IDENTIFICATION OF APPROACHES TO IMPROVE PATIENT TRUST IN
HEALTH SYSTEMS: A GROUP CONCEPT MAPPING STUDY

A Thesis
Submitted to
the Temple University Graduate Board

In Partial Fulfillment
of the Requirements for the Degree
MASTER OF SCIENCE

by
Amanda M. B. Doty
July 2016

Examining Committee Members:
D syoM w

Deborah B. Nelson, Ph.D., Advisory Chair, Department of Epidemiology and
Biostatistics

Brendan G. Carr, MD, MS, MA, External Member, Thomas Jefferson University
Hospital, Department of Emergency Medicine

Kristin L. Rising, MD, MS, External Member, Thomas Jefferson University
Hospital, Department of Emergency Medicine



ACKNOWLEDGEMENTS

| would like to start by thanking all of the members of my thesis committee — Dr.
Deborah Nelson, Dr. Kristin Rising, and Dr. Brendan Carr — for their time, commitment,
and guidance during my thesis project. A special thanks is also owed to Dr. Rising for
allowing me to pursue this research by supporting this work through internal funding. |
would also like to thank Alison Boyle and Alexzandra Gentsch for their extraordinary
assistance during the completion of the concept mapping sessions. Finally, I extend my
deepest gratitude to my wonderful husband Nathan for his encouragement and continual

support through my academic endeavors.

ii



ABSTRACT
Background & Objective: Higher levels of institutional trust have been associated with
increased health care utilization, greater adherence to treatment plans, better treatment
outcomes, and improved overall health. Though numerous studies have documented the
influence of institutional trust on important outcomes, there has been little attention to
understanding approaches to improve patient institutional trust. This project sought to
identify approaches to improve patient trust in health systems.
Methods: The project used group concept mapping (GCM) to directly engage 18 insured
individuals living within the Upper Darby community with at least one visit to a primary
care provider within the last two years to elicit their perspectives on ways to improve
patient trust. Participants first brainstormed in a group setting to develop a list of ideas
about how systems could improve trust, then each participant sorted the idea into
thematic domains and rated the statements based on both importance and feasibility.
Results: Four primary domains for improving institutional trust emerged: privacy,
patient-provider relationship, respect for patients, and health system guidelines. Overall,
participants rated the “privacy” domain as the most feasible and important. The average
overall cluster rankings varied based on age, where the aggregate importance ratings for
individuals below the age of 40 rated were higher for the “respect for patients” cluster.
Conclusion: We identify four domains that are important to our population for improving
patient trust of health systems, with multiple actionable items within each domain. We
suggest that efforts to improve trust of health systems will be most effective if designed
to directly impact these domains. Next steps involve exploring the importance of these

domains across other populations and developing interventions.
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CHAPTER 1

INTRODUCTION

Over 35 years ago, Penchansky and Thomas described the multiple dimensions of
healthcare access as including availability, accessibility, accommodation, affordability,
and acceptability (Penchansky & Thomas, 1981). Recent national efforts, such as
insurance expansions through the Affordable Care Act (ACA) and Health Resources and
Services Administration funding for Health Professional Shortage Areas, have sought to
decrease barriers to healthcare access for underserved populations. These programs have
primarily impacted access through the domains of accessibility and affordability, leaving
the other health access domains unaddressed. Studies have clearly documented that an
individual’s decision regarding whether and when to seek needed healthcare services can
be significantly impacted by that individual’s trust in the healthcare system, with lack of
trust leading to poorer healthcare outcomes (Musa, Schulz, Harris, Silverman, & Thomas,
2009; Whetten et al., 2006). Thus, understanding and addressing issues of health system
trust and acceptability are vital to ensure that individuals use the healthcare system to
which they have been given access.

To understand the concept of trust, it is important to additionally consider distrust
or mistrust. Preliminary work in this field introduced trust and mistrust as two ends of the
same spectrum, however later research asserts that they are different but related concepts
(Saunders & Thornhill, 2004). In their establishment of an initial trust framework, Bigley
and Pearce present trust as the willingness to become vulnerable, and mistrust as the
opposite of trust (Bigley & Pearce, 1998). However, other literature has begun to tease

out and redefine mistrust as a construct separate from a lack of trust. Lewicki,
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McAullister, and Bies describe the ability of individuals to experience concurrent trust and
mistrust within the same organizational setting (Lewicki, McAllister, & Bies, 1998).
Researchers have developed the “trust-mistrust-absence triangle” - a diagram to describe
this new trust/mistrust perspective - with mistrust on one axis, trust on the other, and the

absence of both where the axes intersect (Saunders & Thornhill, 2004).
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Figure 1. Trust—Mistrust-Absence Triangle
Source: Saunders, M., & Thornhill, A. (2004). Trust and mistrust in organizations: An
exploration using an organizational justice framework. European Journal of Work and
Organizational Psychology, 13(4), 493-515.

Trust is a relational social construct existing between people or people and
organizations (Gilson, 2003). Trust within healthcare exists at two distinct levels:
interpersonal and institutional. Individuals may have differing trust for their doctor
(interpersonal) and for the healthcare system or organization with which they identify

(institutional) (Boulware, Cooper, Ratner, LaVeist, & Powe, 2003). Interpersonal trust is
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central to the development of a successful long-term relationship between an individual
and his/her doctor (Hall et al., 2001). Higher levels of institutional trust have been
associated with increased health care utilization, greater adherence to treatment plans,
better treatment outcomes, and improved overall health (Mohseni & Lindstrom, 2007;
Musa et al., 2009). Thus, there is great value in gaining a better understanding of the
elements that build and impact institutional-level healthcare trust as a means of
improving health outcomes of populations.

It has been suggested that health systems could implement a systematic use of
robust institutional trust measures to promote the access to and quality of healthcare
services (Hall et al., 2001; Ozawa & Sripad, 2013). While use of these measures would
help bring focus to this important issue, evidence regarding what health systems can do to
increase trust is needed for meaningful change to occur. Though numerous studies have
documented the influence of institutional trust on important outcomes, there has been

little attention to understanding approaches to improving institutional trust.



CHAPTER 2

REVIEW OF LITERATURE

Background
Dimensions of Trust

Initial studies investigating the role of trust on healthcare utilization sought to
understand the relationship between the patient and doctor (Caterinicchio, 1979;
Mechanic & Schlesinger, 1996; Tarrant, Stokes, & Baker, 2003; Thorne & Robinson,
1988). This research on interpersonal trust included development and validation of an
instrument to measure patients’ trust of their providers, named the Trust in Physicians
Scale (TIPS) (L. A. Anderson & Dedrick, 1990; Thom, Ribisl, Stewart, & Luke, 1999).
Later studies explored institutional trust, and at least 25 scales that have been developed
to measure institutional trust, including the most commonly used and highly validated
trust index called the Medical Mistrust Index (MMI) (Laveist, Isaac, & Williams, 2009;
Ozawa & Sripad, 2013). Interpersonal and institutional trust have been found to be
distinct and non-coupled entities; patients can report a high amount of trust in their
personal doctor but a low trust in a health system or health plan (Boulware et al., 2003;
Calnan & Sanford, 2004; Hammond et al., 2010). When comparing the MMI to TIPS,
theses instruments have been found to measure distinct features of trust (Laveist et al.,
2009).

With the recent shift towards developing health system accountability for defined
populations with policy changes such as establishment of Accountable Care

Organizations, institutional trust has become increasingly important as systems are



increasingly motivated to keep patients within their own system (Laveist et al., 2009). In
spite of the increasing importance of institutional trust, a recent systematic review
revealed that the assessment of institutional trust is under-represented in studies
measuring trust, indicating the need for more studies to understand factors influencing
institutional trust (Ozawa & Sripad, 2013). When studying institutional trust, it is
important to first understand the impact of patient factors to understand how fixed

characteristics influence a patient’s ability to trust health care organizations.

Individual Characteristics Affecting Trust

Healthcare systems only represent one part of the relationship for institutional
trust. Some patient characteristics have been found to be predictors of trust. Age has
consistently been found to be positively correlated with trust (Hall et al., 2001; LaVeist,
Nickerson, & Bowie, 2000; Thom et al., 1999). Past research has also found income and
education to be potentially related factors, with a positive correlation between increasing
income and education and increased institutional trust (LaVeist et al., 2009). Prior
studies have also found race to be a statistically significant predictor of trust, with
African Americans reporting the lowest level of institutional trust (Armstrong et al.,
2013; Hall et al., 2001).

The impact of race on institutional trust is particularly important because studies
have started to demonstrate that the differences observed in healthcare utilization by race
often arise from institutional racial bias (LaVeist et al., 2000). Studies investigating the
mechanism connecting medical mistrust with disparities in health outcomes by race

reveal that the difference in institutional trust may be explained by perceptions of racism



(Adegbembo, Tomar, & Logan, 2006). An early study by LaVeist, Nickerson, and Bowie
revealed that black cardiac patients were more likely than white patients to report
institutional mistrust (LaVeist et al., 2000). Mistrust indices have revealed higher levels
of medical mistrust for both interpersonal and institutional domains by minority
populations (Laveist et al., 2009). Additionally, in 2009, Musa et al found that white
patients have greater interpersonal medical trust whereas black patients have higher trust
in informal health information from sources such as family or friends (Musa et al., 2009).
In fact, some studies have suggested that adjusting for experiences of perceived racism at
an institutional level completely accounts for differential patterns of patient mistrust
between white and black patients, indicating the need for efforts to understand the
relationship between institutional racism and institution trust (Armstrong et al., 2013;
Boulware et al., 2003). Moreover, there is a meaningful opportunity to decrease health

disparities by developing programs to increase institutional trust in minority groups.

Community Level Factors Affecting Trust

In addition to individual level characteristics, it is also important to consider
community level factors that impact institutional trust. Minority communities are known
to be unequally subjected to greater health and environmental risks from a concentrated
exposure to environmental pollutants and unequal access to healthcare systems (Bullard,
1993). Examples of community level factors affecting trust include social capital and
community engagement. Previous studies have found that both personal experience and
community factors impact trust (Adegbembo et al., 2006). However, in their recent study

of racism and institutional mistrust, Armstrong et al found that healthcare access and



residential segregation only had a minimal effect on the relationship between race and
institutional mistrust (Armstrong et al., 2013).

Understanding how to define community is central to discussing the impact of
community-level factors on institutional trust. Green and Mercer argue that for
community-based research, the community should be defined as the population that will
be affected by the research results (Green & Mercer, 2001). As such, the ACA will help
define the community for this research project. The ACA requires nonprofit hospitals to
survey the needs of their communities and to make the results publicly available in a
report known as a Community Health Needs Assessment (CHNA). This report better
connects healthcare systems to the needs of the communities that they serve, and
therefore implicitly has the ability to affect institutional trust. The first round of surveys
and reports occurred in 2013. The community defined in the applicable CHNA report for

this project’s study area will be used as the unit of community for this project.

Identified Gaps in the Literature

The existing body of literature explaining patients’ trust in institutions provides a
solid foundation for future work aimed at identifying ways to impact trust for various
populations. A recent community-based study encourages future research to enroll
patients with regular healthcare utilization and urges researchers to look into ways that
healthcare organizations can increase medical trust (Laveist et al., 2009). Another recent
study specifically calls for qualitative research to understand health system trust (Ozawa
& Sripad, 2013). The proposed study will fill this gap in the literature by using a mixed

methods participatory approach known as Group Concept Mapping to determine ways to



impact institutional trust, within a defined patient population with regular healthcare

utilization practices.

Group Concept Mapping

Group concept mapping (GCM), a unique mixed methods participatory approach,
has been used to perform group brainstorming for over twenty-five years (Trochim,
1989). The quality, validity, and reliability of GCM have since been systematically
studied (Rosas & Kane, 2012). The modern application of GCM includes a multi-step
approach, where participants generate, sort and rate a list of idea statements in response
to a question stem presented at an initial group brainstorming session. These sessions can
be performed directly with face-to-face interactions, indirectly with web-based platforms,
or through a combination of the two. ldea statements that are generated in an initial
brainstorming session are sorted and rated by participants in the second session. The
sorting and rating data are then entered into computer software that generates similarity
matrices and performs multidimensional scaling and hierarchical cluster analysis to create
a final interactive visual display known as a cluster map (Kane & Trochim, 2007).
Rating data can be combined with cluster maps to create pattern-matching displays,
which compare average cluster ratings between demographic groups. In the final session,
the participants evaluate, interpret and define the domains of the cluster map.

Historically, GCM methodology has been applied most frequently for program
planning and evaluation. In terms of health, public health, and healthcare outcomes,
GCM has been used for applications including: development of a logic model for

prevention research (Anderson et al., 2006), promotion of mobility in an older adult



framework (Anderson & Egge, 2014), establishment of a pediatric palliative care
provider-based model (Donnelly, Donnelly, & Grohman, 2005), and development of a
geriatric acute care model (Boltz, Capezuti, & Shabbat, 2010). GCM has also been used
to directly identify patient perspectives for health and healthcare issues, including the
detection of barriers to mammography for a minority population (Ahmad et al., 2012) and
the identification of multiple stakeholders’ perspectives for older adults with vision
impairment (Larizza et al., 2014). This project used GCM to directly identify patient-

centered approaches that have the potential to influence patients’ trust in a health system.

Project Details
Specific Aims
Our overall objective of this work is to identify approaches to improve institutional
trust among a patient population. We accomplished this goal with the following specific
aims:
1) To engage patients through GCM to elicit patient perspectives on ways to impact
institutional trust
2) To perform an exploratory analysis to determine differences in rating information

obtained within the concept mapping process by demographic groups.



