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Fetal Alcohol Spectrum Disorders in Colorado, 2019: Caregiver and Provider Experiences  
 

Prepared by: Illuminate Colorado and the FASD Identification Work Group (A working group of 
the Substance Exposed Newborns Steering Committee) 

 
I. Background on Prevalence 
 
In large part due to the misidentification and under-identification of Fetal Alcohol Spectrum 
Disorders (FASDs), prevalence data of FASDs is most likely an underestimation. Studies by the 
National Institutes of Health estimate that up to five out of every one hundred children in the 
United States may be born with an FASD.1 This is contrasted with a study that examined 
prevalence rates in four areas of the United States that found rates of FASDs ranging from 31.1 
to 98.5 per 1,000 children.2 Nevertheless, according to at least one study, 80% of individuals 
with FASDs go undiagnosed while seven percent of them are misdiagnosed.3 

Though no specific FASD prevalence rates exist for the state of Colorado, the potential rates of 
children born with FASDs becomes of increasing importance when considering rates of alcohol 
use during pregnancy.  According to aggregate data from the Pregnancy Risk Assessment and 
Monitoring System (PRAMS) between 2015 and 2017, 64.3% of women reported some type of 
alcohol use in the three months prior to becoming pregnant.4 Given that the average gestational 
age of pregnancy awareness is 5.5 weeks, it can be inferred that many women are likely 
consuming alcohol into the first trimester of pregnancy without knowing they are pregnant.5  
Since alcohol can affect fetal development at any stage of pregnancy, alcohol use during the third 
trimester must also be a consideration when thinking of the possible prevalence of FASDs in our 
state. According to the 2017 data, 14.7% of Colorado women reported consuming alcohol during 
the third trimester of pregnancy.6  This number likely represents women who are unable to stop 
alcohol use during pregnancy, including women who may have a diagnosed or undiagnosed 
Alcohol Use Disorder (AUD). 
 
Although this report specifically focuses on the needs of families already impacted by FASDs, 
further resources must be allocated to raise awareness around alcohol use and family planning, in 
addition to expansion of services for women who need support in stopping drinking during 
pregnancy, including inpatient and outpatient treatment services and recovery supports. 
 

                                                
1 Centers for Disease Control. (Updated 2019). Fetal Alcohol Spectrum Disorders (FASDs). Retrieved from 
https://www.cdc.gov/ncbddd/fasd/data.html 
2 May, P. A., Chambers, C. D., & Kalberg, W. O. (2018). Prevalence of Fetal Alcohol Spectrum Disorders in 4 US 
Communities. JAMA, 319(5):474-482. doi:10.1001/jama.2017.21896 
3 Chasnoff IJ, Wells AM, King L. (2015). Misdiagnosis and Missed Diagnoses in Foster and Adopted Children with 
Prenatal Alcohol Exposure.  Pediatrics.135(2):264-270. 
4 Pregnancy Risk Assessment Monitoring System. (2015-2017). Colorado Department of Public Health and 
Environment. Received from https://cohealthviz.dphe.state.co.us. 
5 Denny, C. H., Acero, C. S., Naimi, T. S., & Kim, S. Y. (2019). Consumption of Alcohol Beverages and Binge 
Drinking Among Pregnant Women Aged 18–44 Years — United States, 2015–2017. MMWR. Morbidity and 
Mortality Weekly Report, 68(16): 365-368. doi:10.15585/mmwr.mm6816a1 
6 Pregnancy Risk Assessment Monitoring System. (2017). Colorado Department of Public Health and Environment. 
Received from https://cohealthviz.dphe.state.co.us. 
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II. Background of the FASD Identification Work Group & Project Formulation 

The FASD Identification Work Group was first convened in 2018, establishing a collaborative 
space for community members, agencies, and professionals who either work with individuals 
impacted by an FASD or are the primary caregiver of a child or adult impacted by an FASD. The 
Work Group’s overarching purpose is to identify the needs of individuals and families impacted 
by FASDs in Colorado, while organizing an action plan to advocate for policy and practice 
changes. There are currently 21 members of the FASD Identification Work Group. 

