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Executive Summary

On behalf of the inaugural Colorado Rare Disease Advisory Council (Council), we are pleased to
provide this report of our activities and priorities in 2024, our second year.

CDPHE formed the Council in 2022, enabled under Senate Bill 22-186, with the final original slots
filled in 2024. The Council met 11 times in 2024 (each month, except January.) A member resigned
(Dr. Duis) and was replaced by Dr. Rachelle Nuss.

Activities in 2024 detailed in this report include:

Moved the Council’s website to a new host with professional web design
(www.cordac.org).

Worked with the administrative staff of the Prescription Drug Affordability Board
(Board) and its Advisory Committee to develop processes for the new legislatively
mandated role for the Council in advising the Board when a drug has an orphan drug
designation from the Food and Drug Administration.

Continued to monitor and review data and opinions coming to the Council via the
on-going survey of rare disease stakeholders in the state.

Priorities apparent from the survey were surprisingly consistent across types of
respondents, and across both rural and metro areas, including:

o Access to providers knowledgeable about the individual rare disorder (which is
not surprising, considering that there are thought to be more than 10,000
different rare diseases).

o Insurance coverage for high cost care.

o Cost of care, both for visits and for treatments.

Two ad hoc work groups were created to begin to further explore the impact of cost
and access issues for people with rare diseases in Colorado.

A variety of guests were invited to brief the Council on issues including waiver
systems, Board activities, charity care systems, opportunities for interaction with
patient advocacy groups, and activities of other Rare Disease Advisory Councils around
the country.

The roadmap for 2025 was set in December to include targeting the working groups to
expand resources available on the website, connect with experts in a wide variety of
rare disorders to enhance access for families in Colorado, as well as to advise the
PDAB, when needed, and to enhance outreach about the Council mission across the
state.

Looking forward, the Council will continue to look for opportunities to increase awareness about
rare diseases and the families in Colorado living with them, to help identify resources, and to
provide useful input to legislators and state agencies. Since our founding, the goal of the Council is
to be an unbiased and reliable source of information to Coloradans.


https://leg.colorado.gov/sites/default/files/2022a_186_signed.pdf
http://www.cordac.org
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Introduction

In 2022, Governor Jared Polis signed Senate Bill 22-186 to create the Colorado Rare Disease
Advisory Council. Colorado became the 24th state to create a rare disease council.’
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The Council is a Type 2 Advisory Board composed of qualified professionals and people living with
rare diseases that serves to educate medical professionals, government agencies, legislators and
the public about rare diseases as a public health issue. The Council gives stakeholders an

opportunity to voice their experiences and give recommendations to state leaders on these critical
issues.

There are more than 10,000 known rare diseases affecting 25-30 million Americans and more than
half a million in Colorado across a broad spectrum of medical conditions. These conditions are
complex and highly variable. Families struggle to get the correct diagnosis, then to find and pay for
appropriate care. It can be difficult for state policymakers and government officials to have an
in-depth understanding of the entire rare disease community. The Council gives a voice to
stakeholders on these issues, and provides a reliable source of information for state officials.

" National Organization for Rare Disorders. Colorado Becomes 24th State to Establish a Rare Disease Advisory Council.
Retrieved from: https://rarediseases.org/colorado-becomes-24th-state-to-establish-a-rare-disease-advisory-council/
2 National Organization for Rare Disorders. RDAC’s by State. Retrieved from:
https://rarediseases.org/rare-disease-advisory-councils/map/



https://leg.colorado.gov/sites/default/files/2022a_186_signed.pdf

Council Membership

Marcee Aude

Rare disease patient organization operating in Colorado that is not
affiliated with the facilitator

Marcee is the Vice President of Community Initiatives at the Epilepsy
Foundation of Colorado and Wyoming where she has been a leader and
instrumental in the significant development of the Foundation over the past
17 years. Marcee has served in many roles including Interim Executive
Director and developed innovative, impactful and nationally recognized programs at the
Foundation. She has led successful legislative advocacy efforts for those impacted by epilepsy and
chronic conditions. She is a strategic thinker and understands the complexities of working within
systems. Marcee began her career with a Bachelor of Art in Social Work and Criminal Justice from
lowa State University and went on to receive her Master’s degree in Psychology and Counseling
from St. Mary’s University of Minnesota. She has worked as a social worker and therapist with
children and families in county human services and corrections as well as with those impacted by
developmental disabilities.

