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In this issue…

One is the Loneliest Number

Loneliness and isolation are dreaded by every child with disabilities and by parents.  Socialization is the antidote to isolation. Connectiveness is the remedy for loneliness.  The process of socialization – the creation of a vibrant network of potentially rewarding relationships and friendships -- can be daunting for both parent and child, but its end result – connectiveness -- is worth every ounce of effort required to produce it.  There are no shortcuts to socialization and eventual independence.  Hard work, persistence, iron commitment and astute, occasionally hard-edged diplomacy are essential, as they have always been.  This issue examines socialization and the resources available to help facilitate it.  

Charlotte Thompson, MD, Speaks

Our lead article is a lengthy and insightful interview with Dr. Charlotte E. Thompson, whose 40 years of experience in treating children and young adults has made her a highly respected authority on the socialization of children and teenagers with disabilities.  Parents, she says, play the most crucial role in successful socialization.  Dr. Thompson is Director of San Francisco’s Center for Handicapped Children & Teenagers.  Supporting our interview with Dr. Thompson is a compendium of resources to assist parents and others in furthering their children’s socialization.  We also feature members of our Knowledge Network.  The members spotlighted this month focus on various aspects of socialization aided by the use of assistive technology.  We invite you to contact these members for further information.

Please share this newsletter with other organizations, families and professionals who may benefit from it.  We invite you to contact us at http://www.fctd.info.  We welcome feedback, new members and all who contribute to our growing knowledge base.   

             

Connectiveness and Socialization:

Help is Available – if Parents Seek It Out
An Interview with Charlotte Thompson, MD
“Connectiveness is what life is all about,” declares Charlotte E. Thompson, M.D., director of The Center for Handicapped Children & Teenagers in San Francisco.  Explains Dr. Thompson, the parent of a child with a disability, “Socialization is one of the most important objectives in the life of a child with disabilities.”

Helping a child with physical and/or learning disabilities achieve a high level of socialization, however, is a daunting task for any parent.  “Speaking from experience,” says Dr. Brown, the author of Raising a Handicapped Child: A Helpful Guide for Parents of the Physically Disabled (Oxford University Press, 1999), “I can say that raising a child with disabilities is the most challenging experience any parent can have.”  The weight of responsibility, she adds, is heavy and unrelenting, but support is available.

 “There’s so much support in the community, but parents must extend themselves to make the necessary contacts,” she emphasizes.  “Go to your church, synagogue or mosque. Join a support group.”  She advises, “Don’t try to do everything alone.”

The worst thing a parent of a child with disabilities can do, Dr. Thompson notes, is to fade into isolation, cut off from all sources of community support.  

No Child Should Grow Up Isolated

“No child should grow up isolated, living life in front of a TV,” she declares.  Although enforced isolation does occasionally occur, Dr. Brown explains, “there is really no excuse for it.”  Dr. Thompson warns, “If you are a parent and are not finding ways to help your child socialize, you are not doing an adequate job of parenting.”

Parents, she says, “should get the kids out and about.”  Go to playgrounds, swimming pools, parks, wherever other kids gather.  “Don’t permit kids with disabilities to cluster together in tight little groups in which they will be viewed by others, and themselves, as nothing but disabled.”

Her best advice: “Let a child decide how and what he or she wants to do to have fun and how to do things.  It’s often surprising how inventive and innovative children can be when they are given the opportunity to decide.”  

Fight Every Step of the Way

To have fun in various recreational activities, “children must be provided with what they need.” For example, explains Dr. Brown, children need to have the right clothing.  “If they are unable to unzip their trousers to go the bathroom, they won’t have fun –and neither will their parents.”  

Along with the right clothing and equipment, children also need the right help from vigilant parents and others who have a strong interest in a child’s socialization, independence and happiness. 

For instance, she notes, “kids with speaking disabilities are afraid to talk, unless they get the right help. Get speech help! Parents may need to fight for that too. If you need to fight – fight! Fight every step of the way!” 

Dr. Thompson remembers a recent incident involving a Vietnamese boy of her acquaintance.  One of the boy’s legs was deficient, from polio, but the young man refused to inform his school’s physical education teacher of the disability.  The result: the child received a grade of “D” from his P.E. teacher.

