Cultivating Connections:
Utilizing NYMAC resources
and joining forces with

local collaborators in your
state/district/territory

Cultivar conexiones:

cOMO usar los recursos de
NYMAC y unir fuerzas con
colaboradores locales en tu
estado/distrito/territorio

Cheyla Clark, MPH, MS, CGC
Enrique Lopez, MS, CGC
Radhika Sawh, MS, CGC
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Financial
Disclosures

Cheyla Clark, MPH, MS,
CGC and Enrique Lopez,
MS, CGC

Have No Relevant
Financial Disclosures.




Financial
Disclosure

Radhika Sawh, MS, CGC

Discloses the following relevant
relationships with ineligible
companies. Any potential interests
have been mitigated:

Consultant/Honorarium Bristol-Myers
Squibb

Consultant/Honorarium Vertex
Pharmaceuticals

Radhika Sawh, MS, CGC

Divulga las siguientes relaciones
relevantes con empresas no elegibles.
Se han mitigado los posibles intereses:

Consultor/Honorarios Bristol-Myers
Squibb

Consultor/Honorarios Vertex
Pharmaceuticals



TODAY'S SPEAKERS
LOS ORADORES DE HOY




NYMAC TEAMS

e Individual teams were
created for each of our 10
jurisdictions

- The goals of each teamiis to

 assess the needs and
barriers specific to that
jurisdiction

« implement NYMAC
funded projects to
improve access to
genetic services

Equipos NYMAC

« Se crearon equipos
individuales para cada una
de nuestras 10
jurisdicciones

» Objetivos de cada equipo:

 Evaluar las necesidades
y barreras especificas de
esa jurisdiccion.

* Implementar proyectos
financiados por NYMAC
para mejorar el acceso a
servicios genéticos.

New Jersey

Delaware

Maryland

Washington
DC

US Virgin

PuertoRico__ . . ~islands
|



POLL/ENCUESTA

What NYMAC region are you joining us from?
¢A qué region de NYMAC perteneces?
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. Whereto find support

families learn whether genetic

It can be helpful to talk to a genetics provider if you Scan the QR code or visit our . . . )
are concerned about.. website to learn more about Is an appointment with a Genetics Provider right for your family?|
? ‘common questions such as
The way your chid speaks movesar kearms S ———
& way your child 15 growing, o e o your child's deveiopment Sometimes, health challeng es can '
IS AN APPOINTMENT WITH A GENETICS L oo e e e Compares o e hiren b caused by chang esin our E E
PROVIDER RIGHT FOR YOUR FAMILY? ot s e genes. Genetics providers help .

jes can be caused by changes in our genes.

mm’?ﬂ'ﬂ"ﬂ-’mmmmnp‘ explain the health A 1f you ar your partner have been taid yau have @ Wigher chancs to
conditions in their family and how the family can m

- changes may explain the health
. How to find a genetics
cared for. have achild with a health challenge provider canditions in their family and how

the family can be best care for.

o hove ity mocber wih s g tcconditn o a et vl R
B e e ageoet dion on e e T
, = (+] NYMAC https//nymacgenetics org/ maryland/
It can be helpful to talk to a genetics provider P ( I ) b . We can help!
% How o best care for your regional genetics networl :
if you are concerned about... Jorneanchaienaes ® e gloneig e Yrk M Al G Region Gavtics Ne
SO P e -
? ul ° ?
waea | prissSeeh | Sl | U
o mart dafecta or .
e -
OR
¥ you worder if your tarmiy's
i = .
condition
o oL

Scan the QR code or visit our website to learn more
about common questions such as:

@ How to leam more about how your child's Ml
‘development compares to othes children.
.

. ‘Where to find support
@ Howto find 2 genetics provider

e N s e ™~
Community Outreach
Committee of the NYS

Genetics Task Force will
monitor access issues and
continue outreach efforts

@ Howtoleam sboutInsurance coversge

ot oo your h ey et e . . .
Designed an infographic
and pocket card focusing
on appropriate genetic
referrals

Public awareness about
when to seek a referral to
genetics

A g -

Proximos
Barrera Proyecto

pPasos

N

( A ( ‘ ( o 9 A
El Comité de Extensidn

Comunitaria del grupo de

trabajo sobre genética del

Se disefié una infografia y una

Concientizacién publica sobre tarjeta de bolsillo centrada en

cuando buscar una derivacion a

las referencias genéticas estado de Nueva York controlara h
genética apropiadas g los problemas de acceso y o
prop ) mantendra los servicios de )

extension. . .
- \ regional genetics network




f | %'%a Advocates for Justice and Education, Inc. r‘l

"E| The Parent Training and Information Center for the District of Columbia

% _m ﬂ MARYLAND & DC
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-%_ DC TEAM
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—— Marv’s
MedStar Washington Centsér

Hospital Center



DC Families Share
Their Genetic
Journey

Participate in a virtual
discussion to help families in the
DC community explore and gain
better access to genetic
services.

