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Mission Statement 

Narcolepsy Network is dedicated to improving the lives of men, women, and children with narcolepsy. The 
organization’s goals include increasing public awareness to foster early diagnoses, advocating for all people with 
narcolepsy (PWNs), promoting and supporting narcolepsy and related research, and providing education and 

resources both to people living with narcolepsy and the public at large.

A Brief History of Narcolepsy Network
Narcolepsy Network emerged from the vision of 
13 women from self-help groups across the United 
States —Mary Babcock (NE), Ruth Justice Nebus (NJ), 
Norma J. Potter (FL), Nicole L. Kephart (OR), Ann 
Matthes (MA), Eve Davis (NH), Sue Brockway Carel-
la (CA), Niss H. Ryan (NY), Clair S. Sassin (DC), Jan 
Wright (CA), Violet Baumann, Blanche Baechalin, and 
Lorraine Baird (NJ).

In 1984, most of these women met for the first time 
in Akron, Ohio. All were members of the American 
Narcolepsy Association (ANA), a group that no longer 
exists today. They originally convened as a task force 
charged with resolving ANA member issues, but real-
ized those issues were intractable, and instead formed 
a new organization.

They elected Mary Babcock provisional President, 
decided on the name “Network”, and began outlining 
the new organization’s programs. Demonstrating the 
power of REM sleep, committee member Jan Wright 
awoke from a short nap inspired with the new group’s 
motto: “CARE,” standing for COMMUNICATION, 
ADVOCACY, RESEARCH, and EDUCATION.

In 1986, the team met in Shrewsbury, NJ, completed 
the new organization’s Articles of Incorporation and 
Bylaws, appointed Ruth Justice Nebus as its incorpo-
rator, and elected Niss H. Ryan, Sue Brockway Carella, 
Jan Wright, Norma J. Potter, and Ruth Justice Nebus as 
its founders. They incorporated the organization that 
spring, and later held the first Narcolepsy Network
Annual Meeting and election of officers in May. Ap-
proximately 75 members attended that first meeting. 

From its first year, Narcolepsy Network opened com-
munications with the National Institutes of Health, the 
few sleep disorders centers then in existence, and other 
key health and science leaders. Understanding and 
supporting relevant research, advocating for PWNs, 
and building the organization were foundational goals.

By 1988, Narcolepsy Network’s New York City confer-
ence drew 200 attendees. There, Dr. John Holloman 
received the first William C. Dement Research Award, 
and members staged a “Nap-In” in Central Park, which 
gained national attention and coverage on CNN. Mem-
bers crisscrossed the country in the “Wake Up Ameri-
ca” caravan as part of a concerted effort to raise
both public and Congressional awareness about sleep 
disorders. This 12,000-mile journey bore fruit in 1993 
when President Clinton signed The National Sleep 
Disorders Research Advisory Board into law.

By 1996, after ten years as an all-volunteer organi-
zation, Narcolepsy Network hired professional staff, 
including its first Executive Director. This allowed for 
further advocacy, organizational development, and 
physician outreach at such venues as the American 
Academy of Neurology and the National Science Foun-
dation. Membership drives, health provider education, 
and fundraising efforts also became better coordinated.

What does the future hold for Narcolepsy Network? 
Since our founding, we have seen major advances in 
research and treatments. Technology has vastly in-
creased access to information on symptoms, diagnosis, 
treatments, research, resources, and more. Our mem-
bership has grown significantly from its original 79. As 
newly diagnosed join our organization, they bring with 
them the energy and creativity to advance Narcolepsy 
Network and its goals into the future.



A Message from the President

As we all know, 
2020 was a tough 
year. It was full 
of challenges 
that many of us 
never expected 
to encounter. 
Th e impact of 
the COVID-19 

pandemic has been felt in many ways. It’s 
disrupted our daily lives, as well as our 
emotional, mental, and physical well-being. 
Before the pandemic took hold in the Unit-
ed States, Narcolepsy Network was a able 
to hold two in-person events. Th e fi rst was 
a One-Day Seminar in Florida on February 
22nd, where we presented a mix of educa-
tional and clinical updates. In March, we 
brought 23 narcolepsy advocates to Capitol 
Hill as part of Rare Disease Week. Almost 
immediately following this event, life in the 
U.S. took a sharp turn as the fi rst series of 
lockdowns went into eff ect in major cities.

