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CANCER PATIENTS OFTEN HAVE LIMITED KNOWLEDGE OF 

HOSPICE CARE 

 

As the US population ages in coming decades, cancer is projected to become the most 

frequent cause of death. Yet many cancer patients are not currently being educated about 

their end-of-life options. Research published in the Journal of Palliative Medicine reveals that 

this lack of hospice coverage for these patients with advance cancer might stem in some degree 

to a lack of awareness and education around hospice and end-of-life care issues among these 

who need it most.  
 

“Despite its many benefits, only 30%–40% of people in the United States die while under the 

care of a hospice program. … Moreover, the median length of stay in hospice is less than three 

weeks, indicating that many patients enroll late during the course of their illness and may not 

derive the full benefits of having hospice care.” While a lack of education around end-of-life 

issues cannot solely explain this low enrollment in hospice services, it is an important part 

of the picture. In order to find out how important a role patient education plays, researchers 

conducted semi-structured interviews with sixteen adult patients with less than a year to live, as 

well as seven of their caregivers.  
 

As a result of these interviews, researchers found that the study’s participants “had 

misunderstandings about hospice and perceived end-of-life (EOL) concerns such as fear of 

suffering, loss of dignity, and death, as well as lack of knowledge as the main barriers to 

hospice utilization.” The authors suggest that action should be taken “to educate patients and 

their families about hospice and to address their EOL concerns.” 

 

Researchers found that for many of those interviewed, hospice was viewed as a sort of 

“harbinger of death,” encouraging patients to accept death and stop struggling to stay 

alive. “Thus, patients and caregivers referred to hospice from a cognitive distance, often using 

downward comparisons to hypothetical others for whom hospice would be more relevant.” Many 

patients indicated a fear of hospice, saying that they view hospice as potentially a source of 

intrusion into the end-of-life process. 
 

Not surprisingly, patients who were interviewed tended to view the role of hospice as being for 

those who were at the very end of life. For them, hospice care meant that a person was 

actively dying. Most patients viewed hospice as providing comfort care, and some believed that 

hospice provides a counseling role. Some patients inaccurately believed that hospice assists with 

daily living issues and logistics. Others seemed to believe that hospice is most relevant for those 
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without family members to call on for support. Patient attitudes towards hospice depended on a 

number of factors, including concerns about suffering; loss of dignity, and death; and perceived 

understanding of hospice services. 
 

Concerns about Suffering 

 

For those with positive attitudes toward hospice, it was viewed as a supportive institution. 

They described hospice as ‘‘good safe place’’ for those who didn’t have enough support from 

family members. They spoke about the how it would be a “‘relief’ for family to know that their 

loved one’s care would be in good hands; and a ‘‘comfort’’ for help to reduce suffering and 

maintain dignity.” Patients with negative views of hospice expressed fear about the implications 

that hospice care brings. For example, ‘‘[Hospice] scares me, because it means death.’’ 

 

Perceived Understanding of Hospice Services 

 

Those who viewed hospice positively “reflected on good prior hospice experience (‘Everybody 

was so knowledgeable and nice’), whereas one person with a negative attitude reflected on poor 

prior experience (‘They promise a lot but nothing’s around.’).” On the other hand, those with no 

prior hospice experienced expressed more “neutrality” about hospice, and hoped to receive more 

information. 
 

Perceived Barriers to Hospice Utilization  
 

Perceived barriers to hospice utilization were related to knowledge and attitudes, and they 

highlighted three influencing factors: psychological barriers to projecting a need for hospice, 

perception of EOL care as a personal or family domain, and a lack of understanding about 

hospice. 

 

Researchers found that there are psychological barriers that often discourage patients from 

embracing hospice. These barriers tend to revolve around uncertainty (‘‘How do you know how 

long I’m going to live?’’), fear of giving up hope (‘‘Choosing hospice is giving up on 

treatment’’), and an aversion to acknowledging the reality of death (‘‘It is a scary benchmark to 

say hey, I am going to die’’). “One caregiver noted that family members might avoid contacting 

hospice ‘so they won’t put fear into the patient.’” 
 

End-of-life care is often viewed as a family domain, and hospice can be viewed as an 

intrusion.  “Several respondents suggested that patients may prefer to care for themselves or that 

family may provide support without the need for hospice... Some respondents voiced specific 

concerns about hospice staff interfering on patient and family privacy.” 

