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     On March 26th of the year 2013 our family welcomed Nathan Rocco Dukes into our 
lives. He was born without any complications and weighed in at a normal 7lbs 4 oz. We 
noticed right away that Nathan had low muscle tone and nystagmus present at birth.  

     As the weeks went on, we remained hopeful that Na-
than would begin to show improvement. At his 3 month 
check-up, he couldn’t hold his head up, or roll over, or do 
any of the things children begin to do early on in life. It 
took us about 9 months before we could finally figure out 
why. 
     The hardest part of the diagnosis process was being 
told visit after visit that my son was not thriving like nor-
mal children. “Nathan has not gained enough weight” 
were the words that I began to fear the most. In the be-
ginning they would send us home with new formula reci-
pes to try and different feeding regimens with hopes that 
it would help Nathan gain weight. When none of this 
worked, we felt like our backs were against the wall and 

eventually we were admitted into C.S. Mott Children’s Hospital at the University of Michi-
gan. This is where the tube feeding began. If anyone has used an N-gtube they will know 
the extent of the madness that your life becomes with those things. It worked though, Na-
than began to gain weight and keep it on. 
     Next were the swallow studies, the motor evaluations, the blood 
tests, the brain scan and finally the genetic testing. It felt like U of M 
Hospital became our second home. We would study the doctors as 
they studied our son. We could tell they knew something was differ-
ent about him but they couldn’t tell us exactly what it was. 
     The results from the genetic testing showed a duplication on Na-
than’s PLP1 gene. As it turns out Nathan has PMD, but he also has a 
smile that can light the darkest of places. Nate will be 3 years old 
soon and throughout this short time we have learned a tremendous 
amount about the disease and how to go about parenting our son in 
the future. Nate goes to occupational and physical therapy twice a week and has shown a 
great amount of improvement since birth. He can focus better, hold his head up on his 
own for a short time and, most importantly, he interacts with his environment. We learn 
new things about him every day. 

     Nate loves to watch his Baby Einstein videos and en-
joys being the center of attention. He loves getting out of 
the house and being pushed around in the stroller out-
side. He enjoys back rubs from his grandpa and being 
held by his grandma. 
     As Nathan’s mom, it is important for me to spend valu-
able time with my son and provide as many life experi-
ences for him as possible. Nate may never walk or talk, 
but he definitely understands. He understands that he is 
loved deeply by the people around him. He is the center 
part of a family bond and support system that would have 

never existed if it were not for him. 
     Our family attends the annual PMD conference in Indianapolis, Indiana. This is where 
we learn the most about the disease and where Nathan can spend time with his PMD 
brothers.  We are thankful for our son, our family support, and being a part of the PMD 
Family. 

Jill Andrews and Mitchell Dukes 
(Nathan’s Parents) 
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COMING UP VERY SOON 

 

The 27th Annual PMD Family Support Conference will be held June 16-19th in Indianapolis, IN. The Crowne P laza 
Hotel at Union Station will be the event location, but the time to reserve discount pricing has passed.  However, you can 
still make reservations at normal pricing by calling 317-631-2221 and tell them you are with the Riley PMD group to see 
if you can still get a room close to the rest of the group. The presentation by the doctors will be on Saturday June 18th.  
There will also be lots of fun family stuff thrown in as usual!  Transportation and childcare assistance will be available. 
(Some families may be arriving on June 15th to get the party started early, and others may stay a day or so longer to 
rest up before the trip home.) If you have any problems with reservations or have any personal needs (like needing a 
pack and play, bath chairs, strollers, etc) please contact us at PMDFS.Indy@gmail.com or through the "Contact Us" tab 
of our website (www.PMDFamilySupport.com). We will be happy to try to help in any way we can! 

 
If you can’t attend, but would like to be an integral part of this event, there are two ways to help out. 

1) You could make a tax deductible donation for the PMD Family Support Conference through their website by clicking 
on the "Fundraisers & Donations" tab.  

