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ABSTRACT 

The health care system, along with other service industries, has recently 

sought to serve patients through models of person-centered care. Bolstered by 

ideals of respect for autonomy and individual values, medical professionals seek to 

provide medical care that supports the well-being of patients beyond physiology 

alone. However, in the acute hospital setting there exist numerous barriers that 

make this goal difficult. Physicians and staff are faced with ethical dilemmas daily 

while encountering patients faced with high stress situations, critical decision-

making, and planning for the future in the context of serious illness. Providers of 

medical care are often unable to help resolve these situations due to their competing 

obligations.  

This practicum-based thesis is based on my experience piloting the new role 

of Clinical Decision Support Liaison at a Novant Health tertiary care center. This role 

intended to serve patient needs through increased conversations about goals and 

improved communication between physicians and patients. During this practicum I 

discovered the palliative nature of exploring patient values, assisting with decision-

making, and offering support to patients in the inpatient setting; each of these 

measures brought comfort to patients. While engaging in ethical evaluation, I also 

provided invaluable support to patients through communication skills and 

mediation. My practicum experience suggests that in seeking person-centered care, 

hospitals must focus on both the physiological and the psychosocial sources of well-

being in patients. 
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The following chapters include information regarding the intent and 

development of the new role, the impact of the role as illustrated by three narratives 

of my encounters with patients and staff, and my reflections and recommendations 

for implementation of this role in the future.  
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INTRODUCTION 

Proactive Palliative Care Consultation: A Social Work Perspective 

Palliative care has become significantly more embedded in the health care 

system over the last decade. It is more broadly valued as a necessary discipline for 

patients living with serious illness or at the end of life, offering comfort care in 

addition to medical interventions. Even in this more welcoming climate, however, 

there still remain barriers to its use for some patients. Palliative care is a discipline 

that requires a medical system to discern the patient’s goals and wishes rather than 

treating only the body’s ailments; time constraints, discomfort, and a 

misunderstanding of the purpose of palliative care can all prevent the treating 

medical providers1 from introducing the option of palliative care to patients whose 

deaths may not be imminent. From this, gaps arise in both the identification of need 

for palliative services and subsequently the provision of palliative services. In order 

to close these gaps, there is a need for another clinician who can gather information 

about the lives and treatment goals of patients, educate patients about advance care 

planning and palliative care options, and connect the treatment teams with that 

information. This thesis explores filling that gap through a proactive role in 

palliative care and is based on a practicum in which I piloted a new position, the 

Clinical Decision Support Liaison (CDSL) at a Novant Health (NH) tertiary care 

center. I begin this exploration with some definitions of concepts surrounding 

palliative care and the role of social work within palliative care.  

                                                           
1 For the purpose of this thesis, I will refer to physicians, physician assistants, and nurse practitioners 
as “providers.”  
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Relief of Suffering as a Medical Moral Duty 

First, very broadly, there exist societal expectations of the health care 

community. Pellegrino and Thomasma (1993) defined physicians as “the moral 

center of health care,” and considered them obligated to at least attempt to relieve 

the suffering of their patients (p. 37). Further, in its code of ethics the American 

Medical Association (AMA) defines the practice of medicine as “fundamentally a 

moral activity that arises from the imperative to care for patients and to alleviate 

suffering” (AMA, 2016, p. 1). Health care professionals embrace a central obligation 

to relieve suffering. In a simplistic example, when patients present to a physician’s 

office with pain from symptoms of a minor infection, they anticipate that the 

physician will provide a diagnosis and treatment, subsequently relieving the pain. 

Cassell (2004) stated that the imperative of physicians to relieve suffering is 

founded in a system of trust. He explained that doctors “are people who, because of 

their special knowledge, are empowered to act by virtue of the trust given by 

patients, and who thereby acquire responsibility” to act (p. 72). Similarly, Pellegrino 

and Thomasma (1993) stated that patients are forced into the role of vulnerability 

by the “predicament of illness;” because they are ill and need relief, they must trust 

the physician, creating an imbalance of power (p. 35).  This imbalance of power then 

exacerbates the patient’s vulnerability to suffering; because the physician, due to 

professional obligations, should relieve suffering, this imbalance of power imbues 

the physician with a special responsibility. The medical provider is a knowledgeable 

source of information and healing, and must use his/her knowledge to remedy 

patients’ suffering.  
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Palliative Care: Reframing Relief of Suffering 

While physicians are all trained to relieve suffering through curative medical 

treatments, palliative care broadens the concept of suffering to include existential 

variables. The World Health Organization (WHO) defines palliative care as 

improving “the quality of life of patients and their families…through the prevention 

and relief of suffering…and the treatment of pain and other problems, physical, 

psychosocial and spiritual” (WHO, 2014). There exist two primary goals of palliative 

care in this definition that are essential to this brief discussion.  

First, palliative care aims to improve the quality of life for patients and their 

families through treatment of simultaneous forms of suffering. Alleviating the 

multiple aspects of suffering includes symptom management to reduce physiological 

pain, support to relieve psychosocial stressors, and support for spiritual guidance.  

The goal to relieve suffering speaks to the very origins of palliative care in the 

1960’s when Dame Cicely Saunders noticed that the dying individual was 

fundamentally abandoned by medical practitioners once treatment became futile 

(Thoresen, 2003). She recognized and wanted to relieve the “total pain” in the dying 

experience, wherein the patient suffers from a “complex of physical, emotional, 

social, and spiritual elements” (Saunders, 1996, p. 1600). In palliative care practice, 

the medical team seeks to remove the harms that come with serious illness and the 

process of dying, including fear, pain, and generalized suffering. This practice of 

palliative care requires medical practice to be virtuous; the medical providers must 

be able to recognize suffering and act with compassion for vulnerable patients. 
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A second goal identified in palliative care is the importance of acknowledging 

autonomy through assessment of individual needs. This goal is entwined with the 

previous one because in order to appropriately relieve the existential suffering, or 

“total pain” that comes with serious illness, practitioners must first be able to 

identify the individual experiences of patients, from which arise the unique 

preferences made by autonomous individuals (Saunders, 1996, p. 1600). 

Beauchamp and Childress (2009) outline the requirements for autonomy, which is 

validated when individuals are able to make choices in healthcare without the 

constraints of undue influence or lack of understanding. Just as patients hope to 

have autonomy in decisions in medical matters from which they will recover, they 

also hope to remain autonomous in making choices about treatment in the midst of 

serious illness and at the end of life. Saunders (1996) observed that dying was as 

individual as “the life that preceded it” (p. 1600). Palliative care identifies and serves 

the individual needs of patients through a multidisciplinary approach that 

recognizes and respects the humanity in every person, thus supporting their right to 

autonomous choice. 

Seeking “Person-Centered” Healthcare 

Related to palliative care is the concept of “person-centered” healthcare. 

Because improving comfort through serving individual needs of patients is central 

to palliative care, and because person-centered care generally holds that the 

individual needs of patients are central to excellent health care delivery, it follows 

that these two concepts are interrelated. The development and widespread 

understanding of person-centered care is still evolving in the literature, however.  
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In 2001, the Institute of Medicine (IOM) published a report outlining quality 

improvements needed in healthcare, and defined patient-centered care as 

“providing care that is respectful of and responsive to individual patient 

preferences, needs, and values, and ensuring that patient values guide all clinical 

decisions” (p. 3). This definition laid groundwork for consideration of a medical 

encounter that was not limited to physiology, but also considered the cultural and 

value-based needs of patients. At the same time, this initial definition of patient-

centered care did not satisfy others in healthcare, in particular because it was tied to 

other goals of efficiency and improved delivery of healthcare in the IOM report. 

Hoping to redefine patient-centered care as a goal in and of itself, Berwick (2009) 

proposed another definition: “the experience (to the extent the informed, individual 

patient desires it) of transparency, individualization, recognition, respect, dignity, 

and choice in all matters, without exception, related to one’s person, circumstances, 

and relationships in health care” (p. w560). Both of these definitions attempted to 

reorient medicine so that the patient was the central focus in the healthcare 

encounter; however, in the implementation of this ideal, it became clear that 

another redefinition might be necessary. 

Starfield (2011) points out that in many articles, measures of improvements 

in patient-centered care are tied to the communication skills of physicians; if 

physicians implement improved communication strategies, patients are more 

informed about their care, are possibly more agreeable to medical interventions, 

and are generally more satisfied with their care. Notably, this orients the goal of 

patient-centered care back toward outcomes of healthcare delivery, rather than 
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keeping the patient’s personal development at the center. Starfield (2011) further 

argues that a person-centered healthcare delivery system must have at its center a 

longitudinal understanding of patients’ needs over time; only within that deeper 

understanding of patients’ lives can medical providers make appropriate 

recommendations for individual patients. Although they are similar concepts, a 

patient-centered approach focuses more narrowly on the patient within the medical 

encounter; the person-centered approach attempts to also include consideration of 

the multiple dimensions of the life of the person beyond the medical encounter. 

Eckman et al. (2011) offer the following definition of person-centered care: 

A person-centered approach to care sets the person's views about his/her 
life situation and condition irrefutably and always at the center of care. The 
patient narrative is the sick person's personal account of his/her illness, 
symptoms, and their impact on her/his life. It captures the person's suffering 
in an everyday context, in contrast to medical narratives that reflect the 
process of diagnosing and treating the disease. (p. 3) 
 

Of course, this is an idealistic form of healthcare delivery. Upon consideration, one 

can easily predict that physicians and administrators alike will encounter difficulty 

imagining how to access this deeper patient narrative; physicians and nurses are 

already pressed for time in the medical system. At the same time that the ideals of 

patient-centered or person-centered care are being promoted, standards of 

efficiency have restricted the opportunities for physicians to establish rapport with 

patients and thus have reduced many patient interfaces to little more than clinical 

encounters. 

Aligning With Social Work 

It is notable that the person-centered approach is very much aligned with the 

values embraced by social work. In its code of ethics, the National Association of 



xiii 

 

Social Work (NASW) states that the “mission of the social work profession is to 

enhance human well-being and help meet the basic human needs of all people, with 

particular attention to the needs and empowerment of people who are vulnerable…” 

(NASW, 2008, preamble). Furthermore, the standards of social work require social 

workers not only to consider the dignity and worth of patients to be paramount, but 

also to be aware of the vulnerability of patients in varying contexts. Individuals are 

comprised not only of their biology, but also the sum of their experiences in life. 

Systems of oppression and privilege at multiple levels influence individual 

experiences, from family dynamics to policy-level decisions that affect interactions 

with public services. From these experiential processes emerge individuals with 

complex stories that influence self-concept, behaviors, and interactions with others 

and the larger society. Considering their commitment to persons as complex, 

vulnerable, and valuable, social workers on the medical team are in a unique 

position to gather the narratives of patients, and thus help create a person-centered 

framework in the medical system. 

Closely related, social workers are frequently utilized as part of palliative 

care teams. The struggle of serious or terminal illness brings with it myriad types of 

suffering, including physical, spiritual, and psychosocial. Social workers, given their 

training and focus on the worth of individuals, are an integral support. As noted by 

Otis-Green et al. (2014), social workers on the palliative care team are called on to 

assist patients in the physical, psychological, social, and spiritual dimensions of well-

being. On the specialized palliative team, the social worker will offer counseling for 

both the patient and the family unit; as people experience the difficulty of illness, the 
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social worker is present to assist with grief related to the decline of the patient and 

other related emotional stressors. Outside of the specialized palliative team, a social 

worker can also provide emotional and psychological support to patients who are 

struggling with decision-making or living with chronic or serious illness. Each role is 

central to improving patient-centered care, and each serves to improve the comfort 

of patients through social and psychological support. The dynamic approach of 

social work prepares its professionals to alleviate suffering of individuals in many 

contexts. 

Structure of the Thesis 

With these concepts in mind, this thesis relates my experience in the role of a 

CDSL. I approached this role with a background both in Bioethics and Social Work, 

and thus my interactions within the hospital system were influenced by both of 

these disciplines. Furthermore, I believe my education in both of these disciplines 

improved my efficacy at this role in a unique way. 

In the first chapter, I present the context, development, and intent of the role 

of CDSL, as well as the structure of my experience in the hospital. In the following 

three chapters, I present and analyze three patient narratives that illustrated the 

significant and dynamic potential this role has for hospital systems. I would like to 

note that because I am not a medical provider, my narratives do not contain detailed 

medical terminology; instead they are rich with psychosocial and ethical dilemmas. 

