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GROUP OFFERS ADVICE ON “IMPROVING CARE AT THE END OF 

LIFE” 

 
The Aspen Institute formed the Aspen Health Strategies Group (AHSG), chaired by 

Kathleen Sebelius and Tommy Thompson, two former US Secretaries of Health and 

Human Services. AHSG published a report, “Improving Care at the End of Life,” that deeply 

examines key aspects related to care near the end of life, identifies issues, concerns, and 

problems, and suggests recommendations for improvement.  

 

Sebelius and Thompson write the forward of the document. They report on the meeting of 

those involved in offering the report, and say that they “hope these papers and ideas will spur 

needed changes and promote improvements in care for Americans approaching the end of life.” 

 

Laura Hanson, MD, PhD, in her “Overview of the End-of-Life Experience in the United 

States,” notes that end-of-life care, and the quality of that care, is a significant public health 

concerns. Dr. Hanson traces many of the developments in end-of-life care. In spite of all the 

efforts to improve end-of-life care, she says, “‘The intensity and cost of treatment in the final 

phase of illness continues to increase, strongly suggesting that many patient’s desires for ‘a 

good death’ are not incorporated into the care systems that serve them in this final phase.’”  

 

Hanson writes of the variety of experiences of death and dying in the US. Even with increases in 

hospice utilization, she notes, the median length of stay remains at less than a month. Regional 

variations in utilization of hospice care abound. To really improve end-of-life care, she says, 

patient and family preferences in care must be incorporated into health plans. 

 

Diane E. Meier, MD, writes the chapter “Care at the End of Life.” Meier explores models, 

settings, and delivery of end-of-life care. She explores payment “incentives and disincentives” 

that drive much of what is offered to patients. Also, she highlights how prognostication drives 

care. “The resulting short lengths of hospice stay are preceded by high utilization of 

covered services, such as hospitalization, nursing home rehabilitation services, specialist 

and emergency department visits.” She cites concerns about the roles of family caregivers, the 

training (or lack thereof) of clinicians, and the fragmentation of medical care.  

 

She offers an overview in palliative care, noting that palliative care “is vital to the success of 

risk-bearing entities because of the high concentration of health care spending among seriously 

ill patients and palliative care’s ability to improve value for this group of patients.” Meier also 
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calls for accountability, as well as quality outcomes, for these high-risks populations. She 

explores what matters most for patients, and calls for measuring the success of providing these 

outcomes. 

 

Haiden Huskamp, PhD, and David Dtevenson, PhD, write a chapter entitled, “Financing 

Care at the End of Life: Ensuring Access and Quality in an Era of Value-Based Reforms.” 
They examine the high costs of providing end-of-life care. They identify and examine some 

issues in Medicare’s approach to financing care. While they applaud the value of hospice care, 

they note the stresses on informal caregivers and encourage more support for this important 

aspect of care. Medicare, they say, covers many needs, “but few of the supportive and palliative 

services that might be needed to remain at home…” 

 

Mildred Z. Solomon, EdD, writes “Doing Right By the Seriously Ill: Ethical Norms for 

Care Near the End of Life.” She explains why we need ethical norms near the end of life, and 

explores the role of ethics and how it can help. She deals with the “unsettled” area of physician-

assisted suicide. Noting that ethical guidelines have failed to offer the outcomes people want, 

Solomon notes that patient “consent is not yet truly informed,” and that patients still experience 

negative outcomes. Further, there are unfair disparities and variances in access to care. Solomon 

explores ethical issues that still need to be addressed. She asks what kind of healthcare systems 

will improve care. 

 

Together, the authors and the publication offer “Five Big Ideas to Improve Care at the End 

of Life.” Each of these five big ideas is explained in detail and each includes specific ideas to 

make the ideas become realities. These big ideas include: 

 

1. “Build the development and updating of an advance care plan into the fabric of life.” 

2. “Redefine Medicare coverage in a way that meets the complex needs of people with 

serious illnesses.” 

3. “Develop a set of quality metrics related to end-of-life care that can be used for 

accountability, transparency, improvement, and payment.” 

4. “Increase the number and types of health professionals who can meet the growing 

needs of an aging population.” 

