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NSCIA

The National Spinal Cord Injury Association

a program of United Spinal Association





RESOURCE ORGANIZATIONS, FOUNDATIONS AND SERVICES (including online resources):

National Spinal Cord Injury Association (NSCIA)


Website:  www.spinalcord.org

Phone:    (800) 962-9629

Member organization (free); provides information and resource referrals for persons, and their families, living with spinal cord injury

Air Medical Transport  (Miracle Flights)

Website: http://www.miracleflights.org/ 

Phone:  (800) 359-1711

 
Free medical transportation for children    

Always Dream Foundation   


Website: http://www.alwaysdream.org/



Phone:   (510) 451-7275

Kristi Yamaguchi’s organization whose sole purpose is to  inspire and embrace the hopes and dreams of children; serves CA, NV, HI 

AARP Grandparent Information Center  

Website: http://www.aarp.org/family/grandparenting/articles/grandparent_info_center.html  Email:   gic@aarp.org
Phone: 
  (888) 472-6318 or (202) 434-3525 [M-F   7AM – 12 AM (ET)] 

En espanol: (877) 627-3350

Address: AARP, 601 E. St., NW, Washington DC 20049

Variety of resources including “Grandparenting a Child with Special Needs”  
Family Voices of North Dakota Health Information and Education Resources


(Advocacy Special Needs)

Website: http://www.fvnd.org/helpful_links 

              Email: fvnd@drtel.net

Phone: (888) 522-9654


Excellent resources and advocacy information for parents of children with special health needs; includes link to same resources in other states

Kids on Wheels

Website:  http://www.kidsonwheels.us/



Phone:   (888) 850-0344 ext 209 or (215) 675-9133
Website has suspended operation but will link you to other resources

National Association of Children’s Hospitals and Related Institutions  

(Children's Rehabilitation)

Website: http://www.childrenshospitals.net/AM/Template.cfm?Section=Homepage&Template=/customSource/homepage/homepage.cfm 



Phone:    (703) 684-1355

Not-for-profit organization of children's hospitals … including those that specialize in rehabilitative care of children with serious chronic or congenital illnesses; works to ensure the health of all children.    

National Center on Physical Activity and Disability (NCPAD)

Website: http://www.ncpad.org/wellness/fact_sheet.php?sheet=450&view=all 


Phone:   [8:00 AM to 5:00 PM (CT)]  (800) 900-80861[                                [[[[[[[[[[[[[[[[]]]]]]]]]]

Online discussion of “Parental Roles in Facilitating and Supporting an Active Lifestyle for a Child with a Disability”  

National Dissemination Center for Children with Disabilities (NICHY)


Website:  http://www.nichcy.org/    Email:  nichcy@aed.org

Phone:    (800) 695-0285

Serves as a national, central source of information on disabilities in infants, toddlers, children, and youth; includes information on  IDEA (law on special education) and No Child Left Behind (addresses needs of children living with a disability)

Pediatric SCI  (online only)
Website: http://sci.rutgers.edu/index.php?page=viewarticle&afile=8_May_2003@PediatricSCI.htm


Online discussion of Pediatric SCI by Dr. Wise Young  

Pediatric SCI Rehabilitation Programs (Shriners Hospitals Spinal Cord Injury)

Website:  http://www.shrinershq.org/Hospitals/Main/  

Phone:   (800) 237-5055

Shriners Hospitals for Children include 3 hospitals that have pediatric spinal cord injury programs that specifically meet the needs of children and teens; locations Chicago, IL, Philadelphia, PA,  Sacramento, CA

Sibling Support Project


Website: http://www.siblingsupport.org/ 


Phone:   (202) 297-6368 

Seeks to increase peer support and information opportunities for brothers and sisters of people with special needs.  

Spinal Cord Central Pediatric Knowledge Book (online resource)


Website: http://helpdesk.spinalcordcentral.org/index.php?pg=kb.book&id=24 


Includes Pediatric resource information 

Starlight Starbright Foundation


Website:  www.starlight.org   Email:  info@starlight.org


Phone:   (800) 315-2580 or (310) 479-1212

Nonprofit organization dedicated to making a world of difference for seriously ill children, those with life-altering injuries and their families.

