	

	
	August 29, 2005

Edition Five
	[image: image1.jpg]




	
	
	

	

	Pass It on…Health Care Policy is brought to you by Family Voices of North Dakota

to share resources, information, and activities regarding care for children with special

health care needs.

	  STATE LINKS, INFORMATION, & RESOURCES 
FVND has several new workshops available coming to a site near you.  Starting this fall, look for announcements regarding workshops that will be held in your area.  We plan to hold workshops regionally, however, if you in rural ND and want to hold a workshop in your area just let us know.   Additionally, if you participate in a support group and would like us to attend with one of our workshops, let us know and we are also happy to accommodate.  Just give us a call.  We can post your events through the weekly PASS IT ON Contact fvnd@drtel.net  OR 888-522-9654 
Please note our e-mail address has changed 



	The FVND Care Notebook and New Beginning Resource Guide is now available to families and professionals on CD.  If you would like to receive a CD for yourself or a families you are working with, contact the Family Voices of North Dakota office at 888-522-9654 or fvnd@drtel.net



Partners in Policymaking- ND Partners in Policymaking has moved to The Arc of Bismarck.  We are accepting applications and thank you for your help and efforts in recruitment.  For more information or an application, you can reach Joyce at:  joyce@apsimail.com or by phone at 701-222-1854. 

Working Effectively With American Indians — A Cultural Competency Training, Pamela E. Iron and Cynthia Linquist-Mala, MPH Trainers, and National Indian Women’s Health Resource Center will be held September 14, 2005 from 8:00 a.m.-4:30 p.m. at the State Capitol Grounds Heritage Center in Bismarck.  Registration is free and due by September 1, 2005.  Please contact Woman’s Way at 701.328.2333 or 1.800.280.5512 for more information
2005 North Dakota Alcohol & Substance Abuse Summit www.conted.und.edu/summit September 14 & 15, 2005 Seven Seas Inn & Convention Center Mandan, North Dakota with a Clinical Supervision Pre-Conference Workshop on September 13.  Presented by:  North Dakota Division of Mental Health & Substance Abuse Services. Coordinated by:  UND Office of Conference Services.    QUESTIONS:  Contact UND Office of Conference Services at 866-579-2663 (toll free) or 701-777-2663 or e-mail at conferences@mail.und.nodak.edu.
Northern Plains Conference on Aging and Disability will be held in Fargo at the Holiday Inn September 13-15th, 2005.  For more information please contact Sandy Arends 701-298-4420 or 888-342-4900

Heart Links - a support group for families of children with congenital heart defects will meet Saturday, September 17th at Richholt Elementary School, 720 N. 14th St. from 11:00 a.m. - 1:30 p.m. (central).  If you'd like more information, please contact Roxane Romanick at 527-4645.
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	The Bismarck-Mandan Designer Genes support network will host the 2nd Annual Buddy Walk on Saturday, September 24th starting at 10:30 am at the North Dakota State Capitol grounds. Buddy Walks are held across the United States to promote awareness and inclusion for people with Down Syndrome.  There is no prior registration.  Please consider joining us.  Contact Roxane Romanick at 527-4645 for more information.

The ND Conference of Social Welfare is pleased to announce their upcoming Conference September 28-30, 2005 in Dickinson, ND. For further information, please visit http://www.ndcsw.com/conferences.htm
The ARC Upper Valley will host their annual Buddy Walk on Sunday October 9th starting at 2:00 p.m., Grand Cities Mall in Grand Forks.  For more information about the Buddy Walk, call the ARC Upper Valley at (701) 772-6191
2005 North Dakota Human Rights Coalition Conference….Thursday & Friday, October 27 & 28, 2005  Ramada Plaza Suites & Conference Center 1635 42nd Street, S.W. Fargo, ND  For details phone:  (701) 239-9323 or visit their web site http://www.ndhrc.org/
Vision USA-ND Project will offer free eye exams and, if necessary, eyeglasses to uninsured North Dakota workers and their families.  Applicants must live in a household with one working member, have income below an established level based on household size and have no eye care insurance or public assistance. Applicants also cannot have recent eye exams.  Local Lions Clubs, the Dakota Medical Foundation, Vision Services Inc. and optical labs are providing funds and discounts to cover the cost of lenses. Participating optometrists provide the eye exams through Vision USA.  Applications are available from county social services, schools, Lions Clubs and optometrists, or by writing to Vision USA-ND Project, 921 S. 9th St., Suite 120, Bismarck, ND, 58504.  For more application information, visit www.ndeyecare.info or call Nancy Kopp at (701) 258-6766.
Children's Special Health Services (CSHS)  Caring for kids with chronic illnesses and disabilities 
The purpose of Children’s Special Health Services is to provide services for children with special health care needs and their families and promote family-centered, community-based, coordinated services and systems of health care.  Though CSHS exercises discretion in defining the population eligible for services, one of the programs address many of the needs experienced by children and their families.  The Multidisciplinary Clinic Program: The Multidisciplinary Program provides comprehensive pediatric evaluations and coordinated care recommendations for children with special health care needs in order to help families effectively manage their child’s chronic health condition in the most effective manner.  The bolded clinics are sponsored by Children’s Special Health Services and are offered at no cost to families. The other listed clinics are sponsored by private healthcare facilities. Contact CSHS Clinic staff for more information Sue Burns 328-4669  or Kora Dockter 328-4854
August/September clinic schedule:

