
GLOBAL SUMMIT 
7TH – 9TH NOVEMBER 2025

www.acuteleuk.org



MOVING INTO ACTION

#ALANsummit



• Be on time ! 
• Keep your badge on
• Mute your phone and switch off your 

computer

Grounding

Workshop: Advocacy in the 
acute setting

Mix and Mingle 

Let’s talk about data

Turning insights into action

Group photo

Lunch

8.15 AM

8.30 AM

10 AM

10.30 AM

11 AM

12.30 PM

12.45 PM

TODAY’S AGENDA
DON'T FORGET!

TO-DOS

• We do not expect anyone to be an 

observer - Everyone is welcome and 

encourage to participate

• Activities proposed during the breaks 

are optional 

• Bad english is the official language

#ALANsummit



• Be on time ! 
• Keep your badge on
• Mute your phone and switch off your 

computer

From Data Collection to Advocacy

Turning Insights into Access

Marshmallow challenge

Workshop: Barriers to access

Yoga with chair

Dinner (hotel)

1.30 PM

2.30 PM

3.30 PM

4 PM

5.30 PM

7 PM

TODAY’S AGENDA
DON'T FORGET!

TO-DOS

• We do not expect anyone to be an 

observer - Everyone is welcome and 

encourage to participate

• Activities proposed during the breaks 

are optional 

• Bad english is the official language

#ALANsummit



WORKSHOP: 
ADVOCACY IN THE ACUTE SETTING

#ALANsummit



Workshop: Advocacy in the acute setting :

 what is our reality and what can we do?

3 groups (11 per groups) 

1. Organizational Challenges & Digital Solutions

2. Limited Interaction with Acute Leukemia Patients

3. Fundraising for Advocacy Efforts

45 min –Group Breakout Discussions

30 min – Group Report-Outs (10 min per group including Q&A)

Reporting:

1-2 Key Insights (from challenges discussed)
1 Actionable Idea (to trial, test, or advocate for)

#ALANsummit



Organizational Challenges & Digital Solutions

Team: Pasusant, Marine, Alastair

• Theme: How do internal structures, resource constraints, and digital tools 
impact advocacy?

• Guiding Questions:
– What organizational barriers limit advocacy efforts for patients in acute settings?

– Which time-consuming or repeatable tasks reduce frontline staff availability for advocacy?

– How might AI or other digital platforms support advocacy (e.g. automated symptom 
tracking, digital consent tools, patient education portals)?

– What are successful examples from other settings/fields?

#ALANsummit



Limited Interaction with Acute Leukemia Patients

Team: Sophie, Charles

• Theme: Challenges in meaningful patient engagement in acute contexts

• Guiding Questions:
– Why are interactions with acute leukemia patients limited in acute settings (time, 

setting, physical condition)?

– How does this affect advocacy and personalization of care?

– How can we work with physicians and hospitals, so patients get referred to us as 
organizations?

– Are there models from other specialties that we can adapt?

– Could virtual check-ins, patient advocates, or family liaison roles be used more?

#ALANsummit



Fundraising for Advocacy Efforts

Team: Jan, Elo

• Theme: Building financial support for systemic and patient advocacy

• Guiding Questions:
– What are the current gaps in funding advocacy for acute leukemia patients?

– What success stories (even small-scale) can be shared?

– How can organizations better position advocacy as fundable (e.g. showing 
outcomes, storytelling)?

– Is it possible to involve patients and caregivers in fundraising?

– Are there corporate or philanthropic partners to engage?

#ALANsummit



The fundraising cycle

• Identification and research of potential funders 
(e.g. check connections/network of your board 
members and members or volunteers to potential 
donors, or people with a similar interest…)

• Cultivation of the relationship
with the prospective funders
or funding programmes

• Solicitation = asking for funding 
with a specific request

• Acknowledgement and administration
10



Step 1: Research and identification of potential funders:

Types of funders / funding sources

11

Public funding

• EU institutions 
• EU funding programmes (e.g. 

research, health)
• National government, state, 

ministries’ funding for NGOs
• National funding programmes 

(e.g. research, health)
• Statutory health insurance 

funds / sickness funds

Private funders

• Research organisations
• Insurance companies, sickness 

funds
• Pharma funding
• Healthcare/wellness-related 

companies

Philanthrophic funders

• Research organisations
• Non-profit organisations, 

foundations and societies
• Private donations (including 

high-level donations from 
philanthropists, charitable 
trusts)

• Membership fees
Fundraising events and programmes

• Fundraising events and 
activities (e.g. cycle for cancer, 
marathons, etc)

• Donation programmes (e.g. 
people give €2 a month)

• Community fundraising (bake 
sales, coffee mornings etc)



BREAK – BE BACK AT 10.30 AM !

