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g”m What do families want regarding NBS
results?

 Typical focus on POSITIVE results

e 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. | remember being
told no news is good news by
someone from the hospital.”
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— Leo’s mom T

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



g A quality improvement project
initiated to assess:

* |f 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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Do parents in MN 111 Ry

MERBORH SEREENING in partnership with the University of Minnesota

Purpose and Instructions: Take the survey online!

[ ] [ ]
We are looking to review and improve how parents learn about their child's I/kUVIT:
newborn screening results. Your input will help shape future practices throughout goo.g vitw
Minnesota. Please complete the guestions below to share your experience!
[ ]

1. are you familiar with the newbern blood spot sereen [sometimes called the Guthrie test, PKU test, or heel prick
test)?

O ves O ne [ pon't know

: S u rvey S€ nt to p dre nts 4 wee ks afte r 2. Did you recelve your child's newborn blood spot screening results?
bi rt h Yes [ no O pon't know

If you answered "Yes” to question 2, please complete this question:

23. How did you receive your child’s newborn screening results (check all that apply)?:

. C h O S e n b a S e d O n : D In-Person from Pediatrician/Provider D Over the phone from Clinic Staff

. D Letter in the mail |:| MyChart message

* Negative blood spot screen 0 one

r‘e S u | t S 3. Do wou feel like you understand the difference between a screening test (like the newborn screen) and a diagnostic

test?
O Yes [ no ] pon't know
. L) . L) . .
[ ] SpeCIerd prOVI de r/CI I n IC at tl me 4. ‘What is the name of your child’s primary care clinic?
. [ airview children’s Clinic [ Partners in Pediatrics [ west side comm unity Health
Of b | rt h [ Mayo ciinic [ southdale Pediatrics ~ [[] other

5. What do you think is the best way to learn about your child's newbarn screening results and what they mean?

D MyChart |:| Paper Brochure D Online Video D Email

e 1648 S u rveys Se nt O ext [ At clinie visit [ ehone call
. 6. Were you satisfied with your experience getting your child's newborn screening results? How could it be improved?
e 257 surveys received B B

[ ) Res po n Se rate : 15.6% Have questions about this survey? Contact Whitney Thompson at thom2711@umn.edu

Have questions about Newborn Screening? Contact Amy Gaviglio, MS, CGC at amy.gaviglio@state. mn.us




gm Percent of Newborn Blood Spot Results
Received

n=257
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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

o Session 1: What is newborn screening

o Session 2: Return of NORMAL screening results

o Session 3: Return of Borderline or Positive results



What is MOC4?

Four parts of Maintenance of Certification

o Professional standing (Licensure)

o Lifelong learning (CME)
o Cognitive expertise (Exam)
o Improving professional practice (Quality Improvement)

From the American Board of Pediatrics:

“You must participate in quality improvement (Ql) 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)
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gm MOC4 offered through
American Board of Pediatrics (in progress)

82 pediatricians enrolled Newborn Screening
o Initial audit Communications MOC4

- - - i i 2018 n=
> Virtual learning collaborative paseline A”d'ctl’i:;‘:f”“ 018 oo

° Follow up of intervention

Two learning sessions of
three presented thus far

Initial audits taking place
o Data from 7 clinics

A B C D E F G

B #1- % of NBS test completed W #2- % of NBS test comm to parent
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Pilot: Normal blood spot results fact sheet at two clinics

Percent of normal newborn blood spot Percent of normal newborn blood spot
results received by families e ot O _ results received by families

Your baby had NORMAL newborn blood spot screening results,

| Don't Know
- 15%

| Don't Kn
11%

MOC4

n=67

June — November 2017 April — September 2018
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Session 3: return of positive results

Outcomes of Outcomes of
Effective Ineffective
Communication Communication

Fosters a relationship Provider/family issues
between provider/family and mistrust

Higher quality of care Lower quality of care

Patient autonomy and Overuse or underuse of
adherence enhanced medical resources

Family satisfaction Family dissatisfaction

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

Maternal & Chlld Health

THS QUCEWLL HA P YCOUBFRECTIVELY OCMMIUN CATE [FCEITIVE NBABCRN SCREENING
REEUTS TOPARENTS

Because this type of canmunicaion isnct a routine activity
i the: primary care: provder,, the information below may be
used tohdp frame the discussion with families toimproe
understanding of the screening result, acherence tofdlowup
recammenddions, and the family's overal experience with
newbam screening.

Families whohave had [positive] newbom screening results
have supested that the fdlowing key pants are important
in hdping families cope with the uncertainty of a [positive]
newbamn screening result and understand the nest steps needed
togain certanty
Slaeﬂrespecif ¢ [positive] newbom screening result and associated canditian(s) with the T amily.
Hip the family understand that a [positive] newbam screening result is sericus, but that you are there tohdp
quide them thraxch the next steps:

Crrprmeﬁm:ﬁss&sthefa'lily's understanding of newbom screening .
Aesess if the family recalls and understands the: process of newban sreening.

iterate what screening is and is not.
Remind the family about the: purpose of newbom screening and that it is not a diagnostic test, soit is impatant
that timdly flow-up oonf rmatory testing be dane.

with the family and provide information at their desired level and pace.
Cffer toprodde the family additiond result-specif ¢ infamation provided by the state newbam screening program.
Discuss infamation using non-medicd terms, a the family's pace and desired levd of detal.

lore the family’s emotians.
Bqiae with the family how they might use their suppat system ar dher suppart rescurces now and as they go
thraugh the diagnostic prapess.
Remember there is awide spectrumof how families may cope with this result (@edety todenid) Hila your
discussian tohelp the family hear and retain the infamation discussed

steps: Discuss a shared plan and provide resources.
Disasswith the family a shared plan thet is concrete, spedif ¢, and indudes the fdloving:
= \Ahere, when, and with wham is thenext appantment?
= \What testing will be considered and/ar done?
= \Wha should theywalch far in their child while they wait?
= \Whocan they oontact if they have additiond questions ar oancems?
Aesess the family' s understanding of the: visit and infamration provided using teach-back methods, and provide:
wdid websites far themn to.get mare infamaian.




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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