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Abstract

Objectives—To address the psychological impact of the transplant on quality of life including
physical, psychological, social and spiritual for the patient and caregiver and to discuss the nurse’s
emotional labor of caring and compassion fatigue for such an intense vulnerable population.

Data Sources—Psychological transplant studies, peer review journals, and textbooks.

Conclusions—The psychological impact after an experience of a transplant can leave an
indelible impression on the patient, caregiver and nurse.

Implications for Nursing Practice—Suggestions are made for assessment and management
of various potential psychological issues for the three mentioned populations. With these issues
being better understood, nurses can actively lessen psychological morbidity.
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The psychological impact after hematopoietic stem cell transplantation (HSCT) can be
immense. HSCT is an intense and distinctive experience for patients and families and has
the potential to cause prolonged psychological distress unlike other experiences with
oncology patients.l: 2 The Institute of Medicine report identified that meeting psychosocial
health needs of the patients and family is the current exception rather than the common
occurrence in this current health care climate.3 Because of the unique nature of the
transplant experience, psychosocial assessment and interventions should be a high priority.
The transplant procedure itself is complex and although the mortality has improved over the
years since transplants began in the 1970’s it continues to be a significant stressor. The
recovery after transplant can come with prolonged physical and psychological set-backs, and
extreme social strain on the patient’s caregiver, friends and family members. In addition, the
transplant experience can include multiple hospital readmissions for acute complications,
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slow recovery and long-term issues. Often the psychological and social issues can be more
challenging for the health care team than the medical issues.*

This article discusses the psychosocial issues of three populations surrounding the transplant
experience: the patient, the caregiver and the nurse. The patient section is divided into 3
sections: overall psychosocial concerns and assessment, common in-depth issues such as
depression, and suggested interventions.

The transplant experience can be psychologically devastating and often health care
professionals forget and fail to understand the depth of trauma possible. Greenfield ® in his
eloquent essay and personal reflection as both a psychologist and transplant patient
described the reality that the “powerful experience” of transplant caused him to re-
experience psychological vulnerabilities despite years of psychoanalysis and therapy to
address his past issues.® It is a poignant reminder that often we as nurses, need to remember
that that the human soul and spirit is fragile.

Although it is clear that the majority of patients experience good global quality of life after
transplantation, identifying those patients who are more psychologically vulnerable is
crucial.> What are the risk factors that predict a poorer overall psychological outcome, and
how can we integrate them into a psychological assessment to target those patients for
intervention?

The first critical risk factor is previous psychiatric morbidity or history.” Those patients who
have negative affect such as anxiety or depression are at risk for poorer health outcomes,
longer length of stay, and higher mortality.”~11 Having any overall mood, anxiety or
adjustment disorder was associated with an 8% increase in length of stay after
transplantation. Poor transplant functioning significantly predicts more need for
counseling.19- 11 Although this study does not point to previous psychiatric morbidity, Siston
et al 12 found that there was significant emotional distress among patients prior to admission
into the hospital for an allogeneic transplant.! Thirty-five percent of the patients before the
transplant admission reported significant symptoms of intrusive and avoidance stress
responses. Perhaps the 35% of the patients going into transplant with significant
psychological distress contribute to psychiatric morbidity.

Other risk factors that predict a poorer outcome have also been identified. Pre-transplant
non-compliance is also associated with poorer health outcomes and perception of
symptoms.”: 8 Social support, not just the presence of support, but its stability and character
throughout the transplant process has also been linked to positive health outcomes 13-15
Other identified risk factors are younger age, female sex, avoidant coping strategies, lower
functional status upon admission, pain, recent smoking cessation before hospital admission,
and higher regimen-related toxicity.”» 16

The literature is clear that the transplant experience impacts various aspects of quality of
life. The following section will discuss various common psychological issues and how they
are impacted by different domains of quality of life: physical, psychological, social and
spiritual (See Figure 1).17-22 Prieto et al 7 found that the overall psychiatric disorder
prevalence among transplant patients was 44%.’ Compared with non-transplant patients on a
psychiatric consultation service, post transplant patients suffer complicated medical,
psychiatric and social burdens.23
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Physical Domain—Physical issues that patients face after transplantation affect
psychological functioning. Higher depression rates are linked to slower physical recovery,
and to patients with chronic graft versus host disease (cGVHD).24 In a support group setting,
patients found the long-term issues of ongoing medical appointments, medications with
side-effects, and long-term issues beyond a year frustrating.2> Most of the patients in the
group, despite not having any visible signs of post-transplant physical changes, described
feelings of being separate from “normal” people and had difficulty with reintegration.
Patients felt unprepared for post-transplant life, found fatigue frustrating and limiting, had
challenging cognitive changes, and most patient’s also experienced post-transplant sexual
issues. Sexual difficulties such as vaginal dryness for women and erectile dysfunction in
men have been discussed in the literature.2