Winners on Wheels/Oregon

Website: http://www.freewebs.com/woworegon/   Email: woworegon@gmail.com  TEMP INACTIVE; CHAPTERS AVAILABLE INDIVIDUALLY ON LINE

Site for kids, who are wheelchair users, and parents; empowers kids through creative learning and expanded life experiences, includes fun, cool, kid activities

Yellow Pages for Kids with Disabilities    (online only)


Website: http://www.yellowpagesforkids.com/ 

Find programs, professionals, advocates, attorneys and Kid’s resources for families with a child with a disability.  

MOBILITY SELECTION GUIDELINES:

Abledata Fact Sheet (Abledata Children)

Website: http://www.abledata.com/abledata_docs/Children_Wheelchair.htm 


Phone:     (800) 227-0216

Selecting mobility products for children with a disability 

Children's Wheelchair, Buggies and Scooters  

Website: http://www.wheelchairnet.org/WCN_ProdServ/Products/mobility.html#anchor821311 

Phone:    (412) 586-6908

Comprehensive list of vendors’ that provide mobility products specifically for children 

Family Information Guide to Assistive Technology and Transition Planning (2009)

Available from Family Center on Technology and Disability (FCTD)


Website: http://www.fctd.info/  

Ph: 202-884-8068

Comprehensive guide that provides  “…information … need(ed) to effectively prepare for and participate in periods of transition in (your) children’s lives…”

Available in PDF or accessible html versions or a single copy may be ordered for free

SPANISH RESOURCES (En Espanol) :


Christopher and Dana Reeve Foundation Paralysis Resource Guide 

(Spanish)   (La Guia de Recursos Sobre La Paralisis)

Website: http://www.paralysis.org/atf/cf/%7BB432DDF5-7926-46FC-92A7-5F785077E05C%7D/span%20brochurev3.pdf 

Phone: (800) 539-7309

Christopher and Dana Reeve Foundation Spanish Language Resource on Paralysis

Website: http://www.christopherreeve.org/site/c.lqLPIXOAKnF/b.4636079/k.C9F3/Recursos_para_la_Par225lisis.htm  

Phone: (800) 539-7309

Provides information and resources in both English and Spanish
MedlinePlus Spinal Cord Injury  

Website: 

http://www.nlm.nih.gov/medlineplus/spanish/spinalcordinjuries.html 

Comprehensive online explanation of spinal cord injury and many related resources

NICHY en Espanol
Website: http://www.nichcy.org/spanish/Pages/default.aspx
Si Ud. ha venido a la página Web de NICHCY en busca de información sobre las discapacidades, ¡le damos la bienvenida!
Publicaciones de la United Spinal Association

Website: http://www.unitedspinal.org/disability-publications-resources/publicaciones-informativas/ 

Phone: (718) 803-3782
Spinal Cord Injury: Hope through Research

Website: (for printer friendly format)  la Medula Espinal, http://www.ninds.nih.gov/disorders/spanish/lesion_de_la_medula_espinal.htm 


Phone: 
(800) 352-9494 Request brochure by mail comprehensive explanation of spinal cord injury

SUMMER CAMPS, RECREATION AND SPORTS: 

Camp Attitude, Oregon Inc.
PO Box 207, Foster, OR 97345

Website: http://www.campattitude.com/    Email: camp@campattitude.com
Phone: (541) 367-3420  

Association of Hole in the Wall Camps  

265 Church Street, Suite #503, New Haven, Connecticut 06510
Website: http://www.holeinthewallcamps.org/   Email: info@holeinthewallcamps.org
Phone: (203) 562-1203  Fax: (203) 562-1207 


My Summer Camps: Special Needs

Website: http://www.mysummercamps.com/camps/Special_Needs_Camps/index.html    

Email: info@MySummerCamps.com      
Phone: (877) 777-7738  or  (310) 280-4105  Fax: (310) 280-4921

NCPAD Fun and Leisure Summer Camp Directory 

Website: http://www.ncpad.org/fun/fact_sheet.php?sheet=88&section=701  
Phone: (800) 900-8086 (8:00 AM – 5:00 PM CT)

NICHY Summer Camps for Children with Disabilities 

Website: http://www.nichcy.org/InformationResources/Pages/camps.aspx 


Phone:    (800) 695-0285


Recreation Resource Guide for the Gulf South Region


Website:  http://www.chnola.org/content/upload/AssetMgmt/PDFs/ResourceGuide.pdf 


Phone:  (504) 896-9350


Shake-a-leg, Inc. 