Kathleen Dearinger
Person who has a rare disease

Kathleen is the President of the Dandy Walker Institute, a Colorado-based
non-profit advocating for individuals with rare diseases. With over 25 years of
professional experience, Kathleen herself has a rare genetic disorder, making
her appointment to the Governor’s Rare Disease Advisory Council (RDAC) by
the Colorado Senate particularly meaningful. Her role on the Council involves assessing the impact
of rare diseases and recommending policies to support affected individuals. Kathleen’s background
includes international healthcare advocacy and her ongoing role as a DSP working to support
individuals with intellectual and developmental disabilities. She is committed to environmental,
social, and economic programs, including international volunteering and community service. Her
work with organizations like the National Organization of Rare Diseases (NORD), National Institutes
of Health (NIH) and Global Genes highlights her dedication. Kathleen’s volunteer efforts with The
Lion’s Club, Habitat-for-Humanity, United Way, and Salvation Army among others further
demonstrate her passion for positive social change.




David Dickson
Person who has a rare disease

David was diagnosed with epilepsy in February 2002. He was then diagnosed
with Superficial Siderosis in July 2017, of which there are 500 known cases in
the United States. Professionally, David is the Owner & Founder of ADA Homes
Sold Denver at Keller Williams DTC, LLC.

Austin Larson
Geneticist practicing in Colorado

Dr. Larson is board certified in pediatrics, medical genetics and biochemical
genetics. He practices at Children's Hospital Colorado and is on the faculty of
the University of Colorado School of Medicine. He is a site investigator for
several clinical trials for rare diseases. He is also the program director for the
residency program in Medical Genetics and Genomics. Within genetics, his
specific disease interests include mitochondrial diseases and congenital disorders of glycosylation.

Nirali Manoharan

Pharmacist with experience dispensing drugs used to treat rare
diseases

Dr. Manoharan is a board-certified pharmacotherapy specialist and holds an
advanced practice pharmacist license. She completed her pharmacy training
and residency in California prior to beginning employment in Colorado. She is
currently a supervisor for the ambulatory pharmacy clinical teams at
UCHealth. This team of pharmacists supports specialty care clinics at the Metro campus and assists
rare disease and all patients in accessing needed medications. Prior to this role, she was a
pharmacist and supervisor in the Medication Access and Renewal Center at UCHealth where she
assisted patients and providers in navigating through the insurance prior authorization process for
specialty and high-cost medications.




Amanda Massey
Health insurer

Amanda is the Lead Director of Government Affairs at CVS Health/Aetna
covering Colorado, Utah, and Wyoming. She previously served as Executive
Director of the Colorado Association of Health Plans where she represented
the health insurance industry and worked to ensure a competitive and
affordable health care marketplace in Colorado. Amanda has spent her career
in health care, previously serving as Director of Member Services at the Medical Group Management
Association (MGMA). Prior to her time at MGMA, she spent many years overseas working on
European and global health care policy as Executive Director of Health First Europe and Director of
Public Affairs at Instinctif Partners in Brussels, Belgium. Amanda holds a Graduate Certificate in
International Marketing from Boston University, a Master’s degree in Political Strategy and
Communication from the University of Kent, and a Bachelor’s Degree in International Affairs from
the University of Colorado at Boulder.

Shawn E. McCandless

Academic research in the state who receives grant funding for rare
disease research

Dr. McCandless is a Professor of Pediatrics, and the Section Head for Genetics
and Metabolism at the University of Colorado Anschutz Medical Campus and
Chair of the Department of Genetics and Metabolism at Children’ s Hospital
Colorado. His research and clinical care focuses on inborn errors of
metabolism (IEM) and Prader-Willi syndrome (PWS), including publicly and industry funded clinical
trials for children and adults with IEMs and PWS. He is a Past President of the Society for Inherited
Metabolic Disorders (SIMD), is an active leader in the Urea Cycle Disorders Consortium of the NIH
Rare Diseases Clinical Research Networks and is currently involved in a variety of clinical trials.
Previous employment includes working as a general pediatrician at the Northern Navajo Medical
Center in Shiprock, NM, and faculty positions in Genetics and Metabolism at the University of North
Carolina - Chapel Hill, and Case Western Reserve University, prior to moving to Colorado in 2018.




