WALDEN
UNIVERSITY

A higher degree. A higher purpose.

Walden University
ScholarWorks

Walden Dissertations and Doctoral Studies

Walden Dissertations and Doctoral Studies i
Collection

2019

Patients' PerceFtions of Quality of Life and
Resource Availability After Critical Illness

Michelle McMoon
Walden University

Follow this and additional works at: https://scholarworks.waldenu.edu/dissertations

b Part of the Medicine and Health Sciences Commons, and the Public Policy Commons

This Dissertation is brought to you for free and open access by the Walden Dissertations and Doctoral Studies Collection at ScholarWorks. It has been
accepted for inclusion in Walden Dissertations and Doctoral Studies by an authorized administrator of ScholarWorks. For more information, please

contact ScholarWorks@waldenu.edu.


http://www.waldenu.edu/?utm_source=scholarworks.waldenu.edu%2Fdissertations%2F7558&utm_medium=PDF&utm_campaign=PDFCoverPages
http://www.waldenu.edu/?utm_source=scholarworks.waldenu.edu%2Fdissertations%2F7558&utm_medium=PDF&utm_campaign=PDFCoverPages
https://scholarworks.waldenu.edu/?utm_source=scholarworks.waldenu.edu%2Fdissertations%2F7558&utm_medium=PDF&utm_campaign=PDFCoverPages
https://scholarworks.waldenu.edu/dissertations?utm_source=scholarworks.waldenu.edu%2Fdissertations%2F7558&utm_medium=PDF&utm_campaign=PDFCoverPages
https://scholarworks.waldenu.edu/dissanddoc?utm_source=scholarworks.waldenu.edu%2Fdissertations%2F7558&utm_medium=PDF&utm_campaign=PDFCoverPages
https://scholarworks.waldenu.edu/dissanddoc?utm_source=scholarworks.waldenu.edu%2Fdissertations%2F7558&utm_medium=PDF&utm_campaign=PDFCoverPages
https://scholarworks.waldenu.edu/dissertations?utm_source=scholarworks.waldenu.edu%2Fdissertations%2F7558&utm_medium=PDF&utm_campaign=PDFCoverPages
http://network.bepress.com/hgg/discipline/648?utm_source=scholarworks.waldenu.edu%2Fdissertations%2F7558&utm_medium=PDF&utm_campaign=PDFCoverPages
http://network.bepress.com/hgg/discipline/400?utm_source=scholarworks.waldenu.edu%2Fdissertations%2F7558&utm_medium=PDF&utm_campaign=PDFCoverPages
mailto:ScholarWorks@waldenu.edu

Walden University

College of Social and Behavioral Sciences

This is to certify that the doctoral dissertation by

Michelle McMoon

has been found to be complete and satisfactory in all respects,
and that any and all revisions required by
the review committee have been made.

Review Committee
Dr. Hilda Shepeard, Committee Chairperson,
Public Policy and Administration Faculty

Dr. Lee Bewley, Committee Member,
Public Policy and Administration Faculty

Dr. Kathleen Schulin, University Reviewer,
Public Policy and Administration Faculty

The Office of the Provost

Walden University
2019



Abstract
Patients’ Perceptions of Quality of Life and Resource Availability After Critical Illness
by

Michelle McMoon

MS, Marquette University, 2005

BS, Virginia Commonwealth University, 1998

Dissertation Submitted in Fulfillment
of the Requirements for the Degree of
Doctor of Philosophy

Public Policy and Administration

Walden University

November 2019



Abstract
Physical, psychological, and social debilities are common among survivors of critical
illness. Survivors of critical illness require rehabilitative services during recovery in order
to return to functional independence, but the structure and access of such services
remains unclear. The purpose of this qualitative study was to explore the vital issues
affecting quality of life from the perspective of critical illness survivors and to understand
these patients’ experiences with rehabilitative services in the United States. The
theoretical framework guiding this study was Weber’s rational choice theory, and a
phenomenological study design was employed. The research questions focused on the
survivors’ experiences with rehabilitative services following critical illness and post-
intensive care unit quality of life. Participants were recruited using purposeful sampling.
A researcher developed instrument was used to conduct 12 semistructured interviews in
central North Carolina. Data from the interviews were coded for thematic analysis. The
findings identified that aftercare lacked unity, was limited by disparate information, and
overuses informal caregivers. In addition, survivors’ recovery depended on being
prepared for post-intensive care unit life, access to recovery specific support structures,
and the survivors’ ability to adapt to a new normalcy. Survivors experienced gratitude for
being saved, which empowered them to embrace new life priorities. The implications for
social change include improved understanding of urgently needed health care policies to
provide essential therapies and services required to support intensive care unit survivors

on their journey to recovery.
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Chapter 1: Introduction to the Study

Due to advances in medical technology over the last three decades, an increasing
number of patients are surviving critical illness. Patients, families, and clinicians have
seen an overall decrease in mortality from catastrophic illness, yet the fight for survival
does not end with a discharge from the intensive care unit (ICU). Patients are left with
cognitive, physical, and social impairments and devastating recovery limitations that may
also decrease quality of life. Health care services and medical researchers have used
quantitative methodologies to develop therapeutic interventions to improve medical care
during acute illness. However, qualitative research has become increasingly used as
researchers have discovered that recovery from critical illness is expressed by far more
than survival data. The importance of patient perception as it relates to the overall
experience of critical illness recovery is essential (Hashem et al., 2016). By using
qualitative methodology with a rational choice theory (RCT) framework, I designed this
study to understand the patient’s perception of quality of life after surviving critical
illness and the recovery resources that support their journeys to recovery.

By using qualitative inquiry, I aimed to assist in generating recommendations for
improvements in health care policies related to targeting recovery resource allocation.
The term quality of life (QOL) is subjectively defined. Unlike other disease processes,
researchers have found QOL assessment difficult due to the complexities of critical
illness and its effect on multiple organ systems. Although a similar protracted course has
occurred in diseases such as cancer, critical illness differs because it is often acute in its

onset and accompanied by rapid deterioration. People with critical illness face a
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prolonged cascade of inflammatory processes that limit recovery. By giving the survivors
an opportunity to define QOL and connect their QOL goals to the current process of
recovery, gaps in current resources may become more apparent. The long-term care
(LTC) support and rehabilitative services available to survivors should become an
important component of future policy changes. Survivor input on aftercare, including
discharge planning, transitioning of care between facilities and home, navigating
recovery resources, and understanding barriers to accessing these services, will help
develop a more comprehensive program for this growing population of survivors.

Social change begins with identifying a problem that affects society and finding a
way to address it. I provided the first step in understanding ways to help critical illness
survivors return to their lives and to develop health care policies to support their changing
needs. Hospital leaders can improve care transitions for society by improving access to
recovery resources. The burden of critical illness survivorship does not lie within the
confines of one patient experience nor one family. The economic impact of surviving
critical illness affects patients, families, health care resource use practices, and
communities as a whole.

One recent study found that survivors of critical illness, with concomitant
respiratory failure and an average age of 55, had a high likelihood to discharge to a
skilled nursing facility and could incur costs of approximately $3.5 million per
functioning survivor (Herridge et al., 2016). Further, more than 18% of Medicare patients
who survived critical illness required LTC, and more than 10% of patients privately

insured prior to ICU admission transitioned to Medicare or Medicaid insurance in the
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first year after ICU discharge (Hill et al., 2016; Kamdar et al., 2017). In the United States,

Medicaid is the largest supporter of LTC (Dingell, 2015). Unfortunately, neither
Medicare nor Medicaid were intended to support these services. Due to this
misappropriation of resources, leaders face a fragmented system that is difficult for
patients and families to navigate (Broyles et al., 2016). Thus, policy changes that
incorporate the patient experience will support the creation of services that mirror the
recovery trajectory.

This chapter presents a background of critical illness survival, the problem
statement, and the purpose of the proposed study. Additionally in this chapter, I discuss
the research questions, theoretical framework, nature of the study, definitions,
assumptions, scope and delimitations, limitations, and social significance. I conclude the
chapter with a summary and transition to Chapter 2.

Background

Researchers have used the term critically ill in medical literature since the early
1950s. Later, Safar and Grenvik (1977) defined critical illness as encompassing a variety
of ailments that are thought to have the highest rates of mortality. By 1970, the Society
for Critical Care Medicine was developed to create a forum for critical illness research
and knowledge exchange. The technological advances that occurred from the 1950s to
the 1970s shaped what the medical community now refers to as critical care medicine.

The early years of critical care medicine centered around improving major life-
saving technologies, including the initiation of respiratory resuscitation techniques, into

the medical system. This development was closely followed by cardiopulmonary
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resuscitation, including implementation of long-term life-support (i.e., ventilators) being
used in practice as early as the 1960s (Safar & Grenvik, 1977). During this period of
rapid innovation, it became apparent that enough lives were being saved using advanced
prehospital and intrahospital emergency services to warrant a dedicated unit, known as
the ICU, into most community hospitals nationwide (Safar & Grenvik, 1977). Although
the primary efforts were focused on improvement in early resuscitation techniques and
provider specialization, Safar and Grenvik (1977) observed early on the high economic
burden for some survivors of these critical illnesses, commenting, “At least 500,000 of
the 50 million accidentally injured suffer lasting disability and thereby become a multi-
billion-dollar burden on the economy” (p. 88). In the following decades, researchers and
practitioners focused on life-saving techniques and specialty physician training to care for
these patients.

Diminished mortality and advances in medical research continued throughout the
following decades, leading to an unprecedented rate of critical illness survivors (Fan et
al., 2014) despite an overall rise in illness severity (Zimmerman, Kramer, & Knaus,
2013). However, survivorship entails more than just leaving the hospital. Success in
reducing ICU mortality created a population of survivors whose lives are forever changed
from critical illness. In 2014, conclusive research demonstrated that QOL be prioritized
as an outcome measure for future critical care trials (Kaukonen, Bailey, Suzuki, Pilcher,
& Bellomo, 2014). One of the only ways to fully understand QOL is to obtain the lived

experiences from survivors.
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Literature reviewed for this study found that most experts have examined QOL by
looking at generic QOL instruments that have not been validated in critical illness (Lim,
Black, Lamping, Rowan, & Mays, 2016). Researchers have studied specific disease states
(Needham et al., 2014) or focused on one aspect of the recovery process (Parry, Huang,
& Needham, 2017). Critical care researchers have neglected studying the lived
experience of the patient as an evaluative method for understanding QOL and currently
offered recovery options. Additionally, health care utilization is a large component of
policy decision-making. Lack of care transition programs for recovery creates a cycle for
survivors that includes over 30% being readmitted to the hospital within the first 6
months, thereby indicating needed improvement in postdischarge services (Dingell, 2015;
Hill et al., 2016; Lone et al., 2016). The recovery struggles patients are facing could be
ameliorated with better LTC and recovery policies.

Due to the complex nature of critical illness survival, researchers should gather an
in-depth understanding of the patient experience after discharge. The patient perception
of the recovery trajectory has become an essential component to gain clarity around
discharge practices and transition to home life (Hashem et al., 2016). A multidimensional
perspective that holds the patient experience at its core is critical to understanding how
the different dimensions of recovery affect survivor QOL and how to develop support
structures for this growing patient group (Kean et al., 2017). I filled a gap in this
understanding by focusing specifically on the critical illness survivors’ perceptions of
QOL and their experiences with recovery. I was the first to examine both QOL after

critical illness from the perception of the survivor and the experience of recovery after



discharge in the United States. In addition, clinicians can use the results of this study as
an adjunct to current clinical strategies, while focusing on improving patients’ recovery
and not only prolonging their lives.
Problem Statement

Due to advances in medical technologies over several decades, patients have
survived critical illness at unprecedented rates, leading to a population of survivors with
significant impairments that require prolonged rehabilitative services (Needham et al.,
2014). Despite this rapidly evolving knowledge, no researchers have fully investigated
the patient perception of barriers to recovery nor ways to develop funding of health
policies related to QOL preservation after an ICU stay in the United States (Kamdar et
al., 2017). Appropriate care transitions from the ICU to settings such as LTC facilities
and home health care for survivors of critical illness are likely of equal importance to
medical management during hospitalization. Improved recovery is associated with a
reduction in health-care utilization, readmission rates, and most importantly, increased
survivor QOL (Hill et al., 2016). In the United States, Medicaid is the largest supporter of
LTC, but neither Medicare nor Medicaid were intended to provide LTC services (Dingell,
2015). More than 18% of Medicare patients who survived critical illness required LTC,
and more than 10% of patients who were privately insured prior to ICU admission
transitioned to Medicare or Medicaid insurance in the first year after ICU discharge (Hill
et al., 2016; Kamdar, 2017).

Health care utilization is a large component of policy decision-making. Due to a

lack of care transition programs for recovery, 30% of survivors are readmitted to the



hospital within the first 6 months, indicating needed improvement in postdischarge
services (Hill et al., 2016; Dingell, 2015; Lone et al., 2016). The recovery struggles
patients are facing could be ameliorated with better LTC policies that might not be
obvious to the external observer.

In the literature I reviewed for this study, I found that most experts have examined
QOL by looking at generic QOL instruments that have not been validated in critical
illness (Lim et al., 2016). The lived experiences of patients as an evaluative method for
currently offered recovery options has been neglected in critical care research. I
contributed to the literature by providing policy makers with data to consider when
developing health policies related to the recovery resources targeted at improving QOL
for critical illness survivors.

Purpose Statement

The purpose of this qualitative phenomenological study was to understand the
patient perception of QOL after surviving critical illness and how survivors can
illuminate gaps in current health policies to provide better recovery resources for this
growing population. I sought to understand the experience of survivors, how their QOL
was affected, and how they experienced recovery. I disseminated the results of this study
to improve health care providers’ understanding of how patients experience critical
illness recovery. In addition, these results added to the growing body of qualitative
literature that has supported new hypotheses in recovery research. The methods included

semistructured interviews of adult critical illness survivors to understand better QOL and



recovery in this specific patient population. Survivors with high QOL have reduced
rehospitalizations and less overall health care costs (Ruhl et al., 2017).
Research Questions

RQ1: What are the issues important to preserve quality of life from the
perspective of critical illness survivors?

RQ2: How do survivors of critical illness describe rehabilitative services after
discharge?

Theoretical Framework

The theoretical framework that guided this qualitative research study is RCT. I
chose this theory due to its use in economics, sociology, and psychology foundations.
Researchers can use this theory to support the internal morality of people and that, when
afforded the opportunity and all the correct information, people will make rational
choices (Buetow, 2007). Specifically defined, RCT is the process of determining
available choices and choosing the most preferred based on subjective preset criterion
(Levin & Milgrom, 2004). The choices people favor align with subjective, well-defined
assumptions; therefore, different people may feel connected to different choices (Levin &
Milgrom, 2004).

Survivors of critical illness have faced being on the verge of death; thus, they may
think about value and quality in new ways (Kean et al., 2017). One opportunity that
surviving catastrophic illness may give the survivor is the opportunity to choose the life
they lead as opposed to the one that has accumulated over years (Kean et al., 2017).

Individuals are seen as motivated by needs or goals that represent their preferences. RCT



is used in health care due to the underlying assumption that patients will draw on
personal preference to make decisions, but patients usually do not receive the necessary
information to make rational choices in the current health care system (Epstein, 2017).
When people face life-prolonging decisions, their engrained preferences may be
unavailable (Epstein, 2017). Thus, consumers of health care may not make the best
decisions because they do not receive, nor understand, all options available. Providers
bear the responsibility of giving correct information to patients and families so they can
make rational choices. With the improvement of medical therapeutics and technological
advances, informed decision-making must include not only the acute illness narrative, but
also the legacies of these interventions and the influence these have on QOL following
survival. People cannot make rational choices without this important understanding. I
used this framework to provide a more formal understanding of the empowerment of
choice related to illness and QOL preservation as an adjunct to clinical decision-making.
Nature of Study

In this qualitative study, I used a phenomenological research design for several
reasons. Researchers of critical illness survival and recovery have focused on mortality
outcomes and quantitative data collection. Although the medical community has reduced
overall mortality in previously high-mortality diagnoses, only recently has it become
apparent that the physiological consequences of catastrophic illness can last for months
and even years after discharge. Researchers can look to the survivors to understand the
residual effects of current therapeutic interventions, the myriad of symptoms influencing

recovery after illness, and the effects on survivor QOL (Hashem et al., 2016). Currently



10

used QOL instruments were not validated in the critical care population, leaving
qualitative inquiry as the most reliable research design to address the concept. In this
research, I sought to describe the lived experiences of the survivors, their QOL, and their
recovery journeys.

Several strategies of inquiry are available in qualitative methods. Phenomenology
is a method of inquiry concerned with describing the phenomena of interest from the
perspectives of the people involved. I intended to gain an understanding of the
perceptions of QOL from survivors of critical illness and to fully understand their
experiences with recovery.

The structure of this design included a semistructured interview process with
adult critical illness survivors within 18 months of acute illness. I used purposeful
sampling strategy for participant recruitment, and I aimed to enroll between 15 to 30
participants. I recruited via advertisements in a post-ICU clinic located in central North
Carolina. Those interested in participation responded to the advertisement, and I used a
screening tool to ensure they met requirements for inclusion and then I obtained informed
consent. [ audiotaped interviews and took researcher notes. Participants could choose to
have the interview by phone or in-person. I completed transcription of the interview. I
kept password-protected files and used pseudonym reporting, and I will keep a locked-
safe of private data for 5 years following the study. In addition to manual analysis, I
analyzed data using qualitative research analysis software. I used a research team to

verify thematic development and to assist in minimizing researcher bias.
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Definitions

Critical illness: Life-threatening illness that affects one or several organ systems,
and death is possible or imminent (Boonen & Van den Berghe, 2014).

Patient-centered outcomes: Care coordinated around patients and health care
treatment outcomes so patients can make informed health care choices based on personal
values and health care options (Patient-Centered Outcomes Research Institute, 2013).

Post-intensive care syndrome (PICS): A syndrome characterized by new or
worsening impairments in physical, cognitive, or mental health status arising after critical
illness and persisting beyond acute care hospitalization (Aitken et al., 2016).

Quality of life (QOL): The World Health Organization (2018) defines QOL as
individuals’ perceptions of their position in life in the context of the culture and value
systems they live in and in relation to their goals, expectations, standards, and concerns.

Sequelae: An aftereffect of a disease, condition, or injury (“Sequelae,” n.d.).

Assumptions

This study was based on several assumptions. The first was that participants who
self-selected to participate in the study would answer questions truthfully. In addition, I
assumed patients admitted to a critical care unit were critically ill and recovery resource
availability was similar for all people leaving the ICU. These assumptions were necessary
because many ICUs have different admission criteria, and different areas have access to
inconsistent levels of recovery resources. I intended to bring awareness to health care
providers, policy makers, patients, and families regarding QOL of critical illness

survivors and their access recovery resource.
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Scope and Delimitations

I explored the perceptions of QOL from the perspectives of critical illness
survivors and described the recovery process, access to resources, and other aftercare
experiences that might have influenced their QOL. I chose to study patient perceptions of
QOL and recovery resource availability because researchers had identified the symptoms
facing survivors of critical illness, but research of structured recovery programs have
inconclusive results (Jensen, Overgaard, Bestle, Christensen, & Egerod, 2017). The path
to recovery and its complexities is best understood by exploring the lived experiences of
the survivors (Hashem et al., 2017).

The sample for this study was comprised of English-speaking critical illness
survivors who were within 18 months of ICU discharge, over 18 years of age, and had
been on mechanical ventilation for at least 48 hours. I recruited all participants from a
county in central North Carolina. Participants came from various backgrounds, genders,
ethnicities, ages, and education levels.

Grounded theory is a theoretical framework that could have been closely related
to this study and used to develop a theory for future studies. However, I did not use this
framework because I aimed to understand the perceptions of QOL and the phenomenon
of critical illness recovery. I did not intend to create a framework of the perception of
survivors. I intended to create a structured interview guide, process, and depth of
description from the participants at various levels of recovery; therefore, I aimed to
improve the likelihood of transferability to other critical illness survivor populations.

Methods included triangulation, coding, and code book preparation. I used all three of
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these procedures to improve the credibility and transferability of the findings of this
study. I confirmed transferability when I compared findings from this study to other
similar studies available in the literature.

Limitations

Qualitative inquiry was a limitation because data would not be generalizable to
the population. Other limitations included the narrow focus of participant experiences
with QOL and recovery after survival. Participants self-selected participation by
answering a recruitment ad, which might overrepresent participants experiencing
challenges and seeking support.

In addition, qualitative researchers have relied on personal communication
between researcher and participant. Inherent to this study design was interviewer and
participant bias. The best way to reduce the effect of researcher bias is to identify and
understand it exists. During the interview process, researcher bias could have led to
limitations by influencing the participant answers through body language or tone. In
addition, participants could have altered their answers in an effort to “please” me or assist
me in getting the answers that the participant perceived I might have wanted.
McCambridge, Witton, and Elbourne (2014) termed this phenomenon the Hawthorn
effect. I addressed these limitations in several ways. The interviews were recorded and
transcribed. After transcription, I asked the participants to verify the accuracy of the
transcription. In addition, I used researcher notes during the interview to add thick
descriptions of the process. Lastly, I used a research assistant to confirm theme

development.
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Significance

There is limited evidence-based research on critical illness survivor QOL and the
relationship that rehabilitation resources have on survivor QOL. At the time of this study,
few researchers had focused on understanding the constellation of symptoms that
survivors face and how leaders could create support structures for survivors. Short-term
success such as mortality is easier to study, whereas the subjective nature of long-term
follow-up and morbidities following critical illness is more difficult to standardize. In
addition to prolonged morbidity and mortality, survivors have experienced readmissions
at a higher rate compared to other age-matched cohorts without critical illness histories
(Lone et al., 2016), yet no collaborative care models for recovery have existed in the
United States (Khan, Lasiter, & Boustani, 2015).