PO Box 1264, Newport, RI 02840


Website: http://www.shakealeg.org/about_us.html 

Phone:  (401) 849-8898 

Disabled Sports USA

Website: www.dsusa.org   Email:  information@dsusaorg   Phone: (301) 217-9841

Wheelchair and Ambulatory Sports, USA


Website: www.wsusa.org  Email: wsusa@aol.com  Phone: (732) 422-4564

PUBLICATIONS: BOOKS
NSCIA – Age appropriate children’s books by Connie Panzarino 

To order:  (Free to families with a child with a SCI)

Email:  info@spinalcord.org    Phone:  (800) 962-9629   

Rebecca Finds A New Way (1994, rev 2003) Written for and by children with SCI. For child ages 4-8

Tell It Like It Is, (1997) Actual accounts about life with SCI; teens talk about their personal experiences. For child ages 11 through teens. 

Christopher and Dana Reeve Foundation Paralysis Resource Guide

Website:  http://www.christopherreeve.org/site/c.mtKZKgMWKwG/b.4468351/k.B90E/Kids.htm  


Phone:  (800) 539-7309, ext 7224 or Email: prc@ChristopherReeve.org  


This free 320 page guide contains many useful contacts; includes a ‘Kids’ section 

Baker, Bruce L., Brightman, Alan J., et al.  Steps to Independence: Teaching Everyday Skills to Children with Special Needs  2nd Edition. (2004) 
Available from http://www.brookespublishing.com/store/books/baker-6970/index.htm  

Hands-on resource for parents that gives proven strategies to teach the life skills children from age 3 through young adulthood need to live as independently as possible. Easy-to-read; step-by-step guide; updates available.

Baxter, Katie Rodriguez.  Aunt Katie’s Visit (2006)

To order: ($10.00 plus  S/H )

Access 4 All, Inc.  P.O. Box 220751, St. Louis, MO 63122-0751
Website: http://www.access-4-all.com/store.html  or Phone: (314) 481-1633
Delightful book, wonderful resource to begin a discussion with children about differences and abilities; useful for teachers and parents.

Dobbs, Jean, Ed.  Kids on Wheels (2004)  

(Sold as a two volume set )

Available (limited copies) 

https://www.newmobility.com/bookstore-KOW.cfm?type=REG&order_id=new 

Vol. 1: A Young Person's Guide to Wheelchair Lifestyle helps school age kids with disabilities live life to the fullest; its focus helps kids who use wheelchairs make choices, shape their own lives and grow up to be as independent as any child leaving the nest.  

Vol. 2: A Guide to Wheelchair Lifestyle for Parents, Teachers and Professionals is written specifically for the parents, teachers and disability professionals, who are caring for and guiding these children with unique needs.  

Glover, Nancy. Speedway Sam (1991) 

Available in PDF only
Website: http://images.main.uab.edu/spinalcord/pdffiles/SpeedwaySam.pdf  

Book tells the story of an 8 year old boy, Sam, who sustains a spinal cord injury; explains, in a child's words, how Sam deals with the life changes after his injury; discusses prevention measures.


Gottleib, Sam. Letters to Sam: A Grandfather's Lesson on Love, Loss, and the Gifts of Life.  (2006)  

To order:  (approx $9.50; available in eBook)

Website: www.amazon.com or Barnes and Noble www.barnesandnoble.com 

In the tradition of such bestsellers as Tuesdays with Morrie and Riding the Bus with My Sister, this emotionally powerful and inspirational collection of letters from grandfather to grandson will touch readers right down to their core. Daniel Gottlieb, a quadriplegic feared that he might not live long enough to see newborn grandson, Sam, reach adulthood.  However, when Sam, only fourteen months old, was diagnosed with Pervasive Developmental Disability, a form of autism, suddenly everything changed.

Harper, Meg.  Wha'ever.   


