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Objectives
• Review evidence from randomized trials
demonstrating benefits of early palliative care in
advanced cancer
• Discuss barriers that prevent implementation of
early palliative care and ways to overcome them
• Discuss models for integrating palliative care into
cancer care

Contemporary definition of palliative care
Palliative care is an approach that improves the quality of life of patients

and their families facing the problem associated with life-threatening
illness, through the prevention and relief of suffering by means of early

identification and impeccable assessment and treatment of pain and
other problems, physical, psychosocial and spiritual.

WHO, 2002

Where is the evidence?

• 22 RCTs, 19 including patients
with cancer

• Many were underpowered

• Strong evidence for family
satisfaction with care

• Challenges with recruitment,
attrition, and co-intervention

• 4/13 studies assessing QOL had
significant results

• None specifically assessed
early palliative care in patients
with cancer

• Early PC: telephone problem-solving intervention by APNs
• 322 pts, newly-diagnosed advanced GI, GU, lung, breast ca, prognosis 1 yr
• outcomes FACIT-Pal*, ESAS, CES-D (every 3 months)
• Results: improved QOL, mood, but not symptom intensity or reduced days
in hospital, ICU, emergency department

• Early PC: palliative care team (MD and APN)
• 151 pts, newly-diagnosed advanced non-small cell lung
cancer, ECOG 0, 1, 2
• Outcomes: FACT-Lung*, HADS, PHQ-9 at 12 weeks
• Results: improved QOL, mood; longer survival (11.6 vs. 8.9
months), despite less aggressive treatment

• Early pc: palliative care team (MD and nurse)
• 461 patients, GU, GI, breast, gyne, lung cancer
• prognosis 6-24 mo, ECOG 0,1,2
• Outcomes: FACIT-Sp*, QUAL-E, FAMCARE-P, ESAS, CARES-MIS
• Results: improved QOL (QUAL-E at 3 mo, both at 4 mo),
satisfaction with care (3 and 4 mo), symptom control (4 mo)

Further Oncology Early Palliative Care trials
•

Bakitas et al. J Clin Oncol 2015 (early vs delayed pc)

•

Maltoni et al. Eur J Cancer 2016 (pancreatic cancer: early vs “on
demand” pc)*

•

El-Jawahri et al. JAMA 2016 (hematological ca, hospitalized for stem cell
transplantation)*

•

Temel et al. J Clin Oncol 2016 (non-colon GI, lung)*

•

Groenvold et al. Palliat Med 2017 (early pc vs. standard care, solid
tumours)

•

Vanbutsele et al. Lancet Oncol 2018 (early pc vs standard care
including PSO; solid tumours)*

*positive QOL outcome
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Non-cancer palliative care trials
• Higginson et al, An integrated palliative and respiratory care service for patients with advanced
disease and refractory breathlessness: a randomised controlled trial. Lancet Respir Med. 2014
• n=105, pos. outcome for “mastery of breathlessness”
• Chan et al. Enhanced Psychosocial Support for Caregiver Burden for Patients With Chronic Kidney
Failure Choosing Not to Be Treated by Dialysis or Transplantation: A Pilot Randomized Controlled
Trial. Am J Kidney Dis. 2016
• n=29 pairs, pos. outcome for caregiver burden and anxiety (1,3mo)
• O'Donnell et al. Social Worker-Aided Palliative Care Intervention in High-risk Patients With Heart
Failure (SWAP-HF): A Pilot Randomized Clinical Trial. JAMA Cardiol. 2018
• n=50, pos. outcome for documenting ACP and understanding prognosis
• Brännström et al. Effects of person-centred and integrated chronic heart failure and palliative
home care. PREFER: a randomized controlled study. Eur J Heart Fail. 2014
• n=72, pos. outcome for QOL, rehospitalisations
• [Freeman et al. Impact of a transplant clinic on symptoms for patients awaiting lung
transplantation. J Heart Lung Transplant. 2016]
• n=115, pos. outcome for cough, sleep

• 43 RCTs, 30 including patients with cancer
• Meta-analysis (12 trials)
• Statistically and clinically significant improvement in patient QOL and
symptom burden at 1-3 mo
• No association between palliative care and survival