I contributed to the current knowledge in two distinct ways. First, I explored the
patient perception of QOL, the meaning of QOL, and the effects the illness had on QOL.
Previous researchers have focused on quantitative tools to assess QOL, but these tools
have not been validated in critical illness (Lim et al., 2016). In using this method,
researchers have limited patients to answering preselected questions as opposed to
discussing their experiences openly and adding insights into personalized recovery.

Second, this research was the first to incorporate recovery resource and aftercare
questions into the lived experiences of these patients. By using a validated set of
categories for LTC services and supports, I examined the participants’ experiences with
recovery and currently offered therapeutics. Research into recovery programs has become

increasingly popular in the last decade, yet the results of these studies have shown



15

inconclusive results (Hodgson & Cuthbertson, 2016). By including the lived experiences
of the patients, I added to other research to facilitate policy changes for this group of
Survivors.

I explored resources being used to aid in the recovery of critical illness survivors.
In addition, I might have created awareness among policy makers to this growing
population. Families, patients, communities, and health care providers celebrate together
when patients’ lives are saved, yet the legacy of illness remains. Those living with
muscular dysfunction have faced difficulties with activities of daily living, social
withdrawal, and post-traumatic stress disorder; moreover, these morbidities persist for
months and years after discharge, even in the youngest populations of survivors (Kamdar
et al., 2017). Changing the culture of medical management includes seeing beyond the
acute illness and even beyond the first few days of admission. Critically examining
patient care must go beyond the boundaries of the ICU and into the QOL of these
survivors. Instituting therapeutic techniques in tandem with life-saving methodologies
could improve access to aftercare resources so patients can return to living the lives that
health care providers saved. Thus, I aimed to change the continuum of care from survived
to surviving.

Summary

Future policy developers should understand the QOL impairments that critical
illness survivors face. I provided information about this subject by studying the lived
experiences of survivors who have used currently available recovery resources. Survivors

suffer from the sequelae of critical illness for months and years after discharge.
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Researchers studying resources needed to assist in recovery for this growing group of
patients have yet to provide conclusive evidence regarding what policy makers must
include, who would benefit the most, and the long-term services available to aid in the
recovery journey. Despite knowledge that diminished QOL has been documented in
survivors, researchers thus far have focused on disease-specific states, generic QOL
instruments, or physical rehabilitation alone. By completing this study, I have provided
the patient perspective of QOL and the lived experience of their journey toward recovery.
Policy makers could use the information from this study to understand the rehabilitative
needs of this population of ICU survivors.

The purpose of this study was to understand, through both QOL and recovery
resource availability, the experience of surviving a critical illness. I used RCT to
understand information in this study and to continue supporting self-determination with
medical decision-making. I added information regarding the survival journey for
participants to assist health care providers, patients, and families in making more
informed decisions.

In Chapter 2, I provide an in-depth review of current literature about the global
issues that critical illness survivors have faced, recovery resource rationale, and economic
influences of survival. Combining patients’ perceptions of QOL and their experience with

recovery could improve the morbidities currently plaguing this particular population.
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Chapter 2: Literature Review
Introduction

Due to advances in medical technologies over several decades, patients have
survived critical illness at unprecedented rates, leading to a population of survivors with
significant QOL impairments requiring prolonged rehabilitative services (Needham et al.,
2014). Researchers have shifted their focus from mortality to QOL and care transitions
after critical illness, to LTC facilities and home health care, in order to assist patients to
return to their preillness QOL. Improved recovery leads to reduction of health care
utilization, reduced readmission rates, and increased survivor QOL (Hill et al., 2016;
Ruhl et al., 2017). Historically, critical illness researchers have used generic QOL
instrument tools, but these tools do not incorporate the survivor perception of QOL to
understand the aspects of their recoveries that are most important (Lim et al., 2016). The
purpose of this qualitative phenomenological study was to understand the patient
perception of QOL after surviving critical illness and how survivors can help illuminate
gaps in current health policies to provide better recovery resources for this growing
population.

The remainder of this chapter includes the literature search strategy, the
theoretical framework for this study, and key concepts related to the problem. I end this
chapter with a summary and conclusion of key themes, knowledge in the discipline, and

how this study fills the gap; then I transition to the methods in Chapter 3.
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Literature Search Strategy

I used a systematic search strategy to deliver high-quality academic relevance to
the study. The literature I obtained was from the Walden University Library databases,
online publications in the Centers for Disease Control and Prevention online publications,
and Centers for Medicare and Medicaid Services databases. To add to the current body of
literature, I prioritized patient perception throughout the search. I scoured databases, such
as PubMed, Science Direct, MEDLINE with full text, EBSCO Host complete,
PsychINFO, Political Science Complete, Google Scholar, and MEDLINE, to retrieve
information relevant to survivors of severe illness, critical illness survivorship, quality of
life in critical illness survivors, recovery resource availability, and the economics of
critical illness. Terms used included Boolean terms AND, OR, and quotations to refine
searches and combine certain terms. In addition, I used keywords from relevant papers
and used the reference lists of seminal papers to gain a full scope of the literature in this
area. The articles reviewed for this paper spanned publication dates from 1977 to 2017.

Key terms included critical care, critical illness, quality of life, patient
perception, survivor perception, intensive care, recovery resources, patient readmission,
long-term care, and coping behaviors. After accessing articles with various combinations
of these word phrases, I refined the search further to include only critical illness survivors
and the studies that focused on common physical, social, and psychological issues these
survivors face. From the preliminary literature review I determined three main search
themes that required individual search strategies: (a) LTC policy, (b) quality of life, and

(c) critical illness survival. For example, search words of long-term care + United States
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+ policy in the Political Science Complete database revealed eight published articles
relevant to the topic of this study. I then further identified and used the references from
these articles or publications. Then, critical care + quality of life in PsychINFO revealed
several relevant articles, and within those articles, survival was the primary topic.
Therefore, I added the keyword survival to the above search (critical care + quality of life
+ survival). Critical illness QOL research has been discussed over several decades. Due
to the longitudinal nature of these studies, the literature review also included conference
task force data, Centers for Disease Control and Prevention articles, Long-Term Care
Scorecard updates, and dissertations in the same subject area.
Theories Foundation

Qualitative researchers have used theories to shape the types of questions asked
and data collection methods used (Taylor, Bogden, & De Vault, 2016). Researchers have
used the theoretical framework to create a connection between the meaning, nature, and
barriers associated with a phenomenon of research (Swanson, 2013). For the foundation
of this research, I used Weber’s RCT as the theoretical framework. Weber’s analysis on
rational choice dated back to his posthumous publication Economy and Society in 1922
(Thomas, 2015). In later decades, researchers expanded RCT into economic theory of
crime and applied it to the utility model of choice in criminal behavior. In the 1960s,
Agnew broadened the self-centered scope of RCT to include others’ preferences when
making decisions (Paternoster, Jaynes, & Wilson, 2017).

There are limited studies in critical care research that use a theoretical framework,

but qualitative research has become popular as researchers have shown links among



20

patient perception, mortality (Schnittker & Bacak, 2014), and survivor self-management
to rehabilitation programs (Nekhlyudov, O’Malley D, & Hudson, 2017). Thus, more
studies with theoretical framework structures may contribute to these qualitative
endpoints in the future. I found few researchers who used a theoretical framework to
describe the survival phenomenon in critical illness; therefore, I expanded the search to
include theoretical frameworks within other survivor groups.

The mortality decline seen in critical illness is also paralleled in many previously
life-threatening diseases. Cancer patients have seen a remarkable decline in mortality;
much like critical illness survivors, cancer has shifted from an acute illness to a chronic
disease (Iadeluca, Mardekian, Chander, Hopps, & Makinson, 2017). Cancer survivorship
rose as one of the largest bodies of literature representing long-term survivors. Priority
was given to transactional models of stress, coping strategy theories, social cognitive
theory, and liminality, as these are theoretical frameworks consistently used in cancer
survivor research.

Choice is a large part of modern health care. In the setting of critical illness,
advanced technologies have led to the unique ability to extend life even if this extension
prolongs suffering. Thus, most of the world has begun limiting life-sustaining treatments
or the withdrawal of treatments when futility is likely (Mark, Rayner, Lee, & Curtis,
2015). The health care provider, family, and patient make this choice. In addition,
patients are consumers in the health care marketplace, consciously evaluating services,
professionals, and quality (Collyer, Willis, Franklin, Harley, & Short, 2015). RCT refers

to a behavioral theory with three basic assumptions: (a) patients act with intention, (b)
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individuals make stable consistent choices, and (c¢) individuals prefer more, rather than
less, choice (Collyer et al., 2015). When given the correct information, RCT theorists
have contended that people will make a rational choice, even when facing risk and
uncertainty (Levin & Milgrom, 2004). Researchers have used RCT in health care to
better understand patient consumption of health care resources. Wu, Lowry, and
Dongsong (2015) used RCT in the context of patient compliance. They found that RCT
was a key theoretical foundation for understanding patient compliance with medical
recommendations. Although RCT has not specifically been applied to critical illness
survivors, research may benefit from this evidence-based theoretical foundation for
patients, which may influence their decisions when transitioning from patient to survivor.

Researchers have used other theories in studies that pertain to long-term
survivors. Byers and Smyth (1997) applied the transactional theory of stress and coping
to critically ill patients. They used this model to help bedside nurses understand
mechanisms to decrease stress during acute illness. Stress has a negative influence on
acute illness by increasing cardiovascular work (Byers & Smyth, 1997). The authors
concluded that during acute illness, this theoretical model can change bedside nursing
practices to assist patients to cope better with their acute illnesses and use resources
available during primary illness.

In 2016, Dutch researchers examined two specific coping styles: avoidant and
task oriented. The authors hypothesized that critical illness survivors with a task-oriented
coping style would have a better QOL during recovery (Dettling-Thnenfeldt, de Graaff,

Beelen, Nollet, & van der Schaaf, 2016). Coping during acute illness is important. They
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concluded that, although task-oriented coping strategies were useful in reducing the
emotional recovery of critical illness survivors, there was not a statistically significant
difference in the physical component of recovery regarding coping style.

In 2017, Kean et al. published the first critical illness survival study using a
theoretical framework for survivorship. Kean et al. (2017) used Charmaz’s constructivist
grounded theory approach to understand the issues facing critical illness survivors as they
transitioned from acute to chronic illness. Constructivists have maintained that realities
are constructed by individuals within the changing confines of their circumstance. The
physical, psychological, and economic effects of critical illness produce the life survivors
face upon discharge. Reengagement with their preillness roles is a key component of
social recovery that will allow survivors to adapt to their new normality. Kean et al.
(2017) found that the stages of recovery sequentially moved from physical recovery to
emotional and social survivorship.

Kean et al. (2017) described the long-standing implications of critical illness
survivorship as physical, psychological, social, and economic, but they sought to
critically examine the dimensions of change facing survivors and how services could be
developed to support this population. Recovery implies that a survivor will return to their
preillness state; survivorship refers to an active process that allows survivors to engage
with their postillness self (Kean et al., 2017). Kean et al. defined that an important
component of recovery transitions is the realization that their previous life has ended but

the passage into their postillness life has yet to begin (Kean et al., 2017).
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Bruce et al. (2014) defined liminality as the qualities of transitions between
experiences that create uncertainty. Bruce et al. studied liminality as a theoretical
framework for cancer survivors. Using patient narratives, Bruce et al. described the
experience of living in the in-between state of prolonged life and life-threatening disease.
They found that participants stayed in the in-between state and did not transition to
living. As a lens for bedside nursing care, liminality can be used to better assist narrative
stories among caretakers, patients, and families. By understanding the liminal transitions
patients with life-threatening disease face, nurses can provide more meaningful holistic
support resources that assist in QOL improvements (Bruce et al., 2014).

Researchers also explored personality theories to determine if personality traits
could better describe successful recovery. Researchers have used social cognitive theory
of personality to state that people are not reactive organisms but are influential beings
who govern their own actions to produce self-serving results (Bandura, 1986). Strong
coping efficacy could be associated with higher QOL. Hoffman, Lent, and Raque-Bogdan
(2013) used this theory as a framework for understanding how people would cope with
early-stage cancer. Hoffman et al. highlighted the importance of environmental supports,
self-management, and belief systems for patients with newly diagnosed cancer. The
results compared emotional recovery and the goals of returning to baseline versus coping
with the current functioning postdisease (Hoffman et al., 2013). Social cognitive theory
could be a viable framework, but Hoffman et al. concluded that this framework would

concern emotional recovery, which limited the lens of research.
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I chose RCT as the framework to support this study because it addresses the
internal morality of all people and the process by which they make decisions. By using
this theoretical frame work, I intended to understand the patients’ perceptions of recovery
resources and to understand their needs during recovery. I used RCT to examine the
research questions fully. Ultimately, patients may be left with legacies of their critical
illness, but they have chosen to move on. Survivorship is a process where survivors
choose their lives moving forward. [ used RCT to support survivorship and for
researchers to better understand how to empower patients to make choices as they
transition into the next phase of life. Unlike early-stage cancer patients, critical illness
patients often do not know the complexity of their illness nor the trajectory of recovery
for weeks into their management. Little is known in the public about the significant
detrimental effects of critical illness. Generalized knowledge of the effects of critical
illness and the lasting effects on QOL are less commonly known.

Literature Review Related to Key Concepts

Qualitative researchers collect an in-depth understanding of a phenomena and this
method has contributed to randomized control trials (Hashem et al., 2016). Providing a
context with which researchers can begin to understand the lived experiences of patients’
survival trajectories is one way the field of survivorship can develop successful
frameworks for recovery (Eakin et al., 2017). The existential components of recovery are
difficult to capture with quantitative data alone; thus, researchers of new trials in critical
care and survivor recovery have used qualitative methodologies. I focused on studies that

contributed to the constructs of interests related to this study.
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Understanding the resource availability for survivors was one research area
recommended by health care policies but neglected in early survivor literature (Prinjha,
Field, & Rowan, 2009). Prinjha, Field, and Rowan (2009) and Deacon (2012) published
several of the first qualitative studies; they evaluated the lived experiences of patients in
the context of recovery services offered. Prinjha et al. (2009) described the recovery
trajectory of survivors of critical illness as prolonged and suboptimal and concluded that,
unfortunately, without understanding the experience of the patient, readmission is the
only way to determine survivor recovery success. They also found that survivors suffered
a constellation of symptoms, including physical, emotional, and psychological issues;
services directed at these categories would be an important component of their recovery.
In contrast, Deacon’s (2012) patients felt that the most significant physically debilitating
issues included weakness and extreme fatigue. In addition, Deacon found that
approximately one-third of survivors experienced cognitive dysfunction, thus concluding
that patients deserved a comprehensive approach to recovery design. In both Prinjha et
al.’s and Deacon’s research, participants valued having an ICU clinician provide follow-
up services as opposed to general practitioners, which were novel findings. The future of
research should include prediction of patients who might need prolonged or specialized
recovery resources (Deacon, 2012). The researchers concluded that qualitative data
methods were appropriate to use when perception and experience of the user needed to be
further understood (Deacon, 2012; Prinjha et al., 2009).

Survivors need support, but both the nature and timing of these needs have been

less understood. Czerwonka et al. (2015) conducted a study in Canada, RECOVER, to
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explore the timing of survivor and caregiver recovery access. Adding to the previous
grounded theory research approaches by Prinjha et al. (2009) and Deacon (2012),
Czerwonka et al. used the timing it right framework to best determine when patients
would need recovery resource implementation. The authors found that recovery services
could be targeted toward various phases of recovery over time. To add to this finding,
Pattison, O’Gara, and Rattray (2015) discovered that recovery trajectory depended on
chronic medical conditions, follow-up, and disease recurrence; additionally, anxiety and
depression among survivors negatively influenced survivor recovery. These results
corroborated those previously reported by Deacon (2012). However, Pattison et al. (2015)
found that survivors’ anxiety and depression were more likely to be timed with disease
state or recurrence, as opposed to Deacon (2012), who found that survivors described
early timing of psychological symptoms independent of other disease states.

Prinjha et al. (2009) concluded that survivors desired aftercare services and
believed that the current system could not provide appropriate care. Deacon’s (2012)
study survivors believed that the three main components of a holistic rehabilitation
program included (a) patient information and education, (b) personal support, and (c) full
physical assessment and therapy. Czerwonka et al. (2015) reached similar conclusions
and found that when survivors lack continuity of care, their needs change across the
recovery trajectory. In addition, not knowing what to expect contributes to anxiety and
fears for survivors during the recovery process. Patients and family members did not
know where to obtain information or receive follow-up care, nor did they know where to

obtain answers to questions if they had a problem that persisted after hospitalization.
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None of these studies was done in the United States, nor was the patient perception of
QOL discussed. Understanding recovery needs within the context of the U.S. patient
experiences, QOL, and rehabilitative resource availability had not been addressed in the
current literature.

Despite hospitals noting an overall rise in illness severity, health statistics reveal a
continuous decrease in mortality (Zimmerman et al., 2013). Despite this realization,
longitudinal follow up and the effect critical illness has on QOL remains controversial. In
seminal work from 2003 and 2011, Herridge et al. studied the QOL of critical illness
survivors at 1 and 5 years, respectively. In both studies, the authors concluded that even 5
years after ICU discharge, these patients continued to suffer from physical,
psychological, and social sequelae of critical illness. Hofhuis, van Stel, Schrijvers,
Rommes and Spronk (2015) contradicted these studies in a 5 year follow-up study that,
after correction for natural decline, showed patients regained their age-specific QOL at 5
years post ICU stay. The Herridge et al. (2003) study followed the 109 patients enrolled
for 5 years and in 2011, Herridge et al. (2011) published 5 year data with similar
prolonged dysfunctions. However, Hofhuis et al. concluded that reduced QOL in ICU
survivors at 5 years was minimal and could be irrelevant for future research. They used
the SF-36 QOL instrument, and neither used qualitative research design to discuss the
questionnaires’ accuracy in estimating QOL (Herridge et al., 2011; Hothuis et al., 2015).
These controversial conclusions are likely due to methodological differences, variance in

measurement instruments, and lack of baseline knowledge of QOL (Jeitziner et al., 2015).
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Most critical illness researchers have focused on quantitative methodologies to
explore common rehabilitative needs of critical illness survivors. Researchers could
evaluate validated instruments to further understand the effect that debilitations have on
patient QOL. As early as 1998, Heyland et al. (1998) published a retrospective study
examining how researchers had evaluated QOL in critical illness survivors and how many
trials used the generic QOL tools that were available. They found that despite literature
supporting the assessment of QOL after critical illness, few researchers included QOL
outcome measures in their trials (Heyland, Konopad, Noseworthy, Johnston, & Gafni,
1998). Lim et al. (2016) elaborated on these findings suggesting development of a
standardized way to evaluate QOL in survivors of critical illness. They found that current
generic instruments do not adequately capture this survivor groups’ perceptions. Since
patients suffer prolonged morbidity after discharge, successful ICU treatment can no
longer be evaluated with generic instruments or based on mortality alone.

Due to economic influences, researchers have continued to study survival. From
2000 to 2014, the cost of critical care has doubled, the number of critical care beds has
increased by over 17%, and the survival of the population has increased (Halpern,
Goldman, Tan, & Pastores, 2016). Further researchers should explore the failures of
rehabilitative programs and the impacts these programs could have on critical illness
survivors QOL. Policy makers could also use this information to reduce the economic

burden on the health care system.
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Physical Rehabilitation

Survivors face physical disabilities that are associated with higher health care
costs. In addition, physical disability decreases the likelihood the person will return
home and can be used as a predictive influence on prolonging length of stay (Parry et al.,
2017). The constellation of symptoms and pathophysiology associated with immobility
have created a new diagnosis in critical illness survivors called ICU acquired weakness
(ICU-AW) (Kress & Hall, 2014). During acute illness, immobility leads to a cascade of
physiologic changes where patients feel weak, fatigued, and breathless. Patients lose
approximately 30% of lean muscle mass within the first 10 days of admission, and 25%
to 40% of ICU patients suffer from ICU-AW (Parry et al., 2017). Thus, early mobility
became the focus of inquiry for improving this component of survivors’ QOL.

Despite this evolving knowledge of physical debilitation, only a fraction of
critical illness survivors receives rehabilitative services at discharge (National Institute
for Health and Care Excellence, 2017). To improve physical function for discharge home,
researchers have focused on early mobilization during acute illness. The seminal early
mobilization trials were Schweickert et al. (2009) and Burtin et al. (2009). After these
successful trials, the researchers developed the first early mobility protocols for ICU
patients to help reduce the effects of ICU-AW. Burtin et al. and Schweickert et al.
concluded that early mobilization for critically ill patients enhanced functional recovery
and improved QOL after discharge. Through these early mobility trials, Burtin et al. and

Schweickert et al. defined the utilization of physical therapy in the early days of critical
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illness as safe and tolerated. Furthermore, it reduced the time of ventilator support
(Burtin et al., 2009; Schweickert et al., 2009).

To corroborate these early findings, Schaller et al. (2016) studied early
mobilization specifically amongst surgical patients following ICU admission. Through
this multicenter, international, randomized control trial, Schaller et al. evaluated early
mobilization versus standard of care in 200 patients over the course of 4 years. The
authors hypothesized that utilization of a surgical intensive care early mobilization
protocol would decrease length of stay and improve functional recovery at hospital
discharge (Schaller et al., 2016). The secondary outcome was improved QOL which was
measured 3 months after discharge. Although functional status at hospital discharge and
ICU length of stay were both reduced in the early mobilization patients, there was no
significant difference between the two groups’ QOL 3 months postdischarge (Schaller et
al., 2016).

