As Introduced

128th General Assembly
Regular Session H. B. No. 406
2009-2010

Representative Williams, S.

A BILL

To enact sections 3701.781, 3701.782, 3701. 783,
3701. 784, 3701.785, and 3701. 786 of the Revised
Code to create the Lupus Education and Awar eness

Pr ogram

BE IT ENACTED BY THE GENERAL ASSEMBLY OF THE STATE OF OHIO:

Section 1. That sections 3701. 781, 3701.782, 3701. 783,
3701. 784, 3701.785, and 3701. 786 of the Revised Code be enacted to

read as foll ows:

Sec. 3701.781. (A) The conmm ssion on nminority health shall

establish, pronpte, and maintain a | upus educati on and awar eness

programwith an enphasis on mnority popul ations and at-risk

communities to rai se public awareness, educate consuners, and

educate and train health professionals, human servi ces providers,

and ot her audi ences.

(B) The commission. in creating and inplenenting the program

shall do all of the foll ow ng:

(1) Provide sufficient staff and appropriate training to

i npl enent t he program

(2) Establish a grant programto support nonprofit voluntary

health organi zations with expertise in lupus to increase public
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awar eness_and enhance heal th professi onal education and

under st andi ng of the synptons and consequences of |upus and the

popul ati ons nost at risk;

(3) Establish an intergovernnental council and advi sory panel

to oversee the inplenmentation of the program

(4) ldentify the appropriate entities to carry out the

programnm

(5) Base the programon the npbst current scientific

i nformati on and findi ngs;

(6) Wrk with governnent entities, comunity and busi ness

| eaders, community organi zati ons, health and human services

providers, and national., state, and | ocal | upus organi zati ons,

such as the |upus foundation of Anmerica, inc.., to coordinate

efforts to naxinize state resources in the areas of | upus

educati on and awar eness:;

(7) ldentify and use other successful |upus educati on and

awar eness prograns _and procure related materials and services from

organi zations with appropriate expertise and know edge of | upus.

(CQ) The commission nmay accept gifts, grants., and donations

fromthe federal governnent, foundations, organi zations, nedica

school s, and other entities for fulfilling the obligations of the

program

(D) _The comm ssion shall seek any federal waiver that nay be

necessary to maxim ze funds fromthe federal governnent to

i npl enent _the program

Sec. 3701.782. (A (1) The conmission on ninority health shall

conduct a needs assessnent to identify all of the foll ow ng:

(a) The level of statew de health professional and public

awar eness about | upus;
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(b) The existence of | upus education, awareness, and

treatment prograns and rel ated technical assistance available in

the state and nationw de;

(c) The lupus-rel ated educational and support service needs

of health care providers in the state, including physicians,

nurses, health plans, and other health professionals and health

care entities;

(d) The needs of people with lupus, their famlies, and

careqgivers, including health care providers, physicians, nurses,

health care plans, and other health professionals and health care

entities:

(e) The services available to individuals with | upus,

i ncludi ng the existence and availability of |upus treatnent and

specialty care, |lupus support groups, and other related care and

nanagenent services.

(2) Based on the needs assessnent, the conm ssion shal

devel op and maintain a directory of |upus-related services and

health care providers with specialization in services to di agnose

and treat |lupus. The commi ssion shall dissem nate the directory to

all stakeholders, including individuals with lupus, famlies.

representatives fromvoluntary organi zations, health

prof essionals, health plans, and state and | ocal health agenci es.

(B) The commi ssion shall undertake activities to raise public

awar eness about the synptons of |upus, personal risk factors, and

options for diagnosing and treating the disease with a particul ar

focus on popul ations at elevated risk for |upus, including wonen

and communities of color. Such activities shall include but not be

limted to the foll ow ng:

(1) Inplenenting a statew de canmpaign to educate the genera

public about lupus by utilizing print, radio, and television

public service announcenents, advertisenents, posters, and other
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mat eri al s;

(2) Dissemnating health information and conducti ng

i ndividual risk assessnents at public events, such as health fairs

and communi ty foruns sponsored by the Chio departnent of health;

(3) Distributing information through |ocal health

departnents; schools; area agencies on _agi ng; enpl oyer well ness

prograns; physicians and other health professionals:; hospitals and

health plans; wonen's, health, nonprofit, and conmunity-based

organi zations; and reqgional offices of the Chi o departnent of
heal t h.

