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Presenter Notes
Presentation Notes
Joyal Starts

Hello and welcome to the ND presentation on Newborn Screening Long-term Follow-up. Today we are going to share with you an overview of the past 2 years of work, our successes, some “learning opportunities” and our future plans. 

My name is Joyal Meyer and I am the program director for newborn screening in North Dakota. I have two other presenters who will be speaking with me today. Amy Burke, is the long-term follow-up coordinator and Eric Hieb is the ND Health IT Technical Lead who has assisted with this project.


Funding
Disclosure

Information disclosed in this presentation was
supported by APHL NewSTEPs CQl funding

(Agreement Number #56300-600-158-20-25, 56300-600-158-21-22)
and continuing forward, supported by HRSA Long-term

Follow-up for SCID and other NBS Conditions funding
(Award Number 1 U1WMC42318-01-00)



Presenter Notes
Presentation Notes
Our Newborn Screening CQI team is extremely thankful for the funding and support that APHL has provided to us throughout this CQI project. 

We were also excited that our project has been able to continue to be enhanced through the long-term follow-up funding from HRSA. 



ND Fun
Facts:

ND holds the Guinness World Record
for the most snow angels made
simultaneously in one place

ND is the #1 producer of honey in the
nation

Lake Sakakawea has more shoreline
than the California Pacific Coast

4 of 12 birthing facilities deliver over
60% of the babies born in ND

Approximately 12,000 babies per year o :-’""" :


Presenter Notes
Presentation Notes
Before we get into our project, we wanted to share with you some fun facts about ND:

Did you know that ND holds the Guinness World Record for the most snow angels made simultaneously in one place –  this happened in 2007 and there were 8.692 snow angels made in a single day!

ND is the #1 producer of honey in the nation

Lake Sakakawea is the third largest man-made reservoir in the nation. It is 180 miles long and has more shoreline than the California Pacific Coast

4 of 12 birthing facilities deliver over 60% of the babies born in ND (2 central ND and 2 eastern ND) 

Approximately 12,000 babies are born per year in ND
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The population continued to increase from 2010 through 2015 and since 2017, has had a slight decline every year. The rise in population was a result of the impact of the oil and gas industry in the western portion of the state. New jobs and a booming economy brought many people to live and work in ND.  


https://www.eia.gov/state/print.php?sid=ND 


North Dakota Compass, March 2021

Population of color
(number and percentage in total population)
North Dakota, 2010-2019
124,549

18%
16.3% 120,000

5 16% -
8 100,000 &
w 14% ' O
®] Y
| [=]
S 12% 80,000 §
© =
m
g o 60,000 2
- 8% ’ 2
o “—
& 6% 40,000 °
g 3
S 4y £
g 20,000 3
3 2%
0% 0

2010 2011 2012 2013 2014 2015 2016 2017 2018 2019


Presenter Notes
Presentation Notes
As the population in ND has increased, racial and ethnic diversity continues to grow in ND. 

American Indian, Black, Asian, people reporting multiple races, and people who are of Hispanic ethnicity in ND comprised 16.3 percent of the total population in 2019 as compared to 11.0 percent in 2010. 

As you can see, compared to 2010, North Dakota’s population of color saw a 68.0 percent increase by 2019. 

The increase in the population of color from 2010 to 2019 was by far the largest percentage change of any state. For comparison, the U.S. population of color increased by 17.5 percent for the same time period, 2010 to 2019. 


Reference: Link to ND Compass Data:   chrome-extension://efaidnbmnnnibpcajpcglclefindmkaj/https://www.ndcompass.org/trends/Population%20Trends%20March%202021.pdf 
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Presenter Notes
Presentation Notes
In ND, we report out confirmed cases and traits identified through screening. This chart illustrates the number of confirmed disorders and traits from 2011-2021.

As you can see from this graph, the number of confirmed traits and disorders has steadily increased from 2011 to 2021 and this also follows the population growth and increasing racial and ethnic diversity. 