In a summary of early mobilization trials, Iwashyna and Hodgson (2016)
concluded that although early mobilization could be used to decrease ICU length of stay
and lead to higher functional abilities at discharge but further research is needed before
absolute determination of these claims can be made. The conflicting results between
functional outcome improvement and improvement in QOL after discharge has continued
to plague researchers in this field (Iwashyna & Hodgson, 2016). In addition, these
conflicting results have shown a gap between the subjective assessment of QOL and the

effect of mobilization on this perception.
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Other researchers have studied physical dysfunction within specific, high
mortality diagnoses often seen in the ICU. Researchers have focused on acute lung injury
survivors due to their substantial physical dysfunction and reduced QOL following
critical illness. Fan et al. (2014) found that acute lung injury survivors from the ICU were
discharged with physical impairments that reduced their QOL for up to 2 years
postdischarge. In contrast, Shelly, Prabhu, Jirange, Kamath, and Vaishali (2017) studied
individualized home-based exercise programs in critical illness survivors with acute lung
injury to determine the programs’ effect on QOL after discharge. Fan et al.’s (2014)
strengths were finding that bed rest during hospitalization was an independent risk factor
for weakness at discharge but they relied on patient recall for baseline functional status,
and did not report posthospital rehabilitation utilization (Fan et al., 2014).

Taking a different approach, Shelly et al. (2017) studied participants randomized
into two groups: control versus treatment. The treatment group received individualized
treatment programs, weekly reminder calls, and a 4 week follow up with the SF-36 QOL
screening. Shelly et al. concluded that individualized physical rehabilitation programs
improved QOL in patients discharged from the hospital after a minimum of 48 hours in
the ICU compared with standard treatment discharge plans (Shelly et al., 2017).

Compared with previous studies, I elaborated the point that when given the
correct information, patients could make appropriate informed choices to participate in
rehabilitation programs. The main weaknesses in Shelly et al.’s (2017) study was that
patients received standard physical therapy in both groups during hospitalization, but the

authors did not comment on early mobilization as a standard of care. Prior studies
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evaluating postdischarge physical rehabilitation in critical illness survivors did not show
statistically significant differences in QOL (Walker et al., 2015). The variance of these
findings could have been because early mobilization became standard of care after the
Schweickert trial in 2009, and many conflicting studies were published before the early
mobilization strategies were popularized.

Focused Rehabilitation

Other researchers have chosen to study rehabilitative programs that focus on the
primary dysfunctions facing ICU survivors (physical, psychological, and social) or a
combination of two of these legacies of critical illness. Following critical illness survival,
psychological symptoms, specifically depression, are prevalent in up to 40% of survivors
and is associated with an increase in hospital readmissions and decreased QOL (Choi,
Tate, Rogers, Donahoe, & Hoffman, 2016). In addition, other studies have found that
survivors were more willing to accept high-burden medical treatment and death than
long-term cognitive impairment (Girard, Dittus, & Ely, 2016). These findings have
shown psychological inclusion as a priority for recovery program enhancement.

Two research groups that focused on psychological rehabilitation were Fumis,
Ranzani, Martins, and Schettino (2015) and Choi, Tate, Rogers, Donahoe, and Hoffman
(2016). Fumis et al. studied depression and anxiety amongst survivors (and their family
members) who were discharged from the ICU. Choi et al. focused on the contribution of
depression and anxiety on discharge disposition for these survivors. Fumis et al. made
two large contributions surrounding rehabilitation. First, survivors who suffer from

anxiety and depression while in the ICU are at highest risk for these consequences upon
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discharge. Second, patient anxiety reduces in the first 90 days of discharge. Choi et al.
concluded that LTC for survivors of critical illness was a risk factor for depression;
however, both of these authors did not correlate depressive symptoms as a cause for
diminished QOL. Future researchers should focus on validated instruments to evaluate
QOL and depression in the critically ill.

More recently, researchers addressed the unique geographical issues that
survivors face and turn to technology to create a virtual connection with survivors. For
example, researchers have used e-mail or phone interventions to assist with the
psychological legacies of critical illness. Mindfulness meditation is an awareness practice
used in various settings to assist with quieting the mind, alleviating stress, and improving
resilience (Savel & Munro, 2017). To address the psychological needs of survivors, Cox
et al. (2014) developed a telephone mindfulness meditation training intervention to assist
patients struggling with the debilitating psychological sequelae of critical illness. In this
pilot trial, Cox et al. concluded that improving access and connecting with their ICU
experience, exploring flexible study designs, and considering personalized choice are the
future of rehabilitative trials (Cox et al., 2014).

The physically debilitating effects of critical illness are more obvious to the
external observer than the psychological and cognitive dysfunctions plaguing survivors.
Psychological recovery is a critical component to QOL improvements and limited
qualitative data has been collected. Jensen et al. (2016) developed a nurse led critical
illness recovery program that focused on the psychological issue’s survivors faced. The

authors used an illness narrative to facilitate both physical and psychological recovery.



34

This Danish recovery program was comprised of three consultations by nurses. The first
consultation was in person and the remaining consultations were by phone at 1 and 3
months postdischarge. Unfortunately, Jensen et al. (2016) failed to improve QOL, reduce
symptoms, or improve social cohesiveness in survivors when compared with the general
public (Jensen et al., 2016). Two weaknesses stand out in this trial. First, a participant
was included in the results, even if only one of the three interventions were received.
Second, Danish citizens have paid rehabilitation services and are well informed regarding
their options. Comprehensive postrecovery rehabilitation that is paid by the government
makes comparison to United States studies difficult.

Dziadzko, Dziadzko, Johnson, Gajic, and Karnatovskaia (2017) used qualitative
methodologies to understand further the cause of psychological sequelae from the
perspective of the survivor. Dziadzko et al. used a qualitative design to create themes
based on patients’ and family perception of contributors to psychological symptoms
during recovery (Dziadzko, Dziadzko, Johnson, Gajic, & Karnatovskaia, 2017). The
strength of this study was the large sample size compared to other qualitative studies and
the thematic discovery of several factors that reduced psychological symptoms while in
the ICU. Results found connection with psychological symptom reduction at discharge.
The themes that emerged could contribute to the developing research dedicated to
understanding psychological trauma following critical illness (Dziadzko et al., 2017). To
date, research remains conflicted about the effect of psychological impairments plaguing
survivors, if these symptoms caused QOL reduction, or if a combination of factors caused

depression.
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Age-Related Recovery

Researchers have hypothesized age as an independent risk factor associated with
reduced QOL. As the population continues to outlive the previous generation, exposure to
critical illness and survival from critical illness will become more common.
Understanding age-related QOL predictors can assist with treatment decisions during
acute illness. In 2015, two age-related QOL studies were published.

Research correlations amongst survivors of critical illness and age have also
shown inconclusive findings (Heyland et al., 2015). Understanding the effects of critical
illness treatments on the elderly is important for prognostication and assisting patients,
families, and caregivers with treatment decision-making during hospitalization. Heyland
et al. (2015) studied physical recovery of patients aged 80 or older for 1 year after ICU
admission. In addition, Heyland et al. (2015) sought to understand qualities that made
survivors more likely to return to baseline. At one year, 50% of patients had died and
only 26% had recovered to or near baseline (Heyland et al., 2015). Jeitziner, Zwakhalen,
Biirgin, Hantikainen, and Hamers (2015) also published a QOL study but they compared
QOL amongst people over the age of 65 for 1 year following critical illness. Where
Jeitziner et al. (2015) used a convenience sample and compared it with community-based
age-matched controls. The critical illness survivors had lower physical and mental health
scores compared with the comparison group and QOL was significantly lower compared
with the controls. The differences amongst the groups were present at baseline, indicating
that patients who are admitted to the ICU already had lower QOL than people who were

not admitted. Jeitziner et al. pointed out the lack of pre-QOL information as a weakness
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for most studies, and that variation of instrument use in QOL function might cause
variations in results. A strength of the Heyland et al.’s (2015) study was inclusion of the
Frailty Index at admission to the ICU, which was a significant independent predictor of
poor long-term outcomes. Inclusion of the Frailty Index could inform clinicians during
discussions around life-preserving therapies and the effects on QOL and mortality if
survival should occur (Heyland et al., 2015).

It is difficult to compare the Heyland et al.’s (2015) methods with Jeitziner et al.’s
(2015) due to age differences, sampling baseline characteristics, and Heyland et al.’s
(2015) inclusion of various other quantitative indices such as the Frailty Index. Moreover,
these studies were done in different countries. Much like other studies mentioned above,
variation amongst public health programs in each country creates a larger scope of
including variation among insurance structures and access to rehabilitative services.
Combined Programs

Focus on the constellation of symptoms facing survivors became the theme of the
21st century as most ICU patients now survive to discharge (Dziadzko et al., 2017).
Researchers have combined patient-centered outcomes to determine if a coordinated
rehabilitation effort may improve QOL in survivors (Aitken & Marshall, 2015). In 2015,
RECOVER investigators found that intensive nutrition and physical rehabilitation
therapies during and after hospital had no effect on survivor QOL. In 2016, McWilliams,
Benington, and Atkinson (2016) studied out-patient physical rehabilitation programs and

the effect these programs had on survivor QOL. The authors concluded that despite a
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subjective improvement in QOL, there was no quantifiable change in participant
functional capacity (McWilliams, Benington, & Atkinson, 2016).

Although only a methods proposition, Heyland et al. (2016) published an article
advocating for a new trial that combined early nutrition therapy with the known benefits
of early mobilization to assist in recovery. Heyland et al. hypothesized that nutrition and
exercise could be used to attenuate the effects of ICU-AW, thus improving functional
recovery. This methodological paper had an ongoing trial association and the results has
yet to be published. One weakness was that the authors planned to focus only on
functional recovery, as opposed to, a patient centered QOL measure.

The subjective nature of survival and the nascent understanding of recovery likely
contributes to these controversial results. Capuzzo and Bianconi (2015) examined 20
years of critical illness survivor data. The authors cross-referenced the data with QOL
end points. Capuzzo and Bianconi concluded that the controversial research thus far was
likely due to the persistent rise in illness severity and the aging population which limited
comparison to previous QOL and recovery outcomes data.

Central Concepts in Development

Despite controversies amongst research results and QOL outcomes, several
commonalities among patients recovering from critical illness have appeared throughout
the years. These common themes are now the focus of recovery research: physical (Parry
et al., 2015) psychological (Needham et al., 2012), social (Eakin et al., 2017) and
financial (e.g., joblessness, re-admission, economic impacts) (Kamdar et al., 2017).

Recovery is on an individual timeframe and no policies currently exist to improve
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survivorship transition (Kean et al., 2017). Short-term outcomes such as mortality and
length of stay are easier to obtain but the larger impact of critical illness, both
economically and personally, comes after the primary transition. Most researchers
attempting to understand the long-term influence of critical illness have completed small,
focused studies, which often used different methodologies, which impairs comparison
(Garland, Olafson, Ramsey, Yogendran, & Fransoo, 2015). From the last several years,
the main concepts have led to researchers focusing on patient-centered outcomes,
understanding of the financial influences of survival, and studying individualized
recovery plans.
Economic Concepts of Survival

Labor market outcomes are one way that researchers can evaluate economic
influences to assist patient-centered outcome research. Survivors’ abilities to work and
earn (labor market outcome) influence well-being and QOL (Garland, 2017). After a
significant health event, one can experience a cascade of events related to loss of health
including lost earnings and productivity, as well as an increased need for informal care
(Garland, 2017). Kamdar et al. (2017) published a landmark study evaluating the
joblessness and lost earnings of survivors of critical illness. This study showed that 1 year
postsurvival nearly half of previously employed patients were jobless (Kamdar et al.,
2017). In addition, Kamdar et al. (2017) revealed that people who did not return to work
suffered a consistently lower QOL compared to their employed counterparts. In addition,
significant gender and socioeconomic disparities existed amongst critical illness

survivors. The greatest delays noted for return to work include older, non-white survivors



39

(Kamdar et al., 2017). Whereas, women experienced higher rates of in hospital mortality
(Garland et al., 2015). Future researchers should focus on these notable inequalities.

Readmission rates are an important component of economic evaluation of health
care policy programing. Leaders of U.S. health care policy should prioritize improving
care transitions and reducing readmission rates. Readmission has become so
commonplace that readmission costs are becoming equivalent to costs of original
admission (Jones et al., 2015).

Bagley and Levy (2014) reported on the essential health services provisions
incorporated into the Affordable Care Act. Rehabilitative and habilitative services and
devices are considered essential; therefore, staff of all state insurances must comply with
incorporating rehabilitation into their coverage (Bagley & Levy, 2014). Researchers have
viewed rehabilitation as essential to the critical care continuum (Rattray, 2014).

Despite limited understanding of the ultimate cause for readmissions within the
ICU survivor population, lack of rehabilitative resources is a likely contributor. In 2017,
van Sluisveld et al. (2017) studied ICU readmissions and compared these with in hospital
mortality. The authors found no association between discharge practices and ICU
readmissions; however, they found readmitted patients are found to experienced higher
adverse events, causing an increase in resource utilization for both patients and the health
care system (van Sluisveld et al., 2017). Elliott, Worrall-Carter, and Page (2014) found
that readmitted ICU patients had mortality rates six times higher compared to
nonreadmitted patients. Risk factors for readmission are underdeveloped but can be

explained by lack of long-term follow-up (Khan, Lasiter, & Boustani, 2015) and lack of
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full understanding of what patients need in a comprehensive program (Prinjha et al.,
2009).

Over half of the 5 million U.S. ICU admissions each year are comprised of
patients over the age of 65 (Balas et al., 2015). Survival has created a group of older
adults who face the chronicity of illness, along with other age-related comorbidities.
Wunsch et al. (2010) studied critical illness survivors over the age of 65 and found that
Medicare patients were more likely to be rehospitalized within 1 year. In addition,
Medicare patients had higher mortality rates at 3 years and were more susceptible to
changes in functional abilities compared to their age-matched cohorts (Wunsch et al.,
2010). Similarly, chronically ill cancer patients have seen the same phenomenon. For
example, ladeluca et al. (2017) identified the most frequently diagnosed cancers and
compared functional limitations of survivors with current health care utilization. They
found that the economic burden of cancer is dependent upon the increase noted in
survival. To understand the economics further, Zheng et al. (2016) studied the economic
burden of the most prevalent cancers. Zheng et al. discovered that cancer survivors
experienced higher economic burden compared with their noncancer, age-matched
counterparts. In addition, joblessness and loss of productivity were the highest cause of
economic burden facing cancer survivors (Zheng et al., 2016). Kamdar et al. (2017)
found similar results in young, previously employed survivors of critical illness. In
addition, regardless of age, critical illness survivors have a higher utilization of public

insurance programs, such as Medicaid.
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Individualized Recovery

Survivors of critical illness have substantial morbidity after hospital discharge.
Collectively, survivors face disabilities now referred to as PICS, which are associated
with a significant reduction in QOL (Hashem et al., 2016). Understanding the patient
experience is an essential component to facilitate future research focused on patient-
centered outcomes. Although the burden of recovery has been well-established from
previous research (Hill et al., 2016), utilization of health services and individualized
recovery needs are less understood (Garland, 2017). In addition, the timing of such needs
and when to intervene are concepts in need of development (Hodgson & Cuthbertson,
2016).

Predicting patients who may face a reduction in QOL after surviving critical
illness can be a research focus for the future. One common weakness in most studies to
date is a lack of input from the patients. Quantitative studies include instruments that
assess QOL but patients are limited to the questions within these instruments which may
not elicit the most pertinent aspects of recovery (Lim et al., 2016). Continued utilization
of various generic instruments hinders not only full understanding of the patient
experience but also limits study comparability. By understanding the patient perception
of available services and the recovery trajectory, I intended to better understand patient
needs during recovery to assist future research in policy development for recovery

resource implementation.
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Chronic Illness Recovery

The chronicity of survival is not unique to critical illness. Over these same
decades, advances in medical technology improved survival in many previously life-
threatening diseases such as cancer (Li, Matthews, Dossaji, & Fullam, 2017), stroke
(Chuluunbaatar et al., 2016), and heart disease (Bluvstein et al, 2013). These improved
survival rates changed terminally ill patients to chronically ill patients. Survivors have
faced similarities that can assist in transition care, recovery resource allocation, and
policy planning as our population ages in parallel with the population of survivors.
Literature has indicated several commonalities amongst this new population of
chronically ill patients. Physical debilitation, social limitations, and
psychological/emotional impairments have impacted survivors in all disease categories
(Feemster et al., 2015; Richardson et al., 2011).

According to Richardson et al. (2011), survival amongst previously life-
threatening cancers has risen and the population of cancer survivors will increase
approximately 3% per year. Similar to the advancements shown in critical care
treatments, researchers have attributed the growth of cancer survivors to early detection
and improved treatments (M. T. Halpern & Argenbright, 2017). The legacies of these
improved treatments remain a large part of survivor recovery research. Thus, researchers
have focused on the importance of coordinated, comprehensive cancer survivor care
plans. This change from short-term outcomes such as mortality to comprehensive
rehabilitative strategies has created an evolutionary change in the mindset of cancer

researchers as they began to include QOL as a primary endpoint.
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Nekhlyudov et al. (2017) published a series of papers on ways to create a

survivorship program that included appropriate medical follow up, patient self-
management, and policy changes about medical care reimbursement. In contrast, Halpern
and Argenbright (2017) focused on ways to evaluate recovery programs where leaders
had emphasized the relevant health effects for survivors. Despite researchers focusing on
a recovery pathway, reduction in QOL amongst cancer survivors was still not well
understood (Leung, Smith, & McLaughlin, 2016). Much like critical illness, diversity
among the primary disease state makes comparison across studies difficult. Research
dedicated to specific cancer types such as breast (Ganz et al., 2013); head and neck
(Richardson, Morton, & Broadbent, 2016); prostate (Skolarus, Wittmann, & Hawley,
2017); colorectal (Kobayashi et al., 2017); urologic (Gore, 2017); and lung (Singer et al.,
2015); all showed support for the same categorical morbidities. These morbidities include
physical, psychological, and social dysfunctions as causes for complications of surviving
cancer that would lead to reductions in QOL, similar to the pattern shown in critical
illness survivor literature.

In acute cardiac survivors, QOL outcomes are important predictors of recurrent
hospitalization and death (J. R. Wu, Lennie, Frazier, & Moser, 2016). Maru et al. (2015)
followed elderly heart failure patients utilizing physical rehabilitation concepts. The
authors concluded that physical rehabilitation benefitted heart failure patients for
improved rehabilitation and more importantly, home-based rehabilitation improved
quality life years, decreased mortality, and reduced hospital costs (Maru et al., 2015).

However, the patient perspective of the treatment programs was not a study endpoint.
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Much like cardiac disease and critical illness, strokes are another acute illness that
suddenly leave survivors with debilitating legacies of disease and treatment. The World
Health Organization estimated that approximately 15 million people experienced a stroke
annually. Disability adjusted life years continues to influence developing countries at
higher rates than first-world countries; moreover the effect of stroke on people under age
of 65 is on the rise, and environmental factors such as air pollution have emerged as
significant contributors to the global stroke burden (Feigin et al., 2016). Survival from
stroke may lead to physically debilitating functional statuses where patients experience
less independence, decreased ability to return to work, and heightened depression
(Chuluunbaatar et al., 2016). Stroke survivors face similar disabilities with those in
previously described chronically ill patients. To my knowledge, there have been no
studies comparing these chronically ill survivor needs in order to collaborate resources
and improve policies while addressing recovery across multiple medical disciplines.

Key Areas for the Future

As therapeutic medical interventions continue to improve mortality outcomes for
previously terminal illnesses, the chronically ill survivor population continues to rises
(Fan et al., 2014; Feemster et al., 2015; Iadeluca et al., 2017; Richardson et al., 2016).
Therefore, better understanding of survivor needs to support recovery is imperative for
policy planning in the future (Garland et al., 2015). Survivors of critical illness require
comprehensive recovery programs that address both the deleterious effects of disease and
its treatments. Unfortunately, the current long-term resources are inconsistent and

fragmented. Garland et al., (2015) described LTC resources as expensive and inefficient
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while Mechanic (2014) added that LTC lacked high-quality management required for

funding and policy creation. This fragmented and inefficient system coupled with
complex survivor sequelaec makes creation of a comprehensive program in chronically ill
survivors difficult to structure (Jackson, Mitchell, & Hopkins, 2015). Policy creation is
warranted not only for the improved QOL it brings to patients, but also for reduced
resource utilization and hospital readmission rates (Hill et al., 2016). Understanding the
intention of current long-term policies and their provisions would provide a framework
from which policy leaders could make changes.

Other ways health care policy is addressing postacute care and rehabilitative
services are by limiting reimbursement for readmitted patients, supporting collaborative
care between hospitals, creating improved quality metrics for postacute care facilities
(e.g. skilled nursing facilities), and bundling payments for services across the spectrum of
illness (Mechanic, 2014). These improvements in policy may create controversy
regarding the postacute care quality metrics that are tracked by Medicare and their
relationship to hospital readmissions (Neuman, Wirtalla, & Werner, 2014). Despite these
studies, the cause of readmissions and what risk factors can be identified to target patients
at risk has yet to be determined. Critical illness survivor readmissions are not specifically
tracked by Medicare databases (Hua, Gong, Miltiades, & Wunsch, 2017) but several
researchers have attempted to find ways to improve recovery and rehabilitative services
to assist in reducing revolving readmissions.

