The VOR Weekly Update will be taking a Holiday break.

Watch for the next issue the week of January 3, 2011.

Happy Holidays from the VOR Board of Directors, State Coordinators and Staff!

-----------------------------------------------------------------------------------------

CALENDAR REMINDERS: 

VOR EVERY MEMBER CAMPAIGN: Together WE are VOR
Free EP Digital – VOR Members Only. Join Today. Offer good through Dec. 31.
http://www.vor.net
Visit VOR’s website soon and often

Make VOR your homepage!
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VOR and YOU
--------------------------------------------------------------------------------------------

1. THANK YOU FOR YOUR DONATIONS and Year End Giving Recap!
--------------------------------------------------------------------------------------------

To all VOR friends who gave a year end donation to VOR: THANK YOU!
To all VOR friends who gave the gift of a VOR membership to VOR: THANK YOU!

To all NEW VOR members and to all RENEWING members: THANK YOU!

To all VOR friends who considered a Charitable Gift Annuity (see VOR Weekly Update, December 10): THANK YOU!
For all of you who are considering a year-end charitable donation to VOR, or gifting membership, THANKS in advance for your contributions. They are meaningful, necessary and will be put toward a vital cause.

For 27 years VOR has been advocating in support of family decision making rights! From statewide legal and legislative advocacy to “one family at a time” advocacy, VOR is the only voice for choice. 

To learn more, visit www.vor.net.

Thank you and Happy Holidays!

ADVOCACY TIPS
--------------------------------------------------------------------------------------------

2. Government transitions: It's time to recharge and spread the word
--------------------------------------------------------------------------------------------

Editor’s Note:  The following is a letter written originally by Jim Hardman, J.D., CPG, and President of Friends of Fircrest in Washington State.  With permission, VOR has edited the letter, adapting it to a national audience.  Although Jim’s message raised some issues specific to Washington State, its overall purpose to spur advocacy activities now before busy legislative sessions begin, is universal. As Jim says, “It’s time to recharge and spread the word. We can't do it without you.”

Source:

Jim Hardman, J.D.
President, Friends of Firecrest (Washington State)

November 2010

    The time between the election and the next legislative session in January 2011 is a valuable time frame for advocacy. This is when we are most apt to get legislators touring ICFs/MR. Seeing is believing and our best opportunity to gain support and appreciation for the value of RHCs.  Federal standards for care and treatment which have greatly improved RHCs in the past 10 years or more. If you haven't seen an ICF/MR in the past 10 years you really don't know what they are like.


   Speaking of value, we need to concentrate on the economic value inherent in ICFs/MR as residences and health care delivery systems. It's no secret that dollars, and the significant lack thereof, will be the driving force of the next legislative session. There is opportunity in this climate to secure the future for ICFs/MR.


   Federal dynamics come to play in this context. The matching funds from Medicaid support are more than half the ICF/MR budget in most states and a significant portion of each state’s “Department of Human Services”; federal stimulus funding which temporarily increased the Medicaid match will likely end.  

    Advocates have an opportunity to make RHCs more valuable to non-residents by making them service centers for people with developmental disabilities and perhaps more generally by including veterans with traumatic brain injuries. We might attract medical endeavors and facilities compatible with the ICF/MR and family advocacy missions. Compatible users may become instrumental in helping to reopen closed buildings (e.g., in some states, the Activities Center and pools, have been shuttered), as well as find value in using the infirmary and campus amenities and activities [cafe, concerts, playground, grounds, etc.].


   This potential will be enhanced with federal cooperation in allowing medical services on campus for nonresidents. Federal cooperation may be forthcoming if your state will ask for it. Interest from your state officials together with legislative advocacy might result in CMS permission to amend the State Medicaid agreement so as to sanction and allow payment for such services. The first step would be a request by your state agency directed to the federal  Health and Human Services Administration (HHS), and CMS, for permission to offer medical services to non-residents which can accept federal medical coupons for payment. People with developmental disabilities are often challenged to access timely community-based health care services, so this cooperation with ICFs/MR is necessary.

