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Explanation or reason for introduction of bil l/resolution: 

To provide for the establishment of an aut ism spectrum disorder database. 

Minutes: You may make reference to "attached testimony." 

Chairman Lee opens hearing on SB 2193. 

Senator Heckaman from New Rockford representing the constituents in Distr ict 23 
introduces bi l l  to the committee. See attached testimony #1 . 

(0:3:28) Senator Dever states that he was approached ear lier in the session by a mother 
of a child with autism with concern over having informat ion that might be ind iv idual ly 
ident if iable in a database. 

Senator Heckaman explains that she visited with the Health Department on this issue and 
they feel that the development of this database wil l  contain numbers that are ident if iable to 
the Health Department but not the names of the ind ividuals. No personal information wil l  
be released . The database was their last priority in th is because unti l  you can d iagnose 
you can't f i l l  a database up and can't put people in regions. Their f irst recommendation is 
the coord inator . 

Senator Dever recal ls her concern being on a House bi l l  and Senator Heckaman explains 
that there are some bi l ls in the House on aut ism but she can't speak on them because 
she's not sure what they are .  

Chairman Lee is under the impression that th is b i l l  is the task force's recommendat ions 
and the House bi l l  is the recommendations that came out of the Human Services interim 
committee. 

Senator Heckaman states that she thinks this is correct and explains the task force's role 
in this .  

No fu rther questions from the committee for Senator Heckamen. 
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Senator Mathern, presents test imony on behalf of Dr. Barbara Stanton, an outpat ient 
therapist specializing in autism spectrum disorder at Prairie at St . Johns .  See attached 
testimony #2 . 

(0 : 1 0 :43) Senator Anderson asks Senator Mathern to elaborate on the voucher system 
and how it is supposed to improve the care of the autism pat ient . 

Senator Mathern explains that the 3 bil ls that are in House that came from the interim 
committee are promot ing continued study of the subject as wel l  as promoting the concept 
of a registry and more assistance to education. There is a lso a voucher program, which is 
not in the bi l l ,  that provides families the abil ity to pay for services for their chi ldren's needs 
and gett ing those services in the market . 

No further questions from the committee for Mr . Mathern . 

Vicki Peterson, a single mother of two boys, one whom has autism ,  speaks in support of 
the bi l l .  See attached testimony #3. 

(0:1 9:26) Senator Axness asks if the autism waiver is throughout the l ifespan of someone 
with ASD. 

Ms. Peterson explains that at the present t ime the aut ism waiver is not .  I t is from birth up 
to the 51h birthday. Refocusing the waiver to include the lifespan wou ld great ly help the 
people of NO and f i l l  those gaps. 

(0:20:09) Senator Dever doesn't see the Med icaid waiver addressed in any of the 
appropr iations and wonders if there should be a f iscal note. Committee d iscussion 
cont inues and JoAnne Hoesel steps up to the podium with information on the waiver in 
regards to cost (see attachment #4) . Senator Dever asks if there should be a f iscal note 
generated just from the informat ion she provided and Chairman Lee adds that it wou ld be 
helpfu l  if she is able to work on one for the committee. 

(0:25:1 3) Ms. Peterson steps back up to read testimony on behalf of Toby Cherney, a 
parent with an aut istic child . See attached testimony #5 . 

No questions from committee for Ms. Peterson . 

Cathy Haarstad,  Director of the Pathfinder Parent Center and parent of a chi ld with special 
needs who has ASD, testifies in support of the bil l . See attached testimony #6. 

(0:37:54) Senator Anderson asks Ms. Haarstad to explain the d ifference between her 
center that serves people through age 26 where the waiver states through the end of l ife. 

Ms. Haarstad explains that her center ends services in terms of fami ly support at age 26 
because that is al igned with the federal funding that they receive. They are funded by the 
office of special education programs. 
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C hairman Lee asks if the age of 26 is a stable level of capability or are there still changes 
as that individual continues to age. 

Ms. Haarstad explains that it depends on whether they had early intervention and how 
many coping behaviors they have already learned to navigate their way through adult life. 
The most critical issue is getting and keeping employment during adulthood. 

Mindy Iverson, a married, stay-at-home mother of son with autism and degree holder in 
Elementary Education as well as Child Development, speaks in support of SB 2193. See 
attached testimony #7. 

Carlotta McCleary, Executive Director of NO Federation of Families for Children's Mental 
Health (NDFFCMH), speaks in support of the bill. See attached testimony #8 . 

Donene Feist, Director for Family Voices of North Dakota, speaks in support of the bill. 
See attached testimony #9. 

Christine Hogan, with Protection and Advocacy, speaks on behalf of Teresa Larson, in 
support of the bill. She did not provide written testimony but briefly expresses P & A's 
strong support for the autism waiver. 

Tamara Gallup-Mi l lner, Director of the Division of Children's Special Health Services for 
the North Dakota Department of Health, testifies in neutral. See attached testimony #10 . 

Per the request of Chairman Lee, Eric Monson, CEO of the Anne Carlson Center, shares 
with the committee information about what his center does and provides different examples 
of its services. 

There are no further questions or testimony. 

The hearing is closed. 
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D Conference Committee 
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Explanation or reason for introduction of bi l l/resolution:  

To provide for the establishment of an autism spectrum disorder database. 

Minutes : You may make reference to "attached testimony." 

Brief update for SB 2193 from Levy Andrist from Vogel Law Firm representing the Anne 
Carlson Center and the NO Occupational Therapy Association: 
There was a meeting last week on 3 bills that were forwarded through the interim process 
regarding the ASD and how the state should address it. This was left open for 
subcommittee of interested parties and subcommittee members to discuss various 
proposals. No subcommittee has been appointed yet but they hope it will occur this week. 

Chairman Lee asks if there was any discussion about the waiver in any of the bills that 
were presented in the House. 

Mr. Andrist states that there was although only in the context that the bill that is presented 
here more so reflects the suggestions and recommendations of the autism task force. On 
the House side, the focus is on a voucher system not on a waiver so there are two different 
approaches. There is some overlap with an autism registry and some moneys for training 
on both the House and Senate side. 

Senator Larsen asks if there was also funding for diagnosing and Senator Anderson 
clarifies that there is funding in this bill for diagnosis teams. 

Senator Dever brings up that they are still waiting on a fiscal note that they requested and 
Chairman Lee asks the law intern to talk to Legislative Council about it. The committee 
recognizes the challenge in coming up with a number but there has to be a ballpark figure. 

Discussion is recessed until further information is received. 
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Explanation or reason for introduction of bil l/resolution : 

To provide for the establishment of an autism spectrum disorder database. 

Minutes : You may make reference to "attached testimony." 

Committee discussion continued on SB 2193: 

Dr. Kenneth Fischer, Medical Director, Behavioral Health, for BCBSND, reviews his 
submitted testimony and explains to the committee that he stands in neutral and is here as 
a resource to the committee. He also discloses that he is a child and adolescent 
psychiatrist who has treated autistic children and sits on the autism task force as a voting 
member. See attachment #11. 

Chairman Lee shares with the committee that Dr. Ted Kleiman and his wife, who both are 
recently retired pediatricians, will be doctors of the day next Monday and will provide 
additional professional input as well. 

Dr. Fischer's testimony ends at meter 0:49 :25 . 

Chairman Lee expresses her appreciation to Dr. Fischer for putting all of this information 
together. 

(0 : 50 :07) Senator Dever asks if applied behavioral analysis (what Dr. Fischer refers to) 
and behavioral analysis (what the bill refers to) are the same thing. 

Dr. Fischer states that the bill is a little less precise than it probably should be because it's 
probably talking about both and proceeds to explains the confusion behind it. 

(0 : 54 :33) The committee begins to go through the bill section by section with Dr. Fischer in 
order to clear up any questions they have. Chairman Lee recognizes that Senator 
Anderson is not present but that they will go over the information with him. 

(0 :57 :28) Tammy Gallup-Mil lner, with the Children's Special Health Services Division in 
the NO Department of Health, steps up to the podium to help answer questions about the 
database. Chairman Lee asks Ms. Gallup-Millner to help come up with some information 
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for the committee so that they can consider it and see where it fits. Ms. Gallup-Millner 
states that someone from her department is working on a fiscal note with the Department of 
Human Services for section 2 of the bill and further goes over what has been discussed in 
the Health Department. 

(1 :02:04 - 1 :08:25) Discussion on mandatory/voluntary reporting: Dr. Fischer provides an 
example from a former patient in regards to diagnosing and the database. Senator Dever 
wonders if there is a database provision in any of the other bills associated with autism and 
Ms. Gallup-Miller states that it is House Bill 1038. The term registry vs. database is 
different and the appropriation amount is less. Dr. Fischer follows with observations about 
the terms registry vs. database and Ms. Gallup-Millner makes a database observation. 

Committee continues to go through the sections with Dr. Fischer. 

(1 :18:37) C hairman Lee expresses that she wants to continue a committee discussion on 
whether sections 4 & 5 are needed in the bill. Dr. Fischer proceeds to share observations 
and answer committee questions. 

Committee agrees that it's best not to rush this and discussion was closed. 
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Explanation or reason for introduction of bil l/resolution: 

To provide for the establishment of an autism spectrum disorder database. 

Minutes: You may make reference to "attached testimony." 

Chairman Lee opens continued committee discussion on SB 2193: 

Dr. Barbara Stanton, outpatient therapist special izing in autism spectrum d isorders at 
Pra irie St. John's, presents further information to the committee and explains her 
experience and expertise. She did not provide written testimony. 

Autism spectrum is a very complicated issue because there hasn't been enough research 
yet to have a really clear understanding either of causes, effective d iagnostic techniques, 
and effective care. She states that she attended most of the meetings for the autism 
spectrum disorder task force and explains to the committee the three bills relating to this on 
the House side. HB 1037 is to continue the study of autism spectrum disorders, HB  1038 
has a two part component: one is for registry similar to the database in SB 2193 and the 
second is to provide education for educators/education staff and personnel, and HB 1039 
takes a look at providing a voucher system in order to cover services that are not otherwise 
paid for by insurance or other reimbursement sources. Chairman Lee suggests that it 
m ight be best to see how the House acts on these bi l ls before they move forward because 
u ltimately they need to reconcile these. 

(0:06:21 )  Chairman Lee asks Ms. Stanton to explain the difference between a voucher 
and a waiver. Ms. Stanton states that her experience with the Medicaid waiver system has 
not been positive and explains to the committee the current autism waiver system by 
providing case examples. There is agreement between the two bi l ls on the 
registry/database. Ms. Stanton also states that she doesn't feel there is enough detai l  
about the autism coord inator or  those functions/job duties or  the training effort and further 
goes on to express her concerns. 

(0:1 2:22) Senator Anderson references Dr. Fischer and when he expressed that he felt 
l ike the approach we were taking was too d isconnected and that we needed to put the 
autism spectrum d isorder under the authority of the Health Department, Medicaid, etc. as a 
core function and asks Dr. Stanton her take on th is. 
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Dr. Stanton states that it depends on who it's under and explains that providing care for 
individuals with an autism spectrum disorder is not a core service of the regional human 
service centers so it's hard to imagine the Department of Human Services managing this. It 
is critical when you talk about having someone monitor this that you come at with a 
multidisciplinary approach. Further discussion continues on where the core function should 
be placed. 

(0:24:05) Senator Dever asks Dr. Stanton about the involvement of the public schools and 
if the purpose is to provide treatment for autism or is it to support the primary goal of 
providing an education. 

Dr. Stanton states that the department of education federally talks about education in a 
very broad term. It's not just providing the academics but also teaching children to be 
responsible citizens. In regards to children with autism spectrum, they are taking about the 
needs to teach them those social skills and the ability to be able to interact appropriately 
with other individuals. Public schools are overwhelmed by needing to meet these needs. 
Conducting proactive training allows things to be much better for everyone involved and 
ultimately saves time and money. 

(0:26:22 - 0:33:55) Discussion about the teams Dr. Stanton referred to, proper diagnosis, 
early interventions, and support systems. 

(0:33:59 - 0:37:32) Discussion on the voucher system and why Dr. Stanton disagrees with 
Dr. Fischer on this program. 

(0:40:27) Dr. Stanton clarifies the meaning of "quasi-experimental design" for the 
committee. 

Discussion is closed. 
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Explanation or reason for introduction of bil l/resolution : 

To provide for the establishment of an autism spectrum disorder database. 

Minutes : You may make reference to " 

Chairman Lee opens continued d iscussion on SB 2193 and introduces Dr.'s Ted and L inda 
Kleiman, recently retired pediatricians and doctors of the day for the legislature .  There are 
here per Chairman Lee's request to make any additional comments and to answer 
committee questions. 

Dr. Ted Kleiman presents information concerning the DSM (psychiatric manual) and how 
it's changing, the amount of l iterature and articles talking about the treatment and 
methodologies, Appl ied Behavioral Analysis (ABA), and the lack of data and good 
information . 

(0 :07 :42 - 0 : 1 0 :20) Senator Anderson states that it was d iscussed that the database 
should be based on the DSM 5 criteria and asks Dr. Kleiman if he agrees with that. Dr. 
Kleiman states that this is where all the action is going to be so you have to use this, but 
you also have to have people who really know what they are doing .  Senator Anderson 
fol lows by asking who can make that d iagnosis right now and Dr. Kleiman goes through 
those medical professionals. Discussion between Senator Anderson and Dr. Kleiman 
continues about the importance of capturing in the database the medical professional who 
makes the diagnosis as wel l  as d iscussion on the voucher programs. 

(0 : 1 0 :20 - 0 : 1 7 :55) Discussion about proper training and intense intervention . Dr. Kleiman 
d iscusses the possible other developmental d isabil ities or behaviora l  problems that might 
have an impact on the outcomes and the concern about being d iscrim inatory only focusing 
on one condition . 

Senator Dever wonders if Dr. Kleiman has had similar conversations with the House side 
on the similar bi l ls. Dr. Kleiman explains that he hasn't read those bi l ls and is here only 
because of his involvement from knowing Chairman Lee. 

No further questions from the committee for Dr. Kleiman.  
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(0:20:30) Dr. Kenneth Fischer steps up to the podium to inform the committee that he and 
Dr. Stanton wi l l  be in the House tomorrow for those bi l ls and they have also shared 
information with the Chairman and the Rep from the interim committee. 

Dr. Barbara Stanton also steps up to share an update with the committee that the 
advocates for autism issues came together on Friday with the consensus council in 
Bismarck to d iscuss which elements of the bi l ls they felt that they could al l  support. 
These elements include: 

support of a l l  three House bi l ls 
In regards to SB 2193: the reg istry, the importance of education and who needs to be 
educated, and the Medicaid waiver. 

In regards to the Medicaid waiver, Dr. Stanton shares what she has heard from the 
advocacy organizations (which she l ists) and explains that they had a very d ifferent idea of 
how the waiver would be administered and the types of services that apparently d id not 
happen at that time (she provides an example) . The hope is that if there is something that 
moves forward with the waiver that the input from stakeholders who experience the waiver 
issues is included with the input from the experts . 

(0:24:00 - 0:29:15) Discussion on how the voucher program and waiver are d ifferent. 
Chairman Lee asks Dr. Stanton to provide the committee with the information that was 
d iscussed between the advocates and the consensus council (see attachment #12 from 
Teresa Larsen's testimony on 2/6 that provides this information) . Dr. Stanton also states 
that she agrees with Dr. Kleiman on the importance to record in the database the med ical 
professional that makes the d iagnosis and their title and further explains her conversations 
with the House side on these issues. 

(0:29:46) Chairman Lee asks Dr. Kleiman what he thinks about autism spectrum being 
made a part of the core services that are overseen by the behavioral health d ivision of the 
Department of Human Services but with the data belonging in the Health Department. Dr. 
Kleiman explains that the database has to be consistent with a systematic approach . The 
long-term fol low-up is a critical part that has to be assessed . Senator Anderson and Dr. 
F ischer both reinforce how important long-term fol low-up is. 

Discussion is closed . 

Side note: Chairman Lee briefly references an article on autism from the Wall Street 
Journal (see after attachment #11 ) .  
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Explanation or reason for introduction of bil l/resolution : 

To provide for the establishment of an autism spectrum d isorder database. 

Minutes: You may make reference to "attached testimony." 

Chairman Lee opens the continued discussion on SB 2193 and states that JoAnne Hoesel 
wi l l  a lso be back after the session to share information from the Department of H uman 
Services . 

Teresa Larsen, director at the Protection and Advocacy Project, a state agency that 
advocates for the rights of people with d isabil ities, presents information to the committee. 
She d id not provide written testimony during the hearing but later sent her notes to the 
committee, per the request of Chairman Lee. See attachment #12. 

(0 : 1 0 : 1 1 )  Vicki Peterson, parent of a child with autism and who works as a fami ly 
consultant for Family Voices of North Dakota (presented testimony during in itial hearing), 
steps up to offer additional input. Chairman Lee expresses that they are not re-opening the 
hearing and asks for her to only add concrete information out of fairness to the others that 
have testified . Ms. Peterson states that she is going to provide information about the 
voucher and waiver systems. 

(0 : 1 2 :33 - 0 : 1 7: 50) Discussion between Chairman Lee and Ms. Peterson on the relevance 
of dental and vision services as it relates to autism, and services provided in the 
educational system.  

Carlotta Mcleary steps up to podium to provide additional information about the 
educational system . Chairman Lee stresses the importance of educating everyone in the 
system that has involvement with the chi ldren ( lunch lady, bus drivers, custodians, etc.) . 
Ms. Mcleary expresses that the issue lies with who is going to provide the funding for this. 

Discussion is closed until after the session .  
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Explanation or reason for introduction of bil l/resolution:  

To provide for the establ ishment of an autism spectrum d isorder database. 

Minutes: You may make reference to "attached testimony." 

Continued committee discussion on SB 2193: 

JoAnne Hoesel, from the Department of Human Services, is back to speak and present 
additional information to the committee on the appropriation detai l  and the comparison of 
the proposed bi l ls related to Autism Spectrum Disorder. See attachments #13 . 

(0:1 2:1 0- 0 : 1 6 :50) In regards to her discussion on SB 2193, Senator Dever questions the 
amounts and Ms. Hoesel states that this is based on information they received from the 
Health Department. The Medicaid waiver d id not have a cost in the bill so the fiscal note 
was provide per the committee's request. This would be a combination of the waiver, the 
case managers, and the fiscal agent. In regards the fiscal agent, there is a d iscussion on 
whether or not a 1099 can be issued and the findings based on what other states are 
doing .  Senator Anderson asks i f  there is an estimate of how many d iagnoses you might 
expect in NO . Ms. Hoesel states that they don't have specific numbers for NO but the 
national is 1 out of 88 right now so is wou ld be about 13 ,000 . Senator Anderson explains 
his reasoning behind the question . 

They move on to d iscuss HB's 1037 and 1038. (0 : 1 8:1 2) Tammy Gal lup-Mi l lner from the 
Department of Health steps up to the podium to address Senator Axness' question about 
the database being more expensive. 

Discussion continues on HB 1039 . 

(0 : 22:08) Ms. Hoesel then d istributes and explains the Fiscal Note Summary to the 
committee. See attachment #14 . 

Discussion is closed . 
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Explanation or reason for introduction of bill/resolution: 

To provide for the establ ishment of an autism spectrum disorder database. 

Minutes: You may make reference t o  "attached testimony." 

Continued discussion on SB 2193: 

Chairman Lee states that she visited briefly with Rep.  Weisz and Rep . Hofstad from the 
House and they suggested to work off one b i l l .  Senator Axness states that the voucher was 
moved Do Not Pass in the House this morning. 

Chairman Lee handed out a rough draft amendment and reviews it with the committee. 
See attachment #15 . She explains that th is is a narrower, modified version of the voucher 
b i l l  for coverage of the following value added autism services that trad itional ly don't fal l  
under the defin ition of medical necessity . 

(0 : 2: 1 8) Senator Anderson asks the Health Department if they need to put language i n  
that says that the title/degree of the person making the d iagnosis wi l l  be recorded .  Tammy 
Gal lup-Mi l lner from the Health Department responds by referencing the department's in it ial 
testimony on their recommendations. Chairman Lee fol lows by referencing l ine 1 on the 
attachment she just handed out (#15) and that A lan Knutson is working on the detai ls of 
what professionals wi l l  be on that l ist. Discussion continues on the specifics of recording in  
the database. 

(0 :06:20) Senator Anderson clarifies with Chairman Lee about adding a section on the 
voucher program and states that they also need to add the panel of experts/providers who 
decide what is appropriate for spending the voucher on. Chairman Lee agrees. Senator 
Anderson also suggests adding mandatory reporting to avoid any resistance. 

(0 :08:56- 0: 1 4:34) Committee continues to review attachment #15 . D r. F ischer's testimony 
was a lso referenced regard ing the Medicaid waiver system .  Senator Axness asks, i n  
regards to the mod ified voucher system,  if elig ib i l ity i s  going to be addressed. C hairman 
Lee explains that i t  was discussed to focus more on provid ing those services through 
education and that the goal is to make sure these chi ldren don't fal l  off the services through  
finding a different way for these services to be provided i n  an appropriate fashion .  
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(0 : 1 4 :50- 0 : 1 8:00) Committee discusses the attachment from Dr. F ischer (see attachment 
#16) as wel l  as further information from Maggie Anderson regard ing making ASD a core 
service u nder the Department of Human Services. 

Chairman Lee continues to review attachment #15 (sec 4 - 7) and suggests that the 
committee members review this information on their own before they get the amendments 
from Leg islative Council in the morning . 

(0 : 21 :37) Senator Anderson asks Ms. Hoesel for the department's thoughts on not 
expanding the waiver but rather going to a voucher system. Ms. H oesel states that there 
are two major differences between those two approaches: 1) el ig ib i l ity with the Med icaid 
waiver, and 2) they need and institutional level of care and management of it. She further 
explains these differences to the committee. 

(0 : 25 : 1 3) Chairman Lee asks if this wou ld al low us to accommodate those ch i ldren who do 
need the ASD services but  do not have intel lectual disabil ities. Ms .  Hoesel explains the 
current ASD waiver to clarify. Chairman Lee follows by asking her recommendation on 
how to make sure these children aren't fal l ing off the services at the age of 5 .  Ms. Hoesel 
explains how important the training is and that the school is a huge factor. If you want to 
avoid ch i ld ren fal l ing off/no longer being el igible for services and yet needing those services 
then you would want to look at an evaluation piece to verify that there is a need for ongoing 
services as opposed to putting an age to it. 

(0 :31  : 28) Senator Larsen asks if the fiscal note is with the waiver  or the voucher. Ms. 
Hoesel explains that the fiscal note was based on how SB 2193 reads right now so i t  wou ld 
be on the waiver. The $10 mi ll ion was inclusive of al l  the sections of the bi l l .  

Senator Dever states that "community access" was added to the l ist and Chairman Lee 
proceeds to l ist examples of community access. 

Committee briefly reviews the 3 House bi l ls that correspond. 

Chairman Lee reiterates that she wou ld l ike the committee to review this information so it's 
fresh in their minds for when they receive the amendments from Legislative Counci l. She 
stresses that th is bi l l  is going to be far from finished when it leaves the committee, but they 
need to focus it a bit and work closely with the House in getting it to something that wil l 
work. 

Discussion is recessed until tomorrow. 
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Explanation or reason for introduction of bil l/resolution : 

To provide for the establ ishment of an autism spectrum disorder database. 

Minutes: You may make reference to "attached testimony." 

Continued d iscussion on SB 2193: 

Committee reviews the rough amendments prepared by the Leg islative Council 
(13 .0192 .03001) that were briefly introduced to the committee yesterday by Chairman Lee . 
See attachment #17. Chai rman Lee states that this is a long way from perfect but they 
need a starting point. 

(0 : 09:04) Senator Dever wonders about the reasoning behind the Do Not Pass on House 
b i l l .  Chairman Lee states that they are not opposed of the voucher b ut thought they wou ld 
be better off to work on one b i l l .  Senator Dever follows by asking if there is going to be 
funding for the vouchers. Chairman Lee states that, yes, this needs to be included . 

(0 : 1 1 : 1 9) JoAnne Hoesel, from the Department of Human Services, steps up  to the 
podium per the request of Chairman Lee and provides testimony that was del ivered in the 
House Interim Committee (see attached testimony #18), and the H ouse Human Services 
Committee for HB 1039 (see attached testimony #19) .  Ms. Hoesel also recommends that 
there be a clarification on the non-developmental d isabi l ity ASD because ASD is a 
developmental disabi l ity. They are attempting to clarify that this voucher system wou ld 
serve i ndividuals that weren't served in the DO system. Section 3 would read , " . . .  a feasible 
service delivery system for ind ividuals not served in the developmental d isabi l ity system 
who have autism spectrum disorder." 

(0 : 1 8 :36 - 0:26 : 1 6) Not relating to the b i l l  - June Herman, Regional  Vice President of 
Advocacy for the American Heart Association, interrupts the com mittee briefly to discuss 
American Heart Association Day at the Capitol .  

Testimony from Ms.  Hoesel continues. 

(0: 32 :28) - Chairman Lee distributes the new amendments prepared by Leg islative Council 
(13 .0192 .03002) and reviews it with the committee (see attachment #20) .  Ms. Hoesel 
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continues to answer committee questions as they discuss the amendment. Committee 
offers thoughts on how they should move forward .  

(0:43:56) - Ms. Hoesel throws out the idea of pi loting the voucher and d iscusses with the 
committee options of how and who this program cou ld work for. There is more flexib i l ity 
with the voucher system . Per the request of the committee, Ms. Hoesel wi l l  find out if there 
are screening/assessment tools that help identify service support needs. 

(1 :00:30)- Chairman Lee reviews her notes on what has been discussed : 
If there is a dol lar l im it and who gets it 
Function ing scale tied to the voucher 
F i rst come first serve 
How do the dol lars hook up to education so that services can be provided after school 
and weekends? 
Potential of a pi lot voucher covering children fal l ing off the waiver 

Committee d iscusses these points. 

Ms. Hoesel i nforms the committee that she and Carlotta Mcleary created a spreadsheet 
for House Human Services including what was in their service plans and identified what the 
school , the insurance, and a voucher might pay for. This wil l  be provided for the 
committee . 

Chairman Lee suggests breaking so that the members in the room can do some thinking, 
as wel l  as g ive Leg islative Council t ime to amend the amendments. 

Senator Anderson suggests including in the requirements for the recording in the 
database the d iscussion about the credentials and the person making the diagnosis. 
Chairman Lee agrees that this is a good idea. 

The committee wraps up the discussion by looking at the orig inal b i l l  and clarifying where 
the amendments wil l  go to see if they missed anything.  

Discussion is recessed unti l after the session th is afternoon. 
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Recording Job Number: 18832 

D Conference Committee 

Committee Clerk Signature: 

Explanation or reason for introduction of �solution: 

To provide for the establ ishment of an autism spectrum d isorder database. 

Minutes: You may make reference to "attached testimony." 

Chairman Lee re-opens the d iscussion on SB 2193: 

JoAnne Hoesel is back up to the podium and explains that she put together the 
documents (3 in total) that Chairman Lee requested during the d iscussion this morning: 

1)  HB 1039 ASD Voucher Serv ices and Supports (attachment #21)  

(0:04:30) Senator Axness references section 2 of the amendment for the voucher 
program and notices that it says "under age 18" and wonders if it wou ld be up for 
consideration to have the same language of "to 21" to continue the assistance and serv ices 
that the schools are not providing.  Chairman Lee states that she forgot to mention that the 
department actual ly brought th is up and thanks him for reminding her because it's 
something they need to d iscuss. 

2) ASD Medicaid Waiver/ASD Voucher - General Fund (attachment #22) 

(0:09:10 - 0:12:02) Discussion between the committee and Ms. Hoesel on the waiver vs .  
voucher in regards to federal funding,  setting the dollar amount, and the appeal rights of 
i nd iv iduals. 

3) Chart that outlines the flow of how to walk through the el ig ib i l ity and functioning down to 
how services are del ivered (attachment #23) 

(0:18:27) Senator Axness references attachment #23 and wants to make sure it's 
s impl ified so it's easy for the fam i ly/coordinator to understand the el ig ib i l ity and what other 
serv ices are avai lable .  Ms. Hoesel explains that this is s imi lar to their Transition to 
I ndependence Program and describes the concept. 

(0:21 :53 0:27:05) Ms. Hoesel shares the cost with the committee: $2 mi l l ion in the 2013-15 
budget for the ASD waiver for birth up to age 5. D iscussion between Chairman Lee and Ms. 
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Hoesel continues on the e ligibi lity of the DO waiver and ASD waiver and the dif ferences as 
the child ages. Senator Axness a lso offers his thoughts. 

(0:27:27) Committee discusses appealable benefits. 

(0:30:12 - 0:32:45) Ms. Hoesel offers information/numbers on the youth aging out of the 
ASD waiver each year: 
- Waiver period 11/1/11 - 10/31/12: 29 children enrolled and 6 of them turned five du ring 

t his period and were no longer eligible for the waiver 
- Waiver period 11/1/12 - 10/31/13: 29 children enrolled and 3 of which h ave a l ready 

aged o ut with 1 0 more that wi l l  age out by the end of the waiver year 

(0:34:30) Discussion on Case Managers 

(0:36:36) Ju lie Leer, Attorney with  the Department of H uman Services addresses the 
q uestion about setting u p  a new appeals process for  the voucher. 

(0:39:40 - 0:53:40) Committee reviews the new amendment f rom Legislative Counci l  
(13.0192.03003) and offers additional  changes. See attachment #24. Ms. Clark and Ms. 
Leer address adding an appeals process. Ms. Hoesel a lso offers considerations on 
expanding the age through 21. 

Ms. C lark f rom Legislative Counci l  suggests hog housing t he bi l l. The committee agrees 
t his wil l  be cleaner. Discussion is recessed unti l tomorrow. 
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Red River Room, State Capitol 
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Recording Job Number: 18881 

D Conference Committee 

Committee Clerk Signature: � 
Explanation or reason for introduction of bil l/resolution: 

To provide for the establishment of an autism spectrum disorder database. 

Minutes: y make reference to "attached testimony." 

Continued discussion on SB 2193: 

Chairman Lee opens committee work and rol l  is taken.  Senator Larsen and Senator 
Dever are not in the room yet. Chairman Lee announces a b rief recess unti l  the 
amendments are received from Legislative Counci l .  

(Recording conti nues on same job number) 

(0 :00:33 - 0:04:30) Committee work reconvenes and al l  members of the committee are 
present. Chai rman Lee notes the draft amendment 13 .0192.03004 (see attachment #25) 
that was emai led to the committee last night. Legislative Counci l  is sti l l  not finished with the 
new amendment but the committee reviews Senator Axness' d raft amendment 
1 3.0192 .03005 (see attachment #25) in  the meantime. The only difference between the 
two is that Senator Axness added the last sentence on page 2, section 2, subsection 1 .  
Senator Dever suggests adding " . . .  and potential for improvement" at the end of this new 
sentence. Committee is in agreement with this addition and the law intern messages Ms. 
Clark in Legislative Counci l  to add this. 

Chairman Lee announces a recess unti l  approximately 1 O :OOam to al low Legislative 
Council to finish the amendment. 

(Recording conti nues on same job number) 

(0 :05:36 - 0 : 1 5 :05) Chairman Lee ca l ls committee back to order. Jennifer Clark from 
Legislative Council presents and reviews the new amendment 1 3 .0192.03006 with the 
committee (see attachment #27) and answers committee questions. Maggie Anderson 
from DHS contri butes to the conversation on the fiscal note. 

Chairman Lee suggests moving it forward in its current form in o rder to give everyone 
more time to figu re out what exactly these parameters have to be. There wil l  be additional 
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i nformation avai lable once it gets to Appropriations and they wil l  most defin itely be talking 
with House Human Services about it .  U ltimately it comes back to this com mittee i n  the 
Conference Committee. 

(0:19:06) Chairman Lee clarifies the core services discussion for the committee. 

(0:20:55 - 0:29:45) Senator Anxess asks for clarity on the language that Senator Dever 
added earl ier. Senator Dever explains his reasoning and Ms. Hoesel steps up to offer 
further insight. Discussion continues on whether this language should be left in or taken 
out. Senator Axness moves to strike it out. Committee is in agreement. 

(0:29:50 - 0:34:50) - Discussion on the exclusions in subsection 2. Attachment #16 from 
Dr .  F ischer was referenced as to where these exclusions came from . 

Senator Dever moves to adopt the amendment 13.0192 .03006 , with  the exclusion of the 
words "and potent ial for improvement" in section 2, subsection1 . 

Senator Anderson seconds. 

Senator Dever supports his motion with the understanding that there m ight perhaps in t he 
future be potential for improvement in the consideration of the items now being excluded. 
Chairman Lee states that she agrees. 

Roll call vote: 4-0, motion carries (vote is left open for Senator Larsen who briefly stepped 
out of the room) 

Senator Anderson moves Do Pass as Amended and Rerefer to Appropriations. 

Senator Axness seconds. 

Senator Dever expresses his concern with the fact the parameters aren't in here and, with 
the way it stands right now, the sky is the l imit. He wil l  support the motion with the 
understanding that there wil l be further improvement in the process to the b i l l .  

Roll call vote: 4-0, motion carries (vote is left open for Senator Larsen) 

Senator Lee is the carrier. 

Senator Larsen's vote was documented off the record by the clerk. He voted YES on both 
motions .  

Attachment #28 - Additional information received on the Autism Voucher Program not 
referenced in discussion. 



Bill/Resolution No.: SB 2193 

FISCAL NOTE 
Requested by Legislative Council 

01/22/2013  

1 A. State fiscal effect: Identify the state fiscal effect and the fiscal effect on agency appropriations compared to funding 
I I d 'f' r ·  t d  d t l  eve s an appropna 1ons an ICIOa e un er curren 

2011-2013 Biennium 

aw. 
2013-2015 Biennium 

General Fund Other Funds General Fund Other Funds 

Revenues $1,292,118 

Expenditures $2,960,130 $1,292,118 

Appropriations $1,475,171 $1,292,118 

2015-2017 Biennium 

General Fund Other Funds 

$1,770,069 

$3,415,845 $1,770,069 

$3,415,845 $1,770,069 

1 B. County, city, school district and township fiscal effect: Identify the fiscal effect on the appropriate political 
subdivision 

2011-2013 Biennium 2013-2015 Biennium 2015-2017 Biennium 

Counties 

Cities 

School Districts 

Townships 

2 A. Bill and fiscal impact summary: Provide a brief summary of the measure, including description of the provisions 
having fiscal impact (limited to 300 characters). 

SB2193 provides for the establishment of an autism spectrum disorder database, expands the autism Medicaid 
waiver and provides appropriations for the autism database, a state autism coordinator, statewide training efforts, 
behavioral analyst certification and diagnostic teams. 

B. Fiscal impact sections: Identify and provide a brief description of the sections of the measure which have fiscal 
impact. Include any assumptions and comments relevant to the analysis. 

Sections 1 and 2 of SB2193, establishes the autism spectrum disorder database that will be administered by the 
department of health. The bill contains an appropriation of $200,648 to establish the database and authorizes the 
hiring of 1 FTE. In order to establish and maintain the database the department of health will need $391,464, with 
$100,000 being operating costs and $291,464 for 2 FTEs. Therefore the additional appropriation needed for the 
database and FTEs would be $190,816, all of which would be general fund. Section 3 of the bill expands the autism 
spectrum disorder Medicaid waiver. An appropriation is needed to expand from 30 individuals per month to 80 is 
$2,042,925 of which $1,017,581 is general fund and $1,025,344 is federal funds. Due to the increase in individuals 
an appropriation is needed for 8 half time FTEs, one for each of the regions, this is to maintain a 1 :60 ratio of clients 
to case managers and not knowing where the additional 50 individuals may be we are estimating .5 FTE for each 
region, or 4 total FTEs; $508,152 of which $254,076 is general fund. An appropriation would also be needed to 
expand the fiscal agent contract for the additional 50 individuals which would be $25,396 of which $12,698 would be 
general fund. Sections 4, 5, 6, and 7 of SB2193 include appropriations of $494,135, for the state autism coordinator 
and staff, $158,032 for the statewide autism spectrum disorder training effort, $198,864 to provide funding support 
for individuals to complete a board-certified behavioral analyst program, and $433,280 to provide autism spectrum 
disorder evaluation, diagnostic, and service planning teams, all of which are general fund. 

3. State fiscal effect detail: For information shown under state fiscal effect in 1A, please: 

A. Revenues: Explain the revenue amounts. Provide detail, when appropriate, for each revenue type and fund 
affected and any amounts included in the executive budget. 

The other fund revenue is additional Medicaid funding the department will be able to access. 



B. Expenditures: Explain the expenditure amounts. Provide detail, when appropriate, for each agency, line item, and 
fund affected and the number of FTE positions affected. 

The fiscal impact for the department of health for the 2013-2015 biennium is comprised of: 2 FTEs for the 
establishment and administration of the autism spectrum disorder database $291 ,464, of which all is general fund; 
cost for establishing and maintaining the database including operating expenses to support the 2 FTEs $100,000, of 
which all is general fund. The fiscal impact for the department of human services for the 2013-2015 biennium is 
comprised of: 6 FTEs for state autism coordination and case managers $883,043, of which $628,967 is general 
fund, operating costs including training and conference dollars to support autism coordination FTEs $119,244, of 
which all is general fund, costs to support the statewide autism spectrum disorder training efforts $158,032, of which 
all is general fund, costs to provide funding support for individuals to complete a board-certified behavioral analyst 
program $198,864, of which all is general fund, costs to provide autism spectrum disorder evaluation, diagnostic, 
and service planning teams $433,280, of which all is general fund, costs to expand the fiscal agent contract for 
additional 50 individuals $25,396 of which $12,698 is general fund, costs to expand the autism spectrum disorder 
Medicaid waiver $2,042,925, of which $1,017,581 is general fund and $1,025,344 is federal funds. The fiscal impact 
for the department of health for the 2015-2017 biennium is $361,464, of which all is general fund. This would include 
on-going supports costs for the autism spectrum disorder database and the costs to retain the 2 FTEs. The fiscal 
impact for the department of human services for the 2015-2017 biennium is $4,824,450 of which $3,054,381 is 
general fund. This would include costs to retain the 2 FTEs for state coordination, 8 half time FTEs for case 
management, costs to continue the training efforts, behavioral analyst certification, diagnostic teams, fiscal agent 
contract, and the costs to continue the autism spectrum disorder Medicaid waiver. 

C. Appropriations: Explain the appropriation amounts. Provide detail, when appropriate, for each agency and fund 
affected. Explain the relationship between the amounts shown for expenditures and appropriations. Indicate whether 
the appropriation is also included in the executive budget or relates to a continuing appropriation. 

The department of health will need an appropriation increase from what is included in the bill, of $190,816, of which 
all is general fund. For the 2015-2017 biennium the department of health will need an appropriation increase of 
$361,464, of which all is general fund. The department of human services will need an appropriation increase from 
what is included in the bill of $2,576,473 with $1,284,355 being general fund, to expand the autism spectrum 
disorder Medicaid waiver, add 8 half time FTEs for case managment and expand the fiscal agent contract. For the 
2015-2017 biennium the department of human services will need an appropriation increase of $4,824,450, of which 
$3,054,381 is general fund. 

Name: Paul R. Kramer 

Agency: Department of Human Services 

Telephone: 701-328-4608 

Date Prepared: 02/05/2013 
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Prepared by the Leg islative Council  staff for 
Senator J. Lee 

February 1 3, 2 0 1 3  

PROPOSE D  AM E N D M E NTS TO S ENATE B I LL NO. 2 1 93 

Page 1 ,  l i ne 1 ,  after "A BI LL" replace the remainder of the bi l l  with "for an Act to provide for the 
establ ishment of an a utism spectrum disorder database and an autism spectrum 
disorder voucher program; to provide for a department of human s e rvices study and 
report to the legislative management; and to provide an appropriatio n .  

BE IT  ENACTED BY THE LEGISLATIVE ASSEMBLY OF NORTH DAKOTA: 

SECTION 1 .  

Autism spectrum disorder database - Rulemaking - Confidential ity . 

.1. The state depa rtment of health shal l  establ ish and ad m inister an autism 
spectrum disorder database. The database m ust incl u de a record of al l  
reported cases of autism spectrum disorder in the state a nd any other 
information determi ned relevant and appropriate by t h e  department in 
order to complete epidem iologic surveys of the autism spectrum disorder, 
enable research and analysis of the autism spectrum d i sorder, and provide 
services to ind ividuals with an autism spectrum disorde r. 

2 .  The state depa rtment of health shal l  establish criteria regardi ng who is 
qualified to report a case of autism spectrum disorder to the database. I n  
establ ishing this criteria, the department shall  require t h at the reporter be a 
doctoral-level professional and be appropriately l icensed, credentialed, and 
experienced in the field of autism spectrum disorder, i n cluding intellectual 
testing a nd other form al evidenced-based assessments for autism 
spectrum disorders. The department shall  consult wit h  experts in 
establ ishing this criteria .  

� The database establ ished u nder this section must:  

� I nclude the reported individual's diagnoses under the American 
psychiatric association's Diagnostic and Statistica l  Manual of Mental 
Disorders, Fifth Edition; and 

!;L I nclude a complete physical evaluation of the reported individual, 
performed by a l icensed physician.  

4.  The state health council shal l  adopt rules to provide for m andatory 
reporting to the autism spectrum disorder database a n d  to establish 
reporting requirements, including timel iness require m e nts . 

� The state department of health shal l  keep confidentia l  a l l  records of the 
database which could be used to identify a reported i n d ividual; however, 
the depa rtment may provide these records to other state agencies as 
necessary to effect the purposes of this database without regard to the 
confidential n ature of the records. If the department provides confidentia l  
records of  the database to a state agency, the departm e nt shal l  notify the 
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receiving agency of the confidential nature of the records and the receiving 
agency shal l  treat these records as confidentia l .  

SECTION 2. 

Autism spectrum disorder voucher program - Appeal. 

.1. The department of human services shal l  establ ish a voucher program to 
assist in funding equipment and general  educational n e eds related to 
autism spectrum disorder for ind ividuals under age twenty-two who have 
been d iagnosed with autism spectrum d isorder. The program may include 
funding for assistive technology; video model ing videos or equipment; 
language-generating devices; tra in ing and educational material for parents; 
parenting education; sensory equipment; tutors; safety equipment; travel 
tools; self-care equipment; timers; visual representatio n  systems; language 
comprehension equipment; and registration and re lated expenses for 
workshops and training to improve independent l iving s ki l ls, employment 
opportunities, and other executive or social ski l ls .  I n  d eterm i n ing the 
amount of a voucher for which an applicant may be determi ned el igible 
under this section, the department shall  consider the applicant's level of 
function i ng. 

£. The department shall  adopt rules addressing managem e nt of this voucher 
program and establ ishing the el igibi l ity requirements a n d  exclusions for 
this voucher program. The program may not provide a voucher for early 
i ntensive behavioral intervention, including appl ied behaviora l  analysis, 
intensive early interventional behavioral therapy, intens ive behavioral 
i ntervention, the Lovaas method, the Denver model, LEAP (learning 
experiences - an alternative program for preschoolers a nd parents), 
TEACCH (treatment and education of autistic and related communication 
handicapped chi ldren), pivotal response train ing, or d i screte trial train ing. 

� A decision on a voucher application which is issued by t he department 
under this section may be appealed as provided under chapter 28-32. 

SECTION 3. DEPARTMENT OF HUMAN SERVICES AUTIS M SPECTRUM 
DISORDER STU DY AND REPORT TO THE LEGISLATIVE MANAGEMENT. During 
the 20 1 3-1 4 i nteri m ,  i n  consultation with cl in icians who have expertise i n  the 
eval uation , d iag nosis, and treatment of autism spectrum disorder, the department of 
human services shal l  study autism spectrum d isorder services , inc luding the most 
feas ible service del ivery system for individuals not served in the developmental 
disabi l ity system who have an autism spectrum disorder. Before Aug ust 1 ,  2014 ,  the 
department of human services shal l  report to the legislative manage me nt the outcome 
and reco m mendations of this study. 

SECTION 4. APPROPRIATION - STATE DEPARTMENT OF H EALTH - AUTISM 
SPECTRUM DISORDER DATABASE. There is appropriated out of any moneys in the 
general fund in the state treasury, not otherwise appropriated , the s u m  of $200,648, or 
so m uch of the sum as may be necessary, to the state department of health for the 
purpose of establ ishing and admin istering an autism spectru m disorder d atabase, for 
the bienn i u m  beginn ing July 1 ,  201 3, and ending June 30, 20 1 5 . T h e  state department 
of health is authorized one full-time equiva lent position for this purpose. 
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SECTION 5. APPROPRIATION - DEPARTMENT OF HUMAN SERVICES -
STATE AUTISM COORDINATOR. There is a ppropriated out of a n y  moneys i n  the 
gen eral fund in the state treasury, not otherwise appropriated ,  the s um of $400,000, or 
so much of the sum as may be necessary, to the department of h uman services for the 
purpose of hiring a state autism coord inator who would be responsib le for 
implementing a resource and service center to provide i nformation a n d  services for 
individuals with autism spectrum disorder, developi ng a statewide o utreach p lan ,  
conducting regional meetings and an a nnual  conference, and devel o ping a protocol for 
use after screenings, for the b ie n nium beginning Ju ly 1 ,  201 3 ,  and e nding J u ne 30, 
201 5. The department of human services is a uthorized one ful l-ti m e  equivalent position 
for this p urpose. 

SECTION 6. APPROPRIATION - DEPARTMENT OF HUMAN SERVICES -
STATEWIDE AUTISM SPECTRUM DISORDER TRAINING EFFORT. There is 
appropriated out of any moneys i n  the general  fund in the state tre asury, n ot otherwise 
appropriated, the sum of $500,000, or so much of the sum as may be necessary, to the 
department of human services for the purpose of implementing a statewide a utism 
spectrum d isorder training effort, includ ing physician train ing,  regional  tra in ing ,  school 
staff train ing,  and parent train ing,  for the bie nnium beginning July 1 ,  201 3 ,  and ending 
June 30, 201 5." 

Renumber accordingly 
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Date ii(td/3 
Roll call voe#: { 

20 1 3  S E NATE STA N D I N G  COM M I TTEE 

ROLL CALL VOTES 

BI LL/RESOLUTIO N  NO. ;I / 93  
Senate Human S e rv ices Committee 

D Check here for C onference Comm ittee 

Legislative Council Amend ment N umber 

Action Taken:  0 Do Pass 0 Do Not Pass D Amended �dopt Amen d m ent 

D Rerefer to Appropriations D Reco n s ider 

Motion M ade By &VJ. De vtJ2 

Senators Yes 

Chari m an Judy Lee v 
Vice Chairman Oley Larsen v 
Senator Dick Dever v' 
Senator Howard Anderson, Jr. v' 

Total 

N o  S enator 

Senator Tyler Axness 
Yes N o  

v 

I 

(Yes) 5 No 0 ----�=------------- ----�----------------------

Absent 0 
Floor Ass ignment 

If the vote is on an amendment, b riefly indicate intent: 



' !  

Date: �/;3/13 
Roll Cal l  Vote #: � 

20 1 3  S E NATE STA N D I N G  COMM ITTEE 

ROLL CALL VOTES 

BI LL/RESOLUTI O N  NO. 0( /Cf'3 
Senate H uman Services Comm ittee 

0 C heck here for Conference Comm ittee 

Leg is lative Counci l  Amendment N umber / 3 ,  0 I CJ J · 0.5 D D l 
Action Taken:  �Do Pass 0 Do Not Pass C!:JAmended 0 Adopt Amendment 

�erefer to Appropriations D Reconsider 

Motion M ade By &.v,. An�V\ Seconded By S-LV\ . Ax..n �_ss· 

Senators Yes N o  S enator Yes N o  

C h a ri m a n  J udy Lee .� Senator Tyler Axness v" 
Vice C h ai rman Oley Larsen L 
Senator Dick Dever v' 
Senator H oward Anderson, J r. v 

Total (Yes) � No 
-----=----------------��----------------------

Absent 0 
Floor Assignment 

If  the vote is on an amendment, briefly ind icate i ntent: 



Com Standing Committee Report 
February 14, 201 3  7:57am 

Modu le ID: s_stcomrep_28_001 
Carrier: J. Lee 

Insert LC: 1 3.01 92.03007 Title: 04000 

REPORT OF STANDING COMMITTEE 
SB 2193:  Human Services Committee (Sen. J. Lee, Chairman) recommends 

AMENDMENTS AS FOLLOWS and when so amended , recommends DO PASS 
and BE REREFERRED to the Appropriations Committee (5 YEAS, 0 NAYS, 
0 ABSENT AND NOT VOTI NG).  SB 2 1 93 was placed on the Sixth order on the 
calendar. 

Page 1 ,  l ine 1 ,  after "A BI LL" replace the remainder of the bi l l  with "for an Act to provide for 
the establ ishment of an autism spectrum d isorder database and an autism spectrum 
d isorder voucher program; to provide for a department of human services study and 
report to the legislative management; and to provide an appropriation.  

BE IT ENACTED BY THE LEGISLATIVE ASSEMBLY OF NORTH DAKOTA: 

SECTION 1 .  

Autism spectrum d isorder database - Rulemaking - Confidentiality . 

.1. The state department of health shall establish and administer an autism 
spectrum d isorder database. The database must include a record of al l  
reported cases of autism spectrum d isorder in the state a n d  any other 
information determined relevant and appropriate by the d epartment in 
order to complete epidemiologic surveys of the autism spectrum d isorder. 
enable research and analysis of the autism spectrum disorder. and 
provide services to individuals with an autism spectrum d isorder. 

£. The state department of health shall establish criteria regarding who is 
qualified to report a case of autism spectrum d isorder to the database. I n  
establishing this criteria, the department shall require that the reporter be 
a doctoral-level professional and be appropriately l icensed. credentialed. 
and experienced in  the field of autism spectrum d isorder, including 
intellectual testing and other formal evidenced-based assessments for 
autism spectrum d isorders. The department shall consult with experts in  
establishing this criteria. 

� The database establ ished under this section must: 

E.:. I nclude the reported individual's d iagnoses under the American 
psychiatric association's D iagnostic and Statistical Manual of Mental 
D isorders, Fifth Edition; and 

� I nclude a complete physical evaluation of the reported ind ividual. 
performed by a licensed physician. 

4. The state health council shall adopt rules to provide for mandatory 
reporting to the autism spectrum disorder database and to establish 
reporting requirements, including timeliness requirements. 

§... The state department of health shall keep confidential a l l  records of the 
database which could be used to identifv a reported ind iv id u al; however. 
the department may provide these records to other state agencies as 
necessary to effect the purposes of this database without regard to the 
confidential nature of the records. If the department provi d es confidential 
records of the database to a state agency, the department shal l  notify the 
receiving agency of the confidential nature of the records a n d  the 
receiving agency shall treat these records as confidential. 

SECTION 2. 

(1 ) DESK (3) COMMITTEE Page 1 s_stcomrep_28_001 



Com Standing Committee Report 
February 14, 2013 7:57am 

Module ID:  s_stcomrep_28_001 
Carrier: J. Lee 

Insert LC: 1 3.01 92.03007 Title: 04000 

Autism spectrum disorder voucher program - Appeal.  

.L The department of human services shall establish a voucher program to 
assist in funding equipment and general educational needs related to 
autism spectrum d isorder for individuals under age twenty-two who have 
been diagnosed with autism spectrum disorder. The program may 
include funding for assistive technology; video model ing videos or 
equipment; language-generating devices: train ing and educational 
material for parents: parenting education; sensory equipment; tutors: 
safety equipment; travel tools; self-care equipment; timers: visual 
representation systems: language comprehension equipment; and 
registration and related expenses for workshops and train ing to improve 
independent living skills. employment opportun ities. and other executive 
or social skil ls. In determining the amount of a voucher for which an 
applicant may be determined eligible under this section. the department 
shal l  consider the applicant's level of functioning. 

b. The department shall adopt rules addressing management of this 
voucher program and establishing the eligibi l ity requirements and 
exclusions for this voucher program. The program may not provide a 
voucher for early intensive behavioral intervention, including applied 
behavioral analysis, intensive early interventional behavioral therapy, 
intensive behavioral intervention, the Lovaas method, the Denver model, 
LEAP (learning experiences - an alternative program for preschoolers 
and parents), TEACCH (treatment and education of autistic and related 
communication hand icapped children), pivotal response tra in ing, or  
d iscrete trial training . 

.1. A decision on a voucher application which is issued by the department 
under this section may be appealed as provided u n der chapter 28-32. 

SECTION 3. DEPARTMENT OF HUMAN SERVICES AUTISM SPECTRUM 
DISORDER STUDY AND REPORT TO THE LEGISLATIVE MANAGEMENT. During 
the 201 3-14 i nterim ,  in  consultation with cl inicians who have expertise in  the 
evaluation, d iagnosis, and treatment of autism spectrum d isorder, the department of 
human services shal l  study autism spectrum disorder services, including the most 
feasible service del ivery system for individuals not served in the developmental 
d isabil ity system who have an autism spectrum disorder. Before August 1 ,  2014 ,  the 
department of human services shall report to the leg islative management the 
outcome and recommendations of this study. 

SECTION 4. APPROPRIATION - STATE DEPARTMENT OF H EALTH 
AUTISM SPECTRUM DISORDER DATABASE. There is appropriated out of any 
moneys in the general fund in the state treasury, not otherwise appropriated, the sum 
of  $200 ,648, or so much of the sum as may be necessary, to the state department of 
health for the purpose of establishing and admin istering an autism spectrum d isorder 
database, for the biennium beg inning July 1 ,  201 3, and ending June 30, 201 5 .  The 
state department of health is authorized one full-time equivalent position for this 
purpose. 

SECTION 5. APPROPRIATION - DEPARTMENT OF HUMAN SERVICES -
STATE AUTISM COORDINATOR. There is appropriated out of any m oneys in the 
general fund in  the state treasury, not otherwise appropriated , the sum of $400,000, 
or so much of the sum as may be necessary, to the department of h uman services 
for the purpose of h iring a state autism coord inator who would be responsible for 
implementing a resource and service center to provide information a n d  services for 
individuals with autism spectrum d isorder, developing a statewide outreach plan,  
conducting reg ional meetings and an annual conference, and developing a protocol 
for use after screenings, for the biennium beginning J u ly 1 ,  20 1 3, and ending 
June 30, 201 5. The department of human services is authorized one ful l-time 
equivalent position for this purpose. 

( 1 )  DESK (3) COMMITTEE Page 2 s_stcomrep_28_001 



Com Standing Committee Report 
Februa ry 1 4, 201 3 7:57am 

Module ID: s_stcomrep_28_001 
Carrier: J. Lee 

Insert LC: 1 3.0192.03007 Title: 04000 

SECTION 6. APPROPRIATION - DEPARTMENT OF HUMAN SERVICES -
STATEWIDE AUTISM SPECTRUM DISORDER TRAINING EFFORT. There is 
appropriated out of any moneys in  the general fund in the state treasury, not 
otherwise appropriated , the sum of $500,000, or so much of the sum as may be 
necessary, to the department of human services for the purpose of implementing a 
statewide autism spectrum disorder training effort, including physician train ing ,  
reg ional training,  school staff training , and parent training, for the bienn ium beginn ing 
July 1 ,  201 3, and ending June 30, 201 5." 

Ren u m ber accordingly 
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Explanation or reason for introduction of bill/resolution: 

A B I LL  Re: A utism spectrum disorder database and program department and a Human 
Services Study (DO PASS) 

Minutes: Testimony Attached 

Chairman Holmberg called the committee to order on Tuesday, February 19 ,  20 13 at 9:00 
am in rega rds to SB 2193. A l l  committee members were present. 

Senator Joan Heckaman, District 23 introduced bi l l  and provided Testimony attached # 1 .  

Senator Judy Lee, District 13 - This is a work in progress. J ust b riefly going through it you 
wi l l  see there wil l  be a database that is going to be put in to p lace that is going to record al l  
cases of a utism spectrum disorder which I'm going to cal l  ASD. It also estab lishes criteria 
for the diagnosis and that wi l l  be under the diagnostic and statistical manual  of mental 
disorders .  It talks about physical eva luation and adopting rules and those kinds of things.  
The Health Department wil l  be responsible for this database and appropriate confidential  
measures wil l  be taken . The voucher program is where you wou ld probably have some 
interest as far as the cost is concerned ; we are looking at trying to make sure that we a re 
going to support programs that have medically proven to be effective. The kinds of 
treatments that wou ld be included in this wou ld be those kinds of interventions  that have 
p roven to be effective and as time goes by as there's more scientific  data on some other 
kinds of interventions certainly those wou ld be considered but at this point it talks about in 
section 2 subsection 1 some of those things that wou ld be included . We also wou ld be 
talking about what wouldn't be, there are exclusions that are specifical ly excluded because 
they do not have a p roven effectiveness. We wou ld also be looking in section 3 on h aving  a 
report, and section 4 talks about an appropriation again for establishment of this database 
and there is also in section 5 the origina l  bi l l  cal led for 2 peop le in the coordinators a 
position rig ht now it has been reduced to 1 coordinator. Then the training which is a real ly 
significant things here.  We need to make sure we have additional training avai lable not only 
for teachers because I'm sure you are aware children are covered for specia l  needs  
services in  thei r  3rd birthday up  to thei r  22nd birthday and that is p rovided through the 
schools. It's based on what is appropriate for a public  education and there a re certainly 
thing s  needed beyond the educational component during a regu lar  school day b ut a lso 
nights and weekends. (7:42) 
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Chairman Holmberg - The work in progress has a long way to go and the budgets of 
cou rse, the bi l l  has a coup le smal l appropriations in it but the financial impact real ly i s  within 
the budget of Human Services and the Health Department it's certainly too late to reopen 
the scab on the Health  Department at this stage but if the committee wants to pass the bi l l  
knowing f u l l  wel l  that we wi l l  have to  look at Human Services when i t  comes over here and 
also the Health Department over in the House and then clearly on a conference committee. 

Senator Judy Lee - I respectfu l ly request you not throw out any of these components .  

Senator Mathern handed out testimony from Dr. Barbara Stanton, Testimony attached #2 
in favor of SB 2193. 

Christine Hogan, P&A Project - In support of SB 2193 and provided Testimony attached 
# 3. 

Carlotta McCleary, NO Federation of Families for Children's Mental Health 
(NDFFCMH) testified in favor of SB 2193 and provided Testimony attached # 4. 

Senator Warner - Do you have a national organization which publishes a list of best 
p ractices? 

Carlotta McCleary - I haven't specifically researched what a l l  the best practices are listed 
within ASD but I do know that a lot of organizations do a list, particular best p ractice 
approaches. 

Maggie Anderson, Department of Health, went through how the fiscal note was created. 
(21 :20 )  

Senator Mathern - We had an interim study that came up  with a bi l l  and then we had the 
study of the governor's task force that came u p  with a bi l l .  I was a litt le bit concerned that 
one g roup  of people was going this way and one group of people was going that way and 
they rea l ly weren't working together until more in the last month or so. I think we cou ld have 
even accomplished more if everybody was working together than we have thus far. I'm 
wondering, in this study how do you see that going forward? Do you see it as an executive 
branch study, the legislature being involved, is there some way we cou ld a l l  work together 
on this? 

Maggie Anderson - My understanding of the study, and this is based on conversations we 
had with the committee and Senator Lee was that at one point there was a version of an 
amendment that would have indicated that the Department of H uman Services should add 
ASO as a core service .  We shared just by p lacing it on a list has implications to staffing .  We 
don't currently have ASD services at the Human Service Center. There are some times that 
a chi ld who has a developmental  disabi lity or a mental  i l lness a lso has a diagnosis of ASD 
b ut the universe wou ld be much greater. So that wou ld be either a reduction in services 
that we a re able to provide for menta l  health and substance abuse or  an increase in staff. 
So it was, lets study where the appropriate location of who becomes the expert to set 
criteria  for ASD. That i s  real ly what the study is entailing, is to that one piece. 
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Senator Mathern - I s  it an executive branch study? 

Maggie Anderson - The way the amendment read was that the Department of H uman 
Services in consultation with experts who have experience in the diagnosis, treatment, and 
the assessment of ASD. 

Senator Wanzek - The $2 million for vouchers where is that money coming f rom? 

Chai rman Holmberg - It would have to be added in the department budget .  It is  just a 
vehicle and it needs a lot of tune up.  

Vickie Pete rson, a Family Voices Consultant - I am up here to answer a q uestion f rom 
the committee about establishing interventions and practices. There is an agency out there,  
it's called the National A utism Standards Report, and they look at the interventions  and 
strategies for A utism Spectrum Disorders. They look at it as being established treatments, 
emergency treatments and un-established interventions for A utism Spectrum Disorders. 
T hat is the national one and they work closely with the Autism Research Institute. 

Senator Erbele - I served on the interim committee. As you said this is a vehicle and I think 
we need to put a wheel on it and move it down the road. They need this service. 

Senator E rbele moved a do pass. Seconded by Senator Wanzek. 

A Roll Call  vote was taken. Yea: 13; Nay: 0. Absent: 0. 

Senator Judy Lee wil l  carry the bi l l .  

The hearing was closed on SB 2193. 



Amendment to: SB 2 1 93 

FISCA� NOTE 
Requested by Legislative Council 

02/14/201 3  

1 A. State fiscal effect: Identify the state fiscal effect and the fiscal effect on agency appropriations compared to funding 
I d 

. f . . 
t d d t l  . /eve s an appropna Ions antJCJPa e un er curren aw. 

2011-2013 Biennium 2013·2015 Biennium 

General Fund Other Funds General Fund Other Funds 

Revenues 

Expenditures $3,51 1 ,318 

Appropriations $2,219,854 

2015-2017 Biennium 

General Fund Other Funds 

$0 $9,741,758 

$0 $9,741,758 

1 B. County, city, school district and township fiscal effect: Identify the fiscal effect on the appropriate political 
subdivision 

2011-2013 Biennium 2013-2015 Biennium 2015·2017 Biennium 

Counties 
. .  

Cities 

School Districts 

Townships 

2 A. Bill and fiscal impact summary: Provide a brief sumrrary of the measure, including description of the provisions 
having fiscal impact (limited to 300 characters). 

' · 

$0 

$0 

SB21 93 provides for the establishment of an autism spectrum disorder database, creates an Autism Spectrum 
Disorder (ASD) voucher program and an ASD study and report and provides appropriations for the autism database, 
a state autism coordinator and statewide ASD training efforts. 

B .  .Fiscal impact sections: Identify and provide a brief description of the sections of the measure which have fiscal 
impact. Include any assumptions and comments relevant to the analysis. 

The Fiscal Effect in 1 A  above, assumes that once the estimated cost of vouchers have been exhausted no 
additional voucher payments will be made. Section f ahd 4 requires the Department of Health to establish an autism 
spectrum disorder database and to complete epidemiologic surveys. The bill contains an ·appropriation of $200,648 
to establish the database and authorizes the hiring of 1 FTE. In order to maintain the database and complete the 
surveys the Department of Health will need $391 ,464, with .$100,000 being operating costs and $291 ,464 for 2 
FTES, all of which are general fund. Section 2 requires, the Department of Human Services to establish an autism 
spectrum disorder voucher program. It is estimated the Department would issue $2,1 34,734 of vouchers, and incur 
$35, 120 in legal costs for appeals, all of which are general fund. Section 3 of the bill requires the Department of 
Human Services to study autism spectrum disorder services and report the outcomes and recommendations to 
legislative management during the 201 3-201 4  interim. The cost of this study is estimated to be $50,000, all of which 
are general fund. Sections 5, and 6 include a general fund appropriations for the Department of Human Services of 
$400,000, for the state autism coordinator and $500,000 for statewide autism spectrum disorder training efforts. 

3. State fiscal effect detail:  For information shown under state fiscal effect in 1A, please: 

A. Revenues: Explain the revenue amounts. Provide det�il, when appropriate, for each revenue type and fund 
affected and any amounts included in the executive budget. 

l� ' ' 



t' . 

B. Expenditures: Explain the expenditure amounts. Provide detail, when appropriate, for each agency, line item, and 
fund affected and the number of FTE positions affected. 

Section 1 and 4 requires the Department of Health to e.stablish an autism spectrum disorder database and to 
complete epidemiologic surveys. The bill contains an appropriation of $200,648 to establish the database and 
authorizes the hiring of 1 FTE. In order to maintain the database and complete the surveys the Department of 
Health will need $39 1 ,464, with $1 00,000 being operating costs and $291 ,464 for 2 FTES, all of which are general 
fund. Section 2 requires the Department of Human SerVices to establish an autism spectrum disorder voucher 
program. It is estimated the Department would issue $2, 1 34,734 of vouchers, and incur $35 , 120 in legal costs for 
appeals, all of which are general fund. Section 3 of the bill requires the Department of Human Services to study 
autism spectrum disorder services and report the outcomes and recommendations to legislative management during 
the 201 3-2014 interim. The cost of this study is estimated to be $50,000, all of which are general fund. Sections 5, 
and 6 include a general fund appropriations for the Department of Human Services of $400,000, for the state autism 
coordinator and $500,000 for statewide autism spectrum disorder training efforts. The fiscal impact for the 
Department of Health for the 201 5-2017  biennium is $391 ,464, all of which is general fund. This is the cost of the 2 
FTEs and the on-going costs to support the autism spectrum disorder duties. The fiscal impact for the Department of 
Human Services for the 201 5-2017  biennium is $9,741 ,758, all of which is general fund. This would include costs to 
retain the FTE for state coordination, costs to continue ,,he training efforts, and the voucher costs. 

C. Appropriations: Explain the appropriation amounts. Provide detail, when appropriate, for each agency and fund 
affected. Explain the relationship between the amounts shown for expenditures and appropriations. Indicate whether 
the appropriation is also included in the executive budget or relates to a continuing appropriation. 

For the 201 3-20 1 5  biennium the Department of Health would need an additional appropriation authority from what is 
included in the bill of $ 1 90,8 1 6  all of which is general fund. For the 201 5-20 1 7  biennium the Department of Health 
will need a general fund appropriation of $391 ,464, of which all is general fund, to maintain the 2 FTEs for the 
administration of the autism spectrum disorder database and other duties. For the 201 3-201 5  biennium the 
Department of Human Services will need an appropriation increase from what is included in the bill of $2,21 9,854, 
all of which is general fund, to issue vouchers and to complete the study and report for legislative management. For 
the 201 5-20 1 7  biennium the department of human services will need an appropriation increase of $9,741 ,758 of 
which all is general fund, for the voucher program and to maintain the 1 FTE for autism coordination and training 
efforts. 

Name: Paul R. Kramer . 
Agency: Department of Human Services 

Telephone: 701-328-4608 
Date Prepared: 02/1 9/201 3  
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1 A. State fiscal effect: Identify the state fiscal effect and the fiscal effect on agency appropriations compared to funding 
d levels and approoriations anticioated un er current law. 

2011-2013 Biennium 2013-2015 Biennium 2015·2017 Biennium 

General Fund Other Funds General Fund Other Funds General Fund Other Funds 

Revenues $1 ,292, 1 18  $1 ,770,069 

Expenditures $2,960,130 $1 ,292, 1 18  $3,415,845 $1 ,770,069 

Appropriations $1,475, 171 $1 ,292, 1 1 8  $3,415,845 $1,770,069 

B. County, city, school district and township fiscal effect: Identify the fiscal effect on the appropriate political 
subdivision 

2011·2013 Biennium 2013·2015 Biennium 2015·2017 Biennium 

Counties 

Cities 

School Districts 

Townships 

2 A. Bill and fiscal impact summary: Provide a brief summary of the measure, including description of the provisions 
having fiscal impact (limited to 300 characters). 

SB21 93 provides for the establishment of an autism spectrum disorder database, expands the autism Medicaid 
waiver and provides appropriations for the autism database, a state autism coordinator, statewide training efforts, 
behavioral analyst certification and diagnostic teams1 '· . 

B. Fiscal impact sections: Identify and provide a brief description of the sections of the measure which have fiscal 
impact. Include any assumptions and comments relevant to the analysis. 

