can 
include:

•	 Misbehaving or acting out in 
negative, attention seeking 
ways at home or school

•	 Increased anxiety, such as 
not wanting to leave their 
parents or go to school

•	 Withdrawing from the family 
or wanting to be alone

•	 Acting younger, such as 
an older child using baby 
language and behaviour

•	 Demanding or entitled 
behaviours 

•	 Having physical symptoms 
such as headaches, stomach 
aches or bed wetting

•	 Having trouble sleeping or 
bad dreams

•	 Being moody or irritable, 
including temper tantrums, 
fighting with parents or 
siblings, or crying a lot

•	 Performing worse in school 
or having a hard time 
focusing on home work

•	 Doing extra good deeds to 
try and take care of the rest 
of the family.

Encouraging questions and 
providing frequent updates 
can help to make siblings 
feel less anxious and help to 
maintain an honest and trusting 
relationship. Answer questions 
as accurately and honestly as 
possible. Let children know 
that you understand this is 
a hard time for them too and 
that all feelings are acceptable. 
Reassure them that their 
feelings -  whatever they may 
be – are normal and okay. It can 
be useful to help them express 
themselves through writing in a 
journal, artwork or play.  

Parents often need to spend a 
lot of time in hospital with their 
sick child and therefore their 
other children may need to be 
cared for by family members or 
friends. They may have a lot of 
time away from their parents 
and their daily routines may 
keep changing. This can be very 
upsetting and unsettling for 

Supporting siblings 
of children with blood 
cancer
In this article, our Nurse Advisor, Fiona is talking about how parents can 
support the siblings of a child with blood cancer.



21Helpline freephone 08088 010 444

children and, on top of worrying 
about their brother or sister’s 
health, they may also feel 
resentful and jealous of all the 
attention they are getting; they 
may feel left out and angry. 

The needs of brothers and 
sisters can sometimes be 
overlooked, particularly in the 
early months of diagnosis. If 
a parent can find even a short 
amount of ‘special time’ with 
the brother or sister, this will 
help them feel more important. 
Telling siblings that their 
parents love and miss them will 
give comfort and reassurance. 
Try to maintain normalcy 
whenever it is possible. Routine 
gives children a sense of 
security and helps them cope 
with stressful situations.  

Siblings may also experience 
problems at school. Many 
siblings may keep their feelings 
bottled up inside to avoid 
worrying their parents. Often 
the place where siblings may 

show their feelings is at school. 
They may become withdrawn 
and very quiet or become 
disruptive in the classroom. 
Problems at school may stem 
from other children teasing or 
bullying them or leaving them 
out. Staff at school need to know 
what is happening at home 
so appropriate support can be 
given. Teachers and classroom 
peers can be a valuable source 
of support, and teachers will 
understand that feelings may 
be expressed through behaviour 
at school once they are aware of 
the stresses facing the family. 
Nurses from the hospital will 
often be able to go and visit the 
child’s school to help teachers 
and pupils to understand about 
the illness and the treatment. 

When a child is diagnosed 
with cancer, family dynamics 
will change. These changes 
can be extra hard for siblings. 
Understanding their viewpoint, 
and all of the emotions that 
go with it, makes it easier to 

meet their needs. And while 
there may be challenges, at 
the same time, many children 
respond to a sibling with cancer 
with enormous love, care and 
support. Parents often see other 
positive changes in siblings of 
a child with cancer, including 
more empathy and compassion, 
greater self-esteem, closer 
relationships with siblings and 
parents, and greater insight into 
the things that really matter.

Learn more about 
childhood leukaemias 
in our two booklets: 
Childhood Acute 
Myeloid Leukaemia 
and Childhood Acute 
Lymphoblastic 
Leukaemia. Download 
or order them on our 
website: http://bit.ly/
LCBooklets 
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Many patients are asked to 
think about taking part in a 
clinical trial, but what factors do 
patients consider important for 
them to make their decisions 
about taking part in a study? 

For this article, we will focus on 
a study for patients with acute 
lymphoblastic leukaemia (ALL) 
called UKALL 14. This will include 
an overview of what the study 
involves. 

A look at the UKALL 14 trial

This trial is a phase three 
national study that is available 
for adult patients with a 
diagnosis of ALL. The age 
range of patients who may be 
eligible to enter this trial is 
between 19-65 years. This study 
includes patients who have a 

Philadelphia positive mutation; 
this is a genetic change found 
with some types of leukaemia 
which involves chromosome 9 
and 22.

The study was originally 
available for patients diagnosed 
as having B-cell ALL and T-cell 
ALL. This study is looking at 
improving the treatment for 
adult patients with ALL. The 
treatment available for the B-cell 
group of patients included a 
random allocation of Rituximab 
(targeted treatment antibody) 
or not, along with standard 
chemotherapy treatments. 
This section of the trial is now 
complete and has reached the 
number of patients needed.  