 

Despite all these barriers to embracing hospice care, researchers found that almost 

everyone they interviewed had at least one aspect of hospice care that they were interested 

in learning more about. One patient said, “Once you learn about something and you understand 

it, you lose your fear.’’ Patients generally wanted to learn more about “hospice logistics... 

including the range of services, locations of care, members of the hospice team, and 

frequency/length of home hospice visits.” Some were also interested in knowing about insurance 

coverage for hospice, and how to select the best provider.  Above all, patients were concerned 

about whether hospice would in fact meet the end-of-life needs of patients like them. 
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How would patients prefer to learn about hospice care? These interviews suggest that hospice 

can be a sensitive and even mysterious topic to have a conversation about. “Almost all 

respondents identified interest in reviewing information about hospice in brochure, video, 

or Internet format... for a gentle introduction, a broad picture, or an in-depth look into 

what hospice is actually like.”  
 

Most patients interviewed suggested that the best timing for learning about hospice care was 

early after receiving an advanced or terminal diagnosis. “Some of these respondents further 

suggested waiting for time to process the initial shock of diagnosis and to adjust to the treatment 

plan, or delaying more in-depth information until the patient’s health worsens.” However, some 

felt that hospice should not be addressed until death is imminent and “there are no other 

options.” Some felt that being informed early about hospice would “interfere with hope and 

quality of life.” 
 

The authors conclude by saying, “Patients with advanced cancer and their caregivers hold 

significant misperceptions regarding the role of hospice, which patients benefit from 

hospice care, and the extent of hospice services provided.” In spite of these barriers, everyone 

interviewed wanted more information about hospice. This research suggests that conversations 

about hospice are crucial to addressing patients’ end-of-life care concerns and making hospice 

more accessible to those who need it. (JPM, 5/30, 

online.liebertpub.com/doi/pdfplus/10.1089/jpm.2016.0104) 

 

 

POOR COMMUNICATION AND DENIAL PRESENT BARRIERS TO 

QUALITY END-OF-LIFE CARE 

 

Expensive cancer treatments are growing by leaps and bounds. Some individuals have 

more options for treatment than ever before. Yet many patients “are largely kept in the 

dark because their doctors either can’t or won’t communicate clearly.” At the same time, 

many patients join the conspiracy to keep themselves in the dark by avoiding what they don’t 

want to hear.  

 

An article in USA Today says, “Surprisingly, huge numbers of cancer patients lack basic 

information, such as how long they can expect to live, whether their condition is curable or 

why they’re being prescribed chemotherapy or radiation,” according to Dr. Rab Razzak, who 

serves as director of outpatient palliative medicine at Johns Hopkins Medicine in Baltimore. 

Razzak says that most oncologists probably don’t realize the extent to which their 

patients are clueless about their medical situation and options.  

 

As a result of this lack of patient education, people with advanced cancer often don’t have 

enough information to make informed care decisions. “Avoiding these issues is really 

irresponsible,” says Dr. Ira Byock, executive director of the California-based Institute 

for Human Caring of Providence Health & Services. 

 

It is often the case that terminally ill cancer patients are living in denial. Sometimes this is 

because they chose to be, but often it is due to a lack of good information coming to them 

http://online.liebertpub.com/doi/pdfplus/10.1089/jpm.2016.0104
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from their own physicians. “In a study published last year in the Journal of Clinical 

Oncology, only 5 percent of cancer patients with less than six months to live had an 

accurate understanding of their illness. Thirty-eight percent couldn’t remember ever 

talking to their doctor about their life expectancy.” A 2012 study in the New England 

Journal of Medicine showed that many terminally ill patients believed they still had a chance 

to be cured, though their doctors certainly knew otherwise. 

 

Thanks at least in part to this lack of understanding, says the USA Today article, “Nearly 

one-third of cancer patients end up in the intensive care unit, or ICU, in the last month 

of life, according to the Dartmouth Atlas of Health Care.” Intensive care can be useful in 

saving the lives of the young and healthy, but it doesn’t make a positive impact on the lives 

of those with terminal cancer. Last-ditch heroics in the ICU can cause terrible suffering for 

patients and lasting trauma for their families.  