2) If you would like to show your support for the conference, purchasing restaurant Gift Cards through their Amazon 
Wish List is the easy way to do so! Feeding all those who attend can be expensive.  The restaurant Gift Cards go a 
long way to defraying that cost.  Just go to: 

 http://smile.amazon.com/registry/wishlist/8QO81Y03QFWH/ref=cm_sw_r_fa_ws_KR1uxbF1GKQQ0 

Check out these great pictures taken at previous conferences… 

27th Annual PMD Family Support Conference 

15th Annual PMD Golf Outing 
Tuesday, June 14th is the day to be at the Cranbury Golf Course in West Windsor, NJ.  Anyone who has attended any of 
the previous PMD Golf Outings knows what a great time will be had by all.  This is the last year this event will be orga-
nized by Linda Leonard and her crew, so let’s end their tenure with a bang.   

Per Linda:  

“We’re so close to our goals!! 

As you know, this is the grand finale for this crew, and we’re trying hard to make it our best ever! Most importantly, we 
are highlighting the kids that inspire ALL of us to attend, sponsor, donate, and volunteer. We have ALMOST enough 
sponsors to feature a PMD kid on every golf hole – we just need three more hole sponsors OR child tribute sponsors!! 
And we need THREE more foursomes to beat our record and reserve the entire course for a celebration of PMD kids, 
their families and the researchers that work tirelessly to help the whole PMD community. 
Thank you for your support over the years. We cannot wait to see some familiar faces in just over a week. And for 
those that contribute from afar, please know that we are grateful and thinking of you!! ” 
 
So, go to: www.events.org/2016PMDgolfouting   Need incentive? Just look at these pictures of earlier outings... 

http://www.pmdfamilysupport.com/
http://smile.amazon.com/registry/wishlist/8QO81Y03QFWH/ref=cm_sw_r_fa_ws_KR1uxbF1GKQQ0
http://www.events.org/2016PMDgolfouting
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More Upcoming Events 

2nd Annual Gabriel Luke VandenBerg Golf Outing 

August 8th is the date for a repeat of this exciting event at Egypt Valley Country 
Club in Ada, Michigan (just outside Grand Rapids.)  Last year’s outing was a 
sell-out, so keep your eyes open for ticket availability by watching the PMD 
Foundation Facebook event site at: 
https://www.facebook.com/ThePmdFoundation/events. 

See pictures from last year’s outing to the left: 

PMD Foundation News 
There have been a number of changes in The PMD Foundation’s Board this year.   

Jeff Leonard, who has been on the Executive Committee for many years, has stepped down from his position as Chair.  
Doris Parker, a more recent member of the Board, was voted in as the new Chair.  Rob Gasperetti, another long time 
Board (and Executive Committee) member has left the Foundation’s Board.  Carlos Labrada and Geoffrey Toman main-
tain their positions as Vice-Chair and Treasurer respectively.  Laura Spear is no longer the Board Secretary, and we are 
searching for a new member to attend quarterly conference-call meetings and take minutes.  If you have Administrative 
abilities and would be willing to take on this role, please contact us at volunteer@pmdfoundation.org.   

We would also like to acknowledge the years of PMD research contributed by Dr. Grace Hobson as she embarks upon a 
new area of study—RETIREMENT.  Thank you Grace for all you’ve done in support of our extended PMD family.  You’ve 
been  a touchstone for many and a fount of knowledge for us all.  We’re so glad you chose PMD as your area of study 
and expertise.  Enjoy this new adventure, we hope you get some well deserved R & R. 

Research Update 
For those of you who have been interested in the possibility of follow-up studies by StemCells, Inc., there is an update. 
Unfortunately, it appears StemCells Inc. has come upon hard times and won't be continuing with its stem cell research 
(laying off many of its employees.) The hopeful note is that they are hoping to transfer their proprietary HuCNS-SC cell 
line through a potential sale. Let's hope another company picks up the work that StemCells has abandoned.  To read the 
recent news article, click here. 

https://www.facebook.com/ThePmdFoundation/events
mailto:volunteer@pmdfoundation.org
http://www.reuters.com/article/us-stemcells-study-idUSKCN0YM1I2
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Fun Summer Crafts To Do With Your Kids 

Slime 

When school is out and the kids are looking for something different to do, paint-
ing with Puffy Foam Paint may be just the thing.  It’s inexpensive to make with 
ingredients you probably have on hand and can be a great outdoor project if 
you’re worried about making a mess in the house. 