When the pandemic hit, we realized that 
the most impactful thing we could do was 
keep our community connected together. 
People with narcolepsy need support from 
each other, and when we collectively lost the 
ability to do so it made a diffi  cult situation 
even harder. In response to this new situa-
tion, Narcolepsy Network quickly pivoted 
its focus to building an online experience 
for our members.

First we created a series of Virtual Support 
Groups, which were so successful that we 
will continue facilitating them long aft er the 
pandemic is over. One might consider this 
a small silver lining—we all learned how to 
connect together in new virtual ways. Doing 
so has allowed us to make new friends in 
ways that were never before possible.

Next, we transformed our in-person events 
into a series of Virtual Patient Education 
Days, Virtual Mini-Conferences, and in-
troduced a new program for youth called 
CONNECT. Th e 2nd annual World Nar-
colepsy Day (which was already a virtual, 
distributed event) was a smashing success 
given the circumstances. Ultimately as a 
community we all learned that we can sup-
port, educate, and advocate for one another 
in brand new ways.

Despite the signifi cant challenges of 2020, 
we continued to deliver on our commitment 
to support, educate, and advocate for this 
community. As Narcolepsy Network moves 
into new, uncharted territory, we look to the 
future with fresh eyes around how we can 
best serve this community.

—Keith Harper, Board President



A Reason to Give: Brandon
Going back as far as 
kindergarten, Brandon 
suff ered from migraines. 
He knew it wasn’t normal 
to be in pain all the time. 
He was also very tired, 
but a sleep disorder wasn’t 
on anyone’s radar. Even 
though he had some of the 
best access to doctors in 
diff erent specialties, fi rst 
getting a diagnosis for 
migraines was diffi  cult, 

but that still didn’t account for how tired he always felt. His nar-
colepsy diagnosis would later be confi rmed with a sleep study. 

Brandon received his narcolepsy diagnosis at age 12. It took 
many years to fi nd the proper diagnosis and a treatment plan 
that worked for him. He adds, “I really loved school and I still 
do…but I was taken away from those avenues because I had 
to be out of school.” Between the tiredness, the headaches, and 
the other health issues, it was debilitating. He wanted to keep 
up with his love of sports, but couldn’t because he lacked the 
stamina to compete. His teachers didn’t understand – they 
thought he just wasn’t bright, or that he might have a learning 
disability. Even though Brandon was able to fi nd an outlet 
in theater, performing, and signing as a way to cope with his 
exhaustion and pain, he was only able to go to school on a part 
time basis, and as a result, he became isolated from his peers. 

Fortunately, Brandon’s parents advocated for him, as well as 
certain teachers and coaches, and even doctors, so by his soph-
omore year in high school, he fi nally fi gured out what worked 
for him – he knew how to pursue a demanding academic 
schedule, manage his creative outlets, all while dealing with his 
narcolepsy symptoms. Two years ago, he was able to go back 
to school full time. He also explains that he did ask for accom-
modations and these helped with being successful in school. “I 
defi nitely did seek out accommodations…and they have helped 
immensely. Th ings would have been much harder if I had to go 
to school without them.”

Even though going through his narcolepsy journey to diagnosis 
was long, he still views himself as one of the lucky ones who 
was able to fi nd some sort of relief through medications and 
this allowed him to fulfi ll his dreams and keep on dreaming. 
He adds, “It may be cliché, but I [got involved with] Narcolepsy 
Network to improve lives. If people with narcolepsy and rare 
diseases don’t have to go through the challenges I did, I feel the 
sense of responsibility to [help others].” In 2019, Brandon still 
wanted to help others so he applied to be part of the 2019 class 

of Youth Ambassadors. He also found solace in the other Youth 
Ambassadors he met. He says “I felt a connection to my peers 
through hearing their experiences. I knew I wasn’t alone.” 

As a Youth Ambassador, Brandon has been able to raise 
awareness of sleep disorders locally and nationally at schools 
and conferences, spoke with doctors who want to learn more 
about what it’s like to live with narcolepsy, met other kids and 
teens who may just be starting on their journey, and attended 
Rare Disease Week on Capitol Hill to advocate for rare diseas-
es. He hopes that by sharing his story, he can help someone 
else get an accurate diagnosis. He goes on to say, “By sharing 
my experiences with an oft en-misunderstood sleep disorder, I 
know I can help others recognize the symptoms of narcolepsy. 
I can also help teachers and others [recognize] the psychosocial 
impact of narcolepsy’s symptoms.”  He was also involved with 
the CONNECT program that helped bring together kids with 
narcolepsy and their parents in an online format. He wanted 
to get involved with this program because, as he says, “I would 
have wanted someone who had narcolepsy to be there for me.” 
Additionally, he learned so much from the kids. He explains, 
“I recognized myself in these kids [and I told them] a lot of 
overcoming narcolepsy is taking the belief over the anxiety of 
telling people you have it and being comfortable with letting 
them know so you can succeed in life.”

