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A Legacy as Big as His Smile 
There are many MLB cities that revere Dave Henderson amongst their most leg-
endary heroes, including Boston, Oakland and Seattle. Though an MLB all-star, 

World Series champion and playoff folk-hero, Hendu’s on-field feats pale 
in comparison to his accomplishments as a father.  
Everywhere Dave went, he brought along an unforgettable smile and his 
son Chase. From broadcasting Seattle Mariners games to hosting the 
annual Dave Henderson Midsummer Golf Classic, Chase rarely left his 
side. As a busy and often in-demand celebrity, having a son with Angel-
man Syndrome could seem to many like a burden. Those that knew Dave 
knew that he never considered any other option. It’s difficult to imagine 
seeing Chase without his father by his side. Perhaps this is what makes 
Dave’s untimely passing, at the young age of 57, so hard for many of us 
to process.  
We so very often try to see the world through the eyes of our angel. We 
try to protect them, shelter them and comfort them. We strive to build a 
system of love and support. However, ultimately our angels will some-
day process loss and experience grief like the rest of us. Facing this re-

ality is what we experience every time the parent or caretaker of an angel passes on.  
The legacy we leave behind is the memory of what we’ve done for them; the uncondi-
tional love that we strive to share with them. What we leave our angels is a lifetime ded-
icated to improving their world. Dave exemplified all of this. His commitment to his 
sons, both Chase and Trent, left them the memories and support needed to continue to 

live with joy and passion.  
In addition to his legacy of family, Dave left behind a legacy of giving and commitment to the Angelman Syndrome 
community. From his passion for research to his support of PNWASF activities, Dave was this community’s all-star, 
champion and folk-hero. After eighteen Golf Classic charity events in two decades, Dave’s tireless commitment to 
PNWASF helped raise well over $150,000!  
Dave’s legacy is the type of which we on the PNWASF Board of Directors draw endless inspiration. Dave was and re-
mains a hero to this community and to his family. The countless hours of work he dedicated to this community en-
sured that Chase and the rest of our angels have the support needed to continue to thrive and grow.  
Chase’s continuing adventure will consist of a strong community starting with his unrelentingly committed mother Lo-
ni, his dedicated brother Trent, his loving sister-in-law Dani and our entire Angelman community. In spite of this trage-
dy, Chase and his family retain strong support and hope. The reason that’s possible is because of the world left behind 
by heroes like Dave “Hendu” Henderson.  

            ASF Walk 

PNWASF is proud to be a sponsor of the 2016 ASF Walk.  This 

year there is a walk in both Washington and Oregon on Saturday 

May 21st. The Washington Walk will be held again at Jefferson 

Park in Seattle and the Oregon Walk will be at Emerald Park in 

Eugene.  Walk begins at 10am.  For registration and details se-

lect the walk site you wish to attend using the  Angelman Syn-

drome Foundation link or by visiting their website. http://www.angelman.org/walk/ 

Look for our updated website soon! 
We are currently revising our website.  Visit pnwasf@pnwasf.org soon to see the changes.  We are working to improve 

the ability to make donations, announce events, register for events and renew your membership using the website.  We 

hope you find the site more user friendly.  Look for an email soon announcing the launch. 

mailto:www.pnwasf.org


2016 Adult Retreat and  

Business  Meeting 
  Our business meeting at the Shelburne Inn in Washington was very 

productive.  We talked about the passing of Dave Henderson and what a posi-

tive impact he and his family had on our group and the Angelman Syndrome 

community in general.  The recent survey was discussed. The board found that 

our family events are extremely important to PNWASF families, especially the 

picnics and the Great Wolf Lodge event.  The Literacy Camp organized by 

Noel Zeedyk rated very high as well.  This is good news since it was our first 

event of this nature and we hope one of many in the future.  The future of the foundation was discussed and specifically fundraising.  With the 

passing of Dave Henderson our golf tournament will no longer be our primary source of fundraising.  The foundation and its members will need 

to find other methods of fundraising to fund its events and community efforts.  It was announced that Justin Platts, Jeannie Adam and Kimberly 

Adam stepped down from their positions as President, Vice-President and Director respectively.  Thank you so much for all you have done for 

the foundation!  Our new board members were voted in and are the 

following: 

 

 President-David Platts 

 Vice-President-Justin Platts 

 Secretary-Robin Marx 

 Newsletter/Director-Rhonda Kirtland 

 Website/Director-Sarah Webb 

 Community Outreach/Director-Gloria Derosa 

 Ambassador/Director-Geri Workman-Quintanilla 

 Education/Director-Noel Zeedyk 

 Facebook/Director-Penelope Ahart 

A Renewed Purpose  

Every year the Board of Directors and PNWASF families get together at the annual Adult Retreat to discuss the future 
of this organization. This year we focused on our history and what brought our families together in the first place. The 
need for community is something that each of us felt upon and before diagnosis. In the spirit of community, the Board 

and other Adult Retreat attendees renewed our commitment to supporting one another.  
Two decades ago a group of parents within the PNWASF community introduced the Parent-to-Parent network. Each of 

these families volunteered as the first-line of support for parents of newly diagnosed angels. In order to continue to 
build a sense of community and support new families, the Board and Parent-to-Parent volunteers have pledged to 

make this a keystone program for our organization moving forward.  
Also, during the Adult Retreat former PNWASF Board President David Platts rejoined the Board and was elected Board 
President. His commitment to redeveloping the Parent-to-Parent network was an important part of his decision to re-
join the Board. In addition, the Board set forth a plan to re-launch the PNWASF website this year. The website will be 

more professional and easier to use for members, prospective members and donors.  
2016 presents significantly different options for connecting with new families. The website and parent-to-parent net-

work is the first step towards building the PNWASF community and providing a vital shoulder for families of newly di-
agnosed children with Angelman Syndrome. If you would like to volunteer to join the PNWASF parent-to-parent net-
work, then please contact David Platts at (253) 737-5974. We’re looking forward to an exciting 2016, full of new faces, 

renewed friendships and happy angels. 