   When the cost shifting inherent in contractor/vendor/privatized living is accounted for the ICFs/MR are revealed as economically superior residences and service delivery systems. People who must rely on 911 for seizure control, emergency rooms and jails for behavioral supports [often prescription drug aggravated] property tax breaks to enhance vendor profits, food stamps, and section 8 housing subsidies are not less expensive to care for compared to ICFs/MR residents when like disabilities and care needs are compared. 
   It's time to recharge and spread the word. We can't do it without you.

----------------------------------------------------------------------------------------
3. Reaching the Media: Great editorial on value of ICFs/MR - Developmentally disabled need safe, secure home 
----------------------------------------------------------------------------------------
Summary:  This editorial was written by Mary Paulsen, a VOR member who has worked as a volunteer helping in disability services for at least 40 years on various agency boards as well as on the policy board for the Division of Services for People with Disabilities for 14 years. 

Developmentally disabled need safe, secure home 

Salt Lake Tribune

By Mary Paulsen

December 11, 2010

As family members of people with developmental disabilities, my friend Carola Zitzmann and I want to share some information with you. 

We are mothers of 46-year-old sons with developmental disabilities. We met 30 years ago as we worked in the disability arena to lobby for services. We have negotiated the maze of services and want to share some of what we have learned. Carola’s son has severe mental retardation and autism and functions around a 3-year-old level. He needs assistance with all daily living needs: bathing, shaving, dressing and toileting. He has been living in a private intermediate care facility for people with mental retardation (ICF/MR) for the past 25 years. He is cared for with respect and love. 

ICFs/MR provide a comfortable, safe home for the most disabled citizens with extreme functional limitations, chronic medical conditions and/or behavioral challenges. These facilities provide total care, around the clock every day of the year. They meet meticulous federal regulations and quality standards. ICFs are home to people who live there.

My son has severe autism and developed epilepsy in his early teens. As an adult, he now has obsessive-compulsive disorder. He is a large man and is strong and busy. He has aggressive behaviors and can cause injury to others. I recently moved him to Utah’s public ICF/MR, the Utah State Developmental Center in American Fork. This is the most appropriate placement for him. As parents and guardians, we know our sons and daughters better than anyone else. In Utah, if you are eligible for Medicaid services due to a developmental disability, federal law requires that the individual or guardian be given a choice of either institutional services or other services, such as a group home. 

To find out where intermediate care facilities in Utah are located, check http://www.UTHCA.org, click on consumer information. 

RESEARCH NEWS

------------------------------------------------------------------------------------------
4. New studies and statistics available relating to autism, hate crime, out-of-home placements (ages birth to 21), and Living with Disability Study (a parent’s perspective)

------------------------------------------------------------------------------------------

A. Journal of Autism and Developmental Disorders Offers Free Online Access

Offer good through December 31, 2010
http://www.springer.com/psychology/child+%26+school+psychology/journal/10803

B. New data shows a 13 percent net increase in children from birth to 21 years living in an out-of-home facility from 1997 through 2009, with actual increases in out-of-home placement contained to ages 15 to 21 years of age. 
Between 1997 and 2009, the number of children ages birth to 14 years living in congregate care settings declined only slightly from 10,243 to 9,734. However, the number of children ages 15 to 21 years living in those settings increased from 15,785 to 19,696. Similarly, the proportion of children 14 years and younger with intellectual and developmental disability living in congregate settings declined slightly from 3.0% to 2.2% between 1997 and 2009, but the proportion who were 15 to 21 years increased slightly from 4.6% to 4.7%. These findings are published in an article titled "Children and Youth With Intellectual or Developmental Disabilities Living in Congregate Care Settings (1977-2009): Healthy People 2010 Objective 6.7b Outcomes" (http://www.aaiddjournals.org/doi/full/10.1352/1934-9556-48.5.396 by Sheryl Larson et al. in the October 2010 issue of Intellectual and Developmental Disabilities. Intellectual and Developmental Disabilities is published by the American Association on Intellectual and Developmental Disabilities (AAIDD). Source: AAIDD FYI December 2010
C. Hate Crimes – 2009 Statistics Released
The Department of Justice released the 2009 Hate Crimes Statistics. There were 6,604 hate crimes in 2009, a decrease from 7,783 in 2008.  However, the number of hate crimes against a person with a disability increased from 0.9% (85) in 2008 to 1.5% (97) in 2009.  To view the report, go to:  HYPERLINK "" http://www2.fbi.gov/ucr/hc2009/index.html. Source: Disability Policy Collaboration Report, December 2010