#ALANsummit



Mix and mingle

• With your buddy, find 
another buddy pair

• By group of 4, take 15 
minutes to find out what 
you have in common and 
then link it to 1 or more 
emojis. 

• Take a picture the 4 of you 
#ALANSummit

#ALANsummit



LET’S TALK ABOUT DATA

#ALANsummit



Let’s talk 
about data.
A guide for your patient organisations to turn lived 

experience into evidence that drives change. 

marine.tullet.pro@gmail.com



Education: Develop exercices to make 

children speak aloud, automatically detect 

their errors and provide feedbacks live. 

Health: Develop rehabilitation exercises 

for throat cancer survivors by identifying 

recurring speech and articulation patterns

Speech Recognition Adaptive Learning 

Who am I? 
Marine, Director of Data & AI @Lalilo

* A worldwide edTech platform

* A team of 9 data experts

* Mission: analyse and use the data and AI to create 

personalised learning experiences that help every 

child become a proficient reader

Education: Dynamically adjusts reading 

exercises on Lalilo based on students’ 

performance, pace and content difficulty.

Health: Helps doctors personalise 

treatment plans based on each patient’s 

history, response, and recovery data.



“Advocacy without 
data-based evidence 
is like a compass 
without direction.”



How data can drive change

Question  Data Evidence  Action



Start small with a 
clear question

Lymphoma Coalition 
Global Patient Survey

“What questions do 
matter to your patients 
and carers?” * How are patients with lymphoma & CLL really 

doing beyond survival? 

 Question  Data Evidence  Action



Lymphoma Coalition 
Global Patient Survey

Clarity

Context

Connection

Change

What exactly do we want to 
understand?

Who is affected, and in what 
circumstances?

Why does this question 
matter to patients and 

carers?

Will answers lead to 
something we can change?

Impact of lymphoma on daily life 
and well-being, not just survival.

Patients and carers across 80 
countries and treatment stages.

QoL often overlooked in care, 
patients felt unheard.

Data led to QoL & fatigue added in 
clinical guidelines.

 Question  Data Evidence  Action

Start small with a 
clear question



Lymphoma Coalition 
Global Patient Survey

“What and how patient 
organizations can 
collect data?” * 50 000 participants from 80 countries since 2008. 

* Launched every 2 years. 

Collect real patient & carer data
 Question  Data Evidence  Action



Lymphoma Coalition 
Global Patient Survey

“What and how patient 
organizations can 
collect data?” * 50 000 participants from 80 countries since 2008. 

* Launched every 2 years. 

What?

How?

Who patients & carers are: demographics, diagnosis, treatment history
What patients & carers live: symptoms, side effects, emotions, QoL
What patients & carers need: access barrier, information gaps (treatment, clinical trials)

Surveys using Mailchimp, Google Form, SurveyMonkey
Stories, interviews, registries, focus groups

Collect real patient & carer data
 Question  Data Evidence  Action



Turn data into evidence

“What does the data 
show, and how strong is 
that claim?”

 Question  Data Evidence  Action



“What does the data 
show, and how strong is 
that claim?”

Turn data into evidence
 Data

“66% of patients report 
fatigue.”

Evidence
“Year over year, fatigue 

continues to be the most 
common effect.”

 Question  Data Evidence  Action



Lymphoma Coalition 
Global Patient Survey

“How can this evidence 
drive advocacy or 
improve care?”