5. “Support model communities embracing fundamental change in the design and 

delivery of care of people with advanced illness.” 

 

The entire document is available online. (The Aspen Institute, 2/2017, 

assets.aspeninstitute.org/content/uploads/2017/02/AHSG-Report-Improving-Care-at-the-End-of-

Life.pdf) 
 

 

ARTICLE EXAMINES THE STRESSES OF CAREGIVING 

 

An article in New York Times explores the challenges that caregivers face, and that 

healthcare providers must remember. In 2013, Gina Rinehart learned that her 68-year-old 

father, an active retiree, had been diagnosed with Stage IV lung cancer. “Have you ever heard 

news and felt like you wanted to throw up?” said Ms. Rinehart, who recalls breaking into a cold 

sweat. “I was seriously shocked.” Her two children had only recently left home, and she had 

expected that this would be a time in her life when she could travel the world with her husband. 

https://assets.aspeninstitute.org/content/uploads/2017/02/AHSG-Report-Improving-Care-at-the-End-of-Life.pdf
https://assets.aspeninstitute.org/content/uploads/2017/02/AHSG-Report-Improving-Care-at-the-End-of-Life.pdf
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Instead, she and her brother took turns traveling to care for their father, one month at a time. 

Today, Ms. Rinehart is the primary caregiver, as her father reaches the end of life. 

 

Rinehart always expected to take responsibility for eldercare eventually, but her father’s sudden 

diagnosis at a relatively young age took her by surprise. At age 46, she never imagined that she 

would have to give up her job and leave home for extended periods. Researchers refer to 

cases like Ms. Rinehart’s as “off-time events.” Caring for elders is normal, but for Ms. 

Rinehart, the timing wasn’t. The majority of family caregivers are over the age of 55, 

according to a report by the National Academy of Sciences (NAS).  

 

To take over caregiving in one’s 30s or 40s is particularly disruptive, says Donna Cohen, a 

psychologist and gerontologist at the University of South Florida. “It comes when you’re still 

climbing to the summit in your own life.” Nevertheless, a significant proportion of caregivers 

are younger. According to the NAS report, 15% of non-nursing home caregivers are 20 to 

44. Another 24% are 45 to 54. 

 

For caregivers at the youngest end of the spectrum, the biggest concern is often the loss of 

educational opportunities. For those a little older, it’s career advancement in their critical peak-

earning years. The financial impact of lost jobs and reduced career mobility can further 

strain lives already disrupted by the burdens of caregiving. 
 

One of the most difficult aspects of caregiving is a sense of growing out of sync with one’s 

social circle. “Friends fall away after the umpteenth time a caregiver says no to a concert or 

cancels a dinner because of an emergency, or because of simple exhaustion. Caregivers report 

biting their tongues when their agemates grouse about seemingly trivial problems, from 

disappointing vacations to home décor dilemmas.” It is important to break the isolation and 

ensure that caregivers have opportunities to talk about their experiences. 

 

While caregivers rarely regret their decision to care for an ailing parent or other loved one, the 

financial, emotional, and social cost can be immense. Still, this experience can also have 

positive impacts on the life of caregivers. The satisfaction that comes from caring for loved 

ones, and the emotional growth that caregivers experience, cannot be underestimated. (New 

York Times, 3/10, www.nytimes.com/2017/03/10/health/elder-care-caregiving.html) 
 

 

HOSPICE AND END-OF-LIFE NOTES 

 

* CMS is urging providers to re-run reports run between 12/18/2016 through 

02/26/2017 for the Hospice-Level Quality Measure Report and the Hospice Patient 

Stay-Level Quality Measure Report. Due to a technical problem, reports run during 

this time may contain errors. (CMS, 3/7, www.cms.gov/Medicare/Quality-Initiatives-

Patient-Assessment-Instruments/Hospice-Quality-Reporting/HIS-Technical-

Information.html) 

 