 

In this low-information context, it makes sense that while almost half of Americans use 

hospice care, most spend only a matter of days in hospice before dying. “The real 

question is, ‘How do these patients become overly optimistic about their prognosis and what 

part do physicians play in this?’” Dr. Mark Siegel asks, “‘What do physicians tell the 

patients? What are patients hearing?’”  

 

Sometimes, oncologists fail to inform their patients of their prognosis. Other times, patients 

are too overwhelmed to really process or accept the information. “Some doctors and patients 

enter into an implicit agreement to avoid talking about dying, a pact that researchers have 

described as ‘necessary collusion.’” New drugs that can occasionally extend lifespan have 

made these discussions even more difficult, since there is often a theoretical chance of 

extending life, however unlikely. 

 

When in doubt, doctors tend to err on the side of optimism. But this may not serve patients 

well, since it assumes that every patient will somehow “beat the odds.” In reality, most 

patients’ outcomes conform to the odds, and avoiding this reality can often have the effect of 

promoting denial and extending suffering.  

 

A recent study in the Journal of Oncology Practice revealed that oncologists spend less 

than 10% of their time with patients talking about prognosis. Researchers determined 

this through 128 recordings of doctors’ sessions with patients. “One doctor in the study 

obscured the news that a patient’s cancer had gotten worse by quickly transitioning to 

treatment choices. ‘The good news is there’s lots of other options here...’” Doctors in the 

study were also found to use technical medical terms that patients were unlikely to 

understand. Such jargon increased the odds that patients would not accurately grasp their 

prognosis.  

 

Unfortunately, doctors may be utterly rational in their preference to deliver good news. 

Despite the fact that people with cancer overwhelmingly say that they prefer their 

doctor to be honest with them, “cancer patients tend to prefer doctors who deliver 

optimistic messages, rating them as more compassionate and trustworthy, according to 

a 2015 study in JAMA Oncology.” Patients with the least accurate information about their 

prognoses – believing that chemotherapy can cure their intractable illness – are most likely to 

give their physician high marks for communication. 
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And even when doctors are blunt and honest, patients aren’t always ready to hear it. 
“‘What doctors say and what patients hear are very different,’” says Dr. Leonard Saltz, chief 

of the gastrointestinal oncology service at New York’s Memorial Sloan Kettering Cancer 

Center. “‘There are coping mechanisms that help people get through the day by simply not 

hearing that they’re going to die.’” Oncologists say that they struggle to provide accurate 

information without scaring their patients away, to seek out a more palatable opinion. If 

doctors aren’t careful, “patients will go out the door and see another doctor who will 

tell them what they want to hear,” Saltz says. (USA Today, 6/9, 

www.usatoday.com/story/news/2017/06/09/kaiser-how-long-have-got-doc-why-many-

cancer-patients-dont-have-answers/102518488/) 

 

 

HOSPICE AND END-OF-LIFE NOTES 

 

 

* The National POLST Paradigm is hosting numerous free webinars on the use of POLST 

in various healthcare settings. The webinar on “Hospice POLST Toolkit Webinar” is on 

June 13. One of the presenters is Kandyce Powell, the Executive Director of the Maine 

Hospice Council and Center for End of Life Care. Recordings of this webinar, along with the 

others, are available to listen to as well. (National POLST Paradigm, 

http://polst.org/toolkit/?pro=1) 

 

* Legacy therapists are helping dying patients share their stories with their families. 

Therapists listen to patients, ask questions, and draw out {the parts of their story that have to do 

with meaning and purpose and relationships so that they can leave the legacy they want.” 

(Sacramento Bee, 6/6, www.sacbee.com/news/local/article154520534.html) 

 

* A photojournalist, and daughter of two dying parents, captures beautifully the last days 

of her parents, as they battled cancer side-by-side. “By confronting what I feared most, using 

my camera as my shield,” says Nancy Borowick, “I was able to move past the trauma that I 

anticipated and truly enjoy the time we had left together.” (NPR, 6/4, 

www.npr.org/sections/health-shots/2017/06/04/527574473/our-last-year-together-what-my-

camera-captured-as-my-parents-died-of-cancer) 

 

