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ADVOCACY GROUPS PRESENT RECOMMENDATIONS TO IMPROVED 

END-OF-LIFE CARE 

 

As the Trump administration fills top leadership posts across the federal government, change is 

in the wind. With awareness of both the opportunity and uncertainty of the present moment, 

policy advocates in hospice and palliative care are taking steps to build relationships with newly 

appointed agency leaders. In an open letter to two new agency heads, Pew Charitable Trusts 

shares a set of challenges and recommendations, developed and agreed upon last fall by a 

coalition of advocacy groups.  
 

The letter and supporting materials are addressed to Tom Price, Secretary of the US 

Department of Health and Human Services, and David Shulkin, Secretary of the US 

Department of Veterans Affairs. The letter suggests that the coalition of policy groups, which 

includes American Academy of Hospice and Palliative Medicine, National Coalition for Hospice 

and Palliative Care, National Hospice and Palliative Care Organization, American Geriatrics 

Society, and many others, has important contributions to make to the developing conversation 

around end-of-life care in the United States over the next four years. “While our organizations 

came to the task from different perspectives, we share a common purpose to improve the quality 

and effectiveness of care provided to patients with serious illness and near the end of life and to 

contribute to a more sustainable health care system.” 

 

The coalition’s recommendations touch on a variety of areas, including “bolstering the 

health care workforce, innovation around models of care, research to strengthen palliative 

care and end-of-life care, and better use of technology to ensure patient preferences are 

honored.” Taken together, these recommendations are an evidence-based, non-partisan effort to 

continue improving the way Americans live, grow old, manage chronic illness, and experience 

the end of life. 

 

The organizations begin by laying out what they see as the set of challenges to improving 

palliative care and end-of-life care in the United States. These include:  

 

 Addressing the shortage of health care providers who have been trained in palliative care 

and awareness of end-of-life issues.  

 Establishing quality measures that allow evidence-based care for people at the end-of-life.  

 Developing care models that innovate and improve patient experience, and ensuring that 

those models are quickly and widely disseminated.  

 Expanding research that continues to evaluate and improve clinical practice and health 
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care delivery. 

 Ensuring documentation, transfer, and easy access to patient care goals and medical 

records throughout all phases of life and care.  

 

Noting the pivotal role that the VA, HHS, and the 115
th
 Congress can play in addressing these 

challenges, the advocacy organizations propose a robust set of actions that they believe can move 

the US health care system forward in providing for seriously ill individuals and their families. 

These recommendations include:  

 

Workforce education and training: 

 

 Expand opportunities for interdisciplinary education and training in palliative care and 

end-of-life care through new education centers and career incentive awards for 

physicians, nurses, advanced practice nurses, social workers, and other health 

professionals.  

 Enhance existing health professions education programs by providing incentives to 

incorporate palliative care and hospice training, including training focused on care for 

individuals with cognitive impairment, significant physical or developmental disabilities, 

or serious mental illness.  

 Support reauthorization of nursing workforce programs under Title VIII of the Public 

Health Service Act (PHSA) and encourage the Health Resources and Services 

Administration (HRSA) to bolster education in hospice and palliative nursing from 

primary care to specialty level practice.  

 Strengthen the Geriatrics Health Professions Programs under Titles VII and VIII of the 

PHSA by reauthorizing and expanding the Geriatrics Workforce Enhancement Program 

(GWEP) and reauthorizing a freestanding Geriatric Academic Career Awards program 

(GACA) under Title VII.  

 Increase the number of residency slots funded by Medicare and ensure that the allocation 

of new residency slots aligns with identified workforce needs, including Hospice and 

Palliative Medicine and Geriatric subspecialties.  

 Encourage physician and interdisciplinary training programs under Graduate Medical 

Education (GME) to include hospice and palliative care and geriatrics curricula. 

 

Measures and models of care that improve quality: 
 

 Use a portion of the $75 million included in the Medicare Access and CHIP 

Reauthorization Act of 2015 (MACRA) to develop palliative care and end-of-life care 

quality measures for providers treating people with serious illness.  

