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Moving forward 

We have a number of new 
developments for 2017 as we 
continue to support those 
affected by blood cancer.
 
Supporting medical professionals to 
deliver outstanding care for patients

New developments for 2017 include 
investing in the education of healthcare 
professionals, such as GPs and 
haematology nurses.

We continue to promote early diagnosis 
with GPs through our free online learning 
tool, and this year we are employing a 
dedicated officer to encourage more GPs 
to make use of this resource and reduce 
the number of people being diagnosed 
in A&E.

In December 2016, we launched our 
nurse bursary scheme through the 
Royal College of Nursing Foundation, 
inviting haematology nurses to apply 
for a bursary of up to £5,000 towards 
research or training to improve patient 
care.  We awarded six bursaries and look 
forward to reporting their impact over 
the next year.  

Recognising that nurses are 
increasingly finding it difficult to get 
time off to attend training, this year 
we are launching a free online basic 
haematology training programme to 
improve junior nurses’ understanding 
of how to care for a patient with 
leukaemia. This will complement our 
bursary scheme, which opens again for 
applications 31st August.

Thank you to everyone who 
contributed to this issue: Kris 
Griffin, Karen Brady, Stuart Myers, 
Shirley Aston, Karen Orwin, Paul 
Curtis, Ty Walker, Kim Thornhill, 
Natasha Milsom, Angela Watts, 
Linda Boyne.

Monica Izmajlowicz 
CEO

Providing face-to-face support for 
patients on ward

Following the success of our pilot at 
Heartlands Hospital in Birmingham 
in 2016, Leukaemia CARE will roll out 
hospital support workers during 
haematology clinics at a further four 
hospitals in the UK.

Lisa Opi, our hospital support worker 
in Birmingham, provides information, 
advice, signposting and a listening ear 
to patients and their families at one of 
the busiest haematology clinics in the 
Midlands every Wednesday.  

Alongside this, we are employing 
further regional co-ordinators to raise 
awareness of our services with medical 
professionals caring for patients and 
supporting their families. Our  
co-ordinators will identify gaps for 
further support groups and provide 
more support to our existing groups.

Continuing to put patients at the heart 
of our decision making

Following the huge uptake of our patient 
survey in 2016, we are busy analysing 
the information to inform future 
strategy, services and campaigning on 
behalf of patients.  Our report on the 
inequalities impacting on the survival 
and experiences of leukaemia patients 
of different ages ‘Leukaemia: I wasn’t 
born yesterday’ is only the first to come 
out of the survey.  We will be running the 
survey again this year and hope you will 
support it once more.

I know many of you rely on your issue 
of Journey to keep in touch with the 
charity. Please do look at our website 
– it has more information and stories 
than we can fit in our four issues each 
year. We welcome any feedback and 
invite you to share your experiences as 
a patient or carer. Simply email us at: 
communications@leukaemiacare.org.uk 
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NEWS

Our report, ‘Leukaemia: I wasn’t 
born yesterday’, discovered ten 
key findings:

1. GPs were twice as likely to refer older 

patients as a non-urgent referral (i.e. cancer 

was not suspected)

2. Older patients were less likely to know that 

leukaemia is a type of cancer, only 77% knew 

this before they were diagnosed

3. 20% of patients over 65 had not been 

told about their prognosis when they were 

diagnosed

4. Only two thirds (67%) of older patients 

received information about the different types 

of support available

5. Older patients were less likely to be given 

guidance on using the internet. O% of over 

85’s given guidance about using online 

information

6. 29% of leukaemia patients over the age of 

65 were still working

7. Only 37% of older patients have access to a 

Clinical Nurse Specialist (CNS)

8. Older patients were nearly twice as likely 

to undergo watch and wait, but less likely to 

understand the reasons for this

9. Older patients were less likely to be given 

the option of joining a clinical trial (46% v 
60%)

10. Older patients were also less likely to have 

received a stem cell transplant (12% v 37%)

Last year, 2,500 of you took part in our patient survey, and we 
analysed the responses of 1,305 leukaemia patients. From 
these answers, we were able to put together a report looking at 
the effects of leukaemia on different age groups, and it was in 
the over 65’s that we made some interesting findings. 

We found that 64% of leukaemia patients were 65 and over, yet 
we also discovered that 81% of leukaemia deaths are seen in 
those over this age. 

These statistics were backed up by a European study, 
EUROCARE 5, that looked at the differences in cancer care and 
survival between European regions over a five-year period. The 
study found that cancer survival actually increases with age, 
but that the UK has some of the worst cancer survival rates in 
Europe. In fact, the lives of 740 leukaemia patients over the age 
of 65 could be saved each year if UK mortality rates matched 
the best in Europe. 

As a result of these findings, we decided to take a more in 
depth look at the effects of leukaemia in this age group to 
discover the reasons behind poorer survival rates in older 
patients.

To support our findings, we contacted a number of patients 
to hear their experiences of diagnosis, treatment and living 
with leukaemia. One case study in particular highlighted the 
lack of awareness and reduced urgency experienced by many 
leukaemia patients over the age of 65. 

Graham Mason is 72-years-old and was diagnosed with acute 
myeloid leukaemia (AML) in 2003. Graham’s main symptom 
was a sore mouth. He had visited his GP surgery and had been 
given antibiotics, but they didn’t seem to work. He had also 
had a blood test, but the results weren’t followed up on. 