In the fifth and final chapter, I conclude this thesis with reflections on my experience 

of this role as a type of proactive palliative care, reflections on the usefulness of 
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combined knowledge of social work and bioethics, and a summary of the outcomes 

of the role and the potential for this role to advance the medical system. 
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CHAPTER 1 - THE PRACTICUM 

My intention for a thesis topic had always been exploring the meaning and 

feasibility of moving palliative care “upstream” in the medical encounter. While I 

imagined that I would write in a traditional thesis format, an opportunity arose to 

explore these ideas through a practicum when Deborah Love, Senior Director for 

Bioethics, Spiritual Care and Healing Arts for NH, approached me in the spring of 

2016. She explained that her team wanted to perform a pilot of a new role in acute 

settings of a local hospital; this role would assist with support for families, help with 

decision-making and identification of patient goals, and assist medical teams with 

identifying other useful in-hospital resources such as palliative care. Because this 

role intended to promote these conversations among medical teams outside of 

palliative care, and because it was aligned with the ideals of person-centered care, I 

agreed to participate in the pilot and use this experience as a means to explore 

aspects of delivering some of palliative care upstream. In this chapter, I explain the 

context, development, implementation, and outcomes of this practicum. 

The Setting 

The practicum would take place within a NH tertiary care center. Almost 

immediately, I realized that this would be an excellent setting in which to investigate 

the potential for proactive palliative care; NH has a central mission to provide 

“remarkable” patient experiences, which speaks to a goal for person-centered 

healthcare. Any member of a community in which NH has a presence has the 

opportunity to notice this marketing campaign; both their facilities and local 
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advertisements make it clear that they are seeking to bring the patient story to the 

forefront of medical encounters.  

 Within NH, the pilot originated under the umbrella of its Choices and 

Champions®, the aim of which is to transform care across the healthcare continuum 

leading to end of life, by knowing and honoring patients’ wishes. NH began this 

program in order to actively work toward more person-centered care at the end of 

life and during the experience of serious illness. The guiding principles of Choices 

and Champions® are as follows: 

1. Focus on patient empowerment rather than death or dying. 

2. Consider the individual’s goals for his or her life when making 

medical recommendations. 

3. Emphasize the importance of conversations rather than legal 

healthcare directives. 

4. Engage patients and their loved ones early in the care 

continuum rather than waiting until the end of life to address end-of-life 

issues. 

(NH Choices and Champions® Steering Committee, revised 

9/30/16, Materials in possession of author) 

 

These guiding principles aim to inform healthcare at NH through the 

implementation of specific goals such as continuing to advance the communication 

abilities of providers at all levels in the healthcare system, systematically helping 

patients identify a healthcare agent, and encouraging conversations that help 

patients identify their life goals and their treatment goals. As we consider the focus 

of Choices and Champions®, its name becomes clarified. Patients are encouraged to 

identify their “Champions,” or the person who can serve as the patient’s health care 
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decision-maker if necessary and their “Choices,” or their goals for treatment. By 

working toward making these conversations an everyday aspect of healthcare 

delivery, NH is already promoting proactive measures to increase the comfort and 

autonomy of individual patients at the end of life and also increase the likelihood 

that patients’ families and physicians will understand and honor the decisions made. 

Because these measures are in place, a NH facility was ideal for this practicum; it 

was already incubating the questions I seek to explore.  

The Concept 

While working to resolve the issues it sought to address, the implementation 

of Choices and Champions® unearthed more subtle problems acting as obstacles to 

the improvement of health care at the end of life. Among others, these obstacles 

included time constraints, communication skills, comfort level of providers in 

difficult conversations, and a lack of understanding about the purpose and value of 

palliative care. The Choices and Champions® team identified a need for a neutral 

team member to help guide patient discussions regarding health and life goals and 

assist providers with identification of possible resources.  

Before the pilot began, I met with both Deborah Love and Melanie Kelly, 

Corporate Director of Palliative Care for NH, multiple times to explore the concept of 

the pilot, including its defined role and title, and measures that would indicate 

success in implementation. 

In defining the concept, we discussed the difficulties experienced by patients 

with serious illness. Drawing from much of our own personal experience, and 

without judging the individual intent of each provider, we noted how easily the 
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narrative of the patient is lost as more sub-specialists of medicine are consulted in 

the care of a patient. As each specialist focuses on the bodily system in which he/she 

is expert, too often the global experience and effect of medical interventions is 

forgotten. Without that larger systemic view, the patient’s life, interests, and goals 

are frequently overlooked. The intent of this role was to elicit the patient’s hopes, 

fears, life goals, and values and reflect these in the medical record so that the 

medical team can better serve their patient as a whole person. With that knowledge 

in hand, providers can better align treatment options and recommendations with 

patient values and preferences. 

Furthermore, as we considered the experience of patients in acute care 

settings, we realized that the patients are frequently faced with multiple complex 

decisions related to their medical care. Without identification and discussion of 

personal goals and acknowledgement of their importance in medical decision-

making, patients may not be prepared to make quick decisions aligned with those 

goals. In addition to discussion related to these goals, we hoped to prepare patients 

for decisions by creating prognostic awareness and encouraging conversations with 

loved ones. With each of these measures in place, eventual surrogate decision 

makers are better equipped to exercise substituted judgments on behalf of the 

patients rather than interjecting their own personal values and preferences. Thus, 

the second conceptual ideal of this role was to help empower patients’ wishes 

through increased understanding as well as identification and affirmation of patient 

goals in order to assist them with complex medical decision-making.  
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Although the intentions of the role seemed clear, the actual duties of the role 

remained amorphous. Because each patient and family bring with them an 

individual culture and experience, and because we wanted this role to be without a 

specific agenda beyond support and creating a stronger connection between the 

clinical and personal encounter, we had difficulty specifically defining what the 

duties of the role would entail. Among other supportive duties, the role could 

include assistance with medical decision-making, psychosocial support, mediating 

conflicts between patients and providers, and completion of advance directives 

when possible. The multi-faceted nature of the pilot led to numerous discussions 

about the role title. After considering multiple ideas, we decided on “Clinical 

Decision Support Liaison,” which reflected the ability of the role to fill numerous 

duties to support the patient experience in the clinical encounter. 

The reason for this pilot was to assess the effectiveness of this role in 

furthering the Choices and Champions® goal to know and honor patients’ wishes 

across the care continuum. It was a challenge to determine how to measure success 

in this pilot both due to its short time period and because its measures were 

qualitative, subjective, and experiential. The pilot would run for six weeks, and in 

that period, it was not possible to extract significant quantitative data for two 

reasons. First, we did not believe that I would encounter enough patients to have a 

significant data set. Second, in that time period we did not anticipate that we would 

reach long-term measures such as reduced inpatient stays, reduced readmissions, or 

staff retention. Furthermore, because the goal of the role is steeped in subjective 

data such as increased patient-focused care and patient satisfaction, adequate 
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measurement tools were unclear. In the end, it was determined that the role could 

be defended on the number of referrals I received from team members and 

statements of need and gratitude from patients and team members. Furthermore, 

we decided that we would rely on compelling narratives to demonstrate need for 

this position. 

The Implementation 

Prior to implementation it was determined that the pilot would run for a six-

week period with 180 contact hours during the summer. In order to examine its 

efficacy in the acute setting but still retain some diversity in illness typology, I would 

be working primarily in the Intensive Care Unit-Neurology (ICUN) and secondarily 

in the Oncology Unit.  

The success of the pilot relied significantly on the number of referrals I 

received from staff and providers. To that end, it was imperative that I encourage 

referrals to my services by educating my colleagues about the purpose of this role 

and establishing a consistent presence on the units. I implemented the education by 

introducing myself to physicians, nurses, and other team members on a daily basis; 

each time I saw a new face, I made an effort to introduce myself and my role, 

encouraging them to consider my services if they encountered a patient or family 

who could use assistance. In most cases, this explanation was met with excitement – 

it was immediately apparent that medical staff thought this role was necessary and 

missing for patients not yet at the end of life in the acute care setting. In order to 

establish my presence, I committed to attending interdisciplinary rounds on both 

the ICUN and the Oncology Unit with the intention of gathering referrals in these 



7 

 

meetings. I discovered that attending provider rounds each morning in the ICUN, 

along with checking in with nurses, was more fruitful in obtaining referrals. In the 

Oncology Unit, the interdisciplinary rounds were a source of referrals, but I also 

relied on contact with a provider on the unit for additional referrals. 

There were notable differences in serving the patients on the ICUN and the 

Oncology Unit. Because the ICUN was my primary focus, I built relationships with 

the staff more quickly; it was through building that relationship that the staff 

understood my role and made regular referrals to me. Additionally, however, the 

different disease processes created different needs among the patient populations. 

In the ICUN, I encountered patients who had usually experienced sudden and 

devastating neurologic events such as strokes, intracranial hemorrhages, or 

diagnoses of brain cancers. These patients and families frequently appeared in 

shock; they were thrust into a new health situation and were receiving significant 

amounts of medical information that often required thoughtful and expedient 

decision-making. In the Oncology Unit, I primarily received referrals from a mid-

level provider on the unit. The referrals on this unit reflected the long-term disease 

process of cancer. The patients she referred varied with regard to the stage of their 

illness. Some were long past the surprise of a cancer diagnosis and were at a point of 

making decisions whether to continue treatment; other patients had just begun 

their treatment journey and were in need of support while they received treatment. 

Because the patients with cancer I encountered were experiencing a much longer-

term disease process, they had built relationships with staff and had more time to 

contemplate their needs and hopes for the future. Both patient populations were in 
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need of support and assistance with decision-making, but the timeline of illness 

created differences in the urgency of the process. 

In addition to interacting with unit staff and intervening with specific 

patients on these two units, we also hoped to get a sense of the need for this position 

in other areas of the hospital. To that end, I was able to attend a weekly case 

management meeting that reviewed the most complex cases, or patients who had 

been in the hospital for an extended period of time, in order to assess the scope of 

need in a larger subset of patients.  

As noted previously, each patient and family I met presented with different 

needs, but each benefited from the opportunity to talk about their worries, goals, 

and values. Many families simply needed additional psychosocial support; for these 

families I offered empathy and the time to sit, listen to, and acknowledge their 

emotional suffering during their acute experience of illness. Other times 

practitioners were concerned that families and/or patients did not have an 

adequate understanding of their illness and options; for these families I provided 

support and also assessed their understanding of the illness. Notably, many times 

these patients articulated adequate understanding, and also communicated goals 

that differed from the medical course providers anticipated.  

The Outcome 

At the end of the six-week period, I had encountered 50 patients. Most were 

brief meetings to provide support for families, but approximately 30% of my 

encounters with patients and families resulted in significant relationships. Several of 

these relationships developed quickly due to the acute nature of the medical issues 
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at hand while others developed over the course of a lengthy hospital stay. Each of 

these relationships, however, was meaningful and resulted in objective benefits to 

patients, their families, and the hospital system. 

The pilot role contributed to a positive outcome for most of the patients and 

families encountered, but the limited scope of the trial offered minimal quantitative 

data on the long-range outcomes predicted. However, it cannot be said that this role 

was without benefits. Measures of success included positive feedback from patients, 

families, staff, and physicians, and potential reduction in healthcare costs due to 

reduced days in critical care units. Each of these outcomes is explored further in 

Chapter 5, but some of the positive measures are illustrated in the narratives and 

analysis of the following chapters. 
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CHAPTER 2 – MS. C 

Narrative 

One of the most common consults I encountered during this practicum 

entailed providing support for patients and families during times of difficult medical 

decision-making. Frequently, a provider felt that a patient was “stuck” and needed 

assistance with identifying goals of care. A significant lesson learned from these 

encounters is the need to expand advance care planning beyond the scope of 

advance directives. Helping patients identify their life goals and then further 

communicating those goals to providers proved an invaluable resource. Often a 

simple intervention created significant shifts in a patient’s course, resulting in 

noticeable increases in patient and family comfort. 

My first experience with this transformative shift occurred on the Oncology 

floor. A provider approached me to offer counseling to a patient (“Ms. C”) who had 

experienced multiple recurrent admissions in a short time. The provider expressed 

concern regarding the situation for two reasons. First, she was unsure that Ms. C 

understood her diagnosis and prognosis, and wondered if this was the reason she 

continued to seek aggressive treatment rather than exploring comfort options. 

Second, Ms. C had no insurance and, because she had recently moved to North 

Carolina, was facing obstacles to qualifying for Medicaid; her insurance status raised 

concerns about possible future financial issues. I agreed to visit to assess her 

understanding of her illness and her goals of care. 

