Running head: ADVANCE DIRECTIVES COMPLETION

Evaluation of Patient Education to Facilitate
Advance Directives Completion with Dialysis Patients
Xuesi Liu

Liberty University



EDUCATION TO FACILITATE ADVANCE DIRECTIVES COMPLETION 2

EVALUATION OF PATIENT EDUCATION TO FACILITATE ADVANCE

DIRECTIVES COMPLETION WITH DIALYSIS PATIENTS

A scholarly project
Submitted to the
Faculty of Liberty University
In partial fulfillment of
The requirements for the degree
Of Doctor of Nursing Practice
By
Xuesi Liu
Liberty University
Lynchburg, VA

August 9, 2019

Scholarly Project Chair Approval:

Dr. Sharon Jean Kopis, Ed.D, MS, RN, FNP-C, CNE 91 August 9, 2019



EDUCATION TO FACILITATE ADVANCE DIRECTIVES COMPLETION 3

ABSTRACT

Completion of advance directives (ADs) is an important part of identifying a patient’s
treatment preferences. Lack of patient understanding regarding the scope and importance of
advance directives is a common barrier to AD completion. This project reports on the
effectiveness of a patient education intervention in facilitating patient understanding in an
outpatient dialysis facility in rural Virginia. Thirty patients were selected by convenience
sampling to participate in a 10-minute verbal presentation based on a brochure entitled “Advance
Care Planning: Tips from the National Institute on Aging” and completed two short
questionnaires, one before and one after the education session. Patients felt that the education
was informative and helpful, and 73.3% of participants planned to complete an AD after the
study. The implications of this study include a solution to overcome barriers and provide
practical advice to clinicians for facilitating AD completion in the patient care of the dialysis
population.

Keywords: End stage renal disease, hemodialysis, patient education, advance directives, advance

care planning
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SECTION ONE: INTRODUCTION

Dialysis-dependent end stage renal disease (ESRD) is a serious illness with a high disease
burden, morbidity, and mortality that affects over 700,000 people in the United States (United
States Renal Data System, 2017). Advance care planning (ACP) is the process of communication
between patients’ family members and providers to clarify the patient’s values, goals, and
preferences for care if they are seriously ill or dying (O’Hare et al., 2016). Completion of
advance directives, while it does not replace advance care planning, is an important component
of the advance care planning process and should reflect the outcomes of advance care planning
discussions (Wasylynuk & Davison, 2016). However, patient understanding of the benefits and
burdens of life-sustaining treatment is necessary for optimal advance care planning (Skar et al.,
2014), and nurse-led patient education interventions can be a feasible and effective way of
facilitating advance directives completion in a general population (Hilgeman et al., 2018;
Hinderer & Lee, 2013; Sinclair et al., 2017). This project seeks to identify whether a patient
education intervention can be an effective strategy in facilitating patient understanding and the
completion of advance directives in an outpatient dialysis facility. The implications of this study
include a solution to overcome barriers and provide practical advice to clinicians for integrating
advance care planning into the patient care of the dialysis population.
Background

Since the passage of the Patient Self-Determination Act (PSDA) in 1990, federal law has
required that facilities receiving Medicare or Medicaid funding must help educate patients
regarding advance directives (PSDA of the Omnibus Budget Reconciliation Act of 1990, 1990).
An advance directive (AD) is a legal document that allows patients to document their treatment

preferences and designate a substitute decision-maker if the patients are unable to make their



EDUCATION TO FACILITATE ADVANCE DIRECTIVES COMPLETION 9

own health care decisions (Wasylynuk & Davison, 2016). While the completion of advance
directives is not a substitute for the more detailed process of advance care planning, it is an
important legal document of a patient’s treatment preferences.

Some of the barriers to advance directives completion is lack of patient education, not
understanding advance directives, incomplete understanding of medical care, associated
complications, and survival rates (Toraya, 2014; Hilgeman et al., 2018; Hinderer & Lee, 2014).
Patient education is not only an effective first step towards raising patient awareness, but also
helps close the gap in disparities regarding health literacy; previous literature indicates advance
directives and video decision aids that have been developed to address the needs of patients with
limited health literacy have been particularly useful in improving advance care planning and end-
of-life decision-making outcomes in other medical disciplines (Eneanya et al., 2018; Hickman &
Pinto, 2013).

Problem Statement

The University of Virginia dialysis center in Lynchburg is one of several outpatient
dialysis facilities in central Virginia. Facility social workers review AD completion at least
yearly with each patient, but few patients have completed ADs, suggesting patient resistance
may be a barrier to AD completion. The baseline data indicate that only 29 of the 211 patients
(13.7%) in outpatient hemodialysis have documented advance directives on file.

Purpose of the Project

The purpose of the project is to evaluate the effectiveness of a patient education session

provided by the project leader to discuss the purpose and importance of ADs. Effectiveness will

be measured by a pre-education survey, a post-education survey, and the percentage of
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documented advance directives completion in the facility’s electronic health record before and

after the intervention.

Clinical Question

In outpatient adult dialysis patients, does the use of a one-on-one patient education
session on advance care planning increase patient understanding of and interest in completing
advance directives, as measured by a post-intervention patient survey, and increase the

completion of advance directives as compared to current facility interventions?

SECTION TWO: LITERATURE REVIEW

Despite increasing evidence that interventions to facilitate ACP among patients with
advanced kidney disease can lead to better preparations for end-of-life treatment decisions,
significant barriers prevent serious illness conversations from taking place (Mandel, Bernacki, &
Block, 2016). Current provision for integrating structured ACP into dialysis are inadequate and
inconsistent, and few patients formalize their wishes as advance directives (Lim et al., 2016).
Furthermore, the lack of patient education regarding the definition, process, and significance of
advance care planning poses a barrier to effective conversations with the care provider regarding

goals of treatment and care (Mandel, Bernacki, & Block, 2016).

Search Strategy

The search strategy was done using CINHAL Plus with full text, MEDLINE with full
text, and the Cochrane database using the following keywords: patient education/health
education/health literacy, advance directives/advance care planning/end-of-life care, and
dialysis/hemodialysis/haemodialysis/chronic kidney disease/end stage renal disease. The
parameters of the search included articles published in the English language within the last five

years, from 2013 to 2018. The search yielded 45 results. Each abstract was appraised for
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relevance to search terms and study methodology. Relevant criteria included study location,
patient-centeredness, and study methodology. Articles with study settings outside of the United
States or the United Kingdom were excluded, due to cultural factors that limit generalizability.
Articles that focused on provider education were excluded as not relevant, as the focus of the
literature review was to explore patient-centered interventions. Articles on provider perspectives
of patient interventions, however, were included. Practical guidelines for providers on the
implementation process of advance care planning were excluded to focus the literature review on
articles with a study methodology. Duplicates, abstracts, and expert opinions were also
eliminated. Fifteen articles were chosen for the final review and included in the summary and
synthesis table (Appendix A).
Critical Appraisal

The evidence was analyzed using a critical appraisal table and the Melnyk Levels of
Evidence (Melnyk & Fineout-Overholt, 2011). The literature review is summarized in
Appendix A. The literature review included a range of study methods, including two systematic
reviews, one randomized control trial comparing an ACP intervention to usual care alone, one
systematic realist review to identify implementation theories, one literature review of nephrology
nurse perspectives on ACP, one pilot study, one mixed-methods study, and eight descriptive
studies.

The higher-level research included in this literature review had weak or inconclusive
results. The systematic integrative review by Luckett et al. (2014) to identify which measure had
been used to conduct advance care planning had a low number and quality of studies, and the

systematic review by Lim et al. (2016) included only two studies in their review. The
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randomized control trial by Song et al. (2015) indicated improvement and positive long-term
effects of ACP among patients in outpatient dialysis.