* Use survey data in advocacy influence: 

- Results presented at key events (ASH, CL 

Foundation’s International Patient 

Conference…) 

- Country-specific reports made for national 

advocacy 

* Adapt awareness & thematic campaigns

- Theme “It’s time to talk about how we’re 

feeling” for World Lymphoma Awareness Day

* Improve support for patients & carers

Drive action  
 Question  Data Evidence  Action



Go even further…

Question  Data Evidence  Action



Go even further…

Question  Data Evidence  Action

 Impact



Data help to prioritize advocacy efforts

❑ #BeLeukemiaAware

❑ World Leukemia Day

❑ BCAM

❑ #WeAreMen

#ALANsummitFull report: https://acuteleuk.org/publications/



Data help to prioritize advocacy efforts

❑ Resource center

#ALANsummitFull report: https://acuteleuk.org/publications/



Data help to prioritize advocacy efforts

❑ Addition of bolt-on to EQ-5D

#ALANsummitFull report: https://acuteleuk.org/publications/

❑ Resource center –Know 
the basic serie



Data help to prioritize advocacy efforts

Fitness assessment in AML : 
recommendations from an expert 
panel on behalf of the European 
LeukemiaNet: 

❑ … Moreover, the growing 
emphasis on patient-centered 
care, further highlights the 
importance of integrating quality 
of life, patient preferences, 
patient self-reported physical 
and social functioning status, 
social support, and early 
integration of palliative care into 
the assessment framework….

#ALANsummitFull report: https://acuteleuk.org/publications/



Thank you  

Q&A



TURNING INSIGHTS INTO 

ACTION

#ALANsummit



What ALAN and its members have done? 

• Awareness of leukemia – Pasusant 

• Provision of information – Diego, Alastair, Samantha 
– Acute leukemia booklet 

– ALAN Resources center

– Toolkit for patients and physicians 

• How can technology and digital platforms enhance patient education 
and patient support – Sophie 

• How country specific data from a global survey were used in 
advocacy work – Jana

• Country example – report from Think Tank – Lauren

• Emotional support – Claudia
– Case studies of program that alleviate psychological distress

– How to provide emotional support

#ALANsummit



Turning Insights into Action -
 Awareness in Thailand

From global resources to
Local impact: Translating ALAN
Materials into Thai for patients and 
caregivers

#ALANsummit



Turning Insights into Action – Awareness in 

Thailand
Key Actions & Impact

 Created Channels

• Website, Facebook Page & Newsletter

 Translated Materials

• ALAN toolkits, infographics, awareness 
campaigns

 Raised Awareness

• World Leukemia Day campaigns in Thai

 Built Community

• Growing patient trust & engagement

Small, consistent actions = stronger awareness, 
empowered patients.

#ALANsummit



Understanding 
Acute Leukemias in Adults: 
A Guide for Patients and Families

Diego Villalón García



• Acute leukemia is a type of cancer for which 
there is very limited patient-friendly information 
available.

• Online and printed handbook containing detailed 
medical and health information about acute 
leukemia

• Aim: to provide accurate and comprehensive 
information to facilitate shared decision-making

WHAT?

WHY?



• Javier Dávila San Segundo. Person diagnosed with acute leukemia.
Representative of the Spanish Association of Organizations Fighting
Leukemia and Blood Diseases (AELCLÉS).

• Yolima Méndez Camacho. President of the Colombian Leukemia
and Lymphoma Foundation, a member association of the Acute
Leukemia Advocates Network (ALAN).

• Natalia Pedraza García. Nurse. Hematology Supervisor, 12 de
Octubre University Hospital, Madrid. Representative of the Spanish
Society of Oncology Nursing (SEEO).

• Josefina Serrano López. Hematologist. Reina Sofía University
Hospital, Córdoba. Representative of the Spanish Society of
Hematology and Hemotherapy (SEHH).



• We created a multidisciplinary 
committee for the project

• The table of contents was developed 
in collaboration with the committee

• Handbook was written by MQI, 
according to literature research

• Committee members reviewed the 
content

HOW?

• Information presented in a friendly 
and accessible manner, 
supplemented with visual images to 
enhance understanding. 

• Accessible: Design, letter type and 
size, etc.

• Respectful: Diversity in photographies











• Launched: March 18th, 2025

• 143 printed guides have been distributed

• 154 downloads through our website

• Press release for the launch

• The SEHH included this material in its press release on the occasion of World AML Day.

RESULTS



Diego Villalón García
diegovillalon@fundacionmasqueideas.org



ALAN Resources - Questionnaire

• 16 responses

• 8 languages (+10 more in South Africa!)

• 95% knew about ALAN resources

#ALANsummit



ALAN Resources - Infographics

• Multi-page, colourful

• Simpler – Tri-fold
Quick and ‘Easy’ to translate

English first, but …

#ALANsummit



ALAN Resources - How can you help (us help you)?

• What communication challenges do you face?

• What resources do you need?