• Narrative synthesis
• Palliative care consistently associated with improvements in advance care
planning, patient and caregiver satisfaction, and lower health care
utilization

ASCO Clinical Guideline
Combined standard oncology care and palliative care should be
considered early in the course of illness for any patient with
metastatic cancer and/or high symptom burden.
ASCO Provisional Opinion
Smith et al. J Clin Oncol 2012

Inpatients and outpatients with advanced cancer should
receive dedicated palliative care services, early in the disease
course, concurrent with active treatment.
ASCO Clinical Guideline
Ferrell et al. J Clin Oncol 2017

Qualitative study: Patient/Caregiver Experiences
•

Prompt, personalized symptom management
“ You’re never panicked really about the pain, because you know you’ve got somebody
there that’s going to help you deal with it ”

•

Holistic support of patients and caregivers
“ Well I can say anything pretty well to [palliative care physician], I can say anything -- if
something is really bothering me, I can say it to her. ”

•

Guidance in decision-making
“ …there are many things that happened along the way that [we] might not have been able
to deal with unless we had [pcp’s] knowledge, or his expertise, or his suggestion or advice”

•

Preparation for the future
“ It’s just such an unknown and to have it explained as nicely as it was by [pc physician], it
was very good ”

Hannon et al. Palliat Med. 2016

*40 patients and caregivers in EPC intervention arm

Ongoing trials
• ClinicalTrials.gov: “early palliative care”
• 94 entries (45 North America, 28 Europe)
• Other countries: Brazil, China, South Korea, Rwanda
• + 7 in Australia from ANZCTR

• Cancer: Lung, GI, Esophageal, HCC, Gastric/pancreatic, Stem cell
transplant, Gynaecologic, Breast, Leukemia
• Non-cancer: COPD, cirrhosis, renal failure, CHF, HIV

Barriers to implementing
early palliative care
• Public and professional misconceptions

• Workforce
– Palliative care physicians in short supply
– Insufficient training in palliative care: medical school and residency

• Inequitable access
– Patients who need palliative care are not necessarily those who
receive it
– Wide differences between and within nations and regions
Ahmed et al. Palliat Med, 2004; Auditor General of Ontario, 2014;
Knaul et al. Lancet, 2017

Surveyed Canadian Medical, Radiation and Surgical Oncologists
•

response rate >70%

•

85% referred “usually” or “always”, but 1/3 referred only after stopping all treatment

Factors influencing early referral (at diagnosis or during chemo):
• Satisfaction with availability of PC service
• Acceptance by PC service of patients on chemotherapy
• Completing a rotation in palliative care
• 1/3 agreed they would refer earlier if palliative care was renamed supportive care

71 patients and caregivers
- semi-structured interviews after the trial
- asked about perceptions of pc
Initial perceptions
Sources of these perceptions
Change in perceptions

Perceptions of Palliative Care
Initial perceptions:

After receiving early pc:

• “There’s no real meaning besides
death”
• “No hope left”
• “A place to die”
• “Laying in bed and waiting”
• “Scares me a bit. ... Even though I don’t
really know what it is.”

• “it’s an ongoing care and I’m very grateful to have it”
• “just in my own head, just to make me feel more
comfortable, I referred to her as my ‘medication specialist’”

Sources of perceptions:
• Medical system
• Media

Zimmermann et al. CMAJ 2016

71 patients/caregivers participating in EPC trial

• “I don’t tell people I’m seeing somebody in palliative care.
... They may just get so scared they walk away”
• “Somehow I can’t equate what I experienced with her as
palliative”

Reframing and/or renaming :
• “[My impression has changed] of what the team does,
yes, but not what palliative care is. What the team does,
yes, and that’s why they should change the name.”
• “That shell of meaning that surrounds palliative care has
to somehow change…”

Mixed Messages about Palliative Care

Canadian Virtual Hospice
What is palliative care?
Palliative care is a type of health care for
patients and families facing lifethreatening illness. Palliative care helps
patients to achieve the best possible
quality of life right up until the end of
life. Palliative care is also called end-oflife, or comfort care.

