Incorporating Palliative Care into Primary

Care Education

Susan D. Block, MD, George M. Bernier, MD, LaVera M. Crawley, MD, Stuart Farber, MD,
David Kuhl, MD, William Nelson, PhD, Joseph O’Donnell, MD, Lewis Sandy, MD,
Wayne Ury, MD, for the National Consensus Conference on Medical Education for

Care Near the End of Life

national consensus is emerging that the general

medical education of physicians for providing appro-
priate care to patients at the end of life and to their fami-
lies is deficient.!"!! Growing awareness of these problems
in end-of-life care has stimulated many efforts to improve
medical education.

In May 1997, the Project on Death in America and
the Robert Wood Johnson Foundation funded a national
consensus conference on medical education for care near
the end of life. The conference organizers identified poten-
tial conference participants by soliciting nominations
from leaders in palliative care and from professional orga-
nizations. The conference organizers, in collaboration
with a multidisciplinary advisory committee, then honed
the nominees to create a group representing key disci-
plines involved in the care of dying patients. Ninety-four
academic leaders, representing a broad array of academic
health centers and professional organizations, including
representatives from the emerging field of palliative care
(n = 6), as well as from internal medicine (n = 14), geriat-
rics (n = 9), psychiatry (n = 9), family medicine (n = 6),
humanities, ethics, and social sciences (n = 7), medical
education (n = 6), pediatrics (n = 3), emergency medicine
(n = 3), neurology (n = 3), critical care (n = 2), oncology (n =
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3), surgery (n = 2), obstetrics and gynecology (n = 1), and
other fields (n = 20), participated in the meeting and the
production of consensus documents.

All participants received background materials before
the conference, including a status report on palliative
care education,! a summary of recent research on pallia-
tive care education, and the summary of a series of focus
groups of students and residents about end-of-life learn-
ing experiences. Participants met in plenary sessions and
small working groups to develop a set of recommenda-
tions on how best to teach about care of dying patients
and their families in various clinical and educational set-
tings. Working groups were established in eight areas and
focused on the same set of five questions about medical
education: What are the opportunities for teaching about
palliative care? What topics should be taught? What
teaching approaches should we use? What institutional
changes are necessary to facilitate this teaching? What
are the unique opportunities and barriers for teaching
about palliative care?

Each group developed recommendations to guide
teaching about palliative care based on expert opinion and
interpretation of the literature. Working group reports were
prepared by the chairperson, with several iterations to in-
clude revisions, suggestions, and amendments from group
members. The final reports were approved by all group
members. This process is consistent with recent recommen-
dations for the preparation of consensus documents.!2-13

The Primary Care Working Group (one of several
working groups) reflected the perspectives of many disci-
plines and brought into the discussion educational exper-
tise and experiences from different vantage points (dean’s
office, community-based primary care education, managed
care, educational development and evaluation, student
affairs, and community-based consumer organizations).

OPPORTUNITIES FOR TEACHING

Overlap Between Primary Care and
Palliative Care

The attitudes and competencies required to provide
high-quality palliative care overlap substantially with
those required to provide excellent primary care. Com-
munication skills, understanding of the patient’s “life
world,” commitment to comprehensive, integrated care of
the patient and family, attention to psychosocial and spir-
itual concerns, emphasis on quality of life and maximiz-
ing function, respect for the patient’s values, goals, and
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priorities in managing illness, providing care in the com-
munity, responding to cultural diversity, and collabora-
tion with other professionals (including specialists) in pro-
viding care are core values and competencies for both
primary care and palliative care, and thus should rein-
force and strengthen each other. Many of these character-
istics fall under the rubric of relationship-centered care.'*

The Primary Care Physician in Palliative Care

Most physicians care for only 6 to 10 patients who die
each year.1® However, care of patients with chronic and
life-limiting illness, the elderly, and the bereaved (5% to
9% of the population sustains the loss of a close relation-
ship each year'5) are common clinical tasks in primary
care practice and are informed by an understanding of
the principles and practice of palliative care.

