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Presenter Notes
Presentation Notes
The purpose of my presentation for today is to provide some basic education on newborn screening including some historical information and what resources are available for you to assist families in the case of a diagnosis. 
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Objectives

1. Identify the different parts 
of newborn screening.

1

2. Recognize resources 
available for children 
diagnosed with a condition. 

2



What Year Were These Events? 

Presenter Notes
Presentation Notes
We are going to start off by doing a little trivia. All of these events occurred in the same year. Can anyone guess which year it is?  
The Summer Olympics were in Tokyo
First Lung Transplant for a Patient
The Beatles song “I Want to Hold Your Hand” entered the Billboard Top 100 Singles that year!
Newborn Screening in ND began! 




1964



Presenter Notes
Presentation Notes
Dr Robert Guthrie was a physician and a scientist who had a passion for research. He was inspired to focus his research on the biological causes of intellectual disabilities and developmental delays after his son John was born with an intellectual disability in 1947. 

Ten years later, Dr Guthrie’s niece was diagnosed with phenylketonuria or PKU shortly after her first birthday, which furthered his desire to treat and prevent inherited metabolic disorders. PKU is a serious metabolic condition that causes brain damage if not treated early in life. 

The incidence of PKU in the US is one in every 10,000-15,000 babies. 

In the 1950’s when PKU was identified as a cause of preventable intellectual disability, parents and disability organizations advocated for screening of all infants for this condition. 

Newborn screening began in the 1960s when Dr Guthrie developed a blood test for PKU. 

Before newborn screening, most children with PKU were not diagnosed until after they were symptomatic. Once symptoms appear, the damage was irreversible.  

Dr. Guthrie’s blood test allowed for early diagnosis and to early treatment to prevent brain damage and other serious problems for many babies with PKU. The treatment for PKU is for life and includes dietary restriction and avoiding phenylalanine which is a protein found in all foods that contain protein and artificial sweeteners. 

PKU was the first condition identified through NBS and people often still refer to the newborn screening test as the “PKU test.” This can lead to confusion, so we refer to it as newborn blood spot screening. 
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Presentation Notes
This is a picture of siblings that both have PKU. The brother on the left is 11 years old and was born before newborn screening began and did not have the benefit of early screening and identification. His sister who was 2 ½ at the time of this picture also had PKU, but she was tested shortly after birth because they knew her older brother had PKU and so she was identified early, and they knew she required dietary restrictions to avoid any cognitive impairments. 

Children who were born before newborn screening were often institutionalized at state hospitals. 

Newborn screening allows us to screen all babies to give each of them the same opportunity to grow up to be as healthy as they can be, which can allow them to reach their full potential.



Slide Courtesy of Baby’s First Test

Presenter Notes
Presentation Notes
The American Medical Association defines “screening” as “Health care services or products provided to an individual without apparent signs or symptoms of an illness, injury or disease for the purpose of identifying or excluding an undiagnosed illness, disease, or condition. 

Newborn screening is considered one of the most successful public health programs in the United States. NBS is a population based screening, so essentially we are screening ALL babies to identify those who are most at risk for a disease. Most babies with a disorder appear healthy at birth and this is why it is extremely important to do newborn screening before they become symptomatic. 

There are 3 parts to NBS:

Blood spot AKA heel stick – a few drops of blood are taken from a baby’s heel and placed on a dried blood spot card and sent to a lab for processing. Blood spot testing is done to detect rare, but serious health conditions that can cause serious illness, disability, or even death if not identified early. 
Hearing Screening – identifies a child with a possible hearing loss
Pulse Oximetry Screening-  measures the amount of oxygen in a baby’s blood and can detect severe heart problems called critical congenital heart disease or CCHD.

All of the 3 tests are completed around 24 hours after birth. The results for hearing and pulse oximetry screening are available immediately and the blood spot screening results are typically available by day 5 or 7 of life. 





What 
Screenings 

Are 
Mandated 

in ND? 

Blood Spot Screening  

Hearing Screening

Pulse Oximetry Screening  

Presenter Notes
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Many babies born with a condition have no family history of disease and appear to be healthy at birth. NBS is mandated because it is the only way to tell if a newborn has certain rare conditions. NBS is required by state law in the United States. 

Each state has its own legally required list of conditions that are screened. 
In ND, blood spot and pulse oximetry screening are required by law and hearing screening is not, it is considered a point of care testing. ND does allow refusals of blood spot after the parent is provided written information about NBS.  

