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Supporting families who care 
for children with special needs

We’ve all had times in our lives when 
we have felt alone. Looking back, it 
would have helped to talk with some-
one who has already gone through 
that experience and made it out on 
the other side. In fact, studies prove 
that the use of peer 
support improves 
physical health and 
psychological well-
being.

Thanks to a signifi-
cant contribution 
from the Provi-
dence Foundation 
and parents volun-
teering their time 
and expertise, Stone Soup Group has 
the opportunity to expand our peer 
support services despite significant 
cuts to funding. 

In May, the first cohort of Mentor 
Advocate Partner (MAP) Volunteers 
graduated from a training specifi-
cally designed to provide emotional 
parent-to-parent support to families 
caring for children with special needs. 

According to the Fam-
ily Support Coordinator 
Amy Westfall, “The goal 
of MAP is to tap into 
the amazing resource 
of “seasoned” parents 
we already have both 
locally and nationally to 
help fill this void.” 

As the program grows, 
families will be able 

to be connected across Alaska with 
others in similar situations based on 
a specific diagnosis, their location, or 
even the specific needs of their child. 
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7 Back to 
School TIPS! 
This can be an exciting and stressful 
time of year for families. For those of us 
who have children with special needs, 
we often have a little more to consider 
as we plan for the next year. Whether 
you are a veteran parent or just intro-
ducing your child to school for the first 
time, here are a few tips, tricks and       
reminders that may make the summer-
to-school transition easier.  

1) Start the routine now!
If your family has been on a different 
routine for the summer, start easing 
your child into the new schedule now. 
That means, getting up at a certain 
time, doing all the usual grooming, eat-
ing lunch at a specific time, maybe even 
preparing the same kind of food he/she 
will have in the lunch room. Make sure 
bedtime accommodates this  change as 
well.       continued on page 3



Jordyn Cleveland was born deaf. In 2013 her  and her 
family found out why. At the age of 13, Jordyn was di-
agnosed with Usher syndrome, a genetic condition that 
worsens over time and will further affect her vision. In 
an effort to expand their support, Jordyn and her mother 
Mandy recently attended the Usher Syndrome Family 
Conference in Seattle where they were able to connect 
with other individuals and families impacted by the same 
rare diagnosis. Stone Soup Group recently spoke to Mandy 
about her experience.

Can you tell us a bit about the 
conference and why you went?
I attended the conference because I had 
not been to one since Jordyn was di-
agnosed a few years back and it was in 
Seattle so it would not be this close for 
a while! Mainly I went for the connec-
tions with other families and for Jor-
dyn to find connections too since it is 
a rare genetic condition. This was the 
first time it was sold out for registration 
which was for 200 people. It was a one 
day conference where we learned about 
research being done and what is upcom-
ing in the near future that may be available for certain 
individuals with Usher’s.

What was the most beneficial thing you took away from 
the trip?
It was beneficial for me to see the adults who have Usher’s 
because I have only met a few people who have children 
diagnosed with it. They were able to give us information 

about struggles and insight to living with Usher’s. Also the 
connection with young adults that have it that are slightly 
older than my daughter Jordyn who could give advice 
about things like driving, education, independent liv-
ing, jobs etc. Jordyn was able to connect with other teens 
around her age that are affected by Usher’s Syndrome. It 
made it more tangible knowing she is not alone in this 
and they are all now in contact at this point.

Can you tell us about the people you met?
One young woman, Clare, was on a panel and described 
being in a depression for a couple of years after finding 

out about her diagnosis until her senior 
year in high school when things turned 
around and she was able to accept it 
and move forward. It was good to hear 
this because it was real, having been 
deaf and then receiving a diagnosis 
that will leave you blind is scary to 
come to terms with, it is for me as a 
parent and for my daughter Jordyn too. 
She explained how she is getting ready 
to go to college and is excited for her 
future.

With this type of diagnosis I imagine 
there is all kinds of support you seek, doctors, google… 
What makes peer support unique?
This was unique in that there were people from all over but 
we all had an instant connection of this diagnosis touching 
our lives, you don’t have to explain why things are difficult, 
we all know and understand. It is hard to put into words 
but it feels like a family reunion, you may not all know 

page 2

Stone Soup Group                              Supporting families who care for children with special needs                                 Summer 2016

President
Hans Clark 

Treasurer
Rachel Vandiver

Secretary
Christine Michel

Vice-President 
Eric Gurley

Members
Adele Lessly
Amanda Race
Amy Newman
Bryan Thomas
Lynn Caswell
Matthew Findley
Mary Ann Pruitt

Main Office
307 E. Northern Lights Blvd.
Ste. 100
Anchorage, AK 99503

Phone (907) 561-3701 
Toll Free within Alaska 
(877) 786-7327
Fax (907) 561-3702

www.stonesoupgroup.org

Board of Directors Contact Us

@stonesoupgroup

Hear more from Mandy and her 
view as a parent on our blog at 

stonesoupgroup.org!

Interested in connecting to another 
family based on your diagnosis or 
location? Thanks to support from 

the Alaska’s Providence Foundation  
you now can! Contact our Family 

Support Coordinator to learn more!

Q&A: Finding community 
with a rare diagnosis

each other but you know you are all 
somehow connected...