Caring for dying patients is troublesome for many
physicians.'® Physicians in general, including primary
care physicians, feel inadequately prepared to care for the
dying.!”-19 Added emphasis on preparing primary care
physicians for this role has the potential not only of im-
proving the quality of care delivered to patients, but also
of enhancing the professional satisfaction of physicians.

PALLIATIVE CARE CONTENT

Primary care physicians have a unique opportunity to
practice and teach exemplary end-of-life care and to be
role models for medical students and residents in master-
ing this demanding, but rewarding aspect of clinical prac-
tice. The following topics should be addressed.

Fundamentals of Palliative Care

Basic palliative care content for medical students and
residents has been described.2? Specific learning opportu-
nities arise in the following areas:

¢ understanding and addressing the experience of
physical, psychological, and spiritual suffering;

¢ communicating effectively and humanely with the
patient and family about diagnosis, prognosis, treat-
ment options, and goals of care;

« skillfully managing pain and other common, dis-
tressing symptoms commonly occurring in end-
stage disease;

# providing accessible, high-quality home and hos-
pice care, as well as other alternatives to acute hos-
pital care;

¢ working with an interdisciplinary team to provide
comprehensive, coordinated care to optimize qual-
ity of life using a range of both aggressive and pal-
liative care options;

+ understanding ethical issues in end-of-life care and
respecting patients’ personal values;

# recognizing and responding to cultural, linguistic,
and spiritual diversity and to varied personal styles;

# recognizing and managing psychosocial and exis-
tential or spiritual distress and knowing when to
refer patients for counseling related to these issues;

o educating patients and families about the pro-
cesses of dying and bereavement;

# developing an awareness of one’s own attitudes,
feelings, and expectations regarding death and
loss; and

+ acknowledging and responding to the personal
stresses of professionals working with dying persons.

Palliative Care for All Primary Care Patients

The primary care setting is also an excellent venue for
addressing learning domains related to end-of-life care
that are relevant to all primary care patients. Although
much excellent teaching about negotiating treatment
goals, maintaining comfort and optimizing quality of life,
and the importance of attention to the meaning of illness
to the patient and family takes place in general primary
care settings, these concepts, which are applicable to the
treatment of all patients, can be reinforced in teaching
about palliative care. The following specific issues should
be addressed:

¢ advance care planning and negotiating treatment
goals for geriatric patients and those with a chronic
illness;

# attending to pain and symptom control and optimiz-
ing quality of life for patients with chronic illnesses;

+ breaking bad news to patients receiving new diag-
noses as well as to patients whose prognoses are
changing owing to disease progression;

+ managing the fear and uncertainty associated with
diagnostic tests for potentially serious illnesses;

+ eliciting significant past experiences with illness
and death and the impact of those experiences on
the patient’s expectations and fears about the dying
process; and

+ identifying opportunities for the fulfillment of per-
sonal goals in the midst of serious illness.

Understanding Death and Dying in
the Community

Primary care physicians increasingly have a respon-
sibility both to individual patients and to a panel of pa-
tients. An awareness of the epidemiology of dying in the
community provides a valuable foundation for developing
appropriate systems of care, initiating health promotion
and disease prevention strategies targeted at particular
causes of death in the community, and mobilizing com-
munity resources such as churches, civic groups, and
schools to provide programs and resources related to
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death and dying for community members. The primary
care physician can serve as an advocate for improved care
of the dying in his or her community, as well as an educa-
tor of the public about care at the end of life. Students
and residents benefit from having an opportunity to see
primary care physicians in their roles as advocates for im-
proved care and as public educators. In addition, they
should be exposed to resources available in the commu-
nity to aid the dying and their families.

Understanding Death as a Part of the Life Cycle

The primary care setting provides an opportunity for
teachers to convey a respect for death as a normal part of
the life cycle, rather than a “medical failure” as is con-
veyed in the “informal curriculum” of medical schools.?!
An appreciation of death as a natural event, and one that
can be anticipated and talked about, paves the way for
the learner to approach patients confronting the end of
life with a therapeutic acceptance and awareness of unique
possibilities for growth at the end of life.