To order:  (£15)


Website:  http://www.spinal.co.uk/product.php?productID=202&categoryID=26
Written for teenagers; award winning, diary style. Available through the Spinal Injuries Association (UK)

Kline, Stanley D. & Schive, Kim. You Will Dream New Dreams. (2001)  

To order:  ($11.00 or less)

Website: www.amazon.com
Personal stories by parents of children living with a disability

Nickel, Robert and Larry W. Desch, Eds. Physician’s Guide to Caring for Children with Disabilities and Chronic Conditions  (2000)
Website: http://www.brookespublishing.com/pgforms/   (#16, Spinal Cord Injury)


Phone: 
  (800) 638-3775 or 1-410-337-9580
Good, comprehensive resource that discusses the needs of the school age child living with SCI.

Olsen, Richard V., Hutchings, et al.. A House for All Children (2000)  

To order: (Book: $18.95, S/H $3.00) (Video: $14.95, S/H $3.00)

Center For Architecture and Building Science Research,  New Jersey Institute of Technology, Campbell Hall Rm. 335,  University Heights, Newark, NJ 07102-1982.  

Website: http://www.ahouseforallchildren.njit.edu/book.htm 

Phone:  (973) 596-3097  Fax: (973) 596-8443

Provides many architectural suggestions, guidelines and resources for making a home safe and accessible for children with special needs

Paul, Richard. Red Riding Hood Races the Big Bad Wolf  (1999)
To order: (Cost $14.95)

Website:   http://www.epbookstoreonline.com/product.php?productid=17431&cat=311&page=1 

A fun-filled, educational, ability awareness story with a message. Red Riding Hood views her wheelchair as an ability to race and defeat the big bad wolf to Grandma's house. Suitable for ages 3-7. 

Spinal Injuries Association (UK). Children and Teenagers with SCI
To order: (Cost £6)

Website: http://www.spinal.co.uk/product.php?productID=210&categoryID=26
This book offers a guide to raising a child with an SCI. Lists those involved in your child’s care,  

both during and after a hospital stay, the book also discusses education and personal safety 

Wilkins, Verna Allette.  Boots for a Bridesmaid and Are We There Yet? (1995) 

Tamarind Books.  

To order:  (Cost: £4)
 http://www.spinal.co.uk/product.php?productID=170&categoryID=26 
Delightfully illustrated, well written stories about everyday activities of families living with a SCI.  For young or early school age children         

Wilson, Miriam J. Williams. Help For Children from Infancy to Adult. 7th edition (2005) 

To order:  (Cost: $25 plus S/H)

Rocky River Publishers, P.O. Box 1679, Shepherdstown, WV 25443 

Website: http://www.rockyriver.com/   Ph: (800) 343-0686 

Diverse directory for wide range of resources for children from infancy to adulthood 

When Your Child is Seriously Injured 

To order:  Ph: 800-372-7368
 Website: http://www.epbookstoreonline.com/product.php?productid=18314&cat=0&page=1 

This booklet was written with the help of many families who have had a child seriously injured in an accident. Topics include preparing for hospital visits, reaction to loss, helping siblings, and coping.        
PUBLICATIONS: DISABILITY MAGAZINES
Exceptional Parent 

 
Website:  www.eparent.com   

Subscribe: E-mail: EPAR@kable.com or Ph: (877) 372-7368 or 

P.O. Box 2078, Marion, OH 43305-2178

New Mobility

Subscribe: http://www.newmobility.com/   Phone: (215) 675-9133 ext. 209

Paraplegia News

Subscribe: http://www.pvamagazines.com/pnnews/   Phone: (888) 888-2201
Sports ‘n Spokes


Subscribe: http://www.pvamagazines.com/sns/   Phone: (888) 888-2201
Acknowledgments:

These Factsheet Resources are offered by NSCIA as an information service and a guide to help parents/legal guardians and families seek appropriate and quality care for their child who has sustained a spinal cord injury.  Any information that you may have to further update this Factsheet would be greatly appreciated.  

The NSCIA Resource Center, Spinal Cord Central, provides information and referral on any subject related to spinal cord injury.   Contact Spinal Cord Central at help@spinalcordcentral.org or 1-800-962-9629.
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