Expanding 
peer support 
services
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2) Start talking about it
Depending on your family, you may 
just discuss “going to school”, you 
may make up a story about a child 
who goes to school, or you may have 
a story board to accompany the con-
versation.  Just start the process early 
and repeat! 

3) That last IEP
Find a copy of your most recent IEP. 
Review it and share it with school staff 
before the year starts. Help them out 
and highlight pieces you think they 
may want to pay the most attention to. 

4) Visit the school beforehand 
Schedule time to go in with your 
child. Meet key staff (teachers, nurs-

es, administrators) and get a feel for 
the area. See the classroom, gym and 
playground. While you are there, fig-
ure out how you can best communi-
cate with staff.

5) Tailor your supplies
You know what your child needs and 
likes better than anyone. When buy-
ing school supplies keep this in mind. 
Don’t just get the generic supplies 
check list. Add in extra sanitizers or 
fidgets and go through them with 
your child before the first day.  
 
6) Set up expectations & rewards
Go over what types of behavior you 
expect. Explain how you will be com-
municating with staff and set up a 
known reward system based on good 
behavior. Try making it visual! 

7) Create a child “brochure”
Give staff at the school information 
IN WRITING about your child. It 
can include the technical (ex. medi-
cal information) and the fun (ex. likes 
Pokemon!). 

•  FAMILY & COMMUNITY PICNIC   
   with SOUPIE AWARDS!
   Friday, Aug. 12th 11:30AM - 3PM 
   Food, games, prizes and  
   awards! 
   Kincaid Park Chalet - Anchorage

• Wii Club ages 14 and up 
6 PM - 8 PM 
Friday, August 19th 
Stone Soup Group - Anchorage

• Wii Club ages 5-13 years 
3 PM - 5 PM 
Saturday, August 20th 
Stone Soup Group - Anchorage

• NONE FOR NINE
      Events will be held statewide
      September 9th
      TBA

• Support Group  
5:30 PM - 7 PM 
Wednesday, September 21 
Stone Soup Group - Anchorage

• Moving Up, Moving On!        
For youth 15-23 years
5:30 PM - 7 PM 
September - December 
Stone Soup Group - Anchorage
Applications Accepted NOW! 

Stay updated with Stone Soup Group training and events at stonesoupgroup.org

Upcoming Training & Events

Top tips for back to school

What does this mean to you?

This means that families throughout 
Alaska will have another layer of sup-
port. Regardless of whether or not you 
are using Parent Navigation services 
for the more complex issues, you can 
request to be connected with another 
parent. 

You can use this support to vent, to 
ask questions or to just talk, knowing 
that they have been where you are and 
understand. You do not have to go it 
alone and you can be matched with a 
MAP Volunteer based on what factors 
are most important to you. Is it diag-
nosis, language, location? All three? 
You choose. 

What does this program need to be 
sustainable?

You! This opportunity is only avail-
able because of community contribu-
tions like the Providence Foundation, 
support from other similar national 
parent-to-parent programs and volun-
teers. The amazing sense of commu-
nity we have here in Alaska and our 
willingness to support one another 
makes more support possible in a time 
of funding cuts. You said what was 
important to you, and we listened. 

How do you participate?

It is easy, just call or e-mail Stone 
Soup Group and ask to speak with our  
Family Support Coordinator Amy 
Westfall: 
Phone: (907) 561-3701
Toll Free: (877) 786-7327
E-mail: info@stonesoupgroup.org

continued from page 1

For our most up-to-date schedule check online and join our mailing list!



Individuals 

Adele Lessly
Alice Hanscam 
Amanda Race
Arline Patuc
Bob & Jackie Price 
Bronnen Wang
Donna Graham
Elayne Hunter+
Garl Sharpe
Jayson Smart
Jennine Williamson 
Jerome Nasenbeny
John Fitzgerald
Judith Helgeson+
Judy Sharpe
Karen Timmins* 
Kimberly Stryker+
Lynn Caswell 
Mike Vasakis 
Pat Raab
Shawn Alexander+
Stepthanie Aicher+
Sue Riehle
Victoria Shanklin*
Zane Shanklin

* denotes monthly donors
+ denotes workplace giving

Business & 
Community Partners

A2P2
Alaska Pediatric Therapy
AlaskaUSA Federal Credit Union
Amazon Smile
Anchorage Unitarian Universalists Fellowship 
(AUUF)
Anvil
Bagoy’s
Bosco’s
BP Employee Match Program
Costco
Dino’s Donuts
KLEF
Equine Assisted Therapy Alaska
Fred Meyer Rewards
GCI
Great Harvest Bread Company
Great Land Infusion Pharmacy 
LaTouche Pediatrics
Mr. Prime Beef
North Star Behavioral Health 
Reading Write Alaska
Rasmuson Employee Match
Subway of Alaska
Women of AT&T

Thank you to those who have donated over the past six months. Please know that your contribution is 
a vital part of what allows us to support families who care for children with special needs. 

We could not do this without you!!!

Thank You to Our Supporters!

BE COOL ...
JOIN OUR MONTHLY 

GIVING PROGRAM
STONESOUPGROUP.ORG

A Special Thank You to:

All the amazing musicans from the 
Anchorage Symphony Orchesrta, UAA, 
the Anchorage School District & beyond!

REMEMBER 
TO LINK YOUR 
ACCOUNTS!


