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Executive Summary 
On behalf of the inaugural Colorado Rare Disease Advisory Council, we are pleased to provide 
this report of our activities and priorities in the first year of existence. 

The council formed in 2022 as a result of legislation passed that year. It held its first meeting 
in January 2023, with  10 of the mandated 12 positions filled (the two remaining positions 
were filled in December 2023). The council met each month in 2023. 

Accomplishments in 2023 detailed in this report include: 
● Establishing bylaws and a leadership structure for the Council.
● Establishing a Mission Statement and vision for the future.
● Providing a forum via public comment as part of every monthly agenda in addition to

invited speakers at the state and national level.
● Engaging with the National Organization for Rare Disorders and other state rare disease

councils.
● Created a website for the council.
● Working with Rep. Lorena Garcia to draft a Legislative Tribute honoring Rare Disease

Day.
● Building working relationships with CDPHE staff, as well as establishing a relationship

with the Prescription Drug Affordability Board and its Advisory Committee.
● Providing a statement to the board regarding specific issues to consider regarding the

impact of their work on individuals living with rare diseases in Colorado.
● Creating and piloting a survey to determine priorities for individuals in Colorado

impacted with any of the more than 10,000 rare disorders (the survey was then made
available to patients, families, caregivers, and healthcare workers).

● Creation of an agenda of priorities and “roadmap” for the Council’s work over the next
few years.

The council hired a dedicated facilitator to assist in January 2024. 

The Council is composed of thoughtful and dedicated members who are excited to do the 
work to ensure that Colorado’s leaders have access to meaningful information and assistance 
when determining the impact of policy on the 10% of Coloradans living with rare diseases, and 
the families, friends, and caregivers that support them.  We are all impacted by rare diseases 
in one way or another, and the council is well positioned to provide meaningful support in the 
coming years. 

The recommendations contained in this report represent the views of the council and do not 
reflect the opinions of the Colorado Department of Public Health and Environment.   
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Introduction 
Established via Colorado Revised Statute (C.R.S.), 25-1-1503, the Colorado Rare Disease 

Advisory 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 7,000 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 specialized and complex. 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 critical issues. 

Council members: 
Table 1 

Member Representing Term ends 

Marcee Aude 
Vice Chair 

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

October 2026 

Kathleen Dearinger Person who has a rare disease October 2026 

David Dickson Person who has a rare disease October 2026 

Jessica Duis Physician licensed and practicing in Colorado with 
experience treating rare diseases 

October 2026 

Austin Larson Geneticist practicing in Colorado October 2026 

Nirali Manoharan Pharmacist with experience dispensing drugs used 
to treat rare diseases 

October 2026 

Amanda Massey Health insurer October 2026 

Shawn McCandless 
Chair 

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

October 2026 

Ray Merenstein Caregiver of a person with a rare disease October 2026 

Jessica Wolfe Biotechnology or pharmaceutical industry October 2026 

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

October 2026 

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

October 2026 

Arlen Zamula Director of the Office of Health Equity (CRS 25-4-
2204) or designee 

Ex Officio 
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Summary of Statutory Mandates 
The following list outlines the statutory mandates placed upon the council pursuant to C.R.S. 

25-1-1505(1) and their current status: 

● Convene public meetings, make inquiries, and solicit comments from Coloradans to 

assist the council with a survey of the needs of rare disease patients, caregivers, and 

providers in the state, to be completed within eighteen months after the council is 

established. 

o The council has met every month of calendar year 2023 and released a survey to 

gather insight and perspectives from the rare disease community. 

● Consult with experts on rare diseases to develop policy recommendations to improve 

patient access to and quality of rare disease specialists, affordable and comprehensive 

health-care coverage, better access to clinical trials, relevant diagnostics, and timely 

treatment. 

o The council has met with several experts to gain insight on national trends for 

rare disease councils and prescription drugs in Colorado. Developing 

recommendations will require additional work by the council. 

● Educate and make recommendations to state agencies and to health insurers providing 

health benefit plans to persons with rare diseases on the impact of imposing prior 

authorization, cost sharing, tiering, or other utilization management procedures on the 

provision of treatment and care for patients. 

o The council has met with staff from the Colorado Department of Regulatory 

Agencies. Developing recommendations will require additional work by the 

council. 

● Research and identify best practices to ensure continuity of care for rare disease 

patients transitioning from pediatric care to adult care. 

o Developing recommendations will require additional work by the council. 

● Establish a Colorado rare disease council web page or website, housed on its own 

website or as part of a host website, and publish a list of existing, publicly accessible 

resources on research, diagnosis, treatment, and educational materials for health-care 

providers and patients relating to rare diseases. 

o The council has released a publicly available website at 

https://cdphe.colorado.gov/rare-disease-advisory-council. The site contains 

information regarding the council members and activities. As the council 

proceeds with its work this website will evolve. 
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Meeting Summary 
At its January 2023 inaugural meeting, the council adopted a meeting calendar for the 

duration of 2023. The following presents a summary of actions and topics covered in each of 

the meetings. 

Table 2 

Date Type Summary of Activities Agenda Materials Minutes 

1/10/23 
Regular 
Business 

● Election of Chair and Vice Chair
● Adoption of calendar
● Adoption of Bylaws
● Adoption of staffing proposal

Agenda Materials Minutes 

2/8/23 
Regular 
Business 

● Presentation - Chronic Care Collaborative
● Presentation - National Organization for

Rare Disorders (NORD)
● Discussion of National Rare Disease Day
● Discussion of issue survey

Agenda Materials Minutes 

3/8/23 
Regular 
Business 

● Development of online survey
● Facilitator search updates

Agenda 
Materials 1 
Materials 2 

Minutes 

4/12/23 
Regular 
Business 

● Development of online survey
● Facilitator search cancellation
● Adoption of staffing proposal

Agenda 
Materials 1 
Materials 2 Minutes 

5/10/23 
Regular 
Business 

● Discussion of online survey
● Discussion of RDAC mission document

Agenda Minutes 

6/14/23 
Regular 
Business 

● Presentation by CDPHE Legislative Liaison
● Finalization of online survey
● Discussion of RDAC mission document

Agenda Materials Minutes 

7/12/23 
Regular 
Business 

● Discussion of RDAC mission document
● Initial review of online survey submission

data
Agenda Minutes 

8/9/23 
Regular 
Business 

● Review of online survey submission data
● Presentation - Alabama Rare
● Discussion of RDAC mission statement

Agenda Materials Minutes 

9/13/23 
Regular 
Business 

● Presentation - Colorado Prescription Drug
Affordability Board (PDAB)

● Discussion of RDAC mission document
● Review of online survey submission data

Agenda Materials Minutes 

9/29/23 
Letter 

Committee 
● Draft letter from RDAC to PDAB Agenda Minutes 

10/11/23 
Regular 
Business 

● Presentation - Prescription drug
development process

● Presentation - Colorado Prescription Drug
Affordability Board (PDAB)

● Discussion of online survey data and RDAC
Roadmap

Agenda 
Materials 1 
Materials 2 

Minutes 

11/8/23 
Regular 
Business 

● Discussion of RDAC Roadmap
● Discussion of 2024 meeting calendar

Agenda Materials Minutes 

12/13/23 
Regular 
Business 

● Discussion of RDAC Roadmap
● Discussion of RDAC structure and

operations
● Discussion of RDAC annual report

Agenda Materials Minutes 
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Recommendations and Roadmap 
Pursuant to C.R.S. §25-1-1505(1) (a) the Rare Disease Advisory Council is authorized to solicit 
comments from Coloradans to develop a survey of the needs of rare disease patients, 
caregivers, and providers in the state. At its March, April, and June meetings, the council 
developed and revised questions and structures in order to develop this survey. 

