
15.0546 .02000 

Amendment to: SB 2234 

FISCAL NOTE 
Requested by Legislative Council 

02/05/2015 

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· td d ti eves an appropna wns an 1c1pa e un ercurren aw. 

2013-2015 Biennium 2015-2017 Biennium 2017-2019 Biennium 

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

Revenues 

Expenditures 

Appropriations 

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

2013-2015 Biennium 2015-2017 Biennium 2017-2019 Bienn ium 

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) . 

Engrossed SB 2234 provides for the Department of Human Services to study eligibility for developmental disability 
waivers and to report to Legislative Management by January 1, 2016 . 

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. 

Engrossed SB 2234 has no fiscal impact. The information that would need to be gathered for this study would be 
assigned to current department staff. 

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. 

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. 

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 or a part of the appropriation is included in the executive budget or relates to a continuing 
appropriation. 



Name: Debra A McDermott 

Agency: Human Services 

Telephone: 328-3695 

Date Prepared: 02/06/2015 



15.0546.01000 

Bill/Resolution No.: SB 2234 

FISCAL NOTE 
Requested by Legislative Council 

01/16/2015 

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

2013-2015 Biennium 2015-2017 Biennium 2017-2019 Biennium 

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

Revenues 

Expenditures 

Appropriations 

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

2013-2015 Biennium 2015-2017 Biennium 2017-2019 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 2234 allows an individual diagnosed with Down syndrome to automatically meet the criteria for developmental 
disability without regard to intellectual disability or impairment of general intellectual functioning and to be eligible for 
medical assistance. 

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 Department cannot calculate the fiscal impact until we understand the details from the bill sponsors and 
advocacy organizations about the scope of change and its impact on DD and Medicaid expenditures. 

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. 

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. 

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 or a part of the appropriation is included in the executive budget or relates to a continuing 
appropriation. 



_ ........... .. . . .. 

Name: Debra A McDermott 
Agency: Human Services 

Telephone: 328-3695 
Date Prepared: 01/27/2015 
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2015 SENATE STANDING COMMITTEE MINUTES 

Committee Clerk Signatur 

Huma n Services Committee 
Red River Room, State Capitol 

SB 2234 
1/28/2015 

22694 

D Subcommittee 

D Conference Committee 

Explanation or reason for introduction of bill/resolution: 

A bill relating to Down Syndrome and eligibility for medical assistance 

Minutes: Attach #1: Testimony by Roxane Romanick 
Attach #2: Testimony by Beth Nodland 
Attach #3: Testimony by Stacey Castleman 
Attach #4: Testimony by David Boeck 
Attach #5: Designer Genes Brochure 
Attach #6: Written testimony by Michelle Ragan 
Attach #7: Written testimony by Dionne Spooner 
Attach #8: Written testimony by Katie Rizzo 

Senator Dever introduced SB 2234 to the committee. When dealing with children with 
special needs, special children lines up with special parents. When a child turns 3 years 
old and their eligibility for continued services under developmental disabilities. At age 3, 
they are evaluated to consider if eligibility continues. If a child is diagnosed with down 
syndrome, they are able to continue their eligibility. There is not a consistent method 
across the state. 

Senator Terry Wa nzek testified IN FAVOR of SB 2234. He provided testimony about his 
personal story, his sister who has Down Syndrome who came to his childhood home 
through foster care. Objective is to try to help those parents who has a child with down 
syndrome. (end 5:54) 

Senator Howard Anderson, Jr. why the down syndrome individual who could otherwise 
pay for themselves - why should we treat them differently than other disabled individuals, 
such as someone with genetic issues such as missing leg. 

Senator Wanzek answered he wasn't sure he could answer. His sister needs oversight, 
still needs cognitive support. 

Roxane Romanick, representing Designer Genes of ND, Inc., testified IN FAVOR of SB 
2234 (attach #1) (7:41-20:00). Ms. Romanick also provided a Designer Genes brochure . 
(attach #5). 
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Senator Warner asked are there other conditions where diagnosis would indicate a 
certainty of development disabilities. Are there metabolic diseases which would show up 
the inability to process a protein which would be genetic which would cause diminishment 
in mental facility by the age of three, and the simple diagnosis would be a determining 
factor. 

Ms. Romanick deferred to a solid medical professional. They can't be tested if they have 
an intellectual disability and our current ability to assess is limited . They are out there, but 
she doesn't want to be the one to name them. 

Chairman Judy Lee indicated PKU and proper syrup that they will end up with intellectual 
disabilities. 

Beth Nodland testified IN FAVOR of SB 2234 (attach #2) (22:45-30:05). Ms. Nodland 
provided personal testimony in regards to her child . 

Recess 

Chairman Judy Lee indicated fiscal note. 

Stacey Castleman testified IN FAVOR of SB 2234 (attach #3) (31 :04-42:00) . Ms. 
Castleman provided personal testimony of her child . 

Mr. David Boeck, Protection and Advocacy Project, spoke IN FAVOR of SB 2234 (attach 
#4) (43:11-44:32) 

Chairman Judy Lee asked how many other diagnosis will be under this umbrella. If we 
pass this with down syndrome, what about the other people with other issues? 

Mr. Boeck indicated he doesn't know the answer to that. Look at down syndrome as a 
sample group to see how the system works for providing services, learn from that. Goal 
last session was to come up with a way to serve children with continuing and substantial 
needs for services and support. We did not come up with a program, so this is one effort. 

No testimony In Favor. 

Neutral Testimony 
Chairman Judy Lee asked about HB 1378, what has transpired? 

Maggie Anderson, Executive Director for the Department of Human Services, stated last 
session HB 1378 to study over the interim when children fall of at age 3. Eligibility criteria , 
etc, should we amend the existing development disability waiver or create a new one. So 
we convened work group, "build a waiver document", defined the gap, eligibility criteria 
defined. Through that conversation, the advocacy organization including parents. Maggie 
Anderson (OHS) can't quantify how people we are talking about. Chairman Judy Lee 
indicated we have no registry. Maggie Anderson (OHS) continued that we have drafted a 
level of need tool , using Oregon rating schedule tool, we looked at waiver and the 
developmental disability waiver. These are the needs that my children have, and they are 
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not going to score on the developmental disability test. Drafted a level of need, all waivers 
have to have a level of care. That tool is drafted. If legislature wants us to modify the 
fragile waiver, you adjust. If legislature says they don't want to expand, Department of 
Human Services will still move forward to use the level of need tool. The tool is not final at 
this point. We provided work group and appropriations committee, for every additional 15 
children that we would serve; it would cost $770,000 of which $385,000 would be general 
fund for 18 months. That is the outcome of HB 1378. Maggie Anderson (OHS) indicated 
she can provide the supporting documents. 

Senator Howard Anderson ,  Jr. stated that he thought what he heard from families that 
they did not qualify even if they are below three years of age based on criteria. Is that 
correct? 

Tina Bay, Developmental disabilities division of Department of Human Services, they were 
eligible for services under early intervention program under 3. We do test for adults for 
children over 3. Our criteria are intellectual disability. If a person does not have a 
diagnosis of intellectual disability, we then have to look for a related condition, and we have 
to use functional limitations for eligibility. 

Senator Axness the population he looks at that the developmental disabilities waiver is the 
best thing. State Department of Health agrees with this. But why are we creating new 
waivers with new eligibility requirements, where people fall in gaps. Why not build on the 
developmental disabilities waiver. Waiver process since that works, consistent, simplify, 
one universal waiver with a menu of services. 

Maggie Anderson (OHS) we talk about that all the time. In work group, if legislature wants 
to expand the waiver, our preference would be to expand an existing waiver. We can't 
model after Developmental Disabilities because some are very specific for aged population, 
technology waiver that is very specific, so may limit services if we went under one waiver. 

Senator Axness recommended a menu of services for a universal waiver. You don't get 
everything, but just what they need. The fiscal note wouldn't be for paying for all services 
for everybody. 

Maggie Anderson (OHS) the requirement of CMS is not that straightforward. 

Senator Howard Anderson ,  Jr. asked if we expanded the current waiver, will the criteria 
be the same if we moved the age to 5. 

Maggie Anderson (OHS) stated that if we were to change the redetermination period to 
age 5 instead of 3, that will have implications to Part C dollars because that's what we use 
for infant development. There are a lot of other funding streams in the developmental 
disability waiver. Maggie Anderson (OHS) doesn't want to say it's not a possibility, but we 
would have to look at all the funding streams to early intervention services and Medicaid 
state plan. 
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Senator Howard Anderson,  Jr. how does the Department of Human Services view the 
addition of a particular genetic criteria as far as setting aside the other criteria. What 
problems does that cause? 

Maggie Anderson (OHS) referred to Ms. Romanick testimony. We wanted to hear the 
dialog. We need discussion with CMS, because it is based on intellectual disability. It is 
based on level of care. It's based on the criteria we set up in the waiver. We have not set 
up the waiver to say, with this diagnosis or that diagnosis. There may be other individuals 
who have other diagnosis who will then request. 

Senator Howa rd Anderson, Jr. do you see the language that's in this bill now making 
people eligible who weren't eligible before, I'm not in favor of telling a particular family that 
they don't have to spend their own money because they have a particular genetic 
predisposition. Some of what he heard this morning was that. Their deductibles are too 
high, while other people who have other abnormalities bear the same situation. Do you see 
that what's in this bill setting that aside and making them eligible for service regardless of 
their own ability to pay? 

Maggie Anderson (OHS) indicated that would be the effect. Department of Human 
Services takes a neutral position on this. It would make the individuals eligible for Medicaid 
without looking at income and assets. 

Chairman Judy Lee can you do that now under the waiver? 

Maggie Anderson (OHS) answered for children who are eligible, it is based on the child's 
income and we don't look at the assets. 

Chairman Judy Lee there is an overlap at that three year age between services 
Department of Human Services provides and the school. 

Amanda Carlson, Department of Human Services, Children and Family Services 
administration for development disabilities, spoke about early intervention (Part C). We 
coordinate with children who are ages 3 to 5 services, which Part B is coordinated by the 
Department of public instruction, in regards to Section 619 of the Individuals with 
Disabilities Education Act. Families that were in early intervention we assist transition to 
Part B if parents are seeking both services, and determining if eligibility is available for 
them on the Part B side. If developmental disability waiver services may no longer 
available, they may be potentially eligible for Part B. However the delivery method is 
different, as Part B is focused around the education component. Part C is a family model. 

Chairman Judy Lee asked for cheat sheet for part B and part C. 

Ms. Carlson discussed early intervention, which are a home based service. So we are 
providing therapists, speech pathologists, social workers, nurses, etc., so we can help meet 
any need. In pre-school, they also have therapists and services, but focus is on 
educational aspect. Part C or early intervention will often include family in the plans. The 
IEP would rarely contain information on family situations. 
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No more neutral testimony 

OPPOSITON TO SB 2234 
No opposing testimony 

Closed Public Hearing 

Written testimony was electronically received from the following people: 
Michelle Ragan (attach #6) 
Dionne Spooner (attach #7) 
Katie Rizzo (attach #8) 
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Human Services Committee 
Red River Room, State Capitol 

SB 2234 
2/2/2015 

22994 

D Subcommittee 

D Conference Committee 

Committee Clerk Signature �tdd 
Explanation or reason for introduction of bill/resolution: 

A bill relating to Down Syndrome and eligibility for medical assistance 

Minutes: Attach #1: 2013 HB 1378 Information 

Chairman Judy Lee noted that who can't say that we support the idea of children having 
all appropriate services. She indicated that she struggles with one particular diagnosis 
move forward when there are other needs for other persons that don't move forward. She 
also recognized the differences between high function and high need, and she also 
recognizes the difficulty in testing a 2 year old. 

