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2007 NCIL Resolution:  Calling on the United States to Sign the UN Convention on the Rights of Persons with Disabilities
For Consideration at the NCIL Annual Council Meeting

July 11, 2007 – Washington, DC
WHEREAS, historically, persons with disabilities have been marginalized, stigmatized, and deprived of opportunities and freedoms afforded to individuals without disabilities; and

WHEREAS, the United Nations General Assembly adopted by consensus a landmark treaty, the Convention on the Rights of Persons with Disabilities on December 13 2006, to promote and protect the rights of the world’s 650 million Disabled people; and

WHEREAS, the Convention will require ratifying nations “to promote, protect, and ensure the full and equal enjoyment of all human rights and fundamental freedoms by all persons with disabilities, and to promote respect for their inherent dignity” and promote awareness of the capabilities of those who have disabilities; and

WHEREAS, over 80 nations worldwide signed the Convention on March 30, 2007, but the United States has not yet signed the treaty nor provided any official explanation.

NOW, THEREFORE, BE IT RESOLVED that the National Council on Independent Living fully supports the UN Convention on the Rights of Persons with Disabilities and will communicate this support to the United Nations Secretary General Ban Ki-Moon and the Acting U.S. Representative to the United Nations, Alejandro D. Wolff.

BE IT FURTHER RESOLVED that the National Council on Independent Living will actively pursue a commitment from the United States to sign and ratify the UN Convention on the Rights of Persons with Disabilities, and recommit ourselves as a country to human rights, empowerment and independent living for all people with disabilities of the world.

NCIL Resolution Analysis
Name of Resolution:  National Council on Independent Living Calls on the United States to Sign the United Nations Convention on the Rights of Persons with Disabilities

Submitted By:  Access Living of Metropolitan Chicago

Brief Summary of Resolution:  The resolution requires that NCIL actively pursue a commitment from the United States to sign and ratify the UN Convention on the Rights of Persons with Disabilities, and recommit ourselves as an organization and country to human rights, empowerment and independent living for all people with disabilities of the world.

Consistency with and Impact on NCIL’s Mission:  The resolution is totally consistent with NCIL’s vision: “a world in which people with disabilities are valued equally and participate fully.”  It is also consistent with NCIL’s mission: “a membership organization that advances independent living and the rights of people with disabilities through consumer-driven advocacy.”  It is further consistent with the NCIL Board decision of May 2006 to start becoming active in international disability rights and independent living issues.  It matches a recommendation to the NCIL Governing Board made by the NCIL Ad Hoc International Committee on Independent Living.

Impact on NCIL Resources (Financial and Staff):  The impact on NCIL staff and volunteer resources could be significant depending on the level of effort put into the resolution.  However, over the past year, NCIL staff and members have become actively engaged in issues related to the rights of people with disabilities internationally and independent living and the UN Convention through our role as Secretariat to the US International Council on Disability and the work of the Ad Hoc International Committee on Independent Living.  The resolution could be carried out in a modest way with little effort being expended beyond what staff is already doing.  The financial cost of implementing the resolution should not exceed or add any expenditures that are not already being spent.  

Consistency with and Impact on NCIL’s Guiding Principles and Values:  It is totally consistent with NCIL’s guiding principles and values.  

Legal Implications, Consistency with and Impact on NCIL By-Laws and SOP’s:  The resolution is consistent with and has no specific impact on NCIL By-Laws and SOPs.

The NCIL Board recommends that this resolution be accepted and referred to the 
L & A Committee for appropriate action consistent with the above analysis.
2007 NCIL Resolution on Medical Mistreatment 
of People with Disabilities

For Consideration at the NCIL Annual Council Meeting

July 11, 2007 – Washington, DC

Whereas, historically people with disabilities have been treated as less than human by many segments of our society, including the medical community; and

Whereas, an example of this belief, is the use of people with disabilities in lethal and inhumane experiments by doctors in Nazi Germany, who murdered and forcibly sterilized hundreds of thousand people with disabilities during WWII; and  
Whereas, doctors in the United States have sterilized over 65,000 people with disabilities under state compulsory sterilization programs (in 33 states); have carried out numerous brutal treatments, such as therapeutic isolation and restraint, insulin shock therapy, sleep and sensory deprivation, euthanasia, electroshock and psychosurgery  (to name a few); have used pharmaceuticals to control behavior, as well as a person’s bodily functions (i.e. institutional use of birth control to time and regulate an woman’s menstrual cycle) and may force pharmaceuticals upon a person without their consent; and

Whereas, the recent, highly publicized case, of 6 ½ year old Ashley X’s in Washington State, whose uterus was removed (to prevent fertility), her breasts were excised (so they would not develop) and high doses of estrogen were administered (to limit her growth by prematurely fusing the growth plates of her bones); and 

Whereas, these procedures were performed at the request of her parents and approved by the hospital’s ethics committee, for the sole purpose of convenience and making her more manageable. 
Therefore be it resolved that NCIL opposes the use of inhumane medical procedures and experiments on persons with disabilities; as well as the use of medical procedures and pharmaceutical interventions performed solely for the “convenience” of a parent, guardian or institution staff.

