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When Ben first entered this world, in September of 1990, 
he was already exceptional. We had been trying to have a baby 
for a few years which had resulted in four prior miscarriages. 
Ben was born full term, a whopping 9lbs 12oz, but due to diffi-
culties at birth, he was taken by C-section and had to stay in 
the NICU for 10 days. We probably should have realized it soon-
er, there were signs we didn’t see, being a first time Mom I 
didn’t catch them.  It would take a long time to feed him.  He 
never really latched on very well and would tire after a very 
short time. Being my first, I held him a lot. I was even told by 
another Mom that was probably why he had such weak muscles 
in his neck.  At his 4 month check-up his Pediatrician comment-
ed that Ben was a little floppy, so we were sent to a Neurolo-
gist, who agreed that Ben was low-tone and scheduled an MRI. 

The MRI showed an abnormally 
low amount of myelin. The 
Neurologist told us that this 
lack of myelin and his nystagmus were consistent with Pelizaeus 
Merzbacher Disease (PMD). Blood tests were run at Bethesda Hos-
pital and by Dr. Hodes in Indiana, but at that time they couldn’t 
find the marker to confirm the diagnosis. We were relieved, be-
cause in all of the information we could find about PMD the outlook 
was not good.  

      Ben was classified as having CP (cerebral palsy), and started 
PT (physical therapy), OT (occupational therapy) and early inter-

vention at home. He was fitted for a seating orthosis and AFO’s. It was unusual at the time, but at 
age 3 Ben was allowed to start Speech therapy through the hospital and started early intervention 
in a classroom setting.  When Ben started in a regular public school center program, he got his first 
wheelchair. Through his speech teacher we found out about augmentative speech devices and Ben 
tried his first Blackhawk, which he mastered and quickly outgrew.  During Ben’s evaluation to re-
ceive a better device, we found out that Ben was legally blind, his vision is 20/400. (It took going to 
6 different doctors before we found one that would prescribe glasses for Ben.) The speech depart-
ment told us that it would be a waste of time and limited resources to offer better technology be-

cause he couldn’t see the buttons. We felt he should be given the 
opportunity, so we found funding through the vision department.  
Due to Ben’s great memorization skills, he far exceeded the speech 
therapist expectations and is now using a Tobii/Dynavox.  

     He continued traditional therapy through school and the hospital 
until he was seven. He tried a few months of Feldenkrais therapy, but 
his physiatrist was concerned about dislocating his hips, so we 
stopped. When Ben was 7 we found out about a new aggressive 
physical therapy called Adeli Suit Therapy offered in Poland. Through 
persistence and help from family and friends, Ben was among the first 
of 20 children from the United States that were allowed to participate 
in the program.  So, in January of 1998 we 
took Ben to Euromed in Mielno, Poland. 
The therapy was hard and very different 
than the physical therapy offered in the 
United States. Most of the children cried 
through their therapy sessions, but Ben 
would set a goal at each session and do 

his very best to achieve it. He never cried once.  After Ben’s 2nd month-
long therapy session in Poland, the Polish doctors told us that Ben’s hips 
were 50 percent subluxed and they would not accept him back for thera-
py until it had been addressed. One of the Polish doctors also recom-
mended braces to help with Ben’s drooling. (Ben had braces on his teeth 
for 4 years, which did help with his speech and stopped his drooling)  
We took him to 3 different orthopedic surgeons in the area and finally 
opted for an adductor and hamstring release instead of hip surgery. Ben 
had the surgery and was in a Spica cast until it was time to continue 
therapy in Poland for an additional four one-month sessions. During this 
crazy time we were going back and forth to Poland, Ben’s Uncle Ray, who was a graduate of Wayne 
State University, read about Dr. Garbern’s study on PMD. We met with Dr. Garbern who after test-
ing Ben gave him a definitive diagnosis of PMD, the marker showing a duplication of the gene. Ben’s 

Contact Information           8 



Vol. XI Issue 4 Page 2 

Benjamin Duddles (continued) 
younger cousin Bradley was also diagnosed with PMD, and we sadly lost him in 2009, when he was 12. 

