Virginia Commonwealth University

VCU Scholars Compass

Theses and Dissertations Graduate School

2016

Development and Evaluation of a Peer-to-Peer Intervention to
Increase Self-Management among Adult In-Center Hemodialysis
Patients

Jennifer J. St Clair Russell
Virginia Commonwealth University

Follow this and additional works at: https://scholarscompass.vcu.edu/etd

6‘ Part of the Community Health Commons, Nephrology Commons, and the Public Health Education and
Promotion Commons

© The Author

Downloaded from
https://scholarscompass.vcu.edu/etd/4360

This Dissertation is brought to you for free and open access by the Graduate School at VCU Scholars Compass. It
has been accepted for inclusion in Theses and Dissertations by an authorized administrator of VCU Scholars
Compass. For more information, please contact libcompass@vcu.edu.


http://www.vcu.edu/
http://www.vcu.edu/
https://scholarscompass.vcu.edu/
https://scholarscompass.vcu.edu/etd
https://scholarscompass.vcu.edu/gradschool
https://scholarscompass.vcu.edu/etd?utm_source=scholarscompass.vcu.edu%2Fetd%2F4360&utm_medium=PDF&utm_campaign=PDFCoverPages
http://network.bepress.com/hgg/discipline/714?utm_source=scholarscompass.vcu.edu%2Fetd%2F4360&utm_medium=PDF&utm_campaign=PDFCoverPages
http://network.bepress.com/hgg/discipline/691?utm_source=scholarscompass.vcu.edu%2Fetd%2F4360&utm_medium=PDF&utm_campaign=PDFCoverPages
http://network.bepress.com/hgg/discipline/743?utm_source=scholarscompass.vcu.edu%2Fetd%2F4360&utm_medium=PDF&utm_campaign=PDFCoverPages
http://network.bepress.com/hgg/discipline/743?utm_source=scholarscompass.vcu.edu%2Fetd%2F4360&utm_medium=PDF&utm_campaign=PDFCoverPages
https://scholarscompass.vcu.edu/etd/4360?utm_source=scholarscompass.vcu.edu%2Fetd%2F4360&utm_medium=PDF&utm_campaign=PDFCoverPages
mailto:libcompass@vcu.edu

©Jennifer J. St. Clair Russell 2016
All Rights Reserved




Development and Evaluation of a Peer-to-Peer Intervention to Increase Self-Management among
Adult In-Center Hemodialysis Patients

A dissertation submitted in partial fulfillment of the requirements for the degree of Doctor of
Philosophy at Virginia Commonwealth University

Jennifer J. St. Clair Russell
Master of Science in Education — Public Health, University of Toledo, 1997
Bachelor of Education — Community Health, University of Toledo, 1996

Director: Maria Thomson, Ph.D., Assistant Professor, Department of Health Behavior and Policy

Virginia Commonwealth University

Richmond, Virginia
June, 2016


https://irb.research.vcu.edu/irb/Rooms/DisplayPages/LayoutInitial?Container=com.webridge.entity.Entity%5bOID%5b66710294C2519349A90DD8AFB224B228%5d%5d
https://irb.research.vcu.edu/irb/Rooms/DisplayPages/LayoutInitial?Container=com.webridge.entity.Entity%5bOID%5b66710294C2519349A90DD8AFB224B228%5d%5d

Acknowledgements

I would like to take this opportunity to thank all of the people who supported me through this
endeavor.

Bill, my husband and cheerleader. Thank you for your love and support through this entire
process and throughout the past twenty-one years. | appreciate you encouraging me to pursue my
dream of returning to school and giving me pep talks on those days when | questioned my
decision.

To the faculty of the Department of Health Behavior and Policy at Virginia Commonwealth
University, | would like to express my sincere gratitude. | learned a tremendous amount working
with each of you and | am very grateful for the opportunity. Drs. Maria Thomson and Heather
Traino, thank you for your direction, mentorship, and overall support during the development of
this research and dissertation. Dr. Kellie Carlyle, thank you seeing potential in my application
packet and for all of your guidance as Graduate Program Director.

Nancy Armistead, Todd Gehr, MD, and Dr. Jennifer Elston-Lafata, thank you for participating in
my committee and for providing thought-provoking feedback and suggestions. Your insight was
invaluable to this research.

To UVA Lynchburg Dialysis and its staff, your contributions and support were greatly
appreciated. And to all the patients who participated, you are what this project is all about. You
inspire and motivate me.