I 

Sections 1 and 2 of SB2 1 93, establishes the autism spectrum disorder database that will be administered by the 
department of health. The bill contains an appropriation of $200,648 to establish the database and authorizes the 
hiring of 1 FTE. In order to establish and maintain the database the department of health will need $391 ,464, with 
$1 00,000 being operating costs and $291 ,464 for 2 FTEs. Therefore the additional appropriation needed for the 
database and FTEs would be $190,816,  all of which would be general fund. Section 3 of the bill expands the autism 
spectrum disorder Medicaid waiver. An appropriation is needed to expand from 30 individuals per month to 80 is 
$2,042,925 of which $1 ,01 7,581 is general fund and $1. ,025,344 is federal funds. Due to the increase in individuals 
an appropriation is needed for 8 half time FTEs, one for each of the regions, this is to maintain a 1 :60 ratio of clients 
to case managers and not knowing where the additional 50 individuals may be we are estimating .5 FTE for each 
region, or 4 total FTEs; $508 , 1 52 of which $254,076 is general fund. An appropriation would also be needed to 
expand the fiscal agent contract for the additional 50 individuals which would be $25,396 of which $1 2,698 would be 
general fund. Sections 4,  5, 6 ,  and 7 of SB21 93 include appropriations of $494,1 35, for the state autism coordinator 
and staff, $1 58,032 for the statewide autism spectrum disorder training effort, $198,864 to provide funding support 
for individuals to complete a board-certified behavioral analyst program, and $433,280 to provide autism spectrum 
disorder evaluation ,  diagnostic, and service planning teams, all of which are general fund. 

3. State fiscal effect detail: For information shown under state fiscal effect in 1A, please: 

' ' 

A. Revenues: Explain the revenue amounts. Provide detail, when appropriate, for each revenue type and fund 
affected and any amounts included in the executive budget. ; 

; l' 

The other fund revenue is additional Medicaid funding the department will be able to access. 



i . .  I 

B. Expenditures: Explain the expenditure amounts. Provide detail, when appropriate, for each agency, line item, and 
fund affected and the number of FTE positions affected. 

The fiscal impact for the department of health for the 201 3-20 1 5  biennium is comprised of: 2 FTEs for the 
establishment and administration of the autism spectrum disorder database $291 ,464, of which all is general fund; 
cost for establishing and maintaining the database including operating expenses to support the 2 FTEs $1 00,000, of 
which all is general fund. The fiscal impact for the dep�rtment of human services for the 201 3-201 5 biennium is 
comprised of: 6 FTEs for state autism coordination and case managers $883,043, .of which $628,967 is general 
fund, operating costs including training and conference dollars to support autism coordination FTEs $11 9,244, of 
which all is general fund, costs to support the statewide autism spectrum disorder training efforts $1 58,032, of which 
all is general fund, costs to provide funding support for .individuals to complete a board-certified behavioral analyst 
program $1 98,864, of which all is general fund, costs to provide autism spectrum disorder evaluation, diagnostic, 
and service planning teams $433,280, of which all is general fund, costs to expand the fiscal agent contract for 
additional 50 individuals $25,396 of which $12,698 is general fund, costs to expand the autism spectrum disorder 
Medicaid waiver $2,042,925, of which $1 ,01 7,581 is general fund and $1 ,025,344 is federal funds. The fiscal impact 
for the department of health for the 201 5-201 7  biennium is $361 ,464, of which all is general fund. This would include 
on-going supports costs for the autism spectrum disqrqer database and the costs to retain the 2 FTEs. The fiscal 
impact for the department of human services for the 201 5-2017  biennium is $4,824,450 of which $3,054,381 is 
general fund. This would include costs to retain the 2 FTEs for state coordination ,  8 half time FTEs for case 
management, costs to continue the training efforts, behavioral analyst certification, diagnostic teams, fiscal agent 
contract, and the costs to continue the autism spectrum disorder Medicaid waiver. 

C. Appropriations: Explain the appropriation amounts. Provide detail, when appropriate, for each agency and fund 
affected. Explain the relationship between the amounts shown for expenditures and appropriations. Indicate whether 
the appropriation is also included in the executive budget or relates to a continuing appropriation. 

The department of health will need an appropriation increase from what is included in the bill, of $190,816, of which 
all is general fund. For the 201 5-201 7  biennium the department of health will need an appropriation increase of 
$361 ,464, of which all is general fund. The department.of human services will ne.ed an appropriation increase from 
what is included in the bill of $2,576,473 with $1 ,284,355 being general fund, to expand the autism spectrum 
disorder Medicaid waiver, add 8 half time FTEs for case managment and expand the fiscal agent contract. For the 
201 5-201 7  biennium the department of human servi<;e$ will need an appropriation increase of $4,824,450, of which 
$3,054,381 is general fund. 

· ' 

Name: Paul R. Kramer 
Agency: Department of Human Services 

Telephone: 701 -328-4608 
Date Prepared: 02/05/201 3 
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REPORT OF STANDING COMMITTEE 
SB 21 93, as engrossed: Appropriations Committee (Sen. Holmberg, Chairman) 

recommends DO PASS ( 1 3  YEAS, 0 NAYS, 0 ABSENT AND NOT VOTING). 
Engrossed SB 2 1 93 was placed on the Eleventh order on the calendar. 
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Explanation or reason for introCiuction of bi l l/resolution : 

A B ILL for an Act to provide for the Department of Human Services study and report to the 
leg islative management and to provide an appropriation to establ ish an autism spectrum 
d isorder database. 

Minutes: 

Chairman Weisz opened the hearing on SB 2193. 

Testimony 1, 2, 4, 5, 6, 7, 8, 9, 10, 1 1, 12; 13, 14, IJ* 111,· Handout #3 

00:26 Senator Joan Heckaman:  from District 23, New Rockford introduced and 
supported the b i l l .  (See Testimony #1 ) Three years of work by the Governor's autism task 
force. Meets quarterly to determine current services avai lable in NO, surveyed needs in the 
state, and developed a plan for services for individuals with autism . Section 3 of the bi l l  
asks for a study. What is the relevance for the study? We as a task force are doing that 
already and they are open meetings that anyone can attend . 

4:05 Senator Judy Lee: from District 1 3, West Fargo testified in  support of the b i l l .  
Changes were made in the Senate Human Services committee . The goal is to provide 
appropriate services that demonstrate the effectiveness of beginn ing a program to serve 
ch i ldren who are now currently served under the waiver. The waiver covers chi ld ren up to 
age 5 and has to be el igible for institutional ized care. What is the scope of th is need in the 
state? What kinds of services are most appropriately provided? This needs to be at a 
doctor professional level .  Section 2 is a voucher system.  This wraps around the waiver 
because it's for chi ldren younger than 3, older than 5, and meet services beyond those 
which would be provided that are education related . It is not income based . Section 3 is a 
report from the Department of Human Services. Departments wou ld evaluate the progress 
of this voucher program. We want to make sure we are focusing the best possible way on 
the chi ldren who most need it .  I n  order for us to use state dol lars wisely and establ ish a 
program that wi l l  be successful ,  we felt it was best to beg in with a core group of services 
that we know work, that can provide benefits to the chi ldren,  beg in the process of 
d iagnosis, identification , and education/tra in ing.  

1 2 :40 Representative Fehr: On page 1 ,  l ine 22 , the first DSM5 has not been pub l ished 
yet? 
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Senator Judy Lee: No. 

1 2 :54 Representative Fehr: I 'm wondering if there was testimony in terms of this, since we 
don't know what DSM5 wi l l  see, wi l l  it in fact be a good tool to use? 

Senator Judy Lee: We didn't get anyone who suggested that there wou ld be any serious 
issue with using the DSM5. 

1 5:05 Teresa Larsen :  Director of the Protection and Advocacy Project and member 
of the Autism Spectrum Disorder Task Force: testified in support of the b i l l .  (See 
Testimony #2) There are a number of concerns regarding the ASD legislation . A d iversified 
group has met to work towards ach ieving consensus on language for SB 2193. This g roup 
has come to an agreement on the language. Passed out a handout. (See Handout #3) 

21 :26 Representative Porter: In  Section 2 did you have a cost figure that went with that 
language? 

Teresa Larsen :  I bel ieve we wou ld be using the same cost figure .  

21  :56 Representative Porter: What is  the total number of i ndividuals using that figure end 
up being? 

Teresa Larsen :  42 new individuals. 

23:25 Colin Vieweg : A 13 year old boy with autism testified in support of the b i l l .  (See 
Testimony #4) We need more help in services. The voucher system wi l l  help us get 
services that our fami l ies have trouble affording .  

26:59 JoAnne Vieweg: Grandmother to Col in Vieweg testified in support of the b i l l .  (See 
Testimony #5) JoAnne handed out testimony for Chris McEwen.  (See Testimony #6) Colin 
feels he needs to advocate for those who can't speak up for themselves. Our organ ization 
is in  contact with 98 fami l ies and individuals who are involved in the autism spectrum .  We 
supply support groups, commun ity education, and help with advocacy. She is interested in 
the tra in ing component and voucher system. Teachers need good train ing and ongoing 
professional development. The voucher system would help fund services that these types 
of ch i ldren need.  

34:25 Donene Feist: Director of Family Voices of ND, testified in support of the b i l l .  
(See Testimony #7) Donene handed out a testimony in support of the b i l l  by Toby Cherney, 
a parent of an autism child .  (See Testimony #8) We provide emotional and informational 
support to fami l ies across the state that have a chi ld with autism spectrum disorder. Our 
staff provides assistance to those fami l ies through a service that provides emotional 
support and educational assistance to assist them with various needs. There is a need for 
the voucher and the expanded waiver .  

44:22 Vicki Peterson: A mother of a chi ld with autism and fami ly consultant for Family 
Voices of ND testified in support of the bi l l .  (See Testimony #9) Section 1, concern ing the 
database and language, many parents have contacted her regard ing the research and 
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analysis as wel l  as the department may provide these records to other state agencies. 
Protecting this database is essential . There are also concerns about the language of a 
complete physical evaluation . Made reference to Section 2. A voucher system is needed . 

50:59 Craig DeGree: A licensed ch i ld psycholog ist. (See Testimony #1 0) He is not in  
favor or exclusion of early intensive behavioral inventions as identified in Section 2. More 
needs to be done at an earlier age. 

53:20 Wade Nagel : A dad of a 3 year old son with autism. Testified in support of the b i l l .  
Son was normal unti l 16-1 8 months and noticed a change. Wouldn't respond to name had 
his hearing tested . Took him to pediatrician and they said wait it out for several months. 
When we went back he was d iagnosed with autism. The medical community wrote our son 
Watson off at age 2. No one we talked to said this is curable. My wife and I started getting 
information from the internet and started our own therapy on our son . Early intervention is 
essential with chi ldren with autism. We hooked up with the Anne Carlson Center and they 
did a card therapy which is evidence based . He now speaks in fu l l  sentences and goes to 
day care . If he continues with this growth he wi l l  go to regular kindergarten. Early and 
intensive intervention is the way to go. 

1 :05 :31  Missy Brademeyer: Is in support of th is b i l l .  Has a son 13  years old .  Feels it's 
important that we introduce early intensive behavior programs. We feel we lost our son at 
the age of 2 to autism. We began using the internet through ABA because resources were 
not avai lable .  We are with the Anne Carlson Center and the card therapy. Teach ing 
concepts to our chi ldren and if we cou ld have had that knowledge we wou ld have been a 
lot farther along than we are now. (Told how she taught her autism son the concepts of on 
top ,  underneath , over and under.) This is how an effective program works. These chi ldren 
are so smart and can be productive members of society. 

1 : 1 2:24 Carlotta McCleary: Executive Director of ND Federation of Fami l ies for 
Chi ldren's Mental Health : testified in support of the b i l l .  (See Testimony #1 1 )  This is a 
parent-run advocacy organ ization that focuses on the needs of ch i ldren and uses emotional 
behavior and mental d isorders and thei r  fam i l ies from birth to transition to adulthood . It 
works with chi ldren and youth and their fami l ies. We support the establ ishment of the 
autism spectrum disorder database, the autism spectrum disorder pi lot voucher program,  
and a study for the Department of Human Services comprehensive tra in ing effort. This 
voucher program al lows serving chi ldren who are graduating from the current autism 
waiver. It should be expanded to include others .  The Department of Human Services 
should establish a process to determine the evidence based practices and promising 
practices . 

1 : 1 5 :28 Eric Monson : From Anne Carlson Center. (See Testimony #1 2) An outl ine was 
put together showing some positions relative to ABA therapy and the waiver program.  We 
support this b i l l .  Think about the del ivery of health care or social services in rural areas and 
how the exclusions wou ld affect that. 

1 : 1 9 :27 Representative Porter: Getting chi ldren early treatment and intervention, there is 
a b ig skimming of th is money that's going to FTE's that have noth ing to do with the 
treatment of the chi ldren. Did you look at that? 
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1 :20:22 Eric Monson:  I'm convinced we need some structure on what services should be 
excluded . The education is needed in the schools where they can identify autism . 

1 :22:33 Representative Porter: There are 22 different FTE's that are inside this b i l l .  Am I 
seeing something wrong? 

Eric Monson : I haven't counted the FTE's. In  terms of the database a positive impact we 
received is much better cancer treatment. 

1 :24: 1 6  Representative Porter: Get the treatment to the chi ldren;  don't spend it all on 
overhead. 

Eric Monson: I can't disagree with that. We should have a database registry. 

1 : 26 :05 Representative Porter: Would you expand the scope of the Anne Carlson 
Center? So we are paying less overhead and more for the treatment? 

Eric Monson: We are prepared to enter the same kind of partnership that we offered in the 
last session. 

1 :27:01 Representative Mooney: Could you explain what card stands for? It's paramount 
that parents receive train ing as wel l ,  correct? 

Eric Monson: Center for Autism and Related Disorders. Yes, we have developed our 
programming with that as a central focus. 

1 :28:04 Representative Silbernagel :  Could you summarize how you might expand what 
you have proposed? 

Eric Monson : Last session there was a b i l l  introduced to requ ire an insurance mandate. 
This wou ld provide certain services for ch i ldren and adults on the autism spectrum .  We 
offered to match dol lar for dollar what the state might put into the program .  (a cap put in 
place) We wou ld get some program going; beg in the research , and understand ing the 
numbers. 

1 :29 :57 Representative Mooney: Would you have any way of being able to come up with 
numbers to g ive a comparison between what it costs to treat a chi ld who is 15-17 years o ld 
or later in l ife as compared to when they are younger? 

Eric Monson: We have seen studies that demonstrate that. I n  terms of our own work, it's 
probably too short a time to receive data . 

1 :31 : 1 6  Dr. Barbara Stanton : from Prairie St. John's testified in support of the b i l l .  (See 
Testimony # 1 3) There is need for a study to be done. There is need for a tracking system 
in the state to plan future services, access funding , and g ive us the opportun ity for data 
sharing.  It wi l l  benefit fami l ies across the state. Taking a look at the diagnostic gu idel ines is 
also important. This bi l l  wi l l  point us in the right d irection. 
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1 :44:09 Representative Oversen :  Could you speak on the l ist of excluded services on 
early behavioral intervention in general? Why would we exclude that or is it the fact that it's 
not a specific form? 

1 :44:28 Dr. Stanton: Part of the problem is broad based and vague.  We need to continue 
to develop a better understanding . They are not ineffective. We want to identify services 
that we know can be effective, have a positive outcome, and to come back with more data, 
research , and more understanding. 

1 :49 :40 JoAnn Hoesel :  from DHS. The voucher system is d ivided into five areas .  There 
are three priority groups. The waiver has reached its max which is 30 chi ldren .  

1 :57:00 Tamara Gal lup-Mi lner: Director of the Division of Children's Special Health 
Services of NO for the Department of Health : (See Testimony #1 4) If this b i l l  is adopted, 
the Department of Health requires clarification and a number of items l isted in her 
testimony. The bi l l  requires a complete evaluation of the ind ividual .  

2 :03 :28 Gerry Teevens: Special Education Director for the Dept. of Publ ic 
Instruction : provided information on the bi l l .  (See Testimony #1 5) Support of this b i l l  is to 
reinstate the appropriation for the Department of Public Instruction to provide tra in ing and 
support to general education classroom teachers and other school staff regard ing the most 
effective methods of educating and providing services and supports to ind ividuals with 
autism. 

Hearing closed . 

HANDED I N  TESTIMONY IN  SUPPORT 

Amanda Lausch : (See Testimony #1 6) 
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Chairman Weisz: Let's look at SB 2193. Rep .  Fehr has some amendments. 

Rep. Fehr: (See Attachment #1) (Rep. Fehr went through the amendment.) 

1 0 :17 
Rep. Fehr: I move the amendment. 

Vice-Chair Hofstad : Second . 

Chairman Weisz: You are keeping the funding intact that is in  the coord inator and the 
tra in ing , correct? 

Rep . Fehr: That's correct. 

Chairman Weisz: I assume the 35 wi l l  add about $2.5 mi l l ion fiscal effect? 

Rep. Fehr: It wi l l  come out to a l ittle more than $2.5 mi l l ion . 

Chairman Weisz: JoAnn can you come up p lease. About $1 .8 mi l l ion right? 

12 :38 
JoAnn Hoesel :  The existing bi l l  is based on a voucher. The voucher was based on the 
waiver, but the current voucher is based on 42 . We would have to go and adjust it to that 
number if you want us to do that. 

Chairman Weisz: Would the expenses be somewhat similar per chi ld or less? 

Hoesel :  We wou ld base it on the same methodology. 
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Rep .  Oversen :  The current b i l l  is up to 22, but the amendment is only through age 5 .  

Chairman Weisz: The bi l l  i s  assuming 42 through age 22 . 

Hoesel :  You cost is per child . The service mix wil l be d ifferent based on age; it won't affect 
the amount of dol lars. We d id a fiscal note for HB  1012 for 42 slots and that would be the 
one you would want to look at. 

Chairman Weisz: Is the total is? 

Hoesel :  $2 ,342,000 and that is at 50/50 FMAP.  

Rep .  Mooney: How does the rest of the population get taken care of? 

Chairman Weisz: They won't be. The intent of the amendment was that you cou ld either 
cover v irtual ly a l l  of the 0-5 range or you can cover a smal l portion of them from 0-22. My 
question is to qual ify for the waiver you have to qual ify for institutional care? 

Hoesel :  It is based on the child's income. 

Rep .  Fehr: In  terms of numbers of slots and looking at what you currently been doing and 
requests you have for the waiver, what wi l l  the add itional 35 do? 

Hoesel :  The waiver is fairly new and I don't th ink the earlier time is representative of the 
demand or need . We have 35 slots currently. We fi l led 30 in February. We have three 
ind ividuals on the waiting l ist at this time. Our early intervention program has 850 . That has 
developmental delays not specific to ASD, but cou ld be inclusive of that. You are looking at 
35 and the existing 30 . There wou ld certain ly be that many chi ldren in the state that meet 
that criteria. 

Rep.  Fehr: Since you just fi l led the 30 in February and if this is passed you wi l l  have 
add itional slots and probably in the next two years you wi l l  exceed the 35 . 

Hoesel :  That is a possib i l ity. 

Rep .  Fehr: One of the things of going with a Med icaid waiver as opposed to a voucher is 
that you have federal money for about half of it. We are targeting the neediest ind iv iduals .  
Looking at up  to age 5 is to do an early intervention . 

Rep .  S i lbernagel : We currently have 42 slots and adding 35? 

Chairman Weisz: Currently it is 30 slots in the waiver. 

Rep .  S i lbernagel : Total slots wou ld be 65? 

Chairman Weisz: Yes. The add itional cost would be $1 .9 mi l l ion. 

Rep .  S i lbernagel : We are currently doing now is? 
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Chairman Weisz: Rough ly, $1 .5 mi l l ion give or take. 

Rep .  Si lbernagel :  Bal l park $5 mil l ion.  

Chairman Weisz: I'd say under 4.  (Asking JoAnn Hoesel . )  What wou ld the total be? 

Hoesel :  We have to write this waiver, but the current budget for the 30 slots for a b iennium 
is about $2 .1 mi l l ion and add this and you have the full b iennium. The $3 .2 mi l l ion is for 18 
months .  

Chairman Weisz: You are looking at about $4-4 .5 mi l l ion . 

Rep .  Mooney: Didn't we not get testimony that after the 3-5 year olds the greater problems 
l ie? There is not methodology that follows through with these k ids? 

Chairman Weisz: There is money available to the education system and there is the 
$500,000 that helps with that training. 

Rep .  Mooney: We haven't had any subcommittee work or public or study group input on 
this . This is a d ramatic change from what was brought forward in the bi l l .  

Chairman Weisz: There wi l l  be a lot of d iscussion in conference committee if  we pass th is 
out. 

Rep .  Muscha: You said this way we could help 80%, but they would have to qual ify for 
Med icaid and be institutional ized .  

Chairman Weisz: The 80% I used as an example.  Those that qual ify for the institutional 
care and the chi ld's income meets the Med icaid ; adding these slots wi l l  probably cover the 
majority of those that fit into that criteria . You wi l l  do 1/6 the kids by going to age 22 . 

Rep .  Fehr: I put together an amendment a week and half ago and was strugg l ing how to 
tweak the voucher system. I came to the conclusion that going with the Med icaid waiver is 
preferable .  We already have a Med icaid system and it makes sense to stay with a system 
already in existence. You do give up some flexibil ity with not having the voucher system . 

Rep.  Oversen : We are missing the intention behind the voucher system. Average age of 
d iagnosing Asperger's is age 6 and they would miss al l  services that are offered . I'm 
unnerved by the waiver idea and I th ink we should work with the voucher. I'm resistant to 
this amendment. 

ROLL CALL VOTE ON AMENDMENT: 9 y 4 n 0 absent 

MOTION CARRIED 

Rep .  Fehr: I move a Do Pass as Amended and re-referred to Appropriations. 
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Vice-Chair Hofstad: Second. 

ROLL CALL VOTE: 12 y 1 n 0 absent 

Bi l l  Carrier: Rep.  Fehr 



Amendment to: SB 2 1 93 

FISCA� NOTE 
Requested by Legislative Council 

02/14/201 3  

1 A. State fiscal effect: Identify the state fiscal effect and the fiscal effect on agency appropriations compared to funding 
I d 

. f . . 
t d d t l  . /eve s an appropna Ions antJCJPa e un er curren aw. 

2011-2013 Biennium 2013·2015 Biennium 

General Fund Other Funds General Fund Other Funds 

Revenues 

Expenditures $3,51 1 ,318 

Appropriations $2,219,854 

2015-2017 Biennium 

General Fund Other Funds 

$0 $9,741,758 

$0 $9,741,758 

1 B. County, city, school district and township fiscal effect: Identify the fiscal effect on the appropriate political 
subdivision 

2011-2013 Biennium 2013-2015 Biennium 2015·2017 Biennium 

Counties 
. .  

Cities 

School Districts 

Townships 

2 A. Bill and fiscal impact summary: Provide a brief sumrrary of the measure, including description of the provisions 
having fiscal impact (limited to 300 characters). 

' · 

$0 

$0 

SB21 93 provides for the establishment of an autism spectrum disorder database, creates an Autism Spectrum 
Disorder (ASD) voucher program and an ASD study and report and provides appropriations for the autism database, 
a state autism coordinator and statewide ASD training efforts. 

B .  .Fiscal impact sections: Identify and provide a brief description of the sections of the measure which have fiscal 
impact. Include any assumptions and comments relevant to the analysis. 

The Fiscal Effect in 1 A  above, assumes that once the estimated cost of vouchers have been exhausted no 
additional voucher payments will be made. Section f ahd 4 requires the Department of Health to establish an autism 
spectrum disorder database and to complete epidemiologic surveys. The bill contains an ·appropriation of $200,648 
to establish the database and authorizes the hiring of 1 FTE. In order to maintain the database and complete the 
surveys the Department of Health will need $391 ,464, with .$100,000 being operating costs and $291 ,464 for 2 
FTES, all of which are general fund. Section 2 requires, the Department of Human Services to establish an autism 
spectrum disorder voucher program. It is estimated the Department would issue $2,1 34,734 of vouchers, and incur 
$35, 120 in legal costs for appeals, all of which are general fund. Section 3 of the bill requires the Department of 
Human Services to study autism spectrum disorder services and report the outcomes and recommendations to 
legislative management during the 201 3-201 4  interim. The cost of this study is estimated to be $50,000, all of which 
are general fund. Sections 5, and 6 include a general fund appropriations for the Department of Human Services of 
$400,000, for the state autism coordinator and $500,000 for statewide autism spectrum disorder training efforts. 

3. State fiscal effect detail:  For information shown under state fiscal effect in 1A, please: 

A. Revenues: Explain the revenue amounts. Provide det�il, when appropriate, for each revenue type and fund 
affected and any amounts included in the executive budget. 

l� ' ' 



t' . 

B. Expenditures: Explain the expenditure amounts. Provide detail, when appropriate, for each agency, line item, and 
fund affected and the number of FTE positions affected. 

Section 1 and 4 requires the Department of Health to e.stablish an autism spectrum disorder database and to 
complete epidemiologic surveys. The bill contains an appropriation of $200,648 to establish the database and 
authorizes the hiring of 1 FTE. In order to maintain the database and complete the surveys the Department of 
Health will need $39 1 ,464, with $1 00,000 being operating costs and $291 ,464 for 2 FTES, all of which are general 
fund. Section 2 requires the Department of Human SerVices to establish an autism spectrum disorder voucher 
program. It is estimated the Department would issue $2, 1 34,734 of vouchers, and incur $35 ,120 in legal costs for 
appeals, all of which are general fund. Section 3 of the bill requires the Department of Human Services to study 
autism spectrum disorder services and report the outcomes and recommendations to legislative management during 
the 201 3-2014 interim. The cost of this study is estimated to be $50,000, all of which are general fund. Sections 5, 
and 6 include a general fund appropriations for the Department of Human Services of $400,000, for the state autism 
coordinator and $500,000 for statewide autism spectrum disorder training efforts. The fiscal impact for the 
Department of Health for the 201 5-2017  biennium is $391 ,464, all of which is general fund. This is the cost of the 2 
FTEs and the on-going costs to support the autism spectrum disorder duties. The fiscal impact for the Department of 
Human Services for the 201 5-2017  biennium is $9,741 ,758, all of which is general fund. This would include costs to 
retain the FTE for state coordination, costs to continue ,,he training efforts, and the voucher costs. 

C. Appropriations: Explain the appropriation amounts. Provide detail, when appropriate, for each agency and fund 
affected. Explain the relationship between the amounts shown for expenditures and appropriations. Indicate whether 
the appropriation is also included in the executive budget or relates to a continuing appropriation. 

For the 201 3-201 5  biennium the Department of Health would need an additional appropriation authority from what is 
included in the bill of $ 1 90,8 1 6  all of which is general fund. For the 201 5-201 7  biennium the Department of Health 
will need a general fund appropriation of $391 ,464, of which all is general fund, to maintain the 2 FTEs for the 
administration of the autism spectrum disorder database and other duties. For the 201 3-201 5  biennium the 
Department of Human Services will need an appropriation increase from what is included in the bill of $2,21 9,854, 
all of which is general fund, to issue vouchers and to complete the study and report for legislative management. For 
the 201 5-201 7  biennium the department of human services will need an appropriation increase of $9,741 ,758 of 
which all is general fund, for the voucher program and to maintain the 1 FTE for autism coordination and training 
efforts. 

Name: Paul R. Kramer . 
Agency: Department of Human Services 

Telephone: 701-328-4608 
Date Prepared: 02/1 9/201 3  

i i ' • . 



Bill/Resolution No.: SB 21 93 

FISCAL NOTE 
Requested by Legislative Council 

01/22/201 3 

1 A. State fiscal effect: Identify the state fiscal effect and the fiscal effect on agency appropriations compared to funding 
d levels and approoriations anticioated un er current law. 

2011-2013 Biennium 2013-2015 Biennium 2015·2017 Biennium 

General Fund Other Funds General Fund Other Funds General Fund Other Funds 

Revenues $1 ,292, 1 18  $1 ,770,069 

Expenditures $2,960,130 $1 ,292, 1 18  $3,415,845 $1 ,770,069 

Appropriations $1,475, 171 $1 ,292, 1 1 8  $3,415,845 $1,770,069 

B. County, city, school district and township fiscal effect: Identify the fiscal effect on the appropriate political 
subdivision 

2011·2013 Biennium 2013·2015 Biennium 2015·2017 Biennium 

Counties 

Cities 

School Districts 

Townships 

2 A. Bill and fiscal impact summary: Provide a brief summary of the measure, including description of the provisions 
having fiscal impact (limited to 300 characters). 

SB21 93 provides for the establishment of an autism spectrum disorder database, expands the autism Medicaid 
waiver and provides appropriations for the autism database, a state autism coordinator, statewide training efforts, 
behavioral analyst certification and diagnostic teams1 '· . 

B. Fiscal impact sections: Identify and provide a brief description of the sections of the measure which have fiscal 
impact. Include any assumptions and comments relevant to the analysis. 

I 

Sections 1 and 2 of SB2 1 93, establishes the autism spectrum disorder database that will be administered by the 
department of health. The bill contains an appropriation of $200,648 to establish the database and authorizes the 
hiring of 1 FTE. In order to establish and maintain the database the department of health will need $391 ,464, with 
$1 00,000 being operating costs and $291 ,464 for 2 FTEs. Therefore the additional appropriation needed for the 
database and FTEs would be $190,816,  all of which would be general fund. Section 3 of the bill expands the autism 
spectrum disorder Medicaid waiver. An appropriation is needed to expand from 30 individuals per month to 80 is 
$2,042,925 of which $1 ,01 7,581 is general fund and $1. ,025,344 is federal funds. Due to the increase in individuals 
an appropriation is needed for 8 half time FTEs, one for each of the regions, this is to maintain a 1 :60 ratio of clients 
to case managers and not knowing where the additional 50 individuals may be we are estimating .5 FTE for each 
region, or 4 total FTEs; $508 , 1 52 of which $254,076 is general fund. An appropriation would also be needed to 
expand the fiscal agent contract for the additional 50 individuals which would be $25,396 of which $1 2,698 would be 
general fund. Sections 4,  5, 6 ,  and 7 of SB21 93 include appropriations of $494,1 35, for the state autism coordinator 
and staff, $1 58,032 for the statewide autism spectrum disorder training effort, $198,864 to provide funding support 
for individuals to complete a board-certified behavioral analyst program, and $433,280 to provide autism spectrum 
disorder evaluation ,  diagnostic, and service planning teams, all of which are general fund. 

3. State fiscal effect detail: For information shown under state fiscal effect in 1A, please: 

' ' 

A. Revenues: Explain the revenue amounts. Provide detail, when appropriate, for each revenue type and fund 
affected and any amounts included in the executive budget. ; 

; l' 

The other fund revenue is additional Medicaid funding the department will be able to access. 



i . .  I 

B. Expenditures: Explain the expenditure amounts. Provide detail, when appropriate, for each agency, line item, and 
fund affected and the number of FTE positions affected. 

The fiscal impact for the department of health for the 201 3-20 1 5  biennium is comprised of: 2 FTEs for the 
establishment and administration of the autism spectrum disorder database $291 ,464, of which all is general fund; 
cost for establishing and maintaining the database including operating expenses to support the 2 FTEs $1 00,000, of 
which all is general fund. The fiscal impact for the dep�rtment of human services for the 201 3-201 5 biennium is 
comprised of: 6 FTEs for state autism coordination and case managers $883,043, .of which $628,967 is general 
fund, operating costs including training and conference dollars to support autism coordination FTEs $11 9,244, of 
which all is general fund, costs to support the statewide autism spectrum disorder training efforts $1 58,032, of which 
all is general fund, costs to provide funding support for .individuals to complete a board-certified behavioral analyst 
program $1 98,864, of which all is general fund, costs to provide autism spectrum disorder evaluation, diagnostic, 
and service planning teams $433,280, of which all is general fund, costs to expand the fiscal agent contract for 
additional 50 individuals $25,396 of which $12,698 is general fund, costs to expand the autism spectrum disorder 
Medicaid waiver $2,042,925, of which $1 ,01 7,581 is general fund and $1 ,025,344 is federal funds. The fiscal impact 
for the department of health for the 201 5-201 7  biennium is $361 ,464, of which all is general fund. This would include 
on-going supports costs for the autism spectrum disqrqer database and the costs to retain the 2 FTEs. The fiscal 
impact for the department of human services for the 201 5-2017  biennium is $4,824,450 of which $3,054,381 is 
general fund. This would include costs to retain the 2 FTEs for state coordination ,  8 half time FTEs for case 
management, costs to continue the training efforts, behavioral analyst certification, diagnostic teams, fiscal agent 
contract, and the costs to continue the autism spectrum disorder Medicaid waiver. 

C. Appropriations: Explain the appropriation amounts. Provide detail, when appropriate, for each agency and fund 
affected. Explain the relationship between the amounts shown for expenditures and appropriations. Indicate whether 
the appropriation is also included in the executive budget or relates to a continuing appropriation. 

The department of health will need an appropriation increase from what is included in the bill, of $190,816, of which 
all is general fund. For the 201 5-201 7  biennium the department of health will need an appropriation increase of 
$361 ,464, of which all is general fund. The department.of human services will ne.ed an appropriation increase from 
what is included in the bill of $2,576,473 with $1 ,284,355 being general fund, to expand the autism spectrum 
disorder Medicaid waiver, add 8 half time FTEs for case managment and expand the fiscal agent contract. For the 
201 5-201 7  biennium the department of human servi<;e$ will need an appropriation increase of $4,824,450, of which 
$3,054,381 is general fund. 

· ' 

Name: Paul R. Kramer 
Agency: Department of Human Services 

Telephone: 701 -328-4608 
Date Prepared: 02/05/201 3 
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1 3. 0 1 92. 04004 
Title. 05000 

Prepared by the Leg islative Counci l  staff for 
Representative Fehr 

Apri l 1 ,  20 1 3  

PROPOSED AM E N DMENTS TO E NGROSSED SENATE BI LL N O .  2 1 93 

Page 1 ,  l ine 1 ,  remove "the establishment of an autism spectrum disorder database and" 

Page 1 ,  remove l ine 2 

Page 1 ,  l ine 3, replace "study and report to the legislative management" with "expansion of the 
autism spectrum disorder medicaid waiver" 

Page 1 ,  remove l ines 5 through 23 

Page 2 ,  remove l ines 1 through 3 1  

Page 3 ,  replace l ines 1 through 2 0  with: 

"SECTION 1 .  DEPARTMENT OF HUMAN SERVICES AUTISM SPECTRUM 
DISORDER MEDICAID WAIVER. The department of h u m a n  services ,  d u ring the 
biennium beginning Ju ly 1 ,  20 1 3 , and ending June 30, 201 5 ,  shal l  seek approval from 
the federal centers for medicare and m edicaid services to expand the department's 
autism spectrum disorder medicaid waiver to cover thirty-five add it ional ind ividuals 
from birth through age five . The expansion to the waiver must become effective on or 
after January 1 ,  20 1 4, and must include appropriate behavior intervention and 
treatment services that may include evidence-based and promising practices, case 
m anagement services, technology and technology-based su pport ,  in-home support, 
equipment and supplies, home mon itoring,  respite care, residential supports and 
services, and behavioral consultation ."  

Page 4 ,  l ine 6, replace the first comma with a semicolon 

Page 4 ,  l ine 6 ,  replace the second comma with a semicolon 

Page 4 ,  l ine 6 ,  replace " ,  and parent training , "  with " ;  training to support behavior analyst 
certification; train ing to improve independent l iving ski l ls,  preemployment opportunities, 
and executive and social ski l ls ;  train ing and educational materials for parents; and 
parenting education" 

Renu mber accordingly 

Page No.  1 1 3 . 0 1 92. 04004 



Date: +J-/3 
Roll Cal l  Vote #: / 

House Human Services 

201 3  HOUSE STAN DING COMMITTEE 
ROLL CALL VOTES q- l/3 

BILL/RESOLUTION NO. o<-f 

D Check here for Conference Committee 

Legislative Council Amendment Number 

Committee 

Action Take n :  D Do Pass D Do Not Pass D Amended �Adopt Amendment 

D Rerefer to Appropriations D Reconsider 

Motion Made By �� Seconded By '&fr· � 
Representatives Yes/ No Representatives Yes No 

CHA I RMAN WEISZ !// REP. MOONEY v, 
VICE-CHAI RMAN HOFSTAD v / REP. MUSCHA Vv 
REP.  ANDERSON v / REP. OVERSEN v 
R E P . DAMSCHEN v/ 
REP.  FEHR f/L / 
REP.  K IEFERT v / 
R E P .  LAN I N G  / v 
REP.  LOOYSEN J// 
R E P .  PORTER 1// 
REP.  S I LBERNAGE L  1/ 

Total (Yes) --------S?+----------- No ----�L---------------------

Absent 

Floor Assignment 

If the vote is on an amendment, briefly ind icate intent: 



Date: {�/ -/ 3 
Roll Call  Vote #: Jl 

201 3  HOUSE STANDING COMMITTEE 
ROLL CALL VOTES #// c; a. 

BILL/RESOLUTION NO. _o<.._, _;.f __ J_ 

House Human Services Comm ittee 

D C heck here for Conference Committee 

Legislative Council  Amend ment Number 

Action Take n :  W Do Pass D Do Not Pass cKAmended D Adopt Amendment 

11( Rerefer to Appropriations D Reconsider 

Motion Made By �·� Seconded By �·� 
Representatives Yes No Representatives Yes ..... No 

CHAI R MAN WEISZ v / REP. MOONEY v 
VI C E-CHAIRMAN HOFSTAD £/ / REP. MUSCHA v / 
R E P .  AN DERSON ;/ k REP. OVERSEN !/ 
REP. DAMSCHEN t/ v 
R E P .  FEHR v v 
REP.  K IEFE RT v 1---
REP.  LAN I N G  v 
R E P .  LOOYSEN v / 
REP.  PORTER v / 
R E P .  S I L BERNAG EL v 

Total (Yes) I 
Absent 

Floor Assignment 

If the vote is on an amendment, briefl 



Com Standing Committee Report 
April 2, 201 3  8:35am 

Module ID: h_stcomrep_58_001 
Carrier: Fehr 

Insert LC: 1 3.01 92.04004 Title: 05000 

REPORT OF STANDING COMMITTEE 
SB 21 93, as engrossed: Human Services Committee (Rep. Weisz, Chairman) 

recommends AMENDMENTS AS FOLLOWS and when so amended , recommends 
DO PASS and BE REREFERRED to the Appropriations Committee ( 1 2  YEAS, 
1 NAYS, 0 ABSENT AND NOT VOTING). Engrossed SB 2 1 93 was placed on the 
Sixth order on the calendar. 

Page 1 ,  l ine 1 ,  remove "the establishment of an autism spectrum disorder database and" 

Page 1 ,  remove l ine 2 

Page 1 ,  l ine 3, replace "study and report to the legislative management" with "expansion of 
the autism spectrum disorder medicaid waiver" 

Page 1 ,  remove lines 5 through 23 

Page 2, remove l ines 1 through 31 

Page 3,  replace lines 1 through 20 with: 

"SECTION 1 .  DEPARTMENT OF HUMAN SERVICES AUTISM SPECTRUM 
DISORDER MEDICAID WAIVER. The department of human services, during the 
biennium beg inning Ju ly 1 ,  20 1 3, and ending June 30, 201 5, shall seek approval 
from the federal centers for medicare and medicaid services to expand the 
department's autism spectrum disorder medicaid waiver to cover thirty-five additional 
ind ividuals from birth through age five. The expansion to the waiver must become 
effective on or after January 1 ,  20 1 4, and must include appropriate behavior 
intervention and treatment services that may include evidence-based and promising 
practices, case management services, technology and technology-based support, 
in-home support, equipment and supplies, home monitoring, respite care, residential 
supports and services, and behavioral consultation." 

Page 4,  l ine 6, replace the first comma with a semicolon 

Page 4, l ine 6, replace the second comma with a semicolon 

Page 4, l ine 6, replace ", and parent training," with " ;  training to support behavior analyst 
certification; training to improve independent living skills, preemployment 
opportunities, and executive and social skills; training and educational materials for 
parents; and parenting education" 

Renumber accord ingly 

( 1 )  DESK (3) COMMITTEE Page 1 h_stcomrep_58_001 
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201 3  HOUSE STANDING COMMITTEE MINUTES 

House Appropriations Committee 
Rough rider Room, State Capitol 

SB 2193 
4/4/13 

Job #20905 

0 Conference Committee 

I Committee Clerk Signature � � 
Explanation or  reason for introduction of bi ll/resolution: 

A B ILL for an Act to provide for expansion of the autism spectrum disorder Medicaid 
waiver; and to p rovide an appropriation .  

Minutes: 

Rep. Robin Weisz, District 14: Introduced the bi l l .  

Min 3:00 talked about 1038/1039 with Chai rman Delzer 

Weisz: That had nothing to do with services, it was strictly a registry. The money was p ut 
into the DP I  budget. I know the Senate has made a few smal l  changes in 1038 so it now 
looks m uch like 2193. 
Continued going over the bil l  min 4:45. 

06:40 
Chai rman Delzer: What wil l  make them come in for training? 

Weisz: Nothing, other than the fact that 1 in 50 children are autistic. 

Chai rm an Delzer: Do you have budgets for this $500,000? Did you ask for budgets on 
either of them? 

Weisz: No we don't have budgets. We did not ask for budgets on either one of those. 

Rep. Skarphol :  The $400,000 in Section 2, what portion is salary and operating? 

Lori Laschkewitsch, OMB: I don't have that, but I can try to get it for you .  

Rep.  Wieland: It's been m y  opinion and the interim committee that it i s  p remature to have a 
coordinator at this time. We have the registry set u p, and the coordinator wou ld m aybe be 
app ropri ate two years from now. I don't think we should be looking at a coordinator at this 
particular time. $400,000 wou ld be far in excess of the cost of a coordinator. I hope we can 
remove section 2 before we are done with this bil l .  I wou ld also like to see how section 3 

I 
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wil l  be done. The proposal of $198,000 for teacher tra in ing was to hire someone to go out 
to the schools and work with them there.  I feel $500,000 is far in excess of what we need. 

Rep.  Pol le rt :  If I'm correct, the Senate bi l l  was what came from the A ut ism task force, 
whereas H B  1038 came from the interim committee going in a d if ferent d irect ion. I don't 
know if the Senate has currently switched 1038 to 2193 so they look simi lar. The DHS is 
a l ready working on the aut ism spectrum and there has to be some positions in t here 
working .  

Weisz: m in 11 :28 1037, 1038, 1039 al l  came from the interim committee. HB 1039 was the 
interim voucher bi l l .  You are correct 2193 did not come from the interim committee; it was 
from the task force .  The language that you see in sections 2 and 3 was not in 1039. 

Rep.  Kem penich : When this bi l l  came over, it was $3M for th is biennium and $9M for next 
b iennium? 

Weisz: Correct . 

Rep.  Wieland: The majority of those recommendations were in that b i l l .  1039 d id have the 
vouchers in it . We separated that because we wanted the reg istry, and we wanted the 
education . We did not want the vouchers to cloud those issues. I know the senate had 
made changes in 1038; they are using the voucher system, they are not using the waiver. 

Chairman Delzer: We' l l  have to get a current FN for this and take it up again . 

Weisz: The current Medicaid waiver is around $2.4M and is in t he governor's budget . The 
waiver  port ion we have wou ld expand that and increase it by the $1 .26 M and these 
sect ions are comp letely over and above that . 

14:20 
Chairman Delzer: Current ly they're covered from 0-4. That is based on 30 slots, and you 
are adding  35 slots .  

Weisz: That includes a l l  t he FTEs and administrative costs. We were g iven the ind ication 
that if we expand the waiver, a 100% of that cou ld go for the programs costs and not 
addit iona l  administ ration costs .  

Rep .  Nelson : In the FN, it does talk about addit ional  FTEs for DOH and DHS. Do you r  
amendments to  the bi l l  change any of that? What is the total FTE requ irement? 

Weisz: That's a good question. Some will go away because they were involved in the 
voucher. The FTE for the coordinator and trainer doesn't change. The expansion of t he 
waiver does not require addit ional  FTEs. 

Rep .  Nelson :  There is one FTE currently in the hea lth department . That stays the same, 
t here is someone working with aut ism reg istry? 
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Weisz: There isn't an autism registry or data base now. There is not anybody now. If there 
is FTE involved in the health department autism it isn't for the data base .  

Chai rman Delzer: The FN we have i s  based on the Senate's bi l l .  

Weisz: Correct . 

Laschkewitsch, OMB: Regarding salaries, there is $212,000 for salaries, f ringes and the 
remainder is for statewide outreach, regional meetings, and the annual conference . This 
information is f rom DHS. 

Chairman Delzer: Do you the dollar figures for each one of those? 

Laschkewitsch: No I do not .  

Chairman Delzer: Can you get that for us? 

Laschkewitsch: Yes I can . 

Chai rman Delzer: We wi l l  set this one aside. 



2013 HOUSE STANDING COMMITTEE MINUTES 

House Appropriations Committee 
Roughrider Room, State Capitol 

SB 2193 
4/9/13 
21036 

D Conference Committee 

Committee Clerk Signatur e 

Explanation or  reason for i ntroduction of bi ll/resolution :  

A B ILL for an Act t o  provide for expansion of the aut ism spectrum d isorder Medicaid 
waiver; and to provide an appropriation . 

Minutes: ou may make reference to "attached testimony." 

Chairman Delzer called the committee back to order. We'l l start with 2193.  There is a new 
F iscal Note. This b i l l  deals with aut ism spectrum, which came out of policy with  the waiver; 
expanding  the waiver from age 0-4 to age through 5 and I th ink it is an addit iona l  35 in the 
b i l l, the way it is to  us, aut ism coordinator for $400,000, and the Dept .  of Human Services 
and does $500 ,000 or so much for the training effort . We have a new amendment from 
Rep.  Wieland, .04005. 

03:00 
Rep.  W ieland : Correct . We worked through some things with the Chairman of the H uman 
Services because some of the things that are very important were not in 2193. We wanted 
to make sure that even though 1038, which is the original bi l l  that the Interim Committee 
worked on, is over in t he Senate. We had the opportunity to at least try to get the th ings 
that were important and that the House passed . There are five parts in these that we want 
to make sure we cover. No. 1 ,  we were talking about using the waiver. This wou ld g ive the 
increase in labor to cover 20 addit ional individuals, from birth  through age 5 ,  but we wou ld 
l ike to change that to 13, it does not change the fiscal note in  any way, because of the 
n umber of slots that are involved, I 'd l ike to get that change to be included, "up to age 13". 
That would be part 1 .  This wou ld be the waiver. No. 2 is the training for DP I  and there is 
$198 ,000 b ut that's in the DP I  budget .  There is a coordinator in here that wou ld be in the 
department. The coordinator was shown to be a cost of $400,000 in working with the 
department ; we reduced that down to $265,136.00. A d isorder database is a part of this .  It 
wou ld be run through the Dept .  of Health  and it is $200 ,648 but we had g otten a quote from 
the Dept .  of Health during the interim committee and that wou ld redu ce that down to 
$148 ,132. The fifth item is the training for professionals. I t  came over with $500,000 and 
t he amendment would change that to $250 ,000 . That wou ld be some training for doctors 
and workers that work with aut istic kids. Those are the five points that a re included in this 
amendment and I move the amendment . 
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Chairman Delzer: I have a motion to amend 2193 with .04005. Is t here a second. 

Rep.  Kreidt: Second t he motion. 

Ch .  Delzer: Rep.  Wieland, both  t he bill as it came out of policy and t he amendments are all 
subject to F MAP.  They are all eligible for federal match . 

Rep .  Wieland: Yes, that's one of the reasons that the waiver may be better for us to use 
because it does include F MAP .  

Ch .  Delzer: Vouchers would be strictly general f unded. 

Rep .  W ieland: Vouchers would be all general f und. That is what's in t he bill; I believe t he 
vouchers are what coming over in 1 038 from the Senate. 

Rep .  Bellew: W hat is an aut ism spectrum disorder Medicaid waiver? 

Chairman Delzer: That's the waiver we currently have in place that we are serving 25 
children with ,  I bel ieve. 

Rep .  Bellew: What does it do? 

Ch .  Delzer: It g ives t hem services. 

Rep .  Wieland: It provides services to a few of the children in the state. 

Chairman Delzer: They have to be eligible for institutional care. 

Rep .  Wieland: Correct . 

Ch .  Delzer: They don't have to be in inst itut ional care, but t hey have to be eligible for it . It 
g ives t hem tra in ing and services. 

Rep .  Nelson : You ment ioned that you would l ike to see t he age of t hose 20 additional 
individuals would go from 5 to 12. What is the reason for that and are you going to move 
t hat . 

Rep .  Wieland: The reason for that is that it covers an area that has not been covered 
before in t he waiver. In talking with t he people that are knowledgeable about how the 
waiver would work, t hey wanted ages 21 and 22, age 13 will still provide additional services 
to and include some k ids that they cannot serve currently. 

Rep .  Nelson: I would move to amend to change that age limit from 5 to 13. 

Ch .  Delzer: We haven't taken care of the first amendment . Let's do that .  T hen we can 
furt her  amend. Further d iscussion on .04005. 
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Rep. Guggisberg : In the amendment, the waiver is  to cover 20 additiona l  individuals. I s  
that beyond the  additional  35 individuals covered in the current bil l? 

Chai rman Delzer: No, it  is changing the 35 to 20 . 

Rep. Guggisberg: So we're covering less, but we may raise the age. 

Chai rm an Delzer: Yes. Further discussion. Voice vote, motion carried .  

C hairman Delzer: Were they going to fi l l  the 20 spots with kids up to 5 years old when we 
go to 13 ,  does that put a lot more competition on there. Or does that just al low for the rig ht 
ones to get covered? 

Rep.  Wieland : I can't total ly answer that question . In the origina l  waiver, we had difficu lty 
fi l ling it, though it is fi l led now. The waiver we had previously, it took a long time and the 
cost in there was $2 mil lion and at the end of the first year of the biennium, there was 
something like $148,000 that was spent. This would open the door and increase the 
opportunity for more chi ldren . 

Rep.  Nelson moved further amend, on section 2 of the amendment to increase the age limit 
f rom age 5 to age 13. 

Rep.  Wieland : Second the motion. 

C hairman Delzer: Rep. Wieland, did you have a chance to visit with the policy committee 
on this. 

· Rep .  Wieland : I did and presented them with a copy of the amendments and they had no 
objection to them.  

Rep .  Delzer: You asked about age 5 to 13. 

Rep.  Wieland :  I just informed them I was going to do that, but I did not get a confirmation 
f rom them .  

Chai rman Delzer: W e  have the motion before us. Any discussion? Voice vote, motion 
carried. We have the amended bil l  before us, what are the committee's wishes. 

Rep. Wie land:  I move a Do Pass as amended. 

Rep. Nelson :  Second the motion . 

Ch .  Delzer: C lerk wi l l  cal l  the rol l  for a DP as amended . 

17 YES 3 NO 2 A BSENT DO PASS AS AMENDED 

CAR RIER :  Rep. Wieland 



1 3.01 92.06000 

Amendment to: SB 21 93 

FISCAL NOTE 
Requested by Legislative Council 

04/11/2013 

1 A. State fiscal effect: Identify the state fiscal effect and the fiscal effect on agency appropriations compared to funding 
1 1 d · r  r ·  t d  d t l  eve s an appropna tons an tctpa e un er curren aw. 

2011·2013 Biennium 2013-2015 Biennium 

General Fund Other Funds General Fund Other Funds 

Revenues $804,91 5 

Expenditures $1,444,379 $804,915  

Appropriations $781 , 1 1 1  $804,9 15  

2015-2017 Biennium 

General Fund Other Funds 

1 B. County, city, school district and township fiscal effect: Identify the fiscal effect on the appropriate political 
subdivision 

2011-2013 Biennium 2013·2015 Biennium 2015·2017 Biennium 

Counties 

Cities 

School Districts 

Townships 

2 A. Bill and fiscal impact summary: Provide a brief summary of the measure, including description of the provisions 
having fiscal impact (limited to 300 characters). 

SB 2193 provides for: the addition of 20 individuals to the Autism Spectrum Disorder (ASD) medicaid waiver; the 
establishment of an ASD database; a study; appropriations for an ASD database, state autism coordinator and 
statewide ASD training. 

B.  Fiscal impact sections: Identify and provide a brief description of the sections of the measure which have fiscal 
impact. Include any assumptions and comments relevant to the analysis. 

Section 1 - requires the Dept. of Health (DoH) to establish and administer an autism spectrum disorder database. 
The database must include information deemed relevant and appropriate by the DoH in order to complete 
epidemiological surveys and enable research and analysis of the autism spectrum disorder. Section 2 expands the 
ASD waiver by 20 individuals from birth through age 1 3. This would require an appropriation of $ 1 , 005,600 of which 
$502,800 would be general fund and $502,800 would be federal funds. In addition the Department of Human 
Services (DHS) needs additional operating funding of $89,094, of which $44,547 is general fund for the costs of a 
fiscal agent ($6,734), waiver assessments ($64,800), and waiver appeals ($1 7,560). Section 3 - requires the Dept. 
of Public Instruction (DPI} to provide training and support to general education classroom teachers and other school 
related staff. This would require an appropriation of $1 98,000, of which all would be general fund, for DPI to contract 
with a national expert and conduct the training. Section 4 requires the DHS to conduct an ASD study and report the 
outcomes and recommendations to legislative management. This would require an appropriation of $50,000, of 
which all would be general fund. Section 5 includes a general fund appropriation to the DoH for $148 , 132, including 
an FTE to establish and administer the database. The DoH will need an additional appropriation of $243,332, of 
which all is general fund, for a second FTE and operating costs for the autism spectrum disorder database. Sections 
6 and 7 include general fund appropriations for the DHS of $265, 1 36, for the state autism coordinator and $250,000 
for statewide autism spectrum disorder training efforts. These expenditures are eligible for Medicaid funding at 50%, 
the excess general funds appropriated in these sections would be used to help offset the costs of the waiver 
expansion. Because the bill has an expiration date of June 30, 201 5, there are no costs reflected for the 201 5-201 7 
biennium. 



3. State fiscal effect detail: For information shown under state fiscal effect in 1A, please: 

A. Revenues: Explain the revenue amounts. Provide detail, when appropriate, for each revenue type and fund 
affected and any amounts included in the executive budget. 

Additional revenues are related to additional federal funds the state would be able to access. 

B. Expenditures: Explain the expenditure amounts. Provide detail, when appropriate, for each agency, line item, and 
fund affected and the number of FTE positions affected. 

Section 1 - requires the Dept. of Health (DoH) to establish and administer an autism spectrum disorder database. 
The database must include information deemed relevant and appropriate by the DoH in order to complete 
epidemiological surveys and enable research and analysis of the autism spectrum disorder. Section 2 expands the 
ASD waiver by 20 individuals from birth through age .1 3. This would require an appropriation of $ 1 ,005,600 of which 
$502,800 would be general fund and $502,800 would be federal funds. In addition the Department of Human 
Services (DHS) needs additional operating funding of $89,094, of which $44,547 is general fund for the costs of a 
fiscal agent ($6,734), waiver assessments ($64,800), and waiver appeals ($1 7,560). Section 3 - requires the Dept. 
of Public I nstruction (DPI) to provide training and support to general education classroom teachers and other school 
related staff. This would require an appropriation of $1 98,000, of which all would be general fund, for DPI to contract 
with a national expert and conduct the training. Section 4 requires the DHS to conduct an ASD study and report the 
outcomes and recommendations to legislative management. This would require an appropriation of $50,000, of 
which all would be general fund. Section 5 includes a general fund appropriation to the DoH for $ 1 48 , 1 32, including 
an FTE to establish and administer the database. The DoH will need an additional appropriation of $243,332, of 
which all is general fund, for a second FTE and operating costs for the autism spectrum disorder database. Sections 
6 and 7 include general fund appropriations for the DH$ of $265, 1 36,  for the state autism coordinator and $250,000 
for statewide autism spectrum disorder training efforts. These expenditures are eligible for Medicaid funding at 50%, 
the excess general funds appropriated in these sections would be used to help offset the costs of the waiver 
expansion. Because the bill has an expiration date of June 30, 201 5, there are no costs reflected for the 201 5-20 1 7  
biennium. : :: 

C. Appropriations: Explain the appropriation amounts. Provide detail, when appropriate, for each agency and fund 
affected. Explain the relationship between the amounts shown for expenditures and appropriations. Indicate whether 
the appropriation is also included in the executive budget or relates to a continuing appropriation. 

For the 201 3-201 5  biennium the DoH will need an appropriation increase from what is. included in the bill of 
$243,332, of which all is general fund, and 1 FTE. For the 201 3-201 5 biennium the DHS will need an appropriation 
increase from what is included in the bill of $ 1 , 1 44,694 of which $339,779 is general fund and $804,91 5 is federal 
funds, to increase the waiver by 20 individuals and meet the requirements of sections 2,4, 6, and 7 of this bill. For 
the 201 3-20 1 5 biennium the DPI will need an appropriation increase of $1 98,000, of which all is general fund. There 
is no impact for the 201 5-201 7 biennium since the bill contains an expiration date of June 30, 201 5. 

Name: Paul R. Kramer 
Agency: Department of Human Services 

Telephone: 701 -328-4608 

Date Prepared: 04/1 2/201 3  

" ; • . 
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1 3.01 92.05000 

Amendment to: SB 21 93 

FISCAL NOTE 
Requested by Legislative Council 

0410212013 

1 A. State fiscal effect: Identify the state fiscal effect and the fiscal effect on agency appropriations compared to funding 
I I d 

. f t' 
. 

t d d t l  eve s an appropna 10ns an JCIPa e un er curren aw. 
2011-2013 Biennium 2013-2015 Biennium 

General Fund Other Funds General Fund Other Funds 

Revenues $1 ,407,364 

Expenditures $1 ,407,364 $1 ,407,364 

Appropriations $507,364 $1 ,407,364 

2015-2017 Biennium 

General Fund Other Funds 

$1 ,761 ,744 

$1 ,761 ,745 $1 ,761 ,744 

$1 ,761,745 $1 ,761 ,744 

1 B. County, city, school district and township fiscal effect: Identify the fiscal effect on the appropriate political 
subdivision 

2011·2013 Biennium 2013·2015 Biennium 2015·2017 Biennium 

Counties 

Cities 

School Districts 

Townships 

2 A. Bill and fiscal impact summary: Provide a brief summary of the measure, including description of the provisions 
having fiscal impact (limited to 300 characters). 

SB21 93 provides for the addition of 35 individuals to the Autism Spectrum Disorder (ASD) medicaid waiver and 
provides appropriations for a state autism coordinator and statewide ASD training efforts. 

I 
B. Fiscal impact sections: Identify and provide a brief description of the sections of the measure which have fiscal 

impact. Include any assumptions and comments relevant to the analysis. 

Section 1 requires the Department of Human Services to expand the autism spectrum disorder medicaid waiver by 
35 individuals. An appropriation is needed to expand from 30 individuals per month to 65. This amount is $1 ,759,800 
of which $879,900 is general fund and $879,900 is federal funds. In order to expand the waiver an additional 
appropriation would also be needed for assessments, fiscal agent and appeals which would be $1 54,928 of which 
$77,464 would be general fund and $77,464 would be federal funds. Sections 2 and 3 include a general fund 
appropriations for the Department of Human Services of $400,000, for the state autism coordinator and $500,000 for 
statewide autism spectrum disorder training efforts. These appropriations are all general fund, however, the 
expenditures would be able eligible for Medicaid funding at 50%, therefore the general funds appropriated in these 
sections would be used to offset the above costs of the waiver. The net effect is that the general fund appropriation 
needed in 201 3-20 1 5  would be less due to the general funds appropriated in the bill. 

3. State fiscal effect detail: For information shown under state fiscal effect in 1A, please: 

A. Revenues: Explain the revenue amounts. Provide detail, when appropriate, for each revenue type and fund 
affected and any amounts included in the executive budget. 

Additional revenues are related to additional federal funds the state would be able to access. 

B. Expenditures: Explain the expenditure amounts. Provide detail, when appropriate, for each agency, line item, and 
fund affected and the number of FTE positions affected. 

Section 1 requires the Department of Human Services to expand the autism spectrum disorder medicaid waiver by 
35 individuals. An appropriation is needed to expand from 30 individuals per month to 65. This amount is $1 ,759,800 

i. ' . 



of which $879,900 is general fund and $879,900 is f�d�ral funds. In order to expand the waiver an additional 
appropriation would also be needed for assessments, fiscal agent and appeals which would be $1 54,928 of which 
$77,464 would be general fund and $77,464 would be federal funds. Sections 2 and 3 include a general fund 
appropriations for the Department of Human Services of $400,000, for the state autism coordinator and $500,000 for 
statewide autism spectrum disorder training efforts. These appropriations are all general fund, however, the 
expenditures would be eligible for Medicaid funding at 50%, therefore the general funds appropriated in these 
sections would be used to offset the above costs of the. waiver. The net effect is that the general fund appropriation 
needed in 201 3-201 5  would be less due to the general aln3ady appropriated in the bill. The fiscal impact for the 
Department of Human Services for the 201 5-2017  biennium is $3,523,489, of which $1 ,761 ,745 is general fund and 
$1 ,761 ,744 is federal funds. This would include costs to retain the FTE for state coordination, costs to continue the 
training efforts, and the additional waiver costs. 

C. Appropriations: Explain the appropriation amounts. Provide detail, when appropriate, for each agency and fund 
affected. Explain the relationship between the amounts shown for expenditures and appropriations. Indicate whether 
the appropriation is also included in the executive budget or relates to a continuing appropriation. 

For the 201 3-20 1 5  biennium the Department of Human Services will need an appropriation increase from what is 
included in the bill of $1 ,914,728, of which $507,364 .is general fund and $1 ,407,364 is federal funds, to increase the 
waiver by 35 individuals. For the 201 5-20 1 7  biennium the Department of Human Services will need an appropriation 
increase of $3,523,489 of which $1 ,761 ,745 is general flmd and $1 ,76 1 ,744 is federal funds, for the additional 
waiver costs and to maintain the 1 FTE for autism coordination and training efforts. 

Name: Paul R. Kramer 
Agency: Department of Human Services 

Telephone: 701-328-4608 
Date Prepared: 04/04/201 3  
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Amendment to: SB 2 1 93 

FISCA� NOTE 
Requested by Legislative Council 

02/14/201 3  

1 A. State fiscal effect: Identify the state fiscal effect and the fiscal effect on agency appropriations compared to funding 
I d 

. f . . 
t d d t l  . /eve s an appropna Ions antJCJPa e un er curren aw. 

2011-2013 Biennium 2013·2015 Biennium 

General Fund Other Funds General Fund Other Funds 

Revenues 

Expenditures $3,51 1 ,318 

Appropriations $2,219,854 

2015-2017 Biennium 

General Fund Other Funds 

$0 $9,741,758 

$0 $9,741,758 

1 B. County, city, school district and township fiscal effect: Identify the fiscal effect on the appropriate political 
subdivision 

2011-2013 Biennium 2013-2015 Biennium 2015·2017 Biennium 

Counties 
. .  

Cities 

School Districts 

Townships 

2 A. Bill and fiscal impact summary: Provide a brief sumrrary of the measure, including description of the provisions 
having fiscal impact (limited to 300 characters). 

' · 

$0 

$0 

SB21 93 provides for the establishment of an autism spectrum disorder database, creates an Autism Spectrum 
Disorder (ASD) voucher program and an ASD study and report and provides appropriations for the autism database, 
a state autism coordinator and statewide ASD training efforts. 

B .  .Fiscal impact sections: Identify and provide a brief description of the sections of the measure which have fiscal 
impact. Include any assumptions and comments relevant to the analysis. 

The Fiscal Effect in 1 A  above, assumes that once the estimated cost of vouchers have been exhausted no 
additional voucher payments will be made. Section f ahd 4 requires the Department of Health to establish an autism 
spectrum disorder database and to complete epidemiologic surveys. The bill contains an ·appropriation of $200,648 
to establish the database and authorizes the hiring of 1 FTE. In order to maintain the database and complete the 
surveys the Department of Health will need $391 ,464, with .$100,000 being operating costs and $291 ,464 for 2 
FTES, all of which are general fund. Section 2 requires, the Department of Human Services to establish an autism 
spectrum disorder voucher program. It is estimated the Department would issue $2,1 34,734 of vouchers, and incur 
$35, 120 in legal costs for appeals, all of which are general fund. Section 3 of the bill requires the Department of 
Human Services to study autism spectrum disorder services and report the outcomes and recommendations to 
legislative management during the 201 3-201 4  interim. The cost of this study is estimated to be $50,000, all of which 
are general fund. Sections 5, and 6 include a general fund appropriations for the Department of Human Services of 
$400,000, for the state autism coordinator and $500,000 for statewide autism spectrum disorder training efforts. 

3. State fiscal effect detail:  For information shown under state fiscal effect in 1A, please: 

A. Revenues: Explain the revenue amounts. Provide det�il, when appropriate, for each revenue type and fund 
affected and any amounts included in the executive budget. 

l� ' ' 



t' . 

B. Expenditures: Explain the expenditure amounts. Provide detail, when appropriate, for each agency, line item, and 
fund affected and the number of FTE positions affected. 

Section 1 and 4 requires the Department of Health to e.stablish an autism spectrum disorder database and to 
complete epidemiologic surveys. The bill contains an appropriation of $200,648 to establish the database and 
authorizes the hiring of 1 FTE. In order to maintain the database and complete the surveys the Department of 
Health will need $39 1 ,464, with $1 00,000 being operating costs and $291 ,464 for 2 FTES, all of which are general 
fund. Section 2 requires the Department of Human SerVices to establish an autism spectrum disorder voucher 
program. It is estimated the Department would issue $2, 1 34,734 of vouchers, and incur $35 ,120 in legal costs for 
appeals, all of which are general fund. Section 3 of the bill requires the Department of Human Services to study 
autism spectrum disorder services and report the outcomes and recommendations to legislative management during 
the 201 3-2014 interim. The cost of this study is estimated to be $50,000, all of which are general fund. Sections 5, 
and 6 include a general fund appropriations for the Department of Human Services of $400,000, for the state autism 
coordinator and $500,000 for statewide autism spectrum disorder training efforts. The fiscal impact for the 
Department of Health for the 201 5-2017  biennium is $391 ,464, all of which is general fund. This is the cost of the 2 
FTEs and the on-going costs to support the autism spectrum disorder duties. The fiscal impact for the Department of 
Human Services for the 201 5-2017  biennium is $9,741 ,758, all of which is general fund. This would include costs to 
retain the FTE for state coordination, costs to continue ,,he training efforts, and the voucher costs. 

C. Appropriations: Explain the appropriation amounts. Provide detail, when appropriate, for each agency and fund 
affected. Explain the relationship between the amounts shown for expenditures and appropriations. Indicate whether 
the appropriation is also included in the executive budget or relates to a continuing appropriation. 

For the 201 3-201 5  biennium the Department of Health would need an additional appropriation authority from what is 
included in the bill of $ 1 90,8 1 6  all of which is general fund. For the 201 5-201 7  biennium the Department of Health 
will need a general fund appropriation of $391 ,464, of which all is general fund, to maintain the 2 FTEs for the 
administration of the autism spectrum disorder database and other duties. For the 201 3-201 5  biennium the 
Department of Human Services will need an appropriation increase from what is included in the bill of $2,21 9,854, 
all of which is general fund, to issue vouchers and to complete the study and report for legislative management. For 
the 201 5-201 7  biennium the department of human services will need an appropriation increase of $9,741 ,758 of 
which all is general fund, for the voucher program and to maintain the 1 FTE for autism coordination and training 
efforts. 

Name: Paul R. Kramer . 
Agency: Department of Human Services 

Telephone: 701-328-4608 
Date Prepared: 02/1 9/201 3  
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Bill/Resolution No.: SB 21 93 

FISCAL NOTE 
Requested by Legislative Council 

01/22/201 3 

1 A. State fiscal effect: Identify the state fiscal effect and the fiscal effect on agency appropriations compared to funding 
d levels and approoriations anticioated un er current law. 

2011-2013 Biennium 2013-2015 Biennium 2015·2017 Biennium 

General Fund Other Funds General Fund Other Funds General Fund Other Funds 

Revenues $1 ,292, 1 18  $1 ,770,069 

Expenditures $2,960,130 $1 ,292, 1 18  $3,415,845 $1 ,770,069 

Appropriations $1,475, 171 $1 ,292, 1 1 8  $3,415,845 $1,770,069 

B. County, city, school district and township fiscal effect: Identify the fiscal effect on the appropriate political 
subdivision 

2011·2013 Biennium 2013·2015 Biennium 2015·2017 Biennium 

Counties 

Cities 

School Districts 

Townships 

2 A. Bill and fiscal impact summary: Provide a brief summary of the measure, including description of the provisions 
having fiscal impact (limited to 300 characters). 

