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NORTH DAKOTA 

AUTISM SPECTRUM DISORDER TASK FORCE  
INITIAL STATE PLAN-2010   

 
I. EXECUTIVE SUMMARY 

Senate Bill 2174 established the autism spectrum disorder (ASD) task force 
during the 2009, 61st Legislative Assembly.  During the first year of its 

existence, the task force met eight (8) times; reviewed legislation, other 
state‟s ASD information, plans, and funding mechanisms; formed five 

workgroups focused on comprehensive analysis, evidence-based services, 
training and education, infrastructure, and funding structures; developed, 

disseminated, and summarized a statewide ASD Needs Assessment Survey; 
and wrote an initial state plan.  A resource book developed by the 

Department of Health accompanies this report and provides a baseline of 
available services in North Dakota.  

 

The State Needs Assessment Survey indicates that current ASD services are 
inadequate, information is scarce, and training is needed for parents and 

professionals. Families are distressed and children are losing once-in-a-
lifetime opportunities.  Professionals recognize this problem and want 

progress.  Both groups understand the situation is critical.   
 

North Dakota does not have a funding mechanism that is accessible and 
seamless.  Data collected in the State Needs Assessment Survey support the 

notion that funding is a serious issue at every level.  Sixteen percent of the 
written responses to an open-ended State Needs Assessment Survey 

question indicated funding problems.  Furthermore, survey responses 
indicate that North Dakota needs more qualified individuals to deliver 

evidence-based services.  Second, as ASD services increase, people need to 
know how to access those services.   

 

 
II. ABOUT NORTH DAKOTA’s ASD EFFORTS 

The work of this group was preceded by the work of a Minot State 
University-led work group formed in 2008.  This workgroup sent a team to 

the Act Early Summit in 2009 and developed a state logic model plan.  This 
plan focused on the dissemination of „Learn the Signs‟ materials, 

coordinating training, and assisted in applying for technical assistance from 
the National Professional Development Center on ASD.  The group gathered 

North Dakota information on individuals with ASD served in the 
Developmental Disabilities, Mental Health, and Public Education systems.  A 

survey was sent out by Family Voices, an advocacy group, to assist in group 
direction.  The group provided recommendations to the Governor‟s office to 

consider potential members to this Governor- appointed ASD Task Force.  
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Their work and the ongoing efforts of parents in the state serve as an 

important part of the progress made to date.   
 

 
III. ABOUT ASD 

Autism Spectrum Disorders (ASD) are developmental disorders that cause 
significant impairments in the areas of socialization, learning, 

communication, behavior, and play skills.  These deficits can lead to serious 
behaviors and interfere with daily living.  Characteristics do not usually 

manifest until between one and three years of age.  The spectrum includes 
Autism, Asperger‟s Syndrome, Pervasive Developmental Disorder – Not 

Otherwise Specified (PDD-NOS), Rett‟s Syndrome, and Childhood 
Disintegrative Disorder. Symptoms and levels of impairments vary widely. It 

is important to note that, “if you have seen one child with ASD, you have 
seen one child with ASD.” (Temple Grandin)  

 

 
IV. FACTS AND PRINCIPLES GUIDING THIS INITIAL ASD PLAN  

 
Facts and guiding principles:  

 
The North Dakota State Plan for Individuals with Autism Spectrum Disorders 

is founded on the following facts and guiding principles:  
● ASD are spectrum disorders with tremendous variability within the 

population. 
● ASD occur in all geographic, ethnic, racial and socioeconomic groups. 

● Every child in North Dakota with an ASD deserves an accurate and timely 
diagnosis. 

● North Dakota children with an ASD diagnosis deserve appropriate, timely 
treatment and appropriate education in the least restrictive environment 

according to their individual needs. 

● People with ASD benefit from an individualized approach based on their 
unique needs.  This can range from minimal or no formal support to 

intensive coordinated personal care and behavioral supports.   
● Families and caregivers of people with an ASD deserve and benefit from 

quality information and supportive services.  
● Health, transportation, education, and law enforcement personnel provide 

services more effectively when appropriately educated about ASD. 
● Adults with ASD benefit from employment, inclusive community living 

options and supports of their choosing. 
 

 
V. EXISTING RESOURCES IN NORTH DAKOTA 
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The ASD Needs Assessment Survey was developed to gain more information 

about available ASD resources and gather feedback on suggested ASD 
services direction.  

