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FOCUSING ON PREVENTION OF DEATH CAN CONFLICT WITH 

PATIENTS’ END-OF-LIFE WISHES 

 

It wasn’t supposed to end this way. Vic Johnson did everything right. He had prepared his 

advance directive with legal counsel. He had end-of-life conversations with his wife. And when 

the time came, she was able to speak on his behalf: “Do not resuscitate. No heroic measures. A 

gentle and peaceful death, pain-free and with dignity. Please.” Yet despite all this planning and 

preparation, the medical system seemed designed to thwart any attempt at allowing natural death. 

In an essay for the Huffington Post, columnist Ann Brenoff, widow of Vic Johnson, 

describes her grief at seeing her husband’s wishes and autonomy overridden by a death-

phobic medical system. 
 

When Vic Johnson was diagnosed with end-stage renal failure, he and Ann had a conversation 

about how he wanted the last part of his life to play out. “We talked about how he didn’t want to 

be a burden to his family, how much he hated hospitals and getting poked and prodded by 

doctors.” Johnson had seen 81 years of healthy, happy, and successful life. (He even witnessed 

the Cubs win the World Series!) At this point in time, he was ready to “die a happy man.” With a 

shared understanding of death as natural and inevitable, Vic and Ann put together legal 

documents that should have given him control over the medical treatment he received – 

and did not receive – in his last days. 

 

To their dismay, Ann and Vic discovered that in many cases, “Dying and medicine, as it is 

commonly practiced, exist at cross purposes.” Ann describes how the steamroller of the 

curative medical establishment decisively won over her husband’s desire to allow a natural 

death.  
 

Brenoff, in her Huffington Post article, reflects on their experience and the overall state of end-

of-life care. Was it about the money? Brenoff notes, “End-of-life care is a pot of gold in our 

modern medical system.” A quarter of all of Medicare spending goes to patients in their last year 

of life. “In 2011, Medicare spending was almost $554 billion ― 28 percent of which was spent 

during patients’ last six months of life, according to Kaiser Health News.” Care for the 

seriously ill is certainly lucrative for the medical system, but Brenoff questions whether 

that money is always spent well.  

 

In fact, according to a study published in the Archives of Internal Medicine, the quality of 

end-of-life care may be inversely proportional to the amount of money spent on it. “The 

study, which considered factors like adequate management of pain and symptoms, found that the 
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less money that’s spent in this time period on medical interventions, the better the death 

experience was for the patient and their family.” 

 

Despite studies like these, many in the medical establishment still believe that prolonging 

life is the ultimate goal of all care. Health professionals are “trained to perform every possible 

diagnostic test, and treat every symptom with whatever is in their arsenal.” Some in the palliative 

care field say that the United States has a “death-defying culture,” nearly obsessed with ways to 

cheat death and prolong survival at almost any cost.  

 

The American medical establishment, and US culture in general, may be resistant to an 

acknowledgement of death and dying. But refusing to acknowledge death cannot change the 

reality that each and every one of us is going to die. And thanks to a culture of death-denial, 

many of us are dying in ways we never imagined or desired. 

 

Brenoff describes her husband’s final 24 hours as hectic, intrusive, and filled with 

unnecessary medical activity. Repeated IVs and blood draws, treatments for bedsores and other 

symptoms, and denial of food and water as precautionary measures. “And the coup de grace: 

Once admitted to the ICU, he was rushed into a five-hour emergency surgery that left him with a 

colostomy bag and on a ventilator. His heart stopped for about a minute during the ‘pretty 

eventful’ surgery, said the doctor who called me at 3:30 a.m. to tell me that my husband was in 

recovery and stable.” 

 

But Vic Johnson never woke up from that surgery. “He remained sedated until his heart beat for 

the final time at 10:38 a.m. ― seven hours and tens of thousands of dollars later.” 