Senator Dever provided explanation of why the bill came forward. It appears there are 
different standards in district 7 then other areas of state. There have been 8 children who 
have been denied services because of the difference in the way they evaluate. Perhaps 
there is a different way of working through, protection advocacy indicated possible lawsuit. 
Perhaps more to this bill. Not about expanding services, but equal access to services that 
are available. 

Chairman Judy Lee how do we assure there is consistent assessment throughout the 
state for these services. 

Senator Dever indicated the Department of Human Services may not be aware of this. 

Senator Howard Anderson, Jr. if that's the problem, rather than saying all Down 
Syndrome children are eligible, then maybe we have an appeal process where they could 
have a different evaluator. 

Senator Dever not sure if he's the best person to carry discussion, there is a psychological 
review that takes place in district 7 that doesn't take place elsewhere. 

Maggie Anderson (OHS) after the hearing, she did talk with other parents. Indicated that 
there could be some inconsistencies, and that more training is needed. It is possible the 
other seven regions are doing it incorrectly. The final decision is done by professionals, 
and professional discretion is there for that clinician. The committee previously asked what 
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it will cost, and that data is still being researched. If we have big differences, no matter 
what program in the state, between regions, we want to look at that and train. Maggie 
Anderson (OHS) also provided SB 1378 information from last session. (attach #1) 

Chairman Judy Lee stated the other 7 could end up like the 8. Some kind of assessment 
is critical to see if it is consistent. I'm sure it isn't just Down Syndrome issue. 

Maggie Anderson (OHS) stated that when Tina Bay comes tomorrow, they will discuss the 
importance of with a Medicaid waiver, you have to meet a level of care. Within the waiver, 
you have to pick which institutional level those children would otherwise be served in, if not 
for the waiver, so our choices are nursing home, hospital, or intermediary care facilities. 
Children also need to meet that level of care requirement. Tina plans to bring back 
summary information. 
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D Subcommittee 

D Conference Committee 

Committee Clerk Signature 

Explanation or reason for introduction of bill/resolution: 

A bill relating to Down Syndrome and eligibility for medical assistance 

Minutes: o Attachments 

Roxanne Romanick indicated that she testified last week and provided an afterthought. 
Assuring that there are already a number of people who have down syndrome that receive 
developmental disabilities services, this is not new, and said she wishes she knew how 
many there are. From the time we started to de-institutionalize, they were among the folks 
who were eligible for developmental disabilities. Knowing that we supported these before 
both in our institutions and with our home and community based waiver, is to try to 
streamline the process so that these families aren't having to do psychological testing to 
determine that their child has a developmental disability when we know that the diagnosis 
carries that. It is rare that down syndrome doesn't have developmental disabilities. 

Chairman Judy Lee the flip side, is that there are other maladies that also end up with 
developmental disability, and we aren't naming any other condition. It means you zip 
through the fast line on this one. We care about the kids, but struggle that we would fast 
track one set of children. Is there some other way that we can have an appeals process or 
look at the evaluation. It is causing trouble for us. 

Senator Howard Anderson, Jr. along the lines just mentioned, not opposed to raising the 
age limit or review process, but hesitates if there is one specific genetic disorder. Realize 
that is tough for the evaluations. We all go through evaluation to get services. 

Chairman Judy Lee what would the situation be if age was raised to 5? 

Ms. Romanick stated that in her testimony, we are generally broadly concerned about 
eligibility determination for children. Children with Down syndrome end up being part of the 
fall out. She thinks that it warrants some look at how we are making determination under 
developmental disabilities for the children. She cannot identify the best age for the test, but 
worthy to look at it. We've had a problem who are clearly developmental disabilities falling 
through the cracks in the waivers. There is room to continue to look at the situation. 
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Chairman Judy Lee if we extended the age two years, to age 5, and included a study to 
look at eligibility deamination, that would give us 2 years for these children to see if there is 
a need for these children. That may provide an opportunity. 

Senator Howard Anderson, Jr. asked if Maggie Anderson (OHS) if that was a possibility 
to just increase the age. Didn't just hear that these children weren't over three, but 
objected to the way the evaluations were done even if under the age 3. 

Ms. Roma nick indicated it is the practice in helping children transition out of the early 
intervention program, to transition try to do the eligibility testing for developmental 
disabilities and special education, which are two separate eligibility processes around the 
ages of 2 years, 9 months. It is rare that they don't developmental disabilities. On 
Medicaid waiver up to age 3 even though testing happens before that. The practices differ 
around how eligibility or what criteria and what tools need to be in place to do that eligibility. 
That is when we see folks falling off of the waiver. 

Tina Bay, Department of Human Services, we did ask Centers for Medicare and Medicaid 
Services (CMS) if we could have a diagnosis with specific waiver, so down syndrome 
automatic eligibility into the waiver and CMS said no. You need to have that functional 
limitation as well as the diagnosis, and right now the waiver is for intellectual disabilities. 
As far as looking at increasing age for early intervention from 3 to 5, several funding 
mechanisms, we could extend that eligibility, several options, but to get to the details of 
which funding, there would be an impact. We serve 800-900 kids in the infant development 
for age 0 to 3. If we were only going to access Part C money, it does not come with the 
Medicaid match. As a department, we have recognized that that criteria at age 3, adult 
criteria, has some gaps for children, so we have group of psychologists are working with 
division looking at criteria and eligibility and see if we need to change the criteria. Maybe 
they should change the tool, and look at several different levels. Maybe align more with 
education purposes, at age 12 they look at different IQ test. 

Senator Howard Anderson, Jr. stated that he likes the approach that we are taking. Is 
there anything in this bill that we can do to help? 

Maggie Anderson (OHS) talked about this in the department. They would be fine if there 
was an amendment for a study in Department of Human Services and report back to 
interim committee by 01/01/2016. 

Senator Howard Anderson, Jr. made a motion to ADOPT AMENDMENT, to direct the 
Department of Human Services to study the issue of eligibility for developmental disabilities 
waivers and report back to the interim by January 1, 2016, and hog house the bill. The 
motion was seconded by V. Chairman Oley Larsen. No discussion. 

Roll Call Vote to ADOPT AMENDMENT for SB 2234 
§Yes, Q No, Q Absent. Motion passed. 

Senator Dever made motion to DO PASS SB 2234 as Amended. The motion was 
seconded by V. Chairma n Oley Larsen. No discussion. 
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Roll Call Vote to DO PASS SB 2234 As Amended 
§Yes, Q No, Q Absent. Motion passed. 

V. Chairman Oley Larsen will carry SB 2234 to the floor. 

On 02/04/2015, Senator Warner voted YES for the amendment and voted YES on SB 2234 
as amended . 
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15. 0546. 01001 
Title. 02000 

Adopted by the Human Services Committee 

February 4 ,  2015 

PROPOSE D  AMENDMENTS TO SENATE BILL NO. 2234 

Page 1, line 1, after "A BI LL" replace the remainder of the bill with "for an Act to provide for a 
department of human services study. 

BE IT E NACTED BY THE LEGISLATIVE ASSEMBLY OF NORTH DAKOTA: 

SECTION 1. LEGISLATIVE MANAGEMENT STUDY. The department of 
human services shall study eligibility for developmental disability waivers and report to 
the legislative management by January 1, 2016. " 

Renumber accordingly 

Page No. 1 15.0546.01001 



2015 SENATE STANDING COMMITTEE 
ROLL CALL VOTES 

BILL/RESOLUTION NO. ,5(3 M3 ;/ 
Senate Human Services 

D Subcommittee 

Date: J.ZM,b 2015 
Roll Call Vote #: I 

Committee 

Amendment LC# or Description: -1=G.r,>}t-1-. ""''J."'""'-~,,,.~+-J+-' ....,, h'-!Jo-'-...... ~r--1--\. ..... JM.w'--"-"-'---v ____________ _ 

Recommendation: !)(Adopt Amendment 

D Do Pass D Do Not Pass D Without Committee Recommendation 
D As Amended D Rerefer to Appropriations 
D Place on Consent Calendar 

Other Actions: D Reconsider D 

Motion Made By {J;rje;;s (]fl Seconded By ~Llkz_) 

Senators Yes/ No Senators Yes , I/No 
Senator Judy Lee (Chairman) v Senator Tyler Axness v 

, 
Senator Oley Larson (V-Chair) v' Senator John M. Warner / 

/ 

Senator Howard C. Anderson, Jr. v 
I 

Senator Dick Dever ,; 

Total (Yes) 

Absent 

Floor Assignment 

If the vote is on an amendment, briefly indicate intent: 
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2015 SENATE STANDING COMMITTEE 
ROLL CALL VOTES 

BILL/RESOLUTION NO. SB -:2:2 3 SL-

Senate Human Services 

D Subcommittee 

Amendment LC#or Description: /5. t/5</?. t}}/C)O/ Jh -0.2,,000 

Recommendation: D Adopt Amendment 

Committee 

RT Do Pass D Do Not Pass D Without Committee Recommendation 
IX As Amended D Rerefer to Appropriations 
D Place on Consent Calendar 