SB21 93 provides for the establishment of an autism spectrum disorder database, expands the autism Medicaid 
waiver and provides appropriations for the autism database, a state autism coordinator, statewide training efforts, 
behavioral analyst certification and diagnostic teams1 '· . 

B. Fiscal impact sections: Identify and provide a brief description of the sections of the measure which have fiscal 
impact. Include any assumptions and comments relevant to the analysis. 

I 

Sections 1 and 2 of SB2 1 93, establishes the autism spectrum disorder database that will be administered by the 
department of health. The bill contains an appropriation of $200,648 to establish the database and authorizes the 
hiring of 1 FTE. In order to establish and maintain the database the department of health will need $391 ,464, with 
$1 00,000 being operating costs and $291 ,464 for 2 FTEs. Therefore the additional appropriation needed for the 
database and FTEs would be $190,816,  all of which would be general fund. Section 3 of the bill expands the autism 
spectrum disorder Medicaid waiver. An appropriation is needed to expand from 30 individuals per month to 80 is 
$2,042,925 of which $1 ,01 7,581 is general fund and $1. ,025,344 is federal funds. Due to the increase in individuals 
an appropriation is needed for 8 half time FTEs, one for each of the regions, this is to maintain a 1 :60 ratio of clients 
to case managers and not knowing where the additional 50 individuals may be we are estimating .5 FTE for each 
region, or 4 total FTEs; $508 , 1 52 of which $254,076 is general fund. An appropriation would also be needed to 
expand the fiscal agent contract for the additional 50 individuals which would be $25,396 of which $1 2,698 would be 
general fund. Sections 4,  5, 6 ,  and 7 of SB21 93 include appropriations of $494,1 35, for the state autism coordinator 
and staff, $1 58,032 for the statewide autism spectrum disorder training effort, $198,864 to provide funding support 
for individuals to complete a board-certified behavioral analyst program, and $433,280 to provide autism spectrum 
disorder evaluation ,  diagnostic, and service planning teams, all of which are general fund. 

3. State fiscal effect detail: For information shown under state fiscal effect in 1A, please: 

' ' 

A. Revenues: Explain the revenue amounts. Provide detail, when appropriate, for each revenue type and fund 
affected and any amounts included in the executive budget. ; 

; l' 

The other fund revenue is additional Medicaid funding the department will be able to access. 



i . .  I 

B. Expenditures: Explain the expenditure amounts. Provide detail, when appropriate, for each agency, line item, and 
fund affected and the number of FTE positions affected. 

The fiscal impact for the department of health for the 201 3-20 1 5  biennium is comprised of: 2 FTEs for the 
establishment and administration of the autism spectrum disorder database $291 ,464, of which all is general fund; 
cost for establishing and maintaining the database including operating expenses to support the 2 FTEs $1 00,000, of 
which all is general fund. The fiscal impact for the dep�rtment of human services for the 201 3-201 5 biennium is 
comprised of: 6 FTEs for state autism coordination and case managers $883,043, .of which $628,967 is general 
fund, operating costs including training and conference dollars to support autism coordination FTEs $11 9,244, of 
which all is general fund, costs to support the statewide autism spectrum disorder training efforts $1 58,032, of which 
all is general fund, costs to provide funding support for .individuals to complete a board-certified behavioral analyst 
program $1 98,864, of which all is general fund, costs to provide autism spectrum disorder evaluation, diagnostic, 
and service planning teams $433,280, of which all is general fund, costs to expand the fiscal agent contract for 
additional 50 individuals $25,396 of which $12,698 is general fund, costs to expand the autism spectrum disorder 
Medicaid waiver $2,042,925, of which $1 ,01 7,581 is general fund and $1 ,025,344 is federal funds. The fiscal impact 
for the department of health for the 201 5-201 7  biennium is $361 ,464, of which all is general fund. This would include 
on-going supports costs for the autism spectrum disqrqer database and the costs to retain the 2 FTEs. The fiscal 
impact for the department of human services for the 201 5-2017  biennium is $4,824,450 of which $3,054,381 is 
general fund. This would include costs to retain the 2 FTEs for state coordination ,  8 half time FTEs for case 
management, costs to continue the training efforts, behavioral analyst certification, diagnostic teams, fiscal agent 
contract, and the costs to continue the autism spectrum disorder Medicaid waiver. 

C. Appropriations: Explain the appropriation amounts. Provide detail, when appropriate, for each agency and fund 
affected. Explain the relationship between the amounts shown for expenditures and appropriations. Indicate whether 
the appropriation is also included in the executive budget or relates to a continuing appropriation. 

The department of health will need an appropriation increase from what is included in the bill, of $190,816, of which 
all is general fund. For the 201 5-201 7  biennium the department of health will need an appropriation increase of 
$361 ,464, of which all is general fund. The department.of human services will ne.ed an appropriation increase from 
what is included in the bill of $2,576,473 with $1 ,284,355 being general fund, to expand the autism spectrum 
disorder Medicaid waiver, add 8 half time FTEs for case managment and expand the fiscal agent contract. For the 
201 5-201 7  biennium the department of human servi<;e$ will need an appropriation increase of $4,824,450, of which 
$3,054,381 is general fund. 

· ' 

Name: Paul R. Kramer 
Agency: Department of Human Services 

Telephone: 701 -328-4608 
Date Prepared: 02/05/201 3 
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1 3. 0 1 92. 04006 
Title. 06000 
F iscal No. 1 

Prepared by the Legislative Council  staff for 
House Appropriations 

April 1 0 , 201 3  

PROPOS E D  AME N D MENTS TO ENGROSSED SENAT E  B I LL NO. 2 1 93 

I n  l ieu of the amendments adopted by the H ouse as printed on pages 1 1 75 and 1 1 76 of the 
House Journ a l ,  Engrossed Senate B i l l  No. 2 1 93 is amended as follows: 

Page 1 , l ine 1 ,  remove "and" 

Page 1 ,  l ine 2,  remove "an a utism spectrum disorder voucher program" 

Page 1 , l ine 3,  remove the second "and" 

Page 1 ,  l ine 3,  after "appropriation" insert " ;  and to provide an expiration date" 

Page 2, remove l ines 1 3  through 3 1  

Page 3 ,  replace l ines 1 through 5 with : 

"SECTION 2. DEPARTMENT OF HUMAN SERVICES AUTISM SPECTRUM 
DISORDER MEDICAID WAIVER. The department of human services, by January 1 ,  
2 0 1 4 ,  shal l  seek approval from the federal centers for medicare and medicaid services 
to expa n d  the department's autism spectrum disorder m edicaid waiver to cover twenty 
additional  i ndividuals from birth through age thirteen and to provide appropriate 
behavior i ntervention and treatment services that may i n cl ude evidence-based and 
promising practices, case management services, technolog y  and techn ology-based 
support, i n-home support, equ i pment and suppl ies ,  home monitori n g ,  respite care, 
residential supports and services, a n d  behavioral consultation. 

SECTION 3. DEPARTMENT OF PUBLIC I NSTRUCTION - AUTISM SPECTRUM 
DISORDER EDUCATIONAL TRAINING AND SUPPORT. The department of publ ic 
i n struction shal l  provide train ing and support to general  educatio n  classroom teachers 
and other school staff regard ing the m ost effective methods of educating and provid ing 
services and support to i nd ividuals with autism spectrum d isorder. " 

Page 3, l ine 1 6 , replace "$200,648" with "$1 48,  1 32" 

Page 3,  l ine 23,  replace "$400,000" with "$265,  1 36" 

Page 4,  l i ne 4, replace "$500, 0 00" with "$250,000" 

Page 4, after l i n e  7, i nsert: 

"SECTION 8. EXPIRATION DATE. This Act is effective thro u g h  June 30,  201 5, 
a n d  after that date is i neffective. " 

Renu mber accord ing ly 

STATEMENT OF PURPOSE OF AMENDMENT: 

Senate Bill No. 2193 - Summary of House Action 

State Department of Health 
Total all funds 
Less estimated income 
General fund 

Executive 
Budget 

$0 
0 

$0 

Senate 
Version 

$200,648 
0 

$200,648 

House 
Changes 

($52,516) 
0 

($52,516) 

Page No. 1 

House 
Version 

$148,132 
0 

$148,132 

1 3. 0 1 92 .04006 



Department of Human Services 
Total all funds $0 $900,000 ($384,864) $515,136 
Less estimated income 0 0 0 0 
General fund $0 $900,000 ($384,864) $515,1 36 

Bill total 
Total all funds $0 $1 , 100,648 ($437,380) $663,268 
Less estimated income 0 0 0 0 
General fund $0 $1 ,100,648 ($437,380) $663,268 

Senate Bill  No. 2193 - State Department of Health - House Action 

Executive 
Budget 

Autism spectrum database 

Total all funds $0 
Less estimated income 0 

General fund $0 

FTE 0.00 

Senate 
Version 

$200,648 

$200,648 
0 

$200,648 

1 .00 

House 
Changes 

($52,516) 

($52,516) 
0 

($52,516) 

0.00 

House 
Version 

$148,132 

$148,132 
0 

$148,1 32 

1 .00 

Department No. 301 - State Department of Health - Detail of House Changes 

Autism spectrum database 

Total all funds 
Less estimated income 

General fund 

FTE 

Reduces 
Funding for 

Autism 
Spectrum 
Disorder 

Database1 

($52,516) 

($52,516) 
0 

($52,516) 

0.00 

Total House 
Changes 

($52,516) 

($52,516) 
0 

($52,516) 

0.00 

1 Funding is reduced for the autism spectrum disorder database. 

Senate Bill  No. 2193 - Department of H uman Services - House Action 
Executive Senate House House 

Budget Version Version Changes 

State autism coordinator $400,000 $265,136 ($134,864) 
(250,000) Autism spectrum training 500,000 250,000 

Total all funds 
Less estimated income 

General fund 

FTE 

$0 
0 

$0 

0.00 

$900,000 
0 

$900,000 

1 .00 

($384,864) 
0 

($384,864) 

0.00 

$515,136 
0 

$515,136 

1 .00 

Department No. 325 - Department of Human Services - Detail of House Changes 
Reduces 

State autism coordinator 
Autism spectrum training 

Total all funds 
Less estimated income 

Reduces 
Funding for 

State Autism 
Coordinator1 

($134,864) 

Funding for 
Autism 

Spectrum 
Disorder 
Training' 

(250,000) 

($134,864) ($250,000) 

--------�0 --------�0 

Total House 
Changes 

($134,864) 
.(250,000) 

($384,864) 
0 

Page No. 2 1 3. 0 1 92. 04006 
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General fund 

FTE 

($134,864) 

0.00 

($250,000) 

0.00 '-------=-'=-' 

1 Funding is reduced for the state autism coordinator. 

2 Funding is reduced for statewide autism spectrum disorder training to be implemented by the 
Department of Human Services. 

A section is added regarding an autism spectrum disorder Medicaid waiver. 

A section is added regarding training provided by the Department of Publ ic Instruction for classroom 
teachers and other school staff. 

A section is added providing that the bil l  is effective for the 201 3-1 5 biennium on ly. 

Page No. 3 1 3. 0 1 92. 04006 



Date: LJ[ q (I '2, 
Roll Call Vote #: ----�---

House Appropriations 

201 3 HOUSE STANDING COMM ITTEE 
ROLL CALL VOTES 

BILL/RESOLUTION NO. '7..-lq 3 

D Check here for Conference Committee 

Legislative Counci l  Amendment N u m ber 

Committee 

Action Taken:  D Do Pass D Do Not Pass D Amended � Adopt Amendment 

D Rerefer to Appropriations D Reconsider 

Motio n  Made By Bt· \ J i e.La..Vt.G\ 
Representatives 

Chairman Delzer 
Vice Chairman Kempenich 
Rep .  Bellew 
Rep. B randenburg 
Rep. Dosch 
Rep. G rande 
Rep. Hawken 
Rep. Kre idt 
Re_p. Martinso n  
Rep. Monson 
Rep. Nelson 
Rep .  Pollert 
Rep. S anford 
Rep. S karphol 

Total Yes 

Seconded By (<�. \61) � t 
Yes N o  Representatives 

Rep. Streyle 
Rep. Thoreson 
Rep. Wieland 

Rep. Boe 
Rep. Glassheim 
Rep. G uggisberg 
Rep. Holman 
Rep.  Wil l iams 

No 

Yes N o  

-------------------------------------------------

Absent 

F loor Assignment 

If  the vote i s  o n  an amendment, briefly ind icate i ntent:  



Date: ·4/9{ 13 
Roll Cal l Vote #: ____.z....___ __ 

201 3 HOUSE STANDING COMMITTEE 
ROLL CALL VOTES 

BILL/RESOLUTION NO. t-1 t) 
House Appropriations Committee 

D Check here for Conference Committee 

Leg islative Counci l  Amendment N umber 

Action Taken:  0 Do Pass D Do N ot Pass 0 Amended � Adopt Amendment 

D Rerefer to Appropriations D Reconsider 

Motio n  M ade By --�_;:f£+-·--=-AMJ.=....:::.>=6.;..V\_,__ ___ 
Seconded By /Wf. \.J\e,kM 

Representatives Yes No Representatives Yes 
Chairman Delzer Rep. Streyle 
Vice C hairman Kempe nich Rep. Thoreson 
Rep. Bellew Rep. Wieland 
Rep. B randenburg 
Rep. Dosch 
Rep. G rande Rep. Boe 
Rep. H awken Rep. Glassheim 
Rep.  Kreidt Rep. G uggisberg 
Rep.  Mart inson Rep. Holman 
Rep. Monson Re� Wil l iams 
Rep. Nelson 
Rep. Pol lert 
Rep. S anford 
Rep. Skarphol 

Total Yes No 

No 

-----------------------------------------------

Absent 

Floor Assignment 

If the vote is on an amendment, briefly indicate i ntent: 

i l\  9-cl-1()f\ 1- o� a�vWMI- . o � oW' 

l t\�U � [ iMJl- �fY\ 5 Th 1_3 



Date: vt[q{ t 3 
Roll Call Vote #: _3"----

House Appropriations 

201 3 HOUSE STANDING COMMITTEE 
ROLL CALL VOTES 

B ILL/RESOLUTION NO. '2--113 

D C heck here for Conference Committee 

Legislative Counci l  Amendment N u m ber 

Committee 

Action Taken: � Do Pass D Do Not Pass � Amended D Adopt Amendme nt 

D Rerefer to Appropriat ions D Reconsider 

Motio n  Made By --=-{4-=1�r-:-· __,k.a..),�-�.i-'-'d'-"a....,U\..._A ___ Seconded By ik�. }JJJ!JoVI 
Representatives Yes No Representatives Yes N o  

Chairman Delzer X Rep. Streyle X 
Vice C h airman Kem penich X" Rep. Thoreson K 
Rep. Bellew '( Rep. Wieland K 
R�Q. Brandenburg X 
Rep. Dosch )( 
Rep.  G rande X Rep. Boe 
Rep.  H awken 'X Rep. Glassheim y 
Rep.  Kreidt '{ Rep. Guggisberg X 
Rep. Martinson \( Rep. Holman X 
Rep .  M o nson )( Rep. Wil l iams )( 
Rep. Nelson _'{ 
Rep. Pol lert 
Rep. Sanford x 
Rep.  S ka rphol X 

Total Yes __ _....__/ --'7 _____ N o  
----..----------

Absent 

Floor Assignment 

If the vote is on an amendment, briefly ind icate i ntent: 



Com Standing Committee Report 
Apri1 1 0, 201 3 1 :06pm 

Module ID: h_stcomrep_64_008 
Carrier: Wieland 

Insert LC: 1 3.0192.04006 Title: 06000 

REPORT OF STANDING COMMITTEE 
SB 21 93, as engrossed and amended: Appropriations Committee (Rep. Delzer, 

Chairman) recommends AMENDMENTS AS FOLLOWS and when so amended, 
recommends DO PASS ( 1 7  YEAS, 3 NAYS, 2 ABSENT AND NOT VOTING). 
Engrossed SB 2 1 93, as amended, was placed on the Sixth order on the calendar. 

In l ieu of the amendments adopted by the House as printed on pages 1 1 75 and 1 1 76 of the 
House Journal, Engrossed Senate Bill No. 2 1 93 is amended as follows: 

Page 1 ,  l ine 1 , remove "and" 

Page 1 ,  line 2, remove "an autism spectrum disorder voucher program" 

Page 1 ,  l ine 3, remove the second "and" 

Page 1 ,  l ine 3, after "appropriation" insert ";  and to provide an expiration date" 

Page 2 ,  remove lines 1 3  through 31  

Page 3,  replace l ines 1 through 5 with: 

"SECTION 2. DEPARTMENT OF HUMAN SERVICES AUTISM SPECTRUM 
DISORDER MEDICAID WAIVER. The department of h uman services, by January 1 ,  
2014, shall seek approval from the federal centers for medicare and medicaid 
services to expand the department's autism spectrum disorder medicaid waiver to 
cover twenty additional individuals from birth through age thirteen and to provide 
appropriate behavior intervention and treatment services that may include 
evidence-based and promising practices, case management services, technology 
and technology-based support, in-home support, equipment and supplies, home 
monitoring,  respite care, residential supports and services, and behavioral 
consultation. 

SECTION 3. DEPARTMENT OF PUBLIC INSTRUCTION - AUTISM 
SPECTRUM DISORDER EDUCATIONAL TRAINING AND SUPPORT. The 
department of public instruction shall provide training and support to genera l  
education classroom teachers and other school staff regarding the most effective 
methods of educating and providing services and support to individuals with autism 
spectrum d isorder." 

Page 3, l ine 1 6, replace "$200,648" with "$148, 1 32" 

Page 3, l ine 23, replace "$400, 000" with "$265, 1 36" 

Page 4, l ine 4, replace "$500,000" with "$250,000" 

Page 4, after line 7, insert: 

"SECTION 8. EXPIRATION DATE. This Act is effective through June 30, 201 5, 
and after that date is ineffective." 

Renum ber accordingly 

STATEMENT OF PURPOSE OF AMENDMENT: 

Senate Bill No. 2 1 93 - Summary of House Action 

Executive Senate House 
Budget Version Changes 

State Department of Health 
Total all funds $0 $200,648 ($52,516) 
Less estimated income 0 0 0 
General fund $0 $200,648 ($52,516) 

( 1 )  DESK (3) COMMITTEE Page 1 

House 
Version 

$148,132 
0 

$148,132 

h_stcomrep_64_008 



. Com Standing Committee Report 
Apri1 1 0, 201 3 1 :06pm 

Department of Human Services 
Total all funds $0 
Less estimated income 0 
General fund $0 

Bill total 
Total all funds $0 
Less estimated income 0 
General fund $0 

$900,000 
0 

$900,000 

$1,100,648 
0 

$1,100,648 

Module ID: h_stcomrep_64_008 
Carrier: Wieland 

Insert LC: 1 3.0192.04006 Title: 06000 

{$384,864) $515,136 
0 0 

($384,864) $515,136 

{$437,380) $663,268 
0 0 

($437 380) $663,268 

Senate Bill No. 2193 - State Department of Health - House Action 

Executive 
Budget 

Autism spectrum database 

Total all funds $0 
Less estimated income 0 

General fund $0 

FTE 0.00 

Senate 
Version 

$200,648 

$200,648 
0 

$200,648 

1.00 

House 
Changes 

($52,516) 

($52,516) 
0 

($52,516) 

0.00 

House 
Version 

$148,132 

$148,132 
0 

$148,132 

1.00 

Department No. 301 - State Department of Health - Detail of House Changes 

Autism spectrum database 

Total all funds 
Less estimated income 

General fund 

FTE 

Reduces 
Funding for 

Autism 
Spectrum 
Disorder 

Database' 

($52,516) 

($52,516) 
0 

{$52,516) 

0.00 

Total House 
Changes 

($52,516} 

($52,516) 
0 

($52,516) 

0.00 

1 Fund ing is red uced for the autism spectrum disorder database. 

Senate Bill  No. 21 93 - Department of Human Services - House Action 
Executive Senate 

Budget Version 

State autism coordinator $400,000 
Autism spectrum training 500,000 

Total all funds $0 $900,000 
Less estimated income 0 0 

General fund $0 $900,000 

FTE 0.00 1.00 

House 
Changes 

($134,864) . 
(250,000i 

($384,864) 
0 

{$384,864) 

0.00 

House 
Version 

$265,136 
250,000 

$515,136 
0 

$515,136 

1.00 

Department No. 325 - Department of H uman Services - Detail of House Changes 

State autism coordinator 
Autism spectrum training 

Total all funds 
Less estimated income 
General fund 

FTE 

(1 ) DESK (3) COMMITTEE 

Reduces 
Funding for 

State Autism 
Coordinator' 

Reduces 
Funding for 

Autism 
Spectrum 
Disorder 
Training' 

{$134,864) 
(250,000) 

($134,864) ($250,000) 
0 0 

($134,864) --=-=($=2s""o,=oo"""ol 

0.00 0.00 

Page 2 

Total House 
Changes 

($134,864) 
. (250,000i 

($384,864) 
0 

($384,864) 

0.00 

h_stcomrep_64_008 



Com Standing Committee Report 
Apri1 10,  201 3 1 :06pm 

1 Funding is red uced for the state autism coordinator. 

Module 10: h_stcomrep_64_008 
Carrier: Wieland 

Insert LC: 1 3.0192.04006 Title: 06000 

2 Funding is reduced for statewide autism spectrum d isorder training to be implemented by 
the Department of Human Services. 

A section is added regarding an autism spectrum d isorder Medicaid waiver. 

A section is added regarding training provided by the Department of Public Instruction for 
classroom teachers and other school staff. 

A section is added providing that the bil l is effective for the 201 3-1 5  biennium only. 

(1)  DESK (3) COMMITIEE Page 3 h_stcomrep_64_008 
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SB 2193 

M a d a m  Cha i rm a n  a n d  m e m b e rs of the Senate H u ma n  Services 

Com mittee. I am Senator Joan H ecka m a n  fro m N ew Rockford a n d  I 

represent t h e  constituents i n  District 23.  

I am h e re to day to i ntrod uce you the SB 2193.  Th is  b i l l  is  the 

c u l m i n at ion of 3 Y2 years of work by the G overno r's Autism Tas k  Force 

esta b l ished by SB 2174 d u ri ng the 2009 Legis lative Ass e m b ly. 

S ince its o rga n ization,  the Task Force h a s  met q u a rterly to d ete rm i n e  

t h e  cu rrent services ava i la b l e  i n  N o rth Da kota, s u rvey t h e  n eeds i n  t h e  

state, a n d  deve l o p  a com prehens ive p l a n .  

The Task Force is  com p rised o f  m e m bers represent ing t h e  fol lowi ng 

sta keh o l d e rs :  The med ica l com m u n ity, a psyc h o l og ist, a re p resentative 

of the Depa rtment of P u b l i c  I nstruction,  a pa rent, a b e h aviora l  a n a lyst, 

a representative of the Depa rtment of Hea lth, a rep resentative from 

the l a rgest hea lth i n s u re r  i n  the state, a l egis l ator, the An n e  Car lsen 

Center, facu lty rep resenting the a utism tra in ing  p rogra m at U N D, a 

speci a l  e d u catio n  d i rector, protection a n d  advocacy, t h e  d eve l o pm e nta l 

com m u n ity, Pathfi nders, a nd the c h a i rm a n  of t h e  Tas k  F o rce fro m t h e  

Depa rtment o f  H u m a n  Se rvices. I represent the N o rth Da kota State 

Legis l ature .  

Th e work o f  t h e  Task Force resu lted i n  N o rth Da kota's fi rst State P la n .  

This p l a n  was presented to Governo r  Hoeven i n  t h e  s u m m er of 2010. 

Fol lowi ng the d eve l o pm e nt of that i n itia l  state p l a n, the Tas k  Force 

conti n u ed to m eet and develop recom me ndations t h at were p resented 

d u ring the 20 11-12 I nteri m .  



�( 

This b i l l  before you today is  n ot in c h ro n o l ogica l order of the Task 

Force•s  reco m m e nd ations as you wi l l  hear a bo ut l ater. Legis l ative 

Cou nc i l  sa id  there is  a n eed to h ave the Data Base l isted fi rst. 

I n  Sect ion 1 is t h e  Data Base, sect ion 2 is the a p p ro priat ion to the 

Depa rtment of H e a lth to fu n d  the esta b l i s h me nt of that d atabase.  

Section 3 i s  the expa ns ion  of the Autism Spectru m D is o rd e r  M e d ica i d  

Wa iver. Sect ion 4 is  the Task Force•s 1st priority, t h e  h ir i ng  o f  a state 

coord i n ator for the p rogra m .  Other  sections  conta i n  the esta b l is h me nt 

a nd fu n d i ng of a tra i n i ng p rogra m, s u p po rt for i n crea s i n g  the n u m ber of 

behaviora l  a na lysts i n  the state, a nd fu n d i n g  for eva l u ation,  d iagn ostic, 

a nd service p l a n n i n g  tea ms.  

I nterventi o n  at  a ny stage is  i m po rta nt for t h is d is o rder .  B ut e a rly 

eva l u at ion a nd i nterventio n  p rove s ign ifica ntly m o re s uccessfu l .  

The Task Force s u p po rts t h ese reco m me n dati o n s .  I wi l l  d efer to t h e m  

as  they a re t h e  expe rts i n  t h is d isorder. 

Tha n k  you for you r  attention to the work of t h e  Tas k  Force a nd its 

i m po rta nt reco m m e nd at ions befo re you today. 

Sen ator Joa n H ecka m a n  



Chairman Lee and Members of the Senate H uman Services Committee :  

1 am Dr. Barbara Stanton .  I a m  employed a t  Pra irie a t  St. John's as  a n  outpatient therap ist special iz ing i n  

a utism spectrum d isorders. I conduct d i agnostic assessments, do  ind ividua l  a nd fami ly therapy and 

provide consultation, col l aboration and case management services. I a l so conduct tra in ings a n d  

workshops about a utism for educators, l a w  enforcement, early chi ldhood educators, d aycare providers, 

med ical and mental hea lth professionals, rel igious organizations, and the com m u nity at l arge . 

I n  the past 13 years I h ave worked with nearly  1,000 individuals on the a utism spectrum a nd their 

fami l ies. I average 14 intakes per week from ind ividuals looking for a d iagnostic a ssessment, therapy 

services or clarification of prior d iagnoses. 

I would l ike to speak in  support of services for ind ividuals with a utism as noted i n  Senate Bill 2193. 

Autism is a com pl icated neuro logica l  d isorder that impacts communication ski l ls ,  socia l  i nteractions, and 

behavior. It i s  a l ifelong d isorder. 

Every week new research studies are pub l ished. It is important to continua l ly monitor this research and  

advances in  evidence based assessments and i nterventions. 

The Center for D isease Control reported in May of 2012 that 1 in 88 chi ldren  meet the criteria for an 

a utism spectrum d isorder; 1 i n  54  boys. Of those, 30 - 40% are considered to h av e  h igh functioning 

autism. Autism is more prevalent than chi ldhood cancers, mu ltiple sclerosis a n d  cystic fibrosis 

com bined. 

There is a genetic basis to autism. 

Autism is a spectrum d isorder i n  which there is great variation i n  ind ividua l  d ifferences. 

While there have been advances in  research there are gaps in our understand ing of a utism such as 



causation, publ ic concerns of health a nd safety includ ing issues of obesity and menta l  hea lth, efficacy of 

interventions, transitions to independence, employment and bu i ld ing pub l ic private partnersh ips; j ust to 

name a few. 

Every day I hear the stories from fami lies who are desperate to find services for the i r  chi ld ren with 

autism. Many of them d rive for hours from both urban and rural a reas of North Dakota to see me. And 

as d ifficu lt  as  it is to get services for chi ldren, for adults the situation is  even more d ire. These are not 

services to make l ife easier or  more convenient. These are services that can determine success or 

fai l u re; l ife or death.  

Tha nk you for l istening to my  testimony today regarding this important issue.  I u rg e  this legis lature to 

pass legislation to expand services to ind ivid uals and fam il ies who deal with the impact of an  a utism 

spectrum d isorder. I would a lso ask you to consider HB 1039 which estab l ishes a voucher  program for 

services that would o pen opportunities for people, wherever they l ive, wherever they a re on the 

spectrum and whatever their needs are, to receive services. 

In 2011 The Autism Society of America stated in a memo to congress: 

"Moving to a voucher-based system wi l l  significantly improve the qua l ity o f  services and care, 

e l iminate fraud  and abuse, and improve access to the ever-shrinking poo l  of healthcare 

providers wi l l ing to accept Medicaid reimbursement rates. A voucher-based system wou ld a llow 

people to receive care on the private market, decreasing the financial b urden  on  federal and 

state governments." 

I wou ld  be happy to answer any q uestions that you may have . 



. . 

Testimony 

In favor of Senate Bill 2193 

Chairman Senator Judy Lee 

Senate Human Services Committee 

Chairman Lee and Members of the Senate Human Service Committee :  

I am Vicki Peterson, a single mother of two boys, Aaron whom has autism. I am here 
today to speak in favor of Senate Bill 2 1 93 ,  and the issues of autism spectrum disorders. 
Autism Spectrum Disorders (may refer to them as ASD.) are a set of neurobiological 
disorders that are lifelong and have deficits in core areas of social skills, 
communication, stereotyped or repetitive behaviors and interests and in some cases 
cognitive delays. Autism Spectrum Disorders, as its name states, is a spectrum and in 
the new DSM-V (Diagnostic and Statistical Manual of Mental Disorders) due out in 
May 201 3 ,  will range from mild to severe and are across the lifespan. 

Senate Bill 2 1 93 addresses ASD in our state as a comprehensive plan that follows 
closely to the recommendations of the State Autism Task Force. 

• The need and priority to have a State Autism Coordinator is essential. 

As a parent of a child with autism and a person whom works with families 
across the state whom have children and youth with special healthcare 
needs, we need someone to coordinate the efforts in our state around 
training and education and act as a point person currently serving this 
population in our state. I would encourage this person have "hands-on" 
experience with ASD and the ability to listen to stakeholders. Families, 
providers and advocates would always want services to be top priority, in 
this particular instance, I believe to achieve success with services; the 
infrastructure has to increase adequate resources to support the needs of 
persons with Autism Spectrum Disorders. 



• The d evelopment of an autism data base would be the tool that will  be able to 

collect accurate data on persons i n  the state with ASD . A database could 

obtain counts of thi s  population, to improve knowledge and understanding of 

ASD and to plan for services for both children and adults in  our state with Autism 

Spectrum Disorders. The incidence of ASD is increasing, with the database this 

wi l l  improve the pol icies that as a state we implement. 

• Expanding and Refocusing the existing Autism Waiver. The el igib i l ity range 

of the existing autism waiver is birth to the chi ld 's  5th birthday. Across the state of 

ND, there is an infant development program that is designed to help children and 

their fami l ies whom have chi ldren identified with delays age birth to 3 rd birthday 

and not according to diagnosis, key to success is early intervention. The 

American Academy of Pediatrics recognizes thi s  at age 1 8  mos. (AAP 

Developmental Screening Tools D-PIP 1 1/2007). The need to change the age 

requirement for the autism wavier to age 1 8  mos. ,  or the asked for age of 3 yrs. ,  

through the l ifespan wi l l  provide for the comprehensive services for persons with 

ASD and fi l l  the gap. I would ask you to consider having a process of re

determination dates (an example of age 9, 1 4, 22) as services may change as a 

child continues to grow, transition, and become an adult. Needs change but the 

Autism Spectrum Disorder remains. Holding stakeholder meetings with the 

col laboration efforts of professionals, parents of chi ldren and adults on the 

Autism Spectrum, to define services that would benefit those being served. 

Behavioral i ssues are a major concern for parents and professionals, as of now 

that type of intervention is not avai lable in  the autism wavier. Social Ski l ls 

therapy is not included as wel l ,even though social and communication are core 

deficits of autism. Adults with ASD, needs serv ices to help with independent 

l iving ski l ls ,  job coaching and peer to peer relationships. Re-focusing on autism 

wi l l  be an improvement for the autism wavier and a program that could work for 

the benefit of al l people with Autism Spectrum Disorders. 

• Addition of Behavioral Analysts i n  the state of ND. Behavioral issues are a 

growing concern for both parents and professionals.  The experts in this field at 

present are located in eastern ND and one area of central ND. This i s  not ful fi l l ing 



the need and most certainly not in  western and most of central ND where the 

population is increasing the most. There needs to be better access to behavioral 

analysts and increase the numbers of that profession in our state. I believe thi s  b i l l  

would provide a start for that to happen. The opportunity to have 2 or  more 

behavior analysts in each of the 8 regions of ND wi l l  fi l l  the gaps currently 

existing. 

• Diagnostic Teams. Best practice for diagnosing ASD is  a multidiscipl inary team 

of professionals (AAP Developmental Surveillance and Screening of Infants and 

young Children; Pediatrics 200l) .Currently we have l imited number of 

diagnostic teams in the state The need to expand these types of teams into all the 

regions of ND is critical to accessing serv ice avai labi l ity and wi l l  decrease the 

burden on fami l ies and persons whom are seeking diagnostics. Navigating 

systems that fami l ies and persons with special healthcare needs including ASD, i s  

a daunting effort and needs to be  a point of  high concern. Whether a diagnosis of  

an ASD or  not, persons are searching for help. Parent organizations in  the state 

need help to continue to accompl ish thi s  task. Parents, professionals and self

advocates tum to these organizations for guidance, i nformation and support. 

I urge this committee to take action on this b i l l  for persons with autism. Al l  of us 

deserve to have access to quality of l ife, to become independent community 

members and productive c itizens. 

My son, Aaron, has taught me much in his journey of l ife so far, I know he wi l l  

teach me and many others more. Many learn and l ive in  distinct ways, with help 

and support; Aaron' s  l ife can be spectacular, along with al l  persons with special 

needs and disabi l ities. 

Thank you for your time and consideration of SB2 1 93 .  

Vicki L Peterson 

vickiasdc@bis.midco.net 

70 1 -258-2 1 23 7  



SB 21 93 Appropriation Detai l  

Section 

Section 2. 
D atabase 

Section 3. 

Medicaid 

Waiver 

Section 4. 

Coordinator & 
Assistant 

Section 5. 
Statewide 
Train ing 

Section 6. 

Behavioral 
Analyst Capacity 

Section 7. 

ASD Diagnostic 
Teams 

Cost 

$200,648 

$27, 239 X #  

$494, 1 35 

$ 1 58,032 

$ 1 98,864 

$433,280 

• 

J tf\-h Y\L ttu.t.s.J �YVU-rt+- 1;t: t 
Detai l  

Costs based on information received from Minot State U niversity who manages the d atabase for those with 
hearing loss. Person nel and operating costs. 

Using DO traditional waiver which is budgeted on each person cost $27,239 per year for waiver services. 
Depending on the n u m ber i ntended to serve total costs would include this N umber times n um ber served . 

Coord inator salary & fringe= $2 1 2 ,4 78; assistant salary & fri nge= $ 1 03,  1 25;  operating to include stipends for 
attendance at regional meetings, annual conference expenses, website management, costs to facil itate 
meetings to develop standards = $ 1 78,532 

2 day Regional train ings including time of 2 trainers for a total of 48 days of train ing= $98,832 

Parent Train ing = $6,400 

Physician Training= on-line train ing includes contin uing education u n its= 4,800.00 

Statewide tra in ing fund for completing col lege coursework= $48,000 

Provide funding support (2 in  each region) .  To complete the St. Paul on-line BCBA program including 
s upervision up through the test. $ 1 1 ,704 X 1 6  = $ 1 87,264. Costs wil l  be dependent o n  whether studies are 
taken full or part time. 

8 Regions/ 8 chi ldren each cl inic- Diagnostic cl in ics range from $ 1 , 725 to $5,045 per child . This includes 
paying for the time of experienced parent, physician,  occupational therapist, physical therapist, family 
support special ist. 5 - 1 5  chi ldren evaluated per region per year. 

• • 
1 



Testimony 

Senate B i l l  2 1 93 

Senate H uman Serv ice Committee 

Chairman Senator J udy Lee and Members of the Senate Hu man Serv ice Committee : 

My name i s  Toby C herney and I am the parent of a wonderfu l  l ittle boy named A lexander. A lexander has 

autism . A lexander w i l l  be five years old January 26th, 20 1 3 .  He w i l l  no longer be el igible for the Autism 

waiver that exists i n  the state of N D  right now as of January 25th, 20 1 3 . 

A lexander was the first ch i ld  on the A utism Waiver and even with its gl itches it was sti l l  better that what 

we are going to have after Friday of th is  month. A lexanders' therapies, i n-home su pports, opportun ites for 

equ i pment and supp l ies he may need to be i ndependent, and certai n  env ironmental changes w i l l  no longer 

be avai lable. 

Ever s i nce my son was diagnosed when he was 2 Y:.! it has been a constant battle to get help.  We have 

fought and kicked and screamed and sent emai ls  to get help for our son .  The only way we found out 

about what services were avai lable was from Fam i ly Voices and other parents. Once we found some help, 

it was quickly gone in a very short period of t ime as our son turns 5 .  This is too short of t ime to gai n  

progress, t o  access therapies for speech and occupational therapy, t o  al low in-home su pports t o  help 

A lexander and help our fam i ly thrive as community members. A lexander receives speech and physical 

therapy and i n  home supports thru the Anne Carlson Center. I t  is  so i mportant for h i m  to conti nue these 

serv i ces whi le  he is  sti l l  young to help him as he gets older. Early i ntervention is  the key. 

I have a $2000 deductible on my health i nsurance so continuing therapies after he is d ischarged from the 

waiver w i l l  not work. 

We had h i s  4 year 9 month DO el ig ib i l ity meeting last month and I was told at the meeting that " its not 

our responsibi l ity to take care of your son after he turns 5 its yours and the schoo l s ! "  I know it is not 

your respons i b i l ity but we as parents are looking to you for gu idance .. we are looking to you for 

understanding and compassion � Parents are look ing for ways to help our ch i ldren. We are not asking for 

handouts we are looking for assi stance, so our chi ldren can become i ndependent and productive 

com munity members. To do that our fam i ly needs to be who le and we need the help of others to ach ieve 

this. We need the waiver expanded, the age group that it covers is  wrong for N O, we have an early 



.. 

i ntervention program that can help our youngest of chi ldren from b i rth to 3 ,  now help our ch i ldren from 3 
to l i fe .  Remember autism is a l i fe-long d isabi l ity . . . .  We need Behav iroal Consu ltations and therapies and 

we as a state need to i ncrease the access to the professional staff in the area of behavioral issues and 

concerns . . .  We need ways to help us be better parents and training for us as parents so that we do not 

have to rely on a system to help us. We have had a constant struggle to get help for our son . .  and it  

shou ldn't have to be that way. We need our insurance compan ies to staJ1 paying for more serv ices so that 

it  doesn't  fal l  a l l  on the state to he lp.  We as parents shou ldn't  have to fight to get help .  This b i l l  is a good 

b i l l  .. it  needs to be swiftly as autism is growing in our state . . . . .  Because there are fam i l ies out there that a 

year without serv ices w i l l  make a h uge d i fference in the progress made by our ch i ldren. We j ust can 't end 

services and expect that there won 't be any regression and as parents we w i l l  have to start the process a l l  

over again from step one. I wou ld l ike t o  see and Autism Coord i nator i n  the state that has knowledge of 

autism and not someone j ust put in that role, someone with hands on experience for persons w ith autism . .  

T o  hold stakeholder meetings w ith parents and professionals at the table, the professionals need t o  hear u s  

a s  parents a s  we l i ve autism 24-7 everyday . . .  T o  total ly understand what w e  a s  parents are going thru . .  no 

one w i l l  ever understand or have compassion or be abl e  to make the program work without the personal 

experience. They need to walk in our shoes. 

I am asking this  comm ittee as a parent, as a mother, as a commun ity member please address autism in our 

state, and please pass a comprehensive autism b i l l  that w i l l  work for fam i l ies, a new and i mproved autism 

waiver for fam i l ies. 

P lease help my son as I am trying to help him . .  

Thank you for your t ime: 

Toby Cherney, 

Mother to A lexander C herney 

Emai l address: chernfam i lyS@century l ink.net 

Phone number 70 1 -320-3 1 04 
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legislative Test imony 

SB 2 193 
H u m a n  Services Co m m ittee 

Tuesd ay, J a n u a ry 22 nd' 2012  

C h a i r m a n  Lee a n d  M e m b e rs o f  t h e  Committee, 

My n a m e  is  Cathy H a a rsta d .  I a m  the d i recto r of the Pathfi n d e r  Pa re nt  Center .  I a m  a ls o  t h e  

pa re n t  of a c h i l d  with  s p e c i a l  needs w h o  h a s  ASD. Pathfi n d e r  is  fed era l ly f u n d e d  t o  p ro v i d e  

state w i d e  i n fo r m a t i o n  a n d  educat ion to fa m i l ies o f  c h i l d ren with  spec i a l  needs aged b i rt h  to 

26  i n c l u d i ng ASD. W e  serve a p p roxi m ately 1500 fa m i l ies per yea r  o n  a n  i n d iv i d u a l  b a s i s  

w h i c h  i s  a bo u t  1/10th o f  t h e  fa m i l ies receiv ing spec i a l  e d u cat ion s e rv i ces i n  N O . We r e a c h  

a bo u t  60,000 p a re n ts a n d  profess i o n a l s  with informat ion on : 

• U n d e rsta n d i ng I D EA, proced u ra l  safegua rds, Sect ion 504, ADA o r  oth e r  p e rt i n e nt l a ws 

• H e l p i n g  t o  p r e p a re fo r t h e i r  c h i l d 's I E P  meeting a n d  ach ieve t h e i r  e d u cat i o n a l ,  

d e ve l o p m e n t a l ,  a n d  tra n s it io n a l  goa l s  

• H ow to resolve d isputes u s i ng a lternat ive methods 

• U nd e rsta n d i ng t h e i r  c h i l d ' s  d i agnosis or condition a n d  i d e nt ify i n g  re lated strategies 

for effective p a rent ing o r  parent i nvolvement 

I am testify i n g  in s u p p o rt of SB 2 193 to a d d ress the need fo r a c o m p r e h e n s ive a pp r o a c h  to 

meet i n g  t h e  needs of ch i l d ren a n d  a d u lts with ASD a n d  t h e i r  fa m i l ie s .  

A S D  is  a m u lt i-system con d it io n .  T h e  fa m i l ies  that w e  s u p p o rt a re e n gaged not o n ly w i t h  t h e  

l o c a l  s c h o o l  system, h ea lt h  c l i n ics, a n d  a rea menta l hea lth profess io n a l s  b u t  with  t h e  

D e p a rt m e nts of H ea lt h ,  H u m a n  Services, a n d  E d u cat ion as we l l  a s  with  resea rch b e i n g  

c o n d u cted b y  h ig h e r  e d u cat ion a n d  with t h e  i n s u ra n ce i n d u st ry .  E ffective s erv ices req u i re 

coord i n a t i o n  of m u l t i p l e  s e rvices at m a ny l evels .  

In t h e  i nt e rest of t i m e, I am s h a r i n g  s pecific informat ion a bo u t  the sect ion of the b i l l  t h a t  

c a l l s  f o r  p rov i s i o n  o f  regio n a l  c l i n ics c h a rged with offe r i ng d iagnosis  a n d  i nt e rve n t i o n  

services.  

The single greatest chal l enge for NO famil ies  in parenting a chi ld with ASD a n d  

p a rt ic i p a t i n g  i n  t h e i r  e d u cat ion is  t o  understand how t o  i ntervene with that c h i l d  a t  h o m e  

i n  ways that a re a l igned with the strategies being recommended by professi o n a l s .  

Parenti ng i nvolves n u rt u r i ng. H ow d o  y o u  n u rt u re a c h i l d  that w o n ' t  look a t  y o u  a n d  

d e m a n d s  t h a t  y o u  l eave t h e m  a lo n e  o r  repeats what you say b u t  ca n n ot m a ke t h e i r  o w n  

senten ces? Parenti ng invo lves teachi ng.  H ow do yo u t e a c h  a c h i l d  to t a k e  a b a t h  o r  s h ow e r  

• w h e n  t h ey scre a m  a t  t h e  s ight of t h e  t u b  or shower, n ot j u st at age 2 b u t  a t  age 1 2  o r  14? 



H ow d o  y o u  set l i m its for a c h i l d,  teen or a d u lt who responds to a req u est to t ry a n ew foo d  

o r  p l a y  w i t h  a t o y  o r  go i nto t h e  next r o o m  b y  bit ing themse lves o r  e n g a g i n g  i n  repet it ive 

• b e h avi o rs i n  response to the verba l i n p ut o r  soc i a l  interact ion ? 

• 

F a m i l i e s  m u st know n ot o n ly how to a ccess and navigate the va r i o u s  syst e m s  b u t  t o  e x p l a i n  

t h e  d is a b i l i ty to s i b l i ngs a n d  m e m bers o f  t h e  extended fa m i ly, esta b l i s h  r o u t i n es fo r a c h i l d  

w i t h  t a ct i l e  o r  a u d itory sen s it ivit ies, h e l p  that c h i l d  learn t o  fo l l ow d i rect i o ns, t a ke c a re of 

t h e m s e l ves,  u n de rsta n d  re lat ions h i ps, take part i n  h o l i day rit u a ls,  b e h ave a p p r o p ri a t e l y  i n  

t h e  co m m u n ity, cooperate with tea chers a n d  c h i l d  ca re provid e rs a n d  cope with  t h e  

n u m e r o u s  t r a n s i t i o n s  a n d  cha nges that  a re part o f  fa m i l y  l ife . 

A d ivo rce rate of 80 to 90% for fa m i l ies of c h i l d ren with ASD h a p pe n s  w h e n  a tte m p t i n g  to 

m eet t h e  n ee d s  of a c h i l d  with ASD takes p l ace by tr ia l  a nd e rror and t h e refo re c o n s u m e s  

t h e  l ife o f  o n e  o f  the p a rt n e rs to t h e  excl u s i o n  of a l l  e l s e .  A S D  d o e s  not o n ly i m p a ct 

e d u ca t i o n  a n d hea lth,  it i m pacts t h e  wel l -be i ng of pa rents. S u pport fo r fa m i l i es o n  h o w  to 

e ffect i v e l y  p a rent a c h i l d  with AS D is essent i a l  a n d  not rea d i l y  ava i la b l e .  O u r  center a n d  

o t h e r  fa m i ly s u p p o rt centers i n  N D  h ave attempted to offe r fa m i l y  s u p p o rt t o  s o m e  extent 

b u t  w e  s i m p l y  d o  n ot h ave t h e  res o u rces to provide a concentrated l evel  of  s e rv ice b e y o n d  

t h e  g e n e ra l  i nformatio n  a n d  p a re n t  a d v i s i n g  t h a t  we provi d e .  

W h e n  a s ke d  w h a t  i t  wou l d  take to br ing t h i s  type suppo rt to fa m i l ies of c h i l d re n  w i t h  A S D  

we rea l i ze d  t h a t  a fa m i ly s u pport c o m p o n e n t  s h o u l d  be offe red a s  p a rt of a l l  regi o n a l  c l i n ics  

so t h a t  at  l east  one person o n  t h e  tea m wo u l d  have not only t h e  spec i a l  i nfo r m a t i o n  t h a t  

pa r e n t s  n e e d  b u t  t h e  resou rces to s u pport t h e  fa m i ly i n  the i r  u n i q u e  r o l e  a s  p a re nts  o f  a 

p e r s o n  with  ASD.  Wh i l e  a few specia lty o r  resea rch p rogra ms h a ve offe red t h i s  type o f  

s e rv ice,  a l l  t o o  often,  services e n d  a t  t h e  door of the school o r  d i a gnost ic  c l i n ic beca u s e  t h e  

p rofe s s i o n a ls a re not w i l l i ng t o  work after h o u rs o r  progra ms l a c k  t h e  res o u rces t o  p ro v i d e  

i n - h om e  s u p po rt s e rvices.  

The p r o p o s e d  b u dget for this  sect i o n  was i ntended to be d iv ided a m o n g  the 3 fa m i ly 

s u p po rt o rg a n izat ions  i n  N D . E a c h  of th ese p rograms rea l izes some fed e r a l  f u n d i ng u n d e r  

d iffe r e n t  p rogra m s  w h i ch p rovides a mechan ism for m a ki ng s u re t hese s e rvices m eet state 

a n d  fed e ra l  req u i rements .  C u rrent fed e ra l  f u n d i n g  is s i m p ly n ot s uffic i e n t  t o  even p r ov i d e  

f u l l  t i m e  staff n eeded for a statewide i n it iat ive.  Each o rga n izat ion h a s  a s l i g h t l y  d i ffe r e n t  

foc u s  ( Pa t h fi n d e r = e d u ca t i o n  a n d  p a rent i ng} ( Fa m i l y  Voices = H e a lth  a n d  H ea lth  C a re }  

F e d e ra t i o n  of  F a m i l ies  fo r C h i l d re n ' s  M enta l Health ( M ent a l  H e a l t h } .  A b re a k-d o w n  of t h e  

est i m a t e  w e  u s e d  t o  a rrive a t  t h e  p roposed budget i s  i n c l u d e d .  S i n ce o u r  s e rvices m u st b e  

F R E E  t o  fa m i l ies t o  meet fed era l  req u i re m e nts we have n o  way t o  a ccept vo u c h e r  f u n d i n g .  

• I wou l d  b e  p leased to a nswer a n y  q u estions that you may have.  



• Fund ing For Fami ly Support .D Task Force Recom mendations • 
· Action ··Purppse- ' .Outcome COST I I 

STATEWIDE TASK FORCE OR ADVISORY COM M ITTEE PARTICIPATION 

Many pa rents inc lud ing those employed • Assure that progress is a l igned with the needs of Cost for 2/4 meeti ngs per year 

by var ious fam i ly support organizat ions fam i l ies  statewide with a nother 2/4 he ld  v ia IVN 
' 

a re not ab le  to part ic ipate without • Assure fam i l ies  a re d i rectly engaged in  part ic i pato ry M i leage 350 m i les  (average) 

Pa rt ic i pat ion i n  task force support due  to the cost of travel and the dec is ion-mak ing @ $ . 5 1  per  m i le 

o r  advisory pane l  d iffi cu lty of p l ann ing for support for a • Assure that fam i ly perspective is honored du ring Hotel $77 x 2 n ights 

chi ld with ASD whi le attend ing a meeti ng. p lann ing Per D iem $25 x 2 meet ings 

• Assist i n  obta i n i ng feedback from fam i l ies over t ime St ipend $75 per day x 4 mtg 

Ch i ld  Care $25 per day x 4 

Tota l  $782 . 50 

CONDUCT PARENT TRAI NING STATEWIDE 

Provider agencies a re w i l l i ng to inc lude • Offer regiona l  tra i n i ngs on parent ing a ch i ld  with Cost fo r a six week tra i n i ng 

Part ic i pat ion i n  regiona l  
parents i n  tra i n i ng and typica l ly  do not ASD at the novice and advanced levels pa rent expe rience that can be 
deve lop t ra i n i ng to meet the un ique needs • Assure tra i n ing addresses the needs of fam i l ies i n  attended face-to-face or  via 

t ra i n i ngs for parents us ing 
of fam i l ies .  Pa renting cla sses offered an in -home s i tuat ion a n d  i s  not merely a c l in ica l  webi na r  twice per year i n  each 

a cu rr icu la  deve loped by 
through the N DSU Parent Center Network representat ion of research without rega rd to the reg ion .  

the  Anne Car l sen Center 
do not d u p l i cate the type of t ra in ing. practi ca l  cha l lenges of parent ing.  

and the Pathfinder  Pa rent 
• Reduce stress associated with a lack  of rea l i stic $ 16 .64 per hour  x 4 hours per 

Center  
parent ing so lut ions  that can be i mplemented at  week x 6 weeks x 2 sess ions 

home annua l ly x 8 reg ions .  

Tota l  $6389 .76 

PROVIDE FAMILY SU PPORT STATEWI DE 

Provider  agenc ies  have l a rge caseloads (75 • Reduce stress associated with l i m itat ions i n  Cost = s a l a ry and fri nge for 1 
to 90) and a re unab le  to provide the ava i l ab le  s u p port FTE Expe r ienced Pa rent 

i nformationa l  and emotional  support • Fami l ies learn how to structure support fo r ch i l d ren ass igned to the regiona l  ASD 

needed.  On ly a bout 60% of fam i l ies whose with ASD in the home and ba la nce demands for 1-1 Diagnost ic and Support Team .  

Prov is ion of regiona l  ch i l d ren have ASD have an inte l lectual behavioral suppo rt with fami ly  l ife . Sa l a ry $34,620 .00 

fam i ly support us ing a d i sab i l ity. Schools have repeated ly stated • Assist pare nts i n  navigating the service system and F ri nge @ 24% = $8308.80 

ded i cated experienced they a re unab le  to provide the level of obta i n ing  regiona l  support as  it i s  deve loped Tota l  42,928.80 

pa rent mode l  serv ing on support needed .  Fam i ly support providers 

regiona l  d iagnostic and  a re currently rece iving numerous ca l l s  from 

s u pport teams fami l i es  (as  m a ny a s  50 i n  one day) with 

each ca l l  taking 45 m inutes to an hour .  

t There a re many fam i l ies besides those 

need ing  support for ASD who a l so benefit 

from pa rent-centered fam i ly support .  ____ ---
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My name is Mindy Iverson. I am a married, stay-at-home mother of two and have a degree in 
Elementary Education as well as Child Development. My son Jack is 5 Yz years old and was 
diagnosed with Autism in May of 20 1 1 .  Here is our story. 

On August 20, 2007, a 6 pound 5 ounce healthy baby boy was born. Jack was an easy baby. He 
slept through the night at 5 Yz weeks only waking up once a night the first five weeks, would eat 
and go right back to sleep. He was happy, alert and hit all the developmental milestones on time. 
At 1 8  months, we noticed a change in our little boy. He started throwing tantrums. We joked 
that he was so advanced he entered terrible two's  early. His tantrums started with head banging. 
If you told him no or he thought you were going to tell him "no" he would throw his head into 
whatever was closest. The doctors assured me he wouldn't  hurt himself and told me to ignore 
the behavior. This was hard to ignore when your child tries to hit his head onto a concrete 
driveway. We would later fmd out that with sensory integration issues Jack' s  body does not 
register feeling as it is happening. He doesn't get dizzy by spinning in a circle until he is ready 
to throw up, nor does his head immediately hurt if he hits it. Yet, doctors are still convinced he 
would not do it if it was hurting him. His tantrums also consisted of hitting me in the face. This 
occurred mostly during transitions. I noted it when we tried to take a parent/child gymnastics 
class and a parent/child music class. It is very hard as a parent to have everyone in the room 
look at you like you are bad parent because your child runs around screaming and when you try 
to calm him down he starts hitting you. I went through a period of time where I felt like a bad 
parent, because it seemed that was how everyone was looking at me. Shopping was a nightmare, 
my husband and I would go to a store and hope to get through it without a meltdown. We 
referred to it as being like a ticking time bomb; you never knew when it would go off. 

In June 20 1 0  I took Jack to a free speech screening. I had been concerned about his speech for a 
while and despite everyone telling me I had too high of expectations for my son I wanted to get a 
screening for peace of mind. During the screening, Jack threw one of his "typical" meltdowns. 
The person screening him asked if he does this often. I replied, "yes, terrible two's" with a 
smile. She then wanted to know if I had time to take him to an Occupational Therapist 
Screening. After the screening, we needed to have our doctor refer us to have him screened by 
their Occupational Therapy Department. Jack was diagnosed with Sensory Dysfunction and 
began Occupational Therapy. My husband and I went to the Internet and found out everything 
we could about Sensory Dysfunction and how we could better help our son. 
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Still unhappy about his speech, I kept pushing for Jack to begin Speech Therapy. At frrst he 
loved it. But as time went on we saw less and less progress. If he said 5 words in a 30 minute 
session, we were lucky. At OT I did not go in the room. I had frustration here too, when we 
asked about potty training it was not their position they said to help. Sensitivity to food was also 
an issue, we received no help. My understanding was that OT was to help them with life skills.  

Then the phone call came, Jack's  OT and Speech Therapists were both on the line. They had 
finally ran into each other and visited about Jack's progress at therapy or lack thereof. I fmd it 
important to mention they share a receptionist and their rooms are on the same floor, in the same 

wing, very near each other. I did not want to hear what they had to say. My worst fear was that 
my son has Autism and they called to tell me they thought Jack needed to be seen by a 
Psychologist. They felt it was more than Sensory Dysfunction and the Psychologist could make 
that diagnosis. 
We saw a psychologist three times. She confirmed my fear. My son has Autism. My new job 
was to be his advocate. I knew I needed to find a new place for Jack to receive therapy. My 
wish is that there would be a place he could play with other kids and get therapy. Jack loves 

playing with children. At that time he would ask daily to play with kids. I tried to put him in 
part-time daycare so he could play with other children but our area has limited daycare 
opportunities. In my searching, I found Red Door Pediatric Therapy and BECEP. With BECEP, 

we met with a team consisting of a Speech Therapist, Occupational Therapist, Special Education 
Teacher, and Psychologist. 

I then found out about the Autism Waiver. So I began the application process, which I was 
warned could take a while. It was May 201 1 .  A while, was ok with me. I figured in two months 

I would have him qualified and I could get intervention in the home to help me help my son. 
Months passed and we still had not heard anything. Jack turned 4 on August 20t11 • One can only 
be on the waiver until age 5. I made it through the summer without the support I was hoping for. 

I started to question if I should continue with the waiver. In October the team assigned to us 
fmally came out to observe our son. They observed Jack, asked him questions, and thought we 
were doing great things for him. Three weeks passed and we still were not approved for the 
waiver. As Thanksgiving approached, I called our case manager's supervisor, our team' s  
supervisor and still got no where. Everyone reassured me they felt bad for me and were still 

waiting on the OT's report from the Team that came to observe. I then called Family Voices, I 
had there brochure and just needed to know what I could do to light a fire under these people. 
When I explained everything to them, they gave me a name of one more person at Minot State 
University I could call, and luckily that person is someone I personally know. One more phone 
call and then the report fmally was in the Monday morning after Thanksgiving. We officially 
were on the waiver Dec. 20 1 1 .  Keep in mind this is 7 months after I turned in my paperwork. 
This is unacceptable. In ND we do not have many resources and the ones we have take entirely 
too long. 

The Autism Waiver provided Jack with some new equipment in our home to go with the 
equipment I had previously purchased. All of them help him in different ways. We had 

intervention in the home to give us new ideas on certain issues. They helped me find programs 
for Jack to keep a routine schedule for the summer. We also had OT in the home once a week 
for the summer which taught me how to keep a Sensory Diet in place through the summer. I 



3 

also had Respite Care for Jack on the Autism Waiver. This was helpful if I had appointments or 

wanted to attend Educational Programs on topics to help Jack. 

Early intervention is the key to helping children with Autism. I have now lost 1 year of 

intervention on the therapy we got at St. A's, and another 7 months waiting for intervention from 
the Autism Waiver. We need more resources, as well as doctors that can guide parents. Ideally, 
you should be able to go to a doctor and then be provided resources for medical treatment, 
homeopathic treatment, therapy services, and resources to use in the home and day-to-day life. It 
should not take two years for a person to find services for their child. I am thankful that I do live 
in Bismarck because I can't imagine those who live in small, rural communities in ND. The 
financial commitment is not something our family planned for. Having a child with Autism adds 
many expenses out of pocket for special diet, therapies and other added medical expenses. All 

the resources in the world do not do us a lot of good if we do not know about them or how to 
access them. This is how the State Coordinator will help families. 

As an individual with an education background I feel it is important to add, teachers need more 
training when it comes to Autism. With the statistics that are out there, teachers are going to 
have children with autism in their classroom. They need to be provided with tools on the best 
ways help these children succeed. I have always advocated that every child learns differently. 

Programs in our community also need to be trained on how to work with children with Autism. I 
enrolled Jack in a community dance program and by the second day he was released from the 

program because the teacher was not comfortable with my son in her class, even though I had 
given them tools to help Jack in a group community setting. I offered to go with Jack in the 
dance room. They had a closed-door policy so that was not allowed. Jack was sad. I was 

devastated. Cross-training between professionals and parents and community partners is needed 
across the state. I believe with the passing of this bill, it will be a start. 

If I could add one more thing I would want you to consider the siblings. We have to consider 
how Autism affects the sibling. I mentioned I am a mother of two. My daughter is 2, however 

most people wouldn't guess that. She is two and already missed out on parts of childhood. If 
Jack has a meltdown she is expected to walk beside me to the vehicle so I can safely carry Jack. 
She does not get to be in gymnastics, dance, or other programs because if I do not have someone 
to watch Jack I cannot take her. I know he will not just sit on the side and watch like other 
siblings. Her whole life has been taking a backseat to her brother because he has Autism. 
Families need adequate resources and respite to keep families whole. 

Jack is a cute little boy, he has a smile that charms you and eyes that sparkle. He loves to j oke 
with people and get a laugh. My ultimate goal for Jack is to be happy, accepted in the 
community and to become an independent community member. Jack is no longer receiving 
services on the Autism Waiver. From the time the waviered services started for Jack until they 
ended was not a sufficient amount of time to have. Our allotted OT sessions covered by 
insurance continue to be cut. The cost to continue Jack's Occupational Therapy is above our 
means and could very soon be terminated. If a wavier were in place for Jack right now that 
service could be achieved which is critical for Jack to become an independent and vital part of 
our community as he grows. My husband and I will continue to find the resources we can to 
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provide the best opportunities for our son. It is hard to navigate without a go to person that 
knows the services that are available. 

In conclusion, we need the support of bill 2 1 93 to continue to help Jack, He deserves the 
opportunity for quality of life. 

Thank you for listening to our story. We look forward to seeing and using the improvements 
implemented. I would be happy to answer any questions. 

Mindy M. Iverson 

Emai l :  iversonmindy@gmail .com 

Phone: 70 1 .75 1 .0790 
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Chairman Lee and members of the Committee: my name is Carlotta McCleary. I am the 

Executive Director ofND Federation of Families for Children's Mental Health (NDFFCMH). 

NDFFCMH is a parent run advocacy organization that focuses on the needs of children and 

youth with emotional, behavioral and mental disorders and their families, from birth through 

transition to adulthood. 

NDFFCMH works with children and youth with an Autism Spectrum Disorder and their 

families. I am also the parent to a young man with Pervasive Developmental Disorder (NOS) 

which is an Autism Spectrum Disorder. Therefore I have personal knowledge of the lifelong 

needs of individuals ASD and their families. 

Senate Bill 2193 is well thought out. The autism spectrum disorder database will enable the state 

to better understand and provide services to individuals with an ASD. Expanding the 

department's autism spectrum disorder waiver to cover individuals from three to end of life will 

allow individuals with ASD access to services that are desperately needed. Coordination is a 

key component to having a system that meets the needs for individuals with an ASD. 

Authorizing the Department of Human Services to hire a state coordinator and an assistant to 

provide this coordination and outreach will make it much easier for families to understand and 

navigate the system. Having a comprehensive training effort in our state will be very helpful. 

Individuals have many missed opportunities due to the lack of training and understanding. 

Families need to understand autism and how it impacts their family member. As well as 



providers that individuals come in contact with. Behavior analysts are needed in North Dakota. 

Lastly, establishing ASD diagnostic teams will allow individuals with timely evaluations and 

diagnostics as well as treatment planning. 

To truly help individuals with ASD all people involved in their lives must understand the 

uniqueness of ASD in order to meet their needs. The way we always do it simply will not work 

for individuals with an ASD. 

Thank you for your time. 

Carlotta McCleary, Executive Director 
ND Federation of Families for Children's Mental Health 
PO Box 3061 
Bismarck, ND 58502 

Phone/fax: (701) 222-3 3 1 0  
Email: carlottamccleary@bis.midco.net 
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Madame Chairwoman and Members of the Senate Committee on Human Services 

My name is Donene Feist and I am the Director for Family Voices of North Dakota. I rise today in 
support of SB 2 1 93.  

Family Voices of North Dakota provides emotional and informational support to many families 
across North Dakota who has a child with an autism spectrum disorder. Many times, staff of Family 

Voices has provided assistance to these families through assisting them access services, providing 
emotional support and educational information to assist them with their various needs. 

Family Voices ofNorth Dakota is a partner with the ND State Autism Task Force, and fully supports 
the recommendations of the Task Force work that is provided within this bill. 

SECTION 1. Autism spectrum disorder database 

Family Voices ofNorth Dakota feels a database is a necessary step. While data indicates that there 

are as many as 1 in 88 children in North Dakota with autism, it is necessary, not just for the 20 1 3-
201 5  legislative years, but also beyond this time frame to house a database which will assist in 
capturing the number of children and youth, but additionally services needed for this population. 
Family Voices of North Dakota has been in contact with many states that are in the process or have 
developed a database. This will be important to further understand the complexities of ASD and 
develop ongoing policy in the days moving forward. We fully support an ongoing database. 

SECTION 3. DEPARTMENT OF HUMAN SERVICES' AUTISM SPECTRUM DISORDER 
MEDICAID WAIVER. 

FVND fully supports an expansion in the age of the ASD Medicaid Waiver. While the current ASD 
waiver ends for children at age 5, unfortunately ASD does not end at age 5. It is vital that children 
continue to access services currently available to them under the current waiver. 

While initially implementation of the autism waiver had its challenges. The number of slots 
committed for the waiver are nearly full, with one remaining opening. The infrastructure needed for 
the waiver has improved greatly, and the problems identified in the waiver corrected. Many funds 
have been dedicated to the implementation of the waiver, and while it initially took some time. 
There is no need to throw the baby out with the bath water so to speak. An expansion is vital for 
families. Additionally, Family Voices ofND provided many referrals of families to the Department 
for families to access the waiver. 



You have heard the many statistics on costs associated for families of children with ASD. To often 
these children don't fit into any one criterion. The autism waiver expansion beyond the age of 5 
would assist many families who fall in the gaps of obtaining services and children advancing to the 
best of there ability. 

Much feedback and dialogue has been obtained from families through the work of the task force. 
Many surveys were completed with assistance from Family Voices. It will be vital to continue to 
receive feedback from those who utilize the services. While the needs of children with ASD change, 
just as quickly, are the changes in treatments, support and ongoing needs as children get older. 

Therapies not addressed in the current autism waiver are therapies for behavioral and social issues 
that children, youth and adults with ASD many face. Another issue not addressed in the current 
waiver is the need for family support. Family support and education is a vital component in services 
for families with a child with ASD. 

Across the country, ASD waivers exist. Many states like North Dakota have struggled to adequately 
address this population. The rise in occurrence for ASD has left states with little choice but to 
address the needs. 

FVND suggests expanding the waiver to meet the ongoing needs of these children, youth adults and 
families. 

SECTION 4. APPROPRIATION - DEPARTMENT OF HUMAN SERVICES - STATE 

AUTISM COORDINATOR 

The need for an ongoing coordinator for ASD cannot be understated, and is an essential component in the 
infrastructure in services for ASD. The needs are great for families. A coordinated effort will assure 
consistency across the state, as well as a partnership with persons who require the ongoing services. 
Additionally, this person will coordinate ongoing efforts, dialogue, discussions, feedback etc. This will 
also ensure service delivery and enhance infrastructure, not only for the Department in administering 
ASD services but also that there always be a go-to person, who is familiar with the needs and services. 
Again, the needs are great. Priority to increase the infrastructure and support for the Department is a 
critical component. 

SECTION 5. APPROPRIATION - DEPARTMENT OF HUMAN SERVICES - STATEWIDE 

AUTISM SPECTRUM DISORDER TRAINING EFFORT 

The State Autism Task Force also recognizes the need for ongoing training. Training is necessary for 
providers and families. It is also vital to have training regionally for access to ongoing needs and 
supports. Training is vital component in all the work that is being done with ASD. The training 
component will compliment the other work that is being done. 

SECTION 6. DEPARTMENT OF HUMAN SERVICES - BEllA VIORAL ANALYSTS. 

