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VCIL opposes the proposed physician assisted suicide legislation. We agree with leading disability organizations, (including the National Council of Independent Living Centers, the National Association for Cerebral Palsy, and the Disability Rights Education and Defense Fund), that assisted suicide legislation is the wrong solution to end of life pain and represents a particular threat to the legal rights and social status of persons with disabilities and to other vulnerable groups. We strongly support better education and use of existing patient rights and protections for determining end of life care and the use of best practices in palliative care and hospice that are already available. We also believe that legalizing physician-assisted suicide at a time when health care services are being rationed and even eliminated from state and private health plans represents a dangerous trend in public policy.

The primary reason given for the proposed legislation is to help adults who are experiencing unbearable pain during a terminal illness, in particular cancer.  However, the Vermont bills do not require that the person be in pain or conditions they must have to be eligible for physician assisted suicide. They require that they be considered terminally ill and be within six months of the end of life, not be depressed, and be deemed competent. When death is likely to occur is very difficult to guess and even cancer experts are often wrong. People often live much longer or die sooner than diagnosed by a qualified specialist.  Similarly, requirements relating to depression, competency and informed choice are also difficult to regulate and enforce. Given the recent advances in palliative care and hospice, very few individuals have untreatable pain. When unbearable pain is experienced in terminal illness it is more often due to poor palliative care. The benefits for the very small number of individuals whose pain cannot be successfully treated by current advance is pain management do not outweigh the potential risks to many other individuals whose lives and legal protections are put at risk if this bill is passed.

The Wrong Message for Vermont and the Nation

Oregon has made assisted suicide legal.  Most requests for the treatment in Oregon are not because of the experience of pain but the fear of disability and dependence. We believe the fear that leads people to endorse physician assisted suicide would be better used to create public policies and information and support services that would make the natural experience of disability at the end of life less fearful and overwhelming for individuals and families. We believe that the appropriate role of the legislature, physicians and health care services is to build Vermont's capacity to provide respectful, caring, and effective services for individuals and their families and their informal caregivers. The goal should be to support terminally ill individuals to experience life with dignity until death naturally occurs. What does it say about this society that we are proposing physician-assisted suicide as a compassionate solution when services like prescription drugs, personal care and respite, homemaker, and hospice are being reduced or underfunded? What does it say about public policy and social values when Oregon chose to reduce access to adequate and effective palliative care medications and other helpful services at the same time their Medicaid program chose to cover the less expensive physician assisted suicide medication?

Examples given by physicians and other supporters of legalizing physician assisted suicide often demonstrate limited knowledge about disability resources and current best practices in palliative and comfort care. Vermont needs the community dialogue about end of life care that these assisted suicide proposals have engendered but our focus is misplaced. Let's talk about how citizens and medical professionals can work together to ensure that advanced directives, living wills and other tools for documenting and responding to the personal preferences and values of individual patients are honored. Let's talk about how individuals and families, their chosen medical and religious counselors, and community services can help people prepare for the natural end of life. Let's talk about how we can continue to improve access to quality palliative care medication and practices: Public policy should be directed at making sure that every Vermonter (including those considered incompetent or depressed) has access to respectful and responsive services and "state of the art" assistance with disability experiences, pain management and comfort care at the end of life. We also need to ask our medical systems to start talking about and dealing more respectfully and effectively with the very real needs of Vermonters of all ages who live with severe pain with or without a terminal illness. What are we doing to educate Vermont's doctors and other health practitioners on effective ways to support dignity, independence, and quality of life for these individuals?  Let's begin now.

Patient Protections Are Limited and Almost Impossible to Enforce

Physician and health care facilities are protected under the proposed legislation, but the supposed safeguards for patients depend on physicians following the guidelines and directions spelled out in the bill. If physicians lack the information, education, skills and will to do this, the so-called safeguards in the bill will not be honored. And death (when successfully carried out) is a final act. There is no second chance or recourse for the individual who has died as a result of physician assisted suicide, regardless of the intention of the legislature to prohibit errors, omissions or abuse of this legislation.  Nor is there any real way to enforce the protections that the bills propose given the "good faith" protections in the bills, and the lack of general knowledge about both disability services and successful treatments for what were once terminal illnesses.  Nor are there safeguards to protect patients from subtle coercion by practitioners, family members, or others who believe that physician assisted suicide in best. The limited ability of many doctors to recognize depression and the bill's acceptance of shopping for another physician when their personal physician finds them ineligible for care are not addressed in the bills.

Disability Advocates Have Good Reasons to Fear Expanded Use of Physician Assisted Suicide

Advocates for Vermont's "Death with Dignity" bills are anxious to reassure us that they do not mean to have the bill used against individuals with disabilities. We appreciate their good intentions. At the same time, we know that this practice has grown in the Netherlands and  has also been argued for before courts in this country. Over the last several years advocates from the Hemlock Society (now calling itself "End of Life Choices") have helped Americans with disabilities go to court to request physician assisted suicide. They talked about these individuals being "terminally ill" when in fact they had disabilities and chronic conditions with which people can live long and productive lives when the rights resources, adaptations and services are available. They talked about unbearable pain and suffering when the suffering was caused by a denial of rights and opportunities rather than bodily pain. In several well-publicized cases, individuals who requested assistance in ending their life only did so after key opportunities and services were taken away and they were told they would have to live out their lives in a nursing home or intensive care hospital unit. When disability advocates were allowed to intervene and were able to make preferable options available before death  was chosen, the desire to die went away. Advocates for assisted suicide had not advocated for the return of key services that had been taken away; did not talk about the value of these individuals and what they have to contribute as active members of society, did not talk about the right to integrated housing, expert peer support, and affordable personal care and respite services. Hemlock Society members talked about the dignity of death as the only compassionate choice. Disability rights advocates talked about the dignity of life, the right to equal opportunity, and the fear that stereotypes about disability will shape public policy and diminish our rights as citizens. In only a few cases were these voices allowed to be heard in the legal debates. 

Now that the debate has come to the Vermont legislature, to our public media and the halls of our churches and hospitals, we ask that our voices and concerns be taken seriously. As VCIL's Board President, Ed Paquin said in our deliberations about this issue, "The dangers of physician assisted suicide are almost greater for society than for the individuals with disabilities who will be affected." How will these bills, if passed into law, influence how our society sees, treats, and protects our more vulnerable members? How will they affect our ways of talking about and dealing with death and dying? How will -they shape our future views of disability at a time when more of us can expect to experience disability? What protection will we really be able to offer in the hospitals, homes and consultation offices of Vermont when end of life issues are being decided? 

People with disabilities have much to thank legislators and physicians, for but we have more reasons than most to feel vulnerable in the hospitals and courts of this land. Everyday people with disabilities have their rights and abilities questioned and our choices restricted. Dignity and compassion cannot be legislated and dignity does not come out of a bottle, though pain relief can. There are no simple solutions to the difficult issues of disability, pain, and dying bring into our lives but these are experiences that each of us will face someday. Finding ways to bring dignity and compassion to how we care for one another and treat people facing pain, disability and death requires more personal and social conversations and action.  It requires better enforcement of existing health care and civil rights protections, improved access to the best pain management, disability information and choices, a commitment to making needed choices and services available regardless of ability to pay,  And it also requires better preparation of both of both citizens and providers to deal with the human experiences of disability and dying. 
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