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Health & Human Services





Special Health Services (SHS)

Family Advisory Council Meeting

September 19, 2024
	Attendance:

	Family Advisory Council Members
	Joseph Liccini, Jessica Dargis, Sarah Carlson, Cassandra Bartelson, and Victoria Johnson 

	SHS Unit Staff
	Tina Feigitsch, Kimberly Hruby, Danielle Hoff, and Heather Kapella, 

	

	Welcome and Introductions
	The Special Health Services Unit Director provided a warm welcome and relayed appreciation for the time devoted for the Family Advisory Council (FAC) meetings and the commitment made by participants to assist the unit in its work throughout the year. Introductions by each of the meeting attendees were made. 


	Last Meeting Follow-Up and Approval of Minutes

	Kim reviewed the agenda items for the meeting and asked for any additions. No additions were made to the meeting agenda. 
Minutes from the January 2024 meeting were reviewed by Kim, who asked for the council’s blessing to approve the minutes as written. Both Jessica and Joe stated they did not have any suggested changes to the minutes from their review, so the minutes were accepted as written by the council.


	Upcoming MCH Block Grant Review and MCH Needs Assessment

	Kim provided an update on the Title V/MCH Block Grant review that is scheduled to held virtually on September 25, 2024. The Federal Block Grant is the main funding stream for MCH-focused programs and services, so SHS staff are heavily involved. The FAC was involved in helping with these Block Grant activities and has an equal seat at the table. All members of the FAC are invited to participate in the meeting.
Additionally, Kim shared that MCH is currently working on the large 5-year MCH Needs Assessment to determine the priorities we will be working towards for the next five years. NDDHHS is contracting with North Dakota State University (NDSU) for this needs assessment. The Family Advisory Council for SHS has been added to the list of stakeholders to be contacted to help give feedback into this needs assessment process. 
For the next five years it has already been determined that the children with special health care needs (CSHCN) domain will be working on the priority of medical home. However, there are new priorities to choose from this cycle that relate to the social determinants of health, so it will be interesting to see if any of those new options arise as a priority need in North Dakota.

Finally, Danielle reinforced that we can also pick priorities where maybe our data on from the national level isn’t as strong, but we have state-specific information or data to support the need for this priority. Priorities for North Dakota are hoped to be chosen by January 2025.
Sarah Carlson explained that from a family perspective, there are things that are sometimes not caught in a needs assessment. An example would be dental care for children with disabilities. The service exists, but the availability of an appointment might not be for at least a year. There should be a deeper look at a reasonable amount of time to access services. Kim agreed that dental access has been a big issue from a statewide level despite other programs having incentives to provide care in shortage areas.
Sarah also pointed out that so many of these factors are dependent upon a family’s insurance coverage. Specialists also don’t communicate well throughout our rural state where specialty providers may be spread out or work for different entities. This is not comprehensive care, and causes many families to get referred out of state. Sarah did think that Title V could play a major role in this as it could fall under our medical home priority. Although the Medicaid office has been more flexible with out-of-state approvals, Sarah has found that accessing Medicaid is still very difficult for North Dakota families. The call center makes it very difficult for relationship building. Kim questioned whether SHS could help to ask questions about finding a designated person for our CSHCN. Tina also explained that it works best for her when she has a designated partner to work with in ND Medicaid. Danielle also mentioned that the patient portal was being improved, so might be a better avenue to contact partners in ND Medicaid. However, Sarah believed this portal worked mostly for submitting documentation.
Kim suggested that we devote the upcoming January 2025 FAC meeting specifically to diving into workplan activities that SHS should be focusing on with the establishment of new priorities and building new strategies (communication, access to care, Medicaid partnership, etc.). Tina agreed that getting that internal and external brainstorming would be most beneficial as we are creating our workplans and being more specific with our strategies and really hone in on. Perhaps a ND Medicaid member would even be willing to participate on this meeting if we plan on partnering closer with ND Medicaid.


	SHS Financial Coverage Program


	Tina gave an expenditure and budget update on where we are for this fiscal year compared to last year. Spending is down a bit on the SHS side. This could be for various reasons, including partnering better with ND Medicaid. Tina also gave an update regarding a couple of new conditions that were added to the SHS list of covered conditions, as well as the process of additional research that is being done regarding some questionable diagnoses (auditory processing disorder). Tina also informed the council that for metabolic syndrome, GLP1 antagonists were approved by the Medical Advisory Council.


	Newborn Screening

	A brief updated was provided given the new Newborn Screening Co-Propel Grant. This grant will be allowing us the ability to improve our long-term follow-up process for families. This work will be focused around interoperability, data modernization, and care coordination activities for families.



	SHS Administrative Items/Legislative Session

	· Legislative session will be starting in January 2025. The budget has been submitted on behalf of SHS, but has not been validated yet so can’t be discussed at this time. We have heard it will likely be validated in November 2024 and can be discussed after that. The Health and Human Services budget will be entirely combined during the upcoming session, which is different from the previous legislative session.
· Protection and Advocacy (P & A) has long hosted virtual meetings on Fridays and Saturday Legislative Working Group meetings in Bismarck.  Learn more about Legislative Working Groups here https://www.ndpanda.org/resources/legislative-action.  All are welcome to attend to learn and share. It is a very informal group. 

· The next meeting for this P & A group is Oct. 12 from 10 am – noon. Once the session gets started, these will be meeting nearly every Saturday.  P & A will also be setting up a virtual meeting so individuals across the state can participate. They typically announce all meetings via the P & A listserv > Sign Up Here and on the P & A events page > https://www.ndpanda.org/events.
· Kim has also been sitting on the committee for the Cross Disability Waiver Committee as a nonvoting member and explained how the report compiled through the facilitator of this committee will have recommendations that will carry forward into legislative session. This report will also be attached with these meeting minutes in our Teams folder.
· The Parent Leadership Institute is being held the first weekend in October. Families have the opportunity to learn about the legislative process and how to become stronger advocates. Theresa Kuhn is also a new speaker who lives in the Hebron area and will be a new speaker this year.
· The multi-partner health collaborative through HHS is looking for new members. Danielle shared the four different groups that input is being sought for.


	Closing Remarks/Wrap-Up
	Kim talked about membership and that FAC members can look at the Teams channel for resources. She will also try to email this information out. This Teams channel is the main location for all meeting materials, minutes, and any other supporting documents pertaining to meetings.
FAC members shared updates regarding their families.



	Upcoming SHS Family Advisory Council Meeting Dates for 2024-2025
	· January 16, 2025 9:30 am-11:30 am CST, Virtual
· May 3, 2025, 9:00 am – 12:00 noon CST (hybrid and combined with Medical Advisory Council meeting)
· September 18, 2025 9:30 am-11:30 am CST Virtual
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