When asked what he would say to other kids who may feel 
overwhelmed with their disorder he responded with, “Th ey 
are tremendously brave to be going through this because they 
are part of a rare population. Th ey have a friend in me and in 
Narcolepsy Network and whenever they feel scared or alone, 
they have someone to tell them to never give up. If one dream 
doesn’t work, create another dream.” 

Brandon’s narcolepsy has allowed him to see the world through 
a diff erent lens. With his experience in the rare disease commu-
nity, he hopes that someday, he will be able to manage a major 
bio-pharmaceutical company and has aspirations in patent law.

“Th ey have a friend in me and in 
Narcolepsy Network and whenever 
they feel scared or alone, they have 
someone to tell them to never give 

up. If one dream doesn’t work, 
create another dream.” 



A Reason to Give: Christen
Christen was diagnosed 
with narcolepsy in the 
5th grade. She was for-
tunate to be diagnosed 
early and was able to 
avoid the typical stereo-
types that come along 
with the pre-diagnosis 
phase, including being 
called lazy, a label that 
Christen acknowledges is 
detrimental. 

For many people with narcolepsy, a quick diagnosis usually 
doesn’t happen in a narcolepsy journey, but it just so happened 
that Christen had to undergo brain surgery and felt very tired 
post-surgery. She thought this was from her recovery, but 
would also experience cataplexy, a symptom usually only asso-
ciated with narcolepsy. A doctor recognized her symptoms and 
sent her to a sleep lab to undergo further studies. In addition 
to cataplexy, Christen was also experiencing excessive daytime 
sleepiness, hallucinations, and would rely on naps to help her 
get her through the day. Additionally, she was also diagnosed 
with epilepsy and had to navigate what regimen would help her 
not only stay awake during the day, but also would keep her 
seizure free.

Luckily, Christen’s parents were advocates for her during her 
schooling and helped her get what she needed to succeed. She 
was determined to get her college degree and she succeeded. 
She added, “School may have taken me longer, but I was deter-
mined to get my degree.”

Fast forward to 2013, Christen attended an epilepsy support 
group. Th ere she found a sense of community. She explains, “I 
really enjoyed connecting with others; getting peer support that 
I couldn’t fi nd with my family.” Christen added, “Even though 
I have an extremely supportive and loving family, they don’t 
know what it’s like to have a seizure.” Th is meeting inspired her 
to want to fi nd the same sense of togetherness for the narcolep-
sy community. She saw how benefi cial a support group could 
be, so she decided to form her own narcolepsy support group.

Th rough attending the epilepsy support group, Christen real-
ized that one of the ways to have a successful support group 
is to be a good leader and she was determined to be one. She 
came up with guidelines for the group and would show up to 
meetings regardless if no one else came. She also manages the 
group’s meetup.com page, Facebook page, and personally sends 
out a welcome email to individuals just going the group. She 
personally reaches out to new group members because, she 
says, “about half of them have never met anyone with narcolep-

sy. Before COVID, I would meet new group members in-per-
son, but now it’s online. Th is is just another way to connect 
with a person who understands what the other person is going 
through.” 

While Christen doesn’t push people one way or another with 
how they should be treating their disorder, she does bring up 
topics for the group to discuss. Th ey may include: fi nding a 
sleep doctor, and not just seeing a primary care doctor for their 
sleep issues, dietary changes and if a gluten free diet may help, 
medications and how they can aff ect the overall quality of a 
person’s well-being, exercise, and nap schedules. Christen also 
tries to keep things upbeat at meetings. She usually starts off  
by asking people to voice something positive that happened 
during the day. She adds, “Th is isn’t a bunch of people com-
plaining. It’s a bunch of people relating.”

Christen’s group usually gathers about 7-12 people and also 
invites people with idiopathic hypersomnia to join as well. 
Meetings alternate between Saturdays and weekdays so people 
can join without worrying about work confl icts. Some meet-
ings have set topics, like a specifi c IH meeting or a friends and 
family meeting, while others are more organic to what will be 
discussed. Th e group also invites speakers such as doctors to 
talk about medications and clinical trials, a lawyer to speak 
about disability, and even informational discussions about 
mindfulness. 