Significance

Studying the factors influencing institutional trust in a sample of patients has twofold
importance. First, engaging patients directly to identify approaches to improve
institutional trust will better inform suggestions for how healthcare systems can improve
trust. Second, this project’s novel approach will directly engage a patient population that
is already linked into a health system representing a population that is well-poised to
provide insight into health system actions that impact institutional trust. Overall, this
work may help to decrease local health disparities by identifying actions that can be
developed by health systems to increase institutional trust and improve utilization of

healthcare services.
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CHAPTER 3

METHODS

Overview

The Community Health Needs Assessment that was published by the Mercy
Fitzgerald Hospital system uncovered the need for impacting “trust in the system” within
their community (Mercy Fitzgerald Hospital, 2013). Thus, we focused on a community
served by this hospital system for our study population. A family medicine practice
location was selected as the location for participant recruitment from the ZIP codes
included in this needs assessment, with the goal of enrolling patients served by this
practice to assess their trust in the system and their thoughts on improving trust. The
selected clinic is approximately representative of the racial makeup of Upper Darby, PA,
currently serving 63% white, 28% black, 7% Asian, and 2% Hispanic. In terms of
insurance status, approximately 40% of the encounters are covered through Medicaid,
41% through commercial insurance, and 14% through Medicare.

The project used GCM to directly engage patients to identify patient-prioritized
themes regarding how to improve institutional trust. Participant eligibility (outlined in
Table 1) was restricted to insured individuals in an effort to reduce the impact that lack of
health insurance had on reports of institutional trust, as the goal of this work was to
identify modifiable system factors that may impact institutional trust. A survey was used
to collect the following demographic information: age, gender, race, ethnicity, length of
insurance coverage, education level, household income, and prior healthcare utilization.

In addition to the demographic information, the questionnaire also collected information

1"



about baseline factors that influence healthcare utilization, including the diagnosis of
chronic diseases and accessibility or financial issues including transportation, copay
requirements, and childcare concerns. Finally, the survey included the validated Medical
Mistrust Index (MMI) to document the participant’s level of institutional mistrust. The
MMI is a 17-item scale in which participants use a 1-5 Likert-scale to indicate how much
they agree (5) or disagree (1) with a statement related to medical system mistrust. Items
5 and 7-11 reflect positive health system trust statements, so they were reverse coded
during analysis so that all questions coded for greater mistrust. MMI scores could

therefore potentially range from 17 to 85.

Enrollment and Recruitment
A convenience sample of 18 patients was recruited and enrolled. To be
considered eligible for participation, patients must have met the designated
inclusion/exclusion criteria of the study, as detailed in Table 1.

Table 1: Inclusion/Exclusion Criteria

Inclusion Criteria Exclusion Criteria

Adult (> 21 years old) Non-English speaking

Active membership in an insurance plan Unable to provide informed consent,

Visited primary care provider within the including:

last two years -Prisoners

Lives within Delaware County -Participants with communication
impairments
-Other mental or physical conditions
limiting cognitive function

A recruitment poster (including a brief description of inclusion/exclusion criteria,
research team contact information, and a concise explanation of the research goals) was
posted in the waiting room of the primary care office as well as at the entrance of a

nearby community outreach center, allowing participants to self-select into the study.
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Potential participants were also provided with the research team’s contact information by
leadership of the community outreach program. All participants were screened for
eligibility by a member of the research team either in person or over the phone prior to
obtaining informed consent.

Recruitment and consent were conducted under the same policies and procedures
for all patients enrolled. This project was approved by Temple University and Jefferson
University Institutional Review Boards (please see attached IRB approval and consent
form). Informed consent was obtained in person at the first concept mapping session,
before the onset of any research activities. A trained researcher informed each patient of
the study’s purpose, procedures, risks, and alternatives to participation, including the
alternative to not participate. Potential participants were given time to read the consent
form and ask questions before making their decision. Interested patients provided verbal
informed consent with an IRB-approved Informed Consent with HIPAA Authorization
Form. Participants were given a copy of the informed consent form. Participants who
were unable or preferred to not provide informed consent were not enrolled in this study.

Eighteen participants were consented and participated in study activities.

Concept Mapping Methodology
Patients were compensated with $25 per session, for a total of $75 for those who
completed all three GCM sessions. The first and second sessions were conducted on the
same day, with the first session lasting 90 minutes and the second session lasting 60
minutes. The third session lasted about 45 minutes and was completed on the following

day. The overall GCM schedule followed a modified condensed schedule plan, with all

13



GCM activities occurring over the course of one weekend (Kane & Trochim, 2007). The
steps of the GCM process took place over three sessions: 1) brainstorming, 2)
sorting/rating, and 3) interpretation. The concept mapping process was completed as

follows:

Brainstorming (Session 1)

For the first session, participants were engaged in a group setting for a structured
brainstorming session. Participants were asked to generate responses to the following
prompt: “Things that a health system can do to affect trust include...” The first five to ten
minutes of brainstorming was written, to allow every participant time to generate
individual responses. The session then opened into a group discussion in which
participants voiced their ideas. Each idea statement that was generated was documented
using Microsoft excel, with the spreadsheet projected onto a screen in front of the room
that all participants could see. There was a lunch break at the end of session 1, during
which the research team members generated a complete set of sort cards for each
participant. Each sort card contained one of the idea statements from the initial
brainstorming session, and thus each participant was provided with a stack of cards that

contained all of the brainstormed ideas.

Sorting and Similarity Matrix Generation (Session 2)
The second session was performed in-person after the lunch break. For this
session, patients were asked to sort all of the sort cards into distinct piles “in whatever

way made sense to them.” They were also asked to name each pile. There were three
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rules for sorting: 1) there must be at least two piles, 2) you must have at least two cards
per pile, 3) each card can only be put in one pile (Kane & Trochim, 2007). After patients
completed the sorting session, members of the research team manually entered the idea
statements into the CS Global MAX software (Concept Systems, Inc), along with the sort
data from each participant. The software uses the sorting data of each participant to create
binary square similarity matrix (see example in Figure 2), where a “0” represents that the
two statements were not sorted together and a “1” represents that the two statements were
sorted together. The individual matrices for each participant are aggregated to make a

total similarity matrix, and aggregate sort data are used to create a series of visual

displays.
Idea Statement Number

112 |3(4|5|6|7 8|9 (1011|1213 |14 |15
i1/1}1(0|0|0|1(0|0]|2|2]|1|0|2]0]0O0
2(1/1}1(0|0|0O|1]0O0]O|2]O0O|12|0]O0]O
3/o0(1j1/0/0|0jO0|1|2|0|2]1(0|0]1
= 4/0/0(0O0|1|12|0|2]1|0|0]O0O]O0O(1|1]1
‘ED 5,0/0|0|2|12|0|0O0|1]|12|]0]2,0|0]O0]1
> 6/,1/0(0|O0O|0|2]0|1|2|0|0]O0(1|1]1
= 7010|212 |0|0|1]0]O0O|2]20|0]|1]1
g [8]ofjofr|1l1l1]of2]ofof2]l1]lo0o]lo0]1
£ 9(1/,0(212|0|2|212|0|0O0|12|]0]O|01]1]0O
Z? /(1|12 ,0(0}0]0|2|0|0(1]|12]|2|2|01|0O0
L 11{1,0}1,0}1|0}1/2]0|2]1|]0]0]|1]1
- 2/0|1/140}0]0|O|12|0(1]0]|]2]|0|0]|0O
3/1/0|0}212}0|2|0|0|1(1|0]0|1]|]0]|0O
4/0|0|0|1}|0]2|2|0|1(0]12]|]0]|]0]|1]|1
i5/0(0|212}1}11|1|1}0(0|2]0]|O0]|1]|1

Figure 2. Example of a binary symmetric similarity matrix for 15 idea statements

Source: Kane, M., & Trochim, W. M. K. (2007). Concept Mapping for Planning and
Evaluation. (L. Bickman & D. J. Rog, Eds.).
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The first display that is generated by the software, known as a point map, is an X-
Y coordinate matrix that visually displays the amount of overall similarity in the total
matrix as distances between each point, where each point represents an individual idea
statement. Point maps are made by the software using multidimensional scaling (MDS).
Through the MDS technique, the software determines the amount of similarity between
each pair of points and then graphs all of the points in a bivariate distribution. A stress
index is used as the main diagnostic statistic to assess the degree to which the point map
represents the sort data. Lower stress values generally indicate a better statistical fit, with
a reference value of 0.285 (Kane & Trochim, 2007). The range of stress values for 95%
of cases is from 0.205 to 0.365 (Kane & Trochim, 2007). Higher stress values imply that
the similarity matrix (electronically produced by the software after inputting the sort data)

is too complex to visually characterize with a two-dimensional point plot.

Rating and Pattern Matching (Session 2)

After sorting, patients rated all of the ideas on two scales (importance and
feasibility). In this step, participants assigned a numerical value to each statement based
on a 1-5 Likert-type response scale. First, the participants were asked to rate each
statement based on how important they thought the statement was to impact institutional
trust, with 1 = “not at all important” and 5 = “highly important.” Second, the participants
were asked to rate each statement based on how easy it would be for a health system to
do the idea, with 1 = “not at all feasible” and 5 = “highly feasible.” Paper rating
information was entered into the Concept Mapping system by the research team. The

information gathered by the rating step was used to determine the highest and lowest
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rated clusters, to produce the rating-based pattern match displays for subgroup analysis,
and to create the “go-zone” display to determine where to focus future trust-building
initiatives.

The statement averages of participant subgroups were used for each cluster to
create pairwise comparisons using a ladder graph, known as pattern matching displays.
Pattern matching displays can be used to detect differences in the average cluster ratings
between two distinct groups, two different rating criteria, or two time periods. This
project used the pattern matching displays for exploratory analysis of sub-groups of the
participant sample by age, gender, and race. Gender (male versus female) and race
(white versus minority race) were specified in the analysis as binary variables. Age was
additionally specified as a binary variable based on a median split. The Pearson product-
moment correlation (r) is the main diagnostic criteria used to assess the strength of the
correlation of the average cluster ratings across the two variables, with values closer to

zero indicating no correlation on a scale of -1 to 1.

Clustering and Interpretation (Session 3)

The final number of clusters was determined by the research team members,
based on an operational planning perspective (Kane & Trochim, 2007). Starting at the
upper limit of clusters, the analyst reviewed the structure of merged statements, moving
through the cluster levels until the lower bound was reached. From among those options,
the analyst determined the final number of clusters based on the amount of detail needed
for this research context. The final map was circulated to the patient group during the

final GCM session for their evaluation and interpretation. During the final session,

17



participants were able to suggest moving idea statements that were on the periphery of
the clusters into adjacent clusters and they were asked to determine the final cluster

names.

18



CHAPTER 4

RESULTS

Participant Demographics
The demographic characteristics of the enrolled study sample (N=18) are

presented in Table 2. Participants ranged in age from 21 to 62, with a mean age of 41
(x13.6) years. One third of participants were black, 44% were white, 11% were Asian,
and 11% identified with another race. Two thirds of participants were female. Regarding
education, 6% had less than a high school education, 61% had at least a high school
education, and 33% had a college or postgraduate degree. The majority of participants
(56) work full-time. The sample reported a range of income, with 72% having an annual
household income of $25,000 - $100,000. Equal amounts (39%) of participants visited
an office or clinic either once /twice or five or more times in the past year. The majority
(67%) of participants reported at least one chronic disease, with the same number also
reporting no difficulties with access to healthcare. The MMI scores of the participants
ranged from 45 to 54, with a median score of 49.4 (+ 3.1).

Table 2. Demographic Characteristics of the Sample

Variable n %

Age (years)

21-30 4 22.2

31-40 6 33.3

41-50 1 5.6

51-60 6 33.3

61-62 1 5.6
Sex

Male 6 33.3
Race

White 8 44.4

Black 6 33.3

Asian 2 11.1
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Education

High School/GED/Some College 11 61.1

Post Graduate Degree 2 11.1

Working, Full-Time 10 55.6

Self-Employed 1 5.6

Income

$10,000 - $24,999 1 5.6

$50,000 - $99,999 7 38.9

Decline to Answer 1 5.6

Once or Twice 7 38.9

Five or More Times 7 38.9

None 12 66.7

None 12 66.7

Two 1 5.6

Medical Mistrust Index Score

47-48 3 17.6

51-52 5 29.4

Brainstorming Data: Idea Statements
At the end of the brainstorming (session 1), the research team refined the idea
statements that had been produced to clarify the list and eliminate redundant statements.

