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Presentation Notes
Good morning! As Amy mentioned, my name is Whitney Thompson and today I'm going to be talking about a quality improvement project that I've been working on with Amy Gaviglio, as well as Dr. Susan Berry from UMN.  This project is focused on improving communication of negative NBS results.



Positive newborn blood spot results in MN
• Presumptive positive and borderline results account for 2.5% of results in MN

• Consistent and streamlined process for dissemination of positive results: 
• Program Genetic Counselors call infant’s primary care provider and notify 

appropriate specialists  

• After phone notification, an informational packet is faxed:
- Report
- Family fact sheet
- Medical fact sheet
- Specialist contact list 
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As you know, one of the primary goals of newborn screening is to triage at-risk infants into the medical system in order to aid in early detection and treatment of affected children. 

Thus, communication of positive, or abnormal, results is often the primary focus of newborn screening programs and has evolved into a relatively consistent and streamlined process.  

The process involves immediate phone notification by Program Genetic Counselors, followed by mailing of an informational packet.

These positive results account for approximately 2.5% of all NB blood spot screen results in MN.  




What happens to the other 97.5% of results

“A ‘negative’ result means that the screen was normal for that 
particular disorder and no additional follow-up is required.”

-MDH website
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What happens, though, with the majority of results – the ones that come back negative?

According to the MDH website, “A ‘negative’ result means that the screen was normal for that particular disorder and no additional follow-up is required.”

With negative results, public health programs meet regulatory compliance with accurate and timely reporting to specimen submitters but have varying approaches as to how normal newborn screening results are reported to front-line medical providers and then on to the families.

This often results in a more haphazard process, as I’ll discuss shortly. 




Why do negative results matter?

“A ‘negative’ result means that the screen was normal for that 
particular disorder and no additional follow-up is required.”

“Note: Because newborn screening is not diagnostic testing, 
false negative results may occur… Newborn screening should 

not replace diagnostic testing in any circumstance…”

-MDH website
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So why do negative results matter, if these kids require no additional follow-up testing?

*CLICK* The bottom line is that screening is not diagnostic testing, and we know that kids will be missed with it. 

Since we know negative results will occur, it is critical that meaningful discussions between providers and parents take place, about not only what was tested, but also the limitations of such testing.



False negatives in MN

1-2/year (reported) 

•Most common:
•Cystic fibrosis
•Congenital adrenal hyperplasia 

•Rarely metabolic

•Rarely of acute health impact
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False negatives are not all that comment. Approximately 1-2 false negatives are reported in MN each year.  

Cystic fibrosis, as well as Congenital Adrenal Hyperplasia are the most common disorders for which false negative results occur

False negatives rarely occur for the metabolic disorders on the panel, and of are rarely of acute health impact

However, sometimes they are. Sometimes it can be tragic. 



Leo’s story
“I do not remember ever 
receiving Leo’s results about 
the newborn screen until after 
his stroke. I remember being 
told no news is good news by 
someone from the hospital.”

– Leo’s mom
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One such case of a false negative, which was reported in the Milwaukee Journal Sentinel in Dec. 2016,  discusses the story of Leo, a Minnesota boy who was diagnosed with cobalamin A methylmalonic acidemia at 16 months of age, but not until after he suffered a stroke and permanent brain damage. *CLICK*

Though the majority of media surrounding this story has focused on newborn screen cutoffs, as a marker in Leo’s blood was just below the cutoff to diagnose him with MMA, there was also a critical information gap and miscommunication present.  

I had the chance to meet Leo and speak with his mom. When asked about how she received Leo’s newborn blood spot resutlts, she stated:

*CLICK* “I do not remember ever receiving Leo’s results about the newborn screen until after his stroke.  I remember being told no news is good news by someone from the hospital.”

While there were many missteps that led to this tragic situation for Leo, one thing that certainly could have been changed is that Leo’s parents could have been informed of his results, and provided with a meaningful discussion with their pediatrician about what his results were, as well as the limitations of this screening test. 

Who knows if things would have been different for Leo.  His parents did say they wish their provider had opened up a dialogue about his NBS results, and continued that discussion as Leo displayed nonspecific symptoms during his first year of life. 

The bottom line is that this test is one of the few tests that a healthy baby receives, and parents should not only receive the results, but the provider should understand fully what they mean, and should in turn teach the parents. However it’s unclear whether the vast majority of “negative” results are reported back by providers.



A quality improvement project has been initiated 
to assess:
• If families received and understood their normal screening results 

• How negative newborn blood spot results are handled at several clinics 
in MN

• Where improvements are needed for the efficient and effective 
communication of negative results to providers and families 
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Unfortunately false negative results will occur with a screening test like the newborn blood spot screen.  Therefore, it is critically important that the public is informed about what this screening test evaluates as well as its limitations. 