Of the descriptive studies, two were thematic analyses: one thematic analysis of semi-
structured interviews with doctors and nurses on a nephrology unit (Lazenby et al., 2017) and the
other a systematic review and thematic synthesis of qualitative studies of patients’ and
caregivers’ perspectives (Tong et al., 2014). Three were cross-sectional observational studies
(Janssen et al., 2013; Eneanya et al., 2016; Eneanya et al., 2018), and one an observational study
using cohort comparison of retrospective data (Kurella et al., 2017). The other two descriptive
studies evaluated provider perspectives, one using semi-structured interviews (O’Hare et al.,
2016) and the other using online surveys for data collection (Culp et al., 2016). The literature
review also included provider perspectives and nursing involvement in advance care planning.
Synthesis

Overall, the literature review supports the benefits of ACP among the dialysis population
and reveals a wide range of implementation strategies that can be used to help facilitate its
implementation. There was overwhelming support demonstrating the lack of adequate advance
care planning among dialysis patients, from both patient and provider perspectives (Culp et al.,
2016; Lazenby et al., 2017; Tong et al., 2014; Haras et al., 2015; O’Hare et al., 2016; Janssen
et al., 2013), even though interventions that facilitated advance care planning for patients on
dialysis were demonstrated to have overall positive effects, including fewer intensive
interventions and inpatient deaths (Kurella et al., 2017; Lim et al., 2016; Song et al., 2015).

Only one study measured a nursing-specific intervention: the implementation of an
assessment tool to assist with addressing the symptom burden to raise renal nurses’ awareness of

the need to support and prepare the patient for end-of-life conversations (Smith & Wise, 2017).
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The other measured interventions involved more interdisciplinary interventions (Song et al.,
2015), and a renal-specific advanced communication training program for providers to improve
ACP discussions (Bristowe et al., 2014). Most of the studies included were more descriptive
studies with the goal of exploring perceptions, experiences, and preferences.

Five studies described the perspectives of care providers of dialysis patients, with three
drawing samples from multiple disciplines (Culp et al., 2016; Tong et al., 2014; O’Hare et al.,
2016) and two focusing on the dialysis nursing perspectives (Haras et al., 2015; Smith & Wise,
2017). Culp et al. (2016) discussed barriers to advance care planning among dialysis patients, as
identified by dialysis care providers, citing a low awareness of available resources and lacking
the guidance to help with decision-making in seriously ill patients. Strategies for implementation
identified training for health care professionals and simple documentation processes (Lazenby
et al., 2017). Both studies highlighted the benefits of nurse involvement and supported the
nursing role in addressing the dimensions of advance care planning among dialysis patients
(Smith & Wise, 2017; Haras et al., 2015).

There is also evidence for the role of organizational and systemic support (O’Hare et al.,
2016). Patient education and awareness, while not the primary thrust of the interventions in the
studies included, contributed to overall lack of support for advance care planning (Lazenby et al.,
2017; Culp et al., 2016). Lack of patient education was identified as a barrier to effective
advance care planning, as patients are more likely to become engaged once they understand how
ACP can benefit them (Wasylynuk & Davison, 2016). Health literacy did affect patient
knowledge of cardiopulmonary resuscitation in one study of dialysis patients (Eneanya et al.,
2018), supporting evidence that both literacy and race contribute to the completion rate of

advance directives (Waite et al., 2013).
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In general, successful interventions were complex and involved multiple stages;
multidisciplinary care teams are usually in an excellent position to integrate ACP into routine
kidney care, and nurses can be a key player to facilitate these discussions. Lack of patient
awareness and low health literacy also affect advance care planning; targeting these barriers with
patient education through nursing involvement can be an effective strategy for facilitating

advance directives completion.

Conceptual Framework

The project will utilize the revised lowa Model of Evidence-Based Practice for the
conceptual framework. The lowa Model is a heuristic model developed by nurses to guide
clinicians in evaluating and infusing research findings into patient care (Titler et al., 1994). Since
its origin in 1994, the lowa Model has been used in numerous academic settings and health care
organizations as a pragmatic guide for the evidence-based practice process (Buckwalter et al.,
2017). The concepts within the lowa Model include identifying the trigger issue, forming a team,
assembling the body of evidence, designing and piloting the practice change, and integrating the
practice change (Buckwalter et al., 2017). The project leader obtained permission to use the lowa
Model (Appendix F).

Identify triggering issues and opportunities. Identifying the triggering issue includes
an assessment of clinical or patient-identified issues (Buckwalter et al., 2017). The model
identifies five focus areas for identifying triggering issues and opportunities: clinical or patient-
identified issue; organization, state, or national initiative; data/new evidence; accrediting agency
requirements/regulations; and philosophy of care (Buckwalter et al., 2017). The need for
facilitation of AD completion among outpatient dialysis patients is reflected in several of these

categories. The triggering issue was clinically identified, as evidenced by the baseline data
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collection, which demonstrated the low percentage of documented advance directives at the
outpatient facility. The current process for completing ADs also presented an opportunity for
change through patient education sessions. Current processes at the facility place the burden of
initiating the discussion, providing patient education, and completing advance directives with
patients on the social workers. There is currently no protocol for nursing staff involvement or
patient education, which is an untapped potential resource for the current dialysis facility. Patient
education on various topics is often provided by nursing staff during the patient’s dialysis, but
there is currently no education provided regarding ADs. These circumstances triggered the idea
of an education session provided for patients while they are on dialysis to help facilitate further
conversations with social workers, “priming” the patients, as it were, to be more likely to be
interested in participating in the process of advance care planning.

State the question. The next step includes formally stating the question or purpose.
Formally stating the purpose enables a more focused approach and better informs the next steps.
The question of this project is reflected in the study’s clinical question in PICO format. PICO
elements include population or problem, intervention, comparison and outcome.

Decision Point 1: Is this topic a priority? Given the high rates of mortality and
morbidity in the dialysis population, the topic of advance directives is also a priority for the
facility to address. Organizationally, the low rate of AD completion is concerning for the dialysis
facility manager, as its implementation is consistent with the organizational mission and vision
for quality of patient care and evidence-based practice. Completion of advance directives is also
a national initiative due to the passage of the Patient Self-Determination Act (PSDA) in 1990. It

is also a topic of concern professionally within the field of nephrology, as clinical practice
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guidelines have recommended advance care planning as central tenets of dialysis care and
chronic kidney disease management (Holley & Davison, 2015).

Form a team. Once the topic has passed the first decision point, the next step is to form
an interdisciplinary team (Buckwalter et al., 2017). The activities of the team should include
reviewing existing literature, obtaining baseline data, and engaging key stakeholders (Buckwalter
et al., 2017). An effective team for this project includes the project leader, the DNP faculty
advisor, the dialysis program director, the facility social workers, and the nephrologist provider.
The project leader is guided by the DNP faculty advisor in the completion of the doctoral project.
The clinical program director manages and oversees the dialysis clinic, and her support is crucial
for the identification of resources, project feasibility, and dissemination of data. At this dialysis
facility, the on-site social workers are the ones primarily responsible for assisting the patients in
filing out advance directives and their approval and engagement is critical for the success of the
project. Although it was not feasible for all providers to be on the team, they were all made
aware of the project, and at least one provider was included, as they are the leaders for
determining the direction of patient care. Although one meeting with all clinic providers was not
feasible, the project leader was able to obtain a series of individual conversations with two of the
nephrology providers at the clinic.

Assemble, appraise, and synthesize the body of knowledge. The next step includes the
assembly of a body of evidence to support the practice change and aid in the development of an
intervention. The body of evidence should be weighted for quality, quantity, consistency, and
risk (Buckwalter et al., 2017). A systematic search of the literature is detailed in the literature

review section and summarized in the summary and synthesis table in Appendix A.
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Decision point 2: Is there sufficient evidence? Following the review and synthesis of
the evidence, the second decision point is to determine whether there is sufficient evidence for a
practice change. As evidenced in the literature review, there is overwhelming support for the use
of advance care planning, the importance of advance care planning in outpatient dialysis patients,
the importance of patient education and awareness, and the role of nursing staff in the provision
of patient education to facilitate advance directive completion.

Design and pilot. As the integration of advance care planning is supported by the
literature, the next step was to design and pilot the practice change. This step included collecting
data, developing a plan, preparing materials, promoting adoption, and reporting post-pilot data
(Buckwalter et al., 2017). The project design is based on the current processes and needs of the
dialysis facility and developed with the collaboration of the interdisciplinary team. This step also
includes the need to address necessary resources, constraints, and approvals. Resources included
material resources and time needed for the project leader to provide the intervention education
sessions. Constraints included the project leader’s timeline for project completion, and approvals
included the approval of the dialysis manager, providers, social workers, and institutional review
boards.

Is the change appropriate for adoption in practice? This step requires the scholarly
evaluation of pilot data to determine if the practice change worked, or if the implementation plan
was effective (Buckwalter et al., 2017). A statistical analysis of the collected data should be
included for evaluation. If results are not as anticipated, the team should consider revising the
implementation plan or considering alternatives (Buckwalter et al., 2017).