An increase in the number of behavior analysts is crucial. Many families are traveling long distances to 
see a service provider. Behavioral issues are a concern for both families and providers. Currently there 
are few Behavioral Analysts in the western portion of the state, and limited in the central portion of North 



Dakota. With the increase in numbers, FVND believes this will begin to address the shortage needs in the 
state. Families should be able to access services within their home communities and not have to go across 
the state to access services. The needs are rising, they are not decreasing. The State Task Force 
recognizes this need. FVND fully supports the needs to increase providers across the state. 

SECTION 7. APPROPRIATION - DEPARTMENT OF HUMAN SERVICES - AUTISM 

SPECTRUM DISORDER DIAGNOSTIC TEAMS 

While there are a few diagnostic teams in North Dakota, again the need is great, and quite honestly the 
needs are greater than current availability of diagnostic teams and services. 
Teams should be available in each region of the state. 

Family Voices provides ongoing navigation of services and emotional support to all families including 
families with an ASD diagnosis. From the vantage point of our agency, keeping up with the needs of 
families is great. We also need an increase in staff to provide the support that is needed to families. Last 
May, we increased the number of staff whom assists ASD families as the needs have greatly increased. 

We still do not have the number of staff necessary to meet the needs. We continue to do provide the 
support, information and education, but our infrastructure is also strained. We currently do not have 
enough funds to increase staff hours to meet the need. Additionally, many of our services are grant 
driven. We will continue to provide support to all families, just know that we too are struggling to meet 
the needs. 

In closing, we fully support the State ASD Task Force and their recommendations. Let us remember as 

each of us makes decisions that will affect children-whether we are parents, educators, health 

professionals, or government officials-it is our duty to consider if that decision either affirms or 

denies a child' s most basic human rights. This bill will embrace the needs of families and move us 

forward in the right direction. 

We thank you for your consideration. 

We are happy to answer any questions that you may have. 

Donene Feist 
FVND Director 
701 -493-2634 
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North Dakota Department of Health 

Good morning, Chainnan Lee and members of the Senate Human Services 
Committee. My name is Tamara Gallup-Millner and I am Director of the 
Division of Children' s  Special Health Services for the North Dakota 
Department of Health. I am here to provide information regarding SB 2 1 93 .  

Section 1 of the bill instructs the North Dakota Depmiment of Health to 
establish and administer an autism spectrum disorder (ASD) database that 
includes a record of all repmied cases of ASD in the state and any other 
information deemed relevant and appropriate by the department in order to 
complete epidemiologic surveys of the ASD, enable analysis of the ASD and 
provide services to individuals with an ASD. Section 2 provides an 
appropriation of $200,648 in general funds to the Department of Health for the 
purpose of establishing and administering the ASD database and authorizes one 
full-time equivalent position for this purpose. 

If SB 2 1 93 is adopted, the Department of Health requests clarification on a 
number of items bulleted below in order to ensure we establish and administer a 
successful database or registry. 

• Is reporting into the database to be voluntary or mandatory? Based on past 
experience with other voluntary reportable conditions, it is the depmiment' s 
recommendation that reporting be mandatory to assure the database will 
provide a complete and accurate record of all ASD cases in North Dakota. 
As with other registries maintained in the Department of Health (e.g. , HIV), 
confidentiality would be maintained and the data kept in a secure system. 

• Who determines an individual has an ASD and from whom should the 
department accept a valid report for the database? Who actually reports the 
ASD may affect the validity of the data. Self-reporting is different than data 
obtained from individuals qualified to make medical diagnoses based on 
established criteria. ASD is not a simple diagnosis. The Division of 
Children' s  Special Health Services cunently provides contract funding for 



five ASD diagnostic clinics per biennium, using a team approach for the 
diagnostic process. 

• Who is expected to complete th,e epidemiologic surveys, analysis and 
provide services to individuals with ASD? Is it the Department of Health, 
the Department of Human Services, or some other entity? Language in lines 
1 1  through 1 3  of the bill differs from what was communicated when the 
Department of Health was initially contacted for information regarding the 
database or registry. At that point, it was communicated that an accurate 
number of individuals with ASD was needed. To carry out the 
responsibilities as cunently written in the bill, individuals would need to 
understand the intricacies of ASD and have a background in public health 
informatics . Ongoing FTE would be needed to carry out this level of 
responsibility. 

• Upon request of advocates,  the Department of Health provided an initial cost 
estimate for a simple autism registry. With that option, ASD was to be added 
to an existing system, the ND Electronic Disease Surveillance System, also 
known as Maven. This system will need to be customized in order to use it 
for an ASD database. By the time staff is hired, the autism database is 
operational, and reporting initiated, it' s  realistic to anticipate a two-year time 
frame before the system is fully functional. In addition, costs are likely more 
than originally expected. Items that were not initially included in the 
department' s  estimate include such things as maintenance costs from the 
system vendor, staff travel, and educational resources to create awareness 
for registry reporting. 

There is a bill in the House (House Bill 1 03 8) that contains similar instruction 
to the Department of Health. In that bill, the term "registry" is used rather than 
"database" and the appropriation is $ 1 48 , 132  rather than $200,648 .  

This concludes my testimony. I would be happy to answer any questions you 
may have. 



Senate Bi l l  2193 

Senate H uman Services Committee 

Senator Judy Lee, Chairwoman 

January 29, 2013 

Chairwoman Lee and members of the Senate Human Service Committee, for the record I am Dr. 

Kenneth Fischer, Medical  Di rector, Behaviora l  Health, for B lue Cross B lue Shield of North Dakota 

{ BCBSN D) .  I am a board certified Adult, Chi ld and Ado lescent Psych iatrist. I thank you for the 

opportunity to present these comments to your committee today. BCBSND is  neutra l on th is  b i l l, but 

recognize the publ ic pol icy impl ications and  want to raise the fo l lowing issues:  

I .  Epidemiology, Diagnosis and treatment of Autism Spectrum Disorders (ASD) 

What is an Autism Spectrum Disorder? 

Autism Spectrum Disorder (ASD)  is a l ife long neurobiologica l bra in based medica l condition that is 

without a known cure, is frequently associated with modest improvements over t ime that a re hard 

fought, expensive, and at times frustrating for a l l  involved.  Autism affects every a spect of the ind ividua l  

affected, from how they th ink  (many are intel lectua l ly d isabled), act (see the world d ifferently than 

"neurotypicals"), to  how they communicate (many autistics have a vocabulary of a preschooler in the 

body of a teen  or  an  adu lt; 40% of autistic ch i ldren have no speech at a l l ) .  Many requ i re some form of 

l ife long com prehensive care. Their care p laces an  extraordinary emotional ,  physica l, socia l and financial 

burden on the fami ly. 

What causes ASD? 

The best ava i lab le evidence indicates that despite the specific cause being unknown, Autism Spectrum 

Disorders a re highly heritable (passed on  through one's genes) .  Advanced paterna l  age and m aterna l  

age  are a l ready known to  be  associated with an  increased risk of  a utism in one's offspring. Other  factors 

rema in  under scientific investigation .  After birth (non genetic) environmental causes of Autism have 

been proposed, in particu lar  the measles-mumps-rubel la  {MMR) vaccine and mercury conta in ing 

vaccines. 

I n  2001, the Institute of Medicine reviewed epidemio logica l popu lation-based stu d ies and concluded 
that there was no evidence of a causa l  a ssociation between the M M R  vaccine and  a utism . Studies 

conducted s ince the pub l ication of that review have supported this conclusion .  But there is no evidence 
to date that ch i ldren with neurodevelopmental  d isabi l ities, inc luding Autism, in the Un ited States have 
increased mercury concentrations in their blood or significant levels of environmental  exposure to 
mercury. Us ing data sets from the U .S . ,  Sweden, and Denmark, to date, no consistent association has  

been found between th imersol-conta in ing vaccines and autism. 

How common is ASD? 
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Using nationa l  2009 data, the incidence of ASD in genera l  population on average is 9/1000. The range 

was from 4.2/1000 in Florida to 12 .1  in Arizona and M issouri {2006} .  G iven the va ria b i l ity, it is d ifficult to 
extrapolate a nationa l  incidence and app ly it to a specific State, because of variab i l ity of access to proper 

d iagnoses a nd other factors. 

Average increase in prevalence at study sites was 57% from 2002-2006. ASDs are 4-5 t imes more l i kely in  
ma les. I f  one sib has ASD, the r i sk  for another is 2-8%. If one identical twin has ASD,  the other  has 70-90 
% chance for deve loping an ASD.  In non-identical twins the risk decreases to around  10%. It is estimated 

that only about 10% of ch i ldre n  with an ASD have an identifiable genetic, neurologica l  or metabol ic  

d isorder, such as Fragi le  X or  Down Syndrome. 

ASD, language functioning, and IQ 

About 40% of ASD kids do  not have speech.  Another 25%-30% have some words by 12-18 months then 

lose them. Others may speak, but not unti l later in ch i ldhood. 

Prevalence of Global Deve lopmental Delay/Inte l lectual  Disabi l ity with ASD is cu rrently just under 50%. 

Recent reports from England peg a rate as low as 26%. A report pub l i shed by Centers for D isease Contro l 

in 2009, shows that 30-51% (41% on average) of kids with an ASD a lso have an  Inte l lectua l  Disabi l ity 

( inte l l igence quotient < 70). 

What is the fi rst step to d iagnosis? 

Screening in doctor's office via surve i l la nce at wel l  baby PCP visits. More intensive screening if fam i ly 

h istory positive for ASD.  C l in ic ians need education on tools for screening, tools for d iagnosis to increase 

l ike l ihood of correct d iagnosis versus vague impression or adopting "wait and see . . .  " 

Screening tools can be d ivided into two groups: non-specific that focuses on abnormal  deve lopment, 

and specific screeners for ASD .  Average age for correct d iagnosis is 4+, but last decade was age 8 .  
Prompt screening is a m ust if i nfant or todd ler  shows no babbl ing or  gesturing by 12  months, no single 

words by 16 months, lack of 2 word spontaneous phrases by 24 months, and any loss of any language or 

social ski l l s  at any age. 

What are best practice standards for diagnosis? 

Most chi ldren in North Dakota are served by a pr imary care c l in ic ian for deve lopme ntal screen ing and 

hea lth needs.  "The Affordable Ca re Act (ACA)" recogn izes that prevention, ea rly i ntervention and when 
necessary, treatment of a l l  med ical cond itions includ ing ASDs are an i ntegral part of improving and 
ma inta in ing overa l l  hea lth .  Coordination, communication, and l inkage with primary care can no longer 

be optional for safe, effective and affordable care. 

I mmed iate referra l, usua l ly by the primary ca re physician in the medica l  home, in the first few months to 
years of l ife at the moment an ASD is s imp ly suspected, to a school based early i ntervention program, is 

critical because ASD ch i ld ren often have language delays and the inab i l ity to "lea rn how to lea rn" by the 

condition's very nature .  Note : for a d iagnostic assessment of ASD to be considered  medica l ly necessary 

by insurance, the assessment must be mu ltid iscip l inary in nature and inc lude:  

1 .  A diagnostic assessment by an appropriately trained and l icensed profess ional  ( preferably 

physicians in Ch i ld  and Adolescent Psych iatry, Chi ld Neurology, or  Deve lopmental Pediatrics; 

if eva luation is done by genera l  pr imary care physician or ped iatrician, consu ltation with chi ld 

psychiatry, ch i ld  neuro logy deve lopmenta l  ped iatrician a long with chi ld psycho logy is h ighly 
recommended) .  A broad and deep d ifferentia l d iagnosis compl icates the evaluation of because 
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many behavioral hea lth d iagnoses can cause ASD l i ke symptoms, and many medical d iagnoses 

a re accompa nied by ASD symptoms. B lood work ( lead level ,  metabol ic testi ng, CBC, thyroid, 
genetic ka ryotyping), measure of head c i rcumference, imaging (MR I  of bra in) ,  E EG,  may be 

involved .  

2 .  A curre nt l ist of DSM 5 d iagnoses. 
3 .  A complete physical evaluation by a l icensed physic ian (with particu lar  attention to fami ly 

h istory for an  Autism Spectrum Diso rder, menta l reta rdation, fragi le X Syn d rome, tuberous 
sclerosis; seizures, bra in  injuries) .  

4. Testing_supervised and interpreted by a l icensed PhD  psycho logist or  Psych iatrist, inc lud ing 

I ntel lectual  testing, Adaptive testing, Communication testing ( Expressive and  Receptive 

Language), Autism measures (ADOS, CARS, ADI-R, etc) , hearing testing by an Audiologist, etc. 

Whi le  the definit ive d iagnosis is being establ ished, work can begin  in the school sett ing with 

mu ltidiscip l inary teams, because integrated teams are necessary to faci l itate deve lopment and learn ing, 

promote socia l ization in  a natural peer environment, reduce maladaptive behaviors (usua l ly by methods 

that a re eclectic, incorporating some princip les of operant learn ing theory, and other behavioral 

theories as  appropriate), and educate and support both the fam ily and the school system .  

The Federa l  I nd iv idua ls  with Disab i l it ies i n  Education Act ( I DEA) gua rantees a "free and appropriate 

publ ic  ed ucation ."  One part of IDEA requi res school d istricts to conduct outreach to pre-school ch i ldren  

ages 0-3 who may be d isabled and need specia l services, ca l led ea rly intervention services. Autist ic 

ch i ld ren  wou ld be identified through this process, and the d istrict would be expected to supp ly services 

to those ch i ldre n .  I D EA a l so requ i res school d istricts to set up an " ind ividua l  education p rogram" for 
d isabled chi ld ren  aged 3-21, and to provide specia l services to such chi ld ren .  States a re requ i red to 

com ply with IDEA and to submit compl iance reports to the US Dept. of Education .  

What Works for ASD chi ldren in school 

The pr imary goals of education a re to min imize autism's core features (social , com m unication and 

na rrow interests) and associated deficits, maximize independence and qua l ity of  l ife, and min ister to 

affected fami l ies who a re often in d istress. Therefore, multid iscip l i nary Ea rly Educational I nterventions, 

behavioral therap ies (in the ch i ld's natural school environment) and habi l itative therapies (SL, PT, OT in 

the chi ld's natural  school environment) remain the cornerstone of treatment. 

Although elementary, midd le  and h igh school p rograms to educate and hab i l itate autistic ch i ldren  may 
d iffer in ph i losophy and re lative emphasis p laced on particu lar  strategies, they share common goa ls .  

The re is an emerging consensus that important principles and  components of effective ea rly ch i ldhood 

intervention for ch i ld ren  with ASDs. 

These pr inciples inc lude e ntry into early intervention as soon as an ASD d iagnosis is  seriously considered 
rather than deferring unt i l  a defin itive diagnosis is made; a ctive engagement of the chi ld in  

systematica l ly  p lanned, developmenta l ly appropriate educationa l  activities designed to address 

identified objectives; low student-to-teacher ratio to a l low sufficient 1 on 1 time and smal l  g roup  

instruction to  meet specific ind ividua l ized goa ls; inclusion of  a fami ly component ( i nc lud ing parent 

tra in ing as needed) .  

Add it ional  pr inciples i nc lude promotion in  the schoo l setting and beyond for interaction with typ ical ly 
develop ing peers to the extent that these opportun ities a re he lpfu l in addressing specified educational 
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goals; ongoing measurements and documentation of the ind ividua l  ch i ld 's  progress toward educationa l  

objectives, resu lting in adjustments i n  p rogramming when ind icated ;  incorporation of a h igh degree of 

structure through e lements such as pred ictable routine, v isua l  activity schedu les, a nd c lear physica l  

boundaries to min imize d istractions; imp lementation of strategies to apply learned ski l ls  to new 

environments and situations (genera l ization)  and to maintain functiona l  use of these ski l l s .  

F ina l ly, principles inc lude the use of assessment based curricula that address functiona l  spontaneous 

communication; socia l  sk i l ls  and self management p referably in the ch i ld 's  natural peer/school 

environment; functiona l  adaptive ski l ls that prepa re the chi ld for increased respons ib i l ity and 

independence; reduction of d isruptive and maladaptive behavior by using e mpirica l ly  supported, 

evidence based and outcomes d riven strategies; cognitive ski l ls, such as  sym bol ic  p lay  and perspective 
taking prefe rably in the chi ld 's  natura l  peer/school environment; fina l ly, trad it iona l  read iness ski l ls and 

academic ski l ls  as deve lopmenta l ly a ppropriate. 

II.  Public and Private I nsurance Coverage 

Chi ldren  with a d iagnosis of ASD have the same comprehensive medical  coverage under pub lic 

(Medicaid) and private (BCBSND)  insu ra nce that would be avai lable to any other member. This typica l ly 

incl udes coverage for routine medica l ca re, chi ldhood immunizations, surgery, hospita l izations, and 

pharmaceutica ls .  

Med icaid and BCBSND a lso pay for menta l  hea lth and related services inc lud ing D iagnostic Eva l uations, 

Speech Therapy, Occupational Thera py, Physical Therapy, I npatient Hospita l/Pa rt ia l Hospita l/Residentia l  

Treatment and add iction services, PATH fami ly support services, a long with Outpatient Psychotherapies 

for ch i ldren and their fami l ies, i n  some form consistent with the specifics of the m e m ber's benefit 

la nguage . 

Hea lth insura nce exists as a mea ns to pay for safe, effective, patient centered, tim e ly, efficient, and 

affordable hea lth ca re services ("The right care, for the right person, at the right t ime,  in the right place, 
fo r the right reason" ) .  This is in add it ion to educational interventions appropriate ly de l ivered in the 
school under federal and  state progra ms.  N D  Med icaid and BCBSND  recognize the c ritica l need to 

effectively coord inate our  responsibi l it ies with the re levant federal ,  state, and  loca l  agencies. 

I I I . Standard I nsura nce requirements for evidence-based, outcomes driven care 

Medicaid, BCBSND, Med ica re, and other private insu rers, provide coverage for the ir  members with any 
establ ished diagnosis, inc l uding ASDs, when such treatment is provided by a ppropriately tra ined, 

l i censed and credentia led c l in ic ians. BCBSND, for example, seeks to ensure the h ighest qua l ity of ca re 
that is evidence--based; evidence is information that suggests a clea rly identified outcome wi l l  resu lt 
from a clearly identified practice or i ntervention .  BCBSND, for exam ple, uses the nat ional  Technology 

Eva luation Center (TEC Criteria ) as  a primary resource for the deve lopment of med ica l  po l icy. In 2002, 

TEC was re-awarded a 5-year  contract from the Agency for Healthcare Resea rch and  Qua l ity (AHRQ) as 

one of 13 Evidence-based Practice Centers ( EPC) in the Un ited States. 

It is important that any health care professional  wishing to work with an  ASD ch i ld  understand how to 

eva l uate the evidence used to support a l l  treatments, including Com plementary a n d  Alternative 

med ici ne, psychopharmacologic, indiv idua l/fami ly/group  psychotherapeutic/OT /PT/SL and other 
commonly used interventions. The evidence supporting or refuting a treatment shou ld include peer 
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reviewed studies with a ppropriately d iagnosed, we l l  defined homogeneous study popu lations; a 

random ized, double b l ind p lacebo-contro l led design; an  adequate sample size to support statistical 

ana lysis p resented; contro l  for confounding factors; and use of appropriate, va l idated outcome 

measures. On ly a ppropriately contro l led stud ies a re he lpfu l in proving that an  effect is attributable to 

the intervention being stud ied.  

� l ( 

For any service to be med ica l ly  necessa ry and payable, c l inicians a re requ ired by a l l  pub l ic  and private 
payers to p rovide :  objective, base l ine measurements of behaviors/ symptoms to be ta rgeted in terms 

of frequency, intensity and  duration; descriptions of specific treatment interventions inc lud ing the 

number of service hours required; objective measures of progress for each inte rvention; strategies for 

genera l ization of learned ski l ls; strategies for coord inating treatment with school-based specia l  

education programs; p lans for tra nsition and measurable d ischarge criteria and a d isch a rge p lan once 

goals a re m et.  

I n  the case of treatments for ASD in genera l, resea rch into what treatments actua l ly  work and can fu lfi l l  

the  above expectations, is in its infancy. Random ized control led trials, l a rger sam p le sizes (number of 

kids enro l led), un iform outcome measures (to see if what we're doing is making a d ifference), and 

greater consistency (by p roviders tra ined to the h ighest ava i lab le standards)  a re needed.  The 

professiona l  consensus is that much add it ional resea rch is needed to identify the m in imum 
cha racteristics requ i red for any treatment to  demonstrate efficacy (content, tech n iq ue, how often, 

when to sta rt and when to stop) .  

Al l  payers attempt to shape but not d ictate care de l ivery, and necessa ri ly re ly  on p roviders in the office, 

to he lp members form rea l istic expectations about the l ikel ihood of a good outcom e  of a particu lar  

service. Payers try, to  the extent pol icy and payment methods a l low, to  shape provider-member 

d iscussions a round the right ca re under varying c ircumstances. Providers frequent ly d is l i ke that  part of  

a payer's ro le. Most wi l l  continue to struggle to make fair, prudent and cost conscious decisions in an 

effort to ba lance qua l ity and susta inabi l ity in our fee for service environment 

What about Applied Behavioral Analysis? 

There have been hundreds of publ ished stud ies on ABA with most not meeting resea rch  c l in ica l tria l 

criteria . ABA is in rea l ity, not a specific "therapy" but a term referring to a range of interventions that 

must be uniquely appl ied for each sepa rate individua l  autistic ch i ld .  There is no set formu la,  agreed 

upon procedure, p ractice or curricu lum that defines ABA in a way consistent with the payer regulatory 
requirements of evidence based outcomes d riven care noted above and  now enshrined into the intent 

of the Accountable Care Act. 

I ntervention  intensity ( i . e .  what "dose" of the treatment) rema ins, accord ing to the latest standards of 
ca re, an e lusive concept. E lusive because the qua l ity of the intervention (type of thera py being offered, 
tra in ing of the thera pist), the degree to which the chi ld 's attention a nd engageme nt a re secured and 

maintained during the treatment, number and nature of response opportunities and other related 

factors, a re a l l  l ikely to contribute to the intensity or "dosage", if you wi l l ,  of the intervention, and its 
effectiveness. 

I n  general only a m inority of ch i ld ren  show sign ificant improvements with ABA re lated services ( less 
than ha lf receive any benefit, with a sma l l  percentage receiving "sign ificant" but l im ited improvement; 

and no objective way to know when to stop what is an extremely intensive, costly form of treatment). 
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Variabi l ity in o utcome can be pred icted by pre-treatment IQ, level of communicat ion ski l ls  and having 

m i lder symptoms at outset. Most gains a re achieved in the first year of treatment with lesser gains in 
subsequent yea rs. Maximal  benefit is usual ly by age 8. This b i l l  proposes l ife long services broad ly and 
imprecisely defined.  I n  those states where simi la rly mandated benefits went beyon d  age 8 or  so, the 

costs remain a stronomica l  and lawsu its a re under way by those states left with "unfunded mandates." 

F ina l ly, the b i l l  a l lows for the provision of services l i ke (ABA) anywhere the fami ly c hooses to go, with 
the net result of moving the care out of the setting where best practice guidel ines a n d  an emerging 

expert consensus bel ieve they should stay: the school .  

See a lso Summary of the I nterim Legislative Human Services Committee he ld on Tuesday, Ju ly 31, 2012. 

Drs.  Ted and Linda K le iman, ped iatricians in Fargo with an extensive a utism practice, stressed to the 
committee that "treatment has been al l  over the map . . .  evidence based medicine was lacking and 

needed . . .  proper d iagnosis was highly inconsistent . . .  and that there is s imply no evidence based resea rch 

to support some of the treatments, l i ke Applied Behavioral Ana lysis (ABA) which is currently being 

suggested and pushed . . .  " Rod St Aubyn of BCBSND supported Dr. K le imans' find ings on Ju ly 3 1, 2012 by 

providing the com mittee with a TEC Specia l  Report on Appl ied Behaviora l Ana lys is/E I B I .  

What about Complementary a n d  Alternative Medicine Treatments? 

Any cl in ic ian working with ASD ch i ldren should strongly encourage fam i l ies to seek add it ional  

information when they encounter the fo l lowing c la ims o r  situations :  treatments that a re based on 
overly s impl ified scientific theories; thera pies that  a re c la imed to be effective for m u lt ip le d ifferent, 

unre lated conditions or symptoms; c la ims that ch i ldren  wi l l  respond d ramatica l ly a n d  some wi l l  be cured 

or a pproach "norma l" behaviors; use of case reports or anecdota l data rather than carefu l ly  designed 

stud ies to support claims for treatment; lack of peer reviewed references or den ia l  of  the need for 

control led stud ies; or treatments that a re said to have no potential or reported adverse effects . 

For most of the fo l lowing Com plementary and Alternative Med icine interventions, there is not enough 

scientific evidence yet to support or refute their use for ASDs: Auditory I ntegration tra in ing, behavioral 
optometry, cranio-sacra l man ipu lation, dolphin assisted thera py, music therapy, a n d  faci l itated 

communication, immunoregulatory interventions (e .g. Dieta ry restriction of food a l lergens or 
adm inistration of immunoglobu l in  or antivira l agents), detoxification/che lation thera py, gastrointest ina l  

treatments (e .g .  D igestive enzymes, a ntifunga l agents, prob iotics, "yeast free d iet", g luten/casein free 

d iet, and va ncomycin), d ieta ry supplement regimens purported to act by modulat ing neurotransmission 

or through immune factors or epigenetic mechanisms (eg vitamin A,C, B6, magnesi u m, fo l ic acid, fo l in ic 

acid, B12, d imethylglycine and trimethylglycine, carnosine, omega 3 FAs, i nositol, va rious minerals and 

others. 

This is not to suggest some of the above vitamins, probiotics, omega 3 FAs, other i nterventions  a re not 

he lpfu l for an a utistic ch i ld 's  general hea lth .. . just not the bra in based condit ion itse lf. Parents of ASD 
kids wi l l  understandably pursue interventions that they bel ieve may represent som e  hope of he lp, 

particula rly if the therapies a re viewed as "free of side effects or benign." Unfortunate ly, fami l ies a re 

routinely exposed to unsubstantiated, pseudoscientific theories and related cl inica l p ractices that a re at 

best ineffective and compete with known and val idated treatments or at worst, lead to physical, 

emotiona l  or fi nanc ia l  harm (to the fami ly or the paying entity) .  Nothing in the bi l ls p revents do l l ars 

being spent for any of these th ings .  

Do Not Forget Famil ies 
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The ch i ld's treatment tea m  (preferably coord inated with/by the chi ld's medical  home) should focus on 
the fami ly as wel l .  Parents and  s ib l ings of ch i ldren  with ASDs experience more stress and depression 
than  those of ch i ldren who a re typica l ly  developing. Physicians, therapists, teachers and other health 
care professionals can support parents by provid ing anticipatory guidance; tra in ing in involving them as 

co-therap ists; assisting them in obta in ing access to resources; providing emotiona l  support to parents 

and  sibl ings of affected ch i ldren, inc lud ing referra l to counsel ing when necessa ry. 

One  of the chief strategies for he lp ing fami l ies is by guid ing them to ava i lab le  ongoing supports and 

services during critica l periods  or  crises. Natu ra l  supports inc lude spouses, extended fam i ly, neighbors, 

rel igious institutions, and friends, socia l networks of other fami l ies with ASD kids a nd com m unity 
agencies (such as PATH and Partnersh ips) that p rovide tra in ing, respite, socia l  events, and case 
management. F ina l ly, forma l supports when ava i lab le can include publ ic ly funded, state adm in istered 

programs such as early intervention, special education, vocationa l  and residentia l/l iving services, respite 

services, in home services, etc. 

No matter what economic, budgeta ry and educationa l  models the state considers, it rea l ly comes down 

to family and community. There is a lot that funding and teaching can do. Fami l ies and com munities 

who a re meaningfu l ly mentored by appropriately trained professionals with rega rd to their  

understand ing of autism-learn to wa lk  a longside the affected one, no matter the l ife-long impl ications .  

When both fami l ies and loca l communities learn this way, the burden of weighing "benefit/cost" of a ny 

intervention becomes less sign ificant, because the bar has been ra ised; fami ly and  commun ity have 

engaged one a nother so that their joint comprehension and abi l ity to truly engage the a utism affl icted 

ch i ld  is enhanced 

Reflecting on the current l im itations in the fie ld  of autism in our knowledge of what works and doesn't 

work, we need to be cognizant that our pub l ic schools need to be equipped with resources to do their 

job.  To be successfu l ,  pa rents and teachers need to be partners not adversaries. O u r  own ND Autism 

Task Force reached s imi lar conclusions. 

IV. Complex Regulatory and Benefit Administration concerns raised by SB 2193 

Medicaid and Private I nsura nce 

Med icaid is the key funding resource for publ ic ch i ldren's menta l health with e l ig ib i l ity for services 
determined by economic status, expanded e l igibi l ity (e.g.  d isabi l ity) . Private hea lth insurance is based on 

a consumer's ab i l ity to pay d i rectly for services (self pay or fee for service), employer and emp loyee 

funded insurance, or self purchased insura nce consistent with the Accountable Ca re Act. P rivate health 

insurance accounts for rough ly 50% of mental hea lth and addictions services provided in the U .S .  

L ike the private hea lth insura nce sector, Medicaid is governed by processes that attem pt to steward 

l im ited resources whi le seeking to provide h igh qua l ity, evidence based, outcomes d riven,  cost effective 

ca re . In the case of ASDs, several factors need to be considered :  the impact of ASD on mult ip le l ife a reas, 

the chronic nature of the i l lness, multisystem involvement, and the existence of a compl icated patch

work mental hea lth system in North Dakota . M uch l ike the rest of the nation, there is not a s imple, 

integrated "system" of mental health care in most towns and cities, but rather m ultiple overlapping 

systems, where variabi l ity in the qua l ity of d iagnosis and treatment and complexity of accessing services 

is common.  
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I nteracting with these financial , adm in istrative, and medical po licy based structu res, and creating the 
need for individua l ized education and treatment of each ASD child and their fam ily, a re the specific 

fami ly systems issues, strengths a nd weaknesses, the local hea lth care infra structu re and culture, etc. 

Med icaid "Waiver" 

One cannot advocate for an improved menta l health system in North Dakota for those with ASDs 

without understanding the nature of the system as it currently exists, inc lud ing its strengths, l im itations, 
and progression over t ime in a reas inc lud ing institutional, professiona l, wraparo und,  and school based 

menta l hea lth and re lated educationa l  services. Re levant questions that m ight then a rise inc lude:  what 

a re the regulatory opportunities and barriers to school based mental hea lth and re lated educationa l  
services for ASD chi ldren? (The re is a bi l l  to study the cu rrent state of menta l  hea lth care del ivery to 

ch i ldren and adu lts before the 2013 ND legislature). 

A Medica id Wa iver is a mechanism to provide services that would otherwise not be permissib le, or  to 

provide them in a way that wou ld  otherwise not be perm issible given p re-exist ing federal  ru les, 

frameworks a round medical  necessity and appropriateness, etc. Many states seek waivers as a way to 

a l low states to access federal  money for specified, approved uses that a re p resuma bly more flexible, 
innovative and non-trad it ional i n  nature .  

Wa ivers, un l ike b lock grants, do  not involve the transfer of funds from the feds to the states .  They sti l l  

need to be considered part of a n  overa l l  state funding strategy, because once a waiver is approved by 

the federal government, i nvolved services become subject to partia l federa l  re imbursement.  The federal  

government provides funds for medica l ly necessary services to enrol led ind ividua l s  th rough Medicaid, 

a mong other l a rge insura nce p rograms.  

Even though the concept of cost effective care is  financia l ly and administratively based,  the ach ievement 
of cost effective care has clear  c l in ica l  corre lates. When best practices and evidence based, outcomes 

d riven guidel ines a re fo l lowed, cost effective ca re is actua l ly high qua l ity care (see the Accountable Care 

Act which enshrined these research  findings and principles into law). 

There a re a mu ltipl icity of  ru les and regulations regarding e l igibi l ity for menta l  hea lth  care that emanate 

from the pol icy and admin istrative entities that manage these d ifferent p rograms .  These rules and 

regulations exist to provide qua l ity assurance and qua lity improvement on behalf  of Medicaid 

beneficiaries. Examples inc lude prior authorization, concurrent treatment reviews, intensive ca re 

management of service uti l ization, a long with data ana lytics that see patterns a n d  trends that impact 
outcomes and risk. These a re just a few tools used by Med icaid, Medicare, and  p rivate hea lth insurers to 

steward resources whi le optim izing use of evidence based practices consistent with a n  ind ividua l's 

severity of i l l ness and risk. 

Yet, SB 2193 conta ins no defined a ccountabi l ity for benefit design, benefit administration, benefit 

regu lation.  Consequently, its passage could undermine Med icaid's main tools to ensure qua l ity and 

control costs. 

As written, the bi l l  wou ld  define e l ig ib le services very broadly .  There would need to be precisely defined 
un iform standards, content and criteria included in the defin itions of the proposed ASD related services 
that meet (1) the legal standards establ ished through state, federal and case law, and  (2 )  identify "best 

practice" and eth ica l standards  of a ny wi l l ing provider type wishing to treat the ASD affected ind iv idual  

under the parameters of the waiver. 
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The Waiver related services presumably include assessments, medica l  ca re, menta l hea lth services, 

occupationa l  therapy and  equ ipment, speech and language services, assistive techno logy, case 

management, transportation, educational supports, respite ca re, executive and socia l  sk i l ls  tra in ing 

progra ms, and development and imp lementation of behaviora l intervention p lans .  

The waiver pro poses essentia l ly a min i  benefit p lan admin istrators program for the com prehensive care 
of a utism that goes far beyond trad itiona l ly (non-medica l ly necessa ry) defined "su pports" 

(transportation, housing, independent l iving, educationa l  supports and employment  services, respite 
care ) .  The waiver seeks unusua l ly  (from a payer regu latory perspective) broad and deep coverage for 

"services" that a re imprecisely defined but have enormous fisca l imp l ications. 

The oversight of such a wa iver would exceed the simple manage me nt of accumu lators for do l lars spent. 

It would requ i re a lternative Medicaid oriented case review and a ppeals processes, p rovider 

credentia l ing, and medica l  necessity pol icies and procedures, than currently exist within a publ ic or 

private insurance p lan .  

The b i l l  does not  specify criteria that  need to  be  met for eva l uation and the  fu lfi l l ment of  basic 

principles of care management. Such criteria a re important beca use, in the case of a utism spectrum 
d isorders, there a re many irre levant and sometimes harmful approaches to treatm e nt.  Treatment for 

ASD, by its nature, must be highly ind ividua l ized. As stated, these ind ividua ls vary g reatly with respect 

to their  ab i l ity to benefit from any given treatment. 

The bil l as written would appear to requ ire Medicaid to recognize and reimburse p roviders without any 

reference to Med icaid's ab i l ity to enforce its own qua l ity control o r  credentia l i ng p rocesses. The bi l l  

appears to create a n  entirely un ique and separate system for a utism services that bears no resemblance 

to the way Medicaid currently provides coverage for a l l  other med ical services and wi l l  undermine their 

efforts to balance the interests of members and ratepayers. 

How could Medicaid manage services that by definition (as proposed)  are med ica l l y  unnecessary but 

necessa ry from a social services perspective? How do you price "resp ite-ca re, transportation" when 

there a re no frames of reference as  Medicaid currently doesn't cover or review for such services? 

Unintended Regulatory and Benefit Administration consequences 

If these services were ever to be administered by a private company (Med icaid contracts out some of 
their current benefit admin istration),  the contract would have to be competitively bid and the bid 
document would need to lay out the parameters and duties requ i red by the contractor, a l l  of which a re 

not addressed in  the b i l l .  

Taking these e lements into consideration, what  contro l l ing a uthority would define the "el igible" services 

themse lves? Who determines reimbursement rates (state? Contractor? School? Provider?) If a 

Med icaid contractor were to determ ine the e l igibi l ity (or "med ica l necessity and app ro priateness" ) for 
these a lternative services, what p rocess wou ld be used as contractors are not lega l ly a l l owed to do 

admin istrative rules? 

If funding is l im ited to the appropriated amounts, a re awards basica l ly "first come first serve"? 

Transportation services a re inc luded;  what rate is re imbursed and to what faci l ity? C losest? Fami ly 

choice? Technology is inc luded; there may be severa l options for assistive technology that vary 

sign ificantly in cost and  qua l ity; who decides which piece is a l lowed and how much  reimbursement? 
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What a bout I ssues with providers not sure how to b i l l, contracting with providers, d ifferent state 

l icensure requ i rements and med ica l record documentation, privacy issues, network issues, requ i red 

supervision and qua l ity control, determination of codes submitted for reimbursement, etc. 

Unintended Regulatory and Political Consequences 

This legislation in itself may be interpreted as d iscrim inatory, with enormous long term fisca l  

impl ications depend ing on how such questions would be  reso lved . There are numerous 
developmental/cognitive/intel lectual  disabi l ities (e.g.  Down syndrome, cerebra l pa l sy, mental 

retardation) that requ i re, in many cases, l ife long support for those l iving with the d isabi l ity and present 

fami l ies  with sign ificant hardsh ips .  The d iscussion a round assisting individuals with autism spectrum 

d isorders should be sh ifted to a conversation a bout meeti ng the needs of a l l  ind iv idua ls  with 

developmental d isorders .  Legislation mandating that Med icaid provide broad, poorly defined, and 

extremely expensive benefit coverage of  one particu lar  developmental d isorder p l aces other such 

d isabi l it ies on an  unequa l  footing. 

v. Regulatory Consequences if an ABA Benefit were included in the Waiver 

The waiver in no way precludes the use of do l l ars for ABA services. 

The waiver would represent a significant sh ift in the types of services covered by p ubl ic health 

insura nce. The outcomes expected of Appl ied Behaviora l Analysis (ABA) more c losely mirror educationa l  

programs than the medical  coverage pol icies of publ ic or  private insurers. N D  Med icaid, BCBSND, 

Med ica re and Sanford, l i ke most carriers, do not cover this type of therapy. 

By passing this Medicaid waiver bi l l, ABA and other non evidence based treatments risk becoming a n  

entit lement set aga inst the need for any existing framework o f  medical necessity. A lternative ly, I f  the 

Med icaid waiver was somehow designed to a l low Medicaid to suspend their current medical necessity 

framework, would Med icaid want to be in the position of having to approve services when requested for 

N O's  Medicaid "waiver" population, a l l  the whi le presumably mainta ining their current officia l  medica l 

po l icy position (s im i lar  to BCBSND)  that some of these services remain medica l ly unnecessa ry and 

undu ly cost inefficient for the "non-waiver" popu lation? 

Current Costs for ASD 

In 2011, the BCBSN D  G lobal  Costs for Behaviora l Hea lth treatment (does not inc lude medical or surgica l 
costs in figure )  for 826 members with Autism was approximately 7 mi l l ion do l lars .  Services inc luded 

were institutional ( I npatient, Partial Hospital, Residentia l Treatment), professiona l  (Outpatient 

I nd iv idua l ,  fam i ly, and group  psychotherapies, testing, eva luations) and medication related costs. These 

a re on ly for non ABA menta l hea lth services meeting the standards of medical necessity. 

BCBSND Projected Cost Estimates of an ABA benefit 

Accord ing to the actuaria l  estimates provided by BCBSND to the Senate Government and Veterans 

Affa i rs Committee, Senator Dever, Chairman, at the committee's request, a round  February 3, 2011 

when Senate B i l l  2268 ( "Autism Mandate" ) was under d iscussion:  

Used 2010 cla ims data; assumes treatment providers in state, b i l l ing at 2010 rates. 

Tota l  Annual  Cost Estimate, if 25% of 557 el ig ib le ASD chi ldren were to receive ABA services, was 25 

mi l l ion do l lars .  
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Total Annual Cost Est imate, if 50% of 557 e l igible ASD chi ldren were to rece ive ABA services, was 50 

mi l l ion do l lars .  

U pdated est imates from 2012 p lace the number of e l igible chi ldren  at a m uch h igher  826, not the 557 

identified in 2010. Therefore the p rojected costs would increase proportionate ly. 

Industry Projected Cost Estimates of an ABA benefit 

A cu rrent {2012) genera l estimate based on common industry practices for stan d a rd outpatient 

treatment, using existing CPT cod ing ava i lab le for ABA services: 

Less i ntensive treatment defined as 19 hours or less/wk for a yea r would cost $25,000 annua l ly per 

chi ld; this translates to 20.4 mi l l ion  dol lars annua l ly if 800 e l igible ch i ldren  used the benefit. 

I ntensive treatment defined as 20-40 hours/wk for a yea r  would cost $53,000 a n nua l ly  per ch i ld ;  this 

translates to 43 mi l l ion do l l ars annua l ly if 800 e l igible ch i ldren used the benefit. 

According to d ifferent {2009) Actuarial estimate for the Missouri waiver/mandate for ABA, the p rojected 

hourly use was 30hr/week at $45/hour. 30 times 52 weeks equals 1560 hours/year .  1560 hours and 
$45/hr equals  $72,200 per year/ch i ld .  For 400 identified ASD kids, this wou ld  be 2 8  mi l l ion/yr. For 600 

identified ASD kids, th is wou ld  be 42 mi l l ion/yr. For 800 identified ASD kids, this wou ld  be 56 mi l l ion/yr. 

Existing State Mandate and Medicaid Waiver costs for an ABA benefit 

For one unnamed publ ic/ private insurance carrier, 15% of ASD members used 81% of their  state's 

wa iver on ABA/intensive therapies alone; 315 ch i ldren accounted for 9 .7m i l l ion ABA spend as  part of 

that year's 12 m i l l ion tota l  c la ims Medicaid Wa iver cost. 

Another state has a broad coverage mandate for ABA therapy in terms of dose, fre q uency, d u ration a nd 

age l imits a l lowed; consequently, this local private carrier spent 18 mi l l ion i n  2011  for 422 members for 

ABA a lone (this does not inc lude a l l  this p lan's  other institutional, professiona l , a nd medication related 

Behavioral Hea lth spend) .  

South Caro l ina has a Med icaid Wa iver fo r ABA treatment. Treatment d u ration is l im ited to  3 years to 

age 10, with a SOK max/yea r/ch i ld .  A 3 mi l l ion budget for 2007 treated 120 kids that  year. By 2008, the 

South Caro l ina budget grew to 7.5 mi l l ion for 320 ch i ldren (These figures a re not a djusted for i nflation in 

2013 dol lars ) .  This has been considered a "reasonable and best case scenario" from cost perspective. 

Projected Cost Estimates of the non ABA related services in proposed Waiver 

Estimates of cost for care for services anticipated by the waiver are d ifficult to d eve lop because SB 2193 

would require Medicaid to pay for such a broad and deep a rray of services that a re currently beyond the 
uti l ization management scope of a ny insurer, publ ic or private because they "wa ive" the scope of 

"medical necessity" by design. 

VI.  Conclusions 

Medicaid, l ike Medicare, BCBS N D  and other private payers, be l ieves that a l l  treatments for ASD chi ldren, 

inc lud ing behavioral and educationa l  inte rventions, should be based on sound sc ience .  Federal law 

requires paye rs to review and update their med ica l necessity pol icy regula rly. 
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Al l  payers' pol icy and payment methods work to promote a continuum of services that support recovery 

and res i l ie nce, prevention and early intervention, a l l  the whi le emphasizing cost effective, evidence 
based a n d  outcomes driven approaches, with spec ia l  consideration for our rural popu lation. 

No one has offered the Senate Human Services Committee to date, data that indicates precisely how a 
waiver wi l l  im pact the cost of the treatment that is de l ivered . The current cost for j ust one treatment 

moda l ity -ABA thera py-can cost as much as $30,000-$50,000 per year. These figu res are just for ABA 

type services a lone, not inc lud ing the rest of the proposed service l ist. And the b i l l  would extend the 
benefit to l ifetime age ranges, in the context of what many payers publ ic and private in mu ltiple states 

with m andates a l ready know to be a l imited abi l ity to regulate the spend or the benefit once enacted . 

As previously noted, add it ional estimates of cost for ca re are d ifficult to deve lop beca use SB 2193 would 

requ ire Medicaid to pay for such a broad and deep array of services that a re cu rrently beyond the 

uti l ization management scope of a ny insurer, publ ic  or  private because they "wa ive" the scope of 

"medica l  necessity" by design 

And would such a waiver be d iscriminatory and therefore eventua l ly need to be a p p l ied to a l l  d isabi l ities 

for which there are hundreds of diagnoses beyond ASD.  

What would the hierarchy be for payment for other services the fami l ies wanted o r  needed once the 30 

K is spent? At the end of a benefit, how do you measure outcome and what if need more? Particu larly 

for those services not fa l l i ng under medical necessity defin ition and therefore not covered by Med icaid 

or  private insurance? 

It is worth noting that the $30,000 annua l  cap-adjusted yearly for inflation-may be mis lead ing. If  an 

individua l  exhausts h is or  her annua l  benefit prematurely, it is un l ikely that state regu lators would 

permit NO Medicaid, or  any Medicaid based insurer, to s imply cease re imbursing for benefits, a rguing 

that such d isruption in ca re could be harmful to the ind ividua l .  The emotiona l ly c h a rged nature of what 

is proposed in SB2193 should not overshadow the rea l ity that this benefit mand a te would increase the 

cost of Medicaid sponsored health insurance premiums and u lt imately negatively affect access to care 

for services a l ready known to be medical ly necessary, safe and effective . 

Medicaid (and BCBSND) a l ready provides broad coverage for autism spectrum d isorders .  North Dakota 

a l ready has a n  autism specific Medicaid waiver to a l low for greater flexibi l ity and creativity in providing 

services to this popu lation; they now requ ire a reca l ibration for b lending and bra id ing  the funding 

between the education system and Medicaid to ensure coordinated, col laborative ca re across systems. 

The Waiver represents a subtle cost sh ift and member /provider expectation sh ift more broad ly--from a 

publ ic progra m  predominantly educational in nature ( state and federa l  cost shar ing as mandated under 

IDEA, partnering with the schools and certa in providers)  to a worrisome Medicaid expansion.  

The b i l l  fa i ls  to outl ine the actuaria l ly  projected cost (v ia del ineated strategies sufficiently flexible to 
promote efficiency, control costs, and pay for performance in ways consistent with the ACA and the way 
healthcare is i nexorably moving), c l in ical  and admin istrative impl ications of benefit design, 

admin istrative oversight, and basic accountabi l it ies under state and federa l  law ( e .g .  common service 

defi nitions, uti l ization management measurements/criteria, qua l ity req u irements, system performance 

expectations, and consumer/fami ly/youth outcomes) .  
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' ' 

Nor does the bi l l  resolve the critica l but unanswered questions regard ing what the affected state 

agencies' col lective and individu a l  roles need to be to ensure the waiver's success given the extremely 

l a rge potentia l costs involved {Autism is not currently a core service of DHS) .  The bi l l  understandably 

appears to want imprecisely defined so lutions to complex prob lems, incomp lete ly  framed.  
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Who Can Outg row or Recover From .. Aut i sm ·t; : 
A New Study Sparks Debate About Early Diagnosis and Cal ls for Further Research Into Why Some I mprove 

BY SHIRLEY S. WANG 

Evidence is growing for a notion 
long observed by doctors and parents: 
Some chilc;lren with autism appear to 
grow out of their symptoms and re
cover fully. 

The reasons aren't entirely clear, but 
a recent study adds to the body of sci
entific work suggesting some autistic 
people get better. Led by a team from 
the University of Connecticut, re
searchers last week reported that they 
had identified 34 people who had all 
been diagnosed with autism by age 5 
but years later were indistinguishable 
from peers on language, socialization 
and communication skills. 

The individuals, ranging from 8 to 21 
years old, had originally been diag
nosed by autism specialists or other 
trained doctors. 

The work "provides convincing evi
dence there is a group of people who 
certainly have all of the symptoms of 
an autism-spectrum disorder when 
they're young, who look like they have 
no symptoms later," said Thomas Insel, 
head of the National Institute of Mental 
Health, which funded the work. Dr. In
sel wasn't involved in the study. 

For years, clinicians and parents 
have described patients and loved ones 
whose autism symptoms seem to disap
pear completely. But these individuals 
haven't been closely studied, making it 
hard to determine whether they had 
autism in the first place or were misdi
agnosed. The possibility of recovery is 
spurring interest in figuring out who 
might get better and why. 

Deborah Fein, a professor of psy
chology and pediatrics at the Univer
sity of Connecticut, and her colleagues 
decided several years ago to examine 
how children with autism fare over 
time, with particular interest in those 
who achieved what they called an "op
timal outcome." In their first study on 
the topic, published in 2007, they 

Jake Exkorn, playing soccer at camp in Maine, was diagnosed with autism at age 2, but by 4, he no longer had it, his mother says. 

screened children at age 2 and again at 
4. Of the 73 toddlers who were initially 
diagnosed with an autism-spectrum 
disorder, 13 of them, or 18%, no longer 
qualified for the diagnosis at age 4. 

Autism diagnoses have climbed 
sharply for years, with 1 in 88 U.S. chil
dren now thought to have an autism-re
lated disorder, according to the Centers 
for Disease Control and Prevention. 

Though experts encourage diagnos
ing children as early as possible, with 
some sayi,ng that 1-year-olds can be 
identified as being at high risk for au
tism-related conditions, they caution 

that early diagnosis is challenging and 
some children may be mislabelEid. 

In the la_test work, published Jan. 15 
in the Journal of Child Psychology and 
Psychiatry, Dr. Fein said the researchers 
sought to exclude children in whom the 
original diagnosis was questionable. 
But they didn't examine in this study 
why they seemed to get better. 

"It's now apparent that some have a 
very good prognosis," said the NIMH's 
Dr. lnsel. "The problem is we don't 
know how to identify that group." 

Experts speculate that a combination 
of early, high-quality therapy and bio-

logical and genetic factors are likely re-
sponsible. . 

Karen Siff Exkorn said her son Jake, 
who was diagnosed with a "classic 
case" of autism at 2 years old, made 
slow but steady progress with a combi
nation of 40 hours a week of behavioral 
treatment, as well as1 speech and occu
pational therapy. Wlien he was 4, the 
specialist told her Jake no longer had 
autism. 

"That news was as shocking to me as 
when he was diagnosed," said Ms. 
Exkorn, a management consultant in 
Sparkill, N.Y. "We didn't even know that 

recovery was a possibility." 
Now 16, Jake attends a regular high 1 

school, has many friends, plays on the 
school football team and was voted · · 

team captain at sports camp last sum- ' ·  

mer, she said. 
Dr. Fein and her colleagues are now· 

analyzing data to see if there is a link 
between a certain type of therapy and· 
an optimal outcome, and will be exam
ining brain scans of children initially 
diagnosed with autism to see if they 
became structurally the same as typi-
cally developing children. 

' 

Based on previous studies, Dr. Fein 

Diagnosing autism early can 
be difficult, experts warn. 
Some children may be 
mislabeled but catch up later. 

estimates 10% to 20% of children who ·. 

were diagnosed with autism may· 1 
achieve optimal outcomes. 

Some experts caution that even peo- ' 
pie who no longer meet diagnostic cri
teria for autism may have subtle, resid-· . 
ual idiosyncrasies. 

Fred Volkmar, director of the Child 
Study Center at the Yale University 
School of Medicine, who wasn't in
volved in the recent study, described 
one former patient who has a master's 
degree, goes to work and lives on his 
own, but every night he eats the same 
meal, canned fish, reads on the com- · ' 
puter about software and then goes to · 

bed. 
In many ways he could be consid

ered as having an optimal outcome, · 

said Dr. Volkmar. At the same time, the 
man wants to have a girlfriend but 
doesn't know how to talk about sub" 
jects outside of his one narrow interest, 
and he serves canned fish to anyone he 
has over. 



NOLA, S HMS - Herrick, Kari 

From: Larsen, Teresa A. 
Sent: Wednesday, February 06, 2013 2:31 PM 
To: 
Subject: 

Lee, Judy E.; Anderson, Jr., Howard C.; Axness, Tyler; Dever, Dick D.; Larsen, Oley L. 
SB 2193 - autism 

Importance: H igh 

Dear Cha irman Lee and Committee Members :  

Thank  you for giving me the o pportun ity to speak with you th is  morning rega rding autism legislation.  As requested, here 
a re my notes. 

Th is  i s  something many of us  fee l  very passionate a bout as we see and hear about the unmet needs for ind ividua ls  with 
a d iagnosis on the a utism spectrum as well as their fami l ies. There is a lso a vast need for tra in ing for school personne l  
who, we bel ieve, want to do  the  'right thing' but  are not equipped with the  needed information and resou rces. Whi le 

the goal  i s  for them to be equ ipped to support students during the school day, there i s  a lso the important  need to a ssist 

ind ividuals and fami l ies with services and supports while the chi ldren  are not i n  school. 

D uring the I nterim, and ea rly into the Legislative Session, there has been a big d isagreement a bout how to implement 
a utism services. Whi le a l l  agree that the current waiver is not provid ing the needed services, and is narrow in scope of 

e l ig ib i l ity (particularly by age) ,  stakeholders have basica l ly d isagreed on how to make needed changes.  This is inhere nt 
i n  the House B i l l s  (particularly 1039) which ca l l  for a new 'voucher system' and SB 2139 which would 'expand and  
refocus' the  Autism waiver to  broaden e l ig ib i l ity (ages 3 - life long )  and inc ludes services, such as  behavior therapy, 

which a re absent in the current waiver. 

A meeting was convened on Februa ry 1, 2013, and faci l itated by the Consensus Counci l .  In attendance were Cathy 

Haa rstad ( Pathfinder Parent Center); Dr. Barb Stanton ( Pra i rie St. John); Donene Feist (Fami ly Voices of ND); JoAnne 

Viewig (grandmother from Fargo);  Eric Monson (Anne Carlsen Center); Vicki Peterson ( pa rent from Bismarck); Carlotta 
McCleary ( Federation of Fami l ies  for Chi ldren's Mental Health) ;  Kris Wal lman (Autism Society - Fargo) ;  and  
myse lf. Senator Hecka man was  invited but  could not attend because of  her  schedu le with the  Legis latu re .  Tina Bay 
(DHS)  was a lso i nvited but decl ined to pa rticipate. 

The gro u p  found  they had a lot i n  common, the heart of which is to see the needed services and  suppo rts p rovided  for 
ind ividuals with autism and their fami l ies. There is a lso much support for tra ining and suppo rt for school perso n nel ;  for 
a payment mechanism for service provision; and for meaningful consumer, family, and stakeholder input  i nto the service 
de l ivery mecha nism. 

There was huge p rogress made at the meeting and the group came to consensus on the fol lowing: 

1. Expand the a utism waiver (ages 3 through l ife long )  and inc lude needed services, such as behavior therapy, 
as written into SB 2193. The waiver is up for renewa l this fa l l ,  so this is t ime ly. The group  would l i ke to see 

reporting on  the p rogress and status of this to the Legislature during the interim.  
2 .  Change HB 1039 to reflect the implementation of a 'pi lot voucher system' i n  add it ion to the expanded and  

refocused waiver. The group i s  intrigued by a voucher system but  bel ieves there a re too many q uestions to  
go with th i s  as  a single system for service access a t  this time. The group  would l ike to  see  the  p i lot  u p  and  

running by  January 2014 and reporting on  the  progress and status by DHS  to  the  Legislature d u ring the  
interim. 

3.  Tra in ing for school personne l  should flow through the Regional  Education  Associations to ensure 'outreach' 

to a l l  school personnel ,  not just those who might be able to attend a statewide conference. 
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4 .  Funds shou ld  be inc luded specifical ly for a utism service providers to  conduct tra in ing and  for fam i ly 

support/advocacy organ izations ( Federation of Fam il ies for Chi ldren's Mental Health, Family Voices of N D, 
and  Pathfinder Parent Center) to provide tra in ing, fami ly support, and advocacy. 

5 .  A registry/data base should inc lude mandated reporting whi le ensuring t he  confide ntia l ity o f  consumers a n d  
fam i l ies. 

6.  Consumers, fami l ies, advocates, and service providers shou ld have ongoing input throughout a l l  d iscussions, 

decisions, and implementation.  This includes input i nto the h i ring of an Autism Coord inator shou ld this be 

funded for DHS. The group  spoke strongly to the idea of a Steering Committee to work with DHS on  the 

waiver and p i lot voucher system.  Because the existing a utism waiver turned out to be NOT what parents 

and a dvocates supported, trust and communication needs to be bui lt between DHS and other 
stakeholders .  

Whi le  other related item s  were d iscussed, the group has not reached consensus on  those . If I can be of a ssistance to 
you o n  th is  i mportant matter, please fee l  free to contact me at any t ime. 

S incere ly, 

Teresa Larsen 

Protection & Advocacy Project 

400 E. B roadway, Su ite 409 
B ismarck, ND 58501 

Phone:  701.328.2950 
TDD Relay: 711  

Fax: 701.328 .3934 

E-mai l :  t larsen@nd .gov 
Webs ite: www.ndpanda .org 

OIS A 8 U . H Y  liGHTS 
NO RTH OAtr:OTA 
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• • • 
SB 2193 Appropriation Detail UPDATED 2-6-201 3  
Section 

Section 2. 
Database 

Section 3. 
Medicaid Waiver 

Section 4. 

Coordinator & 
Assistant 

Section 5. 

$ 

$ 

$ 

Statewide Training $ 

Section 6. 
Behavioral Analyst 
Capacity $ 

Section 7. 
ASD Diagnostic 
Teams $ 

Cost 

391 ,464 

2,576,473 

494, 1 35 

1 58,032 

1 98,864 

433,280 

Detail 

Costs based on information received from Department of Health. Personnel and operating costs. 

DHS will need an appropriation increase of $2,576,473 to expand the ASD Medicaid waiver, add 8 half time 

FTE for case management and expand the fiscal agent contract, of which $1 ,284,355 is general fund. For 

the 1 5-17 bieniuum DHS will need an appropriation increase of $3,540, 1 39 of which $1 ,770,070 is general fund. 

Coordinator salary & fringe= $242, 1 22; assistant salary & fringe= $1 32,769; operating to include stipends 

for attendance at regional meetings, annual conference expenses, website management, costs to facilitate 

meetings to develop standards = $1 1 9,244 

2 day Regional trainings including time of 2 trainers for a total of 48 days of training= $98,832 

Parent Training = $6,400 

Physician Training= on-line training includes continuing education units= 4,800.00 

Statewide training fund for completing college coursework= $48,000 

Provide funding support (2 in each region). To complete the St. Paul on-line BCBA program including 

supervision up through the test. $1 2,429 X 16 = $1 98,864. Costs will be dependent on whether studies 

are taken full or part time. 

8 Regions/ 8 children each clinic- Diagnostic clinics range from $ 1 ,725 to $5,045 per child. This includes 

paying for the time of experienced parent, physician, occupational therapist, physical therapist, family 

support specialist. 5 - 1 5  children evaluated per region per year. 
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• 

Scope 

I 
I ' � 
I 

Funding Detai ls  

fotal Appropriation 

ra rget G roup 

• Department of Human Services • � �  
p 

Comparison of Proposed Bills related to Autism Spectrum Disorder \.}.) 
SB 2193 

Funds:  Database/registry; 

M edicaid waiver; 

State coord i n ator and assistant; 

Statewide Train ing; Behavioral 

Analyst tra in ing; Diagnostic 

Teams 

Database = $391,464; 
Medicaid Waiver $27,239 per 

person/yea r/additional 50 
people for 18 months= 

$2,042,925; 
Coordi n ator/assistant & tra i n ing 

= $494 135· I I 

Case Managers= $508, 152; 
Fisca l Agent= $25,396; 
Statewide Tra i n ing = $158,032; 
Behavioral Analysts = $198,864; 
Diagnostic Teams = $433,280 * 

includes fisca l note changes. 

* 13- 15 costs 

$2,767,289 
All  Medicaid Waivers are 

restricted to those who meet 

institution a l  l evel of care 

criteria- regard less of financial 

el igibi l ity. Statewide train ing is 

designed for doctors, pa rents, 

regional tra i n ing, and assistance 

to complete col lege 

cou rsework. 

HB 1037 

I n structs the Legislative 

management to study 

the cu rrent system for 

individuals with ASD 

N/A 

N/A 

HB 1038 HB 1039 

Funds:  ASD Registry; 

Autism tra in ing for 
Funds:  Voucher system for ASD services 

genera l  education 
and support 

teachers and other school 

staff 

u p  to 100 i ndivi d uals  - u p  to age 26; u p  to 

50 ind ividuals  age 26 and older; 

E l igible services are assessments, medical  

Registry: $ 148,132; care, mental health occupationa l  therapy, 

speech thera py, assistive technology, case 
Educational  Tra in ing 

$198,000 m a nagement, respite care, ed ucational  

su pports, executive a n d  social  ski l l s  

tra i n ing, behavioral intervention p lans, 

housing, tra nsportation, independent 

living services 

$346,132 $4,500,000 

All people with a d iagnosis General Fund voucher is  not restricted to 

that fa l ls  under the i nstitutional  level of care criteria as is a 

category of a utism. Med ica id Waiver 

Education is targeted for � general education and 

school personnel .  ------



• 

• 

• 

Bill / Resolution No . 

Salaries and Wages 
Operating Expenses 
Gap�al Assets 
ca�al Construction GarryOIIer 
Grants 
HSC and lnst�utions 

Fiscal Note Summary 
8B2193 

FTE Total 
22.00 $ 2,684,395 $ 

1 ,095,766 

General 
1 ,675,375 $ 
1,052,593 

Federal 
1 ,009,020 
43,173.00 

Other 
Project 

Number 

Grants - Medical Assistance 
Total 

------
����

�6���5���
�

�3�459�7�75�
�

�3���1�7�0
� 

________ 8055 
22.00 $ 10 726 106 $ 6 187 743 $ 4 538 363 $ 

salaries and Wages 

2 FTEs for Deot of Heaffh COOH/ 
H8PA III 
Epidemiologist II  I 

20 FTEs Dept of Human Services (DHS/ 

145,732 
145 732 
291 464 

Admin Assist I 132,769 section 4 in bill 
H8PA V 242, 122 section 4 in bill 
DO case Manager for increase caseload (2.5 FTE per region) 18 mc __ --�2._,0:,:.1 8�040� 2,536,060 24 mos 

General 
Federal 

Total salaries and Wages 

Opefl!tlna Expenses 
DOH 

Operating costs for 2 FTE 
Travel for Epidemiologist 
Brochure/printing expenses 
License for new module for autism database. 
System maintenance costs 

Total DOH 

DHS 
Operating for 2 FTE8 
Training 
Behavioral Analyst Certification 
Diagnostic Teams 
Fiscal Agent (18 months for 50 new) 
Total DH8 

General 
Federal 

Total Operating Expenses 

Grants- Medical 

Currently budget 13-15 (30 people/month) 

Cost for expansion (30 to 200/month) 
Recipients per month 
DO trad�ional waiver avg yrly cost 
for biennium (2yrs x 75%) (18124=75%) 

Total for 170 recipients/month 

Difference from current budget to projected need for expansion 

General Fund 

Federal Fund (50.19% FMAP) 
Total Grants • Medical 

Costs for 13-15 blennim 
General 

Federal 
Total 

Date Printed: 2/6/2013 at 1 :09 PM 

$ 

$ 

$ 

$ 

$ 

2,392,931 

1 ,675,375 
1 ,009,020 
2,684,395 

20,000 
5, 000 
5,000 

30,000 
40 000 

100 000 

DH8 
1 ,383,91 1 
1,009,020 

1 19,244 section 4 in bill------� 
1 58,032 section 5 in bill 
198,864 section 6 in bill 

$ 4�. 135 

433,280 section 7 in bill 
86 346  1 18,872 24 mos with 80 people 

995 766 

1,052,593 
43, 173 

1,095,766 

2,01 1 , 1 78 

170 
27,239 

DH8 
952,593 

43, 173 

--
--::--=-:--=-:!-1-". 5,_ 6 month delayed implementation for waiver approval from CM8. 

6,945.�5 

$ 
Grants Operating (50!: Total 

3,459,n5 1,052,193 4,51 1 ,968 
-------=3,'=486'2,1o-;7�o-----:::1s,os�2;c·1==9:=-3 4,538.363 

6,945,945 2,104,386 

6,187,743 
4,538,363 

10,726,106 

8B2193 (200) 



vtf 
ProJected Grants-Medical AHJsfa!!ce 1li:j7 
Total grant costs 13-15 (@ 24 months) 9,261,260 
Costfor 1 yr 4,630,630 
Inflation yr. 1 4% 4,815,655 
Inflation yr. 2 4% 5,008,489 
Total 15-17 9,824,345 

Operating (50150)15-17 
General 4,912,172 1,327,466 
Federal 4,912,173 1,327,466 
Total $ 9,824,345 $ 2,654,932 

j3-15 General 13-15 Federal 15-17 General 1li::17 F!S!mt 
DOH ApprOfl!iation .E!!!!!!. Fund .E!!!!!!. Fund 
Less amount Included in bill (200,648) 
For FTE 291,464 291,464 0 
For Operating - (soll.ware for 1 3-15 only) 100 000 70 000 0 
Total appropriation DOH 190 816 361 464 0 

DHS Approprlatlo!! 
For FTE 1 ,009,020 1,009,020 1 ,642,921 1,268,030 
For Operating 43, 173 43, 173 968,856 59,436 
For Grants 3,459,775 3,486,170 4,912,172 4,912,173 
Total appropriation DOH 4,51 1,968 4,536,363 7,523,949 6,239,639 

Total $ 4,702,784 $ 4,536,363 $ 7,885,413 $ 6,239,639 

Date Printed: 21612013 al 1 :09 PM 882193 (200) 



SB 2 193 re lating to autism spectrum d isorders February 10, 2013 

Enact Sections 1 and 2 with requ irements for 

1) d iagnostic assessment by an appropriately trained and l icensed professiona l  

2 )  current l ist of  DSM 5 d iagnoses 

3) complete physica l eva l uation by a l icensed physician 

4) testing supervised a nd interpreted by a l icensed PhD psycho logist o r  psych iatrist, 

inc luding intel lectua l  testing 

Delete Section 3 concerning the waiver because of regu latory issues ( MA would be 

responsible for a d m in istration, a lthough not a l l  of those served a re M A) .  Replace with 

mod ified voucher system covering: 

1 .  Equ ipment/general educationa l  

a .  Assistive technology 

b. Video model ing DVDs or equipment 

c. Language generating devices 

d .  Tra in ing/educational materia ls for parents 

e. Pa renting education 

f. Sensory equipment 

g .  Tutors 

h . Safety Equipment 

i. Travel tools 

j .  Se lf-care equipment 

k .  Timers 

I .  Visua l  rep resentation systems 

m. Language comprehension equipment 

n. Registration and related expenses for workshops a n d  t ra in ing to improve 

independent l iving ski l l s, employment o pportunities, other  executive or 

socia l  sk i l l s  

Make a utism spectrum d isorders services a core service of DHS. 

Section 4 with j ust one  coordinator, get new fiscal note 

Enact Section 5 with tra in ing, but with more money and with the focus on schools, 

inc luding teachers and  suppo rt staff, such as  custod ians, secreta ries, l unch  crew, bus d rivers, 

parents, etc. with more money--$500,000? 

Section 6 -de lete Sect ion 6 - no ABA (why would we tra in one c lass of p rovider & not others?) 