* How does hospice really work? Alia Hoyt offers some helpful information about what 

hospice care is – and isn’t. She clarifies common misconceptions about hospice, such as the idea 

that hospice is primarily for cancer patients. (How Stuff Works, 6/2017, 

health.howstuffworks.com/medicine/healthcare/hospice.htm) 

 

* A man in California has been convicted of using a hospice to commit tax fraud. The man 

“was sentenced on Tuesday to 18 months in prison and ordered to pay just under half a million 

dollars in restitution after he used a hospice company to commit tax fraud.” (SFGate, 6/6, 

www.sfgate.com/news/article/Pleasanton-man-used-hospice-company-for-tax-fraud-

11201208.php) 

 

* When a family member dies at home, caregivers end up as the walking wounded. “While 

they’re paying their loved ones’ extraneous expenses—and often essential ones as well—they’re 

http://www.usatoday.com/story/news/2017/06/09/kaiser-how-long-have-got-doc-why-many-cancer-patients-dont-have-answers/102518488/
http://www.usatoday.com/story/news/2017/06/09/kaiser-how-long-have-got-doc-why-many-cancer-patients-dont-have-answers/102518488/
http://www.sacbee.com/news/local/article154520534.html
http://www.npr.org/sections/health-shots/2017/06/04/527574473/our-last-year-together-what-my-camera-captured-as-my-parents-died-of-cancer
http://www.npr.org/sections/health-shots/2017/06/04/527574473/our-last-year-together-what-my-camera-captured-as-my-parents-died-of-cancer
http://health.howstuffworks.com/medicine/healthcare/hospice.htm
http://www.sfgate.com/news/article/Pleasanton-man-used-hospice-company-for-tax-fraud-11201208.php
http://www.sfgate.com/news/article/Pleasanton-man-used-hospice-company-for-tax-fraud-11201208.php
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depleting their own savings... And during this time, even for a relative on hospice care, they 

seldom receive enough support from an outside source to relieve the burdens they carry. And 

while some hospice organizations may do an excellent job of supporting the family, others do 

not. The relative is left to carry the burden alone, sometimes at terrible emotional cost.” (Benefits 

Pro, 6/8, www.benefitspro.com/2017/06/08/caregivers-wounded-in-more-ways-than-one-when-

rela?slreturn=1497239433) 

 

* Alzheimer’s cases in the US are predicted to triple by 2050. There’s never been a greater 

need for providing support to caregivers. “...While eight in 10 caregivers agreed that it ideally 

‘takes a village’ to care for someone with Alzheimer's or dementia, more than 80 percent said 

they had insufficient help from other family members. Almost two-thirds of caregivers said they 

felt isolated or alone, and roughly half said they had no one with whom to discuss their 

hardships.” (HealthDay, 6/1, consumer.healthday.com/cognitive-health-information-

26/alzheimer-s-news-20/making-the-best-of-it-families-face-the-heavy-burden-of-alzheimer-s-

723294.html; Home Health Care News, 6/5, homehealthcarenews.com/2017/06/respite-care-

needed-to-limit-burdens-on-family-caregivers/) 

 

* “Death doulas” are helping spread conversations about end-of-life wishes. “Around 200 to 

300 people apply every year to join the Doula Program as volunteers,” says Amy Levine, 

executive director of the Doula Program to Accompany and Comfort. “Only about a dozen are 

admitted every application cycle.” Janie Rakow, president of the nonprofit International End of 

Life Doula Association, says being a doula is “profound work.”  

 (Huffington Post, 6/5, www.huffingtonpost.com/entry/end-of-life-

doulas_us_591cbce2e4b03b485cae51c2) 

 

 

PALLIATIVE CARE NOTES 

 

* The number of palliative care apps targeting physicians has grown dramatically in the 

last five years. In 2012, there were only six such apps. Today, there are at least 46. However, 

many of these apps do not report enough information for clinicians to judge the evidence upon 

which the apps are based. (JPM, 5/30, 

online.liebertpub.com/doi/pdfplus/10.1089/jpm.2017.0070) 

 

* Palliative care treatment helps patients with incurable cancer to cope. “Early integrated 

palliative care for patients with newly diagnosed incurable cancer increase their use of active 

coping strategies that lead to improvements in quality of life (QOL) and depression, investigators 

from Harvard Medical School and Massachusetts General Hospital in Boston reported at the 

2017 American Society of Clinical Oncology (ASCO) Annual Meeting.” (Oncology Nurse 

Advisor, 6/4, www.oncologynurseadvisor.com/asco-2017/quality-of-life-in-incurable-cancers-

improved-via-palliative-care/article/666235/) 

 

* Palliative care is “a pathway to value-based care for nursing homes,” says Diane E. 

