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Leukaemia is a cancer of the blood.

People of all ages can be affected by leukaemia.

Leukaemia is often diagnosed late because 
symptoms are not well recognised.

Ensure you can #SpotLeukaemia by visiting: 
www.spotleukaemia.org.uk

Fever

Fatigue

Joint or 
bone pain

Repeated 
infections

Feeling weak 
or breathless

Bruising 
or bleeding

Can you #SpotLeukaemia?

Early diagnosis saves lives.Our 2019 #SpotLeukaemia campaign
detailed inside 



Hello!

This time of year is the busiest for Leukaemia Care with our #SpotLeukaemia 
campaign returning for Blood Cancer Awareness Month. Our public campaign is 
focussing on raising awareness of leukaemia, and we’ve detailed a little more on 
page 14. 

As well as raising awareness, we’re also helping to support health care 
professionals like yourselves. We’re hosting an in-person nurse study day in 
Manchester and we’re launching another module of e-learning on our own 
platform on one of the hottest topics in haematology - CAR-T therapy. 

With it being Blood Cancer Awareness Month, blood cancers will feature in stories 
in the National Media and we’re delighted that patients have volunteered to share 
their story to help Leukaemia Care raise awareness. In Kerri’s story (which you can 
find on page 9), she was diagnosed with acute leukaemia at 28 weeks pregnant. 
We’ll be launching a patient booklet on pregnancy and leukaemia later this year, 
so keep your eyes peeled.

Thank you once again for your ongoing support with Nursing Matters. Our next 
edition will be landing in December. 

Until next time,

The Leukaemia Care team. 

In  
this  

3 LC turn 50

14 BCAM awareness raising

4 Leukaemia Care study days

15 Drug approval news

6 Spotlight on leukaemia

9 Pregnancy and leukaemia

In this edition

2



Leukaemia Care news

Charity turns 50

On 11th September 1969, the 
charity was officially registered 
with the Charity commission and 
has since spent half a century 
supporting patients, those 
who love them and health care 
professionals. 

The idea of Leukaemia Care was 
originally devised in 1967 by 
parents of children affected by 
leukaemia. Over time, the charity 

developed and now offers a 
wide-range of support services to 
patients of all ages, their carers 
and healthcare professionals 
working within the field of 
haematology. 

The charity has been celebrating 
its heritage throughout 2019 and 
there are now a series of articles 
about the origins of the charity on 
the Leukaemia Care website: 

www.leukaemiacare.org.uk

Keep up with the latest news and patient stories at www.leukaemiacare.org.uk

        / LeukaemiaCareUK                 / LeukaemiaCare                 / LeukaemiaCareUK

Many thanks to these following people and for their contributions:

Nicole Scully, Nickey Bate, Caitlin Evans, Monica Izmajlowicz, Isabelle Leach, Lauren 
Walton, Fergus Metcalf, Charlotte Martin

Holland Park, London. Home to the first ever Leukaemia Care meetings
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‘Care of the Leukaemia Patient’ 
Nurse Study Day
Agenda

www.leukaemiacare.org.uk

9.00am – 9.30am  Registration and refreshments

9.30am – 9.35am  Introduction to the day

Care of a patient with Acute Leukaemia

9.35am – 10.15am  Treatment Options – Navigating the treatment   
     maze for ALL and AML patients

10.15am – 10.45am  Supportive Care – Managing emerging side   
     effects of acute treatments

10.45am – 11.15am  CAR-T Therapy – Nursing care for the CAR-T patient

11.15am – 11.30am  BREAK

11.30am – 12.30pm  Fatigue – Exploring fatigue for your patients and  
     you

12.30pm – 1.00pm  The emotional impact of nursing – looking after  
     you and avoiding burnout

1.00pm – 2.00pm  LUNCH

Care of a patient with Chronic Leukaemia

2.00pm – 2.40pm  Treatment Options – CML, which is the best TKI for  
     my patient?

2.40pm – 3.10pm  CLL, Current treatments and looking to the future

3.10pm – 3.20pm  BREAK

3.20pm – 3.50pm  Supportive Care – Managing emerging side   
     effects of chronic treatment

3.50pm – 4.20pm  Quality of life in Chronic Leukaemia – Supporting  
     patients with a long-term diagnosis

4.20pm – 4.25pm  Closing remarks  
Timings are subject to change.

Bristol - November 8th 2019
Glasgow - March 6th 2020
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Leukaemia Care Nurse 
Study Days 2019/20

There are still a limited number 
of places available for this year’s 
study days which are taking 
place in Manchester, Bristol and 
Glasgow. 