To the Mid-Atlantic Renal Coalition (MARC) and West Virginia Medical Institute, thank you for
allowing me to use this project as my dissertation research. Words cannot express how grateful |

am for the trust you had in me and the rich experience this work provided. Kami Andrews, thank
you for your assistance and always being ready to take on the next challenge. Janet Lynch, thank
you for being my office mentor, data guru, and friend.

Finally 1 would like to dedicate this to my parents, Joanne and Jim Hahn. They supported me
100% of the way from my days as an undergraduate to this culmination of my education. Thank
you and 1 love you!



Table of Contents

List of Tables
List of Figures
Abstract
Chapter 1 Introduction and Specific Aims
Specific Aims
Chapter 2 Literature Review and Formative Work
Self-Management in Chronic Disease
Self-Management in Hemodialysis
Follow Prescribed Treatment Regimen
Adhere to Diet and Fluid Restriction
Take Medications as Prescribed
Obtain and Maintain Vascular Access
Non-Adherence and Its Consequences
Peer Mentoring as an Intervention for Chronic Disease Management
Peer Mentoring as an Intervention among Patients with Kidney Failure
Peer Mentoring in Other Chronic Conditions
Limitations in the Existing Literature
Theoretical Framework
Social Cognitive Theory
Psychosocial Constructs to Improve Self-Management
Social Support
Knowledge
Self-Efficacy
Mechanisms of Change
Summary
Chapter 3 Methods
Study Site
Intervention and Evaluation Overview
Peer Mentoring Intervention
Participant Eligibility
Participant Recruitment
Mentor Training
Mentee/Mentor Pairing
Program Launch/Social Mixers
Mentor/Mentee Interaction
Mentor Training Boosters
Final Celebration Mixer



Evaluation of the Intervention 41

Power Calculation 41

Aim 1 42

Data Collection 42

Data Analysis 43

Aim 2 44

Data Collection 44

Data Analysis 49

Aim 3 51

Data Collection 51

Data Analysis 51

Data Management 51

Chapter 4 Results 52
Aim 1 52
Recruitment, Participation, and Attrition 52

Mentor Training 54
Mentor/Mentee Interaction 55

Overall Participant Satisfaction 56

Staff Perceptions and Facility Resources 56

Aim 2 68
Aim 3 69
Chapter 5 Discussion 71
Effects of Peer Mentoring on Mentees 71
Effects of Peer Mentoring on Mentors 74
Considerations for Implementation 75
Patient Participation 75
Identifying Mentors 76

Training Mentors 77

Pairing Mentors and Mentees 79

Dialysis Facility and Staff Roles 82

Areas for Additional Inquiry 83
Length of Time on Dialysis and Health-Related Quality of Life 83

Marital Status and Perceived Social Support 84
Limitations/Threats to Validity 86
Small Sample Size and Post Hoc Analyses 86

Selection Bias 87

Response Bias 87
Maturation Bias 88

Attrition 88

Chapter 6 Conclusion 90

Bibliography 91



Appendices

Vita

Appendix A Environmental Scan within Dialysis Community
Appendix B Formative Research at UVA Lynchburg Dialysis
Appendix C Participant Application

Appendix D Recruitment Flyer

Appendix E Recruitment Brochure

Appendix F Facility Staff Patient Nomination Form

Appendix G Sample Agenda for Mentor Training

Appendix H Mentor Communication Skills and Role-Play Observation Form
Appendix | Mentor Training Evaluation Form

Appendix J Participant Confidentiality Form

Appendix K Meeting Log

Appendix L Participant Consent

Appendix M University of Virginia IRB Determination

Appendix N Virginia Commonwealth University IRB Determination
Appendix O Participant Satisfaction (Mentor)

Appendix P Participant Satisfaction (Mentee)

Appendix Q Participant Survey

102
102
116
123
125
126
130
132
134
136
139
140
142
146
147
148
151
154
168



1:
2:

List of Tables

Non-Adherence Rates in Hemodialysis
Demographics of UVA Lynchburg Dialysis Patients as Compared to U.S. Patients by

Treatment Modality

O© oo ~NO Ol W

10
11
12
13

14.
15:
16:
17:
18:
19:
20:
21:

: Study Timeline

: Survey Timeline by Role

: Outcome Variables

: Age by Role

: Years Receiving ESRD Treatment

: Demographic Characteristics of Peer Up! Participants
: Mentor Training: Overall Feedback