“The child’s mother spoke very little English, so I elected to fight with the P.E. teacher and with the school.”  Her advice to parents in heading off similar problems: “Get children’s pediatricians and general practitioners involved from the outset and keep them involved throughout a child’s school years.”

Finding the Right Summer Camp

Summer camp, she says, can and should be a rich and rewarding experience for children with disabilities, “but parents must do the research to make sure the camp they select is properly equipped to maximize their child’s opportunities for fun.”

Failure to be sufficiently vigilant, she warns, can produce unwanted and unfortunate results.  For example, she notes, “I’ve seen kids go off to camp without a wheelchair but return in one.”  Reversion to a wheelchair, she says, “was not caused by an injury to the child, but by litigation-sensitive camp officials who chose to confine the child to a wheelchair – and restrict the child’s movements – rather than chance an injury and the possibility of a consequent lawsuit.

“As a parent,” she cautions, “you absolutely do not want to send your child to a camp that restricts the child’s movements and constricts his or her hard-earned independence and hard-won self-confidence.”

Kids with non-progressive disabilities, she emphasizes, “need to find buddies they can hang with and keep up with.”

 Loneliness is Avoidable

All children dread loneliness, she declares, but for children with disabilities, loneliness can cause isolation from all that life has to offer.  “Loneliness and isolation are avoidable,” she says, “if parents make the effort to plug into support systems that are available in nearly every community.”  Connectiveness, she concludes, is often only a phone call, a meeting or a handshake away.

Dr. Charlotte Thompson is a graduate of Stanford University School of Medicine and a fellow of the American Academy of Pediatrics. She received advanced training in the diagnosis and treatment of neuromuscular disease from the University of London and the University of Southern California.  She is an Assistant Clinical Professor at the University of California at San Diego School of Medicine.  She is also the author of “Raising a Child with a Neuromuscular Disorder: A Guide for Parents, Grandparents, Friends & Professionals” (Oxford University Press, 1999).  


RESOURCES 

DREAMMS for Kids, Inc.

DREAMMS is a clearinghouse for AT information.  Founded by the parents of a child with Down Syndrome, the organization is committed to increasing the use of computers, high quality instructional technology and assistive technologies for students with speech needs in homes and the workplace. A 501 ( c ) (3) agency, DREAMMS is supported by personal and corporate donations and receives no government funding.  For more information, contact:

DREAMMs for Kids, Inc.

272 Ringwood Road

Freeville, NY 13068-9618

Phone: (607) 539-3027

Fax: (607) 539-9930

Janet P. Hosmer, Executive Director

janet@dreamms.org  

The Lab School of Washington

Founded in 1967 by Sally L. Smith, The Lab School of Washington is internationally recognized for its innovative programs for children and adults with learning disabilities.  The Lab Day School offers individualized instruction to students K-12.  For more information, contact:

The Lab School of Washington

4759 Reservoir Road, NW

Washington, DC 20007

Phone: (202) 965-6600

http://www.labschool.org
Learning Independence Through Computers (LINC)

LINC is a non-profit computer resource center that provides opportunities for children and adults with disabilities to use computer technology to achieve independence.  The organization explores adaptive technology, computer systems, software and the Internet.  LINC serves people with all types of disabilities without regard to age or economic circumstances. LINC services are available to individuals and families in Maryland and surrounding states. The organization is the Maryland member of the Alliance for Technology Access  (ATA), a nationwide network of 45 community-based organizations serving 100,000 people annually.  For more information, contact:

Learning Independence Through Computers (LINC)

1001 Eastern Avenue, 3rd Floor 

Baltimore, MD 21202

Phone: (410) 659-5462

Fax: (410) 659-5472

TTY: (410) 843-0219

http://www.linc.orh
PLUK (Parents, Let’s Unite for Kids)

PLUK is a private, non-profit information sharing and support organization formed in 1984 by parents of children with disabilities and chronic illnesses in the state of Montana.  The organization’s ultimate objective is full social, educational and employment integration of children and adults with disabilities.    For more information, contact:

PLUK

516 N. 32nd Street

Billings, MT 59101

Phone: (406) 255-0540

Fax: (406) 255-0523

Toll Free: (800) 222-7585

plukinfo@pluk.org
http://www.pluk.org
PUBLICATIONS

Family Guide to Assistive Technology

Prepared by Parents, Let’s Unite for Kids (PLUK) in cooperation with The Federation for Children with Special Needs

Editor: Katherine A. Kelker, Ed. D.