 
It is important to note that this survey was completed as a snap shot in time 

event, without a rigorous sampling design.  While this may limit the 
generalizability of the results, it does provide a reasonable view of ND‟s 

current environment and support for individuals with ASD from the view of 
the respondents.  

 
The survey produced 187 useable responses with 29.9% from parents/family 

members, 15.5% from teachers/educators, 8% from administrators, 6.4% 
from private providers, and 20.3% from public providers (duplication 

possible).  
 

The majority of responses came from the Grand Forks, Fargo, and Bismarck 

regions (73.8%).  
 

The replies to several questions provided rich access to the responder‟s 
opinions, experiences, and suggestions.   

 
 

The top responses to the open-ended questions are listed below.  
 

Question31: “What would you like us to know about services in 
your area?”  

1. Services are lacking 
2. Information is lacking 

3. Training is needed for professionals 
 

Question 46: “What research would be most helpful?” 

1. Comprehensive therapy options 
2. No research – we need services 

3. Help with managing behaviors 
 

Question 49: “Suggestions and recommendations” 
1. Training for educators 

2. Resource list 
3. School mistrust issues 

 
Question 50: “What would you like included in our state plan for 

addressing autism?” 
1. Increase funding in education for these needs 

2. Train all teachers – not just special education teachers 
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3. Early identification and earlier intervention 

 
VI. RECOMMENDATIONS  

 
A. EARLY IDENTIFICATION & SCREENING 

Vision: All children in North Dakota will receive screening for a 
developmental delay within the first year of life by a qualified healthcare 

professional.  In the second year of life, all North Dakota children will receive 
a screening by a qualified healthcare professional for ASD as recommended 

by the Centers for Disease Control and Prevention (CDC) and the American 
Academy of Pediatrics. 

All North Dakota children with a positive ASD screen will be referred by the 
healthcare professional for evidence-based early intervention. Early 

intervention should focus on the child‟s needs and should begin even before 
a child has a definitive diagnosis. For those children who are identified with 

possible ASD, a diagnostic consultation by a trained professional will be 

available within two months, and a thorough diagnostic assessment within 
six months. 

 
Current Barriers:  

 Lack of awareness of the importance for early identification and 
screening.  

 Lack of specific training for healthcare professionals to identify 
potential autism spectrum disorders (ASDs) in children. 

 Long wait times for diagnostic consultations and thorough diagnostic 
assessments by properly certified professionals for children with a 

suspected ASD. 
 Lack of standardized training for screening methods.  

 Lack of standardized screening instruments for certain age groups. 
 Lack of referral network. 

 Inconsistent referral options across the state. 

  The rural nature of North Dakota presents challenges for referral 
options and access.  

 Lack of accurate and localized information for parents. 
 

 
Recommendations:  

 Promote awareness of CDC screening tools and resources.  
 Training in and the subsequent use of autism screening tools for 

healthcare professionals, including Indian Health Services, should be 
made available to allow all children to be screened for an ASD in the 

second year of life. 
 Awareness materials and early identification and screening information 

on the characteristics of ASDs should be made available to ensure 



5 

 

timely referrals for young children even before a definitive diagnosis.  

For those children who are identified with possible ASD, a diagnostic 
consultation and appropriate evaluation should occur within state and 

federal timelines by trained professionals. 
 Ensure children with a suspected ASD wait no longer than two months 

for a diagnostic consultation by a trained professional and receive a 
thorough diagnostic assessment within six months.  

 Increase the use of telemedicine in diagnostic assessments of children 
in rural areas of North Dakota. 

 
 

B. APPROPRIATE AND EFFECTIVE PRACTICES 
Vision: Evidence-based intervention services will be readily and consistently 

available for all North Dakotans diagnosed with an ASD regardless of age, 
culture, socio-economic level, or geographic location. The key to designing 

an effective program/treatment lies in assessing the person‟s present level 

of performance and developing appropriate goals and outcomes with family 
and individual input and participation.  Much more important than the name 

of the program/treatment utilized is how the environment and program 
strategies allow implementation of the person‟s goals. Thus, effective 

services will and should vary considerably across individual people 
depending on age, cognitive and language levels, behavioral needs, 

educational/vocational needs, and family priorities.  
 

Current Barriers: 
 Current lack of understanding and agreement about appropriate and 

effective practices (including program structure and intensity) leads to 
a lack of access to services.  

 Lack of communication among service systems leads to ineffective and 
inappropriate service decisions. 

 No easy or reliable route(s) for identification of evidence-based 

interventions and lack of consensus as to which interventions are 
evidence-based. 