• What else would you like to see available?

#ALANsummit



Toolkit for patients and physicians

#ALANsummit

Research summary



Toolkit for patients

#ALANsummit



Toolkit for physicians

#ALANsummit



Toolkit for patients and physicians

• Link  

https://drive.google.com/drive/folders/1JZbDDLe

GgFiybH-En5ZzGVlq1f-jNxVp?usp=sharing 

• Materials are editable and translatable

• Share within your organization, network including 

physicians, hospitals, etc. 

#ALANsummit

https://drive.google.com/drive/folders/1JZbDDLeGgFiybH-En5ZzGVlq1f-jNxVp?usp=sharing
https://drive.google.com/drive/folders/1JZbDDLeGgFiybH-En5ZzGVlq1f-jNxVp?usp=sharing
https://drive.google.com/drive/folders/1JZbDDLeGgFiybH-En5ZzGVlq1f-jNxVp?usp=sharing
https://drive.google.com/drive/folders/1JZbDDLeGgFiybH-En5ZzGVlq1f-jNxVp?usp=sharing
https://drive.google.com/drive/folders/1JZbDDLeGgFiybH-En5ZzGVlq1f-jNxVp?usp=sharing
https://drive.google.com/drive/folders/1JZbDDLeGgFiybH-En5ZzGVlq1f-jNxVp?usp=sharing


How can technology and digital platforms 

enhance patient education and patient support ?

Sophie Wintrich 

#ALANsumm
it



Information and Communication 

To counter worries, isolation, partial information

Increased use of chat forums & Facebook.

Popular topics: new treatment starting, infection risk, 

uncertainty, travel, supplements



New methods and partnerships to make contact

Leukaemia Care

Send a WhatsApp message to 07500 068 065 

(weekdays 9am to 5pm)

https://wa.me/447500068065


Digital apps for information and data collection

‘Journey of Empowerment’



Data on treatment access to inform, empower & encourage to act



Obtaining less accessible 

information - for more choice



Remote consultations for second opinions

A UK attempt !

Pros and cons
My husband quickly purchased a 

WebCam to enable me to take part in the 

appointment via Video with Professor 

Bowen. I must admit, we have never been 

involved in this type of technology before, 

but would highly recommend this type of 

appointment, but I can say that I was more 

worried about the technology working 

than I was about the interaction with 

Professor Bowen! The process was so 

simple by just placing the small camera 

with microphone on top of my monitor. 

‘Lost Social contact in 

hospital but…great way to 

include family’

https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf

https://mdspatientsupport.org.uk/new-service-for-patients-online-video-consultations-with-an-mds-specialist/
https://mdspatientsupport.org.uk/new-service-for-patients-online-video-consultations-with-an-mds-specialist/
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf
https://mdspatientsupport.org.uk/wp-content/uploads/2021/07/MDS-UK-presentation_Oxford-Remote-Consultations-July2021.pdf


Potential uses of AI

In the UK, patients are legally permitted to record their own consultations for personal use, even 
without the explicit consent of the clinician. This is considered personal "note-taking" and is exempt from 
data protection laws (UK GDPR)

Next step?
AI to record and have the option to summarise the consultation?
Both for hospital medical notes - and patient’s own records.
Trialled in A&E for clinicians

Note taking for patients during consultations - to date:



Support Slides
Data via ALAN Global survey

&

MDS Alliance Survey



Information about their sub-type
Despite indicating they had been informed of 
their leukemia subtype or specific mutation,
when asked, many patients did not know:

• 24% of AML patients did not know their form 
of genetic mutation
• 49% of ALL patients did not know their 
cytogenetic status



Information about side-effects



Involvement in decision making - 

overall



Involvement in decisions (according to income level)



Barriers to 

treatment

No specialist nearby.

Reason for start of 

remote 2nd opinions



Access to support and 

usefulness



Patients seeking more information

ALAN study
Only 43% of patients were given completely clear information about any side effects from their most recent or current 
treatment.

However, 18% of patients and 19% of carers said they always have to ask for the results to be explained.

Information and support

82% of patients were given or directed to information or support during their treatment journey. 