Psychological Domain

Depression: Rates of depression among general cancer patients range from 10%—25%,
whereas in some studies, rates of depression among the transplant population are higher,
ranging from 25% to 50%.26-30 Higher levels of depression among transplant patients affect
post transplant physical health symptoms, increase symptoms-related distress, may
contribute to a higher suicide rate, and may decrease survival.28: 31. 32 Rates of depression
after transplantation among several longitudinal studies report that depression increases soon
after the transplantation and then seems to stabilize over time, although some studies
continue to show rates of as much as 25% in patients one year after transplantation.2”- 30 For
the support group patients the experience of depression was different.2> These patients
explained that for them depression did not occur until many months after discharge, anti-
depressant medication was a definite necessity, and healing increased with the verbalization
of the shared experience.

Distress: According to Jimmie Holland, a pioneer in the field of psychosocial oncology,
30% of cancer patients experience disabling “distress” resulting in the need for psychosocial
treatment.33 The term “distress” was used by the National Comprehensive Cancer Network
(NCCN) task force to develop standards for distress and a simple tool, The Distress
Thermometer, for assessing distress among cancer patients.3# 35 The movement to label the
psychosocial sequelae as “distress” rather than depression or anxiety made the term less
stigmatizing and more acceptable for patients.3°

As a population the transplant patients have high levels of distress, often thought to be due
to the more intense treatment.38 Pre-transplant distress levels of 50% have been documented
which is much higher than the average cancer population distress of 30%.37: 38 Transplant
distress levels may also be high after transplantation. Rusiewitcz, et al,3° examined the
distress of post-transplant patients at one year and found that 43% reported significant global
psychological distress encompassing areas of existential concerns, obsessive-
compulsiveness, loneliness, and ongoing health concerns such as memory loss.

Post Traumatic Stress Disorder: Interesting work has been developing in the psychosocial
literature looking at the rates and characteristics of post-traumatic stress disorder (PTSD)
among transplant patients since the transplant experience itself can classify as a “traumatic
experience” which can trigger long-lasting psychological effects. Widows et al, 40 reported a
rate of PTSD at 5%, and patients who had higher rates of PTSD symptoms had more
negative appraisals of the transplantation experience, greater use of avoidance-based coping
strategies, lower levels of social support, and greater social constraint. Another study
examined the predictors for PTSD following transplant and found that social support and
avoidance coping (escape-avoidance, distancing and denial) predicted PTSD symptoms.16
Social support was predictive of less PTSD with a high level of social support associated
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with 50% less PTSD symptoms. Analysis of the association of social support and the type of
coping patients used after transplantation suggested that the presence of a supportive
environment encouraged patients to use more healthy forms of coping to process the
traumatic experience.

Social Domain—Throughout the data for psychological symptoms of transplant patients,
social support continues to be a dominant factor for psychological recovery after
transplantation. Social support predicts survival, higher QOL, decreased depression rates,
less PTSD symptoms, and decreased psychosocial morbidity.13: 16: 30, 40-42 Rodrigue et al, 13
indicated that not only the presence of support as important, but its stability since
interpersonal conflict in patient’s lives may have unfavorable physical and psychosocial
outcomes. Frick et al 1° identified the difference between harmful and helpful support, and
reported that patients living with a partner displayed higher scores in positive interactions
than patients living alone. They also showed that those relationships that had problematic
interactions correlated significantly with poor emotional and social function. Patients in the
support group setting verbalized relationship dynamics changes, role adjustments,
differences in role expectations, and changes in interpersonal communications after the
transplant experience.2> Patients stated that they felt safe in the support group expressing
feelings whereas family members were sometimes unable to understand their fatigue;
changes in values; physical, social and psychological impact of the transplant; and changes
in communication style.