Neuman, Wirtalla, and Werner (2014) compared the quality of care provided by a

skilled nursing facility and associated readmission to the hospital. They specifically
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studied skilled nursing facility performance measures provided by Medicare and
examined readmissions amongst patients to determine if poor performance within these
measures could predict readmissions. Neuman et al. (2014) did not find a correlation
between quality measure performance and hospital readmission rates amongst Medicare
beneficiaries. They did find that one in four patients discharged to a skilled nursing
facility are readmitted to the hospital and two-thirds of these readmissions were
preventable (Neuman et al., 2014). A key area in need of expansion for the future.
Causes of Readmission: A Reflection of Aftercare Resources

In the United States, sepsis accounts for the most expensive inpatient diagnosis
(Liu et al., 2014) with the highest rates of postacute care readmission (Pfuntner, Wier, &
Steiner, 2013). Several researchers have used data from sepsis patients to better
understand readmission because sepsis has a high incidence, has decreased mortality in
recent years, and disabilities after sepsis are common (Liu et al., 2014). In addition,
comparison is often extrapolated using sepsis in critical illness survivors because sepsis
coupled by an ICU admission is an independent risk factor for readmission (Liu et al.,
2014). Readmission is one of the only currently available ways to determine the efficacy
of aftercare / recovery resources, researchers have approached recovery program
examination by studying causes of readmission.

Liu et al. (2014) retrospectively studied sepsis survivors to determine if risk
factors could be identified, and ultimately modified, to reduce readmission rates. The
authors found that advanced age, comorbid disease burden, admission to an ICU during

the course of hospitalization, and presepsis health care utilization rates were amongst the
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highest risk factors for patients to return to the hospital within the first 30 days of

discharge. The following year, Jones et al. (2015) found conflicting results, noting that
young, previously healthy patients were at higher risk for readmission compared to older
patients, and furthermore, readmission was independent of illness severity. Liu et al.
(2014) found noninfectious causes of readmission were the highest, whereas Jones et al.
(2015) concluded that independent risk-factors included age, current malignancy,
nonelective admission, one or more procedures during hospitalization, low hemoglobin
levels and high red cell distribution at discharge. Improving care transitions and
postdischarge rehabilitation after sepsis could improve long-term mortality (Jones et al.,
2015). However, neither set of researchers included measures of functional outcomes,
cognitive status, or co-morbidities amongst readmitted patients.

Due to the limited investigation into the postdischarge needs of sepsis survivors,
Ortego et al. (2015) investigated why patients return to the emergency department and
how many are readmitted. The authors hypothesized that readmissions could be related to
a consequence of sepsis that other studies did not identify. By utilizing a novel risk-
stratification tool, Ortego et al. (2015) found that 23% of stratified at risk survivors were
readmitted within the first 30 days, and 30% of these patients required ICU level care
(Ortego et al., 2015). In addition, Ortego et al. (2015) found that increased length of stay,
higher previous health care utilization, and an oncologic diagnosis were the three risk
factors associated with readmission. The authors note that a significant limitation of this

study was failure to capture the burden experienced by sepsis survivors and
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recommended complimentary studies to elaborate the patient experience and the
utilization of recovery resources (Ortego et al., 2015).

By comparison, comorbid disease burden was found to be a prevailing risk factor
for sepsis survivors being readmitted. More specifically, Ortego et al. (2015) and Jones et
al. (2015) both concluded that cancer was a risk factor for readmission. Liu et al. (2014)
stratified by using a comorbid index but did not extrapolate individual comorbidities. The
only common thread among all these studies was a recommendation for innovative
strategies to accelerate recovery and development of a stratification process for high risk
patients. These two factors should be included in future research (Jones et al., 2015; Liu
et al., 2014; Ortego et al., 2015). One way to use risk stratification could be to preidentify
people at highest risk for postdischarge morbidity and analyze recovery resources that
would benefit these survivors.

Standardized Strategies

As critical illness continues to improve life-saving strategies, survivors continue
to suffer from life-long disabilities. Comprehensive program development for survivors
coupled with unique strategies to identify patients with the highest needs are necessary
for the future of policy support. Lack of standardization amongst earlier survivor trials
has made comparison difficult (Eakin et al., 2017). Leaders of the National Institutes of
Health created a chronic disease survivorship network using physical, psychological, and
social recovery measurement strategies to help evaluate new treatments (Cella et al.,
2010). This survivorship network is now referred to as the patient-reported outcomes

measurement information system and is used to standardize future research for chronic
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disease survivors. In 2017, Eakin et al. applied these measurement strategies to critical
illness survivors. Utilizing a qualitative study design, Eakin et al. (2017) evaluated
patient perception of recovery with the patient-reported outcomes measurement
information system framework to see if this framework could be translated to trials for
critical illness survivors. Although survivors of critical illness might have similar
disabilities in their recovery trajectories, they differed from people with other chronic
diseases. Other disease processes are typically not acute and critical illness survivors are
often unaware of the post-ICU impairments they may face (Eakin et al., 2017). Eakin et
al. (2017) confirmed that comprehensive research dedicated to understanding the issues
important to survivors of critical illness should include physical, mental, and social
measurements. Furthermore, focuses on the perception of the survivor with qualitative
study design is key to uncovering this understanding (Eakin et al., 2017).
Self-Reported Health: Patient Perspective

Self-reported perception of health (SRH) is a well-known predictor of mortality
and thus, a strong indicator of overall health (Schnittker & Bacak, 2014). Cancer
researchers have used patient perception to evaluate the patients’ understanding of illness
trajectories (Richardson et al., 2016). Due to the acute nature of critical illness, there is
limited data in critical care utilizing patient perception of health to preidentify patients’
recovery needs. Despite qualitative data examination in the field of critical illness, to my
knowledge no researchers have asked a self-rated health scale for purposes of
establishing the relationship between critical illness survivors’ SRH and long-term

recovery. By understanding the issues important to preserving QOL in critical illness
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survivors, researchers can begin to outline the necessary inclusions of recovery options
and align these needs with policies and funding.

SRH has been validated in various ways. Researchers have studied SRH regarding
(a) cognitive dysfunction (McHugh & Lawlor, 2016), (b) compared it to clinical
assessment (Schnittker & Bacak, 2014), (c) examined against disease diagnosis (Falconer
& Quesnel-Vallee, 2017), and (d) analyzed with morbidity and disability (Wu et al.,
2013). In addition, Wu et al. (2013) found an association between SRH and objective
health statuses by comparing disease prevalence and laboratory abnormalities. Thus, they
concluded that SRH might be the only individual indicator that is comprehensive enough
to evaluate an individual’s health status. Incorporating self-ratings of health into the
recovery trajectory may assist survivors of critical illness to establish rehabilitation
planning, individual programming, and targeted follow up strategies for high-risk
patients.

Researchers have used SRH has also been used to examine readmission rates and
found that there is an age-related divide amongst causes of readmission. Poor lifestyle is
the leading cause of readmission for people aged 40-64 (Gabay, 2016). Younger people
facing admission related to lifestyle are of significant concern to health care economics,
as younger people have longer life trajectories. Readmissions are a known correlate with
critical illness survivors and studies have shown that 16% to 27% of survivors are
readmitted within the first 30 days (Hua et al., 2017). To elaborate on the relationship
between SRH and disability, Gabay (2016) studied SRH and its relationship to

readmission rates. The authors focused on patient empowerment as it relates to hospital
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readmissions and found that higher SRH was strongly associated with lower
readmissions. By utilizing patient empowerment theory, Gabay (2016) found that during
illness, patients relied on internal and external resources to assist in improving health
outcomes. Education, internal health control, and efficacy of treatment were all
modifiable through appropriate education. Incorporating comprehensive strategies had a
large impact on improving health outcomes (Gabay, 2016). The patient perception of
QOL after surviving critical illness could assist in closing the gap of understanding
between patient SRH and recovery care following discharge.
Rehabilitative Services and Insurance Coverage

Medicare beneficiaries account for 15.6% of the U.S. population, while Medicaid
has become the largest provider of health care in the United States, covering 22% of the
population (Halpern et al., 2016). In addition, Medicaid is the largest supporter of LTC.
More than 18% of Medicare patients who survived critical illness require LTC, and more
than 10% of patients who were privately insured prior to ICU admission transition to
Medicare or Medicaid insurance in the first year after ICU discharge (Kamdar et al.,
2017). The complexities of the health care marketplace pay structure also negatively
influence other chronic survivor groups. For example, approximately 40% of cancer
patient expenditures are out-of-pocket (Zheng et al., 2016). Researchers have suggested
that elderly Medicare beneficiaries have less economic impact compared to those facing
cancer at younger ages due to the tendency towards more aggressive treatment (Miller et

al., 2016). This finding mirrored the recent discoveries of Kamdar et al. (2017), who
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found younger survivors of critical illness had the largest economic impact due to
joblessness after ICU stay.

Centers for Medicare and Medicaid Services defined long-term acute care
hospitals as facilities where the length of stay was 25 days or greater, and these would
provide patients with high acuity, complex medical care including advanced mechanical
ventilation management (Centers for Medicare & Medicaid Services, 2013). The goal of
LTC services is to help beneficiaries with activities of daily living and to provide them
with services that improve QOL (Dingell, 2015). However, conflicting opinions exist as
to whether Medicare or Medicaid were developed to fulfill the LTC void. Dingell (2015)
described LTC as an afterthought in modern medical coverage using examples of the
complex network of fragmented programs to provide care to low-income and disabled
people. Regardless of the intent, Medicaid provides the most LTC benefits to date. In
addition, privately insured and Medicare patients often falsely assume that they already
have LTC coverage (Dingell, 2015). This misconception could lead to confusion after
discharge regarding resource availability and out-of-pocket costs.

The number of older adults needing LTC in the next 20 years is estimated to
double (Broyles et al., 2016), while LTC admissions after critical illness has already
tripled in the last 2 decades (Ehlenbach, 2014). In addition, mortality for patients
receiving LTC rose, reaching approximately 77% mortality in 1 year (Ehlenbach, 2014).
Improved care transition to LTC facilities, appropriate understanding of what role these
centers will play, and the chronic complexities facing these patients should be used to

inform policy planning. As this rapidly growing population ages, chronic critically ill
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patients will continue to need services far beyond their acute illness. The number of
Americans over 65 is projected to increase by approximately 7% by 2050, while
Americans over 85 are projected to increase from 1.8% to 4.3% by 2050 (Galston, 2012).
Without appropriate follow up and recovery structures, survivors will continue to return
to emergency departments likely resulting in readmission. Lack of a coordinated follow
up plan leads to high costs and possibly higher readmission rates, thereby placing a strain
on both the patient and the health care system (Khan et al., 2015).

Although physical function is a key component to recovery, survivor care
encompasses a range of symptoms that must be integrated into LTC (Iwashyna, Cooke,
Wunsch, & Kahn, 2012). Legacies of chronic illness span beyond the broad categories of
physical, psychological, and social phenomenon revealed in previous literature. If these
were the only sequelae requiring aftercare for survivors, then recovery program research
would not be so inconclusive. Additional aspects of the recovery trajectory that
researchers have found warrant further exploration include pain (Choi et al., 2014),
sadness (Mosher, Winger, Given, Helft, & O’Neil, 2016), fatigue (Choi et al., 2014;
Spadaro et al., 2016), and insomnia (Aitken & Marshall, 2015; Ganz et al., 2013; Mosher
et al., 2016). Inconclusive recovery research has indicated existential components of
recovery can only be revealed through the lived experience of survivors. Critical care
researchers have not studied the lived experience of the patient as an evaluative method

for understanding QOL and currently offered recovery options.



54

Summary and Conclusion

Advancements in medical technology and therapeutics continue to improve
mortality outcomes in many life-threatening disease states. This continued improvement
in short-term outcomes has left groups of survivors with unintended legacies of their
illnesses and related treatments. Successful treatment of critically ill patients can no
longer be measured by mortality alone. The physical, psychological, and cognitive
debilitations facing patients for years after discharge must be supported by a structured,
QOL-focused program that follows individual patient trajectories. Although researchers
have recommended QOL research for decades, understanding of the patient experience
after ICU discharge is years behind the gains in medical therapeutics.

The literature reviewed for this paper spanned from 1977 to 2017. Possibly, the
first QOL study in critical care was published as early as 1988. Even at that early phase
of advanced treatment technologies, Patrick, Danis, Southerland, and Hong (1988) stated
that QOL after survival might influence decisions about life-sustaining therapies during
acute illness. Patrick et al. concluded that full understanding of the QOL experienced by
patients would not only assist in decision-making but would also provide additional
outcome measures for clinicians and policymakers. As the trajectory of survival
continued to out pace QOL literature, themes within the recovery of critically ill patients
have arisen. Physical, psychological, and cognitive dysfunction are the known legacies of
survivors to date. To bridge the gap of understanding among these themes and survivor
resources, | intended to understand the experience of recovery from the user of the

recovery services to help recovery resource policy supports for this growing population.
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I'used RCT to guide the theoretical framework in several ways. Survival, cost,
and employment might not be the only outcome measures important to patients. Patient
and family choice throughout their treatment trajectory into recovery was a recommended
area of study for critical illness survivors (Eakin et al., 2017). I added to the small
qualitative body of literature, attempting to understand how to support the prolonged
morbidities patients face during their recovery period.

Survivorship transitions are currently under development (Kean et al., 2017) and
barriers to ICU recovery such as access to LTC and rehabilitation could benefit from
policy changes. Despite a large body of literature articulating the legacies of critical
illness, many unanswered questions remain regarding the experience of the ICU survivor.
In addition, previous trials have not improved patient-centered outcomes after surviving
critical illness (Hodgson & Cuthbertson, 2016). I focused on utilizing qualitative inquiry
to explore the lived experience from the perception of the critical illness survivor.
Previous studies showed strong correlations with critical illness therapeutics and post
ICU debilitation; however, their weaknesses were that most research continued to focus
on quantifiable data and left a void in understanding of the lived experience.

In Chapter 3, I focus on illustrating the study purpose and explained the relevance
of the study to survivors, families of survivors, communities, and health care systems
nationwide. The third chapter outlines the research design and rationale, threats to

validity, instrumentation use, trustworthiness, and ethical considerations.
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Chapter 3: Methods

Introduction

The purpose of this qualitative study was to understand the patient perception of
QOL after surviving critical illness and how survivors can help illuminate gaps in current
health policies to provide better recovery resources for this growing population. The
following sections include research design and rationale, the role of the researcher,
methodology, issues of trustworthiness, and a chapter summary.

Research Design and Rationale

The central research questions were:

RQ1: What are the issues important to preserve quality of life from the
perspective of critical illness survivors?

RQ2: How do survivors of critical illness describe rehabilitative services after
discharge?
Central Research Concepts

Due to the high mortality of most ICU diagnoses, discharge from the ICU has
always been considered the standard measurement of success, but most patients survive
the acute phase of critical illness and are left with long-lasting sequelae (Marchioni,
Fantini, Antenora, Clini, & Fabbri, 2015), shifting the opinion of successful treatment
from simply discharge to long-term outcomes such as recovery and QOL. In recent years,
researchers have used the term PICS to describe these symptoms survivors face after
discharge (Kean et al., 2017). Although PICS in critical illness survivors changes their

long-term QOL, there is a paucity of research dedicated to an in-depth understanding of
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the patient experience of surviving and the true essence of these changes. PICS research
has become popular as the population ages in parallel with the number of ICU survivors
(Eakin et al., 2017). This shift in focus has led to an evolving field of research dedicated
to long-term QOL directed outcomes as opposed to studying discharges from the ICU.
Researchers have advocated for qualitative research as an essential component for this
developing field of research (Hashem et al., 2016).

To create effective therapeutic interventions that may reduce the long-lasting
effects of critical illness, development of a patient-centered outcome set (“core outcome
set”) is necessary (Hashem et al., 2016). By aligning measurements, researchers can
synthesize findings and have a more direct comparison of trial conclusions. Unlike
previous literature, alignment of measurements will allow a more relevant synthesis of
the interventions’ effectiveness. Understanding the recovery trajectory from the
perspective of the patient is imperative for developing patient-centered outcomes, both
individualized and thematic (O’Cathain et al., 2014). By using qualitative inquiry, the
phenomenon of QOL can be further explored, allowing researchers to target therapeutic
intervention strategies better during this crucial recovery period. In addition, the burden
of survivorship does not affect survivors alone. Families, communities, and health care
systems lack comprehensive care planning; thus, readmission has become one of the
ways policy planners can measure the success of critical illness treatment.

Health care utilization is a large component of policy decision-making.
Appropriate care transitions from the ICU to settings such as LTC facilities and home

health care for survivors of critical illness are likely of equal importance to medical
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management while patients are hospitalized. Lack of transition programs for recovery
creates a cycle for survivors that includes over 30% being readmitted to the hospital
within the first 6 months of discharge, indicating needed improvement in postdischarge
services (Hill et al., 2016; Lone et al., 2016). Patients have faced recovery struggles that
could be ameliorated with better LTC policies that are not obvious to the external
observer. I sought to understand the lived experiences of survivors to monitor and
evaluate the services provided. Currently, the clinical benefit and cost-effectiveness of
follow-up services remains unclear.
Qualitative Inquiry

Qualitative research is a study methodology designed to describe life experiences
and give them meaning. Due to the subjective nature of qualitative data synthesis,
rigorous and appropriate methodologies are used to ensure the data are generalizable
(Bearman & Dawson, 2013). I chose qualitative methodology because it was the best
method to understand the complexities of the phenomenon of critical illness survival.
Examining the use of resources, QOL preferences, and recovery resources from the
perspectives of the patients who used these would allow future research to find a way to
incorporate patient preferences into recovery. The diversity and magnitude of
survivorship requires a multidisciplinary approach dedicated to the study of ICU
survivors after hospital discharge (Turnbull et al., 2016). Only recently has qualitative
research been advocated as a necessary part of this understanding.

Another reason for using qualitative methodology is that its inclusion in patient-

centered outcome research allows the patient perspective to influence useful and relevant
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hypotheses in future randomized control trials for survivors of critical illness (Keeley et
al., 2016). Successful treatments of acute illness are not measured by short-term
outcomes alone; rather, successful care extends beyond the acute episode and
hospitalization into assisting patients with reclaiming their lives postdischarge (Kean et
al., 2017). My research adds to the field by creating an avenue for survivors to describe
their experiences, so that policy change may support the needs of these survivors.

Although most research in the field of critical illness has been quantitative, I
believed qualitative research was the most appropriate for this study because it was the
best method to understand lived experiences. Quantitative researchers have elaborated
core domains in need of focus for the future, but the lack of consistency in years past and
use of various instruments have made data difficult to compare (Turnbull et al., 2017).
Additionally, the effectiveness of LTC and patient-centered outcomes related to these
recovery options is understudied (Ehlenbach, 2014). Qualitative research has been
underused despite the large discrepancy of recovery priorities between providers and
patients (Turnbull et al., 2017). Allowing patients to participate in the qualitative data
collection with thematic examination and the views from the end-user could assist in
conceptualization of recovery in this specific survivor population.

Survival was the phenomenon of interest. The complexities associated with
psychological, physical, and social issues might not be revealed through generic data
collection instruments. Interviews could also reveal the existential components of

survival. I used a phenomenological strategy to explain the experiences of patients in a
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natural environment through semistructured interviews that allowed description of the
essence of the experience.

Prior to beginning this study, I examined and rejected other strategies within the
qualitative method. Narrative strategists explore the story of an individual throughout a
period. One qualitative study in critical illness was conducted to describe the patient
recovery trajectory using an illness narrative (Jensen et al., 2017). Jensen et al. (2017)
found that recovery from critical illness requires patients to move toward a new
orientation in life. Health care professionals can use this new orientation to explain the
recovery trajectory so patients and families are more prepared for the recovery. This
strategy is helpful if surviving is generalized, but past research has shown a void in
individualized recovery programs and resource allocation to these resources (Shelly et al.,
2017). Although researchers can use case studies to describe the case, the theme, and
lessons from the case (“Qualitative Approaches,” n.d.), I aimed to understand the
phenomenon of survival, QOL, and recovery. I did not choose case studies within each
group of critical illness survivors because research to date has found the similar recovery
needs in all groups of survivors. The patient reported outcomes measurement information
system framework was developed after studying years of critical illness survivor data that
indicated patients would experience physical, psychological, social, and economic
recovery issues after discharge (Turnbull et al., 2017). These case examples have already
been shown in the current literature.

Grounded theory is a qualitative strategy that researchers use to develop a theory

grounded from observations. This strategy was not an option because I did not aim to
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develop a theory based on the views of survivors. Researchers have used several
grounded theory approaches in critical illness studies. Kean et al. (2017) used a grounded
theory approach to better understand the patient transition experience after critical illness.
Researchers can use this theory to create a shared reality between the researcher and the
researched, which is relevant as full understanding of the phenomenon of survival was
not well-described in this population (Kean et al., 2017). Pattison, O’Gara, and Rattray
(2015) used e-mail interviews to understand the patient experience and if memories post-
ICU could be ameliorated with discussion. Using grounded theory, the authors sought to
propose a survival theory from past survivors. Deacon (2012) also used grounded theory
to understand the recovery process for survivors. The author found that a holistic
approach to ICU rehabilitation was needed, but further study into these holistic methods
and the efficacy must be established (Deacon, 2012). All these researchers supported the
need for better understanding of the phenomenon of recovery and the needs survivors
face after discharge; thus, I chose phenomenology as the research strategy for this
qualitative study.
Role of the Researcher

I was the primary instrument for this qualitative research study, and I was the
instrument for data collection and interpretation. I conducted the semistructured
interviews with participants. I self-identified with the patient population for several
reasons. [ am a critical care provider and have dedicated my professional career to critical
illness. In addition, my husband and mother have both survived critical illness on several

occasions; thus, I have seen survival from the perspective of caregiving and family. I
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conducted my research by advertising to local primary care/internal medicine clinics and
a post-ICU clinic not associated with my place of employment. My role as a provider in
the ICU did not influence participant enrollment. Patients often have voids in memories
during their hospitalization, so I might need to disclose my participation in their care. If a
patient chose to enroll in this study, and I discovered that I was their ICU provider, I
addressed the issue by disclosing this information and giving the patient the opportunity
not to participate. I had no personal relationships with the locations for enrollment.