Our first event will take place 
in Manchester very shortly (6th 
September). To enquire about last 
minute availability for this course, 
please email Nickey.Bate@
leukaemiacare.org.uk or ring 
01905 755977 to find out more. 

This day is being repeated in a 
further two locations: Bristol in 
November and Glasgow in March 
2020 and we’d love to see you 
there. 

Each delegate place costs £45 
(plus booking fees) and can be 
booked through the Leukaemia 
Care website. You can also apply 
for a Leukaemia Care Nurse 
Bursary to attend our conferences 
and details of how to do this are 
in the green box to the right. 

Bursary funding available to 
attend these events

Leukaemia Care bursaries are available to 
attend these events.

A bursary from the charity can cover the 
following:

•	 Delegate fees for relevant conferences 
and seminars 

•	 Travel costs for relevant conferences 
and seminars but not taxis or mileage.

•	 Accommodation costs, e.g. for 
attending conferences.

•	 Child care costs where these 
are additional costs incurred 
while undertaking learning and 
development activities.

Nurse bursary application forms can be 
found on the Leukaemia Care website at 
www.leukaemiacare.org.uk

If you are unable to attend one of these 
conferences, Leukaemia Care also offer 
a 10-hour e-learning course for nurses 
working at, or aspiring to work at, a CNS 
level. The course has been accredited by 
the RCN for 10-hours worth of CPD. 

The course is free of charge and can be 
found at:

leukaemiaelearning.org.uk
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Leukaemia Care’s #SpotLeukaemia 
campaign has received a glowing 
endorsement across the UK and 
now over 60 buildings and iconic 
places are set to have a red hue to 
raise awareness of leukaemia. 

From the Blackpool Tower to 
Liverpool Town Hall, landmarks 
have lent their support to the 
charity and have chosen to light up 
in aid of Leukaemia Care. 

The building light ups are new for 
2019 and it is hoped that they will 
spark interest in the campaign 
during Septembers blood cancer 
awareness month. 

The following locations have 
chosen to light up in aid of 
Leukaemia Care: 

•	 02 centre London 

•	 ACC Arena Liverpool 

•	 Accrington Town Hall 

•	 Ada Lovelace House 

•	 All Saints Church, Hemsley 

•	 Bangor Town Hall

•	 Belfast City Hall

•	 Berwick Royal Border Bridge

•	 Blackpool Tower

•	 Blackwood Miners Institute

•	 Bridport Town Hall Clock Face

•	 Buttermarket Shopping Centre

•	 Civic Centre, Newcastle

•	 Crosby Library

•	 Darlington Hippodrome

•	 Derry Council Building

Shining a spotlight on leukaemia
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•	 Douglas Town Hall

•	 Dumfries Council Building

•	 Folkestone Civic Centre

•	 Foryd Bridge, Rhyl

•	 Fulwell Mill

•	 Grand Central, Birmingham

•	 Guildhall, Portsmouth

•	 Hanley Town Hall

•	 High Street West, Sunderland

•	 John Lewis Car Park, Milton 
Keynes

•	 Keel Square, Sunderland

•	 Kidderminster Town Hall

•	 Lady Godiva Statue, Coventry

•	 Liverpool Town Hall

•	 Lytham Windmill

•	 M-Shed, Bristol

•	 Manchester Town Hall

•	 Marine Hall, Lancashire

•	 Market Square, Sunderland

•	 McKee Clock, Bangor (NI)

•	 Newry Town Hall

•	 North Lincolnshire Council 

•	 Northern Spire Bridge

•	 Norwich City Hall

•	 Parkinson Building, Leeds 
University

•	 Penshaw Monument

•	 Perth and Kinross Council

•	 Phoenix House, Newport

•	 Regent Theatre, Stoke

•	 Royal Spa Centre, Leamington

•	 Seaburn Lighthouse

•	 Sky Tower, Rhyl

•	 Southampton Guildhall

•	 Southend-on-Sea Civic Centre

•	 Spinnaker Tower

•	 St. James Concert Hall

•	 St. Peter’s Church, Portishead

•	 Steve Prescott Bridge

•	 Grafton Centre

•	 The Stag, Uni. of Surrey

•	 Titan Crane, Clydebank

•	 University of Worcester arena

•	 Wakefield clock tower

•	 Whiterose shopping centre

•	 Worcester Guild Hall

•	

•	

•	

For dates of each light up, go to 
www.spotleukaemia.org.uk where you 
can find our interactive map. 

Photos from light-up events will also 
be posted on social media
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Order your free box of ‘syringe’ pens

We’ve been overwhelmed with the 
response to our offer of free ‘syringe’ 
pens for your hospital ward. 