Another issue in the social domain is the ability to return to the school or work setting.
Syrjala et al?4 in her study of recovery after transplantation found that physical limitation
reached a peak at 90 days followed by improvement at 1 year with no significant change
beyond the 1 year improvement at 3 and 5 years. Of those patients with history of work
outside the home, 20% returned to full-time work by 1 year and 31% by 2 years with risk
factors for work delay being female sex, and extensive cGVHD. Descriptive data in the
support group setting show that all patients altered their school or work experience after
transplantation.25 Examples were changing majors in school, finding jobs that were less
stressful, decreasing hours, dealing with fear of discrimination and not disclosing the
transplant history, and meaningful work that was unlike the work setting.

Spiritual/existential Domain

Post-Traumatic Growth/Benefit Finding: The concept of post-traumatic growth (PTG),
search for meaning or “benefit finding” after transplantation has been evolving in the
literature over the past several years. By definition, the potential for PTG requires that
patients experience a stressful event and subsequently experience positive psychological
outcomes or benefits. As early as 1996 Fromm and colleagues43 identified positive sequelae
possible after transplantation: development of a new philosophy of life, greater appreciation
of life, making changes in personal characteristics, and improving relationships with family
and friends. Potential predictors of PTG include good social support, the ability to approach
rather than avoid, young age, less education, greater use of positive reinterpretation or
cognitive appraisal, sense of mastery, and self-efficacy, problem solving, seeking alternative
rewards, more stressful appraisal of the experience, and more negatively biased recall of pre-
transplant levels of psychological distress.16: 40. 44

Survivorship: Survivorship issues have been brought to the forefront of cancer care within
the last few decades, most recently with the Institute of Medicine report, From Cancer
Patient to Cancer Survivor: Lost in Transition.#®> Transplant patients recovering from the
transplant procedure may face ongoing physical and psychological effects years after
transplantation.*6 Studies specifically with transplant patients report that even though most
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long-term HSCT survivors express satisfaction with their quality of life and describe
themselves as productive, stable, and well-adjusted, most do not return to their pre-illness
level of health.4”: 48 Studies report that survivors continue to experience psychological
distress related to the fear of recurrence, fear of secondary malignancies, body image issues,
sexual functioning difficulties, distress about their families, uncertainty about the future, and
professional reintegration concerns.5: 49

End-of-Life: Based on various hematological diseases at different stages the overall
treatment-related mortality reported in the literature is approximately 15%-50%, and few
studies have addressed end-of-life care for transplant patients.?%: °1 Palliative care is not a
routine component of care for patients with hematologic malignancies.®? Instead of dying at
home, as other cancer patients frequently do, these patients are more likely to die in high-
tech environments where the mortality rate can approach 100%.%2 What is the reason for not
including palliative care principles that are stressed by the Oncology Nursing Society and
other organizations?>4-56 Perhaps it can be explained in part because the goal of
transplantation is aggressive cure and end-of-life options are often difficult for the patients,
family and health-care professional to consider. An option is presented in a case study
presentation of the role of the advanced nurse practitioner in transplant patients. At the end-
of-life the nurse became the moral agent “holding” the family and patient’s existential
hopes, communicating their wishes across disciplines, and creating an ethical
environment.5’

Risks—Table 1 provides a compilation of psychological morbidity risks identified from the
literature regarding transplant patients. Because these risks have been identified in studies
using varied transplant populations, small sample sizes, and various questionnaires and
methodologies, it is impossible to quantify the effects of each factor on psychological
morbidity or the relationships between factors. However, it represents an early step in the
process of risk identification

Suggested Interventions—Based on the literature presented and the risk factors
identified, a list of possible helpful interventions is listed below:

Antidepressants: “Accepting the reality of the person undergoing the experience is
critical.”>8 Antidepressants are effective for depression; however the obstacle lies with the
acceptance of the rate of depression by health care professionals, and their ability to assess
and intervene.26

Distress Thermometer: Using the distress thermometer as a simple tool for assessment is
an easy step. The tool itself has been shown to compare favorably with longer measures for
anxiety and depression, and it can be used to screen, and identify distress successfully
throughout transplant recovery across various domains of QOL.37: 3859

Psychoeducational Interventions: Psychoeducational approaches for patients have been
shown to have beneficial psychosocial benefits.50 Nurse-delivered psychoeducational
approaches have been used in the oncology setting with good results. Strong, et al %1
described a cost-effective feasible intervention for depression for patients with cancer which
decreased depression scores and had sustained results at 6 and 12 months. The sessions by
the nurse included 1) problem-solving therapy to help overcome the feelings of helplessness,
2) education about depression and treatments and 3) counseling on communication with
health care professionals about their symptoms. Another nurse specific intervention was
described which outlined an APN-intervention for transplant patients within the first year
after transplantation.®” This intervention described a total of 6 sessions which followed the
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QOL domain format addressing physical, psychological, social and spiritual/ existential
issues.