Integrate and sustain the practice change. If the plan was effective, steps should be

taken to integrate and sustain the practice change. Key elements for integrating and sustaining
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change include identifying and engaging key personnel, such as building new teams and
identifying new change champions (Buckwalter et al., 2017). Should the pilot practice be
successful, the results should be shared with all nursing staff, and nursing staff should be
educated on how to provide the education to patients using the education materials. A champion
should be selected, and the intervention should be provided for all current dialysis patients. A
protocol for ensuring that new dialysis patients receive the education will also need to be
developed, and a champion nurse should be selected to ensure compliance.

Disseminate results. Dissemination of results includes strategic internal dissemination
and sharing results externally (Buckwalter at al., 2017). Internally, the project results can be
shared with staff at the dialysis facility, such as through staff meetings and posters. The project
leader should also seek opportunities for additional ways to disseminate to the various dialysis

clinics within the organization.

Summary

There is strong literature support for the benefits of advance care planning in the dialysis
patient population and the literature indicates a variety of strategies to be effective, without
consistent support of any one method in particular. The literature demonstrates patient education,
interdisciplinary involvement, and patient-centered discussions to be effective individually, and
this author has sought to integrate these three ways into a targeted intervention in the proposed
project. Completion of advance directives and patient surveys will provide baseline data for
measurement, with the hypothesis that targeted patient education can increase patient awareness
and facilitate the completion of an advance directive, which will be completed under the
supervision of the social worker, or the update of the patient code status, which will be

completed by a nephrologist provider.
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SECTION THREE: METHODOLOGY
Design

This project is an evidence-based practice project, utilizing a quasi-experimental
approach to collect and analyze data, as guided by the lowa Model. According to the lowa
Model, a pilot study is used to evaluate a practice change (Buckwalter et al., 2017). A quasi-
experimental approach was used, as participants were not randomized (Geldsetzer & Fawzi,
2017).

Measurable Outcomes

The project measured patient understanding of ADs, code status, and their desire to
complete advance directives together with a patient survey before and after the intervention.
Advance directives’ completion and code status change were tracked through a report in the
facility electronic medical record (EMR). A chart review of the completion rate of advance
directives or code statuses was completed before the intervention took place and four weeks after
the intervention took place. Each participant also completed two different surveys, one before the
patient education session, and one afterwards. Each survey was brief and consisted of either
dichotomous yes/no responses or Likert-scale type responses. Results from the survey were

recorded and analyzed for descriptive statistics.

Setting

The project was conducted in an outpatient dialysis clinic associated with a university
hospital in central Virginia. The goal of the project not only to improve the dialysis center’s
compliance with national initiatives to integrate ACP into care, but also with the organizational
initiatives to provide evidence-based, value-driven care (UVA Health System, 2018). The
literature establishes ACP as an integral component of increasing patient quality of life and

reducing health care costs among dialysis patients (Song et al., 2015), and the project’s goal to
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bridge the gap between the standard of care for dialysis patients at the dialysis clinic and current
practice aligns with the organization’s mission to provide quality and evidence-based patient
care.

The organizational environment within the dialysis clinic is both collaborative and
hierarchical. The clinic employs a variety of roles; the large interdisciplinary care team work
together to provide all aspects of patient care. Nurses and dialysis technicians provide the most
direct patient care. Dieticians, social workers, nurse educators, nurse managers, and
administrative staff are also present on site. In this organization, addressing ADs fall under the
responsibility of the social worker to review with the patient upon dialysis initiation as well as
annually.

Key stakeholders within the organization for the project included the clinic director, the
nurse manager, the social workers, and the nephrology providers. The project had the support of
the clinic director and nurse manager, who both have nursing background experience with
palliative care and are passionate about facilitating advance care planning within the dialysis
population. A letter of support was obtained prior to project initiation and is provided in
Appendix B.

Population

The setting provides a large sampling population which provided an ideal setting for
conducting a pilot study. The setting dialysis clinic is a large dialysis clinic with 43 chairs and
205 patients. The population consists of adults over the age of 18. Patients at the clinic are
generally of low socioeconomic status, and there is a large African American population. These

patient demographics likely reflect the dialysis population, as African Americans constitute more
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than 35.3% of all patients in the U.S. receiving dialysis for kidney failure, as of 2013 (National
Kidney Foundation, 2016).

Inclusion and Exclusion Criteria. Inclusion criteria included dialysis patients over the
age of 18, patients with a diagnosis of ESRD on chronic in-center dialysis for at least three years
at the study setting facility, patients who did not have documented ADs on file, and patients
whose primary language is English and who are able to complete survey forms independently.
Patient who had been on dialysis at least three years at the current facility ensured that patients
were established patients at the facility and not new to dialysis. They had also had at least three
chances to complete ADs, as social workers review AD completion with patients annually, per
facility protocol. Exclusion criteria included patients with a known learning disability, patients
who are cognitively impaired, patients who are pregnant, and patients with a known medical
diagnosis of dementia. The study exclusion criteria sought to eliminate IRB-defined vulnerable
populations and those who would not be able to a complete informed consent.

Sampling Method. The population for the project was achieved through a convenience
sample of the current patients on hemodialysis at the site. A convenience sampling technique
was the most feasible sampling method for the current project and its timeframe. All patients
were first screened through a review of medical records to ensure they met the eligibility criteria.
If the presence of cognitive impairment was unclear or uncertain in the medical record
documentation, the project reviewed that patient’s case with their assigned social worker. The
project leader approached the social worker with the following question: “Does this patient have
a cognitive disability that would compromise his or her capacity to make a decision about study
participation?” and received a yes or no answer. If any of the exclusion criteria were present,

unclear, or unknown, the patient was considered ineligible and excluded from the study. Of the
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211 dialysis patients at the facility at the time of the project initiation, 84 patients had been at the
dialysis facility at least three years. Three years was defined as a dialysis start date of later than
January 1, 2016. Further application of the inclusion and exclusion criteria, after confirmation
from the social workers, eliminated 31 patients, leaving a remaining eligible population of 53
patients. These patients were approached by the project leader in the order of time that they
dialyze (i.e. patients who dialyze on the first shift was approached to join the study first, then
patients who dialyze on the second shift) until the goal sample size of 30 patients had been
reached. A total of 50 patients were approached for informed consent, 15 of whom declined to
participate in the study, and five who dropped out after giving consent but prior to the
intervention stage.

Study Participants. Of the 30 participants, 37% (n = 11) were female and 63% (n = 19)
were male. Eighty percent of the participants were African American (n = 24) and 20% (n = 8)
were Caucasian. Participants’ ages ranged from 27 to 85. The mean age was 60.2 with a standard
deviation of 12.96. The number of years on dialysis at the current facility ranged from 3 to 15
with a mean of 6.43 and a standard deviation of 3.202. Half of the participants had been on
dialysis at the facility for at least five years but more than three (n = 15) and 17% of the

participants had been on dialysis at the facility for over 10 years (n = 5).

Ethical Considerations

Ethical considerations, such as beneficence, patient privacy, confidentiality, and informed
consent were high priorities for the project. The project leader had completed the Collaborative
Institutional Training Initiative Certificate for Social and Behavioral Researchers as well as the
Biomedical and Health Science Researchers (Appendix C). The project was approved by the

Liberty University Institutional Review Board and was deemed exempt by the dialysis clinic’s



EDUCATION TO FACILITATE ADVANCE DIRECTIVES COMPLETION 23

organizational Institutional Review Board. Copies of the IRB approval letter and the exempt
letter are provided in Appendixes D and E respectively.

Ethical considerations for the study include the protection of human subjects throughout
the process of implementation. This includes the protection of patient privacy and confidentiality
of sensitive medical information, as well as the determination of patient consent. The project
leader provided verbal and written information regarding the purpose and scope of the project,
and all patients signed a written consent form prior to study participation (Appendix I), as well as
a confidentiality form for the use of medical records (Appendix J). Since the project leader is
also an employee at the facility, the consent form included a statement that participation is
voluntary, and that patient care and the nurse-patient relationship will not be impacted by
participation in the study or the outcomes of the study. The dialysis facility’s policy for patient
data confidentiality was followed when accessing patient data, and IRB-approved methods were

followed for secure data storage.