This Work Group represents one of six priority areas of the Colorado Substance Exposed 
Newborns (SEN) Steering Committee. The Colorado SEN Steering Committee’s mission is to 
identify and implement strategies for reducing the number of families impacted by substance use 
during pregnancy and for improving outcomes for families across the lifespan.  

Project Rationale 
Once the FASD Identification Work Group convened, one major priority area 
emerged.  Members concurred that Colorado has very few providers who are identifying FASDs 
and there exists a lack of resources available to families and individuals impacted by FASDs. 
This likely means that providers are under-identifying or mis-identifying FASDs, also leading to 
a lack of resources available to individuals and families affected by FASDs. In order to better 
understand the FASD identification and resource landscape in Colorado, members decided the 
following needed to be researched further: 

1. Existing FASD and/or neuropsychological assessment resources and a set of questions 
about their services and needs, including: Training, Resource and Referral Needs. 

2. Services and providers that individuals with FASD are referred to and their needs, 
including: Training, Resource and Referral Needs. 

3. If and how individuals and families impacted by FASD are accessing services. 
 
Ultimately priority areas one and three were identified as the immediate next issue areas for the 
work group to research and address. 
 
III. Methodology  
 
In order to address these priority areas, current needs and assets related to FASD identification 
and resources had to be examined.  In order to capture the nuanced needs of unique families and 
providers, key informant interviews were conducted in order to better understand the lived 
experience of individuals, families, and providers.  The process of conducting this project was as 
followed per the standard processes of key informant interviews: 

1. Determine target population and brainstorm about possible key informants.  
2. Choose key informants. 
3. Develop an interview tool (Appendix A). 
4. Obtain informed consent from key informants (Appendix B). 
5. Conduct key informant interviews. 
6. Compile and organize key informant interview data. 
7. Disseminate findings to stakeholders. 
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Following compilation of the qualitative data, recommendations for policy and programmatic 
changes and innovations were drafted by the FASD Identification Work Group. Feedback on 
these draft recommendations was solicited from stakeholders across the state via a series of 
FASD Townhalls. Townhalls were held in-person and virtually in Weld County (in partnership 
with the Arc of Weld County), Pueblo County (in partnership with the Arc of Pueblo County), 
and statewide in order to bring wider geographic diversity into the recommendations drafting 
process. A total of 78 stakeholders participated in the Townhalls, representing educators, 
psychologists, human services professionals, community-based non-profit professionals, and 
parents and grandparents of individuals impacted by FASDs.  The recommendations at the end 
of the report represent a compilation of statewide and county-level feedback. 

 
IV. Results 
 
Sixteen key informants participated in interviews, including seven caregivers, three 
psychologists, one neuropsychologist, one family practice physician, one pediatrician, one 
physician of obstetrics and gynecology, one brain injury specialist, and one youth behavioral 
health provider. All key informants reside in Colorado, with representation from Alamosa, 
Colorado Springs, Denver, and Fort Collins.  
 
Six key themes emerged from the interviews, including: 
 
i. Financial Burden    
Many families cited financial challenges as a barrier to accessing diagnostic services for their 
child.  For those with private insurance, copays, including medication copays, were cited as a 
burden. In addition to health care services, some families reported challenges in finding 
affordable mentors, attachment experts, and mental and behavioral health care providers. Cost 
also served as a barrier to finding appropriate after-school care providers. 
 
“I was informed there was a 7-year waiting list for services. I had to pay out of pocket for respite 
care and worry about transportation because I was working.” 
 
One mother shared that she and her family “spent every penny we had” on mental and behavioral 
health care for her child. 
 
ii. Education Challenges 
The majority of families interviewed experienced challenges with the education system meeting 
their children’s learning and behavioral needs. Most felt as though educators lacked awareness of 
FASDs and the behaviors commonly associated with FASDs.  Some also felt that it was difficult 
to establish relationships with educators, due to high staff turnover within special education 
programs. 
 