“This guide is intended to help parents learn more about assistive technology and how it can help their children.  The Guide includes tips for getting started, ideas about where to look for money and suggestions for what to do when applying form funding.  Places to contact for more information or to find software and equipment are listed at the end of The Guide.” 

“Finding and paying for the right technology requires commitment and energy.  Professionals in education and medicine can help, but parents cannot rely on professionals to do everything that is necessary to get the equipment.   As a parent, you have a much better chance of getting what is needed if you and your child are involved in selecting the technology and planning for its use.  The Guide should help you to understand the processes for acquiring AT and provide you with the help to advocate for your child’s special technology needs.”

For more information, or to obtain The Guide, contact PLUK:

516 N. 32nd Street

Billings, MT 59101

Phone: (406) 255-0540

Fax: (406) 255-0523

Toll Free: (800) 222-7585

plukinfo@pluk.org
http://www.pluk.org

ARTICLES

Project ECCTS (Early Childhood Comprehensive Technology System): Findings of Research Study on Effectiveness of a Comprehensive Technology System Demonstrate Benefits for Children and Teachers by Patricia Hutinger, Robert Rippe, Joyce Johnson.  “The findings of Project ECCTS point to positive benefits for children, increased technology skills among teachers, to the efficacy of an on-site tech team and to conditions that promoted maintenance of the system after the funding cycle was completed.” http://www.wiu.edu/users/mimacp//wiu/articles/findings.html
Identity and Augmentative and Alternative Communication by Laura Grassman, MA, JSET E Journal, Volume 17, Number 3, Summer 2002.  “The use or nonuse of augmentative and alternative communications (AAC) can be impacted by the ongoing development and interaction of a child’s identity through various cultural milieus.  In order for the acquisition of the AAC device to be successful, the student must be at the center of each process related to its incorporation within the student’s identity.” http://jset.unlv.edu/17.3T/tasseds/ashton.html
Information about Project LITT (Literacy Instruction Through Technology). “Project LITT focuses on the roles that technology can play in improving the reading skills of students with learning disabilities.  Research efforts center around one type of reading software: hypermedia-based children’s literature programs, sometimes called ‘talking storybooks.’…Talking storybook programs offer many potential advantages: they are interesting and motivating, they are often highly interactive and engage students’ attention, and they support the reading process by reading text aloud. However, the motivational features of the programs may distract students with learning disabilities from the reading task.  It is unclear whether these programs are beneficial for this group of learners.”  http://edtechfm.sdsu.edu/SPED/ProjectLITT/LITTinfo.html

KNOWLEDGE NETWORK MEMBERS

Alpine Alternatives

Based in Anchorage, Alaska, Alpine Alternatives adapts recreation activities to the unique needs of children with disabilities in order to increase self-confidence, pride and independence.  The organization believes that “recreation is an integral part of the total person” and provides opportunities for growth and development.  Although Alpine Alternatives serves all disabled persons regardless of the severity of disability, its emphasis is on meeting the recreational needs of school age children and youth.

The organization’s programs are designed to help disabled persons expand their horizons, master new skills, make new friends and increase motor coordination.  Most importantly, program participants develop greater self-confidence and independence.  Alpine Alternatives programs are open to all, regardless of severity of disability or age.  The program’s one-to-one counselor to participant ratio allows Alpine Alternatives to meet individual needs according to individual abilities.  