Support Groups: The recent IOM report discussing psychosocial needs suggests the use of
peer support groups.2 Group therapy can been helpful in the breast cancer population
reducing depression and psychiatric symptoms, mood disturbance, and improving QOL;
however no studies in the transplant population have been done to determine its
effectiveness.52 A support group environment would possibly be helpful for patients who
would benefit from a shared unique experience, especially one that family and friends may
not be able to understand.2>

Social Support: Social support is a critical factor, however no intervention trial was found
in the transplant literature specifically focused on strengthening the caregiver and family
coping. Bloch and Kissane52 proposed a family grief therapy model for families involved in
end-of-life care which focused on improving functioning on cohesiveness, conflict and
expressiveness. The intervention is intense, averaging 6-10 sessions over 6-12 months.
Impressions from a pilot study are that the therapy is relevant and feasible; however a larger
trial needs to be performed. Social support is a critical factor and supporting the caregiver
and family in a more definitive, organized, standardized and research-based approach may
be beneficial for the patients’ and families physical and psychological morbidity. Health
care professionals in the transplant setting need to educate the patients’ and families on the
importance of sustained social support throughout the entire inpatient and recovery period
post transplant.30

Complementary and Alternative Medicine (CAM): The only CAM therapy that has been
studied in the transplant population has been relaxation techniques which have been found to
be useful in reducing anxiety and depression.59: 63 Other uses of CAM therapies in the
transplant patients have not been studied. In an elegant article by Chan and colleagues®4,
they challenge the field of psychosocial oncology to examine the “eastern approach” to
health and healing in which trauma can be seen as a growth experience, encouraging a
positive attitudes toward cancer and life, and restoration of energy and balance. Potential
options for interventions could include diet, meditation, exercise, massage, self-care,
cognitive restructuring, emotional expression, visualization of positive outcomes, counting
blessings, group acceptance in support groups, sharing their experience through verbal,
artistic or written expression, and giving back.

Cognitive and Behavioral Therapy (CBT): CBT offering brief simple sessions provides
effective relief for milder forms of psychological symptoms and seems effective for short-
term management of anxiety and depression.59 It is also possible that CBT therapy may
offer long-term effects on QOL .64

INFORMAL CAREGIVERS

Today there are more survivors of HSCT than at any other in large part because of the care
and support provided by the informal caregiver. HSCT informal caregivers, usually a
spouse, family member, friend or neighbor provides countless hours of unpaid assistance to
HSCT recipients.5% While providing care can be a positive experience for most HSCT
caregivers, especially for those who are able to find meaning in the experience, caregiving
can be very exhaustive, emotionally draining as well as existentially challenging. As a
consequence the informal caregiver is susceptible to negative psychological outcomes.
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Impact of Care Giving

A growing body of evidence demonstrates the impact of cancer caregiving on the
development of caregiver distress.®® Furthermore the American Cancer Society (ACS)
estimates that caregivers will provide care to the 1.4 million newly diagnosed cancer
patients. With five-year survival at 65%, up from 50% in 1974-1976, caregiving needs are
increasing. Among caregivers in the United States almost 60% of caregivers either work or
have worked while providing care.8” Nearly two thirds of caregivers reported having to
make adjustments to their lives to provide care in order to juggle multiple roles. Women age
46 and older provide the majority of care, while men comprise nearly 40%. Forty percent of
these female caregivers report having emotional distress associated with caregiving
especially if there are multiple complex care needs.8 It is not surprising then that unmet
caregiver needs have been identified: finding time for themselves (35%), managing
emotiogal and physical stress (29%), and balancing work and family responsibilities
(29%).67

Caregiving activities can be overwhelming and affect all aspects of the HSCT informal
caregiver’s life. Unlike other cancers, the hematological cancer patient and caregiver grapple
with diagnosis, treatment and then when treatment fails move on to the possibility of a life-
saving stem cell transplant. The hope is always cure; the reality is approximately 20%-30%
of patients will relapse and face end-of-life issues, another 30% will need to cope with
lingering treatment related complications. Given the significant morbidity and mortality
associated with the treatment and prolonged recovery from transplant, caregivers can
potentially experience high stress levels due to the intense physical and emotional care needs
of the HSCT recipient.58

