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Hello! | am Kristi

/Mountain States

REGIONAL GENETICS NETWORK

Social Media Coordinator for MSRGN and MSGRC since 2012
Consumer Engagement Director for MSRGN in 2018- present

BS Chemistry Penn State and MS in Chemistry UCLA

A mom to a child who doctor’s suspect had a mitochondrial disease

My other hat- Patient Advocate for EmpoweredAdvocacy.com



INTRODUCTIONS:
WHAT HAS BEEN YOUR OR

THE FAMILIES YOU SERVE,
BIGGEST CHALLENGE
DURING COIVD-19?

Agenda

GUEST SPEAKER:
DR. EMILY SHELKOWITZ
TOPIC:

PARENT-FRIENDLY ACT
SHEETS FOR NBS CONDITIONS

*COVID19 RESOURCES

*PUBLIC HEALTH GENETICS
N \WVEEK - VOLUNTEER NEEDED

*VIRTUAL POP-UPS
*CALENDAR UPDATES




GUEST SPEAKER:
DR. EMILY SHELKOWITZ
TOPIC:
PARENT-FRIENDLY

ACT SHEETS FOR
NBS CONDITIONS



COVID 19 Resources for Individuals and Families with Genetic Conditions

State specific
COVID 19

resource sheets
Are Completed!

www.MountainStatesGenetics.org
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COLORADO RESOURCES
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COVID 19 -

NEW MEXICO RESOURCES

for Those Impacted by Genetic Canditions

KNOW THE FACTS

o ine the lacest COVIDTE facts, statistics
and guidance Froen a

o oY
USA/ Faderal

. pective
Ploasa yisit these webstes inked above

CONDITION SPECIFIC

If you o your lowee one Bas baen MIagnosed
with & specfic ganetc cordibion pleasd reach
DU to your heathcare provcer or to the
pationt support organeation for tat
cordifion, for speailic informabion o miwer
Ths sessinae Lom NUED addresses [OVD
tomcrns far thase with a tam dearase.

The MSRGH webaits hes some ather usehul

Lirdy For thess with gesalic conditions

SUPPORT

Mg 3 suppaet spaem in ploce cim really
ansance mental heaith dunng himes of criss.
Salaw am wome aigasizations that am seadaaie
for support in times of need:
Cslorado Crisis Services:

+ L-BANA3-855

o
« Teat the word: “TALK® to 35255

EMERGENCY PLANS

The best i o plan for an emergenty is bifore
t happens, Take time now with your |oved anes
to prepare ar emergency plan for their specific
Raath noads

« Emergency infarmation Form |

KNOW THE FACTS

To find the latest CIWD 1Y Facts, statistks and
gudance from a

« USA/ Federal

« Waorld peregective

Piease visit these webdsites imied above

FOOD. MEDS B INSURANCE

Kaving an extra 30-50 day supply of food.
medcabion metabolic food ar formuls is adveable
far any e gency situstion

* Unéwsured: Gnetial Eonditment

« Foad Accwsa: by Siee 0O

« Medication Access: Coigrado am)
fesgrange Chaepes For ore e eanly rafils

TELEHEALTH

Many primary cie dinics mid specially cinics aee
Charging 1hair in-pirson folow wp appantments
tote >

Fiease watch this wdco to learn mare stou:
tebemescing, lewdnalth and tebpenetics. Ask
your prowides 7 leihealth Iy aendadle 1o wou, o
an #ffow! 10 MNIMAR your HPAUN ta 1De vius

Colorado

CONDITION SPECIFIC

IF p2u or your loved ona has been diagnosed
with 4 specfic genetic condition please reach
out to your bealthcare growder o to the
PN suppant organaation foe that
conditon, for speaific infarmatian o advie.
This gatoar fram MORD adsresses COVID
concems for thase with & re dsease

The MSRCH sebistn has soma other useful
links For thase with genetic conditions

SUPPORT

Waving A soppart sysbem in place can reslly
annance moatdl health duning times of ol
Below ame s0m0 organizaticns that are
availatle for supooet @ times of nred:

+ Crisis Une Besources (Texas)

+ Navigate Life Texae

EMERGENCY PLANS

The best tema to plan for an emesgency is afore
It happens. Takp ma now with your kwed ones
to prepare an emergescy plan for ther spedfc
health needs.