Sec. 3701.783. (A) The comm ssion on nminority health shal

establish a programto award grants to educate and train

physi ci ans, health professionals. and other service providers on

the nbost current, accurate scientific and nedical infornmation on

| upus di agnosis, treatnent, and therapeutic decision-naking,

i ncl udi ng nedi cal best practices for detecting and treating the

di sease in special populations, risks and benefits of nedications,

and research advances. |In awarding grants, the comm ssion shal

allocate the total anpbunt available for the grants in anpbunts that

are proportionate to the popul ations of the areas served by the

Chi o chapters of the |upus foundation of Anerica, inc.

To be eligible for a grant, an applicant nust be affiliated

with the foundation.

(B) Each grant recipient shall do all of the foll ow ng:

(1) Devel op health professional educational naterials that

identify the latest scientific and nedical information and

clinical applications:

(2) Wrk to increase know edge anong physi ci ans, nurses, and

heal th and human servi ces professionals about the inportance of

| upus di agnosis, treatnent, and rehabilitation;
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(3) Use available curricula for training of health and human

services providers and conmunity | eaders on | upus detection and

treat nent;

(4) Support continuing nedical education prograns in all

geogr aphical areas in the state presented by the | eading state

acadenmic institutions by providing the nost current information

(5) Provide workshops and seninars for in-depth professiona

devel opnent in the field of care and managenent of | upus patients

to bring the latest infornmation on clinical advances to care

providers:

(6) Conduct statew de conferences on | upus at appropriate

i nterval s;

(7) Prepare an annual report that describes the recipient's

use of the grant and submt a copy of the report to the

conmi ssi on.

Sec. 3701.784. (A) In establishing the intergovernnenta

council as required by division (B)(3) of section 3701.781 of the

Revi sed Code, the commission on mnority health shall seek to

ensure coordination of |upus education and awareness efforts and

efforts to address health conditions disproportionately affecting

wonen and people of color. The chairperson of the conm ssion shal

serve as the council's chairperson. The council shall include

representatives fromappropriate state departnents and agenci es,

including entities with responsibility for health disparities,

nedi caid, public health progranms., education. public welfare, and

wonen's health prograns.

(B) The council shall do all of the foll ow ng:

(1) Provide oversight to the |upus education and awareness

program as well as other |upus prograns conducted by the

conmi ssi on;
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(2) Devel op and issue grant applications and policies and

procedures for prograns ained at health professionals and the

public;

(3) Establish a nechanismfor sharing informtion on | upus

anmong all officials and enpl oyees involved in carrying out

| upus-rel ated prograns;

(4) Assist the conmi ssion and other offices in devel opi ng and

coordi nati ng plans for education and health pronotion on | upus and

ensure that issues related to lupus are integrated into other

st at ew de pl ans;

(5) Prepare an annual report that describes educationa

initiatives on | upus sponsored by the state and nmke

recommendati ons for new educational initiatives on | upus. The

report shall be transmitted to the general assenbly and be nnde

avail able to the public.

Sec. 3701.785. (A) In establishing the advisory panel as
required by division (B)(3) of section 3701.781 of the Revised

Code, the commission on mnority health shall coordi nate the panel

to provide input and counsel regarding the | upus education and

awar eness prodgram

(B)(1) Individuals and organi zati ons may submit noni nations

to the conmission to be appoi nted. Each panel nenber shall have

famliarity with |upus and issues that surround | upus.

(2) The panel shall be conprised of the foll owing nenbers to

be appointed by the conm ssion:

(a) At least three individuals with |upus, at | east one of

whomis a nenber of a mnority group;

(b) Not nobre than two representatives fromthe comm ssion;

(c) At least five individuals fromlupus nonprofit health

organi zations, with preference given to individuals fromthe | upus
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foundati on of Anerica, inc.

(d) At least five scientists or clinicians with experience in

| upus who participate in various fields of scientific endeavor,

including the fields of bionedical research. social.

transl ational . behavioral and epi dem ol ogi cal research, and public

heal t h.

(3) The commi ssion shall select fromanong the panel nenbers

one nenber to serve as chairperson of the panel

Menbers of the panel shall serve terns of two vears each

Menbers may be naned to serve a total of two terns and terns may

be consecuti ve.