: Mentor Training: Self-Reported Confidence Level by Task

: Peer Up! Meeting Log Summary

: Mentee Program Evaluation

: Mentor Program Evaluation

Staff Survey: Impact on Job

Staff Perceptions of Patient Benefits

Staff and Facility Resources Required

Comparison of Psychosocial Measures across Time Periods, Mentees
Comparison of Psychosocial Measures across Time Periods, Mentors
Comparison of Health-Related Quality of Life by Time on Dialysis, Mentees
Comparison of Perceived Social Support by Marriage, Mentees
Comparison of Perceived Social Support by Marriage, Mentors

Vi

44
45
46
58
58
59
60
61
62
64
65
66
67
67
68
70
84
85
86



List of Figures

: Heisler’s Hypothesized Model of Peer Support
: Types of Health Behavior Theory

: Social Cognitive Theory: Triadic Reciprocal Causation
: Conceptual Model

- Logic Model of Peer-to-Peer Program

: Mentee C and Mentor S

: Mentee R and Mentor G

: Overall Participant Experience

: Participant Quotes from Survey

10: Staff Quotes from Survey

11: Intention to obtain an AVF or AVG

12: Mentee G and Mentor B

OCO~NO O, WN —

vii

13
20
20
21
40
62
62
63
63
66
69
69



Abstract

DEVELOPMENT AND EVALUATION OF A PEER-TO-PEER INTERVENTION TO
INCREASE SELF-MANAGEMENT AMONG ADULT IN-CENTER HEMODIALYSIS
PATIENTS

By Jennifer J. St. Clair Russell, Ph.D.

A dissertation submitted in partial fulfillment of the requirements for the degree of Doctor of
Philosophy at Virginia Commonwealth University

Virginia Commonwealth University, 2016

Advisor: Maria Thomson, Ph.D., Assistant Professor, Department of Health Behavior and Policy

Background: Peer-to-peer (P2P) support programs have the potential to assist ESRD
patients in managing their disease and improve outcomes. Yet, there is little research examining
P2P programs’ impact on psychosocial outcomes and disease management behaviors.

Methods: A 4-month P2P mentoring intervention was designed and piloted in a facility
serving 249 in-center hemodialysis patients in Lynchburg, Virginia. Preceded by a social
marketing effort, which included a program naming contest and participant recruitment, the
intervention included: (1) mentor training, (2) pairing of mentees and mentors, (3) kick-off social
mixers, (4) ongoing meetings between mentees and mentors, (5) mentor training booster, and (6)
a final celebration.

A single arm quasi-experimental study with repeated measurements at three time points

was used with data collection over four months. The hypotheses that the intervention would



result in improvements for both mentees and mentors (i.e., self-efficacy, knowledge, perceived
social support, dialysis social support (i.e., support from peers within the dialysis setting), and
self-management behaviors) were tested using repeated measures ANOVA or the Friedman’s
test for nonparametric data.

Results: Mentees experienced increases in self-efficacy, F(2,22)=8.15, p<.01;
knowledge, F(2,44)=6.62, p<.01; perceived social support, F(2,22)=7.30, p<.01; and dialysis
social support, F(2,44)=4.79, p=.01. Mentors experienced increases in knowledge,
F(2,22)=11.88, p<.01; dialysis social support, F(2,42)=3.19, p=.05; and dialysis self-
management, y2(2) = 7.65, p =.02.

Conclusion: A P2P mentoring program for in-center hemodialysis patients can be
beneficial for both mentees and mentors. Future research should focus on larger groups of

patients using more rigorous research designs.



Chapter 1 Introduction and Specific Aims

Peer-to-peer (P2P) mentoring programs have the potential to assist patients with kidney
failure in managing their complex chronic illness to improve outcomes. Despite the significant
disease management and self-care burden this population faces, there is little research examining
the effectiveness of P2P programs in improving psychosocial outcomes and disease management
behaviors.

Chronic kidney disease (CKD) is a growing problem in the United States. More than 26
million Americans have some stage of CKD, and its prevalence is rising." Chronic kidney
disease can progress to chronic kidney failure, known as end stage renal disease (ESRD), in
which some form of kidney replacement therapy (i.e., dialysis or transplantation) is required to
sustain life. In 2011, 615,899 Americans received treatment for ESRD.? The two primary causes
of kidney failure are diabetes and hypertension, at 44.2% and 28.6% of cases, respectively.? It is
not surprising that the number of Americans with CKD is expected to rise and projected to reach
774,386 by 2020° as both diabetes and hypertension are highly prevalent in the U.S. population.
The American Diabetes Association (ADA) estimates that 29.1 million children and adults (9.3%
of the U.S. population) have diabetes,* and the American Heart Association (AHA) estimates
that 77.9 million adults, ages 20 and older, (approximately 33% of U.S. adults) have
hypertension.”