I managed my bias through transparency. I was open about my opinion about the
lack of recovery resources and lack of policy support for these survivors. However, I
could not tell from the data whether patients had resources, if they chose not use
resources, or if there were ongoing illnesses preventing them from engaging in resources.
During my tenure in ICU medicine, [ witnessed the amazing success of new treatment
methodologies that have increased survival in previously high-mortality diseases. Yet, |
have not seen an improvement in survivor recovery resources. As a provider, it is difficult
for me to communicate with families and patients about recovery because the recovery
trajectory is not well understood. Due to these research inconsistencies, providers choose
not to tell patients about the physical, psychological, and social struggles they may face
during recovery. Providers now know the legacies of critical illness and must improve
communication with patients and families without diminishing the success of surviving.

Another bias I revealed in my role as the researcher was as a former family
caregiver of two critical illness survivors. I have seen firsthand the legacies of critical

illness in a young, healthy 45-year-old man, as well as these effects on a healthy, vibrant
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70-year-old woman. Despite my knowledge of illness and the trajectory of recovery, I
was surprised when my mother had difficulty returning to her high-functioning baseline.
As months went on, my mother shared her fear surrounding her postillness limitations
with me because she was never told that critical illness recovery could take months or
even years. This prolonged recovery made her believe she was alone and that perhaps her
slow recovery might be due to lack of trying or failure to improve her health. After
several years she began expressing these feelings only to discover her recovery was
normal and even better than most. My husband is a physician, and discovering his
recovery problems was also difficult. He was a former marathon runner and body builder,
yet it took him over 2 years before he could reclaim his preillness health.

Understanding my role as the researcher and revealing my personal bias allowed
me to be open to unexpected outcomes throughout the study. I worked with a research
assistant during the coding and analysis process and recorded every interview to assist in
reducing the known biases. I used informed consent to educate participants prior to
participation in the study, and they had the right to refuse or withdraw at any time. Some
of the topics related to intensive care recovery were sensitive and might have produced
some anxiety or difficult emotional responses. Establishing trust between the researcher
and participant was paramount in developing a way for these emotions to be
appropriately processed. In addition, participants were deidentified after consent, thus
protecting their identities. I applied for Institutional Review Board (IRB) approval

through Walden University and the Recruitment site.
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Methodology

The target population consisted of critical illness survivors in central North
Carolina. This qualitative sample strategy was created using a four-point approach that
included (a) defining a target population, (b) deciding on a sample size, (c) devising a
sample strategy, and (d) sourcing the sample (Robinson, 2014). The sampling strategy
used was purposeful sampling. Purposeful sampling is a technique used in qualitative
research to recruit individuals with particular experiences with the phenomenon of
interest (Palinkas et al., 2015). Although several types of purposeful sampling exist,
criterion sampling is the most widely known (Palinkas et al., 2015) and the subtype I
chose for this study. In this research, purposeful sampling was the premier strategy
because it is the most beneficial when the study warrants the willingness of participants.
Because purposeful sampling relies on a selection process to target participants of a
particular interest, it was not as generalizable as other sampling strategies. However, |
intended to understand a phenomenon of interest; thus, purposeful sampling strategy
aligned best.

The sampling strategy was derived from the 13 previous qualitative studies
relevant to these research questions. Of the 13 studies, nine researchers used purposeful
sampling, two used convenience, and two used a self-selected sampling strategy. Some
researchers used random sampling in a concurrent quantitative research study. Although
this technique did yield a higher number of participants, purposeful sampling would
improve the depth of understanding with a smaller sample size. Convenience sampling

was rejected because it had the lowest yield for generalizability and reliability (Robinson,
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2014). Another sampling strategy that was rejected for this study was the use of a cohort
from a previous quantitative study with an auto-enrolling qualitative component.
Survivors in this study were at various stages of recovery in order to identify recovery
and resource utilization benefits and limitations along the total recovery trajectory.
Participant Selection Criteria

Several qualitative studies throughout the years have had limited or no inclusion
criteria (Deacon, 2012; Prinjha et al., 2009). In these studies, participants were self-
selected by responding to a generic ad (Appendix A) requesting survivors to participate
in research. Inclusion and exclusion criteria for this study were based on a compilation of
previous studies and communication with experts in the field, to ensure the tool aligns
with the research questions. This study only included adult participants. Other common
inclusions used for this study included an ICU stay longer than 48 hours and 48 hours of
mechanical ventilation (Dziadzko et al., 2017; Eakin et al., 2017; Jensen et al., 2016;
Kean et al., 2017; Pattison, et al., 2015). Mechanical ventilation is a known contributor to
the legacies found in so many critical illness survivors and is common among critically ill
patients (P. Wischmeyer, personal communication, January, 18, 2018). In addition,
researchers have used the primary language of the researcher for smooth communication;
thus, English was an inclusion criterion. Lastly, consistent with other studies, I excluded
participants who could not participate due to physical or psychological dysfunction
(Czerwonka et al., 2015; Jensen et al., 2017; Kean et al., 2017). Therefore, the full
inclusion criteria for this study were the following: (a) critical illness survivors, (b) within

18 months of discharge, (c) with a 48-hour ICU stay, (d) minimum of 48-hours of
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mechanical ventilation, (e) over the age of 18, and (f) ability to speak and read English.
Participants were excluded if they had functional, emotional, or psychological limitations
causing them to be unable to sustain a 60 minute interview. Collection of demographic
information from participants was also gathered such as sex, age at the time of the
admission, readmission since ICU stay, education level, marital status, living
arrangements, employment, and race.

I screened participants who contacted me to determine eligibility for the study by
using a screening guide (Appendix B). The screening guide was also used to gather the
demographic information for participants. I assigned the participants with participant
identification codes that I used for the rest of the study.

Sample Size

Sample size is an influential factor for generalizability of the qualitative study
method; however, there is little standardization of sample size across qualitative
strategies (Robinson, 2014). As conceptual saturation is reached, a researcher may choose
to increase or decrease the sample size (Robinson, 2014). In the literature review, sample
size ranged from five to over 300 among qualitative studies. Many researchers used
cohorts within an ongoing quantitative study, recruiting participants automatically in the
qualitative arm if they met inclusion criteria in the quantitative arm; these studies had the
highest number of participants (Jensen et al., 2017; Kean et al., 2017; Walker et al.,
2015). In addition to using the qualitative literature, I explored sample size through
personal communication with two post-ICU clinics in the United States. The clinic in

North Carolina only saw approximately 30 to 40 critical illness survivors in their first full



67
year (D. Files, personal communication, October 17, 2017). Alase (2017) stated that

phenomenological, qualitative research sample sizes should aim for between two and 25
participants. The researcher can use this strategy to obtain the essence of the true
individual experience, thus shifting focus to quality not quantity of participants (Alase,
2017). Given the previous literature, personal communication, and qualitative research
recommendations, I aimed to enroll between 15 and 30 participants. However, to remain
consistent with qualitative methodology, conceptual saturation was used to guide
completed enrollment.

During my initial efforts to identify participants, I advertised to internal medicine,
primary care, and an ICU follow-up clinic in central North Carolina. Initial recruitment
targeted specifically counties in North Carolina. Identification of internal medicine clinic
recruitment was derived from expert recommendation in the area. One post-ICU clinic
was recommended by an expert in the field of ICU recovery (C. Sevin, personal
communication, September 28, 2017). I sent a letter requesting permission to post my
advertisement for a minimum of 60 days to clinic directors. The letter included
instructions that the staff was not recruiting, screening, or encouraging participation in
the research. I directed any questions to my number on the advertisement. After
appropriate permission from clinic directors, staff received fliers to advertise the study
and were asked to distribute to every follow up patient, as well as post at the check-in and
on any bulletin boards patients could see in the clinic. Walden IRB gave conditional
approval to complete this portion of the research and coordinate with clinics on IRB

specific needs they would require.
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Once a potential participant attended clinic, I used the screener to determine
eligibility. When eligibility was established, I discussed participation in the study either
by phone or in person. Instructions regarding the interview timeline were discussed with
participant at the time of the initial screening. The consent form was verbally discussed at
the time of the screening and reviewed and signed at the time of the interview. If the
participant chose a phone interview, then I sent a consent form to them and obtained
verbal consent, per IRB guidelines, and the verbal consent was placed with patient
information. As needed, I established a follow up within 7 days of the screening to
answer any questions. At the conclusion of the screening, the interview type (phone or in-
person), date, and time was established. The participants were given my contact
information for any questions.

Conceptual saturation is reached when the data analysis fails to reveal any new
data or themes. Setting goals for sampling within qualitative studies is often difficult and
requires an iterative process of sampling and resampling before saturation occurs
(Palinkas et al., 2015). If, after the 60-day recruitment process, the participant pool had
not been adequate to achieve conceptual saturation, I would have expanded recruitment
efforts to include a larger radius of counties in central North Carolina, increased the
number of internal medicine clinics, and reconnected with clinics that had low participant
flier distribution.

Instrumentation
As the primary instrument for this qualitative study, I used the interview tool,

took field notes, and audiotaped the interview. After the interview, participants had time
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to review the field notes and verify its accuracy. Within 7 days of the interviews, I e-
mailed or mailed participants a copy of their transcribed audiotaped interviews.

The data collection instrument (Appendix C) was produced through an
examination of research in the field and to align with the research questions being used
for the semistructured interviews. I developed the questionnaire using previous studies,
with author permission. I developed one question that, to my knowledge, has been the
only qualitative research to ask participants to define the term QOL. The next
developmental method for the instrument used was a review of previous literature about
the same or a similar topic. This study was unique because I not only explored the QOL
components from the lived experiences of the participants, but I also linked the aftercare
and rehabilitation policies; thus, I created questions from three previous qualitative trials
on QOL (Deacon, 2012; Eakin et al., 2017; Walker et al., 2015) and the Long-Term Care
Services and Supports (LTSS) state scorecard (“Methodology,” 2017). Although I used
none of the tools in entirety, I contacted all authors and received permission to use those
questions.

Researcher Developed Instrument

Deacon (2012) addressed the issues that critical illness survivors face after
discharge and created five neutrally framed, semistructured, open-ended questions for
data collection. Eakin et al. (2017) also self-developed an 18-question interview
instrument. The instrument was developed and validated by five experts in critical illness
recovery, hospital administration, and public health along with a pilot study with two

critical illness survivors (M. Eakin, Personal Communication, March 7, 2018). Lastly,
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Walker et al. (2015) used focus groups and self-created several open-ended questions that
evolved the conversation. Walker et al. suggested that semistructured interviews be
encouraged in future research to allow participants to describe their recovery process in a
private setting. The senior author, S. Bonner, described creation of the questions through
a literature review of previous trials coupled by recovery policies in the United Kingdom
(S. Bonner, Personal Communication, March 12, 2018).

The LTSS scorecard was developed by the National Advisory Panel
(“Methodology,” 2017). Beginning with the first report in 2011, the National Advisory
Panel evaluated the data indicators within each of the five dimensions of the scorecard
and has continually evaluated the indicators to ensure they stay relevant. Key
stakeholders in the LTSS development process include the Public Policy Institute of the
American Association of Retired Persons, the Commonwealth Fund, and the SCAN
Foundation (Reinhard et al., 2014). QOL is amongst the top three categories on the
scorecard. The National Advisory Panel reflects on this score in order to measure policy
effectiveness. Aftercare services received by critical illness survivors were evaluated
using the predetermined categories already established in the current literature.

The instrument questions were used in previous, qualitative studies and were
approved for use by those authors. Expert panels and advisory committees validated the
LTSS subquestions. All questions, concepts, and categories used in the current instrument
were used in the past, but this study was the first to use these concepts together.
Therefore, I conducted mini-testing to validate the questionnaire further. Like all

previous trials related to these concepts, [ used expert consensus to test the questions. The
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consensus included experts in the field of critical illness recovery, rehabilitation, and
post-ICU care. Then, the questionnaire was used to interview two survivors recruited
with the same methods I intended to use. The goal of the mini-test was to ensure the
questionnaire being used was structured appropriately and would result in participants
answering questions based on what I intended to discover.

To improve the validity of qualitative methodologies, Alase (2016) recommended
that trustworthiness, member-checking, triangulation, and auditing be used to ensure
consistency in data collection and interpretation. One of the most important parts of data
collection for the qualitative researcher is to attain credible and transferable results from
the study (Alase, 2017). I consistently assessed the research process and evaluated the
quality of the data throughout the data collection period.

Procedures for Recruitment, Participation, and Data Collection

After IRB approval (approval number 09-06-18-0576535), I contacted managers
of three internal medicine clinics in central North Carolina. I contacted them by e-mail
and/or mail with the letter describing the study. I selected all clinics after
recommendations from experts in the counties of interest. I called non-responders after 7
days to follow up and discuss questions. After the site leaders understood the study and
flier distribution process, I intended to bring fliers to the clinic and have an instruction
sheet for all staff to ensure staff did not participate in recruitment or discussion about the
study. Staff was educated on deferring any questions to the name and number on the flier.
I followed up in person at each clinic 7 days after distributing the fliers to ensure

understanding. The fliers were distributed for 6 months. When participants contacted me
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to inquire about the study, I used the screening guide to determine inclusion in the study.
After I gained participant eligibility, I obtained informed consent either by phone or in
person. Participants who chose not to be audiorecorded will need to have a written
informed consent signed prior to beginning the interview process. The interview date was
scheduled during the screening. At the time of the interview, I discussed the risks and
benefits of the study with participants and I reviewed informed consents. Participation
remained voluntary, and all participation, including interviews and screening, remained
confidential.

I used the interview guide and questionnaire were used to conduct semistructured
interviews with participants in the study. Clinic staff agreeing to hand out fliers are not
acting as community partners. According to the Walden University IRB, advertising
within a community organization did not require a community partner agreement.
However, individual site leaders might choose to have an additional IRB through their
organizations before participant recruitment would begin. My request to post participant
recruitment fliers was sent to clinic directors. The request included information about the
study and length of recruitment. Potential participants would voluntarily participate in
this study outside of their follow-up appointments. If patients choose to disclose their
own personal health information during the course of the interview process, it is not
considered protected health information (Walden IRB Chat room, personal
communication, March 6, 2018). Informed consent was discussed and included in the
final research results. The participants received an interview protocol prior to beginning

the interview. The data were collected from participants in a location of their choosing or
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by phone. Two qualitative studies have used phone interviews to improve patient
participation (Deacon, 2012; Eakin et al., 2017). Findings have shown that such
interviews eliminate the travel needs and potentially improve patient comfortability and
honesty in answering questions (Deacon, 2012). Researchers have examined this method
of using technology as a way to capture patients who have been discharged and due to
their ongoing disabilities, cannot meet in person (Balas et al., 2015).

The researcher was the sole collector of the data. One interview per participant
was conducted, and the interview length was determined by the length of the mini-test. 1
audiorecorded the session and took field notes. Participants were given the opportunity to
see the transcribed notes of their audiorecordings to verify the answers to the questions.
Participants who choose not to be audiorecorded could still participate in the study. I
included field notes during data analysis. Participant had the opportunity to review the
field notes to verify accuracy at the time of the in person interview.

I obtained informed consent from all participants. The participants received a
copy of the consent electronically by e-mail, or if they preferred, I gave them a paper
copy. I tracked participants in the qualitative software program and used a spreadsheet
appropriately to indicate where participants were in the process (consent obtained:
yes/no, interview scheduled, interview completed, etc.).

Data Collection

The format of the interviews consisted of semistructured, open ended questions

using familiar language. The questions were structured to be neutral in bias (i.e. “Please

provide some comments about the aftercare you received or would like to have
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received?”). As the interviewer, I had to establish trust and comfortability with the
participants early on in the interview. By developing a rapport with my participants, |
could elicit honest, deliberate answers to the research questions being asked. As the
researcher, I had to accept and understand when to appropriately interject, and when to
allow silence to enable participants to recall their experiences fully.

To build a relationship of trust with the participants, the start of the interview
began with a reflection on the purpose of this study. In addition, I reminded participants
of my role as the researcher and my role as a provider in an ICU setting. Despite these
roles being mutually exclusive, disclosure of both roles provided background to the study
purpose. Participants had the choice whether to be audiorecorded and nobody declined.
Field notes were taken during each interview.

For the interview exit strategy my gratitude was given for participation in the
study. I addressed other questions regarding the study at that time. At the conclusion of
the interview, the participants could validate their statements and review the field notes to
ensure the essence of their statements was captured. No follow up was required. The
recording of the interview was labeled with the participant de-identifier and transported
with the researcher. The recordings were transcribed and data files stored in qualitative
data collection software.

Previous research has shown that the use of post-ICU diaries can relieve some
stress associated with the legacies noted in critical illness survivors (Jensen et al., 2016).

So, as a thank you for participation, I offered participants an ICU diary.
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Data Analysis

This qualitative phenomenological study’s purpose was to examine the
perceptions of QOL after surviving critical illness and understanding the recovery
process from the perspective of the survivor. By utilizing a semistructured personal
interview process for data collection, I have provided insight of the lived experience of
the critical illness survivor. Conventional content analysis is an analytic process for
qualitative researchers utilizing phenomenology (Hsieh & Shannon, 2005). Braun and
Clarke’s (2006) six-step guide included the following: familiarizing oneself with data,
generating initial codes, searching for themes, reviewing themes, defining and naming
themes, and generating a report interpreting the themes related to the phenomenon. Data
analysis followed this structured stepwise iterative process throughout the data collection
process. A detailed description of the participant experience was transcribed from
audiotaped interviews and field notes. The iterative process of coding with theme
development persisted throughout the study which required reorganization of the data as
the study continued and themes were developed. The analysis was organized using
qualitative software. Discrepant cases were examined and analyzed as to the underlying
reason the case was outside the theme development. These discrepant cases are reported
in the results.

Issues of Trustworthiness

To establish trustworthiness, I followed Lincoln and Guba’s (1985) four

techniques for the qualitative researcher. Credibility, transferability, dependability, and

confirmability provided the structure for this study to establish trustworthiness.
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Credibility

Through credibility, a qualitative researcher can establish their findings as
truthful. In this research study, I established credibility through triangulation. I used
triangulation to establish credibility by comparing the field notes collected during
interviews with the audiotaped recordings. I used two collection methods to compare the
findings of the two processes. In addition, I asked participants to review the field notes at
the end of the interview process.

Transferability

The concept of transferability (external validity) is founded in the understanding
that the findings of one study can be generalized to another (Lincoln & Guba, 1985).
One-way qualitative researchers can establish external validity is by providing detailed,
thorough descriptions of the data collected (i.e. thick description). I used thick description
through field notes and audiotaped interviews. I provided a detailed description of the
lived experience of the participant and their perceptions of their experiences. [ used a
clear protocol to allow replication, should another researcher decide to replicate this
study. The participants included a range of survivors, from various cultural backgrounds,
genders, and incomes; therefore, improving the likelihood of transferability.
Dependability and Confirmability

Dependability is the qualitative counterpart of reliability, and confirmability is the
quantitative counterpart of objectivity. A research partner performed an external audit
after the data were anonymously coded with pseudonyms. In addition, this research used

an audit trail that included a step-by-step process of the semistructured interview, the
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field notes, interview recordings, and documentation maintenance. Researchers must
understand their positions within the study and the angle that they should use to
investigate a phenomenon (Hsieh & Shannon, 2005). Failing to mention preconceptions
could be misconceived as bias within qualitative inquiry; therefore, I used a reflexivity
journal to ensure my preconceptions remained transparent throughout each phase of the
study.
Ethical Procedures

The ethical rights of participants were protected by adhering to the policies and
procedures of site of recruitment (IRB00053070) and Walden University’s Institutional
Review Board (IRB) prior to any participant contact. Recruitment materials and process
was conducted with the highest level of integrity. Participants voluntarily participated in
the research study. At the time of participation, a detailed description of the process and
informed consent was obtained. The participant could ask any questions. Their voluntary
participation was to understand the phenomenon of survival and how recovery resources
could assist in the process. When unanticipated discussions occurred about specific
details regarding the participants’ health statuses or disease-related disclosures, or if the
participant had questions related to their current state of health, I interrupted the interview
process and discussed follow up with their provider. Voluntary disclosure of health
information from participants was not considered PHI and thus, did not require PHI to be
added to the IRB application according to the Walden University IRB. In addition,
participants were aware that policy questions, financial disclosures, or assistance with

bills was outside of the purview of this study. However, resources were available through
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their follow up clinic, and participants were redirected to seek assistance in their
facilities.

Several aspects of recovery might invoke emotional responses from the
participants. I remained aware of the psychological sequelae of critical illness and
although unintended, some questions might provoke uncomfortable memories or feelings
for some participants. If that situation arose, the participant could stop the interview
process. Building trust with the interviewee and providing a safe space for discussion was
an important aspect of this qualitative interview process. The post-ICU clinic had
psychological resources and participants received information on ways to obtain an
appointments, as appropriate.

