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What do families want regarding NBS 
results?
• Typical focus on POSITIVE results

• Well established process for abnormal/positive results

• 95+% of results are NORMAL

What about those?!
•Quality assurance project to learn from families about NBS results 
return

•Survey of families in MN re receipt of results



Why normal result reporting matters
“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
Despite a normal newborn blood spot screen, Leo was diagnosed 
with cobalamin A methylmalonic acidemia at 16 months of age 
following a stroke and permanent brain damage



A quality improvement project
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



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

• 1648 surveys sent
• 257 surveys received
• Response rate: 15.6%



Percent of Newborn Blood Spot Results 
Received

n=257



MGN Provider Education Workgroup
Effort to give education to providers re return of NBS results
•Vehicle:  MOC4 quality improvement activity
•Planned activity:  assess return of NBS results
•Training activity: Three modules regarding NBS and return 
of results
◦ Session 1: What is newborn screening
◦ Session 2: Return of NORMAL screening results
◦ Session 3: Return of Borderline or Positive results



What is MOC4? 
Four parts of Maintenance of Certification
◦ Professional standing (Licensure)
◦ Lifelong learning (CME)
◦ Cognitive expertise (Exam)
◦ Improving professional practice (Quality Improvement)

From the American Board of Pediatrics:

“You must participate in quality improvement (QI) activities to earn Part 4 credit. These can be 
small or large group, collaborative, web-based or other types. The ABP approves activities that 
are designed to assess and improve the quality of patient care and processes that will lead to 
improved child health.” 

(https://www.abp.org/content/four-parts-moc)



MOC4 offered through 
American Board of Pediatrics (in progress)
82 pediatricians enrolled
◦ Initial audit
◦Virtual learning collaborative
◦Follow up of intervention

Two learning sessions of 
three presented thus far
Initial audits taking place
◦Data from 7 clinics 
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Newborn Screening 
Communications MOC4

Baseline Audit, August 2018 n=7 
clinics

#1- % of NBS test completed #2- % of NBS test comm to parent
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MOC4

Percent of normal newborn blood spot 
results received by families

Percent of normal newborn blood spot 
results received by families

n=144 n=67

June – November 2017 April – September 2018

Pilot: Normal blood spot results fact sheet at two clinics 



Session 3: return of positive results

Outcomes of 
Effective 

Communication

Fosters a relationship 
between provider/family

Higher quality of care

Patient autonomy and 
adherence enhanced

Family satisfaction

Outcomes of 
Ineffective 

Communication

Provider/family issues 
and mistrust

Lower quality of care

Overuse or underuse of 
medical resources

Family dissatisfaction

Adapted from Rocque, R. 2015. PLoS ONE 10(10): e0139577





Next steps
Complete initial MOC4 cycle
Engage additional providers in educational process
Assess improvements in initial participant’s practice
Plan advanced practice engagement
Make educational materials available
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