After Ben’s 6th trip to Poland, Europeds (a European-like clinic) opened up in Pontiac, Michigan. The clinic followed all of the 
same therapies that Ben had received at Euromed except they couldn’t get an Adeli Suit. Ben  tried it for a year, but wasn’t getting 
the same results . We found out that one of the therapists from Euromed moved to the U.S. with hopes of getting a job at the clinic, 
but due to licensing issues, Europeds couldn’t hire her until it was all straightened out. We instead found a way to obtain an Adeli 
Suit for Ben through the Russian black market, built our own UGUL/Spider cage and the therapist from Poland (Mariola, who became 

a dear friend) worked with Ben for the next 8 years. During this time, Ben also tried Conductive Edu-
cation offered at the Aquinas College in Grand Rapids, Neurofeedback Therapy and brain training in 
California, as well as traditional school, hospital and home therapies. 

     As Ben got taller his scoliosis got worse. We tried a back brace, a special 
seating orthosis and therapies to try and avoid having the rods put in, but 
in Ben’s case gravity won and in 2009 Ben had the surgery. On the bright 
side, Ben was assigned a home bound teacher who to this day knows him 
better than almost anyone. She continues to come and tutor Ben once a 
week. They work on things that are interesting to Ben. They study about 
the Japanese culture, work on speaking Spanish (which we’ve had to do 

phonetically on his Tobii) read current books, follow weather and natural disasters and talk sports to name 
a few. Ben’s all-time favorite thing to do with Christina is to scrapbook, especially when she does an over-
night with him, which happens a couple of times a year.  

Ben is currently in an Adult school program for ages 18 to 26, which he loves, and where he has 
wonderful relationships with the other students and staff. Ben even has a girlfriend named Lillian there, 
who he secretly includes in many of the pictures he takes with his Tobii. For most of the day Ben sits in a 

seating orthosis that is specially molded to his body in a power chair that he 
drives with a joystick. He is responsible for delivering mail to the classrooms and 
picking up all of the attendance sheets and delivering them to the office. He transports shredded paper to 
the loading dock with little assistance. He also has a job that he does through the school, working at Chili’s 
Restaurant, and he will soon start working at St. John’s hospital delivering magazines and books as well as 
socializing and using his Tobii to tell jokes, show pictures and talk sports. (Something for which he is well 
known). Ben hopes to continue with his jobs at Chili’s and the hospital, once he graduates out of the public 
school program in June of 2017. He is sad to be leaving all of the fantastic friends he’s made over the past 
7 years, but he is excited (and being a PMD kid) very anxious to see what the future holds.  

Ben has had hip adductor surgery, rod surgery to correct his scoliosis, a couple of hamstring releases, serial 
casting to improve rocker bottom feet, two surgeries to correct his floating patella, eye surgery to correct 
his wandering eye and help him focus , teeth extractions and orthodontic braces, and many botox treat-
ments. (Not to mention his arm that was broken in 3 places while dusting at the library). He was a real 
trooper during every event. He says he is a cross between Iron Man 
and Frankenstein.  

   Ben has many interests. He is a big fan of the Detroit Red Wings 
and Tigers, he doesn’t miss a game on TV, but won’t go to watch 
them live because there is more noise than he can handle. He follows 

Michigan State University football (Ben’s sister goes there and his Aunt, Uncles and cousin are 
also avid fans.) Ben has belonged to a bowling league for the past 21 years and carries a 155 
average. He loves camping, swimming, fishing, playing baseball/T-ball, competing in the Spe-
cial Olympics, playing Nintendo and Gamecube, scrapbooking, photography, reading, following 
the weather, he enjoys listening to all kinds of music. He follows politics, especially around 
election time. He never misses an Ellen, Tonight Show or Once upon a Time episode.   