Participants were informed both verbally and in writing about the study, and a
complete informed consent was signed and copied for each participant. The purpose of an
informed consent is so participants can be prepared by the researcher for the study
contents (Dudovsky, 2017). Voluntary participation was discussed in detail, including
withdrawal from the study if at any point that the participant would choose and for
whatever reason. In addition, participant confidentiality and anonymity were of
paramount importance to the researcher. I discussed the details of pseudonym usage and
storage of information with participants in detail. Electronic data was deidentified.
Making it impossible to link participant names with the data collected.

Data was stored by password-protected qualitative analysis software. Audio files

will remain on a password-protected computer equipment owned and accessible only by
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the researcher. Once transcription was complete, the audio files would kept in a safe for
privacy protection. After 5 years, the audio files will be destroyed.

Although I did not collect data within my workplace, nor with participants that are
employees or former employees, [ acknowledged as the researcher that my role as an ICU
clinician might create an unwarranted power differential. Several researchers
acknowledged that critical illness survivors preferred to have follow-up and discussions
surrounding their ICU stays with a clinicians familiar with critical illness (Czerwonka et
al., 2015; Kean et al., 2017). Some survivors have lapses of memory or active dreams
after their ICU stay. Past researchers have suggested that patients find it helpful to
describe these memories to a knowledgeable provider and gain further understanding of
the nature of these memories’ relationships to their ICU stays (Jensen et al., 2017). As the
researcher, I must ensure the integrity of this research is upheld. I disclosed my role as an
ICU clinician during informed consent allowed me to give examples of things that I could
not discuss during the interview process.

Summary

Through this qualitative, phenomenological study, I sought to understand survivor
QOL and resource availability during recovery from critical illness through qualitative
inquiry. In this chapter, I detailed the appropriateness of the design method, the sample
size, inclusion and exclusion criteria for the study, instrument utilization, foundation for
use, and ways that I ensured trustworthiness throughout the study. I framed the
methodology to the research questions, and I detailed discussions about other possible

qualitative methodologies that I rejected prior to carrying out the plan described here. 1



recruited critical illness survivors from a post-ICU clinic in central North Carolina. I
obtained informed consent and I conducted the research either in person or by phone.
Sample questions and the study purpose was discussed in detail with the participants
prior to consent for participation.

The ethical plan for the study included planning for participant safety, including
follow-up services if aspects of this study provoke unintended feelings that would have

disrupted the participant. Chapter 4 will detail the findings of the research.
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Chapter 4: Results

Introduction

The purpose of this qualitative phenomenological study was to understand the
patient perception of quality of life after surviving critical illness and how survivors can
help illuminate gaps in current health policies to provide better recovery resources for
this growing population. I wanted to understand the experience of survivors and how
their QOL is affected by recovery. The results of this study are disseminated to improve
health care providers’ understandings of how patients experienced critical illness
recovery. In addition, these results can be added to the growing body of qualitative
literature that supports new hypotheses in recovery research. The methods included
semistructured interviews of adult critical illness survivors to better understand QOL and
recovery in this specific patient population. Survivors with high QOL have reduced
rehospitalizations and less overall health care costs (Ruhl et al., 2017). I created the
research questions to focus on issues related to QOL preservation and a descriptive
account of the aftercare process, including rehabilitative needs, ongoing debilitations, and
access to care. This chapter is organized by the following sections: (a) setting, (b)
demographics, (c) data collection, (d) data analysis, (e) trustworthiness, (f) results, and
(g) summary.

Setting

The study was conducted in a post-ICU clinic in central North Carolina in one of

the only post-ICU recovery clinics in the United States. Participants were all treated at

the study site during their ICU stay and were scheduled for appointments in the ICU
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recovery clinic at discharge. The clinic has approximately a 50% no-show rate for follow-
up (personal communication, R. Bakhru, January, 2019). There were no personal or
organizational conditions that influenced participants or their experience at the time of
this study that could influence the interpretation of study results.
Demographics

I evaluated the perceptions of adult critical illness survivors on QOL and aftercare
resource availability when discharged. Table 1 shows a full demographic breakdown of
study participants. Adults included in this study were one African American woman (P5),
eight Caucasian men (P1, P3, P4, P6, P9, P10, P11, and P12), and three Caucasian
women (P2, P7, and P8). Of the 12 people interviewed, only one had been readmitted to
the hospital since their original ICU stay (P6). Nine participants were married (P1, P4,
P5, P6, P8 P9, P10, P11, and P12), two were not (P2 and P3), and one was a widow (P7).
All participants were in a private home prior to ICU admission. Three participants, P2,
P9, P12, were discharged to an acute care rehab facility prior to returning home. One
participant, D11, was still living in a LTC facility for rehabilitation at the time of the
interview and was scheduled to be discharged home the following week. Education level
among participants varied greatly with two participants having some high school (P7,
P10), five high school graduates (P5, P6, P9, P11, and P12), two with some college (P2,
P8), and three participants completing a college degree or more than one college degree
(P1, P3, and P4). None of the five participants who were working full-time (P1, P2, P6,

P9, and P10) prior to their ICU stay went back to working full-time.
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Table 1

Demographic Characteristics of Participants

Residence Residence Employed Employed

Readmission Race Education Married full-time full-time
before after
before after
P1 No Caucasian 2 AS Yes Private Private Yes No
P2 No Caucasian Some college No Private Acute care Yes No
P3 No Caucasian AS No Private Private No No
P4 No Caucasian BS Yes Private Private Retired Retired
P5 No African HS Yes Private Private No No
American
P6 Yes Caucasian HS Yes Private Private Yes No
P7 No Caucasian Some HS Widow Private Private No No
P8 No Caucasian Some College Yes Private Private No No
P9 No Caucasian HS Yes Private Acute care Yes No
P10 No Caucasian Some HS Yes Private Private Yes No
P11 No Caucasian HS Yes Private LTC Retired Retired
P12 No Caucasian HS Yes Private Acute care No No

Purposeful sampling was the data collection method, specifically targeting adult
survivors of critical illness from all backgrounds, education levels, and ages. The
opportunity to participate was given to every patient who came to follow up in the post-
ICU recovery clinic and met criteria for this study.

Data Collection

During the course of 6 months, 21 people were approached about this study with a
study flier. Of those 21 people, 12 consented and completed the interview. Two potential
participants expressed interest vocally but later chose not to participate due to family
obligations. Participants were recruited from a post-ICU clinic in central North Carolina.
Recruitment began after IRB approval in December 2018 and was completed in June
2019. T used only one instrument for this study. I conducted interviews either by phone or
in person at the post-ICU clinic. With permission from each participant, I recorded all
interviews. The original methods outlined in Chapter 3 included a broader target

population from other counties in North Carolina, but after conditional Walden IRB
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approval was obtained, in September 2018, I followed the methods outlined in Chapter 3
and experienced several recruitment difficulties.

I began recruitment by sending a letter and study flier to local clinic mangers at
three internal medicine clinics and a post-ICU clinic in various counties in North
Carolina. When I received no response, I followed up both by mail and in person to the
clinics within 2 weeks and then 4 weeks of the original mailing. After this follow-up, the
managers revealed limitations to recruitment. First, one clinic manager at a Durham clinic
could not participate because they require all research to include both Spanish and
English-speaking participants. Staff at another clinic in Wake County stated they did not
have a population that would meet criteria for the study, and staff of another clinic stated
they were a part of a larger academic medical center that would require their own IRB
process prior to posting the flier. The post-ICU recovery clinic responded to the request,
and the leaders also required a facility-specific IRB; however, all their patients identified
as survivors of critical illness. This characteristic improved the chances for recruitment;
therefore, I completed the IRB application, which was accepted on October 26, 2019. My
student status to perform research was added to the IRB on December 5, 2018, and 1
submitted the IRB approval from the study site to the Walden IRB on December 5, 2018.
On December 7, 2018, the Walden IRB authorized the research to begin. I completed the
first two interviews after the December 7, 2018, full approval.

The study site post-ICU recovery clinic had clinic hours on most Tuesday
afternoons. During these clinic hours, participant recruitment occurred. The study site

research nurse received copies of the study flier, consent, and screening tool. When
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participants were coming to the clinic, she checked the patient’s history for required
inclusion criteria, and if they met eligibility, she would contact me in one of two ways.
Either I would come to the clinic, give the flier to the potential participant, and discuss
the research study after the patient appointment; or she would give the participant the
study flier, which included the contact information for participation at a later date. I
obtained informed consent for each participant prior to the start of the interview. I
obtained consent either in person and a copy was given to the participant or verbal
consent was obtained and documented by phone, in accordance with the requirements of
the study site’s IRB.

In both phone and in person interviews, all audio recordings began after |
obtained consent and these did not include any protected information. After the recording
completed, I reviewed field notes with the participant. The recordings were transcribed
and transferred into a qualitative research software program to assist with accuracy. I sent
the transcript to participants by either e-mail or mail. If any discrepancies arose after
receipt of the transcript, they were instructed to send me the information by e-mail or by
phone to discuss.

Data Analysis

Data analysis followed Braun and Clarke’s (2006) six-step guide to qualitative
analysis. Initial analysis began with familiarization of the data. I began this step by
transcribing the audio recordings using automated transcribing software. I then audited
the transcription for errors, organized the transcript by interview question, and added

researcher notes from the interviews. I continuously read interview transcripts to become
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familiar with the data. These transcripts were read, and initial codes were derived.
Conventional content analysis with inductive coding continued throughout the course of
participant recruitment. Generation of initial codes by reading several interviews and
coding featured using a systematic fashion across the data set. When new codes were
noted, I reread the previous interviews to determine appropriateness of new code. This
inductive coding process continued throughout the course of the data collection period.

The third step began after initial codes were created. I grouped codes into themes
and created thematic matrices to align the developing themes to the research questions
and the phenomenon of recovering from critical illness. The thematic development
continued to evolve, and I reviewed, edited, and refined, as the I received the data. The
finalized themes were then defined with quoted examples from participants in the
qualitative codebook. The research team later used this codebook to confirm the thematic
development I had done. All data were continuously updated in the qualitative analysis
software. Codes, themes, and revisions were all done by me throughout the data
collection phase.
Preliminary Analysis

Preliminary coding was performed by using one-word or short phrases from the
interviews and followed the recurrence of these codes within several transcripts. Then, |
analyzed these codes and placed them in groups as themes. Figure 1 shows an example
for RQI; recurring codes included (a) activities of daily living, (b) breathe better, (c)
preserve strength, and (d) live healthier; these became the theme adapting to a new

normal. Similar iterative coding and thematic development occurred with RQ2. For
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example, codes included the following (a) family provided assistance, (b) limited

community resources, and (c) aftercare not covered; these became the theme dominated

by informal caregiving.

Adapting to a
new normal
I

Activities of Breathe Preserve Live
daily living better Strength Healthier
Figure 1. Adapting to new normal.
Dominated by
informal
caregiving
|
C T | |
Farr_uly leltec} A ftercare not Not safe to be

provided community covered alone

assistance resources

Figure 2. Dominated by informal caregiving.

Thematic Identification

The specific themes generated the following information from the data. Themes

for RQ1 became the following: (a) gratitude for life saved, (b) engaging in new life

priorities, (c) feeling supported and informed, (d) feeling prepared, (e) independence, and

(f) adapting to the new normal. For RQ2, themes emerged as (a) lacks unity, (b) limited
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by disparate information, (c) unknown financial burden, (d) unclear recovery trajectory,
and (e) dominated by informal caregiving.
Gratitude
All participants were grateful about the treatment they received in the ICU and
their abilities to pursue life once again. Some equated QOL with the gratitude of being
saved. P1 stated,
Well, naturally if the ICU had not been a success, I wouldn’t even have a life right
now, so, from that I gather that whatever life I have right now was totally
contributed to the care I received in ICU.
Other codes emerged into themes concerning the influence that the ICU had on
participants’ desire to reprioritize their lives, structuring their time with their families,
and finding ways to live a healthier lifestyle in an effort to avoid further ICU admissions.
P12 said,
I wasn’t ready. I have too much of my life left to live. I ain’t done much. My wife
and I have only been married 9 years, that’s just too small of a time. They can’t be
without me yet. They can’t support their selves.
The nontangible connection with life enabled participants to restructure their way of life.
P9 explained it like this:
Your priorities might change a little bit. You don’t look at things the same...
They’re still responsibilities. You’ve got to take care of things. ...all the things
that they do with the monthly bills and I don’t know, things that it’s helped me to

see. I mean, I do look at things differently.
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Others took the opportunity to use the recovery process as a way to create healthier habits
to avoid the ICU experience again. According to P8:
[I am] living healthier. I’'m trying to lose weight, I quit smoking. It was scary to
be in the ICU and remembering everything. So, I don’t want to be in that position
again. So, 'm trying to do everything to prevent that to happen.
These life changes were made by participants who developed a new appreciation for life,
reprioritizing their lives and goals, which was followed by the next common theme of
adapting to a new normal.
Adapting to a New Normal
Participants described ways that their lives differed and that they had adapted to
new limitations not present prior to their illnesses. This new theme, adapting to a new
normal, was elicited in various ways throughout the interview. Participants described the
adaptations they needed to make to preserve their QOL. By using adaptive techniques,
participants described the ability to be at home with new “normal” daily routines, which
allowed them to become, slowly, more functionally independent. For example, P6 said,
I wanted to keep working. I didn’t want to have to sit around but my job... I was
in construction and everything you do is lifting and carrying. It’s hard work and
the dust and paint and chemicals, it’s just too much. I couldn’t do it.
Others described this adaptation regarding the lives they left behind. P12 said, “Well, I
was sick for so long, I forgot what social was.” These adaptations resulted in a desire to

set goals for each day and find ways to do more each day to improve. P3 said,
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Every day is trying to accomplish more goals, more steps today, doing more
things. I will create chores for me to do just so I can do something and, exercise
more. I just want to do more than what I did the day before.

These adaptations could only occur when participants began to understand their
limitations. Given the acute nature of critical illness and the memory lapse that most
participants described during their hospitalization, it was difficult for many people to
understand the limitations they would have; therefore, preparation for discharge and
informed support structures would be necessary to improve this understanding.
Preparation, Information, and Support

The following themes for preservation of survivors’ QOL also entailed feeling (a)
prepared, (b) supported, and (c) informed. Most survivors in this study had familial
supports that were helpful but many had limited information regarding their recovery
trajectories or what to expect once discharged. Feeling unprepared or lacking information
created a reduced QOL for some participants and a constant state of confusion as to what
was next, and what would constitute normal recovery paths. For example, P8 commented
about how important understanding what to expect when it comes to flashbacks and
memory problems:

I think someone with a high risk of like depression or anxiety, some, you know,

possibly, hey, you know, there’s a chance that you can have flashbacks or

different emotional feelings or something, and the nightmares. And you know,
just possibly some insight on what possibly could happen with people with higher

risk of anxiety or depression.
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Others felt unprepared for their physical recoveries and were unsure of how to actively
participate in their care because they did not know what a normal recovery process would
be like, nor did they have anyone to ask. P2 recalls,
I mean maybe that’s standard; I have no idea. I’ve never done outpatient physical
therapy before. I never done inpatient physical therapist before. So, you know, I
have no idea if that’s normal. Not Normal. I don’t know.
Furthermore, support included discharging patients with the available tools to continue
healing. For some participants, this support included purchasing supplies on their own in
order to keep from returning to the hospital, only to find that the supplies were not
covered by insurance. P3 stated,
The dressing that is working for me, it’s like a foam pad and they cut it up. That’s
all it is, with some silver in it. I tried to buy it on Amazon and Amazon sells a pad
but not with the silver in it. To get the silver you have to have a medical license or
a business license and I have neither of those. And I don’t know why you need it
because it’s just a foam pad with silver.
Survivors of critical illness who participated in this study felt grateful for having their
lives saved. This empowered them to embrace new life priorities and making adaptations
to their new normal. This new path needs to be laid in a foundation that begins with
preparation, support, and information as to what to expect during recovery in order to

preserve their QOL and give them the tools needed to move past their debilitations.



92
Lacks Unity

The lack of preparation, information, and support for critical illness survivors lead
to a recovery program theme of lacks unity. Subthemes for lacks unity included (a)
variations in insurance, (b) unknown recovery trajectory, (c) limited by disparate
information, and (d) unknown financial burden. Participants not only did not know about
some of the recovery problems they would face, they also were uninformed of the
financial implications that this type of hospitalization and aftercare might require. During
the coding and thematic process, I noted that participants with and without prior
insurance, did not know the financial costs of their hospitalization. Several privately
insured participants (P6 and P9) described large, costly, bills that were nonnegotiable. P9
stated, “They’re [hospital employees] not allowed to tell if they don’t cover a certain
insurance company or not.” P6 shared a similar experience stating, “And then the
hospital, helped pay some, but I still had to pay $7,000 out-of-pocket. I’'m still paying on
it.” Most participants were unaware of how much was being paid or if bills had been
received. P1 stated, “I do know we have received bills, already in the mail, but I do not
know the status. I know I have insurance and they’re paying, but I don’t know how much
and how much we owe or whatever.” The final analysis developed themes from
participants on important issues to preserve QOL for survivors as well as themes related
to the description these survivors have for the aftercare they received. Understanding
these themes and creating sustainable programs for survivors after discharge could reduce

hospital readmissions and overall healthcare costs.
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Discrepant Case Analysis

Several discrepant cases were reviewed and included in the study results. Despite
some varying information, all discrepant cases contributed to overarching themes of other
survivors. For example, P5, defined QOL as thanking God, which was not a concept
mentioned by other participants. Only two others mentioned spirituality at all, P9 and
P12, and it was not in the context of contribution to QOL. In addition, P5 had a difficult
time following the questions, answering almost all questions with a comment about
leaving things up to God. This finding was incongruent with any of the other interviews.
P5 did contribute to the consistency of feeling grateful for being saved by stating, “[I]f it
wasn’t for people like y’all, I wouldn’t be here right now.”

Additionally, P4 answered most questions with brevity, although I interpreted his
body language during the interview as fearful of sharing the experience openly. One of
the limitations of any qualitative study is the honesty and openness of the participant.
Despite this demeanor, P4 contributed to the unanimous theme of gratitude and engaging
in new life priorities. He said, “I’ve got some different goals, scale my life back some and
see my grandchildren more.”

One participant, P1, believed that the recovery program was “right on the money”
and that the program “didn’t leave anything out.” He described in detail how attentive the
providers were, how coordinate the care was, and how much follow up specialty care he
received; including psychological counseling. Through personal voluntary disclosure I

later learned that this participant had an underlying diagnosis of cancer and much of the
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aftercare he was receiving was due to the fully coordinated and structured cancer care,
not a part of an ICU recovery program.

The results section includes a rich description of the themes related to each
research question. A full description of the issues important to preserve QOL and the
recovery experience of this group of survivors is examined there. The data analysis
continued throughout the data collection and continued on for several months after
completion.

Evidence of Trustworthiness

I prioritized establishing trustworthiness throughout the course of this study using
Lincoln and Guba’s (1985) four techniques for the qualitative researcher. By utilizing a
systematic process of credibility, I established transferability, dependability, and
confirmability, trustworthiness.

Triangulation was used throughout the study to established credibility. I reviewed
researcher field notes and the interviewees and I read the transcribed audiorecordings
(with one exception, P12, who passed away just days after being interviewed). In
addition, I sent to the participant a copy of the transcribed interview (by e-mail or U.S.
postal service depending on participant preference). Only editorial comments were made
from some participants after receiving the transcript.

Thick description was used to establish external validity. By providing thorough
descriptions of the data collected through field notes and audiotaped interviews, I

outlined a clear protocol for replication of this study. The participants from this study
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were from various backgrounds, education levels, and ages, which improved
transferability in qualitative research.

The research team completed an external audit as they were familiar with
qualitative coding and code book utilization. The research team evaluated the transcripts,
notes, and analyzed the raw data to verify coding. In addition, an audit trail, which
included a process for the semistructured interviews, field note documentation, and
reflexivity journal maintenance was maintained throughout the course of the study.

Results

The term Quality of life (QOL) is defined by the dictionary as “the standard of
health, comfort, and happiness experienced by an individual or group” (“Quality of Life,”
n.d.). It is with this definition in mind researchers have studied QOL within groups of
survivors, including those surviving critical illness. However, no study to date has
determined personal definitions of QOL and if that coincides with the medical construct
associated with QOL. Thus, the first study question for this research sought to understand
the survivor definition of the term quality of life and the participant answers are outlined

in Table 2.
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Participant Definition of Quality of Life

Document name

Segment

P8
P7

P4

P1

P3

P5

P2

P10
P9

To be happy. To be happy. Happy and healthy.

The quality of life means spending time with my great
grandson.

Get up every morning and be mobile and eat good food.
And see my grand babies.

I would say the level at which you’re able to talk
function with your daily routine. I guess.

Just being able to be ambulatory and get around.

I think it’s good. I was lucky. As I thank God, God is.
being able to hold a job without restrictions being able to
do what I want to when I want without restrictions.

I don’t know. It’s important. I guess that’s it. Importance

Being, having good health; family there, that’s very, very
important

When coding specifically within this question, the general theme of QOL from

the perspectives of critical illness survivors was to participate in their lives, function in

their daily routines, spend time with families, and have good health. However, the

variation of these definitions, when compared to the general definition, should be

considered when future research is dedicated to understanding QOL in this survivor

population. In addition, the themes that emerged from the data reveal that participants

QOL is improved when they engage in new life priorities and adapt to their new normal,

which is somewhat contradictory to how they defined QOL in the beginning.

I used the following research questions to explore the lived experience of critical

illness survivors on the paths to recovery:

RQ1: What are the issues important to preserve quality of life from the

perspective of critical illness survivors?
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RQ2: How do survivors of critical illness describe rehabilitative services after
discharge?