Most informal caregivers are novices in providing care for the transplant recipient. They are
often ill-prepared for the physical care and the emotional toll it takes over time. If the
emotional toll of caregiving is left unchecked several adverse outcomes can ensue. For
example, deteriorating caregiver mental and physical health has been reported. Waning
caregiver commitment to caregiving may begin and poor transplant recipient outcomes may
occur.5% Many HSCT caregivers describe being very involved in seeking information about
what to expect, preparing their questions about the disease and treatment prior to meeting
with the physician.%° Those caregivers who felt prepared for the role were more likely to
report feelings of role satisfaction and rewards.58

The concept of “quality of life” is an important outcome measure in cancer care. One widely
used model developed at the City of Hope (COH) Medical Center assesses individual well-
being in four domains: physical, psychological, social, and spiritual well-being and has been
used with HSCT patients.”® Utilizing the COH-QOL Model as a framework the caregiving
situation can be viewed in its entirety with an emphasis on the interplay among the various
dimensions of care as it relates to caregiver psychological well-being (Figure 2).

Although there is a paucity of blood and marrow transplant caregiver research, studies
available describe how caregivers wrestle with psychological symptoms such as fear of the
future,’L 72 loss of control, anxiety and depression, guilt, previous coping difficulties, and
feelings of being ill-prepared for the caregiving role. Social issues such as isolation, lack of
social support,’3 relationship issues,”# 7> workforce issues, financial concerns; and physical
symptoms such as sleep disruption’® and fatigue along with existential/religious issues’’
may precipitate emotional distress among caregivers if not addressed.

How well the HSCT recipient is doing throughout the illness trajectory often determines
how the caregiver will respond to the caregiving role. If the duration of recovery, treatment-
related complications, symptom management, functional ability, and emotional well-being
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of the HSCT recipient are wearing then the caregiver might feel the strain of the situation
leading to increased frustration, anxiety and depression. Women caregivers tend to
experience more symptoms of anxiety and depression related to caregiving’8 in comparison
to male caregivers with the exception of those men who are caring for spouses with
emotional issues.”®

While young caregivers describe issues with juggling multiple roles (e.g. caregiver, parent,
daughter/son, employee, and spouse) older caregivers describe difficulties with balancing
their own health issues with that of the HSCT recipient. Spousal issues sometimes can
influence caregiver emotional well-being. Langer et al 7 studied the marital dyad over a 12
month period post transplant. Findings revealed that matched perceptions of the relationship
pre-transplant grew mismatched by 6 and 12 months post-transplant with female caregivers
reporting lower levels of marital satisfaction compared to patients. Moreover, if there is a
problematic pre-existing relationship between the caregiver and the HSCT recipient there is
a three fold risk of mortality for the HSCT patient.”®

Socially, HSCT informal caregivers report feeling as though their every day lives have been
turned upside down. They report increased tension with other family members, resentment
and frustration, social isolation, and financial concerns. Several studies describe how
caregivers struggle to meet competing demands such as continuing to work outside the home
while supporting the transplant recipient.55: 68. 73 Inability to meet conflicting work demands
and caregiving might require the caregiver to stop working. Sixty seven percent of HSCT
caregivers did suspend working to care for the transplant recipient.58 Adding to an already
stressful situation worry about financial concerns resulting from suspension of employment
can prompt psychological crisis for some.

HSCT caregivers often voice feelings of fear and uncertainty regarding their loved one’s
future and the possibility of disease recurrence and death. These feelings of vulnerability are
a significant part of the experience. How the caregiver responds to these feelings determines
positive or negative health outcomes. The ability to find meaning and a sense of purpose as
an HSCT caregiver can enhance their ability to cope with the challenges they face. Boyle et
al’3 explored caregiver and survivor perceptions post autologous transplant. Caregivers in
this study found they gained new insights, were better able to prioritize life better and found
they appreciated life more. Their coping strategies included acceptance, staying positive,
looking at life differently, setting goals and praying with fears of recurrence as a concern.
Similarly, findings from caregiver participants in focus groups record a number of strategies
for dealing with the caregiving role and the ability to find meaning in the experience. Some
of the strategies used include; 1) preparing for caregiving by acquiring information about
services and resources, 2) managing care by providing physical care, keeping the patient
safe and advocacy, 3)facing challenges by overcoming healthcare system barriers, 4)
developing supportive strategies through journaling, maintaining family involvement, and
utilizing perseverance and assertiveness, and 5) discovering unanticipated rewards and
benefits such as increased ability to express their needs, appreciating what they have, and
improved relationship with the HSCT recipient.5°