Ms. C and her partner (Mr. D) were in the room, sitting quietly. They 

welcomed me in, but seemed hesitant to talk as we ventured into difficult topics, 
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including whether they had discussed advance directives. When I asked this 

question, Ms. C bristled, telling me that so many people had asked that question that 

she was wondering if there was an urgency about her prognosis about which she 

was unaware. I assured her that it was simply that our staff believed advance 

directives to be important for everyone, and she calmed quickly. Fairly soon after 

that, Mr. D excused himself to go home and get cleaned up, and after he left, Ms. C 

opened up a bit more.  

She explained that she was exhausted by her seemingly constant visits to the 

hospital. Her readmissions were due to the recurrence of dangerously low sodium 

levels; her cancer was causing these acute episodes. She expressed awareness that 

her condition was terminal but also expressed an understanding that treatment 

possibilities still existed and that she was not yet ready to stop trying. 

She then shared that she and her partner had indeed recently moved to 

North Carolina from Kentucky and had few social supports in place. When I asked 

her about goals, it was apparent that she had been considering this question for 

some time. She openly and clearly stated that she wanted to get back to Kentucky to 

be closer to family. In her hometown lived her two daughters, a toddler 

granddaughter, and her mother. She had even researched the local cancer center 

and found a physician who specialized in her type of cancer. Her only impediment 

was figuring out how to get there; between her unstable sodium levels, recurrent 

admissions, and partner’s obligations, she simply could not make the trip happen. I 

was astounded that she had not shared this with any of the providers or staff. When 

I asked why, she explained that they simply had not asked. 
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I documented this meeting very plainly in the record, indicating her social 

supports, her primary goal of getting home to Kentucky, and the research she had 

done regarding where to transfer her medical care. 

When I checked Ms. C’s medical record again two days later, I discovered that 

her oncologist had confirmed her goal and was now researching how to help her 

achieve it. The physician had already reached out to her physician colleague in 

Kentucky to see how to safely transfer Ms. C into his care. At this point, I visited Ms. 

C again, and she joyfully expressed that the team was working to see when she could 

get to Kentucky.  

Ms. C then went to her home in North Carolina with the intent of getting 

things packed up prior to her next admission, but ended up in the hospital again 

fairly quickly. As her situation appeared to be increasingly urgent, she had her 

partner pack her things into her car. I visited once more, but since her needs were 

being met, I offered brief support. After that, I understand that the team was able to 

stabilize her sodium levels and discharge her quickly one morning; from that point 

she drove herself home to Kentucky and made it there. 

Analysis 

Conversations about treatment and life goals can be some of the most crucial 

interventions available to clinical caregivers when working with people living with 

serious illness or at the end of life. Each patient and family system brings with them 

a lifetime of unique experiences and relationships that shape who they are and their 

priorities. In order to provide true comfort to patients with serious illness, the 

medical team must be aware of these goals. This comfort comes in the form of 
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acknowledgment of these goals as well as at least attempting to allow those goals to 

shape treatment. While conversations about goals can be complex, possibly 

requiring guidance by providers, social workers, and/or chaplains, in the case of Ms. 

C, it was a simple intervention with a significantly positive outcome for the patient 

and her family. 

In this case, I found it surprising that the medical team had not asked Ms. C 

about her goals even though numerous staff had asked about her advance directive 

status; her life goals appeared both simple and accessible in our conversation. It 

highlighted to me the need to reorient the meaning of advance care planning to 

move beyond the paperwork of advance directives. Although advance directives are 

crucial to ensuring that patient’s wishes are followed at the end of life, the process of 

treatment up until their use may contain hopes, wishes, and fears that guide choices 

for medical intervention.  

However, I also must acknowledge the constraints felt by providers and staff 

that probably inhibit their ability to discover goals of care for each patient. In their 

review of the literature, Slort et al. (2011) found multiple barriers that prevented 

conversation about difficult topics, including time constraints, patients’ 

unwillingness to engage in the conversation, and providers’ lack of personal 

commitment to supporting patients through difficult conversations. I think each of 

these were possible contributing factors to the lack of conversation in this case as 

well. First, and most important, the oncology floor in an acute hospital does not 

allow its staff ample time for lengthy conversations; it is common for both nurses 

and providers to be overwhelmed by their assignments. They are already stretched 
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thin for time, and it is hard for them to imagine being able to sit in a patient’s room 

to conduct a thoughtful conversation about goals of care without neglecting the 

needs of other patients. Second, Ms. C was not the easiest person to engage. 

Although she did not refuse the visit, Ms. C did not open up conversationally until 

after Mr. D left the room. Without the luxury of time, it is doubtful that a staff 

member or provider could take the time to discover the circumstance in which Ms. C 

was willing to engage in this conversation. Third, although I believe the staff and 

providers know the importance of these conversations, they do not all have the 

training to begin and sustain these difficult conversations, which would probably 

have an effect on their confidence and commitment.2  

Although these limitations reduce the ability of staff and providers to 

conduct these conversations, it is clear that the importance of these conversations 

cannot be overlooked or minimized. Consider, as noted by Stone (2001), that the 

patient, through his or her experiences and choices throughout life, is led into 

decision making by “a very personal sense of what brings greatest meaning and 

value and adds most to his or her quality of life” (p. 134). Simultaneously, patients 

lose control over many life choices through medical decline and related hospital 

stays. The hospital context can be bewildering to patients and their families; a 

combined loss of control and a disrupted, uncomfortable existence do not lend the 

hospital stay a sense of well-being beyond the physiological. As medicine aims for a 

goal of achieving well-being for patients with incurable diseases, it must look 

                                                           
2 Notably, NH is committed to improving the efficacy with which staff and providers conduct difficult 

conversations with patients; through its “Mastering Conversations That Matter” program, NH is already 

working toward system-wide improvements. 
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beyond the physiological to the spiritual and psychosocial. In order to address 

human needs beyond the physiological, we must begin with implementation of 

discussions regarding goals of care; without patient input received in those 

conversations, work toward a more holistic sense of well-being is a fruitless 

endeavor. 

There are simple and vital components of effective discussions regarding 

goals of care, including the act of asking, the time to listen, and the documentation of 

the conversation in the medical record. Improvements in physician communication 

and patient care have become a focus in medical education, and yet the barrier may 

be as simple as having the courage and tools to ask patients about fears and goals. 

To that end, articles by Dunlay and Strand (2016) and You et al. (2014) outline 

specific methods to successfully begin the conversation and elucidate patient goals. 

Common themes in these articles include assessing patient understanding of illness, 

acknowledging the uncertainties underlying prognosis, discussing risks and benefits 

of various options, and exploring patient values. Also, centrally important to any 

conversation, the provider’s ability to listen to the values and goals of patients is 

fundamental to the success of conversations about goals.  Multiple studies have 

shown that effective and reflective listening skills on the part of providers increase 

patient confidence and autonomy, strengthen the patient-provider relationship, and 

decrease stress for patients (Jagosh et al., 2011; Pollak et al., 2011).  

A final and crucial aspect to these conversations is their documentation in 

the medical record because it “maximizes the likelihood that a patient’s previously 

expressed wishes will be successfully translated into actual care received” (You et 
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al., 2014, p. 430). I cannot be certain that Ms. C had not told anyone else about her 

hope to return to Kentucky to be near her family during her illness and decline; I am, 

however, fairly certain that I was the first to clearly elucidate this goal in the medical 

record. A phenomenon occurred after I mapped out Ms. C’s and other patients’ 

goals; after this documentation, multiple records echoed those goals, creating a 

sense of affirmation of goals and change in the team’s focus. It was heartening to see 

the medical team orienting toward patient goals and gratifying to help patients 

regain a sense of control in their lives.  

It should also be acknowledged that the hospital system must orient their 

electronic medical record in order to foster the creation and accessibility of notes 

that provide the patient narrative. Because the NH system promotes the use of 

advance care planning notes as well as the inclusion of patient narratives in the 

record, disbursement of this information to the team was made easier. 

In this case, as well as numerous others during the course of the practicum, it 

was clear that the important conversation and the subsequent documentation in the 

medical record helped guide final outcomes for patients. Because the guiding 

principles for the outcomes were based on the patients’ own values and hopes, I 

believe we can safely assume that the well-being of these patients was increased. 
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CHAPTER 3 - MRS. A & ANNA 

Narrative  

Some of the most meaningful encounters I experienced were in interactions 

with the patients considered by the staff and providers to be the most difficult. 

When patients do not easily acquiesce to the recommendations of providers, serving 

their needs becomes complex and runs counter to the streamlined nature of the 

current medical system. These encounters offered an extension of the palliative 

model as it joins with ethics – I offered comfort for these families through 

counseling, assistance with communication, and advocacy. I began the relationship 

with one of my most difficult and rewarding patients soon after starting the 

practicum.  

In my second week, when I felt that I was just beginning to build rapport with 

the staff on the ICUN, one of the nurses approached me asking for help. Eyes rolling, 

she explained that the evening before, the mother of an adult patient had reported 

this nurse to Patient Services with a grievance about her daughter’s care. Mrs. A had 

reported the nurse for administering insulin to the patient, her daughter with 

diabetes, when her blood sugar level indicated a need for it per hospital protocol. 

This conflict resolved but certainly set the stage for continued conflict between the 

staff and this family. 

When I entered the room, I knew only what I had learned from the medical 

records and from the staff. This patient (“Anna”) was 30 years old, had Type I 

diabetes, hypertension, end-stage renal disease with dialysis, and had been admitted 

to the ICUN due to her second hemorrhagic stroke. Although at this point she had 
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only been on the unit for 24 hours, the staff had already experienced her mother as a 

woman overly involved in and sometimes impeding her daughter’s care. Staff also 

shared some statements that were critical of her appearance. I did not know what to 

expect, but hoped that I could ease Mrs. A’s fears about her daughter’s care and 

convince her to allow the staff to perform medical treatments per their protocol. 

 Upon meeting Mrs. A, I had to acknowledge that this woman had lived a 

difficult life. Although hospital stays do not lend themselves to best appearances, it 

was apparent that Mrs. A lived with few resources. She was a White woman in early 

middle age, with long unkempt hair and a wandering eye. She was quite short in 

stature and relatively trim for her age, and wore revealing clothing. However, she 

was quite anxious and defensive regarding Anna’s health, making numerous 

statements indicating that she was very detailed in monitoring Anna’s various 

conditions. Her immediate concerns in our first visit were minor, including desiring 

outcomes of laboratory results and evaluations from speech and physical therapy. 

However, she explained a long history of challenges in the health care system, 

including the following vignettes: 

• Mrs. A shared that when her daughter was four years old, she read a 

gum wrapper listing the signs and symptoms of Type I diabetes, and 

realized that Anna commonly experienced each of these. Mrs. A 

immediately took her to the physician hoping that Anna could be 

tested for diabetes, but the physician dismissed her concern. Mrs. A 

continued to advocate for her daughter over the course of two years. 
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A physician finally tested Anna and discovered when she was six 

years old that she did indeed have Type I diabetes.  

• Mrs. A, with some self-awareness of her appearance, spent a good 

deal of time attempting to convince me that she bought, cooked, and 

served the best food possible for her daughter. Although on limited 

income, she wanted me to understand that she was doing the best she 

could, buying fruits and vegetables as much as possible, and watching 

Anna’s diet to keep an adequate balance of proteins, fats, and sugars. 

• Mrs. A explained in great detail her experiences of oppression during 

hemodialysis treatments at the clinic. Because she performed her 

daughter’s care at home and was familiar with her functional 

patterns, she did not understand why the clinic would not listen to 

her concerns during treatments. Both of Anna’s strokes occurred 

during hemodialysis treatments, and Mrs. A believed they could have 

been prevented if the clinic had followed her advice. She was upset 

that Anna could not eat during treatment and expressed concern that 

Anna was not given appropriate levels of blood pressure medication 

before or during treatment. 

In our current setting, with the backdrop of struggle and antagonism with 

medical providers, I recognized this mother as a strong advocate for her daughter. I 

acknowledged this recognition, and it was immediately apparent that Mrs. A felt 

heard. She expressed gratitude for my presence and in subsequent visits tearfully 

expressed her significant worries about Anna’s ability to recover and regain health.  
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At the same time, I was unsure that my presence was entirely helpful over 

time. I seemed unable to help Mrs. A move beyond her struggle to a place of 

acceptance that the current medical treatments were beneficial for Anna. Instead, 

she continued to perseverate on her historical struggles with the medical system 

and continued to interfere with the medical care provided by staff. Eventually, the 

staff brought in a diabetes educator in hopes of offering education about diabetes 

protocols, healthy behaviors, and goals of care, but Mrs. A refused.  

Questions now began to arise regarding Mrs. A’s mental health. Out of 

concern for Anna’s health under her mother’s care, the staff began to wonder if this 

patient suffered from what they referred to as “Munchausen syndrome by proxy,” 

implying that Mrs. A was creating Anna’s poor health outcomes. 