   Ben is a phenomenon. His younger sister Emily, his Dad, and I are very proud of him and 
all the things he has accomplished against all odds. There are so many goals we were told he 
would never reach, yet he has achieved many of them and exceeded all expectations. Ben skill-
fully uses the Tobii both as a word processor and to interact with others. He can partially dress 
himself. He is very organized, keeping track of time, reminding us of tasks and basically keep-
ing us in check. He has established wonderful relationships on his own. He takes his right to 
vote very seriously.  He understands the rules of the sports he enjoys watching. He holds jobs 
that he can do semi-independently. Ben is involved in making decisions concerning his future. 
Most importantly, Ben has learned to advocate for himself, communicating his wants, needs 
and how he is feeling.  He has grown into an amazing young man.  

 
Sharon Duddles 

Letter from the Chair 
On behalf of the board, I want to wish everyone a safe and Happy Holiday season.  

We, as a board, are very excited about the coming year and some great new changes 
that will help us continue to fight our fight against PMD and PMLD.  In 2017, we are 
looking to engage more frequently via social media and through our newsletter/email 
communications using a new software called Salsa Labs!   

     Thank you again for your continued support as we represent our PMD family and community. 
 

Doris Parker 
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PMD Research — A Dedicated Perspective 
My dear friends: 

It seems like ancient history when I think back on the state of PMD research when I started working in the 
field in 1995, about 5 years after I started as a Postdoctoral Fellow at Nemours. The first PMD mutations had 
been discovered, but technology for cloning and DNA sequencing of human genes was still very cumber-
some. PMD duplications were yet to be discovered. Over the next few years, technological developments 
facilitated sequencing of genomic DNA without cloning. At Nemours, my first PMD work was to use the new-
er technologies to develop clinical diagnostic testing for PMD mutations and then for duplications after they 
were discovered. For quite a few years, we were the only lab in the world that performed complete diagnos-
tic testing for PMD allowing families to make informed reproductive decisions. Now, there are many labs 
doing it, and as technology has progressed for identifying disease genes and doing genetic testing, other 
leukodystrophy genes have been identified, so we and the other labs continue to add new and improved 
tests. 

In my early days of working on PMD, the Human Genome Project to determine the DNA sequence of the 
entire human genome was underway. The sequence was declared complete in 2003, but for scientists like 

me, the genome work was just beginning. Remarkably, from the start of the project, data were released to researchers (actually to 
anyone) freely. Having the sequence allowed my lab, even before the sequence was complete, to make discoveries about PMD dele-
tions, duplications, and higher copy number rearrangements, giving clues to how the rearrangements occurred. At first our work was 
quite labor intensive, but it was facilitated by the development of DNA microarrays in the late 1990s and early 2000s. The new tech-
nology allowed us to do in one experiment what had previously taken hundreds or thousands of experiments to do. My lab contribut-
ed to several important publications on copy number rearrangements, and now that I am retired, the work continues in collaboration 
with Dr. James Lupski's lab at Baylor College of Medicine in Texas. 

When I started working on PMD, there was one mouse model of PMD, and now there are many representing different genetic forms 
of PMD. Animal models are important for understanding disease processes and for developing potential treatments. Over the years, 
my lab developed and characterized a genetically faithful model of the PMD duplication. We also had a hand in developing and char-
acterizing a model of abnormal splicing of the PMD gene and we recently had some promising results with a potential treatment in 
this model. Much progress toward treatments has been made with other PMD models in other labs. I fully expect that researchers in 
the near future will soon begin to take some the treatments into clinical trials. 

Although I am not a clinician, I have also worked on projects to expand knowledge about the disease processes in PMD patients. One 
thing that has been vital to my research is the excellent clinical collaborators I have had, including Dr. John Kamholz and the late Dr. 
James Garbern, and I owe them a debt of gratitute. More recently, clinicians from Nemours (my institution) participated in clinical 
studies on PMD patients at our last PMD Symposium and manuscripts are being written. 

