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Tell us about yourself

« Whois in the room? Raise your hand * Who has been in the role 3 years or more?
* EHDI - Who has been in the role less than 3 years?
« Family based organizations

* Whos currently sharing data between

g - EHDI and Part C?

* Other state staff
* Projects

« Associations

* Who has not raised their hand?




Intended Outcomes

Participants will:

* Increase their understanding of the privacy requirements (e.g. under
IDEA, FERPA and HIPAA) and important technical aspects needed to
address data sharing.

- Gain knowledge of data sharing arrangements including challenges and
strategies from selected states and will share and receive resources on
data sharing

* Network with other participants and presenters to draft a plan for
developing data sharing arrangements between EHDI and Part C

( Assessment and Management]
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AGENDA

* Introductions/Icebreaker - successful or most challenging experience in
data sharing

- Addressing Data Sharing: Privacy regulations/requirements

- Why Share Data - State presentations: Louisiana and Arizona

- Small Group Work

* Regroup into Large Group - Share ideas from small group discussions
- Share Additional Resources

* Wrap-Up and Plans for Next Steps at Home

( Assessment and Management]
Utah State University™



Action Plan Worksheet Instructions

| ldeas to purs Things | want tJ People/states |
IN our state know more about want to contact

Something | want
to accomplish
over the next few|

months

First thing that |
will want to do
when | get home




Icebreaker Activity

“*Introduce yourself to those at your table and discuss:

“»*Share one success you've had sharing data. Each participant records one
success on a post-it

“*Share one challenge you've encountered sharing data. Each participant
records one success on a post-it

“*Report out in large group - Each table shares top 2 successes and challenges

“+All post-its are posted on pre-titled flip charts




IDEA, FERPA, HIPAA Requirements
Related to Data Sharing Arrangements




State Data Sharing Arrangements
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EHDI and Part C Data Linking



Health and Wellness for All Arizonans
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Fran Altmaier-Newborn Screening Manager
Fran.Altmaier@azdhs.gov
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Early Hearing Detection & Intervention

» Office of Newborn Screening includes screening
for 31 conditions
> One of those conditions is hearing
> Early Hearing Detection and Intervention
Program (EHDI)




Early Hearing Detection & Intervention

b

DEPARTMENT OF ECONOMIC SECURITY

Your Partner For A Stronger Arizona

 |IDEA Part C Program
> Arizona Early Intervention Program (AzEIP)
» Part C Coordinator and Data Manager




Where We Started

* Some collaboration
* Paper Forms
* Manual tracking of data

* Awareness of the need to formalize sharing of
iInformation




OCL1100A FORIY 98-18) ARIZONA DEPARTMENT OF ECONOMIC SECURITY
Asnizooa Earty Intervention Program (AZEIP)

CONSENT TO SHARE EARLY INTERVENTION REFERRAL AND INITIAL IFSP DATE

| give my informed consent for the Arnzona Earty
Interventon Program, including AZEIP team-based service provider, Division of Developmaental Disatdities (DDD) Service
Coordinator, and/or Arzona School for the Deaf and Biind (ASDB) team member, 10 reloase and share information (in
writing and/or conversation ) regarding

Chilst's Full Name Date of Bith

To the person/agency:
Arizona Department of Hoalth Services-Office of Newbom Screening
Emall to: hearngiazdhs ooy or Fax to: (602) 3641495

Sharing AZEWP Referral Date
Sharing inttial Individualized Family Service Plan (IFSP) Date

For the purpose of. As part of newborn screening, the Arizona Department of Health Services receives hearnng screening
information for all children in Arizona. This information is used 10 identify newboms or infants who are referred to the
Arzona Early Intervention Program who are deal or hard of hearing and have an intial IFSP. This helps ensure infants
and their familios roceive the NOCESSary resources and supports