Alpine Alternatives programs include: 

Camp Alpine, where, during a weeklong stay, campers learn a variety of skills in a nurturing environment.  Camp Alpine activities include canoeing, hiking, swimming, outdoor games, sports, nature identification

Downhill  and Cross Country Skiing, adaptive programs with a multi-week availability offered at Russian Jack Park near Anchorage. Mono-skis, sit-skis, outrigger skis Ski-sleds are available for non-ambulatory skiers. Equipment and personalized ski instruction are included 

Equestrian, an eight-week program that teaches basic riding skills and the care and grooming of horses

Day Outings, which include hiking, canoeing, trips to a local farm, the Alaska Zoo and a prospecting expedition to an old gold mine

To learn more about Alpine Alternatives, contact:

Alpine Alternatives

2518 E. Tudor Rd., Suite 105

Anchorage, Alaska 99507

Phone: (907) 561-6655

Fax: (907) 563-9232

Toll Free: 800-361-4174

Contact: Margaret Webber, Director
info@alpinealternatives.org
http://alpinealternatives.org/makecontact.html
The Capper Foundation

Founded in 1920 by former Kansas governor and U.S. Senator Arthur Capper, the Foundation’s mission is to enhance the independence of people with disabilities.  Its major focus is on children whose primary disabilities are physical in nature and include cerebral palsy, spinal cord injuries, traumatic brain injuries, developmental delays and other neuromuscular and orthopedic conditions.

For more than 20 years, assistive technology has been an integral part of the Capper suite of services.  The Foundation’s assistive technology services include augmentative communication (AAC/ACP).  Augmentative and alternative communication occurs when a partner in a social interaction relies primarily on modes other than speech.  These modes can include gestures, facial expressions and sign language as well as aided forms of communication such as paper and pencil, typewriter, alphabet boards and sophisticated microcomputer systems.  The Capper augmentative communication team provides comprehensive evaluation and training to persons with severe expressive communication disorders and to those who interact with them.

Educational technology, in Capper’s view, can be an “equalizer,” a way to circumvent disabilities and allow access to activities taken for granted by students without disabilities. Capper’s Education Technology program relies on what it calls its ABC model: Augment abilities; Bypass or Compensate for disabilities. Capper  utilizes several technologies that augment students’ abilities: for students with limited vision, magnification systems that enlarge books and other print materials emphasize residual vision; computers operated by voice command and eye gaze help students unable to use their hands to type; special computer programs assist those whose learning disabilities hamper their spelling.   

The Foundation’s Rehabilitation Engineering program is staffed by rehab engineers with advanced degrees coupled with experience in clinical service provision to persons with disabilities.  Rehab engineers assist with assessments, evaluate and recommend products or fabricate and modify assistive devices.

Because the majority of human functions are executed in the seated position, Capper’s Seated and Mobility program provides each student with a secure and stable sitting position to maximize function.  The program provides evaluations, consultation and training in the adaptation and fabrication of seating systems, assessment of powered mobility options and the physical assessment of motor access to all types of assistive technology.  Evaluations, assessment and training occur at a student’s home or school or on-site at the Foundation.

The Capper Foundation began its 83-year history in a small, renovated house.  Today, it is a premier resource in the Midwest for serving, educating and training children with physical disabilities as well as their teachers and families.

To learn more about Capper, contact:

The Capper Foundation

3500 SW 10th Avenue

Topeka, KS 66604

Phone: (785) 272-4060

Fax: (785) 272-7912

Contact: Jim Leiker, President
abilities@capper.org
http://www.capper.org/ataglance.html 

Exceptional Family Resources (EFR)

Founded in 1978 in Syracuse, NY, EFR provides information, support, advocacy and respite services to families whose children have development difficulties.  EFR is a family-centered, non-profit, multi-service agency.  In addition to its original programs, the organization provides service coordination and recreation programs for children, teens and adults, plus a variety of parent support programs and residential rehabilitation.

EFR services are divided into six categories:
1) Respite (Take a Break);  2) Advocacy;
3) Outreach;  4) Recreation;  5) Individualized Services;  6)Resource Manual for Onondaga (NY) County and Surrounding Areas.

Respite (Take a Break) provides care and supervision of children when friends and family are unavailable to help.  EFR-provided sitters are matched with families based on a family’s particular needs and requests.

Advocacy provides families and individuals with information, support and individual advocacy.  EFR advocacy services are free to families.

Outreach programs include: Parent to Parent of New York State, which puts parents in touch, on a one-on-one basis, with a trained supportive parent whose child has a similar or related disability; The Family Education and Training Program, which offers a variety of educational and training sessions for parents and families of individuals with disabilities; Personalized Family Support provides time-limited case management and financial reimbursement issues related to raising a child with disabilities.

