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WHAT WOULD DAME CICELY DO? 

 

This was a question posed by NHPCO President and CEO, Dr. Edo Banach, at NHPCO’s 

Management and Leadership Conference in Washington, DC. Banach reminded those 

present that 2017 is a year of anniversaries. It’s “the 35th anniversary of the Medicare Hospice 

Benefit and the 50th anniversary of St Christopher’s Hospice in London, where the modern-day 

hospice movement began under Dame Cicely Saunders.” Those who carry on the vision of 

hospice care today, 50 years later were asked to consider: “What would Dame Cicely do, if she 

were here now?” 

 

Patti Moore, President and Founder at The Watershed Group, Inc., authors an article that 

suggests some answers to the question of what Dame Cicely might do if she were here.  

“Holding tightly to the old paradigms isn’t a viable option,” says Moore. What is, asks Moore, to 

be the focus of hospice in the 21
st
 century? “Is it Palliative Care which allows curative treatments 

along with palliation of symptoms?  Is it facilitating open and early discussions about how 

people want to live until they die? Is it receiving aggressive treatments as long as possible, then 

having a hospice length of stay for 7 days?!”   

 

Moore challenges hospice providers to act to understand the needs and desires of people in 

the hospice service area. “Rather than offering up what you think people want, why not go out 

and look around your community at what people are paying for out of pocket, what they find of 

value in the healthcare world and in the non-healthcare world, and begin to offer some pilot 

programs that meet those needs?” asks Moore.  

 

Moore gives several examples of actions and efforts of forward-moving hospices. She calls on 

hospices to follow advice in the book “Good to Great” by seeking to “preserve the core and 

stimulate progress. Moore gives several examples of actions and efforts of hospices that are 

exhibiting this forward-thinking action. She also notes technological developments that help. 

Now is the time for hospices to let go of the “good” in order to embrace the “great” that 

awaits them. Now is the time to innovate. “It doesn’t have to be costly, but it does have to 

have meaning and purpose.” 
 

At fifty years old, the hospice movement is just beginning to explore the full possibilities of a 

robust, patient-centered health care system for those nearing the end of life. Technology is 

advancing at an amazing rate, transforming the health experience of billions. In this new 

landscape of electronic medical records, telemedicine, and apps for every purpose under 

the sun – certainly hospice has room to adapt and grow. 
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So what would Dame Cicely Sanders do if she were here today? “My guess is that she’d do 

as she did in creating the modern hospice movement; she’d reject the unsatisfactory status 

quo, rebuff the nay-sayers, and boldly step into the future,” says Moore. “It’s incumbent on 

us as the successors to her mission to do the same in creating the next wave of Hospice.” 

(Watershed Group, 5/26, www.thewatershedgroup.com/newsletter/05-25-17.html) 

 

 

WANT A BETTER END OF LIFE? OFFER MORE CHOICES 

 

Nearly everyone wants to cut wasteful spending on futile health care, but that’s a 

terrible way to frame things when talking about end-of-life care, says Dr. Atul 

Gawande. “Such talk, however carefully framed, raises the specter of a society readying 

itself to sacrifice its sick and aged,” writes Gawande in his book, “Being Mortal.” Writing for 

Harvard Business Review, Brad Stuart and Leonard L. Berry look at how the medical system 

can help seriously ill patients choose the care they want – and reject procedures they don’t. 

This model puts the patient first, and it also happens to be more cost effective.  

 

The specter of “pulling the plug on granny” has often poisoned the discussion around end-of-

life care and slowed progress towards what Stuart and Berry call “values-based care.” 

Values-based care focuses on the desires of each individual, placing individual wishes 

above a one-size-fits all regimen that focuses exclusively on longevity.  

 

By any measure, argue Stuart and Berry, the status quo simply isn’t working. The idea that 

chronic illnesses can be “cured” is an oxymoron. Yet curative-focused care is the 

central focus of much of the US medical system. “When patients with such illnesses 

deteriorate, our default response is aggressive, hospital-based treatment, even though most of 

those patients say they would prefer to stay as safe and comfortable as possible at home — if 

they were given the choice.” 

 

Hospice care – paid for by Medicare - should provide an alternative to this curative 

treadmill. But since hospice care is limited only to those with a prognosis of six months or 

less to live, there are many individuals who do not qualify for hospice yet would benefit from 

values-based care. If that weren’t enough of a barrier to hospice care, many patients resist 

hospice until the last possible moment because of restrictions placed on curative treatments. 

When hospice is an all-or-nothing decision, many patients and families choose to keep their 

options open. 