 Revise the Consumer Assessment of Healthcare Providers and System program (CAHPS) 

to ensure consumer and family feedback on quality of care.  

 Direct the Department of Health and Human Services (HHS) to develop patient-centered 

quality measures that span care settings and take into account patient goals and 

preferences and the agreement of those with care plans and outcomes.  

 Harness the Beneficiary and Family Centered Care Quality Improvement Organizations’ 

expertise to improve the collection and honoring of patient preferences.  

 Expand the use of models of care shown to improve quality.  

 Expand and refine existing demonstrations and test new care models that offer concurrent 
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hospice and disease-directed care, expand access to palliative care, increase access to 

advance care planning, and improve patient-centered care for individuals with serious 

illness.  

 Adopt models of public-private partnership that increase access to palliative care and 

hospice for veterans. 

 

Research that strengthens palliative care and end-of-life care practice: 

 

 Enhance federal research in palliative care and end-of-life care to strengthen clinical 

practice and health care delivery and yield meaningful evidence for improving patient 

quality of life.  

 

Consistently honor patient wishes through improved information technology: 

 

 Direct the Office of the National Coordinator for Health Information Technology (ONC) to 

create a certified health electronic record technology (CEHRT) standard that requires an 

immediately accessible link to any advance care planning document within an electronic 

health record. 

 

While these recommendations are not new, the organizations point out that the new 

administration is uniquely positioned to advance improvements in palliative and end-of-life 

care. “This Administration has the opportunity to create a more patient-centered health care 

system that meets the needs of people with serious illness and their families. ... There is already 

bipartisan support in Congress for several bills that were introduced in the 114th Congress: The 

Palliative Care and Hospice Education and Training Act (PCHETA), the Care Planning Act, the 

Personalize Your Care Act 2.0, and the Compassionate Care Act.” 

 

Pew Charitable Trusts and the organizations joining in the document express their 

readiness to work with the new administration to promote policies that improve quality of 

life for seriously ill Americans and their families. (Pew Trusts, 2/21, 

www.pewtrusts.org/en/research-and-analysis/speeches-and-testimony/2017/02/pew-health-

groups-offer-policy-recommendations-for-end-of-life-care; 

www.pewtrusts.org/~/media/assets/2017/02/recommendations-to-the-administration.pdf) 

 

 

AUTHORS OFFER IDEAS FOR IMPROVING HOSPICE QUALITY  
 

Around 1.7 million Americans received hospice care in 2015, and the numbers continue to 

rise. An article in Journal of Palliative Medicine, “Practical Ideas for Improving the Quality of 

Hospice Care,” explores the current status of hospice care in the US, reviews the components of 

essential quality hospice care, and considers the fairness needed in patient mix and in measuring 

and enforcing standards. The authors close the article with a vision for hospice. 

 

As hospice enrollments have grown, so have the number and variety of organizations that 

exist to serve seriously ill patients. In recent years, for-profit hospices have rapidly 

overshadowed non-profit providers as the predominant site of end-of-life care in the United 

States. There are currently more than 4,000 Medicare-certified hospice providers nationwide, and 

http://www.pewtrusts.org/en/research-and-analysis/speeches-and-testimony/2017/02/pew-health-groups-offer-policy-recommendations-for-end-of-life-care
http://www.pewtrusts.org/en/research-and-analysis/speeches-and-testimony/2017/02/pew-health-groups-offer-policy-recommendations-for-end-of-life-care
http://www.pewtrusts.org/~/media/assets/2017/02/recommendations-to-the-administration.pdf
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more than two thirds of these are for-profit, compared with less than a third in the year 2000.  

 

Given the predominance and rapid growth of the for-profit sector in hospice care, say the 

authors, it is appropriate to note the difference in profit margins that exists between for- 

and non-profit organizations. “In 2013, all freestanding for-profit hospices in the U.S. had a 

Medicare profit margin of 15.7%, compared with 5.2% for freestanding not-for-profit hospices.” 

