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“The child is father to the man, 
And I could wish my days to be  
Bound each to each by natural piety.”  William Wordsworth  

 
Nicolas Jose Candelaria was born in El Paso, Texas, on Septem-

ber 17, 1998. He locked eyes with his daddy, Robert, sharing the 
words of William Wordsworth. It happened to be the poem daddy 
was studying with his senior English class that particular morning. 
Mommy, Teresa, was still in recovery after the C-section that 
brought Nicolas into the world. 

Nicolas appeared to be healthy. He began his life as any normal 
newborn. 

It wasn’t until 2 months later that Teresa began to notice the 
uneven eye-wobble, nystagmus, that her younger brother Tommy 
had exhibited as an infant 16 years earlier. Teresa had two brothers (Tommy and Jo-Jo) 

both of whom had been diagnosed with cerebral palsy, 
before one doctor---somehow before the blessings of 
google---mentioned Pelizaeus-Merzbacher as a possibil-
ity. But there could be other reasons . . . Teresa’s dad 
may have been exposed to Agent Orange in Vietnam. 
Nicolas had an MRI at 6 months and the results were 
“normal.” How many PMD families get a normal result in 
their first MRI? That’s because all babies have underde-
veloped white matter (myelin) so the results usually look 
fine at first. But PMD kids do not develop their myelin, 
so their MRI won’t appear abnormal for many more 

months. 
Nicolas and his parents started accumulating air miles, flying to Dallas to “rule-out” 

many other possibilities. Finally, a blood sample was sent to Dr. Hodes in Indianapolis 
that confirmed that Nicolas indeed had PMD. The local El 
Paso neurologist was humble enough to admit that he did-
n’t know a lot about PMD, but he gave some advice that 
Nicolas’ parents have never forgotten: Stimulate Nicolas’s 
senses. Take him to museums. Take him to ball games. 
Travel. Let him experience as much as he can tolerate to 
help to open up and awaken those neural connections. 

After that advice, those air miles really began to accu-
mulate. Nicolas has been to seven countries. He has seen 
the Sistine Chapel, the Mona Lisa, the Cathedral of Cologne 
and Michelangelo’s David. He has seen the Eiffel Tower 
and the Statue of Liberty. He has visited the Smithsonian Museums and the Met.  

Nicolas has watched bats fly out of Carlsbad Caverns. He has petted dolphins and 
rays, been splashed by sea lions, seals and whales. In various aquariums, he has seen 

many underwater citizens at play, including mermaids. 
He has fed giraffes and ducks and geese. He even once 
“raced a cheetah” at the Indy zoo. And he loves to cud-
dle with his two dogs, Larry and Blue. 
He has ridden planes, trains, roller coasters, cable cars 
to the tops of mountains in the Rockies and the Bavari-
an Alps, steam ships on the Mississippi and the Rhine, 
a raft in the white rapids of Colorado, and even a hot-
air balloon in New Mexico. He has splashed in two 
oceans – shaken hands with a very well-known mouse 
in California (saw that same mouse again in Florida) 

and he has seen the leaves turn colors in New England. He has seen football games and 
futbol games, basketball games and baseball games. He has gone to concerts, outdoor 
operas, and music festivals.  

There are still many more places to go as he guides his parents to find new friends 
waiting to be discovered. But he still finds time to go to Indianapolis every summer to 
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Nicolas Candelaria (continued) 
meet his PMD brothers, their families and the doctors who are 
researching the disease.  
Nicolas’s teen years brought new challenges. Nicolas’s hips 
never formed correctly because of lack of weight-bearing 
through the years. Consequently, Nicolas had to have both 
hips repaired, 8 weeks apart, in 2013. Also, because of his 
lack of coordination, feeding became more difficult. Nicolas 
had always been “underweight,” but with the added caloric 
demands of being a teenager, and his frequent choking epi-
sodes, his weight became more of an issue. Additionally, Nico-
las’s scoliosis was worsening because of the hypertonia of 