 

Stuart and Berry suggest a better model to the binary choice currently being offered to 

patients with serious illness. They point to the “advanced care model that extends the 

practices of primary- and specialty-care physicians into the patient’s home through 

interdisciplinary teams of palliative-care providers, care managers (nurses and social 

workers), community health staff, spiritual care providers, and others.” In this model, the 

patient’s choices directly inform the advance care plan.  
 

Stuart and Berry suggest eight core components for an advance care model: 
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 “They establish close, enduring personal relationships, primarily in the home, among 

patients, family, and staff.  

 They ensure seamless communication across all clinical settings to remedy fragmented, 

episodic standard care.  

 They relieve pain and suffering, which, if left untreated, impair quality of life and 

encourage hospitalization.  

 They educate patients and their families about disease process and prognosis, and they 

foster open discussion about all options for care, including hospice.  

 They engage patients on their own terms and at their own pace to identify what matters 

most to them.  

 They document personal care preferences as they emerge, and they use electronic health 

records or traditional communication channels to convey those preferences to all 

potential providers.  

 They continue these discussions, documenting and transmitting any new care preferences 

that may emerge as disease progresses.  

 They provide support to families to help relieve the burden of caregiving.” 

 

Stuart and Berry envision a health system that is as committed to honoring patient 

needs and choices at the end of life as it is to curative treatments of illness. “The 

advanced care model offers an innovative solution that benefits all stakeholders — patients, 

families, providers, and payers — by informing and engaging seriously ill patients directly in 

making decisions about their care. Cost savings result from avoiding treatments that patients 

don’t want, not from rationing care.” (Harvard Business Review, 5/23, 

hbr.org/2017/05/giving-seriously-ill-patients-more-choices-about-their-care) 

 

 

HOSPICE AND END-OF-LIFE NOTES 

 

* Hospitals don’t treat all stroke patients the same when recommending hospice care, a 

new study finds. “Patients who were older, female, white, unable to walk and uninsured or 

covered by Medicaid were also more likely to have early comfort orders, as were those who 

arrived at the hospital during off-hours or by ambulance, the study found.” (Health Day, 5/25, 

consumer.healthday.com/cardiovascular-health-information-20/heart-stroke-related-stroke-

353/hospitals-vary-in-moving-stroke-patients-to-comfort-or-hospice-care-722999.html) 

 

* CMS recently released the notes, audio, and slides from their webinar on the Emergency 

Preparedness Requirements Final Rule. Free online access is available. (CMS, 4/27, 

www.cms.gov/Outreach-and-Education/Outreach/NPC/National-Provider-Calls-and-Events-

Items/2017-04-27-Emergency-Preparedness.html 

 

* Hospice provides more than what most people imagine. According to research published in 

the Journal of Palliative Medicine, hospices “are using internal resources and accessing 

community resources to provide patients with basic social needs not routinely covered by 

insurance.” (JPM, 6/2017, www.ncbi.nlm.nih.gov/pubmed/28186839) 

 

* CMS announces their 2017 National Training Program workshops. Registration will open 

in late June when CMS places the registration on its website. Workshops will take place in a 

https://hbr.org/2017/05/giving-seriously-ill-patients-more-choices-about-their-care
https://consumer.healthday.com/cardiovascular-health-information-20/heart-stroke-related-stroke-353/hospitals-vary-in-moving-stroke-patients-to-comfort-or-hospice-care-722999.html
https://consumer.healthday.com/cardiovascular-health-information-20/heart-stroke-related-stroke-353/hospitals-vary-in-moving-stroke-patients-to-comfort-or-hospice-care-722999.html
https://www.cms.gov/Outreach-and-Education/Outreach/NPC/National-Provider-Calls-and-Events-Items/2017-04-27-Emergency-Preparedness.html
https://www.cms.gov/Outreach-and-Education/Outreach/NPC/National-Provider-Calls-and-Events-Items/2017-04-27-Emergency-Preparedness.html
https://www.ncbi.nlm.nih.gov/pubmed/28186839
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number of cities this August and September. The workshops will cover “high-level and specific 

information on key aspects of the Medicare program; A ‘Current Topics’ session to raise 

awareness of program changes and innovations; Interactive casework exercises; and activities 

Networking opportunities with CMS staff members and other partners who share your 

commitment.” (CMS, 5/2017) 

 

* Anthony Valentine, a hospice nurse in San Francisco, explains what makes the Zen 

Hospice Project unique. “At the Zen Hospice Project, our whole idea is to help dying people 

live fully right up to the end. Drawing on the principles of Zen Buddhism, we bring a strong 

sense of simply being 100 percent present, with, and for, them. As well, we focus on offering a 

healthy dose of compassion and a lot of personal touch.” (New York Times, 5/19, 

www.nytimes.com/2017/05/19/jobs/zen-hospice-project.html) 

 

* Now is the time to discuss end-of-life care, says Robert Powell writing for USA Today. 