Lianne McLean

Nurse or advanced practice registered nurse licensed and practicing in
Colorado with experience treating rare diseases

Lianne is a registered nurse with over a decade of clinical experience and an
extensive background in rare and ultra-rare disease management. As the
manager of a large rare disease and clinical genetics program, she led
initiatives that reduced patient wait times, improved access to services and
contributed to clinical research. Lianne is committed to ensuring patient and family voices are
included in decision making processes. She has facilitated several Patient and Family Advisory
committees which have successfully advocated for increased program funding and services for
patients with rare diseases.

Ray Merenstein
Caregiver of a person with a rare disease

Ray owns RDM Communications, a fundraising consulting firm and serves as
Executive Director of NAMI Colorado (National Alliance on Mental Illness). He
has over three decades of experience in fundraising, public relations,
lobbying and market research benefiting not-for-profit organizations. After a
decade of health care advocacy in Washington, DC, he served as Vice
President at Children’s Hospital Colorado Foundation during their $250 million Imagine the Miracles
campaign. He holds a B.A. in American Studies from Tulane University and an M.A. in Mass
Communication from the University of Florida. He and wife, Ilana Steinberg, are Colorado natives
with one son and two daughters. They share a passion for social justice, mental health, travel,
NPR’s Sunday Puzzle and desserts (Ray especially likes lemon meringue and key lime pies).

Dr. Rachelle Nuss

Physician licensed and practicing in Colorado with experience treating
rare diseases

Dr. Nuss was the Director of the Pediatric Sickle Cell Program at Children’s
Hospital Colorado from 2002-2023. She has been the Associate Director of the
Colorado Sickle Cell Treatment and Research Center at the University of
Colorado since 2002. She has participated in numerous governmental and
pharmaceutical studies in sickle cell disease and has extensively published in
that domain. She is certified by the Institute for Healthcare Quality Safety and Efficiency at the
University of Colorado. She is 1 of 4 authors of the clinical report published in 2024 by the
American Academy of Pediatrics on the treatment of children with sickle cell disease.




Peter R. Pidermann

Parent whose child or children have been diagnosed with a rare
disease

Pete is an attorney/litigator with the law firm of Taylor Anderson, LLP.
Although headquartered in Colorado, Taylor Anderson specializes in assisting
with particularly difficult to manage cases and/or cases heading to trial
across the United States. Individually, Peter has a broad range of experience
in complex litigation in state and federal courts. His practice includes
matters involving personal injury, commercial disputes, products liability, toxic torts, community
association litigation, professional liability, employment/civil rights litigation, and municipality
defense. By way of background, Peter graduated with a Bachelor of Arts in History from Dartmouth
College, where he captained the football team in 2010, as well as running track and playing rugby.
After a brief stint playing football overseas in Europe, he graduated with a Juris Doctorate from
Florida State University's College of Law. His son, P. Hayes Pidermann, was diagnosed with
microphthalmia shortly after birth. Microphthalmia is an eye abnormality where one, or both,
eyeballs are abnormally small. Typically speaking, the microphthalmic eye is functionally blind.

Jessica Wolfe
Biotechnology or pharmaceutical industry

Jessica is a seasoned Patient Advocacy, Government Affairs, Public Policy, and
ESG leader from Colorado. Jessica is a graduate of Vanderbilt University,
where she studied Political Science and Communication Studies and a
University of Denver Executive MBA graduate. She has two decades of
healthcare sales, consulting, advocacy, and lobbying experience, having
worked for industry leaders like Allergan, Boehringer Ingelheim, Cardinal Health, Boston Scientific,
Jazz Pharmaceuticals and Greenwich Biosciences. She has created and run State Government
Affairs Programs for three different biotech companies, Boston Scientific, Scilex and Jazz/GW
Pharma, lobbying in almost all 50 states and at the Congressional level and recently led Jazz’s first
in-house ESG and Pipeline Patient Advocacy programs. Jessica has served as a founding member of
the Patient Experience Advisory Group for the state’s Health Insurance Exchange, Connect4Health
Colorado, and is a current appointee to the Colorado Rare Disease Advisory Council (RDAC). Jessica
donated a kidney to her mother in 2004 and is a full-time caregiver to her wife Jennifer, who
underwent a bone marrow transplant for Acute Myeloid Leukemia in 2023. She currently serves as
an adjunct faculty member at the University of Denver, teaching Government Relations and
Lobbying in the Daniels College of Business. Jessica and her wife live in Wheat Ridge with their son
Max and dog Tucker.