Palliative care is a type of health care for
patients and families facing life-limiting
illness. Palliative care helps patients to
achieve the best possible quality of life right
up until the end of life. Palliative care is
sometimes considered end-of-life care, with a
main focus on comfort. However, it is
increasingly recognized that a palliative
approach, as part of health care is beneficial
early on in serious and chronic illness.

http://www.virtualhospice.ca/en_US/Main+Site+Navigation/Home.aspx

Survey of Palliative Care Physicians about EPC
(identified by CSPCP; response rate 71% = 531/746)

• Characteristics of PPC (52%) and SPC (48%: received referrals; did
not see only their own pts)
• SPC more likely to provide mainly cancer care (84% vs. 65%)
• PPC more likely to practice in rural settings (24% vs 6%)
• 23% SPC and 2% PPC had accredited palliative care training; 53% SPC and
44% PPC had some form of other training in palliative care
• PPC provided pc mainly from their offices; 45% provided home pc and
68% provided on call coverage (vs 86%)
• Half (both groups) felt they had sufficient resources to deliver early
palliative care

Palliative care physicians’ opinions re: EPC

* p<0.0001

Specialized palliative care physicians (SPC)
• 20% SPC received early referrals (>6-months prognosis)
• SPC physicians receiving early referrals
• more likely to be female (p=0.02) and have a postgraduate degree (p=0.02)
• less likely to provide mainly cancer care (p=0.03) and to agree that patients
should stop chemotherapy before referral (p=0.009)

Where do we stand internationally?

Clark et al. World Map of Palliative Care Development, 2012

Primary PC: Family Physician Involvement
•

Wide range of involvement internationally in
palliative care
–
–

•

UK, Netherlands, Australia: 75-85% of GP/FPs involved in
palliative care
Canada, Denmark, Japan: <50%

Varies by setting
–

Rural>>Urban

Rubin et al, The expanding role of primary
care in cancer control.
Lancet Oncol, 2015

Survey of GPs/FPs in Central LHIN
• 295 surveys (response rate 22%)
– 34% engaged in some home palliative care
• Median monthly caseload 2 patients

– 26% engageable, 40% not engageable

• Engageable: younger, placed greater value on
better remuneration
• Nonengageable: barriers = time, interest in
home pc and emotional concerns about
death/dying
Malik et al, J Palliat Care, 2017

Models of Palliative Care
Integration

Time-Based
Canadian Hospice Palliative Care Association, 2002
Model
Disease-directed therapy
Bereavement
Palliative care
Diagnosis

Patient’s death

Hawley PH. J Pain Symptom Manage. 2014 Jan;47(1):e2-5

Setting-based model of palliative care
integration

Kamal, A.H., et al., J Pain and Symptom Manage. 2013

Provider-based model

Quill and Abernathy. Generalist plus specialist palliative care - Creating a more sustainable model.
N Engl J Med 2013

Provider-based Models of Early
Palliative Care in Oncology

Bruera and Yennurajalingam
The Oncologist 2012;17:267-273

Provider-based
model
Primary
Tertiary
Palliative
Palliative
Care
Care
Patient
and
Family
Secondary
palliative care

• Standardised Care
Pathways
• Referral Guidelines
• Collaboration
• Mentorship

Conclusions
• There is sufficient evidence for tertiary EPC in cancer
• Need more evidence in non-cancer, and for primary and
secondary pc provision, and triaging to move between
levels
• Main barriers to EPC integration are from within the
medical system
• Education and training are key

Thank you!
PM palliative care research and
clinical team

Rose Chair in Supportive Care, Faculty
of Medicine, University of Toronto

Medical oncologists at PM

PM Foundation

Patients and families
participating in research

Ontario Ministry of Health and Long
Term Care

Questions
• The name “palliative care”: is it problematic?

• Stigma around palliative care: how to address?
• Evidence for palliative care: is it enough? Do we need evidence for every disease?
• Primary palliative care: how do we increase capacity?
• How does palliative care integration work in your centre?

Delphi survey
47 experts on integration: indicators of PC and oncology integration for
cancer centres of 100 beds or more

Hui et al. Ann Oncol. 2015 Sep;26(9):1953-9