PMD. So in 2015, Nicolas traveled again to Dallas, this time to the 
Scottish Rite Hospital to endure two more operations. The first sur-
gery installed his g-tube which caused him to gain thirty pounds in 
one year. The second surgery inserted metal rods in his back and caused him to gain three 
inches in eight hours.  
    Nicolas is very smart. His keen sense of humor is obvious; even though Nicolas is non-
verbal, his laugh is contagious. He also has a superb sense of direction. On his daily com-
mutes, he points and hollers at some of his favorite destinations: Barnes and Noble, Dave 
and Busters, Guitar Center, and every McDonalds along the way. Throughout all of these ex-
periences, Nicolas has become a PMD ambassador. His magnetic personality draws strangers 
to him who want to know more about him.  
    Today, Nicolas is a very healthy 4’6” and 95 pounds. A senior in high school, Nicolas is 
involved in Special Olympics and he is on the High-Q team---he never has a wrong answer. 
Nicolas loves watching the Game Show Network and yells all the correct answers at the play-
ers on the screen. He also loves to cheer on his favorite baseball team, the El Paso Chihua-
huas! 

Letter from the New Chair of the PMDF 

 

 

 

Hello to all of the PMD Community. I was honored to be selected to serve as The PMD Foundation 
Board Chair starting June 1st 2017. I have been a board member of The Foundation since shortly after 
receiving my son Jaden’s diagnosis of PMD in 2002. Like many of you the moment my wife and I re-
ceived Jaden’s diagnosis our lives were set on a different course. My life since that moment has been 
focused on doing everything I can to be able to provide and care for Jaden to the best of my ability. 
We are very blessed, as many of you can tell if you have ever seen pictures of Jaden.  He is a very 
happy guy and has an incredible personality and is a character to boot! I used to think like many fami-
lies, “why would God let this happen to my son?” Why place this burden on him? But as the years pass 
I have come to see that maybe it was to teach all those whose paths intersect with Jaden. He has 
touched so many people and I believe he has made them better, more caring and loving individuals.  

There are many exciting things on tap for the second half of 2017 for The PMD Foundation. We are 
excited to have the opportunity to hire Doris Parker to serve as our part time Executive Director. I am 
extremely excited to work alongside Doris as are the rest of the Board members. Doris is an amazing 
high energy individual. She is an incredible networker and a proven fundraiser. She is also a PMD mom 
of Logan Parker and has the passion needed to help us find therapies and a cure for PMD.  

As Board chair, my vision for the Foundation is going to be for us to work smarter not harder. As technology continues to 
evolve and the world becomes smaller, we need to do what we can as a community to utilize available technology and look 
for opportunities to achieve our goals of research, awareness and family support. Our PMD community is much too small for 
us all to not work together. The one thing that we will never have enough of as caregivers is time. So my hope is that we can 
attract and recruit talented volunteers to help us achieve our goals. Volunteers that are not necessarily primary care givers, 
but rather have a connection to our families and hopefully more time and energy. My hope will be that we develop a large 
energized, skilled and talented group of volunteers that will help us achieve our goals.  

I know first hand how exhausted every PMD family is that is reading this today. The challenge of balancing a career and car-
ing for a child with PMD along with all of the other duties and responsibilities make life difficult. I know that at times we all 
feel like we want to give up. I know that we think at times I am too tired and don’t have the time to do anything. I under-
stand how you feel. However, I ask that you push forward. Please stay connected to the Foundation and be active. I ask for 
you to support The PMD Foundation and our mission. If you don’t support the Foundation to help raise awareness and fund 
research to find therapies for our kids and a cure, who will? 

I look forward to doing my part to work with Doris and our Board to serve the PMD Community and our children, and to work 
towards a world without PMD. 