Meier, MD. “Nursing homes that integrate palliative care can build a track record of high quality 

care and low rates of readmission and emergency department use that will position them for 

success as reliable partners to the clinicians and the hospitals in the community.” (McKnight’s, 

6/5, www.mcknights.com/blogs/palliative-care-a-pathway-to-value-based-care-for-nursing-

homes/article/666257/) 

http://www.benefitspro.com/2017/06/08/caregivers-wounded-in-more-ways-than-one-when-rela?slreturn=1497239433
http://www.benefitspro.com/2017/06/08/caregivers-wounded-in-more-ways-than-one-when-rela?slreturn=1497239433
https://consumer.healthday.com/cognitive-health-information-26/alzheimer-s-news-20/making-the-best-of-it-families-face-the-heavy-burden-of-alzheimer-s-723294.html
https://consumer.healthday.com/cognitive-health-information-26/alzheimer-s-news-20/making-the-best-of-it-families-face-the-heavy-burden-of-alzheimer-s-723294.html
https://consumer.healthday.com/cognitive-health-information-26/alzheimer-s-news-20/making-the-best-of-it-families-face-the-heavy-burden-of-alzheimer-s-723294.html
http://homehealthcarenews.com/2017/06/respite-care-needed-to-limit-burdens-on-family-caregivers/
http://homehealthcarenews.com/2017/06/respite-care-needed-to-limit-burdens-on-family-caregivers/
http://www.inelda.org/
http://www.inelda.org/
http://www.huffingtonpost.com/entry/end-of-life-doulas_us_591cbce2e4b03b485cae51c2
http://www.huffingtonpost.com/entry/end-of-life-doulas_us_591cbce2e4b03b485cae51c2
http://online.liebertpub.com/doi/pdfplus/10.1089/jpm.2017.0070
http://www.oncologynurseadvisor.com/asco-2017/quality-of-life-in-incurable-cancers-improved-via-palliative-care/article/666235/
http://www.oncologynurseadvisor.com/asco-2017/quality-of-life-in-incurable-cancers-improved-via-palliative-care/article/666235/
http://www.mcknights.com/blogs/palliative-care-a-pathway-to-value-based-care-for-nursing-homes/article/666257/
http://www.mcknights.com/blogs/palliative-care-a-pathway-to-value-based-care-for-nursing-homes/article/666257/
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* A documentary on pain and the role of opioids has aired on many public television 

stations. But the doctor behind it has “significant financial ties to the manufacturers of 

opioid medications — a fact not disclosed in the program.”  The documentary - “The Painful 

Truth” - “chronicles the plight of several patients struggling to find effective treatment for 

chronic pain. Throughout the 57-minute-long program, politicians, federal agencies, and others 

are depicted as having overreacted to the epidemic of opioid-related overdoses; the documentary 

suggests pain specialists have been discouraged from prescribing opioids to patients who 

genuinely need them.” (STAT, 3/24, www.statnews.com/2017/03/24/pain-documentary-public-

television/) 

 

 

OTHER NOTES 

 

* A case that considers physician-assisted suicide in Massachusetts will move forward 

after a judge rejects dismissal. “A case that questions whether or not Massachusetts 

physicians should be allowed to provide medical aid to dying patients will move forward 

after a superior court judge rejected a motion to dismiss.” (WBJournal, 6/7, 

www.wbjournal.com/article/20170607/NEWS01/170609955)  
 

* A physician-assisted suicide bill has advanced out of a house committee in the state of 

Delaware. “A House committee signed off on the proposal from Rep. Paul Baumbach (D-

Newark) along a party line vote – even though some Democrats say they still have concerns 

and won't vote for the bill in its current form.” (Delaware Public Media, 6/7, 

delawarepublic.org/post/physician-assisted-suicide-bill-advances-out-delaware-house-

committee) 

 
Thanks to Katherine Lally for contributions. 

 

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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