The council disseminated the survey for public input via the CDPHE website, its newsletter, 
and stakeholder outreach. 

The survey received responses from over 90 individuals during this time. Not all respondents 
provided input to every question. While many questions were optional, the survey also 
divided respondents into categories to target relevant questions. 

For this purpose, the council divided the state into nine geographic areas. 

Within this structure, the Metro and Central regions are the most populous. The North 
Central, Metro, and Central regions represent the I-25 corridor and Front Range. 

Among the respondents, 60% identified as coming from the Metro region and another 13% 
coming from the Central. East Central continues to be the only region without representation 
in this sample. This statistical distribution is unchanged from the September meeting despite 
the almost 50% increase in respondents. 

Figure 1 

32.2% 

31.1% 

24.4% 

12.2% 

Please identify in what capacity you are completing this survey: 
90 Responses 

I have been diagnosed with a rare disease 

I believe I have a rare disease 

I am a caregiver 

I am a medical provider/ other health professional 

I am a friend of the community 
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The survey gave all respondents the option of selecting their perceived top three categories 
from a list of seven that the council should consider and examine. According to respondents, 
the top three categories were: 

● Access to care (82%) 
● Cost (70%) 
● Insurance (69%) 

The full list of responses demonstrates that these three issues were the top three by 
significant margins. 

8



 

 
 

  
 

 
  

    

   

   

   

    

   

 

 

 

 

 
  

 

Figure 2 

Broadly speaking, please select what you consider the three most 
pressing categories facing the rare disease community: 
88 responses 

Social Support 

Insurance 
Government Rules 

Fraud 

Cost 

Discrimination 

Access to Care 

1 (1.1%) 

26 (29.5%) 

20 (22.7%) 

61 (69.3%) 

62 (70.5%) 

15 (17%) 

72 (81.8%) 

0 20 40 60 80 

Delving into more of the specific issues, the following information is provided in the 
aggregate across all responses. 

The survey gave respondents the opportunity to select their perceived top five issues from a 
list of almost 40 options. The specific issues identified as the top six are: 

● Access – Finding knowledgeable providers (52%) 

● Insurance – Coverage of treatment (37%) 

● Cost – Care / services (35%) 

● Access – Continuity of care with knowledgeable providers (32%) 

● Access - Misdiagnosis / disregarding severity of symptoms (29%) 

● Insurance - Coverage of diagnostic testing (26%) 

From overall respondents, it became clear that while weight and placement may vary, the 

top 10 overall issues are generally the same for different subset of respondents. 
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Table 3 

Issue Overall 
Metro 
Region 

All Other 
Regions 

Rare 
Disease 

Community 

Medical 
Providers 

Access - Finding knowledgeable 
providers 

1 1 1 1 1 

Insurance - Coverage of treatment 2 2 2 4 7 

Cost - Care / services 3 3 6 2 8 

Access - Continuity of care with 
knowledgeable providers 

4 7 2 3 9 

Access - Misdiagnosis / disregarding 
severity of symptoms 

5 5 8 5 6 

Cost - Medication 6 6 10 6 4 

Insurance - Coverage of diagnostic 
testing 

7 4 19 15 2 

Access - Mental health services and 
supports 

8 9 4 11 3 

Access - Specialized therapy 9 11 7 10 5 

Insurance - Coverage of medication 10 8 11 8 14 

The council has taken this input and developed a multi-year roadmap to plan for the 
upcoming three years. In order to adequately make recommendations, this scheduling will 
allow the council to hear from experts, government programs, providers, caregivers and the 
impacted community. 

The council will follow a rolling roadmap, where in the upcoming years are identified in the 
annual report. This will look similar to: 

Table 4 

Report Year 
Three Year 

Roadmap 

2023 2024 - 2026 

2024 2025 - 2027 

2025 2026 - 2028 

2026 2027 - 2029 

2027 2028 - 2030 
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With this approach in mind, the council has adopted the following roadmap: 
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Staffing Summary 
Pursuant to C.R.S. §25-1-1507(1), the Rare Disease Advisory Council is authorized to 
determine whether it needs a facilitator to assist the council. 

Pursuant to C.R.S. §25-1-1506 (1) (a) the Colorado Department of Public Health and 
Environment (CDPHE) is directed to serve as the fiscal agent for the council. As a fiscal agent, 
it is the responsibility of CDPHE to ensure the council complies with state fiscal rules and 
procedures in the execution of a contract for facilitation services. 

The legislation establishing the creation of the council (SB22-186) also provided $50,000 in an 
appropriation for securing facilitation services. 

At the January 2023 meeting, the council acted on staff recommendation to request that the 
department proceed with a solicitation effort to secure an independent third party 
facilitator. This was consistent with the language of SB22-186 and had funding dedicated for 
the purpose. 

Pursuant to C.R.S. §25-1-1507 (2), a qualified facilitator is defined as being a nonprofit entity 
in Colorado with experience organizing and advocating for the needs of persons with respect 
to all rare diseases. 

The department released RFP # 2023000276 entitled “Rare Disease Advisory Council 
Facilitation Services” as part of this request. The council adopted a motion to appoint a 
committee empowered to review applications and make a decision without the need to 
secure support through a subsequent council vote. The council established a review 
committee consisting of three council members and two CDPHE employees. 

The department received one response to this RFP. The singular submission was a double 
barrel package wherein one entity was a registered non-profit that served exclusively as the 
financial representation. The second entity was not a registered non-profit and would 
perform the work required. There was no contractual or legal framework outlining how the 
entities would co-exist in this structure under a contract with the state. In a legal review, the 
council determined that the bid was ineligible for contract because the working entity did not 
meet the legal criteria of being a registered non-profit in the state of Colorado. As a result, 
the council deemed this a failed solicitation. 

Department staff sought feedback from other eligible entities that chose not to submit 
proposals for the contract to determine the reason. The main reason offered was that the 
workload is not commensurate with the funding level. The consensus among the informal 
survey was that $50,000 was not a viable funding level for the work and time required. 
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CDPHE remains committed to supporting the council, but is constrained in the staff time they 
can provided to prepare agenda items, perform research, secure guest speakers, and serve as 
fiscal agent within existing resources. CDPHE does not have the ability to increase the 
available funding, nor does it have the ability to absorb the work within existing staff. 
Therefore, CDPHE has examined the potential for a third option. 

At the April 2023 meeting, the council considered a proposal to combine the appropriated 
funds to allow a singular full-time staff to support the council. The council adopted this 
option at the April 2023 meeting for a duration of two years. The council will revisit this 
position at the April 2025 meeting to determine if the arrangement continues to meet the 
needs of the RDAC. 
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Financial Summary 
The legislation establishing the council (SB22-186) also provided an appropriation. SB22-186 
provided  a partial staff and salary cost of $30,567 to CDPHE for the administration and 
support of the council and $50,000 for securing facilitation services. 