This led us to initiate a QI project to assess: *CLICK*

To assess if families received and understood their normal screening results

*CLICK* How negative newborn blood spot results are handled at several clinics in MN

*CLICK* To assess where improvements are needed for the efficient and effective communication of negative results to physicians and families 

***The ultimate aim of this project is to increase the likelihood that all newborn screen results are successfully communicated to both providers and families, including negative ones. The hope is that this will lead to better equipped and more well-informed physicians and parents who can better understand newborn screening results and their limitations.




Do parents in MN 
receive negative results?
• Survey sent to parents 4 weeks after birth

• Chosen based on:
• Negative blood spot screen results
• Specified provider/clinic at time of 

birth

• To date (DOB 6/1-7/15 2017): 
• 799 surveys sent
• 159 surveys received
• Response rate: 19.9%
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One of the first questions we sought to answer was: Do parents in MN currently receive negative results?

We have begun assessing this with a survey sent to parents 4 weeks after birth, with the idea in mind that these results should be available and reported to parents at their 2-week well-child visit. 

The parents were chosen based on their child’s
-negative blood spot screen results
And their specified provider/clinic at the time of birth

With this survey, we chose to target babies who receive care at 5 specific clinics across MN as well as several small rural clinics. These clinics are of varying sizes and patient populations, with number of newborn visits each month ranging from 15-180.  By targeting specific clinics, we are simultaneously able to learn from parents’ perspective how these clinics are doing with negative results, and, at the same time to investigate how those specific clinics handle results from the providers' perspectives.  I’ll come back to this shortly. 

The survey itself assesses parents' familiarity with the newborn blood spot test, whether they received their child’s results ,and if so, how they received them.  There is also room for them to provide comments on their experience receiving or not receiving NBS results. 

We began sending these out for babies born on June 1. To date we have sent 799 and received 159 surveys back, with a response rate of 20%.  We plan to continue sending surveys for the foreseeable future. 


*MDH Prenatal survey 16%, 15% response rate two years they did it



Percent of Newborn Blood Spot Results Received

n=159
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According to the first 159 surveys we've received back so far, over 50% of parents asserted that they either did not receive their child's negative newborn blood spot results, or they don't know if they received them.  Only 46% reported receiving these results, and some of these were only after the parent asked for them. 



Percent of Newborn Blood Spot Results Received at Each Clinic

n=159
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n=2
n=50

n=40
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When this question is stratified by specific clinic, we see that some are doing better than others, but no clinic is reporting results back close to 100% of the time.  Approx. 1/3-2/3 of parents whose babies are seen at each clinic report receiving their newborn blood spot results







Clinics Summary
• What’s working

• Have a designated person responsible for ensuring NBS results in 
chart

• High continuity of care between midwives and providers at same 
clinic
more likely to have results in patient chart by 2-week visit

• What’s not
• Require patients sign a release form before results retrieved 
• Lack of standardized/accurate materials in multiple languages 
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As I mentioned before, another part of this project was to assess how results are handled from the providers' perspectives at these same clinics

When we spoke with providers at each of these clinics, we found wide variation from one clinic to the next, and even from one provider to the next within the same clinic.  There were several providers who shrugged when I mentioned negative NBS results. 

*CLICK*

For clinics that feel like they have a good handle on reporting negative NBS results, there were some specific practices reported that they feel are working well:

	- Have designated person responsible for 	ensuring NBS results in chart
High continuity of care between midwives and providers at same clinic before and after birth
At birth, baby already in their system, and makes the process of getting negative BS results into chart faster.
The general theme for the clinics that felt they had a good handle on their negative results was that having something in place to ensure the results were in the chart by the 2-week visit  made it more likely that they were discussed early.
*CLICK* 

And for other clinics that felt less confident about their handle on negative newborn screen results, there were some things they reported as barriers to doing better:
Require patients sign a release form before results retrieved 
Lack of standardized/accurate materials in multiple languages 

These issues make it harder to get results into patient charts by the 2-week visit, and more difficult to communicate what the results mean to a diverse patient population. 




Method By Which Newborn Blood Spot Results Were Received

n=78
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Another survey question asked those parents that did receive results, how they were reported to them…

The most common response (41%) was a verbal report of the results at a clinic visit by the provider.

About a quarter of parents reported that they received results with a letter or brochure, and another quarter via a message through an online patient portal.

Some of these parents did note that they requested results.



Preferred Method to Learn About Newborn Blood Spot Results

n=207
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Nearly half of parents surveyed said they would like to receive results at a clinic visit, and have a conversation with their provider.

Following methods are electronic methods including email and online patient portal messaging. 

Important to note here is that an even higher proportion of parents actually indicated wanting results at a clinic visit, and then chose a second and third method to compliment the conversation with their provider.  



Reported Understanding of Screening Test vs. Diagnostic Test

n=159
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The survey also assessed whether parents felt comfortable with the differences between a screening test versus a diagnostic test.

As you can see, the vast majority of parents reported that they understood the difference

But it’s important to note that this is a reported understanding, and we did not go on to assess their understanding. 