tel:(253)%20737-5974


Angel Spotlight — Praizlie Ora 

Praizlie Ora was born on Valentine’s Day 2014. Towards the end of 
my pregnancy I had too much amniotic fluid. As a result of this, 
Praizlie would not stay engaged in the canal and kept flipping. She 
loved water play early!  Although she was perfect and beautiful, I 
knew there was something different as soon as she was born. 

The first year of her life there were several symptoms and manner-
isms that were not “normal”. She had failure to thrive, but we per-
severed and continued breastfeeding. My goal in life is to become 
a lactation consultant so I felt I could not fail my own. She was 
such a happy baby and rarely cried. I made an appointment for 
that. The pediatrician we had seen laughed at me with the re-
sponse “so you really made an appointment because you have a 
happy baby that doesn’t cry?” YES, I DID!!! It is concerning when an 
infant does not show normal cues for their baby needs as when 
they’re hungry, tired, or needing a diaper change.  The way she 
moved her hands and arms reminded me of Captain Jack Sparrow 
from Pirates of the Caribbean. The most concerning of symptoms 
was her jerkiness and twitching that one pediatrician labeled as non

-threatening infantile spasms and her lack of sleep. It did not matter how many different Doc-
tors I took her to, she was fine and healthy to them. I was determined to find answers. 

 We had gone through 5 different pediatricians before I finally got referrals. She has 
been through barium swallows, MRI’s, hip/back x-rays, sedations, oral surgery, sleep-studies 
and EEG’s. At this point I had researched so much that I was convinced something like Prader-
willis syndrome or fragile X. Because I was so adamant about finding out what was wrong with my baby, the neurolo-
gist labeled me Munchausen by Proxy. I was so angry and embarrassed but still pushed to find answers. Finally got 
the referral for a genetic test and had it done. In the meantime while waiting (THE LONGEST MONTH EVER) for the re-
sults to come back I started attending church again. A member of the church, another AS mother was holding Praizlie 
and instantly said… This is Angelman Syndrome. March 13, 2015 at 13 months old her lovely neurologist was graced 
with giving me the results and an apology. We were told that with this Diagno-
sis, Praizlie would not walk, or talk, or understand and that she would maybe 
reach the maturity of 3-4 years old.  

I can now enjoy my beautiful angel and not be obsessed and consumed 
with the internet. Praizlie has been working with an OT, PT and an SLP and I 
joined several groups on Facebook. This is how I learned about the Summit 
and Gala in Chicago. I was so grateful for the opportunity to attend. It helped 
my husband to understand her more and we both gained so much hope and 
inspiration. Praizlie likes to look under doors, likes things that spin and is fas-
cinated with anything that has a tag.  She adores people with glasses as well. 
She is very loving and knows when someone is sad or hurting in some way. 
She will cling to those in pain and wrap her arms around their neck and snug-
gle.  Praizlie has made our family complete and I truly believe God gave her to 
us for a reason! Never lose hope! 

Great Wolf Lodge — Winter 2015 
 

Over the weekend of December 13th 2015 some of our local families converged 

for some water fun at the Great Wolf Lodge in Grande Ronde Washington.  The 

Lodge is decorated with holiday fare which makes the stay even more special.  

We have made this event an annual gathering in the month of December due to 

the overwhelming response from the families who attend.  The stay is complet-

ed with visits from Mr. & Mrs. Claus, a gingerbread house to dine in and snow 

falling in the lobby for story time.  This year many families met for dinner in one 

of the onsite restaurants for fun and conversation.  We had a new family join us 

this year for the event. as well as many familiar smiling faces. 
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Fred Meyer Rewards Card & Amazon Smile 
Do you shop at Fred Meyer or on Amazon?  You can now register your existing or 

new rewards card with Fred Meyer’s Charity Program.  You can help raise funds 

when you shop this holiday season by registering your card with PNWASF’s id# 

93849.  Go to www.fredmeyer.com, click the Rewards tab to locate the Community 

Rewards in the drop down, link your card using the above id#. 

 

You can also support PNWASF by registering the foundation with 

Smile.Amazon.com and they will make a donation from your purchases   

https://smile.amazon.com/ 

Volunteers Needed for Fundraising Committee 
Do you know someone who would be interested in volunteering their time to 

join the PNWASF Fundraising Committee?   

Please contact the Fundraising Committee Coordinator Robin Marx at 

rmarx10@gmail.com  if you are interested or would like additional  

details.  Your help would be appreciated ! 

 

Are your annual membership dues paid??? 
http://www.pnwasf.org/html/documents/MEMBERSHIPFORM.pdf 

Summer Camp & Picnics 

Camp Prime Time will not be an event for the summer of 2016.   

The camp has become very popular and our group was unable to secure a spot 

for the summer of 2016.  Look for an upcoming group camp to be announced  

soon as well as summer water park picnics in both Washington and Oregon.   
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