Working Groups

In 2023, the Council conducted a survey to help it better understand the issues facing the rare
disease community. From the data collected, the Council generated a three-year roadmap to
prioritize efforts.

The Council voted in March to establish three working groups designated as follows:
e Steering:
o To provide leadership and support for the Council’s work.
e Access to Care:
o Workforce shortages.
o Coordination of care.
e C(Cost:
o To better educate the people who help patients navigate their rare disease
treatments by building a suite of educational resources.
o To build an FAQ document to help rare disease patients and/or their families
become better consumers/shoppers.
o To become a resource to assist with advocacy groups.

Marcee Aude Kathleen Dearinger David Dickson
Dr. Ned Calonge Dr. Austin Larson Dr. Nirali Manoharan
Jackie Leyba Ray Merenstein, Facilitator Amanda Massey
Dr. Shawn McCandless Lianne McLean Pete Pidermann
Rachelle Nuss Jessica Wolfe, Facilitator

To fulfill the requirements outlined in Colorado Revised Statute § 25-1-1505, the Council organized
guest presentations pertaining to:

Health insurance for individuals living with rare diseases.

Hospital discounted care for uninsured/underinsured rare disease patients.

Social Security Disability Insurance navigation.

In June 2024, Governor Jared Polis signed Senate Bill 24-203 that requires the Prescription Drug
Affordability Board (Board) to consider input from the Council during an affordability review to
consider whether the drug has an approved orphan drug designation for one or more rare diseases
and no other indications.

10


https://leg.colorado.gov/sites/default/files/2024a_203_signed.pdf

Financial Summary

Colorado Revised Statute § 25-1-1505(e) mandates the establishment of a dedicated webpage to
enhance public access to information and resources relating to rare diseases. To fulfill this
requirement, the Council allocated $5,500 for WebWelder, a local professional web development
agency, to design and launch a new website, along with creating a comprehensive social media
presence.

In October, four members of the Council received no-cost invitations and travel expenses to attend
the 2024 National Organization for Rare Disorders (NORD) Rare Diseases and Orphan Products
Breakthrough Summit in Washington, D.C.

The council did not seek and not receive any gifts, grants or donations during calendar year 2024.

11



Council Meetings

The Council held monthly meetings to include working group breakout sessions. Meeting
minutes as well as any materials presented during a meeting can be found on the Colorado
Rare Disease Advisory Council webpage. Public comments were received at each meeting.

Summary of Activities

2/28/2024 e Introduction of new Council members: Lianne McLean, Pete Pidermann, Dr.
Ned Calonge (Ex Officio) and Jackie Leyba (Facilitator)
e Guest Presentation: Lindsay Viscarra, National Organization of Persons with
Rare Diseases (NORD)
e Review Colorado’s State Report Card
e Motion passed to adopt email voting

3/27/2024 e Motion passed to establish working groups: steering, cost and access to care
e Discussion of Senate Bill 24-060, Prescription Drug Affordability Board
Exempt Orphan Drugs
e Approval of the 2023 Annual Report

4/24/2024 e Working groups established priorities for 2024
e Motion passed for a statement to be written on behalf of the Council
regarding Senate Bill 24-203, Prescription Drug Board Consider Rare Disease
Advisory Council

5/22/2024 e Guest Presentation: Erick Scheminske, Chief Operating Office from the
Department of Public Health and Environment
» Reviewed Council budget and role of Facilitator
e Motion passed to create one or more contracts for a new website

6/26/2024 e A monthly schedule was established to focus on sub-topics and bring in
relevant experts

7/24/2024 e Guest Presentation: Meagan Fearing, Insurance Marketing Enterprise, Inc.
« Discussion on health insurance for individuals living with a rare disease
e Guest Presentation: Lila Cummings, Prescription Drug Affordability Board
e Provided an update on Senate Bill 24-203, Prescription Drug Board
Consider Rare Disease Advisory Council

8/28/2024 e Guest Presentation: Dr. Scott Laker and Andrew Pederson
» Discussion on hospital discounted care
e Discussion of the Councils interactions with the Prescription Drug
Affordability Board regarding Senate Bill 24-203