The authors identify one of the reasons that this significant gap in profit margin exists. “Some 

for-profit hospices provide a narrower range of services by less-skilled staff to a more select 

group of less-costly or more-profitable patients.”  

 

It would be easy to blame the ascendant for-profit hospice industry for shortfalls in quality 

of care. Yet, performance varies markedly within the for-profit sector. “For-profit status does 

not cause sub- optimal hospice care; poor organizational leadership does. The best-managed 

service companies not only generate financial profit, but also improve the quality of life in the 

surrounding community, creating what is known as ‘social profit.’ For-profit hospices can—and 

many do—provide excellent care and create social profit while still earning good financial 

returns.” 

 

Raising the standards of care across organizations, whether for- or non-profit, requires 

addressing the shortcomings of specific hospices. “Such reforms would have the crucial effect 

of helping hospice patients live as well as possible until death, regardless of the tax status of the 

agency that provides their care. These ends could be achieved,” says the article, “by refining 

regulatory standards for hospices and enforcing them in a targeted manner. Hospices that provide 

the highest quality care could continue doing their good work, whereas others would have a 

strong incentive to learn from the high performers’ examples.” 

 

In order to encourage the highest-performing hospices, and bring lesser-performing 

hospices along, it’s important to have quality standards to aim for. All hospice patients 

should have access to the four levels of care required by CMS: 

 

Routine Home Care: “Most hospices provide routine home care by enabling the nurse case 

manager to decide, in consultation with the patient and family, what personnel and supportive 

services are needed and how often those services should be delivered. Given that routine home 

care is not highly intensive, hospices generally do not skimp on this level of care. However, 

research shows that, compared with not-for-profit hospices, for-profit agencies spend less on 

home nursing visits during the last two days of life and employ fewer skilled staff members per 

patient.” 

 

Continuous Home Care: CHC is “for patients who need intensive services during a crisis 

period of 8–24 hours, consists of licensed nursing care supplemented by a home health aide or 

social worker. Even though CHC is reimbursed at the highest payment rate of the four care types, 

compensation may not fully reimburse staffing for the intensive level of care that the hospice 

must provide, making this level of care an appealing target for cuts by some organizations.” 

 

Inpatient Respite Care: A short-term stay in an inpatient facility “is intended to offer relief for 

the family caregiver. However, the payment rate does not cover all the costs of that respite 

period, encouraging some hospices to target respite care for cuts in services.” 
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General Inpatient (GIP) Care: GIP is for “hospice patients who need constant skilled nursing 

support. Many hospice programs provide a high level of GIP care in facilities they own or in 

leased units (or through other contractual arrangements) within hospitals. However, some 

hospices restrict access to GIP care by providing it in an inadequately staffed nursing home or by 

simply discharging patients to undergo acute treatment in a hospital under their Part A Medicare 

benefit.” For-profit hospices are more likely to provide inappropriately lengthy GIP stays, say the 

authors, instead of providing care at a more appropriate residential level. 

 

A key for improving hospice care across tax-status distinctions will be to ensure that all 

four levels of care are attended to and taken seriously. If they are, profit margins will not be 

allowed to outweigh patient outcomes. 

 

Crucially, hospices should treat all kinds of patients. While there is a temptation to cherry-pick 

the most profitable types of patients, this temptation can be reduced by monitoring and providing 

accountability for questionable disenrollment. 

 

Care standards should be equally applied across all hospices, with the same expectations 

for for-profit and non-profit hospices. “We believe that surveillance should be done, in person, 

at least every 2 years, and that site visits should be unannounced rather than conducted only in 

response to complaints. In addition, remote evaluation of performance data should occur on a 

routine schedule. Hospices performing below certification standards should be required to make 

improvements, submit to recertification, and undergo more intensive assessment until they 

consistently demonstrate satisfactory performance.” Targeted enforcement is likely to have the 

best outcomes, both increasing compliance and avoiding heavy-handed blanket policies 

that burden smaller organizations. (Journal of Palliative Medicine, 2/10, 

online.liebertpub.com/doi/abs/10.1089/jpm.2017.0016) 