In 2019, there was a significant rise in confirmed traits and disorders. 
This included an increase in hemoglobin and cystic fibrosis traits and babies diagnosed with cystic fibrosis.



The 5 Whys

Define the Problem

Why is it happening?

Why is that?

Why is that?

Why is that?

Why is that? Root Cause
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If you were a recipient of the APHL CQI funding for this project, these question WHY may look familiar to you. 

We began writing the application for this project by listing several problems and to lead to the root cause, we continually asked the question WHY. A few examples of our WHY include:

WHY don’t we know what data is needed for long-term follow-up?   
WHY is it difficult to get ahold of families? 
WHY do families not answer the phone? 
WHY is the data not accessible to all state agencies?

These questions led us to our overall WHY…


North Dakota’s “WHY”

There was no centralized location to document, monitor or
track health outcomes or services needed

Our team was unsure what data should be collected

We did not have the ability to schedule reminders to call the
families

Families did not know to expect a call from newborn
screening long-term follow-up


Presenter Notes
Presentation Notes
We needed a centralized location where we could document phone calls, monitor children’s health outcome, and track any needed services the child and family could benefit from. We were using excel documents and fillable pdfs to document phone conversations and services the families were receiving and it was not easy to keep track of all the documents. 

Our team was unsure what specific data should be collected. Should the data be more clinically focused? What about care coordination? What data is helpful for our specialty providers? 

We needed to be able to schedule reminders so that the long-term follow-up coordinator would know how often to contact each family and when they were due for their call. 

Families did not know to expect a call from newborn screening long-term follow-up program and this could be a reason they didn’t answer the phone or maybe they didn’t recognize the phone number.



Long Term Goals

e To provide quality care coordination for families

* To gather necessary data to inform programmatic
development and improvement

e To provide meaningful feedback to specialty providers
to drive improved patient care
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The long-term goals for this project were:�
To provide quality care coordination for families,

To gather necessary data to inform programmatic development and improvement; and 

To provide meaningful feedback to specialty providers to drive improved patient care



Activities

1. Build an IT care coordination/case management
system for long-term follow-up.

2. Build a system to reduce lost to follow-up for patients
with a positive newborn screen to improve long-term
follow-up.

3. Revise education materials to include all components
of NBS, highlighting the importance of long-term
follow-up.
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To assist in completing the goals identified for this project, the team developed the following activities: 

Build an IT care coordination/case management system for long term follow up – in turn this would lead us to our 2nd activity, which was: 

To reduce the number of confirmed children who were lost to follow up who were eligible for long-term follow-up ; and the 3rd activity was: 

To revise, update and develop educational materials highlighting the importance of long-term follow up (our previous brochure did not include education on hearing or critical congenital heart disease). 


Where We Started...

* Approach to Long-term Follow-up was still in
development

* |nitially: Started with Maven, but had to abandon
this

 End product — ND Health Information Network
Care Coordination Pathway/Module

”-'i.New# EPs

CQ

2022
National Meeting



Presenter Notes
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As you all know, Newborn Screening is mandated in all 50 states and follow up looks different in each of those states. 

For ND, having a smaller population was a benefit for us because we identify between 20-30 children with a condition each year, so we felt that was a quite manageable case load to work with. Long-term follow-up in ND officially began in January 2019 and we plan to continue to connect with the families until the child is age 6. 

When we were initially working on developing a case management system, we started with Maven, which is a disease reporting system, but we quickly identified that it was not going to meet our needs.   

At the same time, our NBS team was working with North Dakota IT and they were looking for a program to pilot a care coordination module that was available within the ND Health Information Network and that is when our project really took flight. 


At this time, I am going to turn it over to Eric Hieb and he will walk you through the State’s Health Information Network. 


State Health Information Network

- The North Dakota Health Information Network (NDHIN) is a public / private
partnership of health care stakeholders charged with expanding the secure
exchange of health information in the State of North Dakota.