Sometimes Christen asks the group to bring tips that help 
individuals live their day-to-day life. She says, “I learn from 
the group too! For example, timing a nap is benefi cial. Before I 
would sleep as long as I wanted, but it’s helpful to limit my nap 
time.” 

Ultimately, for Christen, being a leader is part of her life’s pur-
pose. She explains, “If I can help just one person, it’s all worth 
it.” 

For Christen’s next mission, she hopes to talk with teachers or 
other school professionals who can reach students while they 
may be in their pre-diagnosis phase.

“If I can help just one person, it’s all 
worth it.” 



2020 Highlights

We had our fi rst 2020 in-person event in St. Petersburg, FL on February 22, 2020. 
We purposely kept this seminar small and intimate compared to our annual 
in-person conference. A week before the event, we had a surge in registrations 
and were at capacity days before the seminar. Dr. Bobbi Hopkins, medical director 
of John Hopkins at All Children’s Sleep Center, was the keynote speaker. Th ere 
was also a psychosocial presentation by Dr. William Frye, a narcolepsy treatment 
update, a presentation by Youth Ambassador Dayyan Lee, and pharmaceutical 
updates.

One-Day Seminar in St. Petersburg, FL

At the end of February, 900 rare disease advocates traveled from across the 
country to join forces during Rare Disease Week on Capitol Hill, which was held 
on February 22-27. Advocates participated in 393 meetings with their Members 
of Congress. In 2020, Narcolepsy Network sent 23 advocates to Washington, DC 
to be a voice for the narcolepsy community. Every year, the Rare Disease Legisla-
tive Advocates (RDLA), in coordination with the Everylife Foundation for Rare 
Diseases, hosts a free week-long event that brings together rare disease members 
to be educated on legislative issues, meet other advocates, and share perspectives 
with legislators.

One narcolepsy advocate, Bianca Lara, said this about her experience, “It’s a rare 
opportunity to dialogue directly with legislators who are creating legislation that 
will impact us all and be a part of that process through feedback and lobbying sessions. Individually we are few, 
but together we are many. United, we are a strong voice of advocacy.”

Rare Disease Week

Suddenly Sleepy Saturday

We once again asked the narcolepsy community to submit proclama-
tions to their governor, mayor, or local offi  cial declaring Suddenly Sleepy 
Saturday (Narcolepsy Awareness Day) on March 7, 2020.  Supporters in 
23 US states requested proclamations. Governors in 19 states approved the 
request and issued proclamations, so did mayors in 11 US cities.



2020 Highlights
National Virtual Support Group Meetings

As states began to shut down due to COVID-19, we had to cancel in-person 
gatherings, including support group meetings. Just because we had to cancel 
these meetings, it did not mean that people did not need our support. On the 
contrary, in these times of uncertainty, it was even more important that we came 
together. Since we could not meet in-person, we started to host Virtual Support 
Group Meetings via Zoom. We hosted our fi rst virtual support group on March 
26, 2020 and have hosted a virtual group meeting nearly every Th ursday eve-
ning since. Many who were unable to attend in-person meetings due to time or 
distance constraints were able to attend a weekly meeting and make connections. 
One attendee said, “Th e support group reminds me that I am not alone, while 
also aff ording me the knowledge and awareness that I need in order to be mind-
ful of each PWN’s unique experience.”

Virtual Patient Education Days, CONNECT Program & Virtual Mini-Conference Series 
Even though we could not gather in-person, we still wanted to provide virtual 
programming to educate and connect the narcolepsy community.

We kicked off  our Virtual Patient Education Day series on May 30. In total, we 
held three webinars in this series. Topics included psychosocial eff ects on narco-
lepsy,  youth with narcolepsy, advocacy, and telling your story.

Another virtual program was the CONNECT program, which invited children, 
ages 8-13, who have been diagnosed with narcolepsy and their parent to join us 
online for a time of support, caring, and fun.

Lastly, the Virtual Mini-Conferences presented topics that normally would have 
been presented at our annual conference over the course of several webinars. Th ese topics included applying for 
disability, workplace accommodations, and medication updates. 

World Narcolepsy Day

We partnered with 26 national and international organizations to celebrate 
World Narcolepsy Day on September 22. We were able to share content from 
the narcolepsy community all day long including 19 stories, 1 poem, and two 
videos featuring an interview with Ginger Zee, PWN and Chief Meteorolo-
gist at ABC News.