Patients who are diagnosed 
with T-cell ALL will have 
the nelarabine option 
chemotherapy, as well as 
standard chemotherapy 
treatment, which is still open to 
recruitment. The study is also 
looking at which patients will 
benefit from having a stem cell 
transplant. 

Treatment is intensive and 
overall will take several months. 
The specialist haematology 
team will discuss if this 
study is suitable for each 
individual patient to take part 
in. An explanation of what the 
treatments are, how they are 
given, and their side effects 
will be explained along with the 
specific trial information sheets 
or booklets. 

Clinical Trials: Acute leukaemia 
patient experience

CLINICAL TRIALS

Our Nurse Advisor, Angela, has years of experience in clinical trials. In this 
article, she talks about what trials are like for acute leukaemia patients, 
and takes a look at the UKALL 14 trial.
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The study is also looking at 
which patients will benefit from 
having a stem cell transplant. 
Prior to starting treatment, 
patients will have bone marrow 
and blood tests, and these will 
be repeated after each treatment 
stage and during the study 
follow-up to determine next 
treatment steps. Not all patients 
will have all of the treatment 
options available. Each stage of 
treatment will be discussed with 
each patient by their consultant 
haematologist. 

UKALL 14 trial treatment 
options available

Treatment will start with an 
initial chemotherapy treatment, 
called induction. This is given 
to achieve a disease remission, 
which means that the bone 
marrow function and blood 
counts return to normal, and 
when doctors look under the 
microscope they can’t see any 
leukaemia cells. Induction 
therapy is given in two parts, 
called phase one and phase 
two. Patients completing both 

treatment phases will be 
assessed for their risk status, 
whether it be high or standard 
risk of the leukaemia cells 
returning. This will determine the 
next treatment plan. 

Immediately after induction 
therapy, some patients are 
given further chemotherapy 
called Intensification, aimed at 
preventing leukaemia cells from 
transferring across into the fluid 
around the brain and spinal cord. 
Not all patients will require this 
treatment.  

Patients who are already in 
remission may be given more 
therapy called consolidation 
treatment in order to prevent the 
disease relapsing (coming back). 
Not all patients will require this 
treatment. 

Maintenance treatment is a 
lower dose chemotherapy, 
which is given as an out-patient 
treatment – mostly as tablets 
but sometimes as three-monthly 
injections. This is also used to 
prevent the leukaemia coming 

back. Patients will have their 
blood tests monitored regularly; 
this will usually be on an 
outpatient basis. 

Stem Cell Transplant (also 
known as bone marrow 
transplant) will be for patients 
who have a suitable donor 
and are at the highest risk of 
relapsing. Patients who receive 
stem cell transplantation don’t 
always have intensification, 
consolidation and maintenance 
as well. At each stage of 
treatment, the patient’s 
consultant/specialist team will 
discuss which treatment option 
is most appropriate for the 
individual patient.

What do patients find helpful 
when thinking about taking 
part in a clinical trial?

Being given a diagnosis of acute 
leukaemia is a very bewildering 
and distressing time for patients 
and their families. It is a time 
when lots of verbal and written 
information is being given 
in a very short space of time, 
usually involving different staff 
members of the Haematology 
team. 

This information includes: what 
is leukaemia? How is it treated? 
What do the treatments involve? 
With this huge amount of 
information, patients are often 
asked to think about a clinical 
trial as well. The booklets and 
information will use words 
and terms that are unfamiliar 
and sometimes difficult to 
understand.

Patients who have taken part 
in a clinical trial say that they 
found that reading through 
the information and talking to 

their families helped them to 
voice concerns and speak about 
things that would worry them. 
They also said that discussing 
aspects of the trial with their 
specialist nurse helped to aid 
their understanding. All said that 
they found being able to re-read 
the information at a later date 
was also helpful.

What patients found important 
to them is being given a clear 
explanation of what would be 
included in the study such as:

•	 What tests would be carried 
out? 

•	 How often would these need 
to be done?

•	 How many extra tests would 
be required? 

•	 What are the treatments that 
are included in the study and 
how would this affect them 
as individuals?

Other comments included being 
able to help other patients in 
the future and being able to help 
further research in leukaemia.

Another reason that patients 
gave for taking part in a study 
was having more treatment 
options that may be available 
to them during the study. Other 
important considerations 
that were reported by patients 
included having additional 
research teams support them, 
and new treatments being 
accessible earlier. 

Patients also understood that 
there would be additional blood 
tests and bone marrow tests 
included in the study. Patients 
had some concerns about extra 
hospital visits for blood and 
bone marrow tests, but it didn’t 
appear to deter patients from 
taking part in the study. 

Find further information 
and look at which studies 
are available in the UK 
here: public-odp.nihr.
ac.uk/qlikview
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