« Clinical Portal

« Search/query patient information

- Communicate
« Direct Secure Messaging email

- Enables authorized clinical users to view a patient’s unified longitudinal
health record across organizations

- Only statewide HIN in North Dakota

L]

%@ NewSTEPs 20 29
CQ| National Meeting

August 1012, 2022 = An APHL* Event


Presenter Notes
Presentation Notes
Eric starts

We are fortunate in North Dakota that we have only one statewide health information exchange. 

It is public/private partnership between state government and healthcare providers/stakeholders. 

This allows us to focus on the care of a patient in North Dakota and provide a longitudinal health record across different organizations. 
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We have ALL of the acute care hospitals, FQHCs and RHCs in North Dakota connected and sending data to NDHIN. 

In the last four years we have doubled the number of data feeds from healthcare providers and other entities. 

We have over 1.4 million unique patient IDs in the system. 

https://www.ndhin.nd.gov/providers/providers-map
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Presentation Notes
This graphic illustrates the connections and data exchanges currently in NDHIN. 

You can see that NDHIN is providing a lot of support for the Department of Health: NBS LTFU, Autism, Cancer and Immunization Registries. Electronic Lab reporting and Syndromic Surveillance. 



It’s All About the Patient

Personal Health
Record

Secure access The Circle of Care
; Diagnostics
Medications

Lab work
State and

Federal, Partners
Images/X-ray reports
Insurance

Home healthcare
/long-term care

Care
Coordination
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Last slide for Eric

It’s all about the patient (about the child).  One of the biggest challenges we were trying to overcome was access to data.  Preferably in a single integrated system versus using multiple systems that weren’t integrated.  This need led to exploring the HIE and our clinical portal which supported the single integrated system approach and provided for care coordination processes for the LTFU staff. As a part of this project, centralized access was established for all key stakeholders, to include our specialty care providers and short-term follow-up nurses. 

Wherever the patient goes in their circle of care, whether to a primary care office or a specialist or an emergency room, an authorized user can view current and historical health information from various sources to help them deliver the best care possible. This is important for the children identified by newborn screening with genetic conditions. 



I am going to now pass it onto Amy Burke who will walk through the care coordination module for you. 


~ PATIENTS
Recent Patients
Patient Search

All Collaborative
Worklists

Subscribed Notification
Patients

» WORKLISTS
» NOTIFICATIONS
» TASKLIST

» MESSAGING

PovER | QR L glu*
«

Collaborative Worklists

- Shared
Awaiting Call Back
Jeanette's Test List

Unconfirmed NBS Case >30
days

* System

Newborn Screening

4+ Create List

Module Layout

Jeanette's Test List #

aw Shared with 5 users

‘ Filter List ‘

O
Patient ID
ABD-43277.4
ABE-66090-8

ABD-43284-7

~

Name
NBSPATIENTS, 5years2mos
NBSSMOKETEST14, SyearsZzmonths

NBSSMOKETESTZ, 2years2months

DOB (Age)
01-Oct-2016 (5y 9m)
01-Oct-2016 (5y 9m)

04-0ct-2019 (2y 9m)

Newborn Screening
Jul-11-2022
Jun-16-2022

May-17-2022



Presenter Notes
Presentation Notes
I’d like to briefly introduce you to our care coordination module as it sits currently. Once I am notified of a confirmed case, I search for the child and then add them into the Newborn Screening Worklist. They will remain there until their case is closed (either at age 6 or before if they move or transition out of our services) We can create different worklists depending on our needs. I currently use a separate worklist to monitor those whom I’ve called and am awaiting a call back or whom I need to try calling again. The module tracks when my calls are due and I am able to filter them by those dates. 
Once we had the care coordination module built and working, I then went back and entered in data on all the children we had enrolled since January 2019. 
Providers can seamlessly access the HIN through their EHR’s and view the notes that our program enters. Most of our specialists have access to the HIN and access it.



