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Joseph James Colton








Joseph James Colton
May 18, 2005 - May 19, 2010


It is with great sadness that we pass along news of the passing of little Joseph Colton, the son of James and Alexa Colton of Florida. Joseph James Colton, 5 years old, passed away on Wednesday, May 19th due to conditions resulting from Niemann- Pick Disease Type A/B.

Joseph was a happy child from the day he was born until the day he died. His enthusiastic smile brightened the room. Joseph loved to attend his brother's baseball and football games, watching and rooting for the teams to score. 


Joseph enjoyed birthday parties, listening to music while dancing in his chair, hanging out in his community pool, taking morning or evening walks through his neighborhood and stopping to toss acorns into the water from the bridges.

We can all learn from Joseph's example how to embrace the simple pleasures available to us in each precious day. While his life was far too short, it was a life well-enjoyed and well-lived.

Our deepest sympathies go out to Joseph's family and friends in their loss. 
 
For more information about Niemann-Pick Disease, please visit the NNPDF Web site.
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Ironman Competitor to Raise Funds for Niemann-Pick Disease!









Ironman Mike Smith of Florida will compete in the Ford Ironman Triathlon in Coeur d'Alene (Idaho)on Sunday, June 27, to raise money and awareness for the National Niemann-Pick Disease Foundation.

The triathlon is the ultimate test of strength, endurance and determination, consisting of swimming 2.4 miles, biking 112 miles, and running 26.2 miles. An Ironman certainly embodies the NNPDF motto -- "Persevere!"

Mike's fundraising goal is $3,000 and he hopes to raise enough to qualify for a Janus matching fund donation, as well. Visit Mike's page to make a donation and read more about his motivation -- his vivacious wife, Annie OConnor-Smith, who is affected by Niemann-Pick Disease Type B.

Visit the National Niemann-Pick Disease Foundation's Web site to learn more about Niemann-Pick Disease and how you can help advance our Quest for a Cure!
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FDA grants “Orphan Drug Designation” to Cyclodextrin for treatment of Niemann-Pick Disease Type C








Due to the efforts of Hugh and Chris Hempel, Dr. Caroline Hastings and Ron Browne, an application to the Food and Drug Administration requesting “Orphan Drug Status” for cyclodextrin has been approved.

What exactly does that mean for our NPD community?

It is important to emphasize that an Orphan designation does not make any assessment at all on how the drug works in clinical trials, whether it is safe or effective in patients, nor whether it will ever be commercially available – the Orphan designation’s main purpose is to make the development of the drug more financially viable for the developer.

Please visit the NNPDF's cyclodextrin page for a bit of background and glossary terms that will help you to understand this latest development.
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18th Annual NNPDF Family Support and Medical Conference








Register now for the National Niemann-Pick Disease Foundation's 18th Annual Family Support and Medical Conference, scheduled for Thursday, August 5th through Sunday, August 8th, 2010!

This year's conference will be held in Toronto, Ontario, Canada, co-hosted by our sister chapter, the Canadian Chapter of the National Niemann-Pick Disease Foundation.

The NNPDF Family Conference is your best opportunity to learn the latest information about Niemann-Pick Disease directly from the eminent experts in the field, including physicians, researchers and scientists.

You will also meet, make friends, and have fun with many other families who are facing the challenges of NPD. We promise, you will remember forever the family connections you make at the Family Conference.

Family Conference registration packets were mailed out to NNPDF and CCNNPDF members last week. If you did not receive a packet, contact the NNPDF Central Office, or access the registration packet via the Family Conference page of the NNPDF Web site.

The Family Conference page is chock-full of information about the conference, including a conference schedule-at-a-glance, international travel tips, hotel reservation info, etc.

The deadline for registration is July 1st, so don't delay! Mark your calendar for Toronto, and start making plans to attend.
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"Promising Therapies for Niemann-Pick Type C Disease"
NIH (NINDS) to Sponsor Meeting
June 3 - 4, 2010

The National Institutes of Health (NIH) National Institute of Neurological Disorders and Stroke (NINDS) is sponsoring a meeting in early June titled "Promising Therapies for Niemann-Pick Disease Type C Disease."