Recreation programs include: Friends Night Out (18 and older), which matches individuals with disabilities with volunteers in order to enjoy community recreational opportunities; Community Connections, also matches disabled individuals with volunteers who take their companions out into the community for three hours each week; Community Partners After-school Program helps school-age youths with disabilities to integrate in after-school recreation organizations like the Boys and Girls Clubs and YMCA;  Teen Venture After-school Program offers access to activities such as karate, community service projects, swimming and African dance; The Syracuse University Student Placement Project matches pairs of college students with teens with disabilities; EFR’s Parent Teen YMCA Program coordinates a parent-run recreation group, teens participate in activities such as basketball and swimming.

Individualized Services programs include Residential Habilitation that provides individualized assessment, training and assistance in acquiring skills and increasing a person’s repertoire of interests to enhance independence. 

Resource Manual is a comprehensive guide to services in Onondaga County.   

To learn more about EFR, contact:

Exceptional Family Services (EFR)

1065 James Street, Suite 220

Syracuse, NY 13203

Phone: (315) 478-1462

Fax: (315) 478-1467

Contact: Nicole Janer, Executive Director
www.contactefr.org
Texas Technology Access Project (TTAP)

Founded in 1992 as the Texas Assistive Technology Partnership, TTAP’s objective is to employ assistive technology to enhance the independence of persons with disabilities.  TTAP believes that attainment of its objective is dependent upon three critical aspects of technology access: 
1) Acquisition of appropriate assistive technology by those who most need it;  
2) Achieving compatibility of mainstream technology – computers, phones, cell phones, for example -- with assistive technology; 
3) Ensuring universal access of new mainstream technology.

TTAP specialized expertise, networks and resources are targeted to technology professionals, disability advocacy organizations, service providers, educators and others who maintain the most direct contact with consumers.  TTAP provides: information and advice to individuals and organizations about a wide range of assistive technology issues; training and technical assistance to AT professionals and others who aid people with disabilities to access and use technology; assistance to policymakers at all levels of the service delivery system; statewide research of technology trends and consumer experience/satisfaction with technology access. 

TTAP collaboration with like-minded partners has produced the following results:  creation and proliferation of community technology demonstration and lending centers; improved support for teachers, technology specialists and others in the Texas public school system who are responsible for addressing student technology needs; increased awareness of technology issues in the disability rights and advocacy community; improved Medicaid coverage of power wheelchairs and augmentative communication devices; basic access requirements for public schools and for library computers funded by the Texas Telecommunications Infrastructure Fund; basic access features in the building of Texas state government websites; significant durable medical equipment and prosthetics coverage under the Texas Children’s Health Insurance Program (CHIP); improved opportunities for students to transfer assistive technology devices when they change schools or transition to work; expanded healthcare and community long-term services and supports, including assistive technology, for more people.

To learn more about TTAP, contact:

Texas Technology Access Project (TTAP)

University of Texas at Austin

SZB 252 D5100

Austin, TX 78712-1290

Phone: (512) 471-7612

Fax: (512) 471-7549

TDD: (512) 471-1844

Toll Free: (800) 828-7839

Contact: John Moore, Technology Information Coordinator
techaccess@teachnet.edb.utexas.edu
http://techaccess.edb.utexas.edu
Washington Assistive Technology Alliance (WATA)

WATA is a consumer advocacy network that includes the University of Washington Center for Technology and Disability Studies (UWCTDS) and the AT Resource Center at the Easter Seal Society in Spokane, WA.  WATA also receives guidance from a Consumer Majority Advisory Board.  WATA consumers include those with disabilities, their families, caregivers, employers, teachers, healthcare and social services providers. 

WATA activities include: information and referral; consultation and training related to selection of AT devices, services and funding; legal advice and advocacy; policy development and legislative action; technical consultation and training; publications; development and maintenance of online resources. 

The WATA statewide information and referral system that helps individuals learn more about AT benefits and limitations, explore options for devices and services to meet specific needs, connect with local resources and identify funding options while receiving consultation regarding eligibility criteria and procedures.

WATA legal advocacy assists in surmounting the legal obstacles associated with acquiring needed AT devices and services through systems such as Medicaid, insurance, special education and vocational rehabilitation.