Section 7 - Delete Sect ion 7 re: d iagnostic teams; better to aid fam i l ies in connecting with 

experts a round the state, rather than funding teams to go out 



SB 2 1 93 relating to autism spectrum disorders February 1 0, 
20 1 3  

Enact Sections 1 and 2 with requirements for 
1 )  diagnostic assessment by an appropriately trained and 
licensed professional 
1 )A valid and reliable diagnosis must be done by a 

doctoral level professional who is appropriately licensed, 
credentialed, and experienced in the field of Autism 
including intellectual testing and other formal evidenced 
based assessments for autism spectrum disorders. 
The decision of who can provide a definitive diagnosis to 

the registry, should be determined at a later date by a 
panel of experts, who themselves are qualified and 
experienced in making the diagnosis of an ASD. 
2) current list of DSM 5 diagnoses 
3) complete physical evaluation by a licensed physician 
4) testing supervised and interpreted by a licensed PhD 
psychologist or psychiatrist, including intellectual testing 
5)The reporting should be mandated. 
Delete Section 3 concerning the waiver because of 

regulatory issues (MA would be responsible for 

administration, although not all of those served are MA). 
Replace with modified voucher system covering: 

1 .  Equipment/general educational 
b. Assistive technology 

c. Video modeling DVDs or equipment 
d. Language generating devices 
e. Training/educational materials for parents 
f. Parenting education 
g. Sensory equipment 
h. Tutors 
i .  Safety Equipment 
j .  Travel tools 
k. Self-care equipment 



1 Timers 
m.Visual representation systems 
n. Language comprehension equipment 
o .  Registration and related expenses for 

workshops and training to improve 
independent living skills, employment 
opportunities, other executive or social skills 

p. Community Access 

2 .  Exclusions Section :  
Any clinician working with ASD children should strongly 
encourage families to seek additional information when 
they encounter the following claims or situations:  
treatments that are based on overly simplified scientific 

theories; therapies that are claimed to be effective for 
multiple different, unrelated conditions or symptoms; 
claims that children will respond dramatically and some 
will be cured or approach "normal" behaviors; use of case 
reports or anecdotal data rather than carefully designed 
studies to support claims for treatment; lack of  peer 
reviewed references or denial of the need for controlled 
studies; or treatments that are said to have no potential or 
reported adverse effects. 
The following services are benefit exclusions and shall not 
be provided under the auspices of this voucher: 

Early Intensive Behavioral Intervention (EIBI) in all its 
variations including, but not limited to, Applied 
Behavioral Analysis (ABA), Intensive Early 

Interventional Behavioral Therapy (IEIBT), Intensive 

Behavior Intervention (IBI), the Lovaas Method, Denver 
Model, LEAP, TEACCH, Pivotal Response Training, 
Discrete Trial Training and others. 

For the following Complementary and Alternative 
Medicine interventions, there is not enough scientific 
evidence yet to support or refute their use for ASDs: 
Auditory Integration training, behavioral optometry, 
cranio-sacral manipulation, hyperbaric chambers, 
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dolphin assisted therapy, music therapy, and facilitated -::ft-1 l9 
communication, immunoregulatory interventions ( eg. 
Dietary restriction of food allergens or administration of 
immunoglobulin or antiviral agents), 
detoxification/ chelation therapy, gastrointestinal 
treatments ( eg. Digestive enzymes, antifungal agents, 
probiotics, "yeast free diet", gluten/casein free diet, and 

vancomycin), dietary supplement regimens purported to 
act by modulating neurotransmission or through immune 
factors or epigenetic mechanisms ( eg vitamin A, C, B6, 
magnesium, folic acid, folinic acid, B 1 2, 

dime thy lglycine and trimethy lglycine, carnos ine, omega 
3 F As, inositol, various minerals and others . 

Make autism spectrum disorders services a core service of 
DHS. 

Section 4 with just one coordinator, get new fiscal note 

Enact Section 5 with training, but with more money and 
with the focus on schools, including teachers and support 
staff, such as custodians, secretaries, lunch crew, bus 
drivers, parents, etc. with more money--$500,000? 
Section 6 -delete Section 6 - no ABA (why would we train 
one class of provider & not others?) 
Section 7 - Delete Section 7 re : diagnostic teams;  better to 
aid families in connecting with experts around the state, 
rather than funding teams to go out 



1 3 . 0 1 92.03001 
Title. 

Prepared by the Legislative Counci l  staff for 
Senator J. Lee 

February 1 1 ,  20 1 3  

PROPOSED AM E N D M E NTS TO SENATE B I LL NO. 2 1 93 

Page 1 ,  l ine 1 ,  after "database" insert "and an autism spectrum disorder voucher prog ram" 

Page 1 ,  l ine 2 ,  replace "direct the department of human services to seek a n  autism spectrum 
d isorder medicaid waiver" with "provide for a department of human services study and 
report to the legislative management" 

Page 1 ,  after l ine 7,  insert: 

Page 1 ,  after l i ne  1 3 , insert: 

"� The state department of health shal l  establ ish criteria regardi ng who is 
qualified to report a case of autism spectrum d isord e r  to the database. I n  
establ ish ing this criteria, the department shal l  requi re that the reporter be a 
doctoral-level professional  and be appropriately l icensed. credentialed ,and 
experienced in the field of autism spectrum disorder. i ncluding i ntel lectual 
test ing and other formal  evidenced-based assessments for autism 
spectrum d isorders. The department shal l  consult with experts i n  
esta bl ish ing this criteria. 

� The database establ ished under this section must: 

a. I nclude the reported individual's diagnoses under the American 
psychiatric association's Diagnostic and Statist ical  Manual of Mental 
D isorders. F ifth Edition; and 

b. I nclude a complete physical evaluation of the reported i ndividual, 
performed by a l ice nsed physician. 

SECTION 2. 

Autism spectrum disorder voucher program. 

1, The department of human services shal l  establ ish a voucher program to 
assist in funding equipme nt and general educational needs related to 
autism spectrum disorder. The program may include funding for assistive 
technology; video model ing videos or equipment; l a nguage-generating 
devices; tra in ing and educational material for parents; parenting education; 
sensory equipment; tutors; safety equipment; travel tools; self-care 
equipment; timers; visual  representation systems; l anguage 
comprehension equipment; and registration and rel ated expenses for 
workshops and tra i n i ng to improve independent l iv ing ski l ls. employment 
opportunities. and other executive or social ski l ls .  

2.  The department shal l  adopt rules establ ish ing the e l igib i l ity requirements 
and exclusions for this voucher program . 

SECTION 3.  DEPARTM ENT OF HUMAN SERVICES AUTISM SPECTRUM 
DISORDER STU DY AN D REPORT TO THE LEGISLATIVE MANAGEMENT. During 

Page No. 1 
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the 201 3- 1 4  i nteri m ,  the department of human services shal l  study autism spectrum 
d isorder services, i nc luding whether it would be feasible and desirable to establ ish 
m andatory reporting to the autism spectrum disorder database and including the m ost 
feasib le service del ivery system for individuals with nondevelopmental d isabi l ity autism 
spectrum disorder. Before August 1 ,  20 1 4, the department of human services shal l  
report to the legislative m anagement the outcome and recom mendations of this study." 

Page 1
·
, remove l ines 2 1  through 24 

Page 2, remove l i nes 1 through 3 

Page 2 ,  l i ne 6 ,  replace "$494, 1 35" with "$400,000" 

Page 2,  l ine 8,  remove "and an assistant" 

Page 2, l i ne 1 2 , replace "two" with "one" 

Page 2,  l ine 1 3 , replace "positions" with "position" 

Page 2, l ine 1 7 , replace "$1 58, 032" with "$500, 000" 

Page 2, l ine 1 9, after the second comma i nsert "school staff tra in ing , "  

Page 2,  remove l i nes 2 1  through 30 

Page 3,  remove l i nes 1 and 2 

Ren u m ber accordingly 

Page No. 2 



Testimony 
H u m a n  Services I nterim Committee 

Depa rtment of H u m a n  Services 
Representative Alon Wiela nd, Cha i rma n 

Aug ust 2, 20 1 1  

Cha irm a n  Wie land and  mem bers of the H u m a n  Services Inter im 

Committee,  I a m  JoAn ne Hoese l ,  D i rector, Div is ion of Mental  Hea lth & 
Su bstance Abuse Services, for the Depa rtment of Human  Services.  I a m  

here today  to provide comments regard i n g  the com m itte e 's study of the 

autism spectru m d isorder (ASD) .  

My  com m ents focus on fou r  areas : 1 )  background information on the 

a utism spectru m d isorder, 2)  i nformation on the developmenta l d isa b i l ity 

( D D )  system and the menta l health system a nd their  i nteractions with 

i nd ivid u a ls with d isorders on the spectru m,  3) the AS D Tas k  Fo rce of 

which I a m  cha irperson ,  a nd 4) genera l  issues for consid e ra tion .  

Backgro u n d  i nfo rmation o n  ASD 

In order  to provide context to my com me nts, I w i l l  descri be  the 

cond it ions that fa l l  on  the ASD spectru m a nd defi ne com mon ly used 

te rms .  

• I ntel l ectu a l  d isa b i l ity (previ ously referred to a s  menta l 

reta rdation) is cha racterized both by a s ign ifica nt ly below-average  

score on a test of  menta l ab i l ity or  i nte l l igence and by l im itations i n  

the ab i l i ty to fu nct ion i n  areas of d a i ly l i fe,  such a s  com m u n ication ,  

self-ca re ,  and  getting a long in socia l  s ituations and schoo l  activit ies . 

Intel lectua l  d isa b i l ity is sometimes refe rred to as a cog n itive 

d isab i l ity or  menta l retardation . 
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• Developmenta l  d is a b i l ities are a d iverse group of severe chron ic 

cond it ions that are d ue to menta l a nd/or physical i m pa i rments. 

People w ith deve lopmental d isa b i l it ies have problems with major l ife 

activities such as l ang uage,  mobi l ity, learn ing ,  self- h e l p ,  and  

indepe ndent l iv ing . 

• Autism Spectrum D i sorders a re a group of deve lopme nta l 

d isabi l it ies that can ca use sign ificant socia l ,  com m u n ication ,  and  

behaviora l  cha l lenges .  

The d iag noses that  are on  the ASD spectru m are :  

• Autism 
• Asperge r's Synd rome 
• Rett's Syndrome 
• Pervasive Deve lopm enta l Disab i l it ies, Not Otherwise S pecified 
• Chi ld hood Dis i nteg rative D isorder 

The Center for D isease Contro l estimates a ra nge between a bout 1 i n  80 

a nd 1 i n  240, with a n  average of 1 in  1 1 0 ch i ldren in the U n ited States 

have an ASD .  

There i s  cu rrently n o  cu re for ASDs. However, research shows that early 

i ntervention treatment serv ices can greatly im prove a ch i ld 's 

development.  Early i ntervention services he lp  ch i ldren fro m b i rth to three 

yea rs old learn im porta nt sk i l l s .  Services can inc lude thera py to he lp  the 

ch i ld  ta l k, wa lk, and inte ract w ith others .  

W e  do not know a l l  of t h e  causes of AS Ds.  However, w e  have learned 

that there are l i kely many causes for mu lt ip le types of ASD s .  There may 

be many d ifferent factors that make a chi ld more l ikely to h ave an ASD 

incl ud i ng environ menta l ,  b io log ic,  and genetic facto rs . 
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• Most scientists agree that genes a re one of the risk factors that ca n 

make a person more l i ke ly to deve lop a n  ASD .  

• Chi ldre n  w h o  have a s ib l i ng  or parent with a n  ASD a re at a h ig her  

risk of  a lso hav ing an AS D .  

• ASDs ten d  to occur more often i n  people who have certa in  other  

medical  co nd itions .  About 1 0  percent of  ch i l dre n  w i th  a n  ASD have 

an identifi a b le  genetic d isorder, such as  Frag i l e  X syndrome, 

tu berous  sc lerosis, Down syndrome, and other chro mosoma l  

d isord ers . 

• Some h a rmfu l  d rugs ta ken during preg na ncy have been l i nked with 

a h igher  r isk of ASDs, for example, the prescription d rugs  

tha l idomide a nd va lpro ic acid . 

• We know that the once common bel ief that poor pa re nt ing practices 

ca use ASDs is  not true .  

• There is  some evidence that the cri tica l period for d eve lop ing ASDs 

occurs before b irth . 

Serv ices fo r i nd iv id ua ls with ASD are provided by varied so u rces both 

pub l ic a nd private : education , menta l health,  primary hea lth  ca re ,  

deve lopme nta l d isab i l it ies, advocacy organ izations, a nd vocation a l  

reha b i l itation . 

The Depa rtment of H u man Services administers the ea rly i ntervention 

prog ra ms in North  Da kota for ch i ldren birth through  th ree years o ld .  This 

prog ra m, referred  to as Infa nt Development, is contracted to private 

agencies.  Ch i l d re n  a re served by the ed ucation system after  early 

i nterve ntion serv ices end .  
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The reg iona l  human  service centers provide services to i n d iv idu a ls 

th ro u g h  the D D  system,  the vocationa l rehab i l itation syste m ,  and the 

m e nta l hea lth system .  

I n  the  D D  system,  i nd ividua ls need to have a deve lopmenta l or  

i nte l lectua l  d isa b i l ity, must  be i n  need of  institutiona l leve l  of  care, a nd 

d iag nosed with menta l  reta rdation . Services a re de l ivered through  a 

Med ica id  waive r i n  the community or th rough  Intermediate Care Faci l it ies 

for Ind iv idua ls  w ith Inte l lectua l  Disab i l it ies ( ICF/IDs) . For those who a re 

not e l ig ib le  for the D D  system a nd/or have a menta l  hea lth cond ition ,  

i nd ivi dua l ,  g roup ,  or  fami ly thera py a re provided i n  add it i o n to ca re 

coord i nat ion, res identia l ,  med ication thera py and psych iatric a nd 

psycho log ica l services .  The reg iona l  h u man service cente rs d o  not 

p rov ide  specific ASD services nor does the Depa rtment co n sider this a 

core service even though we do have p rofessiona ls  sk i l led i n  th is  a rea . 

Many i nd ividua l  professiona ls i n  the menta l health system have rece ived 

add it io na l  specific tra in ing for ASD and provide appropriate ca re, but th is  

must be determ ined by the profess iona l  a nd not by the professio n .  The 

majority of specific ASD therapies a re provided by private prov iders i n  the 

state . The term Appl ied Behavior Ana lysis (ABA) is one the rapy method 

often referred to i n  a d iscussion a bout ASD .  

Depen d i ng o n  the i nd iv idua l ,  severity of cond ition ,  a nd d iag nosis, services 

a re de l ivered in varied setti ngs .  It ca n be confus ing and  fru strat ing to 

access services due to the e l ig ib i l ity criteria of a progra m ,  l evel of tra i n ing  

of  the  p rofessiona l ,  a nd ava i lab i l ity of  tra i ned providers .  We a re aware of 

you ng  ch i ldren d ischa rged from their dayca re services d ue to be haviors 

associated with AS D .  
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ASD Wa iver 

The Department of Human  Services was appropriated fu nds  d u ring  the 

2009 Leg is lative Session to deve lop a nd im plement a specific  Med ica id  

waiver for ch i l dren ages  b irth throug h fou r  years of age w ho have ASD or  

have  s ign ificant de lays i n  the  areas affected by  ASD .  The i ntent of  th is  

waiver is  to p rovide interventions early to m it igate the effects of these 

cond itions. The waiver has a capacity for 30 ch i ldren and  there have 

been 14 ch i l d re n  served s ince services began in Nove m b e r  2 0 1 0 .  The 

waiver incl udes the fo l lowing services : interventio n coord i nation ,  i n 

home su pports, eq u i pment & supp l ies, and  environmenta l  mod ifications .  

Ear ly detect ion and early d iag nosis do lead to  better o utco mes accord ing 

to the Center for D isease Contro l .  M i not State Center for Persons with 

D isab i l ities serves as the eva l u ation a nd consu ltation tea m  for this 

waiver. The 20 1 1  Leg is latu re continued the fu nd ing for the wa iver. 

ASD Task Fo rce 

The ASD Tas k  Force was formed in 2009 but was preceded by the work of 

a M inot State U n iversity- led work g roup  formed in 200 8 .  The ASD Task 

Fo rce d istri b uted a survey in  the spring of  2010  wh ich provided i ns ight 

i nto the cu rrent status of ASD services and support .  Responders 

confi rmed what task force mem bers had suspected in that they felt 

services are lacking ,  there are l im ited co m prehensive serv ices, there is a 

need for tra i n i ng ,  and  they recommended earl ier identification . An i n itia l 

p lan  was written and the Tas k  Force conti nues work on the p lan 's 

recommendations .  

Issues to Consider 

1 )  Consistent service de l ivery, provider expertise, and p u b l ic  

awareness options, 

2) Methods to i ncrease access to se rvices, 
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3) Financia l i mpact on fam i l ies receiv ing effective serv ices,  

4)  Potentia l  i nce ntives for i n d iv idua ls  to enco u rage the p u rs u it of 

educationa l  degrees and  certifications to address the lack of wel l  

tra ined workforce, 

5) Inc lude a l l  age g roups in the scope of the study,  a n d  

6)  Pub l ic po l icy n eeds to s u p port an  effective a nd com p re h e nsive 

service d e l ivery system for i nd iv idua ls  in need of s u p po rt .  

We a re p leased that a com p rehensive review of the needs of i nd iv idua ls  

w ith ASD is occurrin g ,  and we look forward bei n g  i nvolved and bei n g  a 

resou rces to ach ieve a successfu l study result .  

I am ava i la b le  to a n swer any q uestions you m ay have. 
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Testimony 
House B i l l  1039 - Depa rtment of H u m a n  Services 

House H u m a n  Services Com m ittee 
Representative Weisz, C h a i rm a n  

J a n u a ry 1 5, 2013 

C h a i rm a n Weisz, members of the House H uman Services Comm ittee, I am 

Tin a  Bay,  D irector of the Developmenta l  D isab i l it ies D iv is io n ,  for the 

Department of Human  Services ( Department) . I am here toda y  to d iscuss 

House B i l l  1039 .  

H ou se B i l l  1039 instructs the Depa rtment to imp lement a voucher system for 

u p  to 1 0 0  ind ividua ls up  to age 26 and u p  to SO i nd iv idua ls  aged 26 and 

o lder  with autism spectrum d isorders .  

I f  t h i s  b i l l  is adopted, the Department w i l l  need cla rification  o n  a n u m ber of 

items i n  order to ensure that we honor leg is lative i ntent and i m p lement a 

successfu l progra m .  

A vouche r program is a program where ,  once e l ig ib le  for the p rogra m ,  a 

person receives "vouchers" to "purchase" services . 

The Department wou ld  need staff resources to run a vouche r  progra m ,  

w h i c h  wou ld  i nc lude estab l ish ing the mechan isms o f  t h e  vou cher  program,  

d eve lop ing  prior a uthorization crite ria ,  and  monitori ng the  services rece ived 

a nd payments m ad e .  The program wou ld  need management a nd mon itori ng 

of the i nfrastructure, service agreements , a nd ut i l ization .  We wou ld  expect 

that the leg is latu re would want the Department to reconci le vouchers issued 

w ith vouchers used a nd attend to the issues that a rise i n  the d evelopment 

a nd i m plementat ion of the progra m  and services . 

Some q uestions for wh ich answers would be hel pfu l so the Department 

u ndersta nds legis lative intent i nclude : 

Who decides that the services a fam i ly req uests a re a p p roved?  
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Who wou ld  determ ine wh ich services are a l lowa ble a nd u n a l lowa ble? 

Who a re the appro priate ly tra i ned i nd iv idua ls  to make these decis ions? 

Is the voucher fun d i ng i ntended to be used last if a n  e l ig i b l e  person 

had other  resources or assistance ava i la b le such as e l i g i b i l ity for 

Med ica id  or other insura nce? 

Who would be q u a l ified to provide the services? 

Who decides if a requested service is  t ied to the aut ism d ia g nosis or 

a nother medical  cond it ion? 

As some of the services mentioned do not exist, is i t  the  i ntent that 

the Department estab l ish  the parameters of the prov i d er q u a l ificat ions 

and rei m bursement leve ls? 

Is the i ntent that the Department makes the fi na l  decis ion on  these 

items? 

Would p roviders be req u i red to enter a vendor agreement in order  to 

become an approved vendor? 

In Section 1 ,  N u mber 4, H ouse B i l l  1039 l i sts a wide va riety of serv ices 

ra ng ing from medical  care to h ousi ng,  to tra nsportation . The Department 

requests clear criteria on what the vouchers would cover to avoid the  

Department be ing  more len ient  or  more prescri ptive tha n i ntended . Due  to 

the potentia l mag n itude of the prog ram,  the development of a d m i n istrative 

ru les would l i ke ly be necessa ry .  

In  Section 2 ,  the appropriat ion states that up  to $30,000 pe r year per 

person is  ava i lab le  for a tota l of $4, 500,000 for the b ienn i u m .  The 

Department would l i ke c larification on the appropriation .  Accord ing  to the 

i nformation pro posed in the b i l l : $30, 000 per perso n X 2 ( years)  X 1 50 
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ind ividu a ls = $9,000,000.  The $4,500,000 wou ld  be appropriate if the i ntent 

is that it wou ld ta ke 1 2  m onths to deve lop a voucher p rog ra m ;  therefore 

on ly  o n e  year of vouchers wou ld  be issued . If this is the case, the 

Department reco mmends a de layed effective date be added to the b i l l .  

W e  pose these q uestions s o  you may consider them in  your d iscussions o n  

this b i l l  b ecause the Department wants to fol low the i ntent a nd b e  ab le  to 

fulfi l l  the scope of i ntended outcomes of this prog ra m .  

I a m  avai lab le  to a nswer a ny questions .  
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1 3. 0 1 92. 03002 
Title. 

Prepared by the Legislative Council staff for 
Senator J. Lee 

February 1 2, 20 1 3  

PROPOSED AM ENDM ENTS TO SENATE B I LL NO.  2 1 93 

Page 1 ,  l ine 1 ,  after "database" insert "and an autism spectrum disorder voucher program" 

Page 1 ,  l ine 2, replace "direct the department of human services to seek an autism spectrum 
disorder m edicaid waiver" with "provide for a department of human services study and 
report to the legislative management" 

Page 1 , after l ine 7, insert: 

"1:." 
Page 1 ,  after l ine 1 3, i nsert: 

"� The state department of health shal l  establish criteria regarding who is 
qualified to report a case of autism spectrum disorder to the database. I n  
establ ishing this criteria, the department shal l  require that the reporter be a 
doctoral-level professional and be appropriately l icensed, credentialed. and 
experienced in the field of autism spectrum disorder. i ncludi ng intellectual 
testing and other formal evidenced-based assessments for autism 
spectrum disorders. The department shal l  consult with experts i n  
establ ishing this criteria. 

l, The database establ ished u nder this section m ust: 

a. I n cl ude the reported individual's diagnoses u nder the American 
psychiatric association's diagnostic and statistical manual of mental 
disorders, fifth edition: and 

b. I n cl ude a complete physical evaluation of the reported individual. 
performed by a l icensed physician. 

SECTION 2. 

Autism spectrum disorder voucher program. 

1:. The department of human services shal l  establ ish a voucher program to 
assist i n  funding equipment and general  educational  n eeds related to 
autism spectrum disorder for individuals under age eighteen who have 
been diagnosed with autism spectrum disorder. The program may include 
funding for assistive technology: video m odel ing videos or equipment: 
language-generating devices; train ing and education a l  m aterial for parents: 
parenting education; sensory equipment: tutors: safety equipment: travel 
tools; self-care equipment; timers: visual representat ion systems; language 
comprehension equipment; and registration and related expenses for 
workshops and train ing to improve independent l iving ski l ls, employment 
opportunities, and other executive or social ski l ls .  

2.  The department shall  adopt ru les addressing management of the program 
and establ ishing the el igibil ity requirements and exclus ions for this voucher 
program .  
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SECTION 3. DEPARTMENT OF H UMAN SERVICES AUTISM SPECTRUM 
DISORDER STUDY AND REPORT TO THE LEGISLATIVE MANAGEMENT. During 
the 20 1 3- 1 4  i nterim ,  in consultation with cl inicians who have expertise in the 
evaluation , d iagnosis, and treatment of autism spectrum disorder, the department of 
human services shal l  study autism spectrum disorder services, i ncluding whether it 
would be feasible and desirable to establ ish mandatory reporting to the a utism 
spectrum disorder database and including the most feasible service delivery system for 
i ndividuals with nondevelopmental disabi l ity autism spectrum disorder. Before 
August 1 ,  2014 ,  the department of human services shall  report to the legislative 
management the outcome and recommendations of this study." 

Page 1 ,  remove l ines 21 through 24 

Page 2, remove l ines 1 through 3 

Page 2, l ine 6, replace "$494, 1 35" with "$400, 000" 

Page 2, l ine 8, remove "and an assistant" 

Page 2, line 1 2, replace "two" with "one" 

Page 2 ,  l ine 1 3, replace "positions" with "position" 

Page 2 ,  l ine 1 7 , replace "$1 58,032" with "$500, 000" 

Page 2 ,  l ine 1 9 , after the second comm a  i nsert "school staff train ing , "  

Page 2 ,  remove l ines 2 1  through 30 

Page 3, remove l ines 1 and 2 

Ren u m ber accordi ng ly 
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H B  1039 ASD Voucher Services and Supports 

Vignettes - Funding Possibi l ities 

Name 

A. Deven 

c. Tiffany 

Service Plan School/Education I nsurance/M edicaid Voucher 

1 )  Membership fee 

2) Special ized equipment to meet sensory needs 

3)  Travel expenses for Deven and mother 

4) Travel toolkit inc luding fidgets 

5) Educational materials for parents and hockey coach 

2) Sensory equ ipment for daycare and home 

3)  Payment for specia l ized daycare 

4) Respite Care 

5) Parenting Education 

6 )  Fol low-Up Supports 

7) Safety features to prevent elopment at daycare/home 

1)  E nrol lment in  i ndependent ski l ls class 

2)  Transportation to employment 
3)  Handheld assistive technology for ski l l  development and job 

* Education Individual Education P lan ( IEP) teams decide what is  necessary to access a free and appropriate publ ic education. 

If team agrees a service I s  n ecessary for FAPE, then education is  requi red to pay for that service. 

Prepared by DHS and Federation of Fami l ies 

Other Source 
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ASD Medicaid Waiver ASD Voucher- Genera l  Fund !Birth through age of 4 I !Ages s th�ough age of 18 I 
Environmental Modifications needed for safety Assistive Techno logy 

Equipment & Supplies 
Needed to i mplement evidence based interventions Video mode l ing videos or equ ip ment 

In-Home Support Assistance in the consistent i mp lementation of evidence based 

interventions. Language-generated devices 

Intervention Coordination Provided by Early Intervention Professionals who w i l l  support fam i l i es 

through coaching and problem so lving to imp lement strategies within daily 

rout ines. During home visits Interventi on Coordinators w i l l  a lso provide 
Tra in ing and  education m ateria l s  for parents 

training for Fam i ly members , In-Home Support staff,  and other care 

g ivers to support consistent implementation and data col lection of 

evidenced based interventions. 

Parent ing education 

Sensory equ ipment 

Tutors 

Safety Equ ipment 

Travel tools 

Self-care equ ipment 

Timers 

Visua l  Representation systems 

Language comprehension equipment 

Registration and related expenses for workshops 

Tra in ing to improve independe nt l iv ing ski l ls  

Emp loyment o pportunities 

Executive and socia l  sk i l ls  

} 
(> -
...) 
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1. ASD Medicaid Waiver Graduate 

A. lim ited Su pport Benerit Package 

February 12, 2013 DHS 

2.  Child at Risk of Out of Home Treatment 

B. Moderate Benefit Package 

3.  Child in Out of Home Treatment and Ready to 
Reintegrate 

C. Intense Benefit Package 

} 
� 
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1 3. 0 1 92. 03003 
Title. 
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Prepared by the Legislative Counci l  staff for 
Senator J. Lee 

February 1 2 ,  20 1 3  

PROPOSED AME N DMENTS TO SENATE B I LL N O. 2 1 93 

Page 1 ,  l i ne 1 ,  after "database" insert "and a n  autism spectrum d isorder voucher program "  

Page 1 ,  l i ne 2 ,  replace "direct the department of human services t o  seek a n  autism spectrum 
disorder medicaid waiver" with "provide for a department of human services study and 
report to the leg islative management" 

Page 1 ,  l ine 7, after l i ne 7, insert 

"1..:." 

Page 1 ,  after l ine 1 3, insert: 

"2. The state departm ent of health shal l  establ ish criteria regardi ng who is 
qualified to report a case of autism spectrum d isorder to the database. I n  
establ ishing this criteria, the department shal l  require that the reporter be a 
doctoral-level professional and be appropriately l icensed. credentialed. and 
experienced in the field of autism spectrum d isorder, including intel lectual 
testing and other formal evidenced-based assessments for a utism 
spectrum d isorders. The department shal l  consu lt with experts i n  
establ ishing this criteria. 

� The database establ ished under this section m ust: 

� I nclude the reported individual's diagnoses under the American 
psychiatric association's Diagnostic and Statistical Manual of Mental 
D isorders, F ifth Edition; and 

.!;L I nclude a complete physical eval uation of the reported individual, 
performed by a l icensed physician. 

4. The state health counci l  shall  adopt rules to provide for mandatory 
reporting to the autism spectrum d isorder database and to establ ish 
reporting requi rements, i ncluding timeliness requi rements. 

� The state depa rtment of health shal l  keep al l  records of the database 
which could be used to identify a reported ind ividual confidential; however, 
the department m ay provide these records to other state agencies as 
necessary to effect the purposes of this database without regard to the 
confidential nature of the records. If the department provides confidential 
records of the database to a state agency, the department shal l  notify the 
receiving agency of the confidential nature of the records and the receiving 
agen cy shal l  treat these records as confidentia l .  

SECTION 2.  

Autism spectrum disorder voucher program. 

1..:. The department of h u man services shall  establ ish a voucher program to 
assist i n  funding equ ipment and general educational needs related to 
autism spectrum d isorder for ind ividuals under age e ighteen who have 
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been diagnosed with autism spectrum disorder. The program m ay include 
fund ing for assistive technology; video model i ng videos or equipment; 
language-generating devices; train ing and educational material  for parents; 
parenting education; sensory equipment; tutors; safety equipment; travel 
tools; self-care equipment; t imers; visual representation system s; language 
comprehension equipment; and registration and related expenses for 
workshops and train ing to improve independent l iving skil ls. e mployment 
opportunities, and other executive or social ski l ls .  

2 .  The department shal l  adopt ru les addressing management of the program 
and establishing the el igibi l ity requirements and exclusions for this voucher 
program .  

SECTION 3 .  DEPARTMENT OF HUMAN SERVICES AUTISM SPECTRUM 
DISORDER STUDY AND REPORT TO THE LEGISLATIVE MANAGEMENT. During 
the 201 3-1 4  i nteri m ,  i n  consultation with cl in icians who h ave expertise i n  the 
evaluation , d iagnosis , and treatm ent of autism spectrum d isorder, the department of 
human services shal l  study autism spectrum disorder services, including the most 
feasible service del ivery system for individuals with nondevelopmental disabil ity autism 
spectrum disorder. Before August 1 ,  2 0 1 4 ,  the department of human services shal l  
report to the legislative management the outcome and recom me ndations of this study. " 

Page 1 ,  remove l ines 2 1  through 24 

Page 2 ,  remove l ines 1 through 3 

Page 2, l ine 6, replace "$494, 1 35" with "$400, 000" 

Page 2 ,  l ine 8, remove "and an assistant" 

Page 2, l ine 1 2 , replace "two" with "one" 

Page 2 ,  l ine 1 3 , replace " positions" with "position" 

Page 2 ,  l ine 1 7 , replace "$1 58,032" with "$500, 000" 

Page 2 ,  l ine 1 9 , after the second comm a  i nsert "school staff tra in ing , "  

Page 2 ,  remove l ines 2 1  through 30 

Page 3, remove l ines 1 and 2 

Renumber according ly 
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1 3 . 0 1 92.03004 
Title. 

Prepared by the Legislative Council staff for 
Senator J. Lee 

February 1 2 , 201 3  

PROPOSED AMENDMENTS TO SENATE BILL NO. 2 1 93 

Page 1 ,  l ine 1 ,  after "A BI LL" replace the remainder of the bil l  with "for an Act to provide for the 
establishment of an autism spectrum d isorder database and an a utism spectrum 
disorder voucher program; to provide for a department of human services study and 
report to the legislative management; and to provide an appropriation. 

BE IT ENACTED BY THE LEGISLATIVE ASSEMBLY OF NORTH DAKOTA: 

S ECTION 1 .  

Autism spectrum disorder database - Rulemakinq - Confidentiality . 

.1. The state department of health shall establish and administer an autism 
spectrum disorder database. The database must include a record of a l l  
reported cases of autism spectrum disorder in the state and any other 
information determined relevant and appropriate by the department in 
order to complete epidemiologic surveys of the autism spectrum disorder. 
enable research and analysis of the autism spectrum disorder. and provide 
services to individuals with an autism spectrum disorder. 

£. The state department of health shall establish criteria regarding who is 
qualified to report a case of autism spectrum disorder to the database. I n  
establishing this criteria. the department shall require that the reporter be a 
doctoral-level professional and be appropriately licensed. credentialed, and 
experienced in the field of autism spectrum disorder. including intellectual 
testing and other formal evidenced-based assessments for autism 
spectrum disorders. The department shall consult with experts i n  
establishing this criteria. 

� The database established under this section must: 

.9.:. I nclude the reported individual's diagnoses under the American 
psychiatric association's Diagnostic and Statistical Manual of Mental 
Disorders, Fifth Edition; and 

.12.:. Include a complete physical evaluation of the reported individual. 
performed by a licensed physician . 

4. The state health council shall adopt rules to provide for mandatory 
reporting to the autism spectrum disorder database and to establish 
reporting requirements, including timeliness requirements. 

Q.. The state department of health shall keep confidential a l l  records of the 
database which could be used to identify a reported individual: however. 
the department may provide these records to other state agencies as 
necessary to effect the purposes of this database without regard to the 
confidential nature of the records. If the department provides confidential 
records of the database to a state agency. the department shall  notify the 
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receiving agency of the confidential nature of the records and the receiving 
agency shall treat these records as confidential .  

SECTION 2. 

Autism spectrum disorder voucher program - Appeal. 

.1. The department of human services shall  establish a voucher program to 
assist in funding equipment and general educational needs related to 
autism spectrum disorder for individuals under age twenty-two who have 
been diagnosed with autism spectrum d isorder. The program may include 
funding for assistive technology: video modeling videos or equipment: 
language-generating devices: training and educational material for parents: 
parenting education: sensory equipment: tutors: safety equipment: travel 
tools: self-care equipment: timers: visual representation systems: language 
comprehension equipment; and registration and related expenses for 
workshops and train ing to improve independent l iving skil ls. employment 
opportunities. and other executive or social skills. 

2. The department shall adopt rules addressing management of this voucher 
program and establishing the eligibility requirements a n d  exclusions for 
this voucher program .  

3 .  A decision on a voucher application which is issued by the department 
under this section may be appealed as provided u nder chapter 28-32. 

SECTION 3. DEPARTMENT OF HUMAN SERVICES AUTIS M  S PECTRUM 
D ISORDER STUDY AND REPORT TO THE LEGISLATIVE MANAGEMENT. During 
the 201 3- 1 4  interim,  in consultation with clin icians who have expertise in  the 
evaluation,  diagnosis, and treatment of autism spectrum disorder, the department of 
human services shall study autism spectrum disorder services, includ ing the most 
feasible service del ivery system for individuals not served in the developmental 
d isabi lity system who have an autism spectrum disorder. Before August 1 ,  20 1 4 ,  the 
department of human services shall report to the legislative management the outcome 
and recommendations of th is study. 

SECTION 4. APPROPRIATION - STATE DEPARTMENT OF H EALTH - AUTIS M  
SPECTRUM DISORDER DATABASE. There i s  appropriated out of a ny moneys in  the 
general fund in the state treasury, not otherwise appropriated, the sum of $200 ,648, or 
so much of the sum as may be necessary, to the state department of health for the 
purpose of establishing and administering an autism spectrum diso rder database, for 
the biennium beginning July 1 ,  20 1 3, and ending J u ne 30, 201 5. The state department 
of health is authorized one full-time equivalent position for this purpose. 

SECTION 5. APPROPRIATION - DEPARTMENT OF HUMAN SERVIC ES -
STATE AUTI S M  COORDINATOR. There is appropriated out of any moneys in the 
general fund in  the state treasury, not otherwise appropriated, the sum of $400, 000, or 
so much of the sum as may be necessary, to the department of h u man services for the 
purpose of h iring a state autism coordinator who would be responsible for 
implementing a resource and service center to provide information and services for 
individuals with autism spectrum disorder, developing a statewide outreach plan ,  
conducting regional meetings and a n  annual conference, and developing a protocol for 
use after screenings, for the biennium beginning July 1 ,  201 3 , and ending June 30, 
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20 1 5 .  The department of human services is authorized one full-time equivalent position 
for this purpose. 

SECTION 6. APPROPRIATION - DEPARTMENT OF HUMAN SERVICES 
STATEWIDE AUTISM SPECTRUM DISORDER TRAINING EFFORT. There is 
appropriated out of any moneys in the general fund in the state treasury, not otherwise 
appropriated, the sum of $500, 000, or so much of the sum as may be necessary, to the 
department of human services for the purpose of implementing a statewide autism 
spectrum d isorder training effort, including physician training , regional training,  school 
staff training,  and parent training, for the bienn i u m  beginning Ju ly 1 ,  20 1 3, and ending 
J u ne 30, 201 5." 

Renumber accord i ngly 
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1 3 . 0 1 92. 03005 
Tit le.  

Prepared by the Legislative Counci l  staff for 
Senator Axness 

February 1 2 , 2 0 1 3 

PROPOSED AMENDME NTS TO SENATE B I LL NO. 2 1 93 

Page 1 ,  l ine 1 ,  after "A B I LL" replace the remainder of the bi l l  with "for an Act to provide for the 
establ ishment of an autism spectru m disorder database and an a utism spectrum 
disorder voucher prog ram ; to provide for a department of human services study and 
report to the legislative management; and to provide an appropriat ion.  

BE IT ENACTED BY THE LEGISLATIVE ASSEMBLY OF NORTH DAKOTA: 

SECTION 1 .  

Autism spectrum disorder database - Rulemaking - Confidential ity . 

.L The state department of health shal l  establ ish and adm i nister an autism 
spectrum disorder database. The database must include a record of al l  
reported cases of a utism spectrum disorder in the state and any other 
i nformation determi ned relevant and appropriate by the depa rtment in 
order to complete epidemiologic surveys of the autis m  spectrum disorder, 
enable research and analysis of the autism spectrum disorder, and provide 
services to individuals with an a utism spectrum disorder. 

£ The state department of health shal l  establ ish criteria regardi ng who is 
qual ified to report a case of autism spectrum disorder to the database. I n  
establ ishing this criteria, the department shall require that the reporter be a 
doctoral-level professional and be appropriately l icensed, credentialed, and 
experienced in the field of autism spectrum disorder, i n clud ing i ntel lectual  
testing and other formal evidenced-based assessments for a utism 
spectrum disorders. The department shal l  consult with experts i n  
establ ishing this criteria. 

3. The database establ ished under this section must: 

§.,_ I n clude the reported individual's diagnoses under the American 
psychiatric association's Diagnostic and Statistical Manual of Mental 
D isorders, Fifth Edition; and 

b. I n clude a complete physical evaluation of the reported individual, 
performed by a l icensed physician .  

4 .  The state health counci l  shal l  adopt rules to provide for m andatory 
reporti ng to the autism spectrum disorder database and to establ ish 
report ing requirements, including timel iness requirements. 

� The state department of health shall keep confidential  a l l  records of the 
database which cou ld be used to identify a reported ind ividual; however, 
the department may provide these records to other state agencies as 
necessary to effect the purposes of this database without regard to the 
confidential nature of the records. If the department provides confidential 
records of the database to a state agency, the depa rtment shall notify the 
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receivi ng agency of the confidential nature of the records and the receiving 
agency shal l  treat these records as confidentia l .  

SECTION 2.  

Autism spectrum disorder voucher program - Appeal. 

.1. The depa rtment of human services shall establ ish a voucher program to 
assist i n  funding equipment and general educational  needs related to 
autism spectrum disorder for individuals under age twenty-two who have 
been d iagnosed with autism spectrum disorder. The program may include 
funding for assistive technology; video model ing videos or equipment; 
language-generating devices; tra in ing and education a l  material for parents; 
parenting education; sensory equipment; tutors; safety equipment; travel 
tools; self-care equ ipment; timers; visual representation systems; language 
comprehension equipment; and registration and related expenses for 
workshops and tra in ing to improve independent l iv ing ski l ls, employment 
opportunities, and other executive or social ski l ls .  In determin ing the 
amount of a voucher for which an applicant may be determi ned el igible 
under this section, the department shal l consider the appl icant's level of 
function ing. 

2 .  The depa rtment shal l  adopt rules addressing management of this voucher 
program and establ ishing the el igibil ity require ments and exclusions for 
this voucher program .  

� A decis ion on a voucher application which is issued by the department 
u nder this section m ay be appealed as provided under chapter 28-32. 

SECTION 3. DEPARTMENT OF HUMAN SERVICES AUTISM SPECTRUM 
DISORDER STUDY AND REPORT TO THE LEGISLATIVE MANAGEMENT. During 
the 201 3-1 4  interi m ,  i n  consultation with cl in icians who have expertise i n  the 
evaluation, diagnosis,  and treatment of autism spectrum disorder, the department of 
human services shal l  study autism spectrum disorder services, i n cluding the most 
feasible service delivery system for individuals not served i n  the developmental 
disabi l ity system who h ave an a utism spectrum disorder. Before August 1 ,  2 0 1 4 ,  the 
department of human services shal l  report to the legislative m a nagement the outcome 
and recommendations of this study. 

SECTION 4. APPROPRIATION - STATE DEPARTMENT O F  HEALTH - AUTISM 
SPECTRUM DISORDER DATABASE. There is appropriated out of any moneys in the 
general fund in the state treasury, not otherwise appropriated, the sum of $200,648, or 
so much of the s u m  as m ay be necessary, to the state department of health for the 
purpose of establ ish i ng a nd administering an autism spectrum d isorder database, for 
the bienn ium beg i n n i ng Ju ly 1 ,  20 1 3 , and ending June 30, 2 0 1 5. The state department 
of health is authorized one ful l-time equivalent position for this purpose. 

SECTION 5. APPROPRIATION - DEPARTMENT OF H UMAN SERVICES -
STATE AUTISM COORDINATOR. There is appropriated out of any moneys i n  the 
general fund in the state treasury, not otherwise appropriated, the sum of $400, 000, or 
so much of the s u m  as may be necessary, to the department of h uman services for the 
purpose of hir ing a state autism coordinator who would be responsible for 
implementing a resource and service center to provide informatio n  and services for 
individuals with autism spectrum disorder, developing a statewide outreach plan,  
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conducting regional meetings and an annual conference, and developing a protocol for 
use after screenings,  for the biennium beginning Ju ly 1 ,  201 3, and ending June 30,  
2 0 1 5. The department of human services is authorized one full-t ime equivalent position 
for this purpose. 

SECTION 6. APPROPRIATION - DEPARTMENT OF H UMAN SERVICES -
STATEWIDE AUTISM SPECTRUM DISORDER TRAINING EFFORT. There is 
a ppropriated out of any moneys in the general fund in the state treasury, not otherwise 
appropriated, the s u m  of $500,000, or so m uch of the s u m  as may be necessary, to the 
department of human services for the purpose of i mplementing a statewide autism 
spectrum d isorder trai ning effort, including physician train ing,  regional training,  school 
staff training, and parent training, for the biennium beginning Ju ly  1 ,  201 3 , and ending 
June 30, 201 5."  

Renumber accordingly 
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1 3. 0 1 92. 03006 
Title. 

Prepared by the Legislative Counci l  staff for 
Senator J. Lee 

February 1 3 , 20 1 3  

PROPOSED AMENDM ENTS TO S ENATE BILL NO. 2 1 93 

Page 1 ,  l ine 1 ,  after "A BI LL" replace the remainder of the bi l l  with "for an Act to provide for the 
establ ishment of an autism spectrum d isorder database and an a utism spectrum 
disorder voucher program ;  to provide for a department of human services study and 
report to the legislative management; and to provide an appropriation.  

BE IT ENACTED BY THE LEGISLATIVE ASSEMBLY OF NORTH DAKOTA: 

SECTION 1 .  

Autism spectrum disorder database - Rulemaking - Confidential ity. 

1:. The state department of health shal l  establish and admin ister an autism 
spectrum disorder database. The database must include a record of al l  
reported cases of autism spectrum d isorder in the state and any other 
i nformation determined relevant and appropriate by the depa rtment i n  
order t o  complete epidemiologic surveys of the autis m  spectrum d isorder, 
enable research and analysis of the autism spectrum disorder, and provide 
services to i nd ividuals with an a utism spectrum d isorder. 

b The state department of health shal l  establish criteria regardi ng who is 
qualified to report a case of autism spectrum d isorder to the database. I n  
establ ishing this criteria. the department shall  requi re that the reporter be a 
doctoral-level professional and be appropriately l icensed, credentialed, and 
experienced in the field of a utism spectrum d isorder. inc luding i ntel lectual 
testing and other formal evidenced-based assessme nts for autism 
spectrum disorders. The department shal l  consult with experts i n  
establ ishing this criteria. 

3. The database established under this section must: 

.§,_ I nclude the reported individual's diagnoses under the American 
psychiatric association's Diagnostic and Statistical Manual  of Mental 
Disorders, Fifth Edition; and 

b. I nclude a complete physical evaluation of the reported individual, 
performed by a l icensed physician.  

4. The state health counci l  shal l  adopt ru les to provide for mandatory 
report ing to the autism spectrum d isorder database and to establish 
reporting requirements. includ i ng timeliness require me nts. 

5. The state department of health shal l  keep confident ia l  a l l  records of the 
database which could be used to identify a reported i n dividual; however, 
the department may provide these records to other state agencies as 
necessary to effect the purposes of this database without regard to the 
confidential nature of the records. If the department provides confidential 
records of the database to a state agency, the department shal l  notify the 
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receiving agency of the confidential nature of the records and the receiving 
agency shal l  treat these records as confidentia l .  

SECTION 2. 

Autism spectrum d isorder voucher program - Appeal. 

1.,_ The depa rtment of human services shal l  establ ish a voucher program to 
assist i n  funding equipment and general educational needs related to 
autism spectrum disorder for individuals under age twenty-two who have 
been diagnosed with autism spectrum disorder. The progra m  may include 
funding for assistive technology; video model ing videos or equipment; 
language-generating devices; training and educational material for parents; 
parenting education; sensory equipment; tutors; safety equipment; travel 
tools; self-care equipment; timers; visual representation systems; language 
comprehension equipment; and registration and related expenses for 
workshops and tra in ing to improve independent l iving ski l ls. employment 
opportunities. and other executive or social ski l ls.  I n  determin ing the 
amount of a voucher for which an applicant may be dete rm ined el igible 
u nder th is section. the department shall consider the applicant's level of 
function ing and potential for improvem ent. 

2 .  The depa rtment shal l  adopt rules addressing management of this voucher 
progra m  and establ ishing the el igibil ity requirements and exclusions for 
this voucher program .  The program may not provide a voucher for early 
i ntensive behaviora l  intervention. including applied behavioral analysis, 
intensive early i nterventional behavioral therapy, intensive behavioral 
i ntervention. the Lovaas method. the Denver m odel. LEAP (learn ing 
experiences - an alternative program for preschoolers and parents). 
TEACCH (treatment and education of autistic and related com mu nication 
handicapped children). pivotal response train ing. or discrete trial training. 

� A decision on a voucher application which is issued by the department 
u nder this section m ay be appealed as provided under chapter 28-32. 

SECTION 3. DEPARTMENT OF HUMAN SERVICES AUTISM SPECTRUM 
DISORDE R  STUDY AND REPORT TO THE LEGISLATIVE MANAGEMENT. During 
the 201 3-1 4  i nterim,  i n  consu ltation with clin icians who have expertise i n  the 
evaluation ,  diagnosis, and treatment of autism spectrum disorder, the department of 
human services shal l  study a utism spectrum disorder services, i ncluding the most 
feasible service del ivery system for individuals not served in the developmental 
d isabi l ity system who have an autism spectrum disorder. Before August 1 ,  20 1 4 ,  the 
department of human services shal l  report to the legislative m anagement the outcome 
and recommendations of this study. 

SECTION 4. APPROPRIATION - STATE DEPARTMENT OF HEALTH - AUTISM 
SPECTRUM DISORDER DATABASE. There is appropriated out of any moneys in the 
general  fund in the state treasury, not otherwise appropriated, the sum of $200,648, or 
so much of the sum as may be necessary, to the state departme nt of health for the 
purpose of establ ishing and admin istering an autism spectrum d isorder d atabase, for 
the bienn i u m  beginning Ju ly  1 ,  20 1 3, and ending J une 30, 20 1 5. The state department 
of health is a uthorized one ful l-time equivalent positio n  for this purpose. 
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S ECTION 5. APPROPRIATION - DEPARTMENT OF H U M AN SERVICES -
STATE AUTISM COORDINATOR. There is appropriated out of any moneys i n  the 
general fund in the state treasury, n ot otherwise appropriated , the sum of $400,000, or 
so much of the sum as may be necessary, to the department of h uman services for the 
purpose of h iring a state autism coordinator who would be responsible for 
implementing a reso urce and service center to provide i nformation and services for 
individua ls with autism spectrum disorder, developing a statewide outreach plan, 
conducting regional meetings and an annual conference, and developing a protocol for 
use after screenings, for the bienn ium beginning July 1 ,  201 3, a n d  ending June 30, 
201 5. The department of h uman services is authorized one ful l-time equivalent position 
for this purpose. 

S ECTION 6. APPROPRIATION - DEPARTMENT OF H UMAN SERVICES -
STATEWIDE AUTISM SPECTRUM DISORDER TRAIN I NG EFFORT. There is 
appropriated out of a n y  m oneys i n  the general fund in the state treasury, not otherwise 
appropriated, the sum of $500,000, or so much of the sum as m a y  be necessary, to the 
department of human services for the purpose of implementing a statewide autism 
spectrum disorder tra in ing effort, including physician tra in ing,  regional tra in ing ,  school 
staff tra i n ing,  and pare nt training,  for the biennium beginn ing Ju ly  1 ,  201 3 , and ending 
June 30,  201 5 . "  

Renumber accordingly 
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C E N T E R 
N u r t u r i n g  a b i l i t i e s .  Changing flva s .  

Autism Voucher Program 
Compiled 111 8/13 

The Autism Voucher Program wil l provide a mechanism for people who have Autism Spectrum 
Disorders and their fami l ies to secure services critical to assuring health ,  safety, wel l-being, 
educational success, vocational fulfi l lment and maximum independence. The voucher system wi l l  
i nclude an individualized plan of supports and services designed to rreet the needs qnd ,goals of 
individuals who are l iving with an autism spectrum disorder. The plan is based on the p references, 
interests, talents, attr ibutes and needs of each individual .  

The vouchers wil l  enable ind iv iduals on the autism spectrum and their famil ies to access goods and 
services to cover a range of home and commun ity-based services that wi l l  benefit the individual  with 

""�Utism spectrum disorder to function successfully in their home, school ,  job and commun ity. 

Services in voucher program wil l be provided to individuals on the spectrum regardless of I D/DD  
designation including individuals who only qual ify for DD  case management. 

Structure of North Dakota's Autism Voucher Prog ram 

Administering Agency/Case Management Services: 

• Case managers wi l l  be identified and appropriately trained to understand the needs of 
individuals with an  A utism Spectrum Disorder and how to effectively work with them and their 
fami ly, caregiver, or  guardian. Adequate financial support wi l l  be g iven to train  and p rovide 
resources for these case managers. 
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Available Funds: 

• Each person who participates in the Autism Voucher Program will receive up to $30 ,000 �. annual ly to access supports and services that are available within the voucher program . ' } 

Age Ranges: 

• Two age groups are identified for focused interventions: 

o Bi rth - 1 8  years of age (children and young adults) 

o 1 9  years of age - end of l ife (adu lts) 

Avai lable Slots: 

• 50 voucher slots will be available for those from birth - 1 8  years of age. 

• 25 voucher slots wil l be avai lable for those from 1 9  years of age - end of l ife 

*Slots in both age g roups wil l  be made available to those who do not qualify for fund ing under any � other state autism waiver services program. 

Covered Services for Chi ldren and Young Adults: 

• Diagnostic services 
• Program evaluations and assessment to determine appropriate interventions 
• Program planning and development 
• Direct treatment and intervention 
• Behavior support plan development and imp lementation 
• Mental health services 
• Occupational therapy and equipment 
• Speech and language services 
• Assistive technology 
• Program management 
• Transportation 
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Covered Services for Adu lts : 

• Diagnostic services 
• Program evaluations and assessments 
,. Mental health services 
• Occupational  therapy and equipment 
• Employment counseling and job readiness supports 
• Life skills education and coaching/independent living services 
• Transportation 

E l igib i l ity for the Autism Voucher Program :  

• The individual must have been a resident of North Dakota for a minimum of six months. ( If a 
chi ld younger than 6 months of age is referred , the child must be a res ident of North Dakota at 
the time of referral . )  

• A current d iagnosis of Autism Spectrum Disorder as confirmed by a q ualified clinician. 

• A referral must be made for diagnostics to determine eligibi l ity. 

o I ndividuals referred for diagnostics must be screened through a local healthcare 
provider or school personnel uti lizing standard screening tools to determine if they are 
at risk of carrying the d iagnosis. 

o Criteria for d iagnostics: 
• Qualified clin ician(s) must complete the d iagnostic eva luation . A d iagnostic team 

approach is preferred and includes a clin ical psychologist or pediatrician ,  a 
behaviora l special ist, a speech and language pathologist, an occupational 
therapist, and an early interventionist or special educator, as appropriate. 

• Formal d iagnostic assessments or tools uti l ized wil l be b ased on industry 
standards for best practices. 

• The tests used must be considered valid for the age of the individual and 
d iagnosis given. 

• The evaluation must support that the individual is a cand idate for services 
identified within the voucher program. 

• The evaluation must have been completed no more than one year prior to 
application for Autism Voucher funding for services. 

• The d iagnostic evaluation results must identify that the individual has a d iagnosis of an Autism 
Spectrum Disorder in order to be determined elig ib le for continued services under this voucher 
program. 

• The evaluation must include supporting documentation that includes a DSM-IV-R d iagnosis (or 
DSM-5diagnosis once published) and identification of testing tools utilized during evaluation. 
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Plan of Care: 

A Plan of Care will be developed with the individual who has an Autism Spectrum Disorder and/or 
their family, caregiver or guard ian. The Plan of Care must contain the following information :  

• Specific services to be provided , utilizing evidence-based services as appropriate 
• The frequency of each service 
• Who wi l l  p rovide each service 
• The cost of each service 

I ntervention and Treatment includ ing Behavioral Services: 

• The treatment and intervention program is person-centered and inclu des d i re.ct service support 
for the individual and family. 

• The environment for services may be center or clin ic-based, home and community based , or a 
combination thereof. 

• The center or clin ic-based p rogram consists of the individual activity and g roup activity. 
• The home and community based program consists of individual activity embedded in 

structured routines within the natural environments and natural routines to teach skil ls. 
• The basis of interventions and treatments utilized employ establ ished evidence- based 

programs. 
• The interventions and treatment wil l offer curriculum that addresses behavior supports, social � skil ls, vocational skil ls, adaptive l iving and pre-academic or academic ski l ls . J 
• Other emerging evidence-based treatments and interventions may be incorporated into the 

ind ividual's program plan, based on the individual needs and as deemed appropriate to meet 
the needs of the individual and their fami ly. 

• Occupational, physical ,  and speech therapy may be provided . 
• Programs are integrated and fol lowed consistently in order to provide the maximum benefit for 

the individual and their fami ly. 

P rovider Qualifications: 

• Provider qualifications and provider selection wil l  be comp leted th rough a_n appl ication 
process similar to current NO Medicaid provider requirements. 

• I ntervention and treatment services are provided through entities l icensed as a p rovider in 
the state of North Dakota. 

• Providers must have a substantive program business plan identifying specific intervention, 
services and treatment util ized . 

• The services m ust adhere to evidence-based treatments and interventions and may be 
provided in individual or g roup sessions, in a clinic setting or an individual 's home. 
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• The provider personnel may be a psychologist, pediatrician, early intervention ist specia l ist, 

speech and language pathologist, occupational therapist, or hold a bachelor's degree in an 
education or human services related field , arid must be l icensed in the state of North 
Dakota , pertinent to their area of expertise and service provision. 

• Al l  intervention and treatment programs must have oversight by a clin ical psycholog ist 
l icensed at the doctoral level . 

Outcomes: 

Outcomes will be measured through routine review of the i nd ividual's P lan of Care which wil l  include 
ind ividua lized goals and objectives that are measurable and address areas including:  

• I ncreased social competencies 
• I ncreased competencies in academic and pre-academic areas 
• Increased competencies in adaptive and independent living skil ls 
• Reduction in challenging behaviors 

Q ual ity I nd icators: 

• Qual ity of the services wil l  be measured through evidence of outcomes achieved per individual 
p lans.  
Cl in ical oversight of the p rogram by a licensed cl inical psycholog ist wi l l assure integrity of the 
services. 

• Client satisfaction surveys wil l indicate level of success as a result of services. 

· Cost of the Autism Voucher P rogram for the 201 3-20 1 5  biennium: 

• Total cost is $4,500,000. 
• The per un it cost (cost of 1 hour of service) is $45.00 for d i rect intervention services. 
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SB 2 193 

Cha i rm a n  H o l m berg and Members of the Senate Appro priations 

Com m ittee:  

I am Senator Joan H ecka m a n  from N ew Rockford and I rep resent 

D istrict 23 .  

I am here t h is morn i ng to i ntroduce SB 2 193 to you .  Th is  b i l l  sta rted 

fro m  the cul m i nation of 3 Ya yea rs of work by the Governor's Autism 

Task Force esta b l ished by SB 2 174 d u ri ng the 2009 Legis lative Sess ion .  

S ince its orga n izatio n, the Task Force has met q u a rterly to d etermi n e  

the cu rrent services ava i l a b l e  i n  North Da kota, s u rvey t h e  needs i n  the 

state and d eve lop a com p rehensive p lan for services to i n d ivid u a l s  with 

a utism.  

The wo rk of  the Task Force resu lted i n  N o rth Dakota 's fi rst State Autism 

P l a n .  This p l a n  was presente� to G overnor H oeven in the s u m m e r  of 

20 10. Fol l owing the d evelopment of that i n it ia l  1st p l a n, the Task Force 

conti n ued to meet a n d  d evelop recommendations for l egis lat ion that 

were p resented d u ri ng the 201 1-20 12 I nteri m .  

The b i l l  before you today has u ndergone some cha nges i n  com mittee 

a n d  I wou l d  l i ke to thank the H u ma n  Services Com m ittee for their  

attention to th is  b i l l  as  wel l  as  their  extensive work o n  the b i l l .  

I ntervention a t  a ny stage i s  i mporta nt for i n d ividu a ls with Autism.  B ut 

ea rly eva l u ation, d iagnosis, a n d  i ntervention prove sign ifica ntly m ore 

successfu l .  

I ask  for you r  support a n d  ca refu l attention to SB 2 193.  

/ 



Chairman Holmberg and Members of the Senate Appropriations Com m ittee: 

I am Dr. Barbara Stanto n .  I a m  e m ployed at Prairie at St. John's as a n  o utpatient thera pist special izing in 

a utism spectrum d isorders (ASDs).  I conduct diagnostic assessments, d o  individ ual  a nd fam ily thera py 

a nd provide consultation, col la bo ration a nd case management services. I a lso conduct tra i ni ngs and 

workshops a bout a utism for mental health professiona ls, educators, law e nforcement, early chi ldhood 

educators, daycare providers, religious organizations, and the com m un ity at la rge .  

I n  the past 13  years I have worked with nearly 1,000 individuals o n  t h e  a utism s pectrum and their 

fam il ies. 

I speak in favor of Senate Bill 2193 which p rovides appropriations for the esta bl ish me nt of a database 

for autism spectrum disorders, a voucher p rogram, an on-going study of ASDs, a coo rd i n ator, and 

funding to train physicians, school  staff, regional trainings and pare nts. 

Continuing Study on Autism Spectrum Disorders: Section 3 

*Autism is a comp licated neurologica l disorder that impacts com m u nication skil l s, social interactions, 

a nd behavior. It is a l ifelong disorder. There is a genetic basis to a utism.  

* Every week new research studies are  p ubl ished . I t  i s  important to continua l ly m o n itor th is  research 

a nd advances in evidence based assessments and interventions. 

*The Center for Disease Control reported in May of 2012 that 1 in  88 chi ldren m eet the criteria for an 

a utism spectrum d isorder; 1 i n  54 boys. Of those, 30 - 40% a re considered to h ave high functioning 

a utism.  Autism is more p reva lent than chi ldhood cancers, multip le  sclerosis and cystic fib rosis 

combined. 

*Autism is a spectrum d isorder in  which there is great variation in individu a l  d ifferences. 

While there have been advances in research there are gaps in o u r  u n derstandin g  of autism such as 

causation, public concerns of hea lth a nd safety including issues ranging from o besity to m e ntal hea lth, 

' )' -� 

l egal issues, efficacy of interventions, transitions to independence, e m ployment a nd b u ild ing publ ic 

p rivate partnerships; just to name a few. Continuing to study this com pl icated issue is essential .  It wil l  
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be critica l to include professionals with expertise and experience working with i n d ividuals with a n  ASD, 

i n d ividu a l s  with an autism spectrum disorder and fami l ies impacted by autism . 

Autism Database: Section 1 

A registry is a necessary e lement to better understand the number of individuals d iagnosed with a n  

a utism spectrum disorder. There i s  currently n o  tracking system i n  the state . H aving accurate data is 

essential to plan future services, access fun d ing, a nd give us the opportunity for d ata sharing. It wi l l  

benefit fam ilies and the state. 

By h aving p rofessionals who are qual ified to m a ke a medical d iagnosis of autism man date d  to p rovid e  

data i s  a n  effective means to monitor the n u m be rs of individuals i n  the state who a re impacted b y  

a utis m .  Safeguards wil l  b e  put into p lace to guard t h e  privacy of individuals registered. M andating this 

p rocess is essential to insure that we have an  accurate inp ut of data. 

Autism Spectrum Disorder Training and Support: Section 6 

Adequate training of p rofessionals is essential in understanding h ow to appropriate ly identify individuals 

with a n  ASD as soon as  possible. Physicians a re often the first to see children and it is critical for them to 

be a bl e  to recognize the signs of autism. The Center for Disease Control and the American Academy of 

Pediatrics have excellent materials  for physicians. I have attached a copy of a flow chart from the 

American Academy of Pediatrics to identify a utism a nd steps to take. 

Assessments for ASDs need to be done by someone who is q ual ified to make diagnoses based on 

tra i n ing and credentia ls and are famil iar with ASDs.  These a re the professiona l s  who can use evidence 

based assessments to identify an ASD and provide evidence based interventions.  They a lso m ust be able 

to d ifferentiate between symptoms that are a part of the autism or may be a separate diagnosis; 
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someo ne who can m a ke appropriate referrals for additional eva l uations when necessary .  

Two of the most i m po rtant groups who need training a re those who work in schools and pare nts. 

Autism spectrum disorders a re present from birth or very ea rly in  development. Although the exact 

neurobiologica l mechanisms have not yet been establ ished, it is clear that a utism spectrum d isorders 

reflect diffe rences in the developing bra i n .  Autism is unique in the pattern of deficits a n d  a reas of 

strengths. It has l ifelong effects on how chi ldren learn to be independent and to participate in their 

community. I n  many cases, a utism can occ u r  a long with i ntellectual d isabi l ities, l anguage d isorders, and 

other medical and menta l health issues. For individuals with high functioning forms of a utism the 

d isabi lity is h idden b ut severe none the less. Thus, educational  p lanning m ust a d d ress both the needs 

typical ly associated with autistic diso rders a nd needs associated with accompanying d isabi l ities. 

Educational goals for these students, as p a rt of addressing independence a nd s o cia l  res p onsibi l ity, often 

need to address language, social, executive skil ls and adaptive goals that a re not part of standard 

curricu lum.  Without intending it to be so, the educational  setting is currently the p ri m a ry location of 

treatment for childre n with autism spectrum disorders. 

O ne of the biggest chal lenges facing chi ldren on the autism spectrum is atte nd i ng schoo l .  This includes 

pre-school to high school .  As I work with school staff, I hear a bout the struggles they have in 

u nderstanding and p roviding services to chi ldre n  with a utism spectrum d isorders. Pare nts a re caught in 

these struggles. They get frequent, sometimes da ily, cal ls from the school as the i r  chi ldren show 

. chal lenging behavi o rs that impact the learning of their  chi ld a nd other  chi ldren in the schoo l .  Without 

p roper  interventions these chi ldren can be delayed in their learning and suffer stress that leads to 

overwhelmi ng anxiety a nd depression .  

Many chi ldren with autism a re gifted in math, science a nd the a rts. D u e  t o  the neurologica l d ifferences 

i n herent in individuals with a utism they often learn differently, struggle with sensory issues, mental 
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flexibi l ity, cannot navigate the social environment, cannot estab lish relationsh ips with oth e rs, a nd have 

tro uble communicating their needs. Ma ny pro b lems a rise due to delays in emotion a l  d eve lopment a nd 

trouble expressing their emotions. These a re children who love to lea rn but hate scho o l .  

I n  o rder to make i nformed decisions for their chi ldre n  parents need accurate information a n d  a n  

u n de rstan d i ng o f  the ir options. 

Voucher System :  Section 2 

I n  2011 The Autism Society of America stated i n  a memo to congress: 

"Moving to a voucher-based system wi l l  significantly improve the quality of services and care, 
e l iminate fraud and abuse, and improve access to the ever-shrinking pool  of healthca re 

providers wil l ing to accept Medicaid rei m bursement rates. A voucher-based system would a l low 
people to receive care on the private m arket, decreasing the fin ancial b u rden on federa l and 

state governments." 

There a re m a ny essentia l  services for chi ldre n  and adu lts with a utism spectrum d isord e rs that a re not 

covered by i nsurance nor a re they provided in school .  There are many adu lts, a nd some chi ldren, who 

do not have insurance to access critical medica l and mental hea lth care. Many need equipment such as 

e ducation a l  materials, sensory equipment, visua l  aids, safety equipment, assistive techn o logy, and 

s peech generating devices. This equipment m ust be purchased by the fami ly. 

Every day I hear the stories from famil ies who a re desperate to find services for their chi ld ren with 

a utism. M a ny of them drive for hours from both urban a nd rural areas of North Dakota to see me. And 

as difficult as it is to get services for children, for adults the situation is even more d ire. These a re not 

services to m ake l ife easier or more convenie nt.  These a re services that can determine success or 

fa i lure; l ife or death. 

It is my be l ief that a voucher system wil l  e ncou rage providers across the state to receive a ppro priate 

4 



· ... _) 

tra in ing and offer services to individuals with autism. Many of my col leagues in N o rth Dakota, who are 

l icensed mental hea lth practitio ners, do not have the training to work with a utism nor a re they M edicaid 

e l igible providers. M a ny chi ldre n  a nd a d u lts with an autism spectrum disorder h ave co-mo rbid menta l 

hea lth issues so access to care is essential .  I recently had a 13 year boy, who is i ntel l igent and ta lented, 

tel l  me that he'd rather be dead than have autism. I wish I could tel l  you that th is  is an isolated 

situation.  It is not. Every day is  a struggle for individuals on the spectrum as they try to fit i nto a world 

that does not understand them .  There is an 80-90% divorce rate for pare nts of ch i ldre n  with special 

needs. Many fam il ies do not get services because they can't afford the transportation.  Specia l ly tra ined 

childcare and respite services a re scarce a nd those that exist a re expensive. 

In a study by the Harvard Department of Publ ic Health it was found that the d irect medica l a n d  non

m ed ica l costs of a utis m  ranged from $38,000 - 100,000 for each a utistic ind ividual  per  yea r .  This does 

not include costs to the school  system which can be around $40,000 per student per year.  The indirect 

costs which include l ost productivity/wages can range from $40,000 - 130,000 p e r  fam i ly p e r  year. The 

tota l cost of autism can be $3.2  m il l ion over their l ifetime. The fiscal note of this b i l l  red uces these costs 

as less expensive institutional  care wil l be req uired. 

Of the 34 appointments that I had schedu led last week, 30 a p pointments were with chi ldre n  under age 

18. Of those, 3 a re i n  thera pe utic foster care, 1 is in a family foster care situation,  4 a re i nvo lved in the 

jud icial system, 1 is b ei ng referred to an o ut of state residential p rogram, 1 is in a partia l hospitalization 

p rogram (after being i npatient), 28 are receiving special education services and 1 was u n d e r  age 5. With 

the proper supports m ost of them could h ave been maintained at home or req u i re a lower level of care. 