These murmured suppositions were little more than rumor for a week or 

two. However, a questionable event occurred. The providers determined that Anna 

was medically ready to move to the floor unit from critical care, but Mrs. A objected 

and did not believe her daughter was ready for less intensive care. On the same 

afternoon that she moved to her new room, Anna experienced a serious medical 

event involving unconsciousness and was immediately moved back to critical care. 

Upon this unusual event, fervent rumors flew among staff; they believed Mrs. A had 

medicated her daughter and caused this event in order to move her back to the unit. 

From then on, Anna was treated with caution and was assigned an in-room sitter to 

ensure her safety. 

As this antagonistic relationship developed, one of the physicians with 

extremely proficient communication skills (“Dr. B”) arrived on service. I joined Dr. B 
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in Anna’s room to see if she could foster a relationship and inspire Mrs. A to 

understand the hospital’s goals for her daughter’s health. I was duly impressed with 

Dr. B’s ability to create rapport with Mrs. A as she expressed understanding of her 

protectiveness of Anna as a good mother. However, two events created distrust. 

First, Dr. B shared the same concern as the staff about Anna’s safety and Mrs. A’s 

mental health. To that end, she requested a psychiatric consult to determine Anna’s 

decision-making capacity with a secondary goal of assessing Mrs. A. In this 

assessment, it was determined that Anna did not have capacity for complex 

decisions, but did have adequate capacity to choose her mother as healthcare agent. 

In his unofficial observations of Mrs. A, the psychiatrist noted that she appeared able 

to make reasonable choices for Anna’s care. Although Mrs. A remained in place as 

health care agent, she felt judged by the presence of the psychiatrist and worried 

that efforts were in place to remove Anna from her care. Her concern caused 

increased distrust in the medical team and fractured her relationship with Dr. B. 

Second, in her meeting with Mrs. A after the psychiatric consult, Dr. B, like many 

others, attempted to convince Mrs. A to accept the conditions set by the hospital for 

her daughter’s care. Mrs. A was objecting to these conditions every time a medical 

intervention was attempted. Dr. B used the extremely logical explanation that every 

health intervention we undertake has potential benefits and risks of harm, and that 

the potential benefits of accepting treatment significantly outweighed the high risks 

of refusing treatment offered by the hospital. At this point, Mrs. A turned away from 

the physician and remained steadfast in her objections. 
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After this meeting, I felt that we were approaching a dangerous climax for 

this family with a potential to seriously damage their trust in the healthcare system. 

I spent some time reflecting on Mrs. A’s experience and remembered my first 

impression of Mrs. A as a fighter. Upon consideration that every provider in the 

ICUN thus far had attempted to convince her of their positive intent and beneficial 

treatments, I wondered if anyone, including myself, had made the simple move to 

ask Mrs. A about her experience and her reasons for making decisions in which she 

refused recommended treatments.  

The next day, I entered Anna’s room with no agenda except to rebuild trust 

and listen to Mrs. A’s reasoning. She tearfully expressed understanding of her 

current antagonistic relationship with staff and providers and communicated high 

levels of stress due to this situation. She stated that her goal was to get Anna home 

with a peritoneal dialysis catheter, which would allow them to avoid dialysis clinics 

altogether because they would perform dialysis treatments at home. In order to get 

to that point, however, much of the conflict in the ICUN needed resolution. So I 

asked her what she wanted and why, and wrote down each of her desires with the 

intent of helping her communicate with the physician on duty and with the caveat 

that I could not promise that he would agree. She requested the following: 

1. Mrs. A wanted to be allowed to manage Anna’s blood sugar and 

insulin administration. She explained that the staff was already 

allowing her to, but she wanted to have official authorization. 

2. Mrs. A requested a change to Anna’s blood pressure medication 

because the current regimen was not working well. Although it had 
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been changed recently to the current regimen, she observed that 

Anna’s blood pressure was not stable. 

3. The final, and most critical negotiation, concerned the use of heparin, 

a blood thinner, during dialysis. Mrs. A was refusing the use of heparin 

because she was concerned about Anna’s vision. Per Mrs. A, Anna 

suffered from bleeding in her eyes and had been advised by her 

ophthalmologist to avoid heparin; he had told her that heparin caused 

a risk of further bleeding and vision loss for Anna. Mrs. A further 

explained that loss of vision for Anna would mean a significant loss of 

quality of life because each of the activities she enjoyed involved her 

vision, including video-related activities and reading. She clarified that 

she was choosing to refuse heparin in favor of retaining quality of life 

for Anna. We talked briefly about the risks of refusing heparin during 

dialysis, including a pulmonary embolism, which could cause another 

stroke or death. She was very familiar with this possibility and offered 

that in the past, providers in dialysis would “flush the line” with saline 

to help prevent blood clots. Finally, I asked her what she would do if 

any of these known risks occurred. She understood the question, and, 

looking down at the floor with the difficulty of her statement, she 

stated, “I would know I chose quality of life.” 

After our lengthy conversation, I called in the physician, who was currently 

performing rounds on the unit. I explained to him the conversation I had with Mrs. A 

and allowed her space to verbalize her healthcare choices. He appeared to remain 
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uncomfortable with this request and again explained the risks of refusing heparin to 

Mrs. A. In response, she expressed complete understanding, expressing her desire to 

protect Anna’s quality of life. The physician consented to her refusal. After he left the 

room, she appeared to feel relief and gratitude that he and I had taken the time to 

listen and understand her wishes. 

 After this, Mrs. A and Anna moved to the Neurology floor unit safely, Anna 

had a procedure to place a peritoneal dialysis (PD) catheter, and they were 

eventually moved to the Renal floor unit to ensure that the new dialysis method 

worked well. I continued to follow them through their hospital stay, and observed 

that Anna improved greatly and Mrs. A became significantly calmer as her 

daughter’s acute medical care needs reduced. 

Analysis 

This case brings up multiple themes that lead to conflict in the healthcare 

system, complicating the provision of medical services and the relationship between 

patients and their care providers. First, I consider the effect of Mrs. A’s appearance, 

education, and level of demands she placed on the system as affecting the 

relationship. Next, I discuss the perception that she was non-compliant and possibly 

suffering from a mental illness, causing her daughter’s medical condition. Finally, I 

reframe these ideas from a social work perspective and highlight the need for 

viewing difficult patients and advocates through a lens of oppression. 

Consider the effect that Mrs. A’s appearance probably had on her relationship 

with the medical team. Medical providers, along with humanity as a whole, are 

susceptible to the social mores that lead us to associate beauty with health and 
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other positive characteristics (Jutel & Buetow, 2007; Stafford, La Puma, & 

Schiedermayer, 1989). In appearance alone, Mrs. A, as an advocate for Anna, was 

vulnerable to judgment because she was not a paragon of beauty by societal 

standards. Because she had a poor appearance in both physical characteristics and 

dress, the response of her medical team was less than favorable. At very least, it left 

her open to judgment by nursing staff, who engaged in derogatory conversation 

about her appearance. From my standpoint, it seemed that her appearance and 

choice of attire led to an assumption that she had poor judgment and was making 

immoral and possibly illegal choices for her daughter’s care.  

However, it cannot be assumed that her appearance alone led to her 

fractured relationship with the medical team. We might also examine her 

educational status and personality when considering their mutual disregard. In a 

recent study, Street, Gordon, and Haidet (2007) found that physicians were more 

apt to engage in patient-centered communication with patients whom they 

perceived as “better communicators, more satisfied with care, and more likely to 

adhere to treatment” (p. 594). Furthermore, the research found that if patients were 

more positive and involved, physicians were likewise more involved with their 

communication practices (Street et al., 2007, pp. 594-5). While Mrs. A was extremely 

involved, it cannot be said that she was a good communicator, satisfied with her 

care, or feeling positive with regard to her daughter’s care. Instead, she was fraught 

with worry, complaint, and, in her communications, perseverated on minute details 

and historical transgressions in her daughter’s care. Notably, Street et al. (2007) 

found that when patients were perceived as “less effective communicators and less 
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satisfied” with their medical care, physicians treated them with disrespect and 

disagreement more frequently (p. 595). Because Mrs. A presented with an 

established level of concern and distrust of the medical system, it was very difficult 

for providers to convince her of their good intentions. This caused frustrations 

among the providers and a mutually antagonistic relationship, leading to 

breakdowns in communication. 

This breakdown was further exacerbated by her level of demand on the 

existing system. Studies have shown that more demanding and hostile patients have 

difficulty establishing a therapeutic relationship with providers, are less trustful of 

providers, and may be less adherent to recommended treatments (Burns, et al., 

1999; Christensen, Wiebe, & Lawton, 1997). In the case at present, Mrs. A could be 

labeled similarly as a difficult patient surrogate decision-maker; she intervened at 

every level of Anna’s medical care, she was steadfast in her belief about Anna’s 

healthy blood sugar levels and refused further diabetes education, and she exuded 

distrust of the medical system. One member of the team noted that Mrs. A was 

making it harder for Anna to get better because she was not letting them do their 

job. 

As this difficult relationship progressed, the team began to reorient their 

view of Mrs. A. Rather than simply distrustful and difficult, they started to consider 

her non-compliant. Although the right to refuse treatment is generally acceptable in 

the course of medical care, in this context, Mrs. A’s refusal of treatment was unusual. 

Mrs. A wanted to continue treatment, but requested to eliminate specific elements of 

those treatments, such as following the hospital diabetes protocol; without that 
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protocol in place, the medical team believed Anna’s health was placed at unjustified 

risk. Essentially, because the medical team believed that the treatments Mrs. A 

refused were both accessible and central to Anna’s safety and health, they began to 

consider Mrs. A noncompliant. One definition is provided by Kleinsinger (2003):  

1) the patient’s medical problem is potentially serious and poses a clinically 
significant risk to length or quality of life; 2) at least one treatment exists that 
if followed correctly, will markedly reduce this risk; 3) the patient has easy 
access to the treatment or treatments; and 4) the patient deviates 
significantly from most patients (with similar medical problems) in degree of 
compliance with medical advice, treatment, or follow-up in a way that directly 
or potentially jeopardizes the patient’s health or quality of life (p. 18). 

 

Beyond the health risks to the patient, I observed additional side effects of 

noncompliance in this case. First, Mrs. A’s refusal to accede to diabetes protocols 

exacerbated an already distrustful relationship. Through rejection of recommended 

treatments, Mrs. A demonstrated that she did not trust the hospital protocol to serve 

Anna’s needs, and thus did not trust the providers. As she exhibited less trust in 

their recommendations, the providers began to dismiss her. Second, as her 

noncompliance continued, the staff felt increasingly stressed. Providing direct care 

was contentious as she repeatedly refused insulin and attempts to intervene 

through diabetes education. Because noncompliance with diabetes 

recommendations can lead to significant health risks, the staff grew more concerned 

about Anna’s well-being. In particular, she seemed vulnerable to the outcomes of 

uninformed and risky decisions that her mother made as her surrogate decision-

maker. Considering that this young patient had a significant medical history already, 

Mrs. A’s history of medical decision-making became suspect. 
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Munchausen syndrome by proxy (now Factitious Disorder Imposed on 

Another) is considered a form of child abuse; a parent diagnosed with this 

syndrome fabricates an illness in his/her child, forcing that child to undergo 

unnecessary medical procedures and tests, usually arising from a parental desire to 

receive attention (Meadow, 1977, American Psychiatric Association, 2013). A 

related disorder, distinguished by Burton, et al. (2015) as “Munchausen syndrome 

by adult proxy” (MSAP), is given less attention, but is similar in definition; the 

primary difference is that the victim is a dependent adult (p. 32). In their study, 

Burton et al. (2015) noted that perpetrators of MSAP presented as overly involved 

and sometimes intrusive in hospital care. Given that these definitions require the 

fabrication of illness, and that Anna was actually quite ill, it was difficult to 

definitively apply a MSAP diagnosis to Mrs. A. However, given Mrs. A’s very involved 

role at the hospital and in her daughter’s care, along with her dismissal of hospital 

protocols and the strange event of unconsciousness after moving to the neurology 

floor, the staff was concerned about the possibility of abuse as a cause of Anna’s 

continued poor health. It is possible that medical abuse existed, whether intentional 

or out of ignorance with regard to medical treatments, but the staff did not pursue 

intervention by the local authorities, so this remains uninvestigated. 

This case is representative of ways in which health care is ill-equipped to 

recognize and respond to the complex social dynamics of its patient population. 