 

Dave Manley 

PMD Foundation Board Chair 
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Meet the new PMDF Executive Director 

    Doris Parker lives in Salado, Texas, with her husband Ben and their two children: Taylor 

and Logan. Logan was born on June 27, 2007, and diagnosed with PMD in July of 2009. He 

is the first generation diagnosed with PMD in their family. 

     Doris served as the Foundation's Board Chair from January 2015 until she accepted the 

position of Executive Director in June 2017. 

    Doris has spent the majority of her career in the ophthalmology field with a recent 

change to non-profit in July 2016. Since Logan's diagnosis, she dedicates her free time 

working with local children's charities in Texas. Logan is also sharing PMD awareness na-

tionally as the Ambassador of Texas for The Children's Miracle Network Hospitals.  

     Doris has a strong passion for fundraising and raising awareness of PMD and is excited 

about serving PMD families in her new role. 

Meet the new PMDF Scientific Advisory Board Chair 

 

Dr. Jeremy Laukka is currently an Assistant Professor of Neuroscience and Neu-

rology at the University Of Toledo College Of Medicine. As such, he spends six 

months of the year teaching medical students and residents, and the remainder 

in scholarship work. He spends all of his research energy on Pelizaeus-

Merzbacher Disease. Dr. Laukka received his B.S. from Michigan State Universi-

ty and his M.S. and Ph.D. from Wayne State University School of Medicine in 

Detroit. While there, his advisor was the late Dr. Jim Garbern. He also did ex-

tensive work with another member of the Scientific Advisory Committee, Dr. 

John Kamholz.  He resides in Michigan with his wife, Nicole, and his son, Dallin.  

We look forward to hearing about Dr. Laukka’s  future plans for the SAB. 

 

Yummy Summer Smoothies 

In summer, it’s sometimes hard to keep children hydrated and maintain a comfortable 
body temperature.  A delicious solution to these hot weather complications for those who 
can take food by mouth is a fruity summer smoothie.  Make them yourself at home and 
you can be confident that they are getting nutrition without too much added sugar or pre-
servatives (you might even be able to throw in a couple soft vegetables for added vita-
mins.)  Try the following easy combinations in your blender (if your blender doesn’t crush 
ice well, try freezing fruit and replace the ice): 
 

Strawberry Smoothie – 1½ c. strawberries, ¾ c. plain or vanilla yogurt, 2 T. honey, 1 t. 
lemon juice, 1 cup ice cubes 

Power Mango Smoothie – ½ large mango (cubed), 3 ripe peaches (peeled & sliced), 1 c. 
plain or vanilla yogurt, 1 cup ice cubes 

Strawberry/Blueberry/Banana Smoothie – 1 sliced banana, 1 c. strawberries, ½ c. blue-
berries, 1 c. plain or vanilla yogurt, 1 c. ice 
 
Get inventive and use any fruit your child enjoys.  Watermelon, kiwi, apricots and other 
soft fruit all lend themselves to smoothie making.  If your blender is strong enough, pine-
apple, peeled oranges and even coconut make good additions.  Flavored yogurt that 
matches the fruits you use can give variety to the recipes.  ENJOY! 
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The Mollii Suit 
Finding a natural alternative to Botox and Baclofon (Marianne Bal) 

     When we received the diagnosis of PMD, the doctor immediately told us, that 
soon Valentin will need Botox or Baclofon to reduce spasticity. I wasn’t very fond of the 
idea of chemical injections, especially when they would not only weaken spastic mus-
cles but also the ones that are already too weak.  

     I heard of the Mollii Suit from family and I went for a test session. The results 
were immediately visible and I was happy to have found a natural alternative to phar-
maceutical treatments we would have to go through.  

     Mollii is a functional garment that consists of a pair of trousers, a jacket and a 
detachable control unit which sends electrical signals to the user via electrodes on the 
inside of the garment. The suit has 58 electrodes which can be combined in various 
ways. Mollii has a control unit which is individually programmed for each user. The per-
son prescribing Mollii uses a computer program to adapt the active electrodes and the 
intensity (which muscles are to be activated by means of current). The settings are 
then saved in the Mollii control unit, making it simple for the device to be used at 
home. 

