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Parent to Parent of NYS 

New York's Family to Family 

Health Care Information and Education Center 

Links Digest- Volume 94          March 1, 2010 

As part of the Family to Family Health Care Information and Education 

Center, Parent to Parent of NYS has established the Links Digest to provide 

links relevant to the issues of health care.  Below is the most recent listing 

of website links which we have found valuable and hope they will be of 

benefit to others. 

 

Healthy Transitions:  Transitioning from Pediatric to Adult Health Care & Services 
Saturday, March 20, 2010 

9:00 am – 1:30 pm 
Latham, NY 

 
Health is the foundation for all that we do.  Planning for the transition from pediatric to 
adult health care and considering the impact health will have on adult services is 
essential. This workshop provides an introduction to the knowledge, skills and tools 
necessary to promote a successful transition; allows for the sharing of experience 
through a panel of parents who have navigated transition planning; and promotes self-
advocacy and collaboration between youth, families, service providers, the medical 
community and school systems.  The Healthy Transitions website, a tool for transition 
planning, will be introduced. 
 
Sponsored by:  Parent to Parent of NYS and the NYS Institute for Health Transition 
Training 
 
Contact Michele Juda at (518) 381-4350 x 27 or (800) 305-8817 for more information 

 

1.  Advocacy 101 – items that help strengthen advocacy skills – 
(Communication skills, parenting skills, letter writing, speaking with 
professionals, asking questions)  
 
Learn more about genetics and genetic counseling in this guide from the Genetics 
Alliance: 
http://www.geneticalliance.org/ksc_assets/publications/gc.final.pdf 
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This article describes the concept of Universal Design for Learning and explains how 
it can be helpful to a student with disabilities who is transitioning to middle school 
or high school: 
http://www.ncset.org/publications/viewdesc.asp?id=2165 
 
2. Financing issues – health insurance and other ways to finance 
the costs of needed services (including grievances, denials and appeals – 
i.e. Strategies for Appealing Health Plan Decisions) 
 
“Your Medical Bills: A Consumer’s Guide to Coping with Medical Debt” is available 
from Families USA (look for the link to the right once this home page is open): 
http://www.familiesusa.org/resources/resources-for-consumers/coping-with-
medical-debt.html  
 
A Guide for Representative Payees from Social Security Online:   
http://www.ssa.gov/pubs/10076.html 
 
3. 504 Accommodation Plans related to Health Conditions (i.e. what are 
the legal obligations of schools to provide health-related services and 
therapies? Accommodations needed for equal access) 
 
This best practices tool kit from the Department of Justice helps state and local 
governments assure they are providing equal access to government programs, 
services, and activities for people with disabilities: 
http://www.ada.gov/pcatoolkit/toolkitmain.htm 
 
Wrightslaw offers this guide to the differences between Section 504 
accommodations and IDEA (which governs the development of IEPs): 
http://www.wrightslaw.com/howey/504.idea.htm 
 
4. Who helps with what? Which state agencies are involved in health 
care and health coverage?  What do medical and managed care terms 
mean?  What should families look for in selecting a provider?  What 
questions should families ask? 
 
NY Health Access is a recently launched website that provides articles, guides and 
training materials on access to health care services and health insurance programs 
for low-income New Yorkers: 
http://nyhealthaccess.org 
 
From the NYS Department of Health—Financial Guidelines for Child Health Plus and 
Medicaid: 
http://www.health.state.ny.us/nysdoh/chplus/who_is_eligible.htm 
 
5. Parent-to-parent support skill-building (How can parents provide 
support and assistance to families without substituting their judgment?  
Understanding and respecting cultural diversity.  How can parents be 
culturally competent in working with diverse families?  How can parents 
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emotionally support, inform, and educate parents so that they are strong, 
knowledgeable, and confident in caring for their child with special health 
needs?) 
 
This companion report to the 2009 study “Caregiving in the U.S.” which was 
conducted by the National Alliance for Caregiving discusses the issues specific to 
caring for a child with special needs under the age of 18: 
http://www.caregiving.org/data/Report_Caregivers_of_Children_11-12-09.pdf 
 
Family Caregiving 101 provides this guide on communicating with caregivers: 
http://www.familycaregiving101.org/assist/communicating.cfm 
 
6. Keeping Records is a learned skill. Parents will learn what kinds of 
records are important and how to record necessary information. Your 
child’s health care providers rely on your records to help them make sound 
medical recommendations. 
 
This article, written for teens, provides information on the importance of medical 
records and how to manage them: 
http://kidshealth.org/teen/your_body/health_basics/medical_records.html 
 
The NYS Department of Health offers this question and answer guide to access to 
health records: 
http://www.health.state.ny.us/publications/1443/ 
 
7. Parent-professional collaboration strategies.  How can families work 
with their health care provider to secure quality care and coverage for 
their child?  How can health care provider and families communicate more 
effectively?  What are effective health advocacy strategies?  What is 
a “medical home” and how can parents access it for their child with special 
health needs? 
 