At the April 2023 meeting, the council considered a proposal to merge the separate pools of 
funds. By combining the two appropriations contained within SB22-186, the department 
offered to leverage approximately $80,000 for a full time staff to perform the requisite 
duties outlined above for the council. 

The RDAC unanimously approved the proposal with a two-year review stipulation. 

For the duration of calendar year 2023, the appropriation provided for the council was used 
to provide staffing costs in support of the council. 

During October 2023, the council chair and vice chair received no-cost invitations and travel 
expenses to attend a summit convened by the National Organization for Rare Disorders. The 
summit was held in Washington, DC and attended by representatives from other state rare 
disease councils to share information. 

The council did not seek and did not receive any gifts, grants, or donations during calendar 
year 2023. 
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Advancing Colorado’s health and protecting the places where we live, learn, work, and play. 

Rare Disease Advisory Council 
Shawn McCandless, Chair 
Marcee Aude, Vice Chair 

Kathleen Dearinger 
David Dickson 

Jessica Duis 
Austin Larson 

Nirali Manoharan 
Amanda Massey 
Lianne McLean 
Ray Merenstein 

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. 
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Table 5 

Committee Role Committee Member Biography Term Ending Role 

Academic research in Dr. Shawn McCandless Shawn E. McCandless, MD, is Professor of Pediatrics and the Section October 2026 Member: 2022-Present 
the state who receives Head for Genetics and Metabolism at the University of Colorado Chair: 2023-Present 
grant funding for rare Anschutz Medical Campus and Chair of the Department of Genetics and 
disease research 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. 

Geneticist practicing in 
Colorado 

Dr. Austin Larson 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. 

October 2026 Member: 2022-Present 

Physician licensed and Dr. Jessica Duis Dr. Jessica Duis is an Associate Professor of Pediatrics and Genetics at October 2026 Member: 2022-Present 

practicing in Colorado Children’s Hospital Colorado, University of Colorado. She did her 

with experience medical training at Johns Hopkins School of Medicine in Baltimore, MD. 

treating rare diseases 
She completed a post-doctoral fellowship in the Johns Hopkins 
Department of Psychiatry and Behavioral Sciences. She is a board-
certified pediatrician and medical geneticist who practices in the area 
of genetics and complex/special care pediatrics and primarily performs 
diagnostic workup and management for individuals with rare disorders 
focused on neurogenetic conditions and rare genetic causes of obesity 
and metabolic conditions. She has focused her career on chromosome 
15 disorders including Angelman Syndrome, Duplication 15q, and 
Prader-Willi syndrome. She has founded and built Centers of Excellence 
for Angelman, Prader-Willi, duplication 15q, and Pitt Hopkins 
Syndromes. Dr. Duis’ career has spanned translational, clinical and 
bench research. She is passionate about establishing standards of care, 
developing objective and sensitive outcome measures and improving 
clinical trial design for individuals with neurodevelopmental disorders 
to improve quality of life and equity of care. 
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Table 6 

Committee Role Committee Member Biography Term Ending Role 

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

Lianne McLean Lianne McLean is a registered nurse with a depth of experience working 
with patients who have rare, ultra-rare and undiagnosed conditions. 
Her work has included leading a large genetics and rare disease 
program in Toronto, Ontario. Lianne has extensive experience 
partnering with Patient Engagement Groups and Patient and Family 
Advisory Committees to build programs that include the voice of 
patients and families. 

October 2026 Member: 2023-Present 

Pharmacist with 

experience 

dispensing drugs used 

to treat rare diseases 

Nirali Manoharan, 

PharmD 

Dr. Manoharan is a board certified pharmacotherapy specialist and 

holds an advanced practice pharmacist license. She is a supervisor in 

the Medication Access and Renewal Center at UCHealth. Her team 

focuses on obtaining access to high cost specialty and rare disease 

medications for patients through insurance benefits investigation, prior 

authorization and financial assistance. 

October 2026 Member: 2022-Present 
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Table 7 

Committee Role Committee Member Biography Term Ending Role 

Person who has a rare 

disease 

Kathleen Dearinger Kathleen M. Dearinger is President of the Dandy Walker Institute, a 

State of Colorado non-profit firm dedicated to advocacy for those with 

rare diseases and healthcare challenges. Kathleen has a rare genetic 

disorder of her own, and her appointment by the State of Colorado 

Senate to the Governor’s Rare Disease Advisory Council (RDAC) 

represents a special advancement in her over 25-year + professional 

career of advocacy for children, adults, parents and family members 

who themselves experience rare medical conditions, but whose voice 

has for too long gone unheard. Kathleen’s role as a lay Member of RDAC 
is to assist the Council in its charter of identifying, assessing and 

qualifying the impact of various rare diseases on the rare disease 

community in the State of Colorado, as well as working with the Council 

to form specific policy recommendations directed toward serving the 

special needs of those groups and individuals most affected by such 

conditions. Kathleen’s life history as an affected individual herself, her 

long track record of international social and healthcare advocacy, her 

on-going role as a youth counselor within the State of Colorado foster 

care system, and her history of successful business ownership, 

entrepreneurship and start-up ventures both domestically and abroad 

further inform her contributions to RDAC. 

Kathleen’s altruistic nature is to promote the wellness of others. She is 

dedicated to environmental, social, and economic programs; including 

international volunteering, and community service engagement-type 

programs designed to protect our natural world. Her broad global 

travels have given her the ability to be quick on her feet while providing 

leadership to other cultures. 

Dandy Walker Institute’s various business initiatives with, National 

Institutes of Health (NIH), Genetic and Rare Disease Information Center, 

Global Genes, Hydrocephalus Association, Everylife Foundation, 

EURORDIS, and the National Organization of Rare Diseases (NORD) 

reinforce Ms. Dearinger’s experience and dedication to RDAC’s 

endeavors. “Kat’s” continuing volunteer work for several service 

organizations, including The Lion’s Club, Habitat-for-Humanity, United 

Way, and The Rotary Club only confirms her heartfelt energy and 

passion for making positive social change and a real difference. 

October 2026 Member: 2022-Present 
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Table 8 

Committee Role Committee Member Biography Term Ending Role 

Rare disease patient 

organization operating 

in Colorado that is not 

affiliated with the 

facilitator 

Marcee Aude Marcee Aude is the VP 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 16 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 including HB21-1133, which has created 
significant change for children and families affected by epilepsy in the 
Colorado school system. She is a strategic thinker and understands the 
complexities of working within systems. She is skilled at advocacy as 
well as program and community development. Marcee began her career 
with a Bachelor’s degree in Social Work and Criminal Justice from Iowa 
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 those impacted by 
developmental disabilities. 