Share your experience with genetic
services and counseling with
another family via Zoom. Your
tion will be professionally
recorded and edited and will be
shared on social media and
projects websites. For additional
4 L R

Law-lajoy.johnson-law@aje-
dc.org.

DC

" Barrier

Families not
understanding the value
and relevance of genetics
AND distrust in genetics

Project

- - ~

Created “My DC Genetics
Journey” videos featuring
local families sharing their
experiences with genetics

Next Steps

4 N

Outreach Committee
of the Maryland and
DC Society of Genetic
Counselors will support

FAMILIES THAT PARTICIPATE WILL
professionals

ALSO RECEIVE COMPENSATION OF
$150 GIFT CARD.
h N~ -

\ \_ v

providers

Proximos

Proyecto

pPasos

Se crearon videos N N
denominados “My DC El Comité de Extension de
Genetics Journey”, que ‘ la MDCGC (Sociedad de
muestran familias locales Asesores Genéticos de
gue comparten sus Maryland y DC) brindara
experiencias con la ayuda a los proveedores.
enética. Y, )

Las familias no comprenden
el valor y la relevancia de la
genética Y desconfian de los
profesionales que se
dedican a la genética.

regional genetics network
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/ VIRGINIA
= ‘//D H DEPARTMENT
dlililg OF HEALTH

UNIVERSITY , .
TJVIRGINIA «

&=
Care Connection for Children

VIRGINIA TEAM
Equipo de Virginia

,. S sarar caNNON )

f Fighting Cancer Together”
-{ o MH
o[@° Children’s
\\— /] Pediatric Specialists A
- sSVirginia of The King’s
CENTER FOR
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VIRGINIA

Project

Next Steps

Avsiiansies () NYMAC
° Genetic
. Genetic Navigator , /
Nav§gat®r Tools & Logistics E /
Virginia Curriculum . X
4 Introduction Need for edUCthon Gnd . CFI Wl” Contlnue the VA
.%atocenencs Wkesgﬁsessfor. Support fami"es Who Deve|0ped a “Genetic | | Genetic NCIVigCItOF
require genetics Navigator” training add-on program
) ® for volunteers and
o employees at CFl (local F2F)
I @ i] . with prior genetic
Self Care .
el Przary Care ﬁ::;:’::‘;;‘;;; ® experience < ™
Conversations Navigator!

Promote use of GN
— program by genetics and

P r(’)xi mos non-genetics providers
EN )

Proyecto

J

' Se elaboré un complemento de
capacitacion de "Genetic

Necesidad de educacién y Navigator" (navegador CFI continuara con el
apoyo a las familias que genético) para voluntarios y —— programa VA Genetic
requieren servicios genéticos empleados de CFI (F2F local) Navigator.

que tienen experiencia genética

previa.

-
Promover el uso del

programa GN por parte
— de proveedores de

Servmogﬁg?_éticos y O) N YM AC

regional genetics network
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MARYLAND & DC
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MARYLAND

IS AN APPOINTMENT WITH A GENETICS
SPECIALIST RIGHT FOR YOUR CHILD?

‘Sometimes health issues can be. in our
i b Fareaies learh whethar & ....‘?' -

s e heaih condtions il
ey Zan isd Rl Sonact famiies with

if you are concerned about your child's...

& %@ 9 1o

I A visit to a genetics specialist can be helpful |

ARE YOU CONCERNED ABOUT YOUR
FAMILY HISTORY OF CANCER?

Avisit to a genetics specialist can be helpful if...

Scan the QR code or visit our website to find
answers to common questions such as:

Ei5E
Eiug%

1 How canansppoimmant ithgenetic el

to find a genetics specialist near you,
scan the QR code or visit our website

(Necesidad de educar a
los proveedores y a las
familias sobre las
derivaciones

\apropiadas a genética

Barrier

-~

Need for education of
providers and families
about appropriate
referrals to genetics

Project

N\ -~ ™

Created infographics focusing
— on pediatric, cancer and
general genetics referrals

Next Steps

MDCGC will collaborate with the
Parents Place of Maryland to
provide support to families

Préximos
Pasos

e ~

Se crearon infografias
centradas en referencias
pediatricas, oncoldgicas y de
genética general.

- /

4 ~\

MDCGC colaborara con
Parents Place of Maryland
para ayudar a las familias.