+ Emergency Information Form (ACER)
- Emergency Preparedness for those with

Metabalic Disorders
« Emergency. Cards for Ganstic and
Mataboiic Candits

FOOD & MEDICATION

Haang an estra 0-60 day suspy of food,
medicaban, metabole fosd or formufs 18 advrsabik
for any amergency sdustion

« Food Access: 21Larg
« Medication Access: Tak with your

pharmacish. specidist and invurance
mpany 10 ebtain

TELEHEALTH

Many privary care dincy and specilty cinics are
changing thesr In<person Follow o9 Appeintmenty
to tetehakh sits

Please watch this vidoo % fesrm mare asaut
telemedicne. telehewkh end telepereticn. Ask
your grovder iT telehealth iy susduble 15 you, in
an oo 10 minemge Your Saposune 10 the Wis

Texas

KNOW THE FACTS

To Find the fatest COVIDTI Facts, ststistics
guidance fram a.

Naw Mexico/ Espanol
Prdiakric Specific (NM/CMS)
USA/ Federal

World, perspectioe

.
.

Pleays vout these mubites linkied stove

" CONDITION SPECIFIC
W y00 o yone lowed ne Dk baen Gagnosed
with @ specific goratic condition pase mach
out 10 your heathcam provider o to the
pabent support organization for thet
condinion, for speafic mformation ar adeice
Ths wetinie (10m NORD aderisses COMD
coneerns far 1hase wilh 3 e diseasd
The MSREN wobsite hac same ochor wseful
Lizks Tor thase with genetic tondtony, The §M
Medical Hane Puetal s aiso & peal resoercr

p Ll Lol
JAATIR B SUZPaTL System In glace can resly
2ndance mental heakh dueing times of risis
Selaw ere sume organicabam that are
warabie for supgort in temes of need

+ New Maxico Crivis Services: 855-662-

7474 o wwrwnmerivislinesom

+ Earents Reachiag Qub (PRO)
+ Navpjo Family Voices

'CD

New

EMERGENCY PLANS

The best time to plan for 2 emergency i befors
It happiens. Take time now with yoor loved ones
o prepare an emergescy plan for their specfc
health nepds

« Emsrgancy Information Form (ACER)

+ Emargency Pry, g

FOOD, MEDS B INSURANCE
Having an axtra 30-60 gay supghy of fzos
medication, matatale food or farmula 1s adasablo
for ary emergency steabon

+ Insurance: COVIO19 Testing Costs.

« Food Access:

+ Madical Fopds Access

+ Medication Access: NM Emargency
Despessing Daclaration 81 30 day sopp
M2 fantoied ssstance)

TELEHEALTH

Many primary care chnics and specalty dings ane
changing theit in-persan folow op appsintments
o telehieai vishy

Pease walth ILE sde (o warm mon atou
tlimedions, teetealth and teleperetics. Ask
Your grantonr i fsealth is avacdadle o you i
an effast (o senimae your sepesund (o the wous

Mexico
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ARIZONA RESOURCES
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NEVADA RESOURCES

Mountain States

REGIONAL GENETICS NETWORK

COovID 19

UTAH RESOURCES

for Those Impacted by Genetic Canditions

KNOW THE FACTS
To find the latest COVIDTS facts. statistics
and guidance from &
+ Arizona/lecal & Espanal
Haz
+ USA/ Federal

+ Warld perspective.
Plaase visil these wabsites linkad above

CONDITION SPECIFIC

¥ yos of your oerd o has Besa diagnosed
wWith & apeGlic gesstic condaion phase each o
10 your heaittcare provder o to the patipat
suppart orgamization for thet comdition, fer speciic
wiermabon o oéwee.
This sebinar lrom NORE addresses COMD concems
for Lhose WS & race diseace The MERON wetsite
nas sama ochar useful §nks for thase with gomotic
condtns. AZ Develogmental Disakifty info iy
foend here ard AZ Cary ntervention mfo bers,

SUPPORT
Hawing a support systém in place Gan 1exly
mhance mental heakh during bimes of crisis
Below are some crganzations that ere available
for swmpart in bmes of need:

. na Crigs

+ 1-800-831-1314

« Behawlocal Crisis Resources
+ Raizing Spesial Xids (AZ)
+ Navajo Family Volcus (AZ/NM)

EMERGENCY PLANS

The best time to plan for an emergency is befors
It hapgors. Take Uime now with your loved ones
10 pregarg an emavgenry pian for thair sparifc
Pesith needs
+ Emergency. Infermation ferm (ACEP)
+ Emergency Preparedness for those with
5 D

+ Emergency Cards for Genetic and
Metabolic Conditions

for Those Impacted by Genetic Conditions

KNOW THE FACTS

To find the latest COVIITI Facts, statistcs
guitance fram a.

- Nevada! Ezoaiol.
Pediatric Specific (Mudical Home Portal)
USA/ Federal

Werld perspectoe

.