Another thing that has been vital to my research throughout the years is the grants awarded to me from foundations, including the 
PMD Foundation and the Kylan Hunter Foundation. These grants did three important things for me. They gave Nemours and the Na-
tional Institutes of Health assurance that there are PMD families out there who care about PMD research. They allowed me to hire 
"extra" technical support to get the lab work done. But most important, they gave me vital "seed money" to get the preliminary data 
that was necessary for me to be competitive for major grant funding from the National Institutes of Health. 

In the last few years, as I have readied for retirement, there have been important new technological advances that I believe will pro-
pel PMD research toward a treatment: stem cells and glial progenitor cells, induced pluripotent stem cells (iPSC, skin fibroblast cells 
converted into stem cells), high throughput screening of drug libraries, and gene editing techniques. We have already seen StemCells 
Inc. perform a successful stem cell trial in PMD patients. Although the company decided not to continue work on PMD treatments, 
there are investigators who are using some of the new technologies with an eye toward treating PMD. One of these is Paul Tesar, 
PhD, Case Western Reserve who was awarded a PMD Foundation grant to fund his work to make iPSC from skin fibroblasts of PMD 
patients. Like me, he used that "seed money" for preliminary data and was able to get a federal grant for this work, so look for some 
interesting publications out of his lab starting in the near future. 

When I think back on my PMD research career, it seems like it started a long time ago with ancient history. But in another respect, 
the time has just flown by. Wasn't it only yesterday that I first met PMD families? In preparation for writing this piece for the PMD 
Foundation newsletter, I pulled out some of my "PMD families" files and read through them. I was reminded of the little murmur that 
went through the audience when a PMD mom at a Nemours Symposium saw her son's name accidentally left on a MRI slide; of the 
PMD mom who wrote an article entitled "A Mother's Nightmare" for a nursing magazine; of an uncle who started the PMD Foundation 
and the golf outing in New Jersey; of those who have supported the PMD Foundation by being on boards, being officers, publishing 
newsletters, doing the financial work, holding fundraisers, and many of the other jobs that have to be done; of many smiling boys 
and men and a couple of girls, some of whom made up a beautiful map of the USA; of those who are no longer with us; of all the 
many PMD families who have supported PMD research in so many ways; of the pictures that assured us we had finally made the du-
plication mouse model (hmmm - why were these pictures in the "PMD families" file??); of the smiling "older ladies, mostly grandmoth-
ers" picture taken at the Indy meeting one year; of PMD diagnostic odysseys and other family stories, both happy and incredibly sad; 
of questions asked and questions answered; of the late Dr. Jim who always knew some little tidbit of information to brighten your day 
and who blew bubbles for the kids; of the late Dr. Ed Hodes who was the grandfather of all PMD research; of Dr. Larry Walsh who 
sees patients in Indy and comes to give the PMD talk every year (well, every year except one when he took a serious fall!); of other 
PMD healthcare professionals and researchers too numerous to name here. I found this in a note I had written to Patti Daviau after 
my first time at the Indy meeting in 1998, "…The most important thing about the day for me…was meeting the families. I saw your 
courage, love, and determination, and it adds new meaning to my work." That is one thing that never changed! It has been my privi-
lege to be a PMD warrior and to get to know many of you. It seems impossible that the time has passed so quickly and I am now 
retired. 

My very best to all of you, 

Dr. Grace 
Principal Research Scientist Emeritus 
Nemours/Alfred I. duPont Hospital for Children 



 

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.   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. 
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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!!! 