Other Actions: D Reconsider D 

Motion Made By #~ Seconded By 
~~~~~~~~~~ 

Senators Yes No Senators Yes No 
Senator Judy Lee (Chairman) i./ Senator Tyler Axness / 

Senator Oley Larson (V-Chair) / Senator John M. Warner / 

Senator Howard C. Anderson, Jr. v 
Senator Dick Dever I 

Total (Yes) No 

Absent 

Floor Assignment 

If the vote is on an amendment, briefly indicate intent: 



Com Standing Committee Report 
February 5, 2015 7:44am 

Module ID: s_stcomrep_23_003 
Carrier: Larsen 

Insert LC: 15.0546.01001 Title: 02000 

REPORT OF STANDING COMMITTEE 
SB 2234: Human Services Committee (Sen. J. Lee, Chairman) recommends 

AMENDMENTS AS FOLLOWS and when so amended, recommends DO PASS 
(6 YEAS, 0 NAYS, 0 ABSENT AND NOT VOTING). SB 2234 was placed on the 
Sixth order on the calendar. 

Page 1, line 1, after "A BILL" replace the remainder of the bill with "for an Act to provide for a 
department of human services study. 

BE IT ENACTED BY THE LEGISLATIVE ASSEMBLY OF NORTH DAKOTA: 

SECTION 1. LEGISLATIVE MANAGEMENT STUD Y. The department of 
human services shall study eligibility for developmental disability waivers and report 
to the legislative management by January 1, 2016." 

Renumber accordingly 

(1) DESK (3) COMMITTEE Page 1 s_stcomrep_23_003 
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Job #24940 

D Subcommittee 

D Conference Committee 

Committee Clerk Signature 

Explanation or reason for introduction of bill/resolution: 

Provide for a Department of Human Services study on eligibility for disability waivers. 

Minutes: 

Chairman Weisz opened the hearing on SB 2234. 

Roxane Romanic k: Executive Director of Designer Genes of ND, Inc. testified in support 
of the bill. (See Testimony #1) 

8:42 
Chairman Weisz: You stated individuals were rejected for services. Can you explain 
why? 

Romanic k: They all went through the testing. The eligibility is very complex. They were 
found to either not have an intellectual disability, or they were found to not have the amount 
of functional limitations needed to meet the eligibility test. 

10:07 
Stacey Castleman: I am one of the families not getting the services. My daughter was 2 
when she went for testing to determine the eligibility as a child who was already diagnosed 
with Down syndrome. She was frightened as she didn't know the lady and it was a strange 
place, and as a result she did not test to her ability. We were rescheduled a number of 
times over the next two months. We got the test results that she failed. The 
recommendations were that my daughter continue her occupational, physical and speech 
therapy to address her multiple areas of need. All the services that were recommended 
were discontinued - they said her IQ was too high. My daughter was not disabled enough. 
My daughter needs these services. It would be nice to have the services she needs without 
fighting for them. I'm asking you to please support this bill. 

Rep. Feh r: Do you mean the original bill or the study bill? 
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Castleman: It bothers me that you want to study this another two years - because that's 
another two years wasted. 

Chairman Weisz: In your daughter's case, it was recommended to have all the services 
that she didn't qualify for, because the IQ test was too high? 

Castleman: Correct. 

Chairman Weisz: They recommended all the services, but she was kicked out strictly 
because of the IQ? 

Castleman: Correct. I was told that they suggested that she come back because that 
score would probably be about where we're at that time. They set them up for failure. 

Sen.  Dick Dever: I am a Senator from District 32. This bill, as introduced would have 
provided a child with Down syndrome would automatically qualify for a DD waiver. The 
reason for the bill is one region evaluated them on different standards than the other seven 
regions. It is important we have equity across the state. Maggie Anderson, from Human 
Services, didn't know there was a problem and suggested a study. This would be a Human 
Services study, and they can look at their procedures and how that happens. I don't have 
any problems if you support the original bill. 

Chairman Weisz: Was there any indication on the Senate side that there would be a 
potential issue if you were to pass the original bill, any unintended consequences? 

Sen.  Dever: I don't think there was a downside to passing the original bill. The concern is 
there may be other children with other circumstances that might be affected by the same 
thing. 

Rep. Mooney: In that same context, wouldn't it make sense to consider reverting back to 
the original bill and then amending it asking OHS to do the study? 

Sen.  Dever: I would appreciate that, but will leave it to this committee. 

Rep. Porter: The one component on the fiscal impact section . .. 

Sen .  Dever: I think the fiscal note indicates as they did in the hearing that they weren't 
sure what the intent of the bill was, and didn't initially see the problem. 

25:00 
David Boeck: Lawyer for the Protection & Advocacy Project testified in support of the bill. 
(See Testimony #2) 

NO OPPOSITION 

Hearing closed on SB 2234. 
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Minutes: 

Chairman Weisz opened the meeting on SB 2234. 

Chairman Weisz: With the engrossed bill this becomes a study. 

Rep. Porter: In the fiscal note, it appears they really don't know what they aren't doing 
correctly. I think leaving it as a study for the interim gives them a chance to figure it out. If 
the original bill passed as it is, they won't be able to change anything that fast without first 
studying it. 

Rep. Mooney: Why couldn't you revert back to the original bill as it was brought to the 
Senate, then include that study piece as a last section within the bill itself? Then we could 
insure the children with Down syndrome who would qualify for assistance would then get 
the needed assistance while the department is doing their due diligence. 

Chairman Weisz: Sen. Lee, my question is from your committee's respective what did you 
see if you had turned it into a study? 

Sen .  J. Lee: Our concern was individuals who make use of these services also who are 
not diagnosed with Down syndrome who would also make use of these waivers. 
Testimony from the department was the level of need and services required that are more 
appropriate to consider when discussing the waivers, rather than the diagnosis that lead to 
the level of need and the services required. We are back to knowing whom we have to 
serve and whether they are high function or high need. 

Also, the department learned there was a problem with the evaluations in one region that 
was different from all the others. The bill was to fix that problem and provide consistent 
eligibility determination so that the services could be made available appropriately 
everywhere. 
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Rep. Oversen: Was there any conversation in your committee about the study from last 
session? They were directed to study providing services for ages between 3 and 21 on a 
Medicaid waiver. 

Sen. J. Lee: I can't recall. If you need more information please do inquire about that - they 
would be eager to answer any questions. 

Rep Porter: I move a do pass on SB 2234. 

Rep Fehr: Seconded the motion 

A roll call vote was taken for a DO PASS. Yes: 12 No: 0 Absent: 1 

Representative Bert Anderson will carry the bill. 
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Chairman Weisz V/ Rep. Mooney V/ , 
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Rep. Dick Anderson "" .... /-1' 
Rep. Rich S. Becker \// 
Rep. Damschen V/ 
Reo. Fehr V/~ 
Reo. Kiefert V / / 
Rep. Porter \// 
Rep. Seibel \/ . 
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REPORT OF STANDING COMMITTEE 
SB 2234, as engrossed: Human Services Committee (Rep. Weisz, Chairman) 

recommends DO PASS (12 YEAS, 0 NAYS, 1 ABSENT AND NOT VOTING). 
Engrossed SB 2234 was placed on the Fourteenth order on the calendar. 
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SB 2234 
Down Syn d rome and Developmenta l  Disabil ities Eligibil ity 

Senate Human Services 

Wednesday, January 28, 2015 

M a d a m  Cha i r  Lee a n d  M e m bers of the Senate Human Se rvices Com m ittee: 
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5132rz3f 
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J# 22{11 <J 

M y  n a me is Roxa ne Roma nick a n d  I ' m  representing Designe r  Genes of ND, I nc., as the ir  Executive Directo r.  

Designer Genes rep resents 140 ind ivid u a ls with Down synd rome a n d  their  fa m i l ies across the state of North 

Da kota, a bout a q u a rter of the state's 600 resid ents with Down synd rome. Designer G enes' m ission is to 

strengthen o pportu nities for indivi d u a l s  with Down synd rome and those who support them to earn, learn, and 

b e long. M y  passion a n d  interest in  Designer Genes is p rimari ly d riven by my opportun ity to be E l iza beth 

Rom a n ick's mom, who I'd a lso l i ke to see e a rn, learn, a n d  belong. 

I am here to ask you r su pport for S B  2 234 which wou ld establ ish that persons with a d iagnosis of Down 

synd rome be automatica l ly e l igible for Deve lopmental  Disabi l ities ( D D )  services without the undue 

b u rden of add itional cognitive a n d  fu n ctio n a l  testing, after the age of 3 and through their  l ifetime. It is 

the intent of this la nguage to assure that the ind ivid ua ls  a re both e l igible a n d  a re a b l e  to be screened for 

the I ntel lect u a l  Disa bi lities/Developmental  Disa bi l ities ( I D/DD) Home a n d  Com m u n ity Based Wa iver. 

Prese ntly, Designer Genes is aware of e ight individua ls  with Down synd rome that were not found 

e l ig ib le for D D  services. We a re a l so concerned about the onerous, a n d  what we feel to be,  u n necessary 

testing that ind ivid u a ls with Down syn d rome must e n d u re in order to d eterm ine that they have a 

d eve lopmental  d isabi l ity which is a l ready esta b l ished through the ir  d iagnosis. We fee l  l i ke this is not a 

good u se of o u r  resou rces as fa m i l ies, as a com m u n ity, o r  as a state. 

In order to streaml ine the efficiency of d etermin ing e l igibi l ity for the fed eral  Supplementa ry Secu rity 

I nco m e  (SS I )  Progra m, the Soci a l  Secu rity Ad ministration uses Down synd rome ( non-mosaic type) as a 

presum ptive d isabi l ity category. The p resentation of the l a b  report or a doctor's state ment confirming 

the d iagnosis is the only documentation need ed to d etermine medical  e l igibi l ity for SSI . We would l i ke 

the same consideration in North Da kota for pu rposes of d etermin ing e l igibi l ity for Developmenta l 

Disabi lities a n d  access to the Med icaid wa ive r that they manage. 

I'm going to ma ke an assum ption tod ay that I d on't have to give yo u m uch of a tutoria l on Down 

syn d rome. I'l l  save that for Appro p riations if you a l low this b i l l  to move forward with a "Do Pa ss" . This 

is a d ifficu lt piece of legislation for me to t a l k  a bout because I spend most of my time focused on 

portraying positive messages a bout the potential  of individuals  with Down synd rome. I a lso spend most 

of my perso n a l  time hel ping my 15 yea r old d a ughter, E l izabeth, to l ive up to her potentia l .  But today, I 

have to t a l k  to you a bout some of the more ha rsh rea l ities of having Down synd rome, one of which is 

l iving with inte llectua l  d isabi l ities. I ntel lectua l  a n d  d evelo pmental d isabi l ities inherently comes with 

extra chromosome materia l .  

Every medical  refe ren ce that exists rega rd ing Down synd rome a ssociates the d iagn osis with intel lectual 

a n d  d evelopmenta l d isabi l ities. Down synd rome is p resent before birth and is l ife- long. This has not 



changed no matter how a dva nced we've beco me in med icine, psychology, a n d  or ed ucation. If you 

need the refe rences, I' l l  p rod uce them ,  but I think the community at l a rge knows this fact. 

If you don't mind, I'd l i ke to u se a fa m i ly story of sorts to help you bette r sta nd in the shoes of o u r  

fa mi l ies: 

You are relieved to hear that the state DD system has been willing to reach out to families who 