Patients with kidney failure tend to have significant comorbidities including ischemic

heart disease and congestive heart failure, cerebrovascular disease, and/or peripheral vascular



disease.®’ Patients also tend to have a high symptom burden, experiencing a variety of symptoms
such as anxiety, depression, pruritus, anorexia, nausea, insomnia, fatigue, and pain—often in
combination.®®

The majority of patients with kidney failure are treated by in-center hemodialysis, as
opposed to home hemodialysis, peritoneal dialysis or kidney transplant, and typically require a 4-
hour extracorporeal treatment three times weekly.?*° For many, in-center hemodialysis
treatments are associated with significant adverse effects, including nausea, hypotension, itching,
and cramping. To achieve the best outcomes, patients receiving in-center treatment must follow a
complex self-management regimen and practice behaviors that promote treatment efficacy, such
as monitoring fluid intake, adhering to dietary restrictions, and managing a complex medication
schedule. However, research has shown that as a treatment regimen increases in complexity and
length, adherence tends to decrease.'’ Further, the self-management of ESRD may be especially
challenging because the diagnosis and functional limitations constitute such a profound physical,
social, and financial loss for patients and their families. For example, many patients are unable to
continue working and some require the assistance of a caregiver.>**

Peer programs provide patients with ongoing disease self-management information,
emotional support, and mutual reciprocity to achieve outcomes that include improved patient
health-related quality of life, health behavior, and chronic disease control, while reducing
unnecessary hospitalizations and costs.*>*" Self-management support goes beyond traditional
knowledge-based patient education to include processes that develop patient problem-solving
skills, improve self-confidence, and support patient application of knowledge to manage their
chronic disease. Research, though limited, suggests the act of helping others confers benefits to

peer mentors as well, thus both mentees and mentors can benefit.'® The management and



treatment of chronic disease is an ongoing challenge in health care and is certainly not unique to
ESRD. Nevertheless, self-management is particularly relevant for this population because
controlling diet and fluid intake plays such a crucial role in treatment and outcomes. Further, the
in-center dialysis population is unique given the amount of time each week they must spend in a
facility receiving treatment.
Specific Aims
The primary goal of this pilot study is to evaluate the impact of a 4-month P2P program
introduced in one western Virginia dialysis center on patients’ psychosocial health outcomes.
Specifically, the aims of this program evaluation are:
Aim 1: To evaluate the implementation of a P2P program for dialysis patients.
RQ#1: How many patients volunteer as mentors?
RQ#2: How many patients seek to participate as mentees?
RQ#3: How many patients complete the training to serve as a mentor?
RQ#4: What are the mentors’ perceptions of the mentor training?
RQ#5: How many mentors complete at least one interaction with a mentee?
RQ#6: How many P2P interactions are logged during the intervention period?
RQ#7: How many mentees complete the 4-month program?
RQ#8: How many mentors complete the 4-month program?
RQ#9: What center and staff resources are required and desired to support the 4-
month P2P program?
RQ#10: What are mentors and mentees perceptions of the 4-month program (e.g.,
pros, cons, satisfaction)?
Aim 2: To evaluate the impact of a 4-month P2P program on patient mentees’

knowledge, psychosocial health indicators (i.e., self-efficacy, perceived social support,
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and dialysis social support), and dialysis self-management behaviors as assessed via
paper/pencil survey. Using a quasi-experimental, single-center longitudinal design, with
assessments at three time points (pre-intervention (Month 0), mid-intervention (Month 2),
and post-intervention (Month 4)) and patient mentees serving as their own controls, it is
hypothesized that after participation in the P2P program mentees will:

H1: Demonstrate increased self-efficacy, knowledge, perceived social support,
and dialysis social support, as compared to baseline measures.

H2: Report greater intent to consult with a vascular surgeon regarding the
placement of an arteriovenous fistula (AVF) vascular access (patients with a
central venous catheter (CVC) only), as compared to baseline measures.