If you read Dr. Grace Hobson’s research article on page 3, you can be encouraged by the positive results being achieved in PMD re-
search.  It is through the funding offered by groups like ours that new researchers are able to take their ideas, test their hypotheses 
and hopefully move forward toward larger grants from bigger organizations.  It would be nice if we had millions of dollars to spend, 
but for now we can be proud of the funds we are able to provide. 

Those of you on our email list should have received our email blast requesting your donations to help support the PMD Foundation.  
For those of you who have not seen that email, we provide the information below: 

The PMD Foundation funds research projects where new discoveries are leading to promising outcomes. Unless we receive contribu-
tions from donors like you, these researchers will not be able to continue.  If you can find it in your heart to give something, we will 
continue our fight against this debilitating disease.  

An even more compelling reason to make your donation now is that we are being blessed by an anonymous angel who will match 
all funds collected during this appeal (up to $2,000.)  Yes, all your contributions will be doubled.  So if you're thinking that what 
you can give is too small an amount, think of it as twice as much! If everyone provides just a little something, it will give the Founda-
tion a great start to the New Year. 

Remember, this is tax deductible, so it's a great time to get your donation in before the year end and claim it on your 2016 return.  

To donate, click here: 

PLEASE RESPOND TO OUR YEAR-END APPEAL 

http://www.igive.com/
http://pmdfoundation.org/?page_id=105
http://pmdfoundation.org/donate/
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Real-time contextual information could help doctors interpret  
children’s brain scans 

Posted on November 28,2016 in Vector 
(Boston Children’s Hospital’s  science and clinical innovation blog) 

Radiologists who can tune in to the nuances of brain scans in children are a pretty rarified group. Only about 3 percent of U.S. 
radiologists, some 800 to 900 physicians, practice in pediatrics. Those specifically trained in pediatric neuroradiology are even scarcer. 

To a less trained eye, normal developmental changes in a child’s brain may be misinterpreted as abnormal on MRI. Conversely, a 
complex brain disorder can sometimes appear normal. That’s especially true when the abnormality affects both sides of the brain 
equally (see sidebar). 

It can be hard to find the cause of a child’s developmental delay without a proper read. “Pediatric brain scans of children under 
age 4 can be particularly tricky to read because the brain is rapidly developing during this period,” says Sanjay Prabhu, MBBS, a pedi-
atric neuroradiologist at Boston Children’s Hospital. “If you’re looking at adult scans all the time, it’s incredibly difficult to transition to 
pediatric scans and understand what is considered ‘normal’ and ‘abnormal.’ Clinicians often wonder, ‘Should I repeat the scan? Should 
I send the patient to a specialist?’” 

 
Decision support for brain scans in children 
Prabhu and his colleagues are often asked to review brain scans taken at other hospitals. Frequently, they revise a prior diagno-

sis or make a first-time diagnosis for a child, ending a long and stressful diagnostic odyssey. Could they somehow share 
their expertise with a much wider group of physicians? 

 
Today, Boston Children’s and GE Healthcare announced a collaboration to develop and commercialize digital diagnostic solutions. 

Their first project is a decision support platform aimed at improving diagnostic accuracy in pediatric brain MRI scans. 
The platform will provide contextual information in real time, at the point of care, leveraging the software expertise of GE 

Healthcare, the high-volume computing power of the GE Health Cloud and the clinical know-how of radiologists at Boston Children’s. 
The system will come pre-loaded with normative reference scans from children of different ages. Doctors worldwide can use these as 
a benchmark when reading their own patients’ scans. 

The hospital’s Innovation and Digital Health Accelerator (IDHA), led by Jean Mixer, VP Strategy and Digital Health, and John 
Brownstein, PhD, Chief Innovation Officer, also supports the project. 

“This new digital tool, once available, will provide non-specialists with access to knowledge and expertise to help effectively diag-
nose children,” says Richard Robertson, MD, Boston Children’s radiologist-in-chief. “It will fill a large unmet need in medicine for pedi-
atric radiology.”   

To read more about this, click here. 
 