I wasn’t born  
yesterday
In March, we published a report on the 
effects of leukaemia on those aged 65 
and over. Read on to find out more. 
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Graham decided to visit his dentist instead, who 
immediately noticed that something wasn’t right. The 
dentist contacted Graham’s surgery and another blood 
test was arranged, resulting in the diagnosis of AML. 
However, Graham hadn’t heard of leukaemia, asking his 
consultant, “Who’s given me that?“ 

Graham’s experience highlights the need for a better 
understanding and awareness of leukaemia, not 
only in the older generation, but amongst healthcare 
professionals too. Graham was lucky in that his dentist 
had worked in a hospital near the haematology ward, 

To read the rest of the report and to view the full 
references and case studies, head online at:  

www.leukaemiacare.org.uk/i-wasnt-born-yesterday. 
Alternatively, you can request a paper copy  

by calling 01905 755 977, or emailing  
advocacy@leukaemiacare.org.uk 

and so had a good knowledge of the symptoms of blood 
cancer. If this hadn’t been the case, Graham’s diagnosis 
may have been severely delayed.

In addition to the experiences of diagnosis and 
treatment, our report also looks at the effects of 
leukaemia on everyday life, such as the financial and 
emotional impact. Interestingly, the over 65’s were more 
likely to report a positive impact on their emotional 
wellbeing (37% v 29%), and more likely to report no 
emotional change overall (51% v 28%).  Furthermore, the 
over 65’s were also less likely to report side effects, and 
more likely to report no side effects at all (12% v 8%).

 
As a result of our findings, we have made a number of 
recommendations that can be used to push for better 
awareness and care in leukaemia patients aged 65 
and over. Some of these recommendations include:

  Treatment decisions must be based on fitness, 
rather than chronological age

  Patients of all ages should be given the option of 
joining clinical trials, so that the data provided is 
more representative of clinical practice

  All patients should receive written and verbal 
information about their condition and the different 
types of support available

  Improved awareness of the signs and symptoms 
of leukaemia, amongst the general public and 
healthcare professionals who can aid earlier 
diagnosis (such as general practitioners).

 
The ‘Leukaemia: I wasn’t born yesterday’ report brings 
together findings from other sources, what we’ve heard 
from our supporters and the findings of the Leukaemia 
CARE cancer patient experience survey. It highlights the 
challenges faced by leukaemia patients aged 65 and 
over, and calls for better awareness and support.

Thank you to everyone who participated in the survey 
and our report, and do look out for our report on all 2,500 
responses that will be published this September. 
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NEWS

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

advocacy@leukaemiacare.org.uk

This year, the 21st of April was AML 
World Awareness Day! 

In the UK, 53% of acute myeloid 
leukaemia (AML) patients are diagnosed 
following an emergency presentation. 
This compares against a cancer average 
of 22%. Early diagnosis gives people a 
better chance of long-term survival. AML 
patients diagnosed as an emergency 
have a lower chance of survival at one 
month, three months, six months, nine 
months, one year and two years than 
those diagnosed via other routes. 

The ‘Know AML’ campaign worked to 
raise awareness of AML internationally, 
with Leukaemia CARE focusing on 
sharing the signs and symptoms of 
AML and working to improve earlier 
diagnosis. 

You can read more about our AML 
awareness day work at:   
www.leukaemiacare.org.uk/news 

Later this month (22-25th of 
June), our head of Campaigns and 
Advocacy, Zack will be attending 
the European Hematology 
Association (EHA) meeting in 
Madrid. The meeting brings 
together international experts 
in haematology to discuss new 
treatments, clinical trial data and 
changes in clinical practice. It also 
brings together patient advocacy 
groups from throughout the world 
to discuss global initiatives and 
collaborations. Several projects 
are being planned in the next few 

months, which we hope can benefit 
leukaemia patients in the UK.

Last year, we undertook a patient 
survey to help capture the views 
and experiences of leukaemia 
patients, to which over 2,500 of 
you responded. We are using this 
information to help improve our 
services and drive campaigns, 
focusing on the issues that you told 
us were important. Our next issue 
of Journey will include a review of all 
our findings, so watch this space! 

Each month, our Campaigns and 
Advocacy team produce a tailored 
piece of information to help advise 
you of your rights and enable you to 
make informed decisions. 

Some of the new guidance produced 
since the last issue of Journey 
covers NHS waiting times, the NHS 
complaints procedure and dealing 
with discrimination. 

You can view them at: 
 www.leukaemiacare.org.uk/
advocacy-toolkit 

Earlier this year saw the public 
launch of the new APPG on Blood 
Cancer, on the 18th of January in 
the House of Commons. 

The APPG brings stakeholders 
together to make sure the 
voice of patients is heard in 
Parliament. The group is chaired 
by Crawley MP Henry Smith, who 
lost his mother to acute myeloid 
leukaemia (AML). 

Monica Izmajlowicz (Chief 
Executive) and Zack Pemberton-
Whiteley (Head of Campaigns 
and Advocacy) attended the 

launch, where new Leukaemia 
CARE trustee Kris Griffin spoke 
about his experience as a chronic 
myeloid leukaemia (CML) patient. 
At this event, the APPG announced 
an inquiry into blood cancer care 
in the NHS and making sure that 
the specific needs were being met.

Read more at:  
www.leukaemiacare.org.uk/
news/inquiry-into-blood-cancer-
care-in-the-nhs

All Party Parliamentary Group 
on Blood Cancer

AML World  
Awareness Day

Coming soon…. Advocacy Toolkit
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Why is a blood cancer patient 
at a conference widely regarded 
as a showcase for healthcare 
innovation, not necessarily 
medical breakthrough? Patient 
power means that we have to 
consider the bigger picture and 
when I attended two years ago 
and made contact with Oxford 
Nanopore it made me realise how 
isolated we can be.

The annual WIRED Health conference showcases the 
latest technological advances and how they can be 
used to transform the future of the health industry. 
Leukaemia CARE trustee Kris Griffin went along to learn 
more about how these advancements could help blood 
cancer patients. Read on for an extract from his blog.