 Lack of funding for evidence-based interventions. 
 Limited service options for individuals who do not qualify for 

developmental disabilities Medicaid waivers or the current Autism 
Spectrum Disorder waiver.  

 Too few qualified personnel (e.g. behavior analysts, direct service 
providers) to implement evidence-based interventions. 

 Lack of training for existing personnel (e.g. educators, para-
professionals, childcare providers, and allied health providers) and 

families to implement evidence-based interventions. 
 

Recommendations: 
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 Provide a comprehensive and uninterrupted system of services to 

individuals across the lifespan.  
 Adopt standards for ASD practices in North Dakota that identify 

appropriate and effective practices for individuals with an ASD.   
 Maximize funding available to local communities for the provision of 

intensive supports to individuals with ASD.  
 Ensure training programs for service providers and families are 

developed by professionals knowledgeable in the latest evidence-based 
interventions and delivery techniques. 

 Ensure that trained professionals are available to provide appropriate 
and effective services to all North Dakotans with an ASD.  

 ASD waiver expansion for coverage across the lifespan.  
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C. QUALITY PROVIDERS  

Vision: Qualified personnel sufficient to meet the need of North Dakotans 
with ASD will be available throughout the state.  

 
Current Barriers: 

 Too few qualified personnel (e.g. behavior analysts) to implement 
evidence-based interventions. 

 Lack of training for existing personnel (e.g. teachers, para-
professionals, allied health providers) to implement evidence-based 

interventions. 
 Lack of incentive (outside school systems or DD providers) for 

individuals to choose behavioral intervention-type for 
professions/certifications due to limited reimbursement and absence of 

recognized certification in North Dakota.  
 Lack of funding for attracting, training and retaining qualified 

personnel. 

 Lack of agreement on the level of qualifications required in order for 
personnel working with individuals with ASD to be identified as “highly 

trained” (e.g. “Autism Specialists” within the school districts & DD 
providers). 

 
Recommendations: 

 Provide financial incentives for students pursuing an advanced 
degree/certificate with an emphasis in ASD.  

 Provide incentives for current and future professionals to further their 
knowledge and expertise in ASD (e.g. scholarships, pay commensurate 

with training) and to provide services to individuals with ASD.  
 Ensure adequate continuing education opportunities and requirements 

are in place to guarantee that providers maintain current knowledge in 
ASD. 

 Work with Children and Family Services – Childcare licensing 

administrator – to increase childcare options in North Dakota for 
children and youth with ASD. 

 Develop a process to recognize expertise in evidence-based 
interventions and supports for children and adults with ASD.  

 
 

D. FUNDING ISSUES  
Vision: Funding shall be available for early identification and definitive 

diagnosis of ASDs in North Dakota. For every North Dakotan with an ASD 
diagnosis, adequate funding shall provide access to appropriate early 

evidence-based intervention and ongoing support. Families, public schools, 
state and federal programs, and private insurance companies will play a 

responsible, proactive role in assuring the accomplishment of this goal. 
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Current Barriers: 
 Limited access to intensive services (i.e. 25+ hours of intervention per 

week is often recommended as a minimum across environments) due 
to insufficient funding. 

 Current available funding for the ASD Waiver limits services to 30 
children, age‟s birth to five. 

 Inconsistent health insurance coverage for both the diagnosis and 
treatment of individuals with ASDs. 

 Limited availability of state, federal, and local funds to support the 
high cost of the intensive needs of individuals with ASD. 

 Absence of specific funding mechanisms across systems to identify and 
provide high cost intensive support services to individuals with ASD.  

 
Recommendations: 

 Create specific funding mechanisms across service systems to support 

providers of high-cost intensive services to individuals with ASD.  
 Expand the number and age range of individuals and scope of services 

in Autism Spectrum Disorder Waivers in Fiscal Year 2011.  
 Expand healthcare coverage for individuals with ASD.  

 
 

E. INFORMATION ACCESS 
 

Vision: All North Dakotans will have ready access to a centralized, 
comprehensive, dynamic source of information regarding ASDs, including 

appropriate and effective practices, and the availability of state and local 
resources including funding options. 

 
Current Barriers:  

 Geographic and socioeconomic considerations limit statewide access to 

internet technology. 
 Limitations in existing infrastructure and the expense of regular 

updates do not support the use of a centralized information outlet as 
the sole means of information dissemination.  

 Lack of public awareness of 211 information line. 
 Frequent scientific advances and changes in availability of service 

providers limit the value of printed media.  
 Information is often not written in „family-friendly‟ language. 