Answering these research questions will provide useful information for future
studies in this large group of survivors. I coded and developed themes related to the
research questions. Then I created a thematic matrix to reveal areas that are congruent
throughout.

Research Question 1: Quality of Life preservation

To preserve QOL for critical illness survivors, they need to feel prepared,
supported and informed, adapt to the new normal, and engage in new life priorities.
Adapting to a new normal had the highest response rates of participants describing their
recovery and what their lives were like at the time of this study. Figure 3 shows a graphic
depiction of the main themes. P12 said, “I don’t remember stuff. Maybe I got a little
something wrong up there, I don’t know. I tried to buy a drink, for $5 just dumb stuff like
that. So, I try not to mess with money right now.” As participants describe their recovery
process, lack of preparation arose as the second most common barrier to QOL. The theme
feel prepared is a priority as these participants struggled with a true understanding of
what effect critical illness had on their bodies. P9 recalled,

I didn’t even realize how, what this would do to my body, it’s...it’s so amazing.

It’s so amazing how it, how much strength I lost. It just, it just totally muscle

strength and endurance. How much it takes away from you.

Others, described the need for preparation by detailing how they envisioned recovery to

go, only to find out how much longer it would actually take. P2 expressed,
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What my thinking was that I would come home from the hospital, be home for a
week, and I’d go back to work full time and life would go back to normal. I never
realized that it would be so difficult and that my body would still be healing and
that when you’re in bed for 55 days, it takes a toll on your body and it takes a long
time for your body to recover. Nobody ever explained that to me that it was going
to be harder.

The third most common emerged theme for RQ1 surrounding support and
information. This theme was defined differently than preparation as support was noted to
be from staff, caregivers, and insurance. Preparation involved knowledge of what was to
come, while support was how people used external aid during recovery. P9 said, “But I
did a real good walk down the hall. And that was, uh, that was the first time I’d really
accomplished something without a walker. Them walking the side of me without any
assistance.” Having supportive staff, made participants believe they had somewhere to go
for assistance and that the people involved in their care really wanted them to get better.
P1 stated, “That really gives you a good feeling that you’re not just somebody, a number
or just a paycheck for some people, you know.”

Lastly, engaging in new life priorities emerged from the data as participants
continuously described feeling changes due to this experience. They changed in ways
they did not expect, thereby forcing them to look at life in a new way. This finding was
evident in several of the participant answers to various questions. Being able to engage in
new life priorities helped improve their QOL as they focused their priorities on the future.

P1 stated, “I am just trying to enjoy the time I have. And again, take it day by day.” P3
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reflected, “It’s just put a lot of things in perspective. Like I know I’m trying to focus on

getting the weight off.” Others used their experiences as motivation for getting better and
going home. P2 said, “I was so sick and tired of being in the hospital. I was ready to
make the improvements that I could come home and resume my life, so I gave them 200

percent when I was in there.” Figure 3 shows participants’ overall themes for preserving

QOL.

Feel
Prepared

N

Engage in
new life
priorities

Support
&
Informed

D

Adapting
to new
normal

Figure 3. QOL preservation.

RQ2 Describe Aftercare

All participants could describe their experiences with aftercare resource
availability regarding their recovery trajectories. Most described an overarching theme
that aftercare resources were not well coordinated and thus the theme of lacks unity
emerged. Figure 4 depicts the themes related to the RQ2. Most responses concerned
limited coordination, unknown aspects of recovery, particularly physical, limited, or no,

psychological resource availability, lack of structured comprehensive programing,
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disjointed communication with staff, hospital, burden on families, and unknown financial
/ out-of-pocket costs. Four subthemes of lacks unity included (a) limited by disparate
information, (b) unclear recovery trajectory, (c) unknown financial burden, and (d)
variations in insurance. The second theme that emerged regarding aftercare was the
dominance of informal caregiving.

Participants were asked whether or not anyone discussed the aftercare that they
might require after ICU discharge. P8 stated, “I don’t remember too much of them
discussing the services; except just to be in contact with your provider and come to this
appointment on this day type of thing.” P6 recalled, “If they did, I don’t remember
having it.” One participant struggled with SOB at home, had difficulty doing her
activities of daily living, and wanted to participate in a recovery rehabilitation program,
however, she received disparate information from her primary doctor regarding
rehabilitation. P7 stated, “I participated in a regular exercise schedule but doctor Dr. XYZ
told me to not do it (exercise) right now since my lungs were bad, and I should wait about
a month before I start back exercising.”

Additional comments about the lack of coordination were made regarding staff in
the hospital providing information but that the out-patient resources were unavailable, or
required a long waiting period before an appointment could be made. This disconnection
led to an unclear recovery trajectory for these participants. P2 stated,

A case worker came in and talked to me the day I was discharged from the

hospital, but you know, they’re always in a hurry and they said, you have this

appointment, this appointment, this appointment, this appointment, scheduled.
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And I needed to see a neurologist, but couldn’t get an appointment until January
8th, and it was only November. What am I supposed to do between now and
January 8, I’m trying to go back to work.
This disjointed communication and lack of unity created a sense of fear from participants
who were unsure what to expect next and where to get accurate information regarding
recovery.

In addition to the confusion surrounding the recovery process and resource
utilization, most participants had financial burdens after illness that were confusing and
delayed. Participants were either privately insured, used federally sponsored insurance
(Medicare and/or Medicaid), or were uninsured. Although the type of insurance was not
specifically asked during this interview, participants were asked to describe interactions
with insurance, payment planning, and who paid for the services that were needed during
recovery. During the course of their description, it was often clear what type of insurance
they had and those who were uninsured discussed being uninsured. This question
indicated variations in insurance coverage that contributed to the lack of unity for
recovery support.

For example, five study participants had private insurance (P1, P2, P4, P6, and
P9). Among these five participants, three had specific issues with insurance that required
multiple phone calls, advocacy letter, or resulted in out-of-network coverages and large
bills. One participant, P1, had no idea what bills came or who paid those bills. P9
believed that the insurance company was covering much of his hospitalization; however,

he was responsible for paying an out-of-network cost for his emergency room visit. He
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recalled, “They [hospitals] aren’t allowed to tell if they don’t cover a certain insurance
company or not.” He believed this response was excessive given he was in an emergency
situation and would not have been able to choose an in-network provider. P6 had a
similar experience, over a year after his hospitalization he was still paying off medical
bills. He said, “And then one hospital helped me pay some, but I still had to pay $7,000
out-of-pocket. I'm still paying on it.” P2 had difficulties with obtaining coverage for
several aspects of recovery; the most notable was her acute care facility that was
recommended by the doctor. P2 described her experience with insurance, “everything
with Private Insurance A, was a fight.” Specifically, the denials were for acute care
facility, recommended by her doctor, versus discharge to a nursing home, recommended
by her insurance. The doctor recommended two weeks at an acute care facility but it took
multiple denials of coverage, phone calls, and finally a physician letter to the insurance
company before authorization occurred. This delayed P2’s discharge, which resulted in
multiple communication issues. Social work told P2 to go to a nursing home, and the
doctor told P2 that she needed acute care rehabilitation. These unknown, or known,
financial burdens create an under-current of anxiety for survivors. In addition, they knew
their informal caregivers / families were dealings with these additional burdens.

Three participants self-identified as uninsured during the interview. All three, P8,
P10, and P12, described applications for Medicaid being submitted while they were in the
ICU. P10 was uninsured during the hospitalization and didn’t qualify for physical
therapy. P10 described, “I was not walking at my baseline at all, not what I was used to

at all.” In addition to being sent home without resources, P10 was concerned about the
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financial impacts of his hospitalization. He said, “We’re still waiting on Medicaid.
Waiting on a decision. Oh, we’re getting the bills anyway; it’s stressful, especially when I
ain’t working.” P8 had a similar experience, “I don’t know what’s going on now, my
husband turned everything in...but that’s about it. I haven’t gotten any bills yet, it’s
coming, but [ haven’t gotten a bill yet.” It is unclear how long the application process
takes, but it limited these survivor’s ability to access rehabilitative services.

The last group of participants were already enrolled in government funded
insurance programs. Most of these participants spoke highly of their interactions with
insurance, P11 stated, “All they do is write the checks.” Additionally, P5 had a similar
experience: “Our insurance paid for everything, when I go to the doctor I don’t pay for
nothing.” P3 expressed a slightly different experience as he had ongoing needs that
turned out to be uncovered when he went home. His ongoing wound care required a
specific type of wound care supply. The same supply had been used while he was in the
hospital and was the only one that worked for him. However, it was not until he was
discharged and attempted to purchase these supplies to continue the care at home, was he
informed that Medicaid doesn’t pay for that type of wound care. They would pay for him
to be discharged to a nursing home until his wounds healed, but would not pay for the
same supply for him to use at home.

Informal Caregivers

An important theme throughout the aftercare resource discussion involved

informal caregiving. I observed during this study that informal caregivers were the

solution to the nonunified recovery process. All participants in this study attended clinic
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with a family member. They all described family assistance throughout the course of their
recovery. For example, P7 described a need for a shower chairs and other assistive
devices after she went home. P7’s son went and bought her these supplies, and paid out-
of-pocket. P12, a 41 year-old survivor, moved in with his parents because he could not
get ready, dress, shower, and ambulate safely, despite spending 2 weeks in acute rehab
prior to returning home. P1, P3, and P4 all described family that helped them recover.
P1’s sister met with the home health nurse and took over care due to the cost of the home
health nurse. P3’s dad drove him to appointments until he could take himself, and P4’s
wife provided his assistance when he transitioned to home. P2 described her
roommate/best friend as her advocate. She described instances where her roommate had
to defend her, advocate for her recovery program, and, at times, had conflicts with staff
who were requesting she be discharged to nursing homes as opposed to acute rehab as
suggested by her doctor. In addition, despite going to acute rehab for 2 weeks after her
discharge, when she returned home she still could not be left alone at home. She required
help with her activities of daily living, walking, and getting to her appointments.

In addition, during the course of these interviews, I noted that informal caregivers
became the memory for participants. The participants relied on their close families or
friends to provide historical information about their illness, transitions of care, and
recovery process. During his hospitalization, P9’s wife would have friends and family
call him, and she held the recording up to his ear so he could hear people encouraging
him to get better. Additionally, she kept a photo journal for him, and when he went home

and was asking questions about his illness, she showed him how sick he was by using
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pictures. The lack of recollection of the ICU stay created a void for these participants and
thus, contributed to their inability to fully understand why they were having trouble with
recovery. The need for preparation, support, and information, to preserve QOL, for these
participants, was made possible by their informal caregivers. In addition, the support
services after hospitalization would not have been possible without the contribution of

family and friends, even those who went to a formalized recovery program.

Dominated by Informal Caregiving

Unknown Unknown
financial recovery
burden trajectory

Limited by
disparate
information

Variation in

insurance

Figure 4. Description of aftercare resource availability.

Links between RQ1 and RQ2

The overarching themes among RQ1 and RQ2 connected in several ways.
Participants believed preparation was an important way to preserve their QOL but they
described aftercare resource availability as lacking unity, leading to an unknown recovery
trajectory. Providing participants with more preparation at discharge would not only
improve their QOL, but could also reduce caregiver burden and improve return of

functional independence.
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The same link was found between QOL requiring support and information, but
aftercare was described as limited, and providing disparate information. Participants
wanted to feel informed and to participate in their recoveries. Their underlying feeling of
gratitude became a way for them to newly align with their lives by engaging in new life
priorities and making adaptations to continue on the road to independence. By informing
the participants of the recovery options and community supports, participants could
become more involved in their care and the burden being placed on unqualified informal
caregivers could be alleviated.

Gratitude

All participants expressed gratitude for their lives being saved. This theme was
the only unanimous theme throughout the course of this study. Participants believed they
would not even have the opportunity to have a QOL, if it had not been for the heroic
efforts of their ICU care. This sentiment was expressed regardless of the physical,
emotional, or psychological sequelae that they experienced after discharge. Thus,
gratitude became the foundation for survivors QOL and it allowed them to move forward,
engage in their new life priorities, and adapt to their new normal. P12 stated “It flipped
my whole life upside down. Yeah. But I don’t care, [ am glad I got my life back.” P6
expressed gratitude when he said “They saved my life.” Several participants (P4, P11,
and P12) responded to the first interview question with a reverence of gratitude.
Statements about having a life now and were given the chance to live it, that alone gave
them a feeling of quality. Additionally, some respondents described an existential

component to their gratitude of being saved, such as P2 who felt “Blessed because I



107

wasn’t even supposed to be here. But I still lost a lot.” And PS5 said “Believe in God.
Don’t wait till you’re sick to call on God. God is good all the time.” This gratitude was a
primary influencer in participant recovery.
Discharge Destination

Three participants went to an acute care rehab facility (P2, P9, and P12) and one
went to a skilled nursing facility with rehabilitative services (P11). These participant
interviews were initially coded with the entire interview set of participants, and then
analyzed separately to determine if any differences occurred in QOL perceptions or the
recovery experiences amongst those with formal rehabilitative services prior to returning
home. Two participants, P2 and P9, had to request, to go to acute rehab prior to returning
home. Both of these participants describe being told about an acute care facility, but
needing advocates to assist in navigating them to their preferred discharge destination.
During the discharge experience, P2 recalled “Everything with private insurance A was a
fight, especially getting transferred to the rehab center. It took a month and they denied
me being transferred to the rehab center.” P9 and his wife were unaware of rehabilitative
services or facilities and when they were learning about discharge to a nursing home, a
staff member recommended that they should ask about a specialized acute care
rehabilitative center near the hospital. P9 said,

We didn’t know what you had to do. It’s like we thought maybe there were

certain people could only use it [acute care rehab center]. We were just like

asking can we go there cause we, heard, we heard a lot of good things about it.
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P11 was the only participant who went to a skilled nursing facility after his ICU
stay. He described the aftercare discussion as brief, and transitions between care very
limited. The facility he chose to go to was the only one near his home town, thus he had
little input on where he could go after his ICU stay. He described his physical state prior
to going to the skilled nursing facility when he reflected back and said, “I couldn’t walk. I
barely could stand and even then it wasn’t for more than 10 seconds.” After 5 weeks in
the facility, he was seen in the post-ICU clinic and participated in this interview.
Although he had come along way, he still needed help with walking, bathing, and pacing
himself due to shortness of breath. He was being discharged 2 days after the interview
completed and was scheduled for out-patient therapy to continue his recovery process.

Summary

The purpose of this study was to understand the critical illness survivor
experience with recovery and what aspects are most important to preserve their QOL
after discharge. This phenomenological qualitative study was conducted to allow for the
patient experience to highlight gaps in current recovery resources for this growing group
of survivors. I specifically focused on the lived experiences of the critical illness
survivors over the age of 18, within 18 months of discharge, and on mechanical
ventilation for a minimum of 48 hours.

The data for this study were gathered by using semistructured questions for two
research questions. The first portion of the interview focused on RQ1 and the second
portion of the interview was designed to focus on RQ2. At the conclusion of the study, 12

participants were interviewed during the course of 6 months, and the iterative process of
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coding and analysis was done throughout the course of recruitment. These data resulted
in thematic matrices, coded by me, to answer the research questions. Critical illness
survivors felt grateful for being saved, and to preserve the QOL after survival, these
participants needed to feel prepared, supported, and educated. Having their lives saved
made them engage in new life priorities to allow their QOL to take on new levels of
appreciation. The recovery process lacked unity, was dominated by informal caregiving,
had unclear financial burdens, and was limited by disparate information.

This chapter included the research setting, demographics, data collection methods,
data analysis, and data results. In addition, the research process was described in detail,
including ways of establishing trustworthiness and credibility. In Chapter 5, I will
reiterate the purpose and nature of this study. In addition, the interpretation of these key
findings will be compared to the current literature. I will also compare these results with
other studies. In addition, I examine the results within the theoretical framework and how

these findings can influence future study.
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Chapter 5: Discussion, Recommendations, and Conclusions
Introduction

The purpose of this qualitative phenomenological study was to understand the
patient perception of QOL after surviving critical illness and how survivors can help
illuminate gaps in current health policies to provide better recovery resources for this
growing population. I wanted to understand the experience of survivors and how their
QOL was affected by recovery. The results of this study can improve health care
providers’ understandings of how patients experience critical illness recovery as well as
provide information for policy makers to influence recovery programs for these
survivors. In addition, these results have added to the growing body of data that supports
new hypotheses in recovery research. The methods included semistructured interviews of
adult critical illness survivors to better understand QOL and recovery in this specific
patient population. Survivors with high QOL have reduced rehospitalizations and less
overall health care costs (Ruhl et al., 2017).

Key Findings

Results from these interviews showed that critical illness survivors were grateful
for their lives, which brought an appreciation for QOL. In addition, participants’ QOL
was interdependent on the key themes: support, informed, and prepared. These findings
were supported by key research in the field, such as Jensen et al. (2017) and Deacon
(2012) who studied key components of post-ICU rehabilitation that contribute to QOL.

The current results indicated that preservation of QOL for survivors starts with surviving.
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This process brought participants to the next phase of recovery, engaging in new life
priorities by adapting to new normal levels of function.

In addition, participants in this study found that the aftercare journey lacked unity,
was limited by disparate information, and had an unknown recovery trajectory. Even
participants who went to an acute care recovery program prior to returning home had
major functional limitations that required home caregiving. Several participants described
the first few days at home after being discharged when they began to realize how much
care they needed in doing typical everyday activities. In addition, these survivors began
to realize ways they would need to restructure their lives to align it with new life goals
surrounded by family and reprioritization of time. None of these participants could return
to their preillness work lives, which was described in several ways. A few participants
wanted to reassess how much time they were spending at work and if that was a useful
way to spend time given their recent near-death experience. Others believed that
returning to work was part of their QOL and, thus, continued to feel inhibited by their
new normal.

Overall I found that participants’ QOL and aftercare resource availability were
intertwined. Feeling prepared for the recovery journey, being educated and informed
about their illness and process, being able to adapt to their new normal, and having
gratitude transformed their decisions to engage in new life priorities. Aftercare influenced
QOL for these survivors because it lacked unity and had unknown financial burdens, had
limited and disjointed communication, and created confusion as participants moved

through their recovery journeys.
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Interpretation of the Findings

The foundation of this study involved recognizing a gap in the current literature
surrounding critical illness survivors’ QOL and their experiences during recovery. A
rising body of literature has been published around the world that defines a prolonged,
high-mortality state for ICU survivors, yet the lived experiences of these survivors had
gone unexplored. This study process began with examining critical illness survivors’
definition of QOL, issues affecting their QOL, and their experience with the recovery
process in terms of access, transitions, insurance, and rehabilitative programming. This
study has added to the public policy literature by documenting the lived experiences of
critical illness survivors during recovery and their interpretation of how the supports
following this catastrophic disease state could be improved for future survivors. In
addition, this is the only study that used qualitative inquiry to examine the recovery
process in the United States.

The first research question asked about the issues important to preserve the QOL
from the perspective of critical illness survivors. In this qualitative, phenomenological
approach, I gathered information of the phenomenon of recovery in this specific survivor
population. The only way to fully understand the problems that ICU survivors face during
recovery is to get the patient perspective of the recovery process (Hashem et al., 2016).
This shift in research comes after multiple, large, multicenter quantitative trials have
failed to improve the recovery journey for this population of survivors.

Research examining the recovery process for critical illness survivors has been

increasing in the last decade. Seminal publications have revealed that the improvement in
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mortality outcomes has also led to an increase in the population of people being
discharged to acute care rehab (Kaukonen et al., 2014). Other researchers have defined
the psychological, physical, and social sequalae plaguing survivors as PICS (Needham et
al., 2012) and a full understanding of the lived experience through qualitative inquiry has
been recommended (Hashem et al., 2016). Qualitative inquiry has been used in several
studies to understand different aspects of recovery and the effect recovery has on QOL.
Through improved policy supports, survivors may be able to experience more cohesive
recovery programs that are not financially burdensome and that provide cohesive
continuity of care.

Key themes from this study are supported in qualitative studies throughout the
field of critical illness. For example, Walker et al. (2015) found that participants wanted
to feel cared about and supported emotionally; Deacon’s (2012) participants also
described information and education as key components to QOL preservation.
Conversely, Jensen (2016) found that due to tax-paid rehabilitation services, their patient
population felt well-informed about rehabilitation. These health care policy differences
are one barrier to cross-comparing study results being conducted throughout the world.
Future studies in the United States should include a closer assessment of barriers to
access for recovery resources and funding allocation for the necessary rehabilitative
needs of this survivor population. Another study—published in Denmark, where public
health insurance is also provided—showed that recovery after rehabilitation from critical

illness required months of rehabilitation, extensive sick leave for informal caregivers, and
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a large economic impact on the health care system (Agard, Lomborg, Tonnesen, &
Egerod, 2014).

In 2012, these same Danish researchers found that QOL was dependent on
functional capacity, notably physical, and the participants’ goal was to return to their
premorbid physical function and domestic participation (Agard, Egerod, Tonnesen, &
Lomborg, 2012). Similarly, in my study, participants were adapting to their new normal
by slowly integrating their previous activities as tolerated by their new limitations. In
addition, Agard, Egerod, Tonnesen, and Lomborg (2012) found that participants were
focused primarily on short-term goals during recovery and did not appear as focused on
the psychological debilitations they were experiencing. This could be due to the fact that
physical function is such an obvious form of debilitation that survivors are not even
aware of the memory loss and traumatic aspects of recovery until later. Another
possibility is that caregivers have become so ingrained in the recovery process and
supplement memories so thoroughly that participants do not realize where their memories
end and the caregivers’ memories begin. These participants all used their caregiver for
supplemental memory and historical reference, much like Jensen et al.’s (2017) findings
that patients recovering from critical illness relied on relatives as a primary source of
historical information. In addition, my study participants acknowledged having problems
with thinking and memory, yet they lacked insight in the ICU as the causative agent.
Instead, they placed emphasis on old age or previous health conditions that were prior to

their ICU stay. It was interesting to note that problems with thinking and memory did not
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interfere with their daily life until after the ICU stay, but none of these participants
associated the ICU as the cause for these deficits.