 

This wasn’t the way Vic wanted to die, and it certainly wasn’t the way Ann wanted to 

spend her last moments with her husband. Following her husband’s death, Brenoff is in deep 

grief and mourning – both for the loss of her husband, and the loss of control that they 

experienced in those last hours. As she seeks to put the pieces of her life back together, Brenoff is 

“working hard to understand why medical teams feel they must chase life so relentlessly.” 

 

Coming out of this experience, Brenoff says, “Prolonging death is not the same as extending 

life.” Death isn’t the worst thing that can happen to a person, and she wishes that doctors and 

medical staff would remember this when treating patients at the end of life.  

 

In chasing their obsession with “death extension,” the medical establishment seemed 

perfectly willing to bankrupt Vic and Ann’s family. Brenoff describes a conversation with a 

nurse, who explained that, while insurance would no longer pay for nursing home care, “We 

don’t want that to be a factor in any decisions you make.” Ann was incredulous. “I bit my tongue 

before asking who exactly she thought would pay for his medical care, since insurance had 

denied his claim. She was giving him permission to bankrupt his family, robbing his children of 

their college funds and his wife of her retirement ― and for what quality of life?”  

 

The medical system as experienced by Vic and Ann operates under the assumption that 

preventing natural death should trump all other concerns – including the ongoing financial 

viability of the living. 
 

Brenoff describes how her husband agreed to invasive treatments in the hope that he would be 
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allowed to return home. Ultimately, she views the medical establishment as quasi-predatory, 

preying on her husband’s desire to return home to his family. “I love that he wanted to come 

home to us,” writes Brenoff. “He was brave and honest and true to the end. What he wasn’t 

was protected from a medical team trained to push him into life-prolonging surgeries and 

procedures, even when those actions would prolong pain and prevent a gentle death.” 

 

In the end, however, all of the advance care planning and end-of-life conversations that Vic 

and Ann shared meant very little when the time came. “He certainly wasn’t protected by the 

worthless piece of paper I had put so much stock in.” Sadly, the documents turned out to be 

virtually useless. Brenoff describes how, following her husband’s death in early 2017, she used 

his advance care documents as kindling for the fireplace.  “It worked better as a fire starter than 

it did as it was originally intended.” (Huffington Post, 1/26, www.huffingtonpost.com/entry/end-

of-life-care_us_5878344be4b0b3c7a7b0aac6?lzzhjc7vdrttke29&) 

 

 

PEOPLE WITH DISABILITIES OFTEN ENCOUNTER BARRIERS TO 

ADVANCE CARE PLANNING 

 

Twenty percent of Americans report living with a disability. Part of the reason for this high 

percentage is the way that advances in medicine have allowed many to survive, and even 

thrive, with once-fatal conditions. Yet despite the great benefits that millions of Americans 

receive from medical science, people with disabilities still face challenges unknown to their able-

bodied fellow citizens. In a study published in the Journal of Palliative Medicine, researchers 

explore the perspectives of people living with serious disabilities, and examine their views 

and experiences of advance care planning and advance directives. The authors present 

factors that block and facilitate the use of advance care planning by people with 

disabilities. 

 

Researchers interviewed 25 individuals living with disabilities. Fifteen of these were in an 

integrated care system, while the other 10 were in non-integrated care. The team found that 

those who were in an integrated care environment had better outcomes. “Participants 

receiving integrated care had higher rates of nominating healthcare proxies and documenting 

[advance directives] than those receiving nonintegrated care.” 

 

In addition, researchers identify five overarching themes that emerged in their 

conversations with individuals in the study. The themes are as follows. Advanced directives 

are a civil right or responsibility. Past medical experiences influence willingness to engage in 

advance care planning. Effective advance care planning requires relationship-centered decision 

support. Individual have concerns for dignity after death. And, finally, individuals have 

suggestions to improve advance care planning. “Individuals from different healthcare systems 

held similar perspectives on four of the five themes... but held different views on the 

appropriate person to facilitate [advance care planning] decisions.” 