October 2026 Member: 2022-Present 

Vice Chair: 2023-Present 

Biotechnology or Jessica Wolfe Jessica Wolfe is a seasoned Government Affairs, Public Policy, Patient October 2026 Member: 2022-Present 

pharmaceutical industry Advocacy and ESG leader from Denver, Colorado. Jessica is a graduate 
of Vanderbilt University, where she studied Political Science and 
Communication Studies and earned an Executive MBA at Daniels College 
of Business at the University of Denver. 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, and Greenwich Biosciences. She has 
created and run State Government Affairs Programs for three different 
biotech companies, Boston Scientific, Scilex and Jazz/GW Pharma, and 
recently led Jazz’s first in-house ESG team. Jessica and her Patient 
Advocacy and Engagement Team work to help Jazz deliver on their 
commitment to innovate to transform the lives of patients. Jessica 
previously served as a founding member of the Patient Experience 
Advisory Group for the state’s Health Insurance Exchange, 
Connect4Health Colorado. She is a kidney donor and rare disease 
caregiver and lives in Denver with her wife Jennifer, son Max, and two 
rowdy rescue dogs named George and Tucker. 
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Table 9 

Committee Role Committee Member Biography Term Ending Role 

Health insurer Amanda Massey 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. 

October 2026 Member: 2022-Present 

Person who has a rare 

disease 

David Dickson David Dickson was diagnosed with epilepsy in February 2002. He was 

later diagnosed with Superficial Siderosis in July 2017, of which there 

are 500 known cases in the United States. Professionally, David is the 

Owner and Founder of ADA Homes Sold Denver at Keller Williams DTC, 

LLC. 

October 2026 Member: 2022-Present 

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

Pete Pidermann Peter R. Pidermann 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. 

October 2026 Member: 2023-Present 
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Table 10 

Committee Role Committee Member Biography Term Ending Role 

Caregiver of a person 

with a rare disease 

Ray Merenstein Ray Merenstein 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). 

October 2026 Member: 2022-Present 

Director of the Office of 
Health Equity (CRS 25-4-
2204) or designee 

Arlen Zamula Director of the Office of Health Equity Ex Officio Ex Officio 
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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. 

II. 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; 
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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. 

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. 
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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. 

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. 
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(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. 

B. 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. 

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) 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. 

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. 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., 

28



 

 

 
 

 
 

   

 

 
 

 
 

 

 
 

 
 

 
 

 

 
   

 
  

  

 
 

  
  

 
  

 
 

 
  

 
   

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. 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. 

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. 

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. 
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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. 

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

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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Appendix D – Request for proposal for facilitation 
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Request for Proposal (RFP) 

Prevention Services Division (PSD) 

Rare Disease Advisory Council Facilitation Services RFP # 2023000276 

This solicitation contains instructions governing the proposal to be submitted and the material 

to be included therein, mandatory requirements, which must be met to be eligible for 

consideration; and other requirements to be met by each proposal. 
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I. Background and Purpose 

A. Background 

In August 2022, Senate Bill (SB) 22-186 became law and created the Rare 

Disease Advisory Council in the Colorado Department of Public Health and 

Environment (CDPHE) to inform state agencies, the public, and the legislature 

about rare diseases and make recommendations concerning the needs of 

Coloradans living with rare diseases and their medical providers and caregivers. 

There are seven thousand known rare diseases affecting approximately thirty 

million adults and children in the United States. People with rare diseases face 

many challenges, including delays in obtaining a diagnosis, misdiagnosis, 

shortages of medical specialists who can provide treatment, and lack of 

affordable access to therapies and medication used to treat rare diseases. A 

Colorado rare disease advisory council composed of qualified professionals and 

people living with rare diseases could educate medical professionals, 

government agencies, legislators, and the public about rare diseases as an 

important public health issue and encourage research for the development of 

new treatments for rare diseases. According to 25-1-1507 of Senate Bill 22-186, 

the council shall contract for the services of a facilitator to assist the council, 

as determined by the council. This project serves to contract with a nonprofit 

entity in Colorado with experience organizing and advocating for the needs of 

persons with respect to all rare diseases to fulfill the council facilitator duties 

outlined in section 25-1-1507 of Senate Bill 22-186. This project will allow the 

council to operate in a more efficient manner by assisting the council with 

activities such as facilitating meetings, managing online content, providing 

research, performing outreach, and managing the council’s funding. This will 

result in strengthening the council’s ability to educate more stakeholders and 
therefore mitigate the health challenges faced by those living with rare 

diseases. 

Services will be provided primarily in the Denver metro area at the CDPHE 
headquarters. However, there is a desire among RDAC members to travel 
around the state outside of the legislative session. 

B. Purpose 
The purpose of this RFP is to solicit responses from qualified Offerors to provide 

administrative support and facilitation services for the Rare Disease Advisory 

Council (RDAC). 
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II. Solicitation Schedule of Activities: 

Table 11 

Solicitation Activity Time Date 

Solicitation Published on Colorado VSS System 
www.colorado.gov/vss N/A 2/16/2023 

Prospective Offerors written inquiry deadline. Submit all 
inquiries by email to Kristi Gamble @ kristi.gamble@state.co.us. 
(No Questions will be accepted after this Date/Time) 

2:00pm 
MDT 

2/22/2023 

Answers to written inquiries published on Colorado VSS at 

www.colorado.gov/vss Estimated 2/23/2023 

Proposal submission deadline 
2:00pm 

MDT 3/2/2023 

Evaluation Period Starting 3/6/2023 

Estimated Contract Effective Date N/A 4/1/2023 

III. Proposal Technical Assistance 

A. Invitation to Submit Proposals: 

All State solicitation notices are posted on the VSS system. Offerors who have 
an interest may submit a proposal in accordance with the terms of this 
solicitation. An Offeror must have a current registration on VSS in order to be 
awarded under this RFP. There is no cost to register on Colorado VSS. To 
become a registered supplier on VSS, please visit www.colorado.gov/vss. 

B. Sole Point of Contact 
The Procurement Contact for this solicitation is 

Kristi Gamble 
Purchasing Agent 
Email: Kristi.gamble@state.co.us 

The individual listed above is the sole point of contact for this solicitation. 
Initiating contact with anyone other than this individual may result in Offeror 
disqualification. 

C. Submissions Instructions: 
Proposals must be received on or before the due date and time as indicated in the 
Schedule of Activities. Late proposals will not be accepted. 

EMAILED PROPOSALS WILL NOT BE ACCEPTED 

i. It is the responsibility of the Offeror to ensure that its proposal is 
received by the CDPHE Purchasing and Contracts Unit at the location 
listed in these instructions on or before the due date and time. Offerors 
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sending their proposals must allow sufficient delivery time to ensure 
receipt of their proposals by the time specified. Allow at a minimum, 
two additional days for any proposal sent via USPS. The proposal package 
shall be hand delivered or sent by USPS/Fed-X, UPS or delivery service 
to: 

Colorado Department of Public Health and Environment 
Purchasing and Contracts Unit 

Mail Room (B1) 
4300 Cherry Creek Drive South 
Denver, Colorado 80246-1530 

Attention: Kristi Gamble, Purchasing Agent 

ii. Each submittal shall consist of: 
a. One (1) original (signed in ink or via digital signature) of Attachment 1 
b. One (1) electronic version of the Proposal, on USB flash drive, 

readable in Word 2003 or newer. 

iii. Proposals must be submitted and sealed in an appropriate envelope or 
package. All submittals must be clearly marked on the outer envelope or 
packaging with the following information: 
a. Offerors Name 
b. Solicitation Number and Title 
c. Proposal Submission Due Date and Time 

D. Inquiries: 

i. Offerors may submit written inquiries via email concerning this 

solicitation to obtain clarifications. The State may not accept inquiries 

after the date and time indicated in the Schedule of Activities. Send all 

inquiries to the Procurement Contact identified in Section III. B. above. 