Home Page for Cases

NBSPATIENTS, Syears2mos  sexMale  oos Oct-01-2016 {5y 9m) # A7 & amyBURKE *

% Timeline ExternalRecord Il Pathway B images &L Circle of Care 1 Laboratory Results Flow Sheet

Coordinate & Patient Summary g Medicines Viewer

rdi
Summary

@ CarePlan

@ Medications

{, Notes and Dates
& Problem List

[ Quick Comments

Pathway Enrollment 0

Newborn Screening
Enrolled by Jeanette POLASCHEK on Jul-11-2022 (3 days ago)
Deactivate

Showing 1 of 8 Show Inactive

Contact Note 0
Contact Note

Add New Contact Note

Contact note type Contact reason Comment
Important event

Patient call Initial cal No voice mail. Will try again
Patient cal initial call some test

Download CSV resuls

cations

Schedule Full Review List History

Medications Summary
Last updated by Jeanete POLASCHEK on Dec-18-2021 16:19

Created by
Jeanette POLASCHEK
Amy BURKE

Jeanette POLASCHEK

Date and time
Mar-31-2022 1210
Mar-30-2022 12.59

Dec-18-2021 16:19

Status

DRAFT

COMPLETE
COMPLETE

I A Out of date medication data, last updated Dec-18-2021 16:19.

Insurance
Insurance

Primary Insurance

plete Ta

Task Name Create Date
NES Follow Up Actions Jul-11-2022
NBS Patient Follow Up Jui-11-2022

Download CSV results

Communication Preferer
Communication Preferences Value
Primary Language Spanish
Interpreter Needed? No
Language Comments
Preferred Phone Number (702) 555-5555
Preferred Mailing Address
Preferred Emai
Preferred Contact Method Phone call
Preferred Contact Times Anytime
Permission to Text? Yes

Permission for Social Media? Yes

Durable

Durable Medical Equipment

Assistive Devices

iheartnbs@gmail.com

Assigned To

5 nbspatientS avenue, BOWBELLS, ND, 58721, null

Due
Jul-18-2022

Jul-28-2022
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I can modify the layout of the home page to best suit my needs and so at a glance I can see my notes, pertinent contact information and any follow up I am needing to do.


ransportation
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Transportation Comments

Current Services

Perceived level of support
from current services

Current Services Comments
Needed Services
Needed Services Comments

Financial Coverage Program
Has family d special
circumst ?
Patient Follow Up
Patient Disposition *

Patient Follow Up Date

Unique Considerations

o st hwr O 20 O23hous O34 O 44 B Specialist are located in far eastern ND (with a few
e o (012 (05 s (5t (ke B outreach clinics in central ND). Distance and extreme
weather can cause difficulty for many families
needing specialty care.

@Yes ONo @

Add transportation barriers to Problem List Alerts,

(0 Care coardination services [] DD Services [ Early Intervention [ Food assistance () Genetic testing for child [ Genetic testing for parent or carrier [ Insurance [ In-state services (] Medically Fragile O Ourt-of-state medical services (] Out-of-state referra
0 Reproductive Health/Fetal Medicine [J Respite care (] Right Track [ Sodial Services (] Telehealth services [ Transportation assistance [ Waivered Services [JWIC [ Other

(O Fully supported O Somewhat supported O Not supported @

[ Care coordination services [ DD Services [ Early Intervention (] Food assistance [ Genetic testing for child [ Genetic testing for parentor carrier [ Insurance [ In-state services [ Medically Fragile ) Out-of-state medical services [ Out-of-state referra
0 Reproductive Health/Fetal Medicine [J Respite care (] Right Track [ Sodial Services (] Telehealth services [ Transportation assistance [ Waivered Services [JWIC [ Other