One mother shared that “When I told the principal that my son had an FASD, everyone looked at 
me like I was from Mars.” 

Another parent says that “[We are] struggling with a school system that refuses to do anything 
about FASDs.”  
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iii. Caregiver Burden 
First and foremost, parents emphasized that they felt they must remain advocates for their 
children throughout their entire lives. This includes advocating for appropriate access to 
affordable and quality care, including health care and mental and behavioral health care. 
Caregivers also expressed frustration with a lack of affordable respite care.  
 
Caregivers found themselves experiencing burnout when interfacing with professionals, 
including pediatricians, therapists and educators. This burnout was expressed as the result of 
many professionals lacking specific knowledge and skills around caring for children with an 
FASD. Additionally, in rare cases, some professionals had never heard of FASD. In both 
circumstances, parents felt that they had to share their own knowledge with professionals and 
often felt they must look elsewhere for care and services, with little success. 
 
“If you don’t [advocate] your kiddo gets lost. There could be kind of a one-on-one class or 
training to give caregivers the skills and education in regards to self-advocacy and 
understanding potential barriers and/or pushback to expect while navigating the system. Having 
a good PCP [primary care provider] is very important.” 
 
iv. Shame/Stigma 
In discussing shame and stigma associated with FASDs, all interviewed providers expressed 
concern that judgment acted as a barrier for parents in seeking a diagnosis or services. However, 
no parents expressed concerns about shame or stigma in seeking services.  It should be noted, 
that six of the seven caregivers interviewed were adoptive parents, meaning that the data 
presented in this report cannot be extrapolated to birth parents.  

Providers expressed a desire to eliminate shame as a barrier to accessing services, with one 
stating “I wish there were a way to dissipate the shame.”  
 
v. Screening Challenges 
Most providers expressed that they wished to start conversations about prenatal alcohol use with 
parents with more intention and compassion. Providers felt that a period of rapport-building with 
parents would be crucial before the screening begins and there were mixed comfort levels among 
providers interviewed in initiating this screening conversation. Additionally, providers felt that 
time pressure and a lack of knowledge about FASDs served as barriers in implementing 
standardized verbal screening questions. It should be noted that providers were most commonly 
referring to having this conversation with birth mothers. 
 
One provider shared: “[I need help in] normalizing and framing the questions.” 
 
vi. Lack of Resources & Supports 
Both providers and caregivers reported that they felt an overall lack of support and resource 
availability. The primary reported needs of parents include: 

o Therapists with specialized knowledge of FASDs. 
o Therapists who accept Medicaid. 
o Awareness of why a diagnosis under the FASD umbrella is important. 
o Earlier diagnosis. 
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o Primary care providers who are more knowledgeable about FASDs. 
o Respite care. 
o After-school care. 
o Mentorship programs. 
o Educators with more knowledge of FASDs. 
o More support from school administration. 
o Emotional support for themselves. 
o Help with navigating resources. 
o More immediate support (shorter waiting lists). 

 
Providers also expressed needs to address the barriers they face in serving impacted families: 

o Workshops on screening for prenatal alcohol exposure. 
o Connections with other providers. 
o Teacher training for recognition of behaviors common with FASDs. 
o Practitioner registry of those able to make a diagnosis. 
o More training on diagnosis. 

 
V. Limitations 
 
Several limitations exist for this dataset and report. Due to the small sample size, results cannot 
be extrapolated to all families impacted by FASDs in the state.  This report should be viewed as 
a snapshot of experiences from families and providers along Colorado’s Front Range. 
Additionally, a lack of birth parents’ lived experiences exists in this report. To better understand 
the needs of all families in the state, more parents should be invited to participate in an ongoing 
conversation about resource availability and challenges faced when a child is impacted by an 
FASD. 
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VI. Recommendations & Next Steps 
 

i. SEN FASD Identification Work Group: Priorities, Strategies, and Next Steps Based on Results 

Priority Strategy (a coordinated set of actions 
designed to create and sustain change) Next Steps 

Decrease financial burden on 
caregivers of children and adults 
with an FASD. 
 