- /

-

MDCGC facilitard referencias
genéticas para la Asociacion
de Salud Rural de Maryland.

-

-

MDCGC will facilitate genetic referrals
for Maryland Rural Health Association

IS AN APPOINTMENT WITH A GENETICS
SPECIALIST RIGHT FOR YOUR FAMILY?

anges in our Toene

be y
whether

aalth canditions i & Faraiiy and

A visit to a genetics specialist can be helpful
if you have multiple family members with

How can a visit to a genetics specialist help me?
‘ They

difforances that are passed down in the family
@ hey can identify who else in the family s at risk

For more information about
what types of mdhlom may be inherited

tofinda g-mun ;p-cmln near you,
scan the QR code or visit our website

(IJ

NYMAC

regional genetics network



WEST VIRGINIA
Department of

Healt

&R sourses Cabell Huntlngton
Hospital

WEST VIRGINIA TEAM

¢ S\? N

Marshall Health

EQUIPO DE VIRGINIA OCCIDENTAL

.’ West Virginia
Department of WestVirginiaUniversity — n
amny

H E A LT H CENTER FOR EXCELLENCE IN DISABILITIES - -
! Resource
1 Network
WVU Fayette County, WV




Lack of education of
providers about the
value of genetic
services

WVU

—

Fund genetics education

for providers

—

Genetics focused outreach

to providers

Support efforts to pass
Licensure bill for genetic
counselors

Continue to expand
genetic services in WV

Falta de educacion de

los proveedores sobre
el valor de los servicios
genéticos

Proyecto

Apoyar las medidas

| para construir una

infraestructura
genética en WVU.

—

Financiar educacion
genética para
proveedores.

—

Ofrecer programas de
extensidn centrados en
la genética para
proveedores.

W B WEST VIRGINIA

Support efforts to build a
— genetics infrastructure at

Proximos

Pasos

Apoyar los esfuerzos
para aprobar un

— proyecto de ley de
licencias para asesores
genéticos.

Seguir ampliando los
servicios genéticos en
Virginia Occidental.

COO NYMAC

reglonal genetics network



Jefterson.

University and Hospitals PAGC

Pennsylvania Association

EEE h%_l_ER ‘b. ‘. P ennst at e H e alth of Genetic Counselors
& MiltonS.Hershey Medical Center

4

@

PENNSYLVANIA TEAM
. EQUIPO DE PENSILVANIA
]

LIFE
pennsylvania Pennsylvania Chapter UPMC MEDICINE

DEPARTMENT OF HEALTH INCORPORATED IN PENNSYLVANIA
Geisinger

American Academy of Pediatrics H4gs%
A SATE g 3 ; - T =4

PARENT TO PARENT 7 N Genetic Support
OF PENNSYLVANIA E J Foundation
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HOW CAN AN APPOINTMENT WITH A
GENETICS SPECIALIST HELP YOUR CHILD?

omatimes hasith izsuss can be aused by changasin ourgenss,
Genetics specialists helpfamilies learn whether genetic
changes may explain the health conditions in their child.
They can also help connect families with appropriste care.

PENNSYLVANIA

COULD A REFERRAL

BE HELPFUL FOR YOUR PATIENTS?

What can a genetics specialist do?

Lok for 3 cause for the Explsinunstgenstic
resitnchalienges yousre teots could help make 3

g et dagnos

Reviaw the family History o
for any ciues about a D pocie
zzible genetic condition D_@/‘ 5

Connect you o other
famillez, zupport groups.
@, and fmily organizatons

A visit to a genetics specialist may be helpful if
your pediatrician is concerned about your child's
\me
& Oe®

zpamch ringl | mavement  gosch  ghyoesl dmalﬂﬁﬂw
Pt

# 0%

beraer compieated
HIRTER

Talk to your pediatrician or medical home
=
. - %

Sometimes health issues can be caused by changes inour genes
Genetics speciali £ s help families learn whether genetic
changes may explain the health conditions In their child
They can alsc help connect families with appropriate care.

Referyour ey for other
helpiul medical care '/Q\

Next Steps

What can a genetics specialist do?

Lookfor a caus for the
conoerns you are
£ ev=ringinyourpstent

N\ ~ ~.
/ / 3 Discuss poterta

= CEEE

8.  Ofercennectionstoather

Familes, support groups.

Hon B

Need to educate providers
and families about genetic
services and appropriate

Created separate family
and provider infographics

Outreach by Genetic Services
Committee of the Pennsylvania

Why might you refer a patient to genetics?

