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PALLIATIVE CARE

A. Introduction
Palliative care is “an approach that improves the quality of life of patients and their families facing the
problems 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.”1
As illustrated in Figure 1, the World Health Organization’s Public Health Strategy includes palliative care as
one of the four key components, or pillars, of comprehensive cancer care, along with primary prevention,
early detection and curative treatment. It has developed guidelines for governments on how to implement
national palliative care programs and national cancer control programs.
Figure 1: The Four Key Components of Comprehensive Cancer Care2

This chapter addresses how to integrate palliative care into cancer services at both the individual patient and
hospital levels.

B. CLINICAL SERVICES
1. MODELS
Traditionally, palliative care services have been aligned with care at the later stages of a patient’s cancer
journey, as illustrated in Figure 2 - Model A. In these later stages, all active cancer treatments have usually
been exhausted and palliative care is essentially end-of-life care, typically provided by hospital inpatient and
community-based hospice services. It is, however, now recognized that cancer patients have a myriad of physical,
psychological, social, functional and spiritual challenges at all stages of their illness, and that palliative care
should begin much earlier and in tandem with active cancer treatments, as illustrated in Figure 2 - Model B.3,4
Figure 2: Palliative Care and the Disease Course5
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Several randomized controlled trials have demonstrated the benefits of early palliative care. Temel et al.
(2010) assigned patients with newly-diagnosed metastatic non-small cell lung cancer to either standard
oncology care or to standard oncology care plus early palliative care. They found that the early palliative care
group experienced a better quality of life and mood, less aggressive care at the end-of-life and prolonged
survival.6 Bakitas et al. (2009) and Zimmermann et al. (2014) also found that patients who receive early
palliative care experience an improved quality of life and satisfaction with care, compared with those who
receive standard oncology care alone.7,8
The American Society of Clinical Oncology’s clinical practice guideline recommends that “inpatients and
outpatients with advanced cancer should receive dedicated palliative care services, early in the disease
course, concurrent with active treatment.”9

2. LEVELS
There are three basic levels of palliative care services for patients with advanced cancer and their families:
• Primary: community-based care provided by general practitioners and family physicians.
• Secondary: more complex care incorporating symptom management directly related to cancer or its
treatments. This care is provided mainly in hospitals or cancer centres by oncologists, in conjunction with
primary and tertiary palliative care providers.
• Tertiary: specialized care to address the most complex needs of patients, provided by specialist palliative
care providers working as part of an interdisciplinary team. This specialist-level care should be available
at all stages of illness and in all settings, to provide consultant-level advice to secondary and primary care
providers.10
It is important that every clinician working within an oncology setting be proficient in the core palliative care
skills outlined in Table 1.
Table 1: Core Palliative Care Skills11

Tertiary palliative care is provided to patients who have more complex care needs – such as physical, social,
psychological or spiritual needs – that do not respond to simple, established care protocols. Patients with
complex palliative care needs represent a variable, but minor proportion of individuals living with a lifelimiting illness, but represent a significant number of patients with advanced cancer. These patients usually
require highly-individualized care plans that should be developed, implemented and evaluated by skilled
specialist practitioners, in partnership with primary care providers and oncology teams.10,12,13 Although mostly
limited to tertiary medical centres, some services have the ability to provide tertiary palliative care to patients
at home or in community-based palliative care units.
Bereavement support for caregivers and families is a core component of palliative care and should be
available across all three levels of palliative care.

3. SETTINGS
Palliative care is generally delivered in four settings, as illustrated in Figure 3, each of which corresponds to
different levels of palliative care services.
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Setting 1: Inpatient General Medical, Surgical or Oncology Units
Despite the fact that most cancer therapy is now delivered in outpatient settings, patient rates of attendance
at emergency departments and admission to hospital during cancer treatment are high.14 Inpatient palliative
consultation teams (IPCTs) are ideally placed to provide high-quality clinical care to cancer inpatients on
general medical, surgical or oncology units in acute care hospitals, as well as ongoing education and support
to staff working on these units.
Figure 3: Settings for Palliative Care

IPCTs have a positive effect on patient symptom outcomes, identifying previously unmanaged symptoms,
insufficient treatment of pain, opioid neurotoxicity and delirium with greater frequency than the referring
team in many cases.15,16 From an institutional perspective, IPCTs reduce the aggressiveness of care at the
end-of-life, including admission to intensive care units. This reduces the overall hospital length of stay and
lowers overall hospital stay costs.17-19
Setting 2: Outpatient Oncology Palliative Care Clinics
Outpatient oncology palliative care clinics (OPCCs) are a recent addition to the model of palliative care
delivery in medical centres. OPCCs are generally the first referral site for patients with cancer, providing
concurrent early palliative care alongside outpatient cancer care.20 Some hospital centres have mobile
outpatient teams – which tend to be extensions of the ICPT – that provide consultations on-site in oncology
outpatient clinics; others have stand-alone palliative care clinics. Early referral through an OPCC has
been shown to result in fewer emergency hospital visits, fewer and shorter hospital admissions, and less
inappropriately aggressive care at the end-of-life.21 OPCCs not only benefit patients and caregivers, but
provide an important, complementary role alongside traditional oncology care.22
Setting 3: Inpatient Palliative Care Units and Facilities
Inpatient palliative care units (PCUs) and facilities are specialized inpatient treatment units for patients with
complex symptoms, or for those who require admission for end-of-life care. PCUs include:
• Acute Palliative Care Units (APCUs), situated in acute hospitals
• Community-based PCUs, such as long-term PCUs and residential hospices
An APCU in a cancer centre differs in several important ways from a traditional hospice. In a hospice,
all active cancer treatment has been discontinued and the philosophy of care is directed solely towards
symptom management and comfort care. In an APCU, although the administration of intravenous
chemotherapy is usually not facilitated and patients must accept a do not resuscitate (DNR) order,
intravenous hydration, antibiotics and blood products as well as oral chemotherapy are typically facilitated,
while continuing to maintain a philosophy of patient-centred, holistic, multidisciplinary care. APCUs also
allow for more complex pain and symptom management strategies.