The final list included 67 idea statements (Table 3).
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Table 3. Final Idea Statement List

Iltem # Idea Statement

1 Be gentle with the elderly

2 Listen to family when they have concerns

3 Legalize assisted suicide

4 Simplify paperwork

5 Help patients be their own advocates

6 Offer accessibility to health system regardless of insurance

7 Clearly communicate policies with patients

8 Create guidelines for each personnel role within the health system

9 Create clear guidelines for how health systems should function

10 Make sure you see the provider you made the appointment with

11 Respond to criticism better

12 Be more careful when treating the elderly

13 Have the doctors more accessible in ER’s

14 Scan medications before giving them out to prevent errors

15 Make sure nurses know what medications they are giving to patients

16 Have doctors take classes on compassion

17 Require continuing education on social skills

18 Have doctors provide options for what to do next when they don’t have answers

19 Have doctors communicate better when they don’t know what’s going on

20 Have doctors show empathy and compassion when giving bad news

21 Help navigate the system in general

22 Help navigate the system to see specialists

23 Provide accessible interpreters

24 Prioritize patient care before insurance status

25 Post clear rules for patient visitors

26 Do not talk about colleagues in front of patients

27 Do not talk about other patients outside patients rooms

28 Have doctors communicate their expertise

29 Do not advertise medicine

30 Use actual patients when marketing for health systems

31 Have multiple sites of care for big health systems

32 Treat patients fairly

33 Treat patients as individuals

34 Treat mental pain appropriately

35 Treat mental pain differently than physical pain

36 Recognize patients by face (knowing who you actually are)

37 Call patients by name

38 Bring insurance cards or other information back to patient room as soon as
possible

39 Close the curtain for patient rooms

40 Do patient registration in a private room instead of at the front desk

41 Increase privacy in the emergency room

42 Encourage patients to seek other opinions

43 Offer a choice for what pharmacy you go to
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44 Pay more attention to cost when prescribing medicines (consider generics)

45 Educate doctors more about pharmacology (how medicines work)
46 Have better communication between providers in the health system
47 Offer alternative treatments for medication
48 Have better partnership between doctors and pharmacists
49 Describe medication side effects
50 Talk to patients appropriately (respectfully, regardless of age)
51 Have doctors go to more classes for bedside/chair side manner
52 Show vulnerability with patients
53 Require training in cultural competency
54 Show care for patients
55 Show humanity to patients
56 Increase interactions with parents when treating children
57 Have a good environment
58 Make sure doctors explain tests, procedures, and written instructions
59 Offer flexibility in choosing a provider
60 Be more personal with patients
61 Be more thorough with patients
62 Spend more time with patients
63 Listen to patients
64 Treat patients like people, not just a statistic
65 Not treat people like they are drug seekers
66 Offer non-judgmental testing
67 Protect personal information better
Sort Data

Multidimensional Scaling
Multidimensional scaling was used to create the two-dimensional visual display of the
similarity matrix for each numbered idea statement. The resulting point map is presented
in Figure 3. The distance between the numbered points on the map represent the
aggregate sort data, where points with a smaller distance between them represent idea
statements that were commonly sorted together. For example, many more people sorted
the idea statements “43. Offer a choice for what pharmacy you go to” (*) and “44. Pay
more attention to cost when prescribing medicines (consider generics)” (**) together in
the same cluster as opposed to the idea statements “43. Offer a choice for what pharmacy
you go to” (*) and “50. Talk to patients appropriately (respectfully, regardless of

age),” (***) which were rarely sorted together. This point map produced a stress value of
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0.2580. This is lower (more desirable) than the reference value of 0.285, suggesting that
the map has a good overall fit between the input and the distances between the data points

shown on this point map.
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Hierarchical analysis methods were used to build the concept map and identify the

major domains that adequately represent all of the ideas that were generated. The analyst

Interpretation Data

Hierarchical Cluster Analysis

used a divisive operational planning perspective to determine the final 4-cluster solution,

where each cluster solution between 2-10 clusters was examined. The initial cluster map

was produced before session 3 (interpretation session), and was then revised to reflect the

input from the participants during the interpretation session. These revisions included

both moving peripheral idea statements that the group agreed did not belong into adjacent

clusters and generating cluster titles. The final 4-cluster solution featured 4 overall

groupings of the idea statements, presented in Table 2, including the following four

clusters (in size order from smallest to largest cluster): Patient Privacy, Patient-Provider

Relationship, Respect for Patients, and Health System Guidelines. These 4 clusters

ranged in size from 7 to 31 statements. This process yielded the final cluster map shown

in Figure 4.

Table 4. Clustered Idea Statement List

Cluster Name Item #

Idea Statement

Privacy
26.
27.
38.

39.
40.

41.
67.

Do not talk about colleagues in front of patients

Do not talk about other patients outside patients rooms
Bring insurance cards or other information back to patient
room as soon as possible

Close the curtain for patient rooms

Do patient registration in a private room instead of at the
front desk

Increase privacy in the emergency room

Protect personal information better

Patient-Provider Relationship

2.
3.
7.
I1.
28.

Listen to family when they have concerns
Help patients be their own advocates
Clearly communicate policies with patients
Respond to criticism better

Have doctors communicate their expertise
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36.

37.
42.
49.
38.

63.
65.
66.
Respect for Patients
1.
12.
19.
20.

32.
33.
50.
51.

52.
53.
54.
55.
56.
60.
61.
62.
64.
Health Systems Guideline
3.

4.
6.
8
9.
10.
13.
14.

15.

16.

Recognize patients by face (knowing who you actually
are)

Call patients by name

Encourage patients to seek other opinions

Describe medication side effects

Make sure doctors explain tests, procedures, and written
instructions

Listen to patients

Not treat people like they are drug seekers

Offer non-judgmental testing

Be gentle with the elderly
Be more careful when treating the elderly
Have doctors communicate better when they don’t know
what’s going on
Have doctors show empathy and compassion when giving
bad news
Treat patients fairly
Treat patients as individuals
Talk to patients appropriately
Have doctors go to more classes for bedside/chair side
manner
Show vulnerability with patients
Require training in cultural competency
Show care for patients
Show humanity to patients
Increase interactions with parents when treating children
Be more personal with patients
Be more thorough with patients
Spend more time with patients
Treat patients like people, not a statistic
s
Legalize assisted suicide
Simplify paperwork
Offer accessibility to health system regardless of insurance
Create guidelines for each personnel role within the health
system
Create clear guidelines for how health systems should
function
Make sure you see the provider you made the appointment
with
Have the doctors more accessible in ER’s
Scan medications before giving them out to prevent errors
Make sure nurses know what medications they are giving
to patients
Have doctors take classes on compassion
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17.
18.

21.
22.
23.
24.
25.
29.
30.
31.
34.
35.
43.
44.

45.
46.
47.
48.

57.
59.

Require continuing education on social skills

Have doctors provide options for what to do next when
they don’t have answers

Help navigate the system in general

Help navigate the system to see specialists

Provide accessible interpreters

Prioritize patient care before insurance status

Post clear rules for patient visitors

Do not advertise medicine

Use actual patients when marketing for health systems
Have multiple sites of care for big health systems

Treat mental pain appropriately

Treat mental pain differently than physical pain

Offer a choice for what pharmacy you go to

Pay more attention to cost when prescribing medicines
(consider generics)

Educate doctors more about pharmacology (how
medicines work)

Have better communication between providers in the
health system

Offer alternative treatments to medication

Have better partnership between doctors and pharmacists
Have a good environment

Offer flexibility in choosing a provider
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Rate Data
Importance Rating Results

The aggregate average importance ratings (and standard deviation) of each idea
statement for the group are presented in Table 5. The average ratings ranged from 3.15 to
5.00, with 5 indicating that an idea statement is highly important. The aggregate rating
information was used to create a rating cluster map, featured in Figure 5. The map gives
a visual display of the aggregate importance rating data from Table 5, with a higher
number of layers indicating a higher average rating. As shown in the figure, the
“Privacy” and “Respect for Patients” clusters were rated the most important, with average
ratings of 4.55 (£0.32) and 4.48 (+0.46), respectively. Within the “Privacy” cluster, Idea
# 27 “Do not talk about other patients outside patients rooms” was rated the highest. Idea
# 32 “Treat patients fairly” was rated highest among the “Respect for patients” cluster.
“Health Systems Guidelines” was the lowest rated cluster, with an average rating of 4.19
(£0.40). Within this cluster, Item # 3 “Legalize assisted suicide” was the lowest rated

idea statement.
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Cluster Legend
Layer Value
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4.-Privacy

1. Patient Provider Relationship2. Respect for Patients

Figure 5. Importance Rating Cluster Map

Table 5. Idea Statement List with Average Importance Ratings

Cluster  Item Idea Statement Average Standard
Name # Importance Deviation
Rating
Privacy 4.55 0.32
26. Do not talk about colleagues in front of 4.54 1.13
patients
27. Do not talk about other patients outside 4.92 0.28
patients rooms
38. Bring insurance cards or other information 0.90
. . 4.15
back to patient room as soon as possible
39. Close the curtain for patient rooms 4.62 0.65
40. Do patient registration in a private room 4.08 1.19
instead of at the front desk '
41. Increase privacy in the emergency room 4.77 0.44
67. Protect personal information better 4.77 0.83
Patient-Provider Relationship 4.34 0.51
2. Listen to family when they have concerns  4.85 0.38
5. Help patients be their own advocates 431 0.75
7. Clearly communicate policies with patients  4.54 0.66
11. Respond to criticism better 4.08 0.86
28. Have doctors communicate their expertise ~ 3.46 1.51
36. Recognize patients by face (knowingwho  3.69 0.85
you actually are)
37. Call patients by name 4.69 0.48
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42.

49,
58.

63.
65.
66.

Encourage patients to seek other opinions

Describe medication side effects

Make sure doctors explain tests,
procedures, and written instructions
Listen to patients

Not treat people like they are drug seekers
Offer non-judgmental testing

Respect for Patients

1.

12.
19.
20.

32.
33.
50.
51,

52.
53.
54,
55.
56.

60.
61.
62.
64.
Health Systems G
3.
4.
6.

8.
9.
10.

13.
14.

15.

16.

Be gentle with the elderly

Be more careful when treating the elderly
Have doctors communicate better when
they don’t know what’s going on

Have doctors show empathy and
compassion when giving bad news

Treat patients fairly

Treat patients as individuals

Talk to patients appropriately

Have doctors go to more classes for
bedside/chair side manner

Show vulnerability with patients

Require training in cultural competency
Show care for patients

Show humanity to patients

Increase interactions with parents when
treating children

Be more personal with patients

Be more thorough with patients

Spend more time with patients

Treat patients like people, not a statistic
uidelines

Legalize assisted suicide

Simplify paperwork

Offer accessibility to health system
regardless of insurance

Create guidelines for each personnel role
within the health system

Create clear guidelines for how health
systems should function

Make sure you see the provider you made
the appointment with

Have the doctors more accessible in ER’s
Scan medications before giving them out to
prevent errors

Make sure nurses know what medications
they are giving to patients

Have doctors take classes on compassion

3.46

4.69
4.62

4.92
4.38
4.69
4.48
4.46
4.54
4.38

4.69

5.00
4.77
4.77

4.23

3.15
3.69
4.92
4.85

4.46

4.46
4.77
431
4.69
4.19
3.15
4.15
4.46

4.15

4.38

4.15
4.54
4.77

4.62
4.23

1.27

0.63
0.65

0.28
0.77
0.63
0.46
1.13
0.88
0.38

0.63

0.63
0.44
0.44
0.93

1.28
1.03
0.28
0.38
0.78

0.66
0.60
1.18
0.63
0.40
1.52
1.34
0.76

1.28

0.87

0.99

0.52
0.44

0.77

0.73
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17. Require continuing education on social 0.85

. 4.31
skills
18. Have doctors provide options for what to 469 0.75
do next when they don’t have answers ;
21. Help navigate the system in general 3.92 1.19
22. Help navigate the system to see specialists  4.08 0.76
23. Provide accessible interpreters 4.00 1.22
24, Prioritize patient care before insurance 1.12
4.38
status
25. Post clear rules for patient visitors 4.23 0.60
29. Do not advertise medicine 3.46 1.45
30. Use actual patients when marketing for 1.33
3.46
health systems
31. Have multiple sites of care for big health 4.15 0.80
systems
34, Treat mental pain appropriately 4.62 0.51
35. Treat mental pain differently than physical 408 1.12
pain ;
43. Offer a choice for what pharmacy you go 354 1.61
to '
44, Pay more attention to cost when 1.19
o~ - : : 4.08
prescribing medicines (consider generics)
45, Educate doctors more about pharmacology 0.65
- 4.38
(how medicines work)
46. Have better communication between 0.88
: . 4.46
providers in the health system
47. Offer alternative treatments to medication  3.69 1.18
48. Have better partnership between doctors 1.19
: 4.38
and pharmacists
57. Have a good environment 4.69 0.48
59. Offer flexibility in choosing a provider 4.54 0.78

Feasibility Rating Results
The aggregate average feasibility ratings (and standard deviation) for each idea
statement are presented in Table 6, with the rating cluster map shown in Figure 6. The
average rating for the idea statements range from 2.77 to 5.00, with 5 indicating that an
idea was rated as highly feasible. The “Privacy” cluster was again the highest rated
cluster for feasibility, with an average rating of 4.69 (x0.24). Within this cluster, Idea #

32 “Treat patients fairly” was the highest rated idea in terms of feasibility. “Health
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System Guidelines” was again the lowest rated cluster, with an average rating of 3.86
(x0.41), and Item # 3 “Legalize assisted suicide” was again the lowest rated idea within

this cluster.

Cluster Legend
Layer Value

1 3.86to4.02
4.02 to 4.19
4.19 t0 4.36
4.36 t04.53
4.53t0 4.69

U A WN

3. Health System Guidelines

4. Privacy

1. Patient Provider Relationship2. Respect for Patients

Figure 6. Feasibility Rating Cluster Map

Table 6. Idea Statement List with Average Feasibility Ratings

Cluster Item Average Feasibility Standard
Idea Statement . o
Name # Rating Deviation
Privacy 4.69 0.24
2. Do‘not talk about colleagues in front of 4,92 0.8
patients
27, Do‘not talk about other patients outside 485 0.38
patients rooms
Bring insurance cards or other
38. information back to patient room as 4.77 0.44
soon as possible
39. Close the curtain for patient rooms 4.92 0.28
Do patient registration in a private room
40. instead of at the front desk 4.38 119
41. Increase privacy in the emergency room 4.38 0.87
67. Protect personal information better 4.62 0.65
Patient-Provider Relationship 4.37 0.60
2. Listen to family when they have 4.92 0.28
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36.
37.
42.
49.
58.
63.
65.
66.

concerns

Help patients be their own advocates
Clearly communicate policies with
patients

Respond to criticism better

Have doctors communicate their
expertise

Recognize patients by face (knowing
who you actually are)

Call patients by name

Encourage patients to seek other
opinions

Describe medication side effects
Make sure doctors explain tests,
procedures, and written instructions
Listen to patients

Not treat people like they are drug
seekers

Offer non-judgmental testing

Respect for Patients

1.

