MEMORANDUM OF UNDERSTANDING

Japan Patients Association (JPA)

and the

National Organization for Rare Disorders (NORD)

January 8, 2013

Rare Disorders

zation for

JAPAN PATIENTS ASSOCIATION (JPA) AND
THE NATIONAL ORGANIZATION FOR RARE
DISORDERS (NORD)
MEMORANDUM OF UNDERSTANDING

WHEREAS, the Japan Patients Association (JPA) and the
National Organization for Rare Disorders NORD) have come
together to collaborate to improve the lives of patients affected by
rare and intractable diseases and living in Japan or the USA; and

WHEREAS, the partners listed below have agreed to enter into a
collaborative agreement to work together in areas identified as of
mutual interest; and

WHEREAS, it is becoming increasingly evident that addressing
challenges related to rare and intractable diseases often requires
international collaboration; and

WHEREAS, patients, their families and patient organizations
affected by rare and intractable diseases often share similar
challenges even though they may live in different parts of the
world;

THEREFORE, the Japan Patients Association (JPA) and the
National Organization for Rare Disorders (NORD) do issue this
declaration of shared commitment to improving the lives of the
patients and families they represent and declare their intention of
identifying areas in which to collaborate on initiatives related to
advocacy, education, awareness and other topics of importance to
the rare and intractable disease community.
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Description of Partner Agencies

The Japan Patients Association (JPA) is a non-profit organization
established in 2005. JPA is an umbrella association related to
“NANBYO?, rare and intractable diseases. Total membership of
JPA is about 300,000 from 72 organizations including individual
patient groups and regional centers (as of 2012). The mission of
JPA is “Construct a people-oriented medical treatment and
welfare social system” and “Try to establish Japan’s National
Center”. JPA provides patient/family services, lobbying to the
government, petition to the congress, and so on. JPA also
collaborates among other associations in Japan and has organized
patients’ forums since 2012.

The National Organization for Rare Disorders (NORD) is a non-
profit, 501©3 organization established in 1983. It serves as the
primary advocacy organization for the 30 million Americans with
rare diseases and those seeking to improve their lives. NORD
provides programs of advocacy, education, research and
patient/family services through its offices in Washington DC;
Danbury, CT; and Quincy, MA. It also provides mentoring for
rare disease patient organizations and particularly for its 200
member organizations, and seeks to enhance physician and public
awareness of rare diseases and of the challenges of living with a
rare disease.

Roles and Responsibilities

Initially, the collaboration between JPA and NORD will focus on

general activities designed to increase understanding and

communication between rare disease patients and patient

organizations in Japan and the USA. Such activities will include:
e Sharing information about rare disease patient

organizations in Japan and the USA

o Sharing information about current advocacy initiatives in
Japan and the USA

o Displaying the logo of the partner organization, with a
statement of collaboration and friendship, on each
organization’s website

o Issuing a joint press release about the collaboration
between the two organizations

Commitment to Partnership
We, the undersigned, have read and agree with this MOU. We
approve this declaration of friendship and collaboration, and

declare our intent to investigate other, more formal ways of
working together in the future.
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