4
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APCUs are not well-established in North American medical centres, nor is there significant data about their
frequency within medical centres internationally. They have evolved from a growing recognition that many
patients with advanced cancer have serious physical or psychosocial symptoms requiring comprehensive
interdisciplinary care, and that an increasing number of patients are continuing to pursue aggressive
cancer treatment even in the face of advanced cancer and proximity to death, ultimately dying in acute
care settings.23 Dedicated palliative care beds within acute settings allow specialist palliative care teams to
deliver comprehensive, but clinically appropriate, care while simultaneously facilitating the close relationship
between patients and their oncology teams.24,25
In addition to the general services provided by APCUs and hospices, as outlined above, some also provide
specialist palliative day care. Palliative day care provides: rehabilitation, occupational therapy, physiotherapy,
the management and monitoring of symptoms and psychosocial support; continuity between outpatient and
inpatient care for patients discharged from the inpatient setting; access to members of the allied healthcare
team, who may not be available to see them at home; and an element of social interaction and carer
respite.26
Setting 4: Patient’s Home
With more than 50 per cent of people expressing a preference to receive care and die at home, palliative
home care services are vitally important.27 Palliative home care services are provided by physicians, nurses
and other allied health professionals who deliver palliative care directly in the patient’s home. A 2013
Cochrane review demonstrated that receipt of palliative home care significantly increased the likelihood of
dying at home and was associated with a reduced symptom burden. In addition, home care services have
been shown to reduce emergency department visits and hospitalizations, and overall healthcare costs at the
end-of-life.28,29
Other Settings
Palliative care in the emergency department (ED) is an area of growing interest. As more cancer care is
delivered in the outpatient setting and patients pursue aggressive cancer treatments for longer periods
of time, patients with symptoms directly or indirectly related to their cancer or treatment are increasingly
presenting to EDs. At present, there is no strong evidence demonstrating the effect of ED-based palliative
care on the rate of hospital admissions, or patient quality of life or symptom management; one study showed
that early involvement of palliative care services could shorten the overall hospital length of stay.30,31 More
research in this area is needed.

C. RESOURCES
The resources required to implement and expand a palliative care program depend on the settings within which
palliative care is being delivered. Most specialist palliative care teams begin with an IPCT (i.e., the least resourceintensive palliative care service) and expand over time to include an OPCC and/or APCU (i.e., the most resourceintensive and complex service). Ideally, all three elements should be incorporated into a cancer centre, to provide
the most inclusive, all-encompassing model of care. This model is based on developmental work originating
from Edmonton, Alberta, Canada in the mid-1990s, which aimed to measure the access of patients with terminal
cancer to palliative care services and decrease the number of cancer-related deaths in acute care facilities.32
It has been successfully replicated in a number of tertiary cancer centres and is considered the gold standard
for a successful integration between palliative care and oncology.33 The resources required to implement each
element of the model are discussed in greater detail below.

4.

FACILITIES AND EQUIPMENT

Setting 1: Inpatient General Medical, Surgical or Oncology Units
IPCTs are the most common palliative cares service found in acute care facilities, and are the simplest to initiate
from an infrastructure and manpower perspective. IPCTs require the least amount of physical infrastructure, as
they primarily consist of a mobile team of staff who review patients on a consultative basis on general medical,
surgical or oncology inpatient units. IPCTs do require office space with computer, telephone and fax access for
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team members; in the initial stages of service development, these facilitates and equipment may be shared
with other services. See the Cancerpedia: Inpatient Care chapter for more information about the overall
infrastructure required for cancer inpatient care.
Setting 2: Outpatient Oncology Palliative Care Clinics
Setting up an outpatient OPCC requires a fairly limited amount of resources in the initial stages. Most OPCCs
start as a half- or single-day clinic, and expand based on service demand and growth over time. In medical
centres, referrals to OPCCs tend to constitute the largest area of growth year over year.34-36 It is important to
consider this anticipated growth from the outset, and to plan for the infrastructure required to meet these needs.
Although most OPCCs start by sharing space with other services, such as oncology or chronic pain clinics,
they should ideally have designated clinical space of their own. This space should take into consideration the
particular needs of patients and their families attending palliative care clinics, including:
• A reception area where patients can wait prior to their designated appointment time, including space for
patient resource material
• Rooms that are sufficiently large to accommodate the patient and their family, as well as several members
of the multidisciplinary team
• Rooms that are accessible for patients in wheelchairs or stretchers
• Low or adjustable examination couches, which provide greater ease for transferring patients who are
fatigued or symptomatic
• Additional space for members of the multidisciplinary team to meet separately with patients and families
• Facilities for rapid access to medications, medical supplies, and oxygen and suction for the immediate
management of physical symptoms, wound care, etc.
• Space for written resources specific to palliative care, including patient information leaflets, referral
paperwork for other services, advance care planning information and symptom assessment screening materials
• Additional workspace with computer and telephone access for staff to review patient notes, dictate
consultation notes and liaise with other team members, as appropriate
See the Cancerpedia: Outpatient/Ambulatory Care chapter for more information about the overall
infrastructure required for cancer outpatient care.
Setting 3: Inpatient Palliative Care Units and Facilities
A hospital-based APCU is the most expensive palliative care service to implement, from both an
infrastructure and clinical perspective. Most APCUs consist of single occupancy rooms, with sufficient space
for family members to stay overnight. Rooms should accommodate high-dependency equipment, including
wheelchairs and hoists. Studies have suggested that the most cost-effective APCUs have at least 10 beds.37
APCUs should also have a reception area, a nursing station, a nursing staff room, a conference room for
multidisciplinary team meetings, and a family room. Facilities for the storage of medications and confidential
patient records as well as computer access (i.e., for centres using electronic patient records) should form part
of the unit design.
Designated APCU beds allow the service to be measured against typical hospital benchmarks, including
minimum bed occupancy levels and budget management.38 For this reason, APCUs rarely form part of the
initial model of palliative care program development, but rather tend to come later, once the service is wellestablished and adequately staffed.
Residential hospices should utilize design, equipment and staffing features similar to APCUs, but in a homelike atmosphere. The purpose-built design and flexibility of residential hospices with regard to holistic
food services and family support make them a hybrid of home and hospital care that is appealing to many
patients and their families.39 Ten beds are usually the minimum capacity required for hospices to be costefficient. Since hospices are generally free-standing, planning is required for access to support services and
resources typically provided by a hospital. These include pharmacy support, laundry and kitchen facilities.
Some hospices are connected to long-term care institutions and academic centres, allowing for the sharing
of facilities between institutions, and teaching and research in the hospice environment. Volunteers often
occupy uniquely important roles in residential hospices.40
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Setting 4: Patient’s Home
Specialist palliative care teams who visit patients in their homes require office support, to receive referrals
and for administrative work. Teams generally travel to the patient’s home by car and require mobile phone
or pager services, both to allow accessibility while travelling and for personal safety. They also require access
to a community agency that provides equipment for use in the home (e.g. wheelchairs, walkers, dressings,
ambulatory infusion pumps) and to pharmacy support, which may be based either in the community or at
an affiliated hospital. Any medications or prescription pads carried by the team must be securely stored
(especially in the case of opioids, which should be kept in a lockbox). Equipment for the safe disposal of
medications, needles and syringes is also essential. Teams should keep a detailed record of all medications
that are carried, administered and disposed. Many home hospice and palliative care teams dispense
medication kits for managing symptomatic emergencies in the home.41 Family members may be directed to
use medications from these kits in urgent situations, upon the advice of palliative care nurses or physicians.