have found out that their babies are going to be born with Down syndrome. While they are 

unable to make your baby eligible for any formal services, they do use their resources to meet 

with you and get you information about ND Early Intervention, DD services, and other formal 

supports in the state. This is extremely valuable for you because you are scared stiff about the 

future with their new little one. It is good to hear that babies with Down syndrome are 

considered "high-risk" in our state, and so automatic eligibility for DD services can happen at 

birth. 

You come to discover that little ones under 3 years of age experience amazing services in our 

state. You have access to Infant Development {ID} services which bring an array of professional 

staff (PT, OT, Speech, etc.) to your home through a home visitation model. You have access to a 

DD Program Manager. Your little one is screened for the ID/DD Medicaid Waiver, so has a family 

income and asset disregard in order to access State Plan Medicaid. Medicaid then acts as a 

secondary insurance because you are lucky enough to have a primary insurance. This is critical 

because Down syndrome is associated with a high number of medical conditions and you worry 

about being underinsured with only your primary insurance. The ID/DD Medicaid waiver also 

assists you with in-home supports (respite}, equipment and supplies, travel expenses, and home 

modifications if you need these services. 

When your child gets to be about 2.5, your team starts talking to you about what happens when 

your child turns 3. They start to explain that the supports as you currently know them may not 

continue because new eligibilities for both special education and DD services must be 

determined. While it would be extremely rare to find a child with Down syndrome who was not 

eligible for special education in our state, the greater challenge is the eligibility for DD. Even 

though you vaguely remember this, you are told the loss of DD means that you will lose access to 

your program manager, in-home supports, assistance with travel expenses, etc. In addition, the 

loss of the ID/DD Medicaid waiver means that your child loses additional state plan Medicaid 

coverage. Understanding what must happen in order to maintain the current services you have 

for your child is very difficult to understand. It is explained to you that your child must be eligible 

because their disability is due to an intellectual disability or a related condition that is similar and 

then on top of that you must justify your need for a waiver service, such as in-home supports, 

and then, just when you think you've understood, you find out that your child must also meet the 

criteria for the Level of Need screening into the Medicaid Waiver. 

You are told that in order to determine DD eligibility your child's diagnosis of Down syndrome is 

not enough and at the age of 2.5 - 3 years old, it must be additionally determined that they have 

a diagnosis of an intellectual disability. Mind you, that this just so happens when you are 

starting to see the more striking differences in development from your child and their peers. You 

were hoping that you had somehow dodged the ID bullet - call it denial, call it hope, but the age 

of 3 just seems to bring some of these new thoughts on. 

You take your child for the testing because the supports have been critically important to your 

family. Your child is uncooperative appreciating the dank, coolness underneath the 

psychologist's desk versus the bright, shiny testing objects that they are attempting to get your 

child to manipulate. Every parent sits there and thinks "You are not seeing what my child can 
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really do - why are we here? Don't they understand that my child has Down syndrome - isn't 

that enough?" In the mean time, you have now sat through around 5-8 meetings of different 

sorts because your child is turning 3. 

} .  3 

Because having additional therapies becomes very critical at this stage, you wonder what you'll 

do if you lose Medicaid. You are just starting to think that you need additional care giving 

because it's more difficult to supervise and manage your child when you go out or need to get 

something done at home. If you're not eligible, there is no other support for this in ND until your 

child turns 18 or you enter into the child welfare system. 

It is our bel ief that this complicated p rocess for determining DD eligibility, includ ing the add itional 

cognitive and functional testing is u n necessary, inefficient, and inappropriate when Down syndrome 

itself is known to be ma rried to a d iagnosis of intellectua l  and developmental disability. We are 

asking that you help the Department to streamline and ease this process for individuals and their 

fa milies. 

Last week, I testified in front of Se nate Appro priations a bout the legislation that was passed in  the 53rd 

Legislative Asse m b ly - H B  1378. This legislation rea d :  "sha l l  identify the esti mated cost to i m plement a 

M e d icaid wa iver or amend a n  existing M ed icaid wa iver, to p rovide coverage for chi ld ren who have 

continued a n d  su bsta ntia l med ica l a n d  suppo rt needs, but whom, at the age of three yea rs, no longer 

q u a l ify for services under the d evelopmental  d isabi l ities waiver." This concern that I'm rising a bout 

chi ldren with Down syndrome not being fo und e l igible is related to the larger issue of assu ring that a l l  

child ren with d evelopmenta l  d isabi lities have the n eeded services a n d  suppo rts in our  state. 

Add ressing this issue of finding ind ivid ua ls  with Down synd rome e l igible based on d iagnosis is l ike 

putting a ba nd-aid on a wound that need s stitches. Don't get me wrong . . .  I sti l l  want the ba nd-a id.  

However in the same vein (no pun intended), I 'm attaching my testimony regarding the Depa rtment's 

study which includes additiona l  recomm end ations that I would l ike this com mittee to conside r. These 

ca l l  fo r a ded icated FTE as we l l  as fu nding to pay for a consultant to a ssist the Depa rtment in assu ring 

a p p ro p riate services and supports to our ND chi ldren with d evelopmental d isabi l ities. 

When I he ld E l iza beth in my a rm s  moments after her birth, I remember thi n king that we were so lucky 

as a fam i ly that she was born in a t ime when no one was going to come into our  hospital room to tel l  us  

that the best p lace for her was in the state institution at G rafton. Many fa mi l ies before us had that 

expe rience a n d  wo rked ha rd to make a cha nge for those of us that came after. The truth is that G rafton 

was fu l l  of persons with Down synd ro me - it was thei r  o n ly option. It  is possib le that they were housed 

the re b ased on their mere physica l features. The roots of our D D  system we re bui lt  on serving people 

with Down synd rome.  Let's continue to honor the p ro m ises made i n  the Arc lawsuit to assu re that 

community based services a re ava i lab le  to those that wou ld otherwise be institutiona l ized . 

Tha n k  you for you r t ime. I 'd be wi l l ing to answe r any q uestions. 

Roxa ne Rom a nick 

Executive Di rector 

Designer Genes of ND, I nc. 

701-3 9 1-742 1 

ro m a n ick@bis.midco.net 
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A · DOWN·SYN DROME·SU P PORT·N ETWORK 

Down syndrome and Developmental Disabilities Eligibility Determination 

Fact Sheet 
Designer Genes asks your support of SB 2243 to streamline the determination of 
eligibility for persons with Down syndrome and assure services . 

./ According to the Centers for Disease Control, Down syndrome occurs 1 in every 691 births. It is 
estimated that 1 in every 1200 persons has Down syndrome. Based on this estimate, 
approximately 600 individuals living with Down syndrome reside among us in ND. 
http://www.cdc.gov/ncbddd/birthdefects/features/key-findings-down-syndrome-prevalence.html 

./ Designer Genes' membership represents 140 individuals with Down syndrome population in ND . 

./ The primary outcome for the legislation is to remove undue burden from individuals with Down 
syndrome and their families , who must demonstrate that a developmental disability is present. 
This occurs even though it is widely known in the professional community and the community, at 
large, that this population of individuals has a diagnosis that is known to cause a permanent 
intellectual disability and functional concerns . . 

./ While individuals with Down syndrome show immense capacities for growth and independence in 
functioning , the extra copy of the 21 51 chromosome is still associated with delays in cognitive 
development, ranging anywhere from mild to severe . 

./ State Developmental Disabilities services and state plan Medicaid are necessary for individuals 
with Down syndrome and their families to continue to live independently in their communities . 

./ The Social Security Administration recognizes the medical diagnosis of Down syndrome as a 
presumptive disability, meaning that no further disability information is required to meet the 
disability determination criteria . (Non-mosaic Down syndrome) 

./ Presently, psychological testing (including cognitive and adaptive behavior domains) is being 
required for eligibility determination for Developmental Disability Program Management services 
over the age of 3. It is our belief that this testing is unnecessary, inefficient, and inappropriate 
when Down syndrome itself is known to be closely associated with a diagnosis of intellectual and 
developmental disability . 

./ Designer Genes is familiar with eight ND families that have individuals with Down syndrome that 
were found not eligible for Developmental Disabilities services at the time they were exiting ND 
Early Intervention services. 

Designer Genes of North Dakota • P.O. Box 515, Bismarck, ND 58502 
701-258-7 421 • info@designergenesnd.com • www.designergenesnd.com 
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A · DOWN · SY N D ROM E· SU P PORT· N ETWORK 

SB 2012 
Department of Human Services Budget 

Long-Term Care and Medical Services: Relating to HB 1378 (63rd Legislative Assembly) 
Tuesday, January 20, 2015 

Chairman Holmberg and Members of the Senate Appropriations Committee: 

My name is Roxane Romanick and I'm representing Designer Genes of ND, Inc. Designer Genes represents 140 
individuals with Down syndrome and their families across the state of North Dakota . This represents approximately 
25% of the Down syndrome population in ND. Designer Genes' mission is to strengthen opportunities for 
individuals with Down syndrome and those who support them to earn, learn, and belong. 

I would like to thank the Department for following through on the study bill (HB 1378) that passed last legislative 
session. However I do not feel like we're done studying this issue about access for services for children with 
disabilities in our state. 

Here are some of the issues as I currently see them: 

• The HB 1378 Stakeholders group worked on a new assessment tool for the Level of Need within the 
Medically Fragile waiver in order to make it more accessible for children with significant health care needs. 
At this time, it is unknown whether this tool will actually do what everyone hopes which is to assure that 
children will not realize a gap in services. 

o I would like to commend the Department of continuing to attempt to fix the access issue; however 
today children who you would assume should access the waiver cannot due to the assessment tool 
and the scoring instrument. 

• Maggie Anderson testified yesterday that the Division for Developmental Disabilities discovered that the 
Supports Intensity Scale, which is the new assessment tool the DD Division is rolling out in working on a 
new payment system with the DD providers, does not work for children. This means that they are currently 
working on a new assessment tool and potentially a new approach to eligibility and determining Level of 
Need for the ID/DD waiver for children. 

o The current eligibility and assessment process for the ID/DD waiver can be onerous and in my 
opinion, inappropriate for young children and their families. Again, children who you would 