The most common resources patients were given or directed to were side effects and risks of treatment (39%) written 
information / booklets / leaflets (36% leukemia charities / associations / organizations (30%), mental wellbeing (emotional) 
including referral to psychological support, counselling or psychotherapy (29%), and patient support groups (29%)

Patients reported that the following types of information and support helped them feel better or more positive: buddying or 
befriending (79%), online forums (78%), patient support groups (76%) and leukemia charities / associations / 
organizations (76%).
The majority of patients (91%,) and carers (90%) conducted their own research into varying stages of the patient journey. 
Patients and carers researched the same top three topics: diagnosis (75% of patients, 74% of carers, treatments available 
(70% of patients); 73% of carers, and side effects (68% of patients; 70% of carers)



Directed to support organisations



Directing patients to information and support resources: 

The resources that patients rated as most helpful were 

not the most commonly cited resources patients were 

directed to.

Healthcare professionals and advocacy groups should work 

towards greater facilitation and access to buddying or 

befriending, online forums, patient support groups and 

leukemia charities / associations / organizations.

Why additional support is necessary:
Address variance in experience.
There are clear variances in experience by leukemia
type, age, gender, country, annual household income and 
level of education.



RECOMMENDATIONS

Information and explanations: 
‘…patients and carers are not receiving adequate levels of information and explanations at key 
points in the patient’s journey (during diagnosis, information on subtype or mutation, results of 
test(s), clear information about side effects of treatment…)’

Healthcare professionals must improve how they communicate with patients and carers (vital 
information at key stages + opportunity to ask questions and receive answers to these questions 
at each stage to aid understanding. 
Signposting patients and carers to patient organizations groups for further support and 
information should become part of the consultation process.

Involvement in decision-making: 

People have a right to be involved in and to make decisions about their health and care. 

Healthcare professionals must work with patients and their carers in partnership to involve 

them in decision-making throughout their journey. As part of this process, healthcare 

professionals must ensure patients are well informed and that their personal preferences are 

respected.



HOW COUNTRY SPECIFIC 
DATA FROM A GLOBAL 
SURVEY WERE USED IN 
ADVOCACY WORK

Jana Pelouchová

Leukemia Patient Advocates Foundation

Diagnoza leukemie, z.s.

Acute Leukemia Summit 2025, Madrid

#ALANsummit



Pilot project (one of few opportunities for a robust patient 
survey in Czech language)

Dissemination via personal emails to members and contact 
of patients, website, public facebook group of patient 
organisation,  various closed FB patient discussion groups)

interesting data grouped into 1/ global results  versus  2/ 
country specific results



OUTCOMES:

approx. 90 respondents  (from 350 members + number of patients’ 
contacts from non-member database)

clear challenges in answering disease-specific questions

clear lack of practice in responding patient surveys

few respondents from Slovakia (in spite of language similarity and patient 
engagement)



WORKING WITH THE DATA:

publishing on social 
media with regards to 
Blood cancer awareness 
days

presenting at Press 
Conference connected to 
Blood cancer awareness 
month + WCLL Day

presenting on patient 
conferences (3 per year) 
and seminars (2 per 
year)

underpinning our 
demands in negotiations 
of Patient Council at the 
Health Insurance Agency









THANK YOU FOR YOUR ATTENTION

www.diagnoza-leukemie.cz

www.facebook.com/diagnoza.leukemie

jana.pelouchova@diagnozaleukemie.cz

http://www.diagnoza-leukemie.cz/
http://www.diagnoza-leukemie.cz/
http://www.diagnoza-leukemie.cz/
http://www.facebook.com/diagnoza.leukemie
mailto:jana.pelouchova@diagnozaleukemie.cz












Emotional 
support
Inside the journey of an AML survivor

Claudia Poguntke

ALAN Summit Madrid, Nov 2025



My life as an AML Patient in Numbers 

465 

407
152

7,5

45

days I spent in hospital

days I spent at home in isolation

my disability pension entitlement in Euros 

hours I spent in a hospital's waiting
area for my appointment

minutes I spent waiting on a toilet
chair before receiving assistance
from the oncology nurse

31 medication load per day after 
my stem cell transplant 



The New Normal 
• Loss of identity

• Body image crisis

• Loss of independence and control

• Isolation, deprivation and loneliness

• Loss of future perspective

• Fear of relapse

• Reintegration struggle

• Survivors guilt

Emotional distress and depression are well 
documented long term side effects in AML

• Kuba K, Esser P, Mehnert A, Hinz A, Johansen C, Lordick F, Götze H. Risk for depression and
 anxiety in long-term survivors of hematologic cancer. Health Psychol. 2019 Mar;38(3):187-195.
 doi: 10.1037/hea0000713. PMID: 30762398  

