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COLLABORATIVE

for CHILDREN, YOUTH AND FAMILIES





Meeting:  NC Collaborative for Children, Youth, and Families
Date/Time   September 28,2018   10-12 noon
Location:  Disability Rights
Directions & More Info: www.nccollaborative.org  

Attendants:  Gail Cormier, Elizabeth Fields, Lacy Flintall, Terri Grant, Susan Robinson, Kathy Hotelling, Libby Jones, Stacy Justiss, Kyle Reece, Vanessa Collier Robinson, Joanne Scaturro, Tamara Dempsey-Tanner, Lisa Taylor, Christy Moore
New/Guest Members:  
Phone: Sonya Carter, Bob Crayton, Wanda Douglas, Sonya Dunn, Sonja Frison, Gwen Cooser, Casey Pruitt, Celeste Ige, Noel Lester Hardyn, Gerri Smith, Angela Wilson

Adobe:  
	Agenda/Topic
	Action   

	Welcome and Introductions
	Co-chairs convened the meeting. Introductions were completed.

	Approval of Minutes
	Motion made to accept the August 24, 2018 minutes. Motion passed. Minutes approved.

	Discussion Topics & Presentations
End of Meeting:
Next Meeting Scheduled:
Next Agenda 
Meeting Location:
Listserv Info:
Website:

	Co-Chairs reviewed rules of engagement.

PRESENTATION: FASD (Fetal Alcohol spectrum disorders)
NCFASD announced that they have just been approved for their 501c3. 
Red Shoes Rocks is a FASD awareness movement. Red Shoe Rock campaign is to raise awareness of FASD.  Red shoes rock is now a copyrighted movement. 
The NCFASD logo represent community partners around the table. Why the need? Misdiagnosis and limit of information and support. NCFASD is a grassroots nonprofit with a NC specific mission.

Q: How long did it take to get your 501c3

A: 6 months

NCFASD wants to become a part of SOC with the voices that impact FASD. Want to be that strong circle of support and create FASD communities. They want to have a diagnostic and intervention focus. Their target audience is everyone; children, youth and adults. It is not a trauma informed model right now. 
Some barriers to creating FASD informed communities:

· Lack of knowledge about FASD

· Low capacity

· Lack of information

· Lack of evidence-based intervention

· Stigma towards diagnosis

· Funding in NC only exists for prevention

Presentation of Parent Panel – three parents.

Parents Kathleen, Mark and Teresa talked about their experiences raising a child with FASD. Each talked about their experiences, their child’s strengths and their challenges. 

Kathleen:  Two children - SJ has ADHD, anxiety, depression, mood disorders, and static encephalopathy. EJ was failure to thrive, developmentally delayed and FAS.  Kathleen said having a diagnosis wasn’t a shock because she had Kathy with her.  With EJ she was able to get CDSA right away and got lots of services like OT, PT, and speech therapy. 
Strengths: Very loving, knows all about zombies, he is a Lego master and he’s very compassionate. 
Challenges:  Mood fluctuation, lack of empathy, aggression toward another sibling and no friends.  Having a child with FASD put a lot of stress on the family, and almost destroyed their family. It placed a financial burden on the family and she felt like a prisoner in her own home sometimes. 
Mark:  N had the possibility of FAS listed in his adoption papers.  He had poor oral motor development, muscular delays, bi-polar, ADD, RAD (reactive attachment disorder) seizures suspected, alcohol related neurodevelopmental disorder, ODD, cognitive disorder NOS, and ADHD.  They saw lots and lots of Drs. And the Drs. didn’t know much about FAS.
Strengths:  loves art, holds no grudges, does not see the negative in anyone, loves the outdoors and adventures and wants to get along with everyone.

Challenges:  Extremely overactive salivating glands (slobbering), picked his wounds till they bled, lack of sleep, DD, flip flopping, no friends, does not learn from positive reinforcement, lack of impulse control and more than 1 person has to be watching him at all times.
Teresa:  D did well up until the 3rd grade.  He repeated 6th and 11th grade.  Teresa suspected something he was never diagnosed until recently. Teresa stressed the importance of getting diagnosed early.
Strengths: Loves computers and is a master at them. Loves being outside and in nature.  He’s a very loving person.

Challenges:  Lying, stealing and can’t follow rules. Teresa said the family refuses to recognize his challenges and it hurts to see him hurt.
Take Away Messages from Kathleen, Mark and Teresa:

One size does not fit all.  Don’t judge a book by its cover.  Pharmaceuticals work! Change environment not the brain.  Be vocal, don’t be quiet!

90% of FASD kids have mental health issues.  The parents suggested limiting screen time and follow up yearly with Dr. appointments.
Meeting ended at 12 noon.
October 12, 2018
Agenda shared through the collaborative listserv.

The Redwoods Groups, Inc.  2801 Slater Rd. Suite 220 Morrisville, NC 27560
Time:  10 a.m.-12 noon

Directions & More Info: https://nccollaborative.org/  

Scroll to the bottom of the web page and click “Learn More”

**To exchange resources and questions send email messages/requests to:    state.collaborative@lists.ncmail.net
Collaborative Listserv:  state.collaborative@lists.ncmail.net
Please use the Listserv to share successes in your community, share information and resources, make inquiries and build community. Smaller forums will be set up for committee work rather than the Listserv. Requests to be added or questions can contact: Susan Robinson at susan.robinson@dhhs.nc.gov or call 919-218-9164 

www.nccollaborative.org   NC-Collaborative-Strategic-Planning-Final-Summary-Report.pdf found when you scroll over the home, it is a drop-down box.
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