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Limitations

e Just a reminder that these data are based on
what 32 states submitted.

— Most have not started to get ready to bring on
these 3 conditions.

— When we look at timing we typically only 1-5
states who have a start and stop date.
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Pompe Overview

Where States Are at in Based on
Readiness Tool Data - Phase 2

The development of this presentation was supported by Cooperative Agreement #UGOMC30369
from the Health Resources and Services Administration (HRSA). Its contents are solely the
responsibility of the authors and do not necessarily represent the official views of HRSA.
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Phase 2: Lab Facility/Infrastructure Readiness

B Completed Started BNot Started B MNA

Describe and ensure adequate space for testing (n=30) AN 3 S oEEEEaTTTTeTe
Develop adjusted workflow to accommodate new test (n=31) NS 2 ST TTseTTy
Identify need for additional equipment and procure (n=31) INNESEEE 5 SO
Identify/modify laboratory space; install equipment (n=31) SIS
Calibrate equipment (n=31) NS 1EEE—_—_—_s

=33)

Pompe (n
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Phase 2: Lab Staffing Readiness

mCompleted Started mMNot Started =mMNA

Develop staffing plan and ensure adequate staffing (n=31) - g _
Train sttt 0 begi testng for ne new conaton =) [ IS

Fompe (n=33)

Phase 2: Lab Reporting Readiness

E Completed Started mNot Started =mNA

Develop a system to develop cut-off values (n=31) - 6 _

Pompe (n=33)
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to Complete Lab Logistics
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Pompe (n=33)

Phase 2: Follow-up Readiness

B Completed © Started WMot Started BNA

Develop staffing plan and ensure adequate staffing (n=31) NN 5

Develop and gain buy-in on STFU protocols (n=31) 1SN 6

Develop and gain buy-in on LTFU protocols (n=31) 2N 3 IZmm—me

Identify medical specialists/treatment center; establish contract (n=30) INEGEGGGN
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Pompe

Time to Complete Follow-Up Logistics

— Pompe

ICS

Time to Complete Follow-up Logisti

Phase 2
MPS |
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MPS | Overview

Where States Are at Based on
Readiness Tool Data - Phase 2

The development of this presentation was supported by Cooperative Agreement #UGOMC30369
from the Health Resources and Services Administration (HRSA). Its contents are solely the
responsibility of the authors and do not necessarily represent the official views of HRSA.

% NewSTEPs

A Program of the Association of Public Health Laboratories™



Phase 2: Lab Facility/Infrastructure Readiness

B Completed © Started WNot Started WNA

Describe and ensure adequate space for testing (n=32)

Develop adjusted workflow to accommodate new test (n=31)

ﬁ |dentify need for additional equipment and procure (n=32)
k=S Identify/modify laboratory space; install equipment (n=31)
Calibrate equipment (n=31)
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Phase 2: Lab Staffing Readiness

mCompleted Started mMNot Started =mMNA

Train staff to begin testing for the new condition (n=31) - 6 _

Phase 2: Lab Reporting Readiness

ECompleted Started mNot Started = MNA
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MPS |

Phase 2: Follow-up Readiness

B Completed © Started WMot Started BNA

Develop staffing plan and ensure adequate staffing  [INNEGGEN 3] 1 s

Develop and gain buy-in on STFU protocols [ 6 D [ D -

Develop and gain buy-in on LTFU protocols 20 4 20

Identify medical specialists/treatment center; establish contract  [INNEGGSN 5 I [

(n=32)
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X-ALD Overview

Where States Are at Based on
Readiness Tool Data - Phase 2

The development of this presentation was supported by Cooperative Agreement
#UGOMC30369 from the Health Resources and Services Administration (HRSA). Its contents
are solely the responsibility of the authors and do not necessarily represent the official views of
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Phase 2: Lab Facility/Infrastructure Readiness

B Completed Started BNot Started B MNA

Describe and ensure adequate space for testing (n=29) IS 6 e 5
Develop adjusted workflow to accommodate new test (n=30) N 3 See
Identify need for additional equipment and procure (n=30) SN 8 e 8
Identify/modify laboratory space; install equipment (n=30) IS 4 ESSESETTTTe T
Calibrate equipment (n=29) NSNS
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Phase 2: Lab Staffing Readiness

E Completed Started mNot Started mMNA

Develop staffing plan and ensure adequate staffing (n=30) I 12 _
Train staff to begin testing for the new condiion (n=30) . 5 _

(n=30)

XALD

Phase 2: Lab Reporting Readiness

ECompleted Started mNot Started = MNA
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XALD

(n

Phase 2: Follow-up Readiness

B Completed © Started WMot Started BNA

Develop staffing plan and ensure adequate staffing  [INIEN 7

Develop and gain buy-in on STFU protocols |2l 8

=30)

Identify medical specialists/treatment center; establish contract  [INNEGEGGEN

od
®

Develop and gain buy-in on LTFU protocols [HESHE""3 " IS s
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X-ALD

Time to Complete Follow-Up Logistics

— X-ALD

ICS

Time to Complete Follow-up Logisti

Phase 2
MPS |
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Overview of Phase 1 -
Legislation/Mandate Stage

Where States Are at Based on
Readiness Tool Data

The development of this presentation was supported by Cooperative Agreement #UGOMC30369 from the
Health Resources and Services Administration (HRSA). Its contents are solely the responsibility of the
authors and do not necessarily represent the official views of HRSA.
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Status of Phase 1 Activities for Pompe (n=33)
mCompleted = Started ™ Not Started ®mNA

Obtain Approval from NBS Advisory Committee (n=32)
Obtrain Approval from Board of Health/ Commissioner (n=33)
Other Approval Authority Activities (n=29)