* Supported by the Gordon and Betty Moore Foundation, “Discern Health, a 

consulting firm focused on enhancing health care value, recently developed a 

framework of principles for payment models to promote the delivery of community-

based, comprehensive, high-quality, affordable serious illness care.” An article on Health 

https://www.nytimes.com/2017/03/10/health/elder-care-caregiving.html
http://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-Instruments/Hospice-Quality-Reporting/HIS-Technical-Information.html
http://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-Instruments/Hospice-Quality-Reporting/HIS-Technical-Information.html
http://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-Instruments/Hospice-Quality-Reporting/HIS-Technical-Information.html
http://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-Instruments/Hospice-Quality-Reporting/HIS-Technical-Information.html
http://www.discernhealth.com/
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Affairs, written by Tom Valuck and Russ Montgomery, explores improvements in care for 

the seriously ill. The article, “Innovation In Serious Illness Care Payment: Progress To 

Date And Opportunities For The New Administrat ion,” is online. (Health Affairs, 3/8, 

healthaffairs.org/blog/2017/03/08/innovation-in-serious-illness-care-payment-progress-

to-date-and-opportunities-for-the-new-administration/) 

 

* The Conversation Project has released “How to Choose a Health Care Proxy & How 

to Be a Health Care Proxy.” The document covers when the right time is to choose a proxy, 

who should be chosen for the role, and the technical details of how to designate a health care 

proxy. (Conversation Project, 3/2017, theconversationproject.org/wp-

content/uploads/2017/03/ConversationProject-ProxyKit-English.pdf) 

 

* Advance directives rarely cover what should be done with implanted defibrillators. 

That means that many patients may find themselves shocked in situations where it is neither 

medically helpful nor conducive to quality-of-life at the end of life. (Medscape, 3/6, 

www.medscape.com/viewarticle/876682#vp_1; NBC 5 Chicago, 3/8, 

www.nbcchicago.com/investigations/Defibrillator-Implants-Can-Keep-Patients-Ready-From-

Dying-Experts-Say-415741783.html) 

 

* A hospice CEO in Illinois has been sentenced to 6 ½ years in prison for his role in a 

$20 million Medicare fraud scheme. Medicare was paying “huge sums of money for 

basically nothing,” argued prosecutors. (Chicago Tribune, 3/7, 

www.chicagotribune.com/news/ct-hospice-executive-sentenced-met-20170307-story.html) 

 

* Lawmakers in Maine are considering approval of an official “Do Not Resuscitate” 

tattoo. The measure would prohibit “emergency medical treatment providers from starting 

resuscitation on a person when an order not to resuscitate is presented in the form of an 

indelible mark on the person's chest.” (Journal of Emergency Medical Services, 3/8, 

www.jems.com/articles/news/2017/03/maine-lawmakers-may-ok-do-not-resuscitate-

tattoos.html) 

 

* Providing seriously ill patients with artwork that speaks deeply to them can be a 

therapeutic and compassionate practice. A JAMA article reports on the value of providing 

art, rather than the usual whiteboard, for hospital patients. “Though we found no differences 

in self-reported pain, anxiety, depression, mood, or satisfaction across the three groups, 

patients with artwork reported improved perceptions of the hospital environment compared 

with those without.” (JAMA Network, 3/7, 

jamanetwork.com/journals/jama/fullarticle/2608199) 

 

* An early start is always helpful when sharing end-of-life wishes. Roughly 74% of 

Americans still do not have an advance directive. (Columbia Missourian, 3/6, 

www.columbiamissourian.com/news/local/when-sharing-your-end-of-life-care-wishes-it-

s/article_1d86f8bc-f537-11e6-a8b4-f318e9104e36.html) 

 

* Cleveland Clinic CEO, Dr. Toby Cosgrove, explains why getting family input at the 

end of life is so important. “...Saving a life is not always in the patient’s best interests, he 

says. That’s why conversations between doctor and family about end-of-life care are 

critical.” (Cleveland Clinic, 3/7, health.clevelandclinic.org/2017/03/end-of-life-care-a-