Given the number of challenges to the medical system that this family presented, I 

believe it worthwhile to consider the perspectives of patients and caregivers in 
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similar circumstances. In cases like these, it is essential to keep social dynamics in 

mind as we move toward a person-centered model of care. 

First, let us consider the life circumstances of Mrs. A and her daughter Anna. 

During the course of my time with her and during our visits, it was clear that they 

lived on a fixed income. They relied on Medicaid for health insurance and received 

Social Security Income due to Anna’s disabilities. Although Mrs. A made references 

to working in food service and healthcare settings, her employment experiences 

appeared sporadic prior to Anna’s health decline. At the time of Anna’s admission, 

Mrs. A worked as Anna’s primary caregiver, a position that required most of her 

time and energy. 

Within this context, many of the assumptions made by the medical team can 

be brought into question. The socioeconomic status of this family most certainly 

affected their appearance. It is well known that people living in poverty have fewer 

choices; resource constraints limit their options in basic necessities such as food or 

shelter. Considering these constraints, Mrs. A may not have had the resources to 

spend on her appearance. Furthermore, it is probable that, as a single mother with 

few resources, she felt increased stress in the hospital environment while seeking 

care for her daughter (McIntyre, Officer, & Robinson, 2003). Unfortunately, it is also 

possible that Anna’s physicians more readily dismissed Mrs. A as an adequate 

caregiver due to her appearance. As Stafford et al. (1989) wrote, “physicians ought 

to become aware of their conceptions of beauty and perfection. Studying aesthetic 

values would help medical students recognize the role these socially conditioned 

conceptions of beauty play in their perception, treatment and diagnosis of the sick” 
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(p. 228).  Physicians strive to promote health and well-being; while they are 

susceptible to the human reflex of first impressions, one hopes that a movement 

toward person-centered care would encourage the work of looking beyond initial 

appearances in providing care. 

Similarly, Mrs. A’s behavior was possibly a result of her long history with the 

medical system. From the beginning of her daughter’s journey with diabetes, when 

she found it difficult to convince physicians to perform diagnostic tests, Mrs. A 

experienced a struggle in communication with the medical system. Additionally, she 

believed that other experiences with health providers led to Anna’s incidence of 

strokes. Assuming these were accurate depictions of events, it is evident that Mrs. A 

arrived in the hospital with an underlying sense of distrust in the medical system. 

Much research has been done regarding distrust and medicine; an absence of trust 

in the patient-provider relationship can be based on a belief that the provider will 

not act in the patient’s best interest (Hall, et al., 2001).  Furthermore, an absence of 

trust in the medical system has been shown to lead to diminished treatment 

adherence and length of relationship, or continuity with the physician (Thom, et al., 

1999). Given that trust is an essential element of the patient-physician relationship 

and of promotion of good health in the population, it seems that physicians should 

work toward improving the trust relationship when faced with a difficult patient or 

caregiver. Fiscella et al. (2004) found that physicians who employed methods of 

patient-centered care and explored the patient’s experience of illness built a more 

trusting relationship with patients. Dismissal of a difficult patient or caregiver is not 

therapeutic for that patient’s well-being. 
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It is also possible that poverty and generalized distrust of the medical system 

affected the most egregious element presented by this family: the significantly poor 

health of a relatively young patient. Anna presented with renal failure, high blood 

pressure, and retinopathy, all conditions known to be complications of diabetes 

(Pambianco et al., 2006). Notably, the rate at which these complications occur has 

been decreasing over time with improved methods for glycemic control, but studies 

have also shown that low socioeconomic status is an indicator for poor glycemic 

control and thus higher rates of complications (Pambianco et al., 2006; Secrest et al., 

2011). Multiple recent studies have shown that food and other material insecurities 

are associated with poor glycemic control in patients with diabetes (Berkowitz et al., 

2015; Mayer et al., 2016). Given that the cost of diabetes medications is prohibitive, 

even with health insurance in place, patients with low socioeconomic status struggle 

to maintain glucose control (Ngo-Metzner, et al., 2012).  

A significant aspect of my conversations with Mrs. A was the amount of 

energy she spent in attempting to convince me that she tried to buy the healthiest 

food possible for Anna, shopping at discount food stores so that she could stretch 

her budget to buy yogurt, fruits, and vegetables. Her story is reminiscent of the 

essay by Feudtner (2005) on the beginnings of diabetes interventions and the 

definitions of success and failure in treatment of a chronic illness. Feudtner (2005) 

writes that “Arnold” was an early recipient of insulin and nevertheless died at the 

young age of 33 due to complications from diabetes, despite the controlled insulin 

and diet regimens recommended by his physicians. Feudtner (2005) writes that 

diabetes treatment requires a dedication to control, and if patients cannot adhere to 
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a strict regimen, they carry “the burden not simply of [their] failing health but also 

of the medical attitudes that construed complications as the result of poor patient 

compliance and control – ‘medical advice neglected’” (pp. 54-55). Similar to Arnold, 

are Anna and Mrs. A to blame for the lack of control of Anna’s diabetic 

complications? I argue that we must look deeper into the assumptions of medical 

control and the challenges of poverty before judging the intent or efforts of Mrs. A in 

her caregiving. 

Likewise, there exist challenges of bringing forth an accusation of abuse, or 

MSAP, in these circumstances. While it is true that Anna suffered multiple medical 

complications from diabetes and that her mother would probably benefit from 

additional diabetes education, it would require significantly more evidence to show 

that her mother caused Anna’s complications with a malicious or self-serving intent. 

A parallel analogy might be the challenges of proving medical child abuse in the case 

of a child with complex medical conditions. These medical conditions are chronic in 

nature and cause significant developmental and functional limitations, creating a 

situation where the child’s health is dependent on regular visits to various 

specialists (Petska, et al., 2017). Petska et al. (2017) note that numerous stressors 

affecting parents of children with chronic illness, such as fatigue, concern, requests 

for further examinations or second opinions, and health literacy barriers, can be 

misconstrued as indicators of abuse or Munchausen’s syndrome by proxy. Thus, as 

parents of children with serious illness find navigating the health system more 

urgent and more difficult, their risk of being negatively labeled by the medical 

system also increases. Further, provider factors, including the delay of diagnoses 
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through lack of communication or provider bias, can create susceptibility to abuse 

accusations (Petska et al., 2017). The researchers recommend that abuse “not be 

viewed as a diagnosis of exclusion but rather considered concurrently with other 

possible medical explanations for the illness,” and that a longitudinal and person-

centered inquiry be implemented to be sure of the abuse prior to accusation (Petska 

et al., 2017, p. 259). Similarly, although a number of Mrs. A’s behaviors are similar to 

those that typify abuse, they could just as easily be symptoms of an overstressed, 

concerned mother without adequate health literacy or understanding of her 

daughter’s disease process. In this case, rather than a quick condemnation, a better 

strategy might be to approach her with a goal of mutual understanding and respect. 

Caring for the difficult patient is a common subject in the literature, with a 

common conclusion that it is not necessarily the patient who is difficult in isolation, 

but that the relationship is difficult (Forrest, 2012; Haas, et al., 2005; Miksanek, 

2008). A solution, then, is to consider reframing our approach to difficult patients. 

Rather than allowing our assumptions and frustrations to rule our communication 

with patients, it would benefit all if we could employ communication with an intent 

to understand and respect the patient’s experience of illness. 
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CHAPTER 4 – MRS. F 

Narrative 

I continued to assist patients through counseling and advocacy, but I was not 

always able to improve their hospital experience except through emotional support. 

Although I was in a unique position to relieve suffering of patients in the hospital 

through being present to provide support, the cause of discomfort sometimes 

remained undiscovered. The following case, involving a woman in the ICUN with an 

unknown condition, exemplifies a context in which I was witness to both the effect 

of uncertainties in healthcare and patient perception of bias. Unfortunately, there 

was not a satisfactory resolution to either problem; at the same time, the support I 

offered this patient helped to mitigate her distress during this admission. 

As ICUN rounds concluded one morning, the attending physician pointed out 

a room to me, indicating that the patient within could use some support because she 

was the mother of three small children and was worried about being in the hospital. 

Her records indicated that she was admitted due to generalized severe pain in her 

legs that had not yet been diagnosed. 

When I met Mrs. F, an educated and well-appointed African-American 

woman in her mid-thirties, she seemed sleepy but hopeful that her pain issues could 

be resolved. She indicated that she was concerned about her kids, ages 8, 7, and 4; 

her leg pain had interfered with her ability to be an attentive mother and she 

worried about being away from them in the hospital. She hoped that the doctors 

could figure out what was going on. She jokingly added that she did not want to end 

up on the 5th floor again, indicating the behavioral health unit of the hospital, and I 
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assured her that I was not visiting to make any mental health recommendations, but 

just wanted to make sure she was doing ok. She also shared that she took anti-

depressant medications and that they were helpful. She further told me that her 

previous clinic suggested a diagnosis of fibromyalgia and that she had recently 

started taking medications for its treatment. She shared more about her family and 

friends who were helping with the kids while she was hospitalized, and it was 

apparent that she had a strong community of support. Her husband joined us, 

bringing Mrs. F food from a local restaurant, and I left, telling her to request me if 

she felt she needed additional support. She smiled and appreciated the visit. 

The next day, a nurse approached and said that Mrs. F was asking for me. 

Upon entering her room, I noticed that Mrs. F looked very anxious. She shared that 

her treatment the previous afternoon had been terrible, and she just needed to tell 

someone because she did not feel like she could trust her nurse anymore. She 

related that the previous day the physician told her that she wanted to perform a 

spinal tap in order to attempt a diagnosis for her pain. Mrs. F shared that she was 

terrified of needles and was unsure of the procedure from the outset, but if it were 

the only way to diagnose her, that she would consider it. From that point forward, 

she admitted that she was quite anxious about the procedure and did not feel 

confident in her ability to hold still enough for the needle to penetrate her spinal 

cord safely. Mrs. F further shared that her nurse worked hard to calm her anxiety, 

and eventually convinced her to do it by telling her it was the same as an epidural. 

Here, Mrs. F laughed, saying that her experience was nothing like an epidural. She 

was taken down to the radiology suite, and when she saw the narrow table upon 
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which she would be placed and she learned more about the procedure, she began to 

shake. Her fears about the procedure increased and she decided she did not want to 

go through with it. Her nurse continued to attempt to convince her, however. Mrs. F 

related that she felt her nurse was berating her, even asking her at one point, “who 

is going to take care of your children if you can’t get better?” She asked her nurse if 

there were any anti-anxiety medication options, and the nurse became short with 

her. Eventually she brought her a medication, but it did not take effect quickly. At 

this point, it sounded like Mrs. F was in a full-blown panic. Also, in the midst of this 

crisis, one of the radiology technicians approached her and quietly told her that she 

did not have to do the spinal tap if she did not want to; this gave her a modicum of 

solace. Eventually, the procedure was attempted, and they successfully 

administered a local anesthetic, but she could not lay still enough for the spinal 

puncture. She also shared a history of distrust of medical systems due to a past 

experience with a medical provider who was not truthful about the outcome of an 

intervention. Mrs. F felt very troubled, both because of her inability to go through 

with the spinal tap and because she held concern that her nurse disliked her; after 

the failed procedure her nurse brought her back to her room without comment, and 

kept her distance for the rest of her shift. 

After she related this story, I sat with Mrs. F and provided counseling and 

support. She remained concerned that her nurse did not like her, and I 

acknowledged this anxiety but assured her that her nurse was a professional and 

would treat her well (the same nurse was assigned to her room on this day). I 

further offered her comfort that she had not done anything wrong and that she was 
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well within her rights to refuse treatment. She was grateful for the support and 

asked if I could come back when the physician visited. 

In the meantime, I approached her nurse in hopes of better understanding 

what had happened. The nurse admitted that she had told Mrs. F that the spinal tap 

would be like an epidural and that she had reminded her that she needed to get well 

for the sake of her children, but that she was also frustrated. She did not understand 

why Mrs. F would come in with pain and refuse any diagnostic measures that 

needed to be taken. She then shared that Mrs. F had previously been on the “psych 

unit” and she thought this might be a mental health issue. She also shared a 

suspicion that Mrs. F might be a drug user because the amount of anti-anxiety 

medication she was administered in the radiology suite did not work. I did not know 

what to say to these statements due to my relative lack of experience with these 

matters. I did let her know that Mrs. F was feeling concerned that she had hurt their 

therapeutic relationship by choosing not to go through with the spinal puncture, and 

the nurse was surprised, saying that she very rarely had issues with her patients.  

