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(Summary)

Congenital insensitivity to pain with anhidrosis
(CIPA) is a very rare disease characterized by
recurrent episodes of fever, anhidrosis, absence of
reaction to noxious stimuli, self-mutilating behav-
ior, and mental retardation. The total number of
patients in Japan is presumed to be only 200-300.
NPO, the Japan Association of patients with CIPA
also known as “Tomorrow”, was established in
1993.

We set up a “Consultation Corner” on the “To-

AN

morrow” homepage (HP) in November 2001. This
Corner has allowed us to provide consultations on
profound medical and social problems by specialists
(in pediatrics, orthopedic surgery ,dentistry, anes-
thesiology, clinical psychology, rehabilitation, nurs-
ing and so on) and by other members of affected
families.

During the period from November 2001 through
January 2007 there were 383 contributions which
have since been analyzed. In order of contribution
size, the most common (i.e. the most frequent
questions and answers) pertained to medical di-
agnosis and treatment followed by dental and oral
problems, joint problems including issues with
wheelchairs & orthoses, educational problems,
skin problems, control of body temperature and so
on (i.e. how to prevent life-threatening complica-
tions) .

Medical consultations using the “Tomorrow” HP
were very important for patients with this rare and
intractable disease and for their families.

CIPA patients and their caregivers were able to
obtain timely and useful information from special-
ists. The answers provided by senior parents also
played the major role of peer counseling.

This HP was thus very effective for supporting

CIPA patients and their families.

(Key words)
congenital insensitivity to pain with anhidrosis
(CIPA), medical consultations, supporting patients

and families, peer counseling, internet
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