5. HUMAN RESOURCES
Human resource requirements for palliative care vary depending on the settings within which care is being
delivered.
Setting 1: Inpatient General Medical, Surgical or Oncology Units
IPCTs should consist of at least one designated palliative care Physician and a Nurse, available Monday
to Friday for consultations, with 24-7 telephone support available to patients as needed. In this setting,
palliative care staff generally provide consultative services only and do not assume primary responsibility for
patients. Ideally, IPCTs should include, or have access to, a wide range of multidisciplinary personnel; teams
that only include a Physician and a Nurse should have access to other allied health professionals and medical
specialties from the consulting service or the larger institution, as needed and available (e.g., social workers,
pharmacists, physiotherapists, occupational therapists, psychologists, nutritionists, psychiatry). Since the IPCT
draws upon existing resources on general units, it has limited administrative overhead, primarily limited to
managing billing, collecting and managing consultation requests, and managing outcomes data.
In some centres, the IPCT assumes primary care of selected patients. In this case, the IPCT must be available
to provide comprehensive, 24-hour care to patients, and additional staff are required to manage both the
day-to-day care of patients as well as out-of-hours coverage.38,42 Research suggests that one consultant or
staff palliative care Physician per 40 cancer centre beds is sufficient for services that have reached a steady
number of new referrals. For specialist palliative care nurses, a figure of one per 30 cancer centre beds has
been suggested.43
Setting 2: Outpatient Oncology Palliative Care Clinics
OPCCs require both healthcare professional and administrative staff support to function effectively and
efficiently. As referrals to the OPCC come from a combination of scheduled appointments and emergency
requests for same-day reviews, sufficient medical staff must be assigned to provide predictable coverage as
well as respond to urgent requests.
Depending on the services offered, human resource requirements will vary. For example, some OPCCs offer
a drop-in option for patients already known to the clinic, for the assessment and management of acute or
uncontrolled symptoms without a scheduled appointment.33 Others see predominantly pre-booked patients,
with urgent referrals handled on a case-by-case basis following a discussion between the referring Physician
and the palliative care Physician.20
In addition to clinical staff, dedicated administrative support is required. Administrative support should
include administrative assistants to handle referral requests, make initial scheduling appointments and
answer telephone calls, as well as a Patient Flow Co-ordinator to cover the reception area, check-in patients
and make return appointment bookings.
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Setting 3: Inpatient Palliative Care Units and Facilities
Human resource requirements may vary depending on the type of palliative care unit.
Staffing levels in a hospital-based APCU should reflect the multidisciplinary ethos of palliative care. Palliative
care physicians should be available to do daily rounds and to admit patients to the unit, assess symptom
management issues regularly, and meet with families. Data from the United Kingdom suggests that 2.31
physicians are required for APCUs with 10 beds.43 Highly-trained nurses are essential; most APCUs apply a
three patients per nurse ratio; however, staffing ratios vary across jurisdictions and depend on local resources
and practice.
Designated allied healthcare professionals, such as social workers, physiotherapists, occupational therapists,
dietitians and pharmacists, should be readily available. At least one Psychologist or Psychiatrist should be
available, either dedicated to the unit or as part of the larger psychosocial oncology team. Each specialist
palliative care unit should have access to at least two suitably trained spiritual care advisors, who are available
to meet the spiritual needs of patients and families 24 hours a day, seven days a week.13 Bereavement
counsellors should be available as dedicated staff, as part of the larger cancer program, or through
community referral.
Residential hospices must be staffed by healthcare personnel with palliative care training and experience.
At minimum, a hospice requires an Intake Nurse, who screens and triages referrals, a Nurse Manager, a
Medical Director, a Social Worker and dedicated nursing staff, as well as access to pharmacy support. Patient
dependency levels in hospices – where patients are predominantly admitted for end-of-life care, are more
likely to be bedbound and require greater assistance with the activities of daily living – are higher than in
APCUs, where some patients admitted for respite or symptom control may be more independent; as such,
higher nursing levels may be required in hospice settings compared with APCUs.44
A robust volunteer program is an important component of all residential hospices, as is access to spiritual
care and bereavement support. Complementary therapies, such as massage and music therapy, may
also be provided and tend to be more prevalent in hospices than in medically-oriented APCUs.45 These
complementary therapies are often provided through private support or by volunteers. Many hospices
are linked to community care programs and may use human resources that are also allocated to home care
support.
Setting 4: Patient’s Home
Home-visiting palliative care physicians work closely with local community-based nurses and other allied
health professionals, such as social workers and physiotherapists, as well as with primary care providers who
provide primary palliative care.46 Nurses are often the backbone of a home palliative care program, with
physicians providing expert advice and oversight. It is important for home palliative care programs to have an
adequately trained staff of advanced practice nurses, who can provide primary support for patients and their
families on a day-to-day basis as well as after hours. One guideline suggests that one Physician per 160,000
patients supported by one community Nurse per 25,000 patients represents a sufficient staffing ratio.13 The
staff required for a home palliative care program will depend to a large extent on whether primary palliative
care is provided by the patient’s Primary Care Provider, with the palliative care team providing expert advice,
or whether the palliative care team is the sole provider of palliative care in the home.
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D. MANAGEMENT
6. LEADERSHIP
Palliative care should be represented at the executive level of the cancer centre, either by the Department
Head of Palliative Care or by the Department Head of a larger unit, of which palliative care forms a part (e.g.
Palliative Care and Rehabilitation Medicine, Psychosocial Oncology and Palliative Care, or Supportive Care). In
the latter case, a specific Division Head should be assigned for the overall palliative care program or division,
and report directly to the Department Head. The Head of Palliative Care represents the program at the hospital
level and beyond, providing a vision and direction for the program, ensuring that quality benchmarks are being
achieved, performing annual staff reviews, and providing general clinical and academic oversight.