     Since March, Valentin is the proud owner of such a suit. Although putting it on 
might be cumbersome for a 4-year-old, he still accepts it and is happy wearing it, 
which is a sign that he must feel the results himself too. 

The Mollii suit was invented by Frederik Lundqvist and is developed, manufactured 
and sold by Inerventions, a Swedish company founded in 2009. I had the privilege of 
talking to Frederik and asking him some questions: 

 
Fredrik, who are you and how did you come up with the idea of inventing 

the Mollii suit?  
I have always had a soft heart for people with disabilities. There was a man for which it was an 

enormous effort to walk and I still saw him training every single day. I had a lot of respect that 
this man would put so much effort and energy in his goal to be able to walk. 

I started with giving massaging first and continued education to become chiropractor. I was a personal assistant for disabled peo-
ple when I started working with a man, called Jurek Romansky, with Multiple Sclerosis and thanks to him I got a lot of ideas. It also 
gave me motivation and a fighting spirit. I didn't like to see someone getting worse. That broke my heart as in a clinical way I could-
n't help him.  Nothing that I learned in any of my trainings and education could help him. I could only help him socially.  

Then I got the idea for the suit. I found tricks to relax spastic muscles by using reflexes. It worked so well that I had to find some-
thing that would create these reflexes artificially, which was the starting point of producing reflexes.  

I tested my theory with one person, with electrodes and certain patterns. Then I understood that I can reduce spasticity with elec-
trodes. That was huge. Understanding this was part of the invention. 

I also thought that families can benefit from it as they don't need to go to clinics anymore for every treatment. Parents can do it 
themselves and help their children too.  

I let myself think that I'm able to have an idea that's unique. I allowed myself to have big thoughts and I thought: I can invent 
something. 

 
What was your motivation? 
To help people. I always felt love for my companion humans, especially when they are unlucky. 
 
Who is Inerventions? 
I set up Inerventions in 2009. The company develops, manufactures and sells Mollii, which was launched on the European market 

as a medical device in late 2012. 
Inerventions is committed to creating opportunities for active movement and functional improvements, and to providing everybody 

with the chance to live a dignified and active life. 
Our aim is to alleviate the effects of spasticity and difficulties to control voluntary movements. 
We are focused on quality and reducing risks through continuous development of our product. 
 
Can you share some success stories? 
There are so many... Overall, people are so used to not moving forward. They feel like they have reached their physical limits. 

Mollii’s strength is to create motivation. It can show that they can do it much easier or do something they couldn't do before. This 
helps and motivates patients and it makes it easier for them to achieve their motoric goals.  

It’s a new start to change something and you can see results. This is so encouraging and a reinforcement for parents and thera-
pists as well. 

I speak from my own experience when I say that our tests sessions are often amazing. It’s this wonderful moment when we can 
get people to be motivated again .  

 
Who is Mollii for? 
Mollii is an assistive device for people with spasticity and other forms of motor impairment due to cerebral palsy, stroke, brain dam-

age, spinal cord injury or other neurological injuries. Mollii can also be used to alleviate chronic pain. 
Mollii is used for spasticity and increased or decreased muscular tension. Mollii prevents and counteracts different forms of muscle 

shortening and rigidity. The assistive device helps the user to regain control over muscular tension. 
This is the only method available to date that promotes training at different levels (muscle contraction, neuronal synapsis, infor-

mation transmission...) and makes it possible to use the body's resources as a tool against the spasticity. 
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What happens in the body when Mollii is used? 
Mollii uses low level electric current to produce basic tension in the musculature. The current stimu-

lates the antagonist to the spastic muscle. If, for example, the biceps is spastic, the triceps is stimu-
lated which in turn makes the biceps relax. Relaxing the muscle enables active movement and a 
gradual improvement in function. The physiological mechanism is called reciprocal inhibition. 