Since launching our new-style pen 
earlier this year, over 10,000 have 
been distributed to the public and 
health care professionals. 

A further order has now arrived at 
the office if you have not claimed 
yours. 

To order your free box of pens for 
your team, simply email forms@
leukaemiacare.org.uk with your 
name and hospital and we’ll pop a 
box into the post. 

Alternatively, you can also ring us to 

put in your order. Our phone number 
is 01905 755977 and we’re open from 
8.30am until 5.30pm. 

We’d love to see photos of you 
with your pens, so please share 
them online using the hashtag 
#SpotLeukaemia.

If you’d like a more ‘normal’ pen, we 
have spotty ballpoint pens available 
to order - simply request these 
instead. 

Patients are also welcome to order 
pens and can do so by getting in 
contact in the same way - they can 
have up to five pens each. 
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"I had my 28-week pregnancy 
bloods carried out (a week late) 
alongside a pregnancy related 
diabetes glucose test. These were 
taken on a Monday.

On Tuesday, I had an appointment 
with my GP about my headaches. 
She called me about an hour 
before my appointment to ask if 
I’d been feeling unwell. I told her 
that I felt tired and had horrendous 
headaches but nothing out of the 
ordinary. She told me that my white 
blood count was low but that she’d 
check me over when I came in.

When I arrived, she explained that 
she was worried about my results 
and gave me a check over (eyes, 
ears, nose, throat etc) and was 
puzzled that I felt ok. She told me to 

wait in reception whilst she called a 
haematologist in our neighbouring 
city. She provided me with a sick 
note for a week as I could no longer 
cope with the headaches. I am a 
migraine sufferer, but these were 
horrendous. She told me that she’d 
provide it for a week, however, she 
fully expected me to be off for longer.

Tuesday came around and as 
normal, I dropped my little girl 
off at school and got ready for 
my appointment. Upon arriving 
at hospital, the receptionist was 
waiting for me and took me straight 
through to the phlebotomists 
where numerous samples were 
taken. We then had to wait for 
the haematologist to take a look. 
We were sat in the waiting room 

Kerri: My AML diagnosis
Patient stories form the basis of this year’s 
#SpotLeukaemia campaign. Here, Kerri shares her story. 

Picture: Kerri recently shared her story 
with the Daily Mail
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September is blood cancer awareness month and this 
year at Leukaemia Care, the #SpotLeukaemia campaign 
has returned.

surrounded by posters for blood 
cancer and blood disorders but we 
weren’t worried. That just happened 
to other people, right? The time 
came for the haematologist to see 
us. She had someone else in the 
room with her, a specialist nurse 
I think. She started by asking 
questions about the new baby, 
our family, our home. Small talk. 
She then said, "I won’t beat about 
the bush, I’ve looked at your blood 
samples and you have leukaemia".
We both broke down. She wanted 
to send us to hospital in London via 
private ambulance right then. We 
explained that we’d rather nip home 
to collect some bits and sort out 
childcare for our daughter as I’d be 
in hospital for weeks.

A trip to St. Barts in London, 
countless blood tests and a 
bone marrow aspiration later, I 
was diagnosed with AML. I was 
transferred over to UCLH as they had 
a neonatal ward and oncology ward 
all under one roof. The next stage of 
my journey then began.

I obviously had the added 
complication of being pregnant. 
Between the two wards, it was 
decided that he’d be delivered via 
caesarean at 32 weeks. I’d then 
begin chemotherapy. Waiting for 
three weeks in hospital was awful. 
Mentally tough as I knew I had blood 
cancer but it appeared no one was 
doing anything - in reality, they 
wanted to give our baby and I the 
best possible chances.

James was delivered eight weeks 
early on 19th April 2017 at a 

whopping 3.5lbs. He needed a bit 
of help breathing for the first few 
days but was otherwise healthy and 
happy. 

I opted to go on the AML-19 trial. 
I was allocated two rounds of 
FLAG-IDA (with one dose of the 
drug Mylotarg). I then got a further 
two rounds of high dose ARA-C. No 
BMT was required as my risk was 
"intermediate". 

I hit remission after the first round 
of treatment and ended my chemo 
in September 2017, returning home 
the same month.

I now have three monthly checks to 
ensure that there is nothing amiss 
in my blood results. 

