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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, regional family-led organization reference guide 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.



Agenda

• Introduction to the Family Center

• Parent to Parent USA Presentation

• Question & Answer 



National Genetics Education and 
Family Support Center (Family Center) 

Made up of:

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



Family Center Regional Guides: 
Referral to Support and Partnering with Family-Led Organizations 
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Where did we come from?
u 1971- Greater Omaha Arc in Omaha, Nebraska to establish Pilot Parents of 

Nebraska, a program in which parents of children with disabilities could share 
information and emotional support with other parents through a one-to-one 
match.

u 1974- Four more Parent to Parent programs launched in Nebraska, Iowa, 
Kansas, and Missouri

u 2003- Parent to Parent of the United States (Parent to Parent USA) was 
created with funding from the Robert Wood Johnson Foundation to ensure 
that families nationwide whose children have special needs have access to 
Parent to Parent support.

u 2006 Parent to Parent USA was incorporated as a 501(c)(3.



Where did we come from?
u Roadmap

u Brief history



Our mission and vision

u Mission:  Our mission is to support a national network of Parent to Parent 
programs to ensure access to quality emotional support for families of individuals 
with disabilities and/or special health care needs.

u Vision:  Parent to Parent USA will support a network of viable, sustainable, 
fully-functioning and effective Parent to Parent programs in all 50 states through 
hands-on support, training and technical assistance, and high quality tools and 
resources. Our network’s parent leadership and engaged membership will serve as 
strong advocates, provide robust mentoring opportunities, and develop the 
working partnerships with funders, service providers, and others needed to sustain 
and grow the program nationwide.



Our Values

u Each family’s journey has value and can offer hope and inspiration to others.

u Peer support fosters mutual growth and resilience in families and among 
programs.

u Evidence-based practices ensure consistency and quality throughout the 
network.

u Leadership, integrity, and partnership build capacity and sustainability.



Support Parent Training Modules

Part One : About 
Parent to Parent

Part Two : 
LEARNING 
• Increasing Knowledge 

to Support Others

Part Three : 
FEELING 
• Understanding and 

Coping with Emotions

Part Four : 
LISTENING
• Communicating in a 

Support Role

Part Five : CARING
• Encouraging Parents 

to Care for 
Themselves



Support Parent Training

Formally Trained 
Volunteers

In person/online 5 hour typically 10-12 people 



Making the Match
Seeing the Support Parent as a reliable supporter depends on three components: 

u Similarities, or a sense of sameness, between the parents and their children 
with special needs and their situations

u Flexible availability of support.

u Support that flows both ways.

Matches can be made based on many different factors:

u Diagnosis, age of child, geography, cultural/ethnicity, language, etc.



Network for Matching
u Each organization maintains a roster and/or database of volunteer support 

parents that are available for one-to-one matches with referred parents. 

u All alliance members have access to national listserv platform:

u Matching Group:  allows our organization’s Coordinators access to a 
national network of Support Parents where rare genetic and diagnosis 
matches can be made.



Evaluation call 
8 weeks after 

match

8 weeks
A Total of 4 

Contacts within 
the first 8 weeks 

of referral

x4 contacts

Follow up with 
the parent and 

supporting 
parent within 1 

week

1 week
Connect referred 

parent to 
supporting parent 
and/or requested 

resource(s)

Contact the 
referred 

parent within 
24 to 48 hours

24 to 48 

hours

P2P Best Practice Timeline for Parent Support Match

Match



What is our impact?

Source: P2P USA 2018 Annual Member Survey

“Mentors make a huge 
difference in giving me the 
confidence to care for my 
child.”



How do we execute?

Source: P2P USA 2018 Annual Member Survey



Camaraderie- noun

mutual trust and friendship among people who spend a lot of time together.

synonyms:

u friendship · comradeship · fellowship · good 
fellowship · companionship · brotherliness · brotherhood · sisterhood · closen
ess · affinity · togetherness · solidarity · mutual support · sociability · team 
spirit · comradery · esprit de corps

https://www.merriam-webster.com/dictionary/noun
https://www.bing.com/search%3Fq=define+friendship&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+comradeship&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+fellowship&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+companionship&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+brotherliness&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+brotherhood&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+sisterhood&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+closeness&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+affinity&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+togetherness&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+solidarity&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+sociability&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+team+spirit&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+comradery&FORM=DCTRQY
https://www.bing.com/search%3Fq=define+esprit+de+corps&FORM=DCTRQY


u “Tennessee Parent to 
Parent has given me the 
opportunity to take my 
NICU experience with 25 
week twins and use it to 
pour support and 
encouragement into other 
parents walking through 
the same journey”.

u The Scott Family



u “P2P connected me with a valuable 
resource who provided relatable 
advice and uplifting support while 
my baby was in the NICU”.

u Olivia Gianeselli parent of Stuart 
Anne Gianeselli- Tennessee



u “Parent to Parent introduced my husband 
and I to our first “Down syndrome family” 
while I was pregnant with our baby who had 
a prenatal diagnosis of Ds. Meeting 
the McMahan Family showed us that even 
though life was going to look a little 
different than we planned, everything was 
going to be OK. Spending hours playing and 
talking with the family was just what we 
needed!”

u Melanie Harrington, WA

https://www.facebook.com/sheila.mcmahan.5%3Fhc_location=ufi


u ‘Parent to Parent was the first time 
I said “my daughter has Down 
syndrome” to a stranger.
It was where I could be a first time 
mom, and not feel like an outsider.
It has been the connection to 
amazing and cherished friends.
It means everything.” 

u Sheila McMahan, WA



Takeaways/Collaboration Opportunities

u Disseminate materials on genetic support and family engagement to our 
Members and families

u Connect with parents who receive genetic services for input

u Share P2P resource to families who receive genetic services for ongoing 
support

u To connect with Parent to Parent USA, please contact us at:

memberinfo@p2pusa.org

http://p2pusa.org




Thank you! 
Marsha Quinn

mquinn@p2pusa.org
www.p2pusa.org

Natasha Bonhomme
nbonhomme@geneticalliance.org

www.expectinghealth.org

Lily Brown
abrown@p2pusa.org

www.p2pusa.org

Carmina Cirioli
ccirioli@pathct.org

www.pathct.org

http://p2pusa.org
http://www.p2pusa.org/
http://geneticalliance.org
http://www.expectinghealth.org/
http://p2pusa.org
http://www.p2pusa.org/
http://pathct.org
http://www.pathct.org/