Data Collection

Data collection occurred in four phases: baseline data collection, data collection to
determine patient eligibility, data collection of participant demographic information and survey
results after participant recruitment, and data collection four weeks after the patient intervention.
All data were collected through the dialysis facility’s EMR and included a review of patient
progress notes, the medical diagnosis list, and special reports. Special reports included a
summarized report of AD completion and the code status of all facility patients, as well as a
report summarizing the dialysis start dates of all facility patients.

Baseline Data Collection. Baseline data collection to determine the AD completion rate

at the dialysis facility was necessary to determine the extent of the problem. The dialysis
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facility’s EMR was able to run a report of the code status and AD completion of each patient at
the facility. This report indicated that only 13.7% of the patients at the dialysis facility had
completed ADs. The project leader confirmed with the site social workers and office
administrator that this report was up to date.

Patient Eligibility Determination. Next, the project leader began to review the medical
charts for eligibility criteria. The project leader reviewed an EMR report that listed patients from
their dialysis start date, or 84 patients. Each patient’s medical records in this list were reviewed
for exclusion criteria. This was accomplished by reviewing their medical diagnosis, unique
orders, and nursing and social worker progress notes from the past month. For example, a
medical diagnosis of dementia in a patient’s diagnosis list excluded that patient from the study.
Patients with social worker notes or nursing assessment notes that mentioned any cognitive
disability or learning disability were also excluded. To further ensure that patients met eligibility
criteria, patients whose notes were unclear or uncertain were confirmed with their assigned social
worker at the facility. Only two patients at the facility did not have English as their primary
language. None of the patients were under the age of 18, and none of the patients were pregnant.
This process resulted in the elimination of 31 additional patients.

Participant Information and Results. Next, after patients were recruited to the study,
the project leader completed another review of the medical records for participant age and
ethnicity, code status, and years on dialysis. The project leader also collected all survey results
after the patient education was completed. A final report of the AD completion rate and code

status was collected four weeks after the intervention on the participating patients.
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Tools

The project leader utilized two different patient surveys, a survey prior to the education
session and a survey after the education session had been conducted. The survey questions were
based on survey questions from an evaluation of advance directive video education for patients
by Toraya (2014), with a few modifications. The project leader obtained permission from the
author to reuse and modify these questions for the purposes of this project (Appendix G).

Pre-intervention Survey. The survey prior to the education session included six
questions: 1) Have you discussed your health care wishes with family/loved ones in case you
ever get seriously ill or injured and cannot communicate your wishes? 2) Have you discussed
these wishes with your doctor? 3) Are you familiar with advance directives or living wills? 4)
Have you completed an advance directive (living will)? 5) Do you feel that you understand the
purpose of the advance directive (living will)? 6) Are you interested in completing an advance
directive (living will)? Responses to questions 1, 2, 4, and 6 are dichotomous yes/no responses.
Possible responses for questions 3 and 5 will include “yes”, “no”, or “somewhat”.

Post-intervention Survey. A post-intervention survey included the following four
questions. First, has this education changed anything about your future health care wishes or
about discussing your wishes with your family/loved ones and your doctor? Possible responses
include “yes” and “no”. Second, do you plan to complete the advance directive form because of
the education given? Possible responses include “yes” and “no”. Third, do you feel that you have
enough information to start the process of discussing your wishes and completing the forms?
Possible responses include “yes” and “no”. Fourth, how helpful was the education session to
you? Responses to the last question was in the form of a Likert scale, ranked 1 through 5, with 1

rated as “not helpful” and 5 rated as “extremely helpful”.
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Educational Information. For the education, the project leader presented a summary of
the key points from the brochure “Advance Care Planning: Tips from the National Institute on
Aging” provided by the National Institute of Aging (2018) via their website. This education is a
free resource provided by the National Institute on Aging. This education resource was included
in the systematic evaluation of advance care planning patient educational resources by Gazarian
et al. (2018) and was recommended as helpful to increase patient awareness in the
precontemplation/contemplation phase of change. Gazarian et al. (2018) analyzed the resource
using the Patient Education Material Assessment Tool (PEMAT) to determine the
understandability and actionability of the material, and the Flesh-Kincaid reading ease and grade
level (Gazarian et al., 2018). The analysis found the resource to have an acceptable readability
level, usability, and actionability (Gazarian et al., 2018). The information included in the
brochure was summarized and presented in a 16-slide PowerPoint slide presentation for the
patients. The PowerPoint slides were printed out and placed into a binder. The information
included a summary of the definitions of advance care planning, living will, durable power of
attorney, cardiopulmonary resuscitation, ventilator use, artificial nutrition and hydration, comfort
care, and do-not-resuscitate orders. These points were chosen as they most closely reflected the
common choices patients face while completing an AD form. As it is a public resource,
permission was not required for the use of this information, according to a written confirmation

by the National Institute on Aging Information Center (Appendix H).

Intervention
Project Development. The project implementation began with the identification of a
triggering issue by the project leader, as guided by the lowa Model (Buckwalter et al., 2017). As

an employee of the dialysis clinic, the project leader had insight into the need for the
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improvement of the advance care planning process at the facility. This was confirmed by
conversations with the clinic management team, especially the nursing manager. The nursing
manager assisted the project leader in identifying key stakeholders, including the clinic social
workers and the clinic nephrologist.

Intervention Development. Once the team was formed, the project leader proceeded to
have a series of conversations with the clinic charge nurse, the nursing managers, the three clinic
social workers, and two different providers to discuss perceived barriers and strategies for
change. From these conversations, two main barriers emerged: lack of provider time and patient
resistance. A lack of time to explain and educate the patients through the process posed a barrier
to AD completion for the social workers. Physician providers also identified a lack of patient
education as a barrier to having productive discussions about code status changes. Patient
resistance identified included cultural barriers, as it was perceived that many African American
patients were reluctant to address the subject, and lack of patient education. The social workers
also felt that some of the newer dialysis patients felt overwhelmed by their condition and were
not ready to discuss end-of-life issues.

The project idea underwent several design iterations after these conversations, and the
project leader completed a literature review of the evidence to guide the development of a study
intervention that would be feasible within the time constraints of the project timeline and yet still
have clinical impact. This project guided the project intervention towards a more educational
intervention that would be patient focused. Ideally, a patient-focused education would decrease
patient resistance to AD completion and facilitate provider and social worker conversations, and
potentially save time for them during their conversations. The tools for the intervention were

identified through the literature review and were reviewed with the project chair and key
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stakeholders, and the project leader received verbal confirmation from all three social workers,
two providers, the nurse manager, and the charge nurse. After finalizing the intervention idea, the
project leader obtained a letter of approval from the dialysis clinic manager to conduct the study
on the dialysis facility premises.

IRB Approval. IRB approval was required for this project by the dialysis clinic and
Liberty University. After submission of the necessary documents, the project leader obtained an
expedited review through Liberty University. Through the IRB process, the project leader
developed a consent form and a written recruitment letter. The project leader also collaborated
closely with the IRB liaison at the dialysis clinic organization. After submission of the necessary
documents and completion of an online protocol builder, the project was approved as exempt
from IRB review, although study participants would be required to read and sign confidentiality,
use, and disclosure of health information forms. The project leader also obtained permission to
access patient medical records and create reports for data collection. All chart reviews were
completed within the dialysis facility, and all information of patient data for the purposes of the
project were stored either on a facility encrypted computer or within a manager’s office,
according to the IRB protocol.

Eliciting Participants. Next, the project leader began the process of data collection to
identify eligible participants. This process is explained in detail under the “Data Collection”
section of this manuscript. Once the project leader had identified a list of eligible patients, they
were then grouped by the time that they dialyze for a more efficient recruitment method. The
project leader then approached each patient either before, during, or after their dialysis for
recruitment. The project leader provided the letter of recruitment and verbally explained the

purpose and timeline of the project. The project leader provided participants who agreed to
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participate with a consent form and a confidentiality disclosure form (Appendixes | and J
respectively). Patients were also given the choice to think about participating if they were
uncertain, with follow-up the next week. All patients who agreed to participate signed both forms
on the day of recruitment; one patient who required time to consider decided not to participate. A
list of eligible patients, a list of recruited patients, and signed consent forms were kept in a secure
location within the dialysis clinic per IRB protocol. The full recruitment process took two weeks’
time, as not all eligible patients were present for every dialysis treatment, due to missed
treatments or hospitalizations.