7. STANDARDS, GUIDELINES, POLICIES, PROCEDURES AND PROCESSES
Most countries with well-developed palliative care programs have national accreditation standards for
palliative care, which must be adhered to and reported on every three years or at another regular interval. In
Canada, these standards encompass the broad areas of investment in quality services, building a competent
team, providing safe and effective services, maintaining accessible and efficient information systems, and
monitoring and ensuring quality.47 Cancer centre accreditation normally forms part of the broader, routine
hospital accreditation procedure.
Evidence-based guidelines for the delivery of palliative care have been developed in several countries and
are excellent resources for those developing a clinical palliative care program. These include the American
National Comprehensive Cancer Network palliative care guidelines and evidence-based guidelines for the
management of specific symptoms developed by Cancer Care Ontario.48,49
It is also important to develop institutional policies and procedures related to the delivery of palliative care
in the cancer centre. These may include referral guidelines for the IPCT and the OPCC, admission policies
for the APCU, written procedures for transferring patients from one setting to another, and more specific
policies and procedures regarding the use of pain pumps, administration of methadone or ketamine, and
palliative sedation. Cancer centres should also have policies regarding advance care planning, discussion
of advance directives and DNR orders. Members of the palliative care team should be involved in their
development.

8. MANAGEMENT OF PATIENT FLOW
Successful initiation of palliative care services requires careful management and planning. Several steps have
been identified to optimize growth in the early stages of a new palliative care service, as listed in Figure 4.
Figure 4: Ten Steps for Expanding Palliative Care Referrals50
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From the outset, it is important to consider how the service is expected to grow and to plan adequately for
this anticipated growth. This will help to ensure that all appropriate referrals can be accepted and seen by
the service in a timely fashion, and that additional staff recruitment is budgeted for.
Recognizing the needs of referring physicians and providing an accessible, responsive and collaborative
model of care increases the likelihood of maximizing referrals. Promoting palliative care through educational
opportunities (e.g., presenting at grand rounds or developing palliative care rotations for other specialty
trainees, nurses and allied health professionals in training) is beneficial in terms of raising the profile of the
service and for teaching basic, primary-level palliative care skills.51 These strategies have been shown to
positively influence oncologists’ referral practices.52
In all settings, patient symptoms should be assessed systematically using validated symptom assessment
tools, some of which include: i) the Edmonton Symptom Assessment System (ESAS)53; ii) the Memorial
Symptom Assessment Scale (MSAS)54; and iii) the Palliative Care Outcome Scale55. Patients should then be
treated according to symptom management guidelines (e.g., Cancer Care Ontario 2016; National Cancer
Institute 2016).49,56 In addition to assessing and managing symptoms, institution-based palliative care services
should – as part of their initial assessment – identify any need for home-based supports (e.g., nursing,
occupational therapy, physiotherapy, personal support, or other supportive care) and make appropriate
referrals as needed.
The full range of palliative care services are designed to provide a seamless transition of care from the
outpatient setting through to acute inpatient admissions, managing end-of-life issues or transitioning to
hospice- or home-based care.
Setting 1: Inpatient General Medical, Surgical or Oncology Units
It is important to establish a consistent referral system so that it is clear to referring providers how referrals
should be made. Referral forms should be brief (i.e., a single page, if possible) and contain patient
demographics, the reason for referral and the urgency of the request. Instructions about whom to contact,
expected response times, out-of-hours coverage and contact details, as well as educational materials for staff
and patients should be readily available. The palliative care team should also provide regular feedback on
patient management to referring teams as a way to educate, foster greater trust in the palliative care service
and demonstrate a dedication to ongoing collaboration. Clearly differentiating between the role of the
palliative care team and other services, such as acute pain services, is important to minimizing inappropriate
referrals and enabling collaborative working relationships.
Inpatients referrals should be seen on a same-day basis by the IPCT, with regular follow-up throughout the
patient’s hospital stay.34 The patient’s Most Responsible Provider use his or her discretion to implement
any suggestions, ultimately deciding on the preferred course of treatment. The potential for poor uptake
of suggestions from the palliative care team represents a potential disadvantage of the IPCT model; some
studies show as few as 20 per cent of suggestions may be used by the Most Responsible Provider.57,58 Close
liaison and clear communication between the IPCT and the referring team is critical to optimize patient
care.59
As outlined earlier, some palliative care physicians assume primary care of patients on acute oncology units.
An advantage of this model is the additional autonomy afforded to the palliative care team, which can, under
these circumstances, influence the patient’s management directly rather than through recommendations that
may or may not be carried out.38
In addition to symptom management, the IPCT will often be consulted to assist with disposition planning. For
those patients who are discharged home, follow-up in the OPCC or referral to community-based palliative
care services may be necessary and should form part of the assessment. Patients may also be transferred
from the oncology ward to the APCU, if necessary, to manage complex physical or psychological symptoms,
or for end-of-life care.