 

Are advance directives a right or a responsibility? All participants interviewed felt that 

advance care documents were important and relevant to their lives. Many viewed them as a way 

to express support and responsibility to family members who would be tasked with making 

decisions in the case of incapacitation. Other participants viewed advance care documents as 

http://www.huffingtonpost.com/entry/end-of-life-care_us_5878344be4b0b3c7a7b0aac6?lzzhjc7vdrttke29&
http://www.huffingtonpost.com/entry/end-of-life-care_us_5878344be4b0b3c7a7b0aac6?lzzhjc7vdrttke29&
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fulfilling a responsibility to one’s self. Some individuals viewed advance directives as 

expressions of their personal autonomy and dignity. 

 

How have past medical experiences influenced decision-making? Regardless of the type of 

health care system they were in, all interviewees were cautious in their assessment of advance 

care planning. This caution grew from past experiences with a medical establishment that they 

felt viewed them as less valuable than non-disabled individuals. ‘‘I don’t trust the medical system 

to do what’s best for me. That’s my experience overall so when I’m in a medical setting [I] make 

sure decisions are in my best interest,” said one participant. 

 

Many participants expressed feelings of deep vulnerability in a medical setting, and a sense that 

healthcare providers view them as less worthy of care. These negative experiences result “in 

apprehension to engage in end-of-life conversations for fear that care may be withheld due to a 

perceived lesser quality of life.” Perhaps surprisingly to the clinicians who had misjudged them, 

participants tended to view their quality of life as very good – sometimes even saying that their 

current quality of life was better than when they were able-bodied. 

 

Participants expressed the joy of finding providers who understood them and their 

experiences as people with disabilities. When participants feel that their health care providers 

grasp and value their experience, trust is multiplied. 

 

How do relationships with healthcare providers impact decision-making? Trust is key to 

advance care conversations. “Participants enrolled in the integrated care system commonly 

reported a trusting relationship with providers as a prerequisite to ACP discussions. Despite a 

history of negative medical encounters, these participants often wanted to engage in ACP with 

their trusted healthcare provider.”  

 

A majority of participants in non-integrated care, on the other hand, reported that they 

preferred to discuss advance care planning with peers rather than with medical personnel. 

Some expressed feelings that clinicians did not really understand what life was like for people 

with disabilities. “They think we’re just living in the bed all the time, but we’re not. We’re out in 

the community.’’ 

 

What are the concerns for dignity after death? “For some participants, life insurance and 

after-death arrangements were of substantial importance, raising the question of whether ACP 

should involve discussions of after-death preferences, a topic not typically covered currently.” 

Many participants expressed great concern about the financial and emotional burdens that their 

families might experience if plans and arrangements were not in place. Another major concern 

was ensuring that their post-mortem wishes would be honored. This came up particularly in 

discussions around life insurance as a way to provide financially for funeral and other 

arrangements that the individual preferred. 

 

What suggestions did the study uncover for advance care planning for disabled persons? 

Participants provided suggestions for how advance care planning could be improved. Two 

themes emerged. “Participants insisted,” first of all, “on increased training for healthcare 

professionals in patient communication, the process of dying, and caring for [people with 

disabilities].” Many thought that doctors should learn more about the experience of people with 

disabilities in medical school.  
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Another frequent suggestion was that advance care conversations and planning should be 

extended, and that more time should be dedicated to preparing advance directives. “For 

those who had engaged in [advance care planning], they felt the typical 10 minutes allotted by 

physicians to cover this topic was insufficient. After the initial discussion of [advance directives], 

they wanted these documents to be revisited yearly to ensure they still aligned with their wishes.” 

 

The study draws several conclusions. Participants largely concurred with the disabilities 

advocacy community that “the end-of- life care reform movement has largely ignored the 

concerns of the disabled community, perhaps resulting from a sharp divergence between those 

living with disabilities and the nondisabled on what constitutes a satisfactory life and dignified 

end-of-life care.” Participants’ views of the quality of their lives are not necessarily driven by the 

extent of their disability. This is an important reminder of the subjectivity of “quality of life,” and 

the importance of keeping conversation patient-centered. 

