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Borys Michał

16 y.o.

Diagnosis

Metachromatic Leukodystophy (MLD)

1-9/1 000 000 (Orphanet)

ORPHA: 512 

D: 5,5 
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Odyssey 
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Numbers 

1

2

3

4

22k

200m
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Lived experience is a rare asset

Partnership first of all is an obligation and then becomes cooperation

The less knowledge the bigger risk transfer  
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Traveller’s 
reflections



Economy

U n l i m i t e d  n e e d s  

w i t h

L i m i t e d  re s o u rc e s
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Attention
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In an information-rich world, the wealth of information means a dearth of 

something else: a scarcity of whatever it is that information consumes (…) 

the attention of its recipients.

 Herbert A. Simon



Find your niche – cooperation not competition

Have fun, let it drives you to action

Build culture of engagement 2.0, but… it takes two to tango
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K. L. Carman et. al., "Patient And Family Engagement: A Framework For Understanding The Elements And Developing Interventions And Policies, Health Affairs 32, no.2, 2013

Factors influencing engagement:

Patient (beliefs about patient role, 
health literacy, education)

Organization (policies and 
practicies, culture)

Society (social norms, regulations, 
policy)

Direct care
Patients receive 

information about 
diagnosis

Patients are asked about 
their preferences in the 

treatment plan

Treatment decisions are 
made based on patients’ 

preferences, medical 
evidence and clinical 

judgment. 

Organization design and 
governance

Organization surveys 
patients about their care 

experiences

Hospitals involves 
patients as advisers or 

advisory council 
members

Patients co-lead hospital 
safety and quality 

improvment commitiees

Policy making

Public agency conducts 
focus groups with 

patients to ask opinions 
about a health care issue 

Patients’ 
recommendations about 
research priorities are 

used by public agency to 
make funding decisions

Patients have equal 
representation on agency 

commitee that makes 
decisions about how to 

allocate resources to health 
programs

Levels of engagement Consultation Involvement Partnership and shared leadership

Continuum of engagement



Responsibility 

Reliability 

Resources
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A goal without a plan is just a wish

Antoine de Saint-Exupéry



Plans are nothing; planning is everything
Dwight D. Eisenhower 
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