H3: Report increased frequency of dialysis self-management behaviors (i.e.,
coming to dialysis treatment the prescribed number of times per week,
completing the full treatment time each treatment, adhering to prescribed diet,
following fluid restrictions, taking all medicines, and taking medicines on a
set schedule) as compared to baseline measures.

Aim 3: To evaluate the impact of a 4-month P2P program on patient mentors’
knowledge, psychosocial health indicators (i.e., self-efficacy, perceived social support,
and dialysis social support), and dialysis self-management behaviors as assessed via
paper/pencil survey. Using a quasi-experimental, single-center longitudinal design, with
assessments at three time points (i.e., pre-training (Month 0), post-training/pre-
intervention (Month 0), and post-intervention (Month 4) and mentors serving as their

own controls, it is hypothesized that after participation in the P2P program mentors will:



H4:

H5:

Demonstrate increased self-efficacy, knowledge, perceived social support,
and dialysis social support, as compared to baseline measures.

Maintain self-reported frequency of dialysis self-management behaviors (i.e.,
coming to dialysis treatment the prescribed number of times per week,
completing the full treatment time each treatment, adhering to prescribed diet,
following fluid restrictions, taking all medicines, and taking medicines on a

set schedule), as compared to baseline measures.



Chapter 2 Literature Review and Formative Work

Patients receiving in-center hemodialysis for treatment of kidney failure face
tremendous self-management challenges. Peer mentoring may positively impact their adherence
to their self-care regimen and ultimately improve medical outcomes. This chapter will describe
self-management in the context of chronic disease as well as the self-management tasks in-
center hemodialysis patients face and why adherence is such a challenge. Further, it will explore
how peer mentoring has been used specifically among patients with kidney disease and its use
in other chronic diseases, such as diabetes and heart failure. This review helps to better
understand how peer mentoring has been implemented and identify lessons that may inform the
development and testing of a peer mentoring intervention specifically designed for in-center
hemodialysis patients. This chapter will conclude with a discussion of the behavioral constructs
of interest, self-efficacy, knowledge, and perceived social support, as supported by Social
Cognitive Theory and the extant disease self-management literature.

Self-Management in Chronic Disease

Chronic diseases require ongoing care to mitigate symptoms while maximizing
functioning as no cure exists.’*? In most cases, it is not reasonable or feasible, financially or
otherwise, to administer such care in an acute or long-term care setting; therefore, much of the
care tasks must be done by the patient via self-care or self-management techniques.?*** Self-
management has been defined as: “The positive efforts of patients to oversee and participate in

their health care in order to optimize health, prevent complications, control symptoms, marshal



medical resources, and minimize the intrusion of the disease into their preferred lifestyle.”?>*®

Self-management is sometimes used in conjunction with adherence, which the World Health
Organization has defined as: “The extent to which a person’s behaviour — taking medication,
following a diet, and/or executing lifestyle changes, corresponds with agreed recommendations
from a health care provider.”’

Self-management in chronic disease has been shown to improve outcomes, including
overall health status and sense of well-being while reducing hospitalization.'***# Self-
management plays an integral role in health care. Arguably, it can increase quality of life for
patients and reduce costs for payers; however, the self-management tasks are not always easy
and patients may not always have the resources they need to adhere to their complex treatment
regimen.

Self-Management in Hemodialysis

The kidneys play an integral role in body processes. They eliminate toxins, waste, and
excess fluid from the body, control blood pressure, keep bones healthy, and generate red blood
cells. When the kidneys stop working, in-center hemodialysis can replace the natural function of
the kidneys, but it cannot accomplish the same outcomes in 12 hours per week (e.g., three
treatments of four hours each week) that the kidneys were doing around the clock.® Therefore, it
is necessary for patients to perform self-management tasks and adhere to their treatment regimen
in order to optimize dialysis treatment and stay alive. The recommendations typically associated
with dialysis include following the prescribed treatment regimen (i.e., attending all dialysis
treatments and completing the number of prescribed minutes per treatment) as well as adhering to
a special diet and fluid limitations, and taking medications as prescribed.*® Estimations of the non-
adherence rates to these recommendations tend to vary from 7.9% - 50% across the extant

literature (Table 1). Seeking placement of a vascular access and maintaining it is another
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recommendation, but only 23.2% of incident hemodialysis patients have an arteriovenous fistula

or graft at month four (day 91) of treatment.? It is clear that hemodialysis patients tend to struggle

with these tasks and following their medical providers’ recommendations.*"%

Table 1: Non-Adherence Rates in Hemodialysis>"*

Behavior % of Non-Adherence
Missed treatments 7.9% - 8.5%
Shortened treatments (>10 minutes) 19.6% - 20.3%
Medication non-adherence 15.4% - 50.2%
Fluid non-adherence 9.7% - 49.5%
Diet non-adherence 9% - 22.1%