Aug. 30 Fargo Diabetes Clinic
Aug. 31 Fargo Muscular Dystrophy Clinic

TBA Grand Forks Myelodysplasia, Altru Health System, 701-780-2480  
Sept 1 Minot Cleft Lip/Palate Clinic MSU Communications Kora Dockter 701-328-4854
Sept 6  Fargo Down Syndrome Clinic-Coordinated Treatment Center, Janie Olson 701-234-6600 or 800-828-2903  
Sept. 7 Fargo Cerebral Palsy Clinic-contact number above
Sept. 8 Bismarck Asthma Clinic Regional Asthma Clinic/ Mid Dakota Clinic Kirkwood Annette Bjornstad 701-530-8520

Sept. 13 Fargo Pediatric Development Assessment-contact Fargo number above
Sept. 14 Fargo Pediatric Neuro Rehab-contact Fargo number above
Sept. 15 Minot Child Disability Clinic-Trinity West Building Marita Hoffart 701-858-3253
Sept. 20 Bismarck Cystic Fibrosis, Heart & Lung Clinic, 701-530-7502, 800-932-8848

Sept. 27 Fargo Diabetes Clinic
Sept. 28  Fargo Cystic Fibrosis Clinic
TBA Minot Scoliosis Clinic Orthodpedic Associates/Gloria Glasgow 701-852-3552
TBA Grand Forks Scoliosis Clinic Grand Forks Public Health/Kathy Mack 701-787-8125
continued next page



	FEDERAL LINKS, INFORMATION, & RESOURCES 
Race, Ethnicity, and Health Care Reference Library (NEW) This new, comprehensive collection of resources covers the latest datasources and research on racial and ethnic disparities in health care, including information on access and quality, the health care workforce, and public opinion.  This library also includes resources specific to the health of sub-populations including Latinos, African Americans, Asian Americans,
and Native Americans.
http://cme.kff.org/Key=8773.DRB.D.C.J3Cq3R
New Teaching Tools-  To mark the 40th anniversary of the creation of Medicare and Medicaid, new
video documentaries produced by the Kaiser Family Foundation explore the history, politics and impact of Medicare and Medicaid and include perspectives from people involved in the original 1965 debate and
implementation of our nation's major health financing  programs.  The documentaries can be viewed online or ordered on DVD. http://cme.kff.org/Key=8773.DRB.C.C.JgCmB3
When Disabled Children Get Too Old for Public Education- This Wall Street Journal discusses the issues families of children with moderate to severe disabilities face as the children age out of the special education system. Graduation often is bittersweet celebrating a child’s accomplishments while looking forward to an absence of community services and supports. “Because of recent federal budget cuts, and chronic gaps in community funding for adults with disabilities, those leaving public education are ‘losing a level of care they can’t replicate,’” says Neal Elyakin, the principal of High Point in Ann Arbor, Michigan. The article offers suggested resources for navigating the adult system after graduation.  Full Story:
Jeffrey Zaslow, When Disabled Children Get Too Old for Public Education, Wall Street Journal Online, July 1, 2005. 
http://www.careerjournal.com/columnists/movingon/20050701-movingon.html?cjpos=columnists_whatsnew
NECTAC eNotes - August 11, 2005
American Indian and Alaska Native Children: Findings From the Base Year of the Early Childhood Longitudinal Study, Birth Cohort (ECLS-B)  Source: nces.ed.gov - August 11, 2005 
A study released by the U.S. Department of Education provides descriptive information about American Indian and Alaska Native (AIAN) children born in the United States in 2001. It presents information on characteristics of their families, on children's mental and physical skills, on children's first experiences in childcare, on the fathers of these children, and on their prenatal care. The report profiles data from a nationally representative sample of children at about 9 months of age both overall, and for various subgroups (i.e., male and female, AIAN children living in different types of families, AIAN children living in poverty).  For more information and to download the reports go to http://nces.ed.gov/pubsearch/pubsinfo.asp?pubid=2005116.