I don’t think I’ll ever be the same 
person I was before diagnosis. A 
cancer diagnosis changes your 
outlook on things. To you, for a time, 
you live and breathe it. Not a day 
goes by where I don’t think about it 
and I am genuinely grateful when 
I get up in the morning. I have just 
returned to work last month. The 
first time I tried to return, I wasn’t 
ready and was diagnosed with 
depression. It was too much too 
soon. I’m not ashamed of it. It’s 
almost like my mind needed to 
catch up and process what had 
happened. I’m now very conscious 
of spending time with my children 
and husband as before I was 
constantly thinking about work and 
worrying about stupid things. I still 
worry about daft things but I’m not 
as obsessive about them as I used 
to be". 
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Incidence

•	 Approximately 90% of 
leukaemias which occur 
during pregnancy are acute 
leukaemias. Acute leukaemias 
are more commonly diagnosed 
in teenagers and young adults, 
which coincides with the age 
of fertility. These leukaemias 
are often diagnosed during 
the course of the pregnancy, 
usually in the second and third 
trimester.

•	 Chronic leukaemias during 
pregnancy occur in a smaller 
proportion of patients as the 
average age at diagnosis is 
much higher.

•	 Out of the acute leukaemias 
that are diagnosed during 
pregnancy, 66% are acute 
myeloid leukaemia (AML), and 
28% are acute lymphoblastic 
leukaemia (ALL).

Treatment

•	 Leukaemia occurring during 
pregnancy is challenging and 
treatment should be tailored to 
the need of each patient. Both 
the immediate health of mother 
and baby, and the long term 
health of the infant, need to be 
considered.

•	 During the first trimester, 
treatment is best avoided 
if possible, while it is safer 
to administer treatments 
during the second and third 
trimesters.

•	 Delay in treatment until after 
the first trimester needs to be 
balanced against consequence 
of delay to the mother and baby, 
particularly for acute types of 
leukaemia such as AML and ALL.

•	

•	

•	

Pregnancy and leukaemia
Leukaemia in pregnancy is rare, and is estimated 
to occur in only 1 in 75,000 to 100,000 pregnancies. 

Patient information

A patient information booklet 
about pregnancy and leukaemia 
is currently being produced by 
Leukaemia Care. 

While the booklet has been written 
from a patient perspective, it 
may also be useful to healthcare 
professionals who have a particular 
interest in this subject. 

For all Leukaemia Care patient 
information, go to leukaemiacare.
org.uk or ring 01905 755977. 

•	
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Leukaemia Care e-learning for nurses expands this 
September

CAR-T: New e-learning module

While the charity had previously 
written courses aimed at GPs, last 
September was the first time that 
Leukaemia Care had launched a 
course aimed at nurses. 

The e-learning academy was opened 
with a 10-hour course focussing 
on leukaemia and the feedback 
has been overwhelmingly positive. 
While the course is challenging, it 
also provides wider background 
into leukaemia and aims to improve 
knowledge and therefore care that 
nurses can give. 

We recognise that nurses are always 
keen to learn more, and the world of 
haematology is fast-paced and new 
developments are emerging in the 
field. 

A hot-topic at all the key scientific 

conferences for the past 18 months 
has been CAR-T therapy and there 
are now hospital sites in the UK 
offering this pioneering treatment. 

To respond to the thirst for 
knowledge in this subject, 
Leukaemia Care have once again 
commissioned the serves of Karger 
medical publishers to work together 
on creating a course for nurses 
looking at the subject of CAR-T 
and the care of patients who are 
undergoing CAR-T treatment. 

By the end of September, this course 
will launch. RCN accreditation will be 
sought and the learning can be used 
towards your nursing revalidation. 

The course will look at the following 
topics: 
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•	 What is CAR-T: Immunotherapy/
gene therapy/cellular therapy

•	 CAR-T cell therapy

•	 Anti CD19 CAR-T therapy

•	 What other CAR-T is in the 
development pathway?

•	 Explanation of the structure of 
CAR-T for each product available

•	 Allogeneic vs Autologous

•	 CAR-T and the different 
leukaemia types

•	 Difficulties of CAR-T therapy

•	 Side effects of CAR-T including 
cytokine release syndrome and 
neurotoxicity

•	 Future approval and access

•	 Practical considerations for 
patients undergoing CAR-T

Once the CAR-T course has been 
launched, all registered users to 
the platform and those who receive 
nursing updates from Leukaemia 
Care will receive an email to let 
them know that the course is now 
available. 

Two further courses will launch this 
December looking at the topics 
of Minimal Residual Disease and 
Treatment Free Remission. 

•	

•	

•	

 

•	

Accessing the Leukaemia Care 
e-learning

•	 The website address you need is:

•	 www.leukaemiaelearning.org.uk

•	 As a new user, you will need to register. 

•	 Click on "Available Courses" in the top 
menu bar.