Inquiries must be clearly marked with the RFP number and title. Where 

appropriate, inquiries should include references to any relevant 

Section/paragraph of the solicitation. 

ii. Responses to Offerors inquiries will be published collectively, as a 
modification on Colorado VSS. Offerors shall not rely on any verbal 
statements that alter any specification or other term or condition of the 
solicitation. Such changes are valid only if provided in writing by the 
Procurement Contact. 

IV. Project Budget, Timeline and Description of Services 

A. Budget 
The estimated annual budget for this project is $50,000 with the CDPHE 

total budget for this project not to exceed $250,000. At the sole discretion 
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of the State, CDPHE may modify the budget, depending upon funding 

availability and Offeror performance. 

B. Project Timeline 
The anticipated start date for the executed contract is April 1, 2023 with 

the initial contract term of April 1, 2023 to March 31, 2024. At the sole 

discretion of the State, and depending upon funding and Offeror 

performance, CDPHE may renew the agreement for up to four (4) additional 

one (1) year periods, not to exceed five (5) years total. At the sole 

discretion of the State, the CDPHE may modify the dates of the contract. 

C. Description of Services 
The successful Offeror shall: 
i. Schedule and conduct meetings 
ii. Prepare all meeting minutes 
iii. Manage the councils online content 
iv. Organize the work of the council 
v. Conduct research concerning issues addressed by the council and providing 

such materials to the council 
vi. Conduct public outreach and solicit public feedback 
vii. Publicize the findings and recommendations of the council 
viii. Invite and coordinate interested persons and experts to provide 

information to the council 
ix. Solicit gifts, grants and donations for the council 

(See Exhibit B, Draft Statement of work for more detail on each activity) 

D. Draft Statement of Work Exhibit B 
This Draft Statement of Work describes the deliverables sought through this 
RFP and the scope of what the awarded Offeror will be expected to offer 
through the contract resulting from this RFP. The Draft Statement of Work is 
intended to provide interested Offerors with sufficient basic information to 
submit a proposal. It is not intended to limit a proposal’s content or exclude 
any relevant or essential data. The Draft Statement of Work is a “draft”. The 
State reserves the right to incorporate changes based on proposals submitted 
by the Offerors and other factors. 

V. Offeror Requirements 

A. Experience and Qualifications 
Offeror shall: 
i. Be registered as a nonprofit entity in Colorado. 
ii. Have experience organizing and advocating for the needs of persons with 

respect to all rare diseases. 
iii. Have experience performing research. 
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B. Budget 
The Offeror shall submit a budget narrative detailing all costs necessary to 
successfully complete the project. Use actual costs for each activity, not 
estimates. 

VI. Submittal Requirements 
Responses shall be submitted as specified in this section. Any confidential or 
proprietary information included in the Offerors proposal shall conform to the 
requirements listed in Administrative Section IX. A. 7. Note: Proposals that fail 
to follow ALL of the requirements may not be considered. 

A. Submission Instructions 
Unnecessarily elaborate proposals are not desired. 

i. The Purchasing Unit requires that proposals, with the exception of 
Attachment 1, be submitted on a flash drive and not in hard copy. 

ii. All materials submitted shall become the property of CDPHE, and will 
not be returned unless the solicitation is canceled prior to the submittal 
due date, in which case proposals will be returned unopened or opened 
only for identification purposes. 

A. Required Documentation 
All proposals must include the following: 

i. RFP Signature Page/Confirmation of Offer Form (Attachment 1) 
A completed and signed form must be submitted with the response. The 
form must be completed and signed in ink or via digital signature by a 
person who is legally authorized to bind the Offeror to the proposal. 

ii. Executive Summary (3 pages max) 
Offer shall submit an organizational narrative that includes years in 
business, a detailed overview of the organizations mission relating to 
rare diseases, experience with issue advocacy and a brief overview of 
key personnel assigned to the project. 

iii. Experience and Qualifications Narrative (4 pages max) 
Offeror shall submit a narrative detailing the organizations: 
a. History of administrative support, facilitating and organizing boards and 

commissions including: 
- Performing research 

- Providing facilitation and/or support services 

- Working with Colorado legislation, legislative process or General 
Assembly 

- Providing white papers, issue briefs or other proposals to boards, 
commissions or policy makers 
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b. Experience with issues relevant to RDAC such as: 
- Insurance 

- Health care 

- Transportation 

- Prescription pricing 

- Medicaid/Medicare 

c. Experience of successfully soliciting grants and donations 
d. History of government/public grants or contracts 

iv. Supporting Documentation 
Offeror shall submit the following: 

a. Copy of state registration identifying as non-profit 

b. Resumes of key personnel assigned to the project 

c. Copies of issue papers or briefs submitted to boards, commissions, policy 

makers or the General Assembly 

d. Current list of Officers and board members 

v. Budget Narrative 
Offeror shall provide a Budget Narrative detailing all proposed costs. 
Total annual cost shall not exceed $50,000 and include at a minimum 
the cost breakdown by activities and deliverables. 
a. Meetings 

- Materials research and prep 
- Agenda setting 
- Running the meetings 
- Minutes / recording 

b. Annual Reports 
- Draft 
- Final 

vi. References 
Offeror shall provide two (2) references, from previous clients, where 
the Offerors experience can be confirmed. Include dates and a brief 
description of the services provided. For each reference, provide 
current contact information and position in the company of a person 
that can confirm that the work was completed. 

VI. Evaluation and Award 

A comprehensive, thorough, complete and impartial evaluation of each proposal 

received will be conducted in accordance with §24-103-203(7), C.R.S, which 

states, “The award shall be made to the responsible Offeror, whose proposal is 

determined in writing to be the most advantageous to the state, taking into 
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consideration the price and evaluation factors set forth in the request for 

proposal.” 

The Evaluation Committee will review and score each of the proposals based on 

the evaluation factors set forth in the request for proposals. Numerical rating 

systems may be used. Factors not specified in the request for proposals shall not 

be considered. Offerors should submit their most favorable response as the initial 

response and not assume there will be an opportunity for discussions. All 

proposals will receive fair and equal treatment. 

While a numerical evaluation method may be used as an aid to evaluation, the 
selection ultimately is a business judgment that will reflect an integrated 
assessment of the relative merits of proposals, using the factors identified below. 
The State reserves the right to reject any (or all) proposals that pose, in the 
judgment of the State, unacceptable risks of unsuccessful or untimely 
performance, unacceptable State resources requirements, or costs exceeding the 
budget constraints. The State may use all information available regarding past 
performance as defined in C.R.S. §24-102-205 et.seq. 

