
 

Rare Disease Advisory Council Bylaws  

Approved November 10, 2025 

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. 

II.​ Council Composition and Appointment  

A.​ Per Section 25-1-1504, C.R.S., the RDAC shall be composed 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. 

III.​ 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.  

 

Page 2 of 9 

 



 
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. 
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c)​ 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.  

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.  
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IV.​ Meetings  

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 the Council; 

a)​ No proxy or absentee voting shall be allowed; 

b)​ Members may fully participate in a meeting via 

teleconference; 

c)​ Any meeting may be canceled by the chair 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)​ Any meeting may be canceled by the chair at any time due 

to inclement weather or an emergency situation. 

3.​ 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.​ Working Groups 

1.​ The Council will have a Steering Committee consisting of the 

Chair, Vice-Chair, CDPHE ex-officio member, CDPHE staff member, 

and one contract staff member. 

a)​ The Steering Committee will support the chair and the 

contract staff, set agendas for meetings, and other 

administrative tasks necessary for the good order of the 

Council. 

2.​ The Council may, as deemed necessary by a majority vote of a 

quorum of Council members, create Working Groups to address 

specific roles or needs of the Council. 

a)​ Each Working Group will have at least 3 Council members, 

one of whom will serve as the Working Group Facilitator. 
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b)​ Working Groups may also have up to five (5) additional 

volunteer members from the public.  These Working Group 

Volunteers will: 

(1)​ Be proposed by the Working Group Facilitator 

(2)​ Meet one of the categories for membership in the 

full Council as described in Statute (see section 

II.B.), or serve a specific need or function of the 

Working Group as determined by the Working Group 

Facilitator. 

(3)​ Be appointed by the Steering Committee, with 

panels of Volunteers renewed annually by a vote of 

the full Council at the first meeting of the Council 

in the calendar year. 

(4)​ Participate in the Working Group report discussions 

of the full Council. 

(5)​ Serve at the discretion of the full Council and their 

terms may be terminated as needed for the good 

order of the Council and Working Group. 

c)​ Working Groups will be reviewed to determine ongoing 

need and priority at the first Council meeting of each 

calendar year. 

3.​ Working Group meeting times will be determined by the Working 

Group, as needed and will adhere to current Colorado Open 

Meetings and Open Records regulations as described below 

(Section IV.B.). 

4.​ Recommendations of the Working Groups must be enacted by a 

formal affirmative vote of a quorum of the full Council. 
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C.​ 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. 

2.​ 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. But in general, all 

discussions between members regarding Advisory Committee 

business should occur during the public meeting “Formal action” 

can take many forms such as the adoption of any proposed policy, 

position, or resolution. 

3.​ 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. 

4.​ 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. 
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5.​ 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. 

6.​ 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. 

D.​ Parliamentary Authority 

1.​ Meetings shall be conducted generally in keeping with Robert's 

Rules of Order, but shall be as informal as circumstances permit. 

E.​ 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.  

2.​ Council meetings will be held at a frequency and duration which 

allows for timely discussion, deliberation, and recommendations, 

but at least semiannually.  

3.​ Attendance shall be recorded for every meeting. 

4.​ 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.  
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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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