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Enacted
Date

2018

2022

2022

2023

2021

2022

2017

2023

2019

2021

2022

2023

2020

2019

# on Council

At least 20
members

12 members

13 members

14 members

20 members

16 members

15 members

15 members

Not to exceed 20
members

12 members

20 members

21 members

27 members

At least 17
members

Appointments Made By

Members of Senate appointed by President Pro Tempore of
the Senate and Senate Minority Leader; Members of House of
Representatives appointed by Speaker of the House and House

Minority Leader; All other apointments made by the Governor

President of the Senate, Minority Leader of the Senate, Speaker of
the House of Representatives, and Minority Leader of the House of
Representatives

The Governor, Senate chairperson of the joint standing committee
of the General Assembly having cognizance of matters relating to
public health, House chairperson of the joint standing committee

of the General Assembly having cognizance of matters relating
to public health, Senate ranking member of the joint standing
committee of the General Assembly having cognizance of matters
relating to public health, the House ranking member of the joint
standing committee of the General Assembly having cognizance of
matters relating to public health

The Governor, the Speaker, and the Leader

The Governor, the Senate President, and the Speaker of the House

The Governor, the Speaker of the House of Representatives,
and the Lieutenant Governor

Eleven appointments made by the Governor; Two members of the
Senate appointed by the President of the Senate and the Senate
Minority Leader; Two members of the House of Representatives

appointed by the Speaker of the House of Representatives and the

House of Representatives Minority Leader

Governor appoints the chair, then all others appointed
by the RDAC chair

Appointments for Chair and Vice-Chair made by Governor, then all
others made by the Council chair and vice chair, new appointments
approved with a majority vote of existing members

One member appointed by the President of the Senate; One
member appointed by the Speaker of the House of Representatives;
All other members to be appointed by the Governor, including
determining who serves as the chair and vice chair of the council

Department of Health Commissioner, or the Commissioner's
designee

President of the Senate, the Speaker of the House, the Director
of the Office of Minority Health and Health Disparities, the Secretary
of the Maryland Medical Assistance Program, the Maryland
Insurance Commissioner, and the Governor

Governor and Department of Health

Four members of the MN Legislature appointed by the majority
and minority leaders of each the state Senate and state House of
Representatives; other members appointed by the Governor
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Housed By

Within the School of Medicine at the
University of Alabama Birmingham

Department of Health

Department of Public Health

Office of the Lieutenant Governor

Department of Health

Department of Health

Department of Health

Department of Health

Previously housed by a non-profit.
Kentucky is in the process of pursing the
Department of Health as the new housing

entity.

Department of Health

Department of Health

Department of Health

Department of Health

Minnesota RDAC is its own state
agency. The Council of Disability shall
provide meeting and office space and
adminstrative support to the advisory

council but does not have authority over
the work of the advisory council.

RDAC Bill

HJR 115 (2017

SB22-186

HB 5500 (2022)

SB55 (Poore)

SB 272 (2021

HB 918 (2022)

HB 4576 (2016)

HB 1201

SB 16 (2019)

HB 460 (Act 321)

S 2984 (2020)

SF 973 (2019)/ SF

4045 (2022)


