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MEDICAL EDUCATION

The Curriculum of Caring: Fostering Compassionate, Person-Centered Health
Care

Kerry Boyd, MD

This drawing was provided by a patient for whom the legendary phoenix bird has great
significance.

A Call for Compassionate, Person-Centered Health Care

Clinicians’ compassion and empathy have been found to be associated with improved
clinical outcomes [1, 2]. The Associated Medical Services (AMS) Phoenix Project issued a
Call to Caring in 2012 to reemphasize the importance of compassionate, person-
centered care in medical practice. AMS Phoenix Project defines person-centered care as
“high quality health care that respects an individual's preferences, needs and values and
is provided in an empathic and compassionate way" [3]. This emphasis stands to benefit
health care recipients as well as clinicians at each point of care and to contribute to
broader health care reform. The Royal College of Physicians and Surgeons of Canada'’s
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CanMEDS Physician Competency Framework identifies person-centered care as an
important emphasis of the competencies [4]. Despite agreement that compassion and
person-centeredness are important, it appears that these characteristics wane as health
professionals move through their training [1, 5, 6].

Educational interventions including personal encounters with patients, modeling by
mentors, and reflective activities (especially early in training) can foster caring qualities
such as compassion and empathy [6-9]. Additionally, longitudinal experiences for health
care learners with marginalized patient groups have promoted positive attitudes toward
those underserved populations [9-11]. Experiential learning in clinic- or community-
based settings also fosters communication and interpersonal skills that are essential to
engage patients from diverse populations in shared decision making [12-15].

Effective two-way communication is foundational to person-centered care [12, 13],
particularly when patients have complex needs that may make communication more
difficult. There has been a paucity of curricula and standardized guidelines [16] to help
trainees make communication adaptations in situations where significant
communication barriers exist. Such barriers commonly affect patients with
developmental disabilities (DD), who can present with cognitive and communication
challenges in addition to complex medical and mental health needs. Health professionals
report inadequate training in the care of patients with DD [17, 18].

Person-Centered Care for Patients with Developmental Disabilities

The literature consistently describes the population of people with DD as having more
than average medical and mental health comorbidities coupled with more barriers to the
kind of individualized care that meets their needs [17, 19]. Although physical barriers to
access for persons with disabilities are being addressed in many countries, system-
related barriers remain significant with DD being considered beyond the scope of
practice for many generic services [19, 20]. More challenging are clinicians’ attitudinal
barriers and unconscious biases toward people with disabilities, which are beginning to
be addressed in health care training [21, 22]. Common ethical challenges in the care of
persons with DD tend to center upon concepts such as human rights, recognition of
personhood, dignity, intrinsic worth, and respect for agency in decision making [23].
Furthermore, health care clinicians express feeling inadequately equipped to assess and
treat people who present with significant cognitive or communication deficits, identifying
a need for more experience and training [17, 18]. Therefore, it is important for health
care curricula not only to equip students with relevant knowledge and skills, but also to
influence attitudes [21], address unconscious biases [22], and instill respectful, caring
competencies. Fortunately, training that incorporates patients with disabilities has been
found to improve knowledge, attitudes, comfort, and willingness to provide care [24-27].
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Curriculum of Caring: Addressing Barriers to Care

Beginning in 2008, the Niagara Regional Campus of McMaster University's Michael G.
DeGroote School of Medicine provided trainees with experiences to increase their
capacity to provide competent and compassionate care to people with DD. A three-
phase program, the Curriculum of Caring, has been developed in which people with DD
and their caregivers contribute to the education of medical students throughout their
three years of medical training. In 2011, the program was extended to include students
at Brock University's Center for Applied Disability Studies and Nursing with the further
benefit of interprofessional learning [28]. Video and web-based resources [29] have
been also been created in order to expand the reach and application of the Curriculum of
Caring [30].

Program Premise: Experience is the Best Teacher

Active inclusion of people with disabilities in medical decision making is recognized as a
human right and ethical standard [31]. No longer is medical paternalism accepted in the
care for people with DD. Self-advocates are urging health care professionals to gain an
appreciation of each person as an individual rather than fixating on disability [32]. Focus
groups of adults with DD emphasize the importance of attitudes (genuine respect), skills
(especially appropriately adapted communication), and competencies (treating relevant
problems) [33]. And health care recipients living with DD are increasingly appreciated as
best suited to teach about the care they need and how to deliver it [31-33].

McMaster University's program development has been shaped by the educational
literature, student evaluations, and multiyear contributions of people who have lived
experience with DD. The result has been a three-phase progression of experiential
learning that incorporates early exposure to people with DD, clinical skills training, and
opportunities to practice in interdisciplinary team settings.

Phase one: early exposure. Students participate in an interprofessional half-day at
Bethesda, a regional provider of community-based services for children and adults with
DD. They interact with “Bethesda Day" hosts from an adult day program and hear from a
parent of a child with special needs. These direct interactions are augmented by an
overview, led by the author, of DD, resources for further reading [34, 35], and local
services, with an interprofessional emphasis. Learners consistently note that hearing
personal narratives had the most impact in sensitizing them to the needs of those who
live with disabilities and motivating them to acquire more skills and experience.

