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Characteristics of patient groups in Japan 1
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AL Tty are also a major factor
LML, TSERIDRE That, as far as the issues
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TR THH &, tasks and challenges are

activities that call for the
elucidation of the cause
of such diseases and the
development of a
treatment method
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An intractable disease refers not
only to a rare disease or a disease
that is of refractory nature. Rather,
it is defined as a disease having
no treatment methods, and a
disease whose cause is unknown,
faced with challenges that
encompass social aspects that
arise from such a disease, such
as (a) social discrimination and
bias, (b) financial difficulties that
the patient and his/her family must
bear, (c) the burden of long-term
nursing care, and (d) mental and
physical burdens that involve the
patient himself/herself and family
members.
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patient groups in Japan 4

Japanese welfare program for
disabled patients has a long
history of having targeted those
with fixed physical disabilities.
Because of this, it does not target
patients who experience a variety
of difficulties in daily living that are
caused by a disease, or who
require social and welfare
assistance. Even today,
assistance provided through
welfare systems to patients with
intractable and other diseases has
not been regarded as an official
program. This has paved the way
to the launch in 1972 of a special
measure targeting patients with
intractable diseases. 6
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Japanese welfare program for
disabled patients has a long
history of having targeted those
with fixed physical disabilities.
Because of this, it does not target
patients who experience a variety
of difficulties in daily living that are
caused by a disease, or who
require social and welfare
assistance. Even today,
assistance provided through
welfare systems to patients with
intractable and other diseases has
not been regarded as an official
program. This has paved the way
to the launch in 1972 of a special
measure targeting patients with
intractable diseases. !
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Japanese patient groups have
three roles to play. 1

TDRZE
FL<ENBCE

2. BERIED
ELap X Z N

) Getting to know
one’s disease
accurately.

) Promoting mutual
encouragement and
support between
patients and family
members
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Japanese patient groups have
three roles to play 2

B/ REE-STLNTE i) Creating a society where
FUEEESTHEET patients can continue to live

WA with hope for the future,
;ii 1,?3 TED despite their disease
A

Each of these roles has

FNIXFNFNIZEA[Z backgrounds and
BlTAEEEGEUIZHE significances that stem from

A S Lz Japan’s medical treatment
?:2 B = REFRFOT and welfare.
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The Japan Patients Association, or JPA, Is the
largest federation of patient groups in Japan. 1

BERIXEELARILDEE Itis comprised of 29
B E S o9 (A, %BJEF‘T’ national-level disease and

o o A patient groups, and 39
—CDBARES - prefectural federations of

ATHEBCEN, %d)%ﬂ%ﬁk patient groups. About
ABIEEXZ30HANEE 300,000 people belong to

2 TLVS, this organization as
members.
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The Japan Patients Association, or JPA, Is the
largest federation of patient groups in Japan. 2
ENCHMERBROSE e e e
FEOTWSIHRDEEHX support children with intractable

EEERVYRNT—D |0EESE diseases, that oversees groups of
parents of children with intractable

':FEEL’—CL\@L\FEKU@V disease, and the Ja
S I , pan
FRDZEVEENH S Rheumatism Friendship

3 lale : ioa S Ay Association that does not belong
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[T riﬁr l‘“""liJﬁ'%¢~ X 7 In 2010, these three organizations

—2 L] 75‘551&&“*1»7": o jointly organized the Nationwide
Forum for Intractable and Chronic

Diseases.
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The Japan Patients Association, or JPA, Is the
largest federation of patient groups in Japan. 3
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This Forum was participated by a
total of 109 organizations including
the three component organizations
that initiated the move.
Pharmaceutical companies and
medical-related organizations were
also listed as participants. A panel
discussion was held with
representatives of various political
parties taking part. There was also a
lecture by the chairman of the
Science Council of Japan, and
presentations by patient association
members who talked about their
experiences.
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The Japan Patients Association, or JPA, Is the
largest federation of patient groups in Japan. 4
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e This Forum was held in 2011
as well, with the number of
participating organizations
Increasing to 123. Participation
by corporations and relevant
organizations also increased.
The program opened with a
heartwarming and electrifying
dance performance by Down’s
syndrome children.
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The Japan Patients Association, or JPA, Is the
largest federation of patient groups in Japan. 5

E /- 2> E}J%JQ [,) EUj( i . Hi_gh-ranking officials from the

Ministry of Health, Labour and

J(J =) E . 'ﬁ"ﬁj{ i?:;E 7'3‘\ Welfare consistently took part,
KY73 including the Vice Minister,
ff&y j]l] L/ %E&Rﬂ) Bureau Directors and previous

1‘t =HiEFTEREAXL ministers, while representatives of

various political parties appeared
on the stage to address the

= MIZHBTAELES audience.

* Quite a few major political parties

DI (j: r%ﬁi'—ﬁj [Z F'asEl'd’ In the national political scene of
AHEPFHD T — X5 F Japans are said to have set up an

exclusive working team pertaining

—A’EEQE L/—C L \% ﬁ, to intractable diseases.
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In order to fulfill our wishes and goals
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In our increasingly globalized
contemporary society, fulfilling our
wishes and goals cannot be done
within a single country. It is important,
therefore, to step up exchanges with
other Asian countries. | also feel it
extremely important to learn from the
activities of other patient groups in the
advanced nations of Europe and the
US, and to strengthen our alliances. |
believe that Japan’s patient groups
should play their roles in the
international community.

To make this possible, I think that
today marks an important and
memorable first step in the history of
the activities of Japan’s patient groups.
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| also feel that Japan’s patient associations
should collaborate with medical personnel
and researchers, both in Japan and
overseas, to elucidate the causes of
intractable diseases, promptly develop the
methods of treatment, and cooperate in
researches pertaining to drug discovery and
creation.

Of course, patient groups have thus far been
collaborating and cooperating with
researcher groups and pharmaceutical
companies, at least for individual diseases.
Corporations have also been offering
assistance to the activities of patient groups,
while municipalities have been supporting
various regional patient groups.

A national project research has begun,
focusing on how these activities ought to be
carried out as a nation. The JPA is poised to
become actively involved in the endeavor.