https://arc-sos.state.al.us/cgi/actdetail.mbr/detail?page=act&year=2017&act=109
http:///var/folders/24/0ffy76qx2kv6x0njrhd9k1pc0000gn/T/com.microsoft.Outlook/Outlook%20Temp/Funding%20No%20information%20about%20funding%20%20-%20-%20-%20-%20-%20No%20information%20about%20funding%20%20-%20-%20-%20-%20-%20-%20No%20specific%20mention%20of%20funding%20within%20the%20legislation,%20states%20the%20Department%20of%20Public%20Health%20shall%20provide%20administrative%20and%20other%20support%20to%20the%20Commission.%20(Until%202020)%20-%20-%20-%20Grant%20money%20from%20the%20federal%20government,%20private%20foundations,%20and%20other%20sources%20available%20for%20programs%20related%20to%20rare%20diseases%20(council%20shall%20apply%20for%20these%20funds)%20%20-%20-%20-%20The%20advisory%20council%20may%20accept%20and%20solicit%20funds%20%20-%20$50,000%20in%20FY2020%20and%20$50,000%20in%20FY2021%20appropriated%20for%20the%20council.%20-%20No%20funding%20information%20-%20-%20Department%20shall%20provide%20admin%20support%20Aside%20from%20payment%20of%20legislative%20members%20of%20the%20council,%20no%20information%20regarding%20funding%20in%20the%20text.%20-%20-%20No%20funding%20information%20Per%20diem%20and%20necessary%20travel%20and%20subsistence%20expenses%20from%20the%20state,%20all%20other%20administrative%20and%20other%20support%20from%20the%20Schoo%20of%20Medicine%20at%20UNC%20Chapel%20Hill%20-%20-%20-%20-%20Department%20of%20Health%20and%20Human%20Services%20will%20reimburse%20for%20travel%20and%20other%20misc.%20expenses%20necessary%20to%20perform%20their%20duties%20with%20the%20limits%20of%20funds%20made%20available%20to%20the%20advisory%20council%20for%20its%20purposes.%20%20-%20-%20-%20No%20funding%20information%20-%20$9500%20from%20gen%20fund.%20Rest%20from%20outside%20funders.%20UT%20BIO%20had%20agreed%20to%20verbally%20support%20as%20the%20grantee.%20-%20-%20-%20Created%20a%20fund%20so%20the%20council%20can%20accept%20outside%20gifts/donatiosn%20-%20-
https://leg.colorado.gov/sites/default/files/2022a_186_signed.pdf
https://www.cga.ct.gov/2022/act/pa/pdf/2022PA-00058-R00HB-05500-PA.pdf
https://legis.delaware.gov/BillDetail/130030
https://www.myfloridahouse.gov/Sections/Documents/loaddoc.aspx?FileName=_s0272er.DOCX&DocumentType=Bill&BillNumber=0272&Session=2021
https://www.legis.ga.gov/legislation/61144
https://www.ilga.gov/legislation/fulltext.asp?DocName=&SessionId=88&GA=99&DocTypeId=HB&DocNum=4576&GAID=13&LegID=93745&SpecSess=&Session=
https://legiscan.com/IN/text/HB1201/id/2784512
https://apps.legislature.ky.gov/record/19rs/SB16.html
http://www.legis.la.gov/legis/ViewDocument.aspx?d=1235637
https://trackbill.com/bill/maine-legislative-document-972-an-act-to-establish-the-rare-disease-advisory-council/2059685/
https://mgaleg.maryland.gov/2023rs/Chapters_noln/CH_360_hb0302t.pdf
https://malegislature.gov/Bills/191/S2984
https://www.revisor.mn.gov/bills/text.php?number=SF0973&session=ls91&version=list&session_number=0&session_year=2019
https://www.revisor.mn.gov/bills/text.php?number=SF0973&session=ls91&version=list&session_number=0&session_year=2019

.‘/ ~:~"‘“
7 s

NORD’

‘ I_\Jdtlundl Organization
for Rare Disorders
Missouri MO
Montana MT
Nebraska NE
Nevada NV

New Hampshire

New Jersey

New Mexico

New York

North Carolina

North Dakota
Ohio
Oklahoma

Oregon

Pennsylvania

Rhode Island
South Carolina

South Dakota

Tennessee

Texas
Utah

Vermont
Virginia
Washington
West Virginia
Wisconsin

Wyoming

NH

NJ

NM

NY

NC

ND
OH
OK
OR

PA

RI

SC

SD

TN

TX

uT

VT
VA
WA
WV
Wi

WYy

Council?

