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Introduction
•	 Limited information is available on the natural history, initial presentation, and 

subsequent management of pediatric narcolepsy

•	 Children, Adolescents, and Their providers: the Narcolepsy Assessment 
Partnership (CATNAP®) is a retrospective and prospective, longitudinal, 
multicenter, web-based pediatric registry with a decentralized site 
(NCT04899947)

•	 The CATNAP registry collects relevant real-world clinical information from 
patients, caregivers, and clinicians, leveraging both a site-based and a 
decentralized enrollment option for participants

Objective
•	 The primary objectives of CATNAP are to improve understanding of the natural 

history of pediatric narcolepsy, describe the initial symptom presentation and 
diagnosis, and characterize treatment practices and outcomes

•	 After registry initiation, an innovative decentralized approach was added to 
adapt to the post-COVID-19 environment and reach additional participants via 
social media

Methods
•	 Since registry initiation in September 2020, 17 sites have been activated, 

including a virtual site launched in August 2022

	– Hybrid decentralized recruitment required a new web interface, Institutional 
Review Board submissions, and a 7-week social media campaign (1 press 
release, 5 targeted posts) to accompany the virtual site launch

•	 Eligibility criteria included children/adolescents (<18 years of age) with 
narcolepsy; participants at physical sites had a physician-confirmed diagnosis

•	 Using web-based portals, patients and caregivers (and clinicians at physical 
sites) completed an initial survey on sociodemographic characteristics; 
diagnostic, medical, and treatment history; comorbidities; and disease 
progression

	– Participants continue to answer follow-up questions annually until they 
reach 25 years of age or decline to participate
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Conclusions
•	 A hybrid recruitment approach for CATNAP 

supports patient choice by opening another 
avenue for patient enrollment into this real-
world registry, which is especially important for 
research in rare diseases

•	 A targeted social media campaign raises 
awareness, drives traffic to the registry portal, 
and results in registry enrollments

•	 Decentralization can contribute to enrollment 
in real-world data registries and studies; 
however, new approaches to encourage ethnic 
and racial diversity need further exploration

•	 A successful implementation of a hybrid 
approach with both physical and virtual 
opportunities for enrollment may inform 
designs of future registries and clinical studies

Figure 2. CATNAP Social Media Campaign and Website
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Parents of Children with NarcolepsyInvited to Participate in Registry
Remote Participation Model Allows People to Enroll from Almost Anywhere in the World

August 8th 2022, London, Ontario, Canada—Children with pediatric narcolepsy and their caregivers can now take part in a 
patient registry to help researchers and clinicians better understand the condition. Pulse Infoframe, which specializes in patient 
registries for rare diseases, launched the registry in 2020 and has 16 active clinical sites. Today, the study is expanding into its 
next phase, a remote model that widens participation and allows input from participants and clinicians from almost anywhere in 
the world at their convenience.

The patient registry, called “Children, Adolescents and their providers: The Narcolepsy Assessment Partnership” (CATNAP™ for short), is now actively recruiting and will ask 
willing patients and their providers to share information on different areas of their lives related to narcolepsy. This includes diagnostic, medical and treatment history, other 
conditions, and how a person’s narcolepsy progresses.

In addition, providers will be able to use the data to answer questions about how the patient’s illness affects well-being, social support, sleep, and work. Clinicians, in turn, will 
provide information on signs, symptoms, testing, and other data at diagnosis, as well as medical records, to improve understanding of the natural history of pediatric narcolepsy.

“We know patients and providers may have many concerns about how these data are cared for,” says Dr. Femida Gwadry-Sridhar, founder and CEO of Pulse Infoframe. “In 
the medical field, the standards for safeguarding data are extremely stringent. In addition, the patient’s and provider’s identities are separated from the data before any data 
are shared with researchers.”

Pediatric narcolepsy has detrimental effects on all areas of a child’s life, including school, social circles, extra-curricular activities, and self-esteem. Taking part in a patient 
registry designed for this condition will help educate patients and caregivers, inform clinical decision-making, and potentially contribute to the development of new treatment 
strategies with a better understanding of patient impact. To learn more about participating in this registry, visit https://bit.ly/CATNAP-Registry

About Pulse Infoframe
Pulse Infoframe is a real-world evidence generation, health informatics and insights company that provides a technology and services platform designed to extract, curate, 
analyze and disseminate evidence-based conclusions that improve the quality of people’s lives. Pulse Infoframe provides a full solution for registries, natural history studies and 
a range of other observational and regulatory grade studies. With provider relationships for patient access, Pulse Infoframe ensures that insights, evidence and publication 
results are disseminated across the ecosystem, including advocacy organizations, key opinion leaders, researchers, and sponsors. Learn more at www.pulseinfoframe.com.