Powell gives tips for how to have the conversation and prepare for the end of life. (USA Today, 

5/23, www.usatoday.com/story/money/personalfinance/retirement/2017/05/23/dont-wait-nows-

time-discuss-end--life-care/101425830/) 

 

* Eighth-grader Zach is a normal young person in Milwaukee. He’s also a caregiver for his 

mother, who is dying of ALS. “‘We think it’s important he’s a 14-year-old kid who does what a 

14-year-old should do,’ said Zach’s dad, who works part-time managing the security department 

of a hotel to be able to afford health insurance.” The article explores the role and challenges of 

young caretakers. 

 (Washington Times, 5/20, www.washingtontimes.com/news/2017/may/20/milwaukee-scholar-

studies-well-being-of-young-care/) 

 

* “At His Own Wake, Celebrating Life and the Gift of Death” shares the personal journey 

of John Shield’s life and his trip to death. Shields, a Canadian, selected “‘medical 

assistance in dying.” The New York Times articles says Shields was diagnosed with 

amyloidosis, and felt that his suffering was moving beyond a point he was willing to live with. 

The story shares the details of the story of Shields and his family.  (New York Times, 5/25, 

https://www.nytimes.com/2017/05/25/world/canada/euthanasia-bill-john-shields-

death.html?mtrref=query.nytimes.com) 

 

* On May 30, New York’s highest court will hear arguments that physician-assisted suicide 

should be allowed in the state. “The advocates are pressing the lawsuit at the same time they 

are intensely lobbying state legislators to change the law this year to allow physician-assisted 

suicide.” The lawsuit was first filed in 2015 and has been upheld by two lower courts. (Newsday, 

2/28, http://www.newsday.com/news/region-state/ny-s-highest-court-to-weigh-physician-

assisted-suicide-lawsuit-1.13675106) 

 

 

PALLIATIVE CARE 

 

* Could palliative care be an option that is preferred over hospice care? Dr. Maurice Gross, 

Director of Palliative Care at Abington-Jefferson Health, says that while hospice focuses on end-

of-life conversations and plans, palliative care doesn’t have to go there. “We are about finding 

out what the patient’s goals are, what the family’s goals are, as opposed to just saying we’re here 

https://www.nytimes.com/2017/05/19/jobs/zen-hospice-project.html
http://www.usatoday.com/story/money/personalfinance/retirement/2017/05/23/dont-wait-nows-time-discuss-end--life-care/101425830/
http://www.usatoday.com/story/money/personalfinance/retirement/2017/05/23/dont-wait-nows-time-discuss-end--life-care/101425830/
http://www.washingtontimes.com/news/2017/may/20/milwaukee-scholar-studies-well-being-of-young-care/
http://www.washingtontimes.com/news/2017/may/20/milwaukee-scholar-studies-well-being-of-young-care/
https://www.nytimes.com/2017/05/25/world/canada/euthanasia-bill-john-shields-death.html?mtrref=query.nytimes.com
https://www.nytimes.com/2017/05/25/world/canada/euthanasia-bill-john-shields-death.html?mtrref=query.nytimes.com
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to talk about the end of your life, we’re not here to talk about the end of life, we’re here to talk 

about what you want to do while going thru this process.” (CBS Philly, 5/20, 

philadelphia.cbslocal.com/2017/05/20/expert-explains-how-palliative-care-could-be-an-option-

over-hospice/) 

 

* All patients with advanced cancer should receive palliative care as early as possible, 

according to a recently updated clinical practice guideline from the American Society of 

Clinical Oncology. “The pillars of palliative care—including assessment and treatment of 

distressing symptoms, exploration of illness understanding and prognostic awareness, 

clarification of treatment goals, and assistance with decision making—should be the standard of 

care.” (JAMA Oncology, 5/18, jamanetwork.com/journals/jamaoncology/article-

abstract/2627421) 

 

* Can comfort care in the emergency room decrease suffering and prolong life for older 

patients? NPR suggests that palliative care could provide solutions. “Hospitals across the 

country — including in Ohio, Texas, Virginia and New Jersey — are bringing palliative care, 

which focuses on improving quality of life for patients with advanced illness, into the emergency 

department.” (NPR, 5/26, www.npr.org/sections/health-shots/2017/05/26/530012837/can-

comfort-care-at-the-er-help-older-people-live-longer-and-suffer-less) 

 

* What do clinicians think about palliative sedation? While palliative sedation “is a 

bioethically appropriate treatment for refractory symptoms in dying patients,” researchers have 

found that there is a lack of agreement about what qualifies as palliative sedation. There are also 

divergent views of how palliative sedation should be applied in different clinical scenarios. 