12


https://cordac.org/meetings/
https://cordac.org/meetings/

9/25/2024

10/23/2024

11/20/2024

12/18/2024

Introduction of new Council member: Dr. Rachelle Nuss

e Guest Presentation: Lila Cummings

« Provided an overview of the affordability review and Senate Bill 24-203
Guest Presentation: Carolina Sommer, Northwest Rare Disease Coalition
» Discussion of Colorado hosting a fair in partnership with the Council

Guest Presentation: Rori Daniel, Superficial Siderosis Research Alliance

« Provided an overview on navigating the Social Security Disability
Insurance application for rare disease patients

Guest Presentation: Lila Cummings, Prescription Drug Affordability Board

« Provided an update on the current rules with statute and timeline for
final comments from the Council

Guest Presentation: Lila Cummings, Prescription Drug Affordability Board
e Provided an update on the timeline of when the Board will come to the
Council for advice on a rare disease/condition

Finalized meeting cadence for 2025

e Guest Presentation: Sagun Sharma, Prescription Drug Affordability Board

« Provided an update on the Boards approval of the Affordability Rule and
the postponement of the Policy review

Motion passed to establish new working committees: steering, public

communications, government liaison and resource development

13
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COLORADO Rare Disease Advisory Council

Shawn McCandless, Chair

Department of Public Marcee Aude, Vice Chair
Health & Environment Kathleen Dearinger

L O

David Dickson
Austin Larson
Nirali Manoharan
Amanda Massey
Lianne McLean
Ray Merenstein
Rachelle Nuss
Pete Pidermann
Jessica Wolfe

Formation

In 2022, the Colorado General Assembly passed SB22-186 to establish the Colorado Rare Disease
Advisory Council to provide recommendations to the General Assembly.

The Colorado Rare Disease Advisory Council (RDAC) is composed of qualified professionals and
people living with rare diseases that serves to educate medical professionals, government agencies,
legislators, and the public about rare diseases as a public health issue. The RDAC gives stakeholders
an opportunity to voice their experiences and give recommendations to state leaders on these
critical issues.

Mission
To make recommendations that improve the lives of Coloradans impacted by rare diseases through
listening, synthesizing, and articulating findings concerning their needs.


https://leg.colorado.gov/bills/sb22-186

Appendix B - Council Bylaw
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Rare Disease Advisory Council Bylaws
Approved January 10, 2023

I.  Statutory Authority and Responsibilities

A. The Rare Disease Advisory Council (RDAC or Council) is created pursuant to Section
25-1-1504, C.R.S., to study and make findings and recommendations to the general
assembly, state agencies, and others, as appropriate, concerning the needs of
individuals living in Colorado with rare diseases.

B. The RDAC is responsible for making recommendations to the governor, the public and
behavioral health and human services committee and the health and insurance
committee of the house of representatives, and the health and human services
committee of the senate, or their successor committees, concerning:

1. The council’s activities, including progress on the activities described in section
25-1-1505;
2. The status of council funding, including:

a) The balance of any appropriations made to the council and any gifts,
grants, or donations that were sought, accepted, or received, including
in-kind donations; and

b) The use of money appropriated to or received by the council; and

3. Recommendations to the governor and the general assembly to address the needs
of people living with rare diseases in Colorado.
[I.  Council Composition and Appointment
A. Per Section 25-1-1504, C.R.S., the RDAC shall be comprised of thirteen (13) members.
B. The council consists of twelve (12) voting members appointed as follows:
1. The president of the senate shall appoint three (3) members, including:

a) One (1) representative from academic research in the state who receives
grant funding for rare disease research;

b) One (1) geneticist practicing in Colorado; and

c) One (1) physician licensed and practicing in Colorado with experience
treating rare diseases;

2. The minority leader of the senate shall appoint three (3) members, including:

a) One (1) registered nurse or advanced practice registered nurse licensed
and practicing in Colorado with experience treating rare diseases;

b) One (1) pharmacist with experience dispensing drugs used to treat rare
diseases; and

c) One (1) person who has a rare disease;

3. The speaker of the house of representatives shall appoint three (3) members,
including:



a) One (1) representative of a rare disease patient organization operating in
Colorado that is not affiliated with the facilitator;

b) One (1) representative of the biotechnology or pharmaceutical industry;
and

c) One (1) representative of a health insurer; and

4. The minority leader of the house of representatives shall appoint three (3)
members, including:

a) One (1) person who has a rare disease;

b) One (1) parent whose child or children have been diagnosed with a rare
disease; and

c) One (1) caregiver of a person with a rare disease.