Materials from the 2005 Child Care Policy Research Consortium Meeting Source: http://www.childcareresearch.org/ - August 4, 2005 Materials from the annual Child Care Policy Research Consortium Meeting that was held in March 2005, are now available online. The Child Care Policy Research Consortium is a national alliance of research projects sponsored by the Child Care Bureau in the Administration for Children and Families, U.S. Department of Health and Human Services, with the goal of improving the quality of child care research, identifying and responding to critical issues, and linking child care research with policy and practice. To access summaries of sessions, PowerPoint presentations, posters, and handouts from this year's conference, please visit Frontiers in Child Care Research: Annual Meeting of the Child Care Policy Research Consortium.
Continued Next Page

	 For those of you interested in quality rating systems for early care and education, the United Way's Success by Six Program has recently released a guide to developing these systems. It is available at:
http://national.unitedway.org/files/pdf/sb6/StairStepstoQualityGuidebook_FINALforWEB.pdf
THE NATIONAL CENTER FOR INFANT AND EARLY CHILDHOOD HEALTH AT UCLA has released four new reports on early childhood systems and infant mental health on their website.  For these reports for go to:  http://www.healthychild.ucla.edu/NationalCenter/ 
 2005 TASH Teleconferences Series  Positive Behavior Supports and Eliminating the Use of Aversives, Seclusion and the Inappropriate use of Restraint – Co-Sponsored by The Arc of the United States.  This series includes a range of topics on positive behavior support to increase knowledge of understanding the function of problem behaviors, collaboration with families and teams, and designing person-centered support plans for school-aged youth and adults. Topics also include information on the eliminating the use of aversive techniques, seclusion, and inappropriate use of restraint.  View complete session descriptions, speakers and registration information for this series.
 Family Voices now has a Legislative Action Center which can be utilized to send messages to members of Congress.  Issues at the present time are the Family Opportunity Act, saving EPSDT and other aspects of Medicaid.   It is fast, easy and efficient.   If you would like members of Congress to hear from you, visit the Legislative Action Center at http://capwiz.com/familyvoices/home/
RE:  Call for Participants in a National On-Line Survey on Accessibility and Health Care 
Have a disability? Tired of inaccessible medical equipment, offices, and hospitals?  Want a role in reducing these barriers? Our colleagues at the Rehabilitation Research and Training Center (RRTC) on Health & Wellness are asking people with disabilities to participate in an on-line survey identifying barriers to routine health care.

Information gathered from this survey will be used to develop a checklist which health care providers can use to 
assess their accessibility.  We at ILRU are impressed by the efforts of the staff at the RRTC H&W to conduct research which is both pertinent and applicable, and we hope that you will participate in this survey.  The on-line address for the survey is http://www.surveymonkey.com/s.asp?u=515131089111  The cut-off  date for participation is the end of September.   Rehabilitation Research and Training Center (RRTC) on Health & Wellness at Oregon Health & Science University in Portland, Oregon; http://www.healthwellness.org
From the National Down Syndrome Society-Top Ten Tips for Advocates Whether your advocacy work is with your child's doctors and teachers or in the halls of Congress!  http://www.ndss.org/content.cfm?fuseaction=AdvCen.AdvGuidearticle&article=537
The STARBRIGHT Foundation is dedicated to the development of projects that empower seriously ill children to combat the medical and emotional challenges they face on a daily basis. STARBRIGHT projects do more than educate or entertain: they address the core issues that accompany illness – the pain, fear, loneliness, and depression that can be as damaging as the sickness itself.  They also have free videos and publications for your child http://www.starbright.org/about/index.html
OVERVIEW of 504-Have a child with a disability or chronic health illness that does not have an IEP?  Learn more about section 504 http://www.504idea.org/504overview.html
Continued next page