 

 

HOSPICE AND END-OF-LIFE NOTES 

 

* Former secretaries of Health and Human Services Kathleen Sebelius and Tommy 

Thompson offer their views on how to improve care at the end of life. Advice includes: 

Emphasize planning for the inevitable; refine Medicare coverage; measure the effectiveness of 

end-of-life care; train more clinicians in palliative care; and get community input on better 

models of care. (STAT, 2/24, https://www.statnews.com/2017/02/24/end-of-life-care-

improvements/) 

 

* What part of “Do Not Resuscitate” do you not understand? Even when a DNR order is 

present, many emergency workers will go ahead if a family member wants resuscitation. (Iris 

Project, 2/15, www.theirisproject.net/blog/what-part-of-do-not-resuscitate-dont-we-understand) 

 

* Patient videos can help clarify end-of-life wishes when it matters the most. “Adding a 

patient-made video to information in end-of-life forms helps physicians correctly interpret 

patients’ directives, according to a study published online February 17 in the Journal of Patient 

Safety.” (Medscape, 2/22, www.medscape.com/viewarticle/876063) 

 

* Oscar-nominated short documentary, Extremis, raises awareness of end-of-life issues. 

http://online.liebertpub.com/doi/abs/10.1089/jpm.2017.0016
http://www.theirisproject.net/blog/what-part-of-do-not-resuscitate-dont-we-understand
http://www.medscape.com/viewarticle/876063
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“Dan Krauss’s quietly powerful Academy Award-nominated documentary, Extremis (available to 

stream on Netflix), grants us respectful access to intimate scenes of family members grappling 

with end-of-life decisions at Oakland’s Highland Hospital. As gripping as these real-life 

dilemmas are, the viewer retains an emotional distance that allows for reflection and 

conversation.” (KQED, 2/22, ww2.kqed.org/arts/2017/02/22/dan-krauss-oscar-nominated-

extremis-faces-end-of-life-decisions/) 

 

* Since the turn of the century, the share of Medicare spending for California patients at 

the end of life has decreased – from 19.1% in 2000 to 13.9% in 2014. (California Healthline, 

2/21, californiahealthline.org/multimedia/medicare-end-of-life-spending-over-time/) 

 

* Depression and anxiety are widespread among hospice caregivers. Recent research 

indicates that from 25-33% of caregivers suffer with moderate to severe depression, and exhibit 

symptoms of anxiety. Those most at risk are younger caregivers. “Being married and caring for a 

patient with a diagnosis other than cancer were depression-specific risk factors. The only 

anxiety-specific risk factor was geographic location, with greater anxiety for caregivers living in 

the Southeast versus those in the Midwest.” (JPM, 12/2016, 

online.liebertpub.com/doi/abs/10.1089/jpm.2016.0372; Physician’s Briefing, 2/20, 

www.physiciansbriefing.com/Article.asp?AID=719690) 

 

* The community of LGBT seniors is predicted to surge in the coming years. Are hospitals 

and nursing homes ready? LGBT individuals bring “with them a set of unique physical and 

mental health issues you'll have to account for...” (McKnight’s, 2/21, www.mcknights.com/daily-

editors-notes/theres-another-tsunami-coming-you-probably-havent-thought-

about/article/638734/) 

 

* Is it possible to be a healthy person, and to be dying? One physician writes of his 

experience with a patient and what she taught him. “Mimi isn’t the only person in that room with 

cancer, but she is surely the sickest. And yet,” he continued, to nods all around, “she is also the 

healthiest of any of us.” (KevinMD, 2/20, www.kevinmd.com/blog/2017/02/can-dying-patient-

healthy-person.html) 

 

* Most of us got sex education. Isn’t it time for us to make education about death 

universal?  One writer in New York Times proposes that death education is taught in all schools. 