The organization analyzes the collective experiences of its customers to identify barriers and shape its involvement in policy development and legislation.  In 1997, WATA assumed a lead role in the passage of HR 1573, which allows school districts to transfer AT to students, their families or service providers when the student departs a district.   

Through its information and networking programs, WATA provides access to all its publications and resource lists. An online AT discussion forum links AT users, AT vendors, teachers and service providers.  AT Exchange serves as a marketplace for the exchange, sale and donation of AT devices, including computers, software and modems.

Educationally, WATA collaborates with the University of Washington, community resources and AT providers to develop integrated training and courses that address AT issues.

To learn more about WATA, contact:

For statewide information and referral:

Eastern Assistive Technology Resource Center

 (Associated with the Easter Seal Society of Washington State) 

West 606 Sharp

Spokane, WA 99201

Phone (V/TTY): (509) 328-9350

Fax: (509) 326-2261

Toll Free (V/TTY): (800) 214-8731   

Contact:  Alan Kanu, Program Coordinator
For policy and funding analysis:
Center for Technology and Disability Studies

University of Washington

Box 357920

Seattle, WA  98195-7920

Phone (V): (206) 685-4181

Phone (TTY): (206) 616-1396

Fax: (206) 543-4779

Toll Free (V/TTY): (800) 841-8345   

The Center for Handicapped

Children & Teenagers

The Center is a non-profit organization offering consultative medical and support services to physically disabled infants, children and teenagers in order to help them lead happier, more independent lives

The age range for those served by the Center is infancy-25 years, with an average age of eight years old.  The older age groups mainly reflect patients who have been seen by the Center’s director, Dr. Charlotte Thompson, since they were infants.  The children encompass a diversity of ethnic and racial groups, including Asian, Middle Eastern, African-American, Hispanic and Eastern European.  Although all income groups are represented, the Center primarily serves low-income populations. 

In its 21-year history, the Center has provided: more than 1,500 patient consultations per year; more than $100,000 in equipment to its low-income patients; monthly clinics with the services of a neurologist, orthopedist, the director and a physical therapist; over $50,000 in services such as x-rays, lab tests and MRIs.

It has served as a resource center for parents and professionals worldwide, providing: immediate, complete and caring answers to questions about diagnosis, treatment, schools, family issues and personal care; information by mail about special problems associated with
physical disabilities; research on unusual problems and special issues.

Disabilities treated by the Center include: neuromuscular disorders of all types; cerebral palsy; birth defects; spina bifida; post-traumatic and multiple handicapped.

A treatment plan is formed for each patient.  This plan may include multiple calls to other physicians, agencies and schools.  Specific medical tests may be ordered, with a follow-up visit for a review of the findings.  Referrals may be made to other special agencies that offer specific services, such as the Easter Seals therapy program.  An ongoing relationship is established with each child’s private pediatrician or family doctor, teachers, physical and occupational therapists, educational psychologists and speech therapists. In addition, referrals are frequently made for parents, siblings and other members of the extended families to help them cope with the daily problems of the disabled child.  

The emotional impact of having a disabled child in the family can cause a disruption of the marriage, siblings acting out for attention and a feeling of extreme isolation by all family members.  The children, too, need help in adjusting to their disabilities, in making friends and in finding opportunities for socialization. Solutions are sought to help with the financial burden and medical insurance problems of a disabled child.

To learn more about the Center, contact:

The Center for Handicapped Children & teenagers

2001 Union Street, Suite 482

San Francisco, CA 94123

Phone: (415) 771-7057

Fax: (415) 771-4713

Contact: Charlotte E. Thompson, MD

Http://www.strategicfutures.com/center/whoserve.htm

To receive a free copy of the Family Center on Technology and Disability’s Info-Rom 2002 – a guide to FCTD databases and other  web-based resources, please send an e-mail to: fctd@aed.org or visit our website at http://www.fctd.info.

Join us for our March online discussion of 
Occupational Therapy and Assistive Technology
led by Grace Williams, M.Ed.OTR/L
Ms. Williams is Special Education Coordinator and Assistive Technology Coordinator for the Arlington, Virginia Public School System  

See our website for details.
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