As part of the mandate for Blood spot the NBS program is required to do 5 things:
Provide education to providers, hospital staff, public health nurses and the citizens. 
Provide on a statewide basis, a newborn screening program.
Coordinate with or refer individuals to public and private providers for long-term follow-up services for metabolic and genetic disease.
Select a screening laboratory 
Store, maintain and dispose of the blood spots used for screening.

No research would ever be done on any blood spots without parental consent.  
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Presentation Notes
Here is a snip it of the Bright Futures American Academy of Pediatrics Periodicity Schedule you are probably familiar with. This chart illustrates the screenings and assessments recommended at each well-child visit from infancy through adolescence. You will see the three newborn screenings highlighted in blue under the newborn time period. 

https://downloads.aap.org/AAP/PDF/periodicity_schedule.pdf 



Newborn Screening Condition 
Timeline in North Dakota

1964

Phenylketonuria 
(PKU)

1977

Congenital 
Hypothyroidism 

(CH)

1991

Galactosemia

1992

Congenital Adrenal 
Hyperplasia (CAH), 

Maple Syrup 
Urine Disease 

(MSUD) & 
Universal Hearing 

Screening

2003

MCAD, 
Biotinidase, 
Sickle Cell & 

Hemoglobinopathies

2004

Conditions 
Detected by 

Tandem Mass 
Spectrometry

2006

Cystic Fibrosis 
(CF)

2015

Critical 
Congenital Heart 

Disease
(CCHD)

2016

Severe Combined 
Immunodeficiency 

(SCID)

2021

Spinal Muscular 
Atrophy
 (SMA)

2024

Mucopolysaccharidosis 
(MPS I) &
 Pompe
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Presentation Notes
Here is a timeline of NBS in ND.  The success of PKU screening really paved the way for screening other treatable disorders as you can see with the expansion of new disorders. 

As testing technology and clinical treatment advanced, new disorders have been added to our state panel. 

A few things to note that are not included on this timeline that I wanted to share with you are:

1992 - IA began processing specimens for ND – lower costs, regional approach common in NBS. More feasible to out source. 

2008 – courier service for NBS

2009 – IA began doing STFU for ND

2019 – Expanded our courier service to 7 days per week 

Up until 2003, ND only screened for 5 conditions. The introduction of tandem mass spectrometry in 2004, brought about numerous time critical disorders, which was followed by CF in 2006, SCID in 2016 and most recently Pompe and MPS 1 in 2024. 

States rely on technical, clinical and community advisory groups to evaluate the addition of new newborn screening tests for particular disorders. 

The ND NBS program has an advisory committee that reviews new disorders on a frequent basis to explore the feasibility of adding new conditions.  We meet on a quarterly basis with one meeting each year in person.





Recommended Uniform 
Screening Panel (RUSP)

Advisory Committee on 
Heritable Disorders in 
Newborns & Children 
(ACHDNC)

Primary 
Conditions

Secondary 
Conditions

Presenter Notes
Presentation Notes
You might be wondering how do states know what disorders should be included on their NBS panel? We take recommendations from the RUSP. 

The RUSP was developed in 2002 by American College of Medical Genetics (ACMG) to provide states with a list of disorders that HHS recommends they screen for. 

At that time, some states screened for as few as four conditions, and others as many as 50

ACMG reviewed 81 conditions and placed 29 of them in a core screening panel, which made up the original RUSP. 

ACMG assigned another 25 conditions to a secondary level of screening because the conditions lacked an effective treatment or bc the disease was not well understood. 

In February 2003, the ACHDNC was formed to advise the HHS Secretary on NBS.  ACHDNC worked closely with the ACMG as progress was made toward developing the RUSP

In September 2005, ACHDNC recommended the RUSP to the HHS Secretary as the nation's newborn screening standard. 

It was adopted in May 2010 with the addition of SCID

In 2003, the majority of U.S. states screened for only six disorders. Since then, understanding of the importance of newborn screening has increased significantly. By April 2011, all states were testing for at least 26 disorders. 

ACMG also developed procedures for adding conditions to the RUSP, namely that a condition should meet three minimum criteria:
The condition can be detected 24 to 48 hours after birth, when it cannot usually be detected by a doctor's exam.
It has a test that is specific and sensitive for the condition.
Its early detection, timely intervention, and effective treatment offer proven benefit.

Each state has its own process for adding new conditions. Not all states are screening for the same disorders. 

