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Housekeeping

* This webinar is scheduled to last 1 hour, including Q&A.

* All dial-in participants will be muted to enable the speakers to
present without interruption.

* The webinar is being recorded and will be sent via email with the
slides, infographic and a brief evaluation survey after the live
presentation.

* Questions can be submitted via the chat function at any time during
this presentation. We will have a dedicated time to answer questions
at the end of the presentation.
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Agenda

* Introduction to the Family Center

« Overview of Telegenetics

* Telewhat?! Infographic

« Other Telegenetics & Telehealth Resources

* What Families Need to Know: Provider Perspectives

* What Families Need to Know: Family Leaders’ Perspective

 Questions
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Funded by HRSA to:

* Help families develop skills to partner with professionals
and improve systems of care

* Assist RGNs in partnering with families & family-led orgs
* Assist with outreach to diverse & medically underserved

families ;‘.“

* Provide Education & Support




Overview of Telegenetics




What is Telegenetics?

 Appointment with a genetics healthcare provider using:
« Computer

* Phone

e Tablet

* Takes place in:

* Provider’s office near you
* Your Home

* Other settings

 Four main types of Telegenetics appointments:

* Video conferencing
 Store and forward

* Remote monitoring

* Mobile health

National Genetics Education
and Family Support Center




How Does a Live Video Conferencing Visit Work?

* 30 — 60 minute appointment
* Collect medical history and family history
* Local provider may help with a physical exam

* Recommendations for follow-up (e.g. genetic

testing)




Why is it Important?

* Improves access to genetic services

* Helps reduce the effects of common barriers such as
* Distance
* Time
* Childcare
* Mobility challenges
* Transportation

* Provides significant benefits to families
* Less distance
* Less cost

Time savings

Increased # of available providers

* More access to early detection

Increased patient satisfaction




Telewhat?! Infographic
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* Learn about Telegenetics TELEWHAT?
* Prepare for a Telegenetics appointment e s
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 Advocacy and Support Organizations
« Disseminate the infographic to families
* Share the infographic on social media
* Upload the infographic to your website
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Additional Telehealth & Telegenetics
Resources for Families and Providers




Midwest Genetics Network:

Fami\y Video Series

An Introduction to Health Care
Through Telemedicine
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Western States Regional Genetics Network:

What to Expect From’a

Telegenetics Visit
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Center for Connected Health Policy:
Telehealth for Consumers Infogwphic

Telehealth - Consumers

Telehealth Modalities Common Uses for Telehealth Voﬁ
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COVID-19 Resources

EMERGENCY PREPAREDNESS RESOURCES FOR
GENETIC PROVIDERS AND PATIENTS

g5y NCTRC TELEHEALTH AND COVID-19

E/ CDC COVID-19 FACT SHEETS

—~ FAMILY VOICES COVID-19

National Consortium of
Telehealth Resource Centers

COVID-19 Telehealth Toolkit

March 18, 2020
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(COC) the vieus cumrently seems 10 be easily
spreacing throughout communizes in the Unted
Sunes (community speead), meanng “some people have been nfecied
and it 15 NOt known how Or where they became exposed
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What is Telehealth?
Desament of sHealth A0d Human Servces defines telehealth as t

use of clectronic nformation and telecommunications technologies
10 support and promote long-dstance dincal health care, patient
and professonal health-related educason, publc heath and heaith
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health chnc watng rooms, prvate practices, i
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resources 10f the planamng and implementation of telehealth operatons Reach Cef ' yoer
regional TRC for more ndormation on telehealth and COVID-19. For a comprehensive collecton of
resources relgled to teiehesth and COVID-19 response refer 10 the Noabeas: Tesheath Respce
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Regional Genetics Networks:
COVID-19 Resources

"WSRGN |
‘j Western States Regional Genetics Network Mou ntaln States

REGIONAL GENETICS NETWORK

TELEHEALTH RESOURCES Telemedicine and Telehealth Resources for COVID 19

With the current pandemic involving the coronavirus, COVID19,
many specialty and primary care providers are transitioning
rapidly to utilizing teleheaith modalities. We have gathered some
of the resources that are available to help medical practices find
the information and guidance they need to meet the ever-
changing needs of their patients during this time.

If you are just beginning telehealth implementation, one of the

This is a curated list of telehealth rescurces to pet providers up and running with telehealth

Due to the COVID- 19 crisis, we have inchaded telohealth rescurces specifically for COVID-19, best resources is to reach out to the Telehealth Re rce

a8 well 33, regular telehealth resource .
e oure Center (TRC) that your state belongs to. Unsure which TRC

We will continue to update the page as we get new information. services you, click here to access their clickable m R and

connect directly to the one for your state.

Telehealth Resources for COVID-19

Telehealth policies are rapidly changing 10 support activities in response to COVID-19. You
Mary want Lo sign up to get notices from the HRSA funded Center for Connected Health Policy.




National Consortium of Telehealth Resource
Centers (NCTRC)

TelehealthResourceCenters.org




NCTRC: How Patients Can Engage Telehealth

TELEHEALTH TELEHEALTH

RESOURCE

Meetng a new
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a medical license through your state's professional licensing board. Without a
license, the doctor 1S not allowed 10 practice medicing

OOCON'S e0uUCILON and Creder

How Patients Can Engage Telehealth
Telehealth is a way to receive healthcare services digitally. Telehealth lets you Boards’ website: htips/Awww famd 0rg/co

This information 15 casdly found through the Federation of State Professional
g/contact-a-state-medical-board
wdeoconference with doctors through computers, tablets, or
and virtually connect to your local chime or other health locations without
leaving your home.

Ask yourself these questions before trying out telehealth
How Can | Start Receiving Telehealth Services?