 
Is it User-friendly? 
Yes, Mollii is a functional assistive device that is designed to be used in the home environment. It is 

simple to use. If a person can put on an ordinary garment him/herself, then he/she can put Mollii on 
him/herself. There is a button for on/off and a button for play/ pause. A single push of the button 
starts muscle stimulation, which proceeds automatically for 60 minutes. 

 
How often do I use it? 
The device is used for approximately one hour on 3-4 occasions per week. For optimum effect, 

Mollii should be used together with physiotherapy, training, activity and movement. The effect is indi-
vidual and remains for up to 48 hours. 

 
How come that the effects last and why only 48 hours?  
The Mollii Suits is training the neurons. The nerve cells learn how to send the signals better through 

the spinal cord and effect the bio-chemistry in it. You can imaginee, it like it’s charging the mobile 
phone.  

 
So, doesn't the body learn and remember?  
It does and after a long term, the suit might not be necessary any more but only if you are lightly effected. For more severe im-

pacted patients, the neurons need more exercise and this progress still takes time. 
 
Is Mollii better than other treatments against spasticity? 
We do not claim that electric stimulation (ES) should replace other therapies or that it is the most suitable for any kind of spastici-

ty regardless of the level and impairment that could induce. But we have shown, it can be used as an effective additional therapy 
that could help to improve the daily management of patients with spasticity. 

ES does not inhibit the neuronal signal at any level as does baclofen (inhibition of all neurons in the spinal cord) or botulinum 
toxins (inhibition of the Ach release to the muscle and therefore stopping the contraction signal) or stops the signal sending process 
as does SDR. Thus, ES works in a completely different fashion as other therapies facilitating the synapses of all neurons involved in 
the spinal circuits. This neuronal activation helps the neurons to keep their synapses and all elements involved in the synaptic trans-
mission active and working, furthermore this activity sends signals to the cortex where plasticity has been shown as a result of the 
motor-sensory feedback from the muscles and spinal cord. 

 
Mollii is currently on the market in the EU and in Australia. Mollii is developed and manufactured in 

compliance with several medical device standards, which means that the product can be sold in all of 
Europe and in many countries outside of Europe. However, to enter the US market, Mollii would need an 
FDA approval. What does that mean for Inerventions? 

For a small company like Inerventions, embarking on an FDA process will require a proportionally large amount of work and 
money. Larger companies would probably not consider this a very big hurdle, however for Inerventions it is a matter of finding the 
right time in many perspectives. Even though Mollii is developed and tested according to international standards for a medical de-
vice, a substantial part of the technical documentation is not in a format accepted by the FDA. Some of the documentation simply 
needs to be translated. Others need to be written or rewritten and reorganized. This is true for the test documentation as an exam-
ple. A product like Mollii undergoes careful technical testing, performed both by Inerventions and an independent testing lab. Dur-
ing development and testing, a large amount of technical documentation is created to prove how tests have been designed and 
performed. Most of the testing performed in house by Inerventions would likely need to be re-performed in the event of filing for 
FDA approval to fulfill the format and standards requirement by the FDA. If Mollii was to be introduced to the US market it would 
most probably be through a so called 510K clearance. At this time, it is difficult to estimate when and how we would be able to take 
on this challenging work. We wish for the FDA process to be as quick and smooth as possible once we know that we are ready for it 
as we want nothing more than to be able to help even more people and families worldwide.  

 
    What can we do to help? 

Prior to our FDA application you could help us with finding the right people to talk to. That could help us with the process and 
steps around the FDA approval.  Once the FDA application has been submitted we would need to find good companies with experi-
ence in medical devices. You could help us find a distributor. What companies would be good to work with? 