http://healthaffairs.org/blog/2017/03/08/innovation-in-serious-illness-care-payment-progress-to-date-and-opportunities-for-the-new-administration/
http://healthaffairs.org/blog/2017/03/08/innovation-in-serious-illness-care-payment-progress-to-date-and-opportunities-for-the-new-administration/
http://theconversationproject.org/wp-content/uploads/2017/03/ConversationProject-ProxyKit-English.pdf
http://theconversationproject.org/wp-content/uploads/2017/03/ConversationProject-ProxyKit-English.pdf
http://www.medscape.com/viewarticle/876682#vp_1
http://www.nbcchicago.com/investigations/Defibrillator-Implants-Can-Keep-Patients-Ready-From-Dying-Experts-Say-415741783.html
http://www.nbcchicago.com/investigations/Defibrillator-Implants-Can-Keep-Patients-Ready-From-Dying-Experts-Say-415741783.html
http://www.chicagotribune.com/news/ct-hospice-executive-sentenced-met-20170307-story.html
http://www.chicagotribune.com/news/ct-hospice-executive-sentenced-met-20170307-story.html
http://www.jems.com/articles/news/2017/03/maine-lawmakers-may-ok-do-not-resuscitate-tattoos.html
http://www.jems.com/articles/news/2017/03/maine-lawmakers-may-ok-do-not-resuscitate-tattoos.html
http://jamanetwork.com/journals/jama/fullarticle/2608199
http://www.columbiamissourian.com/news/local/when-sharing-your-end-of-life-care-wishes-it-s/article_1d86f8bc-f537-11e6-a8b4-f318e9104e36.html
http://www.columbiamissourian.com/news/local/when-sharing-your-end-of-life-care-wishes-it-s/article_1d86f8bc-f537-11e6-a8b4-f318e9104e36.html
https://health.clevelandclinic.org/2017/03/end-of-life-care-a-conversation-with-dr-toby-cosgrove/
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conversation-with-dr-toby-cosgrove/) 
 

* Is death about to die? Daniel Callahan considers whether mortality itself might soon be 

defeated through medical advances – or at least be vastly postponed. And if we can achieve 

this, what would the consequences be? (Hastings Center, 3/2, www.thehastingscenter.org/is-

death-in-trouble/) 

 

* The caregiving costs of patients with Alzheimer’s could potentially bankrupt 

Medicare. “While Washington discusses potential cuts to Medicare, a new report says that 

the growing number of Alzheimer’s patients could bankrupt the national insurance program 

that provides healthcare to more than 55 million Americans.” (Miami Herald, 3/9, 

www.miamiherald.com/living/health-fitness/article137414103.html) 

 

 

PALLIATIVE CARE 

 

* It is a tragedy that hundreds of children die in hospital rooms every year. Pediatric 

palliative care can play a role in mitigating suffering and supporting families. (CCT News, 3/7, 

http://www.cctnews.com/ted-talks-stories-home-terminally-ill-children/5013/) 

 

* The Journal of Palliative Medicine features a study examining the unique challenges of 

caring for seriously ill South Asian patients and their families. “While providers should avoid 

stereotyping patients, an awareness of common challenges and adoption of recommended 

strategies to address these challenges may enhance the provision of culturally responsive person-

centered services for seriously ill South Asian patients and their families receiving care in the 

United States.” (JPM, online 3/2, online.liebertpub.com/doi/abs/10.1089/jpm.2016.0167) 

 

* What impact can communication skills trainings have for physician conversations with 

seriously ill patients? Quite a bit, according to a new study published in the Journal of 

Palliative Medicine. “CardioTalk is the first described training program that prepares 

cardiologists for the challenges they face when having conversations with seriously ill patients.” 

(JPM, online 3/1, http://online.liebertpub.com/doi/abs/10.1089/jpm.2016.0509) 

 

* A study published in the American Journal of Hospice and Palliative Medicine reports 

that 99% of doctors agreed that palliative sedation is a good option for some end-of-life 

circumstances. “Midazolam was considered a drug of choice for inducing and maintaining 

sedation, and opioids were continued for pain control.” (American Journal of Hospice and 

Palliative Medicine, 3/2017, journals.sagepub.com/doi/full/10.1177/1049909115615128) 

 

 

HEALTHCARE POLICY NOTES 

 