 

“Confining end-of-life discussions to physical capabilities fails to account for other ways of 

determining a valuable life and implies to a patient with a disability that the healthcare system 

may not deem his/her life as valuable.” Participants were clear that there is a sharp 

distinction between disability and sickness. They assert that their quality of life is often 

quite high. Many feel that advance care conversations seem premature, because they feel 

healthy and feel they are living with a high quality of life. 

 

Researchers report that, “The majority of our participants expressed some level of fear of 

differential treatment by medical providers between disabled and non-disabled individuals, and 

some feared this would translate into care being withheld at the end of life.” Mistrust of the 

medical establishment is widespread, and can only be addressed by greater sensitivity and 

understanding on the part of medical personnel. 

 

“Ultimately, the unique voices from the disability community are largely absent in existing 

literature and deserve to be heard in order to protect the values and agency of [people with 

disabilities] in medical decision making,” the authors conclude. “Further research is 

warranted to understand the optimal implementation method of [advance care planning] 

and design of [advance directives], specifically for individuals with disabilities.” (Journal of 

Palliative Medicine, 2/1, online.liebertpub.com/doi/abs/10.1089/jpm.2016.0168) 

 

 

HOSPICE AND END-OF-LIFE NOTES 

 

* The Hospice and Palliative Nurses Foundation received a $753,000 grant from the 

Gordon and Betty Moore Foundation to support the efforts of the National Coalition for 

Hospice and Palliative Care (Coalition) to establish community-based practice guidelines 

for palliative care. The two-year grant will “support a stakeholder summit and the development, 

endorsement, dissemination, and guideline implementation, modeled on the success and 

strategies of the National Consensus Project for Quality Palliative Care’s earlier ‘Clinical 

Practice Guidelines for Quality Palliative Care, 2013.’” (SAT Press Releases, 1/18, 

www.satprnews.com/2017/01/19/community-based-palliative-care-guidelines-project-awarded-

753000-grant-from-the-gordon-and-betty-moore-foundation-2/) 

http://online.liebertpub.com/doi/abs/10.1089/jpm.2016.0168
http://www.satprnews.com/2017/01/19/community-based-palliative-care-guidelines-project-awarded-753000-grant-from-the-gordon-and-betty-moore-foundation-2/
http://www.satprnews.com/2017/01/19/community-based-palliative-care-guidelines-project-awarded-753000-grant-from-the-gordon-and-betty-moore-foundation-2/
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* Hospice improves end-of-life care for patients with lung and colorectal cancers, according 

to research published in the Journal of Clinical Oncology. “Families of patients with lung 

cancer or colorectal cancer reported that their family member had improved end-of-life care and 

better symptom relief before death while in hospice care...” (Healio, 1/20, 

www.healio.com/hematology-oncology/palliative-care/news/in-the-journals/%7Bbc3a7543-

e88d-4f8c-86e2-254b341741aa%7D/hospice-improves-end-of-life-care-for-patients-with-lung-

colorectal-cancers) 

 

* Who will care for the caregivers? The New York Times takes a look at ways to support the 

mostly unpaid work of caregivers, whose volunteer efforts represent an annual $470 billion 

dollar value in the United States alone. (New York Times, 1/19, 

www.nytimes.com/2017/01/19/upshot/who-will-care-for-the-caregivers.html) 

 

* An article in NJBiz says New Jersey’s end-of-life care industry faces challenges of pay, 

skills, and more. “We have to try and attract home health aides. If we can’t pay them a wage that 

brings them to the industry, they’ll go to retail or fast food,” says Chrissy Buteas, CEO and 

president of the Home Care & Hospice Association of New Jersey. “That’s my biggest message 

to legislators. We need more aides, nurses and therapists in home care.” Additional concern is 

expressed that New Jersey needs “‘more people with knowledge, skills and training in geriatric 

care.’” There is a need for more trained geriatricians and for business leaders who understanding 

aging. (NJ Biz, 1/17, www.njbiz.com/article/20170117/NJBIZ01/301179994/spotlight-on-health-

care-endoflife-care-industry-faces-issues-of-pay-skills-and-more) 