NEWS

Kris is WIRED at Executive 
Health Conference

If you’d like to read 
more of Kris’ blog on the 

WIRED Health Conference, 
and discover what other 
medical breakthroughs 

were discussed, you can 
find it here:  

www.accesscmldrugs.
wordpress.com

One day, the MinION from Oxford 
Nanopore will allow blood cancer 
patients the opportunity to home 
test and send results to their 
consultant. A breakthrough for 
anyone who’s had a bone marrow 
biopsy. And take it from me, 
I’ve had 14 and this would be a 
welcome relief!

Straight to Helmy Eltoukhy, the 
CEO of Guardant Health, to talk 
about cancer and genomes. The 
Guardant360 blood test ensures 
that cancer patients can be 
matched to specific therapies 
and in 2017 it is the fastest 
growing test for advanced cancer 
patients. It will also play a part in 
early detection. Their LUNAR test, 
which is under $1,000, will test 
for five of the main cancer types 
(sadly not blood cancer at this 
point). 

Hot on his heels, Waseem Qasim 
from the Institute of Child Health. 
Waseem presented his work 
on engineered cell therapies, 

something that blood cancer 
patients may be aware of; it could 
be considered a future treatment 
instead of a bone marrow 
transplant!

He’s involved in some incredible 
work on immunotherapy and 
the use of T-cells has been 
called a breakthrough in science 
(and leukaemia treatments) by 
publications and the industry 
alike. There’s lots of work to 
be done but this is an area we 
should be very aware of as we 
search for that elusive cure. In 
2015, a high risk ALL patient 
aged 11 months was treated 
using a special therapy licence. 
UCART (UCART22 is an allogeneic 
engineered T-cell product 
candidate designed for the 
treatment of acute lymphoblastic 
leukaemia) cells were introduced 
to eliminate the leukaemia cells, 
these UCART cells were then 
deleted. 18 months on and the 
disease is undetectable. A formal 
phase-one trial is underway for 
children and adults with ALL. It’s 
an incredible breakthrough and 
the term molecular-scissors is 
one I feel could be a gateway to a 
brighter future.

Jasmin Fisher from Microsoft 
Research Cambridge spoke about 
decoding cancer. She started 
by talking about cancer being 
a personalised disease. Some 
of her work includes modelling 
leukaemia cells so we are able 
to look at different states and 
make better predictions in order 
to reduce the effectiveness of 
the diseases. This means new 
biological insights, the ability to 
identify new therapies and help 
against resistance, which will 
all lead to better personalised 
treatments. This was an exciting 
blend of science and data.

The WIRED team hit the highs 
of two years ago when I last 
attended, and then smashed 
through them. From the 
perspective of a patient with a 
chronic illness it gives you hope. 
Hope in that there are LOTS of 
people who care and hope beyond 
the system. Because this is what 
disruption is all about and we’re a 
better society for it.

Kris Griffin with 
Waseem Qasim
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survive? What treatments can they give her? What are 
the survival rates? How will my little girl cope with all 
the treatments? My husband and I were devastated; we 
broke down and cried. Then we had to go and tell our 
20-year-old daughter Charlotte the devastating news 
that her younger sister has cancer. She nearly collapsed 
on the hospital floor. After that, we had the horrific task 
of telling her grandparents the news, and also our close 
family and friends. You could say it destroyed our world. 
How as a family do we move on from this and how do 
we cope?

Dates stick in your mind, and my story is no different. 
On 26th October 2016, my very active six-year-old girl 
Jasmine, who was a regular attendee at five different 
clubs a week, started to complain her right hip and 
groin were aching. Three days later, she couldn’t walk 
on her leg at all and was in extreme pain. A call to 
111 followed and we were told to go to Birmingham 
Children’s Hospital with the suspicion of an inflamed 
hip, a common ailment in children of Jasmine’s age. 

The hospital agreed with that suspicion and we were 
told to give her pain relief and to head back on the 1st 
November to see how she was. The date came and she 
was still the same, so blood tests swiftly followed. This 
is when we had the diagnosis of acute lymphoblastic 
leukaemia (ALL). Other than the problem with her leg 
and groin, there were no other obvious symptoms that 
would point to this diagnosis. 

Everything goes through your head when you hear 
‘leukaemia’ and ‘cancer’. Will our little girl die or 

Karen and Jasmine are no strangers to Journey magazine having appeared 
in our last edition for Karen’s head shave, which has raised over £900 for 
Leukaemia CARE.  Here, Karen tells us about the road to diagnosis and their 
story since.  

INSPIRATIONAL STORY

Everything goes through 
your head when you hear 
‘leukaemia’ and ‘cancer’

Karen and Jasmine Brady : 
Jasmine’s Story
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We just hope that Jasmine 
makes a full recovery. It’s this 
hope that keeps us going

Jasmine was taken straight to the ward, where she 
started treatment. Her first minimal residual disease 
(MRD) results were at 3% when they should have been 
0.01%. This was extremely high and the doctors said 
they hadn’t seen this before. Jasmine went on Regimen 
C, the highest intensity treatment, as part of the UKALL 
2011 trial.  

Jasmine was extremely upset at the beginning of 
treatment as she hated taking medicines, hated 
needles, hated plasters being taken off, and all this 
was aggravated by the treatment. When she was on 
steroid treatment, she suffered very bad mood swings 
and had a huge appetite, which would keep her up 
all through the night crying she was hungry, even 
though she wasn’t. Then, when off the steroids and on 
chemotherapy, her appetite went to lack of appetite, 
sickness, aching limbs and restless sleeping.

She also lost her hair very quickly, which surprised us 
all. We thought she would be devastated losing her very 
long hair, but she coped really well and even asked us 
to shave it because it was falling out so quickly. She 
asked me to shave my head as well so we would look 
the same. So, l did, and raised over £900 for Leukaemia 
CARE, and as l had long hair l donated my hair to the 
Princess Trust too. I decided to raise the funds for 
Leukaemia CARE because it’s a national charity on 
my doorstep and thought it might help others like us 
who are going through this difficult time coping with 
leukaemia.