Follow Prescribed Treatment Regimen

While all patients may miss or shorten treatment from time to time, the US ESRD
population disproportionally misses or shortens treatment more frequently, as compared to
Europe and Japan.® This is despite evidence that suggests skipping treatment results in higher
mortality and hospitalization rates.**** In general, in-center hemodialysis patients are
recommended to attend treatment three times per week for four hours per treatment.*® Thus, at a
minimum, 12 hours of each week is required to be spent at an outpatient dialysis facility, not
including time for traveling to and from the location or any waiting times. This regimen is to be
followed as long as the patient uses in-center hemodialysis as his/her renal replacement therapy,
which for some, may be the rest of his/her life. This demanding treatment schedule makes it
challenging for patients to remain employed and continue their routines prior to diagnosis and
treatment. Some of the reasons patients may miss or shorten appointments may be physiological
(e.g., they feel poorly) or logistic (e.g., transportation issues or conflicting medical
appointments). However, non-adherence can also be more psychosocially complex, for

example, it has been suggested that patients who have not adjusted adequately to the diagnosis



and/or treatment regimen may begin missing or shortening treatments as ““...a subtle expression
of control over their health status.”*
Adhere to Diet and Fluid Restrictions

The kidneys eliminate excess fluid from the body and help to clean the blood. When
they are not working, patients are instructed to try to limit their fluids and eat a special diet to
help limit the build-up of fluid and toxins between treatments. Typically, patients are limited to
about 32 — 36 ounces of liquid per day.*** This amount includes drinks, like coffee, tea, and
water (for drinking and taking medication), but also soups, ice cream, gelatin, etc. Patients are
advised to maintain a diet low in sodium, potassium, phosphorus and higher in protein.*” This is
further complicated if the patient also has diabetes or other co-morbid conditions that impact
diet.®® Patients often find the diet and fluid restrictions disorienting and intensely burdensome.®
These restrictions tend to exacerbate decreased quality of life and strain relationships, including
those with the medical team.®
Take Medications as Prescribed

ESRD patients are estimated to take eight to twelve prescribed medications per day
requiring an average of 17-25 doses per day.***° However, some may take as many as 15-20
medications.*® Medications are taken for a variety of issues and depend on the specific patient,
but often include medications for anemia, bone disease and calcifications, and phosphorus
management.* Medications may also be required to manage co-morbid conditions like
hypertension and/or diabetes. Non-adherence to the medication regimen can result in a variety
of complications and worsening of conditions, such as bone disease, anemia, cardiovascular

issues, and hypertension.



Obtain and Maintain Vascular Access

Obtaining an arteriovascular fistula (AVF), placed by a vascular surgeon, and
maintaining it are also self-management tasks that are important to patient outcomes. An AVF
is the preferred vascular access for hemodialysis because it has a lower risk of infection and
provides for better blood flow, thereby reducing treatment time.* However, many patients
begin dialysis with a central venous catheter (CVVC) because they must start treatment
immediately and CVCs do not require time to mature. Unfortunately, CVCs tend to have high
infection rates which often leads to hospitalization.**** AV/Fs can require as much as two to
three months to mature, although this can vary.** Some patients prefer to keep their CVC and
avoid pursuing an AVF for a variety of reasons. These include the belief that dialysis is only
temporary and they will receive a transplant soon, they do not want to have a surgery, or they
have heard that cannulation prior to each treatment is painful.*> Once placed, an AVF requires
some maintenance. For example, patients with an AVF in an arm should avoid heavy lifting
with that arm and should try not to sleep or lay on that arm.*® The AVF must also be checked
periodically to make sure that the blood flow is adequate. Finally, the access site should be
cleansed before each use.