	Special Needs School Tools- Help your child sit stiller, write better, and read easier with these cool school tools for students with learning disabilities, fine motor delays, sensory integration challenges, or a bad case of the wiggles.  http://specialchildren.about.com/od/equipment/tp/schooltools.htm
Children’s Disability List-looking for a list serv specific to your child’s diagnosis?  This site may have the answer for you.  From specialchildren.com http://specialchildren.about.com/gi/dynamic/offsite.htm?zi=1/XJ&sdn=specialchildren&zu=http%3A%2F%2Fwww.childrensdisabilities.info%2Fspeclists.html
Participate in Covering Kids and Families (CKF) Back-to-School Campaign Activities in Your State
The Robert Wood Johnson Foundation’s CKF initiative seeks to increase the number of children and families who benefit from existing public health care coverage programs. During August and September 2005, CKF coalitions from coast to coast will host outreach and enrollment events to inform families about low-cost and free health care coverage programs for children. 
http://coveringkidsandfamilies.org/pages/?DocID=83 
The Medicare Prescription Drug Benefit
Beginning January 1, 2006, Medicare will cover preventive screenings and offer coverage (85 - 100%) for prescription drugs. The Medicare Modernization Act brings preventive medicine, more health care choices, and prescription drugs to every American receiving Medicare. Beginning October 1, "Medicare and You" handbooks will be mailed to beneficiaries who are reminded to consider plan options carefully. Enrollment dates are November 15, 2005 through May 15, 2006. For more information, visit the Centers for Medicaid and Medicare Services' Modernization Act web page http://www.cms.hhs.gov/medicarereform/ . 

Pete and Pam Wright/Wrightslaw & The Special Ed Advocate http://www.wrightslaw.com is a great place to locate a lot of information regarding IEP’s.  They also have a state resource page and much, much more.
Rightwheelchair.org is a joint project of United Spinal Association, the ITEM Coalition, and the Clinician Task Force. We are dedicated to removing Medicare's "In-The-Home" restriction that limits beneficiary access to 
needed wheelchairs and scooters. This Web site serves as a vehicle for inspiring grassroots activities and as a clearinghouse for information regarding Medicare's unfair coverage and administrative policies relating 
to mobility devices.  Visit our website to learn how you can get involved: http://rightwheelchair.org/
Bullying- A lot of young people have a good idea of what bullying is because they see it every day! Bullying happens when someone hurts or scares another person on purpose and the person being bullied has a hard time defending himself or herself. Usually, bullying happens over and over. 1) Punching, shoving and other acts that hurt people physically; 2) Spreading bad rumors about people; 3) Keeping certain people out of a "group"; 4) Teasing people in a mean way; and 5)Getting certain people to "gang up" on others.  Check out this website on bullying for more information http://stopbullyingnow.hrsa.gov/index.asp?area=whatbullyingis
Autism and Related Disorders Handbook- from the University of South Dakota School of Medicine and Health Sciences.  http://www.usd.edu/cd/autism/Autism Handbook.pdf
Continued next page



	 

	
	ACTIVITIES, OPPORTUNITIES and OTHER

Book on managing Special Needs Trusts- The Special Needs Trust Administration Manual: A Guide for Trustees is a valuable reference guide for anyone who is managing a special needs trust for a person with disabilities. In an uncomplicated, user-friendly way, it explains the rules that govern Special Needs Trusts and how those rules relate to the many complicated government benefit programs that assist people with disabilities.

The Manual is for laypersons, such as friends and family of a person with disabilities, and for professionals, including attorneys, financial planners, and social workers—anyone who is administering (or considering administering) a Special Needs Trust. It is concise, easy to use, and packed with helpful information.