Poase visl these websites linked above

FOOD. MEDS & INSURANCE

Having an axtra 30-60 day wpgly of fooz
medication, matatelc foad o formuba s
ntvisable for any emergency situstion

« Uninsured: §

« Food Access: Arizana 211

* Madical Fonds Accei

* Medication Access: Arizong Qepariment.

 COVIDTD FAQs: sinergercy iofils

OF waintenance madcations for 50-day supply

TELEHEALTH

Many gnmary carg chmics and tpacialty chnics a
charging thair m-persen folow up appontments
to teicheakth aaits

Please watch Lha wide) Lo Bam mare aboul
tlsmedions. takbaath ant twwhegenabos Ak
your grovider if telehasith = avasalde 1o you, in
an wffort tn manmice your expomore b the vins.

Arizona

CONDITION SPECIFIC

I you or your koved one has been dingnomed
O with @ speciic gerwtic contizien plase reach

out by your healtheare providar of to the

pabient sappart arganiation for that

Condition, far Specihic infarmation of agvin

TS welioar Jrom HORD akdresses COVID

coocsrrs for thase with a rars diseace

The MR webgite has somme cther ysefid

ks ot thowr with genetic conditoma

SUPPORT
Having a sugport systom m place can really
oshance marzal health direg tmes of oisis
Beow we wome organizations that are
avatabie for support in times of need.

« Crisis Suppert Services of Nevada:

« 1-800-275-5255, text CARS to 839063
Eamily Yies of Nevado
Nevada 211 Mental Health Services

EMERGENCY PLANS

The best tima 1D ghan for an evengency is befan
it happens. Take time row wih your Hved ones
to prepare an emergency plan for thew seecific
heakh neads
< Emergency Infeomation Faom (ACER)
+ Emargency P L
Metababic Disordars

+ Emergency Cards for Geaelic and
Mstabslic Conditions

for Those impacted by Genetic Conditions

KNOW THE FACTS

To hod 1m0 litest COMDTS Facts, satistics and
guidancy from &

« World perspectiv

Floasa wisit these wobsles Snkod abovw

FOOD, MEDS 6 INSURANCE
Hasing wt ectra 30-60 day supply o fosd
medicatan, mesasoic food or formuda 15 advisabie
for any amespency situstion

* Insurance:

« Food Access; TEFAP

* Madical £oads Access
» Medication Access: ¥¥ COVIDYY
P ion Refills Gui

TELEHEALTH

Marry prismaty tare ciimics and speciaity chnics are
thanging ther in-persen follow up apsontmmt
0 tehatealth visits

Plewse wabcn (his ddes to leam more absul
telemedicine, 1feheaith and tefogenctos. Ask
your proesadier (T inkehe @t & avalales 1o you, »
an AlErt Lo NI Yo eegonire Lo the Wi

Nevada

CONDITION SPECIFIC
¥ yau 0 pour towed one Bas Desn dagrosed
with 2 speafic genetic cordibion please Toach
out to yeur healthtere provise o to the
pabenl suppart oeganzation for that
condiron, for spacific information
This webiinar from NORD addresses TOND
concems for those with a vare disease
The MERN walisiig Mas some other wiedul
Imbs for those with genetic condions

SUPPORT
Havng a sigpact systom o place can really
ENNANCE Mantat Bealh Owring Limes of orise.
Balow are same oeganizabons thak are avadable
for supgort in temes of need

. £
BO1-587-5000
+ Wtah 0OM Crigia Lime §55-222-3542
« UT Pacent Centar [iechading 3ign Languaps
rasouries)

Utah

EMERGENCY PLANS

Toe bast bime to plan for 3 emergency 1s before
ft happens. Take bime now with your kved ones
10 prepare an mmergescy plan for their spenfic
heakh neads

« Emergency Infocmatien Form (ACEP)
» Emergency Preparedness for those with

Metabolic Disordery
» Emergency Cards for Genetic and
Metabolic Conditions

FOOD, MEDS B INSURANCE
Having an extra 30-50 day supply of feod
madizabion, metabzli foog o formula Is advsatie
far any energercy stushon

» Insurance; Medicad *

e Mwt, Pt bie St |4 (s iy

+ Foed Accass: UT Aainst Kungar and

VI Eoed Bank

» Madical fgods Access

« Madication Acesss: UT Insurancs Dw

TELEHEALTH

Mary primaty care cinics end speciaky clisics mre
thinging their m-person follow up appaintments
1o Ldedealih wisits

Flaase watch e wdgn to karn mare about
telmedicire, belehealth and telegeretics. fuk
your provder if takiealth 15 dadake to you, In
an oftort ta minmue pour axpasure to the vires