•	 Select "Nurse Training" in the Available 
courses section, and click the add to 
cart button. 

•	 On the next page, click proceed to 
checkout. These courses are free of 
charge and will not require payment, 
however, they do require registration 
details. 

•	 Once you have filled out first name, 
last name, email and password, click 
Place Order. This will create your 
account. 

•	 As you have chosen the "Nurse 
Training" course, you will be 
automatically enrolled for further free 
training that becomes available. 

•	 Your enrolled courses will appear 
on the right-hand side. The enrolled 
courses can also be accessed through 
the My Account link at the top of the 
page

•	 Previously registered?

•	 Simply click on the login/logout link 
in the menu bar. Use your details to 
log in. Available courses will be on 
the right-hand side or alternatvely, 
through your My Account link. 
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For the third year, the team at 
Leukaemia Care are bringing back 
the #SpotLeukaemia campaign to 
help raise awareness of the signs 
and symptoms of leukaemia.

This year, the symptoms cards 
have been transformed into 
magnets and members of the 
public can order them to keep 
themselves or to distribute to 
others. 

As well as symptoms cards, the 
charity has designed a series 
of digital billboards which will 
be in 50 locations across the 
UK for a week from the 4th - 11th 

September. Each billboard is 500 
metres from a doctors surgery so 
is a timely reminder to book an 
appointment if there are worrying 
signs. 

Other activities during the month 
will include the distribution of 
400,000 prescription bags in 
independent pharmacies, as well 
as video on demand advertising 
on Sky TV.

Keep an eye on everything that is 
happening during the campaign 
by following the hashtag 
#SpotLeukaemia. 

Raising awareness during 
September
Awareness of leukaemia as a cancer of the blood is low. 
We’re going to change that. 
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The Scottish Medicine Consortium 
(SMC) has announced that it 
is recommending the use of 
venetoclax with rituximab on 
the NHS for chronic lymphocytic 
leukaemia (CLL) patients 
who have had at least one 
prior therapy. Venetoclax with 
rituximab was approved for use 
in England and Wales in January 
2019, so this decision creates 
equal access for CLL patients in 
the UK. 

In response to the decision, our 
Patient Advocacy Director, Zack 
Pemberton-Whiteley,	said:	•We’re	
delighted the SMC has decided 
to make the venetoclax plus 
rituximab combination treatment 
available in Scotland on the NHS 
to people living with relapsed or 
refractory CLL. This decision has 

the potential to change outcomes 
in an area where we have seen 
few clinical advances until 
recently. Hearing your disease 
has relapsed or become refractory 
can be overwhelming for patients 
and their families, so the SMC’s 
decision to make available an 
effective chemotherapy-free 
option with a fixed treatment 
duration is very much welcomed 
by the patient community."

How does venetoclax work?

Venetoclax (brand name 
Venclyxto) is produced by AbbVie. 
Venetoclax works by targeting a 
molecule called BCL-2, preventing 
it from working. BCL-2 normally 
prevents cancer cells from dying; 
venetoclax removes the BCL-2, 
causing the cancer cells to die.

Drug approval news
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What was the evidence that 
venetoclax with rituximab worked?

The SMC was presented with data 
from the MURANO clinical trial. 
This trial compared venetoclax 
plus rituximab with bendamustine 
plus rituximab. Bendamustine was 
the standard treatment given at 
the time the trial was made. The 
trial showed an 83% reduction in 
the risk of disease progression 
when taking venetoclax with 
rituximab, which was significantly 
more than seen when taking 
bendamustine with the rituximab. 
After 36 months, 60% of the 
venetoclax patients had no 
detectable disease. 

The manufacturer, AbbVie, also 
presented evidence that their 
drug was cost effective. In the 
UK, the NHS has set a limit on 
the amount of money that can 
be spent on a drug per Quality 
Adjusted Life Year. A QALY is a way 
of measuring the extra survival 
time that a treatment can give a 
patient, whilst also account for the 
quality of life during those extra 
years. The limit that was applied 
to this treatment was a maximum 
of £30000 per QALY. The company 
presented economic models that 
suggested that the drug would 
not cost more than the limit, and 
the SMC deemed venetoclax and 
rituximab to be cost effective. 

Why are new treatment options 
important for CLL patients?

One of Leukaemia Care’s role in 
the drug appraisal process is to 
inform the SMC team about how 
CLL affects people’s lives day to 
day. We also provide evidence for 
patient preferences, such as types 
of treatments people prefer or 
where they would prefer treatment 
to be delivered. This evidence 
comes from our survey, Living 
with Leukaemia, as well as focus 
groups and conversations with 
individual patients. We provide 
this information by submitting 
a written statement, and by 
attending a meeting known as 
Patient and Clinician Engagement 
(PACE) meetings, where we engage 
in discussions about the needs 
of patients and how the new 
treatments meet those needs. 