Our life has been turned upside down. You cannot 
plan anything because she could get a temperature 
and end up in hospital, or she has that many hospital 
appointments you don’t seem to get any free time. 
However, the support from our family and friends 
has been amazing. Jasmine’s community nurses 
that come to the house to change her Hickman line 
dressing are amazing too. They are so friendly and 
always give her lots of hugs. Jasmine has to divide her 
treatment between Worcestershire Royal Hospital and 
Birmingham Children’s Hospital. The Worcestershire 
Royal Hospital nurses are brilliant, always making 
Jasmine and us comfortable. 

After four months, she is much better at taking her 
medicine. Her Hickman line means a lot of treatments 
and blood tests are through her wiggles, so no more 
needles. 

Jasmine is hopefully about to start Interim 
Maintenance, we are just waiting for her bone marrow 
results. At the moment, she is doing really well. 
There’s not much sickness and she’s eating well, but 
her next round of treatment is more intense, so that 
could all change. She has weakness in her legs, which 
sometimes give way, and she will fall down or get very 
tired when walking, but she always has a big smile on 
her face.

It’s hard to describe how we’re feeling as we are virtually 
on autopilot, but we just hope that Jasmine makes 
a full recovery. It’s this hope that keeps us going, as 
well as Jasmine’s determination, her smile, and her 
strength.
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You can order our free 
booklet on Childhood 
Acute Lymphoblastic 
Leukaemia on our 

website,  
or call us on  
01905 755977
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Advances in assisted reproduction techniques that 
involve cryopreservation of gametes (sperm, oocytes 
and ovarian tissue) offer greater opportunities to treat 
infertility in patients with cancer. 

Please ask your Doctor or Specialist Nurse for further 
information.  It is important to talk with members 
of your haematology team before treatment begins 
about the effects of your treatment.

How does chemotherapy/radiation and surgery lead 
to infertility for men and women?

The risk of infertility from cancer treatment is based on 
several factors, including the patient’s age and the type 
and dosage of treatment received. 

Cancer treatments like chemotherapy and radiotherapy 
are designed to kill rapidly dividing cells throughout the 
body while leaving other cells intact.

Cancer cells divide rapidly, but so do the normal cells 
surrounding the maturing eggs in women. This can lead 

When you are faced with a diagnosis of cancer, it 
may be difficult to focus on the future and think 
about having a baby. If you are about to start cancer 
treatment, it is important to take time to consider how 
you will try to preserve your fertility. This is a discussion 
you need to have with your Doctor or Specialist Nurse, 
and they will advise you about the best options 
available and refer you to a fertility specialist.

The term ‘fertility’ is used to describe the ability to 
conceive a child naturally. Some cancer treatments 
affect fertility in males and females. Chemotherapy and 
radiation can cause side effects as well as long-term 
and late effects, which can appear months or years 
after treatment. One possible late effect is infertility, 
the inability to conceive a child naturally. When first 
diagnosed with a blood cancer, your primary concern 
will be your upcoming treatment and long-term 
survival; you may not be thinking about whether you 
can one day become a parent. However, information 
about the potential effects of your treatment can help 
you take steps to maximize your ability to have a child 
in the future.

Fertility may not be the first thing you think of after a blood cancer 
diagnosis, but it’s an important point you should consider. Here, our Nurse 
Advisor, Shirley discusses fertility after cancer treatment.

FOCUS ON… FERTILITY

Fertility after  
cancer treatment
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to premature ovarian failure, which can be temporary or 
permanent. Infertility for women also depends on your 
age; younger patients may have a chance of regaining 
fertility.

In men, infertility occurs primarily through damage to 
the lining of the testicles which produce sperm. Sperm 
collection pre-treatment is recommended.

How do you preserve fertility when you have cancer?

Preserving fertility may not always be possible when 
you have been told you have cancer. This will depend on 
how you are feeling when diagnosed and if treatment 
needs to start straightaway. The doctors and nurses 
will do their best for you and arrange interventions 
that will enable you to store sperm if you are a man, or 
egg collection if you are female. The treatment of your 
cancer will be their main priority, and if the collection of 
sperm or eggs will delay the treatment of your cancer, 
the collection of sperm/eggs may be abandoned. This 
will be done with your best interest in mind.

Chemotherapy especially drugs known as 
alkylating agents.

Busulfan (Busulfex, Myleran) 
Carmsutine (BiCNU)
Chlorambucil (Leukeran)
Cyclophosphamide (Neosar)
Cytarabine 
Vincristine
Vinblastine
Bleomycin 
Doxorubicin (Adriamyci)
Lomustine (CeeNU)
Melphalan (Alkeran)
Procarbazine (Matulane)

Please check your chemotherapy plan with your 
Nurse.
 
Radiation 
TBI – Total Body Irradiation 
Radiation to the abdomen/lower pelvic area or 
Pituitary gland in the brain.
 
Surgery 
Removal of the reproductive organs

For more information, 
contact The Human 

Fertilisation and 
Embryology Authority 
(HFEA) www.hfea.gov.uk

Options for female patients
Ideally, most fertility preserving procedures need 
to be done before you start your cancer treatment.  
The options available depend on several factors:

“ Age

“ Relationship status

“ How physically and sexually mature  
a woman is

After a consultation with the woman, these 
options may be available:

“ Embryo freezing

“ Oocyte (unfertilized egg) freezing

“ Protecting the ovaries from radiation

“ Ovarian tissue preservation

Each of these procedures take time and may 
not be offered if it is going to compromise your 
overall treatment. 

However, it may be beneficial to have the 
conversation with the fertility specialist about 
your options. They can then advise about the 
possible level of infertility in relation to your 
cancer treatment.

