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✓ AIPAMM seeks to promote 

patient engagement by 

sharing understandable, 

relevant, and reliable 

information on MPN 

Background 

The Patient Health Engagement model by Graffigna et al. (2015)



Aim

✓ To describe the level of health engagement in MPN patients

and the most trusted sources of information.

Methods

✓ A multicentric cross-sectional study promoted by AIPAMM

in Italy since November 2021, still ongoing.

✓ MPN patients were asked to complete a paper-and-pencil

questionnaire to collect data anonymously about health

engagement, sources of information, and other study variables.

SELF-CARE_AIPAMM



Instrument: 

The Patient Health Engagement (PHE) Scale

WHEN I THINK ABOUT MY DISEASE …



Sample  n = 375

Preliminary data  n = 201

Patients for 

each centre

n = 30

The Ethics Committee of each centre approved the Study

9 Italian centres 

+

Implementation

10 ET

10 PV

10 MF



Results: 

1. blackout
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2. arousal 
12%
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59%

4. eudaimonic 
project

27%

Patient Health Engagement score

✓ Preliminary data from 201 patients (56% male; mean age = 60; SD = 14)

✓ Diagnoses → overt MF (33%), prefibrotic MF (13%), PV (26%), ET (28%)

✓ Patients were in the third

engagement stage → adhesion

(mean = 3.1, SD = 0.6; range 1-4)



✓ Age was positively associated

with Patient Health Engagement,

controlling for time since

diagnosis (β = .213; p < .003)

Patient Health Engagement score by age

n = 30, 15% n = 90, 45% n = 81, 40%

Results: 



✓ Most of participants were aware (59%) and conscious (66%) about their health status.

✓ They perceived coherence and continuity in their life despite their illness (44%),

and they felt they adjusted to their illness (58%) and accepted it (47%).

✓ The most trusted source of information was the haematologist (mean = 9.1, SD = 1.7).

✓ The more the haematologist was clear in telling patients what to do in their daily

life, the more patients showed health engagement (r = 0.22, p = 0.002).

Results: 



Impact: 

✓ Haematologists should be aware of the importance of

being clear, honest, and kind in providing information

both on medications and daily life activities

✓ To support patients in engaging in health management



Recommendation: 

AWARENESS

AROUSAL

EUDAIMOIC PROJECT

✓ Greater efforts should be made to enhance the

role of the patient association as a source of

appropriate information and support

✓ To promote emotional elaboration and

adjustment

✓ To foster patient engagement, especially in 

younger patients

✓ To encourage research
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