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My name is John B. Kelly. I am Communications Director for Not Dead Yet, the leading national 

disability rights group opposing assisted suicide, futility judgments, and “better dead than 

disabled” policies. We organized in 1996 to help stop Kevorkian, whose client victims were 

presented in the media as terminally ill. Two thirds of them were later found by the New 

England Journal of Medicine to be NOT terminally ill but disabled.  

From the first Oregon report in 1998 regarding its “Death with Dignity Act,” it’s been clear that 

use of assisted suicide has been most associated with perceptions of individual control and 

autonomy, not the experience or fear of physical pain. The reported "end of life concerns" in 

Oregon  largely reflect  people's “existential distress,” as one study termed it, in reaction to the 

disabling features of their illness: “losing autonomy” (over all years, 90%), “less able to engage 

in activities” (90%), “loss of dignity” (72%), “burden on others” (48%) and “losing control of 

bodily functions” (44%). These are all disability-related concerns.  

The best article on this issue is by Washington Post reporter Liz Szabo. In 2016, she reported 
that where assisted suicide has been legalized, proponents have succeeded in “convincing 
voters, lawmakers and courts that terminally ill patients have the right to die without suffering 
intractable pain in their final days or week.” 
 

Yet the latest research shows that terminally ill patients who seek aid in dying aren’t 
primarily concerned about pain. Those who have actually used these laws have been 
far more concerned about controlling the way they exit the world than about 
controlling pain. 

 
No less an authority than Lonny Shavelson, now the Chair of the American Clinicians 
Academy on Medical Aid In Dying, told Szabo, “It’s almost never about pain, it’s about dignity 
and control.” 
 
Szabo quotes ethicist Ezekiel Emanuel on the social factors that motivate usage of the suicide 
drugs. 

“The dominant reasons for wanting euthanasia or assisted suicide are psychological and 
involve control factors,” said Ezekiel Emanuel, chair of medical ethics and health policy 

https://notdeadyet.org/
https://www.nejm.org/doi/full/10.1056/nejm200012073432315
https://www.nejm.org/doi/full/10.1056/nejm200012073432315
https://www.oregon.gov/oha/PH/PROVIDERPARTNERRESOURCES/EVALUATIONRESEARCH/DEATHWITHDIGNITYACT/Documents/year25.pdf
https://www.oregon.gov/oha/PH/PROVIDERPARTNERRESOURCES/EVALUATIONRESEARCH/DEATHWITHDIGNITYACT/Documents/year25.pdf
https://www.nejm.org/doi/full/10.1056/NEJMms1700606
https://www.washingtonpost.com/national/health-science/death-with-dignity-laws-and-the-desire-to-control-how-ones-life-ends/2016/10/24/6882d1e6-9629-11e6-bc79-af1cd3d2984b_story.html
https://www.acamaid.org/
https://www.acamaid.org/
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at the University of Pennsylvania’s medical school. He noted that most of those who 
have used aid-in-dying laws are white, well insured and college-educated. “These are 
people who are used to controlling every aspect of their lives, and they want to control 
this aspect of their lives. 

Then she talked to leading opponent Dr. Ira Byock: 

“It’s a bait-and-switch. We’re actually helping people hasten their deaths because of 
existential suffering. That’s chilling to me.” 

Although right-to-die campaigns suggest that excruciating pain is often unavoidable, 
Byock said that “we can relieve the suffering of almost everyone that we care for if we 
have the time to prepare.” 

Szabo interviewed Barbara Coombs Lee, co-author of the Oregon bill and former director of 
Compassion & Choices, who admitted that there are many kinds of suffering. In her book, Lee 
describes one person with incontinence saying that “I like doing things for myself, and the idea 
of having somebody take care of me like I am a little 2-month-old baby is just absolutely 
repulsive. It’s more painful than any of the pain from the cancer.” 

Advocate Dan Diaz, widower of Brittany Maynard, stressed as a point of pride the ableist 
prejudice fuels the movement. 

 
Diaz said people shouldn’t underestimate how devastating it can be to lose one’s 
autonomy. 
 
“If I find myself in a situation where I can’t go to the bathroom on my own, where 
someone has to change my diapers, where I can’t feed myself, where I can’t care for 
the people around me, where other people have to move me around to keep me 
from having bedsores, I would then submit, ‘Is that really living?’ ” Diaz said.  

 
We disability rights advocates view the assisted suicide movement as a reaction to disability, 

especially dependence on other people. In September 2020, I debated bioethicist Thaddeus 

Pope, who conceded that “Everybody who's using medical aid in dying is disabled. And probably 

you could go to the next step and say the reason they want medical aid in dying is because of 

their disability.”  

In February 2021, Pope said that the US is alone in limiting eligibility for assisted suicide to 
people diagnosed as terminally ill. Last October, Pope published “Top 10 New and Needed 
Expansions of US Medical Aid In Dying Laws,” in which he called for the elimination of any time 
frame for predicted death. He wrote that “many seriously and irreversibly ill individuals not 
within six months of dying may still suffer greatly every day from their disease.” 
 