Mountain States Mountain States

o d ™ eote (I

WYOMING RESOURCES MONTANA RESOURCES :

fo e Impactec Genetic Conditions

for Those Impacted by Genetic Conditions

KNOW THE FACTS

To find [re Iatest COVIDIS facts, stabistxs
and guidance from 3

* Wyoming/iecal
« USA/ Federal
« World perspective

Flease viut thase wetimites knknd 3bove

. CONDITION SPECIFIC

¥ yeu ar your lowed one Rac oan diagnoted
secdic genetic condtion pledse roach
O 10 yeur healtheane provider v to he
pazient supoort organzation for that
tordition, for specific mfarmation or advice
Tris aetiinge Com NORD addeesses COAD
cancwms for those with & rare disease
The MERGN welnite has some other yseful
ks Foe theze with genetc conditions

SUPPORT
FIWNE & Sepport system in place 3 reqd
enhance mercal heakh dunng temes of o
A0 SBTR Organuations thad am aviilable for
Support in times of need
+ US, National Suicide Pravention Lifeline
+ 1-800-273-TALK (8255)
+ Text “WYQ™ to 741741
+ WY Institute For Disability (WINOD)
* Uplift- Wygming

EMERGENCY PLANS

The est Lene to plan For an emesgescy s before
it hagpens, Taka time now with your loved ores
to prepars an emargancy plan for their specfic
health needs

« Emergency Infermation Form (ACEP)

« Emergency Preparedness for those with
Metabelic_Oisorders

» Emergency.
Matabelic Conditions

KNOW THE FACTS
To fing the latest COVIDTG facts,
statistics and guidance from &

«+ Shodair Genatics CINVIDTS updates
- Moatana Madical Home

+ USA/ Federal

« World perspective

Please visit these wetstes nked sboue

FOOD B MEDICATIONS

Hawng an akia 30-60 day supily of food
medication, metatosc food of fonmda is adwsabie
For any omergency sitiatien

+ Food Access: WY TEPAP

« Madical Foods Azcess

+ Medication Access: Tak with o
pharmacist, specialist v insurance comparny b8
abtain

TELEHEALTH

Mieny primary Gare clisics and specialty thnics are
changing ther in-persen foliow up appontments
to telsheakh vty

Plast watch this wdeg to fwasn more about
triemesicine, telebenith and teirgenetics. Asd
ywur provder if tefehesith is available to yoo, in
an offort to minimie your @xposwe to the vrus

Wyoming

CONDITION SPECIFIC

11 you of your laved one Bas deen diagnosed
with & sgedife geaetic contition please reach
il 10 your healtheare provider o to the
pabent suppart organeation for thal
condition. for specifa sformation ¢ atvice
Thit peetiinac Freon NORD wsdresses COVID
concemns For thase with & fare disease

Tha MSEGN sehisite has some other usetul
Leks for tham with genetic cand

SUPPORT
Having & Support system o place can realy enhance
srenta) health duting Hime tisls, Belw afe sgme
arganizations that are availitle Tor seppert o Ume
of need:
+ Dlsaster Distress Hobine: 1-800-985-5990 or
text TalWithUs to 66746
+ MT CSHS hotline-{800) 762-3891/cshs@mi.gov
* Montana Family to Famly Health
Informaticn Center
* Bareod Pariners: smaik
C

EMERGENCY PLANS 7

Ths best Lene 1o plan for an emergenty s before
i nagpens. Take Lime now with your kved ones
tn prepare an amergency plan for their specfic
nalth needs

« Emergency Informatien Form (ACEP}

+ Emergency Pre g

« Emesgency Cards For Genetic and
Metaholic Conditions

FOOD & MEDICATIONS

v, metabolic food or f
ey Situatan

Meeds- Financial Aszistance,
Medication Access: Talk with your phasmac
specialist of insurance company to.abtam

TELEHEALTH

Many prim, zare dinks and spe0,

changing their m-person falow up

tn {pigtoaith visits

#iease walch this xideg to %arn more adout
tetemodicing, talshoalth and telogenetics. Ask
your provider if telchoalth 15 avaitable

an-effocl (0 minesily pine HPoswe 10 the virgs

Montana
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Click on CLICKABLE MAP Mountain States

COVID19 Resource at the
TOP of each State Team y
Page ELAYS § GENETICS

Welcome 10 Mountain States Begional Genene
Network
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COVID19 Resource at the 4
TOP of each State Team i
Page

The Region We Serve

Texas

COVID-19 Resources for Families with
Genstic Conditions in TEXAS =

Contact ¥ groey f'whar you aed neaton 52

Mewborn Sereening Clinical Care
Coordination

Contact tux prowp Wwherc your dociar has 10k pou your chid Ase 3
seutvz nevborn somen ard you e b Yocble seeegn o
oidniiong

Family to Family Health Information Center -Texas Parent to
Pareat

Information ia pravided e English and Sgann

Latest News
Prove nurther: MASSGH1
CINTDIS Resevooey ber Infovsunls e
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Public Health Genetics Week-
Family Input/Interview Requested

May 26-29, 2020

https://phgw.org/

National Coordinating Center

How did you learn about public health genetics?