10
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Setting 2: Outpatient Oncology Palliative Care Clinics
The Most Responsible Provider should initiate referral to the OPCC using a standardized referral form;
alternatively, the IPCT or APCU team can arrange for follow-up in the OPCC following discharge from the
hospital, if the patient has been followed by the palliative care team during the admission. Referrals to the
OPCC should triaged using a system in which patients with uncontrolled symptoms are prioritized. Ideally,
all patients should be seen by the OPCC within two weeks of referral. If patients are referred earlier in an
anticipatory fashion, as is recommended, and are asymptomatic at referral, then wait times up to a month are
acceptable.9
A comprehensive, multidisciplinary approach to care should be adopted based on a biopsychosocial model.
Patients should be followed regularly in the OPCC for symptom management, psychosocial support and
advance care planning while they continue to attend other oncology clinics.20,22 In addition, patients should
receive information on emergency, out-of-hours and on-call services for the telephone management of
urgent issues.
Transferring a patient from the OPCC to community-based palliative care or hospice team should be
considered when the patient’s performance status deteriorates or when the patient requests home-based
care. In areas or districts that do not have access to home-based care, telephone contact should continue
until the patient’s death or admission to a hospice or PCU. If the patient is admitted to another service within
the hospital, the IPCT should follow the patient and provide advice, as needed. Alternatively, patients may
be admitted via the OPCC to the APCU for the management of acute symptom issues.20
Figure 5: Pathways of Palliative Care After Referral to the OPCC20
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Setting 3: Inpatient Palliative Care Units and Facilities
Generally, patients are admitted to an APCU for the management of urgent problems, including physical
or psychological distress, caregiver fatigue or end-of-life care for patients with an expected prognosis of
less than two weeks. Patients may be transferred from the OPCC or from acute oncology wards within
the hospital, or admitted directly from the community. Prior to admission, the following issues should be
considered and discussed with the patient and their caregivers, as appropriate:
• Reason for admission (e.g., symptom management, respite, end-of-life care)
• Code status and documentation of DNR status, if appropriate
• Contingency planning for the placement of patients in community-based hospices if home discharge is not
feasible and prognosis exceeds two weeks
• The services that may be provided, if deemed clinically appropriate, such as intravenous fluids or
antibiotics, blood products, oral chemotherapy and palliative radiation
• The services that are not provided on the APCU, such as intravenous chemotherapy or total
parenteral nutrition
All patients admitted to the APCU, and their symptoms and medications, should be reviewed daily by their
palliative care Physician and members of the interdisciplinary team, as appropriate. They should also be
seen by a Social Worker to identify any practical or financial concerns on the part of the patient or family. In
addition, if home discharge is not expected or feasible, early social work input to discuss options for ongoing
care in community-based, longer-term palliative care units or hospices is invaluable. Input from the patient’s
Oncologist should be sought, when necessary, to provide a cohesive, team-based approach to care and
to help clarify care goals, especially if they have changed. Discussions around discontinuation of cancer
treatment, if appropriate, should include – and ideally be led by – the primary Oncologist, with input from
other interdisciplinary team members.
For patients who are discharged home, a complete care plan, including follow-up in the OPCC or the
provision of home palliative care services, should be agreed upon prior to discharge. Patients should
undergo a multidisciplinary assessment during their APCU stay, which should culminate in a family meeting to
summarize the goals achieved during the admission, address patient or caregiver concerns, outline changes
in medications or goals of care, and provide detailed information about post-discharge follow-up.
For some palliative patients admitted to an acute hospital unit or APCU, home discharge is not feasible.
Similarly, for some patients at home, a home death cannot be achieved due to uncontrolled physical
symptoms, lack of support or patient preference. In these instances, admission to a residential hospice
should be considered. In contrast to APCUs, patients are usually admitted to a hospice at the end-of-life,
when all active cancer treatment options have been exhausted and the patient’s prognosis is estimated to
be short (e.g., less than three months). Longer-term facilities or those that provide respite care may exist in
some areas for patients whose prognosis is longer than three months, but who are having difficulty managing
at home. Generally, the administration of chemotherapy, intravenous fluids, parenteral antibiotics or blood
products is not supported in residential hospices, where the emphasis is on comfort care only. These
practices may vary internationally.
Setting 4: Patient’s Home
When patients become too unwell to attend the OPCC – estimated as a patient-reported Eastern
Cooperative Oncology Group (ECOG) Performance Status score of more than or equal to three – or upon
patient request, primary care of the patient should be transferred to local, community-based palliative care
under the supervision of either the Primary Care Provider or a dedicated group of physicians specialized in
palliative care for the local community.20,60 All relevant patient information related to diagnosis, treatments
to date, future treatment plans or options, preferences regarding end-of-life care and place of death,
and current medications (including information about opioids previously trialled unsuccessfully) should be
transferred promptly to the community-based palliative care team once a referral is initiated.
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Most community-based palliative care physicians work closely with the home care team, which includes local
community care nurses, advanced practice nurses and other allied health professionals, as needed. Physicians
should perform an initial comprehensive assessment upon each patient referral, and review patients on an asneeded basis with regular (i.e., usually weekly) nursing input. As with hospital-based teams, timely referral to
community-based palliative care teams can provide the opportunity for healthcare providers to build rapport
with the patient and their family.
Managing physical symptoms and providing information and emotional support to patients and their families
are the primary roles of the community-based palliative care team; uncontrolled symptoms and lack of
information have been shown to be the most common reasons for unplanned hospital admissions in the
last days of life.61 A proactive approach to symptom management should be adopted by the home-based
team, where possible. This includes considering medications that can be administered by alternative routes,
rather than orally (for patients who may become unable to swallow pills) and that address the more common,
predictable symptoms at the end-of-life, such as pain, nausea and vomiting, agitation or delirium, respiratory
secretions and seizures. In some instances, pre-emptively placing a “medication kit” in the patient’s home
that contains the medications most likely to be required by an individual patient can improve home death
rates.41,62