Thank You 2020 Donors!
Narcolepsy Network thanks the following donors, whose generous gifts made it possible for us to provide information and 
support to thousands of people living with narcolepsy and their families. We also thank those not listed who volunteered their 
time and energy to help further Narcolepsy Network’s mission. 
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January 
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Narcolepsy Network, Inc. Financial Report
Th is past year was un-
precedented to say the 
least. We experienced 
shutdowns, virtual school, 
and quarantines. While 
we were saddened to have 
to cancel our in-person 
events, we were excited to 
present educational and 
informational programs in 
a new format through our 
online patient days and 

our virtual mini-conferences. 

As we all tried to adjust to everything happening around 
us, more people felt isolated and alone. Th at meant mak-
ing connections and having a sense of community was still 
needed. We saw this need and held virtual support groups, 
virtual meetings for teens and young adults, and virtual 
gatherings for kids and their parents. 

We thank everyone for your continued support. You 
allowed us to reach more people in new ways as we all navi-
gated this new normal.

Warm Regards,

Paul Reynolds
Treasurer
Narcolepsy Network Board of Directors

Statement of Financial Position - As of December 31

Assets 20192020
Cash and cash equivalents
Pledge receivable
Prepaid expenses and other
Investments

$566,278
5,000

33,532
98,663

$435,728
145

14,173
84,896

Total Assets $534,942$703,473

Liabilities
Accounts payable and accrued expenses
Accrued payroll and related
Deferred membership dues

$5,442
4,226

12,588

$12,582
4,353

19,681

Total Liabilities $36,616$22,256

Net Assets
Unrestricted
Temporarily restricted

$422,881
258,336

$402,134
96,192

Total net assets $498,326$681,217

$534,943$703,473Total liabilities and net assets

Statement of Activities - Years ended December 31

Income
20192020

Corporate Grants
Conference
Contributions
Membership Dues
Other

$303,995
1,375

111,679
36,105
34,773

$277,500
72,908

197,121
36,734
19,266

Total Income $603,529$487,927

Expenses

Programs
    Conference and Seminars
    Public Information
    Membership
Total Program Expense
     General and administrative 
     Fundraising

$57,932
91,223
67,614

$216,769
61,118
27,149

$205,781
80,432
63,131

$349,344
65,081
32,918

Total Expenses 447,343305,036

$156,186$271,158Net increase (decrease) in net assets

2020 Revenue Categories 

National Conference 1%

Contributions 23%

Corporate Grants 62%

Membership Dues 7%

2020 Expense Categories 

Conference & Seminars 19%

Public Information 30% 

Membership 22%

General & Administrative 20%

Fundraising 9%

Five Year Revenue & Expense Comparison
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Donating to Narcolepsy Network
We express our sincere appreciation to all those who support Narcolepsy Network’s mission. To make a dona-
tion, visit www.narcolepsynetwork.org. Please consult your lawyer for additional information on planned giving 
through a will, trust, or estate. Narcolepsy Network is a tax-exempt 501(c)(3) nonprofit organization. Your con-
tributions are tax-deductible to the extent permitted by law. Consult your tax advisor for details. 

Shop Til You Drop While Raising Funds!

If you do a lot of your shopping online, you can shop and help out Narcolepsy Network at the same time. Just 
remember to go to www.smile.amazon.com for your online shopping. When a purchase is made through the 
Amazon Smile website, the company donates a portion of the purchase price of items you buy to an organization 
of your choice, like Narcolepsy Network. It’s just like shopping on the regular Amazon site, but we benefit. If you 
are new to Amazon Smile, the website will ask you to pick an organization when you first create your account 
and you can select “Narcolepsy Network” at that point. For returning users, you can select Narcolepsy Network 
by going to Your Account and selecting Change Your Charity.

Other Ways to Support Us

Narcolepsy Network Staff

Create a Fundraising Campaign on Facebook

Are you thinking about doing something special for your birthday or other special event? How about create a 
fundraising campaign on Facebook where you can ask your friends to support your cause? To start a fundrais-
er, click Fundraisers in the left menu of your News Feed, then click Raise Money. Select Narcolepsy Network as 
your charitable organization, choose a cover photo, and fill in the details. Then click Create. That’s it! 

Eveline Honig
Executive Director

Christine Hackenbruck
Executive Assistant

Kristin Fisher
Communications Coordinator

Michelle Doherty
Accountant
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