12.

19.

20.

32.
33.
50.

51.

52.
53.
54.
55.

56.

60.
61.
62.
64.

Be gentle with the elderly

Be more careful when treating the
elderly

Have doctors communicate better when
they don’t know what’s going on

Have doctors show empathy and
compassion when giving bad news
Treat patients fairly

Treat patients as individuals

Talk to patients appropriately

Have doctors go to more classes for
bedside/chair side manner

Show vulnerability with patients
Require training in cultural competency
Show care for patients

Show humanity to patients

Increase interactions with parents when
treating children

Be more personal with patients

Be more thorough with patients

Spend more time with patients

Treat patients like people, not a statistic

Health Systems Guidelines

3.
4.
6.

Legalize assisted suicide
Simplify paperwork
Offer accessibility to health system

3.77
4.62
4.15
4.15

2.85
4.62
4.15
4.77
4.92
5.00
4.08

4.77
4.29
4.85

4.54

431

4.23

5.00
4.92
4.46

3.54

3.46
3.23
4.85
4.38

4.69

431
4.00
3.69
4.46
3.86
2.77
3.69
3.31

13
0.77
0.8
0.8

1.34
0.65
1.07
0.44
0.28

1.12

0.60
0.54
0.55

1.20
0.85

1.24

0.00
0.28
1.20

1.13

1.56
13

0.55
1.19
0.63

0.75
1.08
1.11
0.52
0.41
1.64
1.44
1.44
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10.

13.

14.

15.

16.
17.

18.

21.
22.
23.
24.

25.
29.

30.

31.
34.
35.

43.

44,

45.

46.

47.

regardless of insurance

Create guidelines for each personnel
role within the health system

Create clear guidelines for how health
systems should function

Make sure you see the provider you
made the appointment with

Have the doctors more accessible in
ER’s

Scan medications before giving them
out to prevent errors

Make sure nurses know what
medications they are giving to patients
Have doctors take classes on
compassion

Require continuing education on social
skills

Have doctors provide options for what
to do next when they don’t have
answers

Help navigate the system in general
Help navigate the system to see
specialists

Provide accessible interpreters
Prioritize patient care before insurance
status

Post clear rules for patient visitors

Do not advertise medicine

Use actual patients when marketing for
health systems

Have multiple sites of care for big
health systems

Treat mental pain appropriately

Treat mental pain differently than
physical pain

Offer a choice for what pharmacy you
go to

Pay more attention to cost when
prescribing medicines (consider
generics)

Educate doctors more about
pharmacology (how medicines work)
Have better communication between
providers in the health system

Offer alternative treatments to
medication

4.08

4.08

3.77

3.62

4.38

4.69

3.69

4.15

3.92

3.69
3.77
3.54
431

4.62
3.54

3.77

3.54
4.15
3.85

3.69

3.38

4.00

4.08

3.92

1.12

0.86

0.83

1.04

1.33

0.48

1.11

0.90

1.32

1.18
1.17
1.39
1.25

0.51
1.61

1.24

1.13
0.90
1.28

1.38

1.45

1.15

1.32

1.12
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Have better partnership between

e doctors and pharmacists Sle Ll
57. Have a good environment 4.46 0.97
59. Offer flexibility in choosing a provider  3.62 1.39

Comparison of Importance versus Feasibility

Comparative cluster ratings for importance versus feasibility are aggregated into a
common visual display known as a “go-zone” (Figure 7). Similar to an XY graph, the go
zone plots each point, using the average rating data of each point to make coordinates
based on Importance (Y axis) and Feasibility (X axis). This bivariate graph displays a
comparison across two rating criteria: importance and feasibility. These results help
guide the utilization phase by providing a framework for action to improve patient trust in
health systems.

The quadrants ranged in size from 7 to 29 idea statements. The 29 statements
appearing in the upper right quadrant (Quadrant 2) represent ideas that participants rated
as both highly important and highly feasible, and thus represent target areas for focused
efforts to build institutional trust. Consistent with the results from the rating tables in
Tables 5 and 6, the three highest rated ideas in terms of both importance and feasibility
were Item 32 “Treat patients fairly,” Iltem 63 “Listen to patients,” and Item 2 “Listen to
family when they have concerns.” Also consistent with the cluster ratings shown in
Figures 5 and 6, Table 7 shows that the ideas from the highest rated cluster in terms of
both importance and feasibility - “Privacy,” (Items 26, 27, 38, 39, 40, 41, and 67) - are all
contained within this quadrant. Overall, the ideas listed in Quadrant 2 tended to be
actions that directly impact patient care, such as Item 19 “Have doctors communicate
better when they don't know what's going on” or Item 64 “Treat patients like people, not
just a statistic.”

On the contrary, the 21 statements appearing in the lower left quadrant (Quadrant
3) represent ideas that have the lowest aggregate ratings in terms of both importance and
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feasibility. The items in this quadrant represent low priority items for building
institutional trust. Also consistent with the results from the rating tables, the three ideas
with the lowest combined importance and feasibility rating include Item 3 “Legalize
assisted suicide,” Item 36 “Recognize patients by face (knowing who you actually are),”
and Item 53 “Show vulnerability with patients.” Overall, the ideas listed in Quadrant 3
were less directly related to patient care, such as Item 4 “Simplify paperwork™ or Item 29

“Do not advertise medicine.”
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Table 7. Go-Zone Idea Statement List

ltem#  ldea Statement

Quadrant 1: Idea statements with high average importance rating but low average
feasibility rating

6. Offer accessibility to health system regardless of
insurance

9. Create clear guidelines for how health systems should
function

13. Have the doctors more accessible in ER's

18. Have doctors provide options for what to do next when
they don't have answers

45, Educate doctors more about pharmacology (how
medicines work)

46. Have better communication between providers in the
health system

48. Have better partnership between doctors and pharmacists

59. Offer flexibility in choosing a provider

61. Be more thorough with patients

65. Not treat people like they are drug seekers

Quadrant 2: Idea statements with high average importance rating and high
average feasibility rating

1. Be gentle with the elderly

2. Listen to family when they have concerns

7. Clearly communicate policies with patients

12. Be more careful when treating the elderly

14. Scan medications before giving them out to prevent errors

15 Make sure nurses know what medications they are giving
' to patients

Have doctors communicate better when they don't know

i what's going on

20 Have doctors show empathy and compassion when giving
' bad news

24. Prioritize patient care before insurance status

26. Do not talk about colleagues in front of patients

217. Do not talk about other patients outside patients rooms

32. Treat patients fairly

33. Treat patients as individuals

34. Treat mental pain appropriately

37. Call patients by name

39. Close the curtain for patient rooms

41. Increase privacy in the emergency room

49. Describe medication side effects

50 Tall)< to patients appropriately (respectfully, regardless of

age

54. Show care for patients
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S5},
56.
57.

58.

60.
63.
64.
66.
67.

Show humanity to patients

Increase interactions with parents when treating children
Have a good environment

Make sure doctors explain tests, procedures, and written
instructions

Be more personal with patients

Listen to patients

Treat patients like people, not just a statistic

Offer non-judgmental testing

Protect personal information better

Quadrant 3: Idea statements with low average importance rating and low average

feasibility rating

© o~

10.

16.
21.
22.
23.
29.
30.
31.
35.

36.
43.
44,
47.
51.

52.
53.
62.

Legalize assisted suicide

Simplify paperwork

Help patients be their own advocates

Create guidelines for each personnel role within the health
system

Make sure you see the provider you made the appointment
with

Have doctors take classes on compassion

Help navigate the system in general

Help navigate the system to see specialists

Provide accessible interpreters

Do not advertise medicine

Use actual patients when marketing for health systems
Have multiple sites of care for big health systems
Treat mental pain differently than physical pain
Recognize patients by face (knowing who you actually
are)

Offer a choice for what pharmacy you go to

Pay more attention to cost when prescribing medicines
(consider generics)

Offer alternative treatments for medication

Have doctors go to more classes for bedside/chair side
manner

Show vulnerability with patients

Require training in cultural competency

Spend more time with patients

Quadrant 4: Idea statements with high average importance rating but low average

feasibility rating

11.
17.
25.
28.

38.

Respond to criticism better

Require continuing education on social skills

Post clear rules for patient visitors

Have doctors communicate their expertise

Bring insurance cards or other information back to patient
room as soon as possible
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40 Do patient registration in a private room instead of at the
' front desk
42. Encourage patients to seek other opinions

Subgroup Analysis Results

The pattern matching displays, shown in Figure 8, compare the average rating
information within the 3 demographic characteristics: age, gender, and race. The panels
on the left (1, 3, and 5) show the rating information in terms of importance and the panels
on the right (2, 4, and 6) show the rating information in terms of feasibility. As shown in
figure 6, stratification by these variables shows differences in the overall order of cluster
importance ratings by age (r=0.60) and gender (r=0.84). Stratification does not produce a
difference in the rank order of cluster feasibility ratings. It is important to note that the
difference in average cluster ratings between the subgroups differed by less than one, so
the demographic difference may not denote practical significance. It is also important to
note that “group think” may influence the ratings, and may be responsible for the lack of
demographic differences in the pattern matching displays. The results of each variable
are described below:
Age: Panels 1 (r =0.60) and 2 (r = 0.98) of Figure 8 show how the average cluster
ratings differ based on age. The rating data was compared for all of individuals within
the sample using the median (40 years) as the cutoff point. On average, when
comparing individuals below and above the age of 40, those below the age of 40
assigned: a higher importance rating for “Respect for Patients”; a lower importance
rating for “Patient-Provider Relationship” and “Privacy”; and a higher feasibility rating
for the “Respect for Patients” and “Patient-Provider Relationship” clusters.
Gender: Panels 3 (r =0.84) and 4 (r = 0.97) of Figure 8 show how the average cluster
ratings differ based on gender. Compared to females, males tended to assign: a lower

rating in terms of importance for the “Respect for Patients” and
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“Patient-Provider Relationship” clusters; a slightly higher rating for the “Privacy”
cluster; and a slightly lower rating in terms of feasibility for the “Respect for Patients”
and “Patient-Provider Relationship” clusters.

Race: Panels 5 (r =0.92) and 6 (r = 0.99) of Figure 8 show how the average cluster
ratings differ based on race. Compared to minority participants, white participants
tended to assign: a higher importance rating to “Patient-Provider Relationship”; a lower
importance rating to “Respect for Patients”; and a lower feasibility rating to “Respect
for Patients” and “Patient-Provider Relationship.” The slight differences in the average
rating values by demographic factor listed above do not produce a change in the overall

cluster rankings.

42



Importance Feasibility
Below 40 Above 40 Below 40 Above 40
4.63 473 4.64 4,73
! Privacy Privacy Privacy
Privacy
Patient Provider Relationship
—— Patient Provider Relationship T —— Patient Provider Relationship
o o
Patient Provider Relationship
(<5) o °
= ° N 3.87 3.77
< 1 4.33 r=p60 377 2 - r=0.98 -
Male Female Male Female
4.54 4.57 4.77 4.64
Privacy _‘-———_______ i ey privecy
H.____ .
= Privacy
Patient Provider Relationship
°
o Patient Provider Relationship
Patient Provider Relationship
o
— Patient Provider Relaticnship
S
GC.) y N : 69 3 950
O |3 422 rogps 18 4. ' =087
43




r=0.92

White Minority
4,50 4,59
Privacy Privacy
o
o
Patient Provider Relationship
Patient Provider Relationship
[<5]
O
[ ° o
@ | S 413 4,25

6

White Minority
4.76 4.63

Privacy Privacy

Patient Provider Relationship 'Hw“/ Patient Provider Relationship

©
o

384 |, _pgg 387
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CHAPTER 5

DISCUSSION

Interpretation of Results

Trust is a critical factor impacting patients’ decision to seek care in a timely
manner. Even if services are available and affordable, patients may opt to forgo
preventative services if they do not deem them the services to be acceptable. Multiple
studies have already investigated the concept of trust and the ways in which mistrust
serves as a barrier to healthcare utilization. Our work expands prior studies by exploring
ways to improve patient trust of health systems. Specifically, this project sought to
identify patient-centered approaches to improve institutional trust, as a step towards
improving healthcare acceptability.

Though the use of GCM, a comprehensive list of actions and practices was
generated that health systems can adopt to help build patient trust. The list of items
generated by the brainstorming session ranged from broader ideas such as “Help patients
be their own advocates” and “Have a good environment” to more actionable ideas such as
“Close the curtain for patient rooms” and “Provide accessible interpreters.” Although the
prompt directed the participants to focus on health system actions, patients were often
unable to separate the actions of healthcare professionals from the health systems in
which they work. Thus, the list further included system-level actions such as “Have
better communication between providers in the health system” as well as
recommendations for individual providers, such as “Respond to criticism better.”