A. Resident Bidder Preference: When a contract for commodities or services is to be 

awarded to a bidder, a resident bidder shall be allowed a preference against a 

nonresident bidder equal to the preference given or required by the state in which 

the nonresident bidder is a resident. 

B. Service Disabled Veteran Owned Small Businesses (SDVOSBs): SDVOSBs, who are 

incorporated or organized in Colorado or maintain a place of business or have an 

office in Colorado and who are officially registered and verified as a SDVOSB by the 

Center for Veteran Enterprise within the U.S. Department of Veterans Affairs. 

(www.vip.vetbiz.gov), may receive a 5% preference on their bid. This preference 

applies only to the price, and the SDVOSBs must still meet all other qualifications 

required in the bid. 

SDVOSBs claiming this preference shall submit documentation of SDVOSB 

certification issued through the U.S. Department of Veterans Affairs in their 

response to the solicitation. Bid submissions without this documentation will 

not be given a preference. 
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C. Award: Award will be made to a single Offeror. The proposal that results in the 

best value to the State of Colorado shall be recommended by the Evaluation 

Committee to the Procurement Office for contract award. CDPHE reserves the 

right to award to multiple vendors if determined to be in the best interests of the 

State. 

D. Single Proposal: If only one bid or proposal is received in response to a solicitation, 

an award may be made to the single bidder or Offeror if the procurement official 

finds that the price submitted is fair and reasonable and that other prospective 

bidders or Offerors had reasonable opportunity to respond. Reference Procurement 

Rule R- 24-103-201-02(d). 

E. Evaluation Factors: 

i. Attachment 1 Vendor Information-Confirmation of Offer Form: Attachment 1 

is required, but will not be rated. 

ii. Executive Summary: The executive summary will be evaluated on how well 
the summary indicates the strength and stability of the company, the 
organizations mission relating to rare diseases, and the relevant experience 
of the company and staff. 

iii. Experience and Qualifications Narrative: The experience and qualifications 
narrative will be evaluated on the Offerors ability to provide the required 
services (Section IV.C. above) and past and relevant experience with each of 
the required activities outlined in Section VI.B.3. 

iv. Supporting Documentation: The supporting documentation will be evaluated 
on the completion of the required submissions and how well the 
documentation supports the requirements. 

v. Budget: The budget narrative will be evaluated based on in the budget is 
reasonable and necessary for activities that contribute to and directly relate 
to the activities and if the budget pricing seems reasonable. 

vi. References: References if contacted, will be used to verify projects, and 
may or may not be contacted. If contacted, references will be evaluated 
based on are the answers favorable, neutral or not favorable. 

vii. Interviews/Oral Presentations: At the conclusion of the evaluation of 

responses, CDPHE may conduct oral presentations and/or interviews with 

Offerors at the discretion of CDPHE. If it is decided by CDPHE to hold oral 

presentations/interviews, only those Offerors ranked the highest after the 

initial proposal review will be invited. Offerors will be notified via email to 

schedule interviews. 

Failure to provide any information requested in the RFP may result in the 

disqualification of the submittal. This responsibility is that of the Offeror. 
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VII. Attachments, Exhibits 

A. Attachments 

i. Attachment 1: Vendor Information and Confirmation of Offer Form. 

B. Exhibits 

i. Exhibit A: State of Colorado Contract Template 

ii. Exhibit B: Draft Statement of Work 

VIII. Administrative Information 

A. Solicitation 

i. Issuing Office: This Request for Proposal (RFP) is issued by the Colorado 

conflicts Department of Public Health and Environment (CDPHE), also 

referred to as the "State", Purchasing and Contracts Section for the benefit 

of the Prevention Services Division. 

ii. Purpose: This solicitation process may include reference checks, proposer 

interviews, and proposal clarification sessions. This solicitation provides 

prospective Offerors with sufficient information to enable them to prepare 

and submit proposals for consideration to satisfy the need for expert 

assistance in the completion of the goals of this solicitation. 

iii. Modifications and/or supplemental information to the solicitation: Any 

modifications, amendments or supplemental information to the solicitation 

will be published on Colorado VSS. A modification notice will be published 

on Colorado VSS in the event that it becomes necessary to revise any part of 

this solicitation. It is the Offerors sole responsibility to check Colorado VSS 

on a regular basis, prior to the proposal submission deadline, as this is the 

primary means for communicating any clarifications or changes to 

solicitation content, timeline and/or requirements. 

iv. Modification or Withdrawal of Proposals: Proposals may be modified or 

withdrawn by the Offeror prior to the established due date and time. 
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v. Confidential/Proprietary Information: Any restrictions of the use or 

inspection of material contained within the proposal shall be clearly stated 

in the proposal itself. Requests for confidentiality shall be submitted by the 

Offeror in writing with the proposal. 

a. Any materials requested to be treated as Confidential and/or Proprietary 

information are to be packaged separately and clearly identified. 

b. Confidential/proprietary information must be readily identified, marked 

and separated from the rest of the proposal. Co-mingling of confidential/ 

proprietary and other information is not acceptable. Neither a proposal 

in its entirety, nor proposal price information will be considered 

confidential and proprietary. 

c. Any information that will be included in any contract resulting from the 

solicitation cannot be considered confidential. 

d. Such a request must include justification for the request. The Offeror 

must state specifically what elements of the proposal are to be 

considered confidential/proprietary. 

e. The Purchasing Unit shall determine the validity of any written request 

for confidentiality. 

f. The written decision of the Purchasing Director will be sent to the 

Offeror. 

g. If the parties do not agree as to the disclosure of data, the Purchasing 

Director shall inform the Offeror in writing what portions will be 

disclosed. 

h. If denied, the proposer will have the opportunity to withdraw its entire 

proposal, or to remove the restrictions. (Ref §24-72-201 et seq., C.R.S., 

as amended, Public [open] Records) 

vi. Solicitation Response Material Ownership: The State of Colorado has the 

right to retain the original proposal and other solicitation response materials 

for our files. As such, the State of Colorado may retain or dispose of all 

copies as is lawfully deemed appropriate. 

a. Proposal materials may be reviewed by any person after the “Notice of 

Intent to Make an Award” has been issued, subject to the terms of §24-

72-201 et seq., C.R.S., as amended, Public (open) Records. 

b. The State of Colorado has the right to use any or all 

information/material presented in reply to the Solicitation, subject to 

limitations outlined in the Proprietary/Confidential Information clause. 
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c. Offeror expressly agrees that the State may use the materials for all 

lawful State purposes, including the right to reproduce copies of the 

material submitted for purposes of evaluation, and to make the 

information available to the public in accordance with the provisions of 

the Public Records Act. 

vii. Proposal Prices: Estimated proposal prices are not acceptable. Proposal 

prices should be best and final offer, unless otherwise stated in the 

solicitation. The proposal price will be considered in determining the 

apparent successful Offeror. Proposals shall be firm for a period of not less 

than one-hundred-eighty (180) calendar days. 

viii. Oral Presentations/Site Visits: Offerors may be asked to make oral 

presentations or to make their facilities available for a site inspection by the 

evaluation committee. Such presentations and/or site visits will be at the 

Offerors expense. 