(Journal of Palliative Medicine, online 5/5, online.liebertpub.com/doi/10.1089/jpm.2016.0464) 

 

* Is palliative medicine making progress? Charles F. von Gunten, MD, PhD, Editor-in-Chief 

of the Journal of Palliative Medicine, writes that despite the fact that “the science of opioid 

prescribing and the education on which it was based seem to have been swept away and 

discarded simply because it is ‘old,’” there is evidence that palliative medicine is advancing. 

(JPM, online, 4/28, online.liebertpub.com/doi/abs/10.1089/jpm.2017.0120) 

 

* “The Phone of the Wind: Whispers to Lost Families” is a documentary about a telephone 

booth at the top of hill overlooking the ocean. The phone within the booth is not connected to 

anything.  But is a powerful place, where those who lost loved ones in the 2011 Tsunami come to 

talk with those who died. The phone booth is in a private garden, installed by a man who created the 

space in order to talk to his cousin who died in the tsunami. He welcomes anyone to come and use 

the phone. The documentary shows a variety of people who come to use the phone, and explores the 

powerful tool that the phone has become to those who are grieving. The documentary is available 

online and being aired on PBS. (PBS, 3/2, http://www.pbs.org/video/2365970190/) 

 

 

OTHER NOTES 

 

* Oregon is an example and a model for proponents of the Physician Orders for Life-

Sustaining Treatment (POLST) program. But is Oregon too white? Authors of an article 

in New England Journal of Medicine say that the positive results for POLST in Oregon 

“must be viewed with skepticism since Oregon is predominantly white (87.6% of the 

http://philadelphia.cbslocal.com/2017/05/20/expert-explains-how-palliative-care-could-be-an-option-over-hospice/
http://philadelphia.cbslocal.com/2017/05/20/expert-explains-how-palliative-care-could-be-an-option-over-hospice/
http://jamanetwork.com/journals/jamaoncology/article-abstract/2627421
http://jamanetwork.com/journals/jamaoncology/article-abstract/2627421
http://www.npr.org/sections/health-shots/2017/05/26/530012837/can-comfort-care-at-the-er-help-older-people-live-longer-and-suffer-less
http://www.npr.org/sections/health-shots/2017/05/26/530012837/can-comfort-care-at-the-er-help-older-people-live-longer-and-suffer-less
http://online.liebertpub.com/doi/10.1089/jpm.2016.0464
http://online.liebertpub.com/doi/abs/10.1089/jpm.2017.0120
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population) and historically whites have been more accepting of end-of-life care than 

nonwhites.” Jason Chertoff, MD, MPH and Ali Ataya, MD write, “As compared with whites, 

blacks and persons of other racial minority groups are more likely at the end of their lives to 

use intensive care and life-sustaining treatments and to die in the hospital and are less likely 

to receive comfort-directed care. It is for these reasons that we question whether the 

experience in Oregon can be extrapolated to the rest of the United States.” (NEJM, 5/25, 

www.nejm.org/doi/full/10.1056/NEJMc1704727) 

 

* The Maine House has rejected a bill that would have legalized physician-assisted 

suicide. The bill, sponsored by Sen. Roger Katz, R-Augusta, was defeated. (BDN Maine, 

5/24, bangordailynews.com/2017/05/23/politics/maine-house-votes-against-physician-

assisted-suicide/) 

 

* The Nevada State Senate has passed a bill allowing physician-assisted suicide. 

Supported primarily by Democrats, the bill passed 11-10. “State Sen. David Parks, D-Las 

Vegas, was the primary sponsor of the bill and said it gave people the option to receive life-

ending treatment was an issue of personal control.” (Reno Gazette-Journal, 5/23, 

www.rgj.com/story/news/politics/2017/05/23/senate-passes-bill-permitting-doctor-assisted-

suicide/340294001/) 

 

* It’s not pain, but “existential distress” that leads individuals to avail themselves of 

physician-assisted suicide, according to a recently released study in the New England 

Journal of Medicine. “Their quality of life is not what they want. They are mostly educated 

and affluent — people who are used to being successful and in control of their lives, and it’s 

how they want their death to be.” (Washington Post, 4/26, 

www.washingtonpost.com/news/to-your-health/wp/2017/05/24/its-not-pain-but-existential-

distress-that-leads-people-to-assisted-suicide-study-suggests/) 

 
Thanks to Don Pendley for contributions. 
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