Currently 37 on core and 26 on secondary for a total of 63 conditions. So in the past 20 years, we have added 58 more conditions
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Newborn Screening 
Fee History in ND

Presenter Notes
Presentation Notes
When you think about the increase in the fee from 1992 to 2021 and what is included for the cost, an increase of $95 is pretty reasonable. The NBS fee shows a strong parallel with the timeline of disorders.

Fee includes: courier transportation from hospitals/clinics to IA, short-term follow-up, consultant fees for IA, lab processing, IT fees, retention. 

July 1992 - Cost of services from Iowa Laboratory

Unknown - Unable to locate record on this fee increase; however, $18 is referenced in the March 2003 MEMO

April 2003 - Implementation of screening for Biotinidase, Hemoglobinopathies, Sickle Cell & MCAD

August 2004 - MS/MS Testing Implementation

January 2006 - Implementation of Cystic Fibrosis Screening

June 2008 - Implemented Courier Service in ND 

March 1, 2014 - Critical program maintenance (increase in lab, courier and short-term follow-up costs)

July 1, 2016 - Implementation of SCID Screening

July 1, 2019 - Expansion of courier transportation to 7 days/week to all 12 birthing facilities

September 1, 2021 - Implementation of Spinal Muscular Atrophy Screening

January 1, 2024 – Implementation of Pompe & MPS I 




How Does ND 
Compare?

• States in Yellow Have No NBS Fee
• Kansas
• Florida
• New York

• States in Dark Green Have the 
Highest NBS Fee

• Minnesota 
• Delaware
• California 

Presenter Notes
Presentation Notes
Kansas – NBS fund through medical assistance fee fund
NY – Special Revenue Account

MN - $235
CA - $210
Maine - $220



Definitions
Short-term Follow-up
The process of ensuring that all 
newborns are screened, that an 
appropriate follow-up caregiver 
is informed of results, 
confirmatory testing has been 
completed, and the infant has 
received a diagnosis and, if 
necessary, treatment.

Long-term Follow-up 
The process of state NBS staff 
continuing to contact families 
to ensure that the medical 
needs of their child are being 
met over an extended period of 
time.

Presenter Notes
Presentation Notes
Short-term Follow-up
The process of ensuring that all newborns are screened, that an appropriate follow-up caregiver is informed of results, confirmatory testing has been completed, and the infant has received a diagnosis and, if necessary, treatment.

Long-term Follow-up 
The process of state NBS staff continuing to contact families to ensure that the medical needs of their child are being met over an extended period of time.




Newborn Screening Process

Image Courtesy of CDC Contingency Plan Version II

(Short-term Follow-up)

Presenter Notes
Presentation Notes
We are going to discuss the first 4 parts of the NBS process screen through report which we call “short-term follow-up”
The hospital collects the specimen between 24-48 hr
Meadowlark Courier transports specimens to IA
Testing occurs
Report out for out of range or positive results
For any presumptive positive metabolic conditions, GC contact families to provide education, answer questions, reassure families
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Presentation Notes
This graph shows the occurrent births from 2013 – 2021 and includes ALL babies born in ND, not just ND residents.








Increasing Diversity in North Dakota

*Data source: ND Vital Records
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Presenter Notes
Presentation Notes
As the population in ND has grown, the diversity in ND has also increased. 

This graph shows the number of births to foreign born women who are ND residents from 2009 to 2022

11% of the total births in 2018 in ND were to foreign-born women. 

Over the past 10 years, women from 176 different countries have given birth to babies in North Dakota. 
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Dark red – Canada, Mexico, Ghana, Liberia, Germany, India, Nepal,, Somalia, Kenya, Iraq, Nepal, Phillipines 
Red – China, Ukraine, Ethiopia, Sudan, Dem Rep of Congo, Nigeria, Cam. Vietnam



National 
Push for 

Timeliness 
in NBS

Milwaukee Journal Sentinel released on November 16, 2013

Presenter Notes
Presentation Notes
We are going to shift a bit and move onto a headline release from the Milwaukee Journal Sentinel in Nov 2013. This is when NBS really shifted towards focusing on the importance of timeliness. 

In 2015, the ACHDNC developed timeliness recommendations:

To achieve the goals of timely diagnosis and treatment of screened conditions and to avoid associated disability, morbidity and mortality, the following time frames should be achieved by NBS systems for the initial newborn screening specimen:
PP time critical – 5 day of life
PP for all other results communicated by day 7 of life.
All NBS tests should be completed within seven days of life with results reported to the HCP ASAP.