The results of this study suggest that interventions aimed at increasing
institutional trust should include initiatives that impact the following four domains:
privacy, patient-provider relationship, respect for patients, and health system guidelines.
To improve trust in all four of these domains, health systems must take a multi-level

approach. In order to impact trust in the domains of the patient-provider relationship and
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respect for patients, hospital systems should develop programs to enhance trust at the
doctor or provider level. An example of how to do this would be to develop incentives to
encourage doctors to improve communication in their patient interactions when they do
not know the etiology of a patient’s symptoms. In order to impact trust in the domain of
patient privacy, hospitals should work towards building trust at the department level. For
example, departmental guidelines could be set up to focus on protecting patient medical
and financial information appropriate to each care setting. Finally, health systems could
also impact trust at the system level to influence the domain of health system guidelines.
For example, continuing education courses could be implemented to improve
communication and encourage cultural competency in an effort to educate providers on
the ways to make patients feel respected.

In addition to identifying general domains for improvement, this study contributes
additional knowledge regarding which potential provider and health system-level changes
are most important and feasible from the patient perspective. Overall, “Privacy” was
consistently rated as the highest cluster both for feasibility and importance. Results from
the “go-zone” graph identify additional priority areas that should be targeted from the
other clusters as well. Quadrant 2 of the “go-zone” graph (which represents items that
participants rated as both feasible and important) generally contained items that directly
impact patient care.

Consistent with previous studies, age was identified as a potentially important
factor for patient trust (Hall et al., 2001; Musa et al., 2009). The results of the pattern
matching displays show differences for the overall cluster ratings based on age in terms
of importance. These differences by age require further investigation in future research to

better understand how and why age factors into the rating of importance.
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Limitations

There are limitations to this work. Participants were selected as a convenience
sample within a single community within Philadelphia. Thus, participants may not be
completely representative of the broader patient population of this community (Upper
Darby) and may be missing perspectives from community members that were not able to
reach and recruit. Additionally the small sample size and the geographically-based
population of insured patients within this single community limits the generalizability of
the data to broader populations. Finally, this methodology additionally does not allow for
the inference of causal links. Despite these shortcomings, this initial work contributes
important insight into patient perspectives regarding approaches for improving

institutional trust.

Future Research

Additional research studies are needed to continue to explore effective approaches
to improving institutional trust. Companion studies could employ the same research
prompt in different contextual situations to both (1) show the influence of external factors
(such as neighborhood) on rating data and (2) add to the list of potential health systems
actions to impact the trust that patients have in them. A companion study could also be
administered within a patient group that is not well linked into the healthcare system to
identify their priorities as well. Additionally, work is needed to design interventions
aimed at addressing the factors identified within our study that effectively address

privacy and other salient concerns.
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CHAPTER 6

CONCLUSION

Plans for Use

The results from this study can be used in both planning and evaluation
applications by healthcare systems. Healthcare systems may use the domains of trust
identified through this work to create a tool to measure the degree of unmet need within
each of these domains as a marker of where to focus initial interventions to improve trust.
Additionally, this work provides a list of actionable, patient-centered interventions. The
results of this study can therefore be used for program planning to improve institutional
trust within the Upper Darby community. Local healthcare systems may use the
information from the cluster rating maps and the “go-zone” graph to inform their future

action plans.

Public Health Significance
It is essential for healthcare systems to take action to make their services more
acceptable to the community they serve in order to deliver better and more patient-
centered care. By implementing programs that build institutional trust, healthcare
systems will promote the access to and use of the healthcare services they offer. We
intend for this work to help decrease local health disparities by identifying potential
health system actions to increase institutional trust and subsequently improve health

outcomes through increased healthcare utilization.
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APPENDIX B

IRB APPROVED PROTOCOL

Protocol Template for Minimal Risk Studies not Requlated by FDA

1) Abstract of the study

Higher levels of institutional trust have been associated with increased health
care utilization, greater adherence to treatment plans. better treatment
outcomes, and improved overall health. Though numerous studies have
docomented the variation in individuals’ institutional trust and the impact this
has on important outcomes, there has been little attention to understanding
approaches to impact patient institutional trust. The propesed project will use
group concept mapping (GCM) to directly engage a specific population of
patients with regular healthcare utilization practices and elicit their
perspectives on ways to impact patient trust. This work has the potential
benefit of equipping healthcare systems to better impact trust within their
COMMITNtY.

2) Protocol Title
Identification of approaches to impact patient trust in healthcare systems: A group

concept mapping study

3) Investigators & Description of Roles
Deborah Nelson, PhD; Temple University, Department of Epidemiclogy and
Biostatistics; Principle Investigator. Dr. Nelson 1s the principle mmvestigator of this
project and the chair of the thesis committee for this project. She will serve in a
supervisory role and will provide input into the overall study design
Amanda Doty; Temple University, Clinical Research and Translational Medicine
Program; Student Investigator. Ms. Doty will coordinate all of the research activities
of the project, including recruiting/enrolling patients, overseeing the concept mapping
sessions, analyzing the data. and preparing the research findings for dissemination.
Kristin Rising, MD, MS; Thomas Jefferson University, Department of Emergency
Medicine; Co-Investigator. Dr. Rising 1s well-versed in concept mapping
methodology and will serve this project in informing the data collection methods. As
a clinician. Dr. Rising will additionally help suide data analysis by helping to
interpret the results in the health system context.
Brendan Carr, MD, MS5; Thomas Jefferson University, Department of Emergency
Medicine; Co-Investigator. As a federal the director of Emergency Care
Coordination Center at the US Department of Health and Human Services, Dr. Carr is
uniguely poised to provide gmdance on potential policy implications of the research
findings. As such, Dr. Carr will help guide data analysis by helping to interpret the
data in terms of possible policy recommendations.
Alexzandra Gentsch, LSW; Thomas Jefferson University, Department of
Emergency Medicine; Research Assistant. Ms. Gentsch will assist duning the concept
mapping sessions, providing secondary support to the project coordinator when
needed. Thus, she will help obtain informed consent and will be in direct contact
with the participants of the concept mapping sessions.
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Protocol Template for Minimal Risk Studies not Regulated by FDA

4) Objectives
+ To elicit patient perspectives on ways to impact medical tmst within a specific
patient population, using a novel approach
* To perform an exploratory analysis to determine trends of rating information
obtained within the concept mapping process

5) Rationale and Significance

Higher levels of patient trust have been associated with increased health care
utilization, greater treatment adherence, better treatment effectiveness, and
improved overall health. Impacting the levels of trust in healthcare systems
can be used to promote the access to and acceptability of healthcare services
for the general population. Moreover, meaningful opportunity exists to
decrease health disparities by focusing on imtiatives that increase systems
level trust by specific demographic features, to improve health outcomes for
these populations.

6) Resources and Setting
The recnutment and enrollment research activities (described in detail below,
n Section 8. Study Design) will oceur at a primary care office and community
outreach center in Upper Darby. The concept mapping sessions will be
performed at the primary care office in Upper Darby, named Physical
Medicine and Fehabalitation and located at 111 Long Lane, Upper Darby, PA
19081. All de-identified data analysis will occur at the two collaborating
mstitutions- Thomas Jefferson University or Temple University.

7) Prior Approvals

An IPB Authorization Agreement will be secured with the institute that 13
collaborating on this project, Thomas Jefferson University. The IRB
Authorization Agreement with Thomas Jefferson University will be obtained
followmg IRE approval from Temple University.

8) Study Design
a) Recruitment Methods

A convendence sample of 35 patients will be recnuted from a pnmary care
office and commumity outreach program lecated in Upper Darby,
Pennsylvania 35 patients will be scheduled for am end target of 13-30
participants, accounting for up te a 50% no-show rate. A recruitment
poster (including a brief description of inclusion/exclusion criteria,
research team contact information, and a concise explanation of the
research geals; see attached draft) will be hung in the waiting room of the
primary care office as well as at the entrance of the commumity outreach
center, allowing participants to self-select into the study. Potential

Page 2 of 7 Revision: May 31, 2016
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Protocol Template for Minimal Risk Studies not Requlated by FDA

participants will also be provided with the research team’s contact
mmformation by leadership of the commmnity outreach program. The target
recritment mumber is 11-12 participants per week.

Participants will initially be screened for eligibility when they contact the
research team by phone. PHI will not be collected during this mitial
phone call. Eligible participants who are interested in participating will be
sent a confirmation letter (see attached draft) to provide information about
the location and time of the group concept mapping sessions. Research
personnel will obtain informed consent in person, prior to any research
activities during session one of group concept mapping.

Omnce recnuited, patients will be enrolled into the process of concept mapping.
There will be 3 sessions for this study, with the following goals:

1} generation of idea statements (brainstorming) and completion of a short
questionnaire

1) structuring/sorting of statements

3) interpretation of final 1deas

All three sessions will occur at the primary care office recruitment site, located at
111 Long Lane, Upper Darby, PA 19082

Patients whe complete all three sessions of the concept mapping will be
compensated with $75, which will be allocated as $25 per session. Patients will be
remmmerated with debit cards at the end of each concept mapping session.

b) Inclusion and Exclusion Criteria

To be considered eligible for participation, patients must have an active
membership in an msurance plan, be aged 21 years or clder, and have seen a
primary care physician in the Upper Darby area within the last 2 years.
Participants who do not speak English and who do not have the ability to provide
informed consent (i.e. children, prisoners, individuals with commmunication
impairments, and the decisionally impaired) will be excluded from the study.

¢) Study Timelines

We expect that the participant will participate for a total of 3.5 hours. Concept
mapping occurs over three sessions as follows: 1 hour for session 1
(brainstorming), 1.5 hours for session 2 (stmcturing of statements), and 1 hour for
session 3 (Interpretation).

Enrollment will be targeted at 11-12 people per week. for a penod of 3 weeks. 35
patients will be scheduled for an end target of 15-30 participants, accounting for a
15-20% no-show rate.

The following table details the anticipated project fimeline:

Descripfion of Work Start and End Dates
Phaze PREPARATION APRILZY™ - JUNE
Page 3 of 7 Revision: May 31, 2016
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10=
Refine Infroductory Scipt & Stem with Res=arch Team April 287 - May 27
Tast Medified Introduciory Script & Stem with Community Represeniotives Moy 20 - Kay 65
Fnalize Intreduciory Soript L Shem Moy 28% - Juna 4%
Obdain I8 Approval May 16+
3% Enrollment [12 paricipants] Blay 185 - Blay 24
§4% Ervrollment [12 parficipants| May 23* -May A1¢
100% Enrclment |11 pardicipants) Jumne 1¥ - Jusne £

Prepare GCM Matedals informed Corsent Packets, Computers, ssfup o 5 - e 105

soffwars|
GCM SESSIONS [CONDENSED SCHEDULE) AmE 1:;._“"”

Zaszion 1 E Upload Exceal Informafion Jumnes 115
;I"c = Zacion 2 £ Inpuf Physical Sort Card Information Junes 118

Prepare Chester Map for Session 2 Jumnee 125
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d) Study Procedures and Data Analysis

The steps of the GCM process will take place over three sessions: 1)
brainstorming, 2) sorting/rating, and 3) interpretation. Informed consent will
be obtained from each participant prior to beginning any formal research
activities duning the first GCM session. Then, participants will be convened
In a group setting to participate mn a structured brainstorming session.
Participants will be mvited to bramstorm and generate responses to a prompt
such as: “Things that a healthcare system can do to impact trust include...™
The first five to ten minutes of brainstorming will be wrnitten, to allow every
participant time to generate individual responses. Then, the session will open
mnte a discussion where each participant will provide their idea statements,
which will be recorded using Microsoft excel. The concept mapping session
will not be audiotaped, so responses from the first session cannot be identified
on the individual level The researcher will eliminate duplicate entnes and
upload this document into the C5 Global MAX software subsequent to the
session (Concept Systems, Inc). At the end of first session, participants will
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fill out a brief questionnaire (see attached draft). which will collect
demographic information and 1t will also be used to administer the Medical
Mistrust Index to measure the amount of trust that the participant has in the
health system. This survey will only identify the participant by study ID
number.

Depending on patient preference, the second session will be preformed either
mn person following a shert break or online using virtual forum set up via the
C5 Global MAY software. During the sorting process, each idea statement
will be written onto a physical or virtual “sort card.™ Patients will be asked to
sort all of the sort cards inte piles by whatever means makes sense to them.
Then. patients will rate all of the sorted 1deas on two scales (importance and
feasibility).

After patients complete this second session. members of the research team
will manually enter the physical sort card information inte the GCM software
for use in analysis. The analysis will result in the creation of an interactive
visual display, known as a cluster map. The number of clusters contained in
the final cluster map 1s set based on the amount of detail needed. The final
mumber of clusters will be determined by the research team members, based
on an operational planning perspective (Kane, Trochim, 2007). The final map
will be circulated to the patient group during the final GCM session for their
evaluation and interpretation. Exploratory analysis will be performed upon
the results for sub-groups of the participants.

Patients who complete all three sessions of the CM will be compensated with
§73, allocated as $23 per session. The first and third sessions are anticipated
to take about one hour, whereas the second is anticipated to take about cne
and a half hours. The overall GCM schedule will follow a modified
condensed schedule plan, with all concept mapping activities occurming over a
two day period (Kane and Trochim, 2007).

e) Withdrawal of Subjects

Participants may refuse to participate in this investizgation or withdraw consent
and guit this study without penalty and without affecting the ability to receive
medical care.

Participants may quit the study and revoke permission to use and share their
personal health information at any time by contacting research team, in
wrting, at: {(Amanda Doty- 1025 Walnut 5t, Suite 300, Philadelphia. PA
19107). Further collection of PHI will be stopped on those who quit the
study, but PHI that has already been collected may still be used.

f) Privacy & Confidentiality

Al paper documents, mcluding copies of nformed consent and survey
questionnaire (to cellect information on age, gender, race, ethnicity, length of
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mmsurance coverage, education level, household income, prior healthcare
utilization, chronic disease diagnoses, accessibility/affordability issues. and
the results of a Medical Mistrust Scale), will be collected with a unique study
ID and secured in locked cabinets in a locked office. Concept mapping session
data will all be processed and aggregated within the concept mapping
sessions, and linkage of specific responses to indrviduals will not be recorded.
Furthermore, this electronic data will be password-protected on network-
level-access-secured computers. The demographic survey data will only be
identifiable by the participant study number. All study personnel including
the research assistants will be sufficiently trained in the study protocol and
their duties and will maintain current HIPAA and CITI training/cerhfication
for the duration of the study.