B. Administrative Information and Certifications: 

i. Acceptance of Solicitation Terns/Offeror Proposal Content: An Offerors 
proposal submitted in response to this solicitation shall constitute a 
binding offer. The signature of the Offeror shall indicate 
acknowledgment of this condition. Signature shall be that of a person 
legally authorized to execute contractual obligations. The proposal, 
including pricing, shall allow for a minimum of 180 calendar days for 
acceptance by the State, unless otherwise specified in this solicitation. 
Reference Procurement Rule R- 24-103-201-11(d). 

a. The contents of the proposal of the awarded Offeror will become 

contractual obligations under the awarded Contract. Failure of the 

awarded Offeror to accept these obligations may result in cancellation of 

the award to that Offeror. 

b. A submission in response to this solicitation acknowledges acceptance by 

the Offeror of all terms and conditions, including compensation, and 

insurance requirements, as set forth herein. 

c. An Offeror shall identify clearly and thoroughly any variations between 

the Offerors proposal and the State's solicitation. Failure to do so shall 

be deemed a waiver of any rights to subsequently modify the terms of 

performance, except as outlined or specified in the solicitation. 

d. The Colorado Department of Public Health and Environment (CDPHE) is 

not required to accept nor agree to alternate or additional terms and 

conditions. 
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ii. Solicitation Cancellation: The State reserves the right to cancel this 

solicitation at any time, without penalty. 

iii. Rejection of Proposals: The State of Colorado reserves the right to reject 

any or all proposals received in response to this solicitation, to waive 

informalities and minor irregularities in proposals received, and to accept 

any portion of a proposal or all items proposed if deemed in the best 

interest of the State of Colorado. 

iv. Acceptance of Proposal Content: The contents of the proposal (including 

persons specified to implement the project) of the successful Offeror will 

become contractual obligations if acquisition action ensues. Failure of the 

successful Offeror to accept these obligations in a contract, purchase 

document, delivery order or similar acquisition instrument may result in 

cancellation of the award and such Offeror may be removed from future 

solicitations. 

v. Protested Solicitations and Awards: Any actual or prospective Offeror or 

contractor who is aggrieved in connection with the solicitation or award of a 

contract may protest to the CDPHE Purchasing Director. The protest shall be 

submitted in writing within ten (10) business days after when such aggrieved 

person knows, or should have known, of the facts giving rise thereto. (Ref 

§24-109, 101 et. seq., C.R.S., as amended; §24-109, 201 et. seq., C.R.S. as 

amended; §R-24-109-101 through R-24-109-206, Colorado Procurement 

Rules) 

vi. Award of Contract: The award will be made to that Offeror whose proposal, 

conforming to the solicitation, has been determined to be most responsive 

and responsible to the State of Colorado, price and other factors 

considered. 

a. A contract must be completed and signed by all parties. 

b. In the event the parties are unable to enter into a contract, the State 

may elect to rescind the "Notice of Intent to Award" communication and 

make the award to the next most responsive and responsible Offeror. 
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vii. Standard Contract: A draft Contract is included as an exhibit to this 

solicitation. 

a. Offerors are instructed to review the attached draft Contract and submit 

any proposed modifications or redlines with their proposal. The decision 

to reject, accept, or further negotiate any requested changes will be at 

State’s discretion. If an Offeror normally seeks counsel on Contract 

terms, they are advised to do so before submitting a proposal in response 

to this solicitation. 

b. In the event an Offerors requested modifications violate State law, 

regulation, or policy, or would otherwise not be justifiable as being in 

the best interest of the State, the State may make a determination that 

an Offerors proposal is no longer responsive and therefore ineligible for 

award. 

c. The State of Colorado will incorporate standard State contract provisions 

(Special Provisions) into any contract resulting from this solicitation. 

viii. Insurance: Contractor shall obtain and maintain, and ensure that each 

Subcontractor shall obtain and maintain, insurance as specified in this 

section at all times during the term of this Contract. All insurance policies 

required by this Contract shall be issued by insurance companies as 

approved by the State. 

a. Workers’ Compensation 

Workers’ compensation insurance as required by state statute, and 

employers’ liability insurance covering all Contractor or Subcontractor 

employees acting within the course and scope of their employment. 

b. General Liability 

Commercial general liability insurance covering premises operations, fire 

damage, independent contractors, products and completed operations, 

blanket contractual liability, personal injury, and advertising liability 

with minimum limits as follows: 

- $1,000,000 each occurrence; 

- $1,000,000 general aggregate; 

- $1,000,000 products and completed operations aggregate; and 

- $50,000 any one fire. 

c. Automobile Liability 

Automobile liability insurance covering any auto (including owned, hired 

and non-owned autos) with a minimum limit of $1,000,000 each accident 

combined single limit. 
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d. Additional Insured 

The State shall be named as additional insured on all commercial general 

liability policies (leases and construction contracts require additional 

insured coverage for completed operations) required of Contractor and 

Subcontractors. 

e. Primacy of Coverage 

Coverage required of Contractor and each Subcontractor shall be primary 

over any insurance or self-insurance program carried by Contractor or 

the State. 

f. Cancellation 

The above insurance policies shall include provisions preventing 

cancellation or non-renewal, except for cancellation based on non-

payment of premiums, without at least 30 days prior notice to Contractor 

and Contractor shall forward such notice to the State in accordance with 

§14 within seven days of Contractor’s receipt of such notice. 

g. Subrogation Waiver 

All insurance policies secured or maintained by Contractor or its 

Subcontractors in relation to this Contract shall include clauses stating 

that each carrier shall waive all rights of recovery under subrogation or 

otherwise against Contractor or the State, its agencies, institutions, 

organizations, officers, agents, employees, and volunteers. 

h. Public Entities 

If Contractor is a "public entity" within the meaning of the Colorado 

Governmental Immunity Act, §24-10-101, et seq., C.R.S. (the “GIA”), 

Contractor shall maintain, in lieu of the liability insurance requirements 

stated above, at all times during the term of this Contract such liability 

insurance, by commercial policy or self-insurance, as is necessary to 

meet its liabilities under the GIA. If a Subcontractor is a public entity 

within the meaning of the GIA, Contractor shall ensure that the 

Subcontractor maintain at all times during the terms of this Contract, in 

lieu of the liability insurance requirements stated above, such liability 

insurance, by commercial policy or self-insurance, as is necessary to 

meet the Subcontractor’s obligations under the GIA. 
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i. Certificates 
Contractor shall provide to the State, certificates evidencing 
Contractor’s insurance coverage required in this Contract within seven 
Business Days following the Effective Date. The Contractor shall provide 
to the State, certificates evidencing Subcontractor insurance coverage 
required under this Contract within seven business days following the 
Effective Date. Except that, if Contractor’s subcontract is not in effect 
as of the Effective Date, Contractor shall provide to the State 
certificates showing Subcontractor insurance coverage required under 
this Contract within seven Business Days following Contractor’s execution 
of the subcontract. No later than 15 days before the expiration date of 
Contractor’s or any Subcontractor’s coverage, Contractor shall deliver to 
the State certificates of insurance evidencing renewals of coverage. At 
any other time during the term of this Contract, upon request by the 
State, Contractor shall, within seven Business Days following the request 
by the State, supply to the State evidence satisfactory to the State of 
compliance with the provisions of this section. 