A little later in the afternoon, I joined the attending physician as he was 

discussing Mrs. F with another provider.  He indicated a belief that she was faking 

her pain in order to get prescriptions for analgesics. He further shared that in 

addition to refusing the spinal puncture through her inability to complete it, she 

refused an electromyogram. Given that this diagnostic procedure entails placing two 

needles in a muscle and running an electric current between them, and that Mrs. F 

was afraid of needles, I did not find this surprising. After this conversation, we went 

into the room, where the physician examined Mrs. F and let her know that without 
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more diagnostic testing, he could not help her. He recommended that she return to 

the clinic that had diagnosed the fibromyalgia for further workup. After he left the 

room, I stayed behind to make sure she felt that her questions had been answered, 

and she indicated that she felt better about the situation and was doing ok. 

When I checked back in with the physician, he confirmed his belief that she 

was lying about her pain. He shared that, because she could still walk around the 

room and that she could raise her heel up in a bedside examination, her pain was 

minimal and her functioning was adequate. I admitted a lack of knowledge about 

neurology, but did ask if there could be any other explanation. He simply looked at 

me and shook his head. 

Later, I learned that she was discharged that same evening, but had returned 

to the emergency department two days later with the same leg pain. She was seen 

by the same attending neurologist and was again discharged without a diagnosis. I 

did not see her again. 

Analysis 

I found this case very distressing. There was a significant lack of information 

along with a significant lack of empathy for this patient. At the same time, she was 

placed in ICUN due to a lack of beds in the Neurological Intermediate Critical Care 

Unit, which serves patients of less acuity. There is a possibility that her treatment 

would have been different in a less acute context. Furthermore, I acknowledge that 

the providers and staff of the ICUN have much more depth of experience with their 

populations, giving them a different perspective of this patient’s symptoms and 

behaviors. However, I do not believe this depth of experience should preclude the 
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importance of acknowledging each patient’s individual experience with struggle and 

success in life. 

First, this patient presented numerous questionable variables that made her 

care difficult. Her symptoms were generalized; she described being in so much pain 

that she found walking difficult, to a point that she was bedbound on some days. 

This, of course, was very distressing and made functioning as a mother of three very 

difficult. At the same time, the medical providers were unable to discover the source 

of her pain. At examination, she exhibited wincing and groaning, but was able to 

move her legs and walk in the room on occasion. Furthermore, her refusal of 

diagnostic testing that could offer additional information about the source of her 

pain confounded the providers. That refusal both stymied their ability to treat her 

pain and increased suspicion that her pain was not significant enough for her to 

exert effort in order to find a diagnosis and treatment. 

From the combination of her refusal of diagnostic tests and their resulting 

inability to treat her pain, I believe doubt about her story arose for the provider and 

nurse. Notably, during our conversation, the nurse asked me why Mrs. F even came 

to the hospital if she wasn’t willing to try to fix her problem. Because this patient 

presented as outside the norm of patients treated in the ICUN, and because the staff 

and provider were so limited in information, I believe they had difficulty 

understanding how to solve her medical issue. In the end, the staff and provider 

used their existing knowledge to explain this experience, looking to Mrs. F’s past 

medical history and their previous history with patients presenting odd symptoms; 

these sets of information unfortunately led them to doubt her claims of pain. 
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First, Mrs. F had a history of mental illness – she openly acknowledged her 

stay in the hospital behavioral health unit and her use of anti-depressant 

medications. Because her case was difficult to understand, it appears that the 

medical staff looked to her previous medical history to explain her condition. It is 

natural to do so. Where diagnosis is dependent upon patterns of cause and effect, 

there is a natural tendency to look for historical patterns to explain current 

circumstances. Unfortunately, there also exists a significant amount of stigma in 

society with regard to psychiatric diagnoses, which affects the treatment of persons 

with mental illness, even if that illness is controlled effectively with medications. 

Notably, a study by Hahn et al. (1996) found that patients with psychiatric disorders 

were significantly more likely to be considered difficult by their physicians. The 

research further found that physicians “felt ill at ease with difficult patients, often 

felt that they were being manipulated, and in half of the encounters had some 

private hopes that their patient might not return” (Hahn et al., 1996, p. 6). In the 

current case, Mrs. F’s psychiatric history was cited as a reason to doubt the 

authenticity of her pain narrative; this doubt surely affected the dismissal of her 

claims and her subsequent discharge without diagnosis. 

Additionally, Mrs. F’s nurse made a comment expressing suspicion about a 

possibility of drug seeking behavior as an explanation for Mrs. F’s simultaneous 

claims of pain and avoidance of diagnostic measures. Given a recent upsurge in the 

population of people with opioid addiction, there has been a heightened awareness 

about drug-seeking patients, or patients who feign pain in order to receive 

prescriptions for opioid painkillers. In 2010, the Centers for Disease Control and 
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Prevention reported that the “estimated number of ED visits for nonmedical use of 

opioid analgesics increased 111% during 2004—2008” (para. 1). Alongside that 

awareness are also increased efforts to identify drug-seeking patients and prevent 

them from acquiring the analgesics they pursue, including drug screens and shared 

electronic medical records between community facilities to monitor the frequency 

of requests for opioids by a patient. In this case, I was unaware whether Mrs. F was 

given a drug screen; however, her records did not indicate a pattern of frequent 

visits to area facilities in search of opioid prescriptions. Still, because this case 

contained both idiosyncratic events and unanswered questions, the staff wondered 

if another external factor, such as drug addiction, was the reason Mrs. F sought 

medical treatment for her pain. 

Given the limited information they had available about Mr’s F’s condition and 

about the circumstances of her life, I believe the providers and staff were unable to 

treat her as well as they could. With a person-centered perspective focused on 

understanding her context and goals of care, the outcome may have been different.  

First, I’d like to consider Mrs. F’s history of psychiatric diagnosis. Mrs. F 

mentioned her psychiatric history rather than hiding it, but her apparent anxiety 

may have caused her to share this, as a means of controlling the information. When I 

looked more closely at her medical record, it appeared that her admission to the 

behavioral health unit was timed after the birth of her second child; although I do 

not know her diagnosis, that timing raises the possibility that she suffered from 

post-partum depression, a condition suffered by many mothers. Even if her 

condition was a somewhat more “normalized” mental illness, speculation into the 
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possibilities of her psychiatric history and its influence on her current situation 

were problematically permeated with stigma. As previously stated, a significant 

stigma follows people diagnosed with mental illness. As conceptualized by Link and 

Phelan (2001), stigma contains elements of “labeling, stereotyping, separation, 

status loss, and discrimination;” when these social barriers appear, the individual is 

faced with exclusion from social, economic, and political resources in society (p. 

367). Stigma related to psychiatric disorders creates additional barriers as it creates 

fear of further judgment or discrimination. For example, people with mental illness 

have been shown to lack access to medical care for numerous conditions and to 

avoid necessary mental health treatments – the fear of stigma is significant in 

shaping individual behavior and often leads to unhealthy outcomes (Corrigan, 2004; 

Druss et al., 2010). As they allowed stigma to shape their relationship with Mrs. F, it 

appears that the provider and staff became less trusting of her pain and less 

committed to the therapeutic relationship. Through this, it appeared that Mrs. F felt 

alienated and that her distrust of the medical team increased.  

It is possible that this relationship would have progressed differently 

through use of a “recovery paradigm” view of Mrs. F and her past medical history. In 

this strengths-based paradigm, people with mental illness are approached with the 

idea that they are survivors, have recovered from illness, and are capable and 

valuable members of society (Farley-Toombs, 2012). In the clinical setting, the 

recovery paradigm hopes to reduce the stigma that prevents people from receiving 

medical treatment “due to fear of being labeled as a ‘psych patient’ and its 

association with hopelessness, dangerousness, and incompetence” (Farley-Toombs, 
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2012, p. 153). Farley-Toombs (2012) further recommends two strategies to 

promote the use of a recovery paradigm in clinical settings: the presence of a 

psychiatric liaison to provide education to staff and physicians with regard to 

individual patients with mental illness and the use of therapeutic measures to 

establish trust through “listening to understand and responding” (p. 154). I believe 

each of these measures, if established in this case, would have assisted 

communication and established a stronger therapeutic relationship. 

I believe I would be remiss to avoid exploration of the role of implicit racism 

in the treatment and dismissal of Mrs. F. In particular, the suspicion that she may 

have been seeking drugs when complaining of pain seemed misplaced given the 

presence of no supportive evidence. Racial and ethnic disparities in healthcare 

delivery and outcomes are widely known, and it appears that pain relief and opioid 

prescriptions are no exception. Studies have found racial disparities in the delivery 

of opioid prescriptions for specific bone-injury related pain and non-definitive 

complaints such as back pain (Singhal, Tien, & Hsia, 2016; Todd et al., 2000). The 

studies concede that it remains unknown if the disparities are due to differences in 

expression of pain or differences in the way a physician judges the pain and the 

patient’s intent. Another study, a survey of young adults who had engaged in drug-

seeking behavior, found that Caucasian patients seeking drugs were much more 

successful in deceiving their physicians than persons of color (Sanders, et al., 2016). 

Each of these studies implies that medical providers are susceptible to implicit bias 

while judging patient intent. The narrative that African Americans are less 
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trustworthy with opioids follows patients into clinical settings, leaving a substantial 

portion of the population without comfort and relief from pain.  

While stigma and implicit bias may have played a role in the care of Mrs. F, 

the most prevalent factor in her lack of treatment was the inability of the treatment 

team to diagnose her pain, due to her refusal of diagnostic tests beyond the bedside 

exam. The source of this refusal was apparent – Mrs. F experienced anxiety related 

to the use of needles. This aspect of the present case brought to mind the classic 

medical ethics case of Mr. D (Siegler, 1977). Mr. D presented to the hospital with 

pneumonia that did not respond well to antibiotics; when presented with routine 

but uncomfortable diagnostic tests, Mr. D refused, asking for treatment but no more 

diagnostic testing. He eventually died from his pneumonia. The differences between 

Mrs. F and Mr. D are significant: Mr. D’s illness was much more acute at the outset 

and his decision life-threatening. At the same time, there remains a similarity; they 

both arrived at the hospital in hopes of treatment for their illness and when 

presented with uncomfortable diagnostic testing, they refused. In both cases, the 

medical providers presented reasons for the recommended exams, but did not 

spend time attempting to understand the patient perspective. Perhaps, as Katz 

(1984) reasoned in the case of Mr. D, both of these patients would be better served 

if the provider had intentionally sought to elucidate and understand their reasoning, 

thus creating a trusting relationship and better mutual communication. In my 

encounters with Mrs. F, I found her very willing to explain her reasoning and 

experiences; if the providers and staff were open to listening to her perspective and 
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discovering mutually satisfactory solutions, would this case have turned out 

differently?  

I readily admit a lack of knowledge regarding people who have neurological 

disorders, the typical population served in the ICUN, and a lack of experience with 

patients feigning illness in the ICUN; this knowledge and experience gives providers 

and staff a particular and informed perspective with regard to patients who present 

with puzzling symptoms. At the same time, this knowledge and experience may 

color their future interactions with patients in similar conditions. I hope to hold 

strong to impartiality as I attempt to approach each patient with an open and 

unbiased attitude; when we become beholden to our previous experiences and form 

assumptions about groups, we can too easily fall prey to prejudice. This prejudice is, 

at its core, antithetical to the medical ideal of “do no harm.” 

Every patient in the hospital comes with a lifetime of experience that leads to 

the way they perceive themselves and interact with the world. They also bring with 

them idiosyncrasies that can lead to ambiguity and uncertainty in the clinical 

encounter. Further, these encounters, such as the one with Mrs. F, are often fraught 

with a lack of information, stymieing efforts to diagnose and treat the conditions 

they present to clinicians. How the hospital system manages these situations is 

critical to the success of the encounter. In dismissing the patient and his/her 

symptom narrative, there is a likelihood of alienation, lack of effective treatment, 

and compromised therapeutic relationship. If, instead, clinicians approach their 

patients with a desire to listen and understand their symptoms as a part of their 

human existence, it is likely that the therapeutic relationship will remain intact even 
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if a diagnosis is not reached. In the case of Mrs. F, I was able to relieve her anxiety 

about her hospital encounter simply by being present to listen; although she did not 

receive a diagnosis, her confidence that the medical system was attempting to 

alleviate her suffering improved during our time together.   
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CHAPTER 5 - REFLECTIONS, CONCLUSIONS, AND RECOMMENDATIONS 

The role of palliative care is to provide respite from the stressors of illness; 

whether the patient needs pain control, spiritual support, or emotional support, the 

palliative care model aims to relieve the “total pain” experienced by patients 

(Saunders, 1996, p. 1600). While the specialty of palliative care is primarily 

intended for patients nearing the end of life, there exists a place for palliative care in 

medical encounters earlier in the healthcare continuum; based in comfort and 

ensuring understanding between patients and providers, this palliative realm may 

be primary, but is still critical. I believe the CDSL role effectively served as a means 

for delivering this form of palliative care for patients during inpatient stays through 

implementation of supportive care. The care I provided entailed acknowledging the 

patient experience, empowering the patient as an individual of worth, and 

improving communication between patients, families, and providers; as a result of 

the combination of these activities, the CDSL became essentially a role for 

embedded clinical ethics, hybridizing social work and bioethics. 

