
SHARING HOPE
meetings

FOR PATIENTS & C AREGIVER EDUC ATION

Paroxysmal Nocturnal  
Hemoglobinuria

Each year, NORD hosts meetings around the country to 
help bring together hundreds of patients and families 
impacted by Paroxysmal Nocturnal Hemoglobinuria 
(PNH).  

These meetings provide opportunities for new and 
familiar faces to come together, share experiences, learn 
from each other and experts, and to offer one another 
support and hope. Meet staff from the PNH Foundation 
and hear what services they have to support you and 
your family.

NORD is inviting ALL patients diagnosed with PNH and 
their caregivers to join us this year as we continue to 
empower a strong and knowledgeable community of 
PNH advocates!

(PNH) 2017 Dates  
& Locations 
March 24-25 • Sterling, VA

April 7-8 • Miami, FL

April 28-29 • Charleston, SC

June 2-3 • Dallas, TX

July 14-15 • Denver, CO

September 15-16 • Detroit, MI

October 27-28 • Providence, RI

November 10-11 • Irvine, CA

Register Today! This is a FREE event. Contact: Elizabeth Hoey at NORD
Email: ehoey@rarediseases.org   Online Registration: www.rarediseases.org/PNH-2017

Alone we are rare. 
Together we are strong.®

NORD, a 501(c)(3) organization, is a patient 
advocacy organization dedicated to improving 
the lives of individuals and families impacted 
by a rare disease.  NORD, along with its more 
than 260 patient organization members,  is 
committed to the identification, treatment, 
and cure of rare disorders through programs 
of education, advocacy, research, and patient 
services.

Learn more about NORD by visiting: 

rarediseases.org
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Online Registration: www.rarediseases.org/PNH-2017

Connecting 
Each event is another  

opportunity to meet new 
patients and families or 

reconnect with familiar faces. 
A welcome reception Friday 

evening helps attendees  
to break the ice. 

Learning 
NORD invites expert  

physicians in  the diagnosis  
and treatment of PNH to  
present new information  

and share updates to help 
you better understand  

your disease.   

Sharing Hope 
Gain the hope and support 

that comes from sharing  
experiences in an open and 

safe environment with others 
who understand your  
journey as a patient or  

caregiver.  

*Small stipends are provided to each patient to help defray the cost of travel.  A hotel room will be provided to each patient for them and their family for one (1) night, by request only. These meetings are supported 
by a sponsorship from Alexion Pharmaceuticals, Inc. NORD does not endorse or recommend any specific medical treatments.   NORD’s patient programs are for informational purposes only.  Patients must rely on the 
personal medical advice of their qualified health care professionals before seeking any information related to their particular diagnosis, cure or treatment of a condition or disorder.  
©2017 NORD. All rights reserved.   NORD® is a registered trademark of the National Organization for Rare Disorders.  NORD is a registered 501(c)(3) charity. NRD-1056

“

”
—  Lisa from NORD’s PNH Meeting

I look forward to [the events] every year, and 
meeting new people and seeing the familiar 
faces from past meetings... It really does a lot 
for me to be able to talk to people with PNH.  
I feel that we have an instant connection.

“
”—  Jill from NORD’s PNH Meeting

I cannot emphasize enough how important 
these patient meetings are.  Whether you’ve 
been to 1, 2 or 10 meetings in the past, you are 
going to continue to learn new things.