 

* End-of-life arrangements can seem like the “party” that no one wants to plan. “The big 

question is: What would your loved one have wanted as his or her farewell to everyone?” (NY 

Daily News, 1/23, www.nydailynews.com/life-style/end-of-life-arrangements-parties-no-plan-

article-1.2953672) 

 

* Rabbi Moshe Hauer presents four core Jewish values for the end of life. The values include 

“Pursue life”; “Cherish life of any quality or duration”; “There is a time to die”; and “Practice 

kindness and sensitivity.” (Toras Chiam, 1/18, rabbihauer.org/four-core-jewish-values-at-the-

end-of-life/) 

 

 

PALLIATIVE CARE 

 

* Could the pain-reducing power of opioids be separated from the potential for addiction? 

“Thanks to advances in neuroscience, researchers are beginning to disentangle powerful pain 

relief from addiction, overdose and death.” (Smithsonian, 1/13, 

www.smithsonianmag.com/science-nature/new-morphine-180961774/) 

 

* Do doctors benefit from longer postings in palliative care medicine? All signs point to yes, 

according to research published in the Journal of Palliative Medicine. “A one-month posting 

may suffice in training a doctor in basic end-of-life medical issues, but a longer posting duration 

results in a greater improvement in the doctors' confidence across different domains of palliative 

care, particularly in end-of-life communication. Trainee doctors in specialties that frequently deal 

http://www.healio.com/hematology-oncology/palliative-care/news/in-the-journals/%7Bbc3a7543-e88d-4f8c-86e2-254b341741aa%7D/hospice-improves-end-of-life-care-for-patients-with-lung-colorectal-cancers
http://www.healio.com/hematology-oncology/palliative-care/news/in-the-journals/%7Bbc3a7543-e88d-4f8c-86e2-254b341741aa%7D/hospice-improves-end-of-life-care-for-patients-with-lung-colorectal-cancers
http://www.healio.com/hematology-oncology/palliative-care/news/in-the-journals/%7Bbc3a7543-e88d-4f8c-86e2-254b341741aa%7D/hospice-improves-end-of-life-care-for-patients-with-lung-colorectal-cancers
https://www.nytimes.com/2017/01/19/upshot/who-will-care-for-the-caregivers.html
http://www.njbiz.com/article/20170117/NJBIZ01/301179994/spotlight-on-health-care-endoflife-care-industry-faces-issues-of-pay-skills-and-more
http://www.njbiz.com/article/20170117/NJBIZ01/301179994/spotlight-on-health-care-endoflife-care-industry-faces-issues-of-pay-skills-and-more
http://www.nydailynews.com/life-style/end-of-life-arrangements-parties-no-plan-article-1.2953672
http://www.nydailynews.com/life-style/end-of-life-arrangements-parties-no-plan-article-1.2953672
http://rabbihauer.org/four-core-jewish-values-at-the-end-of-life/
http://rabbihauer.org/four-core-jewish-values-at-the-end-of-life/
http://www.smithsonianmag.com/science-nature/new-morphine-180961774/
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with terminally ill patients should undertake a longer posting in PM to be further equipped with 

greater confidence to better care for these patients.” (JPM, 2/1, 

online.liebertpub.com/doi/abs/10.1089/jpm.2016.0293) 

 

* Research suggests that 21 million children worldwide need palliative care. “Findings show 

the estimated need for children's palliative care ranged from almost 120 per 10,000 children in 

Zimbabwe to slightly more than 20 per 10,000 in the UK. Overall, among the over 21 million 

with conditions that will benefit annually from a palliative care approach, more than 8 million 

need specialized care.” (Journal of Pain and Symptom Management, 2/2017, 

www.jpsmjournal.com/article/S0885-3924(16)30493-6/fulltext; eHospice, 1/25, 

www.ehospice.com/usa/ArticleView/tabid/10708/ArticleId/21470/language/en-GB/View.aspx) 

 