assume should access the waiver cannot. Presently, I know of children with Down syndrome that 
were found not eligible for the ID/DD waiver. SB 2234 has been introduced to attempt to address 
this concern and to make Down syndrome an automatic qualifier for DD. 

• The current Children's with Disabilities Medicaid Buy-in program is underutilized as a possible resource . 

• We continue to build the Autism services program which is good for our children with Autism; however 
adds to the complexity of our service delivery system for families. 

• We know from the Schulte report that services for children with behavioral and mental health issues are 
scattered, scarce, and difficult to access. 

Designer Genes of North Dakota • P.O. Box 515, Bismarck, ND 58502 
701-258-7 421 • info@designergenesnd.com • www.designergenesnd.com 



• Cu rrently, the Autism waiver, t h e  Medica l ly Fragi le waiver, a n d  the I D/DD Waiver ( inc l u d ing Birt h  to 3 E a rly 

I nte rvention services)  a re a l l  a d m in istered in d iffere nt p rogra ms within the Department of H u m a n  Services. 

And whi le we h aven't ta l ked about it, the, C h i ld ren with Specia l Hea lth Ca re Needs is in a tota l ly d ifferent 

d e p a rtment, being under  the Department of Health.  Whi le I d on't mean in  any way to d owngrade the 

Department's a d m i n i st ration of these p rogra m s, this does add to the complexity for fa m i l ies a s  they a re 

trying to find the right a n swers. 

I bel ieve that we can do b etter. Every time that I've come to this Legislative Asse m bly to ask for h e l p  for chi ldren 

with special hea lth ca re needs, you've responded in a way that shows you ca re. Perhaps I'm pa rt of the prob lem, 

beca use I've certa i n ly advocated for m a ny of the pieces that I 've just ta lked a bout.  M aybe that's the bea uty of 

getting o ld e r  is that you can see the fu l l  pict u re in a way that you co u ldn't when you were young. 

I 'm hoping that those of you that a re fa rming, don't ta ke my visual persona l ly, but I th in k that we may need to 

adopt this sym b o l  fo r the benefit of our fa m i l ies in  the state that a re working h a rd to m a ke the best l ife for their 

chi ld  with d isabi l ities a n d/or specia l hea lth care needs. We need to b reak d own the si los of service d e l ivery for o u r  

chi ld ren. If w e  ca n't break t h e m  d own, then w e  d efinitely need t o  figure o u t  h o w  t o  b u i l d  a connecting ladder o r  

tunnel  system t o  m a ke them easier t o  m ove a ro u n d  in .  

I a m  req uesting that  this comm ittee consid er a n  a m e n d m ent to S B  2012: 

• To a p pro p riate adequate fun d i ng to cond uct a com p rehensive legislative study of N D's d e l ivery 

system for ch i ld ren with speci a l  hea lth care needs a n d/o r d isabi l ities. 

o I wou l d  suggest that this study inc lude the Department of Health.  

o The fu nd i ng for the study should be adequate enough to hire a consu lta nt with a 

natio n a l  perspective on state a n d  Med icaid fu nded progra ms for ch i ld ren as we l l  a s  

a d e q u ate fu n d i ng fo r sta keholder i nvolvement, w h i c h  wou l d  incl u d e  fa m i l ies. 

o It wo u l d  be important to a ss u re that the find ings a re p u b l ished a n d  ava i lable fo r p u b lic 

cons u m ption. 
• To a pp ro p riate fu n d i ng for at least a pa rt-time FTE in the Department to serve as a c ross­

d e p a rtment a n d  inter-departmenta l l ia ison which can a ssist Legislative M a n agement a n d  the 

Department in  conducting the study a n d  oth e r  d uties a s  a ssigned . 

o My suggestion is that this l ia ison a n swer d i rectly to Maggie And e rson in D H S  a n d  Dr. 

Dwe l l e  i n  the Department of Hea lth and not be d esignated to a p a rticu lar d e p a rtment 

or d ivision.  

• To a p propriate a d d ition a l  fu n d i ng to the Department to a ssist with the reso lution of the issue 

regarding a ssessment tools. 

Roxa ne Rom a n ick 

Executive Di rector 

Designer G enes of North Dakota, Inc .  

701-39 1-74 2 1  
rom a n ick@ bis. m i d co . n et 

Designer Genes of North Dakota • P.O. Box 5 1 5,  Bismarck, N D  58502 
701 -258-7421 • info@desig nergenesnd.com • www.desig nergenesnd.com 
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Testimony of Beth Nodland Regarding SB2234 

Disability Program Management in ND 

Eligibility Determination Process for Developmental 
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John G. Morrison and I have a son, Loch Ian Morrison, who is now 6 years old . Loch was diagnosed with 

Down syndrome at birth. Our family participated in intensive Early Intervention services since day two 

of his life, including OT,PT, Speech, case management, home visits, hearing testing, etc. We know how 

important El is to help people achieve the most they can . 

Eligibility Testing 

o At age 2.75, we began eligibility continuation testing for Loch at WCHS 

o Met with other parents at a Designer Genes family event, talked: 

• 
• 
• 

A teacher said it was first time he didn't want his kid to do well 

Should we keep him up all night? Give him caffeine? 

First time your kid officially gets the dreaded label: "mentally retarded." 

o During the testing, as it got more difficult, Loch signed for "help" "more" "please" 

o When refused help, he refused to continue 

o Went back 2 times= he was deemed "untestable" but still given a number 

o Bell curve= ours just above "mental retardation," therefore ineligible 

o Other parent said their kid 's assessment was same, until later, tested substantially lower 

o Sat in Dr.'s office for discussion : "you have a checkers not chess kid" 

o "He'll have a good job bagging groceries at Walmart one day" 

o Had just come from a Family Voices conference where we met Joe Steffe's a young man 

who has Down Syndrome and Autism, who also owned his own kettle corn business. 

We were thinking entrepreneurial, about the possibilities. 

Eligibility Meeting at WCHS 

a. Loch in hospital, had been four times that winter, upper respiratory issues, RSV, 

pneumonia, 

b. Held in a darkened room, nine people, knee to knee, most of whom had never met Loch 

c. Worked through the checklist 

d. "Will he be able to ride the bus to his job at Walmart someday?" 

e. Someone said "This is crystal ball time" 

f . What about other fam ilies in Bismarck who didn't know they could attend the hearings? 

g. How many 3 year olds in Bismarck lose their services? What happens to those families? 

Thank you for your time. Please support SB2234, so the diagnosis of Down syndrome is used as an 

automatic qualifier. Beth Nodland, 1111 W. Highland Acres Rd., Bismarck, ND 58501 (701) 527-7022 



J :ff 224' 9 If (}J/fich::ll J 
5E>22'3tj 

Madam Chair Lee and Members of the Senate Human Services Committee: 
'1! /'28 /;� 

My name is Stacey Castleman. I come here this morning with my 3 year old daughter, Ari. In addition to 
Ari, I havethree boys ages 1 5 , 1 f, and 1 0. And can't forget a wonderful husband. 

To be honest with all of you, I'm stil l  in shock that I even need to be here. I guess this is just another 
mountain my family needs to climb. I'm here to tel l  you about the l ife of a princess. The very princess 
standing here in front of all of you being as brave as she continues to be through the battles we continue to 
face. 

Princess Ari 
In 20 1 0, I found myself waiting in my doctor' s office for what seemed l ike forever. I was prepared to hear 
the big C word. Why else, after an ultrasound, would I need to wait forever! To make this part short, 
basically, we were done having children. Oops!  Guess not! We were blessed with a less than 1 /2% chance 
baby ! The surprises kept coming. We later found out we were expecting a GIRL ! At almost 29 weeks, the 
princess made a surprise appearance via C-section due to lack of nutrition in the womb. Arriving at 2 1 /2 
pounds she was wisked away. Al l  I wanted was to hear her cry. I never got to hear that first cry. It was 
several hours later before I was able to meet the Princess. I looked down at this tiny angel and emotions 
came flooding out. She was beautiful, but so tiny. Was she going to l ive? How could she be strong 
enough? What would we do if we lost her? She could fit in the palm of my husband's hand. (Pictures 
and candy) 

We were finally able to meet with the doctor. Princess Ari was a micro preemie. Because she was so little, 
we were not able to hold her. We could touch her through the holes on the isolet. However, we weren't 
even allowed to do that very much because it would overstimulate her creating a loss of weight. Princess 
was j ust l ike all her other roomies, hooked up to whatever machine they could attach. They were very 
concerned about her lung development since most of us know the lungs are one of the last things to develop. 
After 3 days, the princess showed us what a fighter she was going to be. She was weaned of oxygen within 

the first week. A miracle in and of itself as that is not the norm with micro preemies, some of them being on 
oxygen for months and months. 

After a few days, we met with the doctor wherein he informed us that Ari had Trisomy 2 1 .  I love my 
daughter so much ! But I will not lie to you. I had the same feeling as one would have losing a loved one. I 
felt I had lost everything! The dancing little girl, painting our nai ls, eating gallons of ice cream watching 
movies, her first sleep over, going to school,  her first boyfriend, shopping, first kiss, the big dance, driving a 
car, college, a new job, getting married, and kids of her own. I was lost. You see, these are the things 
society has us believing when it comes to trisomy 2 1 .  

I had no idea what to do from there. You would think after three kids I would be able to say " I  got thi s ! "  
But i t  was l ike being a first time mother. I t  was, at this time, I met Roxane from Designer Genes. Final ly, 

someone who was able to pick me up and carry me through the doors of my new l ife. Roxane will probably 
tel l  you I didn't go through that door very wil l ingly. I was scared to death. 

Roxane has already testified about the wonderful services that are provided in the first three years. But I 
would like for you to know what they have done for princess Ari . Many of the obstacles that doctors told us 
Ari would never overcome, she has. Many of the milestones that would never be met, have been met. 



8. 2.. 
Because of all the hard work through her therapy sessions and the work that our whole family has done at 
home with Ari, she is thriving. She is a three year old, although small ,  with a mind of her own will ing and 
able to do what she wants when she wants. She may be delayed in some things, but there is no doubt in my 
mind that those delays wi l l  be overcome. 

The testing that Roxane mentioned in her testimony is some.thing I am far too famil iar with. The days of 
those testing are hard to forget, as a parent . . . .  

It all started the end of May, 20 1 4, Ari and I attended an appointment where they started the testing to 
determine her eligibility as a child who had been diagnosed with down syndrome. The first day of testing 
was a struggle. Ari is quite strong willed and she didn't exactly partake in the testing like they wanted her to. 
Mind you, she was a 2 year old, going into a strange office, with strange people wanting her to do things 

that she didn't want any part of. As her mother, I knew what she was capable of doing and knew the results 
of the test were not going to show her abilities adequately. In my head, I thought, who are these strangers to 
tel l  me how my daughter can't do certain things, when real ly she just didn't want to do them. 

The rest of the testing had to be rescheduled a number of times due to i llnesses on either Ari's part, the 
family's, or the examiners. By the time the testing was over, it was two months later, the end of July. The 
examiner went over the results of the test in person with me. I l istened . . .  .I left . . .  .I cried. No parent wants to 
hear about how their child is fail ing . . .  in anything. No parent wants to hear that their child will  have 
difficulties to overcome. No parent wants to label their own child as being different than other children. 