Just mix together equal amounts of shaving cream 
and white school glue (the amounts don’t have to be 
exact) but be careful not to overmix or the paint will 
turn “soupy” and not hold its shape.  Then just add 
enough liquid food color to get the depth of color 
you’d like (keep in mind that the colors intensify 
when they dry.) 

 

The paint can be applied with a 
paintbrush, like any other paint, 

or you can use a plastic bag with the corner cut off to “pipe” 
the paint like cake frosting.  If you want them to get truly creative (and 
don’t mind a little more clean up at the end of the project) it makes a great 
mushy textile finger paint. You might want to omit the food coloring to 
make cleanup a little easier. 

 

Just let their artwork dry overnight and you’ll have a 3D picture to be proud 
of (the paint usually becomes even puffier after it dries.) 

Puffy Foam Paint 

Ingredients:  
5oz of  white school glue  
½ tsp borax  
1 cup plus 1 tbsp warm wa-
ter  
Food coloring  
Plastic cups and  sticks  for 
mixing 
 
Directions:  
Pour glue into a plastic cup, 
add the tbsp. of water and 
food coloring.  Mix well.  
Add borax to the remaining 
cup of water and mix until  
borax is completely dissolved  

Pour the borax water into the glue mixture and 
stir, st ir,  stir.  Mixture will  start to immediately 
thicken.  
Keep stirr ing until  i t ’s too thick to stir with the 
stick.  
When slime becomes too thick to stir, remove it from the water and start kneading 
with your hands until  i t ’s no longer sticky.  For longer life, store in a plastic bag in the 
refr igerator.  Braid colors together to get interesting effects.  



More Summer Crafts To Do With Your Kids  
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Bubble snake makers are a super simple DIY bubble-blowing 
“machine”  made with things you have lying around the house.  To 
make your bubble snake maker, use the following items: 
 
 An empty plastic bottle (smaller water bottles are great for kids 

who don’t have lots of blowing power while larger bottles will 
produce fatter bubble snakes.) 

 An old white sock 

 A tight rubber band and/or some duct tape 

 Bubble solution (or just a little dish soap in some water.) 
 
Start by cutting off the bottom 3/4 of the plastic bottle. Place the cut 
end of the bottle into the sock.  Pull the sock onto the bottle.  Use a 
rubber band to hold the sock tightly on the bottle.  If the sock is too 
loose, put a ring of duct tape around the sock to hole it snuggly.   
 
Now the fun begins.  Dip the sock end of your Bubble Snake Maker 
into the bubble solution until the sock is saturated.  Place through 
the drinking end of the bottle and watch the bubbles grow.  Be sure when allowing young children to use the Bubble 
Snake Maker that they blow and don’t inhale or sip.  

 
If you want to get really 
fancy, decorate your 
Bubble Snake Maker with 
foam cutouts to give 
them a little personality.  
Or you could add a little 
food coloring to the sock 
before dipping it in the 
bubble solution.  
 
 

Bubble Snake Makers 

Bouncing Bubbles 
Ingredients: 

 1/2 cup water (distilled works best) 

 1 tbsp dish soap (Dawn works well) 

 1/2 tbsp glycerin (available in the skin care aisle of most stores) 
 
Directions: 

Combine the water, dish soap and glycerin into a disposable cup (soap and glycerin can be doubled 
for thicker bubbles.) 

Gently mix, then let the solution sit out at room temperature for awhile.  Overnight is best. 

Cut an x into the end of a plastic straw and fold out.  Dip straw into 
solution  and blow gently.  A bubble wand could also be used. 

Be sure to wear gloves or put a sock on your hand if you want to catch 
the bubbles.  They will still burst on contact with skin. 

Store the solution in a bottle or any container with a lid. 