I on genetic services L Association of Genetic @ @; j _9 M\%; m'm
Counselors to increase Ot T e e

PR G

wnusalplyseal cancer  caruuc detucts sgnmcant  compikatea
mthymias  anemis  medicalisss

awareness

Scan the QR code or visit our website to find
local genetic clinics ER3E
guidelines for common genetic conditions [ ey
algorithms for initial genetic testing [ol
hitpsJ/nymacgenetics.org/penn sylvanial

Proximos
pasos

4 N 4 4 I
Necesidad de educar a

Barrera

Divulgacidn del Comité de

)

NYMAC

reglonal genetics network

los proveedores y las
familias sobre los
servicios genéticos y las

derivaciones adecuadas
\_

Se crearon infografias separadas
para familias y proveedores
sobre servicios genéticos.

Servicios Genéticos de la PAGC
(Asociaciéon de Asesores
Genéticos de Pensilvania) para
sensibilizar al publico.




ZA |

Parent Advocacy Network-~

New Jersey Chapter
mealth INCORPORATED IN MEW JERSEY
New Jersev Department of Health American !\Cﬂd&m}? Of PEdiﬂtriCS ;—f - \ :

NEWAIERSEY TEAM
FOUIPO DEE NUEVA JERSEY

*\ Genetic Counseling
Graduate Program
forvwardthnbey  wrpeEve  dafree

& _mu
1 ®"e¢ Hackensack

G Cooper 0.:.:. m Meridian Health

University Health Care

Partnership for
Maternal & C]FHC

el al Jerse
Chilad t i o3 [ |, i l:_erllimi Jersey
. ol o & . Family Health Consortium

Southern New Jersey
GO0 PERINATAL
COOPERATIVE




NEW JERSEY

Barrier

-

Need to educate providers
and families about
appropriate referrals to

Developed a Genetics
training for NJ Community
Health Workers Institute

Barrera

-

Necesidad de educar a los
proveedores y a las familias
sobre las derivaciones
apropiadas a genética

-

-

Se disefd una capacitacion
en genética para el Instituto
de Trabajadores de Salud
Comunitarios de Nueva
Jersey.

N\

—

El Comité de Extensidn
Comunitaria de la HGANJ
(Asociacién de Genética
Humana de Nueva Jersey)
apoyara las capacitaciones
sobre genética del Instituto
CHW.

Next Steps

—

Community Outreach
Committee of the Human
— Genetics Association of NJ will
support genetic trainings by the

CHW Institute

-

regional genetics network

B
%6 NYMAC



Delaware

m ﬂvh FAMILY \ JOICES"®
W D AWARE TEAM
EQUIPO DE DELAWARE
o ¢
- @ NEMOURS
a ChﬂStlanacare CHILDREN'S HEALTH.

9 R
RADfertl I Ity CCRm Fmt; ili tyfh:htwork _I EI L I




‘Sometimes health or developmental issues can be caused by changes in
our genes. Genetics specialists help families lear whether genetic
changes may explain the health conditions in their child.

They can also help connect families with appropriate care.

helpful

can be
concerned about your child's...

developmental ssues.
+ you havea famiy member with a genetic condition

What can a

Find a cause for the health or Explain what genetic
developmental challenges you tests could help make a
are observing in your child diagnosis

O, Review the family histor =
&ro st Discuss possible
for any clues abouta
Soeo y ’ medical treatments
i possible genetic condition

Connect you to other
families, support groups,
and family organizations

Refer your family for other
helpful medical care

Talk to your pediatrician or
| home about a referral to genetics

DECEMEBER 7, 1787

Health disparities/
underserved communities

\J

-

Disparidades de
salud/comunidades
desatendidas

A

( N

Se cred una infografia familiar ‘
sobre servicios genéticos y un
folleto sobre el rasgo de la
célula falciforme.

N\ J

Created a family infographic on ‘

genetic services and a flyer on
sickle cell trait

Proximos
PAsos

Los asesores genéticos de
Delaware apoyaran las
iniciativas para educar a las
organizaciones locales sobre
los servicios genéticos.

e N

Delaware GCs will support efforts
to increase awareness of
genetic services by local

organizations

Db you have

Sckle Gell Trait?

It'simportant toknowif youdol SckleCell Trait
(SCT) impact s peope f romall ancestries

SCT can af f ect your healthor t he health of your
family, including your children.

Finding out iseasy! Ask your doct or about
tegingtofindout if you areaffected by Sckle
el Trait or Disease.