E. QUALITY
It is important for healthcare providers to demonstrate that they deliver high-quality services and to be
accountable to patients and their caregivers for their performance. This includes making robust clinical and
managerial decisions, managing resources efficiently, and measuring performance against local and national
benchmarks.
Palliative care services within a general hospital or cancer centre should align their quality performance efforts
with those of the larger institution, with cancer care as a broad area and with palliative care as a specialty. See
the Cancerpedia: Quality chapter for more information.
Hospital / Cancer Centre
Increasingly, hospitals and cancer centres use a scorecard-type management tool, consisting of measures
that describe critical aspects of quality across a number of key areas of the organization. Many of these key
performance areas are applicable to quality in palliative care services and can be assessed in comparison with
other services in the organization, including:
• How staff view the organization, measured through employee opinion surveys, staff turnover rates, sick
leave, and overtime hours
• How patients view the organization, measured through, for example, patient satisfaction surveys, emergency
department wait times, hospital-acquired infection rates and medication error incidents
• Research and innovation, measured by the number of new or ongoing clinical trials, and papers published
or cited
• Hospital costs and fiscal management, measured through wait times, average monthly patient transfers,
energy use and cost per weighted case
Cancer Care
As the interface between cancer care and early palliative care continues to grow, it is important that palliative
care be included in cancer care quality performance assessments. The 2012 American Society of Clinical
Oncology Collaborative Cancer Measure Summit was convened to develop a comprehensive set of oncology
quality measures that were not specific to individual cancer types or clinical settings. Ten topics were identified,
several of which overlapped with palliative care, including:63
• Interdisciplinary and multidisciplinary co-ordinated care
• Comprehensive symptom assessment
• Use of palliative care and hospice services
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Palliative Care
A recent systematic review of quality measures for palliative care in patients with cancer found that more
than 200 individual performance measures are in use, and that these measures are predominantly focused on
the physical aspects of care and care of the imminently dying.64 The use broad-based national or international
guidelines, which may be adapted for each jurisdiction, is recommended. For example, the National Quality
Forum in the United States developed A National Framework and Preferred Practices for Palliative and
Hospice Care Quality.65 This framework identifies eight distinct domains or aspects of care that can be used
to measure quality performance: physical; structures and processes of care; care of the imminently dying;
ethical and legal; psychiatric and psychological; social; spiritual and existential; and cultural.
A subsequent consensus report from the Centre to Advance Palliative Care (CAPC) identified four basic
metrics to ensure that each palliative care program maintains the highest possible standards, and that the
service is sustained over time.42
• Operational metrics: These include the collection of individual patient data, such as: the date of referral
to palliative care; details on the referring team; patient diagnosis and other demographics; reason for
referral; and hospital length of stay.
• Clinical metrics: These relate to the use of validated tools to measure physical and psychological
symptoms, as well as the development and upkeep of departmental guidelines, standard operating
procedures, and policies regarding all aspects of patient care delivery.
• Customer metrics: These can be measured using satisfaction feedback from patients, their families and
referring teams.
• Financial metrics: These include hospital direct costs pre- and post-referral to the palliative care service
(e.g., radiological or laboratory tests, procedures), case-mix index and inpatient death rates.
Collection of these data over time enables teams to track service growth, identify the need for service
expansion and additional recruitment, demonstrate the benefits of the service, and compare performance
with peers in other organizations. CAPC also identified a set of 12 operational domains necessary to
sustain high-quality, hospital-based palliative care programs. These include “must-have” and “shouldhave” components, recognizing that individual programs are at different stages of development.42 Separate
documents were developed for use by IPCTs and PCUs.42,66 Unfortunately, little has been published regarding
community-based palliative care services, but many of the same principles can be applied. The same
group subsequently developed clinical care and customer satisfaction metrics that provide a framework
for evaluating programs from a clinical perspective, and demonstrate the impact of the program to
stakeholders.67
Of the 12 operational domains identified by Weismann et al., four represent the core of inpatient palliative
care clinical services.
• Symptom assessment and management documentation, which includes evidence that: a comprehensive
symptom assessment was completed at the initial patient review; a daily reassessment was conducted for
moderate to severe symptoms; a reassessment was conducted of all symptoms at least every three days;
and a clearly documented plan was developed to manage all moderate to severe symptoms. Validated
symptom assessment tools (described earlier) should be used, where possible.
• Documentation of patient-centred goals of care, or a discussion about treatment goals.
• Documentation of support to patients and caregivers that recognizes the important role frequently
played by informal caregivers, including identifying unmet caregiver needs and initiating strategies to
address these needs.
• Documentation about the management of transitional stages for patients who are transferred between
different sites (e.g., from an acute hospital setting to home or a community-based hospice). Clear and
accurate communication between teams is essential. This includes sharing relevant information about
symptom management or ongoing symptom issues, agreed-upon goals of care, advance directives and
substitute decision-makers (if appropriate), the needs of the family or caregiver, and any follow-up plans.
With regards to customer or consumer domains or metrics, different methods can be used to assess the
perception of patients, caregivers, and healthcare providers or other staff. Validated patient and caregiver
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satisfaction tools for use in different settings include: i) the FAMCARE Scale, which has separate patient and
caregiver versions and has been validated for use in advanced cancer populations and outpatient settings;
and ii) the Family Assessment of Treatment at End of Life Survey.68-70
Staff opinions of the palliative care service can be measured through referring physician feedback as well
as through regular staff meetings, informal feedback and suggestion boxes. Staff turnover, burnout and
compassion fatigue are important considerations for palliative care settings, where constant exposure to
death, inadequate time with dying patients, growing workload, inadequate coping with personal emotional
response, an increasing number of deaths, communication difficul¬ties with dying patients and families, and
feelings of grief, depression and guilt have all been identified as possible contributors.71 Strategies should
exist for preventing, identifying and managing these issues, and validated tools such as the Professional
Quality of Life Scale can be useful.72 A number of other tools exist to measure provider satisfaction, although
many have not yet been validated.73
The frequency of satisfaction assessment may depend on the stage of development of the program.
For a new program, more frequent assessments, such as quarterly, may be important, whereas for more
established services data collection every two to three years may be sufficient.67
The National Institute for Health and Care Excellence in the United Kingdom has developed quality standards
for end-of-life care for adults.74 These are general standards, which can be applied across all four settings of
palliative care. They are based on 16 statements that include: identifying patients likely to die within the next
year; communicating and providing information; adopting a holistic, multidisciplinary approach to patients’
physical and emotional needs, and the needs of families or other informal caregivers; providing consistent,
co-ordinated care in keeping with the express wishes of the patient, where known; and including follow-up
and support for families after the death of the patient.
In most cases, APCUs have targets related to admissions from various settings, discharges home, and the
inpatient death rate and mean length of stay.25,32,75 Community-based palliative care units and hospices may
have different targets based on the institutional philosophy of care; for example, a higher target for patients
admitted to end-of-life care and little emphasis on live discharge or inpatient death rates.

