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BACKGROUND RESULTS (continued)

- Pulmonary hypertension (PH) associated with interstitial lung disease (ILD) is a progressive
condition that can greatly affect a person’s daily functioning and quality of life'=

Figure 2. PH-ILD patient journey: From discovery to treatment, life with PH-ILD feels like a maze that is confusing, hard to navigate, and seemingly unending Figure 5. Top challenges in long-term PH-ILD management
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Figure 5. Ideal resources: Patients desire more two-way communication with HCPs and expanded ways to obtain targeted and practical peer-to-peer advice
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ranking exercises—with a moderator probing for deeper insights

9 ADDING ANOTHER CONDITION

PH Diagnosis (0—-3 Months)

- HCP conversations across specialists and nurses, with outreach options as questions arise

- Centralized resource hubs with articles, support links, trusted websites

- Informational videos and infographics with easy-to-digest content that simplifies complexities
- Smaller support groups that are specific (eg, PH or sarcoidosis) versus generic

- Expert-led webinars and conferences about PH-ILD, potentially with guest specialist Q&A

Treatment decisions feel unclear and

_ overwhelming
- A thematic analysis was used to identify recurring ideas and patient-reported needs - HCPs introduce treatment options (eg, PDE5i,

Patients struggle to understand what causes PH,
how ILD and PH differ, and what this means for
their lifespan

Educational resources might be offered by the HCP,
but are often limited
Patients seek answers through websites, support

* Interview topics were informed by themes emerging from the online bulletin board

- “Patient perspectives” include input from both patients and caregivers inhaled treprostinil), often with limited
discussion of goals, rationale, or alternatives

- Patients feel underinformed about efficacy and

- Topic-specific educational sessions on practical issues such as managing flare-ups, side effects, and other real-life challenges

MOST MENTIONS

- Peer mentorship/buddy programs for newly diagnosed patients and their caregivers

side effects groups, and forums to fill information gaps
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