• Stefanski KJ, Anixt JS, Goodman P, Bowers K, Leisenring W, Scott Baker K, Burns K, Howell R,
 Davies S, Robison LL, Armstrong GT, Krull KR, Recklitis C. Long-Term Neurocognitive and
 Psychosocial Outcomes After Acute Myeloid Leukemia: A Childhood Cancer Survivor Study
 Report. J Natl Cancer Inst. 2021 Apr 6;113(4):481-495. doi: 10.1093/jnci/djaa102. PMID: 32797189; PMCID: 
PMC8023820.



A Global Wake-Up Call: 
Emotional Needs in Acute Leukemia are widely unmet

Major Findings from the ALAN Global QoL Survey (2023)

Psychosocial unmet needs are widespread

Patients across regions report significant emotional strain, fear, 

uncertainty, and mental-health challenges throughout the leukemia 

journey.

Information and support gaps persist

Many patients feel they lack clear, timely, and understandable 

information — creating anxiety, confusion, and reduced empowerment.

Emotional and mental-health impact is among the top patient-reported 

issues

Emotional distress ranks alongside physical symptoms as one of the 

most burdensome aspects of living with acute leukemia.

Needs are universal

Across countries, ages, and leukemia subtypes, patients consistently 

highlight similar emotional, informational, and support unmet needs.



Shaping Stars: 
The Power of Emotional Literacy

Ability to
notice, name, 
understand, 
and express 

emotions. 

Like health
literacy, 

emotional 
literacy is a 

skillset 
essential for 

navigating 
care.



Call to Action

• Emotional literacy and psychosocial care to be

integrated into every stage of leukemia treatment.

• Build standardised psychosocial support 

pathways in all cancer centres.

• Provide tailored, accessible emotional-literacy

resources for patients and families.

• Empower clinicians with tools to identify emotional 

distress early.

• Use ALAN’s global evidence to push for policy

change and resource allocation.



Professional Guidance

• Psychooncological therapy

• Digital support 

o cancer companionship apps

o digital mindfulness

o psychoeducational programs



Patient 
Experience 
Driven Support 

• peer mentoring 

• social & emotional support 

through cancer community 

networks



Creative Writing as
Patient  Empowerment

"As an AML survivor, patient advocate, and researcher in biographical
and creative writing, I have experienced firsthand how storytelling and 
reflective writing can strengthen resilience, agency, and emotional 
coping during cancer.

My personal and professional journey—shaped by many years of lived
experience, training as a yoga instructor and systemic coach in 
integrative oncology, patient advocacy, and digital health innovation—
culminated in a Master’s degree in Creative Writing with Cancer 
Patients, where I explored the transformative potential of writing as a 
tool for emotional coping and empowerment." Claudia Poguntke, ALAN Summit Madrid 2025

➢ Creative writing strengthens emotional literacy, empowerment, and self-efficacy by helping patients process emotions 
and regain control. 

➢ Online writing groups maintain social connection and engagement when in-person support is limited.

➢ Integrating writing with psycho-oncological principles promotes resilience and activates inner resources.

➢ Writing fosters meaning-making, reflection, and self-determination, enhancing quality of life.



Six Seconds Self Assessment

How do YOU cope with
emotions in the AML arena? 

o as a patient

o as a caregiver (family / friends) 

o as a member of medical staff

o as a patient advocate



When emotions become overwhelming, 
do you wish to release them physically? 



Do you play dead...



or cool? 



Do you want to run away? 



Or do you show strength
by seeking support? 



Don't let your
Vulcan half take
over, work on 
your emotional 
literacy!  



Group 1

Charles

Hasmik

Chul-hwan

So Waah

 Rita

Beyza

#ALANsummit

Group 2

Elo

Marija

Dick

Kairi

Zack

Group 3

Anne-Pierre

Geun-hwa

Rosie

Andy

Elba

Group 4

Marine

Carolina

Silvia

Chris

Laura

Group 5

Jan

Yolima

Stacey

Sindy

Esther

Group 6

Giovanni

Moses

Ashleigh

Ajda

Hamda

Kristina

Go around the 
tables 
7 min per table



GROUP PHOTO

#ALANsummit



LUNCH – BE BACK AT 1.30 PM!

#ALANsummit
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