[0 SHS Diagnostic Services [ SHS Treatment Services [ Other

0 Unigue immunization [ Physical observation ] Unique child care [J] Other

® Continue follow up (O Lest to follow up () Family does not want to participate (O Child expired (O Other

k272022 [
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If we are taking time to identify children with newborn screening disorders, then we must also take the time to ensure that each baby and family has access to the receive the best possible care. 
Shortly after beginning follow up it became clear that there were a few barriers to services in our state. We discovered that not all counties have the same access to services, leaving rural families underserved (specifically in Early Intervention services). The distance that many families have to travel to see their specialists is often greater than 3 hours one way. This additional time off work and travel expenses can be a financial burden on them. Lastly, the weather in ND can often be unpredictable. I one time drove to school in my Jeep Wrangler (in April) with the doors off and wearing a tshirt. When I came out it was blizzarding. For this very reason, access to telehealth services for those who live a good distance from the specialty providers is something that we are continuing to work on as we move forward.
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So this slide will show you the progression of service outcomes from 2019 through 2021. We have been able to increase the number of children served through long term follow up, decrease the number of children who are lost to follow up, and streamline the services we offer to those that need it the most.


Newborn Screening Brochure

BLOOD SPOT SCREENING

€]

Every baby born in North Dakota is required by state law to complete the
newborn blood spot screening, which is a blood test that identifies nearly
50 disorders.

Babies with these disorders may look and act like a healthy newborn, but may have
amedical condition that could cause serious iliness, disability, or death.

Treatments are available for all the disorde ies who are ident

early can grow up to be healthy._Ongoing family support is available at no cost.

HEARING SCREENING

Identifies possible hearing lossin your baby. The
screening can be done while yourbaby is awake or
sleeping. Hearing professionalsuse these important
1-3-6 Benchmarks below:

g Before 1 month of age: D Early identification of a oncernwith
= Hearing Screening your baby’sheart, before symptoms occur

PULSE OXIMETRY SCREENING

Measures the amountof oxygen in your baby’sblood and can
help detect avariety of serious heart problems. This may also be
known as Critical Congenital Heart Disease (CCHD) screening. The
goals of pulse oximetry saeeningindude:

g Before 3 months of age:

E Early diagnosis of aheart condition
= Hearing Evaluation

2 Before 6 months of age: Early intervention with medications or
= ; o
= Early Intervention possible surgery

Both screenings are completed before discharge and the results are available immediately.

N]D
R

NORTH North PAkuta

Dakota | teotn

Be Legendary ™ Naboryscrenng

NEWBORN SCREENING, STEP-BY-STEP

- -’ -~ - @ are done to check your baby’s health.

CONGRATULATIONS,
BABY IS BORN!

iy “
i i E . )
) -

J After a few drops of blood are taken from your baby’s heel
** and placed on a blood spot card, the card is sent to alab for
A processing. At the lab, special equipment tests the blood spots.

The results of the hearing and pulse oximetry screenings are
\ Your baby’s blood is tested for nearly 50 disorders.

available immediately and will be shared with you before
you take your baby home. Blood spot results will be sentto
Your health care provider will your baby’s primary care provider.

give you the blood spot results
when they are available. ,..ee.., NORMAL RESULTS
If everything looks ok, the results are sent to your baby’s health care
provider. Ask for your baby’s results at the first newhorn visit!

ABNORMAL RESULTS

If there is a concem, the lab will call your baby’s health care provider.
Screening can only tell if your baby MIGHT have a health concern;

we won't know for sure until your baby has more testing. Your baby’s
health care provider will talk to you about what needs to happen next.
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Quickly we just wanted to review the educational resources our program updated or developed during this grant. We solicited feedback from various committees and experienced parent groups for each resource.
First, we updated the nbs brochure to include CCHD and hearing screening information and a statement about ongoing support that is available for families. 


CONGRATULATIONS

ON THE BIRTH OF YOUR BABY!

May your journey
be filled with support,
love, and warm cuddles.

NORTH North“D:kota

deO'I'a | Health ..'SE

- Mewborn
Be Legendary: Program

NBS Welcome
Card

Congratulations on your new baby!

