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A Note from our Funders

This program is supported by the Health Resources and
Services Administration (HRSA) of the U.S. Department of

Health and Human Services (HHS) as part of an award
totaling $600,000.00 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.
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Learning
Objective
The learner will be able to identify
what MSRGN does and what the Genetic
Navigators do.

The learner will be able to recognize
why genetics matters during the early
intervention timeframe.



A G E N D A

Topics Covered

Who: Me, MSRGN & Genetic Navigators
Why: Your Why, Genetics & Stats

What: a Survey
Resource: Red Flags 4 Genetics

Module 1: Who and Why?



Who...

Who am I?

I am a Genetic Navigator
with MSRGN

Who is MSRGN?

Mountain States Regional
Genetics Network

a HRSA funded Regional
Genetics Network

Who are the Genetic 
Navigators?

Individuals who have
navigated genetics for their
own loved one in one of the

8 Mountain States



W H O I ?A M



— How I became a Genetic Navigator

A little about me...

— How I got connected to genetics
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8 States: AZ, CO, MT, NV, NM, TX, UT, WY

MSRGN:
Mountain States 
Regional Genetics
Network

Funded Federally by Health Resources Service Administration (HRSA)

MSRGN's Fiduciary Agent: Texas Health Institute (THI) Austin, TX



— MSRGN is one of 7
Regional Genetics Networks

Part of a Larger National Network

— National Coordinating
Center (NCC)

— National Genetics Education
and Family Support Center
(Family Center)

https://expectinghealth.org/programs/national-genetics-education-and-family-support-center#:~:text=Family%20Center%20supports%20the%20federally,to%20reach%20medically%20underserved%20populations.


Individuals or family members who have navigated genetics
in one of the 8 Mountain States

Genetic Navigators:
Who we are?

Selected through an application process

Completed 5 hours of Genetic Navigator training from MSRGN
in addition to monthly continuing education touchpoints

Compensated by MSRGN stipend



Meet with families at any point along the genetics journey
(concerns, red flags, pre and post diagnosis, support, oddessy, etc)

Genetic Navigators: What we do?

Discuss next steps with a family who has concerns.

Provide resources to a family who has encountered a barrier to
accessing genetic services.

Connect families who have received a genetic diagnosis to support
organizations.

Meet with families who want to get more involved as an advocate in
the genetic system.

Prepare families to have a conversation with their PCP. 



Write your

W H Y
Why do you think a family MAY benefit from exploring genetics in the
Early Intervention Period of Development (birth to 3yr)?



To follow up
on a
concerning
symptom

To explore a
family history
of parent or
close relative
of a genetic
condition and
if child is
impacted

To help the
family find
support

Regression of
skills with no
clear cause

Concerning
symptoms
from birth

It may help
connect
symptoms
that seem
unrelated

Seeing pattern of
more than one child
in a family impacted
by similar symptoms

Following up
on a therapist
or PCP
concerns

To rule in/out
a genetic
condition

To help a
family
find answers

Why Genetics?
Brainstorm

To explore
treatments and
therapies for
concerning
symptoms

Why a Family might pursue a Genetic Consultation or Testing



Write your

W H Y
Why do you think a family MAY NOT benefit from exploring genetics in the
Early Intervention Period of Development (birth to 3yr)?

N O T



Insurance
won't cover it

Too
invasive
of a test

Nothing you
can do if the
test is
positive

Will the
information
change
anything?

Genetics
Clinic is too
far away 

Some genetic
conditions
have no
treatments

Testing is
culturally
inappropriate
with family's
beliefs

Family is not
interested in
testing

Takes too
long to get
results

Too  mysterious
family doesn't
understand it

Why NOT
Genetics

Brainstorm
What are reasons a family may not  benefit from pursuing a Genetic Consultation or Testing

Too costly
Family does
not have
financial
resources 



Myths about 
Genetics

All genetic conditions are
untreatable or uncurable.

A genetic diagnosis cannot
help a child thrive.

All genetic changes are
harmful and cause disease.

All genetic conditions are
caught at birth through

Newborn Screening.

Every childhood condition is
caused by genetics. Genetic testing is VERY

expensive.



Why
some
families 
find 
Genetics
helpful...

Seemingly unrelated symptoms may be
connected by a genetic condition

3 or more systems?

Genetic Information can help a family
plan and prepare for care

Not just for family planning but care planning

A genetic diagnosis can help a family find
support

Even some of the most rare conditions provide a
community of not being alone on the journey.

A genetic test can "rule out" a number of
diagnoses.

A negative test allows doctors and families to
cross possibilities off the list.



7000
80%

50-75%

By the Numbers...

identified
Rare Diseases*

of Rare Diseases are
thought to have a
Genetic Cause

(5600)

of Rare Diseases
(2800-4200)

Impact children
 

Source: https://www.mountainstatesgenetics.org/wp-content/uploads/sites/257/2022/04/nrg.2017.116.pdf
doi:10.1038/nrg.2017.116 Published online 5 Feb 2018

Rare Diseases & Genetics
By the Numbers...

*A rare disease is any disease or condition which affects
or directly impacts less than 200,000 people in the U.S.

 



35%

33%

1500
of deaths in first year of
life are caused by rare

diseases

of children born with a
rare disease will not live
to see their 5th birthday

genes have been shown
to cause

developmental
disorders

Source: https://www.mountainstatesgenetics.org/wp-content/uploads/sites/257/2022/04/nrg.2017.116.pdf
doi:10.1038/nrg.2017.116 Published online 5 Feb 2018

 
More Stats...

116
inborn errors of

metabolism which are
causally related to

Intellectual Disability
and amenable to therapy.

(Treatable-id.org)



Here's where Early Childhood Intervention
comes in... 3 Formative Years

Birth

Newborn
Screening &
Prenatal
Diagnosis

1 year

Vision,
Hearing,

Feeding and
Early Milestone 

Challenges

2 year

Developmental 
Milestones
& Social
Emotional
Milestones

3 year

 A Child ages-
out of EI at 3
but may continue
in school based
interventions.



As Early Intervention Professionals you are
trained to notice RED FLAGS 

during this early period of development.
Some RED FLAGS you observe may also be 

RED FLAGS 4 GENETICS.

Birth 1 year 2 year 3 year



Before the age of 4
89% of reported Red Flags
were noted before
4 years of age.

6 Years
On average, families reported it
took 6 years to receive a genetic
diagnosis after noticing their first
Red Flag indicator. 

Who Made the Diagnosis
61% Geneticist
37% SubSpecialist
9% Primary Care Provider

almost 500 Red Flags...
114 families shared
479 red flags as part of this Survey

A Survey...
In 2021, MSRGN asked families to tell us about the Red Flags for Genetics

(indicators, symptoms, warning signs) they noticed. Below is some of what we
learned: 



A R E S O U R C
 

Red Flags 4 Genetics
 

A Resource for having a conversation
about Genetics with a Family

or 
A Family having a conversation about

genetics with a provider
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What' s  DNA  have  to  do  wi th  i t ?

DON'T NAVIGATE ALONE
DO NAVIGATE ALONGSIDE

www. MountainStatesGenetics.org



T H A N K
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Join us for Module 2: 
The Vocabulary of Genetics