Survey Question: Were you satisfied with your 
experience getting your child’s newborn screening 

results?  How could it be improved?
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The last question on the survey asked parents: Were you satisfied with your experience getting your child’s newborn screening results? How could it be improved?

I'm going to read several comments that we received back on these surveys.  Before doing so, I'd like to note that we received a nearly equal number of written comments from parents who received their child's NBS results as those who did not.

I’ll start with a few comments that are representative of several comments received from parents who DID NOT receive their child’s NB blood spot results. 



“I don't know if I ever received my child's 
newborn screening results. Since I don't 

remember getting anything I assume all is 
fine. However, the fact that I'm not sure I got 

results is a problem.” 



“Send out the results. The test is taken but 
no one shares the results. 

That's annoying.” 



“No, I didn’t receive any results. Assume that 
no news is good news! ”
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This theme of "no news is good news" was perhaps the most common observed in the comment section.  

Leo's mom made this same comment 



“I asked about this at the 1 month check-up.  
Pediatrician said they received and ‘everything 

is normal’ but didn’t even tell me what was 
tested.”
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And now some comments from parents who DID receive results



“Pediatrician briefly mentioned my son’s 
results came back ‘good.’ It could be 

shared at appointment in better detail 
with a copy of results (PDF or paper). I’m 
not even sure what blood type my son is.”
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Highlights misconceptions about NB screening. Also potentially problematic if a parent thinks their child’s blood type has been assessed, when it actually hasn’t



Survey conclusions thus far

• Over 50% of parents did not receive or don’t know if they received their child’s newborn blood 
spot results

• Result reporting varies widely within each clinic examined

• Most common methods of result reporting are: in-person conversation with provider, letter in 
the mail, and online patient portal 

• Most desired method to receive results is an in-person conversation with provider 

• Many parents who received results are not satisfied with the manner in which they received 
them and/or the lack of information they received 

• Majority of parents report an understanding of screening test vs. diagnostic test 
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*CLICK & READ*

Overall, MDH Website:
“We encourage all parents to ask their baby's doctor about screening results at the first well-child visit.”

What we found:
Clinics in MN aren’t prepared to have a conversation about NBS results at that first well-child visit, and frequently not even the second, even if parents know to bring it up (and most don’t)




Aim: Initiate a conversation about newborn blood 
spot results between provider and parent at 2-
week well-child visit

Development of a Maintenance of Certification course for providers detailing how 
to discuss negative newborn blood spot results 

1 clinic in MN 
Continue assessing with parental survey 
 Multiple clinics across MN
 Regional network project

What’s next
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Now that we've started gathering data and information by visiting with providers and hearing from parents, the focus of our quality improvement project has started to take shape.   

When asked on our survey how they'd like to receive results, the majority of parents said they'd like an in-person conversation with their provider.  Their comments reflected this as well. When we spoke with providers, they also echoed this sentiment.

Therefore, our aim is to initiate a conversation about newborn blood spot results between providers and parents 2-week well-child visit. 

We have begun to develop a maintenance of certification course for providers detailing how and when to discuss negative newborn bs results with parents.  

This is a draft idea that we will first pilot in the clinics we work with. We will continue to reassess how things are going via the parental survey, and then potentially take this to more clinics if it seems to be working.



What’s next 

“MDH Normal Result Family Fact Sheet”  

• Given to parents by provider at 2-week visit when 
results are discussed

• Highlights limitations of screening test

• Notes symptoms parents should watch for despite 
normal blood spot results

• Provides resources that detail what was tested

• Translated into multiple languages  
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Additionally, one of the main barriers we have identified when speaking with both providers is the lack of standardized and accurate materials that providers can utilize during the discussion about NB blood spot results

This is something that is highly desired by parents as well, according to our survey. 

We have therefore DRAFTed a normal blood spot screen results notification. We welcome feedback on how to make this better. 

The hope is that this normal result family fact sheet will be utilized during conversations between parents and providers.

This fact sheet highlights the limitations of a screening test, notes symptoms parents should watch for despite normal blood spot results, and provides resources for parents to get more information.  

Once this is complete, it will be translated into multiple languages to ensure that everybody can be part of the conversation about newborn blood spot results. 




In MN, 190 babies born/day …

That’s 190 conversations.

No news is not good news…
It’s time to start the conversation
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*CLICK, CLICK*

In Minnesota, 190 babies are born each day

That's 190 opportunities for conversations about newborn screening.

Ensuring that providers are equipped to have meaningful conversations about NB blood spot results will hopefully be one step in the right direction to informing the public about the wonderful benefits, as well as the limitations, of NBS.  



Comments or questions?

Whitney Thompson: thom2711@umn.edu

Amy Gaviglio: amy.gaviglio@state.mn.us

Susan Berry: berry002@umn.edu
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As with many QI projects, the first thing we try doesn’t always work.  What I’ve outlined is our first attempt at an intervention. I would welcome suggestions from you, the experts, on how best to improve conversations about negative newborn blood spot results, as well as any other comments or questions at this time.  Thank you.  
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