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ODbjectives

»Share the outcome of the site review analysis (i.e., top needs
identified).

»ldentify actions states can take to strengthen their newborn screening
programs

»Be proactive - Get ahead of the media by highlighting
common Issues programs are experiencing
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Overview of Methods

 Reviewed the 7 site review reports

 Interviewed 3 experts who had been on more than 1 site visit
olLab
o Follow-Up
o Physician

o®
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Presenter
Presentation Notes
Report if mentioned in at least 4 of the 7 sites or 2 of the sites but came up in the Pre-Site and/or interview with expert.
Get ahead of media – on motivation 
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Total Count of Newborn Screening Needs by Site Review Category
70

60
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Communication Within State NBS Program  § u

 Need to improve communication between laboratory and
follow-up
o Lack of regular meetings between the two parts

0 One part of NBS program was not aware of actions taken by other part
o Lab and Follow-up are not aware of other’s workflow

“Seems to be there is some lack of

“Th h lar communication from Lab to LTFU, specifically
There are nf)t, OWEVer, regular in-  +hey stopped testing for [condition] which had
person meetings between laboratory 35 impact on the LTFU team, but [the lab] did

and follow-up personnel which not notify them of this change.”
could be valuable to discuss ?
updates, programmatic issues, etc.” »9 @ NewSTEPs

| 33
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Presenter
Presentation Notes
Communication in 6 of 7, and 4 of 13 for presite review – so maybe it is seen as important but not the top 3?


Communication
Help promote communication through Utilize monthly / quarterly meetings to review program updates
NewSTEPs leads the calls and states assign representatives from each dept. (Lab, follow up) to provide updates
Can we somehow encourage communication with providers/specialists?
Provide templates for program communication plans 
Enables states to develop their own plans that align to their programs needs
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Communication Around Quality Assurance § o

 Need better communication to aid quality assurance
oDifficulty with follow-up reporting out-of-range results back to the lab
oNo communication around out-of-range results to lab
oSpecialists wanted to be part of the Quality Assurance process

“[Follow Up] are careful and notice “Specialists noted that some important
patterns when they occur and provide  decisions impacting their care provision
that feedback to the lab. Though there = were made unilaterally by the program
is some confusion on who they should  without appropriate input from the

be working with when these patterns specialists.”

are noticed.” 9
® o NewSTEPs
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Presentation Notes
Communication in 6 of 7, and 4 of 13 for presite review – so maybe it is seen as important but not the top 3?



o
Communication with Partners Outside the State Newborn 7 b ¢

Screening Program

State NBS program needs to communicate better with:

o Specialists
o Specialists wanted to understand how programs were screening for conditions
o Specialist wanted to provide input to ACT/FACT sheets

e Hospitals

o Hospitals in more than half the sites said they did not receive out of range results
communications or when a baby was identified with a condition

o Hospitals felt communication was lost because the NBS Program communicates
with part of the hospital system but not the whole system

“Hospital staff want to know how

“Specimens are collected by tl?e nurs.es in many newborns were identified with
the NICU but they fio r.Iot receive copies of a condition through NBS”

the report card which is only sent to the ®

hospital lab” » > NewSTEPs
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Presenter
Presentation Notes
Communication in 6 of 7, and 4 of 13 for presite review – so maybe it is seen as important but not the top 3?
Many of the birthing facilities expressed they would like to hear from their state’s NBS program when a baby from their facility is diagnosed with a disorder (this has helped birthing staff better understand the critical role they play in the NBS system). Some programs send out a generic thank you cards to birthing hospitals. 



Information Technology (IT)

e Lab and Follow-Up IT systems needs to talk to each other

o LIMS system is often under-utilized or the full features are not
being utilized

“The lab does not have access to the [data] site that is used by follow-up staff and
hospitals for reporting outcomes of out-of-range results as well as false negatives.
The lab hears about the final ascertainment as true positives only during the monthly
meeting with the specialist group for that month.”

“ ..although it takes less than three days to “The [vendor] Laboratory Information
complete all testing, there are four to five days of Management System (LIMS) is not being
delays to report out results after all testing are utilized to its capacity”

completed. These delays, caused by limitations on .{.
staff and lack of a centralized LIMS system. . .” "-‘}6 NewSTEPs
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Presenter
Presentation Notes
IT issues came up in all Site Review reports and in around half the pre-site evaluation  tools

Lab and Follow-Up IT systems needs to talk to each other
Came up in SR reports and pre-site review reports (4 for both groups for ST)

Shared data systems (a central location to share documents, SOPs, results, etc.) between the laboratory, follow-up, and specialists, can assist in communication across these divisions and be used for quality improvement activities.  