ix. Contract Cancellation: CDPHE reserves the right to cancel, for cause, 

convenience, or lack of fiscal funding, any contract resulting from this 

solicitation by providing timely notice to the contractor. 

x. State Ownership of Contract Products/Services: All products/services 

produced in response to the contract resulting from this solicitation will be 

the sole property of the State of Colorado, unless otherwise noted in the 

solicitation. 

xi. Incurring Costs: The State of Colorado is not liable for any cost incurred by 

Offerors prior to issuance of a legally executed contract or procurement 

document. No property interest of any nature shall occur until a contract is 

awarded and signed by all concerned parties. 

xii. Non-Discrimination: The Offeror shall comply with all applicable state and 

federal laws, rules and regulations involving non-discrimination on the basis 

of race, color, religion, disability, sexual orientation, national origin, age or 

sex. 

xiii. Parent Company: If an Offeror is owned or controlled by a parent 

company, the name, main office address, and parent company’s tax 

identification number must be provided. 

xiv. News Releases: No news releases pertaining to this solicitation shall be 

made prior to execution of the contract without prior written approval of 

CDPHE. 
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xv. Confidential State Information: 

Offeror(s) acknowledge that: 

a. They may come into contact with confidential information contained in 

the records or files of the State in connection with any resulting contract 

or in connection with the performance of its obligations under any 

resulting contract. 

b. The awarded Offeror(s) shall keep such records and information 

confidential and shall comply with [specific statutory citations (if any) 

and,] all laws and regulations concerning the confidentiality of such 

records to the same extent as such laws and regulations apply to the 

State. 

c. The awarded Offeror(s) shall notify its employees that they are subject 

to the confidentiality requirements as set forth above, and shall provide 

each employee with a written explanation of the confidentiality 

requirement before the employee is permitted access to confidential 

data. 

d. Awarded Offeror(s) shall provide and maintain a secure environment that 

ensures confidentiality. The confidentiality of all information will be 

respected and no confidential information shall be distributed or sold to 

any third party nor used by awarded Offeror(s) or its assignees and/or 

subcontractors in any way except as authorized by this contract. 

Confidential information shall not be retained in any files or otherwise by 

awarded Offeror(s). 

e. Disclosure of such information may be cause for legal action against the 

awarded Offeror(s). Defense of any such action shall be the sole 

responsibility of the awarded Offeror(s). Unless directed otherwise, 

awarded Offeror(s) is required to keep all State information in a secure, 

confidential manner. 
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xvi. Certification of Independent Price Determination: By its signature on the 

cover page, the Offeror certifies that the prices and other terms in the 

proposal have been arrived at independently without any consultation, 

communication, agreement with, or knowledge of the contents of the 

proposal by any other competing Offerors. For purposes of this paragraph, 

"consultation, communication, agreement with, or knowledge" does not 

include knowledge of prices or terms gained through availability of 

established price lists or catalogs made available to the public by the 

competing Offerors. No attempt has been made or will be made by the 

Offeror to induce any other person or firm to submit or not to submit a 

proposal for restricting competition. Reference §6-4-101, C.R.S., et seq., 

(Colorado Antitrust Act of 1992) as amended. 

xvii. Conflict of Interest: The Offeror must disclose in its proposal any 

potential or actual conflict of interest in connection with a response to this 

solicitation. A conflict of interest may include, but is not limited to, access 

to any non-public information by the Offeror regarding the solicitation or its 

subject matter. 

a. The Offeror acknowledges that even the appearance of a conflict of 

interest may be harmful to the State’s interests. The Offeror shall 

disclose in its proposal whether there currently is, or potentially could 

be, the appearance of a conflict of interest regarding this solicitation, 

its staff, any proposed subcontractors or partners, or any related 

business with the State. 
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b. Requirements set forth in this Section are continuing requirements 
throughout the solicitation process and, for the awarded Offeror, the 
Contract term, including any extensions. Reference §24-18-201, C.R.S., 
et seq. (Proscribed Acts Related to Contracts and Claims); §24-50-507, 
C.R.S.(Conflict of Interest); §18-8-301, C.R.S., et seq. (Bribery and 
Corrupt Influence); §18-8-401, C.R.S., et seq. (Abuse of Public Office); 
§6-4-101, C.R.S., et seq., (Colorado Antitrust Act of 1992); §24-109-105, 
C.R.S .(Debarment and Suspension); and Procurement Rule R-24-101-
107-01 (Ethics). 

xviii. Taxes: CDPHE, as purchaser, is exempt from all federal excise taxes 

under Chapter 32 of the Internal Revenue Code (Registration No. 84-

730123K) and from all state and local government use taxes (Ref. Colorado 

Revised Statutes Chapter 39-26.114(a)). 

a. CDPHE’s Colorado State and Local Sales Tax Exemption Number is 98-

02565. 

b. Offeror is hereby notified that when materials are purchased in certain 

political subdivisions (for example in the City of Denver) the Offeror may 

be required to pay sales tax even though the ultimate product or service 

is provided to the State of Colorado. This sales tax will not be 

reimbursed by the State. 

xix. Assignment and Delegation: Except for assignment of antitrust claims, 

neither party to any resulting contract may assign or delegate any portion of 

the contract without the prior written consent of the other party. 

xx. Availability of Funds: Financial obligations of the State payable after the 

current fiscal year are contingent upon funds for that purpose being 

appropriated, budgeted, and otherwise made available. In the event funds 

are not appropriated, any resulting contract will become null and void, 

without penalty to the State of Colorado. 

xxi. Performance Outside the State of Colorado and/or the United States: 

The following language regarding performance outside the state of Colorado 

and/or the United States shall be included in all contracts resulting from 

this announcement. 

[Not applicable if Contract Funds include any federal funds] 
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Following the Effective Date, Contractor shall provide written notice to the 

State, in accordance with the Notices and Representatives provision, within 

20 days of the earlier to occur of Contractor’s decision to perform, or its 

execution of an agreement with a Subcontractor to perform, Services 

outside the State of Colorado and/or the United States. Such notice shall 

specify the type of Services to be performed outside the State of Colorado 

and/or the United States and the reason why it is necessary or 

advantageous to perform such Services at such location or locations. All 

notices received by the State pursuant to this provision shall be posted on 

the Colorado Department of Personnel and Administration’s website. 

Knowing failure by Contractor to provide notice to the State under this 

provision shall constitute a material breach of this Contract. 
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Rare Disease Issue Awareness 

Introduction 
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. 

Any condition that affects fewer than 200,000 Americans is considered rare and 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. 

It can be difficult for state policymakers and government officials to have an in-depth 

understanding of the entire rare disease community. The RDAC exists to communicate 

on behalf of the community to policymakers. 

This form is intended to help the Colorado Rare Disease Advisory Council (RDAC) 

better understand the issues facing the rare disease community. The form is 

anonymous, but responders are welcome to provide as much detail as they wish. 

Thank you for taking the time to inform the RDAC. 

Confidentiality 
This form is confidential. The purpose of this form is to inform the RDAC and has no 

other intended uses. Any disclosure of name or condition is at the discretion of the 

responder and will not be released to any entity for personal identification. 
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