This meeting, set for June 3 - 4, at the Rockville, Maryland Hilton Hotel, is open to scientists, physicians and families until the maximum registration has been reached.

For more information, including the tentative agenda, travel and lodging information and a link to register, please visit our NewsLine page.







Posted by




NNPDF




at
9:22 AM



No comments:
  



















Labels:
meeting,
niemann-pick,
NIH,
NINDS,
therapies












        
      



Newer Posts


Older Posts

Home






Subscribe to:
Posts (Atom)



















Visit the NNPDF Web Site


	National Niemann-Pick Disease Foundation www.nnpdf.org









	

Blog Archive




	



        ► 
      



2016

(5)
	



        ► 
      



January

(5)






	



        ► 
      



2015

(135)
	



        ► 
      



December

(12)



	



        ► 
      



November

(14)



	



        ► 
      



October

(35)



	



        ► 
      



August

(1)



	



        ► 
      



July

(7)



	



        ► 
      



June

(8)



	



        ► 
      



May

(8)



	



        ► 
      



April

(5)



	



        ► 
      



March

(21)



	



        ► 
      



February

(13)



	



        ► 
      



January

(11)






	



        ► 
      



2014

(120)
	



        ► 
      



December

(27)



	



        ► 
      



November

(14)



	



        ► 
      



October

(31)



	



        ► 
      



September

(4)



	



        ► 
      



August

(2)



	



        ► 
      



July

(4)



	



        ► 
      



June

(8)



	



        ► 
      



May

(8)



	



        ► 
      



April

(5)



	



        ► 
      



March

(7)



	



        ► 
      



February

(7)



	



        ► 
      



January

(3)






	



        ► 
      



2013

(78)
	



        ► 
      



December

(15)



	



        ► 
      



November

(14)



	



        ► 
      



October

(34)



	



        ► 
      



September

(1)



	



        ► 
      



June

(1)



	



        ► 
      



May

(5)



	



        ► 
      



April

(2)



	



        ► 
      



March

(1)



	



        ► 
      



February

(2)



	



        ► 
      



January

(3)






	



        ► 
      



2012

(22)
	



        ► 
      



December

(1)



	



        ► 
      



November

(2)



	



        ► 
      



June

(2)



	



        ► 
      



May

(2)



	



        ► 
      



April

(3)



	



        ► 
      



March

(4)



	



        ► 
      



February

(7)



	



        ► 
      



January

(1)






	



        ► 
      



2011

(44)
	



        ► 
      



December

(4)



	



        ► 
      



November

(3)



	



        ► 
      



October

(2)



	



        ► 
      



September

(2)



	



        ► 
      



August

(2)



	



        ► 
      



July

(1)



	



        ► 
      



June

(1)



	



        ► 
      



May

(3)



	



        ► 
      



April

(7)



	



        ► 
      



March

(4)



	



        ► 
      



February

(7)



	



        ► 
      



January

(8)






	



        ▼ 
      



2010

(38)
	



        ► 
      



December

(5)



	



        ► 
      



November

(2)



	



        ► 
      



October

(5)



	



        ► 
      



September

(5)



	



        ► 
      



August

(5)



	



        ► 
      



July

(2)



	



        ► 
      



June

(5)



	



        ▼ 
      



May

(5)
	Joseph James Colton
	Ironman Competitor to Raise Funds for Niemann-Pick...
	FDA grants “Orphan Drug Designation” to Cyclodextr...
	18th Annual NNPDF Family Support and Medical Confe...
	"Promising Therapies for Niemann-Pick Type C Disea...





	



        ► 
      



April

(4)

















	

Subscribe via email


Enter your email address:

Delivered by FeedBurner


















































	


	








Simple theme. Powered by Blogger.





