Hospitalizations, without regard for the cause, have the potential to be 

significantly stressful events. The hospital system and its actors work hard to create 

physiologic wellness in a context that presents challenges for both providers and 

patients. The providers are challenged by often conflicting demands of 

professionalism and efficiency in practice. The patients are challenged by the need 

to make serious and often expedited medical decisions while displaced from the 

comforts of home and while immersed in a foreign medical language and culture. 

The scene can be fraught with a lack of communication and conflicting ideologies, 
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creating tensions that may lead to an impasse, a degeneration of therapeutic 

relationship, or harm to the patient. Although the pilot was short and my 

experiences anecdotal, the role of CDSL appeared to hold a unique position from 

which to serve the needs of each stakeholder in difficult situations. As I reflect on 

this practicum, I am struck by the dynamic nature of the role, the significant 

confluence of social work and bioethics in performing this role, and the overarching 

benefits this role can have for the medical system as a whole. The CDSL role has the 

potential to palliate a significant amount of existential suffering that occurs in the 

hospital setting, by opening another line of communication and working toward 

understanding among stakeholders in healthcare. 

Versatility of the Role 

One aspect of the versatility in this role was its usefulness across a broad 

variety of concerns. As illustrated in the narratives in the previous chapters, I 

encountered an extremely heterogeneous population of patients during my 

practicum, including patients with terminal illness, chronic illness, and brief acute 

episodes requiring hospital admission. Each patient was faced with a unique set of 

circumstances and had a unique set of needs. The variety of circumstances 

encountered required both a broad understanding of the consequences of illness for 

a patient and family system and an adaptability to the different effects created by 

specific types of illness. This role allowed me the flexibility to gather important 

information in individual situations and proceed with education, advocacy, and 

support for patients and providers alike. 
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Another illustration of this versatility was the position of the role in the 

hospital system. As an independent liaison, I found myself primarily supporting 

patients, but often providing support to providers and staff as well. This support 

took a number of forms, including brief informal counseling of staff and providers, 

documentation of my encounters with patients, and simply being present to 

ameliorate difficult situations with patients. Working in a hospital environment 

brings its own set of stressors. The physical and emotional burden felt by nurses 

and providers can lead to burnout and compassion fatigue, conditions that affect job 

satisfaction and the ability to serve patients well (Aiken et al., 2002; Kash et al., 

2000). In this role, I was able to offer brief counseling to staff, primarily to validate 

feelings of stress and support the importance of self-care. A second important 

support for providers and staff was the documentation of my interactions with 

patients. Because I had the luxury of time to connect with patients, I frequently 

received more background information from the patient and family; this 

background information often illuminated a previously puzzling situation. By 

uncovering this information and subsequently sharing it with the treatment team 

via documentation, this role supported both the patient and the medical team by 

improving communication and opportunities for empathy. The presence of this role 

further served to support the medical team – during a number of exit interviews, 

several nurses cited a sense of comfort knowing that a role like this one could meet 

patient needs that they could not due to a lack of time and skills. Staff recognized the 

importance of obtaining a deeper understanding of the patient perspective, and 

were encouraged by the presence of the CDSL role to fill that need. 
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Finally, we must consider the variety of roles that acting as a CDSL required. 

These roles included counselor, educator, translator, and mediator of conflict. As 

indicated previously, I provided significant support to both patients and medical 

staff; in the stressful context of the hospital, there is ample opportunity to provide 

support. As counselor, I attended to the emotional needs of patients and staff as they 

waded through the sometimes difficult terrain of medical communications. As 

educator, I primarily served the needs of patients, providing information about the 

resources and limitations of what the hospital could offer. I connected them to 

resources such as comfort care or additional time with the provider to ask 

outstanding questions, and explained the limitations of the hospital by clarifying the 

procedures and concerns that providers might express. Similarly, I acted as 

translator for patients and medical staff; there were occasions when the 

miscommunication was due to lack of understanding the meaning of the other. On 

these occasions, the medical staff and patient were both speaking the same 

language, but the context and culture of each party in the conversation were foreign 

enough to the other party that the interaction resulted in confusion and 

misunderstanding. In this role I had the ability to take the time to understand the 

meaning behind the confusion and in effect translate this meaning, adding clarity to 

these interactions.  

Finally, I acted as mediator of conflict more often than I expected. Although 

medical systems such as NH are implementing programs to improve physician 

communication, there often remains a communication gap in practice. The reason 

for this probably varies. Patients may not feel confident in the hospital setting to ask 
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questions; they may not have the medical literacy to know what to ask; there may 

exist a language or cultural barrier to communication; or the physician may lack the 

skills, time, or desire to engage with patients to more fully understand their goals 

and desires for treatment. Without regard for the reason, this gap can lead to a 

fracture and possibly conflict in the patient-physician relationship. As demonstrated 

in a number of the narratives in the previous chapters, my role became one of 

mediating these conflicts. As CDSL, I worked to understand the hopes, fears, and 

experience of these patients while also educating them about their responsibilities 

and options while in the inpatient setting. At the same time, I worked to provide this 

information to providers and staff, offering education about the patient perspective 

and opportunities to understand patient motivations and empathize with patient 

experiences. 

The Effect of Social Work and Bioethics Together 

When colleagues would ask about my course of study, I would occasionally 

receive an interesting response. The fact that I am studying both bioethics and social 

work would give some people pause, presumably because the social work discipline 

is not commonly combined with bioethics in our geographical area. I did not take 

this response as a judgment of inappropriateness in the combination, but simply the 

listener encountering a new idea or way of thinking about the use of bioethics in 

practice. I believe these two disciplines work quite harmoniously together, and this 

harmony was evident during my work as CDSL. Considering the variety of tasks I 

faced while working as CDSL, the combination of social work and bioethics appears 

perfectly suited to this role. In order to assess the situation, it was essential to 
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consider the effect of illness on a patient and family. I looked to the historical 

functioning of the family, their understanding of the origins and treatments of 

illness, and their understanding of the role of medicine – a foundational element of 

social work. At the same time, this role requires a larger and more comprehensive 

systems view of the health care system that is provided by bioethics; in order to 

provide education to patients, families, and medical teams about their rights and 

duties, effectively analyze situations as a neutral party, and mediate conflict of 

interests in the hospital, an understanding of bioethics is essential. Together, social 

work and bioethics offer a unique symbiosis that promotes balancing and 

understanding of numerous factors and offers opportunities in resolving non-

medical needs in the hospital. It is worth examining the separate advantages and 

perspectives of each discipline in more detail as well. 

Social Work 

During my role as CDSL, I accessed social work skills while supporting 

patients who reached and articulated difficult decisions, caregivers who advocated 

for their family members, and patients who were simply in need of additional 

support while they endured the discomfort of the medical setting. Social work views 

the human experience as one influenced by multilevel systems including biological, 

social, and environmental factors. Throughout our lives, these systems have shaped 

our perceptions of the world and our behavior. The acute care setting of the hospital 

creates additional stressors that challenge the functioning and coping mechanisms 

of patients and families. In this context, patients and families are required not only 

to process the experience of acute illness, but also to make decisions critical to their 
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fundamental health and well-being. In order to understand the multiple stressors on 

patients and families as well as their understanding of themselves in the illness 

paradigm, I frequently found myself referring back to the social systems framework 

and typology of illness set forth by Rolland (1994).   

In this framework, Rolland (1994) recommends that clinicians consider the 

practical, affective, developmental, paradigmatic, and historical effects of illness on 

an individual and family system. As an example, we might consider a patient newly 

diagnosed with a catastrophic illness, such as metastatic cancer. The patient and the 

family are certainly affected by the practical demands of the illness – the ensuing 

treatment demands will create significant stressors to familial cohesion, 

adaptability, and communication. The affective demands of the illness include the 

emotional stressors experienced by the patient and family, including grief for the 

loss of their previous security in health as they now face uncertainty. The 

developmental consideration requires that we look at the developmental stage of 

the patient and family. As people progress through the stages of life, they experience 

changes in numerous aspects of life including position in family and society, 

understanding of self and the world, and expectations for the future; a diagnosis of 

serious illness will be received and processed differently by individuals at different 

developmental stages of life. The illness also creates a significant and stressful 

impact as it interacts with the paradigmatic self-understanding of the patient and 

family. The patient and family may have to fundamentally redefine themselves as 

the illness causes physiological differences in abilities. Prior to the illness, they may 

have understood themselves to be “healthy,” now they are “sick;” where they were 
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“strong,” they may now become “weak.” These paradigmatic shifts can cause serious 

existential struggles for patients and families as they experience the varying effects 

of illness.  

Finally, Rolland (1994) recommends exploring the historical meaning of 

illness for a patient and family. They may process this illness in terms of past health 

crises, and may use this illness as they project ideas about the future and their 

understanding of mortality. Also entwined with these effects are the personal views 

of the specific illness as well as the generalized health beliefs of the individual and 

family. While I was working in this role, my expertise in social work served as a 

near-constant reminder of the competing variables in the lives of patients – their 

struggle in the hospital cannot be viewed in isolation from their experience of 

human existence. 

Bioethics 

With the perspective of clinical ethics in mind, I was able to draw back from 

the social work counselor role and consider the competing values of stakeholders in 

each situation. There is rarely a single right answer to conflict in the medical setting; 

while a single choice may appear objectively correct, additional information from 

varying parties will almost certainly illuminate new ways to conceptualize multiple 

good outcomes. As CDSL, in a mediator role, I actively sought the perspective of each 

party in order to reach a more complete understanding of situations, and also relied 

on ethical principles and theories to assist in evaluating acceptable courses of 

action. Given that my social work background requires me to advance the 

importance of individual self-determination of powerless individuals, and given that 
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there exists a power imbalance between physicians and patients, I found myself in a 

patient advocacy role frequently as I promoted the principles of respect for 

autonomy, non-maleficence, and beneficence (Beauchamp & Childress, 2009). 

Respect for autonomy, or the requirement that people be allowed to make decisions 

without interference from other parties, was broadly present in my support of 

patients. In most cases, providers and staff used the role of CDSL to help reveal 

patient goals; in doing so, the whole team was raising the importance of patient 

autonomy as they sought to provide care that aligned with patient values. In effect, 

through seeking improved decision-making, the CDSL improved respect for 

personhood and autonomy. In relaying these goals back to the medical system, this 

role allowed me to also promote the principles of non-maleficence and beneficence - 

as the medical teams desired both to avoid providing care antithetical to patient and 

family values and to provide care that would benefit the patient and family, they 

sought to follow these principles. The CDSL role simply allowed the medical 

providers access to additional and vital patient information that could help guide 

their care. The principle of justice was not frequently directly acknowledged in my 

daily interactions with patients, families, and staff, but it certainly was a 

consideration in my work. As I attempted to address misconceptions based in issues 

of discrimination, I encountered and attempted to resolve issues of social justice. 

Furthermore, the concept of distributive justice is an underlying theme in much of 

medical care; the distribution of resources is a consideration in the direct 

relationship between patients and the medical team as well as the systemic 

constraints felt primarily by the medical team. There were times that I offered 
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education to patients in order to help them understand the care the hospital and its 

staff could provide, allowing patients the opportunity to understand the systemic 

constraints and providing patients the opportunity to empathize with staff in their 

interactions. 

I do not believe that the ethical context of this role can be limited to 

principlism, however. There are numerous other ethical theories that influenced my 

evaluations of situations encountered during this role, including the ethics of care, 

feminist ethics, narrative ethics, and virtue ethics; a brief overview of each of these 

theories follows.  

The ethics of care requires that we evaluate ethical situations with an eye to 

relationships – witnessing and emphasizing the importance of care-givers and care 

recipients as we seek to care for those who are “dependent and vulnerable” 

(Sanders-Staudt, 2016). Perhaps obviously, as we support patients with serious 

illness and their families, we can identify them as recipients and providers of care 

within a familial system. Furthermore, we might consider that entire family system 

to be a recipient of care from the medical team. In light of this system of care, it is 

only appropriate that we consider the role of relationships and interdependence as 

we evaluate the situation.  