Many healthcare organzatons are already set up to pronde telehealth. Depending :
on your needs, telehealth can be used for many different health care senices. For ~ What Do | Need for Telehealth?
example, telchealth 15 widely used for behaworal health noeds, such as therapy or

MEGCation management
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What Equipment Do | Need? Is Telehealth Safe and Reliable?
Stable internet and a computer, tablet, or smartphone are all that's needed to « Telehealth has 1 > 1 the waerld of
use telehealth. If you are 0ac s office, hospital, or other health B = =~
care locabon 1o recerve tedehealth senaces, you do not need 10 bang your own
equipment

Is My Personal Health Information Safe?
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("8 Teleheaith 101

TELEHEALTH

RESOURCE CENTERS

TELEHEALTH BRINGS THE RIGHT HEALTHCARE TO PATIENTS WHERE AND WHEN THEY NEED IT

Today's Technology
is Being Leveraged to:
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» Increase ACCOSS for Patients?

» Increase M ATk et for Providers?

» Reduce Costs?

» improve Health Outcomes?

» improve Patient Satisfaction?
» improve Provider Satisfaction?

Factors to Consider
Regarding Credentialing
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Telehealth Resource Cenlers are lederally

funded to provide resources and
technical assisiance for telehealth
program development.

Find your Regional Resource Center or
one of two Naticnal Centers focusing on

NCTRC: Telehealth 101 Infographic
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Family & Provider Perspectives on
Telegenetics




What Families Need to Know: A Provider's
Perspective
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Professor of Genetic Medicine Genetic Counselor Program Manager
Johns Hopkins University; NYMAC Regional Genetics Network Family Voices

Project Manager
NYMAC Regional Genetics Network




Family Perspectives on Telegenetics
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Considerations for Underserved Populations

* Do the faces on your screen reflect the faces in your exam room?

National Genetics Education
and F y port Center




How are things looking?

e Access to Wifi

*Who's getting the message




How does it sound?

» Availability of interpreter services
* Hospital systems

e F2F network of Cultural Liaisons




The Family Center Can Help!

» Triaging, responding to questions and requests for information

e Linking individuals and families to Regional Genetics Networks
 Promoting partnership and collaboration

« Connecting individuals and families to family-led organizations
 Parent to Parent
e Family to Family Health Information Centers

* Sharing educational materials
* Webinars
* Infographics
« Sites: DiseaselnfoSearch.org, GenesinLife.org and the Advocacy ATLAS
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Family Center Regional Guides:

Referral to Support and Partnering with Family-Led Organizations

REFERRAL TO SUPPORT AND PARTNERING WITH FAMILY-LED
ORGANIZATIONS: A REFERENCE GUIDE

The National Genetics Education and Family Support Center (Genetics Education & Family Support
Center) is a companion project to the Regional Genetics Networks (RGNs). RGNs link medically
underserved populations to quality genetic services and provide resources to genetic service providers,
Primary Care Physicians, public health officials, and families. In many cases though, linking isn’t enough.
Individuals and families need direct support and assistance.

The Genetics Education & Family Support Center works to:

1. Assist the RGNs in their efforts to develop meaningful partnerships with families and family-led
organizations and reach medically underserved and diverse families.

2. Provide emotional, informational, and navigational support for individuals and families who have,
or are at-risk of having a genetic condition;

3. Provide education and resources on genetic conditions;

4. Link individuals and families to services and supports, especially those families in underserved
areas

S. Help families develop skills to partner with professionals and improve systems of care

The following family-led organizations can help families navigate the system of care system and connect
families to the information, resource, and support services they may need. In addition, family-led
organizations can partner with RGNs and other families to help build capacity for family leadership and
engagement to improve genetic educational materials, services, and programs.

FAMILY-LED ORGANIZATIONS: MOUNTAIN STATES REGIONAL GENETICS NETWORK (MSRGN)

F2F/SAO P2P FFCMH PTI/CPRC
Arizona Raising Special Kids Raising Special Kids Family Involvement Center Raising Special Kids
602- 242-4366 or 602- 242-4366 or 602-412-4095 602- 242-4366 or
800-237-3007 800-237-3007 http://www.familyinvolvementcenter. | 800-237-3007
http://www.raisingspecialki | http://www.raisingspecial | org/ (Link works, but must copy and http://www.raisingspecialkids.or,
ds.org/ kids.org/ paste into your browser)
Colorado Family Voices Colorado Ability Connection Colorado FFCMH PEAK Parent Center
303-733-3000 or Colorado 888-429-3369 718-531-8400 or
800-881-8272 303.691.9339 http://www.coloradofederation.org/ 800-284-0251
https://familyvoicesco.org/ | Hispano 877-472-7201 719-531-9403 (TTY)
http://www.abilityconnec www.peakparent.org
tioncolorado.org/p2p-co/
Montana Parents, Let's Unite for Kids | Parents, Let's Unite for Family Support Network Parents, Let's Unite for Kids (PLUK)
(PLUK) Kids (PLUK) (406) 256-7783 800-222-7585 or
800-222-7585 or 800-222-7585 or http://mtfamilysupport.org 406-255-0540
406-255-0540 406-255-0540 http://www.pluk.or
http://www.pluk.org/ http://www.pluk.org/
New Parent Reaching Out Parent Reaching Out Parent Reaching Out
Mexico 505-247-0192 or 505-247-0192 or 505-247-0192 or

800- 524-5176 800- 524-5176
http://parentsreachingout. | http://parentsreachingout
org/ .org/

http://parentsreachingout.

http://parentsreachingout

org/es/

.org/es/

800- 524-5176
http://parentsreachingout.org/education/
http://parentsreachingout.org/es/sped/







Thank youl!