In order to achieve the above goals:
Collect NBS within 24-48 hours after birth
NBS specimens arrive to the lab within 24 hours of collection.

https://archive.jsonline.com/watchdog/watchdogreports/Deadly-Delays-Watchdog-Report-Delays-at-hospitals-across-the-country-undermine-newborn-screening-programs-putting-babies-at-risk-of-disability-and-death-228832111.html 



Time Critical Disorders

• Propionic Acidemia

• Methylmalonic Acidemia 
(methylmalonyl-CoA 
mutase)

• Isovaleric Acidemia

• 3-Hydroxy-3- Methyglutaric 
Aciduria 

• Holocarboxylase Synthase 
Deficiency

• Beta-Ketothiolase 
Deficiency

• Glutaric Acidemia, Type I

Organic Acid Conditions

• Medium-chain acyl- CoA 
Dehydrogenase Deficiency 

• Very long-chain acyl- CoA 
Dehydrogenase Deficiency 

• Long-chain L-3 
Hydroxyacyl-CoA 
Dehydrogenase Deficiency

• Trifunctional Protein 
Deficiency 

• Glutaric Acidemia, Type II
• Carnitine Acylcarnitine 

Translocase Deficiency
• Carnitine 

Palmitoyltransferase Type 
II Deficiency

Fatty Acid Oxidation 
Disorders

Amino Acid Disorders
 

• Congenital Adrenal 
Hyperplasia

• Classic Galactosemia

• Pompe * Not 
considered time 
critical in ND. 

• Congenital 
Hypothyroidism * Time 
sensitive in ND and 
providers notified if 
result is presumptive 
positive *

Other Disorders

• Argininosuccinic 
Aciduria

• Citrullinemia, Type I

• Maple Syrup Urine 
Disease

Presenter Notes
Presentation Notes
Pompe is not considered time critical in ND since we advise provider to notify the parents and wait until the 2nd tier testing results come back. 




Presenter Notes
Presentation Notes
If your recall when the journal article on timeliness was published in 2013, ND began providing timeliness recommendations in 2015 and conducted annual site visits. This graph shows the percentage of specimens collected before 48 hours from 2015 – 2022. Timeliness data improved significantly in 2015 and has stayed very consistent throughout the remainder of the years. 
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It is not only important to make sure the specimen is collected at 24 hours, but we also need to make sure the results are available to the PCP by 5 days of life for any time critical PP results. We are typically around 96-98% of our time critical specimens that are reported to the HCP by day 5 of life. 

Unfortunately our ND winters can play a factor in some delays with the closures of the interstate.  Even with weather, our courier service makes their best effort to pick up specimens on a daily basis as they know the importance of timely screening.



24

“Communicating NBS results is a delicate task and should be carefully and 
appropriately crafted to prepare for a range of outcomes, which could vary 

considerably given the wide range of clinical profiles of positive cases.”
Fusco, Francesco et al. “Delivering Positive Newborn Screening Results: Cost Analysis of Existing Practice versus Innovative, Co-Designed Strategies from the ReSPoND Study.” International journal of neonatal screening vol. 8,1 19. 14 Mar. 2022.

Presenter Notes
Presentation Notes
When communicating results to parents, please chose your words carefully. This can be a very stressful time for families, so we want to make sure that the results are communicated in a clear and delicate manner.  



25

Presenter Notes
Presentation Notes
This is an example of a letter that is faxed to PCPs if there is a presumptive result for cystic fibrosis. 

For every borderline or presumptive positive result, a letter is sent to the PCP which includes the actions that are required by the PCP (any confirmatory labs that need to be drawn or referrals that should be placed). There is also contact information for the specialty providers if you have any disorder specific questions.

The NBS program has a contract with Sanford Health for medical consultation and they are available for any questions. If it is after hours or on the weekends or holidays, Iowa consultants are on call for us and are available if needed.

Also included in the fax is a fact sheet for the primary care provider and also one for the family that should be given to them when they are seen. 



Communication Guide for Primary Care Providers

Share the specific [positive]* newborn screening result and associated condition(s) with the family.

Comprehension: Assess the family’s understanding of newborn screening. 

Reiterate what screening is and is not. 

Engage with the family and provide information at their desired level and pace.

Explore the family’s emotions.

Next steps: Discuss a shared plan and provide resources. 

https://www.hrsa.gov/advisory-committees/heritable-disorders 

Presenter Notes
Presentation Notes
Share the specific [positive]* newborn screening result and associated condition(s) with the family. 
Help the family understand that a [positive]* newborn screening result is serious, but that you are there to help guide them through the next steps. 