* The GOP’s health care bill is gaining momentum as key committees approve it to 

move forward. “The second of two key congressional committees cleared a Republican 

health care bill, moving the legislation to repeal and change many key parts of Obamacare a 

step closer to a full vote in the House of Representatives.” (Bloomberg, 3/9, 

www.bloomberg.com/news/articles/2017-03-09/republican-health-bill-clears-hurdle-as-

second-panel-approves) 

https://health.clevelandclinic.org/2017/03/end-of-life-care-a-conversation-with-dr-toby-cosgrove/
http://www.thehastingscenter.org/is-death-in-trouble/
http://www.thehastingscenter.org/is-death-in-trouble/
http://www.miamiherald.com/living/health-fitness/article137414103.html
http://www.cctnews.com/ted-talks-stories-home-terminally-ill-children/5013/
http://www.cctnews.com/ted-talks-stories-home-terminally-ill-children/5013/
http://online.liebertpub.com/doi/abs/10.1089/jpm.2016.0167
http://online.liebertpub.com/doi/abs/10.1089/jpm.2016.0509
http://online.liebertpub.com/doi/abs/10.1089/jpm.2016.0509
http://journals.sagepub.com/doi/full/10.1177/1049909115615128
https://www.bloomberg.com/news/articles/2017-03-09/republican-health-bill-clears-hurdle-as-second-panel-approves
https://www.bloomberg.com/news/articles/2017-03-09/republican-health-bill-clears-hurdle-as-second-panel-approves
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* The Republicans’ proposed replacement for the Affordable Care Act is drawing a lot 

of criticism from lawmakers on both sides of the aisle, as well as advocacy groups. 

(Healthcare Dive, 3/7, www.healthcaredive.com/news/aca-repeal-bill-reactions/437591/)  
 

* Kaiser Health News details five ways that the GOP health bill would reverse the 

Affordable Care Act’s policies. Differences include employing tax credits to help 

individuals purchase insurance on the open market; a significant reduction in Medicaid 

coverage for the nation’s poor; and providing more health benefits for the wealthy. (KHN, 

3/8, khn.org/news/five-ways-the-gop-health-bill-would-reverse-course-from-the-aca/) 

 

* Right-wing members of Congress are decrying the GOP’s proposed health plan, 

saying, “This is not the Obamacare repeal we’ve been waiting for.” “After seven years of 

waiting longingly to annul President Barack Obama’s signature health care law, Republican 

leaders faced a sudden revolt from the right that threatened their proposal to remake the 

American health care system.” (KHN, 3/8, http://khn.org/morning-breakout/conservatives-

balk-at-gop-plan-this-is-not-the-obamacare-repeal-bill-weve-been-waiting-for/; The Hill, 3/9, 

thehill.com/policy/healthcare/323317-gop-rep-rips-obamacare-replacement-plan-this-bill-is-

not-it) 
 

* Missouri is again considering a bill that would legalize medical marijuana. Expansion 

of medical cannabis in the state has been a perennial issues, but has not made much headway 

so far. (Ozarks First, 3/6, www.ozarksfirst.com/news/both-sides-testify-on-missouri-medical-

marijuana-legislation/667210206) 

 

 

PHYSICIAN ASSISTED SUICIDE NOTES 
 

* A retired doctor in Cape Cod, Massachusetts, is dying from prostate cancer, and he 

wants the right to end his own life if he chooses. In order to secure this right, he’s taking 

the matter to court. Still, there are questions about whether a courtroom is the right place for 

this debate. “Assistant Attorney General Robert Quinan told the court that while Attorney 

General Maura Healey expresses her ‘utmost sympathy,’ the plaintiffs are ‘in the wrong 

forum.’” (Cape Cod Times, 3/8, www.capecodtimes.com/news/20170308/doctors-seeking-

right-to-die-for-terminally-ill-get-day-in-court) 
 

* Diane Rehm writes about her husband’s experience of death as painful and agonizing. 

She argues that physician-assisted suicide should be a legal option for those who choose it. 