Be it further resolved that NCIL and its membership believe that people with disabilities should be treated with dignity by the medical community and that the practice of medicine without respect of an individual’s human rights is an abuse of power and a violation of a person’s body and mind. 

Supporters (NCIL Individual Members):

Marilyn Hammond, Utah

Cheryl Atwood, Utah

Deborah Lisa-Baker, Vermont

Sarah Wendell Launderville, Vermont

Dhiresha Blose, Vermont

Peggie Reyna, California

Mary Moore, Colorado

Lizzi McNeff, Oregon

Laurie Powers, Oregon

Joelle Brouner, Washington
Beata Karpinska, New York

CIL/Agency Supporters:

Options for Independence, Utah

Vermont Center for Independent Living, Vermont

IndependenceFirst, Wisconsin

The Regional Research Institute at Portland State University, Oregon

NCIL Resolution Analysis
Name of Resolution:  Medical Mistreatment of People with Disabilities
Submitted By:  
Leslie Myers, Wisconsin



     
Roberta Sick, Arkansas



     
Mary Oschwald, Oregon

Brief Summary of Resolution:  This resolution calls for NCIL to oppose the use of inhumane medical procedures and experiments on persons with disabilities; as well as the use of medical procedures and pharmaceutical interventions performed solely for the “convenience” of a parent, guardian or institution staff.

Consistency with and Impact on NCIL’s Mission:  This resolution does not clearly address the role of “informed consumer consent” to distinguish between experimental medical procedures and inhumane medical procedures.  However, it is consistent with the NCIL mission to advocate for the rights of people with disabilities, and a world in which people with disabilities are valued equally and participate fully.  


Impact on NCIL Resources (Financial and Staff):  This resolution does not have an immediate impact on NCIL’s financial resources.  Potentially staff time might be required to work on legislative and advocacy activities related to this issue.

Consistency with and Impact on NCIL’s Guiding Principles and Values:  This resolution is consistent with NCIL’s Guiding Principles and Values.

Legal Implications, Consistency with and Impact on NCIL By-Laws and SOP’s:  This resolution does not have legal implications for NCIL, and is consistent with NCIL’s By-Laws and SOP’s.  

The NCIL Board recommends that this resolution be accepted and referred to the ADA/ Civil Rights Subcommittee to address differences with the Resolution on Unnecessary Growth Attenuation and the Right to Bodily Integrity.
2007 NCIL Resolution on Medically Unnecessary Growth Attenuation and the Right to Bodily Integrity

For Consideration at the NCIL Annual Council Meeting

July 11, 2007 – Washington, DC

WHEREAS, the Washington state case of Ashley X, the parents of a severely disabled child decided to limit her growth through the use of estrogen therapy, in conjunction with a hysterectomy and breast bud removal, in order to keep her small and sexually immature; and

WHEREAS, the child in question is unable to communicate her preferences on her own behalf due to her disability; and

WHEREAS, a hospital ethics committee approved the so-called “Ashley Treatment” in disregard of her civil and constitutional rights; and 

WHEREAS, American hospital ethics committees lack disability representation, membership qualifications, or performance standards, and demonstrate the research proven tendency to underestimate the quality of life of people with disabilities, as well as the institutional bias of the medical-industrial complex; and

WHEREAS, the American College of Obstetrics and Gynecology specifically opposes medically unnecessary sterilization of those who cannot speak for themselves; and

WHEREAS, the United Nations Convention on the Rights of Persons with Disabilities affirms the right of all people to bodily integrity; 

NOW BE IT THEREFORE RESOLVED, that the National Council on Independent Living opposes the use of medically unnecessary growth attenuation procedures on people with disabilities without their informed direct consent and regardless of age.

FURTHER RESOLVED, that the National Council on Independent Living recognizes the right of all people to bodily integrity.

NCIL Resolution Analysis
Name of Resolution:  Medically Unnecessary Growth Attenuation and the Right to Bodily Integrity
Submitted By:  Amber Smock, Access Living, Chicago
Brief Summary of Resolution:  This resolution calls for NCIL to oppose the use of medically unnecessary growth attenuation procedures on people with disabilities without their informed consent and regardless of age, and for NCIL to recognize the right of all people to bodily integrity.