Msit our websitetclearnmore:
nymacgenetics.org/ddaware/

regional genetics network

"o") NYMAC
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@ curehht
rto Rico

AP N I FUNDACION PUERTORRIQUENA

: Sindrome Pown
APOYO A PADRES DE NINOS CON IMPEDIMENTOS

s PHSU FAMILYVOICES"

PONCE HEALTH SCIENCES UNIVERSITY
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e = Puerto Rico

Lack of provider
education about
genetic services on the
island

Lack of genetics
providers

Provide workshops for
both families and
providers on the value
of genetic services

Vs

Increase access to
genetics counseling
services to alleviate

burden on existing

providers

B
%6 NYMAC

regional genetics network

Work on genetic
— education videos in
Spanish for providers

-

Support the genetic

counseling profession to

be recognized on the
island

Barrera
.
Falta de educacion de los

—— proveedores sobre los servi
cios genéticos en la isla

Falta de proveedores de
servicios genéticos

-

Dictar talleres para familias

—— y proveedores sobre el valo

r de los servicios genéticos.

-

Aumentar el acceso a los se
rvicios de asesoramiento ge
nético para aliviar la carga
de los proveedores
disponibles.

-

Crear videos

—— de educacién genética en e

spafol para proveedores.

-

Promover que se reconozca
la profesion de asesoramien
to genético en Puerto Rico.




BEYOND VISIONS ®
—FOUNDATION — FAM]LYVOICES

* o
'

Bl S sWiiraene st Estedos

DISABILITY RIGHTS

CENTER OF THE VIRGIN ISLANDS

l | . ’
Advancing Justice through Protection and Advocacy r’] I d O S B a c a t a

Global Engagement Firm, LLC

£, VIRGIN ISLANDS SICKLE CELL
§°°% PARENT SUPPORT GROUP

- : - (340) 778-3668

(340) 772-2157 - (340) 778-0057

P.O. Box 4389 Kingshill
V.I. 00851 - 4389

ITH YOUR SUPPORT

SICKLE CELL THALASSEMIA PATIENTS NETWORK

- UversityVirginIslands Germaine ﬁ W/l




Barrier

p
Lack of providers to
provide genetic
services

—

Lack of expansive
genetics education

Provide family and provider
— training workshops on the
topic of genetics

-

Recruit a geneticist, create
genetics education tools, and

help to secure funding for
MCH pediatrician and
newborn screening tracking
system

-

(X

. NYMAC

regional genetics network

— Set up genetics clinic

-
Build out Newborn
— Screening tracking
system
S

Continue genetics
education through shared
resources

l

Barrera

(Falta de proveedores
— para brindar servicios
genéticos

—_—
Falta de

—{ educacion
genética amplia

Brindar talleres de capacitacion para
familias y proveedores sobre genética.

/

Se contratd a un genetista; se crearon
herramientas de educacion genética y se

—{ obtuvo financiacion para el pediatra del

MCH y el sistema de seguimiento de
examenes de deteccion de recién nacidos.

-

U.S. Virgin Islands

Ve

Montar una clinica de
genética.

(Se elabord un sistema
de seguimiento de
deteccidn de recién
nacidos.

Continuar la educacién
genética a través de
recursos compartidos.




BREAKOUT ROOMS:

Meet collaborators from your area and

share your ideas




_|

oW can you

foresee

continuing
these efforts?

¢Como puedes

0

‘ever

Mmantener estas

iniciativas?




( i ) N YM AC Who We Are Resources Events Publications/Surveys Our Region Contact
regional genetics network

Your Resource
to Find Genetics
Services and

Information

New York Mid-Atlantic Caribbean
Regional Genetics Network

Stay up to date on progress in your region through the
individual teams’ webpages on the NYMAC Website:
https://nymacgenetics.org

Mantente actualizado sobre el progreso en tu regidon a traves
de las paginas web de los equipos individuales en el sitio web
de NYMAC:
https://nymacgenetics.org


https://nymacgenetics.org/delaware/

CONTACT US/Contéactanos

Cheyla Clark, MPH, MS, CGC
Cheyla.clark09@gmail.com

Enrique Lopez, MS, CGC
enrigueglopez33@gmail.com

Radhika Sawh, MS, CGC *
RNSAWH@gmail.com .

This work is supported by the Health Resources and Services Administration (HRSA) of the U.S. Department of Health and
Human Services (HHS) as part an award totaling $1,029,941.00 with 0 percent financed with non-governmental
sources. The contents are those of the author(s) and do not necessarily represent the official views of, nor an
endorsement, by HRSA, HHS, or the U.S. Government. For more information, please visit HRSA.gov.



mailto:Cheyla.clark09@gmail.com
mailto:enriqueglopez33@gmail.com
mailto:RNSAWH@gmail.com

WANT TO
CONTINUE THE
CONVERSATION?

¢QUIERES SEGUIR
CONVERSANDO?
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