Not all of the above options are appropriate 
or successful for everyone – please discuss 
this with your doctor if you are about to start 
chemotherapy or radiotherapy treatment. You 
will be referred to a specialist fertility doctor for 
further counselling and care. 

Options for male patients
“ Shielding of the gonads during radiotherapy

“ Sperm banking for men should be offered 
and completed prior to any chemotherapy/
radiotherapy treatment. Each donation 
should be eight hours apart and 48 hours 
after sexual activity. Sperm donations are 
frozen and stored for up to 50 years without 
damage. There is a storage fee for each year, 
which is usually covered by your hospital. 

Every patient has the right to comprehensive 
information about fertility services available in 
their area.

Counselling and informed consent is essential for 
all patients and there is a legal requirement for 
fertility centres to follow.

Cancer treatments that affect fertility
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financially destitute, as I had no critical illness cover, 
so all money had gone towards keeping the house. 
The children had to live with their dad whilst I was in 
hospital and they grew up very quickly. I didn’t really 
like how independent they’d become, but I could do 
nothing about it. No child should have to watch that 
and especially for so long. 

However, by September 2006, I was going from strength 
to strength. I moved in with a man that I’d met at work 
and for the next three years we just lived. 

When I left hospital, I had to be put on hormone 
replacement therapy (HRT), because the treatment 
appeared to have brought on early menopause. 
However, after a year, my bloods showed the opposite. 
Then, in March 2009, I had to take a pregnancy test and 
it was positive. No woman had ever had children after 
this AML treatment. 

My pregnancy was watched closely and the fear was 
always at the back of my mind. But on 4th November 
2009, I gave birth to a beautiful and perfect little girl, 
Grace.

Seven years on, I am a single mum again. I have gone 
back to university at 50 and I have very little money, but 
I am happy. I could’ve chosen not to have the baby, but 
I’m so glad that I did. The questions as to how and why 
this happened to me will always be there, but I know I 
will never get the answers. 

My nurses and haematologist are now part of my small 
family – she is Grace’s ‘Auntie Ann’ and Grace is her 
little miracle. My time in hospital turned out to be one of 
the most positive experiences and brought me back to 
life. I now have time.

On 8th August 2002, I was asleep on my desk at work 
and then in my car at lunch time. This followed a month 
of going backwards and forwards to the doctors telling 
them how bad I felt. I was given antibiotics and steroids 
to help get rid of the ulcers that I had in my mouth, but 
nothing worked and I was losing weight quickly. 

On a Monday morning, I just about managed to go for 
a blood test, and then on Tuesday morning, the doctor 
came to my house. I had to be driven immediately 
to hospital where a bed was waiting for me. I wasn’t 
allowed to drive, probably because I could barely raise 
my head.

The haematologist told me that I had leukaemia, but 
they weren’t sure what sort. On the Wednesday, the 
results of the biopsy revealed it was acute myeloid 
leukaemia (AML). I was categorised as ‘Poor Risk’, with 
only a slim chance of survival, but I signed onto AML 
Trial 15.

As August ended and we were at the end of my first 
session of chemotherapy, things were not looking good. 
I was really sick and having a lot of blood transfusions. 
I had horrible abdominal pain, which turned out to be 
appendicitis and ovarian cysts, and I had an operation 
to remove them. After this and lots of antibiotics, things 
started to improve. By the end of September, I was 
moving into remission.

In March 2003, I was discharged. I had been sheltered 
for so long and leaving was frightening. Without my 
daughter and son, I would not have got through any of it 
and needed them now more than ever. 

Fate had dealt me a blow that nobody ever thinks 
will happen to them. I was a single parent and I was 

Karen was diagnosed with acute myeloid leukaemia in 2002. After treatment, 
she was told she would no longer be able to have children, but Karen defied 
the odds. Read her story here.

INSPIRATIONAL STORY

Defying the odds:  
Karen Orwin’s story W
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You can find a full list of 
our support groups at: 
www.leukaemiacare.org.
uk/support-groups. Or, 
you can call the CARE 
team on 01905 755 977, 
or email them at care@

leukaemiacare.org.uk
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13-year-old Ty 
Walker held a 
disco night with 
a raffle on 10th March with a target 
of £250. However, Ty exceeded this 
target, raising a staggering £1,227! 

64 people attended Ty’s event, with 
ages ranging from six to 82. Ty said, 
‘We had a live country folk band 
playing, and a large raffle with prizes 
ranging from hair straighteners 
to teddy bears, to four day-out 
C2C train tickets, along with four 
complimentary tickets to Shrek’s 
Adventure in London.’“

The night itself raised £635, with the 
leftover £602 from online and offline 
donations. 

Ty added, ‘I decided to raise money 
for Leukaemia CARE because I am 
doing an early GCSE project called 
AQA Project Qualification. Within 
this project, you choose whether 
to do a research based project, a 
production or an artefact, which 
could be anything from videos to 
charity events. I chose to do a charity 
event because it has the best global 
meaning of supporting and caring. 

‘The reason I personally chose 
Leukaemia CARE is because one of 
my cousins had leukaemia as a child 
and I know how difficult it was for 
him and I wanted no-one else to have 
to go through it with little support.’

If you’d like to see more photos from 
Ty’s event, head to our Facebook page. 

/LeukaemiaCARE

Kim Thornhill hosted a ‘Come Dine With 
Me’ event on 29th April for 14 friends 
and neighbours, with food generously 
donated by local supermarkets.

Special guests included a naked chef 
and internet sensation Tambo Man, with 
the night raising £771!

There was also an auction, with prizes 
from local businesses.

This was Kim’s fourth charity event, 
having run the London Marathon and 
Great North Run before. She hopes to 
continue to fundraise for LC.