C. The director of the office of health equity, created in section 25-4-2204, or the
director’s designee, shall serve as an ex officio, nonvoting member of the council.

D. Each member serves at the pleasure of the official who appointed the member. Any
vacancy in membership is filled by the appointing authority.

E. Initial appointments to the council and for any members appointed in the first five (5)
years after the council is established, shall be terms of up to four (4) years.
Thereafter, members shall serve three-year (3) terms.

lll.  Member Expectations

A. Review

1. Council members shall review these bylaws at the time of initial appointment,
and shall uphold the terms of these bylaws during their tenure as an appointed
member of the Council.

B. Training

1. Council members are required to complete training on Council best practices in

accordance with Section 24-3.7-102, C.R.S.
a) New Council members shall complete the training online within ninety 90)
days of appointment.
b) Continuing members shall complete the training on an annual basis, as
provided by the Division.
C. Attendance

1. Members are expected to attend all Council meetings, in person or by telephone
or video conferencing, prepared to discuss the matters on the agenda and
familiar with the documents or other information provided in preparation for the
meeting.

2. Council members shall notify the Division’s identified primary point of contact by
telephone or email if they are unable to attend a scheduled Council meeting.



3. Council members shall be responsible for staying informed on agenda items,
Council discussion, and assigned tasks related to any Council meeting, which
they were unable to attend.

4. In the absence of extenuating circumstances, three (3) consecutive absences
from scheduled Council meetings will be considered a voluntary resignation from
Council membership.

D. Resignation or term expiration

1. A member may voluntarily resign their appointment to the Council by notifying

the Division’s identified primary point of contact and the Council chair in writing.
a) The Council chair and Division’s primary point of contact will ensure the
appointing entity is notified to allow for a new appointee.

2. The Division’s identified primary point of contact will keep a record of all
appointment dates for Council members.

E. Officers
1. The elected officers of the Committee shall be the chair and vice chair.
2. Election

a) The Council shall elect a chair and vice chair from its membership to
preside over meetings.

b) At the first scheduled meeting of the Council, and every other January
thereafter, a Council member shall be nominated or self-nominate, receive
a second, and elect by simple majority a chair and vice chair.

¢) The chair and vice chair shall serve a term of two (2) years or until the
subsequent January election.

d) No limits shall be placed upon successive election to serve as chair or vice
chair.

3. Duties of chair and vice chair
a) The chair shall:
(1) Preside at all meetings of the Council.
(2) Build and present meeting agendas in conjunction with the Division’s
identified primary point of contact and / or designated facilitator.
(3) Observe and enforce the bylaws of the Council.
(4) Ensure participants have an opportunity to be heard.
(5) Ensure conformance to the meeting agenda, outline, and objectives.
b) The vice chair shall serve as the chair in the absence of the chair.
F. Conflicts of Interest
1. Council members are responsible for managing conflicts of interest as follows:

a) A conflict of interest occurs when financial or other personal or
professional considerations compromise a Council member’s objectivity,
judgment, integrity and/or ability to make decisions in support of the
statutory purpose of the Council.



IV.  Meetings

b) The member shall report to the Division and Council any actual or
perceived conflicts of interest in relation to their position on the Council in
relation to their participation in any Council work and/or agenda item.

c) Members shall abstain from participating in discussions on any topics/issues
for which they have a conflict of interest, and shall recuse themselves from
any Council decisions related to those topics/issues.

A. Generally

1.

Pursuant to Section 25-1-1508, C.R.S., the Council shall meet at least once per
month for its first twelve (12) months, and thereafter at least once per quarter.

2. A minimum quorum of seven (7) members shall be required for all decisions of

3.

the Council;

a) No proxy or absentee voting shall be allowed;

b) Members may fully participate in a meeting via teleconference;

c) The chair may cancel any meeting, a minimum of three working days prior
to such meeting, when, in consultation with the coordinator and/or
Department staff, the chair determines the meeting is not needed, or
when there will not be a quorum present.

d) The chair may cancel a meeting at any time due to inclement weather or
an emergency situation.