Yes

No
No

Yes

Yes

Yes

No

Yes

Yes

No
Yes
No

No

Yes

No
Yes

No

Yes

No
Yes

No
Yes
No
Yes
No

No

National Organization for Rare Disorders: State Report Card 9* Edition

Enacted
Date

2018

2019

2019

2021

2020 ch
amend,
extension bill
passed in 2021

2015

2020

2017

2021

2020

2020

2021

2020

# on Council

15 members

16 members

12 members

20 members

21 members

At least 7
members

25 members

24 members, but
can add members
at any time to
help carry out the
duties

15 members

11 members

At least 6
members

21 members

12 voting members

Appointments Made By

Appointments made by the Director of the
Department of Social Services

Members appointed by the Director

Members of House of Representatives appointed by Speaker of the
House; Members of state Senate appointed by Senate President;
physician appointed by NH Medical Society; APRN appointed by

NH Nurse Practitioner Association; Representative of NH Hospital
Association appointed by the Association; remaining members
appointed by the Governor

Governor, President of the Senate, Minority Leader of the Senate,
two members of General Assembly, Speaker of General Assembly,
Minority Leader of the General Assembly

Department of Health in collaboration with the Department of
Financial Services shall convene the workgroup

Members appointed by the Secretary of the Department of Health
upon recommendation from the Dean of the School of Medicine
at UNC Chapel Hill

Appointments are made by the Governor

Appointments outside of the state officials acting in their
roles made by the Secretary of the Department of Health and
Human Services

DHEC, DHHS, Hospital Association, Primary Healthcare Association,
MUSC staff (Dean, MUSC President)

Governor appoints representative from Tenn Care, researchers,
physicians, genticist, nurse, caregiver/patient; Speaker of the Senate
and the Speaker of the House of Representatives will each appoint
one member to the advisory council

Appointments made by the Department of Health

Governor, RDAC Chair

Governor
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Housed By

Missouri Health Net Division

Department of Health

Department of Health

Department of Health

Department of Health and Department of
Financial Services

School of Medicine at UNC Chapel Hill

Department of Health

Department of Health

Medical University of South Carolina
(MUSC)

Attached to TennCare for administrative
purposes

Department of Health/Grantee (BioUtah)

Department of Health

Department of Health

RDAC Bill

HB 1953/SB718
(2018)

SB 315 (2019)

HB 237 (2019)

S2682/A4016
(2021)

AB A5762 (2020)

HB 823 (2015)

HB 412 (2020)

HB 239 (2017)

SB 2124 (2020)

HB 106 (2020)

HB 1995

SB 269 (2020)


https://revisor.mo.gov/main/OneSection.aspx?section=208.183
https://revisor.mo.gov/main/OneSection.aspx?section=208.183
https://www.leg.state.nv.us/Session/80th2019/Bills/SB/SB315.pdf
http://www.gencourt.state.nh.us/bill_Status/billText.aspx?sy=2019&id=201&txtFormat=html
https://www.njleg.state.nj.us/2020/Bills/S3000/2682_R2.PDF
https://www.njleg.state.nj.us/2020/Bills/S3000/2682_R2.PDF
https://www.nysenate.gov/legislation/bills/2019/a5762
https://www.ncleg.gov/BillLookup/2015/h823
https://www.legislature.ohio.gov/legislation/legislation-summary?id=GA133-HB-412
https://www.legis.state.pa.us/cfdocs/billinfo/billinfo.cfm?syear=2017&sInd=0&body=H&type=B&bn=239
https://www.scstatehouse.gov/sess124_2021-2022/appropriations2021/crp1b.htm
http://wapp.capitol.tn.gov/apps/Billinfo/default.aspx?BillNumber=SB2124&ga=111
https://le.utah.gov/~2020/bills/static/HB0106.html
https://lis.virginia.gov/cgi-bin/legp604.exe?211+ful+HB1995
https://www.wvlegislature.gov/Bill_Status/bills_text.cfm?billdoc=SB269%20INTR.htm&yr=2020&sesstype=RS&i=269