Baseline Data Collection. The project leader completed a chart review to collect the
baseline AD completion rate and code status from selected participants. Other patient data
collected included patient age, ethnicity, and time on dialysis. Participant names were coded with
a unique identifier and all participant information was kept in a secure location within the
dialysis facility.

Patient Education. After recruitment, the project leader approached each participant
individually while they were on dialysis to provide the patient education session. The project
leader first checked with the patient’s nurse to ensure it would be an appropriate education
session for the patient before approaching the patient for permission. Several patients who were
not feeling well declined to participate and the project leader returned the following week.
Patients who were agreeable to the education session at the time were given the question pre-
education survey. After completion, the project leader presented the 10-minute presentation
summarizing the brochure “Advance Care Planning: Tips from the National Institute on Aging”,
on the information provided by the National Institute on Aging (2018). The patients were also

presented with a printed full version of the brochure for their reference. Any patient questions
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were answered by the project leader to the best or her ability or referred to the patient’s social
worker. After the education session, patients completed the post-education survey. Both surveys
were collected and returned to the project leader after completion through the nursing staff.
Survey responses were identified with a unique identification number. The patient education was
provided to each of the 30 participants over a two-and-a-half-week time period.

Social Worker Notification and Final Data Collection. During and after the patient
education, the project leader emailed each social worker with the names of study participants and
a request to follow up for AD completion through the dialysis facility’s encrypted email system.
The project leader received email confirmation of email receipt. The project leader completed a
final chart review three weeks after the intervention to assess the AD completion rate among the
participants.

Timeline

The project conception began in November of 2018. Meetings with key stakeholders
occurred throughout January of 2019. Liberty University IRB approval was obtained on April 2,
2019. The IRB approval through the dialysis organization was obtained by May 3, 2019. The
baseline data collection for patient eligibility began on May 6, 2019. Patient recruitment began
on May 9 and was concluded on May 24, 2019. Patient education began on June 3, 2019 and was
concluded on June 19, 2019. A last chart review was completed on July 12, 2019.

Feasibility Analysis

The burden of the project fell primarily on the project leader. The project overall required
minimal resources from the dialysis clinic and dialysis staff. The project leader did not utilize
any work hours to complete the project, nor did it require any training of dialysis staff members.

The data collection process utilized the facility’s existing technological resources. The
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educational tools for preparing the project were free of charge and accessible via the internet.
The only costs were the printing costs and the cost of purchasing office supplies by the project
leader to organize the project tools and paperwork.

Data Analysis

The project leader analyzed the patient demographic data and survey responses using
descriptive statistics. In addition, the project leader measured the association between survey
responses and patients’ age and the length of time a patient had been on dialysis at the current
facility. All information was coded and entered into SPSS version 25.0.

Demographic Data. The demographic data measured include a patient’s gender, age,
ethnicity, years on dialysis at the current facility, and code status. All information was entered
into SPSS version 20.0 with the following codes: gender was coded as 0 for “female” and 1 for
“male”, ethnicity was coded as 0 for “Caucasian” and 1 for “African American”, and code status
was coded as 0 for “full code” and 1 for “Do Not Resuscitate”. Demographic information was
entered into SPSS as separate variables and then analyzed, using descriptive statistics to
determine frequency, mean, and range, as appropriate for the variable.

Survey Responses. Similarly, the responses to the survey questions were coded into
SPSS. Questions with yes/no responses were coded as 0 for “no” and 1 for “yes”. Questions with
Likert-scale responses were coded as 0 for “no”, 1 for “somewhat”, and 2 for “yes”. The
question that asked participants to rank the helpfulness of the information provided from a scale
of 1to 5, with 1 being “not at all helpful” to 5 being “very helpful” were coded into SPSS from a
scale of 1 to 5. Coded survey responses were then entered into SPSS and analyzed using

descriptive statistics.
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Correlation Between Demographic Data and Survey Responses. The project leader
used linear regression and correlation to measure the association between patients’ age and the
length of time a patient had been on dialysis at the current facility with their responses for both
pre- and post-education surveys. Correlation analysis was chosen as a straightforward way to
measure the association between the two variables (Lind, Marchal, & Wathen, 2010). The
percentage of “yes” responses was calculated for each “yes/no” survey response per age group
and per years on dialysis. The mean response was calculated for survey questions with Likert-
scale responses per age group and per years on dialysis. The coefficient of correlation, or
Pearson’s r, was chosen, as it measures the strength of the linear relationship between two
variables, and statistical significance was defined at p < 0.05 (Lind, Marchal, & Wathen, 2010).
The project leader anticipated that there would be a correlation between both a patient’s age and
the length of time they had been on dialysis with survey responses, especially familiarity with
ADs and intent to complete the ADs.

AD Completion

The participant AD completion rate was entered into SPSS and analyzed using
descriptive statistics. Participant code status was also analyzed using descriptive statistics in
SPSS. The project leader anticipated an improvement in the percentage of participants who had
completed ADs after the intervention. The project leader also anticipated an increased number of

code status changes from full code to DNR.

SECTION FOUR: RESULTS
Pre-education Surveys
Most of the participants (63.3%) had discussed their future health care wishes with family

and loved ones (n = 19) but few had discussed their wishes with their provider (30%, n = 9). Half
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of the participants said they were familiar with ADs (53.3%, n = 16), with 26.7% (n = 8) saying
they were “somewhat” familiar and the rest, 20% (n = 6), saying they were not familiar at all
with ADs. Around 63.3% of participants said they understood the purpose of ADs (n = 19), with
26.7% saying they “somewhat” understood the purpose of ADs (n = 8), and only 10%
responding that they did not understand the purpose of ADs (n = 3). About 66.7% of participants
said they wanted more information (n = 20). Responses to the pre-education surveys are

summarized in Table 1.

Post-education Surveys

After the presentation, 66.7% (n = 20) responded that the education had changed
something about their future health care wishes or about discussing their wishes with their
family/loved ones or doctor. About 73.3% (n = 22) of participants planned to complete an AD
because of the information provided. The majority of participants (86.7%) felt the video gave
them enough information to start discussing their wishes and completing AD forms (n = 26). The
average score when participants were asked to rank the helpfulness of the education was 4.43 on

a scale of 1 to 5. Responses to the post-education surveys are summarized in Table 2.

Correlation Between Survey Responses and Demographic Data

The project leader used linear regression and correlation to measure the association
between the length of time a patient had been on dialysis at the current facility with their
responses for both pre- and post-education surveys. Statistical analysis did not find a statistically
significant correlation between any of the survey responses with the number of years a

participant had been on dialysis at the current facility. Results are summarized in Table 3.
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Correlation Between Survey Responses and Age

Statistical analysis found one statistically significant correlation between a patient’s age
and their response to the first question of the post-education survey, with a p level at 0.043.
Patients who were older were less likely to change their health care preferences or discuss their
wishes with family or a doctor after the education session than younger patients. There was no
other correlation between patient age or years on dialysis at the current facility and how patients
responded to the survey questions, as all other survey responses did not indicate statistically

significant correlation. Results are summarized in Table 4.

AD Completion and Code Status

Seven of the participants were moved to a different dialysis facility due to the dialysis
clinic renovations soon after the intervention took place. A chart review of the remaining 23
participants three weeks after the intervention took place indicated no change in code status or

AD completion rate among the study participants.

SECTION FIVE: DISCUSSION

Advance directive education sessions emphasizing the importance of discussions and AD
forms were demonstrated to be helpful for outpatient dialysis patients and may help facilitate a
patient’s desire to complete the AD. Responses from the post-educational survey indicate that the
educational session influenced patient decision-making, and an overwhelming majority of
participants responded favorably to completing an AD because of the information provided.
However, there was no change in the AD completion rate, which is likely due to a lack of
appropriate social worker follow-up due to external factors. Overall, the project reflects the need
for education and increased patient awareness regarding ADs and supports the role of patient

education in the process of advance care planning.
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Implication for Practice

Despite the lack of improvement in the AD completion rate or code status change after
the intervention, participants in the study found the education to be helpful and responded
positively to completing ADs. The process of patient education may be a low-cost solution to
raise patient awareness of advance directives, stimulate patient interest in completing advance
directives, and establish a useful patient education tool for dialysis staff. Overall, the project
results have several clinical and organizational implications.