 

Shopping or searching for purchases through iGIVE can result in a donation for the PMD Foun-
dation. A penny or more per search, a $5 bonus for your first online purchase and up to 26% 
of your purchases will be contributed to the PMDF. 
     Over 700 stores participate in this donation program, including Amazon.com, eBay, Staples, 
JCPenney, Barnes & Noble, Overstock.com, Office Depot, QVC, Home Depot, HSN, Gap, & 
NORDSTROM. Plus, as an iGive member, you SAVE money with exclusive coupons and free 
shipping deals.  
     It's easy. Select the PMDF as your favorite cause, register with iGive and shop at brand 
name online stores through the iGive Mall. Logon today to: 

 www.iGive.com 
 

iGIVE 
(online shopping) 

SUPPORT THE CAUSE — 
IT’S EASY TO DONATE Yay!  We’re already seeing some success with Amazon Smile fundraising.  Now we 

just need to get all you online shoppers onboard.  Most of you use Amazon.com 
when you do your online shopping anyway. Amazon has excelled at making shop-
ping effortless and they have most everything you would need.  But did you know 
that they help charities on a daily basis?  All you have to do is log on to 
http://smile.amazon.com and enter the PMD Foundation as your charity of choice.  
Then use the same address when doing your Amazon shopping and .5% of eligible 
purchases will be donated to the Foundation.  If you forget the smile part the next 
time you log on to Amazon with that computer, they will remind you and link you to 
the donation site.  It is the same company, same prices, same website. There isn’t 
an easier way to help raise funds by doing something you already do.  Make your 
shopping  even more meaningful and get your friends/family involved too! So the 
next time you need to do some online shopping, just remember to Smile. 

 The Foundation is a non-profit 501(c)3 or-
ganization.  Your contributions are tax de-
ductible to the extent allowable by law.   ALL 
participants of The PMD Foundation serve 
as VOLUNTEERS, however, operating 
costs and research funding are expenses we 
face to keep the Foundation viable.  We need 
your financial support, it’s that simple. 
 Click here  to make your contribution by 
credit card or Paypal.  If sending a check, 
please use the address on the last page of 
the newsletter. 

Fundraising – We can all contribute a little... 
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DONATION LINE LLC 
(vehicle donation center) 

Use Donation Line to donate cars, trucks, motorcycles, RVs, boats, jet skis or snowmobiles to 
benefit the PMD Foundation and get a tax deduction for yourself. They provide FAST, FREE 
pick-up of your vehicle (running or not) and have an A+ rating by the Better Business Bureau. 
The process can be initiated 24 hours/7 days a week by phone at 1-877-227-7487 (ext. 2434 
for PMDF) or by filling out their online form. A towing agent will contact you to arrange a pick-
up time, and provide you with a pick-up receipt. The vehicle will be sold at auction and the 
PMD Foundation will send you a tax-deduction letter upon receiving the funds. Get more infor-
mation about tax deductions for donated vehicles, at: 

www.donationline.com 

AMAZON SMILE SUCCESS!!! 

http://www.igive.com/
http://pmdfoundation.org/?page_id=105


1 Green Tree Center 
10000 Lincoln Drive East,  
Suite 201 
Marlton, NJ 08053 

The PMD Foundation  

My Donation 
I would like to support the PMD Foundation’s mission of family support, awareness and research. 

 Enclosed  is my tax-deductible donation of  $__________. 

I would like these funds designated for __________________________________________ 

Name: _____________________________________________________ 

Address: ___________________________________________________ 

City: _____________________ State: ______ Zip: _________________ 

Please detach and mail with your contribution to : 

The PMD Foundation 

1 Green Tree Center 
10000 Lincoln Drive East,  

Suite 201 
Marlton, NJ 08053 

 

THANK YOU FOR YOUR SUPPORT! 

Phone: 609-443-9623 
Email: 

PMDSupport@pmdfoundation.org 
Website: 

www.pmdfoundation.org 

Together, we can make 2016 the 
year that a treatment is discovered, 

leading to an eventual cure! 

Please make a donation either: 

By visiting our website to make a safe 
and secure contribution  

CLICK HERE 
Or 

By clipping the following coupon and 
mailing it with your check 

Our Vision: 
A World Where There Is No PMD 

Our Mission: 
•Provide support for families affected by 
PMD 
•Raise public awareness and support for 
PMD 
•Fund research of Pelizaeus-Merzbacher 
Disease 

mailto:PMDSupport@pmdfoundation.org
http://www.pmdfoundation.org
http://pmdfoundation.org/?page_id=105