And that is exactly what I,  my fami ly, has never done. We don't talk about any syndrome at home. We don't 
think of Ari as any different than any other child. She is our princess. She is MY l ife!  

That report, the findings from the testing, to be honest with you, I never actual ly sat down to read it  unti l 
two days ago. I couldn't. I never wanted anyone to see it. Until last night, when I let a friend of mine read it 
to help me to write up this testimony. To help me get through the struggle I was having in trying to not label 
my child and to continue to be positive. 

The recommendations were: (list recommendations) 
1 ) It is recommended that Ari continue with her occupational, physical, and speech therapy and early 

intervention services to address her multiple areas of need. It is also recommended that her family 
continue to support Ari in Maintaining and gaining her adaptive and cognitive skil ls .  

2) It is recommended that Ari be seriously considered for ongoing services due to significant delays and 
some adaptive delays. 

3) It is  recommended that in a few years Ari again receives cognitive and adaptive testing to determine 
how she is progressing. 

Although this is what had been recommended, all services were discontinued. For years now, Ari had been 
getting therapy of all kinds. A long with all the attention and work we did at home. It was making a 
difference. And now, all those services are gone. Al l  because she turned 3 years old. 

I hope that my personal story about the Princess you see here with me today wil l  help to encourage you all 
to move this bill forward with a "Do Pass." 



Thank you for your time, 

Stacey and Ari Castleman 
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SB :2234 
11/zR/;� Sen ate H u m a n  Services Com m ittee 

S ixty- Fou rth Leg is lat ive Assem b ly of N o rth Da kota 
Sen ate Bi l l  N o .  22 34 J:tt 22-f;CJ� 

Ja n u a ry 2 8 ,  20 1 5  

Good m o rn i n g ,  C h a i rm a n  Lee a n d  M e m bers of the Senate H u m a n  

Services Co m m ittee : I a m  David Boeck, a . State e m p l oyee a n d  l a wyer fo r 

the Protection & Advocacy Project. The Protection & Advocacy Project is  

an  i ndependent state agency that  a cts to  protect people with  d isa b i l it ies 

from a buse, neg lect, a n d  exp lo itati o n ,  a nd a dvocates for the d isa b i l i ty-

re lated rig hts of people with d i sa b i l it ies.  

Ms.  Rom a n ick knows fa r m o re a bout Down syndrome tha n  I do.  I 

ca n not knowledgea bly d iscuss cha racte ristics or i nc idence of Down 

syn d rome . 

But I a m  a w a re of how the b i l l  beg a n  a nd w h y  it  is  i m porta nt .  Last 

sess ion H B  1 3 78 passed opti m istica l l y  a i m i n g  for the l a u nch of a M ed i ca id  

wa iver prog ra m "to provide cove ra ge fo r ch i l d re n  who have conti n ued and 

su bsta nti a l  med ica l  a nd su pport needs, but  who,  at  th e age of  th ree 

yea rs, no l o n g e r  q u a l ify for services u n der the developmenta l  d isa b i l it ies 

wa iver. " The Leg is lature had hoped to lea rn the esti mated n u m ber of 

c h i l d ren that wou ld be e l i g i b le,  criteria for the provision of services u n der 

the wa iver, identification of services to be offered ,  and a ti m e l i n e  fo r 

i m p l e m entation of the wa iver. 

Page N o .  1 



Th is a m b it ious g o a l  cou l d  not be a cco m p l ished . The proposa l for 

ch i l d ren with Down syn d rome cou l d  p rovide a s m a l ler  test ru n for a 

p rog ra m that wou ld provide services to n eedy c h i l d ren who wou ld 

otherwise g o  u n served . 

S B  2 2 34 cou ld esta b l ish a prog ra m to serve some c h i l d re n  who a re 

not bei n g  served th ro u g h  a M ed i ca i d  wa iver.  Th is wou l d  not p rovide a n  

esti mate o f  the n u m ber of other  u nserved ch i l d ren . It wou l d  n ot create a 

new e l ig i b i l i ty i n stru ment .  But it  m ig ht demonstrate whet h e r  c h i l d ren 

cu rrently left out of the system cou ld be served effective ly a n d  

a p propriately u nder the packa ge o f  services a nd s u pports presentl y 

a va i la ble th roug h a n  existi ng Med i ca id wa iver prog ra m .  

I strong ly s u p po rt the passage of S B  2 2 3 4 .  Th is m i g h t  provide 

some evidence for fu rther expa ns ion to u n se rved , needy ch i l d re n . 

P lease let me know if you h a ve q u estions .  Tha n k  you .  

Page N o .  2 



OU� MISSI 
To stre ngthen opport u n ities fo r 
i n d i vi d u a l s  with Down syn d rome a n d  
those who suppo rt them to learn, 
earn a n d  belong 

Cl�CLES OF SUPPO�T 
Th ree c ircles of s u p port s h a p e  th e  work of 

Des i g n e r  Genes : Lea rn i n g ,  Ea rn i ng a n d  

Bel o n g i n g .  These c ircles rep resent the 

tri p l i cate co py of the 2 1 st ch rom osome, 

as wel l  as w h o l e n ess, com pl eteness a n d  

p rotectio n .  Desig n er G e nes e m braces 

people as they a re, a i mi n g  to create 

s u pportive a n d  p rotecti ve co m mu n ities . 

EA�NINC 

LEA�NINC 
Desig ner Genes bel ieves 
learn i n g  is a powerfu l tool 
a n d  works to em power 
a n d  ed ucate profess iona ls ,  
parents and the commun ity. 

Des igner Genes strives to 
fi nd ea rn ing  opportun it ies 
for members a n d  the 
o rgan ization  throug h  
educat ion,  emp loyment, 
independence and suppo rt. 

HELONCINC 
Des igner Genes bel ieves 
everyone has the right to 
be long a n d  works to create 
con nections, opportun ities 
a n d  outcomes.  

� �GENES 
A· DOWN · SYN DROME ·SUPPO RT· N [TWO RI< 

Des i g n e r G e n e s N D.com 

�::/f5 
ti/ IU/:V/S' 
:1.z,91 
SB2.23t/ 



WITH A LITTLE M OU� F�ENDS 
Designer Genes enjoys the genero u s  suppo rt 

of ind ividua ls, businesses a n d  org a n izations 

i n  the Bismarck- M a n d a n  a rea and beyo n d .  

The non- profit org a n ization receives 

d onations at the a n n u a l  Buddy Wa l k, as 

wel l  as g ra nts and charitable contri butions. 

For a compl ete l i st of fu n d i n g  sources, 

go to Desi g nerGenes N D . com . 

DESICNE� GENES FAMILIES �NOW HOW 
TO HAVE FUN! 

BUDDY WALK 
FAMILY PICNIC 
BOWLING PARTY 
ICAN SHINE - BIKE CAM P 
SUPPER WITH SANTA 
BOOK FAIR & STORY TIM E  

OUT�EACH 
To North Da kota fa mi l ies: Designer Genes 
he lps fi l l  gaps i n  information and services 
ava i lab le to fam i l ies who receive a 
Down syndrome d iagnosis.  

To schools and com m u n ities: We a re more 
a l ike tha n  d ifferent - Designer Genes works 
to bui ld understa nding of this i mportant 
message among ed ucators and the publ ic .  

C�OWINC TH�OUCH A SHA U�NEY 
Now more tha n 3 0 0  members strong,  

Desi g ner Genes serves fa m i l ies a cross the 

state, working to strengthen opportun ities for 

people with Down syn d rome a n d  those who 

s u p port them . Designer Genes provides 

enco u ragement a nd i nformation to h e l p  

fa m i l ies, whether it's d ea l i n g  with a p re- nata l 

or at- b i rth Down synd rome d i a g nosis o r  

assisti ng t h e m  thro u g hout the l ifespa n .  

Desi g ner Genes took root i n  the early 1980s 

when a g ro u p  of Bisma rc k- M a n d a n  pa rents 

shared the chal lenges a n d  rewards of ra is ing 

c h i l d ren w ith Down syn d ro m e .  Over the years, 

this network of fa m i l i es b roade ned thei r  

support system by reach i ng out t o  others 

with the same d i a g n osis .  

To healthcare professiona ls:  With 
considerab le expertise in  supporting peop le with 
Down syndrome, Designer Genes is .a va lua ble 
asset and pa rtner to the med ica l  comm u nity. 

To government officia ls: Designer Genes 
advocates for the va l ue, accepta nce and 
inc lus ion of people of  a l l  ab i l ities, not on ly 
Down syndrome.  

IMPACTING EXCEPTIONA L  PEOP 
Desi g n e r  Genes'  outreach efforts i m p rove the 

q ua l ity of l ife for people w ith Down syndrome 

a n d  their  fa m i l ies .  The org a n izati on touches 

fa m i l ies t h ro u g h out North Da kota by : 

Provid i n g  ea rly v is its and informationa l  
packets to  fa m i l ies of  bab ies with 
Down syndrome 

Orga n iz ing a nd h osti ng fa m i l y  
a ctiv it ies and  networki ng events 

S ponso ring  a n  a n n u a l  Buddy Wa l k, 
one of 2 5 0  Down syndrome a dvocacy 
and  awareness wa l ks i n  the nat ion 

Pa rtner ing with ed ucators for i m p roved 
awareness of the ab i l it ies and cha l lenges 
of students with Down syndrome 

Prov id ing  i nformation to  healthca re 
professiona ls  

Advocati n g  for state and  federa l  pol ic ies 
and leg is lat ion to support the provis ion 
of serv ices for people with 
Down syndrome 



From: Michelle Ragan [mailto:m.ragan.445@gmail.com] 
Sent: Monday, January 26, 2015 9:59 AM 
To: Lee, Judy E. 
Subject: 562234 

Dear Senator Lee, 
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I am writing in support of SB2234. I work as an occupational therapist in the early intervention 
program. Early intervention is a state and federally funded program for families of children with 
special needs. We work together with the parents and their child, in the home from birth to age 
3. 

Passage of this bill would alleviate much anxiety and fear for parents as their child turns 3. It 
would provide uniformity across the state (as often some children qualify and others do not) and 
one less hoop and meeting and appointment, as they enter preschool and school-age years of IEP 
meetings and navigating a confusing system. Continuous eligibility would provide them with 
their same DD program manager to help with IEP meetings and any other special health care 
issues that arise. Having a child with special needs is difficult. It takes advocacy, determination 
and having people "on your side." I have a 5th grader with a reading learning disability and 
having an advocate is so important to me and, yet, I have very few issues that call for an 
advocate or more people "on my side." 

Be "on the side" of children with Down syndrome and vote "yes" on SB2234. 

Thank you for your time 
Michelle Ragan 
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From: Dionne Spooner [mailto:dionne.l.spooner@minotstateu.edu] /l-J-1
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Sent: Monday, January 26, 2015 9:43 AM WAJA{)h-Jl 7 
To: Lee, Judy E.; Dever, Dick D.; Axness, Tyler; Anderson, Jr., Howard C.; Larsen, Oley L.; Warner, John 
M. 
Subject: 582234 

Dear Senators, 
I am writing to you not only as a Licensed Independent Clinical Social Worker who has worked with those 

with Down syndrome but also as a mother of a 5 year old son who has Down syndrome. I am a North Dakota 
native who has been educated, lived and worked in North Dakota my entire life. I have been a practicing socia l 
worker for over 20 years and have taught at Minot State for the past 4 years. I have had the opportunity to not 
only work as an advocate for Developmental Disability services for clients but also for my own son after he was 
born . Due to my work experience, I was able to understand the process and ask the questions that many other 
parents simply are not aware of. I also was fortunate to have workers whom I personally knew who could help me 
when I fe lt lost. This is simply not the case with most families . I truly felt like our DD program was good until I had 
to experience it personally. The paperwork and hoops that are required for services are extremely daunting and 
even though I understand the necessity of such elements, it does not alleviate the stress that parents/caregivers 
experience in completing all of those steps. With that being said, DD services are essential to our son and our 
family and I would not want to even imagine what it would be like if we did not have them. We also are recipients 
of Medicaid for our son as a secondary insurance source and without such services I am certain that we would be 
filing for bankruptcy by now. Our son requires specialized eye care which has required regular trips to Minneapolis 
as well as surgery. In addition, he requires so many additional providers due to his diagnosis including; podiatry, 
cardiology, physical therapy, occupational therapy, speech, audiology, endocrinology. My son has 4 doctors simply 
to care for his eyes and without each and every one of them he would most likely not be reading today. I would 
