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To better understand the needs and hurdles of Pulmonary Hypertension (PH) patients
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Other impact of the disease on daily life

Both patients and caregivers agree they experience difficulties in their daily activities, in leisure activities
and hobbies as well as travelling issues. Additionally, caregivers report a lack of psychological support!

REASONS TO JOIN PULMONARY HYPERTENSION PATIENT

@ MOTIVATIONS

Main motivations to become a member

Patients were mainly motivated to join their association for additional support and information
about their disease and treatment.
Caregivers’ main driver was to receive their own psychological support.
Both wanted to engage and exchange with other patients and/or caregivers.
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@ Patients #1 #2 #3 #4 #5
N=454 1.9 3.0 3.0 3.9 4.7
Caregivers #4 #2 #3 #6
N=69 3.6 2./ 3.2 5.0

*Symptoms, evolution of the disease, treatment; **social security, retirement policies, disability applications...
Respondents who mention being a member of a patient association, average ranking — 1-7
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Signs of depression In Austria, Spain, Poland and Hungary they mainly expressed the need for psychological support.

@® Investigate the information and educational support most needed by and helpful 43%
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No symptoms 20%

Most patients and caregivers discovered their patient association on the Internet.
Only one third of the patients became aware when being recommended by an HCP.
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Time between onset of symptoms and diagnosis was ~ 35 monthes. :Psychological
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B The patient association was recommended

: Least needed
by a Healthcare Professional

Hungary, Czech Republic, Slovakia) invited their members to complete the online survey, as
the overall target was to collect 230 surveys.

40% B 0-33%=lowneed M 34-66% = medium need M 67-100% = high need

B |found its existence through a brochure,
leaflet addressed to patients with the disease

Main daily challenges related to the disease

Patients and caregivers face multiple daily challenges.
Both groups feel mentally exhausted or suffer psychological distress.

N =454 Slovakia was not considered in the country split (N=1 caregiver).

Responses are not mutually exclusive. Respondents were able to select multiple responses.

A multi-country two phases research 't was recommended by another patient

Phase I: Qualitative interviews
@® 13 qualitative interviews with presidents and board members of PH patient associations
in Europe.

@® Get a first understanding of the main motivations and barriers in interacting

9%
’ B [t was recommended by a caregiver (family, relative...)

Respondents who mention being a member of a patient association

() channeLs.

Conclusions:

Our results indicate that patient associations should offer tailored support programs for
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Responses are not mutually exclusive. Respondents were able to select multiple responses. Respondents who mention being a member of a patient association