Physical dysfunction has been the primary focus for recovery in survivors of
critical illness due to significant muscle loss during hospitalization. To address this
physical morbidity, a seminal paper published a comprehensive whole-body rehabilitative
strategy that improved predischarge functional status of survivors at discharge
(Schweickert et al., 2009). Physical dysfunction is a significant contributor to increasing
length of stay, health care utilization, and QOL (Parry, Huang, & Needham, 2017);
therefore, improving functional recovery, by using physical therapy, is a way to decrease
the number of critical illness survivors facing disabilities after discharge. Several studies
have shown ways to improve predischarge functional status (Parry et al, 2015; Schaller et
al., 2016; Schweickert et al., 2009), yet much like this study, participants in other studies
have continued to describe reduced physical function and desire to improve access to
functional rehabilitation. Deacon (2012) examined survivors’ QOL following discharge
and revealed that they needed improved assessment and therapy to assist in their recovery
process. Similarly, Walker et al. (2015) found early improvement in physical fitness for
participants who used a structured exercise intervention. These findings indicated that
although known deficits were discovered that prolonged the morbidity of critical illness
survivors, using interviews to understand the lived experience revealed that the disability
was not necessarily the cause of reduced QOL. Being prepared for the recovery journey

and given appropriate support mechanisms could assist these survivors and their families.
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I examined the correlation with QOL and the recovery process. Physical,
psychological, and social morbidities have been presumed causes of reduced QOL and
studies for recovery program changes have failed to correlate with QOL improvement.
For example, recent focus on the ICU causative effects and post-traumatic stress disorder
during discharge have produced several studies specifically addressing psychological
issues facing survivors and if their recovery journey could be improved with structured
programming. Most recently, Wade et al. (2019) found no difference in survivors who
underwent a structured psychological intervention program versus standard treatment.
They hypothesize that these results were negative for several reasons, the timing of the
support, the people delivering the psychological care, or that their illness early on was too
severe causing them to be preoccupied with their fatigue. This preoccupation inhibited
them from fully participating in the psychological support. This aligns with data from this
study as participants discussed psychological issues, however, the focus was more on
improving activities of daily living, reducing SOB, and physical function.

The findings from this study have emphasized the importance of examining all
aspects of recovery, not only negative symptoms of PICS. Feelings of gratitude noted
unanimously amongst the survivors of this study, have also been reported in other
studies. Jensen et al.’s (2017) participants describe gratitude for being alive, regardless of
the difficulties experienced during the recovery process. Agard et al. (2012) also found
participants showing gratitude and renewed connectedness with loved ones. This

connectedness seemed to positively influence recovery and it was encouraging to learn
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that survivors report a positive aspect to recovery. This sentiment is important for critical
care providers and researchers as some studies hypothesize that surviving with these
prolonged debilitations is worse than death. My study participants used their gratefulness
to engage in new life priorities, thereby enabling them to become resourceful and
adaptive with their limitations. Researchers to date have focused primarily on the
negative outcomes of recovery and less on these existential components that are
prominent among survivor’s. Perhaps these positive attributes are not as obvious to an
external observer. This study added to the growing qualitative research that will assist in
exploring these components of recovery in the future.
Influences of Long-Term Care Services and Supports

In the United States, limited published data exists on the lived experience of
critical illness survivors during rehabilitation. However, I found that participants are
faced with a health care system that lacks unity, is disjointed, and negatively influenced
their QOL. This subsequently impacts the survivor’s ability to physically care for
themselves, participate in activities of daily living, and when applicable, return to work.
In addition, their debilitation increases the need for familial supports and these informal
caregivers are also less likely to return to work. Critical illness is an acute illness with
chronic consequences that requires survivor rehabilitative services that are supported by
LTC public policies.

LTC does not only include a nursing home or formal care. In the United States,
over 1.5 million people are receiving LTC in the community, and one in five households

has an informal caregiver providing these services (How Many Caregivers, 2015). To
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qualify as a LTC recipient, one must need assistance with at least one basic self-care task;
therefore, critical illness survivors should be able to use the structured services that
already exist. Furthermore, the American Disabilities Act defines disability as a person
with a physical or mental impairment that substantially limits one or more major life
activities (ADA network, n.d.). However, the fragmented nature of the LTC system and
the lack of optimized structured recovery data makes it difficult to deliver appropriate
services.

In this study, participants all struggled with one or more self-care task when they
returned home, even if they attended a formal acute care program. In addition, they all
report having informal caregivers as their primary caregiver. Iwashyna (2012) discovered
that understanding the full impact of postcritical illness disability was difficult to
ascertain due to the limited formal understanding of survivor needs after discharge. In
addition, the health care system is so strained, that adding another defined disability to
the current system will require a large body of formal research that is still in its infancy.
This study is one of the first studies to ask survivors their experience with recovery and
understand the aftercare for the U.S. survivors. PICS has been studied throughout the
world, but most of the economic and post-ICU studies being done internationally are
difficult to compare given the lack of universal health care coverage in the United States.
The Affordable Care Act, Medicare, and Medicaid act as the most comparable
government-funded insurance programs, however, the ability for these programs to

coordinate LTC has proven to be controversial over the last several decades.
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Medicaid disability participants account for only 15% of enrollees, however,
almost 50% of expenditures (Iwashyna 2012). Adding this large population of critical
care survivors could have significant impact on public health care costs at both national
and state levels. The Affordable Care Act attempted to address the void in structured
rehabilitation by creating a group of defined essential health benefits. According to the
Affordable Care Act, rehabilitative services are an essential health benefit but the way to
pay and implement these services is left up to the state (Bagley, 2018). This creates
another difficult barrier to standardizing survivor services across the country.

Research into recovery supports is important for survivors as the number of
critically ill surviving to discharge rises, increasing numbers of patients are discharged to
acute or LTC, and the population continues live longer. There continues to be discord
among policy makers in the United States in addressing the LTC service needs, how it
should be financed, and how to create an adequate infrastructure (Miller & Nadash,
2014). A formal recovery process must begin with the foundation of policy support.

The aftercare experience for survivors in this study also had several subthemes
such as limited by disparate information, unknown financial burdens, and variation in
insurance. This finding aligned with Pattison et al. (2015) and Czerwonka et al. (2015)
whom both found similar discontinuity of care in survivor experiences and the desire for
survivors to shift from dependence to independence. Deacon (2012) also found that
participants needed personal support as well as therapy to provide tools for recovery. This
finding aligned well with my study participants who described an unknown recovery

trajectory and being nowhere near their baseline functional status when discharged to
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home. This cascade of events leads to a large group of family and friends, informal
caregivers, to continue providing the necessary rehabilitation support that was once being
provided by highly qualified and trained health care professionals. Informal caregivers
are not only not qualified to provide this type of supportive care, researchers have found
that posttraumatic stress disorder symptoms also impact the caregivers of the critically ill
and therefore, may lead to gaps or delays in recovery (Kang & Jeong, 2018). Czerwonka
et al. (2015) reported that families do not feel there is continuity of care for critical illness
survivors which contributes to feelings of fear of the unknown navigation for recovery.
This feeling was also true among participants who commented on feelings of fear of the
unknown which makes returning to their baseline QOL, difficult.

A focus for the future could be forms of electronic follow up including e-mail,
web-based video conferencing, and telemedicine, to reduce the burden on informal
caregivers. To better address the void of resources for survivors, Pattison et al. (2015)
suggested e-mail follow-up as an affordable way to improve access to care, and provides
long-term access to knowledgeable ICU staff who are aware of the specific sequelae
these patients and families may encounter.

In conclusion, findings of this study indicate that critical illness survivor QOL is
dependent on preparedness, information, and support. They currently feel that the
aftercare process lacks unity due to disparate information, variations in insurance, and
unknown financial implications of their hospitalization or recovery. In addition, the
recovery foundation relies heavily on informal caregivers. The current body of research

identifying PICS syndrome and a core-outcome set to unify study results. Qualitative
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inquiry can align with quantitative trials to capture the essence of the patient experience.
The participants in this study value their life being saved and were able to adapt to their
new normalcy. This ability to adapt brought on a new sense of engagement with their life
priorities. Regardless of the debilitating effects critical care left them with, QOL is
dependent on feeling grateful for having this life to continue experiencing. Aftercare
resource focus needs to begin with a structured, informed, support system that gives these
survivors a better understanding of what to expect after they leave the confines of the
hospital. It is only through policy support that these rehabilitative services can be
implemented.
Rational Choice Theory

Informed decision-making is an important part of today’s health care. As
therapeutic interventions continue to lengthen life years, patients and families are
constantly faced with decision-making. It is with this in mind that RCT was chosen as the
theoretical framework for this study. If patients are given the appropriate information,
RCT, posits that they will make a rational decision. For critical care survivors, rational
choices could include utilizing in-patient rehabilitation centers, formalized nursing home
care, or out-patient services. Without the appropriate information, the decisions that are
made could appear irrational. For example, all patients want to go home. Being out of the
hospital is one of the only goals that every patient in a hospital may have. However, this
may not be a rational choice when debilitations in ADL’s could be improved with short-

term stays in LTC facilities.
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The participants in this study supported the idea that if given the information
necessary to understand the recovery trajectory, being prepared, informed, and supported,
their QOL and recovery experience might have been improved. Adapting to a new
normal is difficult when it is unexpected. Understanding physical, emotional, and
psychological limitations that may occur with recovery, participants in this study may
have been able to request detailed services that could meet their individual needs.

In a 2017 article outlining rational decision-making in medicine, Djulbegovic,
Elgayam, Dale and Coppola categorize overuse and underuse of services as causes or
barriers to rational choices. Underuse, was defined as the following:

Failure to deliver a service that is highly likely to improve the quality or quantity

of life, that represents good value for the money, and that patients who were fully

informed of its potential benefits and harms would have wanted. (Djulbegovic,

Elgayam, Dale & Coppola, 2018, p. 20)

As was found in this study, participants could not fully participate in informed
decision-making and underused services that could assist in their quality or quantity of
life. For example, participants were asked about the opportunity to choose discharge
setting. Of the 12 participants, choices regarding discharge varied case-by-case and most
participants did not associate these choices with informed decision-making. For example,
P6 recalls the desire to go home was so strong he did not appropriately consider
rehabilitative services. In retrospect, he recalls, he should have. Some participants had no
choice due to insurance status (P10) or were required to choose rehab due to their

profound physical disabilities (P11 and P12). Others were given no choice, other than
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home, P1, P3, P6, P7, and P8. Lastly, P5 refused formal rehabilitation and went home

with her husband and an assist device. This discord between discharge planning and
participant understanding of recovery disables rational choices from being made. In
addition, lack of unified discharge exemplified the findings from this study because
participants were prepared or informed about recovery and thus, either make decisions
that could negatively influence their QOL, or they did not use rehabilitative services that
could assist them in adapting to their new limitations.
Limitations of the Study

There were several limitations of this study. Qualitative research was a limitation
due to its lack of generalizability to the whole population. In addition, qualitative
researchers rely on the participant and interviewer which can possibly create a
subconscious bias in the results. These participants were selected at a post-ICU clinic at a
single-center in central North Carolina. Recruitment at a clinic dedicated to ICU
survivors might have influenced recruitment to only those seeking help after discharge;
thus possibly overrepresenting only people experiencing issues. This clinic has a 50% no-
show rate which could result in not capturing people who were readmitted or those who
are too ill to be brought to an out-patient clinic. No prior health information was
collected, thus limiting the study to understand how previous health status impacted QOL
following an ICU admission. Lastly, recruitment was limited to those who attended the
post-ICU clinic and resulted in a racially monogamous population. This lack of diversity

could underrepresent issues that may be specific to certain populations.
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The number of participants originally presented in the proposal was not achieved.
Originally this research sought to recruit and interview 15 to 30 participants. This sample
size was an estimate based on other studies and the volume of the clinics that were
originally proposed. However, after 10 interviews, the conceptual saturation was being
reached, thus two more interviews were completed, verifying that no new information
was being presented and recruitment ended after 12 interviews.

Recommendations

Based on the stated limitations of this study, I would recommend that a future
study of inquiry be expanded to other settings. Critical care survivors are often
discharged to LTC facilities and may not have access to specialist follow up clinics such
as the one used to recruit for this trial. Based on my experience with these survivors,
being at home had a positive impact on their reflection of QOL and recovery. Perhaps
this would be different for people who were unable to return home.

Survivors from this study placed high importance on preparedness, support, and
information about the recovery trajectory to preserve QOL. By entering a nonunified
recovery process, survivors were left to create their own recovery path. I recommend
health policy in the United States create survivor guidelines that mirrors other chronic
disease states such as cancer, and/or other nationally implemented programs such as
those found in the United Kingdom.

In 2009 the leaders of the United Kingdom’s National Health Service created a
clinical guideline for rehabilitation following critical illness. These guidelines, the NICE

guidelines, support a structured, goal-oriented recovery program that includes physical
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and nonphysical assessments surrounded by continuity of care throughout all aspects of
critical care recovery. This type of comprehensive program could help survivors prepare
and use available resources.

Knowledge could also be gained from utilizing examples from centralized cancer
care. Cancer patients are also known to suffer from similar long-lasting debilitations
following prolonged treatment (Nolte et al., 2016). Knowledge of these ongoing
debilitations led to a recommendation from the Institute of Medicine to provide a
coordinated care path for cancer survivors (Nekhlyudov et al., 2017). In addition, specific
types of cancers have created cancer-specific QOL measurement tools to examine the
experiences of these survivors to improve their prolonged morbidity (Osborne et al.,
2014). I would recommend that the future of critical illness survivors could be improved
with a tool for QOL specifically intended for critical illness survivors. It is clear from this
study and others in the field that being brought to the verge of death and having a chance
at life again gives survivors a different perspective on what quality means and how their
life is impacted by prolonged limitations. It was my experience during the course of this
study that survivors understood recovery would be difficult only after attempting to
reintegrate back into their usual life. Laying an informed foundation of preparedness
should be a feature of future research.

Furthermore, I recommend focus on awareness efforts that inform the health care
community about the physical, social, and psychological sequelae facing survivors of
critical illness. Underutilization of rehabilitative specialties could be due to this lack of

understanding of these ongoing debilitations. In addition, having informed discharge
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practices from qualified ICU personnel, could improve communication for patients and
families empowering them to be a more active participant in this complex process as
opposed to the passive navigator that they have become thus far.

Implications

This study influences social change in many ways. First, critical illness survivors
have long-standing debilitations that impact their everyday life. By understanding their
perspectives of the term quality of life and the implications this disease process had on
their quality, leaders can create future policy to assist in expansion of recovery support
and opportunities. In addition, this study influences social change by extending the
research dynamic of this survivor population to include a supportive infrastructure to
prepare them for the recovery journey. As patients continue to be saved, their
engagement in life priorities change and it is difficult for an external observer to fully
understand how to structure this preparation without first hearing from the survivors
themselves.

Currently, critical care survivors are discharged to a fragmented system that fails
to fully meet their needs. Their informal caregivers are placed in positions that
fundamentally require more advanced training and skill. These caregivers are also facing
their own ongoing anxiety and fear after having witnessed the catastrophic illness from
which their loved one suffered. By understanding the recovery journey these patients
faced, further research can be done to prepare, inform, and support survivors who are
forced to embrace this new level of normalcy, both physically and emotionally. Social

change begins with one idea that can help impact society at every level. Critical illness
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spares no one, and all people are susceptible to the sequelae of this catastrophic disease
state. Therefore, recovery process improvement and could transcend all people in society
regardless of age, race, ethnicity, or socioeconomic status.

Based on the participants’ perspectives in this study, I conclude that QOL can be
improved if patients are prepared, informed, and supported during recovery. Their
gratitude for living enables them to embark in new life prioritization and adapt to their
new life normal. Some of their prolonged morbidity can be ameliorated with improved
coordination of care, unified information, and formalized recovery support in lieu of
informal caregiving.

Conclusion

My qualitative research into 12 critical illness survivors aligned with current
literature and emphasized the need for further policy support for this group. Successful
recovery is an individual process that requires preparedness, unity, supports, and
informed choices. Although important to the recovery process, informal caregivers can
no longer be the mainstay therapeutic navigators for this complex group of patients and
the sequalae of their catastrophic illness. Informed decisions begin in the hospital and
throughout the illness trajectory. Without properly implemented health policy, these
survivors will continue to suffer from reduced QOL, increased hospital readmissions, and
high mortality rates for years after discharge, regardless of their age or preillness health
status. Current discharge planning may fail to prepare survivors and families because of
the inconclusive trial data thus far. However, this void in data does not mean

rehabilitative services lack effectiveness, but it does create a system of underuse and



128

overuse as seen with the participants in this trial. Standardization of therapeutic
interventions is the only way to ensure that all people have access to resources that allow
them to engage in their new life normal and to enjoy their newfound gratitude for being

saved.
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Appendix A: Recruitment Flier

Have you recently been a patient in
the Intensive Care Unit (ICU)?

Would you like to participate in a
research study dedicated to
understanding Quality of Life and the
recovery process after your
hospitalization?

Participants will be*:
e Over age 18
¢ Within 18 months of ICU discharge
e Mechanical Ventilation for 48 hours
e Speak and read English

*Participation is Voluntary

Please contact XYZ

This study is being conducted for PhD dissertation completion
through Walden University
Please take this flier home
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Appendix B: Screening Tool

Hello. My name is Michelle McMoon, and I am a Doctoral candidate at Walden
University. My dissertation research is on the perceptions of critical illness survivor
quality of life and the resources available for recovery. This will be a phenomenological
study, meaning, the phenomenon of survival will be explored through the experience of
the survivor. Thank you for being willing to talk to me about your experience as a
survivor, your quality of life, and your experience with recovery and resources for
recovery, since your hospitalization. Please understand, I do not have, nor plan to have,
access to your personal health information from your hospitalization. Before the study
questions begin, I will ask a few basic questions to gain better understanding of
similarities amongst people in the study.

The interview will take approximately 60 minutes. There are no wrong answers to
the questions. The questions are structured as open-ended so that you can be as candid as
you prefer. If at any time a question makes you feel uncomfortable you may choose not
to answer. It is my intention to gain insight into your experience so that the health care
community and policy makers can better understand how to provide resources for critical
illness survivors.

The comments you provide are confidential, and I won’t use your name in any
description or summary I write. I will record our conversation to help ensure my notes are
accurate. My research assistant and I are the only people with access to these recordings.

According to my University’s policy, these recordings will be kept in a locked location
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and then destroyed by fire after five years. Do I have your permission to record? Do you
have any questions before we begin?
Demographic data collection
1. Have you been re-admitted to any hospital since your ICU stay?
2. What race do you associate yourself most closely with?
3. What is your education level?
a. High school or less
b. High school graduate
c. Some college
d. College graduate
e. Advanced level education above undergraduate college
4. Are you married?
5. Where did you live prior to your ICU admission?
a. where do you live now?
6. Did you work full-time prior to your ICU admission?

a. Are you still full-time employed at same job?
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Appendix C: Interview Guide
RQ1: What are the issues important to preserve quality of life from the perspective
of critical illness survivors?
1. How would you define the phrase “Quality of life,” what would you include?
2. How has your stay in ICU affected your QOL following discharge?
3. Please describe components you feel are important to preserve your QOL
a. How do you feel physically now, and since your ICU stay?
b. How, if at all, has your physical health changed since your ICU stay
(physical health examples: walking, moving, eating, standing, stairs, etc.)
c. How would you describe your social interactions now, (i.e. family
interactions, what do you do for fun)?
d. Have you noticed any changes in your thinking or memory? If yes, tell me
more about that
e. Have you had trouble focusing, planning things, or with your attention? If
yes, tell me more about that

4. How, if at all, have your goals or life plans changed since being in the hospital?

RQ2: How do survivors of critical illness describe rehabilitative services after
discharge?
1. Were you prepared by the staff for the aftercare needs you would require after
discharge from the ICU?

a. If yes, what information was given and by whom
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If no, what would you have wanted to know

2. How have you been doing since you came home from the hospital?

a.

Can you walk me through the timeline of your recovery after the hospital?
1. If needed: What was it like when you were first discharged from
the hospital?

1i. If needed: what is it like now?

3. Please provide some comments about the aftercare you received or would have

liked to receive?

a.

Transitions- Were the transitions between facilities / home coordinated
(i.e. did you feel that the staff in the hospital spoke directly with the staff
at the facility you went to or used)

Ease of access- Can you describe what services you used and how easy it
was to coordinate these services when you left the hospital? (i.e. Long
term care, nursing home, skilled care, or home care; informal caregiver
like your family)

Choice- Were you (or your family) involved in the choice of discharge
setting

Insurance/payment- Please describe the interaction you or your family had
with your insurance company or payment planning for the services you
needed. Who paid for the services you needed (i.e. long-term care, home

health care, family care).
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i. Describe how involved your insurance plan was in these service
coverages?

Can you describe the timing of your rehabilitative services?

a. Were the supports you received at the time you needed them?
Were these supports appropriate (at the right level for you at the time you
received them)

a. If so, can you describe how you received therapies — physical,

psychological? Did you use any community supports?

b. Ifnot, how could timing have been improved?

If you were designing a rehabilitation program for patients who have been in the

ICU, what would you include?
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