Of the 4 young adults I saw; 3 a re in residentia l/group home p lacements, 1 is in p a rtial hospital ization, 2 

of them a re in i nvolved in the legal system, and 2 a re unemployed. (I have attached a page l isting the 

cost of services.) 
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It wil l  be cost effective to be p ro-active in providing access to services. Without a ppropriate 

inte rventions that a re provide d  in a timely and efficient manner these individu a ls a re m o re l ikely to 

become a part of the legal ,  m e nta l hea lth or d isabi l ity system there by adding to the cost of these 

programs. For chi ldren the costs include additional  educational  services and o ut of home p lacements at 

the expense of the state . 

By providing p roper services from trained professionals and giving s u pports to i nd ividu a ls and fami l ies 

thereby decreasing the demand on public services there will be significant financia l  savings. The 

benefits to individuals with a utism and their fami l ies are immeasurab le .  

The funding left in  the b i l l  wi l l  not meet the ful l  need in North Dakota. However it  wi l l  po int  us in  the 

right direction as we develop othe r  services and supports and we learn m o re because of the services 

o utlined in this b i l l .  I ask you to vote yes on Senate Bi l l  2193. 
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Costs Associated with Services to Children with an Autism Spectrum Disorder: 

Therapeutic Foster Care: $97.11 per day or $ 29 10 per month or $ 34,920 p e r  year 

County Foster Care :  $ 23-26 per day o r  $695 - 875 p e r  month (depends on age) 

Dakota Boys and Girls Ranch $302 per day or $9060 per month or $108,720 per year 

Prairie Learning Center $ 174 per day or $5220 per m onth or $62,640 per year 

Lake Oahe G roup Home 
Of Sta nding Rock Nation $164 per day or $4920 per month or $ 59,040 per year 

I npatient hospita lization:  $ 1,618 per day o r  $ 1 1,326 per week 

ASD Specia l ized Residentia l 
O ut of State p lacement 

$762 per day o r  $22,860 per month o r  $ 2 7 8, 130 per year 

(more for 1:1 staffing) 
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Surveillance and Screening Algorithm: Autism Spectrum Disorders (ASDs) 

1a: 
Pediatric Patient at 

Preventive Care 
VIsit 

1b: 
Exlm Vl�t for J\ullsm• 

Re�aled Concern, 
ASO Risk Factor, or 

OUter OevalopmentaV 
Behavlomt Concom 

Score = 2+ 

No 

7a: 

2: 
Perform Surveillance 

Score 1 for Each Risk Factor: 
• Stbllng With ASO 
• Parental Concern 
• Other Caregiver Concern 
• Pediatrician Concern 

1. Provide Parental Education 8: 
2. Schedule Exira Visit Within 1 

Month 
3. Re-enter Algorithm at 1b 

Legend C) = start 

D. = AcUon I Process 

O = Occislon 

fiGURE ! 
SUM!IIance and scr..rnng algolilhm: AIDs. 

1. Provide Parental Education 
2. SlmuUaneousty Refer for. 

a. Comprehensive ASO Evaluation 
b. Early Intervention/Early Childhood 

Education Services 
c. Audiologlc Evaluation 

3. Schedule Follow-Up Visit 
4. Re·enler AlgcJithm at 1b 

7b: 
1,  Schedule Next 

Preventlva Visit 
2. Re-enter Algorithm at 1a 

RGpdnlcd from Pedlalrics, 2007 
www.podialnet.Otg 

PfOIATRICS tll!SN 0031 400>). Copyright 
C2007 by lho Amorlean Academy of 

Pedltltrics 

1196 IIMERICAN ACAO!MY OF PEOIATil!CS 
Reproduced with permission from PEDIATRICS, Vol. 120, Pages 1183-1215, 
Copyright ® 2007 by the AAP 
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Senate Appropriations 

February 19, 2013 

SB 2193 

Good morning. Chairman Holmberg and members of Senate Appropriations, I am 

Christine Hogan, a lawyer for the Protection & Advocacy Project (P&A), an independent state 

agency that advocates for the rights of individuals with disabilities. 

P&A has been very involved with the Governor' s Task Force, families, and service 

. providers in addressing the issue of services for individuals with diagnoses on the autism 

spectrum disorder (ASD) and their families. Children ages three up to age five may be covered 

under the ASD Medicaid waiver. Once they "age out," these children may or may not be 

covered by the traditional Developmental Disabilities Medicaid waiver. In my own experience 

representing these 5 year-olds, they are determined not to be eligible for the DD waiver. Ones 

who are not covered are left with no services available to them outside of the school system. The 

school system does not look at service needs beyond what the child might need in order to 

benefit from education. The school does not address what a child and family might need outside 

of the school day. 

While the current bill, as amended by Senate Human Services, continues to need some 

changes, we are pleased at the progress being made. We hope to have continued discussions 

with the House Human Services Committee on policy issues. This includes the list of services 

that may be covered by the voucher system (which needs to include behavior therapy and 

respite) as well as removing the list of excluded "intensive behavioral interventions" and 

substituting that the therapies must be "evidenced-based" or "promising practices." 

We have not yet seen the revised fiscal note for this bill. As a result, we do not yet know 

the specifics included for either voucher funding or whom it is intended to cover. While 

discussions seemed to focus on serving so-called ASD waiver "graduates," this would address 

the needs of a very small group of children. Following a two-year Legislative interim study, 

families need to see a more comprehensive outcome. 

We ask that you support SB 2 1 93 so the bill may move forward and receive further 

discussion and scrutiny. Thank you for your interest in this important issue. 
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Testimony 
Senate Bill 2193 

Senate Human Services Committee 
Senator Ray Holmberg, Chairman 

February 19, 2013 

Chairman Holmberg and members of the Committee: my name is Carlotta McCleary. I am the 

Executive Director ofND Federation of Families for Children's Mental Health (NDFFCMH). 

NDFFCMH is a parent run advocacy organization that focuses on the needs of children and 

youth with emotional, behavioral and mental disorders and their families, from birth through 

transition to adulthood. 

NDFFCMH works with children and youth with an Autism Spectrum Disorder and their 

families. I am also the parent to a young man with Pervasive Developmental Disorder (NOS) 

which is an Autism Spectrum Disorder. 

NDFFCMH supports the establishment of the following: 

• Autism spectrum disorder database 

• Autism spectrum disorder pilot voucher program 

• Study for a department of human services. 

• Comprehensive training effort. 

The autism spectrum disorder database will enable the state to better understand and provide 

services to individuals with an ASD. Having a comprehensive training effort in our state will be 

very helpful. Individuals have many missed opportunities due to the lack of training and 

understanding. Families need to understand autism and how it impacts their family member. As 

well as providers that individuals come in contact with. 

A pilot voucher program will allow us to serve children who are graduating from the current 

autism waiver. We believe it should be expanded to include others not just children coming off 



the waiver. We also believe that DHS should establish a process to determine evidence based 

practices and promising practices and we should not list exclusions. Finally NDFFCMH 

supports a study from the DHS to look at the best way to provide services to individuals with 

ASD. 

To truly help individuals with ASD all people involved in their lives must understand the 

uniqueness of ASD in order to meet their needs. The way we always do it simply will not work 

for individuals with an ASD. 

Thank you for your time. 

Carlotta McCleary, Executive Director 
ND Federation of Families for Children's Mental Health 
PO Box 3061 
Bismarck, ND 58502 

Phone/fax: (701) 222-33 1 0  
Email: carlottamccleary@bis.midco.net 
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National Autism Center's National Standards Report Reference Sheet for Established, Emerging, & 
Unestablished Interventions for Autism Spectrum Disorders (2009) 
From: httR:I /www.neti�melim!ismc�::nt�::r ,2rg:IR!UfNAC%gOStanden:J,fi%22B!i!R!U:!,RIIf 

Type of Intervention Ages Diagnostic Classification 
(Autistic Disorder (AD), Aspergers Syndrome 

(AS), Pervasive Developmental Disorder- Not 
Otherwise Specified (PDD-NOS) 

�Esi!!hlf.shed, 'Treatments 

Antecedent Packaqe 3- 18 AD 
B ehavioral Packaqe 0-2 1 AD; PDD-NOS 
Comprehensive Behavioral 0-9 AD; PDD-NOS 
Treatment for Young Children 

Joint Attention Intervention 0-5 AD; PDD-NOS 

Modeling 3-18 AD; AS; PDD-NOS 
Naturalistic Teachinq Strateqies 0-9 AD; PDD-NOS 
Peer Training Package 3- 14 AD; PDD-NOS 

Pivotal Response Treatment 3-9 AD 

Schedules 3-14 AD 
Self-manaqement 3-18 AD 
Story-based Intervention Package 6- 14 AD; AS 

... 

. 7Emerging'Treatments .. 
I 

... 

Augmentative and Alternative 3-9 AD 
Communication Device 

Cognitive Behavioral Intervention 6- 18 AD; AS 
Package 
Developmental Relationship-based 0-5 AD; PDD-NOS 
Treatment 

Exercise 3-14 AD 
Exposure Package 3-5 AD 

Imitation-based Interaction 0- 14 AD 
Initiation Training 6-14 AD· AS; PDD-NOS 
Language Training (Production) 3-9 AD 

Massage/Touch Therapy 3-S AD 
Multi-component Package 0-9 AD; AS; PDD-NOS 
Music Therapy N/A AD 
Peer-mediated Instructional 6-9 AD 
Arrangement 
Picture Exchange Communication 0-9 AD; PDD-NOS 
System 
Reductive Package N/A AD 
Scripting 6-14 AD 
Sign Instruction 3-9 AD 
Social Communication Intervention 0-5 AD 

Social Skills Package 3-18 AD; AS; PDD-NOS 
Structured Teaching 0-18 AD; PDD-NOS 
Technology-based Treatment 6-14 AD 

Theory of Mind Training 6-14 AD; AS 
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Academic Interventions 
Auditory Integration Training 

Facilitated Communication 

Gluten- and Casein-Free Diet 

Sensory Integrative Package 

.Un�sta.blished Treatments 
N/A N/A 
N/A N/A 

N/A N/A 

N/A N/A 

N/A N/A 



SB 2193 

Cha i rman Weisz a n d  M e m bers of the House H u m a n  Services Co m m ittee :  

I a m  Senator Joa n H ecka ma n  from N ew Rockfo rd a n d  I re p resent D i strict 23 . 

I a m  here t h i s  m o r n i n g  to i ntroduce SB 2193 to you .  This  b i l l  i s  t h e  cu l m i nation of 

3 X yea rs of work by the G overnor's Autism Ta s k  Fo rce esta b l i s h ed by S B  2174 
d u ri ng the 2009 Legis lative Sessi o n .  

S i nce its orga n i zation,  t h e  Ta s k  Force met q u a rterly t o  det e r m i ne the cu rre nt 

se rvices ava i l a b l e  in N o rt h  Da kota, su rvey the needs in the state, a n d  d eve lop a 

co m p rehensive p l a n  fo r s e rvices fo r i n d ivid u a l s  with a ut is m .  

The work of the Ta s k  Fo rce resu lted i n  North Da kota 's fi rst State Autis m  P l a n .  Th is 

p lan was p rese nted to Governor Hoeve n i n  the s u m m e r  of 2010. F o l l owi ng the 

d eve lopment of the i n it i a l  p l a n, the Ta s k  Force conti n u ed to m eet a n d  deve lo p  

reco m mendations for l eg is l at ion that were p rese nted d u ri ng t h e  2011-12 i nteri m .  

The b i l l  before you tod a y  h a s  u n d ergo ne some cha nges i n  com m ittee a n d  I wou l d  

l i ke t o  tha n k  the Se nate H u m a n  Services Com m ittee for t h e i r  a tte ntion t o  th is  b i l l  

a s  wel l  as the m a ny sta keholders w h o  have s p e n t  a s ign ifica n t  a m o u nt o f  t ime 

worki ng to get services to i n d ivid u a l s and fa m i l ies a cross the state . 

I nte rvention at a ny state i s  i m porta nt fo r i n d ivid u a l s  w ith Auti s m .  But ea rly 

eva l u ation, d iagnos is, a n d i n te rve ntion p rove s ign ifica ntly m o re s u ccessfu l .  

I ask fo r you r  s u p p o rt a nd ca refu l atte ntion to S B  2193 .  



S B  2 193  
House H u m a n  Services Comm ittee 

M a rch 12 ,  20 1 3  

Good afte rnoon Chairman Weisz a n d  m e m bers of the H o u s e  H u m a n  Serv ices 

C o m m itte e .  I a m  Teresa Larsen,  the D irector of the Protection a nd Advocacy 

Project ( P&A) .  I a m  a lso a m e m ber of the Auti s m  Spectrum D isorder (ASD) Ta s k  

Force . I a m  testify i n g  on beh a l f  of P&A i n  s u p po rt o f  SB 2 193 . 
That b e i n g  sa i d ,  there have been a n u m b e r  of issues ca u s i n g  con ste rnati on 

a m o n gst sta keho l ders with reg a rd to AS D legis l ati on . As Senator J u d y  Lee said 

w h e n  the b i l l  left Senate H u ma n  Services,  it is  a work in progress .  

S i n ce February 1st ,  a d iversified g ro u p  h a s  met n u mero u s  ti m es to work 

tow a rds a c h i evi n g  consensus o n  l a n g u a ge fo r SB 2193 .  P a rtici p a nts i n c l u de : Dr .  

Barbara Sta nton ( Pra i rie  St .  Joh n ) ;  Kris W a l l m a n  (Autism Soci ety N D ) ;  J oAnne 

Vieweg ( Red River V a l l ey Asperger-Autism N etwork) ; Ca rl otta M cC l e a ry ( Federation 

of Fa m i l ies fo r C h i l d re n 's Menta l H ea lth ) ;  Donene Fe ist ( Fa m i ly Voices N D ) ;  Vicki  

Peterson ( p a rent) ; Eric Monso n ,  Lore n a  Poppe, a nd M a rcia G u m s  (An ne Carlse n ) ;  

Cathy H a a rstad ( Pathfi nder Parent Center) ; a n d  m e .  M a ny,  i f  n ot a l l ,  o f  these 

i n d iv i d u a l s  a re h e re tod ay.  

We h ave ach ieved success i n  reach i n g  co nsensus on l a n g u a g e  o n  m a ny 

secti ons of the b i l l .  O u r  ' ma rked u p '  vers ion  provides the deta i ls ,  w h ich I w i l l  wa l k  

thro u g h  w ith yo u .  

• S ECTIO N  1 .  
o Pa ragraph 1 .  I n  respo n se to reported i n d i v id u a l  a n d  p a re nta l concerns 

with the d ata base, our g ro u p  reco m me n d s  re movi n g  " resea rch"  as one 

of  the ide ntified p u rposes. Add i n g  the word " d ata " m a kes it c learer 

that th is  is  what is  be i n g  a n a l yzed - not peo p l e .  O u r  co nsensus g ro u p  

stro n g l y  recommends that t h e  D e p a rtment prov ide o utreach a n d  

ed ucati on to fa m i l ies with reg a rd t o  co nfi d e ntia l ity a n d  t h e  d ata base . 

o Pa ragraph 2 .  We reco m me n d  re moving the word " re p o rte r" a n d  

re p lac ing  i t  with " d i a g n ostici a n " .  M a ny i n d iv id u a ls a re eva l u ated out

of-state where the p hysic i a n s  w i l l  n ot be aware of the d ata base in N D .  
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The d i a g nosti c i a n  w i l l  n eed to meet the esta b l i s h e d  criteria but  the 

a ctua l  reporter wi l l  n ot .  

• S ECTIO N  2 .  Th is i s  t h e  sect ion w h ere the g ro u p  d i d  n ot co m e  t o  fu l l  

co nsensus .  

o Pa ragraph 1 .  The rev ised p a ra g ra p h  ( i n  g ree n )  p rov ides b roa d e r  

l a n g u a ge that a l lows a n  i n d iv idua l 's tea m  t o  dev e l o p  a p l a n  for n eeded 

s u pports a nd services, i n c l u d i n g  evidence- based b e h a v i o r  i nte rvent ion 

and treatment. The i n d iv i d u a l 's ass igned case m a n a ger  would e n s u re 

that a n y  serv ices, s u p ports, a n d  treatment mod a l it ies a re 

i n d iv i d u a l ized a n d a p p ro p ri ate.  It excl udes i ncorporat ion of a n y  

aversive o r  a b u s ive thera pies or treatment.  The i ntricacies ca n be 

d eterm i ned thro u g h  DHS ru l e  prom u l g atio n .  O p p o n e nts of t h i s  new 

l a n g u age have expressed n ot wanting a n y  behavior  i nte rventio n  or 

treatment covered by the voucher.  

o Pa ragraph 2 .  The proposed cha nges to t h is para g ra p h  e l i m i n ate the 

l i st of excl uded beh aviora l  i ntervention moda l iti e s ,  l e a v i n g  necessa ry 

d eta i l s  to D H S  a n d  the ru l e - m a k i n g  p rocess . O p p o n e nts of the c h a n g e  

be l i eve t h e  specific  l ist t o  be necessa ry ,  re m ovi n g  the a b i l ity for t h e  

voucher syste m t o  p rovide for a n y  behavior i nte rve nt ion o r  treatment .  

• SECTION 3 .  The g ro u p  i s  i n  a g reement i n  re moving the l a n g u a g e  ent ire l y  

fro m t h i s  section a n d  re p l a c i n g  it with t h e  l a n g uage fro m H B  1037 ,  w h ich the 

H o use h a s  a l ready pa ssed . HB 1037 is more i n c lus ive in  i ts i nvolve m e nt of 

sta ke h o l d ers in the stu d y ,  w h ich w o u l d  be done by Leg i s lat ive M a n a g e m ent .  

• S ECTIO N  6 .  At the h e a ri n g  o n  H B  1038 yesterday, a q u est i o n  w a s  posed by 

Senator Lee a bout the fu n d i n g  for tra i n i n g .  She asked h ow the fu n d s  in SB 

2 1 93 m i g ht be d iv ided by D PI a n d  D H S .  Our g ro u p  d i scussed this yesterday 

a n d  reco m mends that $200,000 be a p pro p riated to D P I ,  w h ich a p prox i m ates 

the $ 198 ,000 orig i n a l l y  in the fisca l note for H B  1038 .  It  is reco m m e n d ed 

that the re m a i n i ng $300,000 be a p propriated to D H S .  We e n co �:J rage stro ng 

co l l a b o rat ion by these two a g e n cies in  p l a n n i n g  a n d  i m p l e m ent ing  tra i n i n g  

activit i e s .  

2 



P&A s u pports a l l  of the changes as ' ma rked up'  i n  the h a n d -o ut. We a lso 

s u p port the expa nsion of the Medica id wa iver for ASD ,  w h i ch we wi l l  be testify i n g  

for i n  t h e  heari n g  fo r t h e  D H S  b u dget ( H B  1 0 1 2 ) .  

I a m  h a p py to a n swer a n y  q u estions you m ight h ave for m e .  Th a n k  you . 

Teresa La rsen 

t larse n @ n d .gov 

328-2950 
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March 1 2, 201 3  

PRO POSED AMENDM ENTS TO S ENAT E  B I LL N O .  2 1 93 (AS PASSED BY THE H O U S E) 

Red stricken font remove Green underl ined font = i nse rt D = consensus not achieved 

A BILL for an Act to provide for the establ ishment of an autism spectrum d isorder 
database and an autism spectrum d isorder voucher program; to provide for a 
department of human services legis lative management study and report to the 
legislative management; and to provide an appropriation .  

B E  I T  ENACTED B Y  THE LEGISLATIVE ASSEMBLY O F  NORTH 
DAKOTA: 

SECTION 1 .  AUTISM SPECTR U M  DISORDER DATABAS E 
RULEMAKING - CONFIDENTIALITY. 

1 .  The state depa rtment of h ealth shal l  establ ish and admin ister an autism 
spectrum disorder database. The database must include a record of a l l  
reported cases of autism spectrum d isorder  in  the state and any othe r  
information d etermined relevant a n d  appropriate by the department i n  
order t o  complete epidemiologic surveys of the autism spectrum disorder. 
enable research and analysis of the autism spectrum d isorder data. and 
provide services to individuals with an autism spectrum disorder. 

2. The state department of health shal l  establ ish criteria regard i ng who is 
qual if ied to report a case of autism spectrum d isorder to the database. I n  
establ ishing this criteria, the department shall requi re that the reporter 
diagnostician be a doctoral- level professional and be appropriately 
l icensed, credentialed, and experienced i n  the field of autism spectrum 
d isorder. including intellectual testing and other formal evidenced-based 
assessments for autism spectrum d isorders. The depa rtment shal l  consult 
with experts i n  establ ishing this criteria. 

3. The database establ ished under this section m ust: 

a. I nclude the reported ind ividual 's d iagnoses under the American 
psychiatric association's Diagnostic and Statistical Manual  of Mental 
Disorders. Fifth Edition; and 

b. I nclude a complete physical evaluation of the reported 
individual, performed by a l icensed physician.  

4. The state health counci l shal l  adopt rules to provide for mandatory 
reporting to the autism spectrum d isorder database and to 
establ ish reporting requirements, including t imel iness 
requ i re ments. 

5. The state department of health shal l  keep confidential al l  records of the 
database which could be used to identify a reported ind ividual; however. the 
department may provide these records to othe r  state agencies as necessary to 
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effect the purposes of this database without regard to the confidential nature 
of the records. I f  the department provides confidential records of the database 
to a state agency, the department shal l  notify the 

receivi ng agency of the confidential nature of the records and the receiving 
agency shal l  treat these records as confidential .  

S ECTION 2. AUTISM SPECTRUM DISORDER VOUCHER PROGRAM - APPEAL. 

� .  +Fie Ele�aFtFfleAt af RtJFflaA seP.«ises st:lall estaelist:l a va�:�sl=leF �F9§Faffl ta assist 
iA fl:lASiA§ OEJI:li�FflOAt aAEI §OAOFal OSI:lGatiaAal AOOSS FelateEI ta atJtiSFfl S�OGtFI:lFfl 
ElisaFEleF faF iAEliviEI�:�als tJAEleF a§e tweAty twa •�tt:la Fla•.«e eeeA Elia§AaseEI witt:l atJtisFfl 
S�OGtFI:lFfl EliS9FSOF. =i=RO �F9§Faffl Fflay iAGitJEIO ftJAEliA§ faF assistive teGRAala§y; •.«ieee 
FflaEleliA§ viEleas aF OEJl::li�FfleAt; laA§I:la§O §OAOFatiA§ Elevises; tFaiAiA§ aAEI 
eEI�:�satiaAal FflateFial faF �aFeAts; �aFOAtiA§ OStJGatiaA; SOAS9Fy OEJl::li�FflOAt; tl:lt9FS; 
safety OEJl::li�FfleAt; tFa•.«el teals; self GaFO OEJl::li�FflOAt; tiFflOFS; ¥iSI:lal FO�FOSOAtati9A 
systeffls; laA§I:la§e G9Ffl�FOROASi9A OEJI:li�FflOAt; aAEI FO§iStFatiaA aAEI FelateEI 
O:X�OASOS faF W9FI�SR9�S aAEI tFaiAiA§ ta iffl�F9VO iAEIO�OASOAt IiviA§ skills, 
eFfl�layFfleAt a��aFt�:�Aities, aAEI atl=leF e:Xes�:�tive aF sasial sl�ills. lA EleteFFfliAiA§ tt:le 
aFfl9tJAt af a V9l::JGROF faF WRiGR aA a��liGaAt Fflay SO EletOFFfliAeEI Oli§i91e l:lASOF tRiS 
sestiaA, tt:le Ele�aFtFfleAt st:lall saAsiEleF tt:le a��lisaAt's le•.«el af fl:lAGtiaAiA§. 

1 .  The department of human services shal l  establ ish a voucher program to assist 
ind ividuals with autism spectrum d isorder from birth through age twenty-two. 
Through a plan developed by a team, the program wil l  provide ind ividual ized 
appropriate services, therapies, and other supports designed to enable i ndividuals 
with autism spectrum d isorder to participate more fu l ly in fam i lv  and com munity l ife, 
as well  as reduce the risks of school fai lure and institutional izat ion . The program 
may include funding for behavior i ntervention and treatm ent through evidence-based 
and promis ing practices, as well as in-home supports, respite care, case 
management services, assistive technology, and other services and supports as 
needed . Under this section, 'evidence-based treatments, services, and i nterventions' 
m eans those treatments, services, and i nterventions that are the result of the 
i ntegration of researched evidence and c l in ical judgment with patient values.  The 
program may not include aversive or abus ive therapies or treatment. 

2. The department shall adopt rules addressing management of this voucher 
program and establ ish i ng the program's el igib i l ity requ i rements. +Fie �F9§Faffl may 
A9t �F9ViEle a V91:lGROF f9F eaFiy iAtOASive BORaviaFal iAtOFIJOAtiaA, iAGII:lEliA§ a��lieEI 
BORaviaFal aAalysis, iAtOASi1JO eaFiy iAtOPJOAtiaAal BORaviaFal tROFa�y, iAtOASiVO 
BORaviaFal iAtOFVOAtiaA, tAO ba•Jaas FflOtRaEI, tAO QeAVOF Ffl9Eiel, bE:AP (leaFAiA§ 
O:XflOFiOAGOS aA alteFAative flF9§FaFfl faF flFOSGR99IOFS aAEI flaFeAts), +E:AGGFI 
(tFeatFflOAt aAEI OSI:lGatiaA af al:ltistiG aAEI FelateEI G9FflFfll:lAiGatiaA RaAEliGaflflOEI 
GRiiEIFOA), fliVatal FOSfl9ASO tFaiAiA§, 9F EliSGFete tFial tFaiAiA§. 

{i__ A decision on a voucher appl ication which is issued by the d epartment 
under this section may be appealed as provided under chapte r  28-32. 

SECTION 3.- DEPARTMENT OF HUMAN SERVICES AUTISM SPECTRUM 
DISORDER STUDY AND REPORT TO THE bEGISbATIVE MANAGEMENT. Q�:JFiA§ 
tt:le 2013 14 iAteFiFfl, iA saAsl:lltatiaA witt:l sliAisiaAs wt:la Rave O:XfleFtise iA tt:le evaltJatiaA, 
Elia§Aasis, aAEI tFeatFfleAt at al:ltisffl Sflestwffl ElisaFEleF, tt:le EleflaFtffleAt at 
Rl:lFflaA SOFViGOS SRall SttJEly al:ltiSFfl SflOGtFI:lFfl EliS9FEIOF SOFViGOS, iAGII:lEliAQ tAO Ffl9St 
feasiele seFvise EleliveFy systeffl faF iAEliviEII:lals Rat seFveEI iA tt:le ElevelafJFflOAtal 
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disability system who have an autism spectrum disorder. Before August 1 ,  2014, the 
department of human services shall report to the legislative management the outcome 
and recommendations of this study. 

SECTION �· LEGISLATIVE M ANAG EM ENT STUDY - AUTISM SPECTRUM 
DISORDER. D uring the 20 1 3- 1 4  i nteri m, the legislative management shal l  consider 
studying the current system for the d iagnosis of, early treatment of, care for, and education 
of individuals with autism spectrum d isorder.  The study m ust continue the work of the 
legislative management du ring the 201 1 - 1 2  interim on the study of the autism spectrum 
d isorder. consider the reco m m endations of the autism spectrum disorder task force, and 
seek input from stakeholders i n  the private and public sectors. The l egislative management 
shall report its f ind ings and recommendations, togethe r  with any legislation requi red to 
i mplement the recommendations, to the sixty-fourth legislative assembly. 

SECTION 4. APPROPRIATION - STATE DEPARTMENT OF H EALTH - AUTISM 
SPECTRU M  DISORDER DATABASE. There is appropriated out of any moneys in  the 
general fund i n  the state treasury, not otherwise appropriated,  the sum of $200,648, or 
so much of the sum as may be necessary, to the state department of h ealth for the 
p u rpose of establ ishing and admin istering an autism spectrum d isorde r  database, for the 
biennium beginning Ju ly 1 ,  20 1 3, and ending June 30, 201 5.  The state department of 
health is authorized one ful l -tim e  equ ivalent position for this purpose. 

SECTION 5. APPROP R I ATION - DEPARTM ENT OF HUMAN S E RV I C ES -STATE 
AUTISM COORDINATOR. There is appropriated out of any moneys i n  the gene ral fund 
in  the state treasury, not otherwise appropriated,  the sum of $400,000, or so m uch of the 
sum as may be necessary, to the department of h uman services for the p u rpose of h i ring 
a state autism coordinator who would be responsible for i mplementing a resou rce and 
service center to provide information and services for individuals with autism spectrum 
disorder, developing a statewid e  outreach plan, conducting reg ional m eetings and an 
annual conference, and developing a protocol for use after screenings,  for the biennium 
beginning Ju ly 1 ,  201 3 ,  and ending J une 30, 201 5 .  The department of h uman services is 
authorized one ful l -tim e  equivalent position for this purpose. 

SECTION 6. APPROPRIATION - DEPARTM ENT O F  HUMAN S E RVICES 
STATEWIDE AUTISM SPECTRU M  DISORDER TRAI N I N G  EFFORT. There is 
appropriated out of any moneys in  the general fund in  the state treasu ry, not otherwise 
appropriated , the sum of $500,000 $200,000 to the depa rtment of pub l ic instruction and 
$300,000 to the depa rtment of human services, or so m uch of the sum as m ay be 
n ecessary, to the department of human services for the pu rpose of imp le menting a 
statewide autism spectrum disorder train ing effort, including physician tra in ing ,  regional 
train ing,  school staff t rain ing,  and parent training, for the biennium beginn ing July 1 ,  201 3,  
and ending June 30,  201 5 .  

Renumber accord ingly 
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Testimony March 1 2, 20 1 3  

Chairman Weisz, members of the committee, my name i s  Colin Vieweg. I am a 1 3  year 

old boy. I have Asperger's  syndrome, an autism spectrum disorder. I am very smart and plan to 

be a scientist, astro-physicist, or robotics inventor when I graduate from college. I do pretty well 

in school, but I need help in figuring out what to do in certain social situations. Dealing with a 

lot of noise and commotion is also hard for me. And sometimes handling my anger is really 

hard. It helps a lot when teachers understand me and can help me use my calming strategies. It 

also helps when I can learn how to calm myself down and how to understand what people are 

telling me. I need help learning how to do this. I was able to talk about this at the Interim 

Human Service Committee last year and at the House Human Services Committee in January. 

Thank you for learning about living with autism and caring about helping kids like me. 

My family helps me a lot, but not everyone can do that. Please pass SB2 1 93 so that we can get 

more help and services. 

The voucher will help us get the services our families have trouble affording. At my age, 

I need help getting technology that helps me calm myself and stay organized. I also need help 

with calming strategies. My mother tells me occupational therapy and communication therapy 

would help mt:a lot. I didn't really get the right help until I was 1 1  going on 1 2  and I still need it 

now. Other kids need a lot more help than I do. The voucher will really help us. 

In January I got to meet Temple Grandin. She is a famous scientist who has autism. I 

think she helped teachers understand autism better. It helped them to hear from a person who 

has autism how to help and understand us. 

I wish people knew this about me and Aspergers: that we're different than everybody 

else. We're different, but, at the same time we' re the same. All of us have things that make us 

unique. Some people are different on the outside; others are different on the inside. My mom 

says that 'normal' is just a setting on a washing machine. My teacher said that maybe the kids 

with Aspergers are the 'normal' ones. I think that maybe both of them are right. 

I have learned a lot about how a bill gets written. I really hope this bill will become law. 



March 1 2, 20 1 3  

Chairman Weisz, members of the committee, my name is JoAnne Vieweg. I am the 

grandmother of Colin Vieweg, a 1 3  year old boy with Asperger's Syndrome, a form of high 

functioning autism. You have met him today and previously. He and I have both had the privilege of 

testifying before the Interim Human Services Committee, the House Human Services Committee and 

the House and Senate Appropriations Committees. Colin has learned a great deal about himself over 

the past several years. He can better recognize the stressors that cause him trouble and he has learned 

to advocate for himself when he needs help or accommodations in school. While this is an on-going 

learning process, he feels strongly that it is his responsibility to advocate for others with autism who 

may not be able to speak up for themselves. We are very proud of his recognition of the value of 

civic responsibility. 

I am a retired educator, special education teacher, school counselor, and licensed professional 

counselor. I am also president of the Red River Valley Asperger-Autism Network. We currently are 

in contact with over 98 families and individuals with a child or adult who is on the autism spectrum; 

and the number keeps growing. Our organization is able to provide support groups, community 

education, a speaker's bureau, and help with advocacy, but families still cannot afford services for 

their children. Adults with autism need support as well .  

I am speaking today i n  support o f  SB2 1 93 that provides for several critical opportunities to 

help people on the autism spectrum. A registry or data base will provide important information about 

how many people in the state are accurately diagnosed with autism spectrum disorder and how the 

needs are distributed across the state. This data base defines the professionals who are qualified to 

make diagnoses, thus insuring accuracy. Levels of confidentiality are guaranteed and protect the 

privacy of individuals. 

I am particularly interested in the training component and the voucher system in this bill. My 

grandson's experiences in the school system have been varied. Despite good intentions, Colin had to 

leave the public school system in order to find a place that could best meet his needs. It is clear to us 

that teachers, the first line of intervention for him during the day, need good training and on-going 

professional development in order to know how to meet his needs. He is very smart, but learns 

differently and often needs extra time to process what has been asked of him and time to formulate 

his answer. Paraprofessionals, cafeteria aides, attendance persons, custodial staff and office 

personnel all have contact with him. They also need training in how best to understand him and meet 

his needs. Right now Colin is in an ideal situation at middle school in Fargo with an Asperger 

Teacher Coach who helps him and his teachers. But this service is not available in all schools. 

But beyond school, there are family challenges. It has not always been easy for Colin' s  

mother to accept the level o f  help that she an d  Colin need. I am proud to say that all o f  u s  have 



worked hard to find a positive relationship that keeps Colin' s  needs as the focus. It took counseling 

and personal insight to reach this goal. We actually are living the extended family lifestyle that used 

to be more common. 

Additionally, Colin needs a calm place to relax after a taxing day at school. Underlying his 

autism is a high level of anxiety over changes in schedule, unexpected events, unclear motives in 

social interactions, not knowing how to respond to situations, and worry when sensory things like 

loud noises are overwhelming. It takes all his concentration and effort to "hold it together" at school 

where expectations change frequently, there is a lot of noise in the halls, and each teacher has 

different rules and methods. When he has a "good day" at school, that means he needs time at the 

end of the day to decompress because it has taken all of his energy. I love being able to provide that 

for him, but it means I stop my other activities every weekday at 2:30 so I can pick him up from 

school and spend time with him until his mother finishes work. 

In addition to after school care, my husband and I help with medical expenses, transportation 

and purchasing learning materials for him to use at home. His mother fears that if she did not have 

this much support she might not be able to work because of the demands of caring for her child. He 

could benefit from therapy for language processing and understanding what people mean, as well as 

occupational therapy to better manage his responses to sensory overload, but there is not enough 

money for that. As he gets older he will need help with transitioning to high school, college and 

beyond, as well as help learning to live independently. Colin is not eligible for respite care of other 

services outside of the school day, or supervised care over the summer because of the way the 

regulations are currently written. He cannot benefit from the Developmental Disability waiver for 

help with services because he does not have an intellectual disability even though he does have a 

developmental disability-autism spectrum disorder. My husband and I are spending our retirement 

money to insure his well being. We will continue to live nearby until Colin finishes high school, and 

we will have a smaller retirement fund to live from. 

The voucher would help with funding the services Colin needs. The voucher needs to be a 

clearly focused means of providing services beyond what insurance provides, be measurable so that 

we have definitive evidence of its effectiveness, and be available to a wide range of people on the 

autism spectrum. 

Training for school personnel, community providers, parents and others in contact with 

people in the autism spectrum is critical to "our kids". Family support organizations continue to 

provide service to families but the demands are increasing. 

I appreciate the attention you are giving to the needs of people with autism and strongly 

support SB2 1 93 .  I urge you to pass this bill and send it forward. 



Testimony in favor of SB 2 193 

From Chris McEwen; Board Member  of the Red River Va l ley Autism-Asperger Network 

Phone:  701-793-3528 ema i l :  chris .m .mcewen@gmai l .com 

This is from Chris McEwen, and I am  not able to make it here today. I am  having a designated 

representative sti l l  present this testimony though because I feel ,  as  an  adu lt with Asperge rs Syndrome 

that has worked with other adu lts a nd ch i ldren affected by autism spectrum disorders, that it is 

absol utely critica l that SB 2 193 gets passed . 

As I stated previously when I spoke, in person, to the House Human Services Com m ittee in support of 

related autism bi l l s, I went through many issues that could have been better addressed had there been 

something in p lace l ike the voucher program provided for in SB 2193.  I was very fortunate to have been 

able to adapt and adjust, but I sti l l  needed professional assista nce a long the way to make it through my 

bache lors degree. Without it, I may have had to d rop out and I may not have been as able to contribute 

to society as we l l  I can today. 

There's a lso a need to m a ke sure our teachers a re trained to better approach a utistic students. I was 

a lso very fortunate to have patient, to lerant teachers in high school for the most part. Others may not 

be as fortunate, and I strongly fee l  that even a modest attempt at educating our  public instructors on 

basic autism issues can rea l ly  go a long way towards bridging critica l gaps. Students may be able to 

better adapt to the c lassroom envi ronment, and teachers may be ab le  to prevent many issues from 

occurring in their c lassrooms .  

The provisions in SB 2193 wi l l  give others an  opportun ity that they may not  have otherwise had .  This 

could rea l ly save ind ivid ua ls  from having to d rop out of high school a nd co l lege. This could help autistic 

ind ividuals on d isabi l ity readapt to where they can stay regula rly emp loyed .  

Whi le  I, regretfu l ly, am  not a ble to be there, I strongly support this b i l l  and I hope th is  testimony is sti l l  

beneficia l .  Should there be q uestions that  legislators would l i ke to  ask me d irectly, they would be invited 

to reach me via phone or  ema i l .  

Thank  you.  



Testimony on SB2 1 93 
201 3 Legislative Session 

March 1 2, 201 3 
Rep Weisz, HS C01mnittee Chairperson 

Rep. Weisz and Members of the House Committee on Human Services 

My name is Donene Feist and I am the Director for Family Voices ofNorth Dakota. I rise today 

in support of the sections of SB 2 1 93 that you have already heard testimony on today provided 

through Protection and Advocacy. 

Family Voices of North Dakota provides emotional and informational support to many families 

across North Dakota who has a child with an autism spectrum disorder. Family Voices staff has 

provided assistance to these families through assisting them access and navigate services, 

providing emotional support and educational information to assist them with their various needs. 

B ecause we are a health information and education center for all families who have a child with 

special health care needs and disabilities, we feel it in the best interest of the families we serve to 

continue to discuss the expansion of the waiver originally in 2 1 93 .  

W e  fell there i s  a need for both the voucher and the expanded waiver. We feel removal of the 

waiver expansion is a huge mistake with unintended consequences and as such we would like the 

expansion of the waiver returned to the bill. 

Voucher services across the country are primarily educational in nature. Voucher services may 
be helpful for children who are not diagnosed before the age of five of which is when the current 
Autism Waiver ends. 

S ince voucher services have an educational focus, they will not address the medical needs o f  
children with autism spectrum disorders. There is empirical evidence that children with ASDs 
usually have co-occurring conditions. 

A 2005 paper in Pediatrics, Factors Associated With Age of Diagnosis Among Children With 
Autism Spectrum Disorders, by David S.  Mandell, SeD, Maytali M. Novak, MA, Cynthia D .  
Zubritsky, PhD (Vol. 1 1 6 N o .  6;  1 480 - 1 486) that reports children who reside in rural areas and 
children whose family income is less than 1 00% FPL are o ften diagnosed with ASDs later than 
other children are. 

According to the National Survey of Children with Special Health Care Needs, 93 .2% of 
children and youth with an Autism Spectrum Diagnosis have at least one other health condition. 
(Reference: National Profile of  Children with Special Health Care Needs and Autism Spectrum 
Disorders: Key Findings from the 2009/1 0 NS-CSHCN & 2007 NSCH. Found at 
http://childhealthdata.org/do cs/drc/asd-data-brief 4.2 . 1 2.pd:f) . (Enclosed handout) 



Two papers below report evidence-based research about the medical care costs of children with 
ASDs who have co-occurring conditions. 

J Dev Behav Pediatr. 20 1 2  Jan;33( 1 ) :2-8 .  doi: 1 0. 1 097/DBP. Ob01 3e3 1 823 969de. 
Autism spectrum disorders and hea lth care expenditures: the effects of co-occurri ng 

conditions. 

Peacock G,  Amendah D, Ouyang L, Grosse SD. (enclosed handout) 

96% of 3 - 1 7 year o ld children with ASDs were reported to have a co-occurring developmental 
condition. The most common conditions were learning disability, ADD/ ADHD, mental 
retardation, and stuttering. Medical disorders, included: tuberous sclerosis, Down Syndrome, 
Fragile X, other genetic or chromosomal disorders, and birth defects) and neurologic disorders 
(e.g., encephalopathy, cerebral palsy, seizures or epilepsy, brain injury, vision or hearing loss, 
tics or Tourette syndrome). 

Through the National Survey on Children with Special Health Care Needs documentation sites 
that children with ASDs have higher medical costs and would benefit from expanded Medicaid 

. . 
waiver services. 

These children have medical needs and costs that will continue beyond the age of 5, which just 
makes sense to expand the current Medicaid autism waiver. These services pay for therapies, PT, 
OT, Speech, medication, nutrition, hospital and clinic services, Additionally, those who are on 
the current Autism waiver receive the federally mandated Early Periodic Screening Diagnostics 
and Treatment benefit. 

Many of the children currently on the Autism Waiver will be exiting it soon, if they have not 

already. Many of those who will be exiting or have exited, their child' s  needs have not changed, 

but they may not screen eligible for other waivered services. 

Those who have exited have lost vital services that they will not fmd the assistance they need 

necessarily through the voucher nor through their private insurance plans. For an example, they 

may have access to a toothbrush etc to meet the child 's  oral needs through the voucher. 

However they have lost the ability to access to oral care as they are no longer on the waiver and 

able to access a dentist through Medicaid, and the family may be unable to afford the oral health 

expense they will incur through personal funds as they are drowning ongoing medical expenses 

for the child/youth. 

Many families continue to need the in home support and respite care not currently the way 

voucher is currently written. These families will fall into a huge gap of services that they were 

able to access previously. Families lose the vital medical services through the state Medicaid 

plan, which they can only access if they are income eligible for Medicaid or are able to access 

through another waiver. For many families access to those vital core services is keeping them 

sustainable and afloat. 



FVND fully believes discussion of expanding the ASD Medicaid Waiver needs to continue. 

S ince the waiver was implemented not that long ago, for those who began with initial 

implementation, their child will age out soon. The current ASD waiver ends for children at age 

5, unfortunately ASD does not end at age 5 .  

There are also some families who will not receive a diagnosis for their child until they have 

almost aged out of accessing the current waiver. They may receive a diagnosis after the age of 5 

but need the vital services of the waiver and the Medicaid state plan. And yet some, may only 

need the services that are offered through the voucher. Hence we believe a two pronged 

approach is needed. 

9 1 .6 percent of children and youth with ASD have 4 or more functional limitations as compared 

with children with special health care needs in general. Less than 50% o f  families who have a 

child with ASD have the adequate health insurance for needed services. Many of these families 

are underinsured and need assistance to meet the needs of their child. 

CSHCN (Children with special health care needs) w ith ASD generally experience a greater 

burden of illness in terms oftypes of special health care needs they have as well as the number o f  

functional limitations and co-morbid conditions they experience compared t o  CSHCN without 

ASD. The impact for families is greater as compared to those CSHCN without ASD diagnoses. 

You have heard the many statistics on costs associated for families of children with ASD. To 

often these children don't  fit into any one criterion. The autism waiver expansion beyond the 

age of 5 would assist many families who fall in the gaps of obtaining services and children 

advancing to the best of there ability. 

Waiver services also provide an additional funding stream for the state. North Dakota receives 
52.27% FMAP for Medicaid services, including waiver services. Keeping the existing waiver or 
expanding it will generate $ 1 . 095 in federal funds for each $ 1  that ND spends. 

North Dakota schools that participate in the school-based Medicaid program would be eligible to 
receive the federal match for Medicaid-eligible services they provide to any Medicaid eligible 
child including Medicaid-eligible children with ASDs. I 've attached a paper that lists the 
Medicaid services ND provides, which include respite and targeted case management. 

FVND suggests expanding the waiver to meet the ongoing needs of these children, youth and 

families. At minimum we would like to see the waiver expanded for those who will age out at 5 

years of  age. Additionally, for those who have yet to be diagnosed at the age of 5 and need the 

additional assistance that they can only achieve through a program such as the autism waiver. 

Let us remember as each of us makes decisions that will affect children-whether we are 

parents, educators, health professionals, or government officials-it is our duty to consider if that 

decision either affirms or denies a child 's most basic human rights. 



We thank you for your consideration. 

We are happy to answer any questions that you may have. 

Donene Feist 
FVND Director 
701 -493-2634 
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Autism spectrum d isorders and hea lth care 
expenditures : the effects of co-occurri ng cond itions.  
Peacock G ,  Amendah D ,  Ouyang L ,  G rosse S O .  
National  Center o n  Bi rth Defects and Developmental Disabi l it ies ,  Centers for D isease 
Control and Prevention , 1 600 Cl ifton Road , Atlanta , GA 30333, USA. 
gpeacock@cdc.gov 

Abstract 
OBJECTIVE: C h i ld ren with autism spectru m d isorders (AS Ds )  often have 

co-occurri n g  cond it ions,  but l ittle is known on the effect of those 

cond it ions on thei r m ed ical care cost. M ed ical expenditu res attri butable to 

ASDs among M ed ica id-enrol led ch i ld ren were ca lcu lated , and  the effects 

of 3 com m only co-occu rri ng condit ions-- i nte l lectual d isabi l i ty ( I D ) ,  

attention deficit/hyperactivity d isorder (AD H D ) ,  a n d  epi lepsy-on those 

expenditu res were analyzed . 

M ET HODS :  Us ing  M arketScan M ed icaid M u lti-State Databases 

( 200 3-2005)  and the I nternational C lassification of Disease, N i nth 

Revis ion , ch i ldren with AS D were identified . C h i ldren with out AS D form ed 

the com parison g roup.  The 3 co-occurring  con d it ion s were i dentif ied 

among both the AS D and the com parison grou ps . An n u al m ea n ,  m ed ian , 

and 9 5th percenti le of total expenditu res were calcu lated for c h i ld ren with 

ASD and th e co-occu rri ng cond itions and com pared with those of ch i ldren 

without AS D .  M u ltivari ate analyses establ ished the i nf lu ence of each of 

those co-occu rrin g  cond it ions on the average expen d itu res for ch i ldren 

with and without AS D .  

3/1 0/20 1 3  1 : 28 PM I 
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RESULTS : I n  200 5 ,  47°/o of ch i ldren with AS O had at least 1 selected 

co-occu rring  cond ition ; attention d eficiUhyperactivity d isorder was the 

m ost com m on ,  at 30°/o . The m ean medical expend i tu res for ch i ldren with 

ASD were 6 times h i gh er than those of the com parison grou p .  Ch i ldren 

with AS O and 10 i ncu rred expend itures 2 .7 times h igher than d id ch i ld ren 

with AS O and no co-occu rring condition . 

CONCLUSION: M edicaid-enrol led ch i ldren with AS O i ncu rred h igher 

m ed i ca l  costs than d id  M edicaid-enrol led ch i ldren withou t  AS O .  Among 

M ed icaid-en rol led ch i ldren with ASO ,  cost varied su bstant ia l ly based on 

the presence of another neurodevelopmental d isorder. In  particu lar, 

c h i l d ren with 1 0  had m uch h igher costs than did oth er ch i ldren with AS D .  

PM I D :  221 57409 [PubMed - i ndexed for M EDL I NE] 

Publication Types, MeSH Terms 

LinkOut - more resources 
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National Profile of Children with Special Health Care Needs and Autism Spectrum 
Disorders: Key Findings from the 2009/10 NS-CSHCN & 2007 NSCH 

Who Are Children with Autism Spectrum Disorders? 

Accord ing to the Centers for Disease Control and Prevention (CDC), "Autism Spectrum Disorders (ASDs) are a group of 

developmental d isabi l ities that can ca use significant social, communication and behavioral chal lenges . . . .  ASDs are 'spectrum disorders.' 

That means ASDs affect each person in d ifferent ways, and can range from very mild to severe.''
1 Consequently, nearly all ch i ldren with 

ASD qua l i fy as chi ld ren with special hea lth care needs (CSHCN) ,  because they experience at least one type of ongoing 

condition that results in  an above routine need for hea lth and related services.2 The CSH CN Screener, which operationa lizes 

this defin ition, was used in  both the 2007 National Survey of Chi l d ren's Health (NSCH) and 2009/10 National  Survey of 

Chi ldren with Specia l  H ealth Care Needs (NS-CSHCN) to identify CSHCN .  Based on fi nd ings from the 2007 NSCH and 2009/10 

NS-CSHCN, 4.8% to 7.9% of U .S.  CSHCN age 2-17 years had current ASD
·
. Among CSH CN age 2-17 years, preva lence of ASD 

ranges across states from 4.S% i n  M ississ ippi  to 14.3% in New Jersey according  to data from the 2009/10 NS-CS H CN .  

Figure 1 .  Prevalence of Functional limitations 

and Emotional, Behavioral or Developmental 

Issues among CSHCN with ASD by ASD 

Severity 
Functional Limitations 

• Emotional, Behavioral or Developmental Issues Requiring 
Treatment or Counseling 

100"/o 

20"/o 

CSHCN w/Mild ASD CSHCN w/Moderate CSHCN w/Severe ASD 
ASD 

Data Source: 2009/10 NS-CSHCN 

3 or less difficulties 

Four in five (80.6%) CSHCN with ASD are boys, and 71 .6% of CSH CN 

with ASD were diagnosed between 0 - 5 years of age. Among 

CSHCN with ASD, parents described approxi mately half (49 .5%) as 

havi ng mi ld  ASD, 36.2% as having moderate ASD and 14.3% as 

havi ng severe ASD .  Positivity bias in  parent reports of ch i ld  

functioning may lessen the severity of  conditions described.
3 

A 

larger proportion of CSHCN with moderate or severe ASD 

experience functional l imitations i n  their abi l ity to d o  th ings that 

other chi ldren their  age can do and/or emotional, behaviora l or  

developmental ( EBD) issues requ i ri ng treatment or counse l ing 

compared to CSHCN with mi ld  ASD (F igure 1 ) .  Whi le 65% of CSH CN 

with ASD experi ence functional  l im itations along with any other 

type of special  health care need, 91 .6% of CSH CN with ASD 

experience four  or more functiona l d ifficulties from the l ist of 14 

specific d ifficulti es related to bodi ly functions, activities or  

participation, and emotional or  beh avioral factors asked about i n  

the 2009/10 NS-CSHCN ( Figure 2) .  Only a subset o f  functiona l  

difficult ies lead  to  functional  l im itations. Most CSHCN with ASD 

(93 .2%) additional ly have at least one other conditi on from the l ist 

of 20 conditions asked about i n  the 2009/10 NS-CSHCN.  

100% 

80"/o 

60% 

40% 

20% 

Figure 3. Daily Activities Consistently Affected among 

CSHCN without ASD Compared to CSHCN with ASD and by 

ASD Severity 97.8% 

0% 20"/o 40"/o 60"/o 80"/o 100% 0% 

Data Source: 2009/10 NS-CSHCN CSHCN w/o ASD 
Data Source: 2009/10 NS-CSHCN 

CSHCN w/ASD CSHCN w/mlld CSHCN CSHCN w/severe 
ASD w/moderate ASD ASO 

CSHCN with ASD experience complex health care needs that may i nfluence their overa l l  health status and da i ly  activities. Based 

on 2007 NSCH d ata, a lower proportion of CSHCN with ASD (54.6%) were reported by their parents to have exce l lent or very good 

overal l  health status compared to CSHCN without ASD (70.3%) and non-CSHCN (87.4%) .  Fu rther, i n  the 2009/10 NS-CSHCN,  over 

two-th i rds (68 .7%) of CSHCN with ASD had health conditions th at consistently affected the ir  activities, often a great deal ,  

compared to only 23 .3% of CSHCN without ASD (Figure 3) .  Among CSHCN with severe ASD, 97 .8% had conditions that 

consistently affected their dai ly activiti es, often a great deal ,  relative to 79.9% of CSHCN with moderate ASD and 52 .1% of CSHCN 

with mild ASD. 
'variations in sam pling and admin istration between the 2009/10 NS-CSHCN and 2007 NSCH lead to expected variations in prevalence. 

Suggested Citation: Chi ld and Adolescent Health Measurement I n itiative (2012). "National Profile of Children with Special Health Care Needs and Autism Spectrum 
Disorders: Key F indings from the 2009/10 NS-CSHCN & 2007 NSCH." Data Resource Center, supported by Cooperative Agreement 1-U59-MC06980.01 from the 
U . S. Department of H ealth and Human Services, Health Resources and Services Admi nistration ( H RSA), Maternal and Child Health Bureau (MCHB).  Avai lable at 
www.ch ildhealthdata. org. Revised 4/2/1 2. 
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Impact on Families 

Fami li es of CSH CN with ASD are also impacted by 

their chi ldren's h ealth care needs (Figure 4) . Across 

a l l  measures used to assess the impact of health 

system performance on fami l ies in the 2009/10 NS

CSHCN,  a higher proportion CSHCN with ASD had 

fami l ies who were impacted by their chi l d ren's 

special health care n eeds compared to fami l ies of 

CSHCN without ASD. M oreover, based on 2007 

NSCH find ings, over half (54.2%) of CSHCN with ASD 

had parents who reported feel i ng aggravated with 

their chi ld once or more during the past month 

compared to CSH CN without ASD (18 .6%) and non

CSHCN (8.2%) age 2-17 years. Parental stress varied 

by d isease severity: 42.9% of CSHCN with mild ASD 

had parents who reported feel i ng aggravated with 

the ir  chi ld  in the past month versus 63 .7% of CSHCN 

with moderate or severe ASD. 

System of Care Performance 

CSHCN whose families pay more than 
$11.,000 annually in out-of-pocket 

medical expenditures 

CSHCN whose conditions cause 
financial problems for family 

Family member(s} avoided changing 
jobs in order to maintain health 

insurance for child 

Data Source: 2009/10 NS-CSHCN 

www.ch i ldhea lthdata .o rg 

0"/o 20"/o 40"/o 60"/o 80"/o 100% 

The federa l  Maternal and Chi ld H ealth Bureau ( M CHB) assesses health system performance for CSH CN with six core outcomes 

(for more i nformation on the core outcomes, please see the System of Care for CSHCN data brief on the DRC Web site). Table 1 
displays how CSH CN with ASD compare to CSHCN without ASD on each of the six core outcomes based on 2009/10 NS-CSHCN 

data. Among CSHCN with ASD, on ly 7.4% met a l l  age-relevant core outcomes compared to 18.7% of CSHCN without ASD. 

Table 1.  Health System Performance by Core Outcome* 
- -

MCHB System of Care Core Outcomes CSHCN w/ASD , CSHCN w/o ASD 

Outcome #1: Families of CSHCN are partners in decision-making 56.7% 71 .2% 

Outcome #2: CSHCN receive care within a medical home 23 .9% 44.7% 

Outcome #3: CSHCN have adequate health insurance for needed services 49.4% 61.3% 

Outcome #4: CSHCN are screened early and continuously for special health care needs 78.5% 80.2% 

Outcome #5: Community-based service systems are easy for families of CSHCN to use 42.8% 67.1% 

Outcome #6: Youth with special health care needs receive transition to adulthood services 21.1% 41 .4% 
*Data Source: 2009/10 NS-CSHCN 

Min imum Quality of Care 

A min imum qua l ity of care summary measu re was 

derived from the fol l owing three measures of health 

system performa nce in  the 2007 NSCH : (1) adequate 

health i nsurance coverage; (2) receipt of coordinated, 

ongoi ng, comprehensive care within a medica l  home; 

and (3) had at least one preventive medica l  visit i n  the 

past 12 months. On ly one in  five (20.9%) CSHCN with 

ASD met the quality of care summary measure criteria, 

a lower proportion compared to CSHCN without ASD 

and non-CSHCN age 2-17 years ( Figure 5) . Among 

CSHCN with mod erate or severe ASD, an even smal ler 

proportion ( 12 .9%) m et the minimum qual ity of care 

summary measure criteria according to 2007 NSCH 

data. 

Figure 5. Children Meeting All M inimum Quality Summary 

Measure Criteria by CSHCN and ASD Status 

100"/o 

80"/o 

60"/o 

40"/o 

20"/o 

0"/o 

Data Source: 2007 NSCH 

Suggested Citation: Child and Adolescent Health Measurement I n itiative (2012).  "National Profile of Children with Specia l Health Care Needs and Autism Spectrum 
Disorders: Key Find ings from the 2009/10 NS-CSHCN & 2007 NSCH." Data Resource Center, supported by Cooperative Agreement 1-U59-MC06980-01 from the 
U .S. Department of Health and H uman Services, Health Resources and Services Administration (HRSA), Maternal and Child Health Bureau (MCHB). Available at 
www.ch i ldhealthdata.org. Revised 4/2/1 2. 
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Home, School and Neighborhood Environments 

The health and well-being of each chi ld is i nfluenced by his or 

her i nterconnected home, school and neighborhood 

environments. Contextual factors from these environments 

and other chi ld level factors may interact duri ng certain 

periods of a chi ld 's l ifespan u ltimately promoting resi l iency 

and healthy development or i ncreasing risk  for adverse health 

outcomes . Together, several summary measures from the 

2007 NSCH provide a more comprehensive picture of how 

CSHCN, includ ing those with ASD, compare to non-CSHCN i n  

terms of their home, school a n d  neighborhood environments. 

Figure 6. Proportion of CSHCN with ASD Meeting 

Protective Home, Factors Promoting School Success and 

Neighborhood Summary Measure Criteria Compared to 

CSHCN without ASD a nd Non-CSHCN 

Protective Home Environment 

Factors Promoting School 
Success 

Neighborhood Safety and 
Support 

O"lo 20% 40"/o 60"/o 80"/o 100"/o 

• CSHCN w/ASD 1i CSHCN w/o ASD li Non-CSHCN 

Data Source: 2007 NSCH 

Takeaways 
);. CSHCN with ASD generally experience a greater burden 

of i l lness in terms of the types of special health care 

needs they have as well as the number of functional 

difficulties and comorbid conditions they experience 

compa red to CSHCN without ASD .  

,_ The impact on fam i lies of CSHCN with ASD is greater 

than that experienced by families of CSHCN without 

ASD. 

,._ CSHCN with ASD are less likely to meet each system of 

care core outcome and al l  age-relevant core outcomes 

compared to CSHCN without ASD. 

;.... CSHCN with ASD are also less likely to experience a 

protective home environment, factors promoting school 

success and neighborhood safety and support compared 

to CSHCN without ASD and non-CSHCN .  

,. System-wide improvements are needed to enhance the 

health and well-being of CSHCN with ASD. 

References 
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CSHCN with ASD were less l i ke ly  to  meet age-relevant 

criteri a for a protective home environ ment" compared to 

CSHCN without ASD and non-CS HCN (F igure 6). CSHCN 

with ASD age 6-17 years were also less l i kely to 

experience factors promoti ng school successb than 

school-age CSHCN without ASD and non-CSHCN.  On the 

neighborhood safety and support summary measure', 

CSHCN with ASD were less l i kely than CSHCN without ASD 

and non-CSHCN to meet a l l  age-relevant criteria. 

Protective Home, Factors Promoting School Success and 

Neighborhood Safety and Support Summary Measures Criteria 
"

Protective home environment was measured using the 

following age-relevant criteria: ( 1 }  no exposure to household 

smoking; (2}  family shares meals on four or more days per week; 

(3} chi ldren watch less than two hours of television per day (age 

1-17 } ;  (4a} chi ldren are read/sung to every day (age 0-5}; (4b} 

children have no television i n  bedroom (age 6-17}; ( Sa} children 

were breastfed ever (age 0-5};  (Sb}  chi ldren usual ly/always do 

required homework (age 6-17};  and (6b}  parents of children 

have met most/al l  of child's friends (age 6-17}. 
bFactors promoting school success were measured only among 

children age 6-17 yea rs using the fol lowing criteria: ( 1 }  children 

were usual ly/always engaged in school; (2}  chi ldren participated 

in extracurricular activities; and (3} usual ly/always felt safe at 

school. 
'
Neighborhood safety and support were measured using the 

fol lowing age-relevant criteria: (1} neighborhood is 

usual ly/always safe; (2} neighborhood is supportive; (3} 

neighborhood includes three or more amenities essential to 

child hood; and (4} school-age chi ldre n  attend safe schools (age 

6-17). 

'CDC, 2010. Autism Spectrum Disorders (ASDs). "Signs and Symptoms" Web page. Available at http://www.cdc.gov/ncbddd/autism/signs.html. Accessed M a rch 21,  
2012. 
'McPherson, M,  Arango, P, Fox, H,  et al. "A new definition of children with special health care needs." Pediatrics, 1998; 102:137-140. 
'Simon, AE, Chan, KS, & Forrest, CB. "Assessment of chi ldren's health-related qual ity of life in the U n ited States with a m ultidimensional index." Pediatrics, 
2008;121: 118-26. 

Suggested Citation: Child and Adolescent Health Measurement Init iative (2012). "National Profile of Children with Special Health Care Needs and Autism Spectrum 
Disorders: Key Find ings from the 2009/10 NS-CSHCN & 2007 NSCH." Data Resource Center, supported by Cooperative Agreement 1-U59-MC06980-01 from the 
U .S. Department of Health and Human Services, Hea lth Resources and Services Administration ( H RSA), Maternal and Chi ld Health Bureau (MCHB).  Available at 
www.childhealthdata.org. Revised 4/2/12. 



Autism Survey of Families 2012 
SAND Grant in partnership with Family Voices of North Dakota 

44 Families responded 

1.  Please tell which of the following words b&st describes you. 

2. Please indicate the gender of your son or daughter. 



3. Please indicate the age of your child 

�JJ ����st�f�;: 
lifD Three to 21 years of age 
_. !��r�::ne years 
1\ml Other (please specify) 

Did or has your son or daughter or foster child receive a screening such as (M
CHAT) for Autism Spectrum Disorders (ASD or A utism)? 

r.:;:;; Yes 
l!ll'i!:! i'IO 



5. If your child received a screening, share with us where this was done such as physician office, 

school or other 

• Prairie of St John's Fargo - Psychologist 
• Early Intervention person 
• We had several screenings and multiple diagnoses. What the final consensus arrived at was 

moderate to severe autism with an improvement in diagnosis if his language could be improved. 
• School 
• Anne Carlson through GP AST 
• Physician never did the screening. I had to ask shcool to do it. 
• Physician 
• Developmental psychologist office 
• It was done at the Dr office only by my request I think 
• It was done a WILMAC building in Williston through that District Cooperative - by Dr. Dian 

Darveaux 
• 3 different Physician's  offices 
• GPAST, Psychologist, and a Psychiatrist offices' 
• Dr Katherine Yeager and Dr Ellen Feldman 
• MCHAT, CARS, ADOS 
• My child received screening through early intervention. 
• was done at the ACC thru the GP AST 
• physician IHS 
• Our son was not screened and was 9 before he was finally diagnosed. The Catholic School 

referred him and only then did he get diagnosed. 
• Mayo clinic 
• Dr. Porter-Sanford Neuroscience 
• at a counseling center by a psychologist 
• physician office 
• through the GPIC program at NDCPD 
• Mayo Clinic in Rochester Minnesota 
• Physician Office 



Regior1 II- Minol· 
Burke, 

Region I 
Cavalrer. Eddy, Ramsey. 

5. Where does your child currently live or receive services? 

Region V · Fargo Cas:�, 
Ran.�om. R1chland. Sargent,._ 

Reg1on VI - ,J�meolown · 
Ba111e!ll, Dickey, Fo�Le1, ... 

Reo ron VIII · Drckm5on 
- Adarns.-Billings, Bowman .... 

7. If you reside in one of the major cities: Fargo, Bismarck, Grand Forks, Minot, Williston, 

Dickinson please indicate in what city you reside. If you live in rural North Dakota, indicate 

this by saying: Rural 

Rural-9 

Fargo-7 

Dickinson-3 

Bismarck/Mandan-5 

Grand Forks-2 

Jamestown-3 

Rural -reservation border town 

Minot-2 



1. Please tell which of the following words best describes you. 

2. Pleaae Indicate the gender of your son or daughter. 

!<ZS' M!I!t! 
lm1 F<:rr�!"' 

t::t:::a Male 
ll'liJIII! Female 



3. Please indicate the age of your child 

Old or has your son or daughter or foster child receive a screening such as (M
CHAT) for Autism Spectrum Disorders (ASD or Autism)? 

r� ;��;G��:;: 
IlK'! Tluee lo 21 yean: t>f agt-. 
11111 :���e�ne years 

JSm!l Other (please specify) 

r:;z;� Ye::. 
m:ml Uo 



5. Where does your child currently live or receive services? 

Reg1on 1 -
\�Jitli:"Jton·Oivide, McKenzie. & 

Region 114 Minol· Boflinei'HJ, 
Burke. McHenry, 

Region /Jl - Ben�on, 
Cavalier, Eddy, rll!msey, Rolette 

Region VIII - i 
- Ad�ms, 81lhngs, 

1. Please indicate your child's medical diagnosis. 

20-l---------------, 

15 ;--------------

101---------------

PDDJ..IOS t:h�.:lhood 
(),J;•nWg•ilivsDG<:.tldll• 

10 



2. How old was your child when he or she received this diagnosis? 

Bi11h lo age 1 

Age 1 loage 2 

Age 2 lo age 

Age 4 to age 

Age 5 lo age 

Age 7 toage 

Age 3 !o age 12 

Age 1 2 1o age 21 

0 4 8 

Does/Old your child receive any of the following services? 

lnhnt D•v!!lo,p�nl 
Prog�I'TI 

Al:!!:malrvl! 11-leli!PV 
rn.aoe. htppe !!I�· 

IEP 

so� Pta" '" 
1choo dtst� 

6'!h!JVt?ntllr.terventoon 
(llu�;.h 111 ABA. 
Ottereel TnsO 

Phy:;r.allha"'ipy 

10 



Where did you go to get a diagnosis for your son or daughter or foster child? 

10�-------------------------

0 �--------,-----
loeo1l t1ulth clrnic Rltol()nal d,llc Other (oln s.. sp�cifyj 

Of ,..OI{)!lal 

B•h01v.or.l Tht.rt�pist Loval tpte�:ah't Out of stu• lacilrty 
(psychokl�rst, osyc;uamst 

Jt1 privillc priiC\K.'fl) 

Is your chi ld on the DD Home and Community Based Waiver or if your 
child is on the new autism waiver 

Other Categories: 

None-3 

.- DD \'ktver 

- Otl\f:r 

We moved - waiver services were withheld from us. Our son had a DD waiver, but did not get to use 
serv1ces. 



Not sure what you mean by Community Based Waiver 

Didn't qualify for Waivers 

Of Course not. . . .he is home with us without services. 

Does not qualify due to family income. 

Share with us your experience from diagnosis to interventions and treatment 

•!• Human Service Center Early intervention detected problems and played a critical role through 
age 3 .  The University of Minnesota for eye exams and MRI. ND School for the Blind played 
critical role by working with early intervention and providing many early therapies such as little 
room, OT etc. The first diagnosis was PDD/NOS MR with visual impairment from psychologist 
at Prairie in Fargo. Anne Carlson Center was critical 1 -3 years old with therapies. Taught him to 
walk at the age of 2. Local Special Education Unit was critical for special needs kindergarten 
placement, school therapies and then through elementary school. IEP team gave us the Autism 
diagnosis. Anne Carlson Center was critical for extended summer school, continued therapies, 
and 1 /2 day school as day student for 5th grade. Now full time day student at Anne Carlson with 
all therapies. School for the Blind is providing Music Therapy which has been very effective. We 
traveled to Mayo in Rochester for pediatric neurologist and psychologist for behaviors. Now 
working with local psychiatrist, Dr. Roblis, through Anne Carlson for behavior meds. Respite 
care through Easter Seals of Good Will is CRITICAL. We work with Sanford Healthcare 
Accessories for all of our freshening product needs. 

