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To the Editor,

The first descriptive findings from the adult cohort of the
landmark Pulmonary Hypertension Global Patient Survey
(PH GPS) were recently published [1]. PH GPS is the largest
survey to date to explore the perspectives of patients with PH at
a global scale. The survey was devised and project-managed by
the Pulmonary Vascular Research Institute's (PVRI) Patient
Engagement and Empowerment Workstream (an Innovative
Drug Development Initiative Task Force) in collaboration
with worldwide patient organizations (appended at the foot of
this letter) and included academics, clinicians, patients, and
representatives from patient organizations.

Expanding upon previous patient surveys conducted at national
[2] or continental [3] levels, PH GPS was an in-depth multi-
lingual survey available online in 2023 and 2024. Please refer to
the main paper and its supplement for a full description of the
methodology and results [1]. In summary, the cleaned final data
set consisted of responses from over 3000 adult patients with a
diagnosis of any PH group or their proxies from 90 countries and
in 22 languages. Themes included diagnostics, treatment, support,
quality of life, digital health, and clinical research participation.
Further output from PH GPS will be published in due course
including the pediatric data set with a separate specific Call to

Action, and plans are evolving for a follow-up PH GPS-2 to
understand change over time in addition to regional differences.

The PH GPS Call to Action 2025 evolved following a 12-month
period during which the Task Force analyzed the data set
through a mixed-methods approach with input from experts in
both statistical and qualitative analysis. Methods and interval
results were presented at a series of international conferences
including the European Respiratory Society (Milan 2023 &
Vienna 2024) [4, 5], PVRI (London 2024), and the World
Symposium on PH (Barcelona 2024), generating much interest
and discussion, and helping to further define the key findings.
Through regular Workstream meetings, action points were
synthesized from the emerging PH GPS evidence through an
iterative and modified Delphi process. By involving all members
of the Task Force, the Call to Action was shaped by expert
opinion, patients’ lived experience, multiple organizations'
previous findings, published literature, and clinical guidelines
[6]. The aim was to enhance equitable care and research
opportunities across regions where PH GPS findings had
highlighted geographical disparities.

In this letter, the authors outline 10 key global priorities in the
field of adult pulmonary hypertension synthesized from the
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survey's findings. They are presented in the order of the results
section of the main paper for ease of cross-referencing [1], not
necessarily by priority.

PH GPS Call to Action 2025:

1. Patients should be investigated rapidly to reduce the time
to PH diagnosis.

2. Patients should have access to a specialist PH center with
diagnostics and therapeutics including genetic testing,
parenteral prostacyclins, and mechanical interventions
for management of CTEPH.

3. Patient Reported Outcomes Measures (PROMs) should
be used to evaluate quality of life and guide holistic care,
including psychological and rehabilitative services.

4. Patients should be empowered to engage in shared-
decision making in partnership with their clinicians,
including managing side effects.

5. Patients with PH should be encouraged to access
PH associations by their healthcare professionals for
education and other resources.

6. Patients with PH should be assisted in applying to make
adjustments to employment or applying for disability
support.

7. Patients with PH should be empowered to engage with
digital and remote healthcare, where appropriate.

8. Patients with Groups 2, 3, and 5 PH should be better
represented in research and specialist clinical care.

9. Patients with PH should be offered the opportunity to
participate in clinical research trials and registries, that
have ideally been co-designed with patients.

10. Patients and their carers should be invited to participate in
PH GPS-2 to evaluate progress over time and further widen
representation geographically and in Groups 2 and 3.

The ambition of this endeavor from the outset was to under-
stand and represent the perspectives of patients and relatives
with lived experience of PH to better inform and improve their
care and outcomes. We encourage stakeholders from around
the world to consider how the recommendations apply to their
local healthcare settings and population, identifying areas for
potential improvement. The Call to Action aims to translate
some of the key findings of PH GPS into tangible, goal-directed,
quality-improvement objectives to guide future clinical guide-
lines, healthcare policy, and research priorities.
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