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Welcome and Introductions

Please introduce yourself when called on
by Kristi.

Please say your Name, State,
Organization (if you have one) and
answer this question:

What's the best piece of advice you've
ever been given?
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Agenda

- Updates on the Red Flags 4 Genetics handout in Spanish

- Update on the Variants of Uncertain Significance (VUS) Video
- Family Leadership and Involvement Opportunities

-~ Rock Report
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SENALES DE ALARMA

Mountain States

REGIONAL GENETICS NETWORK

SOBRE GENETICA

:Tiene preocupaciones sobre su hijo?

Abajo le brindamos sefiales de alarma o sefiales de aviso y
sintomas las cuales fueron reportadas por familias con hijos que
recibieron un diagnadstico genético.. El 89% de las sefales de
alarma notificadas se notaron antes de los 4 afios de edad.

Retraso fisico/motor (no se da vueltas, no gatea ni * (ognitivo (no puede o no tiene interes en jugar)
Retraso del . c il Lopreiage .
camina) Social/emocional (dificultad para interactuar
desarrollo Retraso del hahla‘{nt:-‘hrralbutea ni responde a su nombre) con I.-:rs demas, no sonrie) 3
Adaptable (coordinacion de manos y dedos) ® Perdida de logros del desarrollo (regresion)
L5 s , . i
c r_ L u ® Dedos adicionales en los pies o manos *® Paladar hendido b - ;
aracteristicas. Tamano de la cabeza grande/pequerio * Diferentes rasgos faciales (menton pequeno, frente ancha) W
firsicas ® (macrocefalia/microcefalia) ® Dislocacion frecuente de las articulaciones (displasia de la cadera)
® Deformidades de la columna vertebral (escoliosis)

® Estatura baja/alta

PrOblemaS de é% * Problemas con la lactancia
alimentHCién A P, ® Mal agarre del pecho
L s

Dependiente de la sonda de alimentacion

® Desorden del Espectro Autista (ASD)

cOm pn rtam ientﬂ ® Movimientos repetitivos

® [Esta constantemente molesto o llorando
® Falta de contacto visual
® (Crecimiento lento

Falta de : E
= . -y L WS * Aumento de peso lento
crecimiento = ' |, ® Faltade desarrollo

Tono muscular flacido o bajo (hipotonia)
Tono muscular rigido o alto (hipertonia)

Fuerza y tono
muscular

Convulsiones Problemas inmunologicos

Falta de sueno Dolores de cabeza/migranas

Fatiga Preocupaciones neurologicas

Letargo Preocupaciones pulmonares /cardiacas
Problemas del sistema digestivo
Moretones

la cabeza erguida al estar boca abajo

Preocupaciones

* Dificultad para pasar los alimentos

-
.
L

El bebe no intenta darse la vuelta ni mantiene *

Nunca se siente saciando
Falta de apetito

Vomitos

Se atraganta con la comida

Dificultad en la escuela o0 en entornos sociales
TDAH/Comportamiento impulsivo o hiperactivo
Se distrae facilmente

"

Llora o tiene un tono de voz agudo, como un grito

® Se fatiga rapidamente cuando esta activo
® E| peso o latasa de aumento de peso es
mucho mas bajo que el de otros ninos

Debilidad muscular

Tiene el cuerpo flacido

Incapacidad de levantar o controlar la cabeza (deja
caer |la cabeza hacia atras)

’ -
B3z

S5i su hijo muestra alguna 'sefial de alarma’ aqui
mencionada, hable con el pediatra o médico de i
atencion primaria de su hijo. Para obtener mas HE I st S
recursos y ayuda para tener esa conversacion, ter '
visite:

www. mountainstatesgenetics.org/redflag

auditivas/visuales
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https://www.mountainstatesgenetics.org/msrgn-launches-spanish-red-flags-4-genetics-
handout-for-families-and-providers/
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MSRGN Presents - Genetics Explained: I

EEEEEEEEEEEEEEEEEEEEEEE

Variants of
Uncertain
Significance

Coming soon! Stay Tuned for a public Premiere in June/July 2022
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Family Leadership/Involvement
Opportunities

Genetic Navigators- Utah and New Mexico openings

Share your story with PCP- Autism or Genetic Testing
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Rock Report

Get your cell phone out or opening new browser window on your desktop
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Instructions

0D



— — M Mentimeter
What state do you live in?
3
1 1 1
Arizona Colorado Montana New Nevada Texas Utah Wyoming
Mexico
10
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Example:
A Family's Genetic Dhteer!
JOUI'I"I ey t0 a with a Geneticist
Geneticist

—

= Initial genetic .

evaluation begins
= Family Voices Concer _ ___flE DD algorithm)
with professional (PCP,
—tNerapy, early

___intervention g

-
Family notices—
=Something of concern —
with-their baby=
(Red Flag)

fmml

i S '“ S e R _ﬁ-_/ What are tha BOULDERS that AL & R How might a family find a M
MOU I‘Ita in States a family might reach on the L 8

might stop a family from way over or through these
reaching these milestones? ; ; 2 BOULDERS?
WY i BLASTS & BRIDGES

REGIONAL GENETICS NETWORK Wﬂ"’tﬂth&lrgﬂﬂl

Family Qualifies for Medicaid




Family Genetic

Journey to a
Geneticist

Q =Something of concern =

Mtain States

REGIONMAL GENETICS NETWORK

-
Family notices—

-

with-their babys=
__ (Red Flag)

Fill in each of the milestones
you would like to reach on
the way to your goal.

L —

= Caikch o genetic -
comdition EARLY!

m—

’
’

Q
Fﬂmw

Talk with—
= professional (ped, —
“therapy, early

___intervention, etc)

\:ﬁ \e5 fof

v vy

What are the blockers that
might stop you from reaching
these milestones?

_:.‘ Foundation

- Initial evaluation
begun (see
algorithms)

i

rivate

Insurance

doesn't cover
genetic
testing

B o W

dismisses
concern

fﬂ)undatiu.k
How might you find a way

Fomily does over or through these

not follow up blockers?

on ConCern
SRS e EaOES Family Qualifies for Medicaid



What do you think is the biggest Boulder (barrier) for pssge
Families accessing genetics in our region?



Of the words you just saw in the word cloud... what is et
the biggest boulder (barrier) for families accessing
genetics in our region?

Proximity to care Wait and See approach to care. Not enough providers - access.
Access Pcp not referring Proximity
Knowing
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Agree or Disagree?

Accessing genetics is hard for all families in my state

A ———. o

There 1s a clearly defined path for all families to have
access to genetics in my state
1.6

Strongly agree

There are few boulders/barriers for families in
accessing genetics in my state
1.9

Strongly disagree



These are some things we have been hearing from s
families as boulders, which of these do you think is the
biggest boulder in your state?

4
1 |
0 3
Financial Wait Lists PCP not Family Provider
burden at genetic referring/ Awareness Awareness

clinics not (o} § (o} §
concerned Genetics Genetics
(PCP, ECI,
therapy)



What is the best solution?

These are some things we have been
hearing from families asboulders, which
of these do you think is the biggest

50% boulder in your state?

Financial burden

Wait Lists at genetic clinics

PCP not referring/not concerned
50% 50%

Family Awareness of Genetics

Provider Awareness of Genetics (PCP, ECI,

50% 50% therapy)
More More More Human Something
Educational Financial Resources Else or A new
Resources Resources model of
care
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Thank you for attending!

Please reach out to Kristi Wees with any questions or comments-
kwees@mountainstatesgenetics.org