In clear, easy to understand language, the authors (all attorneys experienced in guiding trustees through the complex rules of Special Needs Trusts) explain how a trustee can use trust funds to meet the medical, recreation, and transportation needs of a person with disabilities without risking the benefits of government programs such as SSI, SSDI, Medicaid, and Section 8 housing. The authors give useful advice and provide many concrete examples.   To purchase the Manual, please go to: http://www.disabilitiesbooks.com/special_needs_trust/index.html 
"SAFE BEGINNINGS: Protecting Our Children From Sexual Abuse" was written by two women who were sexually abused as children and who have over 60 years experience working with people with disabilities.  Phone 217-875-1910 spaceley@maconresources.org
Self Advocates Becoming Empowered (SABE) is a national self-advocacy organization. It serves self-advocates through organizing those interested in self-advocacy and through dissemination of information on topics of concern to them.  sabeusa@hotmail.com
Bellevue Community College (BCC) in Washington State has launched the nation's first higher education degree program for students with developmental disabilities.  With an expanded curriculum of 52 separate courses, the college's Venture program now offers a 90-credit Associate in Essential Studies degree through which high-functioning individuals with learning, cognitive and intellectual disabilities can demonstrate mastery of an established body of knowledge and gain the skills for lifetime success.  Potential students and their families wishing more information may visit the program's website at http://www.bcc.ctc.edu/venture or contact Cynthia Johnson at cjohnson@bcc.ctc.edu
SEPTEMBER 29, 2005  "YES, YOUTH WITH DISABILITIES CAN TRAVEL ABROAD" TELECONFERENCE, 2:00 PM CT Hosted by NCSET. For more information go to http://www.ncset.org/teleconferences/default.asp
Homemade Play-Dough Recipe from Nick Jr.
http://bridges4kidsnewsdigest.c.topica.com/maadRLlabjunCbb2dXEbafpLKt
Be Careful What You Wish For: Five Reasons to be Concerned About the Assignment of Individual Paraprofessionals (PDF) Council for Exceptional Children (CEC)'s Online Journal, Vol. 37 No. 5, May/June 2005 http://bridges4kidsnewsdigest.c.topica.com/maadRLlabjunWbb2dXEbafpLKt/ 
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	Planning for the Future-The single most important concern in the mind of any parent who has a child with a disability, regardless of the age of the child, is what will happen to the child after the parent has died.   Planning For The Future, which discusses in an easy to understand way all the steps that parents should take to assure a secure and happy life for their child.  Telephone orders:  1-800-247-6553.    

North Dakota specific…Wanted-North Dakota Family looking for gait trainer for 4 year old with CP.  If anyone has one that they no longer are using please let us know at FVND.  fvnd@drtel.net
“Healthy North Dakota Highlights,” a series of fact sheets that focus on health issues in North Dakota. On behalf of the Healthy North Dakota coalition and the North Dakota Department of Health, we are pleased to present the latest issue.  The fact sheet attached to this message focuses on arthritis, the leading cause of disability in the United States. In 2003, 28 percent of North Dakota adults reported they had been told by a doctor that they have arthritis. For many of those affected by arthritis, it is associated with crippling pain, limitations in mobility and loss of independence.  The fact sheet also may be accessed on the Department of Health’s website at www.ndhealth.gov (click on “Publications”).

Notice!!! We are now preparing the fall issue of the FVND snail mail newsletter.  We would like to feature a story in the "Family Voice" that applauds a professional(s) and/or program(s) that has contributed to the success of your child. If you have a relevant story that you would like to share with our readers, we would love to hear from you. Please contact me with your story at fvnd@drtel.net or 888-522-9654 Thank you.
AutismLink has an autism news service that scans the news daily for anything in the state of your choice and sends it to your email.  It's actually a great service because you can keep up with everything going on in your state.  To sign up (free), go to http://lists.autismlink.com/lists
Coloring book available!  Be prepared not scared is a coloring book prepared by Emergency Medical Services for Children.  You can download the coloring book at:  http://www.ems-c.org/downloads/pdf/funbook.pdf
Internal Revenue Service (IRS) Deduction Guidance on Special Education Expenses 
In March 2005, the IRS issued a new ruling that may help families with the costs which may be incurred for their child’s special needs in education. The private-letter written determination clarifies areas when special education costs may qualify as medical expense deductions. Although the private-letter ruling applies only to the taxpayers who requested it and should not be cited as precedent, tax advisers say it is a useful illustration of the IRS’s thinking. Available in PDF (3 pages, 18 KB).
http://www.irs.gov/pub/irs-wd/0521003.pdf
Envisioning My Future: A Young Person’s Guide to Health Care Transition (2005)
(Guidebook)  This guide from Children’s Medical Services, Florida’s Department of Health helps youth and families start thinking about health care transition and making a health care transition plan. It teaches readers about the health care choices and new ways of getting health care services that transition-aged youth need to consider. Available in PDF (24 pages, 1 MB)
http://media.ichp.ufl.edu/cms/cms_booklet.pdf
This is not intended to serve as a resource for lobbying.  It’s purpose is to assist families and the professionals working with them to better understand issues and resources related to health care for children and youth with special needs so that they may make informed choice of how to respond in a manner that will best support their needs. Funding for the FVND PASS IT ON comes from CMS under Grant #11-P-9250618-01. The views and opinions herein do not necessarily reflect views or policies of CMS or of the FVND Health Information and Education Center.  
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