Also important, feminist ethics focuses on the role of oppression, especially 

as it relates to the experience of women, and seeks to utilize ethics to eliminate 

existing oppressive systems (Gotlib, 2016). Similar to care ethics, I believe my role 

as CDSL must consider the systems of oppression of women in the hospital setting. 
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As frequent caregivers, both in families and as medical staff, the role of women in 

the hospital setting is crucial to uphold.  

Narrative ethics looks to individual stories to help define human experience 

and both personal and general moral codes (Gotlib, 2016). As CDSL, I had the unique 

opportunity and honor to gather patient narratives and to communicate these 

narratives to the medical team. Each narrative brought with it unique sets of 

experiences, hopes, fears, and values; through listening to these narratives and then 

exposing them to the medical team, I believe a unique charactieristic of this role was 

the opportunity to expand the potential for empathy in the medical team.  

Finally, virtue ethics in this context requires that each medical provider 

consider what a person of virtue would do prior to taking a course of action, and 

then follow that lead in order to strive for virtuosity (Athanassoulis, 2016). In light 

of the afore-mentioned ethical theories, it appears that a virtuous doctor is one who 

is willing to hear and respect patient and family values, and take the time to educate 

the patient and family about options for medical care. Given the reality of 

constraints experienced by the typical physician in the acute care setting, the role of 

CDSL created an opportunity for physicians to access patient and family values and 

provide options to patients in line with those values, in effect creating a conduit for 

virtuous action. 

In her book, The Spirit Catches You and You Fall Down: A Hmong Child, Her 

American Doctors, and the Collision of Two Cultures, Anne Fadiman (1998) notes 

that while researching the experience of illness in a Western medical context by a 

Hmong family, her role was one of observation between involved parties. In this 
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role, she was on the edge between two perspectives, able to observe with neutral 

clarity the understandings of each party and the idiosyncrasies of the relationship. I 

believe the CDSL holds a similar position; I was able to hold a neutral stance while 

supporting both the medical team and the patients during moments of 

misunderstanding. In most encounters, I was able to assist in resolving conflict 

through aiding communication and translating positions to each party. In 

combination, social work and bioethics converge on a similar goal – to work toward 

understanding between patients and physicians in order to promote a therapeutic 

relationship and thus a better outcome for all parties involved.  

Practicum Outcome - Measures & Potential 

In a lecture on October 11, 2016, Bruce Jennings noted a particularly 

compelling observation in the evolution of medicine: when medical practice was 

more paternalistic in nature, physicians directed the treatment options; now, with a 

greater emphasis on patient choices, the physician might offer a list of treatment 

options to patients with a directive to make a choice, giving little guidance about the 

decision. In this role, I effectively offered guidance for patient decisions as I 

established patient trust, supported their identification of personal goals, and 

helped them understand and weigh treatment options.  

As referenced earlier, the measures of success of the pilot were limited 

quantitatively, but I believe we were able to assess valuable qualitative measures for 

success. Additionally, I believe that these qualitative measures are significant 

enough to imply far-reaching and valuable improvements to the medical system.  
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Although subjective and anecdotal, one of the most prominent measures of 

success in this role for me was the gratitude expressed by the patients, families and 

staff I served. Many of my encounters with patients arose in situations fraught with 

intense emotions; while struggling with the burdens of living with serious illness, 

patients and families appeared stressed both by the requirements of the hospital 

and by conflict among family members and sometimes providers. My presence 

afforded patients and families the opportunity to process their choices in a safe way 

and to feel empowered as they moved forward with health care decisions. Patients 

appreciated this supportive presence, and expressed gratitude and satisfaction upon 

simply “being heard” by a representative of the hospital. Statements proffered by 

patients included countless expressions of “thank you,” and sometimes queries 

regarding where they could write to offer gratitude to the hospital system for 

providing my presence.  

Relatedly, I also received numerous expressions of gratitude and hopefulness 

from staff. When I began the practicum, I conducted a brief survey of nurses on the 

unit to inquire whether they thought this role would be useful, and received a 

resounding yes. Many nurses cited occasions in the past when they wished they had 

a reliable means of offering psychosocial support to families struggling with coping 

surrounding diagnoses or hospitalizations. When the pilot concluded, I conducted 

another survey, this time asking nurses if they still thought this role to be useful, and 

again received a resounding yes. A common sentiment was expressed concisely by a 

particular nurse; she stated that she found it comforting to know that I was available 

to provide support because she often witnessed the need for support but could not 
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provide it herself due to time constraints. A particularly eloquent physician noted 

that my presence was helpful; as he and his team focused on treating disease, my 

role was essential for treating the “dis-ease” experienced by patients. 

The primary goals for this role remain steadfast in a desire for improved 

patient satisfaction and treatment; at the same time, these outcomes may also have 

implications for financial benefits to hospital systems. At a basic level, one can make 

a direct connection between patient expressions of gratitude to patient satisfaction 

with care received by the hospital system, which may lead to financial benefit to the 

hospital. First, given that the Patient Protection and Affordable Care Act of 2010 

(U.S. Congress, 2010) denotes the patient experience of care as one of the five 

domains of quality care and offers incentives for hospitals to achieve measures of 

patient satisfaction, this role has the potential to be beneficial for NH through 

federal incentives. Second, increased patient satisfaction has significant potential as 

a marketing tool for any hospital system. As patients’ satisfaction increases, they are 

more likely to recommend the care provided by the hospital, possibly creating 

further referrals to other patients and also creating a community-wide reputation 

for successful person-centered care. 

Furthermore, I believe this role has the potential to reduce health care costs. 

As CDSL, I helped to effect earlier referrals to palliative care, reduced patient time 

on the critical care units, and reduced conflict between the care team and patients. 

Earlier identification of family goals aligned with palliative care and improved 

therapeutic relationships between providers and patients can produce benefits not 

only to the patient and family, but also to the hospital system. 
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A further possible long-term benefit of increasing satisfaction among patients 

and staff is the possibility of increasing retention of staff. Currently, there is a crisis 

in nursing; nurses feel overly stressed in their work, leading many to experience job 

dissatisfaction and burnout (McHugh, et al., 2011). While the work of the CDSL has 

little effect on the most stressful working conditions experienced by nurses, it has 

the potential to relieve some amount of stress in multiple ways. It may relieve 

nurses of stress related to addressing another aspect of patient suffering, it may 

make providing care to difficult patients easier as it alleviates patient stress, and it 

may reduce the stress felt by nurses as they also receive the benefits of direct 

support from the CDSL. While this is certainly a projected outcome, there is 

potential in this role to increase job satisfaction among staff, offering another fiscal 

benefit to hospital systems as its need to hire and train new staff is reduced. 

Limitations & Recommendations 

With these outcomes and potential benefits in mind, I believe the CDSL role is 

one that should be established in hospital settings targeting goals of person-

centered health care. At the same time, I want to acknowledge some of the potential 

limitations of the CDSL. 

There may be occasions in which the CDSL role has difficulty balancing the 

competing interests of patients and providers. As an example, in the case of Mrs. F, it 

is clear that the patient felt that her care was affected by bias; as a neutral party 

attempting to support her, I felt caught between two interests. In the interest of 

social justice, I could not ignore her perceived bias – it is widely known to be 

present in society and in healthcare. At the same time, in the interest of respect for 
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the clinical ability of providers and staff, and of preservation of my relationship with 

them in the interest of receiving future consults, I did not think it expedient to 

accuse them of bias without empirical data to support it. Although my lack of direct 

intervention with the providers might be a failing in the mission of social work, I 

believe this role can be effective in working against bias in other ways. First, my 

narrative in the patient’s medical record indicating that she was uncomfortable with 

her treatment provides insight into her experience and hopefully increased self-

awareness in the future actions of staff and providers. Second, in its neutral position, 

I believe this role can provide in-service education to staff across the hospital on the 

incidence and manifestation of bias in the hospital setting. With the ability to 

increase education, the CDSL can help affect the incidence of bias generally, if not 

acutely and specifically. I believe this process will work in most situations wherein 

the CDSL is caught balancing two seemingly oppositional values. 

Some may also wonder whether the CDSL role will replace the need for staff 

and providers to practice empathy and problem-solving in their day-to-day 

interactions with patients. This concern indicates that rather than working to 

provide excellent care, staff might simply rely on the CDSL to “fix” situations with 

difficult patients. Without long-range empirical data, I cannot address this 

adequately, but I do not believe this will be an issue. In providing care, I believe that 

most staff and providers have the best interests of their patients in mind, and that 

they do what they are able to meet the needs of patients. At the same time, I believe 

that staff and providers are overburdened with patient loads and requirements of 

efficiency. Rather than supplanting the current efforts of staff and providers to 
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ameliorate non-medical patient needs, I believe the CDSL provides additional 

coverage that staff and providers are unable to provide in the current systemic 

model of hospital systems. It remains imperative that staff and providers receive 

training in communication and empathy, but given the limited resources of time and 

energy, the CDSL can provide supplementary care to help ameliorate situations that 

are beyond the functional capacity of staff and providers. 

 This role has remarkable potential for improving the patient experience, but 

there remains a possibility for inconsistency between positive intent and actual 

results upon implementation. The 1995 landmark study, the Study to Understand 

Prognoses and Preferences for Outcomes and Risks of Treatments (SUPPORT), 

provides an example of when implementation of a program to improve 

communication between patients and physicians had no effect on treatment 

outcomes (Connors, et al.). In the program implemented by SUPPORT, a trained 

nurse actively sought to understand the treatment preferences of patients with a 

goal of communicating these preferences to the treatment team; however, the 

results showed that patients in the intervention group had the same rate of death in 

the intensive care unit, pain prior to death, and resuscitation when they had 

indicated a preference to avoid it (Connors, et al., 1995). Without addressing the 

specifics of why that intervention did not prove beneficial to patient outcomes, I 

argue that much has changed since this study was performed throughout the 

healthcare system. In the time since 1995, palliative care has emerged as a 

respected discipline, bringing with it a culture that emphasizes the importance of 

person-centered care. Also, we must consider that the development and broad use 
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of electronic medical records has made communication between various disciplines 

and different health care practitioners much easier. The ease of use of electronic 

medical records as a means of direct communication relies on the individual 

implementation by different hospital systems, but it is still creates increased 

accessibility to patient information and preferences. Nonetheless, even with these 

changes in health care that have created a more welcoming environment for 

improved communication, it will be prudent to proceed with vigilance that the goals 

of this intervention are being met, especially because the CDSL role presents 

difficulties as we attempt to define it concisely. 

 The CDSL role is unique. Although it requires skills and knowledge drawn 

from the fields of social sciences and from bioethics, its intent differs from the 

defined roles typically held by social workers or clinical ethicists in the healthcare 

context. My approach with patients, families, providers, and staff drew from clinical 

social work skills as I built rapport, sought to understand individual perspectives, 

and connected patients and families with internal resources such as palliative care. I 

drew from my knowledge of bioethics when I provided education to patients and 

families about the intent of the healthcare system in which they were immersed, 

education to providers and staff about patient rights and responsibilities, and 

mediation when necessary. I believe eliciting patient goals for care and the related 

hopes and fears about future health falls is influenced by both disciplines. The CDSL 

role is both nebulous, as it proves difficult to define, and essential, as it proves 

centrally important when it is truly needed for consultation.  
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 As I attempt to define it more clearly, I consider the multiple roles I held in 

individual situations. I enacted the role of communicator, educator, mediator, 

counselor, and translator between patients, families and medical providers and 

staff. The CDSL role is both important and distinctive in the context of health care 

today. While nurses and providers can offer person-centered care within their 

professional capabilities, their extensive role-based duties limit their abilities to 

take on additional tasks, preventing them from eliciting the information required to 

provide truly person-centered health care. The CDSL role has the latitude to spend 

time supporting patients and gathering information in order to better understand 

their values and motivations as they pursue better health. Considering the 

overarching goals for patient-centered care that currently affect standards for 

healthcare delivery and the logistical conflicts presented by goals of efficiency and 

productivity, there exists a need for a role such as the CDSL; it can effectively 

improve communication and assist in aligning patient outcomes and values. In turn, 

as it provides supportive care to patients directly, the CDSL has a unique role in 

reducing patient stress in the hospital setting, thus reducing patient suffering and 

performing an essential palliative role. 

The Future of the Clinical Decision Support Liaison 

 With the outcomes of this brief practicum in hand, the Patient Services team 

requested that six CDSL positions be implemented throughout the NH hospital 

system. I believe this position was crucial in providing comfort to the families I 

served and that it has potential for significant use as a means to prevent conflict and 

improve patient satisfaction across the health care continuum. As the health care 
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system seeks to improve person-centered care through improved communication, 

roles like this one will prove essential to achieving this goal. 
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