Comprehension: Assess the family’s understanding of newborn screening. 
Assess if the family recalls and understands the process of newborn screening. 

Reiterate what screening is and is not. 
Remind the family about the purpose of newborn screening and that it is not a diagnostic test, so it is important that timely follow-up confirmatory testing be done. 

Engage with the family and provide information at their desired level and pace. 
Offer to provide the family additional result-specific information provided by the state newborn screening program. 
Discuss information using non-medical terms, at the family’s pace and desired level of detail. 

Explore the family’s emotions. 
Explore with the family how they might use their support system or other support resources now and as they go through the diagnostic process. 
Remember there is a wide spectrum of how families may cope with this result (anxiety to denial). 
Tailor your discussion to help the family hear and retain the information discussed. 

Next steps: Discuss a shared plan and provide resources. 
Discuss with the family a shared plan that is concrete, specific, and includes the following:
Where, when, and with whom is the next appointment? 
What testing will be considered and/or done? 
What should they watch for in their child while they wait? 
Who can they contact if they have additional questions or concerns? 
Assess the family’s understanding of the visit and information provided using teach-back methods, and provide valid websites for them to get more information.


https://www.hrsa.gov/advisory-committees/heritable-disorders


Newborn Screening Process

Image Courtesy of CDC Contingency Plan Version II

(Long-term Follow-up)

Presenter Notes
Presentation Notes
Now we are going to finish the NBS process with Dx and monitor. 

Once a baby is confirmed with a diagnosis, the short-term follow up time period ends and long-term follow up begins. 

Monitor – specialists in our state see the patients on a routine basis to check in and see how they are growing and developing. 



Confirmed Newborn Blood Spot 
Screening Cases
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Traits & Disorders
 Traits
 Disorders

Presenter Notes
Presentation Notes
This graph illustrates the number of confirmed positive cases we have had in ND. 

The first three years in navy are total confirmed traits and disorders. 

Beginning in 2014, the teal color represents traits and dark orange represents the disorder. 

Just to highlight a few years, in 2011, we had a total of 78 traits and disorders, in 2019, we saw a dramatic increase of 165 confirmed traits and 28 disorders. 

In 2022, we had a total of 28 confirmed cases and 135 traits.
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Universal Newborn Hearing Screening

Presenter Notes
Presentation Notes
This resources shows the timeline and next steps for the hearing screening, diagnosis, and early intervention. On the right is a picture of the brochure families receive at the birthing facilities. 




Presenter Notes
Presentation Notes
The road map is a visual guide for families. The map shows the timelines for hearing care follow-up and next steps.



Referred Birth Hearing Screening 
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Presenter Notes
Presentation Notes
These are the average refer rates for years 2012-2023. (failed, referred, not-passed)��The recommended refer rate should be no more than 4%-6%.  Although, this is the average, some hospitals anywhere from 1 to 42 to 48 percent of babies referring to audiology. 

The refer rate is the number of infants requiring a repeat out-patient hearing screening. 

How can the Birth screen refer rate be reduced?
Initial Screener training
Decrease number of screeners
Equipment: Calibration and or new screening devices
Yearly refreshers

Of the babies that had a final refer screen in 2021 – 297 of the # that resulted in refer that did not pass 119 lost to contact/follow-up (40.1%) 



Confirmed Hearing Loss Cases
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NBS Long-term Follow-up

Presenter Notes
Presentation Notes
The Affordable Care Act has placed additional emphasis on quality assurance that impacts not only for the testing, but also in ensuring appropriate follow-up and care of patients. 

We as NBS program identify children with conditions and we need to ensure that they have access to all the needed services and resources they can to continue to be healthy. 

ND Began LTFU in 2019 for blood spot and 2023 for CCHD for babies identified with a condition through NBS, born in ND who are ND residents, Long Term Follow Up services are offered to these families. 

The role of the long-term follow-up nurse consultant in quality assurance and improvement activities is critical to ensure the functioning of the newborn screening program and ongoing quality of care and care coordination. 






North Dakota 
Long-term Follow-up

• Initial contact with 
family within 2 weeks 
of diagnosis

• Quarterly contacts for 
the first year of life

• Annual contacts 
through age 6

Presenter Notes
Presentation Notes
Every state does LTFU a little different and some are more clinically focused on data and more medical outcome focused. We wanted to be sure that the families had the services they needed to feel supported and that would help improve their child’s health outcomes. 