A “HIPAA Authonzation English (HRP-503)" and consent form (HRP-501)
have been submitted with this application (see attached).

The entire study constifutes minimal sk to the enrelled patients. There 1s no
expectation of any physical nsk. Psychological nisk and/or nisk to privacy is expected
to be minimal, if any, and limited to the nsk of discomfort during concept mapping
sessions when asked to share their opinions and personal information. It will also be
mitigated by communicating frequently with enrolled patients to ensure that their
continued participation is voluntary and informing them that they may opt to decline
to answer any or all of the questions.

9) Risks to Subjects
The entire study constifites minimal risk to the enrelled patients. There is no
expectation of any physical nsk. Psychological nsk and/or nsk to privacy 15 expected
to be minimal, if any, and limited to the nsk of discomfort during concept mapping
sessions when asked to share their opinions and personal information. It will also be
mitigated by commumicating frequently with enrolled patients to ensure that their
contimued participation is voluntary and informing them that they may opt to decline
to answer any or all of the questions.

All paper documents are secured in locked cabinets in a locked office accessible only
to research personnel. The electronic data collected during the group concept
mapping sessions will be password-protected on network-level-access-secured
computers. PHI is only collected to the extent required by our study protocol.

There 15 the possible risk of loss of confidentiality. All participants will be asked to
keep the contents of the concept mapping discussions confidential, however
confidentiality cannot be guaranteed.

10) Potential Benefits to Subjects
There 15 a chance the subjects will receive no direct benefit from paricipating 1n this
study, but we hope that what we leamn may be helpful to future patients or society in
general. Possible benefits from being in the study may inclnde: helping others in the
furture by providing a better understanding of what contributes to frust in a healthcare

Page 6 of 7 Revision: May 31, 2016

61




Protocol Template for Minimal Risk Studies not Regulated by FDA

system. There is a chance that subjects may benefit by having the opportunity to
share their perceptions and opimions.

11) Costs to Subjects
Participants will not incur any costs as a result of participating in this study.

12) Informed Consent
This research project will obtain informed consent by following all procedures
and steps outlined by “INVESTIGATOR. GUIDANCE: Informed Consent
(HEP-302)." Informed consent will be obtained in person, prior to all research
activities dunng session 1 of GCM. Non-English speaking patients will not
be included in the study.

13) Vulnerable Populations

This project will not nclude any of the following populations:
*  Adults unable to consent
+ Individuals under the age of 21
+ Prisoners

Pregnant women, given their unique health status, are hypothesized to have a
unigue perspectives on identifying methoeds to impact patient trust in health
systems. As such, they will not be excluded from the study. Further. as the
study procedures are deemed to be minimal risk, there is no additional nsk
expected to the fetuses.
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IRB APPROVED INFORMED CONSENT

Permission to Take Part in a Human Research Study Page 10of 3

Temple IRB Approved
06/03/2016

Title of research:
Identification of approaches to impact patient trust in healthcare systems: A group concept mapping
study

Investigator and Department:

Deborah Nelson, PhD; Temple University, Department of Epidemiclogy and Biostatistics; Principle
Investigator

Amanda Doty; Temple University, Clinical Research and Translational Medicine Program: Student
Investigator

Kristin Rising. MD, MS; Thomas Jefferson University, Department of Emergency Medicine; Co-
Investigator

Brendan Carr, MD. MS; Thomas Jefferson University, Department of Emergency Medicine; Co-
Investigator

Alexzandra Gentsch, LSW; Thomas Jefferson University, Department of Emergency Medicine;
Research Assistant

Why am | being invited to take part in this research?

We invite you to take part in a research study becanse you are an insured patient and you have been
seenl by a primary care physician within the last two years.

What should | know about this research?
Somecne will explain this research to you.

Whether or not vou take part is up to you.

You can choose not to take part.

You can agree to take part and later change your mind.
Your decision will not be held against you.

You can ask all the questions vou want before vou decide.

Who can I talk to about this research?

If you have questions. concerns, or complaints. or think the research has hurt you, contact the research
team at amanda.dotvitemple.edu; 1025 Walnut St, Suite 300, Philadelphia PA 19107: 610-306-
5848
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This research has been reviewed and approved by an Institutional Review Board. You may talk to
them at (213) 707-3390 or e-mail them at: irb(@temple edu for any of the following:

Your questions, concems, of complaints are not being answered by the research team.
You cannot reach the research team.

You want to talk to someone besides the research team.

You have questions about your rights as a research subject.

You want to get information or provide input about this research.

Why is this research being done?

We are conductng this research study to directly engage patients to conduct focus groups amd
administer guestionnaires to understand their perspectives on ways that health systems can mmpact
patient trust. Mistrust of healthcare systems may prevent or delay insured patients from obtaining
appropriate medical services, creating gaps in care for these patients. We will use what we leam to

work to improve patient trust.

How long will | be in this research?

We expect that you will participate for a total of 3.5 hours over a two-day penod. Concept mapping
occurs over three sessions as follows: 1 hour for session 1 on day 1 (brainstorming focus group
conversations), 1.5 hours for session 2 on day 1 (structuring of statements from focus groups), and 1
hour for session 3 on day 2 (gaming thoughts on the interpretation).

What happens if | agree to be in this research?

We would like fo talk to you mm a group setting, using a process called concept mapping. We will
discuss your suggestions for what health systems can do to impact trust. Concept mapping is like a
structured brainstorming session, in which about 13-30 people are brought together to talk about ideas
related to a specific topic. There will be 3 sessions for this study, with the following goals:

1) generation of 1dea statements (bramstormung) and completion of a short questionnaire

2) structuring/sorting of statements

3) interpretation of final 1deas
You will be given the choice to participate in step 2 after a break in person or later that day using an
online program.

Is there any way being in this research could be bad for me?

The nsks of partcipating m thus research study are minimal and melude primanly a loss of
confidentiality. We have measures in place to minimize this nisk by keeping your information securely
lecked and password protected and will not report individual results linked to your name anywhere.
This information will not be added to your medical record. There is also the possibility that questions
will make you feel uncomfortable. If any question makes you feel uncomfortable, you den’t have to
answet it.
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Will being in this research help me in any way?

There may be no benefit from being involved in this research, but we hope that what we leam may be
helpfil to future patients or society in general. However, a possible benefit from being in the study may
include having the epporiunity to share your perceptions and epinions.

What happens to the information collected for this research?

We will collect personal mformation including age, gender. race, ethmicity, length of Insurance
coverage, education level, household income, prior healthcare utilization, diagnosis of chronic
diseases, and mformation about accessibility or affordability 1ssues from a questionnaire at the first

session. We will also collect information on the survey that will ask you gquestions about trust, known
as the Medical Trust Scale.

To the extent allowed by law, we limit the viewing of your personal information, to people who have
to review it. We cammot promise complete secrecy. The IRB, Temple University, Temple University
Health System. Inc. and its affiliates. and other representatives of these organizations may mspect and
copy your information. Personal information from the survey will be collected during this study, coded
with a unigue study I, and may alse be shared with the following entities of the collaborating
mstitution: Thomas Jefferson University, Jefferson University Physicians, and Thomas Jefferson
University Hospitals, Inc.

Participants may quit the study and revoke pem.lissiun to use and share their persenal health
mformation at any time by contacting research team, In wrniting, at: {(Amanda Doty- 1025 Walnut 5t,
Suite 300, P]:uladelp]:ua PA 19107). Further collection of PHI will be stopped for those participants
who quit the study. but PHI that has already been collected may still be used.

What will | be paid for taking part in this research?

If you agree to take part in this research, we will pay you for your time and effort. Patients who
complete all three sessions of the concept mapping will be compensated with $73, which will be
allocated as $23 for each session.

Federal tax law requires to you to report this payment as income to the Internal Revenue Service.
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Identification of approaches to impact patient trust in healtheare systems: A group concept
mapping study

Patient Survey

1. Age:
2. Gender:
O MalE O FEMALE = SOMETHING ELSE
3. What is your race? (Check all that apply)
O WHITE O BLACK 2 ASIAN Q SOMETHING ELSE
4. Are you Hispanic or Latino? a YES a NO
5. Health Insurance Status (Check all that apply):
& MEDICAID
O MEDICARE

O HMCO/ PPO ! PRIVATE
0O VA! MILITARY

O OTHER:

0 UNENOWHN

&. How long have you had insurance coverage?
O LESS THAM 1 YEAR
O 1-2 YEARS
O 24 YEARS
O MORE THAM 4 YEARS

7. What was the last grade/degree you finished in school?
3 LESS THAM HIGH SCHOOL
& HIGH SCHOOL GRADUATE ! GED ! SOME COLLEGE
QO COLLEGE DEGREE
3 POSTGRADUATE DEGREE

& What is your current employment status

WORKING FULL TIME- MAIN CURRENT JOB:
WORKING PART TIME- MAIN CURRENT JOB:
SELF-EMPLOYED

LOOKING FOR WORKAUNEMPLOYED
CISABLED

RETIRED

HOMEMAKER

ooooooo

9. What is your family's yearly household income?
O LESS THAN 510,000
0 510,000 - 524,928
O 525,000 - 348,908
0 550,000 - 390,200
O 5100,000+
O UNENCWHM / DECLINE TO ANSWER

10. In the last two years, how many times did you visit a doctor, hospital, or medical clinic?
O MEVER O OMCE OR TWICE O TWO - FIVE 3 MORE THAM FIVE
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Patient Survey
10. Hawe you ever been diagnosed with a chronic disease?

QO YES Q NO

11. Do you often have to cancel your medical appointments due to lack of transportation®
O YES O NO

12. Hawve you had to cancel medical appointments because you cannot afford the cost of your co-pay?
d YES O NO

13. Do you often have to cancel your medical appointments due to lack of childcare options?
O YES O NO

Page 2af3

67




Identification of approaches to impact patient trust in healthcare systems: A group concept

mapping study

Patient Survey
Medical Mistrust Index

| weould like to ask you a few questions about how you feel about healthcare organizations. When | say

healtheare organizations, | am not asking about an individual doctor or nurse or any cther person like that. | am
asking about crganizations where you might get healthcare, ke a hospital or a clinic, the healthcars system in
general. Please listen to the statements carefully. For each one, tell me whether you strongly dizagree, disagree,

agree or strongly agree.

Cluestion Strongly Disagree | Agree Strangly
Clisagree Agres

1. You'd better be cautious when dealing with healthcare 1 2 3 B
arganizations.
2. Patients have sometimes been decsived or mislead by 1 2 3 B
healthcare crganizations.
3. | trust that healthzare organizations will t2ll me § a mistakes is 1 2 3 4
made about my treatment.
4. Healthcare organizations often want to know more about 1 2 3 4
your business than they need fo know.
5. When healthcare organizations make mistakes they usually 1 2 3 4
cover it up.
8. Healthcars organizations have sometimes done harmful 1 2 3 4
experiments on patients without their knowledge.
7. The patient's medical needs come before other 1 2 3 4
considerations at healthcare organizations.
B Healthcare organizations are more concermed about making 1 2 3 4
money than taking care of people.
B. Healthcars organizations put the patient’s health first. 1 2 3 4
10. Healthcare arganizations don't always keep your 1 2 3 4
information totally private.
11. Patients should always follow the advice given to them at 1 2 3 4
healtheare organizations.
12_ | typically get a second opinion when | am told semething 1 2 3 4
about my health.
13. | trust that healthcare organizations check their staff's 1 2 3 4
credentials to make sure they are hinng the best people.
14. They know what they are doing at healthcare organizations. 1 2 3 4
15. Sometimes | wonder if healthcare organizations really know 1 2 3 4
what they are doing.-
18. Mistakes are common in healthcare organizations. 1 2 3 4
17. | trust that healthcare crganizations keep up with the latest 1 2 3 4
medical information.

Thank you for all your time today. Youwr thoughts and experiences have been wery helpful and we hope to

use them to improve the care that healthcare systems can offer to you and others in the future.
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APPENDIX E

CITI HUMAN RESEARCH COMPLETION REPORTS

COLLABORATIVE INSTITUTIONAL TRAINING INITIATIVE (CITI FROGRAM)
COURSEWORE REQUIREMENTS REPORT®

" NOTE: Scoras on this Requirements Raport refiect quiz compleilons a1 the time al iraments for the course wera met. Sea list below for datals.

See separate Transerpt Report for more recent quiz scores, Including those on optional (supplemental) course slements.

= Mama: Amanda Doty (ID: £748258]

= Emall: amanda doty@temple edu

= Instituilon AMBation:  Tempie University (I0: 925)

= Phong: 61030665848

= Curmiculum Group: Human Research

= Couree Learnar Group: Practics Runs Trahing

- stage: Stage 1 - Basic Course

= Report ID: 15570274

= Completion Date: 03-Apr-2015

= Explration Date: 2-Apr-2015

= Minimum Pagsing: 100

= Reporied Score*: 100
REQUIRED AND ELECTIVE MODULES ONLY DATE COMPLETED SCORE
Practice Fums Training (D 16313) 03-Apr2015 22 (100%)

For thiz Report to be valid, the lsarner identified above must have had 2 valld aMiation with the CITI Program subscrbing institution
Idantifled abowe or have bean a pald Indspandsnt Learnar.