CLL is a chronic condition, 
meaning that current treatments 
do not cure it. This uncertainty 
may contribute to the negative 
emotional impact that patients 
report in our survey. 37% of CLL 
patients report feeling depressed 
or anxious more often since 
diagnosis, increasing to 41% of 
those who have relapsed from a 
previous treatment. We argued 
that the extra stress associated 
with relapse could in part be 
addressed by ensuring there is 
a line of effective treatments, so 
patients feel reassured that they 
can be treated again.  

Venetoclax with rituximab is being 
looked at for patients who have 
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relapsed from their first line of 
treatment, usually chemotherapy. 
In this instance, the second 
option can be a drug called 
ibrutinib. This targets a molecule 
called the Bruton’s tyrosine 
kinase, which is found on the B 
cells, which are the types of cells 
that have turned cancerous in CLL. 
In theory, this means ibrutinib 
should affect healthy cells less 
than chemotherapy does, with 
fewer side effects. Fewer side 
effects are one of the things that 
patients report as an important 
feature of new treatments, 
favoured by 56% of CLL patients. 
68% also mark improved quality 
of life as important for new 
treatments; quality of life is often 
linked to reduced side effects too. 

So why do we need venetoclax if 
ibrutinib is more targeted than 
chemotherapy? More generally, 
84% of CLL patients said they 
would like a choice of treatment 
options. It is important that 
patients feel like they are involved 
in the decisions about their own 
healthcare. Also, ibrutinib does 
still have side effects, so there 
is always room to improve that 
aspect of treatment for patients. 
Additionally, ibrutinib must be 
taken continuously. Whilst this 
may not be an issue for some, for 
those experiencing side effects, 
they will not stop unless you stop 
the treatment. 

Venetoclax and rituximab, on 
the other hand, is taken for a 
set period of two years, followed 
by a period of active monitoring 
without treatment. We asked 
patients whether they would 
view a treatment free period 
as a positive thing; 64% of CLL 
patients reported that they would. 
We also explored why they would 
see this as a positive in a follow 
up focus group, and patients 
agreed that it’s a positive; this 
is not just because they are free 
of side effects, but it might also 
allow them to visit hospital less 
often and generally get back to a 
normal life. 

Finally, venetoclax is delivered 
as an oral chemotherapy, which 
is a popular method of delivery 
according to our survey. This 
means that, after the first few 
days, venetoclax and rituximab 
can be delivered in an outpatient 
clinic. 67% of CLL patients would 
prefer outpatient treatment, with 
the focus group telling us that 
this provides the best balance 
between hospital/nurse support 
and maintaining normal home 
life. 

Venetoclax is not without its 
disadvantages too, so it was 
also important for Leukaemia 
Care to address those on behalf 
of patients. Despite being more 
targeted than chemotherapy, 
venetoclax still has side effects. 
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One of the potential side effects 
is tumour lysis syndrome; this 
happens when the venetoclax is 
given at a high dose. Venetoclax 
works so well at high doses 
that it kills the cells too rapidly. 
The patient’s immune system 
overreacts to the presence of too 
many dying cells, making the 
patient very ill. This was a concern 
of the SMC, but there is plenty of 
evidence that this has been well 
managed by dose escalation, 
hence the need for a small initial 
inpatient period at the start. We 
also helped the committee to 
understand that patients are 
aware that there are risks to 
cancer therapies and any concerns 
can be managed by discussion 
with their clinicians. Discussions 
about the disadvantages, as well 
as advantages, are important to 
the appraisal process, ensuring 
only truly beneficial treatments 
are approved. 

If venetoclax has already been 
approved and is seen positively by 
patients, why has it been assessed 
again?

Venetoclax has been approved 
previously for use on its own in 
relapsed patients and in newly 
diagnosed patients with genetic 
mutations that mean they 
cannot have the usual first-line 
treatments. It was assessed by 
the SMC again because it was 
proposed by the manufacturer 
that it would work better in 

combination with rituximab. 
Rituximab is a drug that binds to a 
molecule on the surface of B cells, 
called CD20. Binding to CD20 also 
initiates the cell death process. 
Therefore, in theory, it should 
help venetoclax to kill the cells, 
as the cell will be encouraged to 
die by two different mechanisms, 
increasing the chances that it will 
actually be killed. 

