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Acute Leukemia Advocates Network (ALAN)

• History – Founded in July 2017

• ALAN is: 

– an independent global network of patient organisations

– dedicated to changing outcomes of patients with acute leukemia

– by strengthening patient advocacy 

• It aims to: 

– build capacity in the members of the network – to deliver tailored services 

to acute leukemia patients and carers on the national level

– join forces between organisations across countries – e.g. on the policy 

and research level





AWARENESS AND EARLY 

DIAGNOSIS OF ACUTE LEUKEMIA
Zack Pemberton-Whiteley
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What percentage of leukemia 

patients are diagnosed as an 

emergency?

A: 21% 

B: 37%

C: 53% 

D: 66% 



EARLY DIAGNOSIS CAN HAVE A 

SIGNIFICANT IMPACT ON BOTH

SURVIVAL AND PATIENT EXPERIENCE

NCIN Route to Diagnosis and NCPES



And the answer is…

• Routes to diagnosis report shows the percentage (%) of 
cancer patients diagnosed via emergency presentation in 
England from 2006-2016:

– Cancer (excl. NMSC) – 21%

– Leukaemia (AML, ALL, CML and CLL combined) – 37%

– Acute Myeloid Leukemia (AML) – 53%

– Acute Lymphoblastic Leukemia (ALL) – 66%

• Emergency presentation has a significant impact on 
survival for all four main leukaemia types

NCIN Route to Diagnosis



Let’s look at this in a bit more detail…

NCIN Route to Diagnosis



And how this impacts on 1-month survival:

NCIN Route to Diagnosis



And then 1-year survival:

NCIN Route to Diagnosis



Awareness

• Leukemia (as a term) is well known, with 83% of 
UK patients in the first iteration of the Living with 
Leukaemia survey reporting that they had heard 
of it before their diagnosis. 

• However, there is little public understanding of 
leukemia, with only a third of patients reporting 
that they knew anything about it

Leukaemia Care – Living with Leukaemia



Awareness

• People are not aware of the symptoms that 

could indicate a potential leukemia

• 85% patients experienced symptoms before 

their diagnosis

• But just 21% suspected or expected, that 

they may have cancer. 

Leukaemia Care – Living with Leukaemia



Most common leukaemia symptoms before diagnosis:

Leukaemia Care – Living with Leukaemia



Leading to patient delay?

• How long did you experience symptoms before 

you first saw a healthcare professional?

Leukaemia Care – Living with Leukaemia



Time from first visiting HCP to diagnosis…

• Over two weeks 
for nearly half of 
acute leukemia 
patients

• Over a month for:

– 28% ALL

– 35% AML

Leukaemia Care – Living with Leukaemia



Partly due to the non-specific symptoms and relative 

rarity of leukemia…

Leukaemia Care – Living with Leukaemia



The number of GP visits before diagnosis

• A quarter of leukemia patients went to their 

GP 3 times or more before being referred to 

secondary care

• AML respondents were more likely to say 

they needed to see their GP 3 times or 

more before referral (31%)

Leukaemia Care – Living with Leukaemia



What about healthcare professional delay? 

Combined analysis from NCIN Routes to Diagnosis and NHS England 
CPES survey (Abel et al, BJGP June 2017), shows that for cancer: 

• Two thirds of people presenting in an emergency have prior GP 
consultations

• GPs are directly involved (emergency referral) in one third of 
emergency presentation

• Therefore “at least one-third of all emergency presenters have 
had prior contact with GPs but were not referred as 
emergencies”

• One third experience multiple GP consultations (a quarter have 
3 or more)

Abel et al, BJGP June 2017



CASE STUDY: SPOT LEUKAEMIA

An early diagnosis campaign from ALAN member, Leukaemia Care in the 

UK

#SpotLeukaemia



IMPROVE PUBLIC 

UNDERSTANDING OF 

LEUKAEMIA 

IMPROVE PUBLIC 

AWARENESS OF THE 

SIGNS AND SYMPTOMS 

SUPPORT PRIMARY 

HEALTHCARE 

PROFESSIONALS TO 

BETTER RECOGNISE 

AND DIAGNOSE 

LEUKAEMIA 

EARLY DIAGNOSIS 
SAVES LIVES 

The aims of Spot Leukaemia

#SpotLeukaemia



• Leukaemia is a blood cancer

• It can affect people of all ages

• The most common symptoms

Key messages of Spot Leukaemia

#SpotLeukaemia





• 65 iconic buildings throughout the 

UK turned red!

• Including:

– BT Tower

– Blackpool Tower

– Manchester Town Hall

– ACC Arena in Liverpool

Shining a spotlight on leukemia…

#SpotLeukaemia



• Online – videos and website stories

• Print – Leukaemia Matters and press

• Aim: to raise awareness but also support other patients

Patient Stories

#SpotLeukaemia



• GP: RCGP and Gateway-C modules

• Leukaemia Awareness Course

– Pharmacists, Opticians and Dentists

• Educational Events – throughout 2019

Healthcare Professional Campaign

#SpotLeukaemia



Outreach:

#SpotLeukaemia



• Parliamentary Event: 11th September

• Raise political awareness and understanding of 

blood cancers and leukaemia

2019: 50th Anniversary

#SpotLeukaemia



AML WORLD AWARENESS DAY

On April 21, it's time to unite and mark AML World Awareness Day 2020!

#KnowAML



AML Awareness Day

• Tomorrow is…



AML Awareness Day 2020:



AML Awareness Day 2020:



AML Awareness Day

• Then don’t forget to…



QUESTIONS?

I’ve said enough, it’s your turn…



ALAN’s 2020 Ambitions:

• Global Quality of Life Survey (#ALQOL)

• Acute Leukemia Global Summit – September 2020

• Capacity Building – Advocacy Development Programme

• Future Webinars

• Website and Social Media

• Acute Leukemia Awareness Campaign - September



How can I get involved with ALAN?

• Website – www.acuteleuk.org

• Email Samantha Nier, Network Manager – samantha@acuteleuk.org

• Apply for membership: acuteleuk.org/membership/join-us/

• Social media:

– Twitter: @acuteleuk

– Facebook and LinkedIn: Acute Leukemia Advocates Network

http://www.acuteleuk.org/
mailto:samantha@acuteleuk.org
https://acuteleuk.org/membership/join-us/
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