Viertfy at: hipeww COOpIogram. oo ven iy inoe ofm T verty =331 25 af- B4 802 dlc-3aM-95 10601 brd0

CITI Program

Emal: t

Phone: 383-525-5923

VWe: hiips:iwww. Citlprogram.arg
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COLLABORATIVE INSTITUTIONAL TRAINING INITIATIVE (CITI PROGRAM)
COURSEWORK TRANSCRIPT REPORT==

** NOTE: Scores an this Transcript Report refiact the most cument quiz compistions, Inciuding quizzes on optional (supplemental) slements of the
corse. See list below Tor detalls. Sea SEFGI“‘EREIH.I"E!T‘IH'IE R.EP:IH for the !'EmﬂEﬂ gcores at e time all I'quﬂ'EleEﬂ for the course Wwere met.

= Hama: Amanga Doty (ID: 474525E)

= Emall: amanda.dotyitemple edu

= Instituilon AMBation: Tempée University (1D 926)

= Phone: S10306E545

= Curriculum Group: Human Research

= Course Learnar Group: Practce Runs Traking

- Stage- Stage 1 - Baslc Course

= Report ID: 15570274

= Report Data: 11-Jul-2016

= Cument Scora: 100
REQUIRED, ELECTIVE, AND SUPPLEMENTAL MODULES MOST RECENT SCORE
Praciice Runs Training (ID: 16313) 15-Feb-2016 22 {100%)

For thiz Report to be valld, the Isarner Identifled above must have had a valld amMiation with the CITI Program subscrbing instifution
Itaniifisd above or have besan & pald Indepandent Learmer.

Vierify at: hifpe (v o

Collaborativa institutional Tralning Initiative {CITI Program)
Emall: EWEGHEGEE prir il ge

Phone: 885-525-5929

WWed: hiips:iw cli Iogram. org
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COLLABORATIVE INSTITUTIONAL TRAINING INITIATIVE (CITI PROGEAM)
COURSEWORK REQUIREMENTS REPORT™

* NOTE: Scares on this Requirements Report refiect quiz compledions a the time al irements for the m'l'\ergrﬂm?t ‘See list bebow for detalks.

See senarate Report for more recent quiz scores, including those on optional (Euppiemental) course elem

= Mama: Amanda Doty (1D: £745256]

- Emall: amanda.dofy @temole edu

= Insthuiion AMiation:  Tempée Universiy (100 326)

= Phomns: 5103066848

= Curmiculum Group: Human Resaanh

= Courss Leamsar Group: Praciics Runs Training

- Staga: Stage 1 - Baslc Course

= Report ID: 15243062

= Completion Date: 15-Feb-2016

= Explration Date: 14-Feb-2017

* MINImUM Passing: 100

= Reported Score*: 100
REQUIRED AND ELECTIVE MODULES ONLY DATE COMPLETED SCORE
Practice Fums Training (ID: 16313) 15-Fen-2016 202 (1007%)

For this Report to be valid, tha ksarner Identifisd above must have had 2 walld afMiation with the CITI Program subscribing institution
Identifled above of have been a pald Indepandent Learnar.

Verify at: hitpes-(taww. ciiprogram.cogverfyingex ofmTverty=-c31 B3 B-17a5-4c01-a05e-0c7 a4 1000377

CITI Program
Emali b
Phone: 885-525-5929

Web: hitps.Swww. citl program org
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COLLABORATIVE INSTITUTIONAL TRAINING INTTIATIVE (CITI PROGRAM)
COURSEWORK TRANSCRIFT REPORT=

** NOTE: Scores on this Transcript Report refiact the most cument quiz complations, Inciuding quizzes on optional :mp&l&mmal;-el:—mem of the
course. See list below for desalls. Ses separate Requirements Report for the reporied scores at me tme all requirements for the COLTES Were met
* Mama: Amantia Doty [ID; ST4E2SE)
- Emall: amanda.dotytemple edu
= Institution AmMEstlon:  Tempie University (ID: 326)
= Phone: 6103068845

Currkculum Group: Human Ressarch
Courss Leamnar Group: Pracice Runs Tralning

- Staga: Stage 1- Basle Course

= Report ID: 15243082

= Report Data: 11-Jul-2016

= Curmrent Scona*: 100
REGURED, ELECTIVE, AND SUPPLEMENTAL MODULES MOST RECENT SCORE
Practice Runs Training [ID: 16313) 15-Feb-201E 2 00

For this Report to be valid, tha lsarner identifisd above must have had a walld afMiation with the CITI Program subscribing nstitution
Idantifled above of have been a pald Indepandent Learnsr.

Collaboratha Instttutional Tralning inittative {CITI Program)
Emall: 55 LEctpr

Phone; 868-528-5929

WWED: iips v, CIIDIQTIm org
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COLLABORATIVE INSTITUTIONAL TRAINING INITIATIVE (CITI PROGRAM)
COURSEWORKE REQUIREMENTS REPORT*®

* NOTE: Scones on this Requirements Report refiect quiz

completions at the time al

rements for e course were met. See |ist below for detals.
See separate Transcrpt Raport for more recent quiz scores, Including those on optional (supplemental) course slesments.

+ Nama- Amanda Doty (ID: 2745358}

« Emall: amanda.dodytemple edu

= Institution AMiEation:  Tempie University (I0: 325)

= Phone: 5103068343

+ Curmcalum Group: Human Resaarch

+ Course Learnser Group: SocalBehavioral Research Courss

= Stapga: Stage 1- Basle Course

- Description: Choose this group to satisfy CITI fraining requirements for Inwestigators and staff Invosved primarty in

‘SodialBehavioral Research wiih human sujecis.

+ Report ID: 155702M
» Completion Date: 03-Apr-2015
+ Expiration Dats: 02-Apr-2017

= Minlmum Passing: 7a

* Reported Score*: 100

REGUIRED AND ELECTIVE MODULES ONLY

DATE COMPLETED SCORE

Temple Univessity 10: 175E) D3-Apr2015
Eelmont Report and CITI Course infroduction (I0: 1127} 20-Mar-2015
Students In Research (ID: 1321) D3-Apr2015
History and Ethical Principies - SBE {10 430} 24-Ma-2015
Diefining Riesearch with Human Subjects - SBE {ID: £21) 24 Mar-2015
The Fegeral Regulatons - SBE (ID: 502) 24-Ma-2015
Assessing Risk - SEE (10 503} 24 Mar-2015
Informead Consent - SBE [ID: 504) 24-Mar-2015
Privacy and Confidentiailty - SBE (ID: 505) 20-Mar-2015
Research with Prisoners - SBE (I0: 506} 03-Apr2015
Research with Children - SBE {10 507} 03-Apr2015
REBEarcn In Pubiic Elementary and Seconary Scnools - SBE (10: 508) 03-Ap-2015
Intamational Research - SBE (ID: 509) 03-Apr2015
Intemet-Based Research - S5E (ID- 510) 03-Apr-2015
Research and HIPAA Privacy Protections (ID: 14} 2-Mar-2015
Vulneradie Subjects - Researh Invoiving WorkersEmployees (10 463) 03-Apr2015
Confiicts of Inferest In Ressarch IMvoiving Human Subjects {ID- 438) 20-Mar-2015
Unanticipated Probiems and Reportng Requirzments in Soclal and Behaviorl Researcn (ID: 14528) 24-Mar-2015

No Quiz
33 {100%)
101D {100%)
S5 {100%)
5/ (100%)
S5 {100%)
5/ (100%)
S5 (100%)
55 (100%)
SIS {(100%)
S5 {100%)
S5 (100%)
S5 {100%)
S5 (100%)
5/ (100%)
404 {100%)
55 (100%)
S5 {100%)

For thiz Report to be valid, the lsarner Identied sbove must have had a valld afMiation with the CITI Program subscrblng inatitution
Idantifed above of have besn 3 pald Indepandent Laarner.

CITI Program
Emali:

Phone: 988-525-5929
Wed: hiips:
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COLLABORATIVE INSTITUTIONAL TRAINING INITIATIVE (CITI PROGRAM)
COURSEWORE TRANSCRIFT REFORT=*

"* NOTE: Scores on this Trarscript Report refiect the mos! cument quiz completions, Inciuding quizzes on optional (supplemental) elements of the
course. See list below for detals. Ses separate Requirsments Repart for the reponisd scorss at fie time all requiremants for the cowrse wese met.

- Hama: Amanida Doty (ID: ST4E258)
- Emall: amanda.doty@iemole adu
= Insttution AMEatlon: Tempie Universty (1D 326)
- Phane: 103066545

= Currhzulurm Gmup: Human Resaarch

- Courss Leamnsr Group: SooialBenavioral Research Courss

- stage: Stage 1 - Baslc Course

« Description: Choose this group to satisty CITI training requirements for investigators and staf invodved primarty in
SoctalBahaviorsl RESEarch wih NUMan Subjects.

= Raport ID: 15670211

= Raport Data: 11-Jul-2016

= Curment Scora: 100
REGQUIRED, ELECTIVE, AND SUPPLEMENTAL MODULES MOST RECENT SCORE
Sludents In Research (10 1321) 03-Apr-2015 1010 {100%)
Histary and Etnical Principies - SSE (ID- 430} 24-Mar-2015 515 {100%)
Temgle University [I0: 175E) 03-Ape-2015 No Quiz
Diefining Research with Human Subjects - SBE [ID: £01) 24-Mar-2015 £ (100%)
Eeimont Report and CITI Course Introeduction (1D: 1127) 20-Mar201s 33 {100%)
The Federal Regulalons - S6E (ID: S02) 2d-Mar-201s SE{100%)
ABszcEing Fisk - SEE (ID: 503) 24-Mar-2015 S5 (100%)
Infarmed Consent - SBE [ID: 504) M-Mar-201s 55 {100%)
Privacy and Confidentizity - SBE (ID: 505) 20-Mar-2015 515 {100%)
REesEarch with Prisoners - SBE (I0x 508} D3-Aps-20135 '3 {100%)
Research with Chifdren - SBE {I0c 507} 0Z-Apr-2015 S5 {100%)
Research in Public Elementary and Secondary Schools - SBE (ID: 508) 03-Ape-2015 I {100%)
Intamational Research - SBE (1D: 509) 03-Aps-2015 EIE {100%)
Intemet-Sased Reseanh - S5E (10 510) OE3-Apr-2015 S5 {100%)
Research and HIPAA Privacy Protections (1D: 14) 20-Mar-2015 /5 (100%)
Vulnerasle Subjects - Research Imvoiving Workers/Employees [ID0 463) 03-Ape-2015 414 1100%)
Unanticipated Probiems and Reporting Reguirements In Soclal and Senhavioral Researcn (ID: 14528 24-Mar-2015 515 {100%)
Conficts of Interest In Resaarh INvVoNIng Human Sutiects {1D: 458} 20-Mar-2015 515 {100%)

For this Report to be valld, tha learner Identified sbove must hawe had a walld amMiation with the CITI Program subscrbing institution
Idantifed above or have besn a pald Indepandent Laarnsr.

Verify at: hiips:i

Collaborattve instituticnal Tralning Initkagive (CITI Program)
Emall: o 2
Phone: 868-5258-5929

We: hitps: v cllipimgram org
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COLLABORATIVE INSTITUTIONAL TRAINING INITIATIVE (CITI PROGRAM)
COURSEWORKE REQUIREMENTS REPORT*

* ROTE: SCO0M25 On 1his Requirements REpon renect Quiz com@IEtans at the tme ai recr:lrem:—ms M2 COUTEE WeNe el Se2 |15t Deow for getals.
See separate TI2nsenpt Aeport for More recent QUIT 5CONSE, INCILGING hose 0n optional (SUDMEemENtal | COUMES Elaments.

* Mame: Amanda Doty (ID: 4745258)

« Emall: amanda dofytemple edu

= Instttution AMiatlon:  Tempie University (I0: 225)

= Phone: S103068843

= Curriculum Group: CITI Good Clinical Practice

= Courss Learner Group: Same as CleTiculum Group

- stage: Stage 1- Baslc Course

» Report ID: 15570272

= Complstion Date: I-Mar-2015

= Expirabion Date: 20-Mar-2017

= Minlmum Pasaing 75

- Reported Scors*: 100
REQUIRED AND ELECTIVE MODULES ONLY DATE COMPLETED SCORE
The CIT| Good Clinical Practice Courss for Cinlcal Trias Involving Drugs and Dewvicas (10 1350) 20-Mar-2015 33 [100%)
Cwerview of Mew Drug Development {1D: 1351) 20-Ma-2015 S5 [100%)
Owerview af ICH GCE {ID: 1352) I0-Mar-2015 Aid [1005%)
ICH - Comparison Betwesn ICH GCP E5 and U.Z. FDA Regulations (1D 1354) 24-Mar-2015 454 [100%)
Conducting Investigator-Iniiated Studles According fo FOA Regquiations and GCP (ID: 1355) 24 Mar-2015 33 (100%}
Investigator Obigations in FOA-Regulated Research 1D 1356) 24 Mar-2015 SIS (1D0%4)
Managing vestigational Agents Acconding fo GOP Requirements [ID; 1357) 24-Mar-2015 SIS (100%)
Owerview of U.S. FOW Regulations for Medical Devices (1D 1358) 24-Mar-2015 313 [100%)
Informed Consent In Clnical Triais of Drugs, Biokgics, and Devices (ID: 135%) 24-Mar-2015 434 [1D0%)
Detecting and Evailating Adverse Svenis (10 1360) 24-Mar-2015 454 (100%)
Reparting Safots Advesse Events (1D 1361) 24-Mar-2015 434 [100%)
Auxiits and Inspections of Ciinical Trials (ID: 1363) 24-Mar-2015 SIS (100%)
Monitoring of Clinical Trals by Industry Sponsors (1D 1362) 24-ME-HE 85 [100%)
Completng the CITl GCP Course {ID- 1364) 24-Mar-2015 Mo Quz
Temgple Univessity {ICc 175E) I0-Mar-2015 Mo Quiz

Far this Report to be valld, tha learner Identifisd above must have had & valld aMBation with the CITI Program subacribing instifution
Identifed above of have been a pald Indspandent Laarnar.