Consistency with and Impact on NCIL’s Mission:  This resolution is certainly consistent with NCIL mission to advocate for the rights of people with disabilities, and a world in which people with disabilities are valued equally and participate fully.  It addresses a most basic human and civil right. 

Impact on NCIL Resources (Financial and Staff):  This resolution does not have an immediate impact on NCIL’s financial resources.  Potentially staff time might be required to work on legislative and advocacy activities related to this issue.

Consistency with and Impact on NCIL’s Guiding Principles and Values:  This resolution is consistent with NCIL’s Guiding Principles and Values.

Legal Implications, Consistency with and Impact on NCIL By-Laws and SOP’s:  This resolution does not have legal implications for NCIL, and is consistent with NCIL’s By-Laws and SOP’s.  
The NCIL Board recommends that this resolution be accepted and referred to the ADA/ Civil Rights Subcommittee to address differences with the Resolution on Medical Mistreatment of People with Disabilities

2007 NCIL Resolution To Oppose Involuntary 

Medical “Futility” Judgments
For Consideration at the NCIL Annual Council Meeting

July 11, 2007 – Washington, DC
WHEREAS, cases have arisen recently in which a health care provider has sought to withhold life sustaining medical treatment despite the expressed objection of the individual or their authorized representative; and

WHEREAS, most states have health care decisions laws which include “futility” provisions permitting physicians to refuse to follow an advance directive or individual decision in favor of treatment; and
WHEREAS, only about ten states with “futility” statutes require medical treatment to be continued by an unwilling physician pending transfer at the individual’s request to another and willing physician; and


WHEREAS, many hospitals have enacted “futility” policies that enable medical providers to overrule the wishes of individuals or their authorized representatives when the medical professionals devalue the quality of life of the person in question; and

WHEREAS, journal articles published by the American Medical Association over the last ten years have recommended that hospitals and other health care providers adopt “futility” policies that include procedures designed to pressure an individual or their authorized decision-maker to accept and agree with the physician’s judgment that further treatment is “futile”; and

WHEREAS, most hospital “futility” procedures involve a review and determination by an ethics committee, while ethics committees themselves have no standards for composition, no criteria for membership and no standards for conduct; and

WHEREAS, “futility” judgments are made by health care providers with a research-proven tendency to under-rate the quality of life of persons with disabilities compared to self-assessed quality of life ratings; and

WHEREAS, “futility” judgments used to justify the involuntary withholding of life-sustaining medical treatment violate the civil and constitutional rights of the individual;

THEREFORE BE IT RESOLVED THAT, NCIL opposes the use of “futility” judgments, policies and statutes to overrule the choice in favor of medical treatment made by an individual or their authorized representative; 
BE IT FURTHER RESOLVED, that centers for independent living in each state are encouraged to advocate for legislation and other public policies to establish or restore restrictions on the application of “futility” judgments, policies and statutes to authorize the involuntary withholding of medical treatment; and

BE IT FURTHER RESOLVED, that centers for independent living are encouraged to become educated about their state’s health care decisions laws and to serve as a resource to people with disabilities who seek assistance in addressing “futility” judgments.

NCIL Resolution Analysis
Name of Resolution: Resolution to Oppose Involuntary Medical Futility Judgments
Submitted By:  Diane Coleman
Brief Summary of Resolution:  This resolution calls for NCIL to oppose the use of futility judgments, policies and statutes to overrule a choice in favor of medical treatment made by an individual or their authorized representative.  This resolution further encourages CILS in each state to become educated about their state’s healthcare decisions laws, to serve as a resource to people with disabilities who seek assistance in addressing futility judgments, and to advocate for legislation and other public policies to establish or restore restrictions on the application of “futility” judgments, policies and statutes to authorize the involuntary withholding of medical treatment.

Consistency with and Impact on NCIL’s Mission:  This resolution serves to uphold the values of “consumer choice” and “informed consent.”  It is certainly consistent with NCIL mission to advocate for the rights of people with disabilities, and a world in which people with disabilities are valued equally and participate fully. 

Impact on NCIL Resources (Financial and Staff):  This resolution does not have an immediate impact on NCIL’s financial resources.  Potentially staff time might be required to work on legislative and advocacy activities related to this issue.

Consistency with and Impact on NCIL’s Guiding Principles and Values:  This resolution is consistent with NCIL’s Guiding Principles and Values.

Legal Implications, Consistency with and Impact on NCIL By-Laws and SOP’s:  This resolution does not have legal implications for NCIL, and is consistent with NCIL’s By-Laws and SOP’s.  