     For example, these MRI scans illustrate how providing reference images can 
improve the diagnosis of brain conditions in children. Many features of chil-
dren’s brains are age-specific, such as the addition of the insulation known as 
myelin to nerve fibers. Myelination should occur symmetrically in both hemi-
spheres of the brain, starting in the brainstem and ending in the frontal lobes. 
     The addition of myelin makes the white matter appear darker on the MRI 
scans. If you compare the two normal children, the 2-year-old’s white matter is 
much darker than the 6-week-old’s. This is true both in the deep regions of the 
brain (shown by arrows) and in the white matter of the cerebral hemispheres 
(asterisks). 
     The 2-year-old with developmental delay, due to Pelizaeus-Merzbacher dis-
ease, has a striking absence of myelination throughout the brain. Note the 
brightness at the posterior limb of the internal capsule (arrows) and in the white 
matter of the cerebral hemispheres (asterisks). This myelination pattern looks 
more like that of the normal 6-week-old than the normal 2-year-old. But be-
cause the pattern is symmetrical, it is easy to miss. 
      

Research — Improvements in Diagnoses via MRI 

Calling All Scientists and Clinicians... 
Do you know a doctor, researcher or other scientist who has an interest in PMD?  We’re not looking for experts (they are really 
hard to come by), just those with a scientific background who can provide support to the Foundation by providing evaluations 
of the worthiness of research proposals and guidance for future involvement in conferences, etc.  The members of our Scien-
tific Advisory Committee are dwindling.  With the loss of Dr. James Garbern and the recent retirement of Dr. Grace Hobson, we 
are in need of new people to participate in making the scientific decisions for the group.  These are not paid positions, but 
they also do not require extensive amounts of time or involvement.  If you can suggest someone, we will be glad to contact 
them and determine their level of interest in joining our group.  Please send any suggestions to dhobson@pmdfoundation.com 
and we will take it from there.  Thank you! 

http://www.ajronline.org/doi/full/10.2214/AJR.05.0615
http://www.childrenshospital.org/doctors/sanjay-prabhu
http://www.prnewswire.com/news-releases/boston-childrens-hospital-and-ge-healthcare-working-together-to-create-smart-imaging-technology-to-better-detect-pediatric-brain-disorders-300368733.html
http://www3.gehealthcare.com/en/products/categories/ge_health_cloud
http://www.childrenshospital.org/accelerator
http://www.childrenshospital.org/accelerator/about/team/jean-mixer
http://www.childrenshospital.org/accelerator/about/team/john-brownstein
http://www.childrenshospital.org/accelerator/about/team/john-brownstein
http://www.childrenshospital.org/doctors/richard-robertson
https://www.bostonglobe.com/business/2016/11/28/children-hospital-form-medical-software-venture/pOs3FG7WMkUGOL5cF9BaMI/story.html
http://www.ninds.nih.gov/disorders/pelizaeus_merzbacher/pelizaeus_merzbacher.htm
http://www.ninds.nih.gov/disorders/pelizaeus_merzbacher/pelizaeus_merzbacher.htm
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Holiday Fun 
Candy Cane Sleighs 

Materials 
1 cup sand 
1/2 tbsp cornstarch 
1 tsp dish soap 
water (as needed) 
Optional* Food coloring 
 
Directions 
Step 1: In a bowl, mix fine sand 
and cornstarch together. 
Step 2: Add dish soap and water, 
and combine thoroughly until well 
mixed. 
Step 3: Add food coloring if you’d 
like! 
Step 4: Pack tightly into a con-
tainer and let it dry for 1-2 hours. 
Step 5: Start playing! 