Through a blood test [ca"ed newborn scmening] that was done at birrh, your baby was
found to have a condition that needs special treatment. We understand that you may not
be aware of the many community supports that are available to help you and your baby.
These supports can include (but are not limited to): Family Voices of ND, Right Track/ Early
Intervention, WIC, and/ or Medicaid.

We are here to help connect you with resources that can help your child and your family. In
the next few weeks, a nurse will call from a Deparhneni of Health phone number and talk
with you about this information and answer any questions you have.

If you have any questions before the nurse calls you or if you need interpreter services,

please contact us at 1-800-755-2714 or 701-328-2436 or visit https:// nbs.health.nd.gov.

We look forward to working with you to help your child grow
up to be healthy.

Sincere|y,

North Dakota Newborn Screening Staff

EncLisH: In order to best serve you, interpreter services are available upon request.

seanisH LAl A fin de servirle mejor, los servicios de interpretacion estan disponibles a solicitud.

FReENcH: Afin de mieux vous servir, des services d'interprétation sont disponibles sur demande.

Rrussian: (Mo 3anpocy AOCTYMHL YCNyrv nepesoguuka B yenax obecnevyeHna Haumyqiwero
obcnyxuBaHUA.

NEPALL: TITSATS WATTH HaT [EAaT AT, SIRIE SIET araTH HaTges qie ST ol

somaLl: Si sida ugu fiican laguugu adeego, adeegyada turjubaanka ayaa la hell karaa markii la
codsado.

swaniLL: Il kuwahudumia bora zaidi, huduma za ukalimani zinapatikana kwa ombi.

ARABIC: JFpond] by g5 alulse et Fphes ke s (i g gs e b

Bosnian: Kako bismo vam pruZili najbolje usluge, usluge prevodenja ce vam biti dostupne na zahtjev.

KURDISH: <15 (60 5008 sl 80 e il iy gy e & o cxSapan 7 gnoca 855l usis xSl po o ol
(SR Sy PR

Furani: Ngam huuwa neeki ma no woodata, kuude nantinoobe do waagi to dabbitida.

HAITIAN cREOLE: Pou sévi-ou pi byen, sévis entéprét yo disponib sou demann.

CHINESE: AT &ERIFHIMS, DR FTHEmRE.

NORTH 0"

Dakota | Hean €

Program

Be Legendary.”
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After beginning follow up, we found that often people would not answer their phones because it was an unknow number so we developed a welcome card to alert them to know that we would be contacting them and explain briefly what kinds of services they/their child may be eligible for. We also worked with Department of Human Services to determine what languages we should include to notify people who may not be native English speaking that interpreter services were available. After implementing the welcome card, we noted a marked increase in the number of answered and/or returned calls. 



Car Seat Sticker
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EMERGENCY 4 ¢
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At the same time, we developed an Emergency Contact Card for the families identified with a condition through newborn screening. Children with many of the conditions identified through newborn screening would likely need certain accommodations in an emergency that may not be easily identified or known. Since most children would be transported in an ambulance via their car seat, we felt it was important to make sure families had access to this. We researched several car seat sticker options and finally developed our own. Our sticker is a cardstock paper that folds to keep the child's health information private to the public but inside contains vital information for emergency responders. The folded information card slides into a vinyl pouch that sticks to the car seat. We worked with our car seat safety program to develop instructions for applying the sticker to the car seat and have partnered with emergency services to inform emergency responders to look for these stickers on car seats. Each child receives this card/sticker along with the welcome card. 



Newborn Screening Follow-Up Program
Resources and Referrals

EARLY INTERVENTION/
INFANT DEVELOPMENT (EI)

This free program provides services for children
between birth and age three who meet certain cntena;
[e.g., physical therapy, speech). Your primary care
provider or newborn screening follow-up nurse can
make a referral, or you can contact the Human Service
Center nearest you for more information.
Web: Click here

FAMILY VOICES OF NORTH DAKOTA (FVND)
FVND is a family-led organization that works directly
with families who have children with special health care
needs. They also offer one-to-one matches with other
families who have similar needs and experiences. Your
newborn screening follow-up nurse can make a referral,
or you can contact FVND directly.