Loss as a Model for Understanding and Dealing
with Death and Dying

Students and residents working in primary care have
extensive experiences with patients around the issue of
loss. Most illnesses, and certainly all chronic illnesses and
disabilities, entail an element of loss (e.g., loss of a limb,
loss of function, loss of identity as a healthy person). Stu-
dents and residents should learn the major conceptual
models about how individuals deal with loss,!522-26 and
should develop competence in assessing patients’ coping
with health-related loss and awareness of interventions
available to help patients in the adaptation process.

Bereavement

Many primary care patients endure personal losses
(of which death is only one) and seek medical attention
from primary care physicians during the bereavement pe-
riod for problems that may be related or unrelated to the
loss. Common medical conditions related to bereavement
are sleep disturbance, depression, substance abuse, and
anxiety. Some patients will seek help for medical condi-
tions during the time they are acutely grieving, and have
the potential to benefit from physician intervention in the
form of risk assessment for complicated bereavement and
preventive counseling. Students and residents should
learn about the health consequences of bereavement, de-
velop competence in performing a risk assessment for
complicated grief in the primary care setting, and learn
about resources that can provide further help for grieving
families (e.g., social work, chaplaincy, support groups).

Teaching about Ethical Issues at the End of Life

In contrast to the ethics learning that takes place on
inpatient services, the opportunities to learn about ethics
in the primary care setting are generally less dramatic
and less crisis oriented. The primary care setting is an
ideal one in which to learn and practice ethical behaviors
that can prevent clinical and ethical dilemmas at a later
point in the patient’s illness.2?” Discussion of patients’ val-
ues and preferences for care, communication about diffi-
cult prognostic information and treatment options, and
exploration of sources of suffering and approaches to
their amelioration offer the primary care educator an op-
portunity to model excellence in preventing end-of-life
ethical dilemmas.

Teaching Interdisciplinary Teamwork

The primary care setting is an excellent environment
for modeling teamwork and collaborative patient care
among physicians, nurses, social workers, chaplains, and
family and community members. Students and residents
should be exposed to individuals in other disciplines as
key collaborators in the care of patients at the end of life.
They should have the opportunity to participate in clinical
team meetings, to share care with other health profes-
sionals, and to make conjoint patient visits. Finally, stu-
dents and residents should have experiences in which pa-
tients and family members provide their perspectives on
end-of-life care issues.

PALLIATIVE CARE TEACHING METHODS

Billings and Block have delineated a series of evidence-
based recommendations for teaching palliative care that
are readily adaptable to the primary care setting.! These
principles can be a pedagogical guide to the design of
learning experiences in primary care.

Teaching in the primary care setting revolves around
clinical experiences with patients as well as structured
educational exercises (postclinic rounds, conferences,
journal clubs, and seminars). When students and resi-
dents have the opportunity to care for patients they have
known in the primary care setting who are terminally ill,
special learning opportunities arise. Caring for a patient
whom the student or resident has followed over time rep-
resents a “teachable moment” in medical training, when
the learner is likely to be particularly receptive to teaching
about palliative care because of the connection with the
patient and the commitment to providing longitudinal
care. Students and residents should be encouraged to fol-
low such patients intensively in whatever setting the pa-
tient is receiving care. Involvement with hospice and
home visiting should be encouraged.

Case-based discussion, role playing, standardized
patient exercises, and lectures should be used to expose
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learners to the range of palliative care issues. Teaching
should emphasize different types of death experiences to
provide students with knowledge and perspective on dif-
ferent disease processes. Cases can emphasize both com-
munication and management issues and give learners op-
portunities to practice clinical skills.