Clinical Implications. First, this project provides evidence that patient education may be
an important step in the process of facilitating AD completion. The project led to an increased
patient awareness of ADs among both patients and dialysis staff. Several participants requested
to speak with their social worker after the educational intervention to complete ADs, and two
requested copies of the dialysis organization’s AD forms to take home to review with their
family. One participant called his son immediately after the intervention to consult about having
a code status change. One dialysis staff member approached the project leader to obtain online
resources for filling out an AD for herself. Given these promising signs observed by the project
leader, the project leader suspects that the lack of an improved AD completion rate is likely due
to lack of follow-up among the social workers or other external factors, such as the dialysis
facility renovation that began one week after the intervention concluded.

Organizational Implications. Organizationally, this project supports integrating patient
education about ADs into current facility protocol to improve the AD completion rate at the
dialysis facility. The dialysis facility that participated in the project has a low rate of AD
completion, despite the current facility protocol to address AD completion by facility social

workers as part of a mandatory annual review. Participants who were recruited to the study have
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been on dialysis at the facility setting at least three years, and yet have not completed ADs,
suggesting patient resistance to AD completion. From the results of this project, it is suggested
that a patient education session may play a key role in encouraging patient compliance with
completing ADs at the current facility, as patients who are “primed” with baseline knowledge
regarding ADs may be more receptive to further steps in the process of advance care planning
when the subject is approached by a member of the health care team. Further studies should be
conducted to measure the AD completion rate at the dialysis facility after the education session
during a period more conducive to follow-up.

Strengths. Project strengths include the representative nature of the dialysis patient
participant sample, which is thought to be very similar to other dialysis clinics in rural Virginia.
Another strength is the feasibility of this intervention. The project design may be easily
replicated in a broader setting, given the cost-effectiveness of a strategy using accessible online
resources as a guide to provide patient education on ADs.

Limitations. The major confounding factor of this project was the lack of social worker
follow-up. The dialysis facility began building renovations, which required a shut-down of parts
of the facility. Current dialysis patients were temporarily moved to different dialysis facilities
within the organization and the dialysis times of most of the current patients were changed to
accommodate the renovations. This occurred right after the patient education sessions concluded.
Seven patients went to different facilities and all the study participants’ dialysis times were
changed. The renovations also created additional workload for the social workers, as they were
displaced from their offices and there was chaos at the dialysis facility, since patient times were

changed often to accommodate the progression of renovations.
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The study limitations also include limitations of internal validity due to the small sample
size and relative homogeneity of the sample ethnicity, as the participating patient population
consisted primarily of African American patients. However, the sample size is representative of
the dialysis clinics in the rural Virginian area. Convenience sampling may also include bias, as
patients who agreed to participate in the study may be more likely to respond positively to the
education. In addition, the project leader was also an employee at the dialysis facility, although
the patients were informed during the consent that participation would not influence the quality
of their care or their relationship with the project leader. Additional confounding variables
include patient awareness and education on ADs from other sources. External validity effects
include patients’ subjective perceptions of ADs, personal experience with end-of-life care
discussions, and lack of social worker follow-up due to clinic renovations.

Sustainability

The sustainability of the practice change was addressed through email communication
with the social workers and dialysis clinic manager. It is promising that the social workers intend
to follow up with the participants to the study, although a more structured approach is necessary
for long-term sustainability. It is worthy to note that the dialysis facility has begun implementing
AD education into the orientation for patients new to dialysis, and a new research project on
advance care planning will be launched at the facility in the coming months. However,
implementing a strategy to continue to re-address AD completion and raise awareness regarding
AD and advance care planning is essential.

Feasibility. The material used in the education session was provided to the social
workers and clinic manager to utilize as a continued educational tool. Although individual

patient educational sessions require a time commitment the social workers may not have, the
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educational material can be shared by any qualified member of the dialysis health care team. For
example, nurses, who spend the most time with the patients and are often the first to identify
patients who would benefit from the education, are ideal candidates to provide the patient
education.

Project Evaluation. The project was limited by the timing of the dialysis clinic’s
renovations, which created a huge barrier for the facility’s social workers. It is possible that a
longer time to allow for social worker follow-up could have produced more favorable results.
Closer collaboration with the social workers by the project leader, more consistent reminders,
and closer follow-up by the project leader may have improved follow-up, although the current

building renovations would still have been a barrier.

Dissemination Plan

The dissemination plan includes sharing the study results with key stakeholders. Results
of the study will be summarized into a poster presentation and presented at the dialysis clinic
staff meeting. An email summary of the results will also be emailed to key stakeholders. The
project leader also hopes to present the information to all dialysis managers of multiple dialysis
clinics at a monthly leadership meeting, thus reaching all the dialysis clinics within the

organization.
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List of Tables
Table 1. Responses to Pre-Education Survey
Question Yes Somewhat No

1. Have you discussed your health 63.3% 36.7%
care wishes with family/loved n=19 o n=11
ones in case you ever get seriously
ill or injured and cannot
communicate your wishes?

2. Have you discussed these wishes 30% - 70%
with your doctor? n=9 n=21

3. Are you familiar with advance 53.3% 26.7% 20%
directives (living wills)? n=16 =8 n==6

4. Do you feel that you understand 63.3% 26.7% 10%
the purpose of advance directives n=19 =8 n=3
(living will)?

5. Would you like more information 66.7% L 33.3%
about advance directives? n=20 n=10
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Table 2. Responses to Post-Education Survey

Question Yes No
1. Has this education changed anything about 66.7% 33.3%
your future health care wishes or about n=20 n=10

discussing your wishes with your
family/loved ones and your doctor?

2. Do you plan to complete the advance 73.3% 26.7%
directive (living will) forms because of the n=22 n=38
education provided?

3. Do you feel that you have enough information 86.7% 13.3%
to start the process of discussing your wishes n=26 n=4

and completing the forms?

4. How helpful was the education to you? Mean rank of 4.43 (from 1 —5)
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Table 3. Correlation between Survey Items and Patient Age

Survey Questions Pearson’s Correlation Two-tailed
significance

Pre-Education Survey Questions

1. Have you discussed your health care wishes -0.101 0.647
with family/loved ones in case you ever get
seriously ill or injured and cannot communicate
your wishes?

2. Have you discussed these wishes with your

doctor? 0.362 0.09

3. Are you familiar with advance directives (living
wills)?

4. Do you feel that you understand the purpose of
advance directives (living will)?

-0.542 0.008

-0.408 0.053

5. Would you like more information about

advance directives? -0.066 0.766

Post-Education Survey Questions

1. Has this education changed anything about your
future health care wishes or about discussing
your wishes with your family/loved ones and
your doctor?

-0.426 0.043*

2. Do you plan to complete the advance directive
(living will) forms because of the education
provided?

-0.391 0.065

3. Do you feel that you have enough information
to start the process of discussing your wishes
and completing the forms?

-0.315 0.143

4. How helpful was the education to you? 014 0525

*significant result
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Table 4. Correlation between Survey Items and Years on Dialysis at Current Facility

Survey Questions

Pearson’s Correlation

Two-tailed
significance

Pre-Education Survey Questions

1. Have you discussed your health care wishes
with family/loved ones in case you ever get
seriously ill or injured and cannot communicate
your wishes?

2. Have you discussed these wishes with your
doctor?

3. Are you familiar with advance directives (living
wills)?

4. Do you feel that you understand the purpose of
advance directives (living will)?

5. Would you like more information about
advance directives?

Post-Education Survey Questions

1. Has this education changed anything about your
future health care wishes or about discussing
your wishes with your family/loved ones and
your doctor?

2. Do you plan to complete the advance directive
(living will) forms because of the education
provided?

3. Do you feel that you have enough information
to start the process of discussing your wishes
and completing the forms?

4. How helpful was the education to you?

-0.62

-0.452

0.627

0.552

-0.497

0.058

-0.158

0.362

0.124

0.865

0.189

0.052

0.098

0.144

0.874

0.663

0.305

0.732
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Appendix B
Site Letter of Support

v >
e
Hearmi System

UVA Lynchburg Dialysis

March 28, 2019

Xuesi Liu BSN, RN
DNP Student
Liberty University
105 Hardwood Ct.
Forest, Va. 24551

Dear Xuesi Liu:

After careful review of your Evidence-Based Scholarly Project eatitled *Evaluation of Advance
Directive Paticot Education for Dialysis Patients”,  have decided to grant you permission to
conduct your study at UVA Lynchburg Dialysis,

Check the following boxes, as applicable;

¥ The project leader has permission to acoess patieat data through the facility's clectronic
henlth record for this project.