 

Coordinate with Community Centered Boards 
(CCBs) to ensure appropriate and affordable 
service coordination and delivery for & to families. 

Reach out to CCBs to gain a better understanding of current practices in 
working with families impacted by FASDs and determine what training may 
be needed. 

Explore the addition of FASDs to the state's 
definition of Intellectual and Developmental 
Disabilities (IDDs). 

Track NOFAS’ next steps in this effort on a national level and any other state 
efforts. 

Prevent and relieve burnout 
among caregivers of children and 
adults with an FASD. 
 
 
 

Capacity-build, specifically around FASDs, among 
professionals who already serve families. 

Explore potential trainings for hotline staff, family resource center staff, 
mental health crisis centers, etc. 

Expand trainings for educators, mental and 
behavioral, and physical health care providers. [Next steps outlined in each of these professional's respective next steps]. 

Increase visibility and accessibility of resources for 
families. 

Compile all known resources and decide on which website these resources 
should be listed. 

Increase awareness of FASDs 
among educators. 
 

 
Ensure educators know where to access resources 
regarding FASDs and have a baseline level of 
knowledge regarding FASDs. 
 
 

 
Conduct an environmental scan of relevant resources and update webinars, 
Moodle courses, fact sheets, and explore offering credit for online 
opportunities through the Colorado Department of Education (CDE). 
 
 

Increase awareness of FASDs 
among physical, mental, and 
behavioral health care providers. 
 
 

Ensure providers know where to access resources 
regarding FASDs and have a baseline level of 
knowledge regarding FASDs 
 

Explore how to disseminate AAP FASD training materials more widely in 
Colorado and how to incentivize trainings for providers.  
 
Conduct an environmental scan of relevant resources and determine which 
website/platform should house these resources. 

 
Increase the use of a 
standardized screening tool for 
Prenatal Alcohol Exposure 
(PAE). 

Explore the development and dissemination of a 
standardized screening tool. 
 

Reach out to specific hospitals/providers to understand where they are in this 
process and continue to track the efforts of NOFAS. 
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ii. Stakeholder Feedback on Priority Areas (Pueblo County, Weld County, and Statewide Townhalls) 
Priority Recommendations 

Decrease financial burden on caregivers of 
children with an FASD. 
 

• Increase awareness of and enrollment in Head Start programs among families. 
• Explore opportunities around Early Intervention and Established Conditions. 
• Explore Medicaid waivers for children with a diagnosis under the FASD umbrella, regardless of IQ score. 
• Explore policy-level changes to support families. 
• Create supports for adults who need support around executive functioning. 
• Increase awareness of Medicaid Buy-In opportunities. 
• Increase awareness of services that Medicaid covers for families, including diagnostic services. 

Prevent and relieve burnout among 
caregivers of children with an FASD. 
 
 
 

• Increase wages for child care professionals to decrease turnover. 
• Explore opportunities to empower parents as advocates. 
• Increase access to Early Head Start and preschool services for young families. 
• Increase peer support options. 
• Explore Trust-Based Relational Interventions. 
• Increase respite services for families, including funding and availability. 

Increase awareness of FASDs among 
educators. 
 

• Expand the Colorado BrainSTEPS teams. 
• Offer professional development and continuing education opportunities to Special Education professionals. 
• Increase the availability of Department of Education trainings. 
• Educator training on how to support children impacted by FASDs. 
• Develop trauma-responsive trainings for educators. 
• Provide trainings on the differences between FASDs, Autism Spectrum Disorder (ASD), Attention-

Deficit/Hyperactivity Disorder (ADHD). 
Increase awareness of FASDs among 
physical and mental health care providers. 
 
