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Advocacy Notes

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

1. Your grassroots advocacy is working: Several new cosponsors added to H.R. 2032! Keep up the great work; every voice counts!

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

Thank you! Our efforts since VOR’s Washington Initiative are really paying off. We now have 54 cosponsors!

DID YOU KNOW that Members of Congress will be working in their district offices throughout from August 8 – September 5?  That means they will be working from an office near your home. This is a great opportunity to meet with your Senator or Representative face-to-face. Just visit www.congress.org and enter your zip code to get district office contact information. Call the office and request an appointment TODAY (schedules fill up fast).

H.R. 2032 position papers are available at VOR’s website at http://vor.net/legislative-voice, or contact Tamie Hopp for more information (thopp@vor.net; 877-388-4867)

ID/DD in the News

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

2. From the Utah Health Care Association: ICFs/ID 

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

There are a lot of resources for parents raising children and adults with intellectual disabilities.

But parents don't always know what help is available.  The Utah Health Care Association wants Utah families to know about intermediate care facilities for people with intellectual disabilities. Watch this amazing news clip and read a bit about the Facts and Fiction of Intermediate Care Facilities for Persons with Mental Retardation (in Utah called ICFs/ID). 
http://studio5.ksl.com/?nid=71&sid=16549944 
--------------------------------------------------------------------------

3. Debt Crisis May Spell Trouble For Disability Benefits

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

By Michelle Diament | July 25, 2011
Disability Scoop

People with disabilities could go without Supplemental Security Income, or SSI, benefits come August if lawmakers are unable to reach an agreement to raise the nation’s debt ceiling.

The U.S. is set to default on its debt obligations unless Congress acts to raise the nation’s borrowing limit by Aug. 2. Despite weeks of high-level negotiations between Republicans and Democrats in Washington, the two sides have yet to strike a deal with just one week remaining.

Should an agreement remain elusive, the U.S. Treasury will not have the funds to pay all of its obligations. And that could spell trouble for Americans with disabilities who rely on government benefits to make ends meet.

When asked about the situation this weekend, President Barack Obama reaffirmed his warning from two weeks ago that payments from Social Security — which handles SSI benefits — could be at risk if no deal is struck.

“Well, when it comes to all the checks, not just Social Security — veterans, people with disabilities — about 70 million checks are sent out each month — if we default then we’re going to have to make adjustments. And I’m already consulting with (Treasury) Secretary Geithner in terms of what the consequences would be,” Obama told reporters.

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

4. Predictors of Helping Profession Choice and Volunteerism Among Siblings of Adults With Mild Intellectual Deficits
--------------------------------------------------------------------------

A longitudinal study published in the July issue of the American Journal on Intellectual and Developmental Disabilities by researchers affiliated with Vanderbilt University examined aspects of the sibling relationship that predicted helping profession choice and volunteerism in siblings of individuals with mild intellectual deficits at 3 points in adulthood.  Authors report that for female siblings, being an only or an older sibling predicted greater helping profession choice.  Authors noted no significant changes in the average amount of volunteerism over time. 
http://www.aaiddjournals.org/doi/abs/10.1352/1944-7558-116.3.263  
--------------------------------------------------------------------------

5. The Feds double standard on community living 

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

Friday, July 22, 2011

from http://theddnewsblog.blogspot.com/

by Jill Barker

Here (http://www.aarp.org/home-garden/housing/info-07-2011/homeless-vets.2.html)is an interesting article by Sally Abrahms published in the AARP Bulletin for July/August 2011 on housing for homeless veterans. 

"Homeless Veterans No More" (http://www.wesoldieron.org/projects/veterans_community_pittsfield/) describes a model program to house and provide services to about 40 formerly homeless veterans at the Gordon H. Mansfield Veterans Community in Pittsfield, Massachusetts. The veterans live in brand-new attached units in a development subsidized by the U.S. Department of Housing and Urban Development and the the Department of Veterans Affairs. Each veteran buys a limited-equity ownership in the development and pays about $7,000 in  rent per year with some of that refunded. In addition to earned income, they receive Social Security and veterans disability benefits

A non-profit organization, Soldier On, created the project and provides medical, mental health, and job training services on-site or at its transitional shelter building next door. 

According to the article, of the 550 vets served per year by Soldier On, 88% have substance abuse issues and 84% have mental health issues. Most of these veterans not only were homeless, but they also have disabilities similar to non-veterans who are served through other federally-funded programs.

Compare this situation to non-veterans with disabilities who receive Home and Community Based Services (HCBS) through waivers that allow Medicaid funds to pay for services in the community. The same federal government that subsidizes and supports vets in the community described above is proposing to place similar communities off-limits for non-veterans with disabilities. The federal Centers for Medicare and Medicaid Services (CMS) characterizes these settings, especially larger congregate housing developments, as isolated, segregated, and not sufficiently integrated into the community to qualify as community based. In fact, for people with developmental and intellectual disabilities, CMS would not even call the Soldier On program a community, dismissing the idea that people with disabilities with common needs and interests might chose to live together for their mutual benefit.

