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Abstract
The patient experience is now globally recognized as an independent dimension of health-care quality. However,
although patients, providers, health-care managers, and policy-makers agree on its importance, there is no
standardized definition of the patient experience. A clear understanding of the basic concepts that make up the
foundation of the patient experience is more important than a statement defining the patient experience. The
fundamental nature of health care involves people taking care of other people in unique times of distress. Thus,
the human experience is at the very core of understanding what the patient experience is. This article reviews a
framework of the basic human experience of patients as they progress from being unique, healthy individuals
to a state of experiencing both disease and health-care services. This novel framework naturally leads to a basic
understanding of the patient experience as a human experience of health-care services.
Keywords patient experience, quality of care, patient satisfaction, patient's perception of care, health-care
services quality, human
expertence
Introduction
Throughout the world, the patient experience is recognized as an independent dimension of health-
care quality, along with clinical effectiveness and patient safety (1 ,2). Healthcare organizations across
the United States are focusing on how to "deliver a superior patient experience" (3). Quality is a key
driver of these industry-wide changes, as are the shifts in health-care policy that have tied hospital and
physician compensation to patient experience measures, the focus on patient engagement, and the
emergence of the consumer mindset (2,4).

Despite the increasingly important role that the patient experience occupies in health-care clinical
practice, research, quality improvement efforts, and policies, there is no universal understanding of
what the "patient experience" is, as evidenced by the lack of a standardized definition (4). Therefore,

2050



Social workers and health staff's understanding of the patient
experience: a conceptual framework

patients, clinicians, policy makers, managers, and researchers have different interprets of the concept
(5). Although this has been called the "era of the patient" (6), experts have said, "it's no wonder that
hospitals are struggling with the best way to provide it." After all, if you can't define what it is, you
can't provide it—and you certainly can't measure it" (5). Thus, a clearer understanding of the patient
experience will assist clinicians in improving that experience at the point of care, guide further research
into the topic, and provide clear directions for quality improvement efforts and health-care policies.

There are several reasons for the lack of a formal definition or clear understanding of the patient
experience. The patient experience is a multidimensional, multifaceted, and intimately connected
concept with several subsections. Furthermore, framing definitions, even when concepts are well
understood, is not a simple task. The Beryl Institute made a significant stride forward by providing a
definition that highlights the integrated and multidimensional nature ofthe patient experience and the
complexity of the framing task (4,7). They defined the patient experience as "the sum of all
interactions, shaped by an organization's culture, that influence patient perceptions, across the
continuum of care" (7). This definition identifies 4 critical themes for understanding the patient
experience: personal interactions, organization's culture, patient and family perceptions, and
continuum of care.

By itself, a definition is a statement that seeks to convey the understanding of a concept. The greater
our
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understanding of the patient experience, the easier it is to frame a definition. As we continue to create
a standardized definition, it is important to step back from its multidimensional nature and review its
most basic concepts. One fundamental source for this concept comes from an article in the 2001
Institute of Medicine, which states, "health care is not just another service industry. Its fundamental
nature is characterized by people taking care of other people in times of need and stress" (8). A central
role in health care is, therefore, the humanity of both the patient and care provider throughout the
process of providing health care. Both the physician and patient are people (9).

This article seeks to provide a general overview of the patient experience from the platform of who
we are as human beings, whether we are patients or providers. It provides a conceptual framework that
traces the patient's virtual journey from health, to the onset of disease, and through multiple encounters
with health-care services. To fully appreciate the value of this conceptual framework, awareness of 2
important elements is required. First, although the patient experience concept is multidimensional and
multifaceted, the health-care experience for the individual patient is unified; it is informed by a
complex combination of the patient's personal life, as well as their own and their family's experiences
within the health-care system at all levels of care.

Second, the word "patient" is used in this article with a specific meaning. There is intense debate
about replacing the word patient with consumer, users, or clients; the argument for the change is that
the word "patient" conveys the idea of passivity and does not correctly describe all patient populations,
especially the "well patient" seeking preventive services (10,11).
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In this article, we use the dictionary definition ofpatient: "a person receiving or registered to receive
medical treatment" (12). However, the additional element of "suffering," which captures a critical
element of the human experience of disease, is also incorporated. Thus, patient refers to a person
suffering from a disease before and after they begin receiving or are registered to receive medical
treatment.