•!• I actually have two children on the spectrum. I am answering these questions based on his 
information. My son is our second child on the spectrum. We have known the services this time 
around and who to ask. It was challenging with my daughter (our first child). I had her at the 
doctor's  office numerous times because of concerns (extreme colic, delays in speech, etc). I was 
treated by her primary care physician like I didn't know what I was talking about because she was 
my first child. I heard about early intervention through a friend. Once I got in contact with early 
intervention things got a lot easier. Our family has been involved with two early intervention 
workers. Both have been very helpful, supportive, and knowledgeable. My son is currently 3 .  It 
has been an on-going debate about whether or not a diagnosis is beneficial and at what age is an 
appropriate to diagnose on the autism spectrum. My son has had very significant speech delays so 
a lot of his services are based on his challenges with communicating. He has been involved with 
early intervention since the age of 1 0  months due to having delays in multiple areas. He has had 
to been taught things that most kids just learn. Early intervention has been an amazing service. 

•!• The first diagnosis was horrible. A physician took 1 5  min at the end of his day to snap his fingers 
and clap his hands in my son's face and then proceeded to tell me that my son had classic autism 
and if we wanted to have any hope of him living a mainstream and independent life that we 
would need to move to the east coast where the best services were available. His nurse then 
dropped of a binder and my child and I were left to cope with the news while the other medical 
professionals all went home to their "normal" lives for the day. I had no recommendation of 
supports, no idea what autism really was, and no idea what my next step even was. We didn't 



move, we found services through the Human Service Center. We have had an amazing speech 
therapist, and while the Fargo early education program was good, the men on board there just 
didn't seem to be involved in anything but themselves. This included a preschool teacher who 
tried to push my son into a kindergarten class before he was ready because his teacher didn't want 
to listen to me about his needs, but instead only to push his own expertise. When he was set to 
move on to kindergarten, we moved to the West Fargo school district because of the better 
services available within the schools, including smaller class size. We have lost some of our 
supports along the way, including the most recent cuts to respite, which has been a life-line to us 
for helping my son with working on his social and routine development. My son has also tested 
out of OT services twice, even though he still doesn't have enough core strength to ride a bike. On 
the up side, there is a school that needs to be highlighted. Horace elementary has been nothing 
short of a God-send to our lives ! The staff, from the principal, to the lunchroom staff, the 
teachers, the paraprofessionals, and everyone in between have embraced my son in a way that I 
will NEVER be able to express kind enough words for or enough gratitude towards. The staff 
shows him so much respect and patience that the students have picked up on that and continued to 
show that respect, whether in school our out in the community. It is so profound that it brings me 
to tears just reflecting on what a gift they all are. If you need examples of what schools SHOULD 
look like, look to Horace Elementary. Not every school in our district has a spotless reputation; in 
fact I worry about what will happen when he leaves Horace for middle school. But for the time 
being, we are very happy, very grateful, and VERY impressed! 

•!• My son has seen a couple of different doctors and it has been split on whether he has asperger' s 
or autism. I researched information and different facilities that could assist us. Family Voices was 
very helpful in guiding us on the path that was best for my family. 

•!• Difficult time getting her diagnosed other than PDD. 
•!• Lots of road blocks and steps backwards 
•!• School requested diagnosis, Prairie St John suggested Asperger's but Mayo neurologist did not 

confirm it & the state would not pay for neuropsychologist 
•!• It was hard to receive the diagnosis but once we did the services were easy to receive because my 

son has a awesome team serving him. 
•!• It took 9 months for diagnosis once I suspected so strongly that he had autism and was seeking 

for diagnosis - being turned down at every turn. I was told "If he is autistic, he'll get even fewer 
services ."  At age 3 coming out of Infant Development - he was only getting an hour and 40 min 
of education a week when his SPECIAL EDUCATION PEERS were getting 8 hours a week. 
Once he was diagnosed - he did get 6 hours a week of education due to ESY over the summer -
the SAME as his special education peers. Mileage reimbursements were withheld, respite was 
withheld - I have Asperger's and there is no compassion for the socially stupid. Though I was not 
socially stupid, I do not read social cues well - so people who have services to offer take 
advantage of me. Because I don't act "normal" or know how to pull at their heart strings in just 
the right way - my child does not get services. I have. far more than just Aspergers - it is autism 
and is pervasive and affects my persistence and pace in doing everyday tasks. The system 
destroys "normal" people - I am a shell. I was a productive parent - working and active in the 
community - a professional with a 4 year college education. Now I am nothing. My death sounds 
good, and best for everyone involved - especially my children because I don't exist anymore. If 
families aren't entitled to services, then for Jesus' sake - don't pretend to offer them! And honestly 



I mean for Jesus' sake! Whatever we do to the least of our brethren we do unto Him. Who ranks 
as "least" on the totem pole in comparison to one of Jesus' precious disabled children? The 
treatment that began to work best right off the bat (once I knew he was autistic) was heavy metal 
chelating using NCD Zeolite through Waiora. My sons color vision returned (or was maybe there 
for the first time !)  after 6 months of use. Mercury can cause color blindness - and he'd gotten lots 
of mercury through vaccinations, starting with an out-dated hepatitis shot before he went home 
from the hospital just after being born. Within a week or 2 ofusing the chelation, behaviors had 
improved - and the behavior of running away from home naked dropped drastically. 

•!• l am so thankful for other parents and support groups to help me. 
•!• It was a very, very long 1 .5 years before we received our son's diagnosis of autism. We were told 

by one specific group, GPAST team, that he didn't have anything wrong with him. He wasn't 
developing like he should be because he wasn't around kids his own age, put him in daycare and 
he'll be fine. We knew that was false. We pushed further and went to Sanford in Fargo. We were 
told again, we don't know what is wrong with him but we want to order many more tests for him 
and it isn't autism. We again disagreed and pushed further. We went to B ismarck in October 
20 1 1 . We finally received his autism diagnosis then. It was a long struggle, still is .  He has been 
receiving speech, physical and occupational therapies at Anne Carlson Center for one year next 
month. 

•!• After we got a diagnosis, the doctors just left us hanging. I had to search things out for my 
daughter. 

•!• Diagnosis extremely frustrating. I said something was wrong at birth and the pediatrician kept 
tel ling me to relax and everything was fine. Working with BCBS was extremely frustrating. Our 
son is non-verbal but insurance would not assist with any assistive technology or any alternative 
type therapies such as music therapy. Interventions such as respite became extremely frustrating. 
We had some respite workers on the way that were an absolute God Send. Trying to work and 
balance therapies was more intensive with a "special needs" child/individual .  

•!• B efore diagnosed we had issues with the school and our daughters social skil ls and behaviors. 
They thought she was just being lazy and defiant. Even at times we were told to be better 
parents. She missed out on most of her school ing in the classroom due to behaviors. She was not 
in the room for most of k-2nd grade. She is very high functioning so that is why we were told that 
the school expected better of her and she kept falling further and further behind. Once diagnosed, 
we got an autism specialist on board and started getting people to understand and get to know our 
chi ld. She needs a Jot of support thought her day but can stay in the normal class with her peers 
and is getting good grades and works really hard. There was a time in 2nd grade that my child 
told me she wanted to die as know one listened to her and she felt worthless and hated school. 
She now is enjoying school and with all the supports in place and a great IEP. She is learning 
how to understand herself and her emotions to the best that she can. It is very important the she 
has the support staff, and a good plan. Without this she would not be functioning well in the 
school system. Every day is really hard for her and she works so hard. She comes home from 
school and shuts down for some time to recompose. I hope that the services she is getting will not 
be taken away or cut back as they are very crucial to her and others that have aspergers. They are 
the ones who seem to take the longest to get the services they need. It took us several years and 
many wrong diagnosis before we finally got the right one. 

•!• It has been isolating. Autism waiver is a joke. ND has poor psychiatric options to treat young 
children. Forced to go out of state for help. 

•!• Interventions didn't change as we received services while living in another state. Interventions 
greatly improved upon moving to ND. 

•!• The interventions for my son started before a diagnosis through early intervention. The 
diagnostics were multi-disciplinary and it was an obvious diagnosis of regressive autism. After 
the testing I was in a room with the specialists and they told me to go back to ND and do ABA 
(which at the time I did not know what it was and hire as many therapists as possible. I was 



extremely overwhelmed at that time but with the help of Early Intervention that decreased over 
time. 

•!• A very long road . . .  
•!• Grief 
•!• Failed . . . . .  no services . . .  treated at school like he was developmentally delayed and a behavior 

problem. He is so turned off with adult and doesn't trust. He has lost all interest in learning or 
moving forward to transitioning. We FINALLY had a transitional counselor at SE  and she is now 
gone. He trusted her a lso. He will be 1 9  in May . . . . .  

•!• We have had bad experiences in Middle School .  We were told at Grace Lutheran School that they 
could not teach him there. 

•!• Since my chi ld is very high functioning, it took a long time to get her an IEP, despite her 
diagnoses of Aspergers, ADD and non-verbal learning disorder. She had a 504 for three years, but 
it wasn't until this last year that I was able to get her an IEP, and that only after I complained to 
the State Special Ed. office. She has struggled with school since entering Jr. High, due to the 
change in routine (she does much better in a very structured setting and Jr. High and High School 
are simply not structured enough. She has been barely passing since 6th grade and that with only 
a great deal of struggle  and stress, not only on her but on the rest of the family as wel l .  Since 
getting her IEP, things are better and she is less stressed and has fewer breakdowns at home. She 
has not received any therapies, as she is considered too high functiorung to qualify for them. 

•!• We have an extremely difficult time obtaining any services due to family income and our 
daughter has a normal IQ which disqualified her from DD services . We pay an enormous amount 
of money out of pocket for her care. 

•!• Difficult; diagnosis was given in 2004; ND did have the knowledge and programming now 
available 

•!• It  took us a couple of years to get a diagnosis, despite our son being in Head Start for 2 years & 
us repeatedly saying there was something not quite right with him. He had an IEP with a 
diagnosis of PDD-NOS,  but no mention of autism. His 2nd year of Head Start they first put him 
into a severely disabled classroom from reading his assessment, but then put him in a regular 
classroom after a couple months. His one therapist there kept comparing his behaviors to a 
normal 3 year old even though he was 5 ,  like this was ok ! One pediatrician said we just weren't 
disciplining him properly !  It was so frustrating, we just wanted an explanation. We finally made 
him an appointment with a psychologist ourselves & that's when we got the diagnosis of 
Asperger's. After that we had a name to put to his condition. They had some interventions in 
place at Head Start like speech & OT all ready, so not much changed with his diagnosis. After a 
few months we did take him to a psychiatrist & started him on Abilify, which helped with his 
tantrums. After about a year the Abilify wasn't as effective so he was switched to Risperadone. 
We have had him in a social skills group but that wasn't carrying over outside of the group so we 
stopped going. He does have sessions with a social worker at North Central ,  which does seem to 
help. And the IEP team final ly seems to be on the same page with us now that we have an 
advocate from Independence Inc. attending the meetings with us. 

•!• First diagnosed with ADHD, dietary modifications (eliminating Red food dye and salicilates) 
helped immensely with the hyper behaviors, however he's still quirky with some motor issues 

•!• The diagnosis part was easy for us as we had a team of doctors that felt very confident in giving 
the diagnosis which is not always the case. Prior to the diagnosis we had started with Southeast 
Human Services Infant and Development in which we had an OT visit us once a week. This was a 
joke because the OT didn't actually work with our son, she just observed him, and the visit served 
no purpose. We also started speech therapy because our son was still non-verbal but here too our 
local pediatrician felt there was no need to be concerned about the lack thereof any speech. After 
enough pressure he submitted the authorization for a speech evaluation and we began speech 
shortly after. Soon after that we brought OT in but the provider had no pediatric experience. 
When our son turned 3 he qualified for a special needs preschool. When meeting with the teacher 



and the rest of what became the IEP team we weren't given the w�ole truth about how many days 
per week our son could attend school. At first they tried to say only 2 but luckily enough we 
learned that he was entitled to everyday that the facility was open. Since then he has attended 
school 4 days/week and does well but the staff is very uneducated in dealing with kids with 
autism and not very willing to get educated. They feel that they can teach all special needs kids 
the same way which is not the case. Along with speech and OT we also found a provider for ABA 
services that we do in-home and have been doing for just over 2 years. We tried to convince the 
school to implement ABA but they weren't even willing to consider it. We've also tried music 
therapy for a few weeks and our son seemed to enjoy it and plan to add it back into his treatment 
plan. This type of therapy was requested to be brought in to the school but again denied. S ince 
there no medical doctors in the state ofND that are willing to look at the underlying issues that 
occur in most kids with autism, we have to travel out of state for those services. We see 
wonderful results with what she is having us do to help heal his entire body. Autism is considered 
a neurological disorder but it also affects the rest of the body as wel l .  

•!• Felt like we were navigating in the dark. I took my child to a preschool screening and he was 
placed from there. He did well in preschool and was diagnosed prior to starting Kindergarten. We 
did not know about the autism or DD waiver. His services have been provided by the school or 
through private providers. 

Share with us if it was easy to locate services or if it was quite difficult. Share your experience 

•!• It has been very difficult the entire journey to locate services. I thought more information would 
come to us but we had to research and ask for everything. Going out of state for pediatric 
neurology, psychologists, ophthalmologists, etc was very hard with insurance etc. but in state 
ones did not have the knowledge or expertise. 1 3  years later I still don't know where to tum. Our 
case manager at the Human Service Center has been our guiding light. She is the only one that 
seems to be there for us every step of this journey. 

•!• Difficult the first time. 
•!• Our services came into place through a domino effect. One therapist would recommend an 

additional service or therapy, and then a different service would ask if l had checked with 
something or someone else, and things slowly fel l  into place, with some services staying and 
others going. It wasn't fast, it wasn't hard, but it wasn't an easy, comprehensive start-up either. 

•!• It was and still is difficult to find services for my son. 
•!• Difficult as we are rural .  
•!• Very difficult 
•!• Services l imited to what school provides 
•!• It has been easy to receive services due to the team that works with him ( DD case management 

respite and support services) 
•!• Services were extremely difficult to locate because the people with "powers that be" lie. He had a 

year's worth of regression due to things such as not getting to start school at the same time as the 
other Special education peers - undoing the work Infant Development had done with him. 

•!• At the time of my son's diagnosis, it seemed that there was not much known to public and 
medical. it was up to me to find what I needed 

•!• It was difficult. 
•!• Once I knew what services she needed, then it was easy to get them. They were all in one place 

and they were so helpful. 
•!• Locate services was not difficult. Overwhelming is more of an accurate term vs difficult. 

Especially in the last few years. Technology is growing up leaps and bounds and it's very hard to 
stay informed and keep abreast of all the newest developments. The internet has so much 
information it's hard to know where to begin or sift through all of it. 



•!• We searched and found the ones we have, and keep looking for others that may help her, it is the 
expense of these that is hard and some of them we cannot do as the expense is to great 

•!• Difficult for psychiatric help. Easy for PT, OT (Sensory), Speech 
•!• Services were difficult out of state due to the rural area. Services in ND were easy to set up due to 

all the community supports in place. 
•!• In Bismarck Early intervention was already in place so those services were easy to attain. Respite 

and alternative therapies such as music therapy were more difficult. I also wanted therapy beyond 
early interventions services in my home and that was also difficult. 

•!• Not easy . .  But fmally found a doctor in Fargo who rocks . .  But he did referrals for specialist and 
right now those appointments are not for months as they are that booked . .  We still can't find an 
ABA therapist. .  

•!• Difficult with tribal=state connections 
•!• There is nothing for our son. He can speak his mind but he can't deal with others or multitask. I 

am so sick of these surveys and needing data to get things changed. WE NEED HELP. Our son is 
a beautiful person but because of the lack of services and the terrible actions of the school district 
their total disregard to his individualism it will be years before he is one his own. 

•!• Difficult- very lonely and often feel like we are the only ones dealing with the issues. 
•!• Services are not available. 
•!• It's been quite difficult since moving to rural ND in 2009. We have had to travel to Jamestown for 

any services, and that has been quite disappointing, as they are not doing anything that they 
promised us they would do. 

•!• We receive NO SERVICES through any agency - we pay privately for physical therapy because 
her insurance ( ND CHAND) will no longer cover because she also has Saethre-Chotzens 
syndrome, insurance won't cover therapies for it because it is a degenerative syndrome. 

•!• Services have been great once they were in place 
•!• It is very difficult at times. We really felt like we had nowhere to tum for some things and also 

had several times where it felt like it was us vs. the school at our IEP meetings. Thankfully we 
heard about Independence Inc. through our friends at the local autism support group (which has 
since disbanded). It was a major breakthrough when our advocate started attending the meetings. 
It was also our friends at the support group who recommended therapy at North Central. We tried 
contacting the autism clinic at Minot State, but never got anywhere. All of our resources were 
found through friends who had kids with autism. Our child's providers never gave us any advice 
in that department except to try for respite care through Partnerships (which was denied). 

•!• Rather difficult, but easier because we have another child with a disability and know the systems 
pretty well 

•!• Coming from a small town in rural ND it was very difficult to find people who were qualified to 
work with a child with autism. We do not have anyone in our town that provides those kinds of 
service so we are required to travel to get the services. We need to develop a network that will 
help point parents in the direction of where these services are located and who the provider is. We 
need pediatricians more on board as to proper therapies that work for these kids. Our local 
pediatrician has yet to give us any suggestions on types of therapies to do for our son, we have 
been the ones to request the speech and OT consults. They are just as uninformed about autism as 
our education department is. ABA providers are the most difficult to find since most insurances 
don't want to pay for those services so they go to the states that have insurance companies that are 
willing to pay. In our state we have I person that is qualified to do this and luckily enough we 
have insurance thru BCBS of MN and they cover these services as BCBS ofND does NOT cover 
it. As I said before we have a local pediatrician that we use for bumps, bruises and minor 
ailments, but we have to travel out of state to see a physician that is willing to treat our sons 
underlying issues. 

•!• Not easy to begin with. Now that I am plugged in it is better. 



When your child received their diagnosis, what resources did you have? 

•!• Special education unit; Human Service Center; ND School for the Blind; Parent to Parent; Anne 
Carlson Center. 

•!• When my son was given the diagnosis of having behaviors and symptoms consistent for a 
pervasive developmental delay I was given a book about autism, referred to OT, speech, and 
behavioral psychologist. I was also seen by a nutritionist that was not helpful. This process was 
through the child screening board at Sanford. 

•!• Speech and early intervention (we knew there was a speech delay) 
•!• I only had the info that I had researched. One doctor did give me a book to read. Otherwise it was 

us and Family Voices. 
•!• Had much in place already . .  . IEP, therapy all on own. 
•!• We really were offered very few except for accommodations at the school 
•!• Total ignorance of Aspergers 
•!• EI then BECEP speech and occupational therapy 
•!• DD services - but the services it had to offer were withheld. He did get to use a psychologist, but 

that was covered under Medicaid which he already had anyway without DD services. 
•!• I found other parents, support groups and Family Voices on my own. 
•!• Thankfully he was already in therapy services. I received helpful information from Family 

Voices. 
•!• I had some prior knowledge to the diagnosis before hand, but we had no other resources. We had 

to advocate for our daughter. 
•!• We basically had West Central to relay. 
•!• A case manager from North East and a Protection and Advocacy. 
•!• Medical Home, Anne Carlson Center 
•!• He was receiving OT, PT, and SLP in the home. 
•!• I had a resource of an experienced parent and then had a Parent2 Parent match and that led me to 

Family Voices ofND which helped me as a parent identify more resources throughout the state to 
include family support and opportunities. 

•!• Family Voices and the KIDS program .. Family Voices rocks ! 
•!• None 
•!• Dr. Stanton gave emotional support but there has been NO resources given. He doesn't have 

classic autism. 
•!• None. And the doctor didn't even tell us that asperger's == autism! 
•!• None 
•!• None. 
•!• We lived in Rapid City, SD at the time, so there were more resources available. She was able to 

be in a contained classroom for high functioning kids like herself for one year, with was ideal. 
However, funding was lost and they were unable to provide this after the first year. She was in 
counseling in Rapid City, as well. 

•!• Private insurance. She capped out her lifetime max on her insurance by age 7. 
•!• We had to seek most of our resources 
•!• When we first got the diagnosis, we lived in Bismarck but traveled to Minot for medical 

treatment because that was where my husband's medical insurance was through (required us to 
use Trinity). But shortly afterwards we moved to Minot. In Bismarck, we really didn't access any 
resources and we felt fairly lost when we first moved to Minot. Eventually we made contact with 
the autism support group who gave us lots of places to go for help. 

•!• I don't understand the question 



•!• Since we had already initiated speech and OT prior to the diagnosis we were only give 1 
suggestion of therapy to add in to our schedule and that was ABA. Again, only 1 provider of this 
type of therapy in the entire state! 

•!• My own training but very little beyond that. The school but that is about it. 

What type of support did you receive? What type of support do you wish you had received? 

•!• We received help with therapy options, an education plan, and some emotional support from the 
parent to parent program. It is hard to know what support we wished we would have received 
because you don't know what you don't know. I wish my son would have seen a DAN doctor, 
someone to look at the whole autism picture, diet etc. I wish we would not have been misled by 
so many inexperienced ND pediatric neurologists who act like they know about autism. I wish 
there were more pediatric doctors of every kind in ND. You feel like you are floundering around 
trying to piece things together yourself. Wish we would have had a parent support group. 

•!• Continued services with early intervention and speech therapy. We later .started services with OT. 
It would be helpful to be connected with other families going through the same thing. 

•!• I wish I could have found the Sanford diagnostics clinic form the start. It wasn't until much later 
that we found that and in their one day program you get all of the support-fmding out of the way. 
It would have really cut down on our family stress to have that from the start. 

•!• All of our support came from Family Voices. We were able to receive a few therapy sessions but 
then insurance ran out. I wish I had more connections to others in the area that we could speak 
and play with to know what was happening was normal. Maybe a place to exchange tips and 
ideas. Even someone to tell you what to expect at visits and not to get overwhelmed or worry. A 
feedback center on different hospitals, clinics or therapy places. You could rate your visit, the 
facility and how well the bedside manner was. If you were provided information. 

•!• Someone trained in ABA 
•!• More intensive services and out of school therapy. Not enough services for all children. Only 

those that can afford private services receive it. 
•!• Fargo school (Kennedy) resistant to helping but Wahpeton (current school) very helpful 
•!• Speech, OT, respite and mentor 
•!• Independent Living Services had to intervene to get a little help for us. I wish the support we had 

received were anything we were entitled to - because if we're not entitled to it, then the effort to 
get anything outweighs the service. Things we were entitled to were withheld. Since stuff gets 
withheld I wish the service we had gotten was "Look lady, you need to quit your job and care for 
your kid yourself because your disabilities will not be able to handle this extra multi-tasking, and 
only parents with more abilities get to use these services for their disabled children. And, if 
something happens to your husband's meager income - you're gonna have to get rid of your kid (if 
that involves you getting jailed for abandoning the kid at a hospital) - and your oldest Asperger 
child can eventually get someone better to take care of him, too. I wish I had gotten the service of 
being told I wouldn't get to work ever again - so I wouldn't have struggled to get that back (I 
never did get it back) and lose my abilities because of all the effort I did trying to do that. 

•!• Other parents, support group, and Family Voices were the best sources 
•!• We did not qualify for any support. I still do not agree and have appealed the claim several times. 

I think we should have gotten Respite care or an Easter Seals worker. 
•!• We received the DD in-home support services. The support that was lacking was family and 

friends. Family did not know how to respond. They were uncomfortable being left alone with our 
son. This made it difficult at family events. Family didn't understand why the holidays were so 



stressful for us. It was easiest for our child to just me at home. Always felt l ike I was 
disappointing someone and the holidays were stressful and sometimes depressing. 

•!• Respite, better reimbursements for travel and equipment reimbursements, better and closer 
psychiatric care 

•!• NO parent support as it didn't exist. 
•!• I received very good support and my family was supportive so that helped. I would have liked to 

have more support from specialists as my son has chronic health conditions as well as autism. 
•!• Family Voices parent to parent match . .  Wish though that I would have more guidance from my 

DO program manager . .  
•!• Transition and service changes age 2 
•!• Occupational, Speech, Para at school, individualize class education. 
•!• None 
•!• We needed respite care much sooner. We were offered overnights thru a different company, but 

we didn't want to send him away overnight. 
•!• I sought out a counselor. We had a psychologist that evaluated medications. 
•!• None. Resources and education would have been helpful. 
•!• Not a lot, but did get some help from the school she was attending. I wish there had been 

someone available to help me figure out what exactly she needed and how to get it. Was basically 
very uneducated about Asperger's Syndrome at that time. 

•!• None. We have been told we don't qualify. 
•!• Did receive OT and speech wish we could have had behavior therapy 
•!• In B ismarck, we had no support other than 1 friend who had kids with similar diagnoses. There 

was no support group that we knew of. Even now we feel l ike we are on our own with the support 
group here breaking up due to the flood. We really had to become our own advocates & fmd stuff 
on our own. 

•!• It  would have been nice for him to have some information saying "this is what these people think, 
and this is what this means . "  When I told him the team thought he had high functioning autism he 
thought they were wrong, l ikely because he didn't understand what that diagnosis meant. He was 
more famil iar with classical autism, and knew that didn't fit him. A label really doesn't matter; 
he's the same kid today as he was before he had a diagnosis. Now we have more understanding as 
to why he is the way he is, and what things may/may not be in his control (echolalia, fidgets, poor 
sleep, certain fascinations, etc.)  

•!• When we met with our DD case manager she was able to help us get reimbursed for some 
mileage for traveling to our appointments . She was also instrumental in helping us get setup with 
respite care. As for other support, we luckily found a support group called T ACA (Talk about 
Curing Autism) in Grand Forks. They have been the biggest help in whole ordeal .  We get no 
support from our local pediatrician or schools. It's almost as if they are ignoring that autism even 
exists. We wish the school would have been better educated on dealing with kids with autism and 
that they would have received our recommendations for implementing therapies such as ABA and 
music therapy into the classroom for our son but they felt there was no evidence based data on 
either one which in fact there is. We would have l iked to see our local pediatrician be more 
interested in treating our son with his other medical issues but again they don't see kids with 
autism has having other issues in their body, they bel ieve it's all in the head, so not the case ! We 
would love to see more community support. Many people don't have clue as to what autism is or 
what it's like live with it. Better educating the public is very much needed so they have an idea as 
to what to expect from these kids, and what may be causing the tantrums or meltdowns. It's not 
because the kid is a spoiled brat, they have autism and this is just a couple of the issues that the 
families have to deal with. The ND Dept of Health has a Resource Booklet for Children with 
Cardiac Conditions; they need to do the same type of resource book for autism ! 

•:• Support group, maybe a counselor to help with the process 



How far did you have to travel to get an accurate diagnosis? 

How far d o  you need to travel to continue to receive services for your 
child? 
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How much out of pocket costs do you Incur for your child per year? Include travel, 
medications, therapies, etc. 

If medical services for treatment for autism are provided, what Is the primary method 
used to pay for the treatment? 
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Has your son or daughter or foster child received any of these medical services sometimes 
prescribed for treatment ol ASD? Check all that apply. 
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Has your son or daughter or foster chi ld received any of the following services for 
treating ASD? 

Positive 

/\11 Other Responses 
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Is your son or daughter receiving medical treatment for ASD now? 

Did your child receive an educational diagnosis of Autism? 



Does your child receive any special education services under an IEP? 

Does your child receive Individualized educational services under a 604 plan? 



Other: 

Under which educational diagnosis does your child receive services ? 
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•!• ADHD 
•!• Severe communication disorder 
•!• Emotionally disturbed 
•!• Not on IEP yet 
•!• When his IEP was written he didn't yet have an autism diagnosis, but the team knew he needed 

services so at the principal's suggestion he was placed on an IEP for ADHD under the OHI 
category (even though his ADHD wasn't the primary concern) Non-categorical delay wasn't 
applicable due to his age (nearly 9) and we thought he might have a learning disability but he 
tested too high 

Old or doe a your child with ASD receive early lntonalve behavioral 
Intervention as a treatment option? 



Other: 

•!• I'm not sure I know what that is. 
•!• Just last week we began getting some behavior support. When he was diagnosed with PDD NOD 

(now is moderately mentally retarded on top of it all due to parental neglect because of the efforts 
the parent put forth trying to get supports) at 3 years 9 mo. he did get 4 or 5 sessions with a 
psychologist that instructed us to use 1 -2-3 Magic 

Who provided Intensive in-home behavioral Intervention to your child? Check the one that 
primarily directed the behavior program for your child. 

Other: 
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•!• None - no intensive In-home training 
•!• no one . . .  
•!• Nobody 

5pMJJI'!rlllr.!!lllln 
teaohar 

•!• It is NOT providing F APE. The IEP is poorly written and the IEP staff avoids answering 
questions or even getting out report cards or progress reports. However, we are living in Iowa 
right now, and I can't stand the culture here. The schools are poor. ND schools have high 
standards. 

•!• Graduated Last Year 20 1 1  
•!• Most of the time, Yes. Occasionally not being followed. 
•!• Most of the time, but not always ! 



Is your son or daughter or foster child currently receiving the medical services provided 
by his or her physician? 

25,----------------------------------------------

Yes No Some Olher (please specify) 

What primary barriers to obtaining either medical or educational services for your son or 

daughter or foster child have you encountered? 

•!• We have had many barriers with education K-5. Those working with our son just did not have the 
training or expertise to work with our son in the most basic of needs with autism. We have 
transportation issues when it comes to school as well. We also have faced a barrier with Medicaid 
not working for the freshening products we need for our son. We use $500-$600/month of 
freshening products. The main diaper we use is not covered by Medicaid. This has been a great 
cost to our family. Medicaid should not be able to dictate what product works for which child. In 
home supports is also a big thing for our family. Our son would not be living in our home right 
now if we did not have respite. With recent budget cuts, respite has been affected. With a surplus 
in our state budget this should not be happening. It would cost the state more money if our son 
did not live with us ! 

•!• The whole process is overwhelming. It is very challenging to bring my son places. Every 
transition is a battle. It is very draining to have to take to other places for services. 

•!• We have seen already overwhelmed teachers with too large of classrooms in Fargo trying to 
prepare for taking on special-needs kids on top of it all. Teachers are lacking the tools and 
training to help these kiddos & their families and so they can pass on the support that they don't 
have themselves. Medically, the medical professionals that are the initial ones to look for autism 
are either really in-tune or else they proclaim to know it all already and don't actually have any 
tools to help besides an Rx pad and the ICD-9. 

•!• Medical professionals don't understand treatment options for autism. 
•!• Rigidity of school to changes necessary 
•!• Getting a diagnosis was the most difficult 
•!• My disabilities. I need accommodations for my disabilities - help identifying my needs. Instead 

I'm lied to - and resources are withheld. It takes me hours to write simple one page emails. A 
psychologist once told me I'm addicted to advocacy (we moved and my older son never saw her 
again). I don't think I do anymore than the "regular person" but it takes me far longer - and people 
take advantage of me and withhold services. 

•!• Out of pocket expenses and insurance covering what is needed. We do not qualify for Medicaid. 



•!• Our school district doesn't think they need to provide services to him. 
•!• Doctors leave you with a diagnosis and no follow up. They just tell you that your kid has a 

diagnosis and to have a nice day. I think they should give parents options on what to do next and 
where to find services. 

•!• Augmentative communication funding has been the primary barriers. 
•!• Understanding of his diagnosis 
•!• Getting people to listen and understand and getting training for teachers and staff in the school 
•!• None, both have been excellent ! 
•!• Community supports around recreation 
•!• Finding the right doctor and location of doctor and the fact that other specialists are so booked 

you can't get in for months ! 
•!• Cost out of pocket for travel/lodging 
•!• Direction for parent and support for our son 
•!• We did not know the options available to us and the school district, for providing an education for 

our son. We realized later that having an IEP can really be almost a blank check. 
•!• Cost of medication, availability of adolescent psychologists, school personnel uneducated in the 

needs of our son or any other student. Especially, Ben Franklin general ed teachers. Also our 
ability to receive some services for him to give us a break. We love him but some days . . . . .  

•!• Lack of providers. 
•!• Lack of local services, lack of money to pursue them elsewhere. 
•!• Financial has been the primary problem. Social services say we make too much for her to qualifY 

for services and she doesn't qualify for DD services. 
•!• Travel requirements 
•!• There are medical doctors that are specialized in treating children with special needs and in our 

case autism. Unfortunately there is not a single doctor in ND that looks at treating other 
underlying medical issues in kids on the spectrum and since most medical doctors don't believe 
there is such things as GI problems, heavy metal toxicity, mitochondrial issues or deficiencies in 
vitamins and minerals, they aren't willing to refer patients out-of-state to a doctor that does treat 
those issues. And even if you do find a doctor that is willing to write a referral it is denied by MA 
as they see no warrant to leave the state as we have medical doctors in our state. Yes we do have 
doctors in our state but they aren't willing to treat other conditions in these kids. We've initiated 
the only 2 referrals we've asked for and both times they've been turned down because we the 
parents made the request, not the doctor. If the State truly wants to get these kids the best kind of 
help then let us go to these doctors who are willing to treat these kids. We thought our son was 
having seizures so we asked to see a pediatric neurologist. At the time we only had 1 in the state 
and she was booked 6 months out. So what are we as parents suppose to do, wait those 6 months 
and hope that our child doesn't have a full blown seizure or should we get seen by another 
pediatric neurologist that could see him in 3 weeks? Apparently ND MA felt waiting 6 months 
was ok. As for our educational services, in rural ND it's an absolute joke. Our school district is 
the biggest joke. We have IEP members that don't show up for meetings, we have a principal that 
sits and plays Angry Birds on his iPad during the meeting and is constantly in and out of meeting. 
The director of the district has parents, teachers and staff members scared ofher because it's her 
way or the highway and is not open for suggestions. Building is not safe for children to even 
enter. We have resource teachers in our school that think it's too difficult to enroll a child in 
aerobics because all you have to do is enter their name into the computer, and that's too much 
work. We have a speech pathologist that is not open to suggestions for using different methods 
for helping our son communicate. We even went to the extent of asking the school speech 
pathologist to consult with our private speech pathologist so they kind of had the same treatment 
plans and she flat out told us absolutely not. Our school program for summer school isn't 
designed to help the kids make progress in school, it's designed to help the maintain. That's the 
silliest thing I've ever heard. We need a complete overhaul in our school program. 



•!• We really had to fight to get him an OT evaluation in the Minot school system & even now he 
doesn't receive any OT therapy, but yet he struggled with holding a pencil & to this day his 
writing is very poor. At one point the IEP team just handed us a summary of his last few months 
of school without any discussion (because it was at the end of an IEP meeting for his brother). 
The summary described how he was having terrible behaviors (which were news to us) and since 
it was at the end of the school year, we had no time to schedule an IEP meeting to discuss it ! It 
ended up having to wait until fall!  

•!• He's too smart to qualify for services that he needs 

What changes to the service system would make it more likely for your son or daughter or 

foster child to receive services? 

•!• This question is to hard to answer. 
•!• More specific guidelines for professionals for diagnosis. What age is a proper diagnosis? Early 

intervention is extremely important. My daughter lost her speech at the age of 1 8  months, 
currently she is in mainstream kindergarten with minimal supports. I believe it is because of early 
intervention that she is doing so well. I am optimistic that my son will do as well because of early 
intervention 

•!• Better funding for better support to the professionals. As a parent. I don't want to spend time 
hunting for the right professional to provide the right treatment, I want to get the right treatment 
up and running ASAP. 

•!• Professionals trained to work with autistic kids 
•!• More flexibility of school - more education & support of teachers 
•!• Insurance coverage for other medical issues that may be related to his autism dd. For example out 

of state services that are not approved by Medicaid 
•!• A change in cultural language. Operate like WIC does (though Williston WIC doesn't do this well 

at all) - and thank parents for doing the right thing by seeking services and treat the child like they 
are getting services they are entitled to. Put things in a positive light so parents feel good about 
continuing to contribute to community and work jobs - despite the high cost of their child on the 
system. Because costs are FAR higher if we don't help these families and children - or if 
ANYTHING is done to withhold services that exist, it costs everyone FAR more. 

•!• More services covered under insurance plans. 
•!• Lots more education for everyone about autism. 
•!• There is nothing available for middle school age children! He is too old for a babysitter yet still 

needs supervision! . 
•!• Some type of plan to be in place. If you get this diagnosis, you go here. If you get that diagnosis, 

you go there, and so forth. Also, with DD Case managers, there needs to be a fmer screening 
process. We have been denied for DD several times, and they have yet to give me a valid reason 
why. 

•!• I have always been frustrated when we have tried to secure services with programs such as Big 
Brother and Big Sister. Yes, I am married but, that DOES NOT mean we are equal partners in the 
care and responsibility for our son. We have always worked opposite shifts or adjusted our work 
schedules around our child's needs. But, by staying married, saving and working hard we/son 
have been disqualified for some financial services. I don't know how many times I have 
heard/thought that we should divorce and stop saving. But, I thought that was the American 
Dream; being married, having children and saving for the future. 

•!• Understanding by the system of the broad range of this spectrum and that a child can be on the 
spectrum without having the intensive social avoidance 

•!• More training. Educate! ! ! ! ! ! ! !  
•!• Difficulties with the human service center 



•!• None 
•!• An open opinion of autism and more cross training within school systems 
•!• I'm not sure there is much that can be done except by moving to a bigger city with more 

services . .  
•!• streamlined services from IFSP to IEP, no gaps 
•!• Specialty services and coordination of services. If we could afford we would have him in an 

intensive program for transition services and education. 
•!• More interaction between county, school, and medical. 
•!• More local services or help with expenses to travel to get them elsewhere. 
•!• Qualification criteria for obtaining affordable services 
•!• More local services 
•!• We need all health insurance companies in the state to start covering autism services whether it be 

ABA, speech, OT, sensory integration, hippo therapy. We need to get our education people better 
educated and better equipped in working with kids on the spectrum. We need more speech 
pathologists in our school system. We have an overabundance of kids receiving speech services 
so kids aren't receiving adequate amount of time for speech therapy in the school. In our case we 
have to pull him out of school 3 days per week so that we can get extra services. We need MA to 
approve the requests to see doctors out of state so we can get the proper medical services that are 
need for kids on the spectrum. We need more ABA providers. If insurance covered the expenses 
as well as MA covering the expenses that aren't covered by insurance, we wouldn't be in situation 
we are currently in and our kids would be getting better services. MA needs to start paying 
service providers better. They pay such minimal amounts back to the providers it's insulting. We 
can't expect these providers to work for free. We need more funds allocated to the schools 
specifically for kids with special needs. We need more teachers that care about kids with needs. 
Often times special needs kids just get shoved to the side because nobody knows how to deal or 
wants to deal with them. Our doctors and schools need to be held accountable for helping these 
kids and currently they are not doing this ! 

•!• Feel like there is no "link" to bind all the services together or even one location to find out what 
services are available. Having one place to look would be wonderful. I only recently came across 
the Autism Resource booklet from the Dept of Health. Something like this should be given out 
immediately when you receive a diagnosis ! I also think there should be more training for teachers 
regarding autism so they are more familiar with behaviors & how to respond appropriately. 

•!• change in the evaluation criteria, more available service providers and staff in the school 
•!• Better communication. more coverage for services 
•!• Linkages to family support organizations such as Family Voices and Pathfinders from day one. 
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Testimony 

SB 2 1 93 

House Human Service Committee 

Chairman Weisz and Members of the Senate Appropriations Committee. : 

My name is Toby Cherney and I am the parent of a wonderful little boy named Alexander. Alexander has 

autism. He turned five years old on January 261h, 20 1 3 .  He is no longer eligible for the Autism waiver 

that exists in the state ofND right now which has caused regression and difficulty within our family life. 

I feel very strongly that the ND Autism Wavier needs to be expanded and refocused for those specific 

reasons. 

Alexander was the first child on the Autism Waiver and even with its glitches it was still better than 

what we have now, minimal services at the Anne Carlsen Center, but have lost in-home supports, respite 

and access to Medicaid. Alexanders' therapies, in-home supports, opportunites for equipment and 

supplies that would assist him to be independent, and certain environmental changes adapting social 

skills, opportunities for in-home supports and respite. Are no longer available. 

Ever since my son was diagnosed when he was 2 Y2 it has been a constant battle to get help. We have 

fought and kicked and screamed and sent emails to get help for our son. The only way we found out 

about what services were available was from Family Voices and other parents. Once we found some help, 

it was quickly gone in a very short period of time. Alexander turned 5 and services stopped, he did not 

qualify for the traditional developmental disability waiver as his substantia l  functional limitations did not 

meet their criteria, I feel that they should spend a day with our family and see what we real ly live through 

each and every day .. The amount of time a child may be on the wavier is too short to gain progress, to 

access therapies for speech and occupational therapy, to allow in-home supports to help Alexander and 

help our family thrive as community members. Early Intervention supports families who have children 

birth to 3 so very few would be on autism wavier before age 3 .  Alexander receives speech and physical 

therapy thru the Anne Carlson Center, which I will have to stop due him not being eligible for Medicaid 

anymore. It is so important for him to continue these services while he is stil l young to help him continue 

on the path of independence. I believe and hope you would agree that early intervention is the key. Right 

now we are dealing with regressions a lready. His behaviors have changed dramatically. He will not 

sleep in his own bed anymore and has to sleep on the floor next to our bed to know where I am at because 



he has a fear of me leaving and not coming back and this comes from the loss of his respite care. He is 

waking up every couple of hours just to check where I am. He is backsliding in preschool due to lack of 

energy from being tired. He is more aggressive now. Functioning on 4-5 hours of interrupted sleep 

every night is taking its toll. I can't afford to lose my job. My husband and I have not had an evening 

alone since the loss of the respite care and the constant stress of fighting to get our son help and fighting 

the behaviors is taking its toll on our marriage. I also have 2 other children that I have missed activities 

for that we can no longer attend due to the fact that Alexander cannot tolerate being in the crowd 

situations. 

Alexander has co-existing medical needs along with his autism. The need to have a Medicaid wavier is 

critical for Alexander and my family. Alexander has issues with possible sleep apnea, issues regarding 

food, possible seizures, immune problems and a bump on his head that we still haven't received a clear 

diagnosis yet. Without Medicaid we will no longer be able to afford doctors visits. 

Hearing comments such as "It's not our responsibility to take care of your son after he turns five, it is the 

schools." Is very disturbing to hear. My son has autism, a neurobiological disorder, he has medical 

concerns each and every day. As parents, we look to you for guidance . .  we are looking to you for 

understanding and compassion . Parents are looking for ways to help our children. We are not asking for 

handouts, we are looking for assistance so that our children can become independent and productive 

community members. To do that our family needs to be whole and we need the help of others to achieve 

this. We need the waiver expanded, the age group that it covers is wrong for ND, we have an early 

intervention program that can help our youngest of children from birth to 3 ,  now help our children from 3 

to life. Remember autism is a life-long disability . . . .  We need Behavioral intervention and therapies. We 

as a state need to increase the access to the professional staff in the area of behavioral issues and 

concerns. We need ways to help parents access training so that we do can continue to help our children 

on the autism spectrum. As a parent, I have had a constant struggle to get help for our son, but an Autism 

Waiver that is designed for the consumer will work. There are families in ND that a year without 

services will make a huge difference in the progress made by our children. Just ending services and 

expecting that there will not be any regression and setbacks to the progress that has been made is being 

unrealistic. As parents we will have to start the process all over again from step one. 

I would like to see and Autism Coordinator in the state that has knowledge of autism and not someone 

just put in that role, someone with hands on experience for persons with autism . .  We need hold 

stakeholder meetings with parents and professionals at the table. The professionals need to hear parents 

and self-advocates as we live autism 24-7 everyday. To be able to understand the emotionally roller 

coaster families have and how that effects the whole family . .  To better understand how to help our 

children the need to have co-training, stakeholder meetings and knowledge of the autism spectrum 

disorders and how it affects the child, family life and the future is a necessity. They need to walk in our 

shoes, spend a day with our children. 

I am asking this committee as a parent and as a mother, as a community member to please address autism 

in our state, and please pass a comprehensive autism bill that will work for families, a new and improved 

autism waiver for families. 

Please help my son as I am trying to help him . .  



Thank you for your time: 

Toby Cherney, Mother to Alexander Cherney 

Email address: chemfarnily5@centurylink.net 

Phone number 70 1 -320-3 1 04 



Testimony SB 2193 

House Human Services Committee 

Chairman Representative Robin Weisz 

Chairman Weisz and Members of the House Human Services Committee, I am V icki Peterson a single 

mother of a child with autism and a Family Consultant for Family Voices of N D, the Health Information 

and Education Center in NO. As a parent of a child with autism, I live autism every day, as a consultant 

for fami l ies; I work and have contact with many famil ies across the states that have chi ldren and youth 

w ith Autism Spectrum Disorders (which I will refer to as ASD). I am here today to provide testimony 

and information on SB 2 1 93 .  

I n  section 1 of SB2 1 93 concerning the Autism Database and the language that i s  stated, many parents 
have contacted myself and have expressed real concern over language stated of "research and analysis" as 
well as the" department may provide these records to other state agencies as necessary to effect the 
purposes of this database without regard to the confidential nature of the records." Many also have high 
concerns over the language of "a complete physical evaluation." 

I would l ike to direct you to Section 2, paragraphs 1 and 2. Here is where l i sts of what may be covered 

and what would be excluded from a pilot voucher for ASD are written . Key services and supports are 

missing and the exclusion of behavioral interventions as treatment is excluded. Behavioral treatment is a 

priority for fami lies having children and youth with ASD and was presented to the interim committee on 

the Study of Autism Spectrum Disorders as a high need and is the number one issue I hear from parents. 

Many parents tell the story of after a confirmed diagnosis of ASD, the d iagnostician recommends 

Behavioral Interventions, yet many have no access to or can afford such services. Famil ies feel isolated 

from communities, children are being removed from daycare settings, participation in inclusionary 

activities is non-existent for some and greatly hindered for others, a sense of self-worth for many 

including young adults with ASD is occurring. Children and youth with ASD are being seen as "naughty, 

or the bad child" and experience bullying and feelings of being an outcast and strange. Behavior is a form 

of communication for some of those with ASD and intervention and treatment is key for those to have 

quality of l ife and engage in social activities, in family environment, school and communities. I once 

attended an IEP meeting for a child with Aspergers who stated to his team, "I do not have autism today, 

because I have been good today" The National Autism Center's National Standards Report (2009), 

which I have provided w ith this testimony, recognizes Behavioral Treatment as an establ ished treatment 

for ASD. In a recent report that Autism Speaks featured from the journal of Current Opinion in Pediatrics 

(0212013), Geraldine Dawson Ph .D.  chief Science officer of Autism Speaks and professor of psychiatry at 

University of North Carolina and Karen Burner Ph. D.  of University of Washington, found evidence of 

benefits from behavioral intervention and treatment to improve social communication, parent-chi ld 

interactions, enhanced and improved social ski l ls  and reduced anxiety and aggression, which can be core 

deficits of those with ASD. For persons with ASD, it is necessary to make sure behavioral treatment is 

attainable for those who need. 



Respite and In-Home supports are not included in the current version of SB2 1 93 .  Two more key services 

families are in need of in ND. For fami l ies of chi ldren w ith autism and other special needs, dai ly 

l iving demands are a constant plann ing and juggling. H igh health-care costs can leave few funds for 

daycare. And many parents, who know their kids' challenges so i ntimately, struggle w ith the idea of 

leaving them with strangers. I t  has been estimated that the divorce rate i s  in the 80% range in famil ies 

with chi ldren who have autism (Bolman, 2006).Lack of respite is a major reason. Autism i s  an emotional 

roller coaster ride that begins before diagnosis and continues throughout l ife. According to a study 

published in the journal Pediatrics (201 0), mothers of children on the autism spectrum frequently rated. 

their mental health status as ''poor" or '�fair. " They had a much higher stress level than the general 

population. In addition to the higher stress level, many parents of chi ldren with autism experience the 

fol lowing emotions: 

• Feelings of being overwhelmed 

• Relief at having a name for the challenges their child faces 

• Anger at their spouse, the doctors, or themselves 

• Resentment of the child and gui lt for that resentment 

• Despair at the incurable nature of the disorder 

• Guilt that something they did may have caused their chi ld's challenges 

• Frustration that the parenting experience they have is not what they envisioned 

• Feelings of social i solation 

• Embarrassment at chi ld's behavior in public 

In-Home supports need to be in  place to supp01i the need of daily and community routines, within their 
family home and community. In-Home supports support the primary caregiver, allowing the rest of the 

family to live as much like other families as possible with the intent of preventing or delaying unwanted 
out of home placement. (Defined as ND DHS Developmental Disabilities Services Policies and 
Procedures Manual). 

In conclusion I am in favor of a "pilot voucher program for persons with ASD" to be able to report back 
to the legislators if a voucher system may work for those with ASD that are not accessing a waivered 
service in NO. For those young adults with ASD whom are in need of training of social skills and training 
towards independence and employment opportunities and to add behavioral treatments and the 
opportunity to evidenced .. based and promising practices for ASD, and to have access to respite and in
home supports. 

Thank you for your time and attention to Autism Spectrum Disorders. 

Vicki I Peterson 

Parent/ Family Consultant Family Voices ofND vickiasdc@bis.miclco.net 70 1 -258-2237 



National Autism Center's National Standards Report Reference Sheet for Established, Emerging, & 
Unesta.blished Interventions for Autism Spectrum Disorders (2009) 
From: httn:lfwww ,natiQn1!).autimt£!lni�-2ItTLlldiiN.Il.C�20St;mdal'ds%20RebJ!l!d,nsif 

Type oflntervention Ages Diagnostic Classification 
(Autistic Disorder (AD), .ll.spergers Syndrome 

(AS), Pervasive Developmental Disorder- Not 
Otherwise Specified (PDD-NOS) 

Established T:reatments 

�tecedent Packaae -
·
· 

3- 18 AD 
Behavioral Package 0-2 1 AD; PDD-NOS 
Comprehensive Behavioral 0-9 AD; PDD-NOS 
'I'reatment for Young Children 
Joint Attention Intervention 0-S AD; PDD-NOS 
Modeling 3-18 AD; AS; PDD-NOS 
Naturalistic Teachina Strategi�.!l ................ -. 0-9 AD; PDD-N_QL. 
Peer Training Package 3-1 4  AD; PDD-NOG ... 
Pivotal Response Treatment 3-9 AD - ·------

Schedules 3-1 4  AD 
Self-management 3-18 AD .. 
Story-based Intervention Package 6-14 AD; AS 

··-
- · 

Emerging Treatments 
·-··· 

-
Augmentative and Alternative 3-9 AD 
Communication Device 

Cognitive Behavioral tntervention 6-18 AD; 1\S 
Package .... 
Developmental Relationship-based 0-5 AD; PDD-NOS 
Treatment 

Exercise 3-14 AD 
E'lCp_osure Package .... 

·--··-···· 
3-5 AD 

--·-·--Imitation-based Interaction 0-14 AD 
Initiation Trainina 6-!4 AD; AS; PDD-NOS 
Language Training (Production) 3-9 AD .. Massa�:re/Touch Thera;ey - 3-S AD 
Multi-component Package 0-9 AD; AS; PDD-NOS -·-·-Music Therapy N/A·---· AD 

-·-····· Peer-mediated Instructional 6-9 AD 
Arranqement 

·
·····

··
-Picture Exchange Communication 0-9 liD; PDD-NO:S. 

Svstem 
Reductive Packaqe- N/A AD 
Scripting: .... ,_ 6-14 ·-·-· liD 

·--Siqn liLstruction 3-9 AD -
Social Communication Intervention 0-6 AD 
Social Skills Packaae 3-18 AD; AS; r:DD-NOS 

······-··· Structured Teachinq 0- 18 AD; PDD-NOS 
Technology-based Treatment 6-14 liD 
Theory of Mind Training 6-14 AD; .AS 

-



r::-· ··········-·········--

Academic Interventions 
Auditory Integration Training 
Facilitated Communication 
Gluten- and Casein·Free Diet 
Sensorv Intearative Packaqe 

Unestablished Treatments 

N/A --···· l N/A 
N/A 

.. 

N/A 
N/A 

..... 

N/A 
N/A 
N/A 
NJA 

··-········ 

N/A 
-----
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Senate Bill N O. 2 19 3  

Mr. Chairman a n d  members of the committee, 

My name is C raig DeGree and I would like to comment regarding this bill .  
Specifically, I am not in favor of the exclusion of early intensive behavioral 

interventions as identified in SECTIO N  2 (2). 

My rationale for the above is as fol lows : First, the excluded services are considered 
the best-supported interventions for treatment of autism spectrum disorder. This 
is not j ust my opinion or speculation but also that of many in this field. Specific 
reference is invited to the summary of research and recommer�dations contained 
within the N ational Standard Project sponsored by the National Autism Center. A 
total of 7 7 5  peer-reviewed treatment studies were amassed. The behavioral 
interventions were described as offering "compelling scientific evidence to show 
these treatments are effective" (pp. 1 1) .  

Secondly, I am a licensed North Dakota psychologist with 3 0 +  years of experience 
dealing with children and adolescents, many of whom have significant learning and 
developmental needs. I provide consultation and other services to a number of 
school districts and special education units in the Bismarck and surrounding area. I 
have seen the developmental outcome of many of our special needs children over 
the years. Despite the best efforts, intentions, and resources of those providing 
services to these children, I have concluded that more needs to be done and that 
efforts should start at an earlier age. 

Consequently, it my recommendation that early intensive beh�vioral interventions 
as identified in S B  2 19 3  be included as with other interventions that are evidence
based or offering promise. 

Thank you. 

�r� pJ;J 
cdegree@primecare.org 
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In June 2 0 1 2  Cade bega n participating in an applied behavioral analysis treatment program designed by the Center for 
Autism and Related Disorders. Cade received an average of 7 to 9 hours a week in the summer months of June, J uly, and 
August, and 1 2  to 15 hours a week during the regular school year m onths of September, October, N ovember, and December, of 
one to one therapy. 

Exemplars Mastered 
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Exemplars Mastered 

D uring this time period, Cade mastered 75 exemplars, and averaged over 10 exemplars mastered per month. His graph 
shows a nice increase, demonstrating the steady progress he is making in his work. 
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Cade also mastered six goals completely during this tim e  period. That is an average just shy of 1 goal mastered per 
month. 

This data does not reflect any of the Cade's prior knowledge. During the instructional phase, known as probing, any 
exemplars or goals that the students were able to complete at mastery level were marked as "known" into the skills 
curriculum. This information does not appear on any of the exemplar or goal m astery d ata. This was necessary to ensure they 
were working on meaningful goals and exemplars. 



i l ls - C u rrent Program 

Cade Brademeyer 

C u rrent Prog ram 

All  Curricu la Curriculum: Show All 

Actions 

SD: The therapist presents a picture of an action 
or points to an action occurring in the natural 
environment and presents the vocal stimulus, 
"What is I am I are (pronoun I person) doing?" 

Response: "(Action-ing) ." I "(Pronoun I Person) 
is (action-ing) ." 

Categories 

SD: The therapist presents a field of objects I 
pictures of objects and the vocal stimulus, "Give 
me (category) ." 

Response: The child gives the appropriate 
item(s) from the category. 

Present Tense Tacts 

Receptive 

Community Helpers Naming 

SD: The therapist presents a community helper 
and the vocal stimulus, "Who is it?" 

Response: "A I An (community helper) . "  I " It's a I 
an (community helper)." 

Compliance I n  the Community 

SD: "(Compliance instruction) ." 

Response: The child responds to compliance 
instruction within (ti.) seconds. 

Echoics 

SD: "Say, '(sound).' " 

Response: The child imitates the sound. 

Finger Skills 

SD: The therapist gives the child a piece of 
paper and presents the vocal stimulus, "Fold the 
paper in half I diagonally" with or without using 
gesturing or modeling to promote a correct 
response. 

Response: The child folds the piece of paper 
(and may or may not use a pincer grasp to 
crease it). 

Following Instructions 

SD: "(One-step instruction)" + distraction. 

Response: The child follows the instruction. 

https:/ 1 an ncc . s k i l lsg lobal .com I Pages/Treatme n t /  Cu rrentProgram .aspx 

Echoic Sounds 

Object Manipulation 

One-Step 
Instructions 

2 5 Fm 

3 38 Fm 

u 3 Fm 

0 2 Fm 

0 1 Fm 

5 6C fm 

u 2 Fm 

Fi lter By: In Progress Only 

511 1 1201 2 

511 1 1201 2 

3161201 3 

5/1 1 1201 2 

511 1 1201 2 

1 11 51201 3 

8/271201 2  
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l is  - C u rrent Program 

Handwriting and Penmanship 

SO: The therapist presents a prewritten 
uppercase letter ,  a writing utensil, and the vocal 
stimulus, "Trace uppercase (�)."  

Response: The child traces the uppercase letter. 

Objects 

SO: The therapist presents a field of comparison 

objects, hands the child a sample picture of an 
object, and presents the vocal stimulus, "Put with 
same." 

Response: The child matches the sample 
picture to a nonidentical object in the field.  

Objects 

SO: The therapist presents an object and the 
vocal stimulus, "What is it?" 

Response: "(Object) ." or "It 's a I an (�)." 

Personal Information 

SO: The child is asked a personal information 
question. 

Response: The child answers the question 
correctly. 

Quantitative Concepts 

SO: The therapist presents the child with at least 
two groups of objects and the vocal stimulus, 
"Touch the group that has (quantitative 
concept) ." 

Response: The chi ld touches the corresponding 
group. 

Safety Awareness 

SO: The therapist contrives a situation for the 
child to apply the rule. 

Response: The child complies with the safety 
rule. 

Safety Awareness 

SO: The therapist presents a field of safety signs 
and the vocal stimulus, "Give me (.llign)."  

Response: The child gives the correct safety 
sign. 

Waiting 

SO: The therapist contrives or captures a 
naturally-occurring situation in which the child 
wants or needs an object I person I action I to go 
to a location or to engage in an activity 

Response: The child indicates desire or need for 
the object I person I action I location I activity 
(e.g . ,  reaches for the object, requests the object I 
person / location ,  or attempts to engage in the 
::�divitv\ 

https : f f a n  ncc.skillsg loba l . com I Pages/Treatment/  Cu rrentProg ram.aspx 

Writing Uppercase 
Letters 

Matching 

Tacts 

Personal Information 

Receptive 

Following Safety 
Rules 

Identifying Safety 
Signs 

Basic Waiting 

4 1 Bb 

u 8 Fm 

1 1S fm  

1 1 Fm 

2 2 Fm 

3 2 Fm 

5 11 Bb  

1 1 Fm 

3 / 1 1 / U  .:S : ! L  I'M 

911 4/201 2 

5/1 1 /20 1 2  

511 1 12012 

5/1 1 /201 2  !r:tJ:'.1.�J.QL�.ii;; 

1 /1 5/20 1 3  

511 1 /20 1 2  

1 /1 5120 1 3  

5/1 1 /20 1 2  
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Cade Brademeyer 

C u rrent Prog ra m  

Al l  C u rricula 

Basic Mands 

EO: The chi ld has not recently had access to a 
highly preferred object. 

Response: "(�)" or " I  want (�)." 

Colors 

SO:  The therapist presents a color card 
comprised of a single color and the vocal 
stimulus, "What color?" 

Response: "(Color)." 

Desires 

SO:  The therapist looks at an object, reaches 
toward it (but can't get it), and presents the vocal 
stimulus, "Can you give it to me?" 

Response: The child gives the therapist the 
desired item. 

Eye Contact 

SD: "Look at me." 

Response: The chi ld makes eye contact with the 
therapist for (tl) seconds. 

Eye Contact 

SD:  "(Child's name)." 

Response: The child makes eye contact with the 

therapist for (tl) seconds. 

Finger Skills 

SD: The therapist gives the child a paper clip and 
a piece of paper and presents the vocal stimulus, 
"Put the cl ip on the paper" with or without using 
gesturing or modeling to promote a correct 
response. 

Response: The child fastens the paper cl ip onto 
the paper using h is I her preferred I nonpreferred 
hand. 

Following Instructions 

SO:  "(One-step instruction) . "  

Response: The child follows the instruction .  

https: 1 1  anne c. s k i l l sg lobal .com/ Page s / Treatment/ Cu rrentProg ram .aspx 

Curriculum: Show All Filter By: Mast�red Only 

Mands for O bjects 1 3 Fm 1 1 11 9120 1 2  �i�L!iQ 

Naming 3 7 Bb 1 011 91201 2 Maj1ter�g 

Inferring Others' u 7 Fm 1 011 21201 2 M_g_stered 
Desires 

Responding to 0 2 Fm 1 11 01201 3 Mg_�kL�Q 
Requests for Eye 
Contact 

Responding to 0 3 Fm 1 11 71201 3 M4f>t.e.m;;g 
Requests for Eye 
Contact 

Object Manipulation 4 7 Fm 8191201 2 Mastered 

One-Step 0 1 Bb 71271201 2  Mastered 
Instructions 
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Quantitative Concepts 

SO: The therapist presents the child with a group 
of objects and the vocal stimulus, "Give me 
(quantitative concept)." 
Response: The child gives the therapist the 
requested quantity of objects. 

Yes I No 

SO: The therapist presents an object or food and 
the vocal stimulus, "Do you want (object I food)?" 

Response: The child says, "Yes" or "No" with or 
without nodding or shaking his I her head. 

1 -877-9-Skill-9 
Ail nghts reserved ©2008-20 1 2  The Center for Autism® 

https:/ /anncc.skillsg lobal.com / Pages/Treatment/Cu rrentProgram.aspx 

3 / 1 1 / 1 3  3 : 12 PM 

Representing 3 48 Fm 1191201 3 

Mands 0 1 Fm 1 01231201 2  
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Testimony 
Senate Bill 2193 

House Human Services Committee 
Senator Robin Weisz, Chairman 

March 12, 2013 

Chairman Weisz and members of the Committee: my name is Carlotta McCleary. I am the 

Executive Director ofND Federation of Families for Children's Mental Health (NDFFCMH). 

NDFFCMH is a parent run advocacy organization that focuses on the needs of children and 

youth with emotional, behavioral and mental disorders and their families, from birth through 

transition to adulthood. 

NDFFCMH works with children and youth with an Autism Spectrum Disorder and their 

families. I am also the parent to a young man with Pervasive Developmental Disorder (NOS) 

which is an Autism Spectrum Disorder. 

NDFFCMH supports the establishment of the following: 

• Autism spectrum disorder database 

• Autism spectrum disorder pilot voucher program 

• Study for a department of human services. 

• Comprehensive training effort. 

The autism spectrum disorder database will enable the state to better understand and provide 

services to individuals with an ASD. We do have concerns with the language in the bill that 

requires the reporter to be a "doctoral level". My son was evaluated out of state at the University 

of Minnesota. Therefore, the Neuropsychologist from out of state would not be under the 

requirements to report to North Dakota. We would be concerned under the current language that 

children would have to be reevaluated in North Dakota. Having a comprehensive training 

effort in our state will be very helpful. Individuals have many missed opportunities due to the 



.. 
; 

lack of training and understanding. Families need to understand autism and how it impacts their 

family member. As well as providers that individuals come in contact with. 

A pilot voucher program will allow us to serve children who are graduating from the current 

autism waiver. We believe it should be expanded to include others not just children coming off 

the waiver. We also believe that DHS should establish a process to determine evidence based 

practices and promising practices and we should not list exclusions. Finally NDFFCMH 

supports a study from the DHS to look at the best way to provide services to individuals with 

ASD. However, we feel that the study is not inclusive of family members and individuals with 

ASD. 

The NDFFCMH supports the amendments offered by Protection and Advocacy as they address 

our concerns with this bill. 

The NDFFCMH is also in support of expanding and refocusing the current Medicaid waiver for 

children with ASD from birth through 22. 

To truly help individuals with ASD all people involved in their lives must understand the 

uniqueness of ASD in order to meet their needs. The way we always do it simply will not work 

for individuals with an ASD. 

Thank you for your time. 

Carlotta McCleary, Executive Director 
ND Federation of Families for Children's Mental Health 
PO Box 3061 
Bismarck, ND 58502 

Phone/fax: (701) 222-3 3 1 0  
Email: carlottamccleary@bis.midco.net 
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201 3  AUTISM LEGISLATION IN NORTH DAKOTA 

INTRODUCTION 

Legislation has been introduced in North Dakota that addresses the need for support and 
services for those who have an Autism Spectrum Disorder (ASD) d iagnosis. Wh ile the 
legislation is a good start, there is much work to be done. Specifical ly, there is a need to 
carefu l ly look at recommended bi l l  language to assure that the needs of all ch i ldren and 
fami l ies are being add ressed . Our state needs to assure an array of service del ivery options 
so that people who are in need of support are not excluded . Among the considerations as 
leg is lation is formed are: process for d iagnostics and services to be incl uded in a p i lot voucher. 

PROBLEM 

The current ASD Waiver through the Developmental Disabi l ities (DD) D ivision of the DHS has 
been in existence since 2009. Though avai lable for consideration by fami l ies, there are major 
flaws . 

• There is no provision for d i rect i ntervention or behavior support services . 
• Environmental mod ifications and equipment options are not specific to those with 

ASD .  
• For the first 2 1'2 years of the ASD Waiver being in p lace, appl ications for the Waiver 

were min imal and the majority of the slots (30) remained open unti l late 201 2 . 
• If a ch i ld "ages out" of the Waiver, that slot is not made avai lab le to another ch i ld 

who might be found el ig ible. Therefore, slots are left open and ,  despite ind ications 
that the current Waiver slots are al l  fu l l ,  there actual ly are not currently 30 ch i ld ren 
benefiting from the Waiver. 

SUGGESTED SOLUTIONS 

Further review of evidence-based methods for determin ing the presence of an ASD d iagnosis 
and p rovision of services is needed so that an expanded Med icaid Waiver or Voucher Program 
wi l l  be meaningfu l and beneficial for those seeking help through those avenues. The fol lowing 
shou ld be considered : 

1 )  Interd iscip l inary Team Diagnostics:  The process for comp leting ASD d iagnostics 
should be done through an interd iscipl i nary team , wh ich includes a cl in ical psychologist 
or ped iatrician ,  a behavioral special ist, a speech and language pathologist, an 
occupational therap ist, and an early i ntervention ist or special educator, as appropriate. 

• The North Dakota Center for Persons with Disabi l ities (NDCPD) through M inot State 
Un iversity uti l izes the team model and states it is effective because it is truly a team 
approach . Each member of the team has the benefit of observing assessments done 
through other-d iscip l i nes ( i .e .  a Speech-Language Patholog ist can observe an 
Occupational Therapy Assessment as wel l  as the medical evaluation. The team is able 
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to provide specific feedback regarding each critical area. At each d iagnostics cl inic, a 
min imum of two people score ADOS for inter-rater rel iab i l ity. This is best practice, per 
NDCPD. An approach other than one involving an interd iscipl inary team wou ld not 
al low for i nter-rater rel iabi l ity. 

• I nvolving a med ical provider who can review records prior to the actual d iagnostics 
evaluation ensures that any prior med ical cond itions that m ight be causing some of the 
ch i ld's chal lenges are ru led out. Add itiona lly, the team conducts pre-assessments 
together to ensure each team member's indiv idual concerns (based on d iscip l ine) are 
add ressed prior to schedul ing the evaluation .  

• The interd iscip l inary approach gives the chi ld more flexibi l ity. If the chi ld is having a 
d ifficult time in the first hour of the evaluation ,  that professional has a later opportun ity to 
conduct evaluation through observation .  The team approach is flexible and flu id ,  
al lowing for the ch ild to d ictate which activities are conducted and when (providing for a 
truly person-centered process) . 

• The interd iscip l inary approach tru ly involves the fam i ly. Fami ly members are present for 
much of the evaluation and every attempt is made to obtain the most thorough and 
comprehensive view of the ch i ld as possible. 

Eligibilitv for Diagnostics: 

I nd ividuals referred for d iagnostics must be screened through a local healthcare 
provider or school personnel uti l izing standard screening tools to determine if they are 
at risk of carrying the d iagnosis. I nd ividuals must have been a resident of North Dakota 
for a min imum of six months . 

Criteria for Diagnostics: 

• Formal d iagnostic assessments or tools util ized must be based on industry 
standards for best practices. 

• The tests used must be considered valid for the age of the indiv idual and the 
diagnosis g iven .  