As medicine has focused increasingly on patient “quality-of-life” as a barometer of life-

worthiness, death has been recharacterized as a benefit to an ill or disabled individual. Most 

https://www.youtube.com/watch?v=88SoYFEa4r8
https://www.youtube.com/watch?v=88SoYFEa4r8
https://drive.google.com/file/d/12fqhmO-cDKF96RRYt81AXxe9vNRjMYyS/view?usp=sharing
https://doi.org/10.1080/15265161.2023.2256244
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physicians (82%,  a 2020 Harvard study found) view our “quality-of-life” as worse than 

nondisabled people.  

Disability advocates have raised concerns about the fate of disabled people like nonverbal 

Oregonian Sarah McSweeney and Black Texan quadriplegic Michael Hickson. Both wanted to 

live, both were loved by family and caregivers, but they died after hospital personnel denied 

them treatment based on their supposed low quality-of-life.  

The 2012 Massachusetts ballot results and the patient demographics in states like California 

show there is a social class, race, and ethnicity component in the use of and support for 

assisted suicide. A 2013 Pew Research Center study showed that Blacks oppose assisted suicide 

by 65%-29%, and Latinos by 65%-32%. Majority Latino Lawrence, Massachusetts, voted 69% 

against the 2012 ballot question, while white working-class towns like Taunton and Gardner 

also opposed. Wealthier Massachusetts towns voted heavily in favor. In California, 88% of 

reported assisted suicides have been by non-Hispanic whites, more than twice the group’s 

share of the state population. Virtually no Black people have used the program. 

Black patients under legalized assisted suicide will be more likely to be "written off' as better off 
dead, just as has happened with medical responses to COVID-19.  

Meanwhile, terminal diagnoses are often wrong. Jeanette Hall wrote the Boston Globe in 2011 
that she voted for Oregon’s Death with Dignity bill, and when she received a terminal diagnosis, 
sought assisted suicide from her doctor. He persuaded her to try more treatment, and she is 
still alive more than 20 years later! The late actor Valerie Harper reported in 2013 that she had 
been given three months to live. She lived six years, and in that time appeared in a movie and 
starred in a play. 
 
A few years ago, Oregon revealed that 4% of people who entered the assisted suicide program 
were still alive after six months. But NPR reported in 2017 that nearly 20% of people who enter 
hospice outlive their six month prognosis. The difference between 4% and nearly 20% is the 
percentage of people and their families who may have lost months, years, and in some cases 
decades of meaningful life. 
 
That 4% survival rate in Oregon happens to match the percentage of people sentenced to death 

row who are estimated to be innocent. Many people, especially progressives, base their 

opposition to capital punishment at least in part on this unavoidable fact. We believe that 

people with serious illnesses and disabilities deserve the same level of concern. 

In this and other ways, we are making social justice arguments against systemic discrimination 
against vulnerable communities. Indeed, Not Dead Yet joined a federal lawsuit against the state 
of California, arguing that its assisted suicide program violates the Americans with Disabilities 
Act and the Constitution by discriminating against disabled people. While younger, more able 
people receive suicide prevention services, old, ill, and disabled people all too often experience 
support for our deaths over support for our lives. 

https://doi.org/10.1377/hlthaff.2020.01452
https://www.npr.org/2020/12/14/945056176/as-hospitals-fear-being-overwhelmed-by-covid-19-do-the-disabled-get-the-same-acc
https://www.npr.org/2020/07/31/896882268/one-mans-covid-19-death-raises-the-worst-fears-of-many-people-with-disabilities
https://www.pewforum.org/2013/11/21/views-on-end-of-life-medical-treatments/
https://second-thoughts.org/2012-voting-stats/
https://www.cdph.ca.gov/Programs/CHSI/CDPH%20Document%20Library/CDPH_End_of_Life%20_Option_Act_Report_2022_FINAL.pdf
http://archive.boston.com/bostonglobe/editorial_opinion/letters/articles/2011/10/04/she_pushed_for_legal_right_to_die_and___thankfully___was_rebuffed/
https://www.npr.org/sections/health-shots/2017/08/l%201/542607941/nearlv-l-in-5-%20hospice-patients-discharged-while-still-alive
https://www.innocenceproject.org/national-academy-of-sciences-reports-four-percent-of-death-row-inmates-are-innocent/
https://www.npr.org/2023/04/27/1171934753/disability-groups-claim-californias-assisted-suicide-law-discriminates-against-t
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Rhode Island must not become a sponsor of people's suicides because other people consider 
them a burden, because they believe they are dying when they are not, and because they have 
been denied the treatment and support services that would keep them alive. 
 
Please protect vulnerable people. Reject this bill and the discrimination it promotes. 
 
 
 