Non-Adherence and Its Consequences

Non-adherence or inadequate self-management in any of these tasks can have significant
consequences, including hospitalization due to infections and cardiovascular issues,
rehospitalization, or death.>**" According to the 2012 United States Renal Data System
(USRDS), *® patients on dialysis were hospitalized more frequently than the general Medicare
population, with adjusted rates of 1.88 per year and 0.6, respectively. The all-cause adjusted

hospitalization rates per patient have shown little change over the last decade in hemodialysis.?
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The highest rates of hospitalization (overall and cause-specific diagnoses) are among those age
20-44 or 75 and older, female, white, black/African American, or have diabetes as the primary
diagnosis for their kidney failure.” Rehospitalization (i.e., a hospital admission within 30 days
of a live discharge) is also a significant problem for the ESRD population with the overall rate
at approximately 33%, which is 70% higher rate than the general Medicare population.?*

Non-adherence to each of these self-management tasks have associated risks
independently. For example, patients who are not limiting their fluids are at risk for fluid
overload. Fluid overload can cause a number of adverse effects, including coughing, edema,
shortness of breath, chest pain, and congestive heart failure. Further, there is a limit to the
amount of fluid that can be safely removed in one treatment. Removing higher volumes of fluid
during treatment can put patients at risk of serious side effects, such as hypotension, cramping,
nausea, headache, and cardiac complications (e.g., ischemia—reduced blood flow to the heart
and lasting heart damage), or death.**“*>! However, non-adherence to one task may have a
snowball effect and cause other problems. For instance, missing or shortening a treatment can
increase the likelihood of fluid overload and a patient experiencing the associated adverse
effects. Similarly, serum phosphorus level is impacted by missed or shortened treatments, but
also by diet and medication regimen. Many dialysis patients are prescribed phosphate binders, a
medication to help manage phosphorus. Not taking medication, such as phosphate binders, as
prescribed on a regular schedule can lead to problems such as increased bone fractures, pruritus,
heart issues, and calcification and hardening of tissues.

It is evident that hemodialysis patients have a significant self-care burden and non-
adherence can result in significant morbidity, hospitalization, and death. While health

professionals may do their best to educate and prepare patients for this new lifestyle, experiences
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of fellow patients can provide an invaluable informal source of patient information and support.
There is evidence to suggest that this informal support can influence fellow patients’ behavior and
health care decisions, and in some cases, have more influence than advice provided by
physicians.>*>* Experienced patients building a relationship and sharing their stories with other
patients, such as those who are new to dialysis or those who are struggling with adherence, can
help reinforce positive behaviors and improve behaviors that may be lacking. Further, some peer
support may already occur organically within the waiting areas of dialysis facilities because some
patients have a desire to share their stories with others. Individuals want to share their experiences
with other patients to help improve their quality of life, help others learn from their mistakes, or
assist others’ adoption to new treatment regimens.*® A formalized support program, like a peer
mentoring program, can expand what may be occurring organically, provide patients with an
outlet to share their experiences, and potentially improve outcomes.

Peer Mentoring as an Intervention for Chronic Disease Management

It is hypothesized that peer support via various mechanisms (i.e., informational support,
emotional support, and mutual reciprocity) can lead to a variety of beneficial outcomes, including
improved health behaviors, quality of life, improved chronic disease control, and decreased
hospitalization (Figure 1).* Heisler has proposed a typology categorizing peer support models
into the following seven categories: professional-led group visits with peer exchange; peer-led,
face-to-face self-management programs; peer coaches; community health workers; support
groups; telephone-based peer support; and web- and email-based programs.* Peer coaching, also
referred to as peer mentoring, is defined as “...meet[ing] one-on-one with other patients to listen,
discuss concerns and provide support.” It can provide patients with individualized information,

alleviate fears, and help patients adapt to their diagnosis.*>> Inherent in peer mentoring
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relationships is the ongoing support that occurs as the result of multiple meetings or interactions.
Patients receiving in-center dialysis treatment are uniquely positioned to benefit from peer
mentoring given that they spend so much time together receiving treatment. Further, the most
plentiful yet untapped resource at a dialysis facility is the patients themselves. They spend a great
deal of time at the dialysis facility each week, not only receiving treatment, but also waiting for

transportation, and that time could be used to support each other.