F. INTEGRATION
The palliative care needs of cancer
patients vary over time and based on
the illness trajectory. Not only should
palliative care services be available in
a variety of settings, but these services
should also be fully integrated to provide
patients with seamless, continuous care.
Since the majority of patients express a
desire to die at home, access to primary,
community-based palliative care should
form the core of palliative care services,
with easy access to IPCTs, OPCCs, and
PCUs as required, as illustrated in Figure
6.76 Since it is almost impossible for a
single palliative care team to provide care
in each of the four palliative care settings
simultaneously, good communication
between hospital- and community-based
services is crucial. Prompt transfer of
relevant information between settings,
services and providers ensures the
optimal continuity of care for patients
and their families.
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9. WITHIN THE CANCER CENTRE
International standards have been developed for the integration of palliative care into overall cancer care. In
a recent Delphi survey, international experts in oncology and palliative care decided on indicators of palliative
care integration at cancer centres, under the categories of structure, process, outcomes and education.
More than 90 per cent agreed on the following major indicators: presence of an inpatient consultation team;
presence of an outpatient palliative care clinic; routine symptom screening in oncology clinics; early referral
to palliative care; a place of death consistent with the patient’s preference; a didactic curriculum for oncology
fellows provided by the palliative care team; continuing medical education in palliative care for oncologists;
combined palliative care and oncology educational activities for fellows and trainees; and a routine rotation
in palliative care for oncology fellows.78
A competent, reliable, available and collaborative palliative care team is the most important ingredient for
the integration of palliative care into the cancer centre. Although integration may be achieved to some
extent through inpatient consultations, a full integration that is inclusive of patients at earlier stages of their
illness is only possible through a robust outpatient palliative care program, including dedicated palliative
care clinics.20,78 Combined tumour boards, rounds and educational activities are other venues for interaction
between oncology and palliative care colleagues that promotes integration. The European Society for
Medical Oncology has an accreditation program for Designated Centres of Integrated Oncology and
Palliative Care.79 Through this initiative, cancer centres can receive recognition for achieving a high standard
of integration between medical oncology and palliative care.
The Princess Margaret Cancer Centre in Toronto, Canada has developed an electronic self-report screening
tool comprised of four validated core measures, available in the public domain: the Edmonton Symptom
Assessment System-revised (ESAS-r) for physical symptoms; the Patient Health Questionnaire-9 (PHQ-9) for
depression; the Generalized Anxiety Disorders-7 (GAD-7) for anxiety; and the Social Difficulties Inventory-21
(SDI-21) for unmet needs.80-83 It also includes the patient-reported ECOG Scale of Performance Status, the
informational and spiritual domains of the Canadian Problem Checklist, distress risk factors (e.g., current
living situation, personal and family psychiatric history), current use of supportive care services, and a
question about the desire for referral to support. This screening system, called the Distress Assessment and
Response Tool (DART), is completed by patients at every outpatient appointment, with screening rates
consistently exceeding 70 per cent.60,84,85 DART software is intelligently programmed to permit the inclusion
of tumour site-specific measures and the triggered assessment of specific measures. For example PHQ-9
and GAD-7 are triggered only for ESAS-r depression and anxiety scores of ≥ 2 and ≥ 3, respectively. Similar
screening using the ESAS-r and patient-reported functional status has occurred at all 14 Ontario cancer
centres since 2008, as mandated by Cancer Care Ontario.86
Within the palliative care team at the cancer centre, the different settings in which palliative care is provided
must also be integrated seamlessly. In some centres, the same palliative care physicians may cover both the
OPCC and provide inpatient consultations or care in the APCU on a rotating basis, which permits excellent
continuity of care. Elsewhere, palliative care physicians may rotate between all acute hospital units, OPCCs
and PCUs separately for defined periods of time. The latter model requires more effort to ensure information
is shared in a timely manner between all relevant physicians.
The individual steps necessary to develop palliative care services have been described earlier in this chapter.
One report from Kenya has outlined the process of integrating palliative care services within government
hospitals. This has highlighted the steps necessary to successfully initiate a palliative care program in lowand middle-income countries, including:87
• Making a case for palliative care integration through advocacy and lobbying at both the local and hospital
level and, in some cases, at the provincial or national levels
• Securing adequate and sustainable funding (i.e., public or ministry funding versus private funding)
• Identifying suitable space, resources and key personnel within the centre
• Accessing the necessary equipment and medications
• Providing care within the centre and making connections with external sources to ensure smooth
transitions of care for patients discharged from the centre
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10. BEYOND THE CANCER CENTRE
Beyond the hospital or cancer centre setting, access to palliative care services can differ widely, with wide
geographical variations in access both nationally and internationally.88-92 Since palliative care patients typically
require both hospital- and community-based services, it is crucial to ensure co-ordination, integration
and consistency between these services, as described above. Support from local and provincial or state
governments and national organizations, as well as guidelines, policies and benchmarks, can aid the
development of integrated, standardized palliative care models for all patients.2
The following models implemented in Ontario, Canada are good examples of projects that integrate
palliative care services across a large area.
The Government of Ontario implemented an End-of-Life Care Strategy in 2005 to expand palliative care
from predominantly acute care settings to more patient-directed, often community-based settings. This
provincial strategy informed the development of Hospice Palliative Care Networks (HPCNs) in each provincial
healthcare planning region. HPCNs are charged with improving regional palliative care delivery, developing
and implementing strategic plans, and maximizing resource use to improve integration.
Cancer Care Ontario is the provincial government’s chief cancer advisor and is dedicated to improving
cancer care at regional and provincial levels. Cancer Care Ontario has had a palliative care program since
2004, which facilitates knowledge exchange regarding palliative care best practice across the province,
has established a Provincial Palliative Care Program with regional representation, and had developed
recommendations on the organization and delivery of palliative cancer care services in Ontario.
Elsewhere, in some low-and middle-income countries, enormous strides have been made in integrating
community-based palliative care initiatives to improve access for all. In Kerala, India, for example, palliative
care has been integrated into primary care models since 2008, with a resultant cohesive system of palliative
care delivery across the province that now accounts for 90 per cent of all palliative cares services across
India.90 Care is provided directly in patients’ homes, in local clinics staffed by trained volunteers, or in PCUs.
Educational initiatives have been set up alongside the clinical services to support patients and their families,
as well as the broader community.