The Experience Journey of the Patient

A recurrent and prominent theme in discussions of the patient experience is centering the patient's

perception or perspective on the health care they receive (7,13). Healthcare providers who seek to

understand the patient's perspective of their experience will obtain a greater understanding of the
patient experience. Furthermore, it is important to note that the patient's overall health and disease
experience begins before they enter the health-care system. This holistic experience from the patient's
perspective is critical for a complete understanding of their experience within the health-care
organization.
Phases and landmarks ofthe patient experience. When a patient contacts a health-care organization,
assuming they are in a basic state of health, they begin a journey that consists of 3
phases or spheres of experiences with 2 critical landmarks. These phases and landmarks of the patient
experience are illustrated in Figure 1.

e The patient, just as the provider, is a unique individual. A baseline state of health is used for the

purpose of simplicity, as illustrated in the right column in Figure 1.

e The first landmark for the individual is the beginning of a process that moves them from the first
column, person, to the middle column, patient. A patient, as we have stated, is a person who is
suffering from a disease, but they are still the same unique person they have been.

e The second landmark occurs when this person suffering from a disease makes their first contact
with mediCal care services regarding this disease. They become users or consumers of these
services. While they interact with health-care organizations, they continue to be the same person
they were before disease onset.

Importantly, the state of disease or the role of a person as a user of health-care services is dynamic. If
the disease is cured, the individual who was a patient before is restored to the experience of health and is
no longer a patient.

A Continuum and Unity

As Figure | demonstrates, the patient remains the same person they were before the disease onset, even
after they contract a disease or begin utilizing medical services. The person's interactions with health-
care providers—and not their disease or their role as consumers—are the key to understanding the
fundamental nature of the patient experience.

The patient experience does not rely solely on the events that occur between themselves and health-
care providers; their complex human experiences also influence their perception of the situation. For
instance, while the patient seeks to understand the plan of care as the provider explains it (experience
with medical services), they might also experience discomfort from their symptoms (experiences of the
disease) and anxiety over making sure their kids are picked up from daycare (experiences in general life).

A journey through this continuum leads to a solid understanding of what health care currently refers to
as the patient experience. As shown in Figure |, this experience is also a human experience of a distinct
occurrence or series of events called health-care service.

The Person: The Human Experience
The first column in Figure 1 lays the foundation for understanding the person who seeks medical care
from health-care
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Human being
No disease
Four important dimensions of Onset of disease before first contact
experience with healthcare: physical, | with healthcare services
psychological, social, and spiritual Disease is a state of ill-health and its Patient contacts and interacts with
Lives in the context of family and associated suffering healthcare services
communities Remains the same person they have Patient with a disease takes on the role
Experience of health always been of a consumer or user
Disease often triggers fear and anxiety |Patient remains the same individual as
Experience of disease they have always been
Experience of healthcare services

Figure I . A conceptual framework for understanding the patient experience. The arrows indicate the
direction patients take in their journey through health-care encounters, which is hypothetically to the
right Of the diagram. The person moves across the continuum, indicating that the patient or user of
health-care services is the same unique human being they have always been. The arrow labeled
"Patient" begins in the middle, indicating the person is not always a patient and becomes one with the
onset of disease. The "1Jse€' arrow indicates that the person who has a disease only becomes a user of
health-care services with their first interaction with the health-care system.

providers. Understanding the humanity of patients is the critical foundation upon which any successful
patientcentered experience efforts should be built. The prominent role of our humanity distinguishes
health care from other service industries (8). In "Harrison's Principles of Internal Medicine," Jameson et
al stated, "Tact, sympathy, and understanding are expected of the physician, for the patient is no mere
collection of symptoms, signs disordered functions, damaged organs, and disturbed emotions. [The
patient] is human, fearful and hopeful, seeking relief, help and reassurance" (14).

The patient is a human, and humanity harbors the secret to the elements of care that creates a superior
patient experience. In a speech to Harvard Medical Students in 1926, Francis Peabody stated, "one of the
essential qualities of the clinician is interest in humanity, for the secret of the care of the patient is in
caring for the patient" (9, 15). This statement is as valid today as it was when it was first spoken. Our
interest in the humanity of our patients naturally leads us to care for the person who is suffering from an
illness and seeking help from the health-care system, rather than merely managing a case or disease. The
human experience is, therefore, central to the overall conceptual understanding of the patient experience.