DIY Kinetic Sand 
 Glue dots  

 wrapping paper  

 2 candy canes  

 1 standard size 
Kit Kat bar  

 10 mini Hershey 
bars 

 Ribbon & a bow  
 
Wrap al l of the candy bars in cute holiday wrap-
ping paper.  Lay the two candy canes next to 
each other.  Put the Kit Kat bar across the can-
dy canes and use  glue dots to secure them 
down. Take the Hershey bars and stack them 4 
across the bottom, 3 on top of that, 2 on top of 
that, 1 on the tippy top.  Wrap with the ribbon 
and top with the bow and  there you go!!  

DIY Assistive Device 
There are so many great inventions to help those with physical limita-
tions improve their ability to cope with activities of daily living.  Unfor-
tunately, many of them are quite expensive.  The  items designed to 
improve the ability to grip necessary utensils are a prime example.  
Narrow handles, like those found on spoons, forks, toothbrushes, etc. 
are often difficult to hold for those with small muscle coordination 
problems.  Here’s an inexpensive and easily implemented answer to 
that problem.  In the  current days of curling irons and steam rollers, 
these sponge rollers are not as prolific as they once were, but you can 
still find them in many dollar stores.  They can easily slip over a varie-
ty of devices, are  simple  to remove and best of all, they are washa-
ble! 
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Holiday Yummies  
Easy Reindeer Cookies 

 

Shortbread Bites 
Ingredients 
 
1 1/4 cup(s) all-purpose flour 

3 tablespoon(s) sugar 

1/2 cup(s) (1 stick) butter (no substitutions), cold, cut into pieces 

1 tablespoon(s) red and green nonpareils or sprinkles or 1/2 cup mini baking bits 

 

Directions 

 Preheat oven to 325 degrees F. 

 In food processor with knife blade attached, pulse flour and sugar until combined. Add butter and pulse until dough begins to 
come together. Place dough in medium bowl. With hand, gently knead in nonpareils or baking bits until evenly blended and 
dough forms a ball. 

 On lightly floured waxed paper, pat dough into 8" by 5" by 1/2” rectangle; freeze 15 minutes. Cut dough into 1/2-inch squares. 
Place squares, 1/2 inch apart, on ungreased large cookie sheet. 

 Bake cookies 18 to 20 minutes or until lightly browned on bottom. Transfer cookies to wire rack to cool. Repeat with remaining 
dough. Store cookies in tightly covered container at room temperature up to 1 week, or in freezer up to 3 months. 

Cream Cheese Mints (no-bake) 
Ingredients 
 
4 ounces cream cheese, room temperature 
exactly 1/2 teaspoon peppermint or spearmint extract  
3 cups powdered sugar 
Food coloring (optional) 
 
Directions 

 
1. Beat the cream cheese with a mixer until smooth, add the extract and some of the powdered sugar and mix until combined well. 

Then add the remaining sugar and mix until well combined..   
2. Add food coloring (be careul if using liquid to prevent the mixture from getting too wet, if necessary add a tiny bit more powdered 

sugar.) 
3. Shape into 1/2" balls and place them on a parchment lined cookie sheet. Press flat with a fork and then chill until ready to serve.  
4. Store in the refrigerator in an airtight container for up to two weeks or freeze for up to two months. 

Ingredients 

1 cup butter, softened  
1 cup sugar  
1 teaspoon vanilla extract  
1 egg  
2 teaspoons baking powder  
3 cups all-purpose flour  
Red mini M&Ms 
Black or brown decorating gel 
 
Instructions 

1. Preheat the oven to 350F.  
2. Cream together the butter and sugar with a mixer until smooth.  
3. Beat in the vanilla extract and egg.  
4. In another bowl, combine the flour and baking powder and mix well. 
5. Add the dry ingredients to the wet ingredients a little at a time. 
6. When it's all mixed in, wet your hands and knead it by hand until it's a good dough consistency. 
7. Immediately roll small batches out onto a floured surface to about ¼" thick, then cut with cookie cutters. (Don't chill the dough)  
8. Bake at 350F for 8 to 9 minutes. 
9. Decorate the cookies as shown once they are cool. 



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 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