* Physician Orders for Life-Sustaining Treatment (POLST) are supposed to help document 

patient wishes in a medical context. But how well do they actually work, in practice? A 

recent study published in the Journal of Palliative Medicine concludes, “Discordance between 

current preferences and POLST orders is complex. Interventions are needed to support high-

quality POLST decisions that are informed and concordant with current preferences.” (JPM, 2/1, 

online.liebertpub.com/doi/abs/10.1089/jpm.2016.0059) 

 

* Palliative surgery can help patients with incurable gastric cancer to experience improved 

quality of life. “Surgical palliation maintained patient quality of life while improving solid food 

intake with an acceptable surgical toxicity, at least for the first 3 months after surgery.” 

(MedpageToday, 1/21, www.medpagetoday.com/meetingcoverage/mgics/62666)  

 

 

OTHER NOTES 

 

* The “civil war” over painkillers is tearing at the fabric of the medical community. “Two 

years after the United States saw a record 27,000 deaths involving prescription opioid 

medications and heroin, doctors and regulators are sharply restricting access to drugs like 

Oxycontin and Vicodin. But as the pendulum swings in the other direction, many patients who 

genuinely need drugs to manage their pain say they are being left behind.” (PBS Newshour, 1/21, 

www.pbs.org/newshour/rundown/painkillers-controversy-doctors/) 

 

* How do we go about evaluating patients for physician-assisted suicide? Writing on 

KevinMD, Dr. Michel Accad reflects on a Medscape interview. Psychiatrists aren’t up to the task, 

says palliative-care specialist and long-term assisted suicide activist Timothy Quill. “There are 

not enough psychiatrists who are used to seeing patients this sick,” he says. (KevinMD, 1/20, 

www.kevinmd.com/blog/2017/01/patients-evaluated-assisted-suicide-wrong-way.html) 

 

* “Will black lives matter to Death with Dignity Act?” asks Dr. Lydia Dugsdale, speaking 

about DC’s recent passage of a death with dignity act. Data from Europe indicates that, when 

physician-assisted suicide is legal, it’s often disadvantaged populations who are encouraged to 

end their lives. “...If physician-assisted suicide bills are passed, particularly in places with 

predominantly minority and vulnerable populations, we may just be adding to the atrocities 

committed by society and the health profession toward black and Hispanic patients.” (The Hill, 

1/23, thehill.com/blogs/pundits-blog/healthcare/315731-will-black-lives-matter-to-death-with-

http://online.liebertpub.com/doi/abs/10.1089/jpm.2016.0293
http://www.jpsmjournal.com/article/S0885-3924(16)30493-6/fulltext
http://www.ehospice.com/usa/ArticleView/tabid/10708/ArticleId/21470/language/en-GB/View.aspx
http://online.liebertpub.com/doi/abs/10.1089/jpm.2016.0059
http://www.medpagetoday.com/meetingcoverage/mgics/62666
http://www.pbs.org/newshour/rundown/painkillers-controversy-doctors/
http://www.kevinmd.com/blog/2017/01/patients-evaluated-assisted-suicide-wrong-way.html
http://thehill.com/blogs/pundits-blog/healthcare/315731-will-black-lives-matter-to-death-with-dignity-act
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dignity-act) 

 

* Aid-in-dying laws don’t guarantee individuals the right to die. An article in Kaiser Health 

News examines some of the difficulties being faced in California, Colorado and Oregon. The 

right of providers and facilities to choose not to participate creates obstacles for some patients. 

(Kaiser Health News, 1/26, khn.org/news/aid-in-dying-laws-dont-guarantee-that-patients-can-

choose-to-die/) 

 

* New York is considering adopting doctor-assisted suicide. “Democrats again urged their 

colleagues... to support the Medical Aid in Dying Act after a similar measure failed to win 

support last year.” (Poughkeepsie Journal, 1/23, 

www.poughkeepsiejournal.com/story/news/local/new-york/2017/01/23/ny-again-considers-

doctor-assisted-suicide/96968258/2017-01-24 number 4.doc) 

 
Thanks to Laura Bickle and Don Pendley for contributions. 
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