never want to imagine that we would have to make a choice that would harm my son or his development because 
we could not afford it . Our son is a rather healthy young boy who does not have any significant major medical 
issues yet he still requires all of these providers and the cost of just the co-pays with our own private insurance 
would be staggering. I thank GOD every day that we have Medicaid . With that being said, the stigma that exists 
with Medicaid is still very prominent and I have had many unpleasant experiences utilizing Medicaid including 
them denying our out of state care once because I saw a physician at his private office at the hospital instead of at 
the children's clinic because the scheduler made a mistake when I made the appointment. On another occasion, 
our pediatrician submitted prior authorization several months before our trip to the cities and we never received 
formal approval only to receive a denial after we returned . The denial was unfounded but it took me several hours, 
several phone calls and my own investigation to find out that the denial was made without sufficient information. I 
don't want to sound negative because as I have said, we truly are thankful for the services and I am not sure where 
we would be without them but I also think that many times there is this assumption that it is all so seamless and 
beneficial for recipients and that is simply not the case. I want you all to understand what it is like for a parent of a 
little one who was brought into this world just like any other baby to navigate the world of disabilities and to 
understand that I simply want the best for my child just as anyone else does for their own children. I have two 
older children who are "normal" so to speak and I advocate for them but it seems that when advocating for those 
whom have a DD we have to advocate just a bit louder. Please feel free to contact me at my office number of my 
cell phone 701-721-8978 any time if you want me to share or answer any of your questions and THANK YOU for 
addressing this important issue. 

Dionne L. Spoon er, MSW, LICSW 
Social Work Instructor 
Minot State Universi ty 
500 Univers ity Ave W. 
Minot, ND 58707 
(701) 858-3142 phone 
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From: Katie Rizzo [mailto :katie-rizzo@hotmail.com] Sc)f123 + 
Sent: Saturday, January 24, 2015 9:06 PM . .J+- l?fpGJ LJ_ 
To: Lee, Judy E.; Larsen, Oley L.; Anderson, Jr., Howard C.; Axness, Tyler; Dever, Dick D.; Warner, John J 
M. 
Subject: SB 2234 

Dear Senators: 

I am writing to you in support of SB 2234 (Medical Assistance for Individuals with Down 
Syndrome}. This bill is set for a hearing before the Human Services Committee on Wednesday, 
January 28. 

My son has Down Syndrome. He will be three years-old in May. 

He has gross motor, fine motor, cognitive, and speech delays, but we are oh so very proud of 
how far he has come. 

He attends a regular daycare center with "typical" children . He started walking a few months 
ago, does sign language, and uses silverware. He loves music, books, and cuddles. He has a 
tendency to pull his sister's hair. 

He would not be where he is today without therapy. 

He receives occupational therapy, physical therapy, and speech therapy for a combined total of 
eight times per week. This therapy is prescribed by his physician. 

My husband and I are employed full-time and have health insurance through my 
employer. Our insurance does not cover all of his therapy bills. Without having Medicaid as a 
secondary insurer, we could not afford to continue therapy for our son after our insurance 
benefits are exhausted. 

Some might say we should just cut back on his therapy sessions. However, our son needs 
regular, consistent, intensive therapy, because it takes him longer to learn. Some might say we 
should discontinue his therapy altogether if we can't afford it on our own . However, as 
parents, we want him to be as successful as he can be and see therapy as a key component of 
that. The more successful and independent he is able to be over the long term, the more 
beneficial it is for him, our family, our community, and our State. 

I ask your support for SB 2234 to provide Medicaid benefits for all individuals with Down 

Syndrome. 

Thank you. 
Katie Rizzo 

429 Prescott Place 

West Fargo, ND 58078 
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TOTAL Genera l  Fund Federal Funds 

Fo r Eve ry 15 c h i l d re n  ad ded to 

Wa ive r *  $ 770,436.00 $ 385,218 .00 $ 385,218 .00 

* 18 m o nths - J a n u a ry 1, 2016 I m p l e m e ntation 

Ass umptions: 

15 n ew c h i l d ren wo u ld use $1,580.50 per month in waive r  se rvices 

15 new c h i l d ren wo u ld a lso i ncu r a n  ave rage of $1 ,191 .20 of oth e r  M ed ica id costs per mont h  

Ave rage o f  $50 per mo nth per c h i l d  fo r fi sca l agent costs 

M e d i ca l costs we re i nflated by 4% in J u ly 2016 
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Depa rtment of H u m a n  Services 

Report on  2 0 1 3  H B  1 3 78 - Provided to Senate H u m a n  Services 

Excerpt from M a g g i e  Anderson - D H S  Overview testi m o n y  on 2 0 1 5  S B  2 0 1 2  

2 0 1 3  H o u se B i l l  1 3 78 

• The department of human services, during the 2013- 1 4  interim, shall identify the 
estimated cost to implement a medicaid waiver or amend an existing Medicaid 
waiver, to provide coverage for children who have continued and substantial 
medical and support needs, but who, at the age of three years, no longer qualify 
for services under the developmental disabilities waiver. In preparing the 
estimate, the department shall secure input from stakeholders, including families, 
providers, and advocates. The department of human services shall report its 
findings to the sixty-fourth legislative assembly. The report shall include the 
estimated number of children eligible, criteria for the provision of services under 
the waiver, the services to be offered, and a timeline for implementation of the 
waiver. 

The Depa rtment coord i nated a workg ro u p  that i ncl uded pa rents, advocates, 

Leg is lative representation  a nd Depa rtment staff. The workg rou p  met 

reg u l a rly th ro u g h o u t  the i nteri m with the fi n a l  m eeti ng held i n  J u ly 2 0 1 4 .  

A s  o f  resu lt o f  t h e  col lective work o f  the g ro u p ,  t h e  Depa rtment i s  provid i n g  

th i s  report as  req u i red i n  20 1 3  H B  1 3 7 8 .  

N u m ber of C h i l d ren E l i g i ble : Th is was a n  a rea that w a s  a stru g g l e  when 

t h i s  stu d y  was fi rst conte m plated,  a n d  we a re no closer to  bei n g  a b le  to 

q u a ntify the n u m ber of c h i l d re n  who wou ld  be e l i g i b l e .  

Criteria for the Provision of Services : The g ro u p  worked from a " b u i l d  a 

wa iver" worksheet (Attach m ent A) w h ich identifies the criteria that  the g ro u p  

wou l d  p ro pose for a new o r  a mended wa iver.  

Services to be Included : Attac h m ent A a lso conta i n s  the proposed 

serv i ces .  

Ti mel ine for Im plementation of the Waive r :  If  there is  d i rection a nd a n  

a ppropriat ion to a m end the existi n g  Ch i l d re n 's Medica l l y  Fra g i le Needs 

Wa iver, the Depa rtment expects a J a n u a ry 1,  2 0 1 6  i m pl e mentation . If there 



L 

is d i rection  a nd a n  a ppro p riat ion to i n it iate a new waiver, s pecifica l l y  for t h i s  

p o p u l a t i o n ,  the D e p a rtment wou l d  expect a J u ly 1 , 2 0 1 6  i m p l em entation .  

Esti mated Cost : 

TOTAL 

For Every 15 c h i l d re n  added to Wa iver* $ 770,436 

* 18 months - J a n u a ry 1, 2016 I m plementation 

Assumptions: 

15 new c h i l d re n  wo uld use $ 1,580.50 per month in  wa iver services 

Genera l  Fund Federal Funds 

$ 385,218 $ 385, 218 

1 5  new chi ld re n  wo u l d  a lso incur  a n  average of  $ 1,191 .20 of  other  Medica i d  costs per month 

Average of $50 per month per ch i ld  fo r fisca l agent costs 

Medical  costs we re inflated by 4% in J u ly 2016 

Fu n d i ng for a new wa iver  or a n  expa nsion of a n  ex isti ng wa iver is not 

i n cl u d ed in the Executive Bud get reco m m e n d ation . 

. . 



• 

A ·  D O W N · S Y N  D R O M E · S U  P P O RT · N  ETWO R K  

S B  2234 
Down Syndrome and Developmental Disabilities Eligibility 

House Human Services 

Tuesday, March 17, 2015 

Chairman Weisz a nd Members of the House Human Services Committee: 

My name is Roxane Romanick and I'm representing Designer Genes of ND, Inc., as their Executive Director. 
Designer Genes represents 140 individuals with Down syndrome and their families across the state of North 
Da kota, about a quarter of the state's 600 residents with Down syndrome. Designer Genes' mission is to 
strengthen opportunities for individua ls with Down syndrome and those who support them to earn, learn, and 
be long. My passion and interest in Designer Genes is primarily driven by my opportunity to be Elizabeth's mom, 
who I'd a lso like to see earn, learn, and belong. 

I am here to ask your support for SB 2234. This bill was original ly written to address two problems in 
N D. We have children who have Down syndrome in our state that a re not being found eligible for 
Developmental Disabil ities Program Management and thus the Home and Community Based Services 
(HCBS) waiver. In addition, the state is requiring IQ testing that is a waste of resources as a family, 
com m unity, a nd state. Presently, Designer Genes is aware of eight individuals with Down syndrome that 
were not found eligible. 

Down syndrome is typica lly diagnosed prenatal ly or at birth by a blood test that reveals a panel with 
three copies of the 21st chromosome. You a nd I have 2 copies. The extra genetic material creates the 
physical, medical, and cognitive patterns that you usual ly associate with Down syndrome. While 
advances in medicine, education, and family support have enhanced the quality of life for persons with 
Down syndrome, the challenges associated with an intel lectua l disability and medica l issues continue to 
need to be addressed through services and supports that a re available through our public system. 

I n  order to streamline the efficiency of determining eligibility for the federal Supplementary Security 
I ncome (SSI) Program, the Social Security Administration uses Down syndrome (non-mosaic type) as a 
presumptive disability category. The presentation of the lab report or a doctor's statement confirming 
the diagnosis is the only documentation needed to determine medical el igibility for SSL We would l ike 
the same consideration in North Dakota for purposes of determining eligibility for Developmental 
Disabilities and access to the Medicaid waiver that they manage. 

Presently, the state has carved out a waiver for child ren with a utism. You need to be d iagnosed with 
autism, show functional l imitations a nd you a re eligible for the Autism waiver. Down syndrome is a 
diagnosed medical condition with practical ly a 100% guarantee that you will have an intellectual 
disability and functional  impact, so why is that not enough? On average parents endure around 6 - 8 

appointments/meetings at the time their chi ld's turning 3 and transitioning out of Early I ntervention in 
order for their child to qual ify for special education and continued DD services. This is a waste of their 
time and our time . 
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The services under DD and the waiver are important services for al l  of our individuals with Down 
syndrome. Access to al l  of the waiver supports depending on someone's age is critically important to 
keeping folks active and productive in their homes and communities. In addition, the safety net that ND 

• Medicaid can provide for needed therapies and medical care is a lso needed. 

• 

• 

Major changes were made to the bill in the Senate; in fact a l l  of the original language to change the 

statute around the definition of developmental disability was removed. What's before you today is a 
study by the DHS. Last session, legislation was enacted to direct the Department of Human Services to 
study the issue of e ligibility for children with disabilities (HB 1378). This legislation read:  "shal l  identify 
the estimated cost to implement a Medicaid waiver or amend a n  existing Medicaid waiver, to provide 