¢ The requested data WILL NOT BE STRIPPED of all identifying information before it is
provided to the rescarcher,

v Tam requesting a copy of the results upon study completion and/or publication.

Sincerely,

Kimberly Q. Campbell MHA, BSN, RN, CON, NE-BC
Nurse Manager
UVA Lynchburg Déalysis

10 Caen Staze! | Lyronbang WA 24501 - 1450
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Social & Behavioral Research - Basic/Refresher (Curriculum Groug)

Social & Behavioral Researchers (Course Learner Group)
1 - Basic Course (Stage)

Under requirements set by:
Liberty University

Collaborative Institutional Training Initiative

Verify at www.citiprogram.org/verify/?7w7460047a-a4d5-4db5-a245-108228576522-211753165

Completion Date 09-5ep-2018
Expiration Date 08-5ep-2021
Record I 21146163

gCITT

\1 PROGRAM

This is to certify that:

Xuesi Liu
Has completed the following CITl Program course:
Biomedical Research - Basic/Refresher (Curriculum Group)

Biomedical & Health Science Researchers (Course Learmer Group)
1 - Basic Course (5tage)

Under requirements set by:
Liberty University

Collaborative Institutional Training Initiative

Verify at www.citiprogram.orgfverify/?w9f37a1c0-5cdc-4d3c-9bbc-daad8b5Schdef-21146163
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Appendix D
Liberty University IRB Approval Letter

LIBERTY UNIVERSITY.

INSTITUTIONAL REVIEW BOARD
April 2, 2019

Xuesi Liu
IRB Approval 3734.040219: Evaluation of Advance Directive Education with Dialysis Patients

Dear Xuesi Liu,

We are pleased to inform you that your study has been approved by the Liberty University IRB.
This approval is extended to you for one year from the date provided above with your protocol
number. If data collection proceeds past one year or if you make changes in the methodology as
it pertains to human subjects, you must submit an appropriate update form to the IRB. The forms
for these cases were attached to your approval email.

Your study falls under the expedited review category (45 CFR 46.110), which is applicable to
specific, minimal risk studies and minor changes to approved studies for the following reason(s):

5. Research involving materials (data, documents, records, or specimens) that have been collected, or will be
collectad solely for nonresearch purposes (such as medical treatment or diagnosis). (NOTE: Some research in
this category may be exempt from the HHS regulations for the protection of human subjects. 43 CFR
46.101(b)(4). This listing refers only to research that is not exempt.)

7. Research on individual or group characteristics or behavior (including, but not limited to, research on
perception, cognition, motivation, identity, language, conumumication, cultural beliefs or practices, and social
behavior) or rezearch employing survey, interview, oral history, focus group, program evaluation, human
factors evaluation, or quality assurance methodologies. (INOTE: Some research in this category may be exempt
from the HHS regulations for the protection of human subjects. 45 CFR 46.101(b)(2) and (b)(3). This listing
refers only to research that iz not exempt )

Thank you for your cooperation with the IRB, and we wish you well with vour research project.

Sincerely,

G. Michele Baker, MA, CTP
Administrative Chair gf Institutional Research
Research Ethics Office

LIBERTY

UNIVERSITY
Libery University | Traiuing Champions for Christ since 1971
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Appendix E
University of Virginia IRB Approval Letter

ITY

. OFFICE of the VICE PRESIDENT for RESEARCH
IRB for Health Sciences Research

IRB-HSR #/UVA Study Tracking#: 21530
Study Title: Evaluation of Advance Directive Education with Dialysis Patients

The University of Virginia IRB for Health Sciences Research confirms that this project meets the criteria of
research which Is exempt from federal regulations under 45CFRA6.104(d)(1), 45CFRA6.104{dN2)(W) and
A5CFRAG6.104(d)(4)ul,

Per 45CFR46.110(b)(iil) the IRB conducted an expedited limited IRB review required by 45CFR46.111{a)(7)
and determined that the study provides an adequate plan to protect the privacy of subjects and the
confidentiality of their information.

FOR THE CHART REVIEW PORTION OF THE STUDY:

This study has been granted a waiver of HIPAA authorization under 45CFR 164 512(i)2) via expedited review
procedures for the main study, The following HIPAA identifiers will be collected: Name. The minimum
necessary PHI to be collected includes: diagnosis, length of time on hemodialysis, age, code status,
documentation of completed advance directives.

FOR THE SURVEY AND EDUCATION PORTION OF THE STUDY:

The IRB-HSR has granted a waiver of HIPAA Authorization via expedited review procedures via 45CFR
164.512(1){2) to contact subjects by direct contact by a person who is not their health care provider, Direct
contact may Include phone, letter, direct emall or approaching potential subjects while at UVA. Phone, letter
or emalls will be approved by the IRB-HSR prior 1o use. The following HIPAA identifiers may be collected:
Name, medical record number, date of birth and contact information. The minimum necessary PHI to be
collected includes only those items related to the inclusion/ exclusion criteria,

Written HIPAA Authorization will be obtained for the Survey and Educational portion of the study and is on file
with this study. Also on file are the pre and post educational surveys.

Any health information shared outside of UVA will be de-identified.

You are required to protect the data according to the enclosed Privacy Plan and the Data Security Plan
Personnel Changes:

You must notify the IRB of any new personnel working on the study PRIOR to them beginning work,
Modifications:
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If you need to modify the procedures in this study you must submit an email to [RBHSREvirginia.edy
describing the changes before they are implemented. The IRB-HSR will determine if the project continues to
meet the criteria for exempt research,

Closure: Send an email to IRBHSRadmin@virginia.edu within 30 days of dlosing this study. Include the IRB-
HSR# or UVA Study Tracking # of this study in the email. An IRB-HSR Closure Form is not required

For additional information regarding educational resources for research see
http//wwwovirginia edu/vor/irb/hsr/education him!

Signed Date 05-03-19

IRB-HSR Member
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Appendix F

Permission to use the lowa Model

Liu, Xuesi

From: Kimberly Jordan - University of lowa Hospitals and Clinics <noreply@qualtrics-
SUrVey.com:>

Sent: Tuesday, December 4, 2018 11:10 PM

To: Liu, Xuesi

Subject: Permission to Use The lowa Model Revised: Evidence-Based Practice to Promote

Excellence in Health Care

You have permission, as requested today, to review and/or reproduce The lowa Model Revised: Evidence-Based Practice
to Promote Excellence in Health Care. Click the link below to open.

Copyright is retained by University of lowa Hospitals and Clinics. Permission is not granted for placing on the internet.

Citation: lowa Model Collaborative. (2017). lowa model of evidence-based practice: Revisions and validation.
Warldviews on Evidence-Based Nursing, 14(3), 175-182. doi:10.1111/wvn.12223

In written material, please add the following statement:
Used/reprinted with permission from the University of lowa Hospitals and Clinics, copyright 2015. For permission
to use or reproduce, please contact the University of lowa Hospitals and Clinics af 319-384-5098.

please contact || G- :1o-224-5098 with questions.
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Appendix G

Permission to Use Survey Questionnaires

Liu, Xuesi

From: ctoraya@aal.com

Sent: Saturday, January 26, 2019 12:35 AM

To: Liw, Xuesi

Subject: Re: Request for permission to use survey questions
Cisi,

You have my permission to use tha survey quastions similar to mine for your study. Goed luck.

Best,
Cindy Toraya, MD, JO, MA

===0riginal Message—--

From: Liu, Xuesi <xiui @liberty edu=

To: cloraya@acl. com <ctoraya@acl com=
Sent: Fri, Jan 25, 2019 10:02 am

Subject: Request for parmission to use survey questions

Good morning Dr. Toraya,

My name is CiCi Liu, a RM at an outpatient dialysis facility in central Virginia and current graduate student in
the Doctor of Mursing Practice program at Liberty University. | came upon your article "Evaluation of Advance
Directives Video Education for Patients" while doing my literature review, and | am reaching out to reguest
permission to use the survey questions included in your article.