The Data Resource Center has partnered with the American Academy of Pediatrics 
to provide data to help state and family leaders quickly access data on how children 
and youth in each state experience receiving care within a medical home: 
http://medicalhomedata.org/content/Default.aspx    
 
The American Academy of Pediatrics’ National Center for Medical Home 
Implementation offers “Tools for Youth” a guide to assist youth in understanding 
what to look for in a medical home: 
http://www.medicalhomeinfo.org/tools/youthindex.html 
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8. Understanding Medicaid funded Waiver Services (Including the 
philosophy of individual and family-centered supports) 
 
The Center for Medicare and Medicaid Services (CMS) offers this explanation of 
home and community-based waiver programs: 
http://www.cms.hhs.gov/medicaidstwaivprogdemopgi/05_hcbswaivers-
section1915%28c%29.asp 
 
CMS also offers information on “Promising Practices” in home and community-based 
services which enable persons of any age who have a long-term illness or disability 
to live in the most integrated community setting possible: 
http://www.cms.hhs.gov/PromisingPractices/HCBSPPR/list.asp#TopOfPage 
 
9. Legal information - what are the rights of children to medical 
coverage under Medicaid, SCHIP, fee-for-service coverage. How can 
families use complaint, arbitration, and grievance procedures to resolve 
disputes?  What are the legal obligations of schools to provide health-
related services and therapies? 
 
Social Security announced in February the addition of 38 new Compassionate 
Allowance conditions.  The Compassionate Allowance program targets certain 
diagnoses and conditions for expedited application processing for Social Security 
and Supplemental Security disability benefits: 
http://www.ssa.gov/pressoffice/pr/cal021110-pr.html 
 
The Disability Law Handbook—a 73 page PDF file from the Disability and Business 
Technical Assistance Center, Southwest ADA Center: 
http://www.swdbtac.org/html/publications/dlh/index.html  
 
10. Transition from Pediatric to Adult Health Care and Self Determination 
in Health Care (the important leadership role that individuals with 
disabilities and their families must play in moving from pediatric to adult 
health care). 
 
This guide for transitioning to adult health care and services provides great tips on 
starting the transition process at a young age by teaching skills and setting goals.  
Although written for young adults with Osteogenesis Imperfecta, the message is 
appropriate for youth who are dealing with a variety of disabilities and special 
health care needs: 
http://www.oif.org/site/DocServer/Transition_from_Pediatric_to_Adult_Care.pdf?do
cID=7236 
 
Transitioning to adulthood with a special health care need may involve knowing 
how to ask for workplace accommodations.  The Office of Disability and 
Employment Policy and the Job Accommodation Network offers this sample letter 
for requesting job accommodations: 
http://www.jan.wvu.edu/media/accommrequestltr.html 
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11. Fathers – from Jim Swart, Fathers Network Coordinator 
 
As a father who has a daughter with a Down syndrome I felt close to this story. Will 
my daughter find love as Christi did?  
http://www.contracostatimes.com/news/ci_14383133?source=rss&nclick_check=1 
 
How included in church services are our children? Are they accepted by the church 
and congregation? Here is an article that will give some insight into inclusion for our 
kids in their religion: 
http://www.christianitytoday.com/momsense/2000/novdec/7.70.html 
 
12. Other Links: 
 
The U.S. Department of Labor's (DOL) Office of Disability Employment Policy 
(ODEP) will hold the last of a series of six Listening Sessions on March 3rd in Boston, 
MA.  This session is open to residents of NYS and public comment can be submitted 
online through March 5th: 
http://www.dol.gov/odep/disabilitylisteningtour.htm#boston 
 
Parent to Parent of NYS has added the following resources to our website: 
 

FACT SHEETS FOR FAMILIES AND INDIVIDUALS WITH SPECIAL HEALTH CARE 
NEEDS AND DISABILITIES.   

The Fact Sheets included in this booklet were compiled by Parent to Parent of NYS 
to assist people in NYS locate information needed when navigating service 
systems.  They are a resource for people learning about access to health care and 
services.  Topical sheets are:  Medicaid, Home and Community Based Waivers in 
NYS, Financial Aid for Special Health Care Needs, Doctor Selection and Section 504 

http://www.parenttoparentnys.org/Family2Family/Fact%20Sheets/factsheetsbookle
t.html   

TIPS FOR FAMILIES OF INDIVIDUALS WITH SPECIAL HEALTH CARE NEEDS AND 
DISABILITIES.   

Compiled by reaching out to families and learning from them, this is a booklet of tip 
sheets for parents and other caregivers on topics that all families think about:  
Stress Reduction Tips, Coping with Your Child’s Health Care Needs, Medical 
Prescription Tips, Tips on Handling Medical Appointments, Record Keeping, 
Researching Health Care Information on the Internet, Disability and Emotions and 
When Your Child is Diagnosed with a Disability - What Next? 

http://www.parenttoparentnys.org/Family2Family/Tips%20Sheets/tipssheetsbookle
t.html    

 



 

© Parent to Parent of NYS                         March 1, 2010 6 
  

 ●  Have you found valuable links that you would like to share?  
    Please send them to Michele Juda at f2fhealthtools@verizon.net  
    1-800-305-8817 
  
 ●  If you would like to speak to someone regarding your child with special     
    health care needs, contact Michele at the above-referenced number. 
 
 ● Would you like to speak to Jim Swart,  Regional Coordinator supporting our 
    Fathers’ Network?  Call 1-800-305-8817 or email jmswart1@verizon.net  
 
 √ our website at www.parenttoparentnys.org 
 
Janice Fitzgerald, Executive Director, Parent to Parent of NYS 
P.O. Box 1296, Tupper Lake, NY 12986 
 