In absence of a quorum, any business transacted is null and void, except to take
measures to obtain a quorum or to reschedule another meeting. Discussion may
occur, but voting business / formal action must be tabled for consideration in the
presence of a quorum. “Formal action” may include the adoption of any
proposed policy, position, or resolution.

B. Colorado Open Meetings Law Requirements and The Colorado Open Records Act

1.

Pursuant to the Colorado Open Meetings Law (Section 24-6-401, et seq., C.R.S.)
meetings of any state public body, such as the Advisory Committee, are open to
the public. At its core, the open meetings law ensures the public has the
opportunity to be informed.

If two or more members of an Advisory Committee are discussing Advisory
Committee business or taking formal action, the meeting must be publicly
noticed and open to the public. Outside of a meeting, discussions between two
or more members of the Advisory Committee should be limited in nature. If for
example, an Advisory Committee member needed to confirm the start time of a
meeting for which the start time was already publicly available information, it
may be appropriate for one member to ask another member for that
information. In general, all discussions between members regarding Advisory
Committee business should occur during the public meeting “Formal action” can



5.

6.

take many forms such as the adoption of any proposed policy, position, or
resolution.

. The Open Meetings Law requires that the public receive full and timely notice of

meetings. Advisory Committees post meeting information on the CDPHE website
to notify the public and may post information in other areas available to
stakeholders. Committees need to be consistent in where information is posted
so the public is not searching to learn about meetings.

a) The notification must be posted at least 24-hours in advance of the
meeting.

b) The notification needs to include the date, time and location of the
meeting.

c) The notification needs to provide the agenda or an explanation of the
scope of the meeting so a reasonable person can determine whether he or
she would be interested in attending.

It is helpful to let the public know whether they have the opportunity to observe
the meeting or if they have the opportunity to participate. If there is an
opportunity to participate, it helps to specify whether participation would occur
for a portion or all of the meeting.

Along with posting notification, each committee is required to maintain a list of
persons who, within the previous two years, have requested notification of all
meetings or meetings when certain specified policies will be discussed. These
persons must be notified. Often this is accomplished via an email that directs
stakeholders to the website notification. An unintentional failure to provide such
advance notice should not nullify actions taken at an otherwise properly
published meeting.

Meetings can be held via telephone or internet broadcast; however, the public
needs to have the opportunity to participate remotely or join the staff in the
room where the call or broadcast is occurring.

C. Parliamentary Authority

1.

Meetings shall be conducted generally in keeping with Robert's Rules of Order,
but shall be as informal as circumstances permit.

D. Conduct of meetings

1.

Meetings will be announced by the Division in advance, via electronic means
(website and/or email messages) to Council members and the public.

. Council meetings will be held at a frequency and duration that allows for timely

discussion, deliberation, and recommendations, but at least semiannually.
Attendance shall be recorded for every meeting.

Special work groups may be convened at the Council’s discretion. Expectations
and objectives for workgroup sessions will be prescribed by the Council members



and will be overseen and conducted by the Division and / or a delegated
facilitator.

5. Meeting information, including, but not limited to, attendance directions,
agendas, and meeting minutes, will be made publicly available by the Division on
its website, where it will remain posted for up to one year.

6. Council members or other stakeholders may request specific items be added to
the meeting agenda by submitting them to the Division and / or chair. Such items
will be prioritized by the Division based on time sensitivity and the nature of the
issue, topic, or concern.

7. Minutes of each meeting will be documented and maintained by the Division.

8. Council members shall discuss and deliberate each agenda item prior to making
any recommendations.

9. The Council may call upon subject matter experts for advice and information
deemed necessary in order to inform Council discussion and recommendations.

10. The Council recommendations shall be based on the general consensus of the
Council members present and participating in the meeting during which the
recommendations are made. “General consensus” shall mean the recorded vote
of a simple majority when adopting recommendations.

11.Voting will consist of a roll call vote with each voting member stating “yes” or
“no” to the motion.

V. Bylaws
A. These bylaws, and/or updates to the bylaws shall be approved by general consensus of
the Council and shall be effective upon adoption.

B. In accordance with Section 24-3.7-102, C.R.S., the Council shall review the bylaws on
an annual basis, and amend the bylaws as deemed necessary and appropriate.
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