“I see this curriculum as a civic responsibility.” (New York Times, 2/18, 

www.nytimes.com/2017/02/18/opinion/sunday/first-sex-ed-then-death-ed.html?smid=tw-

share&_r=1) 

 

* A West Virginia end-of-life registry promises to help state residents die on their own 

terms. “Most Americans say they want to die at home. But without the right paperwork, many 

end up living out their final days in institutions or hospitals. The West Virginia e-Directive 

Registry is trying to change that.” (WV Public Broadcasting, 2/21, wvpublic.org/post/end-life-

registry-helps-patients-die-home#stream/0) 

 

* Can virtual reality (VR) help provide comfort at the end of life? A new VR experience, 

“When We Die” seeks to help all of us let go and more fully accept our own mortality. 

(Engadget, 2/23, www.engadget.com/2017/02/23/death-and-dying-in-vr/) 

 

https://ww2.kqed.org/arts/2017/02/22/dan-krauss-oscar-nominated-extremis-faces-end-of-life-decisions/
https://ww2.kqed.org/arts/2017/02/22/dan-krauss-oscar-nominated-extremis-faces-end-of-life-decisions/
http://californiahealthline.org/multimedia/medicare-end-of-life-spending-over-time/
http://online.liebertpub.com/doi/abs/10.1089/jpm.2016.0372
http://www.physiciansbriefing.com/Article.asp?AID=719690
http://www.mcknights.com/daily-editors-notes/theres-another-tsunami-coming-you-probably-havent-thought-about/article/638734/
http://www.mcknights.com/daily-editors-notes/theres-another-tsunami-coming-you-probably-havent-thought-about/article/638734/
http://www.mcknights.com/daily-editors-notes/theres-another-tsunami-coming-you-probably-havent-thought-about/article/638734/
http://www.kevinmd.com/blog/2017/02/can-dying-patient-healthy-person.html
http://www.kevinmd.com/blog/2017/02/can-dying-patient-healthy-person.html
http://www.nytimes.com/2017/02/18/opinion/sunday/first-sex-ed-then-death-ed.html?smid=tw-share&_r=1
http://www.nytimes.com/2017/02/18/opinion/sunday/first-sex-ed-then-death-ed.html?smid=tw-share&_r=1
http://wvpublic.org/post/end-life-registry-helps-patients-die-home#stream/0
http://wvpublic.org/post/end-life-registry-helps-patients-die-home#stream/0
http://www.engadget.com/2017/02/23/death-and-dying-in-vr/
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* Dr. Ronald Epstein is interviewed by MedPage Today about what it means to give patients 

bad news with compassion, clarity, and even hope. The in-depth video discussion is available 

for online viewing. (MedPage Today, 2/22, 

www.medpagetoday.com/PrimaryCare/Geriatrics/63324) 

 
* The Washington Post published, “No one wants to think about losing a parent. But not 

planning for it makes it worse.” The article explores Stephanie Kanowitz’s experience with her 

frail and aging mother. Kanowitz offers advice on addressing legal documents, financial 

planning, and where to live. (Washington Post, 2/21, 

https://www.washingtonpost.com/lifestyle/on-parenting/how-to-make-talking-about--and-

planning-for--a-parents-end-of-life-care-easier/2017/02/20/0ce0caac-ec99-11e6-9973-

c5efb7ccfb0d_story.html?tid=sm_tw&utm_term=.8b62088cfc5e) 

 

 

PALLIATIVE CARE 

 

* Dr. Jessica Zitter was interviewed in a podcast posted by GeriPal. “Jessica Zitter is the 

author of ‘Extreme Measures: Finding a Better Path to the End of Life’... and is featured in the 

short documentary Extremis, available on Netflix and nominated for an Oscar.” (GeriPal, 2/20, 

www.geripal.org/2017/02/jessica-zitter-on-palliative-care-in-icu.html) 

 

* How can we increase the use of palliative care in Medicare? “Expanding access to palliative 

care should be a key policy priority given the growing body of evidence that suggests that 

palliative care both improves patient outcomes and limits costs.” (Health Affairs, 2/13, 

healthaffairs.org/blog/2017/02/13/how-can-we-increase-the-use-of-palliative-care-in-medicare/) 

 