‘Web: Click here
Email: fund@drtelnet

Phone: 1-888-322-9654

NORTH DAKOTA MEDICAID (NDMA)
Once enrolled in El, your child automatically qualifies
for ND Medicaid (not income dependent) through age
three. This is available even if you have other insurance
coverage for your child. it can help cover additional out
of pocket expenses not covered by primary insurance, If
your child is eligible for El and Medicaid, they may also
qualify for the Women's Infant's & Children (WIC)
nutrition program. Contact your El worker for assistance
to complete the necessary paperwork.

Webe: L 'rk h:-:

SPECIAL HEALTH SERVICES

FINANCIAL COVERAGE PROGRAM
This program can provide coverage for testing and
services that promote early diagnosis and treatment to
children with special health conditions, who meet
eligibility cntena. There are separate diagnostic and
treatment criteria. Your newborn screening follow-up
nurse can make a referral, or you can contact them
directly.
Web: Click here
Phone: 701-328-2436

NORTH DAKOTA ASSOCIATION
FOR THE DISABLED (NDAD)

This non-profit organization can help with various
medical supplies (for purchase or loan) and provide
transportation, gas, food, and/or lodging assistance, if
needed. *If you have ND Medicaid, you will need to
contact them first and then NDAD can help with what is
not covered by ND Medicaid.
Web: Click Here

FIRST LINK
This is freefconfidential service available 24/7 for
listening, support and referrals for various resources
and programs across the state (food, housing, utility,
transportation, etc.). A Directory of Community
Resources is available on the website,
Web: Click here

Phone: 2-1-1 or 701-235-7335

PATHFINDER
This is a parent support and resource group.
Pathfinders provides educational trainings and
information for parents/guardians as they navigate life
with a child who has special needs (ages birth to 26).

Phone: 701-837-7500

COORDINATED TREATMENT CLINICS
There are multidisciplinary clinics (e.g., Metabolic, Cleft
Lip/Palate, Cardiac) that are intended to provide access
to pediatric spedialty care and enable families to see
many different medical providers and other health care
professionals in one place at one time.

‘Web: Click Here

School-Based Services (Transition from Part C to Part B): Information For Families

After turning three years old, a child with special needs may need to transition from the
Department of Human Services (NDDHS) to the Department of Public Instruction (NDDPI). as
they may be eligible for certain supports and/or services from the school. This transition
process is a team effort that involves the child, their family, their current service providers
(Early Intervention/Part C). and those who will provide services in the future (Department of

Public Instruction/Part B). More information can be found in Understanding Early Childhood

What is a 504 Plan?

+ A 504 plan ensures that a child who attends scheol and has a disability or medical
condition will receive any needed accommodations to ensure their academic success. An
example of this would be if your child has cystic fibrosis and needs medical treatments
during the school day.

More information on a 504 Plan is available here: Section 504 Federal Law.

What is an Individualized Educational Program (IEP?)

+ An IEP is a program or plan that ensures a child who has a disability and is attending an
elementary or secondary school receives specialized instruction and related services. An
example of this would be if your child has a speech delay and needs cngeing speech-
language services.

What is an Individualized Health Plan (IHP)?

+ An IHP is a plan that is developed by the school (or local public health) nurse and parents
and is designed for children who require more complex school nursing services. The IHP
gives the school necessary medical information about the child, identifies their specific
needs, creates solutions for potential proeblems that could happen in the school
environment, and plans for emergency medical situations. This plan is reviewed at least
annually and can be changed to meet the student’s individual health care needs.

More information on an IEP and IHP can be found here: ND Parent Guide to Special

Education.

What if My Child is on a Medical Diet?

+ If a child is on a medical diet or needs dietary accommodations, they will need a medical
statement to request school meal modification. The form to make this request can be
found on the NDDPI website here: School Meal Modification.