Phase two: clinical skills training. This phase teaches pre-clerkship students to
“Communicate CARE" by communicating “clearly, attentively, responsively, engaging the
person first and others as appropriate” in interviews with patients with DD.
Communicate CARE emphasizes environmental and interpersonal adaptations that
contribute to the comfort and success of interviews. Students are given opportunities to
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interview volunteer patients with varying cognitive or communication profiles and
mental health needs. These interactions are followed by group discussion about the
interviewers' experiences, what they learned from the people they encountered, and
how they can apply it to their practice.

Phase three: application. Application of Communicate CARE and clinical competencies
takes place in interprofessional team settings for two to eight days of the trainees’
psychiatric clerkship rotations. Learners participate in clinic interviews, team discussions,
and collaborative treatment planning in order to increase their capacity to deliver
relevant person- and family-centered care to people with DD. In other clinical settings,
students encounter children and adults with DD who have health and mental health
needs, anecdotally reporting benefits from the Curriculum of Caring experiences.

Feedback and Impact: Mutual Benefits

The Curriculum of Caring has been informed by personal experience with DD and health
care. The involvement of patient educators, research participants, and family advisors
has been central in devising and refining a curriculum aimed at shaping health care
professionals’ attitudes and practices. Students report increased comfort, confidence,
and competence working with patients with DD incrementally after each phase. They
also provided comments about their Curriculum of Caring experiences.

“The more experience the better! Every encounter makes me feel more
confident and determined to learn more in order to best serve this
population as a future family doc.”

“This experience definitely improved my confidence in working with this
population.”

“I would love the future experience of working with this population.”

“Great learning experience and | would now love to look into nursing jobs
that work with people with disabilities.”

Students’ questionnaires indicated that meeting adults with DD and hearing parent
narratives had the greatest impact on their appreciation of person-centered care. The
postintervention comments strongly suggest that encountering people with DD
provokes thought, promotes compassion, and fosters caring among future clinicians. A
nursing student involved in Curriculum of Caring focus group research and video
development communicated the influence of the experiences on her future practice.

These individuals have truly inspired me to continually integrate the
concept of caring into everything | do as a future health care professional,
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and to ensure that the voices of our patients are heard to meet their
unique needs.

Curriculum of Caring has also garnered positive feedback as students have used their
skills in various clinical settings. A medical student who experienced the three phases of
Curriculum of Caring for people with DD wrote:

| wanted to share with you an example of our time at Bethesda having
significant/ripple impact: yesterday [two classmates] and | were
rounding on surgical patients with our resident; one of our patients was a
non-verbal middle-aged woman with cerebral palsy. The three of us
were way more comfortable communicating with her and examining her
than the resident—I like to think we modeled a bit to him!

In addition to the benefits for trainees, patient educators have described personal
benefits. Mother and daughter participants reported:

"The role-playing to make the videos has given her [my daughter] a lot of
self-confidence, especially when she has to visit a doctor in real life (even
her doctor noticed this). She used to be very quiet, hang her head and
avoided eye contact, but now she is more confident and talkative and
even asks questions.”

“It helped me figure out that | can talk for myself instead of people
talking for me.”

The Curriculum of Caring has created a ripple effect, expanding the network of people
who share the vision of improved care for people with DD. Health care recipients,
learners, and clinicians all stand to benefit from this necessary and transformative
movement of compassionate, person-centered care.

Expanding the Curriculum of Caring’s Application and Influence

Curriculum of Caring has expanded into a web-based forum for health care learners to
hear from people affected by DD. More specifically, the Curriculum of Caring website [30]
gives people with DD experience opportunities to be health care educators via video.

Phase one. "\loices of Experience” features a cross-section of willing and capable
spokespeople providing unscripted personal narratives and advice. Personality, vitality,
and valuable insight are expressed in videos featuring people whose lives are touched by
disability.
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Phase two. The clinical communication skills module includes an “Interview with CARE"
primer complemented by video interviews that model “Communicate CARE" in practice.
The videos depicting medical and nursing encounters were co-created with the
McMaster/Brock Simulated Patient Program, students, and actors from the Niagara
community (featuring Bethesda’s SpotLight Drama troupe).

Phase three. This online community of practice features clinical, research, educational,
and self-advocate experts from around the province of Ontario, sharing their wisdom
and advice while broadening the network of shared resources.

These experiential learning opportunities and video-based resources have been designed
to instill caring competencies, including attitudes, communication skills, and person-
centered practices for treating people with DD. Web-based materials expand the
educational impact. The Curriculum of Caring model has potential to broaden the
application further to benefit more clinicians and other disadvantaged populations.

Conclusion

The AMS Phoenix Project calls for transformation of professional training, practices, and
systems that will bring about renewal of compassionate, person-centered health care.
The Phoenix Project: Call to Caring comes at a time when there is a need for
transformation in the way services are delivered, with an emphasis on person- and
family-centered care. With the legendary phoenix bird in mind, the people with DD
involved in the Curriculum of Caring have risen from their difficult experiences to the
challenge of fostering a renewal of compassionate, person-centered care. Their inclusion
in the experiential learning of health care students is a vital force in addressing the
exclusionary barriers they experience as health care recipients. They challenge and
inspire us, as professionals and educators, to rise up and partner with them in the ethical
cause of compassion.
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