Informational support:

* Sharing experiences Improved health-related
and information quality of life
* Modeling effective
skills
t * Increased confidence Improved health
Zriadiand ) behaviors (e.g., weight
Emotional support: * Increased perceived monitoring, diet,
* Encouragement social support taking medications)
PEER * Increased positive
SUPPORT| ¢ Heinforcement —— 1
* Decreased sense o Increased
of isolation understanding of Improved chronic
t self-care disease control
Mutual reciprocity: l
¢ Shared problem solving
* Both receiving and Eecrga?ed p
giving help on shared Osrli'tl?t'zat‘ons &l
medical issues e

Figure 1: Heisler’s Hypothesized Model of Peer Support™
Peer Mentoring as an Intervention among Patients with Kidney Failure
Limited evidence exists in the extant literature related to increasing self-management

within ESRD through peer mentoring. Of the three studies identified, two based in the US and
one in the UK, none specifically focused on in-center hemodialysis patients and increasing self-
management. Walker et al. examined how post-transplant patients serving as peer mentors in a
hospital-based program may affect time to being listed on the transplant list and self-reported
quality of life among patients.”® No significant differences were found between those who had a

peer mentor and those who did not with either outcome. Conversely, the qualitative study
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conducted by Hughes et al. sought to explore patients’ experiences receiving peer support,
specifically among patients transitioning to dialysis in the UK.>" Their findings indicated that
patients found peer-to-peer interaction helpful, with 90% reporting that they found it to be a
positive experience. Lastly, the three-arm randomized control trial conducted by Perry et al. in
21 dialysis centers in Michigan explored how peer mentors might assist with end-of-life decision
making and the completion of advance directives (AD).*® The arms consisted of usual care,
receipt of written material about advance care planning, or peer mentoring. Peer mentoring
showed significant differences compared to the other groups, specifically related to the
completion of ADs, the desire to complete ADs, and comfort discussing ADs. The influence of
peer mentors appeared to be most prominent among African American patients and the authors’
conjecture that this due to cultural differences. Based on these conflicting findings, more
research is needed with in-center hemodialysis patients specifically focusing on dialysis self-
management behaviors.

Due to the lack of substantial evidence focusing on peer mentoring to improve self-
management among in-center hemodialysis patients, an environmental scan was conducted in
summer 2014 to determine what peer mentoring programs existed in the field, but have not been
formally evaluated and/or do not have results published in the extant literature. An online survey,
consisting of approximately 18 questions, was developed to identify individuals (e.qg.,
professionals and patients) who may have experience with any type of peer programs in the U.S.
ESRD community. Thirty-one peer programs were identified from 452 survey respondents. Staff
or patients representing peer programs submitted were contacted for interviews. Interviews were
held with 23 individuals. The interviews elicited information about the program’s structure, goals,

audience, mentor training, and evaluation. Five formal peer mentoring programs were identified.
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These generally focused on increasing patient engagement in their own care, and improving
dialysis self-management behaviors, education, and support. One program completed a
randomized controlled trial to evaluate its effects. This research was identified in the extant
literature and summarized earlier in this chapter (Perry et al.). Another program was beginning a
formal evaluation at the time of the interview while the remaining programs had not been
formally evaluated, but were collecting some data to support informal program impact
assessments. None of the programs were guided by a specific theoretical foundation; however,
program descriptions often focused on developing patients’ self-efficacy or confidence with self-
management tasks. The common characteristics that emerged were active involvement of patients,
or even being completely patient-led, was critical to sustainability; training of mentors was
essential to provide information related to kidney failure as well as to emphasize privacy and
confidentiality; and working closely with the dialysis center staff and having buy-in from the
medical director is absolutely necessary from the start of the program. Thus, any peer mentoring
program for in-center dialysis patients must meet patients’ needs, while working within the
constraints of available resources and organizational policies. For a full description of the
methods and results of the environmental scan, refer to Appendix A.
Peer Mentoring in Other Chronic Conditions

Although limited research has focused on the use of peer mentoring to increase self-
management within ESRD, a robust peer mentoring literature exists for other chronic conditions
including diabetes, heart failure, and arthritis. This literature can provide insights into what
types of peer mentoring interventions may be successful with in-center hemodialysis patients.
As one of the leading causes of kidney failure, the literature pertaining to peer mentoring to

increase self-management among patients with diabetes is particularly salient. Many dialysis
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patients are also managing diabetes.? Further, diabetes self-management requires similar
practices as kidney failure, including diet modification, self-monitoring of health status, and
adherence to a medication regimen.>*®

Within the diabetes literature, psychosocial measures (i.e., self-efficacy, knowledge, and
social support) were considered secondary outcomes, if reported. Some studies did not report any
findings related to these constructs. The majority of studies focused primarily on a specific
clinical outcome, hemoglobin A;c (HbA;c), which is a measure of glycemic control. The HbA;¢
blood test provides the avera