Kim would like to say thank you to ACM 
Environmental & Wards Recycling for 
helping her with her event.

Natasha Milsom is halfway through 
her sponsored diet for LC, where she’s 
hoping to lose three stone in six months.

She said, ‘I have chosen Leukaemia 
CARE as I sadly lost my brother to 
leukaemia back in 1991 before he could 
even reach his first birthday. 

Raising money for Leukaemia CARE 
in memory of my brother Liam is 
going to keep me focused. This will be 
a challenge, but never have I felt so 
motivated to do this; I will not let down 
such a worthy charity.’“

If you’d like to sponsor Natasha, or 
keep up with her progress, head to her 
fundraising page at: www.justgiving.
com/fundraising/Natasha-Milsom

Ty’s 
Fundraising 
Extravaganza

Come Dine With Kim Lbs mean ££s for  
charity slimmer

FUNDRAISING NEWS

Catch up on what our 
fundraisers have been up to.

Would you like to become a Community 
Fundraiser and organise your own 

events? Or even just place a couple of 
collecting tins in your local shops? Get in 
touch with our fundraising team at sara.

johnson@leukaemiacare.org.uk,  
or phone 01905 755 977

Helplin
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conformed to the treatment area, meaning that these 
concerns no longer apply. We use techniques such as 
intensity modulated radiotherapy (IMRT) along with 
image guided radiotherapy (IGRT), where CT scans 
are taken as part of treatment delivery to make sure 
the radiotherapy is being delivered exactly where it is 
required.

Total body radiotherapy, however, means exactly that 
– we treat the whole body, so we look to ensure an even 
dose across the body rather than being able to create 
tightly conformed areas of radiotherapy treatment.

Planning your treatment

Clinical oncologists (radiotherapy specialists) are 
integral parts of the haematology multidisciplinary 
team. Patients are discussed in the weekly team 
meeting to agree a treatment plan for each individual 
patient. When this is to include radiotherapy, a referral 
to the clinical oncologist is made and an appointment 
to be seen in their clinic is made at the appropriate 
point in the treatment pathway.   

Radiotherapy – for some it is a scary word, thinking 
about friends and family who have had radiotherapy 
and had a difficult time; for others, it is a mystery, 
unlike other treatments. So what is it really all about?

How’s it used to treat blood cancer?

Radiotherapy uses high energy X-rays to treat cancers, 
including haematological malignancies. It is used in a 
variety of settings, both as part of curative treatment 
and also to palliate symptoms e.g. bone pain arising 
from myeloma lesions in bones, where it is often very 
effective. We also use it in the conditioning (preparing) 
regimens ahead of bone marrow/stem cell transplants 
where total body radiotherapy (single treatment or 
multiple treatments over three to four days) and total 
nodal radiotherapy remain important components of 
treatment in specific settings.

Radiotherapy has acquired something of a bad press 
due to concerns about its late effects, especially to 
the lung and heart, but the areas treated with modern 
radiotherapy are usually far smaller than they used 
to be and the radiotherapy is much more tightly 

Radiotherapy is a treatment many blood cancer patients will experience. 
Here, Dr Andrea Stevens, Consultant Clinical Oncologist at the Queen 
Elizabeth Hospital, Birmingham, shares an in depth look at the procedure.

FOCUS ON… RADIOTHERAPY

Radiotherapy -   
what’s it all about?
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Radiotherapy treatment can 
be an anxious time but it will 
feel like having an ordinary 
X-ray

The clinic appointment allows the clinical oncology 
team to explain radiotherapy – what it will involve, 
number of treatments (or fractions) and possible 
side effects. It’s your opportunity to ask questions as 
well, although these can be asked at any point during 
treatment, of either the doctors you have met in clinic 
or the therapy radiographers who will actually deliver 
the treatment and who are highly expert in this area.

Targeting your treatment

The next step is preparing the radiotherapy plan, which 
is done for each individual patient. Depending upon 
where in the body we are treating, we may need to start 
by making what is known as an immobilisation device 
– this is to keep that part of the body to be treated 
very still during that treatment. It is also known as a 
radiotherapy mask or shell – they are made out of a 
thermoplastic material which becomes floppy and 
stretchy when soaked in warm water. It can then be 
pulled to fit exactly before being cooled back down, 
when it becomes rigid again but now is an exact fit for 
the patient.  

Most patients will need a CT scan of the part of the body 
we are going to treat, in the exact position we are going 
to treat you. This allows us to draw out on the CT scan 
exactly where we are going to treat and see the areas 
we want to be careful about the dose received – known 
as Organs at Risk (OARs). There are clearly defined 
safe doses that we work to for these, which are well 
established and used throughout the world. 

There are also clearly defined protocols for the total 
dose to be given and in how many treatments, which 
depend on the haematological malignancy being 
treated and the setting, such as for the treatment of 
lymphoma. Palliative radiotherapy is often given as 
a single treatment or five treatments as we want to 
get the dose in quickly to hopefully then get on top 
of symptoms promptly. If you have had radiotherapy 
before and we are re-treating the same area, this will 
also potentially influence the dose and/or number of 
treatments given. This is because there are limits to 
how much radiotherapy can be given before serious 
side effects would be seen. This varies according to 
the area of the body being treated and the OARs being 
irradiated. 

Once the clinical oncologist has done this part of the 
process, it goes to the planning team who create a 
plan that will give an even dose of radiotherapy to 
the area being treated, whilst keeping the dose to 
the OARs within the specified limits and always as 
low as possible without compromising the coverage 

There are very good resources to help you 
understand radiotherapy at www.macmillan.
org.uk/information-and-support/treating/
radiotherapy/radiotherapy-explained and 
www.soc.org/about-radiography/patient-

information/overview-radiotherapy.

of the area being treated. During this part, there are 
ongoing discussions between the planners and clinical 
oncologists about how best to do this.

