Vieeting the EHDI
Challenge: Strategjes; for
Accurate Reporting

: AN -
Mary Catherine Hess, MA l NN ,4
Rhode Island Hearing Assessment Program %

Providence, Rhode! [sland

=/
Ny

[ S

Mike Berry, BSE
HLN Consulting, LLC
Philadelphia; PA e
=01
L —

AAP' Faculty Discloesure Statement

In the past 12 months, | have not had a
significant financiall interest or other
relationship with the manufacturer(s) ofi the
product(s) or provider(s) ofi the service(s) that
will be discussed in my: presentation.

This presentation will (net) include discussion
off pharmaceuticals or devices that have not
peen approved by the EDA or 1fi you will be
discussing| unappreved or “ofi-label uses of;
pharmaceuticals or devices.




Reporting
Are We on the same page?

Screening iag 2 Intervention

Maternal
Ethnici
Hispanic ar
Latine

Not Hisp r
Total Referrais to Part C £/
Eligile for Pan C £1

Black or Africal igil

American
Tolal Nol Referred to Part C El and Unknown

Native Not

Hawaiians & " (automatically calculated)®

other Pacific in Pan C Early

Islanders

American |

& Alaska Total with No Diagnosis

Natives Audiologic Diagnosis in Process (Awaiting Diagnosis

Unknown Infant Died / Parents Declined Services

Non-resident or Moved Out of Jurisdiction
Unable to Contact / Unresponsive / Unknown

No Diagnosis / Undetermined

Qutline

RIHAP: Data
Collection

Defining Data
Elements

Reporting Strategies
Questions




RIHAP Data Collection

Record Creation

i#: Screening Protocols

#: Newborn Data Collection
RITRACK Evolution

#: Summary Data

#: Detail Data

Data Systems Integration

Screening Proetecels

Well-Baby

#: OAE -> Redo OAE -> AABR -> Rescreen
NICU

i#: OAE -> AABR -> DxABR
AABR

#: AABR -> OAE -> DxABR




Newborn Data Collection

R HAP i

Risk Factors

Based on JCIH
Recommendations
Position
Statement

#:1994

#:2000

@#:In Process - 2007




Data Systems Integration
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RITRACK

RITRACK Eveluition

1993 Originall RITRACK

\¥ora

#:Summary Data R‘ ,‘3"[/‘
Capture “" ?@

2002-2003 RITRACK %"} ‘—;

Re-Design ——

2004 New: RITRACK

#:Detail Data Capture




SUmmary. Data  System

January
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21 [ | | [25 [26 [27 |
---- 22 - Still in Hospital

23 - Inpatient Screening,
OAE Only

24 - Inpatient Screening,
AABR Only, Audiological
Recommendation
Assigned

31 -Outpatient Rescreen
Completed

Detarl Data System
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--- 22 - Still in Hospital
| 120 ---- (2)3\ E 'Sﬁﬁ,ﬁem Screening,

24 - Inpatient Screening,
AABR Only, Audiological
Recommendation
Assigned

31 -Outpatient Rescreen
Completed




Screening Result Calculation
Algoerithm| - The Big Picture

AABR (Automated Auditory Brainstem Response]
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Screening Result Calculation
Algorithm - A Closer Look

'pass, PASS

Partial PASS, PASS
FAIL, PASS

Invalid, PASS

PASS, Partial PASS
Partial PASS, Partial PA
FAIL, Partial PASS
[ Rl e | INVALID |
PASS, FAIL

Partial PASS, FAIL
FAIL, FAIL

Invalid, FAIL

PASS, Invalid | INVALID |




screening Result Calculation (SRC) and
AudielegicallRecommenadations
or Eollew: Up

Pass
Medical Monitoring Risk Factors

Refer Protocol and
DxABR Nursery

Incomplete | Outpatient Initial Protocol and
Nursery

Outpatient Inital

N/A ** Review of Coding for None
Possible Error**

SRC Audiological Other
Recommendation Factors
id

Defining Data Elemenits

Eollevw Upr Rates
Refier Rates

Date of Birth




Eollew Up Rates
Ouitpatient lnntrali Sereen

Data Items Required

1) Flag for
Recommendation for
Outpatient Screening

2) Flag for Initial Screen
Event

3) Date of Event

4) Screening Result (SRC)=
Not Null for Initial
Screen

Screen Shot off Data Capture

Calculated Summary Information I

Child Sumrmary Fizk Factors Initial Screen Rezcreen

Date I 01/03/04  Facility |EI1 - WOMEM &INF;[ r Outpatient

r Re-admit
™ MNICU Protocal

Language [ENGLISH o

Ear Screener ID Reszultz

Hight |EIDE-- LOMBARDI LP.N. =] |3-- FaIL
Left |DEI2--LDME.-’-‘~F|DI,L.F'.N. = |'I - PASS




Eollew Up Rates
Rescreen

Data Items Required

1) Flag for
Recommendation
for Rescreen

2) Flag for Rescreen
Event

3) Date of Event

4) Screening Result
(SRC)= Not Null for
Rescreen Event

EFollew UprRates
Diagnostic Testing Follew: Up

Data ltems Reguired

1) Flag for
Recommendation of
Diagnostic Testing

2) Flag for Diagnostic
Event

3) Date of Event

4) Outcome** or Hearing
Loss Diagnosis
Information
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EFollew UprRates
Diagnoestic Tiesting Eellew: Up fier
Confilrmatory: Diagnesis) off Hearing Loss