When drugs are combined with 
one another, it is important that 
they are reassessed for safety. It is 
possible that drugs can interfere 
with each other or cause extra 
side effects when combined. 
Therefore, AbbVie had to conduct 
extra clinical trials and the SMC 
had to assess both drugs as a 
combination. Additionally, it is the 
job of the SMC to make sure any 
treatment, including combinations 
like this, is cost-effective for the 
NHS. Using two drugs is more 
expensive than using just one, so 
the SMC examined whether any 
extra benefits of using a second 
drug was worth the extra cost.

You can find out more about 
this decision here: https://
www.scottishmedicines.org.uk/
medicines-advice/venetoclax-
venclyxto-full-smc2166/ or contact 
our advocacy team by emailing 
advocacy@leukaemiacare.org.uk 
or calling our helpline 08088 010 
444. 
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ASH Preview

Since 1958, haematologists have 
been meeting in the US to discuss 
the latest scientific findings. This 
December, over 25,000 delegates 
will attend this meeting. 

The American Society of 
Haematology event is made up of 
sessions, meetings and lectures 
on many different themes in 
haematology. In the following 
article, we’ve highlighted a number 
of interesting sessions that have 
already been arranged.

All sessions are preliminary and 
subject to change. 

General sessions

These signature sessions are 
designed to be of interest to a 
broad and diverse audience and are 
spread throughout the four days of 

the meeting.

The long road to develop adoptive 
therapy with T cells that can 
effectively target AML and other 
malignancies

This lecture will focus on how we 
have been able to harness these 
technologies and advances to 
engineer T cells that can effectively 
target AML and mediate clinical 
benefit, and how obtaining high 
dimensional data using single cell 
genomics is providing insights into 
the reasons for success and failure 
and directing the design of the 
next generation of more effective 
therapies.

Special interest sessions

These sessions are smaller and are 
a chance for people to meet and 

The Orange County Convention Center, home of this year’s ASH meeting
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discuss topics of particular interest. 

Special interest sessions this year 
are set to include: 

Special Education Session on ASH 
Clinical Practice Guidelines on Acute 
Myeloid Leukemia in Older Adults

In this special session, speakers 
will highlight particularly notable 
recommendations and will discuss 
important considerations for 
the practical application of the 
recommendations in practice.

Education sessions

Chapters based on these sessions 
will be published in Hematology 
2019, the ASH Education Program. 

Education sessions this year will 
include: 

Acute Lymphoblastic Leukemia: 
Aiming High to Keep MRD Low, or 
Even Better, Negative

The landscape of ALL has evolved 
significantly from both the biologic 
and treatment standpoint. This 
session will focus on the increasing 
incorporation of minimal residual 
disease (MRD) into treatment 
decisions for ALL.

Aggressive Non-Hodgkin 
Lymphomas: It’s Getting Personal

This session will delineate evolving 
treatment strategies in mantle cell 
lymphoma and peripheral T-cell 
lymphoma and bring in focus 

circulating tumor DNA as biomarker 
for potential clinical application.

Immunotherapy in Myeloma

This session will focus on the 
various classes of immunotherapy, 
including a rationale for the 
mechanisms of action as well as 
a summary of clinical safety and 
efficacy data.  The session will 
also discuss how researchers are 
combining our clinical experience 
with pre-clinical and correlative 
data in an effort to improve safety, 
efficacy and availability of this 
exciting class of agents.

ASH 2019

•	 The 61st American Society of 
Hematology meeting will take place 
from 7th - 10th December 2019 in 
Orlando, Florida

•	 More than 25,000 medical 
professionals from the field of 
haematology are expected to attend

•	 If you are unable to attend ASH in 
person, you can access materials 
from the conference online. There is 
a free service, called ASH on demand, 
where various speakers can upload 
their talks on a particular subject

•	 You can also pre-order access to over 
1,000 webcasts which will be made 
available from the 2019 ASH meeting. 
This package would be eligible for a 
Leukaemia Care bursary - to find out 
more about Leukaemia Care bursaries, 
go to www.leukaemiacare.org.uk

•	
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New data suggest that people who 
have a parent, sibling, or child 
with blood cancer have a higher 
likelihood of being diagnosed with 
the disease. The study published 
online (8th August 2019) in Blood 
offers the first evidence that 
such familial risks exist across 
the spectrum of haematologic 
malignancies.

Age of diagnosis, whether the 
relative is a parent, sibling, or 
child, and the number of affected 
first-degree relatives play a 
defining role in the relative risk of 
developing certain blood cancers, 
according to the study.