Interventions

Current research suggests interventions likely to be effective in reducing caregiver strain
include: 1) education related to the illness trajectory, skills acquisition and community
resources, 2) problem solving/coping skills development, 3) referral to psychotherapy when
indicated and 4) integration of health promotion self-care behaviors into caregiver lifestyle
to buffer the impact of caregiving. Psychoeducational strategies are needed to support the
caregiver through informational support and learning different coping styles to lessen the
perceived burden of providing either direct or indirect care. Self-care strategies support the
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caregiver’s ability to manage health and well-being through activities such as exercise,
massage, yoga, and meditation. Success of any proposed intervention is determined by the
HSCT caregiver’s ability to participate in choosing the intervention and determining how it
will be integrated into their life.

The psychological well-being of the HSCT informal caregiver can be influenced by a
number of factors within the caregiving situation. If the HSCT caregiver is feeling
overwhelmed, exhausted, fearful of the uncertain future, juggling multiple roles, worried
about work or financial concerns, and lacking family/social support, then potential for poor
coping exhibited by the development of anxiety, depression, guilt, and role conflict is likely.
Thus, understanding how the HSCT informal caregiver appraises the situation, their ability
to access resources/support and their ability to care for themselves will help the oncology
nurse determine caregiver psychological well-being in order to implement timely evidence-
based interventions. Integration of any proposed intervention done in partnership with the
HSCT caregiver will ensure successful behavior change increasing caregiver psychological
well-being. Lastly, through partnership with HSCT caregivers oncology nurses can
recognize and affirm the valuable role HSCT caregiver plays in supporting the transplant
recipient’s physical, psychological, social and spiritual well-being. Without continuous care
and support of the HSCT caregiver transplant recipients’ health outcomes are in jeopardy.

The HSCT NURSE

Emotional Labor of Care Giving

An often unrecognized aspect of the work of nursing is emotional labor.8% 81 Emotional
labor is the managing of emotion and emotional displays by professional care givers in order
to produce a therapeutic outcome for the patient.81: 82 Emotional labor is governed by the
social rules of the professional work group and may be associated with increased job
satisfaction and/or increased job stress. 8981 Bone marrow transplant nursing has been
characterized as a practice requiring rapid adaptation to changing protocols, prolonged
periods of care delivered to patients in restrictive or protective environments, and the
confrontation of existential issues associated with suffering and death.83 It is in the interest
of nurses and patients to acknowledge emotional labor as an important aspect of practice and
to develop effective strategies for managing its effects.

The consequences of emotional labor can include increased job satisfaction and feelings of
personal accomplishment and/or increased job stress and decreased feelings of personal
accomplishment.8% Job satisfaction and feelings of personal accomplishment may be
enhanced when the emotional labor of nursing is conceived of by the nurse as part of the
professional caring provided to patients that produces a therapeutic effect.80. 84. 85

Job satisfaction and feelings of personal accomplishment decline when the nurse
experiences emotional labor as one kind of internal “felt” experience that does not match
that which is displayed to the patient.81 An insincere smile that is used to illicit compliance
rather than express pleasure is an example of this dissonance.8% 86 The consequence of
undervalued or dissonant emotional labor is compassion fatigue that is expressed as
disengagement and detachment from the needs and concerns of patients.8” Nursing
disengagement from the needs of patients impacts many aspects of care including patient
safety.88

Compassion Fatigue

Compassion fatigue has been defined as “...the stress resulting from helping or wanting to
help a traumatized person...” 8% The critical element in this definition is that stress is
triggered within the nurse by the desire to help in the face of another’s trauma.®® Features of
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practice that promote the stress response and compassion fatigue include beliefs that there is
too much to do and not enough time to do it in, feelings of helplessness in the face of
suffering and feelings of abandonment by leadership.? Other factors that contribute to the
development of compassion fatigue are workload, shift work and work with patients at end
of life.92