Presenter Notes
Presentation Notes
When doing follow up calls with families, they often asked for me to send them the details in an email so we developed 2 documents in response to this. One that explains the most common referrals we make and one that is primarily use when the child turns 3 and is preparing to potentially enter the school-based services. The transition document also contains additional links and resources for older children and families. We partnered with the department of public instruction and department of human services to create these 2 documents.



Highlights

e Great Teamwork

e Established new relationships and
enhanced communication

e Collaborated with various partners
e Established Data Set

* Decreased lost to follow-up rate from
46% (2019) to 13% (2021)

e We are PDSA Pros who know how to
make run charts!
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Presenter Notes
Presentation Notes
A few highlights from this project include:

We have an amazing CQI Team and we continued to meet on a routine basis even through COVID and we ALL stayed engaged. We developed some new relationships and enhanced existing partnerships through this project. 

We established data sets through collaboration with our various partners. After COVID hit, we needed to be creative in how we were going to continue to move this project forward. We held virtual case study meetings with all our partners to discuss what data elements were “need to know” and which were “nice to know”. The data was ranked using E-poll and that led us to our core data elements that are included in our system of care/module. 

We enhanced communication with our providers, specialists and families by creating surveys to evaluate how the child is doing and how their services and care they are receiving is going. We identified what we needed to track and then discovered all the things we weren’t tracking that we needed to be tracking. Every week brought new learning opportunities.

At the end of 2019, our lost to follow up rate was 46% (13 of 28), In 2020 we were able to decrease that number to 27% and by 2021 after all our interventions were in place we were able to even further decrease it to 13%.

And….We eventually even learned to make run charts!





Lessons Learned

1. The RIGHT Project (Long Term Follow Up Was Needed)
2. The RIGHT People (Our Team is AMAZING)

3. The RIGHT Product (It Meets Our Needs)

4. The RIGHT Funding (APHL grant opportunity)

5. The RIGHT Timing (funded FTE to support follow up)
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Presenter Notes
Presentation Notes
In nursing school they really stress the importance of the 5 Rights of medication administration. In our CQI project, there is also 5 Rights. We had identified the need for follow up. It took us awhile, but we built an amazing team of engaged and passionate people. This was our “game changer”.  We found the right product that fulfilled our needs for care coordination and data collection in one secure location and it happened to be within our state-wide health information exchange. APHL came along with their awesome CQI funding opportunity and the newborn screening program had just added additional FTE to be able to support the start up of our long term follow up program.


Here’s Where We Are Headed...

e Module Enhancements

. BuiId Reports

e qu)_tmue toimprove
o paueﬂt o-utcome;s—"—‘- e

‘l-ﬁ-h.a-a.l,, "#J i .- .‘

) ‘.,’ ale L
| Y ﬁ ‘.
g l
= B

2022 _
National I\/Ieetmg

Augusn(} 12,2022 A APHL Event
kY =3
b -y

%5 NewSTEPs

CQl

o


Presenter Notes
Presentation Notes
Where are we headed? Our plans going forward (with the help of our funding from HRSA) is to continue making enhancements to care coordination module. Making revisions as needed to streamline the process. We are in the reports building phase 1 and are making excellent progress on this effort. We are continuing to visit with families and providers to do what we can to continue to decrease (or at least maintain) our lost to follow up rates. And lastly, we are continuing to seek input from other programs, experienced parents and our specialists to grow our program and to be as effective and efficient as possible.  

Once the reports are developed, our team will then be able to analyze the data to make data driven decisions to improve the program and the care coordination provided to families. An example of a potential outcome, we are looking at distance traveled by families to see their specialist and this may result in establishing a telehealth site or additional outreach clinic sites. 
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Presenter Notes
Presentation Notes
As we stated before, having the right people with the right products and the right funding at the right time was the key to our success in this project. We want to extend a sincere THANK YOU to everyone who helped to get this project off the ground. We couldn’t have done it without you!
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