 Information is inconsistent, fragmented, ever-changing, confusing and 
unverifiable.  Often people do not know how to access information. 

 Information is not available in alternate languages.  
 Limited information exchange among providers. 

 



9 

 

Recommendations: 

 Partner with North Dakota Center for Persons with Disabilities (NDCPD) 
to develop and maintain a comprehensive ASD website which serves 

as the first stop for ASD information. 
 Raise awareness and identify importance of maintaining of 211 

information line. 
 Identify and explore internet access options for individuals with ASD. 

 Provide incentives for family support provider agencies to assist 
families in locating and understanding service and support options. 

 Provide culturally diverse and accessible resources. 
 Pursue a routine ASD state conference representing support networks, 

state agencies, private providers, healthcare providers, family support; 
all stakeholders in ASD represented to present comprehensive 

information on the state of ASD in North Dakota.   
 

F. FAMILY SUPPORT 

 
Vision: All North Dakotan families affected by ASD will have access to 

supportive services.  These services will enable them to effectively care for 
and nurture each other while maintaining their family continuity.  Each 

family member‟s needs will be acknowledged and addressed.  People will 
better understand ASD so that families thrive and are accepted by their 

communities.   Individuals with ASD will have a bright future.  
 

Current Barriers:  
 Insufficient information on ASD and common misperceptions exist 

about ASD.  
 Lack of recognition of the impact of an individual‟s ASD on siblings. 

 Lack of awareness of the impact of ASD on the family structure and 
the marital relationship. 

 DD services are not available to individuals with ASD unless they have 

an intellectual disability.  
 Respite care is minimally available and insufficient to meet needs.  

 Extracurricular/recreational activities and general socialization options 
are limited and/or inappropriate for individuals with ASD. 

 Support groups are limited or nonexistent in the rural areas.  
 Safety equipment/environmental modifications (e.g. car seats, 

wandering) are unavailable or inaccessible. 
 Employment supports are lacking for individuals with ASD. 

 Independent living skills lack which presents challenges for adult living 
situations.  

 Individuals with ASD are vulnerable to exploitation. 
 Crisis situations create challenges for emergency responders who lack 

training on appropriate intervention to individuals with ASD.  
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Recommendations/training:  
 Create public awareness regarding ASD.  

 Increase training opportunities for community clubs, parks & 
recreation, and other organizations on ASD.  

 Pursue incentives for training for emergency responders on 
appropriate techniques for crisis intervention with individuals with 

ASD.  
 Research the benefits and challenges regarding the establishment of 

an ASD registry to better distribute information to individuals with ASD 
and to better identify incidence of ASD leading to better resource 

allocation. 
 Identify the need and clarify the benefits of increased respite. 

 Increase awareness of impact on families. 
 Increase awareness of increased safety risks for individuals with ASD.  

 Increase training, education, and funding to better support individuals 

and their families and communities in the areas of recreation, 
independent living, and employment.  

 Pursue alternative options to support individuals in rural areas through 
technology connections with support agencies. 

 
G. ACCOUNTABILITY  

The task force has concluded that mechanisms may need to be 
established to assure ongoing accountability for the implementation of 

its recommendations.   
 

Over the course of the next year, it will consider what mechanisms 
may best assure this accountability.  The Task Force will identify action 

steps on which they will concentrate over the next year and update the 
plan as appropriate.  The Task Force welcomes opportunities to discuss 

this plan and future activity with the Governor‟s Office and the 

Legislative Council.   
 

 
VII. ABOUT THE TASK FORCE 

 
The ASD Task Force members were appointed by the Governor.   

 
The ASD Task Force members are: 

JoAnne Hoesel, Chairperson, Department of Human Services 
Darren Dobrinski, Psychologist 

Carolyn Fogarty, parent 
Cathy Haarstad, parent, Pathfinder Center Inc. 

Senator Joan Heckaman, Legislative Assembly 
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Carol Johnson, College Faculty Member/ Speech Language Pathologist  

Tori Johnson, Special Education Director 
Teresa Larsen, Protection & Advocacy 

Robert Rutten, Department of Public Instruction 
Nancy Crotty-Ulrich, Development Homes, Residential Care Facility 

Thomas Gaffaney, Behavior Analyst, Anne Carlsen Center 
George O‟Neill, Ph.D., Blue Cross/Blue Shield of ND 

Tricia Kiefer, Department of Health, designee for Dr. Dwelle 
Linda Getz-Kleiman, M.D., Pediatrician 

 
 

 