Personal qualities of the nurse also contribute to the likelihood that a specific individual will
experience compassion fatigue. Those qualities include inadequate professional boundaries
that lead to over involvement with patients, satisfying personal needs for gratification
through ministering to patients, unrealistic expectations, and personal characteristics that do
not match the demands of the job.%2 Circumstances such as divorce, death and other major
life transitions can also contribute to the emergence of compassion fatigue. Life experiences
(history of trauma), coping style (reliance on avoidance and/or isolation) and untreated
anxiety or depression may also predispose the nurse to compassion fatigue.%°

Personal qualities not only predispose someone to the development of compassion fatigue.
They can, also, reduce the risk that the nurse will experience compassion fatigue.
Individuals who have cultivated a network of active social support and who display the
characteristics of hardiness and resilience across their lives seem to experience a measure of
protection from the development of compassion fatigue even when exposed to a challenging
work environment.93

Compassion fatigue occurs over time as a result of a dynamic exchange between external
variables (i.e.: workload) and internal variables (i.e.: isolation as a coping mechanism).
Strategies that respond to this dynamic must therefore be multifaceted and include
interventions that will be effective relatively quickly and those that will have a more long-
term benefit. (See Figure 3) Examples of successful strategies that have both short- and
long- term benefit include communities of caring, clear professional boundaries, and an
enriched personal life.%1: 94

Create a Community of Caring

Bone marrow transplants are routinely conducted within a specified clinical area of a
hospital that is staffed with a consistent team of well-educated nurses. Emotional labor is
performed by the individual nurse and is also performed by the team of nurses who share the
responsibility for providing care. Within this context, there is an opportunity to share the
emotional labor and diminish its negative impact by creating informal communities of
caring.%* These are not support groups or formally generated activities of any kind. These
communities of caring arise organically from the very natural process of nurses sharing
personal responses to common experiences with others who have had those same
experiences. By and large, these communities evolve from the nurses themselves. They may
begin with a conversation about the day’s work as shared by two nurses in the parking lot
following the end of their shift. A supportive management environment will acknowledge
and encourage the process and its benefits. 9

Professional Boundaries

Lack of professional boundaries leading to an unnecessary investment in patients and their
lives has been cited as a common factor leading to compassion fatigue.?! Professional
boundaries can be compromised by deficits in understanding the role of a professional nurse
and by attempts to meet unmet personal needs through the patient/nurse relationship.%°
Developing a comprehensive view of the nursing role can be useful in clarifying
professional boundaries. Addressing inadequate professional boundaries that are products of
attempts to meet unmet needs requires the nurse to engage in ongoing personal analysis of
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the intentions that motivate patient care actions and to choose to act only in ways that place
the patient’s needs in the forefront.%1 For example, a nurse can ask herself before a patient
encounter, “Am | doing this to meet the patient’s need or my need?” Sometimes the answer
to this question is surprising.

Enriched Personal Life

Cultivation of an enriched personal life provides many benefits. In addition to those already
described, an enriched personal life promotes an active rewarding social support system,
facilitates positive physical health and leads to a positive sense of self esteem.%> Choosing to
be engaged fully with a rich and varied personal life facilitates balance and limits the
tendency to become over involved with and exhausted by patient care.

The work of nursing requires commitment of personal and professional energies. The wise
nurse seeks a balance between the two and works to maintain engagement in an active
personal life as well as a professional one.
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Figure 1 17, 18, 19-22.
Impact Of HSCT on Quality of Life
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Figure 2.
City of Hope Quality of Life Model HSCT Informal Caregiver
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Figure 3.
(Adapted from Maytum, Heiman, and Garwick, 91)
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Table 1
HCT Patient Risk Factors for Psychological Morbidity

Individual Patient Factors
Previous psychiatric morbidity
Pretransplant compliance issues
Younger age
Female sex
Avoidant coping strategy (escape-avoidance, distancing and denial)
Recent smoking cessation
Lower functional status upon admission
Environmental Patient Factors
Problems with presence, quality and perception of social support
The presence of difficult relationships
Professional reintegration concerns
Transplant-Related Patient Factors
Persistent symptoms such as chronic pain
Increased regimen-related toxicity
Slower physical recovery
Chronic Graft-versus-host disease
Negative appraisal of the transplant experience
Body image disturbance
Fears of relapse and secondary malignancies

Sexual function disruption
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