Narcolepsy is still a widely misunderstood and underdiagnosed disorder. Sadly, in children and adolescents, narcolepsy can often be mistaken for 
laziness or lack of motivation. This means many children living with the life-long condition may experience feelings of loneliness and isolation. Low 
disease awareness, real-world data collection and limited information-sharing have made facing this life-altering condition all the more challenging for 
young patients and their families.

To address these needs, Jazz has collaborated with Pulse Infoframe, Inc, and leading researchers in the field of pediatric sleep medicine to launch the
CATNAP™ Pediatric Narcolepsy Registry – Children, Adolescents, and their providers: The Narcolepsy Assessment Partnership. Understanding the natural progression, 
diagnosis and treatment patterns of narcolepsy in pediatric patients is a critical part of our mission. The launch of this narcolepsy disease registry for pediatric patients 
provides a gateway to far greater understanding of the patient and caregiver experience, which in turn, lays the foundation for the development of greatly improved diagnosis 
and treatment options.

“This project represents a real step forward in our understanding of a very complex and chronic sleep disorder that profoundly impacts the lives of young patients and their 
families. My colleagues and I are committed to the development of a prospective pediatric narcolepsy registry to better define and delineate this disorder that is made all the 
more challenging due to its relative rarity and its frequent under- and misdiagnosis,” commented Judith Owens MD MPH, Professor of Neurology at Harvard Medical School 
and the Lead of the Scientific Advisory Board. “As the registry grows, we look forward to analyzing the database and using these data to accelerate the development of new 
treatments for pediatric narcolepsy.”

The new web-based platform was developed in partnership with Pulse Infoframe, Inc., a recognized leader in building and maintaining patient registries, which will enable the 
highly secured collection and storage of important health and quality of life information through separate patient and clinician portals. All personal information will then be 
de-identified (with a study number assigned) for secure HIPAA, and GDPR protection and sharing purposes. Researchers and physicians enrolled in the registry will utilize the 
patient data to better understand their condition and its natural course, the diagnosis, treatment and impact of this condition on patients and families.

“This effort embodies the values that society prizes most – coming together for a common good and transforming our shared beliefs and hopes into action that advances 
human health and well-being. In the case of children, this is especially important and especially compelling,” said Dr. Femida Gwadry-Sridhar, Founder and CEO of Pulse 
Infoframe. “Thanks to the leadership efforts of Jazz Pharmaceuticals in sponsoring this pediatric narcolepsy registry globally, it is being launched on the Pulse Infoframe real 
world evidence Healthie™ platform to advance bold dreams, high ideals and noble intentions to help overcome pediatric narcolepsy and meaningfully improve the lives of 
those living with it. This is why Pulse Infoframe was created. We couldn’t be more pleased and committed to this vitally important cause.”

For more than 15 years, Jazz has been at the forefront of sleep medicine and we have long understood that sleep disorders can impact every facet of someone’s life. We 
remain committed to elevating awareness of sleep disorders in both children and adult patients and we expect the data collected from this new registry to add considerable 
scientific value to the field of narcolepsy. It is one more step in Jazz’s commitment to leading the evolution of sleep medicine for patients with sleep disorders and other 
neurological conditions.

Jazz Pharmaceuticals Debuts CATNAP™ Pediatric Narcolepsy Registry
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Week 2
• Press release
• Social media post #2 (all channels)
• Newsletter post and summary

Week 3
• Social media post #3 (all channels)
• Newsletter feature and posts

Week 4
• Social media post #4 (all channels)
• Newsletter post and summary

Week 7
• Newsletter posts

Week 6
• Newsletter summary

Week 5
• Social media post #5 (all channels)
• Newsletter summary

Week 1
• Virtual site launched
• Social media post #1 (all channels)
• Newsletter post and summary

Website

Table 1. Baseline Demographics and Disease Characteristics 

Characteristic
Physical Sites

(n=74)
Virtual Site

(n=51)
Total Participants

(N=125)
Age at enrollment, years

Mean (SD) 14.7 (3.13) 9.9 (2.01) 12.7 (3.59)
Median (Q1, Q3) 16 (13, 17) 9 (8, 11) 12.7 (3.59)
Min, max 4, 19 7, 16 4, 19