The NCIL Board recommends that this resolution be accepted and referred to the 
L & A Committee for appropriate action consistent with the above analysis.
2007 NCIL Resolution Defining “Community Based Services”
For Consideration at the NCIL Annual Council Meeting

July 11, 2007 – Washington, DC
Whereas, The Independent Living Movement has worked so hard in the fight for Community Based Services;

Whereas, The fight for community based services has mostly been a fight against institutional bias;

Whereas, the momentum towards community based services is gaining in light of recent Medicare funding shortages;

Whereas, the definition of what constitutes community based services has not yet been clearly defined; and

Whereas, An institutional bias is pressing for the definition of community based  services to include such mini-institutions as assisted living facilities and other multi-dwelling disability only congregate living arrangements;

Be it therefore resolved, that the National Council on Independent Living take up and lead the initiative to define more clearly what “Community Based Services” are, not from the standpoint of applying a definition as to what they are, but by clearly and emphatically defining what they are not;

Be it resolved,: That the National Council on Independent Living specifically ensure that the definition of “Community Based Services” does not include institutionally biased settings such as assisted living facilities and Multi-dwelling disability only congregate living arrangements; and

Be it further resolved That the National Council on Independent Living make it a requirement of membership that disability related organizations and individual members make a commitment to working to ensure that the definition of “community Based Services” does not include such institutionally biased living arrangements.

NCIL Resolution Analysis
Name of Resolution:  Defining “Community Based Services”
Submitted By:  Bruce Roland, Pennsylvania
Brief Summary of Resolution:  This resolution calls for NCIL to ensure that the definition of “community based service” does not include institutionally biased settings such as assisted living facilities and multi-dwelling disability only congregate living arrangements; and that NCIL make it a requirement of membership that disability related organizations and individual members make a commitment to working to ensure that the definition of “community based services” does not include such institutionally based living arrangements.

Consistency with and Impact on NCIL’s Mission:  This resolution would exclude accessible HUD housing built exclusively for persons with disabilities from the definition of “community based services.” However, this resolution does not call for an immediate end for funding of these HUD programs.  It is consistent with NCIL mission to advocate for the rights of people with disabilities, and a world in which people with disabilities are valued equally and participate fully.  

Impact on NCIL Resources (Financial and Staff):  This resolution may require the NCIL membership application to be rewritten.   Potentially staff time might also be required to work on legislative and advocacy activities related to this issue.

Consistency with and Impact on NCIL’s Guiding Principles and Values:  This resolution is consistent with NCIL’s Guiding Principles and Values.

Legal Implications, Consistency with and Impact on NCIL By-Laws and SOP’s:  This resolution does not have legal implications for NCIL, but may require revision to NCIL’s By-laws and SOPs on membership criteria.  This resolution, if passed, ought to apply to all NCIL members and not just “disability related organizations” and “individual members.” 
The NCIL Board recommends that this resolution be opposed.
2007 NCIL Resolution on Waiver of Registration Fees For Youth
For Consideration at the NCIL Annual Council Meeting

July 11, 2007 – Washington, DC
Whereas, the success of the National Council of Independent Living (NCIL) comes directly from the united voices of our members, and

Whereas, NCIL’s structure and membership ensures that our activities and positions are focused on consumer-driven issues, and

Whereas, NCIL is recognized by Congress, the President, community leaders and consumers as the conduit by which the wishes of people with disabilities all over the country are made known, and
Whereas, NCIL is,  and should continue to be,  a national voice for the independent living movement, and
Whereas, continued success comes in part through preparing for the future, and
Whereas, planning for the future must logically include the building of the next generation of leaders, and
Whereas, attendance at  a NCIL conference is an important and vital  experience  to build advocacy skills,  create a sense of  empowerment and FORGE NEW LEADERS , and
Whereas, networking with and utilization of older friends, associates, resources talents and skills is a proven technique for FORGING NEW LEADERS,
Be it therefore resolved that, beginning at the NCIL 2008 Annual Meeting,  the registration fee for every NCIL annual meeting be waived for  two (2) youth from each of the ten (10) NCIL districts and that  the NCIL Board appoint a committee to develop and implement a procedure for the application and selection of the individual youths that are to receive such wavier of the registration fee. 

NCIL Resolution Analysis
Name of Resolution:  Waiver of Registration Fees For Youth
Submitted By:  Ronald W. brown
Brief Summary of Resolution:  This resolution that would set up 2 (two) free NCIL Annual Conference registrations for youth from each of the 10 (ten) regions. It would also require NCIL to setup a committee to review the applications for free registrations to the conference and judge them and make decisions on who would receive the free registrations.