Data ltems Required

1) Flag for Recommendation
of Diagnostic Testing

2) Flag for Diagnostic Event
3) Date of Event

4) Hearing Loss Diagnosis
Information that equals a
Confirmed HL (SNL,
Conductive, AN, Mixed)

Refer Rates
Inpatient Refer Rate By Age At Screening

Data Items Required

1) Flag for Inpatient
Screening

2) Date of Event

3) Screening Result
(SRC)=
Refer/Fail/Did
Not Pass
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Refer Rates
Rescreen Refer Rate

Data ltems Reguired
1) Flag for
Recommendation for
Rescreen
2) Flag for Rescreen
Event
3) Date of Event

4) Screening Result
(SRC)= Refer/Fail/Did
Not Pass

Date of Birth

\When toe use
Adjusted DOB?

\When to use
Actual DOB?
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Age at Nen-RPass Screening Result
(Based on Actual DOB fior 122 infanits)

Age: at: Nen-RPass Screening Result:
(Based on Adjusted DOB! fier 122 infianits)
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Additionall Reperting Strategies

Data from multiple sources

#:Vital Records

#:Hospital Data

Analyze results from multiple
perspectives

#:Audiological Recommendation
#:Screening Result Calculation
Diagram approach to Identify Outliers

Diagram Applreachiierr Heanne Screen Data
Example: DOB' Octeber — December 2006

3271 Infants
Eligible for Screening

3203/3271
97.9 %
Screened

68/3271
21%
Not Screened

31/68 14/68 2/68 0/68 21/68
45.6 % 20.6 % 2.9% % 30.9 %

Deceased Still in Hospital Refused Other Missed

18/21 (9 transferred) 3/21
85.7 % 14.3 %
NICU Well Baby
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Diagram Approach fior Hearingl Screen: Data:
Example: DOB October — December 2006

3203/3271
97.9 % Infants Screened

I—I_I—I

3121/3203 97.4 % 9/3203 3% 73/3203 2.3%
Passed Initial Screen Incomplete/Invalid Initial Screen Failed Initial Screen

—

57/73 78.1 % 16/73 21.9%
Well Baby NICU

53/60 88.3 %
55/57 96.5 % [ Competed Rescreen |

Referred for Rescreen I

2/57 35% 2/53 3.8% 5/53 9.4 %
Referred for Dx ABR Incomplete/Invalid Rescreen Failed Rescreen

16/ 20 80 % Completed Dx ABR
1/16 6.3 % Permanent Hearing Loss

DSHPSHWA

Screening

Maternal
Ethnici
Hispanic or
Latino

Not Hispanic or
Latino

to Part C Early ion (E1)

5/16 31.3%
Referred for Rescreen

11/16 68.7 %
Referred for Dx ABR

Maternal Race Total Referrals to Part C EI

Eligole for Par C E1
Black or African Not Eligible for Par C E|
American Eligibility Unknown

: Tolal Nol Referred to Part C El and Unknown
Asian

Natwe_ , Net and
Hawaiians & {automatically calculated)

other Pacific in Part C Early (El}

Islanders = - :
American | No Diagnosis / Undetermined :-:i::p

& Alaska Total with No Diagnosis of Age

Natives Audiclogic Diagnosis in Process (Awaiting Diagnosis) of Age
Unknown Infant Died / Parents Declined Services known
Non-resident or Moved Out of Jurisdiction

Unable to Contact / Unresponsive / Unknown

15



some DSHPSHWA Challenges

Late onset: Passed screen ->Normal
Hearing, presents for Diagnostic Testing
at Later Date

Intervention/Part C: What Is the woerking
definition off & nen-Part C El Program?.

Race/Ethnicity and Its impact en
repoerting

QuEestions
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Contact Information

Mary Catherine Hess, MA

Administratoer, Rhode Island Hearing Assessment Program
Women| & Infiants Hoespital

101 Dudley: Street

Providence, Rl 02906

(401) 453-7745 veice/relay (401) 277-3701 T
mhess@wihri.org

Mike Berry, BSE

Project Manager, HLN Consulting), LLC
1600 JEK Blvd, Suiite 600

Philadelphia, PA 19130

(215)1568-3005

Berrym@hln:com
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