Follow-up staff may be more efficient by utilizing the Neometrics system to its fullest. For example, addition of an Action Manager, separate worklists for staff, the use of the image retrieval feature, utilization of the Notebook feature for documentation of actions and communications, building electronic diagnostic forms in the system, and assigning of actions in the system, would reduce paper burden and allow for improved workload management.  
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Education ‘

 There is a need to provide education to newborn screening

partners

* Provide more training to hospitals

* Provide consistent training to hospitals

« Ensure up-to-date and accurate education materials for hospitals and
specialists

* Make it easy for them to get “was noted that the [state] NBS
* Do not assume they can find them on your website . .
program websites are difficult to

Do not assume they know materials were updated : .
Y P navigate and that [hospital] staff

“Staff is very interested in receiving would like easier access to
educational interventions to learn more about educational materials. . .”
NBS and in quality improvement projects 9

around specimen quality, timeliness, and v & NewSTEPs

'} A Program of the Association of Public Health Laboratories™

outcomes”


Presenter
Presentation Notes
Tip #4 –Hospitals want education so do not be afraid to go out and educate. 
Tip #5 –Hospitals need a way to know there are new education materials and a way to make sure they are using the most up-to-date materials.


Hospital education topics – talking to parents, documenting refusals, specimen collection best practices, following the CCHD protocol – are any of these 3 of the 7 state in presentation

Out of date materials came up in 4 of the SR reports but not at all in the presite eval tools.  The only real concern around education in presite eval was 2 sites were worried about educating hospital staff
In 6 of the 7 reports hospitals said they wanted more training. No one brought this up in presite eval tool. Again, not in top 3?

Establish training guidelines (new hires, and annual competencies)
Encourage the use of varying training methods (pre-recorded, online etc.) 



Education ‘

e Need To Remember To Educate Others Within The State NBS

System

* Cross training within a unit

* Both parts of the newborn screening program educate each other on workflow and
procedures

e Need to Provide Just-In-Time Education to Parents of Children with Out of
Range Results.

“The Laboratory does not cross-train all staff
to do all tasks (testing and reporting).”

“Consider sending out fact sheets for .,\.
families and providers with each result” .}O NeWSTEPS

A Program of the Associatio ublic Health Laboratories



Presenter
Presentation Notes
We know they google stuff.  How can you send out information or weblinks with the abnormal results?

Out of date materials came up in 4 of the SR reports but not at all in the presite eval tools.  The only real concern around education in presite eval was 2 sites were worried about educating hospital staff
In 6 of the 7 reports hospitals said they wanted more training. No one brought this up in presite eval tool. Again, not in top 3?

Establish training guidelines (new hires, and annual competencies)
Encourage the use of varying training methods (pre-recorded, online etc.) 



D
ﬁContinuity of Operations Plan

* Need To Ensure The Program Has A COOP
« Remember To Review The COOP At Least Annually

* Practice And Test Using The Emergency Plan On A Periodic
Basis

 The whole newborn screening program should do this
 Lab and follow-up should practice together and share COOP activities

“data backup is housed on same campus

which is problem in emergency”
“routinely perform tabletop and functional

exercises to ensure all program staff can .t.
comply with the emergency procedures.” ﬁ.

NeWSTEPS
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Presenter
Presentation Notes
Came up in a majority of write ups but no pre-site reviews

Out of date materials came up in 4 of the SR reports but not at all in the presite eval tools.  The only real concern around education in presite eval was 2 sites were worried about educating hospital staff
In 6 of the 7 reports hospitals said they wanted more training. No one brought this up in presite eval tool. Again, not in top 3?