Our CC module is really a combination of both clinical and supportive services for families. 





NBS Welcome Card

Presenter Notes
Presentation Notes
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

Presenter Notes
Presentation Notes
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. 




NBS Care Coordination Pathway | Assessment



Referrals & Diagnoses Outcomes

41,710 Babies Born

2,511 Out of 
Range

103 Diagnosed 

January 2019 – December 2022 
 4 Years of Data Collection

Presenter Notes
Presentation Notes
To give you an idea of how many children are eligible for LTFU, here is the total number of babies born in ND from Jan 1, 2019 through Dec 31, 2022 – so 4 years of data collection for LTFU.

In ND, annually there are approximately 11,000 babies born

Out of the 41,710 babies born between 2019-2022, 2,511 (6%) were out of range and 103 (.25%) were diagnosed with a condition. 
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Presenter Notes
Presentation Notes
This data is from ND Family Voices and illustrates the highest-ranking services that physicians felt parents needed and compared them with what parents actually ranked as their highest ranked service. 

As you can see, physicians ranked almost completely opposite from parents in order of importance. 

Parents were more interested in community resources and financial support whereas providers thought that respite services and mental health services for parents was most important.



Newborn Screening’s 
Junior Ambassadors 



SPECIAL HEALTH SERVICES
FINANCIAL COVERAGE 

PROGRAM
SPECIAL HEALTH SERVICES UNIT

NORTH DAKOTA DEPARTMENT OF HEALTH & HUMAN SERVICES



• Helps families pay for medical services for eligible children, youth, and young 
adults who require specialty care to diagnose and treat their chronic health 
conditions 

• Considered “payer of last resort”
• Gap fill for eligible services after primary insurance 

• If child is uninsured, SHS will pick up covered expenses

• SHS covers child’s eligible condition, not the whole child 

FINANCIAL COVERAGE PROGRAM

https://www.hhs.nd.gov/sites/www/files/documents/DOH%20Legacy/Condition-list.pdf 

Presenter Notes
Presentation Notes
Financial Coverage Program:
Helps families pay for medical services for eligible children, youth, and young adults who require specialty care to diagnose and treat their chronic health conditions 
Considered “payer of last resort”
Gap fill for eligible services after primary insurance 
If child is uninsured, SHS will pick up covered expenses
SHS covers child’s eligible condition, not the whole child 
Patient Eligibility: 
Child must be birth to age 21
Child must be a ND resident
Eligible special health care need
Must have a chronic condition that is an SHS-approved eligible condition
List of eligible conditions can be found on the SHS website
https://www.hhs.nd.gov/sites/www/files/documents/DOH%20Legacy/Condition-list.pdf 


https://www.hhs.nd.gov/sites/www/files/documents/DOH%20Legacy/Condition-list.pdf


• Promotes early diagnosis of SHS-eligible medical conditions 

• Services can be covered until a diagnosis is confirmed or ruled out 
• If suspected condition is an eligible condition 

• SHS provides coverage for eligible services only 

• Diagnostic Program does require financial eligibility 

• Once a diagnosis is confirmed – child can then apply for Treatment Services

DIAGNOSTIC SERVICES

Presenter Notes
Presentation Notes





• Services are covered for children with confirmed eligible condition

• Families must meet medical and financial eligibility criteria at 185% of the 
federal poverty level

• If families are over income guidelines, they are still eligible, however they will 
have a cost-share (monthly spend down)

• Families still benefit even if they do not see SHS pay a claim 
• Billed at the ND Medicaid rate 

TREATMENT SERVICES



https://www.hhs.nd.gov/cfs/newborn-screening 

https://www.hhs.nd.gov/cfs/newborn-screening


https://www.hhs.nd.gov/cfs/newborn-screening/newborn-blood-spot-screening/information-providers  

https://www.hhs.nd.gov/cfs/newborn-screening/newborn-blood-spot-screening/information-providers


NEED ACCESS TO 
NEWBORN BLOOD 
SPOT SCREENING 
RESULTS? 

SEND REQUESTS TO 
JBMEYER@ND.GOV 

Presenter Notes
Presentation Notes
Any clinic nurse or provider can have access to the nbs results for your facility. This access allows you to be able to view and print results prior to patient follow up as needed. If you want access, please contact Joyal.

mailto:jbmeyer@nd.gov


QUESTIONS?

Newborn Screening:
Joyal Meyer, MSN, RN
jbmeyer@nd.gov 
701-328-4534

mailto:jbmeyer@nd.gov
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