 
 
To find out more about Inervations and the Mollii Suit, visit their website at: 
http://inerventions.se/en/ 
 

The Mollii Suit (continued) 

http://inerventions.se/en/


 

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 

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.   Op-
erating costs and research funding are ex-
penses we face to keep the Foundation via-
ble.  We need your financial support, it’s 
that simple.  Click here  to make your contri-
bution by credit card or PayPal.  If sending a 
check, please use the address on the last 
page of the newsletter. 
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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!!! 

 Monthly Giving — the easy way to show you care 

Fundraising 

The PMD Foundation is a 
family driven foundation 
that proactively serves 
those affected by Pelizae-
us-Merzbacher Disease 
(the PMD community) by 
supporting programs of 
education, research, ser-
vice, and advocacy. The 
Foundation is launching 
the first of many clubs 
that you can join. We are 
introducing the "Coffee Club" as a way of donating what you 
would normally spend on coffee (once-per-week) to the Founda-
tion for research. We will launch this on our Facebook page 
on August 1st!!! Be sure to search  @pmdfoundation to like our 
page and participate. 

You are helping make a difference in our PMD families’ lives, one 
cup at a time! 

http://www.igive.com/
http://pmdfoundation.org/?page_id=105
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Past & Future Events 

Texas Golf Outing 

28th Annual PMD Family Support Conference 

3rd Annual Gabriel Luke VandenBerg Golf Outing 

Please join us!   Mark your calendar for August 14, 2017.  The VandenBergs are teaming up 
with the PMDF for the 3rd Annual Golf Outing honoring their son, Gabe, a PMD warrior.  All 
funds raised are contributed directly to the Pelizaeus Merzbacher Disease Foundation.  The 
event will once again be held at Egypt Valley Country Club in Ada, Michigan (just outside 
Grand Rapids.)  Eighteen holes of golf (including cart, lunch, dinner and a thank you gift) 
will  run $200, or $175 if you register by July 17th.  For those who do not golf but would 
like to join the group for dinner, there is a $30 fee. 

 

In 2015, this tournament raised $37,244, last year’s total was $45,361 and this year they hope to top $50,000! 

Registration is available online at:  (if you can’t attend, donations can also be made online.) 

https://pmdfoundation.salsalabs.org/3rdannualgabriellukevandenberggolfouting 

The 28th Annual PMD Family Support Conference was held July 6th-9th in Indi-
anapolis, IN.  The Crowne Plaza Hotel at Union Station was once again the 
meeting point for this informative get-together.  The Neurologist from Riley Chil-
dren’s Hospital saw patients on Friday, July 7th, and multiple doctors from Ri-
ley’s gave presentations specific to PMD on Saturday.  This conference was not 
all classes and exams.  Mama Bear, Patti Daviau and Helper Bear, Amanda 
Thompson planned all kinds of activities to keep the attendees occupied and 
entertained.  In addition, this was one of the most friend-building events ever.  
There was lots of time spent talking and commiserating about living with a PMD 
warrior.  There were many late-night chats with other parents who truly empa-
thize with everyone’s situation.  There were plenty of volunteers available to 
help mind the “kids” while parents got a little time to relax. This conference is 
the highlight of the year for many families who make it a point to attend when-
ever possible.  If you didn’t make it this year, there’s always next year! 

The Parker Family from Texas hosted a Golf Outing on April 29, 2017 at Mill Creek Golf Club in Salado, TX. Through 
gracious efforts of families and friends, they successfully raised around $10,000 to go towards research efforts. 

1st Place Smiles “And the Winner is…” 
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Fun Projects 
Lap Buddy (anti-fidgeting, anti-anxiety) 

Parachute Buddy 

Balloon Rocket 

 Socks, Leggings, or Tights 

 2-5 pounds of Rice (depending on size of child) 

 Essential Oils (optional) 

 Buttons, Brads, or Something for Eyes 

Directions: 
Step 1: Cut leggings or tights legs off 
Step 2: Tie knot in the raw end of leggings and flip knot inside add rib-
bon at this point for tongue if you wish 
Step 3: Sew or glue on eyes 
Step 4: Add essential oils to rice and pour into your Buddy 
Step 5: Tie off end 
Note: If you are using tights or leggings you will want to double the legs for added thickness.  You can add ribbon to segment the 
creature. 
 