G. THE FUTURE
Emerging trends and innovation in palliative care span the areas of education, academic research and
initiatives to address service gaps.
Education
Physicians across the cancer care continuum and in all specialties come into contact with dying patients at
some point in their careers. The European Association for Palliative Care has suggested that shortcomings
in palliative care education during medical school can ultimately hinder the delivery of high-quality palliative
care to patients.93 Lack of training in, or exposure to, palliative care may also be a barrier to early referral.
Studies have shown that oncologists who complete a rotation in palliative care are more likely to refer
patients with advanced cancer to palliative care services earlier than those who do not complete a rotation,
and that oncologists’ own comfort with end-of-life care positively influences referrals to palliative care
services.52,94
A number of organizations have recommended that all medical students receive core teaching on pain and
symptom management, as well as caring for terminally ill patients (e.g., General Medical Council in the
United Kingdom, 2003; educational boards in the United States such as the Liaison Committee on Medical
Education).95,96 Studies have shown that the majority of medical students and physicians-in-training consider
palliative care education as an important component of their training.97,98 Although some countries have
developed consensus curricula, there is little guidance on how best to implement these curricula; as a result,
the content and quantity of palliative care teaching can vary significantly.
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At the postgraduate level, palliative care is increasingly being recognized as a medical specialty in its own
right; for example, in the United Kingdom and Ireland, a four-year postgraduate training program must be
completed by physicians wishing to work in palliative care. Other countries, such as Canada, Australia and
the United States, recognize palliative care as a subspecialty. Training workshops for oncology fellows, such
as VITALtalk – a program aimed at teaching basic palliative care skills under supervision – and Education
in Palliative and End-of-Life Care - Oncology (EPEC-O) – a multimedia curriculum that can be presented
by seminar or webinar, or used for self-study – are increasingly being developed and recommended
across all medical specialities.99,100 These workshops aim to provide oncologists with primary palliative care
competencies, as outlined in Table 1. The Canadian Learning Essential Approaches to Palliative Care (LEAP
ONCO) program is interdisciplinary and provides palliative care training for all healthcare professionals, as
well as caregivers and educators.101 These training programs ensure that palliative care training can extend
beyond residency and fellowship to the entire career continuum.102
For other healthcare professionals working within cancer centres, education and training in palliative
and end-of-life care are crucial. The End-of-Life Nursing Education Consortium course has provided
undergraduate and graduate palliative care training internationally since 2000.103 Elsewhere, multiprofessional programs and organizations, such as the European Certificate in Essential Palliative Care and the
de Souza Institute, provide basic palliative care training in a distance learning format.104,105
Academic Research
Internationally, there are relatively few palliative care research centres, largely due to limitations in
infrastructure or funding.88 The lack of a strong academic research base has made it difficult to tangibly
demonstrate the benefits of palliative care services to policy-makers and hospital managers. In recent years,
however, a number of landmark studies have demonstrated the benefits of early palliative care services,
particularly for patients with advanced cancer.6-8 As a result, a number of influential medical groups have
developed consensus statements endorsing the merits of early palliative care referral.1,9 It is crucially
important to build upon this momentum and for a larger number of palliative care centres to lead in research.
Collaboration between palliative care centres, especially in conjunction with palliative care providers in lowand middle-income countries, and the growth of international palliative care conferences, which enable the
sharing and dissemination of ideas and projects, will continue to strengthen much-needed academic research
in palliative care.
Initiatives to Address Service Gaps
As the evidence for early palliative care continues to strengthen, initiatives that provide palliative care for all
those who can benefit should be explored. Potential options are described below.
Increasing the number of specialist palliative care teams: It is expected that the increasing demand for
palliative care will rapidly outpace the supply of providers; some estimate that the number of new trainees
will barely replace those retiring in the coming years.102 Increasing fellowship opportunities and funding,
and the development of alternative pathways to training and certification have been suggested as possible
solutions; for example, in the United Kingdom and Ireland, physicians who have completed training programs
in internal medicine, family medicine or anaesthesia are eligible to apply for palliative care programs. It is
recognized that expanding specialist workforces may be challenging in many publicly funded healthcare
services.102
Enabling generalists to provide palliative care: As described earlier, every healthcare provider should
have core palliative care skills to meet the needs of the majority of patients with progressive and advanced
disease. In the United Kingdom, actions have been taken to improve primary palliative care through the Gold
Standards Framework (GSF). This systematic, evidence-based approach uses generalist providers to optimize
the care of patients nearing end-of-life. General practitioners are engaged in the GSF through a voluntary
annual reward and incentive program.106 Practices can claim financial rewards based on the quality of care
they provide, as measured by a set of clinical, organizational, patient experience and additional services
indicators.
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The GSF has resulted in:

107

•
•
•
•
•
•

Improved delivery of high-quality patient care that is aligned to patient choice
More patients dying in their preferred place (i.e., more home deaths, fewer hospital deaths)
Improved cost-effectiveness, by reducing hospital admissions and bed days
Improved identification, co-ordination and earlier planning of care
More patients with advance care planning discussions
Workload improvements, including practice teams “working smarter” and having a better and more
satisfying work life
• Increased staff confidence and teamwork as progress becomes evident
In Canada, enhanced palliative care teams (EPCTs) – a collaboration between general practitioners and
specialist palliative care teams comprised of an Advanced Practice Nurse, a part-time palliative care
Physician, a Spiritual Care Advisor, a Bereavement Counsellor and a Community Care Case Manager – have
resulted in patients’ preferences for place of death being accommodated more often. General practitioners
reported that the EPCT improved quality, communication, co-ordination, continuity and integration, while
allowing them to maintain their role as primary care providers. Community nurses reported that the EPCT
fostered stronger relationships between healthcare providers, left them feeling less alone in handling
complex issues, and enhanced their problem-solving skills. EPCTs were so well received that they are being
disseminated through a larger geographic area in Ontario, Canada.108
The use of telemedicine: Videoconferencing has been successfully used to provide specialized palliative care
services (SPCS) to cancer patients in rural settings. In one project, patients attended their local healthcare
facility, where they: completed a number of tools, including ESAS, a cognitive screening test and a number
of performance status indicators; had a physical examination; and had their medications reviewed. This
information was relayed to the SPCS team at a regional tertiary cancer centre. The SPCS then interviewed
the patient via videoconference link and participated in a healthcare team conference to develop a clinical
management plan that was subsequently discussed with the patient. A full consultation note was later sent to
the patient’s Primary Care Provider. The project resulted in improved symptoms, cost savings to patients and
families due to less frequent trips to the cancer centre, and high levels of patient and physician satisfaction.
This type of model could potentially be applied to other settings, where distance is a barrier to accessing
specialized palliative care services.109
Extrapolation of successful cancer models to non-malignant conditions: The focus of this chapter has
been to outline the development and expansion of palliative care services within cancer centres. Beyond
cancer, palliative care services are limited in scope and variable in both access and quality, and programs for
education and research are much less developed. Successful models from cancer settings could be used as
templates for other, non-malignant settings, to help expand services to all patients who might benefit from
such an approach.
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