• The evaluation must support that the individual is a cand idate for services identified 
with in the voucher program. 

• The eva luation must have been completed no more than one year prior to 
appl ication for Autism Voucher or ASD Waiver funding for services . 

2) Provision of Evidence-based Intervention and Treatment including Behavioral  
Services : The treatment and intervention program must be person-centered and include 
d i rect service support for the individual and fami ly. The basis of interventions and 
treatments uti l ized employ establ ished evidence-based programs as ind icated in the 
National Autism Center's findings, 2009. Other emerg ing or promising evidence-based 
treatments and interventions may be incorporated into the ind ividual 's program plan , based 
on the ind ividual needs and as deemed appropriate to meet the needs of the ind ividual and 
their fam i ly. Occupational ,  physical ,  and speech therapy may be provided . Programs are 
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i ntegrated and fol lowed consistently in order to provide the maximum benefit for the 
ind iv idual and their fami ly. 

I t  bears noting that with in the current b i l l  d raft, great care has been taken to include 
language that insures evidence-based practice in the d iagnosis of ASD. Why would the 
same standard not be applied to the treatment options for chi ldren on the Autism 
Spectrum? 

Description of the Efficacy of Evidence-based Models Currently Exc luded from Bil l  Draft 
Language : 

• The Early Start Denver Model (ESDM) is a model which employs social ski l ls tra in ing 
along with appl ied behavioral analysis intervention in order to increase chi ldren's 
cognitive and language ski l ls. New research on this intervention model has 
demonstrated remarkable outcomes for infants and todd lers. E DSM was developed by 
Dr. Sally Rogers, researcher and professor for the University of Cal iforn ia ,  Davis ,  Dept. 
of Psychiatry and Behavioral Sciences; along with Gera ld ine Dawson, Ch ief Science 
Officer for Autism Speaks .  (See Appendix A) 

• Pivotal Response Treatment (PRT) 'is specifical ly l isted in the National Autism Center's 
National Standards Project as an establ ished , evidence-based i ntervention or treatment 
model. It is a behavioral treatment derived from appl ied behavioral analysis (ABA) and 
is play-based and child-in itiated . The goal of PRT is the development of commun ication , 
language and positive social behaviors and the red uction of self-stimu latory behaviors 
of chi ldren on the spectrum .  I ts phi losophy is to target key areas of ch i ld development 
thus resulting in improvements across social ,  commun ication,  behavior and academic 
domains of development. It is one of the best stud ied and val idated treatments for 
chi ldren on the spectrum .  The model was developed by Dr. Robert Koegel ,  researcher 
and professor of Cl in ical Psychology and Special Education ,  Gervitz Graduate School of 
Education, and D i rector of the Koegel Autism Center, a l l  at the U n iversity of Cal iforn ia ,  
Santa Barbara ,  CA; and Dr. Lynn Koegel , researcher and cl in ical d i rector of the Autism 
Services , Koegel Autism Center, Gervitz Graduate School of Education , Un iversity of 
Cal iforn ia, Santa Barbara ,  CA. (See Appendix B) 

• A 2007 cl in ical report of the American Academy of Ped iatrics states that the benefit of 
ABA-based interventions in ASDs "has been wel l  documented" and that "ch i ldren who 
receive early intensive behavioral treatment have been shown to make substantia l ,  
sustained gains in IQ ,  language, academic performance,  and adaptive behavior as wel l  
as some measures of social behavior. " (See Appendix C) 
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**The National Standards Project (NSP) sponsored by the National Autism Center (NAC) 
2009 

Description of the NAC 

The NAC's p rimary purpose is to provide rel iable information to fam i l ies and professiona ls, 
promote best practices in treatment and interventions for individuals with Autism Spectrum 
Disorders (ASD),  and advocate for these individuals and their qual ity of l ife . The NAC operates 
with oversight of a professional advisory board . 

NSP Overview: 

The NSP was a primary in itiative of the NAC. The purpose was to address the need for 
evidence-based practice gu idel ines for ASD. Beneficiaries are the parents ,  educators , 
and service providers who make decisions about treatment selection for ind ividuals on 
the spectrum.  

Three primary purposes of the project: 

1 .  To identify the level of research support avai lable for educational and 
behavioral interventions used with ind ividuals 22 years of age and under. 
The interventions address the core characteristics of the neurolog ical 
d isorders. 

2 .  To help parents ,  caregivers, educators and service providers understand 
uti l ize key information to make decisions regard ing treatment decisions. 

3. To identify l im itations of existing treatment research . 

Process: 

• A rigorous model was developed for evaluating the scientific l iterature working 
with a pi lot team and outside consu ltation from methodolog ists . 

• A model-based examination of evidence-based practice gu idel ines from other 
health and psychology fields ,  severa l experts in the field of ASD ,  and an 
add itional 25 experts who have expertise in diverse fields of study and theoretical 
orientations was used . 

• Rel iabi l ity of the research reviewers' cod ing was completed with an acceptable 
level of agreement (>80%). 

Research results: 

Treatments and interventions were classified into four  categories: 

1 )  Establ ished. Sufficient evidence supports that the treatment as having favorable 
outcomes and thus are effective. 

2) Emerging. Some efficacy in the treatment has been demonstrated and more high 
qua lity stud ies must consistently confirm its effectiveness. 

3) U n establ ished . Little or no evidence exists that confi rms the effectiveness of the 
treatments. 

4) I neffective/Harmful .  Sufficient evidence exists that determines the treatment is 
ineffective or harmfu l .  
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Listing of Established treatments: 

• Antecedent Package - treatments uti l ize appl ied behavioral analysis (ABA) , 
behavioral psychology, and positive behavioral supports . 

• Behavioral Package - treatments uti l ize appl ied behavioral analysis ,  behavioral 
psychology, and positive behavioral supports 

• Comprehensive Behavioral Treatment for Young Chi ldre n - treatment uti l izes 
appl ied behavioral analysis, d iscrete trial train ing, incidenta l teaching and can be 
del ivered in a variety of settings 

• Joint Attention I ntervention - intervention involves teaching chi ldren to respond to 
nonverbal social cues of others or to in itiate interactions 

• Modeling - interventions rely on adu lt or peer demonstrating behaviors and the 
im itation of the behavior by the individual with ASD 

• Natura l istic Teaching Strategies - interventions uti l ize ch i ld-d i rected interactions 
to teach functional ski l ls, i . e . ,  p lay, conversation ,  choice-making ,  etc. 

• Peer Train ing Package - intervention involves teaching without d isabi l ities 
strategies for faci l itating play and social interactions with ch i ldren on the spectrum 

• Pivotal Response Treatment (PRT) - intervention targets areas of motivation to 
engage in social  commun ication, self-in itiat ion, self-management, and 
responsiveness to mu ltiple cues. Use parental involvement and the natural 
environment. 

• Schedules - i ntervention involves presentation of a tack l ist to commun icate a 
series of tasks requ i red to complete a specific task or series of task. 

• Self-management - i nterventions involve promoting independence by teaching self
regu lation of behavior. Reinforcement is a key component. 

• Story-based Intervention Package - Treatments that involve written description of 
situations and specific behaviors that are expected to occur, i .e . , how to act when 
shopping.  Involves prompting, reinforcement, d iscussion .  

** This description was taken d i rectly from NAC's NPR report titled "F ind ings and Conclusions: 
Addressing the Need for Evidence-based Practice Gu idel ines for Autism Spectrum Disorders . "  
(See Summary Chart - Appendix D)  

CONCLUSION 

As legislation is currently written ,  Anne Carlsen Center (ACC) would not be able to provide 
services to ch i ldren with ASD and their fami l ies . Services to rura l  North  Dakota ch ild ren and 
fami l ies wou ld not be possible as services would need to be provided in a major North Dakota 
city. ACC provides d i rect intervention services through the use of a special ized curricu lum a l l  
under the d i rection of a cl in ical psychologist. The curricu lum uti l ized incorporates appl ied 
behavioral analysis approach with positive behavioral supports and natural ize environments to 
not only assist ch i ldren in the mastery of skil ls but in the general ization of those ski l ls . Data 
from ACC's outcomes study ind icates chi ldren are making gains in the i r  ski l l  development. 
This may not be a longitud inal  study, but the early outcomes ind icate red uced behaviors ,  
increased commun ication and social ski l ls ,  and increased qual ity of l ife . (See Appendix E and 
Appendix F) 
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Appendix A 

Early Interventions for Chi ldren with Autism 

A new study examined Early Start Denver Model (ESDM), an early i ntervention method for 
young ch i ldren with autism , find ing that the interventions decreased ch i ldren's autistic 
symptoms and improved their social  ski l ls . Furthermore, the study fou nd that ESDM 
normalized the brain activity of chi ldren with autism. This is in add ition to a previous study 
find ing that th is particular intervention model was effective for increasing chi ldren's cogn itive 
and l ingu istic ski l ls .  ESDM is an intervention method developed by Sal ly Rogers (an author on 
th is new study) and Gerald ine Dawson , ch ief science officer for Autism Speaks. The model 
employs a relationship-based approach using the teach ing methods of appl ied behavioral 
analysis. 

The study participants included 48 autistic infants and todd lers in add ition to a control g roup of 
ch i ldren without autism .  Half of the autistic chi ldren were randomly assigned to receive ESDM 
intervention for 20 hours a week over a two-year period whi le the other half of the experimental 
group received s imi lar amounts of other types of interventions. Chi ldren who received early 
interventions using ESDM for two years had greater brain activity, as assessed by using 
electroencephalograms (EEGs), when viewing social stimu l i  such as faces than when seeing 
non-social stimu l i  l ike toys, a response in l ine with the typical ly developing ch i ldren. Ch i ldren 
who received the ESDM intervention were more l ikely to exhibit this type of brain activity than 
ch i ldren whose therapy included other interventions, with 73 percent of the ESDM group 
showing th is activation wh ile only 5 percent of the other interventions g roup did . The study was 
funded through the National Institute of Mental Health as wel l  as Autism Speaks, and its 
resu lts can be found in the Journal of the American Academy of Child & Adolescent 
Psychiatry. 

Meanwh i le ,  an  ongoing study in Canada also involves infants and toddlers who have autism -
or who show autistic symptoms but have not been official ly d iagnosed yet - and early 
interventions .  This study is examin ing the use of a parent-coach ing intervention model known 
as Social ABCs, which focuses on techniques based on appl ied behavior analysis. Funded by 
Autism Speaks Canada and the Sinneave Fami ly Foundation ,  this study wi l l  compare chi ldren 
who receive the i ntervention earlier to a group of ch i ldren who receive it six months 
later. Prel im inary resu lts have been promising about the effectiveness of the Social ABCs 
intervention model .  
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Appendix 8 

Overview of Pivotal Response Training (PRT) 

Pivotal Response Training (PRT) is a method of systematically applying the scientific principles of applied behavior 
analysis (ABA) to teach learners with autism spectrum disorders (ASD). PRT builds on learner initiative and interests, and 
is particularly effective for developing communication, language, play, and social behaviors. PRT was developed to create 
a more efficient and effective intervention by enhancing four pivotal learning variables: motivation, responding to multiple 
cues, self-management, and self-initiations. According to theory, these skil ls are pivotal because they are the foundational 
skills upon which learners with ASD can make widespread and generalized improvements in many other areas. 

Evidence 
PRT meets the criteria for an evidence-based practice with nine single subject design studies supporting its teaching 
practices. P RT constitutes an efficient and effective mode of intervention for promoting appropriate social communicative 
and adaptive behavior for chi ldren at the preschool and elementary school levels and for adolescents and young adults at 
the middle and high school level. 

With what ages is PRT effective? 
According to the studies that form the evidence base for PRT, children from 2 to 1 6  years of age have benefitted from PRT 
intervention. Research has shown that the use of motivational techniques inside PRT's teaching framework can lead to 85-
90% of children with autism, who begin intervention before the age of 5, developing verbal communication as a primary 
mode of communication. More recently, though, researchers have identified specific behavioral characteristics associated 
with favorable responses to the teaching practices. Precursors related to positive outcomes thus far, include increased use 
of social initiations, less social avoidance, more toy play, and stereotypic language. 

What skills or intervention goals can be addressed by PRT? 
The focus of PRT is to teach chi ldren and youth with ASD certain pivotal behaviors through a set of specific training 
procedures, which, when learned , wil l lead to the development of new behaviors. The pivotal behaviors targeted in PRT 
are: motivation, responding to multiple cues, self-management, and self-initiations. By acquiring these behaviors chi ldren 
can learn skil ls in the areas of academics, social, language/communication, and self- management. Improvements in these 
areas will promote a variety of social-communicative behaviors, such as communication , imitation, play skil ls, joint 
attention, and will reduce inappropriate, maladaptive behaviors. 

In what settings can PRT be effectively used? 
The ultimate goal of PRT is to provide learners with autism with the social and educational skills to participate 
independently in enriched and meaningful lives in inclusive settings. PRT emphasizes the importance of training parents as 
primary intervention agents; however, other family members (e.g. ,  siblings, secondary caregiver), staff (e.g . ,  teachers, 
school personnel, consultants), and typically developing peers are also included as intervention agents. As a result, PRT 
has been successfully implemented in a variety of naturalistic settings, including school , home, and community. Further, 
teaching in varied and more naturalistic environments has been demonstrated to promote general ization of ski l ls. 

(From the National Professional Development Center on Autism Spectrum Disorders - a  multi-university center to promote the 
use of evidence-based practice for children and adolescents with autism spectrum disorders) 

7 



Appendix C 

FROM THE AM ERICAN ACADEMY OF PEDIATRICS 

Excerpt from Report: 

Management of Children with Autism Spectrum 
Disorders 

1 .  Scott M .  Myers, MD,  

2 .  C h ri s  Plauche Johnson,  MD,  MEd ,  

3 .  the Counci l  on Ch i ldren With Disabil ities 

Applied Behavior Analysis 

Appl ied behavior  analys i s  (ABA) i s  the process of applying i nte rve n t i o n s  t hat are based o n  the pr i nc i p l e s  of 

learn i ng d e rived fro m exper imental psyc h o l ogy research to syste matical ly change behavior and to 

d e mo n s trate t h at the i nte rve n t i o n s  u s ed are re s po n s i ble fo r the observab l e  i m prove ment in be havior. ABA 

methods a re u s ed to i ncrease and mainta i n  d e s i rable adapt ive behaviors ,  red u ce i nte rfe r i n g  maladapt ive 

behaviors o r  n arrow the co n d it ions  u n d e r  which  they occ u r ,  teach new s k i l l s ,  a n d  g e n e ra l i ze be haviors to 

new e nv i ro n me nts or s i t u at i o n s .  ABA focuses  o n  the re l i able meas u re ment  and o bject ive eva luat i o n  of 

o b s e rvable behavior w i t h i n  re levant sett i n g s  i n c l u d i n g the h o m e ,  s c h o o l ,  and com m u n ity. The effective n e s s  

of ABA- based i nte rve n t i o n  i n  ASDs has b e e n  wel l  docu mented t h ro u g h  5 decade s  o f  researc h  b y  u s i n g  

s i ng l e - s u bject method o l og y2 1 .2s .2w and i n  co ntro l led stu d ies  o f  co m p re h e n s ive ear ly inten s ive behav i o ra l  

i nte rve nt ion p ro g rams i n  u n ivers ity and co m m u n ity sett i n g S .29-4o C h i l d re n  who rece ive early i n te n s ive 

behavioral  t reat m e n t  h ave been s hown to make s u bstantial , s u sta ined g a i n s  i n  IQ, lang uage,  acad e m i c 

perfo rmance,  a n d  adapt ive be havior as we l l  as s o me meas u res of soc ial behavior,  and t h e i r  outcomes h ave 

been s i g n ificantly bette r than those of c h i l d re n  i n  contro l  g ro u pS .3 1 -4o 

H ig h ly structu red co m p re h e n s ive early i nte rve nt ion programs for c h i l d re n  with ASD s ,  s u c h  as the Y o u n g  

Aut i s m  Project deve l o ped b y  Lovaas3s.4 1 at the U n ive rs ity of Cal ifo r n i a  L o s  Ang e l e s ,  re ly h eavi ly o n  d i screte 

tr ia l  t ra i n i n g  ( DTT) methodology,  but t h i s  is o n ly one of many tec h n iq u e s  u sed with i n  the rea l m  of ABA. DTT 

methods are u s efu l i n  estab l i s h i n g  learn i n g  read i ness by teac h i n g  fou ndati o n  s k i l l s  s u ch as atte n t i o n ,  

co m p l iance,  i m itat i o n ,  and d i s c ri m i n ati o n  learn i n g ,  a s  we l l  a s  a variety of o t h e r  s ki l l s .  H oweve r, DTT has 

been cr i t ic ize d  becau se of pro b l e m s  with g e n e ral ization of learned be h aviors to s po n taneo u s  u s e  i n  nat u ral  

envi ro n me nts a n d  because t h e  h i g h ly struct u red teach i ng e nv i ro n ment  i s  not re prese ntative of natu ral ad u lt

c h i l d  i nteract i o n s .  Trad it io nal  ABA tec h n i q u e s  have been mod ified to ad d ress these  i s s u e s .  Natu ral i st ic  

behavioral  i n t e rvent io n s ,  such as inc ide ntal teac h i n g and nat u ral  l a n g u age parad ig m / pivotal re sponse 

t ra i n i ng ,  may e n hance g e n e ra l i zation of s k i l l s . 1 3  

Fu nct ional  behavior analys i s ,  o r  fu nct ional  assessme nt,  is  a n  i m p o rtant aspect o f  be havioral ly based 

t reat me nt of u nwanted behavi o r s .  Most pro b l e m  behaviors se rve an ad aptive fu nct i o n  of s o me type and are 
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re i n fo rced by t he i r  conse q u e nces,  s u c h  as atta i n ment of ( 1 ) ad u lt atte ntio n ,  (2) a d e s i red o bject, activity, o r  

s e n sati o n ,  o r  (3) e scape from a n  u nd es i red s ituati o n  o r  d e m and . Funct ional  asses s m e n t  i s  a r i g o ro u s ,  

e m pi rical ly based method of g ather ing i nformation that can b e  used t o  max i m i ze t h e  e ffe ct ive n e s s  a n d  

effic iency of b e h avioral  s u p po rt i nte rve nt i o n s .4z It i n c l u d e s  formu l at i n g  a c l e a r  d escri pt ion o f  t h e  p ro b l e m  

be h avior ( i n c l u d i n g  fre q u e ncy and i nte n s ity) ; i d e ntify ing the antecede nts , consequence s ,  a n d  other 

e nvi ro n mental  facto rs t h at mai ntai n the be havior;  deve l o p i n g  hypotheses t h at s pecify the m ot ivati n g  

fu nct ion of t h e  behavior;  and col l ect i n g  d i rect observat iona l  d ata t o  test t h e  hypothes i s .  F u n ct i o n a l  analys i s  

a l s o  i s  usefu l i n  i d e ntify ing antecede nts a n d  conseque nces that are associated with i ncreased fre q u e ncy of 

d e s i rable be h av i o rs so that t hey can be used to evoke n ew adaptive be h aviors. 
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Appendix D 

National  Autism Center's National Standards Report Reference Sheet for Establ ished, Emerg ing ,  & 
Unestabl ished I nterventions for Autism Spectrum Disorders (2009) 

From: http://www.nationalautismcenter.org/pdf/NAC%20standards%20report.pdf 

Type of Intervention Ages Diag nostic Classification 
(Autistic Disorder (AD), Aspergers Syndrome 
(AS}, Pervasive Developmental Disorder-Not 
Otherwise Specified (POD-NOS) 

t' ii;&,: -.c; ! ,;>,', :• •. :;, ";1· ,t1:fl''; ·''t·:> >,, '!l.;:IJ. 
Establised Treatments I ' . 

Antecedent PackaQe 3-1 8 AD 
Behavioral Package 0-2 1 AD; POD-NOS 
Comprehensive Behavioral 0-9 AD; POD-NOS 
Treatment for Young Ch ildren 
Joint Attention I ntervention 0-5 AD; POD-NOS 
Model ing 3-1 8 AD; AS; POD-NOS 
Natural istic Teaching Strategies 0-9 AD; POD-NOS 
Peer Training Package 3-1 4  AD; POD-NOS 
Pivotal Response Treatment 3-9 AD 
Schedules 3-1 4 AD 
Self-management 3-1 8 AD 
Story-based In tervention Package 6-14 AD;AS 

Emerging Treatments 

Augmentative and Alternative 3-9 AD 
Commun ication Device 
Cogn itive Behavioral Intervention 6-1 8 AD; AS 
Package 
Developmental Relationship-based 0-5 AD; POD-NOS 
Treatment 
Exercise 3-1 4 AD 

Exposure Package 3-5 AD 

I mitation-based I nteraction 0-1 4  AD 

I n itiation Train ing 6-1 4 AD; AS; POD-NOS 

Lang uage Tra in ing (Production) 3-9 AD 

Massage/Touch Therapy 3-5 AD 

Multi-component Package 0-9 AD; AS; POD-NOS 

Music Therapy N/A AD 

Peer-mediated I nstructional 6-9 AD 
Arrangement 
Picture Exchange Communication 0-9 AD; POD-NOS 
System 
Reductive Package N/A AD 

Scripting 6-14 AD 

Sig n Instruction 3-9 AD 

Social Commu nication Intervention 0-5 AD 

Social Ski l ls Package 3-1 8  AD; AS; POD-NOS 

Structured Teach ing 0-1 8  AD; POD-NOS 

Technology-based Treatment 6-1 4  AD 

Theory of M i n d  Train ing 6-1 4  AD; AS 
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Unestablished Treatments 

Academic I nterventions N/A N/A 

Auditory I ntegration Train ing N/A N/A 

Faci l itated Communication N/A N/A 

Gluten-and Casein-Free Diet N/A N/A 

Sensory I ntegrative Package N/A N/A 
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Appendix E 

Anne Carlsen Center Classroom CARD Data 2012 

In J une 2012 data was co l lected from 9 students participating in an Appl ied Behavioral Ana lysis program,  

uti l iz ing curricu l um developed by  the  Center for Autism and Re lated Disorders (CARD) . The  students' ages 

ranged from 5 to 17 years o ld, and each has been d iagnosed with a variety of developmenta l  d isorders. Prior to 

beginning the program, an assessment was completed on them by members of their teams inc lud ing teachers, 

therapists, and d i rect services personne l .  

The  students participating in the program received an  average of 1 0  to  1 5  hours a week of one-to-one 

instruction and worked on goals from a l l  eight domains of the CARD curricu l um .  These inc lude:  Language, P lay, 

Adaptive Ski l ls, Motor Ski l ls, Executive Functions, Cogn ition, Socia l  Ski l ls, and Academic Sk i l l s .  Team members, 

based on the resu lts of each student's ski l ls  a ssessment, chose goa ls .  

Th is  data does not reflect any of the student's prior knowledge. During the instructiona l  phase, known 

as probing, any exe m plars or goa ls that the students were ab le to complete at mastery level were marked as  

"known" into the sk i l l s  curricu lum.  Th is  i nformation does not appear on any of the exemp lar  o r  goa l  mastery 

data . Some of the students have requ i red considerable probing into the individ ua l  goals .  This was necessa ry to 

ensure they were working on meaningfu l goals and exemplars. 

Exemplars Mastered 
700 

600 

500 

400 

300 
..,.._ Exemplar Mastery 

200 

100 

0 

Jun-12 Ju l-12 Aug-12 Sep-12 Oct-12 Nov-12 Dec-12 

The exemp lar  mastery data refers to the ind ividua l  parts of an objective. I f  one were to examine the goa l  

"Receptive Identification o f  Colors," the individua l  exemplars would be red, b l ue, green, ye l low, etc. Depend ing 

on the goal, there could be as  l ittle as  one exemplar, or numerous exemplars as  in the case of numbers o r  s ight 

words .  
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The n ine students mastered a tota l of 647 exemplars (an average of 107 exemplars a month for th is  

seven-month period ) .  

The students' ind ivid ua l  exemplar  m astery ranged from a low of  17 exemplars to  a h igh of  179 

exemplars. The students' averaged a low of a round 3 exemplars a month to a high of a round 30 a month .  

Goa ls  Mastered 

..,._Goals Mastered 

Jun-12 Ju l-12 Aug-12 Sep-12 Oct-12 Nov-12 Dec-12 

The goal mastery data refers to the goal in its entirety. I f  one were to aga in  uti l ize the goa i 11Receptive 

Identification of Co lors," the goal  wou ld be mastered after a l l  of the ind ividua l  exemp lars a re mastered .  In th is  

exam ple, a student has mastered the goa l  when they can receptive ly identify red, b lue, green, ye l low, p i nk, 

purple, b lack, wh ite, gray, o ra nge, and brown .  l f they a re not able to identify even one  of the a bovementioned 

colors, the goa l would not be considered mastered .  

The nine students mastered a tota l of 67 goa ls  (an average of over 11  goa ls a month d u ri ng th is  seven

month period ) .  

The students' ind ividua l  goa l mastery ranged from a low of  1 goa l  mastered to a h igh  of 1 7  goa ls  

mastered .  

The  data has a l so shown that an  increase in  the  amount of  hours of one to one appl ied behaviora l  

ana lysis treatment, h a s  led t o  higher acquisit ion rates for both exemp lars a nd goals .  

I n  September 2011, we began using appl ied behaviora l ana lysis strategies with one student for h is  I E P  

goa ls .  The goa ls for t he  I EP  were taken from the  CARD cu rricu lum and  worked on for an  average of 2 to  4 hours 

a week. During this time we d id see positive resu lts on the goals he was working on .  

I n  June 2012 the student began participating in the appl ied behavioral ana lysis progra m for  a n  ave rage 

of 12 to 15 hours a week. His data graphs show dramatic increases in acqu isition of both exemp la rs a nd goa ls .  
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This graph  demonstrates the gains made after i ncreasing the hours of treatment.  Prior to the  red l ine, 

the student was participating for a n  average of 2 to 4 hours a week of thera py. After the red l ine  is the data for 

12 to 15 hours a week  of thera py. 

In the n ine months, from September 2011 to May 2012, the student was receiving 2 to 4 hours a week 

of a pp l ied behaviora l ana lysis thera py a nd he mastered 41 exemp lars and 4 goa ls .  

I n  the subsequent n ine months, from June 2012 to February 2013, the student was receiving 12 to 15 

hours a week of appl ied behaviora l  ana lysis thera py and he mastered 205 exemplars and 14 goals.  That is a n  

increase of 400% i n  exemplar  mastery, a n d  a n  increase o f  250% in goal  mastery. 
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Although some students had  s lower acqu isition rates for exemplars and  goa ls, a l l  of  the students d id 

m a ke gains.  Many of these goals have increased the students' ab i l ity to com m unicate. This has a l lowed the 

students to not on ly complete I EP  goals with greater accuracy and consistency, but it  has  a lso i ncreased their 

qua l ity of l ife . 

Patrick Kel l am 

Evidence Based Curricu lum Coord inator 

Anne Carlsen Center 

J anuary 14, 2013 

15 



Appendix F 

Backgro u n d : 

Anne Carlsen Com m u nity-Based A u tism Services 

Data Summary: June 20 1 2  to February 20 1 3  

The first Community-Based Autism Services c li ent began receiving services i n  June 

20 1 2 . The services combine Applied Behavioral Analysis, Positive Behavi or Supports, 

and Natural Environment Training through uti l ization of the Skil l s  Curriculum developed 

by the Center for Autism and Related Disorders (CARD) . 

Throughout the remainder of 20 1 2, Autism Serv ices were expanded in  Grand Forks, 

Fargo, Jamestown, and B ismarck. Children are served in  home and commun ity-based 

settings, and urban and rural areas. Data in thi s  document reflects 1 0  children receiving 

serv ices through the Autism Servi ces Program. 

Age ranges of chi ldren receiving services through Anne Carlsen ' s  Community-Based 

Autism Serv ices Program are 2 Yz - 7 years old. S ince June 20 1 2, new chi ldren have been 

added to the program on a monthly basis .  Children receive varying hours of service per 

week (between 1 0-40, with the average being 25) .  

Of the 1 0  represented in  thi s  data sample, numbers in  the program each month were : 

June 20 1 2 - 1 chi ld 

July 20 1 2 - 2 children 

September 20 1 2  - 3 children 

October 20 1 2 - 4 chi ldren 

December 20 1 2 - 6 chi ldren 

January 20 1 3  - 9 children 

February 20 1 3  - 1 0  children 

Program Overview: 

The CARD Ski l l s  Curriculum is designed so that the children in the program are working 

toward goal and exemplar mastery. As with CARD Curriculum data from the Anne 

Carlsen Center CARD c lassroom in Jamestown, community-based data does not take into 

account any of the chi ld ' s  prior knowledge. There i s  a thorough assessment and probing 
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phase which takes p lace prior to beginning the program. During assessment and probing, 

extensive t ime is spent assessing each child ' s  current level of ski lls in all 8 developmental 

domains (to ensure that programming is meaningful with individualized goals built upon 

current skil l  level) .  The 8 domain areas include Language, P lay, Adaptive, Motor, 

Executive Functions, Cognition, Social and Academic Skil ls .  

Progress: 
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- Exem plars Mastered 

The exemplar mastery data refers to the individual parts of an objective. If one were to 

examine the goal "Receptive I dentification of Shapes," the individual exemplars would 

be square, circle, triangle, etc. Depending on the goal there could be  as l ittle as one 

exemplar, or numerous exemplars as in the case of numbers or s ight words. 

In the graph above, it is indicated the 1 0  children mastered a combined total of 359 

exemplars. The children' s  indivi dual exemplar mastery ranged from a low of 1 0  

exemplars mastered to a high of 1 8 1 .  
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The goal mastery data refers to the goal in its entirety. If one were to again utilize the 

goal "Receptive Identification of Shapes," the goal would be mastered after all of the 

individual exemplars are mastered. In this example, a student has mastered the goal when 

they can receptively identify square, c ircle, triangle, and rectangle. I f  they are unable to 

identify any of the above mentioned shapes, the goal would be considered unmet and the 

child would continue work on meeting all exemplars. 

In the graph above, it is indicated that the 1 0  children mastered a combined total of 69 

goals. 

The children' s  individual goal mastery ranged from a low of 2 goals mastered to a high of 

3 0 goals mastered. 

Although some children had slower acquisition rates for exemplars and goals, all of the 

children made gains. Mastery of goals and objectives has been reflected, for example, in 

increased communication and decreased behavioral issues. 

Jess Oswald,  Autism Specialist and Lorena Poppe, Autism Services Director 

Anne Carlsen Community-Based Services 

March 8, 20 1 3  
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Chairman Weisz and Members of the House Human Services Committee : 

I am Dr. Barba ra Stanton .  I am employed at Prairie St. John's as an  outpatient therapist special iz ing in 

autism spectrum d isorders (ASDs). I conduct diagnostic assessments, do individua l  and fami ly therapy 

and provide consu ltation, co l laboration and case management services. I a lso conduct tra in ings and 

workshops about a utism for menta l health professiona ls, educators, law enforcement, ea rly ch i ld hood 

educators, dayca re providers, relig ious o rgan izations, and the community at l a rge.  

I n  the past 13 yea rs I have worked with nea rly 1,000 individuals on the autism spectrum and their  

fami l ies. 

I am here to speak in  favor of Senate Bi l l  2193 which provides appropriations for the establ ishment 

of a database for a utism spectrum d isorders, a voucher program, an  on-going study of ASDs, a 

coord inator, and funding for regiona l  t ra in ings for physicians, school staff, other  professiona ls, and 

parents. 

Autism Spectrum Disorder Study and Report to Legislative Management: Sectio n  3 

This is simi la r  to House B i l l 1037 and I continue to support the need for a study. 

Autism is a spectrum d isorder in which there is great variation in ind ividual d ifferences. Currently there 

is a bel ief that there a re mult ip le autisms that a re due to chromosoma l  d ifferences, s ingu lar  o r  m u lti p le 

genetic mutations, brain structure changes, and neurochemica l d ifferences. 

There a re many c la ims of "cures" and interventions that wi l l  a lter the core symptoms of a utism .  I n  

o rder to  provide effective and  appropriate diagnostic assessments and  interventions we  m ust stay 

apprised of changes in the resea rch and how to apply it to individua ls. 

Al lowing stakeholders to access the North Dakota Legislature to advocate and educate rega rd ing their 

needs is critica l .  
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Autism Spectrum Disorder Database: Section 1 

This is comparab le  to House B i l l 1038 regarding a registry which is critical  to better understand the 

number of ind iv idua ls  d iagnosed with an a utism spectrum d isorder. As you know, there is currently no 

track ing system in  the state. Having accurate data is essential to plan future services, access fund ing, 

and give us the opportunity for data sharing. It wi l l  benefit fami l ies and the state. 

By having profess iona ls  who a re qua lified to make a medical diagnosis of autism m andated to p rovide 

data is an effective means to monitor the numbers of individua ls  in the state who a re impacted by 

a ut ism. Safeguards protecting privacy of individua ls  registered is addressed . M a ndating this p rocess is 

essential to insure that we have an accurate input of data. The steps outl ined in this bi l l  fo l l ow the 

diagnostic gu ide l ines of the American Academy of Pediatrics. 

Autism Spectrum Disorder Tra ining and Support: Section 6 

Th is is a lso simi l a r  to House B i l l 1038 but expands the professions who would rece ive fund ing for 

tra in ing. 

As you heard in p revious testimony, adequate tra in ing of professionals is essentia l i n  understand ing how 

to appropriately identify individuals with an  ASD as soon as  possib le .  Physicians a re often the first to see 

chi ld ren and it i s  c ritica l for them to be able to recognize the signs of autism. The Center for D isease 

Control and the American Academy of Ped iatrics have exce l lent materia ls  for physicians .  

Assessments for ASDs need to be done by someone who is qua l ified to make d iagnoses based on 

tra in ing and credentia ls and a re fami l iar  with ASDs. These a re the professiona ls  who can use evidence 

based assessments to identify an ASD and provide evidence based interventions. They a l so m ust be ab le 

to d ifferentiate between symptoms that are a part of the a utism or may be a separate d iagnosis; 

someone who can make appropriate referrals for additiona l  eva l uations when necessary .  We have a 
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l im ited number of professionals in the fie ld  who a re trained and qua l ified to do this .  

Two of the most important groups who need tra in ing a re those who work in schoo ls a nd pa rents. 

Without intending it to be so, the educationa l setting is cu rrently the primary location of treatment for 

ch i ldren  with autism spectrum disorders. 

Students with autism a re more l ikely than other special-need students to receive out-of-district 

p lacements. Educating autistic chi ldren  can be a cha l lenge in the best of circumstances. Many people 

with autism a lso have associated language de lays a nd inte l lectua l  d isabi l ities, whi le others have average 

or  a bove-average inte l l igence but the same communication problems. 

At school meetings I regu larly hear that these ch i ldren a re rude, lazy, or manipu lative . I nstead of 

recognizing the atypica l development of ch i ldren a nd young people on the autistic spectrum, teachers 

tend to view them through a "typica l lens", comparing their behavior with ch i ldren who do  not have 

autism. Some bel ieve that a l l  they need a re behaviora l  interventions to force a utistic ch i ld ren  to behave 

as other pupi ls  do, o r  that it is a condit ion that they wi l l  grow out of. 

The re is a lso often a general confusion about a utism. Teachers do not rea l ize, for example, that 

cha l lenging behavio r  can be accompanied by high i ntel l igence. They don't a lways understa nd that every 

behavior has a function and is a ma lada ptive means by which the chi ld communicates .  

The stress associated with school can lead to physical i l l nesses for the ch i ld  such as  headaches a nd 

gastrointest ina l  d isorders or menta l  hea lth problems from debi l itating anxiety to suicida l  ideat ion.  
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1 a m  in schoo ls every week to provide case management services, consultation, or work d i rectly with 

students. As I work with school staff, I hear about the struggles they have in understa nd ing and 

provid ing services to  chi ld ren with autism spectrum d isorders .  Pa rents a re caught i n  these struggles. 

They get frequent, sometimes dai ly, ca l l s  from the school as their  chi ld ren show cha l lenging behaviors 

that impact the learning of their chi ld and other ch i ldren in the school .  The first step is to understand 

the cause of the behavior as it relates to the autism.  This unde rstanding then leads interventions. 

Without proper interventions these chi l d ren  can be delayed in their learning and suffer stress that can 

lead to mu lt ip le other problems. 

Pare nts often a re in the role of support person, detective, advocate and case m anager for their  ch i ldren  

in  schoo l .  I n  order  to  make informed decisions for their ch i ldre n  parents need accurate information and  

an  understand ing of their options. 

The chal lenges at  school a nd/or home frequently lead to out of home placements which a re financia l ly 

expensive and emotiona l ly devastating. 

Voucher System:  Section 2 

There a re many essentia l  services for ch i ldren and adu lts with a utism spectrum d isorders that a re not 

covered by insu rance nor a re they provided in schoo l .  Many need equ ipment such as  educationa l  

materia ls, sensory equipment, visual a ids, safety equipment, assistive technology, and speech 

generating devices. This equipment must be purchased by the fami ly. 

What is different in the Senate version of the voucher as  compa red to House B i l l 1039 is the specificity 

of services that would be funded. When an issue is new we need to wait for the resea rch to 

demonstrate what is effective for interventions. It is sometimes d ifficult for people to wait but it is 

critica l to i nsure a ppropriate care of vulnerable individua ls .  The l ist of excluded services is based on 

several sources i nclud ing results of a review completed by The Agency for Healthcare Resea rch and 
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Qua l ity (AHRQ) which is the nation's lead agency for research on  healthcare qua l ity, costs, outcomes 

and patient safety. It is the hea lth resea rch a rm of the US Depa rtment of Human Services and  

compl iments the biomedical resea rch mission of  the  National I n stitute of  Hea lth .  They reviewed 

research studies after the year 2000, which is when there were evidenced assessments to insure an  

accurate d iagnosis, and those that had  more than  10  participants in the  study. They inc l uded 

information from stakeholders and reviewed a rticles that presented o riginal  research. I t  is important to 

note that the services l isted have not a l l  been proven ineffective but there is not enough research at this 

t ime to c la im that they a re effective for more than some chi ld re n  in specific subpopulat ions. In time 

the l ist may change. Also, as  Senator Lee stated in her i ntroduction of the bi l l on the Senate floor, 

parents may access these services for their chi ldren but the state wil l  not pay for it at th is  t ime.  

The bi l l ,  as  i t  was introduced in  the Senate, had some additiona l services on both the inc lusion and 

exclusion l ists. I wou ld  ask that respite care and specia l ized daycare be added to the inc luded services 

l ist in Section 2. These a re two essentia l  services for chi ldren and fami l ies. Rais ing a ch i ld  with an autism 

spectrum d isorder is extremely cha l lenging and can place significant stress on a fam ily. Using specia l ly 

trained respite homes and dayca re services benefits not just the fami ly but a lso the ch i ld  who wi l l  

rece ive continued supports a nd opportunities to learn and practice executive and socia l  ski l l s .  

The fo l lowing interventions, which a re not evidence based or a re ha rmful, shou ld  be added to the 

exclusion l ist for the fo l lowing complementary a nd a lternative medic ina l  interventions as  there is not 

scientific evidence yet to support or  refute their use for ASDs. Those inc lude a ud itory integration 

tra in ing, behaviora l optometry, cran io-sacral manipu lation, hyperbaric chambers, do lph in  assisted 

therapy, music therapy, and faci l itated communication, immunoregulatory interventions (eg. Dieta ry 

restriction of food a l lergens or administration of immunoglobul in or a ntiviral a gents), 

detoxification/chelation therapy, gastroi ntest ina l  treatments (eg. Digestive enzymes, a ntifungal agents, 
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probiotics, "yeast free diet", gluten/casein free d iet, and vancomycin ), d ieta ry supp lement regimens 

purported to act by modu lating neurotransmission or through immune factors or  e pigenetic 

mechanisms (eg vitamin A,C, B6, magnesium, fo l ic  acid, fo l in ic acid, B 12, d imethylglyci ne and  

trimethylglycine, carnosine, omega 3 FAs, inosito l, various m inerals and others. There a re ind iv idua ls  

and o rganizations preying on fami l ies by promoting these interventions. Last week I received a flyer for 

workshop about the use of omega 3 for a utism spectrum d isorders. Omega 3 can be va luab le for 

general  health but there is no evidence that it impacts the core symptoms of a utism .  

It  i s  my bel ief that a voucher system wil l  encourage providers across the state t o  receive a ppropriate 

tra in ing and offer services to individuals with a ut ism. Many of my col leagues in North Dakota, who a re 

l icensed mental hea lth practit ioners, do not have the tra in ing to work with autism nor a re they Medicaid 

e l ig ib le p roviders. 

Of the 34 appointments that I had schedu led in  one week, 30 appointments were with ch i ldren  under 

age 18 .  Of those, 3 a re in therapeutic foste r care, 1 is in a fami ly foster care situation, 4 a re invo lved in 

the j udic ia l  system, 1 is being referred to an  out of state residentia l  p rogram, 1 is i n  a pa rt ia l  

hospital ization program (after be ing inpatient), 28 a re rece iving specia l  ed ucation services and 1 was 

under age 5 .  With the proper supports most of them could have been mainta i ned at home o r  requ i re a 

lower level of ca re. 

Of the 4 young adu lts I saw; 3 a re in  residential/group home p lacements, 1 is in part ia l  hospital ization, 2 

of them a re in invo lved in the legal system, and 2 a re unemployed .  ( I  have attached a page l isting the 

cost of services.) 

It wi l l  be cost effective to be pro-active in provid i ng access to services. Without appropriate 

interventions that a re provided in a timely and efficient manner these ind ividu a ls a re more l ikely to 
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become a part of the legal, mental hea lth or disabi lity system thereby adding to the cost of these 

p rograms. For chi ldren  the costs include addit iona l  educationa l  services and o ut of home placements at 

the expense of the state. I included these costs in  an attachment to this testimony. 

By provid ing proper services from trained professiona ls and giving supports to individua l s  a nd fam i l ies 

thereby decreasing the demand on public services there wi l l  be significant financia l savings. The 

benefits to individua ls with autism and their fam i l ies a re immeasurable .  

This b i l l  wi l l  not m eet the ful l  need in North Dakota .  However it wi l l  point us in  the 

right d i rection as  we develop other  services and supports and we learn more because of the services 

o utl ined in  this b i l l .  I ask you to vote yes on Senate B i l l  2193. 
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Costs Associated with Services to Children with a n  Autism Spectrum Disorder: 

Therapeutic Foster Care: 

County Foster Care :  

Dakota Boys and Girls Ranch 

Prairie Lea rning Center 

Lake Oahe Group Home 

Of Standing Rock Nation 

Inpatient hospitalization: 

ASD Specia l ized Residentia l 

O ut of State p lacement 

$97.11 per day or $2910 per month or $34,920 per year 

$23-26 per day or  $695 - 875 per month  (depends on age) 

$302 per day or $9060 per month or  $ 108,720 per year 

$ 174 per day or $5220 per month or  $62,640 per year 

$164 per day or  $4920 per month o r  $ 59,040 per yea r  

$ 1,618 per d a y  o r  $11,326 per week 

$762 per day or  $22,860 per month  or $278,130 per year 

(more for 1:1 staffing) 
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Testi m o n y  

Sen ate Bill 2 1 93 
House H u m a n  Services Com m i ttee 

Tu esday, March 1 2, 2013 
North Dakota Departm ent  of Hea lth 

Good afternoon, Chairman \Vei sz and members of the House H uman S ervices 
Committee . J\1y name is Tamara Gal1up-I'v1il lner and I am Director of the 
Division of Children ' s  Special Healtb Servi ces for the Nmih Dakota 
Department of Health .  I am here to provide information regarding SB 2 1 93 .  

Section 1 of the bill  instructs the Nmib Dakota Depmiment of Health to 
establ ish and administer an autism spectrum disorder (ASD) database that 
includes a record of al l  reported cases of ASD in the state and any other 
information deemed relevant and appropriate by the depariment in order to 

complete epidemiologic surveys of the ASD! enable research and analysis of 
the ASD a11d provide services to individuals \Vith an ASD.  It  instructs the 
depmiment to establish criteria, in consultation with experts, on who is qual ified 
to report cases of ASD in the database . It requires the depmiment to include 
diagnoses from the D i agnostic and Statistical Manual of :tv1ental Disorder, Fifth 
Edition, in the database in additi on to a complete physical evaluation of  the 
reported individual performed by a l icensed physician .  It requires the State 
Health Council  to adopt rules to provide for established mandatory repmiing 
requirements to the ASD database . Lastly, it addresses confi d ential ity of 
i dentifiable  database records, but allows the depmiment to provide the records 
to other state agencies to carry out the purposes of the database after notifying 
the receiving agency of the confidential nature of the records . Section 4 of the 
bill provides an appropriation of $200,648 from the general fund to the 
Depariment of Health for the purpose of estab lishing and administering the 
ASD database and authorizes one ful l -time equivalent position for thi s  purpose.  

If SB 2 1 93 is adopted, the Depmiment of Health requests clarification on a 
number of items bulleted below in order to ensure we establish and administer a 
successful database. 

• Who i s  expected to establ ish and administer the registry and complete the 
epidemiologic surveys,  enable research and analysis,  and provide services to 
individuals with ASD? Language in l ines 7 thTough 1 2  of the bi ll differs 
from what was communicated when the Depmiment of Health was initially 



contacted for information regarding the database.  At that point, it was 
communi cated that only an accurate number of individuals with ASD \Vas 
needed. To carry out the responsibi l iti es as currently written in the bil l ,  
indivi duals would need to understand the intricacies and comp l exities of 
ASD and have a background in pub l i c  health i nformatics . Ongoing FTE 
wou l d  be needed to carry out this l evel  of responsibility . 

., The bi l l  requires that the database include a complete physi c al evaluation of 
the reported individual , performed by a l i censed physi cian .  Thi s component 
adds complexity to regi stry reporting and may not be use ful unless it ' s 
autism -specif] c .  

e The department concurs that repmiing be mandatory to assure the database 

wil l  provide a compl ete and accurate record of all ASD cases in North 
Dakota and that rules be adopted to address specific reponing requirements . 

e As with other registries  maintained in the Department of H ealth (e . g . ,  HIV) , 
confidentiality \Nould b e  maintained and the data kept in a secure system. 
The department agrees that having the ability to provide records to other 
state agencies,  as necessary, to effect the purposes of the database is  
beneficial as it  suppmis coordinat ion across agenci es and enables fami lies to 
be l inked to educational oppmiunities or other servi ces .  

• The amount appropriated to the Depariment of Health in S B  2 1 93 i s  
$200,64 8 .  This figure originated from an estimate provided by the State 
ASD Task Force to an interim l egislative committee and was a proxy 
estimate based on costs of an Early Hearing Detection and Intervention 
Tracking System. Upon request of advocates, the Departn1ent of Health also 
provided an init ial cost estimate for a simple autism registry. 'Nith that 
option, ASD was to be added to an existing system, the ND Electronic  
Disease Survei l lance S ystem, also known as Maven . "V�Tith the additional 
requirements of SB 2 1 93 ,  the Maven system will need to b e  customized in 
order to use it for an ASD database .  By the time staff is hired, the autism 
database is operational , and repmiing initiated, it' s realisti c to anticipate a 
two-year time frame before the system is  fully functional . In addition to the 
added staff, additional costs include such things as maintenance costs from 
the system vendor, staff travel, and educati onal resources to create 
awareness for registry reporting. 



,, In the fiscal note, estimated expenditures for the Depmiment of Health total 
$3 9 1 ,464, which requires an additional appropriation of $ 1 90,8 1 6  in general 
funds from what is included in the bill .  This includes t\VO full-time 
equivalent positions at $29 1 ,464 and associated operating expenses at 
$ 1 00,000, which are comprised of $3 0,000 in general operating expenses 
associated with the FTE, $3 0,000 for the purchase and license of a new 
module for the autism database using our current Maven system, and 
$40,000 for system maintenance and hosting fees ($20,000 per year) . 

l-IB 1 03 8 contains similar instruction to the Depmiment o f  Health and a similar 
fiscal note, but includes no appropriation or full-time equivalent positions . 

This concludes my testimony. I would be happy to answer any questions you 
1nay have. 
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Autism spectrum d isorders and health care 
expend itures : the effects of co-occurri ng cond itions.  
Peacock G ,  Amendah D ,  Ouyang L ,  Grosse S O .  
National Center on Birth Defects and Developmental Disabi l it ies ,  Centers for Disease 
Control and Prevention , 1 600 Cl ifton Road, Atlanta , GA 30333, USA. 
gpeacock@cdc .gov 

Abstract 
OBJECTIVE : Chi ldren with autism spectru m disorders (ASDs)  often have 

co-occurri n g  cond ition s ,  but l ittle is known on the effect of those 

cond it ions on thei r m ed ical care cost. M edical expenditu res attributable to 

ASDs among M ed icaid-en rol led ch i ld ren were calcu lated , and the effects 

of 3 com monly co-occu rri ng conditions-- i ntel lectua l  d isabi l i ty ( I D ) ,  

attention deficit/hyperactivity d isorder (AD H D ) ,  a n d  epi lepsy-on those 

expenditu res were analyzed . 

M ETHODS: U sing  M arketScan M edicaid M u lti-State Databases 

( 2003-200 5 )  and the I nternational Classification of Disease, N i nth 

Revis ion , ch i ldren with AS D were identified . Chi ldren with out AS D form ed 

the com parison grou p.  The 3 co-occurring  condit ion s were identified 

amon g both the AS D and the comparison grou ps . An n ual  m ea n ,  med ian , 

and 95th percenti le of total expend itu res were calcu lated for c h i ldren with 

AS D and th e co-occu rri ng cond itions and com pared with those of ch i ldren 

without ASD .  M u lt ivariate analyses establ ished the i nfl u ence of each of 

those co-occurrin g  cond it ions on the average expen ditu res for ch i ldren 

with and without AS D .  
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RESULTS : I n  2005,  47°/o of ch i ldren with AS D had at l east 1 selected 

co-occu rri n g  cond ition ; attention deficit/hyperactivity d isorder was the 

m ost com mon , at 30o/o .  The m ean medical expen ditu res for ch i ldren with 

ASD were 6 t imes h igher than those of the com parison grou p .  C h i ldren 

with AS D and I D  incu rred expenditures 2 .7 t imes h igher than did ch i ldren 

with AS D and no co-occurr ing condition . 

CONCLUSION: M edicaid-enrol led ch i ldren with AS D i n cu rred h igher 

m ed ical costs than d id  M edicaid-enrol led ch i ldren without AS D .  Am ong 

M edicaid-enro l led ch i ldren with AS D ,  cost varied su bsta ntial ly based on 

the presence of another neurodevelopmental d isorder. I n  part icular, 

ch i ldren with I D  had m uch h igher costs th an d id other ch i ldren with AS D .  

PM I D :  221 57409 [PubMed - indexed for M EDLI N E] 
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TESTIMONY ON SB 2 1 93 
HOUSE H UMAN SERVICES COMMITTEE 

March 1 2, 20 1 3  
By : Gerry Teevens, Director of Special E d u cation 

701 -328-2277 
Depa rtment of Public I nstruction 

Mr. Chairman and Members of the Human Services Committee : 

My name is Gerry Teevens.  I am the Special Education Director for the 

Department of Publ ic Instruction. I am here today to provide information and 

request an amendment related to Section 6 of the Engrossed Senate B i l l  2 1 93 .  I 

provided testimony March 1 1 , 20 1 3  related to Section 1 of HB 1 023 . For your 

reference and at your convenience, I have included a copy of that testimony. B oth 

sections of each bi l l  address required training. HB 1 02 3  requires the Department of 

Publ ic Instruction to provide training and support to general education classroom 

teachers and other school staff regarding the most effective methods of educating 

and providing services and support to individuals with autism. Section 6 of SB 

2 1 93 would appropriate up  to $500,000 to the Department of Human Services for 

the purpose of implementing a statewide autism spectrum disorder training effort, 

i ncluding physician training regional training, school staff training, and parent 

training. The reengrossment of HB 1 023 does not include an appropriation for the 

training costs. The proposed appropriation of $ 1 98,000 was removed from the 

original b i l l .  
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The IDEA, 34 CFR §300. 1 62 - SUPPLEMENTATION OF STATE, LOCAL, AND 

OTHER FEDERAL FUNDS, forbids the use of IDEA funds to pay for staff, programs, 

or materials that are required under state law. Supplanting would be presumed to 

have occurred. There currently is not money in the Department ' s  budget for the 

trainings as set forth in Section 1 of thi s  bi l l .  Without an appropriation from the 

general fund of the state treasury the Department of Publ ic Instruction would not 

be able to carry out the training as set forth in Section 1 of HB 1 03 8 .  

The most recent December 1 ,  20 1 2  ND chi ld count data revealed that 786  

( 6%) of  the 1 3 ,296 chi ldren receiving special education and related services were 

identified under the disabi l ity category of autism. It i s  important to note that these 

numbers do not include those chi ldren with a secondary d i sab i l i ty of autism. Some 

students with autism may not be identified as having autism; rather they are 

identified as hav ing a specific learning disabi l ity, other health impairment, speech 

language impairment or a non-categorical delay (a designation for children up to 

age 1 0) .  The December 1 ,  20 1 2  data shows a steady increase for the previous 

decade in the number of children with an auti sm receiving special education 

services. Included with this document is  the h istorical ch i ld  count data for ND over 

the last decade. 

It i s  the responsibi l ity of the ND Office of Special Education to provide 

technical assistance to local special education units and districts to enhance the ir  
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serv ices for al l children with disabi l ities. Most recently our office has received an 

increased number of requests for funding professional development trainings for 

personnel serving children with autism. To specifical ly identify train ing needs, 

Staff in Special Education Office conducted on-site stakeholder visits in each 

region of the state and fol lowed up with an on-l ine survey to the 3 1  special 

education unit directors . As a result, the fol lowing areas were determined to be the 

h igh priorities for training :  Social Ski l ls  Instruction, Communication Systems or 

ski l ls, and Behavior Supports. 

The contracting of national experts to conduct train ings in the area of 

Autism carries an initial sign ificant cost. The Office of Special Education has 

received an estimate of $22,000 per train ing by national experts. These train ings 

use research-based strategies to address problem behavior and communicat ion 

deficits of this population . This  estimated cost does not include travel expenses for 

the school district staff that wil l  be participating. Although the majority of the local 

unit d irectors indicated wil l i ngness to cover travel expenses for their staff, their  

abi l ity to al locate funds for thi s  may be impacted by the federal budget cuts . 

Additional ly, ongoing embedded professional development which requires a 

sustained funding stream must be establ i shed in order to maintain ski l ls that were 

developed in these initial train ings. The Office of Special Education intends to use 

these in itial trainings as the first step in  developing trained regional autism support 
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teams which would be avai lable to provide ongoing support to local districts, 

especial ly the rural districts in the state . These teams would work to bui ld the 

school staff capacity to provide services and supports using evidence based 

practices with indiv iduals having autism. 

On behalf of the Department, I request that the committee please consider an 

amendment to HB 1 03 8  or to SB 2 1 93 to reinstate the appropriation for the 

Department of Publ ic Instruction to provide training and support to general 

education classroom teachers and other school staff regarding the most effective 

methods of educating and providing services and support to ind ividuals with 

autism. 

Mr. Chairman and members of the Committee, this  concludes my testimony. 

I would be happy to answer any questions the committee may have. 
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Comparison by Disabil ity for Dec. 1 999 through Dec. 201 2 

Disabil ity Dec 1 999 Dec 2000 Dec 2001 Dec 2002 Dec 2003 Dec 2004 Dec 2005 Dec 2006 Dec 2007 Dec 2008 Dec 2009 Dec 2010 Dec 201 1 Dec 201 2 
Autism 1 1 2  1 35 1 60 1 97 240 278 320 375 444 514  586 627 718  786 

Deaf 43 38 38 35 2 

Deaf/Blind 3 4 4 4 1 2 2 1 2  8 5 5 5 4 3 

Emotional Disturbance 973 1 ,037 1 ,096 1 , 1 23 1 , 1 93 1 ,278 1 , 1 27 1 , 087 1 ,054 995 9 1 3  836 807 792 

Hearing Impairment 1 1 1  1 06 1 02 1 02 1 47 1 37 1 39 1 26 1 09 1 20 1 25 1 31 1 25 1 33 

Intellectual Disability 1 ,241 1 ,246 1 ,200 1 , 1 69 1 , 1 42 1 ,092 970 975 906 860 801 763 755 767 

Non-Categorical Delay 3-5 2 16  271 305 325 397 423 451 504 567 61 5 740 803 780 804 

Non-Categorical Delay 6-9 49 1 32 223 260 361 433 5 1 7  555 598 671 707 743 789 

Other Health Impairment 542 640 781 960 1 ,086 1 ,236 1 ,296 1 , 388 1 ,4 17  1 490 1 606 1 634 1 7 1 5  1 765 

Orthopedic Impairment 1 77 1 58 1 59 1 58 1 37 1 82 1 48 1 32 1 24 1 1 8  1 1 5  1 1 0 1 1 1  1 00 

Speech Impairment 4,4 16  4,251 4,204 4,262 4,301 4,619  4,307 4,245 4,032 3644 3439 3298 3237 3087 

Specific Learning Disabil ity 5,686 5,620 5,353 5,247 5,043 4,973 4,594 4,387 4,307 4224 4 1 59 4 143 4022 4 161  

Traumatic Brain Injury 31  35 33 35 41 46 51 32 37 43 50 58 57 55 

Visual Impairment 61 60 63 61 56 52 45 45 46 52 51 55 49 54 
TOTAL 1 3,61 2 1 3,650 1 3,630 1 3,901 14,044 1 4,681 1 3,883 1 3,825 1 3,606 1 3,278 1 3,261 1 3, 1 70 1 3,123 1 3,296 
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HOUSE H UMAN SERVICES COM M ITTEE 

M a rch 1 1 , 2 0 1 3  
By: Gerry Teevens, Special Education Director 

701 -328-2277 
Depa rtment of Pu blic Instruction 

Madam Chairman and Members of the Human Services Committee : 

My name is  Gerry Teevens .  I am the Special Education Director for the 

Department of Publ ic Instruction . I am here today to provide information and 

request an amendment related to section 1 of the Reengrossed House B i l l  1 03 8 .  

The Department o f  Publ ic Instruction/Office of Special Education has the 

responsibi l ity as set forth in the federal law, the Individuals with Disabi l ities 

Education Improvement Act of 2004 (IDEA), to assure that a free appropriate 

publ ic  education (F APE) is available to any individual chi ld  with a disabi l i ty who 

needs special education and related services. These services must be designed to 

meet thei r  unique needs and prepare them for further education, employment and 

independent l iving. Chi ldren with disabi l ities are to be educated with those who do 

not have disabi l ities to the maximum extent appropriate, and should attend and 

participate in general education classes unless it is inappropriate and otherwise 

indicated on a student 's  Individual ized Education Program (IEP). An essential 

consideration in the development of the IEP is  the extent to which the chi ld ' s  
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instructional needs can be met by general education staff in al l  environments with 

or without assistance from special educators. 

Over the last several years the number of chi ldren identified with autism and 

needing special education services has increased in North Dakota as wel l  as 

national ly.  Autism is  the term used in the IDEA and that i s  the term that schools  

use when reporting Chi ld Count data to the Department of Publ ic  Instruction . The 

December 1 ,  20 1 2  ND child count data, revealed that there were 1 3 ,296 chi ldren 

receiving special education and related services in the state . Of this  total , 786, 

(6%) were identified under the disabi l ity category of autism. It i s  important to note 

that these numbers do not include those chi ldren with a secondary d isabi l i ty of 

autism. Some students with autism may not be identified as hav ing autism, rather 

they are identified as having a specific learning disab i l ity, other health impairment, 

speech language impairment or a non-categorical delay (a designation for chi ldren 

up to age 1 0). The December 1 ,  20 1 2  data shows a steady increase for the previous 

decade in  the number of chi ldren with an auti sm receiving special education 

services. Included with th is document is the historical child  count data for ND over 

the last decade . 

It i s  the responsibi l ity of the ND Office of Special Education to provide 

techni cal assistance to local special education units and districts to enhance their 

services for all chi ldren with d isabi l ities. Most recently our office has received an 
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increased number of requests for funding for professional development training for 

personnel serving chi ldren with autism. During the annual Fall  Leadership 

Conference which our office hosts for local Special Education Unit Directors and 

Program Coordinators, an emphatic request was voiced by the participants for state 

sponsored profess ional development for al l  school staff working with chi ldren with 

autism . Parents of chi ldren with autism have expressed concerns about thi s  need to 

us as wel l .  This need is reflected in currently proposed legislation. The State 

Autism Task Force has identified the need for training and support for general 

education teachers and other school staff as wel l .  

In  order to assess more specifically the training needs, the Office of Specia l  

Education carried out two activities. Staff in the Special Education Office 

conducted on-site stakeholder visits throughout the state to develop a statewide 

perspective on : the types of services currently being provided to chi ldren and youth 

with autism; the school district chal lenges related to providing those services; and 

the type(s) of training(s) needed for school staff working with these chi ldren . In  

addition, the Special Education Office disseminated an on-l ine survey to the 3 1  

spec ial education units in the state. This survey asked special education d irectors to 

identify and prioritize the specific types of training needed by the unit staff 

working with chi ldren with autism. Thi rty of the thirty one Special Education Units 

responded .  The most frequently requested trainings identi fied by the directors were 
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Social Ski l l s  Instruction, Communication Systems or ski l l s, and Behavior 

Supports. Teachers also expressed these needs as wel l .  The rural directors 

additionally  expressed the need for assistance in training and supports to retain 

trained personnel . 

The contracting of national experts to conduct train ings in the area of 

Autism carries an initial sign ificant cost. Upon research for estimated cost, the 

Office of Special Education has received an estimate of $22,000 to bring in 

national experts to conduct three sets of trainings during a one week period. These 

train ings use research-based strategies to address problem behavior and 

communication deficits of this population . This estimated cost does not include 

travel  expenses for the school district staff that wi l l  be participating. A lthough the 

maj ority of the local unit directors indicated wil l ingness to cover travel expenses 

for their staff, their abi l ity to allocate funds for this may be impacted by the federal 

budget cuts. 

Providing ongoing embedded professional development requires a sustained 

funding stream in  order to maintain skil l s  that were developed in these initial 

train ings. The Office of Special Education intends to work to develop trained 

regional auti sm support teams which would be avai lable to provide ongoing 

support to local districts. These teams would work to build  the school staff 

capacity to provide services and supports using evidence based practices with 
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individuals having autism. Thi s  i s  a signi ficant need in the more rural districts in  

the state . 

In the reengrossment of this  b i l l ,  the appropriation to the Department for the 

training as set forth in Section I was removed. The IDEA, 34 CFR §300. 1 62 -

SUPPLEMENTATION OF STATE, LOCAL, AND OTHER FEDERAL FUNDS, 

forbids the use of IDEA funds to pay for staff, programs, or materials that are 

required under state law. Supplanting would be presumed to have occurred.  

There currently is  not money in the Department 's  budget for the trainings as set 

forth in Section I of this  bi l l .  

On behalf of  the Department, I request that the committee please consider an  

amendment to HB 1 03 8  to  reinstate the appropriation for the department of publi c  

instructi on to provide training and support to general education classroom teachers 

and other school staff regarding the most effective methods of educating and 

providing services and support to individuals with autism. 

Madam Chairman and members of the Committee, this  concludes my 

testimony. I would be happy to answer any questions the committee may have. 
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Testimony SB2193 

House Human Service Committee 

Chairman Representative Weisz 

Cha irman Representative Weisz and Members of the House Human Services Committee, 

My name is Amanda Lausch . I am a constituent as we l l  as a parent to a ch i ld  with Autism. I a m  

writing this in reference to SB2193 

My ch i ld  was served under the current Autism waiver unti l  she aged out at age 5. The curre ;,t 

Autism waiver was a good start but needs much revision. We benefited and appreciated greatly some of 

the services we received under the current Autism waiver. Now that she has aged out, my ch i ld  is 

lacking. I have reviewed SB2193 and have sign ificant concerns. North Dakota does need a nother Autism 

waiver i n  p lace or  an expansion and revision of the current waiver. However, I wou ld  prefer to see no 

waiver in place than for this one to pass ! 

My biggest concern is rega rding the reporting database. I am a wel l-educated medica l 

professional  and  I fu l ly understand the H IPPA rules and regu lat ions.  Along with that, I a lso understand 

that under  H I PPA a patient's health information is not to be shared un less it absolutely needs to be and 

then on ly the minimum is to be shared.  The state does not need this information. Add it ional ly, I f ind 

this unconstitutiona l .  We should ask ourselves that why a ch i ld's information should be requ i red to be 

reported just because they a re different, because they have a disabi l ity, because they have Autism? 

Appa rently the state feels that a ny information "determined re levant and appropriate", which is rather  

broad, they have a right to so they may com plete the i r  "su rveys" and "ana lysis." When d id  our  ch i ldren 

with Autism become their property to study l ike wi ld l ife? They a re human beings with rights to keep 

their  information private, not regulated by the government that  they have to turn over their  information 

j ust because they have Autism. Sex offenders must register and report to a database. Chi ld ren  with 

Autism should not. We have a duty to " look over" people and ca re for people with disabi l ities, not take 

away their  rights and "look at them." Additional ly, this is qu ite uneth ica l .  Whenever resea rch and  

ana lysis i s  professiona l ly performed, there i s  an  ethics committee to  insure that the  research is 

performed eth ica l ly. Those the resea rch is performed on must give consent. There is no consent a bout 

this.  Thus it is unethica l .  

My second concern is with the voucher program .  It excl udes a l l  forms of behaviora l  t ra in ing. 

Most parents who have ch i ldren with Autism struggle with some form of behaviors. This is a crucial piece 

to have exc luded.  Lastly, what a ch i ld  can receive from the voucher is determined by the department's 

opin ion of the ch i ld's level of functioning. Most of the time, those in the department ho ld a four-year 

degree that does not specia l ize in Autism nor do they know the specifics of the ch i ld .  It is impe rative that 

the la nguage of the bi l l  include "provider's recommendations" in addit ion to the "app l ica nt's level of 

functioning. 

Overa l l ,  I am very disappointed in this b i l l .  I wou ld  strongly encourage you to take out the 

database registry as i t  is a c lear violation of the rights of ch i ldren with Autism to be requ i red to register 

and be studied. 

Thank you for your t ime. 

Sincere ly, 

Amanda Lausch 

1218 16th St SW, Jamestown, ND 58401 
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Prepared by the Legislative Counci l  staff for 
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April 1 ,  20 1 3  

PROPOSED AM ENDMENTS TO ENGROSSED SENATE BI LL NO. 2 1 93 

Page 1 ,  l i ne 1 ,  remove "the establ ishment of an autism spectrum disorder database and" 

Page 1 ,  remove l ine 2 

4/ 1  

Page 1 ,  l ine 3, replace "study and report to the leg islative management" with "expansion of the 
autism spectrum disorder medicaid waiver" 

Page 1 ,  remove l ines 5 through 23 

Page 2 ,  remove l ines 1 through 3 1  

Page 3,  replace l ines 1 through 2 0  with : 

"SECTION 1 .  DEPARTMENT OF HUMAN SERVICES AUTISM SPECTRUM 
DISORDER MEDICAID WAIVER. The department of human services, during the 
biennium beginning J uly 1 ,  201 3, and ending J u ne 30, 201 5, shal l  seek approval from 
the federal  centers for medicare and medicaid services to expand the department's 
a utism spectrum disorder medicaid waiver to cover thirty-five additional ind ividuals 
from birth through age five. The expansion to the waiver must become effective on or 
after January 1 ,  201 4, and must include appropriate behavior i ntervention and 
treatment services that may include evidence-based and promising practices, case 
management services, technology and technology-based support ,  i n-home support, 
equipment and supplies ,  home monitoring,  respite care, residential supports and 
services, and behaviora l  consultation . "  

Page 4 ,  l i ne 6 ,  replace the first comma with a semicolo n  

Page 4,  l ine 6 ,  replace the second comma with a semicolon 

Page 4,  l ine 6 ,  replace ", and parent tra in ing ,"  with ";  tra in ing to support behavior analyst 
certification;  train ing to improve independent l iving skil ls, preemployment opportunities, 
and executive and social  skills; train ing and educational materials for parents; and 
parenting education" 

Ren u m ber accord in'g ly  
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