(Baltimore Sun, 3/7, www.baltimoresun.com/news/opinion/oped/bs-ed-dignified-death-

20170307-story.html) 

 

* Oklahoma has passed a bill aimed at further restricting physician-assisted suicide in 

that state. PAS was already illegal in Oklahoma, but the new law requires that death 

certificates list “suicide” as the cause of death in the case of assisted suicide. (Tulsa World, 

3/7, www.tulsaworld.com/news/capitol_report/oklahoma-house-passes-anti-assisted-suicide-

bill/article_ac65bfbe-4c00-5ea1-a76b-d6c49ccacac8.html) 

 

* The Kansas House of Representatives is considering an anti-PAS bill. PAS is already 

illegal in Kansas, but the bill would further clarify its illegality. Also, it would promote 

http://www.healthcaredive.com/news/aca-repeal-bill-reactions/437591/
http://khn.org/news/five-ways-the-gop-health-bill-would-reverse-course-from-the-aca/
http://khn.org/morning-breakout/conservatives-balk-at-gop-plan-this-is-not-the-obamacare-repeal-bill-weve-been-waiting-for/
http://khn.org/morning-breakout/conservatives-balk-at-gop-plan-this-is-not-the-obamacare-repeal-bill-weve-been-waiting-for/
http://thehill.com/policy/healthcare/323317-gop-rep-rips-obamacare-replacement-plan-this-bill-is-not-it
http://thehill.com/policy/healthcare/323317-gop-rep-rips-obamacare-replacement-plan-this-bill-is-not-it
http://www.ozarksfirst.com/news/both-sides-testify-on-missouri-medical-marijuana-legislation/667210206
http://www.ozarksfirst.com/news/both-sides-testify-on-missouri-medical-marijuana-legislation/667210206
http://www.capecodtimes.com/news/20170308/doctors-seeking-right-to-die-for-terminally-ill-get-day-in-court
http://www.capecodtimes.com/news/20170308/doctors-seeking-right-to-die-for-terminally-ill-get-day-in-court
http://www.baltimoresun.com/news/opinion/oped/bs-ed-dignified-death-20170307-story.html
http://www.baltimoresun.com/news/opinion/oped/bs-ed-dignified-death-20170307-story.html
http://www.tulsaworld.com/news/capitol_report/oklahoma-house-passes-anti-assisted-suicide-bill/article_ac65bfbe-4c00-5ea1-a76b-d6c49ccacac8.html
http://www.tulsaworld.com/news/capitol_report/oklahoma-house-passes-anti-assisted-suicide-bill/article_ac65bfbe-4c00-5ea1-a76b-d6c49ccacac8.html
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palliative care as an alternative. “The resolution promotes palliative care as the preferred 

alternative to assisted suicide, saying it ‘is nearly always successful in relieving pain and 

allowing a person to die naturally, comfortably and in a dignified manner.’” (KMUW, 3/6, 

kmuw.org/post/kansas-house-considers-resolution-against-assisted-suicide) 

 

* Wisconsin Democrats have introduced a physician-assisted suicide bill. “The bill, 

introduced by state Sen. Fred Risser, D-Madison, and state Reps. Sondy Pope, D-Mt. Horeb, 

and Dianne Hesselbein, D-Middleton, is designed to provide terminally ill patients with” the 

option to end their own lives with physician-prescribed medication. (Daily Cardinal, 3/8, 

www.dailycardinal.com/article/2017/03/state-democrats-introduce-physician-assisted-

suicide-bill; WKOW, 3/9, www.wkow.com/story/34701951/2017/03/08/democrats-propose-

legalizing-assisted-suicide-in-wisconsin)  
 

* Death with Dignity in Washington, DC will not be a problem for black residents, says 

David Leven. While many African-American advocates are worried that physician-assisted 

suicide could be used to perpetuate historic injustices against black people, Leven does not 

see this concern as being valid.” (The Hill, 3/6, thehill.com/blogs/pundits-

blog/healthcare/322524-yes-black-lives-matter-will-matter-with-death-with-dignity-act) 
 

Hospice Analytics is the national sponsor of Hospice News Network for 2017. Hospice Analytics 

is an information-sharing research organization whose mission is to improve hospice utilization 

and access to quality end-of-life care. For additional information, please call Dr. Cordt Kassner, 

CEO, at 719-209-1237 or see www.HospiceAnalytics.com. 
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