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AN ACT in relation to health.

Be it enacted by the People of the State of Illinois,

represented in the General Assenbly:

Section 1. Short title. This Act may be cited as the

Epi | epsy Di sease Assi stance Act.

Section 5. Policy declaration. The General Assenbly
finds that epilepsy is a devastating health condition that

afflicts 2,300,000 United States citizens, over 125,000 of

whomreside in Illinois. The GCeneral Assenbly also finds
that epilepsy afflicts its wvictinmse at all ages, but is
particularly devastating to children and the elderly. It is

the opinion of the General Assenbly that epilepsy can cause
serious financial, social, and enotional hardships on the
victinms and their famlies of such a najor consequence that
it is essential for the State to develop and inplenent
policies, plans, prograns, and services to alleviate such
har dshi ps.

It is the intent of the General Assenbly t hr ough
inplementation of this Act to establish a programfor the
conduct of education and research regarding the cause, cure,
and treatnent of both the physiologic and psychosoci al
aspects of epilepsy. Additionally, it is the intent of the
Ceneral Assenbly, through the establishnent of regional
epi |l epsy centers and a conprehensive, statew de system of
regional and comrunity-based services, to provide for the
i dentification, eval uati on, di agnosi s, referral, and

treatnent of victins of such health problens.

Section 10. Definitions. As used in this Act:
"Epi | epsy” means a di sorder characterized by

recurring attacks of not or, sensory, or psychi c
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mal function with or without unconsciousness or convul sive
novenent s.

"Regional epilepsy center" neans a postsecondary
hi gher educational institution having:

(1) a nedical school in affiliation with a
medi cal center

(2) an established education and outreach
initiative to provide assistance to both <children
and adults wth epil epsy; and

(3) physicians licensed to practice nedicine in
all  of its branches, full-time educators, nurses,
epi |l eptol ogists treating both children and adults,
soci al wor ker s, psychol ogi sts, and researchers

i nvolved in exploring both the pathophysiologic and

psycho-soci al aspects of epilepsy.

"Primary epi | epsy provi der" means a |icensed
hospital, a nedical center under the supervision of a
physician licensed to practice mnedicine in all of its
branches, a physician licensed to practice nedicine in
all of its branches, or a nedical center that provides
medi cal consultation, evaluation, referral, and treatnent
to persons who may be or who have been diagnosed as
victinms of epilepsy.

"Epi | epsy Advi sory Comm ttee" or "Advi sory
Commttee" or "Committee" neans the Epilepsy D sease
Advi sory Committee created under Section 20 of this Act.

"Department” nmeans the Illinois Departnent of Public
Heal t h.

"Director” neans the Director of Public Health.

Section 15. Devel opmrent of standards for a service
networ k; designation of regional centers and primry
provi ders. By January 1, 2002, the Departnent, in

consultation with the Advisory Commttee, shall develop
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standards for the conduct of research and for t he
i dentification, eval uati on, di agnosi s, referral, and
treatment of victins of epilepsy and their famlies through
the regional centers. The standards shall include the
fol | ow ng:

(a) A description of the specific populations and
geographic areas to be served.

(b) Standards, criteria, and pr ocedur es for
designation of the Regional Centers that will ensure the
provision of quality care to a broad segnent of the
popul ation through on-site facilities and services
avai |l abl e W thin the service area defined by the
Department. At least one regional center shall be
conveniently located to serve the Chicago netropolitan
area and at |east one regional center shal | be
conveniently l|ocated to serve the balance of the State.
The regional centers shall provide at | east t he
fol | ow ng:

(1) Conprehensive di agnosi s and treatnent
facilities and services that have (i) professional
medi cal staff specifically trained in neurol ogy and
the detection, diagnosis, and treatnent of epilepsy,
(1i1) sufficient support staff who are trained as
caregivers to victins of epi | epsy,
(ti1) appropriate and adequate equi pnment necessary
for diagnosis and treatnent, (iv) transportation
servi ces necessary for outreach to the service area
defined by the Departnent and for assuring access of
patients to available services, and (v) such other
support services, staff, and equipnent as may be
required,

(2) Consultation and referral services for
victinms and their famlies to ensure infornmed

consent to treatnment and to assist themin obtaining
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necessary assi stance and support services through
primary epilepsy providers and various private and
public agencies that may otherwi se be available to
provi de services under this Act;

(3) Research progranms and facilities to assi st
faculty and students in discovering the cause of and
di agnosis, cure, and treatnent of epil epsy;

(4) Training, consultation, and continuing
education for <caregivers, including famlies of
those who are affected by epil epsy;

(5) Centralized data collection, processing,
and storage that wll serve as a clearinghouse of
information to assist victins and famlies and to
facilitate research

(6) Prograns of scientific and medi cal
research in relation to epilepsy that are designed
and conducted in a manner that nmay enable the center
to qualify for federal financial participation in

t he cost of such prograns.

Section 20. Epil epsy Advisory Conmttee. There is
created the Epilepsy Advisory Commttee consisting of the
Director or his or her designee, who shall serve as a
non-voting nenber and who shall be the chairman of the
Comm ttee and 11 voting nmenbers appointed by the Director.

The appointed nenbers shall include persons who are
experienced in research and the delivery of services to
victinms of epilepsy and their famlies. Such nenbers shal
include 4 physicians licensed to practice nedicine in all of
its branches experienced in the diagnosis and treatnent of
epilepsy, at least 3 of whomshall be physicians who are
board certified in neurology; one representative of a
post secondary educational institution that admnisters or is

affiliated with a nedical center in t he St at e, one
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representative of a licensed hospital, one nurse, one soci al
wor ker, one representative of an organization established
under the Illinois Insurance Code for the purpose of
providing health insurance, and 2 victins of epilepsy or
menbers of their famlies.

Each nenber appointed by the Director shall serve for a
termof 2 years and until his or her successor is appointed
and qualified. Menbers of the Commttee shall not be
conpensated, but shall be reinbursed for expenses actually
incurred in the performance of their duties. No nore than 7
menbers may be of the same political party.

Vacancies shall be filled in the sanme manner as ori gi nal

appoi nt nent s.

Section 25. Regional Epilepsy Center grants-in-aid.
Pursuant to appropriations made by the General Assenbly, the
Department shall provide grants-in-aid to regional epilepsy
centers for necessary research and for the devel opnent and
mai nt enance of services for victinse of epilepsy and their
famlies. The Departnent shall adopt rul es and procedures
governing the distribution and specific purposes of such

grants.
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