Annually, the information on the number of children with different levels of hearing, iIncluding those who were refeded to
AZEIP and had an IFSP_is reported 1o the Center for Disease Control. Only aggregate numbers are sharod, personally
dontifiable iInformation is never releasod as part of this report

| have read and understand the conditions of this release. | understand that | have agreed 1o disciose the information
only to the person/program listed above, and that the person/program may not disciose personally identifiable information
10 anyone else without my prior written consent. This is & one-time consont 1o share this information and s vald for 6
months

Print or Type Full Name of Parent{s )VResponsitie Party
Relationship 1o Child
Signature of Parent(s VResponsible Party Dato

This form is only to be used to send Early Intervention referral and enroliment information to the Arizona
Department of Health Services, Office of Noewborn Screening.

Equal Opportunity Employer/Program « Under Titles V1 and Vil of the Civil Rights Act of 1964 (Title V1 & ViI), and the
Americans with Disabliibes Act of 1990 (ADA), Section 504 of the Rehabilitation Act of 1973, the Age Discrimination Act of
1975, and Tite 1l of the Gonetic Information Nondiscrimination Act (GINA) of 2008; the Department prohibits discrimination
In AOAMISSIONS, Programs, sernvices, activities, or employrment based on race, color, religion, sox, national origin, age,
disability, genetics and retaliation. To request this document in alternative format or for further information about this

policy, contact your local office; TTY/TDD Services: 7-1-1_ « Free language assistance for DES services is avallable upon
request + Disponible on espafnol en linea o on la oficing local




HipDas P47 ARIZONA, DEFARTMENT OF ECONOMIC SECURITY
Infonmation Risk Management
3443 Mot Conlrsd, Mail Drep 1428, Phoanie, Aizona 85012
Pheno: (532) 77 1-287E | Fac (G02) 264-0431

DATA SHARING REQUEST/AGREEMENT

BETWEEN

REQUESTING ENMTITY:

DES DaislontdminstatonPeogramidfics Mans or Extinal Digaslzaton Maea:
Arizona Daparimanl of Hoslis Ssrvices (Office of Newbom Screaning (ADHS)

AND

DATA MAMAGER: ARIZOMNA DEPARTMENT OF ECONOMIC SECURITY

DivistondAdminsfratisnProgram Cificn Mama:

Diivigion of Davelopmentel Disebilities/Arizona Early Intarveniizn Program (AZEIR)

DSA Effoctive Date: 070172019 o DSAAgresment Me.: 15525
Contract Start Date: 030012078 Contract Ma,; HSET1012
Contract Max End Date: D22E20217 [+H

[ apphicahls]
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Data Sharing

e Manual process currently
» Automation iIs launching in April 2020
* Bi-weekly transmission

« Child level data being linked with a shared
identifier




How did we make the change?

* Willingness to partner

* Funding Is always helpful
» Technical Assistance

» Strong, Dedicated Team




Benefits of Technical Assistance

* Education on FERPA requirements

* |dentification of critical questions

* Review of documents, policy, best practice
* Directed towards available tools




Benefits of Technical Assistance

* Facilitated review by the Privacy Technical
Assistance Center (PTAC)

* Reqgular phone calls and check-ins
* Accountabillity
* Cheerleading




How Well is the Agreement Working?

* Filling the gaps with complete data

* |dentifying children missing from early
Intervention

* |dentified technical assistance needs for our local
early intervention programs




* Increase transparency with families by updating
privacy policy and Procedural Safeguards

» Use as a template for other data linking projects
with Part B and Child Safety

» Exploring additional critical questions around the
data that Is linked




DEPARTMENT OF ECONOMIC SECURITY

Your Partner For A .S'Imngcr Arizona

Thank you!

ARIZONA DEPARTMENT OF HEALTH SERVICES

Health and W for All Arizonans




Data Sharing In Louisiana

Susannah Boudreaux — Program Manager
Susannah.Boudreaux@Ila.gov
Terri Ibieta — EHDI Coordinator
Terri.lbieta@la.gov

LOUISIANA
|-F1 DEPARTMENT OF
=1 HEALTH




Louisiana EHDI and Part C - EarlySteps

 Single lead agency- Louisiana Department of Health

* Two separate data systems for Part C and EHDI

=1 HEALTH



Process of Developing Our Agreement

* Collaborative working relationship

* Face to face meetings and follow-up calls L
oS!
* Reviewed other templates & agreements =it

* Draft, review, revise, review ...... Approve!