Faculty in the primary care setting should view both
practical teaching about end-of-life patient management
and attention to the learner’s emotional responses to the
clinical situation as their responsibility, and should
closely supervise the learner’s experience and attend to
his or her emotional responses. Balint Group-type meet-
ings, in which participants meet to talk about difficult
cases and their emotional reactions to the work of doctor-
ing, are an excellent venue for discussions of emotional
responses to dying patients. Stories from literature and
other forms of artistic expression also may be valuable as
teaching tools, facilitating discussion of personal reac-
tions to dying patients.

As part of primary care rotations, each student and
resident should participate in collaborative, longitudinal
hospice and nursing home experiences, including inter-
disciplinary team meetings, patient home visits, and tele-
phone contact with patients, families, and hospice nurses.
Learners should be exposed to a variety of dying experi-
ences, directly or indirectly through discussions with other
students and clinicians about their patients. Optimally,
students should have an opportunity to participate in or
witness a positive model of dying in which patient and fam-
ily members have an opportunity for closure and reconcil-
iation in the dying process.

Evaluating Clinical Competence in Palliative Care

Evaluation of palliative care competence in the pri-
mary care setting should parallel other evaluations of
clinical competence and should be both formative and
summative. Modified objective structured clinical exami-
nations (OSCEs) should be designed to assess clinical
skills, decision making, clinical reasoning, and ethical
problem solving around end-of-life issues. Prescribing an-
algesics, breaking bad news, and assessment of depres-
sion in the terminally ill are important topics that would
lend themselves to this approach. Standardized patients
enacting common primary care end-of-life situations can
also be useful in assessing and providing feedback to
learners. Another underutilized modality of evaluation is
feedback from patients and families. Although such eval-
uations may vary in quality, debriefing and discussion by
the learner and a faculty mentor may be a valuable way
for the learner to obtain formative feedback.

INSTITUTIONAL SUPPORT

Optimal integration of palliative care into primary
care education requires institutional support from several
sources.

Medical Schools and Teaching Hospitals

As primary care educational experiences are now in-
tegrated broadly across the entire spectrum of medical
education, there are many opportunities to teach pallia-
tive care. Each medical school needs to develop a coher-
ent plan outlining how palliative care will be taught in pri-
mary settings. An oversight body with responsibility for
reviewing palliative care content across the entire curricu-
lum would facilitate appropriate inclusion of this material
in preclinical education and clinical teaching sites, and
would reduce gaps and improve the efficiency of the edu-
cational program in palliative care.

Faculty Development

Few faculty have a solid foundation of knowledge
about palliative care from their medical school or resi-
dency training. Yet, many of the traditional continuing med-
ical education (CME) programs—grand rounds, primary
care teaching conferences, and journal clubs—include lit-
tle content related to palliative care. Primary care confer-
ence schedules should include regular presentations on
various facets of palliative care, in which both fundamen-
tals and new developments are presented. Primary care
CME programs should include palliative care as a core
content area.

Exemplar faculty development programs should be
provided to help faculty acquire communication, mentor-
ing, and other teaching skills related to end-of-life care.
Successful courses on palliative care or end-of-life com-
munication skills have been developed and conducted by
the Project on Death in America Faculty Scholars Pro-
gram, the Medical College of Wisconsin,?® and the Har-
vard Medical School Division of Medical Ethics. These
models (and others) can serve as blueprints for institu-
tional initiatives in faculty development.

Finally, faculty teaching palliative care in the primary
care setting will benefit from access to appropriate teach-
ing resources that address these topics in the primary
care setting. Videotapes, clinical cases, reading lists, syl-
labi, standardized patient scripts, OSCE designs, knowl-
edge assessment instruments, and CD-ROM technologies
relevant to this area should be collected, catalogued, and
disseminated.