A mpjority of the nenbers of the panel constitutes a quorum

A mjority vote of a quorumis reaquired for any official action of

the panel

The panel shall neet at the call of the panel chairperson

but not fewer than four tines per year.

All nmenbers shall serve w thout conpensation, but may be

rei nbursed for actual., necessary expenses incurred in the

performance of their duties.

(4) The panel shall be responsible for advising the

commi ssion and the intergovernnental council with respect to the

i npl enentati on of the |upus education and awareness prodram The

conm ssion shall consult with the advisory panel on a reqular

basi s.

Sec. 3701.786. There is hereby created in the state treasury

the lupus education and awareness prodram fund. Al noneys

accepted under division (€ of section 3701.781 of the Revised

Code shall be credited to the fund. The conmm ssion shall use the

fund to adm ni ster the | upus educati on and awar eness program under

section 3701.781 of the Revi sed Code.
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Section 2. The General Assenbly hereby finds the foll ow ng:

(A) Lupus is a serious, conplex, debilitating autoi nmune
di sease that can cause inflamation and tissue damage to virtually
any organ systemin the body, including the skin, joints, other
connective tissue, blood and bl ood vessels, heart, lungs, kidney,

and brain.

(B) The Lupus Foundation of America, Inc., estimates that
approximately 1.5 to 2 mllion Anericans live with |upus; |upus
af fects wonen nine tinmes nore often than men and 80 per cent of
new y di agnosed cases of |upus devel op anbng wonen of chil dbeari ng

age.

(O Lupus disproportionately affects wonen of color; it is
two to three tines nore conmon anong African Americans, Hispanics,
Asi ans, and Native Anericans and is generally nore prevalent in
mnority popul ations. According to the Centers for Disease Contro
and Prevention, the rate of lupus nortality has increased since

the late 1970's and is higher anong ol der African-Aneri can womnen.

(D) No new drugs have been approved by the U S. Food and Drug
Admi ni stration specifically for lupus in nearly 40 years and while
current treatments for the disease can be effective, they can

cause dammgi ng side effects.

(E) The pain and fatigue associated with |upus can threaten
the ability to live independently, maintain enploynent, and | ead a
normal life. One in five individuals with lupus is disabled by the
di sease, and consequently receives support from governnent
progranms, including Medicare, Medicaid, Social Security

Disability, and Social Security Supplenental |ncone.

(F) The estimated average annual cost of nedical treatnment
for an individual with lupus is between $10,000 and $30, 000; for

i ndi vi dual s who have the nopst serious formof |upus, nedical costs
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can greatly exceed this anobunt, causing a significant econonic,

enotional, and social burden to the entire fanmly and society.

(G Mre than half of individuals with lupus suffer four or
nore years and visit three or nore physicians before obtaining a
di agnosi s of lupus; early diagnosis of and treatnent for |upus can

prevent or reduce serious organ damage, disability, and death.

(H) Despite the magnitude of lupus and its inpact on
i ndividuals and families, health professional and public
under st andi ng of lupus remains low, only one in five Anmericans can
provi de basic infornmation about |upus, and awareness of lupus is
| owest anbng adults 18 to 34 years of age - the age group npst

likely to devel op | upus.

(1) Lupus is a significant national health issue that
deserves a conprehensi ve and coordi nated response by state and
federal governnments with involvenent of the health care provider,

patient, and public health communities.

Section 3. The purpose of this act is to create a
nmul ti-pronged, statew de programto pronote public and health
pr of essi onal awareness and i ncrease know edge concerning the
causes and consequences of lupus, the inportance of early
di agnosi s and appropriate nanagenent, and effective treatnment and

managenent strategies by all of the follow ng:

(A) Conducting educational and training prograns for health

prof essi onal s on | upus diagnosi s and managenent;

(B) Devel opi ng and di ssem nating educational materials and
information to patients and health professionals on |upus research

results and health care services avail abl e;

(C Designing and inplenenting a statew de public education

canpai gn ai ned at hei ghteni ng public awareness of | upus;

(D) Leveragi ng educational and training resources and
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servi ces previously devel oped by organi zations with appropriate 260

expertise and know edge of | upus. 261



