
Background

• Prader-Willi Syndrome (PWS) is a rare disease characterized by 

cognitive impairment, hypotonia, hyperphagia, obesity, and behavioral 

challenges.1,2

• Given its complexity, parents of children with PWS face heightened 

stress, mood disruption, and coping difficulties.3 

• Given the rare nature of the disease, health research on PWS is 

difficult. Traditional research methods like surveys and clinical studies 

may not always capture the full scope of challenges faced by families.

• It is crucial to capture the real-world experiences, concerns, and unmet 

needs of patients and caregivers. 

• Social media provides a powerful tool for understanding real-world 

experiences, concerns, and unmet needs within the PWS community

Objective

www.apperturehealth.com

• Publicly available posts (n=2,857) sent between October-December 

2024 that matched keywords related to PWS were retrieved. 

• Posts (n=1,663) that were unable to code or posted by bots were 

removed leading to the final count of n=1,194.

• Extracted posts were classified according to tweet type, user 

description, genre, audience, and theme. 

• A random sample of 200 posts was analyzed to develop a coding 

framework and then applied to holdout data. 

• Quantitative content analysis was conducted to identify themes.

• The analysis focused on understanding the extent of discussions vary 

between key stakeholders, including patient vs caregiver vs clinician 

vs pharmaceutical companies.

Methods

Results
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• Majority of the posts were predominantly directed towards the awareness of PWS, 

fundraising for PWS, or discussions on conferences/research meetings for PWS. (Figure 

1) Additionally, notable focus areas include treatments in PWS, caregiving resources, and 

clinical trials/ upcoming research in PWS. (Table 1)

• Discussions featured clinical trials in PWS, namely TEMPO (Phase 3) trial, NNZ2591 

(Phase 2) trial by Neuren Pharmaceuticals, trial for DCCR by Soleno Therapeutics, 

RAD011 trial by Radius Health, OTTB3 trial by PedCRIN, COMPASS study by Acadia 

pharmaceuticals, Pitolisant trial by Harmony Biosciences, and LV101 trial by CARE-PWS. 
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Figure 1: Distribution of type of posts (tweets) Figure 2: Type of people posting

• Given the rarity of PWS and limited patient data, our study revealed key unfiltered insights on the disease burden of PWS, treatment pipeline, and unmet needs from a 

diverse perspective. 

• The data also shed light on the clinical engagement as well as the role of peer support in PWS.

• These insights can be utilized to raise PWS awareness, understand disease burden, and understand conversations beyond formal clinical settings and across 

geographies.
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• A majority of the posts (tweets) were junk posts or conversations that 

could not be coded, leading to invalid data. 

• Most posts on X were uncategorized discussions or promotional, 

leading to a lack of disease and treatment-related insights on PWS.

Disease-related discussions among stakeholders

• Clinicians shared posts to raise awareness about PWS, 

highlighting its association with feeding difficulties and 

intellectual or social challenges.

• Other disease-related challenges included Hyperphagia 

(persistent hunger) and increased risk of blood clots among 

individuals with PWS.

• Caregivers voiced concerns about the disease burden of PWS 

but often shared a positive outlook on raising a child with the 

condition, including motivational stories.

• Posts on caregiving highlighted helpful resources focused on 

care strategies, coping mechanisms, support systems, and 

recognizing mental health challenges in the child.

• Posts from advocacy groups such as the Foundation of 

Prader-Willi Research revolved around the disease burden of 

PWS and raising awareness. 

• Posts were focused on topics like recognizing the signs and 

symptoms in PWS (risk of blood clots, mental health 

challenges, orthopedic challenges, bladder dysfunction).

Caregiving-related discussions among stakeholders

The study objective was to use a social listening approach to examine 

discussions surrounding PWS:

• To identify and understand the disease-related aspects experienced by 

PWS patients and caregivers.

• To understand the treatment discussion trends from multiple 

stakeholder perspectives.

• To examine the impact of PWS on different stakeholders. Table 1: Thematic frequency analysis of discussions on PWS

Figure 3: Word Cloud from PWS posts (tweets)

Methodology Scheme

Table 2: List of clinical trials in PWS
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