D. Living with Disabilities Study

Easter Seals

November 2010

http://www.easterseals.com/site/PageServer?pagename=ntl_pr_disabilities_study

Summary of Findings

Parents of adult children with developmental disabilities are struggling with extreme concerns that impact every aspect of their lives, especially when it comes to their financial well-being. They are particularly fearful about what will happen to their son or daughter with a disability after they die, yet have done little to prepare for that time, according to a new study released by Easter Seals.

“After age 21, young adults with disabilities ‘age out’ of the services and supports provided by law through the school system. Whatever help families living with disabilities may have received through childhood simply goes away,” says Patricia Wright, Ph.D., MPH, Easter Seals national director autism services. “Families are met with harsh realities about their adult child’s immediate needs for employment, housing, independence, transportation, social interactions, recreation, healthcare, and financial security.”

Easter Seals' Living with Disabilities Study provides insight into the challenges facing adults with developmental disabilities and parents of adult children with disabilities, as compared to parents of adult children without disabilities. In every measure of comparison, the study shows parents of adult children with disabilities had significantly higher levels of concern for their children than parents of adults without disabilities. There is a consistent, notable gap between the two groups across every aspect of life: Finances, Quality of Life, Employment and Independent Living.


For the complete study, visit: http://www.easterseals.com/site/PageServer?pagename=ntl_pr_disabilities_study

FEDERAL NEWS AND RESOURCES
--------------------------------------------------------------------------------------------------------

5. Social Security -  New Web Site Available for People with Disabilities

----------------------------------------------------------------------------------------------------------
Capitol Insider

Nov. 23, 2010

Disability Policy Collaboration

The Consortium for Citizens with Disabilities (CDD) has a new web site dedicated to information about the critical importance of the Social Security disability, survivor, and retirement insurance programs for people with disabilities and their families. Often people believe that Social Security is just a retirement program and do not realize its vital role as a social and family insurance program for people of all ages. The web site offers resources produced by the CCD Social Security Task Force regarding Social Security's impact on people with disabilities. See:  http://disabilityandsocialsecurity.org/index.html
----------------------------------------------------------------------------------------------------------------

6. The U.S. Department of Health and Human Services (HHS) releases new brochures about the Affordable Care Act

----------------------------------------------------------------------------------------------------------------

Quick Fact: To manage and implement the Affordable Care Act (ACA) (the new Health Care Reform law), 159 new government agencies within HHS have been created. 
HHS has developed a new series of brochures to help Americans understand the Affordable Care Act (ACA), and regarding consumer protections, costs and coverage. 

You can find the overview brochure at http://www.healthcare.gov/center/brochures/for_you.pdf
HHS also is developing brochures for specific audiences which HHS will continue to produce. These can be downloaded at www.HealthCare.gov/center/brochures/index.html. 

 

There is lots of disability information in general at these links as well as in some of the brochures. Keep checking for more specific information as more brochures are developed.

-------------------------------------------------------------------------------------------

7. Deficit Commission – Report recommendations fail to get necessary votes
-------------------------------------------------------------------------------------------

Disability Policy Collaboration

Capitol Insider

December 6, 2010
Vol 15, Issue 48
The National Commission on Fiscal Responsibility and Reform held its final meeting and voted on its proposals for resolving the nation’s fiscal problems. The Commission’s Chairmen Erskine Bowles and former Senator Alan Simpson were unable to garner 14 of the 18 members necessary to support the proposals necessary to issue formal recommendations. The final vote in support of the report was 11 to 7. However, the Commission released The Moment of Truth: Report of the National Commission on Fiscal Responsibility and Reform on December 1 which has already generated substantial discussion in Congress and the White House. While there is no official recommendation from the Commission, we can expect to see various Commission proposals surfacing over the next few weeks and months and throughout the 112th Congress as Congress and the White House struggle to address the federal deficit. 

Many of the Commission proposals would significantly impact on people with all types of disabilities or programs designed to support them. The following are a few highlights. 