coverage for children who have continued and substantial medical and support needs, but whom, at the 
age of three years, no longer qualify for services under the developmental disabilities waiver." Today, 
no practices or administrative code have been adjusted because of the study enacted by HB 1378. What 
assurances need to be in place for change to occur by 2017? 

Presently, SB 2012 contains language for a similar study by Legislative M anagement as well as funding to 
assist with the study. This concern that I'm rising a bout children with Down syndrome not being found 
eligible is related to the larger issue of assuring that al l  children with developmental disabilities have the 
needed services a nd supports in our state. But we wil l  be four years out since we started studying the 
issue and will the studies, whether Department or Legislative, make a d ifference? 

I would like to see stakeholder involvement that includes families added to the bill language as wel l  as 
ongoing public reporting that is accessible on the Depa rtment's website. I would like to see language 
included that would assure that this issue specifically add resses this issue for our individuals with Down 
syndrome as well as others . 

When I held Elizabeth in my arms moments after her birth, I remember thinking that we were so lucky 
as a family that she was born in a time when no one was going to come into our hospital room to tel l  us 
that the best place for her was in the state institution at Grafton. Many families before us had that 
experience and worked hard to make a change for those of us that came after. The truth is that Grafton 
was full of persons with Down syndrome - it was their only option. It is possible that they were housed 
there based on their mere physical features. The roots of our DD system were built on serving people 
with Down syndrome. What I really wish is that somehow we could talk about supporting our ND 
childre n  and families without talking a bout our children's weaknesses, without feeling like we are not 
contributing because we a re asking for help, and without having to say our family will fall  apart without 
the services. The very essence of asking for help can be more emotionally terrifying and devastating 
than having a child with a disability. I wonder if it needs to be. 

Thank you for your time. I'd be willing to answer a ny questions. 

Roxane Rom anick 
Executive Director 
Designer Genes of ND, Inc. 
701-391-7421 
romanick@bis.midco.net 
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A· DOWN · SYN DROM E·SU P PO RT· NETWORK 

Down syndrome and Developmental Disabilities Eligibility Determination 
Fact Sheet 
Designer Genes asks your support of SB 2243 to streamline the determination of 
eligibility for persons with Down syndrome and assure services . 

../ According to the Centers for Disease Control, Down syndrome occurs 1 in every 691 births. It is 
estimated that 1 in every 1200 persons has Down syndrome. Based on this estimate, 
approximately 600 individuals living with Down syndrome reside among us in ND. 
http://www.cdc.gov/ncbddd/birthdefects/features/key-findings-down-syndrome-prevalence.html 

../ Designer Genes' membership represents 140 individuals with Down syndrome population in ND . 

../ The primary outcome for the legislation is to remove undue burden from individuals with Down 
syndrome and their families, who must demonstrate that a developmental disability is present. 
This occurs even though it is widely known in the professional community and the community, at 
large, that this population of individuals has a diagnosis that is known to cause a permanent 
intellectual disability and functional concerns . 

../ While individuals with Down syndrome show immense capacities for growth and independence in 
functioning , the extra copy of the 21 51 chromosome is still associated with delays in cognitive 
development, ranging anywhere from mild to severe . 

../ State Developmental Disabilities services and state plan Medicaid are necessary for individuals 
with Down syndrome and their families to continue to live independently in their communities . 

../ The Social Security Administration recognizes the medical diagnosis of Down syndrome as a 
presumptive disability, meaning that no further disability information is required to meet the 
disability determination criteria . (Non-mosaic Down syndrome) 

../ Presently, psychological testing (including cognitive and adaptive behavior domains) is being 
required for eligibility determination for Developmental Disability Program Management services 
over the age of 3. It is our belief that this testing is unnecessary, inefficient, and inappropriate 
when Down syndrome itself is known to be closely associated with a diagnosis of intellectual and 
developmental disability . 

../ Designer Genes is familiar with eight ND families that have individuals with Down syndrome that 
were found not eligible for Developmental Disabilities services at the time they were exiting ND 
Early Intervention services . 

Designer Genes of North Dakota • P.O. Box 515, Bismarck, ND 58502 
701-258-7421 • info@designergenesnd.com • www.designergenesnd.com 
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OU� MISSION 
To strengthen opportu n ities for 
i ndividuals with Down syndrome and 
those who support them to l earn, 
ea rn and belong 

Cl�CLES OF SUPPO�T 
Three c ircles of support shape the work of 

Designer  Genes:  Lea rn i n g ,  Ea rn i ng a n d  

Belong i n g .  These c irc les represent the 

tri pl icate copy of the 2 1 st ch romosome, 

a s  we l l  a s  who leness, completeness a n d  

protectio n .  Des igner  Genes embraces 

people a s  they a re ,  a i mi n g  to create 

supportive a n d  protective com m u n it ies . 

� 

EA�NINC 

LEA�NINC 
Designer Genes bel ieves 
learn ing is a powerful tool 
and  works to empower 
and  ed ucate professionals,  
parents and the com mun ity. 

Designer Genes strives to 
fi nd ea rn ing opportun ities 
for members and the 
organ ization  through 
education, employment, 
i ndependence and support. 

RELONGING 
Designer Genes bel ieves 
everyone has the rig ht to 
belong and works to create 
connections, opportu n ities 
and outcomes. 

� �GENES 
A· DOWN·SYNDROME·SUP PORT·NETWORK 

Des i g nerGenesN D.com 



WITH A LITTLE HELP F�OH OU� F�ENDS 
Desi gner Genes enjoys the generous support 

of i n d ividua ls, businesses a n d  org a n izations 

in the Bismarck- M a n d a n  a rea a n d  beyond . 

The n o n -profit org a n izatio n  receives 

donations at the a n n u a l  Buddy Wa l k, as 

wel l  as g rants and charitable contri butions.  

For a complete l i st of fu n d i ng sources, 

go to DesignerGenes N D . co m .  

DESICNE� CENES FAMILIES K.NOW HOW 
TO HAVE FUNI 

BUDDY WALK 
FAMILY PICNIC 
BOWLING PARTY 
ICAN SHINE - BIKE CAMP 
SU PPER WITH SANTA 
BOOK FAIR a. STORY TIME 

OUT�EACH 
To North Da kota fa m i lies: Designer Genes 
he lps fi l l  gaps in  information and services 
ava i lab le to fami l ies who receive a 
Down syndrome diagnosis .  

To schools a nd com m u n ities: We a re more 
a l i ke than different - Designer Genes works 
to bu i ld  u nderstanding of th is important 
message a mong educators and the publ ic .  

C�OWINC TH�OUCH A SHA�ED JOU�NEY 
Now more than 300 mem bers stro n g ,  

Designer Genes serves fa m i l ies across the 

state, worki n g  to strengthen opportu n ities for 

people with Down syn d rome a n d  those who 

support them . Designer Genes provides 

encouragement and i n formation to help 

fa m i l ies, wh ether it's dea l i ng with a pre-nata l 

or at- b i rth Down syn d rome d i a g nosis or 

assisti ng them throug hout th e l i fespa n .  

Designer Genes took root i n  the early 1 980s 

when a g ro u p  of Bismarck- Mandan parents 

shared the chal leng es a n d  rewa rd s of ra is ing 

ch i l d ren with Down synd rome.  Over the years, 

this network of fam i l i es broadened their 

support system by reach i n g  out to others 

with the sa me d i agnosis .  

To healthcare professiona ls: With 
considerable expertise in supporting people with 
Down syndrome, Designer Genes is  a va l uable 
asset and partner to the medical community. 

To government officials:  Desig ner Genes 
advocates for the va l ue, acceptance and 
i nclusion of people of a l l  abi l i ties, not only 
Down syndrome. 

IMPACTING EXCEPTIONAL PEOPLE 
Designer Genes' outreach efforts i m p rove the 

q u a l ity of l ife for people with Down sy n d rome 

and their fa m i l i es . The org a n ization touches 

fa m i l i es throughout N o rth Da kota by : 

Provid ing  early vis its and i nformational 
packets to fa mi l ies of babies with 
Down syndrome 

Organ iz ing and hosting fa mi ly  
activities and networki ng events 

Sponsoring an ann ua l  Buddy Wa l k, 
one of 250 Down syndrome advocacy 
and awareness wa l ks in the nation 

Partneri ng with educators for improved 
awareness of the ab i l i ties and cha l l enges 
of students with Down syndrome 

Provid i ng information to hea lthca re 
... l'\ 

professiona ls  � 1 

Advocati ng for state and federa l  pol ic ies 
and leg is lation to support the provis ion 
of services for people with 
Down syndrome 
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World Down Syndrome 

Day (WDSD) is an 
annual global awareness 
day advocating for the 

rights, inclusion and 
well-being of individuals 
with Down syndrome. 

WDSD 
3•21 1 RANDOM ACTS 

OF KJNDNESS 

Y ~u have been chosen as the recipient of 
this Random Act of Kindness in honor of 

all people with Down syndrome. 

~£SIGNER 
GENES 

A' DOWN • SY N 01\ 0 Mf · ~VP POI\ T· NE TWO RK 

#WDSD15 

www. designergenesnd. com 

Designer Genes of North Dakota is aiming for 
321 Random Acts of Kindness (RAK) in honor of 
World Down Syndrome Day on 3/21 /15. 

3/21 symbolizes Trisomy 21, Down syndrome's medical term, for a 
third copy of chromosome 21 (instead of the usual 2). 

We are collecting our RAKs on facebook at http://bit.ly/321RAK 
Check them out, and maybe help us reach our goal of 321 ! 

Promote acts of kindness .. Pay it forward. 
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House H u m a n  Services Com m ittee 
S i xty- Fou rth Leg is lative Assem bly  of N o rth Da kota 

Senate B i l l  N o .  2234 
M a rch 17,  20 1 5  

Good m o r n i n g ,  Cha i rm a n  Weisz a n d  M e m bers of the House H u m a n  

Services Co m m ittee : I a m  David Boeck, a State e m ployee a n d  lawyer for 

the Protect ion & Advocacy Project. The Protection & Advocacy Project is  

an  i nd ependent state agency that  a cts to protect peop le  with  d isa b i l it ies 

from a b use, neg lect, a nd explo itation , a n d  advocates for the d isa b i l ity-

re lated rig hts of people with d isa b i l it ies . 

Th is b i l l  a rises from last session 's H B  1 3 78 .  H B  1 3 7 8  passed 

o pti m ist ica l l y  a i m i n g  for i m provements to a M ed ica id wa iver prog ra m "to 

provide covera g e  for ch i l d ren who have co nti n ued a n d  su bsta ntia l medica l  

a nd s u pport needs, but who, at the a g e  of th ree yea rs, n o  l onger q u a l ify 

for serv ices u nder  the deve lopmenta l d isa b i l it ies wa iver. " The Leg is lature 

h a d  h oped to l e a rn the esti mated n u m ber of c h i l d ren that wou l d  be 

e l i g i b le ,  criter ia fo r the provision of services u nder  the wa iver, 

i d entificat ion of services to be offered ,  a n d  a ti mel i ne for i m plementation 

of the wa ive r. 

This  a m bit ious goa l  cou l d  not be a cco m pl ished . S B  2234, as 

i ntrod u ced , p ro posed a s m a l ler test ru n of a p rog ra m that wou ld cover 

c h i l d re n  with Down syn d rome who would be n eedy c h i l d ren who m ig h t  

othe rwise g o  u n served . That proposa l w a s  cha nged i n  the Senate . 
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As a m en d ed ,  S B  2234 m i g ht identify c h i l d ren currently l eft o ut of 

the system who cou l d  be served effectively a n d  a pp ropriate ly  u nd e r  the 

package of serv ices a n d  su pports p resently ava i l a b l e  th ro u g h  an existi n g  

M ed ica i d  waiver p rogra m .  

I stro n g ly s upport the passage of S B  2 2 3 4 .  

P lease l et m e  know i f  y o u  h a ve q u estions.  Tha n k  you .  
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