"This information improves 
our understanding of the 
causes of – and potential 
inherited predisposition to 
– blood cancers and should 
inform the identification and 
characterization of genetic risk 
factors for blood cancer, as well 
as how we best clinically manage 
patients	and	their	relatives,"•	
said Amit Sud, MD, PhD, of The 
Institute of Cancer Research, 
London, and the study’s lead 
author. "The results should also 
encourage conversations among 
families, clinicians, and patients 
about	familial	risk."•

While earlier studies have 

demonstrated the increased risk 
of blood cancers in first-degree 
relatives of affected individuals, 
this is the largest and most 
comprehensive population-based 
evaluation to date.

Cases with a familial link 
represented 4.1 percent of all 
blood cancer diagnoses – higher 
than cancers of the nervous 
system, kidney and pancreas, 
but lower than those of the 
breast, colorectum, and prostate, 
which range from 8 to 15 percent, 
researchers report. Highest 
relative risks were seen for 
certain Hodgkin lymphoma (HL) 
subtypes, lymphoplasmacytic 
lymphoma, and mantle cell 
lymphoma. Markedly elevated 
familial risks were also 
observed for polycythemia vera, 
myelodysplasia and essential 
thrombocythaemia. 

While there are currently no 
definitive screening initiatives 
for blood cancers, a 2016 revision 
to the World Health Organization 
classification of myeloid 
neoplasms and acute leukaemia 
recognised familial disease 
as an essential component of 
diagnosing certain subsets of 
blood cancers and underscores 
the need to further examine 
and understand familial risk. 

Haematology news
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Developing definitive screening 
protocols based on evidence is an 
emerging area of research.

"We hope these robust data will 
be used to inform guidelines on 
genetic testing and screening. 
Certainly there are a number of 
individuals, such as those with 
a relative diagnosed at a young 
age and/or with more than one 
affected first-degree relative, 
for whom counselling, genetic 
testing, and surveillance may be 
appropriate," Dr. Sud said. 

The present analysis drew from 
16 million people in the Swedish 
Family-Cancer Database, 
ultimately including 153,115 
patients with a confirmed 
blood cancer and 391,131 first-
degree relatives, which allowed 
Dr. Sud and colleagues to fully 
characterize familial risk across 
all blood cancer types. For specific 
blood cancers such as chronic 
lymphocytic leukemia (CLL), the 
increase in risk is dependent on 
the age of the affected relative; 
whether it is a parent, sibling, or 
child; and the number of affected 
first-degree relatives. For example, 
for non-Hodgkin lymphoma, 
HL, and CLL, the risk was higher 
among those who had a sibling 
with the disease, whereas other 
blood cancers were more likely 
to occur if a parent had been 
diagnosed. Generally, the familial 
risk was more pronounced when 
relatives were diagnosed at 

younger ages. Dr. Sud added that 
the analysis also has potential 
implications for the selection 
of related stem-cell donors 
used for the treatment of these 
malignancies.

In addition to its size and long 
follow-up, another strength of the 
analysis is its use of registry data 
for which almost all blood cancer 
cases in the Swedish population 
had been recorded. Still, 
researchers say the findings may 
not be applicable to economically 
developing countries that tend to 
have different tumour incidence 
rates and potentially different 
environmental and genetic risk 
factors.

The study was conducted as a 
collaboration between European 
research institutes: The Institute 
of Cancer Research in London, the 
German Cancer Research Centre in 
Heidelberg, and Lund University in 
Sweden.

 

Blood (www.bloodjournal.org), the most 
cited peer-reviewed publication in the 
field of haematology, is available weekly 
in print and online. Blood is a journal 
of the American Society of Hematology 
(ASH) (www.hematology.org), the world’s 
largest professional society concerned 
with the causes and treatment of blood 
disorders.
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Across

2. These white blood cells are defined by 
their round nucleus.
6. What do monocytes become in the 
tissues?
11. Where do Granulocytes mature?
12. Which Granulocytes pick up a blue/
purple stain?
13. What cell is associated with cell 
mediated immunity?
15. A White Blood cell is also called what?
16. The first step to coagualtion is what?
17. These granulocytes do not take up any 
stain.
18. Which cell types have no nucleus 
when mature?
19. An immature red blood cell is known 
as what?

Down

1. Fibrinogen and what other plasma 
protein are involved in the clotting of 
blood?
3. This prevents excessive clotting/
thombus formation.
4. What is the balance between 
coagulation and anticoagulation?
5. What is the formation of platelets 
called?
7. What cell is associated with humoral 
immunity?
8. These cells aid in the coagulation 
process.
9. What cells lack Granulocytes?
10. These white blood cells have an 
indented nucleus.
14. This Granulocyte stains pink.

1
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12
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16
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Puzzle time
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