 

• Increased awareness, “myth-busting”, and trainings for mental health care providers and child welfare 
professionals 

 
Increase the use of a standardized screening 
tool for Prenatal Alcohol Exposure (PAE). 

       None at this time. 
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iii. Additional County-Specific Feedback 
In addition to the feedback on the above listed recommendations, stakeholders in Pueblo and 
Weld Counties shared additional areas of opportunity. 
 
Pueblo County 
Stakeholders in Pueblo County shared the notion that there must be greater systems alignment to 
best support families and individuals impacted by FASDs, as no one system can do this alone. 
There was also emphasis on expanding this conversation to include a wider variety of 
community stakeholders. They also shared that primary prevention should be a priority, and that 
a greater focus is needed on supporting people of reproductive age, including increased family 
planning access and education, and increased supports during pregnancy. Lastly, stakeholders 
wanted to ensure that families and individuals with lived experience are included in decision-
making conversations. 
 
Weld County 
Weld County stakeholders focused on the need to expand conversations and planning processes 
to include a wider variety of stakeholders, including: 

• Lawmakers/Legislators/Administrators  
• Juvenile Justice System Professionals 
• Families and Individuals Impacted by FASDs (“Nothing about us without us!”) 

 
iv. Next Steps 
The FASD Identification Work Group will continue to meet monthly to address current and 
emerging priority areas and needs of families and professionals. As emphasized in the Townhall 
feedback, the FASD Identification Work Group will also continue to recruit additional members 
who represent of a wider diversity of lived experiences and professional disciplines.   
Based on key informant interviews, townhall takeaways, and  FASD Identification Work Group 
content and context expertise, the Work Group will recommend to the Substance Exposed 
Newborns Steering Committee that the Work Group continue to prioritize tertiary prevention 
efforts, specifically focusing on the following areas: 
 

1. Education and Training of parents/caregivers, providers/therapists, educators, Child 
Welfare professionals, Community Centered Board staff, Juvenile Justice System 
professionals, behavioral and mental health clinicians, students, etc. 

a. Explore curriculum development and funding for an ECHO series. 
2. Partnering Across Systems: These prevention efforts and systems need to partner in 

order to best support children and their families across the lifespan. 
3. Screening: Universal, multi-point of entry screening opportunities to identify children 

and adults who have been prenatally exposed to alcohol and who are at risk of developing 
FASDs. This will allow individuals and families to be connected with appropriate 
supports as early on in life as possible. 

 
 
 
 
 



 
 

9 

VI. Appendices 
 
Appendix A. Key Informant Interview Guide 
 
I. General Questions for Providers (Psychologists, Neuropsychologists, Pediatricians, OB-
GYNS, SUD Treatment Providers) 
 
Screening 

• Are you asking questions to screen for possible FASDs?  
o If yes, what screening tool are you using? Why this tool? 
o Are providers screening birth mothers for prenatal substance use? 

• What barriers do you face in regards to screening? (e.g. lack of time, comfort in subject) 
• What has worked well for you in your screening process? 
• What else would you like to add about your practice’s screening process? 

Diagnostic Process 
• Are providers willing or able to make a diagnosis under the FASD umbrella? 

o If so, what types of diagnoses are you making? 
§ Which diagnostic tool, if any, is being used? 

• DSM-5, 4pt scale, IOM, other 
o If yes, who are the personnel involved?  

§ Do providers work within a multidisciplinary team?  
o If not, are you referring out? Where to? 

• What barriers do you face in regards to diagnosis (e.g. lack of time, comfort in subject) 
• What has worked well for you in your diagnostic process? 
• What else would you like to add about your practice’s diagnostic process? 

Services/Referrals 
• Do you offer services related to FASDs? 

o  If not, are you referring out?  
§ Where to? 
§ Do providers work within a multidisciplinary team to make referrals?  
§ Do you find that there are gaps in who to refer to? 

• What barriers do you face in regards to providing services and referring? 
• What has worked well for you in your referral process? 
• What else would you like to add about your practice’s services and referral process? 