The final plan is then checked by a different planner 
before being signed off by the clinical oncologist. It then 
goes through further checks and is loaded onto the 
treatment machine ahead of the first treatment. 

What will I feel?

Having your first radiotherapy treatment can be an 
anxious time but it will feel like having an ordinary 
X-ray. Some people say the area feels a bit tingly where 
we have treated but often people report feeling nothing.

What about side effects?

Side effects depend very much on where we are 
treating. We talk about acute (short term) effects and 
late (long term) effects. Acute effects start usually as 
radiotherapy is finishing and last a few weeks after and 
are fairly common. They include tiredness and some 
skin redness and soreness where we have treated. Late 
effects are normally rare but occur several months to 
years after radiotherapy. These will all be discussed 
with you at the clinic appointment with the clinical 
oncologist.

Dr Andrea Stevens

Consultant Clinical Oncologist, Queen Elizabeth 
Hospital Birmingham.  

Radiotherapy has acquired 
something of a bad press
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response to treatment, as well as detecting recurrence 
of the leukaemia or other blood cancer.

A lot of clinical trials will be interventional studies, 
which means these studies may be comparing types 
of treatments, devices for drug delivery, or will look 
at a patient’s quality of life with questionnaires. It is 
important to find out how new therapies impact upon 
a patient’s life, such as how many times does a patient 
need to attend hospital visits, and also look at how the 
treatment affects your daily activities. 

Observational studies, on the other hand, involve 
asking patients for their permission to enter into a 
clinical trial that is collecting information about how 
one group of patients are treated, or how often they are 
seen in clinic, for example. Often, clinical trials will also 
ask for patients to provide a blood test or mouth swab 
that can be stored in the lab for future research studies. 
This will then be used to help find out more about a 
specific blood cancer.

Clinical trials are part of clinical research. They often 
include comparing a new drug therapy with a standard 
chemotherapy that is currently being used to treat a 
certain type of cancer. The aim of cancer research is to 
improve cancer therapies and develop new effective 
treatments that are safe for humans. 

There are many different types of clinical trials and 
research studies. Some of the studies that are available 
for patients with a blood cancer use specific blood tests 
and bone marrow results at diagnosis, and also for 
monitoring the response to treatment. Blood and bone 
marrow tests are taken at the start of the study and are 
tested again during and after treatment to assess the 
patient’s response to their chemotherapy. 

In cancer treatment, particularly leukaemia, MRD 
(minimal residual disease) testing has several 
important roles in determining whether treatment 
has eradicated the cancer or whether traces remain. 
Blood and bone marrow tests are taken to compare 
the efficacy of different treatments, monitoring patient 

Clinical trials are a vital part of cancer research, allowing us to improve 
cancer care and make those all important steps towards beating cancer for 
good. Our Nurse Advisor, Angela has years of experience in clinical trials, and 
she’s here to discuss how they work.

CLINICAL TRIALS

Clinical Trials:  
what are they?
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Types of studies 

All clinical trials are thoroughly tested, with drug 
therapies first tested in the laboratory. Following this, 
the next stage is for the trial to be carefully studied in 
people; this is referred to as ‘bench to bedside’.

There are three main phases for clinical trials to be 
tested at, along with one further phase monitoring 
licensed drugs:

Phase 1 trials are early phase studies. They recruit small 
numbers of patients and separate them into groups. 
Each group of patients, called a cohort, are given a trial 
drug and monitored closely for side effects, as well 
as how the drug dose works and affects the body. The 
information that is collected in the Phase 1 trial will 
be essential in order to take the potential new drug 
through to its next phase.

Phase 2 studies allow more patients to enter into a 
study, but are limited to some treatment centres or 
hospitals. The aim of Phase 2 is to again look at the best 
dose to use, as well as to monitor side effects and how 
to manage them. Often in Phase 2 trials the new drug 
may be compared to another treatment already in use, 
or a placebo (dummy drug/without any active drug). 
This is to see if the new therapy shows some promising 
effect or benefit, and can safely go forward to be tested 
in Phase 3 clinical studies.

Phase 3 studies are trials that involve large numbers of 
patients and are carried out in many treatment centres 
and hospitals. The aim of the Phase 3 trial is to compare 
the new drug therapy against the current gold standard 
to see if this drug is more effective. These studies have 
lots of research questions to answer and may include 
having access to new novel therapies or comparing 
chemotherapies that are currently available. 

Lastly, Phase 4 is a study that involves a drug when it 
has been licenced for a specific cancer to be further 
monitored for side effects and long term safety 
information. 

Some of the studies may compare targeted 
immunotherapies and monoclonal antibodies. This 
may include being allocated more treatment as 
maintenance when the standard practice is to stop 
after a set number of treatment courses. It is important 
patients make an informed decision and discuss the 
treatment options and possible entry into a clinical trial 
with their Doctors and specialist research teams.  

How to find a clinical trial?

https://www.cancer.gov/about-cancer/treatment/clinical-trials/search/trial-guide
https://clinicaltrials.gov/ct2/search/index 

Open data platform – public-odp.nihr.ac.uk/qlikview  

Please note: not all studies run at all hospitals and you will need to discuss available trials/
studies at local centres with specialist team doctors and clinical nurse specialists.

Why are trials important?

Clinical trials and clinical studies are essential in helping 
to improve our current and future cancer treatments. 
They allow access to new and novel therapies and 
techniques that will give more knowledge and a better 
understanding of how blood cancers are diagnosed and 
behave. It is important that we continue to make progress 
and learn more by monitoring low levels of disease at the 
molecular level, as this knowledge may help inform us 
of when patients need further therapy. With more choice 
and new novel agents becoming available, it is important 
to understand where best to use these new drug 
therapies up front or as maintenance in order to make 
the most of our new treatments in the most effective way 
possible.            