Mandate/Approval to Start Screening for Pompe (n=19)
Obtain Approval from IRB (n=31)

Develop Budget to Show Costs for Pompe Screening (n=31)

Approval from NBS Advisory Committee to Increase Funding
(n=33)

Approval from State Budget Authority (n=32)
Other Funding Activities (n=28)
Approval for Fee Increase (n=17)

Fee Increase Implemented (n=16)
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Status of Phase 1 Activities for MPS | (n=32)

m Completed

Obtain Approval from NBS Advisory Committee (n=31)

Obtrain Approval from Board of Health/ Commissioner (n=32)

Other Approval Authority Activities (n=29)

Mandate/Approval to Start Screening for MPS1 (n=19)

Obtain Approval from IRB (n=31)

Develop Budget to Show Costs for MPS1 Screening (n=31)

Approval from NBS Advisory Committee to Increase Funding
(n=32)

Approval from State Budget Authority (n=31)

Other Funding Activities (n=29)

Approval for Fee Increase (n=17)

Fee Increase Implemented (n=16)

Started ™ Not Started BNA
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Status of Phase 1 Activities for x-ALD (n=30)

ECompleted @ Started mNot Started BNA

Obtain Approval from NBS Advisory Committee (n=30) [ oS 5 msaase
Obtrain Approval from Board of Health/ Commissioner (n=20) [ NNNEIINE : D
Other Approval Authority Activities (n=27) [ ZEEE
Mandate/Approval to Start Screening for x-ALD (n=17) e
Obtain Approval from IRB (n=2s) | EE—
Develop Budget to Show Costs for x-ALD Screening (n=30) [0 6 131
Approval from NBS Advisory Committee to Increase Funding (n=30) [l 2 S
Approval rom State Budget Authorty (n=30) [IE"5" I
Other Funding Activities (n=25) [l -
Approval for Fee Increase (n=13) A

Fee Increase Implemented (n=12) s
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4 states

Total Phase 1 MPSI{_S to 54 months)

- Approval/Authority To Screen Pompe (12 to 18 months)

4 states

4 states i Approval/Authority to Screen X-ALD (6 to 13 months)

Total Phase 1 X-ALD (5 to 21 months)

4 states

2 states

2 states
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Overview of Phase 3 - Education
Activities For the New Disorders

Where States Are at Based on
Readiness Tool Data

The development of this presentation was supported by Cooperative Agreement #UGOMC30369
from the Health Resources and Services Administration (HRSA). Its contents are solely the
responsibility of the authors and do not necessarily represent the official views of HRSA.

9}.5 NewSTEPs

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



Family

Providers

General Public

MPS I-Phase 3: Status of Education Activities (n=32)

Identify/modify family edu materials to be state-specific (n=32)

Initiate a strategy for family edu materials/create own materials
(n=31)

Identify/create measures to track impact of edu materials (n=32)

Family education materials distributed (n=31)

Identify/modify provider edu materials to be state-specific (n=32)
Initiate a strategy for provider edu materials/create own materials
(n=32)

Identify/create measures to track impact of edu materials (n=32)

Provider education materials distributed (n=32)

Identify/modify general public edu materials to be state-specific

=32

Initiate a strategy for public édu m)aterials/create own materials
(n=32)

Identify/create measures to track impact edu materials (n=32)

General public education materials distributed (n=32)

B s
B : DT =

'_\ ‘

ECompleted = Started mNot Started =NA
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Family

Providers

General Public

XALD-Phase 3: Status of Education Activities (n=30)

Identify/modify family edu materials to be state-specific (n=30)

Initiate a strategy for family edu materials/create own materials
(n=29)
Identify/create measures to track impact of edu materials (n=29)

Family education materials distributed (n=28)

Identify/modify provider edu materials to be state-specific (n=30)

Initiate a strategy for provider edu materials/create own materials
(n=30)
Identify/create measures to track impact of edu materials (n=30)

Provider education materials distributed (n=30)

Identify/modify general public edu materials to be state-specific

g _(n=30) .
Initiate a strategy for public edu materials/create own materials
(n=30)

Identify/create measures to track impact edu materials (n=30)

General public education materials distributed (n=30)

4 T s
s s
S o

5 2 2

e s
fan s e s
2
S ————

s
H : DT
I
e

m Completed Started ®Not Started ®NA
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Family

Providers

General Public

Pompe-Phase 3: Status of Education Activities (n=33)

Identify/modify family edu materials to be state-specific (n=30)

Initiate a strategy for family edu materials/create own materials
(n=29)

Identify/create measures to track impact of edu materials (n=30)

Family education materials distributed (n=29)

Identify/modify provider edu materials to be state-specific (n=30)
Initiate a strategy for provider edu materials/create own materials
(n=30)

Identify/create measures to track impact of edu materials (n=30)

Provider education materials distributed (n=30)

Identify/modify general public edu materials to be state-specific

. _(n=30) .
Initiate a strategy for public edu materials/create own materials
(n=30)

Identify/create measures to track impact edu materials (n=30)

General public education materials distributed (n=30)

o
l
(4]
o

HII o
D
D

[N

5

B s

e s

ECompleted = Started mNot Started = NA
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Thank you to Our Village

Our Meeting Planning Team The Data Team

e Michele Caggana e Sarah McKasson
e Patrick Hopkins e Joshua Miller
e Mei Baker

e Kimberly Piper

 Marci Sontag

The Logistics Team
e Tony Steyermark
e Amelia Mulford

e Rasoul Koupaei

e Kshea Hale

' e Ruthanne Sheller
e Funke Akinsola
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Contact Info

e Yvonne Kellar-Guenther

— Yvonne.kellar-Guenther@ucdenver.edu
— 303-724-7347
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