For something fancier, you can purchase zipper pouches that look like stuffed animals with a zipper from Amazon  
(www.amazon.com/Angelduck-Cartoon-Cosmetic-Stationery-Retriever/dp/B01KC55BF6/ref=sr_1_1?ie=UTF8&qid=1498350637&sr=8
-1&keywords=animal+zipper+pouch) or 
(www.amazon.com/Flexibuy-Cartoon-Animal-Design-Giraffe/dp/B00T9TMVVY/ref=pd_bxgy_229_img_3?
_encoding=UTF8&pd_rd_i=B00T9TMVVY&pd_rd_r=MHJ3C0ENYBKY5PWFQP0X&pd_rd_w=JyyUi&pd_rd_wg=1epik&psc=1&refRID=
MHJ3C0ENYBKY5PWFQP0X)  
or buy an unstuffed Build-a-Bear creature and stuff it yourself with the bags of rice. 

Supplies: 

Coffee filter 

2 long pipe cleaners  (1 for 
head and legs, 1 for arms) 

Yarn or string 

Scissors or hole punch to at-
tach yarn to coffee filter 

What you need: 
 Piece of yarn (cut to about 6 feet) 
 Balloon 
 2 Chairs 
 Drinking straw 
 Tape 
 Scissors 
 

 Start by tying one end of the string to the back of a chair… 

 Thread a drinking straw onto the other end of the string, and then tie the 
string to the second chair… 

 Attach 2 pieces of tape (about 2 inches in length) to the center of the straw… 

 Next, inflate a balloon (Don’t tie the end!)… 

 Holding onto the opening of the balloon (so the air doesn’t escape), attach it to the straw using the tape…  

 Pull the balloon to one end of the string (so that the opening of the balloon is touching one of the chairs), and let go… 

 Observe what happens. 

 The balloon should start to move as soon as you let go of it. 

file:///C:/Users/kkanous/Documents/PMD/Newsletters/Summer2017Newsletter/Lap%20buddy/www.amazon.com/Angelduck-Cartoon-Cosmetic-Stationery-Retriever/dp/B01KC55BF6/ref=sr_1_1?ie=UTF8&qid=1498350637&sr=8-1&keywords=animal+zipper+pouch
file:///C:/Users/kkanous/Documents/PMD/Newsletters/Summer2017Newsletter/Lap%20buddy/www.amazon.com/Angelduck-Cartoon-Cosmetic-Stationery-Retriever/dp/B01KC55BF6/ref=sr_1_1?ie=UTF8&qid=1498350637&sr=8-1&keywords=animal+zipper+pouch
http://www.amazon.com/Flexibuy-Cartoon-Animal-Design-Giraffe/dp/B00T9TMVVY/ref=pd_bxgy_229_img_3?_encoding=UTF8&pd_rd_i=B00T9TMVVY&pd_rd_r=MHJ3C0ENYBKY5PWFQP0X&pd_rd_w=JyyUi&pd_rd_wg=1epik&psc=1&refRID=MHJ3C0ENYBKY5PWFQP0X
http://www.amazon.com/Flexibuy-Cartoon-Animal-Design-Giraffe/dp/B00T9TMVVY/ref=pd_bxgy_229_img_3?_encoding=UTF8&pd_rd_i=B00T9TMVVY&pd_rd_r=MHJ3C0ENYBKY5PWFQP0X&pd_rd_w=JyyUi&pd_rd_wg=1epik&psc=1&refRID=MHJ3C0ENYBKY5PWFQP0X
http://www.amazon.com/Flexibuy-Cartoon-Animal-Design-Giraffe/dp/B00T9TMVVY/ref=pd_bxgy_229_img_3?_encoding=UTF8&pd_rd_i=B00T9TMVVY&pd_rd_r=MHJ3C0ENYBKY5PWFQP0X&pd_rd_w=JyyUi&pd_rd_wg=1epik&psc=1&refRID=MHJ3C0ENYBKY5PWFQP0X
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Marble Run 