Insurance/Payment 
• Which types of insurance are providers accepting? 

Successes 
• Given our conversation around opportunities for improvement, what has been/is going 

well in regards to serving families impacted by an FASD? 
• What would be most beneficial to you and your patients moving forward? 

 
In addition to the above questions: 
 
Questions Specifically for Pediatricians/Family Practice Providers/Psychologists: 
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• When you evaluate children/teens for behavior or learning difficulties, do you routinely 
ask questions about prenatal and birth history, including prenatal alcohol and drug 
exposure? 

• Do you see children who are not responding to the treatment prescribed for their behavior 
diagnosis (such as ADHD or anxiety), when they may have a Fetal Alcohol Spectrum 
Disorder that has not been diagnosed? 

 
II. Questions for Parents/Caregivers: 

• Diagnostic Process 
o Does your family member/child have a diagnosis?  

§ If so, where did they get the diagnosis? 
• What type of diagnostic tool was used? 

§ If not, what held you back from seeking [or obtaining] a diagnosis  
§ Why did you believe the child should have been diagnosed? 

o What went well during the diagnostic process? 
 

• Services/Referrals 
o Were you referred to other health and behavioral health care providers, and other 

community resources following a diagnosis? (whether it was a diagnosis under 
the FASD umbrella, or not) 

§ Did you feel like these referrals met your child’s needs? 
§ What worked well during this referral process? 
§ What could be improved upon during the referral process? 

 
• School resources 

o Have you worked with your child’s educators to identify resources available to 
your child at school? 

§ If so, can you describe this process? 
§ If not, can you think of anything that may be/may have been helpful 

within a school setting for your child? 
o Can you describe the challenges you may have faced in seeking resources for 

your child in school? 
o What worked well for your child in school? 

• Insurance 
o If you did seek a diagnosis, were you able to use insurance? 
o For your child’s health and behavioral care needs, are you able to use insurance? 
o Did you face barriers when navigating insurance coverage for your child? 

 
• Successes 

o What resources would have been beneficial to you and your family when you 
were in the process of screening and diagnosis? 

§ Which resources were beneficial during this process? 
§ What else has gone well in your experience? 
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Appendix B. Informed Consent Form 
 
 

Consent for Participation as a Key Informant for FASD Gap Analysis 
 
I volunteer to participate in an FASD Gap Analysis project conducted by Hattie Landry with 
Illuminate Colorado. I understand that the project is designed to gather information about gaps 
surrounding FASD identification and resources, and create a report with recommendations. I will 
be one of approximately 15 key informants interviewed for this project. 
 

1. My participation in this project is voluntary. I understand that I will not be paid for my 
participation. I may withdraw and discontinue my participation at any time without 
penalty. If I decline or withdraw from the project, there will be no repercussions. 

 
2. If I feel uncomfortable in any way during the interview process, I have the right to 

decline to answer any question or to end the interview. 
 

3. Participation involves being interviewed by up to two people at a time, by the following 
Illuminate Colorado staff members: Hattie Landry, Jillian Adams and Karl Nadon. The 
interview will last approximately 30-45 minutes. Notes will be taken during the 
interview. 

 
4. Your initials ______ indicate your permission for the interview to be recorded. 

 
5. Your initials _______ indicate your permission to be identified by location, and 

profession in the report and/or any presentations given, concerning the report. 
 

6. I have read and understand the explanation provided to me. I have had all of my 
questions answered to my satisfaction, and I voluntarily agree to participate in this Gap 
Analysis. 

 
7. I have been given a copy of this consent form. 

 
 
 
---------------------------------------------------  ------------------------------------------- 
My Signature       Date 
 
---------------------------------------------------  ------------------------------------------- 
My Printed Name     Signature of Lead Interviewer 
 
For further information, please contact: 
Hattie Landry, Illuminate Colorado 
hlandry@illuminatecolorado.org 
(719) 313-7092 