If the programs and housing for homeless veterans were subject to the proposed rules from CMS and they had to rely on HCBS funding, they would suffer severe limitations:

The Mansfield Veterans Community, a housing complex for formerly homeless men with substance abuse and mental health problems, is located next door to the transitional shelter building where many of the vets receive services. Under the CMS proposed regulations, that would not be allowed because CMS has determined that a setting that is "in a building on the grounds of, or immediately adjacent to, a public institution; or a housing complex designed expressly around an individual's diagnosis or disability" is not sufficiently integrated into the community. 
Soldier On has received federal funding to build 60 homes on the campus of the VA Medical Center in Northampton, Massachusetts, a program that would not receive Medicaid funding or support under the proposed CMS rules. The VA Medical center has 85 psychiatric beds and a 66-bed nursing home located on the Northampton campus, making it too institution-like for the CMS, regardless of whether residents could use the services provided there. 
Residents at the Mansfield Veterans Community have a great deal of personal freedom and independence, but there are rules they have to follow. They are accountable for their actions, such as for not paying their rent on time or having a drug or alcohol relapse. CMS proposals would only allow settings that do not impose rules on residents that could limit "daily life activities". It is questionable whether the restrictions imposed on the veterans would be tolerated by CMS  if a disabled non-veteran needed and chose to live in a similar setting.

Of course there are differences in the population of homeless disabled veterans and people with developmental and intellectual disabilities, but there are also a lot of similarities such as stigmatization by society, difficulty being accepted and integrated into the community, and numerous unmet physical and mental health needs. 

In the case of people with developmental and intellectual disabilities, despite all the lip service paid to "self-determination" and "independence", the federal government and government-funded advocacy organizations believe that they know better than people with disabilities and their families what they should want and need. To unnecessarily limit options available is an impediment to creating a system of care that can truly meet the needs of this diverse population.
To comment, visit: http://theddnewsblog.blogspot.com/2011/07/feds-double-standard-on-community.html
---------------------------------------------------------------------------------
6. Florida and United States: 
Organization asks the President - What about the Waiting List?
---------------------------------------------------------------------------------

Summary:  This letter, from Left Behind in the USA, shares some alarming statistics regarding the waiting list crisis and the lack of attention to this crisis from the State of Florida and representatives of the Administration, including the President and Sharon Lewis (Commissioner of the Administration on Developmental Disabilities, which oversees state DD Act programs). In another letter on this same top, Mike Coohan, President of Left Behind, alleged that families of individuals on the waiting list for services have not been included on the governing boards of P&As and DD Councils and that this lack of meaningful involvement constitutes a “pattern of discrimination [] supported by public funds and [] occurring all over America.” Sound familiar?
Source:

Left Behind in the USA  

Mike Coonan, President (parent/volunteer)

July 26, 2011

 Dear White House Disability Group    

 
RE Medicaid Waiver Waiting lists for people with a developmental disability 

Thank you very much for sending us the information about national disability policies issues.  We have been reading with interest every email you send.  We are disappointed we have heard nothing yet about the Medicaid Waiver waiting lists for people with a developmental disability. We respectfully ask that you consider giving this issue some time on your agenda.  We have some ideas on this matter. (See below)  By way of background please consider the following.  

"In 46 of the 50 United States, hundreds of thousands of children and adults with intellectual and developmental disabilities are faced with years-long waiting lists for Medicaid Waiver services, and with the inability to move from state-to-state and maintain their presence on the wait list and/or receive continuity of services.  This affects the individuals (who fail to gain skills, or lose those skills upon leaving the public             school system, or who do not receive appropriate community support and services), the families, parents and guardians (who must provide sometimes intensive support and services, even into their 80’s), and society in general in that, with proper support, individuals with intellectual and developmental disabilities can provide great contributions to society."  NOEWAIT  

Left Behind in the USA, Inc is a grassroots organization of volunteer parents who have a child with a developmental disability (Mental Retardation, Cerebral Palsy, Autism etc) on the State of Florida's Agency for Person with Disabilities (APD) Wait List. We represent 20,000 families in Florida waiting for help. We make up 40% of all families who have a child with a developmental disability who have been determined to be eligible for APD's assistance.  The purpose of Left Behind in the USA is to help these parents become better advocates for their disabled child. 

Many of our families with a child with a developmental disability have been on a wait list since 2003 or longer.  They are told that they cannot expect to get any help from APD until 2012, if then. Currently, Florida provides APD services for 33,000 people with a developmental disability, and the state is threatening to cut back these services. Two out of five or 40% of all people with a developmental disability are waiting for life prolonging/saving help.

In America, more than 370,000 people with a developmental disability (diagnosis of mental retardation/intellectual disability , cerebral palsy, autism, epilepsy, Spina bifida, and related conditions are on the Medicaid Waiver waiting lists for services. and support. Many have been waiting for more than 7 years. Some have been waiting for more than 15 years. 

We communicated our concerns to President Obama and the Commissioner of the Administration on Developmental Disabilities Sharon Lewis on this subject and have had no response. We are invisible because people in power choose to ignore our plight . . . 
Thank you very much for what you are doing for everybody else with a disability.

Sincerely,

Mike Coonan, Volunteer, Parent

President, Left Behind in the USA 

http://leftbehindinfla.net/

==================================================================

Tamie Hopp, Director of Government Relations & Advocacy

THANK YOU FOR YOUR SUPPORT!

Dues and Donations to VOR can now be made ONLINE. 

See, http://vor.net/donate-now for Donations
See, http://vor.net/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 payment

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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