* Dying patients who receive palliative care visit the ER less. “Community-based palliative 

care… was associated with a 50 percent reduction in emergency department visits for patients in 

their last year of life.” (EurekAlert, 2/21, www.eurekalert.org/pub_releases/2017-02/acoe-

dpw022117.php) 

 

* An article in Healthcare Dive explores the benefits and value of palliative care. “Efforts to 

improve palliative care are growing as both providers and payers struggle to control costs and 

provide quality end-of-life care. A recent Kaiser Family Foundation report found roughly 25% of 

Medicare dollars are spent on beneficiaries in the last year of life for services including 

hospitalization, post-acute care and hospice.” (Healthcare Dive, 2/15, 

www.healthcaredive.com/news/palliative-care-healthcare-costs-investment/436065/) 

 

* Palliative care is a team sport. “Palliative care is a consultative service just as a cardiology or 

nephrology. Board certified physicians in hospice and palliative care treat pain, nausea, anxiety 

and a host of other symptoms.” Palliative care leaders bring skills in advance care planning, 

counseling on end-of-life issues and “not so end-of-life care.”(KevinMD, 2/19, 

www.kevinmd.com/blog/2017/02/palliative-care-team-sport.html) 

 

* A study published in Research in Gerontological Nursing considers the impact of the 

disruption of palliative care when a patient is discharged from the hospital. “Disruption in 

palliative care service on hospital discharge and nursing facility admission may result in high 

http://www.medpagetoday.com/PrimaryCare/Geriatrics/63324
http://www.geripal.org/2017/02/jessica-zitter-on-palliative-care-in-icu.html
http://healthaffairs.org/blog/2017/02/13/how-can-we-increase-the-use-of-palliative-care-in-medicare/
https://www.eurekalert.org/pub_releases/2017-02/acoe-dpw022117.php
https://www.eurekalert.org/pub_releases/2017-02/acoe-dpw022117.php
http://www.healthcaredive.com/news/palliative-care-healthcare-costs-investment/436065/
http://www.kevinmd.com/blog/2017/02/palliative-care-team-sport.html


 8 

symptom burden, poor communication, and inadequate coordination of care.” (Healio, 1/23, 

www.healio.com/nursing/journals/rgn/2017-1-10-1/%7B4c9c525d-9669-405e-9515-

eacfb498abd7%7D/hospital-palliative-care-teams-and-post-acute-care-in-nursing-facilities-an-

integrative-review) 

 

* Could snail venom provide relief from chronic pain? Studies suggest that this naturally 

occurring substance might be a replacement for opioid painkillers. (Engadget, 2/21, 

www.engadget.com/2017/02/21/snail-venom-provides-a-new-way-to-treat-chronic-pain/m) 

 

* “The Center to Advance Palliative Care announced the launch of three new Palliative 

Care Leadership Centers that will focus on home- and office-based care. The effort is 

designed to expand palliative care beyond the hospital setting and into the community.” (Healio, 

2/23, www.healio.com/hematology-oncology/palliative-care/news/online/%7B71bbc1a2-2925-

4754-937e-377c8fa2200d%7D/palliative-care-leadership-centers-expand-into-community-

setting) 

 

 

OTHER NOTES 

 

* As physicians begin to bill Medicare for end-of-life conversations, political rhetoric of 

“death panels” is re-emerging. “Rep. Steve King (R-Iowa) introduced a bill last month, the 

Protecting Life Until Natural Death Act, which would revoke Medicare reimbursement for 

the sessions, which he called a ‘yet another life-devaluing policy.’” (Kaiser Health News, 

2/15, khn.org/news/docs-bill-medicare-for-end-of-life-advice-as-death-panel-fears-

reemerge/) 

 

* Compassion & Choices, a “death with dignity” advocacy group, features a video 

about one man’s choice to end his own life with the help of physician aid in dying. An 

article in People shares the story of TJ Mutchler. The story includes a report on his farewell 

“party,” an interview with TJ, and responses of others to his decision. (People, 2/23, 

people.com/human-interest/inside-terminally-ill-mans-decision-to-die/) 
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