The World Health Organization defines health as "a state of complete physical, mental and social well-
being and not merely the absence of disease or infirmity" (16). This definition indicates that the human
experience in health and disease is multidimensional and includes physical, mental, and social
dimensions. Puchalski identified a fourth, spiritual dimension; she calls compassionate care "serving the
whole person—the physical, emotional, social, and spiritual" (1 7); research has shown this to be
important to many patients (18). The social dimension emphasizes the importance of engaging not only
the patient but also their families and communities (19-21). Needham recognizes the multinational nature
of the patient experience in stating that both emotional and physical experiences must be managed,
highlighting 2 out of the 4 dimensions noted above (22).
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The Patient: The Experience of Illness
As noted above, this article uses the word patient to refer to a person suffering from a disease before
and after they begin receiving or are registered to receive medical treatment. It has a central role in the
conceptual framework ofFigure 1, as it preserves what is "distinctive about medical practice" (10) and
what separates health care from many other service industries: a human being suffering from a disease
seeks care from another human being who not only provides a service but also is moved with
compassion and empathy for the one seeking help (8). Despite its limitations within the evolving
landscape of health care, Dr. Raymond Tallis' comment regarding replacing the word patient, to "leave
it well alone" (10), seems to be echoed by most patients and providers (23).

The onset of a disease marks the critical landmark of the transition from a person who is healthy to
a person suffering from a disease before or after they are registered or begin receiving medical
treatment. The individual, who we assume was previously healthy, begins to experience a disease in
the psychological, physical, social, and spiritual dimensions. For example, a patient with a broken
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bone may experience not only physical pain and sight of a possible deformity but also the fear and
anxiety of lifelong loss of movement or being admitted to a hospital for the first time.

Shale describes 3 aspects of the patient experience, including physiologic experiences of illness,
customer service, and lived experiences of the illness (24). The patient's experience of an illness is a
distinct aspect of their overall experience. The ultimate hope of medical care is to eliminate, reduce
the impact of, or manage the varied psychological, physical, social, and spiritual experiences of illness,
for both the patient and their families and communities. These distinct spheres of experiences, which
simultaneously occur during every interaction between the health-care organization and the person,
form the continuum of the patient's holistic experience of care.
The Experience of Health-Care Services
Health care is, "after all, a service" (2). Patients become users or consumers of health-care services
when they begin using those services, starting with their first interaction across the continuum of care.
Health-care service, as a continuum of all interactions with the patient, is experienced in the same 4-
dimensional sphere of human experience, that is, physically, psychologically, socially, and spiritually.
The patient experience, in essence, is the human experience of health-care services. The central reason
for the existence of the health-care industry is to care for the patient: to manage their physical,
psychological (emotional/mental), social, and spiritual health needs as presented.

The Hospital Consumer Assessment of Healthcare Providers and Systems (HCAHPS) is a
standardized, wellestablished, and extensively-validated instrument that measures the degree to which
health-care services have managed to meet the aforementioned complex needs (13). The HCAHPS
addresses specific aspects of interactions between the patient and the health-care organization, such as
communication with doctors and nurses. The patient's experience begins with the onset of disease,
which, however, the HCAHPS cannot capture. This is because the health-care system is not responsible
for the prior, varied experiences that individual patients may have experienced in their illness before
seeking care for this disease state. However, when these patients are under the care of a health-care
organization, the degree to which the care services meet their needs, in the context of the family and
community, is the healthcare service provider's direct responsibility. The HCAHPS scores give health-
care service providers a quantitative measure to assess how well they are meeting the needs of their
patients, families, and communities. They can then determine areas of strengths and weaknesses and
clearly plan quality improvement changes across the continuum of care so that "patients would
experience care" that is safe,
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effective, patient-centered, timely, efficient, and more equitable" (8).

Conclusion

A proper, clear, and precise understanding of the patient experience will benefit the health-care industry
and society in multiple aspects, including but not limited to establishing a tailored and personalized
clinical bedside care, providing clear guidance for further research, stimulating consistent and sustainable
improvements in medical care quality, and guiding health-care policy. The conceptual framework
presented in this article, which seeks to clarify the centrality of the patient's human experience across the
continuum of care, is only the beginning point for a better overall understanding of this multidimensional,
multifaceted concept. The healthcare industry has not received the full benefit of the data provided by
patient experience measurement tools. Given the potential impact on quality, safety, and cost of health
care in general, research efforts should be made to not only create a standardized definition of the patient
experience but also clarify its various components. The current methods of measurement and reporting
should be improved in order to establish the best ways to incorporate the patient experience data into
general health-care improvement efforts.
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