L)

Benefits to Both Programs

EHDI

* Complete Data
-children with PCHL

-children who are LTF or In-Process of Diagnosis

e Achieve 1-3-6 milestone

e Meet all EHDI-IS Functional
Standards

* Analyze data to identify gaps and
needs

LOUISIANA
DEPARTMENT OF
HEALTH

Part C

* Timely referrals for all D/HH
children

* Training and support for Part C
staff and Coordinators

 Shared data leads to informed
decision making



What’s in our Data Sharing Agreement

* Purpose/Justification

* Period of Agreement

* Method/Frequency of Data Sharing

e Data Variables

=1 HEALTH



=

Challenges and Lessons Learned

Challenges:
e Separate data systems that do not communicate
* Not automated
* Timeliness

Lessons Learned:
* |t all begins with the relationship ©
* Explore and Pilot ideas together



Where we are now....

* Programs have mutual respect.

* Working toward a common goal of supporting families
* Mutually sharing data and positive feedback

 Collaborate with Part C Regional Coordinators, presenting at
Part C meetings to facilitate communication and support

e Offering educational opportunities when available to Part C
staff.

L "] DEPARTMENT OF
=i HEALTH



L}

. gg%aluate the current data sharing agreement- expires in Dec

* Add in outcomes for Battelle Developmental Inventory
* Looking to establish a data sharing agreement with Non Part C

* Discussions with DOE to exploring options for data sharing with
Part B in an effort to collect long-range developmental outcomes

LOUISIANA
DEPARTMENT OF
HEALTH



Small Group Work




Small Group Work
Directions

* If you are not sitting with your state partner, move to the same table
- Keep group to about 6 people
* Single state participants will be paired

» Select a notetaker to record main themes of discussion

- Use the work sheet questions for your discussion

 Create an action plan for next week and for the next several months




Small Group Discussion

- How do you currently share data to support program improvements and
Improve child outcomes in EHDI and Part C programs?

- What have you been able to share?
- Has anyone been able to share EHDI info with Part C?
- Has anyone been able to share child outcomes?

- What benefits have you gained?

* |If you are not yet sharing data, what steps have you already taken to begin
working?

* What would you recommend to others to begin this sharing work?




Resources

Data Sharing Agreement Checklist for IDEA Part C & Part B 619 Agencies and Programs
https://dasycenter.sri.com/downloads/DaSy papers/DaSy Data Sharing Agreement Checklist Acc.pdf

DaSy Resources: Special Collections on Privacy/Confidentiality and Linking Data
http://dasycenter.org/other-resources/

Understanding the Confidentiality Requirements Applicable to IDEA Early
Childhood Programs Frequently Asked Questions (FAQS)
https://www?2.ed.gov/policy/speced/quid/idea/memosdcltrs/idea-confidentiality-requirements-fag.pdf

2014 side-by-side guide of the IDEA and FERPA Confidentiality Provisions
https://studentprivacy.ed.qgov/sites/default/files/resource document/file/IDEA%20FERPA%20Confidentialit
v%20Provisions%20Comparison%20Chart%2006.06.14.pdf

Critical Questions About Early Intervention and Early Childhood Special Education
https://dasycenter.org/resources/critical-questions/

US Department of Education: Protecting Student Privacy https://studentprivacy.ed.gov/

National Center for Hearing
Assessment and Management]

Utah State University™
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Wrap-Up and Next Steps

- Take a few minutes and add items to your action planning sheet

 Large group report out on first steps to take and the biggest “aa
na’

- Reminders about availability of TA from NCHAM, DaSy and ECTA

- Acknowledgments




Thank you!
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