Sex, n (%)
Male 20 (27.0) 24 (47.1) 44 (35.2)
Female 25 (33.8) 18 (35.3) 43 (34.4)
Not available 29 (39.2) 9 (17.6) 38 (30.4)

Race, n (%)
Asian 0 (0) 1 (2.0) 1 (0.8)
Black or African American 21 (28.4) 0 (0) 21 (16.8)
Native Hawaiian or Other Pacific Islander 1 (1.4) 0 (0) 1 (0.8)
White 23 (31.1) 41 (80.4) 64 (51.2)
Not available 29 (39.2) 9 (17.6) 38 (30.4)

Ethnicity, n (%)
Not Hispanic or Latino 37 (50.0) 42 (82.4) 79 (63.2)
Hispanic or Latino 8 (10.8) 0 (0) 8 (6.4)
Not available 29 (39.2) 9 (17.6) 38 (30.4)

Narcolepsy type, n (%)
Type 1 (with cataplexy) 52 (70.3) 14 (27.5) 66 (52.8)
Type 2 (without cataplexy) 11 (14.9) 1 (2.0) 12 (9.6) 
Unsure 11 (14.9) 36 (70.6) 47 (37.6)

Region, n (%)
South 18 (24.3) 12 (23.5) 30 (24.0)
Northeast 14 (18.9) 11 (21.6) 25 (20.0)
West 3 (4.1) 10 (19.6) 13 (10.4)
Midwest 10 (13.5) 9 (17.6) 19 (15.2)
Not available 29 (39.2) 9 (17.6) 38 (30.4)

Q1, first quartile; Q3, third quartile; SD, standard deviation. 

•	 Patient/caregiver-reported interim baseline data are included for 125 participants

Figure 3. Enrollment After Study Site Opening
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• Press release
• Social media post #2 (all channels)
• Newsletter post and summary

• Social media post #3 (all channels)
• Newsletter feature and posts

• Social media post #4 (all channels)
• Newsletter post and summary

• Newsletter posts

• Newsletter summary

• Social media post #5 (all channels)
• Newsletter summary

• Virtual site launched
• Social media post #1 (all channels)
• Newsletter post and summary

Results

Figure 1. CATNAP Study Flow
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Specialist physicians who 
provide treatment to 

pediatric patients with 
narcolepsy invited to 

participate as a CATNAP 
registry site

Pediatric patients and their 
caregivers invited to enroll 
to participate via patient 

portal

Pediatric patients and their 
caregivers invited to 

participate via patient portal 
by registry site personnel or 

treating physician

Eligible participants include any 
child or adolescent 

(<18 years of age) willing 
and able to participate in 

English-based registry and 
provide informed consent

Patient and caregiver data 
collected via web-based 

online portal using initial and 
annual follow-up surveys for 

virtual participants

Patient, caregiver, and 
clinician data collected via 

web-based online portal using 
initial and annual follow-up 

surveys for site-based 
participants

Diagnosis reviewed and veri�ed by 
registry medical personnel based on 
the requested speci�ed and required 
medical documents uploaded by the 

patient’s caregiver directly to the 
platform prior to account activation

Diagnosis veri�ed by registry 
personnel or an enrolling 

physician through evidence 
from medical history and 

supporting medical documents 
for site-based participants

Decentralized, virtual CATNAP 
site launched with a 7-week 

social media campaign 
(press release,

5 targeted posts) directing to 
web interface portal

Table 2. Social Media Engagement Rates

Facebook 
(organic)

Facebook 
(sponsored) Instagram LinkedIn Twitter Total

Engagements 13 29 45 54 26 167

Impressions 1076 12,551 1406 748 1094 16,875

Engagement rate 1.2% 0.2% 3.2% 7.2% 2.4% 2.8%
Clicks 10 29 N/A 4 7 50

Number of posts in period 6 1 6 6 6 25
Note: Good engagement rates were considered 3%, 2%, 2%, and 1% for Instagram, Facebook, LinkedIn, and Twitter, respectively. 

•	 Rates of engagement (eg, clicks, likes, and shares) for Instagram (3.2%), LinkedIn (7.2%), and Twitter (2.4%) 
exceeded “good engagement rate” benchmarks for these platforms 

•	 Although the engagement rate for Facebook was below benchmarks (<2%), the absolute number of “clicks” (29)  
was the largest among social media platforms in the campaign

Scan this code to access the CATNAP® website.
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