How has public health genetics impacted your/your child's life?
Why is public health genetics important?

How would you describe public health genetics to a family or
individual who was unfamiliar?

Recording interview late next week

M oij ﬁtai h States

REGIONAL GENETICS NETWORK



https://phgw.org/

Virtual Genetics Pop-Ups!

/Vl\oa;tain States

REGIONAL GENETICS NETWORK

= May 2 &3
= GOING ONLINE with the Genetics Pop-ups!

= We now have a 17 minute video that can be used for VIRTUAL
Genetics Pop-Ups! Reviews TOP 5 Resources

Mountain States

REGIONAL GENETICS NETWORK



MSRGN Calendar-
April 2020

= April 2020
- —CO Genetics Pop-Up: Heather
Ap¥il 2020 Postponed
-—g 1R 1s Miracles for Mit
- C0O0-4/15/20-Cancelled

ountaln States

REGIONAL GENETICS NETWORK



LIVE WEBINAR

Highlighting Support Offerings
from Parent to Parent USA
and its Members

Wednesday, May 13, 2020
3PM.ET/2PM.CT/1P.M.MT/12P.M. PT

On behalf of the National Genetics Education and Family
Support Center (Family Center), please join Parent to Parent
USA (P2P USA) for a 1-hour webinar to discuss P2P USA services
and family engagement. Together, we will explore P2P USA
support offerings and best practices, share testimonials that
illustrate the importance of peer support, and learn about
opportunities for collaboration,

This webinar will be recorded and made available for viewing
after the live presentation.

Presented by:

=4 e '),
= 2 » & KA NG W
'§ v ¥ National Genetics Educatior ,i{\é 9{ s“:‘!%
Genetic Alliance and Family Suppart Canter oz SN
PR

ﬁ

Calendar- Future Months-May 2020
= May 2020

= TXVirtual Genetics Pop-Up: Alysian ONLINE
THIS SATURDAY- 5/2/20

= CO Virtual Genetics Pop-Up: Jamie 6/3/20
ONLINE THIS SUNDAY- 5/3/20

= 5/13/20 1pm MT Parent to Parent- Support
Webinar

= Living Rare, Living Stronger 2020,

Cleveland Ohio
= May14-16;2020- tentatively rescheduled for
July 18-20
=_Nati 1D S 1 Societv Adult
S it in DI ix. AZ
- —May1-9;2020
=—https/ARww-ndss-orglengagerndss-syndrome-
aeht-swrrnit20204

= CANCELLED

* Last day of MSRGN Current grant cycle:
May 31, 2020


https://www.ndss.org/engage/ndss-syndrome-adult-summit-2020/

Calendar- Future Months
June 2020- December 2020

= June 2020

* National Down Syndrome Congress
Conference in New Orleans

= June 25-28, 2020

= Thttps://www.ndsccenter.org/annual-convention/

= September 2020

" Global Genes Conference, San Diego, CA

= Sept 21-23,2020

= November 2020

= MT Transition Conference
= Nov. 16-18,2020

/ Mountain States

REGIONAL GENETICS NETWORK



https://www.ndsccenter.org/annual-convention/

www.MountainStatesGenetics.org

under FOR FAMILIES TAB:

“Genetic Ambassador” e e e
Drop Down

Mountain States

REGIONAL GENETICS NETWORX

“Your Genetics Questions
Answered” Drop Down

“Genetics Pop-Ups”

4

RESOURCES FOR
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LEARN MORE :
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May’s 2020
Genetic Ambassador Call

Save the Date
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Facebook Page- A

We reached over  [[HGany 4 Mountain States

vansaes 47 REGIONAL GENETICS NETWORK
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Genetic Ambassador Facebook Group

Gonetic Ambassadors MSAGN

in States Hegionai Genetics Network

Genetic
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http://mountainstatesgenetics.org

Any questions?

You can find me at
- kwees@MountainStatesGenetics.org
—~ 281-831-3481 (text or call)