For my graduate studies, | plan to be conducting a small quazi-experimental evidence-based study evaluating a
nurse-provided education session on advance directives for patients in outpatient dialysis. | plan to be
evaluating the education session similar to how you evaluated the video education, and would like to model
both the pre and post survey questions after the survey questions you used in your study. | would be changing
a few words to reflect my own education session, (i.e. exchanging the word “video™ with “education session”
and eliminating "durable power of attormey"), but the structure of the guestions will remain the same.

I"d like to have your official approval before moving forward with the IRB application process. Wauld you be
willing to provide a written statement of approval through email or letter, or what would be the process to
abtain a written permission o use your survey?

Thank you very much for your time,

CiCi Liu
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Appendix H

Permission to Use “Advance Care Planning” Brochure

Liu, Xuesi

From: Watson, Jennifer (NIH/NIAJERF) [E] <watsonjl@mail.nih.gov>
Sent: Monday, February 11, 2019 11:09 AM

To: Liu, Xuesi

Subject: RE: Reguest for permission to use

Hello Ms Liu —

Thanks for your request. The good news is that materials produced by NIA, a Federal Government agency, are
in the public domain. Permission to use NIA-produced materials is not required. When you use our materials
in print, on the Web, orin a video or audio format, we simply reguest that you credit the National Institute on
Aging, National Institutes of Health, U.S. Department of Health and Human Services.

| hope this helps!

All best —

lennifer

Jennifer L. Watson, MA

Deputy Director

Office of Communications and Public Liaison
National Institute on Aging

Mational Institutes of Health

31 Center Drive, Room 5C27

Bethesda, MD 20392

watsonjl@nia.nih.gov

Direct: 301/451-28404

Main: 301/496-1752

www.nia.nih.gov

NIH...Turning Discovery Into Health
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Appendix |
Participant Consent Form

The Libserty Unbuersity Instisuticnal
Review Boand has approsed
this document for wee foom

L3NS so L2
Proteeol & 3734.0003 1%

CONSENT FORM
Evahuation of Advance Directive Education with Dialyzis Patients
Zwesi Lin
Libarty University
School of Murzing

You are invited to be in zn Evidence Based Practice Scholarly Project an the effectivensss of an
edwcation seszion on advance directives with cutpatient dizlysis patients. You were selected 2z 3
pozsible participant becanse you are over the age of 18, have a diamnosis of ESRD), have been on
chromic m-center dizlysis for at least 3 vears at Lynchinrg Dialyzis, do pot have doomnented
advance directives on file, and Englizh is your primary lansusse. Please read this form and ask
any gquastions you may have before agreeing to be in the smdy.

Hues Lin, a student in the Doctor of Nursing Practice School of Mursing at Liberty University, is
conducting this project

Background Information: The purpose of this project is to evaluste the effectivensas of a
patient educstion session on patient kmowledgs of advance directives.

Procedures: If you asvee to be in thiz stody, I would ask vou to do the following things:

1. Cormplete a brief survey before the education. This will take spprosimately five minates
and will be given to you after you agree to participate n the sudy.

1. Listen to an education session delivered by the project leader. This should take
approximataly ten to fifteen minutes and will take place bafare, during, or after vour
dialyyis session.

3, Cornplete a brief survey after the education session. This will take approcimarely five
minutes.

4, Allow the researcher to nse your demographic information in the data analysiz.
Diemographic informarion will mclude age gender, sthnicity, medical diagnoses length
of time on dialysis, code stams, and documentation of advance directive completion, it
will not inclade any divectly identifiable information.

Risks: The risks mvolved in this smudy are minimal which means they are agual to the risks yoo
would encounter in everyday life.

Direct Benefits. The direct benefits participants should expect to receive fom taldng par in this
smudy are the receipt of information and resources to guide decizion making on advance
directives.

Compensation: Participants may be compensated for pamicipating in this smdy. Stody
participants who have completed bath surveys and the educarion session will have their names
entered into a dravwing to win a 323 Walmart gift card. The drawing will take place after all
participants have received the education, The winning parmicipant will be notified by the project
leadear,
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The Liberty University fostisutional
Review Bosed han approved
this document for wee from

A2200% o 412020
Mrotoool 2 370219

Confidentiality: The records of this stady will be kept private. In any sort of report I might
publish, I will not include any information that will make it possible to identify a subject.
Research records will be stored securely, and only the scholarly project leader will have access to
the records. I may share the data I collect from yvou for use in future research studies or with
other researchery; if I share the data that I collect about you, I will remove any information that
could identify you, if applicable, before I share the data. All participants will be assigned a
unique identification number, Survey data will be labeled with a unique identification number
after completion. Data will be stored on a password locked computer and may be used in futare
presentations. After three years, all electronic records will be deleted.

Voluntary Nature of the Study: Participation in this smdy is voluntary. Your decision whether
or not to participate will not affect your current or future relations with Liberty University or the
University of Virginia Lynchburg Dialysis. If you decide to participate, vou are free to not
answer any quastion or withdraw at any time without affecting those relationships,

Participation in this study will not affect patient care in any way. Your relationskip with the
project leader or with the University of Virginia will not be impacted by participation or non-
participation in the study, or the outcomes of the study.

How to Withdraw from the Study: If you choose to withdraw from the study, please contact
the project leader at the email address phone munber inchuded in the next paragraph. Should you
choose to withdraw, data collected from vou will be destroyed immediately and will not be
included in this study.

Contacts and Questions: The project leader conducting this study fs Xuesi Liu. You may ask
any questions you kave now. If vou have questions later, vou are encouraged to contact her at
xliul @libarty.edu You may also contact the project leader’s faculty chair, Sharon Kopis, at
1kopis@liberty edu.

If you have any questions ot cancerns regarding this project and would like to talk to someone
other than the researcher, you are encouraged to contact the [nstitutional Review Board, 1971
University Bivd,, Green Hall Ste. 2845, Lynchburg, VA 24515 or email at tb@liberty. edu
Please notif) the researcher {f you would like a copy of this information for your records.

Statement of Consent: [ have read and understood the above information. I have asked
questions and have received answers. [ consent to participate in the study.

Signature of Participant Data

Signature of Investigator Date
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Appendix J
HIPAA Confidentiality Form

University of Virginia IRB-HSR# 21530
Title: Evaluation of Advance Directive Education with Dialysis Patients

Study records that identify vou will be kept confidential as required by federal privacy regulations. By signing
this form vou agree to allow Xuesi Lin and their study team to use and disclose health information about vou to conduct
this study. A description of this study is astached to this form.

e addition, the informanion created sbout vou may be shared with other institutions doing this sndy,
Other persons who may have access o your records include groups such as
& dats and eafary monitwring boards which sverses the safery of 3 study including sccyediting sgenciss,
+ federal state and local agenmcies having oversight over this research such as, the Department of Health and
Homan Services (DHHS)
+ the University of Virginia Fesearch Compliance staff and Imstimuional Review Board (IRB) members or
designates. The IRB is a special commites at the University of Virginia that reviews all medical research srudies
involving human participants.

If vou sign this form, yvou have given us permission to release information to these other people. There is no expiranon
date 1o this permizzion. If vou decide to withdraw your permizsion and end thiz agreement to relesse the information
collected about you, please contact Xuesi Lin af ciceEvirginig edu.  He'she will kelp vou document in writing vour
decision to withdraw this permission. Pleaze note that any information already obtzined will continye to be nsed.

Because of the need to release information to these parties, absolote confidentiality cammot be guarantesd. There iz the
potential that information releazed to the groups and individoals listed above may be relessed again and would no longzer
be protected by privacy laws.

Your participation in this research study is vohmtary, However, you will not be allowed to partcipate in this research if
vyou do not sign this Authorization. Fefasing to sign will not affect the present or fomre care vou receive at this
instimition.

Adult Participant

PARTICIPAMT PARTICIPAMT DATE
(Signamre) (Print)

Written HIPAA Authorization From Impartial Witness
If this HIPAA Aunchorization ¢ form ie read to the subject because the subject iv blind or illirerare, an impartal witmess
ot qffiliated with the research or study ream must be present for the process and sign the following statament

The subject may place an X or the Porticipant Sigrature ling above.
I agree the information in this form was presented orally in my presence and the person had the oppornmity to ask

guestions. I alzo agree that the perzoa freely gave their HIPAA Autharization to allow the release of their health

NAME OF IMPAF.TIAL WITHESS

SIGMATURE OF IMPARTIAL WITNESS DATE



