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Aggressive NK cell leukaemia (ANKL)

Aggressive natural killer cell leukaemia (ANKL) is a rare, fast growing blood cancer.
Find out what it is, signs and symptoms it can cause, how it’s diagnosed and

common treatment options.

Summary

* ANKL is a very rare, fast-growing blood cancer. It affects white blood cells called
natural killer (NK) cells.

* We do not know the exact cause of ANKL but it is not because of anything you
have or haven’t done.

* Symptoms include fever, night sweats, losing weight without trying to, swollen
lymph nodes, or tummy pain or discomfort.

* ANKL is diagnosed using blood tests and sometimes bone marrow tests.

* Treatment options include chemotherapy, radiotherapy, stem cell transplants and
clinical trials.

* Your haematology team will let you know what treatment they recommend, how
you will have it, and what you can expect.

* You will also have medicines to prevent or treat symptoms or side effects.

Download our factsheet about ANKL E]

What is ANKL?

Aggressive natural killer cell leukaemia (ANKL) is a fast-growing blood cancer. It starts in
white blood cells called natural killer (NK) cells. NK cells are part of your immune system.
They usually help destroy cells that have become infected by a virus. But if you have
ANKL, they become abnormal and divide uncontrollably. The abnormal cells build up in

your lymph nodes, liver, spleen and bloodstream.
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Who gets ANKL?

ANKL is a very rare leukaemia. This is why you might not have heard of ANKL before. It can
affect people of any age, but it is more common in people between 30 and 50.
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What causes ANKL?

We do not know the exact cause of ANKL. People with ANKL have genetic changesin
their leukaemia cells that stop the cells from working properly. However, we do not know
exactly why these genetic changes happen. It is not because of anything you have or
have not done.

Having an infection called Epstein Barr virus (EBV) can increase your chance of getting
ANKL. But most people who've had EBV do not get ANKL. ANKL itself is not infectious.
You cannot catch it and you cannot pass it on to someone else.

More about the link between Epstein Barr virus and ANKL

EBV is a viral infection. More than @ in every 10 people in the UK have had it, but you might

not have noticed. Sometimes EBV infection can cause glandular fever, but you may not
get symptoms.

After you've been infected with EBV, it stays in your body. It is normally kept under control
by your immune system. But sometimes EBV can activate your immune system to make
more NK cells. This increases the chance of NK cells becoming abnormal, leading to ANKL.
Around 9 in every 10 people with ANKL have had EBV. But most people who have had
EBV never get ANKL.
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Symptoms of ANKL

The signs and symptoms of ANKL vary from person to person. Some of them can be
serious or life threatening.

ANKL can cause the following signs and symptoms:

* Fever
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* Night sweats

* Losing weight without trying to

* Tummy pain, bloating or discomfort due to a swollen spleen or liver

* Swollen lymph nodes

* Serious bleeding or clotting problems

* Yellowing of your skin or the whites of your eyes (this may look different on black
or brown skin)

* Infections that last a long time or keep coming back

* Feeling tired, breathless or dizzy due to a low red blood cell count (anaemia)

* Bruising or bleeding easily (for example, nose bleeds or bleeding gums when you

brush your teeth)

Back to top

How is ANKL diagnosed?

You'll have blood tests and sometimes bone marrow tests to diagnose ANKL. The samples

go to the lab for specialist testing.

Blood tests

You will have blood tests to:

* Measure your numbers of red blood cells, white blood cells and platelets. If you
have ANKL, you'll have high levels of abnormal NK cells. You may have low levels
of healthy blood cells.

* See how your blood cells look under a microscope. ANKL cells are larger than
healthy NK cells, irregular in shape and contain lots of granules.

You might also have blood tests to:

* Check how well your liver and kidneys are working.
* Measure the amount of Epstein Barr virus (EBV) DNA in your blood. Your team
may also measure this to check your response to treatment.
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Bone marrow tests

You might have a bone marrow test to confirm the diagnosis, but this may not be needed.

This involves taking a sample of your bone marrow, usually from the back of your pelvis,
with a local anaesthetic.

Lab tests

Your doctor will send your blood and bone marrow samples to the lab for specialist tests.
They may check what proteins are on the surface of your leukaemia cells, or what genetic

changes they have.

Other tests you might have

You might have a PET-CT scan or MRl scan to check if your ANKL has spread outside your

bone marrow. Depending on your symptoms, you might have other tests or scans.

Back to top

How is ANKL treated?

Because it is so rare, it is difficult for researchers to carry out trials to work out the best
treatment for people with ANKL. So, at the moment, there are no definite treatment

guidelines and different doctors might use different approaches.

Your haematology team will explain what treatment they recommend and what you can
expect from it. They will base this on many factors, including:

* Your symptoms and test results
* Your age and overall fitness
* Whether or not you have any other medical conditions

* Your preference on how you wish to be treated

There are a number of treatment options your haematology team might consider. These
might include:

Chemotherapy

Chemotherapy medicines kill cells that are dividing rapidly, such as blood cells. You'll
probably have a combination of chemotherapy medicines, including one called L-
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asparaginase. If your doctor suggests chemotherapy, they will tell you exactly what

medicines they suggest and how you have them.

Treatment as part of a clinical trial

A clinical trial could let you access treatments that would not be available otherwise. If
there is a trial suitable for you, your team should explain what it involves and the risks and
benefits of it. It is your choice whether or not to take part.

A stem cell transplant

If you respond well to your first treatment, your team might recommend a stem cell
transplant. This aims to stop ANKL coming back. A stem cell transplant is very intensive and
is only suitable for people who are fit enough to have it. If it's an option for you, your team

will discuss it with you.

Supportive treatment

You will also have medicine to prevent or treat symptoms or side effects and to manage
serious complications. This is called supportive treatment. It does not treat your ANKL
itself, but helps you feel better.

Supportive treatment might include:

* Steroids, which can help with many different symptoms

* Transfusions of platelets or proteins to help your blood clot (clotting factors), if
you need them

* Blood transfusions or medicines called growth factors, if your blood counts are
low

* Medicine to prevent or treat infections

* Medicine to prevent or treat side effects

Your haematology team will let you know what treatment they recommend, how you will
have it, and what you can expect.
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Outcomes of ANKL

ANKL is an aggressive type of cancer. It can be very difficult to treat.
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As with most cancers, outcomes vary from person to person. They depend on lots of

different factors, including:

* Your age and overall fitness

* Your test results

* Any other health conditions you have

* How well you respond to your first treatment

Your consultant is the best person to advise you on your outlook. They can take
account of your individual circumstances and test results.

Back to top
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Need support?

You are not alone. We're here for you whether you have a diagnosis yourself or know
someone who has. If you'd like advice, support, or a listening ear, call our freephone
helpline on 08088 010 444 or send a WhatsApp message to 07500 068 065.

Helpline and WhatsApp —

Help us improve our information

We aim to provide information that's reliable, up-to-date, and covers what matters to you.
Please complete our short survey to help us improve our information and make sure it

meets your needs.

Complete our short survey —

About our information

This information is aimed at people in the UK. We do our best to make sure it is
accurate and up to date but it should not replace advice from your health
professional. Find out more about our information.
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