Will the trial help me?

Can I work?

Will I have to stay in hospital?

Will I still be able to drive?

Can I look after my family?

How long will the study last?

How many visits/extra tests will I need to 
have?

What if I get side effects and who should I 
contact?

Here are some key questions to ask 
your consultant about clinical trials: 
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The Liverpool support group started in 
March 2004. We’ve just celebrated our 
13th anniversary with a dinner dance at 
the community centre, where we meet 
each month.

I have been a nurse counsellor in the 
Haematology department at the Royal 
Liverpool Hospital for over 14 years, and 
I trained as a nurse in 1972 at the Royal 
Southern Hospital, which no longer 
exists. 

I started the support group at the 
request of a young patient who had 
attended a support group in the 
Christie Hospital in Manchester, where 
he was diagnosed. At the time, he was 
a student. He moved back home to 
Liverpool during his treatment and 
asked for a support group to be set up.

I approached Leukaemia CARE, who 
agreed to back our request and offered 
financial and administrative support. 
I then drew up a questionnaire which 
was sent to patients and the response 
was excellent.

Our first meeting was held at the Royal 
Liverpool Hospital in the board room 
in the Trust office, after which, at the 
patients’ request, we found a venue 

off-site. The group was totally centred 
around education, information and 
peer support, which is still the case 
today. However, over the years, a social 
component was introduced too.

I have always led the support group 
and ensured that the group remained 
open, friendly and welcoming to 
all patients. I am aware of the fear, 
lack of confidence, and how hard it 
is for patients who have suffered a 
haematological condition to make 
the first move in attending a support 
group. I always ensure new patients are 
welcomed and that they are introduced 
to other patients who have a similar 
condition.

 

I get a lot of pleasure attending the 
group. It’s great to witness patients 

Linda Boyne has been leading the Liverpool Haematology 
Support Group for thirteen years. Here, Linda talks 
about why she got involved and what the group means 
to her.

SUPPORT GROUP SPOTLIGHT

Liverpool Haematology 
Support Group

I get a lot of pleasure 
attending the group

We have had great fun 
over the years

You can find a full list of 
our support groups at: 
www.leukaemiacare.org.
uk/support-groups. Or, 
you can call the CARE 
team on 01905 755 977, 
or email them at care@

leukaemiacare.org.uk

grow in confidence and to take 
on roles within the group, as well 
as helping out with the different 
events we have each month. I 
tend to know all the patients, their 
condition and where they need 
encouragement to take on a full 
and active role within the support 
group.

We have had great fun over 
the years and organised lots of 
activities. We’ve had loads of 
support from the medical staff, 
nurses, pharmacists, dieticians 
and other colleagues from the Royal 
Liverpool Hospital, whom I can’t 
thank enough.

It’s really good to see patients who 
have made it through the gruelling 
treatments and bone marrow 
transplants. I often feel very humble 
and amazed at the courage and 
strength our patients have. I love 
working together in partnership 
with the patients and carers to 
ensure the group happens each 
month.

Sadly, some patients have passed 
away, but they’ve left us legacies 
because they received so much 
support and made friends within 
the group, which has been a lifeline 
for some of them.

We still have a couple of patients 
who were at the first meeting 
attending the support group today. 
Quite a few patients in the group 
have been coming for many years, 
but new members are always made 
to feel welcome. 
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The day for charities, wobbly knees and families: London Marathon 2017

Every runner has their 
own reason to run the 
marathon. Take Tracey 
Warboys, who was our 
cover star in the Spring 
edition of Journey. She 
was running for her son 
Jack, who was diagnosed 
with acute lymphoblastic 
leukaemia (ALL) when he 
was just seven. Tracey 
took up running as a 
way to relax and is now a 
proud owner of a London 
Marathon medal. 

Daniel Eade wasn’t content 
with just running the 
one marathon and was 
due to run a further two 
marathons following 
London, all in aid of 
Leukaemia CARE. Dan was 
running in aid of his cousin 
Claire, who sadly passed 
away from leukaemia, and 
also for his girlfriend, who 
had recently recovered 
from MDS. 

A huge congratulations to 
all of our runners – you are 
all superstars who have 
made a huge difference to 
patients and families.  
We also extend our thanks 
to the volunteers who 
joined us at our cheer 
point at Mile 11 – your 
encouragement really 
spurred our runners on! 

If you’re feeling inspired, 
why not join our team 
next year? You’ll have 
fantastic support from 
the team at LC and have 
the chance of ticking off 
a life achievement – all 
in the name of charity. 
To get involved with the 
London Marathon in 2018, 
please email Clare.Brooks@
leukaemiacare.org.uk or ring 
the office on 01905 755 977. 

Over 150 Leukaemia 
CARE runners took 
on the London 
Marathon this April, 
raising vital funds to 
support blood cancer 
patients. 

Tracey
Warboys

Laura
Mullins

Robert
Ambrose

Martin
McGinlay

Ross
Pope

Alkon
Shevket

Mark
Payne

Ellie
Wainwright

Dan
Eade

Tilly
Whittingham

Mark
Hunsley

Paul
Bates
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Conquer  
Kilimanjaro 

You can trek to Kilimanjaro’s highest 
point, Uhuru Peak, and witness the 
breathtaking sights for yourself. 
Led by experienced guides along the 
Machame route, you’ll pass through 
dense rainforest, high moorland 
and arid scree before reaching the 
summit and its magnificent views. 

Kilimanjaro is the 
highest mountain on 
the African continent 
at 5,896m.  
Its snow-capped 
summit towers above 
the vast African 
plains, and glaciers 
flow from its peak.

If you’d like to find out more  
about this challenge of a lifetime,  
 
email: 
events@leukaemiacare.org.uk  
or call us on:
01905 755977 