Improving the Research Base for Palliative Care

There are many basic research needs in palliative
care as it relates to primary care. First, as noted by oth-
ers, we need to know more about the epidemiology of dy-
ing.?® Knowledge of where and how and under whose care
patients die in the community and in the hospital will im-
prove the match between physician education and the
care needs of patients, and will inform planning for ser-
vices. Little is known about the experience of primary care
physicians providing palliative care to the dying. A better
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understanding about how care is shared by generalists
and specialists, between hospices and primary care phy-
sicians, between community-based physicians and “hos-
pitalists” will provide further understanding that can
shape our training of students and residents. Data about
the personal impact on physicians of caring for the dying
are nearly absent from the literature. Such information
has the potential to provide useful guidance to educators
and clinicians about how to support primary care physi-
cians in this function.

Development of Residency Program Guidelines

Residency review committees (RRCs), which establish
guidelines for clinical training, play a determining role in
graduate medical education. In general, RRCs have not
mandated attention to palliative care issues in graduate
training. However, the internal medicine RRC has recently
revised its residency guidelines to include a requirement
for instruction in palliative care and a recommendation
for clinical experiences in hospice and home care. Changes
in residency requirements in this area will require teach-
ing hospitals to ensure that they have both faculty who
are able to address the new training needs and appropri-
ate clinical placements for residents.

Licensing and Certifying Examinations

The National Board of Medical Examiners and the in-
ternal medicine, pediatrics, and family medicine boards
are including a growing number of questions related to
palliative care on their examinations. As palliative medi-
cine becomes better integrated into these examinations,
medical school curriculum leaders are likely to increase
the emphasis on this content in their curricula.

Role of National Primary Care Organizations

Major primary care organizations, as well as primary
care educators’ organizations (American Academy of Phy-
sician and Patient, Society of Teachers of Family Medi-
cine) have an opportunity to assume leadership roles in
improving education about end-of-life care. A consensus
document developed by these organizations endorsing the
importance of palliative care within primary care and sug-
gesting implementation mechanisms for palliative care
education would enhance the inclusion of this material in
educational programs.

BARRIERS TO AND FACILITATORS OF CHANGE

An awareness of the barriers and incentives to
change can provide leverage for the change process and
help to foster integration of palliative care educational
content across the educational spectrum. Leadership
from primary care division or department chiefs, primary

care clerkship directors, and residency training directors
will be essential in implementing these recommendations.
In addition, institutional commitment to integrating pal-
liative medicine content throughout the medical school
curriculum will further facilitate adoption of these pro-
posals in the primary care setting.

A number of barriers to enhanced palliative care edu-
cation in the primary care setting, however, are likely to
remain. First, because palliative medicine is an emerging
discipline, the lack of institutional palliative care pro-
grams or linkages with community hospice programs in
many settings is likely to hinder the development of edu-
cational opportunities for students and residents in pri-
mary care. Further, lack of a vision of what excellence in
end-of-life care can offer to the patient and family in the
dying process may limit aspirations and expectations of
both students and faculty, resulting in acceptance of sub-
optimal care processes and outcomes. A lack of ade-
quately trained faculty to promote and implement this vi-
sion and these new educational offerings is another major
barrier to change.

LIMITATIONS

The consensus recommendations presented here rep-
resent the opinions of a diverse and knowledgeable panel of
experts. A major limitation to our process is the inadequacy
of the research database about palliative care education.
We do not have generalizable, well-evaluated models for
educating medical students and residents about the care
of the dying. Thus, our recommendations were based
heavily on “expert opinion.” Although we included some
nonphysician experts in the process, educational models
designed for other disciplines might have provided helpful
input. Patient and family opinion was not represented in
our deliberations. Finally, our group process did not use a
full range of formal methods for arriving at consensus. We
were fortunate that there was ready agreement among the
participants about the key recommendations.

SUMMARY

The confluence of enhanced attention to primary care
and palliative care education presents educators with an
opportunity to improve both (as well as patient care)
through integrated teaching. Improvements in palliative
care education will have benefits for dying patients and
their families, but will also extend to the care of many
other primary care patients, including geriatric patients
and those with chronic illnesses, who make up a large
proportion of the adult primary care population. In addi-
tion, caring for the dying, and teaching others to carry out
this task, can be an important vehicle for personal and
professional growth and development for both students
and their teachers.
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