Social Security 

•           The plan would increase the normal retirement age to 69.5 and the early retirement age to 64 over time. This is effectively a cut in benefits and could create pressure on the disability program for those who cannot work longer. The plan proposes a “hardship exemption”, with little detail.
•           The plan proposes a change in the benefit formula that gradually reduces the benefits the workers will receive in retirement, except those in the very lowest income bracket.
•           The plan would reduce the annual cost of living adjustment (COLA) amounts, effectively reducing benefits over time – by about 6 percent for a person receiving benefits for 20 years. A benefits “bump up” is included for people receiving benefits for 20 years, but it does not make up for the amounts lost to the reduced COLAs.

•           The plan includes a minimum benefit equal to 125 percent of the poverty line for 30-year workers, which would benefit some low-income workers.

•           The plan would very gradually (over 35 years) bring 90 percent of earnings into the FICA tax range (as it was in 1983). Only about 84 percent of earnings fall under the range now. Closing that gap immediately could nearly eliminate Social Security’s entire projected shortfall. 

CLASS Act

•           The proposal calls for reform or repeal of the Community Living Assistance Services and Supports (CLASS) Act, which is the newly enacted voluntary, premium-based long term services insurance program to assist individuals to meet their needs without becoming impoverished for Medicaid eligibility. The CLASS program is required by law to be solvent over a 75-year period and is currently under development by the Secretary of Health and Human Services.

Medicare, Medicaid and other health care programs

The Commission recommends many changes to Medicare, Medicaid and other health care programs to reduce costs. They include accelerating or expanding many of the cost savings included in the Affordable Care Act. While the DPC will analyze each of the proposals for their impact on people with disabilities, below are examples of the changes most likely to impact our constituents: 

•           Increase cost-sharing for Medicare beneficiaries by creating a single annual deductible of $550 for both hospital care and medical care and a uniform 20% coinsurance on health spending above the deductibles. By 2015 this is estimated to save $10 billion in Medicare spending. 

•           Prohibit Medigap plans from covering the first $500 in health care spending and limit coverage to 50% for the next $5,000 in Medicare cost-sharing. The Commission’s plan would save an additional $4 billion by 2015.

•           Reform the physician payment system and fully pay for all of the costs. Congress has been stopping large cuts to physicians and other health care providers that were implemented to save money in the Medicare program. If the cuts were allowed to take affect it would mean a 23% cut in payments to providers beginning in 2012. It is very expensive to fix the problem as the commission estimates that freezing payments from 2012 to 2020 would cost $267 billion. 

•           Place dual eligibles (people who receive both Medicare and Medicaid) in Medicaid managed care. This would save $1 billion by 2015. 

•           Reduce funding for Medicaid administrative costs. This would save $260 million by 2015.

•           Place a global cap on all health care spending, which could include Medicaid block grants

•           Reduce the tax benefit for employer-provided health insurance.

-----------------------------------------------------------------------------------------------------------------------

Tamie Hopp, Director of Government Relations & Advocacy

THANK YOU FOR YOUR SUPPORT!

Dues and Donations to VOR can now be made ONLINE. 


See, http://www.vor.net/giving/donate/online-donation-form for Donations


See, http://www.vor.net/giving/join/online-membership-form to Join or Renew

TO JOIN, RENEW OR DONATE BY FAX or MAIL:

TO JOIN OR CONTRIBUTE: $40 per individual, $200 per family organization, or $250 per provider/professional organization. Extra donations are welcome!

You may pay by check or credit card:
VOR
836 S. Arlington Heights Rd., #351
Elk Grove Village, IL 60007
847-253-0675 fax (for referrals or credit card paymen

thopp@vor.net (for referrals) 

____________________________________________
Name

_____________________________________________
Address (if paying by credit card, use billing address). All forms must include complete address including zip code)

_____________________________________________
City St Zip

_____________________________________________
Phone Fax

_____________________________________________
E-Mail

_________________________________________________
Family/Professional Organization Affiliation (if applicable)

If paying by credit card, please provide the following information:

Amount to charge to card: $_______________________
Card Type: _____ Mastercard _____ Visa  ____ Discover

Card Number: ___________________________________

Expiration Date: __________________________________

Cardholder's Signature: ___________________________
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