Standard Operating Procedures, Regulations, & Rules

 Need to Review SOPs, Rules, and Regulations at least annually

e |ssues to consider for SOPs

o Guidance to establish specimen age
o0 A way to monitor/track specimen receipt

“Develop a policy for reporting out-of-range results to the NICU”

“The regulations were last updated in 2011 and, “Currently, there are is no system in

while currently under review for revisions are place, or policy manager role, to ensure
outdated with regard to terminology and NBS compliance with current rules”
systems, and would benefit from a complete re-

write by the Program .{.

leadership staff.” "‘}6 NewSTEPs
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Tools NewSTEPs Can Provide Right Now

v'Site Reviewer Manual

— Use for table top exercise

v'Request Targeted Site Reviews
— Cut-off Specific
— Long Term Follow-Up
v'Resource Page on the NewSTEPs Website

— NewSTEPs, NewSTEPs 360, and Baby’s First Test are working on a list of educational videos so
states do not have to re-create educational resources

v'NewSTEPs Technical Assistance Webinars

o

& NewSTEPs
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Presenter
Presentation Notes
On slide 16, you included tools that NewSTEPs can provide. Did we want to include technical assistance webinars (ex. SCID, STFU, CCHD, NewSTEPs360, etc.) that engage various NBS stakeholders (lab, follow-up, clinicians) in meaningful dialogue? 



Next Steps

e NewSTEPs will work to publish all the findings of the review

e NewSTEPs Steering Committee and program staff have had a presentation

on the findings

— We are working to identify what Technical Assistance can be done that is consistent with the
lessons learned from this review.

* NewSTEPs will look at lessons learned from other programs that can help

states

— NewSTEPs 360
— SCID
— New Disorders

“". New S
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Presenter
Presentation Notes
Note the 2 issues  listed here are issues that came up in the reports but were not reported here due to time constraints and the focus of the presentation


Next Steps

Some TA NewSTEPs is already working on:

v'"NewSTEPs is currently working on a position statement around Long Term
Follow Up which should be helpful for programs looking to establish a Long
Term Follow Up program

v'"NewSTEPs can help states

— Work on cost assessment with regards to adding a new disorder
— Think through engaging policy for fee increases

. A Program of the Association of Public Health Laboratories™


Presenter
Presentation Notes
Note the 2 issues  listed here are issues that came up in the reports but were not reported here due to time constraints and the focus of the presentation
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Thanks to:

e State Programs Who Have Had Site Reviews
* Site Review Teams

* NewSTEPs Steering Committee

* NewSTEPs Team

d
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Can I call out to Erin and Eric who helped me review the reports?
Call out to Ruthanne and Thalia?



APPENDIX - In Case Questions Come Up
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Needs Programs Have Little to No Control Over

@
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< = Organizational structure

 Lab and follow-up have different reporting structures
 Lab and follow up are not co-located

o Attrition/ Staff retention is difficult
* Lab
» Follow-Up
* Information Technology
» Quality Assurance
o Statistics

Quotes: - . .both the lab and follow-up services are understaffed and
have had a hard time retaining strong employees because of
the inability of the units to reallocate staff to higher level
positions and provide well-deserved raised”

o®
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Presenter
Presentation Notes
Saw problems for lab, follow-up, IT, QA, and stats


Budgeting ‘

o Programs asked for or were recommended to seek assistance

calculating budget fee increase or procedure for fee calculation

» Cost of covering new conditions is difficult
— How many FTE
— Engaging with policy group now to work on this for adding new disorders

quotes: - These unfunded additions [new disorders] have
strained the system and increased NBS costs, making it
more difficult to fulfill the core duties fundamental to a
NBS program”

o?®
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Presenter
Presentation Notes
Also heard during national meeting for SCID and New Disorders



Other Issues

« Short-Term Follow Up needs a way to track loss/lost to follow up

o Is there someone who can help? Can the Follow Up group have a training on
this?

 Long Term Follow Up
o A little less than half had no LTFU program or were not getting LTFU data
» Only came up in 1 presite review but again they could only list 3

o
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Presenter
Presentation Notes
When lose someone, lose time to do the work.  Training and hiring takes time.


Cross Cutting Themes

Communication
(People)

Between lab and
follow up

Out of date / Problematic
require updates wording

Cross training of Between lab &

staff specialists
Out Dated
Speci Policies
pecimen .
Collection Regular reviews
Varying
reporting Lack of IT
structures Resources
Inconsistent
) trainings
Separa.te site Underutilized
locations
Lack of strong Lack of Materials do not get to
leadership integrations the Providers

Information
Technology

Organizational
Structure

Education
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