What you need 

1 pool noodle 
1 shoebox 
1 x A4 piece of white card stock 
black marker pen 
Bamboo skewers or other sticks 
masking tape 
scissors 
marbles 

 
Cut the pool noodle in half lengthways, an electric knife works great for cutting the foam 

without tearing it up. There should be a semi-circular channel running down the length of each noodle half. That is your marble run. 
Cut a rectangular shape out of the side of the shoebox, it should be wide enough to rest the two marble runs in side by side. 
Now make your finish line.  Use your black marker pen to write, ‘Finish!’ on a piece of card stock. Rig it up as a finish line be-

tween two bamboo skewers and place it over the entrance to the shoe box. 
If you have stairs, rest your marble runs along the stairs, with the shoebox at the bottom to catch the marbles. 
If you don’t have stairs, rest one end of the marble run on a table and the other on the shoebox. You will need a few chairs 

along the way to keep the noodles propped straight. You may need to experiment a bit with heights to get it right. This is a good 
problem solving activity for older children. 

Once your marble run is ready, drop your marbles down the run and see who wins! 

Fun Projects (continued 

Non-toxic (edible) Slime 

 1 tbsp of Metamucil with Psyllium (generic fiber supplement 
will also work as long as it contains psyllium) 

 1 cup of water 

 Optional: ½ packet of Kool-aid for scent/color or food dye 
for richer color 

 
Instructions 

Make sure that the Metamucil you are using contains psylli-
um. You can also use a generic fiber brand as long as it has 
psyllium. 

In a LARGE microwaveable bowl combine 1 tablespoon of  Metamucil or similar with 1 cup of water and stir well.  You can 
also add a few drops of food coloring for rich coloring or a half packet of Kool -aid for scent/color if desired.   

Stir the ingredients until everything is dissolved 
Then place the bowl in the microwave and heat on high until you start to see bubbles (roughly 2 minutes) .  Continue to 

microwave the bubbling slime for one minute.  Then stop the microwave & stir. 
Once stirred microwave again for two more minutes.  
Remove the bowl from the microwave and allow it to cool.  At this point the slime will still be liquid, but it will thicken as i t 

cools.  Once it is completely cool it will be ready for play!  Be sure to check that the center of the slime is cool before givi ng it 
to kids. 

Store slime in air tight containers in the fridge. 
 
Note:  While this slime is edible it is not meant for all out consumption.  A taste or two is totally fine, but you would not want 
anyone to eat a lot. 

 
Metamucil can be found in a variety of pharmacy aisles.  One container of Metamucil will allow you to make SEVERAL batches 
of slime over time.  

http://www.amazon.com/gp/product/B003CT2YQY?ie=UTF8&camp=1789&creativeASIN=B003CT2YQY&linkCode=xm2&tag=groajewros-20
http://www.amazon.com/gp/product/B0019MMQXM?ie=UTF8&camp=1789&creativeASIN=B0019MMQXM&linkCode=xm2&tag=groajewros0c-20
http://www.amazon.com/gp/product/B003CT2YQY?ie=UTF8&camp=1789&creativeASIN=B003CT2YQY&linkCode=xm2&tag=groajewros-20
http://www.amazon.com/gp/product/B003CT2YQY?ie=UTF8&camp=1789&creativeASIN=B003CT2YQY&linkCode=xm2&tag=groajewros-20


PO Box 898 
Salado, TX  76571 

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 

PO Box 898 
Salado, TX  76571 

 

THANK YOU FOR YOUR SUPPORT! 

Phone: 254-313-9107 
 

Email: 
Contact@pmdfoundation.com 

Website: 
www.pmdfoundation.org 

Together, we can make 2017 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