The Annual Conference Committee or Membership Committee could act as the committee that reviewed the applications and make the decisions about which youth received free registrations.

Consistency with and Impact on NCIL’s Mission:  NCIL has been providing free conference registration to youth for the past two years.  Youth from several regions have never submitted request for fee waiver.  This resolution is consistent with NCIL’s Mission. NCIL has been attempting for several years to attract more youth to the Annual Conference as well as other NCIL activities.
Impact on NCIL Resources (Financial and Staff):  This resolution would have an impact on NCIL’s resources. If the registration fee for the NCIL Conference was $200.00 per participant, and there are twenty participants who receive free registrations, the total cost to NCIL would be $4,000.00.  An argument can be made that all of those youths would not attend otherwise, however some who would otherwise pay registration would also receive free attendance at the NCIL Annual Conference. It would also take up staff and Committee time to review all of the applications and make decisions about who would be awarded free registrations.
Consistency with and Impact on NCIL’s Guiding Principles and Values:
This resolution is consistent with NCIL’s guiding principles and values. 

Legal Implications, Consistency with and Impact on NCIL By-Laws & SOP’s:  There are no legal implications and this resolution is consistent with NCIL’s By-Laws and SOP’s.  However, NCIL typically has given youth a reduced rate for membership rather than having membership be completely free.  In fact at the last board meeting we had a discussion around changing the membership dues for NCIL from a reduced fee for youths to free dues, and that was soundly defeated.  The youth who attended the board meeting thought it was important for youth to at least pay some sort of membership dues.  

The NCIL Board recommends that this resolution be opposed and referred to the NCIL Annual Conference Committee with the understanding that NCIL supports continuing to provide free and reduced conference registrations to as many youth as possible.
2007 NCIL Resolution on PROTECTING THE

RIGHTS OF PARENTS WITH DISABILITIES

For Consideration at the NCIL Annual Council Meeting

July 11, 2007 – Washington, DC
Whereas, in order to ensure the full inclusion of people with disabilities into society, it is necessary to protect the fundamental right of people with disabilities to reproduce and to raise their children; and

Whereas, NCIL believes it is not a person's disability that inhibits a person's capacity to provide a stable and loving home for children, rather it is a lack of disability related supports for a parent with a disability that can result in an unstable home environment; and 

Whereas, like parents without disabilities, parents with disabilities generally provide excellent care and loving homes for their children with the assistance of family, friends, neighbors and others; and 

Whereas, factors that should be considered in child custody cases include abuse, neglect, abandonment, etc., regardless of whether the parent has a disability; and
Whereas, NCIL believes that the majority of child custody laws in this country as written present an unrealistic view of parents with disabilities by their constant referral to having a disability as a factor in a parents' ability to effectively raise their children; and

Whereas, NCIL believes that no parent should lose custody of his/her children solely due to the fact that they have a disability;

Now Therefore Be it Resolved, That NCIL acknowledges that parents  with disabilities do currently lose custody of their children solely due to the fact that they have a disability; and 

Be It Further Resolved, that NCIL will encourage its membership to develop strategies to address child custody issues of the parents with disabilities in their states and communities; to advocate for equal rights for parents with disabilities and to explore opportunities to provide training to the membership on issues surrounding parenting with a disability.

NCIL Resolution Analysis
Name of Resolution: Protecting the rights of parents with disabilities

Submitted By: Kelly Buckland; Megan Kirshbaum; Jan Garrett

Brief Summary of Resolution: This resolution seeks to acknowledge parents with disabilities as loving, caring, and successful. It further seeks to encourage reform of the child custody system and its intendant laws to eliminate the presence of disability as a sole factor for denying custody to the parent with a disability.

Consistency with and Impact on NCIL’s Mission: The resolution is consistent with NCIL’s mission in that it seeks to acknowledge and foster the rights of individuals with disabilities to engage in a fundamental human and societal activity: That of being a parent. There appears to be no impact on the mission.

Impact on NCIL Resources (Financial and Staff): Standard impact consistent with the adoption of any resolution: Dissemination and maintenance of records.

Consistency with and Impact on NCIL’s Guiding Principles and Values: 
The resolution is consistent with both principles and values in that it views disability as a natural and expected condition of life and therefore should not exclude those individuals from being a custodial parents; and moreover, it asserts being a parent with a disability is more unifying to the larger social construct than it is divisive that concept. 

Legal Implications, Consistency with and Impact on NCIL By-Laws and SOP’s: 
None

The NCIL Board recommends that this resolution be accepted and referred to the 
L & A Committee for appropriate action consistent with the above analysis.