CITI Program
Emali;
Phone; 8E8-528-5929

‘e hiips W, cliorooram org
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COLLABORATIVE INSTITUTIONAL TRAINING INITIATIVE (CTII PROGEAM)

COURSEWORE TRANSCRIFT REFORT™*

** NOTE: Scores on this Transcript Report reflact the mos? cument quiz complations, Inciuding quizzes on optional (su
cowse. See list below for detalls. Ses saparats Requirsments Sepan for the reported scares at Me time all requirsmen

« Mama: Amanda Doty (ID: £T4E25E)
- Emall: amanda.dotytemple 2du
= Insthufion AmiEatlon: Tempe University (10 925)
= Phone: S10306E845

= Curriculum Group: CIM Good Clinical Practice
= Courss Learnsr Group: Same as Cumculum Group

lemental} alements of the
Tior the COLMES Wene met

- stage: Stage 1- Baslc Course

= Descrption: Thia ICH E& GCP Inwash Elte Tralning mests tha Mindmum Critaria for ICH GCP Investigator Sita
Perzonnsl Training iden by TransCelerats BloPharma as necessary fo enabls mutual racognition of
GCP tralning among trial sponsors.

= ReportiD: 15670272

= Report Data: 11-Jul-2016

= Current Scorss: 100

REQUIRED, ELECTIVE, AND SUPPLEMENTAL MODULES
The CITI Good Clinical Practice Course for Cinical Trials Involving Drugs and Dewvices (ID: 1350)
Cwerview of New Drug Development (10 1351)

Tempie University (10 1758)

Owerview of ICH GCP (ID; 1352)

JCH - Comparison Between ICH GCP E5 and LS. FDA Regulations (ID: 1354)

Condusting Investigator-nitated Studles Accorting fo FD# Regquiations and GCP (ID: 1355)
Investigator Obiigations In FOA-Reguiatad Research (ID: 1356}

Managing Investigational Agents Accomding to GCP Requirements (ID: 1357

Cwerview of U.S. FDA Regulations for Medical Devices [ID: 1358}

Informad Consent in Cinical Trisis of Drugs, Blologics, and Devicas {ID: 1359)

Detecting and Evaluating Adverse Events (10: 1360)

Reporiing Senows Adverse Events (ID: 1351)

Audits and Inspactions of Clinical Trials {ID: 1363)

Monitonng of Cinical Trials by Industry Sponsars (I0: 1362)

Compietng the CITI GCP Course (I0: 1364)

MOST RECENT
20-Mar-2015
20-Mar-2015
03-Apr-2015
20-Mar-2015
24-Mar-2015
24Mar-2015
24 Mar-201E
24-Mar-2015
24-Mar-2015
Z4Mar-2015
Z4-Mar-2015
24-Mar-2015
TAMAr-2015
24-Mar-2015
15Fab-2016

SCORE
3 (100%)
/5 (100%)
ho Quiz

&4 (100%)
444 (100%)
3 (100%)
/5 [100%)
SI5 (100%)
33 (100%)
404 [100%)
&4 (100%)
&4 [100%)
S5 [100%)
&E [100%)
o Guiz

For this Report to be valld, the lsarnser identifisd above must have had a valld aMiation with the CITI Program subscribing instifution

Identifled above of have besn a pald Independent Laarner.

Vierify at: nitps: e CIDp T QraIm. Lo Ve Iy NS ST T verTy =0 eSS n-5 T304 MBS0 11 c2385AMCST

Coflaborative institutional Tralning Infttative (CITI Program)

Emali:
Phone: 383-525-5929
el hitips.iwww. it program oy
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COLLABORATIVE INSTITUTIONAL TRAINING INITIATIVE (CITI PROGRAM)

COURSEWORK REQUIREMENTS REFORT*

" NOTE: Scomes on this Requirements Reporl refiec] quiz completions at the time all rements for e course wene met See list Deliow Tor detaks.
See separate Transcrpt Report for more recent quir scones, Including those on optional (supplemental ) course slements.

- Mama: Amanda Doty (ID: 4TAEISE)

« Emall: amanda. doty@temple edu

« Instttuilon AMBatlon:  Temple University (ID: 325)

= Phone: 5103068343

= Curriculum Group: Responsiolie Conduct of Research

» Courss Learnsr Group: Responsile Condust of Research (RCR)

- stage: Stage 1- Basle Course

= Report ID: 15570273

= Complstion Date: Q3-Apr-2015

= Explrabion Date: Q2-Apr-2017

* Minimum Pagsing: a0

» Reported Scors*: 10

REQUIRED AND ELECTIVE MODULES ONLY
Responsible Conduet of Research (RCR) Course Introsiuction [10: 1522}

Resean Miscondust (RCA-Baslc) [10: 16504)

Data Management (RCR-Bask) {ID: 16600}

Autniosship (RCR-Baskc) (ID: 16597}

Peer Review (RCR-Basic) (I0: 16603)

Menboring [RCR-Basic) (ID: 16602)

Conflicts of Interest (RCR-Basic] (ID: 16598}

Col Case Study The Cass of the Promising Mew Technology |RCR-Humankizs) (ID: 1456}
Coliaborative Reseanch (RCR-Basic) (ID: 16598)

Temgle Univessity (10 175E)

DATE COMPLETED
20-Mar-2015
20-Mas-2015
20-Mar-2015
20-Mar-2015
30-Mar-2015
20-Mar-2015
20-Mar-2015
03-A0r-2015
20-Mar-2015
03-Apr-2015

SCORE
Mo Guiz

SIE (100%)
SIS (100%)
S5 (100%)
S5 (100%)
S5 (100%)
S5 (100%)
414 (100%)
S5 (100%)
No QLiz

Faor thiz Report to be valid, the learner identied above must have had & vand amBation with the CITI Program subscrbing matitution
Idantifed abowe or have bean 3 pald Indspandent Laarner.

CITI Program

Emall:
Phone: 3835285929
WWet: hips v cllipogram org
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COLLABORATIVE INSTITUTIONAL TRATNING INITIATIVE (CITI PROGEAM)

COURSEWORK TEANSCRIFT REFORT™

the colree were met.

"* MOTE: Scores on this Transcript Report refect ihe most cument quiz completions, Inciuding quizzes on opd lzmental) elements of he
cowse. See st below for detals. Ses saparate Requirements Repor for the reponied scorss at me Ime all mqmmm

= Mama: Amanta Doty (ID; £748258)

= Emall: amanda.doty{iitemple edu

= Instituiion AfMiation: Tempée University [ID: 326)

= Phone: 5103068845

- I::un‘k.ulumeup: ﬂaﬁpﬂmhleﬂummn‘rﬁemrm
- Coures Leamer Group: Rasponshie Conduct of Reseanch (ROR)

= Staga: Stage 1- Basle Course

= Report ID: 1567273

= Report Data: 11-Jul-2016

= Curmrent Scong: 100
REQUIRED, ELECTIVE, AND SUPPLEMENTAL MODULES MOST RECENT
Responsible Conduct of Reseanch (RCR) Cowrse Introduction {ID: 1522 20-Mar-2018
Authorship (RCR-Basic) {100 165497) 20-Mar-201s
Temple Unlversity {ID: 1758) D3-Apr-2015
Cokaborative Research (RCR-Basic) (ID: 1655E) 2-Mar-2i1s
Conflicts of Interest (RCR-Basic) (I0: 16595} 20-Mar-201s
Col Case Shugy The Case of the Promising Mew Technology (RCR-Humankies) (ID: 1458} D3-Apr-2015
Data Management {RCR-Baske) {10 15600} 20-Mar-2015
Mentoring (RCR-Basle) (D¢ 16602) 20-Mar-2015
Peer Revlew [RCR-Baslc) (I0: 16603) 2-Mar-2i1s
Reseanh Misconduct (RER-E3sic) (ID: 16504) 20-Mar-2ins
Responsible Conduct of Research (RCR Course Conclision fiD: 1043) 20-Mar-2018

SCORE
Mo Quz
SI5 {100%)
Mo QU
SIS {100%)
S5 (100%)
414 (100%)
SI5 {100%)
SIE (100%)
SIS {100%)
S5 (100%)
Mo Quz

For thiz Report to be valld, the lsarner Identifisd sbove must have had 2 walld afMiation with the CITI Program subscribing institution

Itanfifle=d above or have been 2 pald Indspandent Laarnsr.

Varify at:

Colaborativa instttutional Training infttative (CITI Program)
Emall: susponclipragram.ong

Phone; 363-525-5929

WeD: Dpe i, CIIOTORTaMm Org
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COLLABORATIVE INSTITUTIONAL TRAINING INITIATIVE (CITI PROGRAM)

COURSEWORK REQUIREMENTS REPORT*

_NOTE: Scares on infs Requirements Repor refict quiz comaletans 3t ihe time 3l requirements for e course wars met. Se st oelow or dstals.
Report

Fes separate for more recent quiz scores, Inciuding those on optiona
- Mams: Amanita Doty {ID: ST45258)
« Emall: amanda defy@temsie edu
- Instiution AMEation:  Tempée University (I0: 325)
« Phons: 5103065543

= Currhculum Group: Human Resaarch
* Courss Learnar Group. Slomedical Research

» Staga- Stage 1 - Baslc Course
= Report ID: 15870270

= Completion Date: 03-Apr-2015

= Explration Date: 02-4pr-2017

+ Minimum Pagsing: 75

Reportsd Score*: 103

REGUIRED AND ELECTIVE MODULES ONLY

Temple University (ID: 1758]

Avoiding Group Hanms - U.S. Research Parspectives (ID: 14060)

Popiiations In Ressarch Requinng Adddonal Consigerations andor Protections {I0: 16580)
Beimont Report and CITI Course Infrosduction {I0: 1127}

History and Ethics of Human Subjects Reseanch {1D: 436}

Basic Instiutional Review Boand [IRE) Regulations and Review Process (I0; 2)

Informad Consent {I0: 3)

Social and Behavioral Research (SBR) for Blomedical Ressarchers (I0: 4)

Recomis-Basad Research {ID: 5)

Ganetic R=search In Human Populations (I0- &)

VUlNeraDie SUB|Ects - REs2and Invoiving Prisoners (1D: 8]

Vulnarable Subjects - Resaarch Invoiving Children (10: 9)

Vulnerable Subjects - Resean Invoiving Pregnant Women, Human Fetuses, and Neonates (1D: 10)
Intamational Studles (I0: 571}

FDA-Reguiated Research {ID: 12)

Reseanch and HIPAA, Privacy Protections (ID: 14}

Vulnarabie Sublects - Resaarch Invoiving WorkersEmployees [ID: 483)

Confiicts of INterest In RES2N INVDWVING HUMEN SUDiECts {10 486)

(BUDpEMENtE) COUTES Elements.

DATE COMPLETED SCORE

03-Apr-2015 No Quiz
20-Mar-2015 33 (100%)
20-Mar-2015 SIE {100%)
20-Mar-2015 33 [100%)
20-Mar-2015 77 {100%)
03-Aps-2015 SIS (100%)
03-Aps-2015 SIS (100%)
03-Aps-2015 44 {100%)
20-Mar-2015 202 [100%)
03-Apr-2015 202 [100%)
03-Aps-2015 414 (100%)
03-Apr-2015 33 [100%)
03-Aps-2015 33 (100%)
03-Aps-2015 33 [100%)
03-Apr-2015 SIS (100%)
20-Mar-2015 SIS (100%)
03-Apr-2015 414 (100%)
20-Mar-2015 SI5 (100%)

For this Report to be valid, the learmer Identified above must have had a valld affilation with the CITI Program subscribing Institution

Idantifled above of have bean a pald Indspendent Laarner.

Veriy at:
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COLLABORATIVE INSTITUTIONAL TRAINING INITIATIVE (CITI FPROGRAM)
COURSEWORK TRANSCRIPT REPORT=*

** NOTE: Scores on this Transcript Report resact iha most cument quiz complztions, Inciuding quizzes on optional {supplemental) slements of the
coumse. Tee list below Tor detalle. Sea SEpamﬂE{'J"Eﬂ\EfﬂB REWI" fior the I'Emnfﬂ gcores at e ime all mmmfﬂ'm CI'H:II.B'E-E were miet.

- Mama: Amantda Doty {ID: £745258)
= Emnall: amanda.dotydiemple.edu
= Instituilon AMBation: Tempée University (D 326)
= Phong: S103068545

= Curmicalum Group: Human Resaarch
= Cours® Leamner Group: Slomedical Research

= Stags; Stage 1 - Baslc Course

= Report ID: 15670270

= Report Dabe: 11-Jul-2016

= Curmrent Scong* 100
REQUIRED, ELECTIVE, AND SUPPLEMENTAL MODULES MOST RECENT SCORE
Histary and Etnles of Human Subjects Research (1D: 436 20-Mar-2015 TIT (100%)
Infarmeg Consent {I0: 3) D3-Apr-2015 SI5 (100%)
Temgle Unlversity {IDx 1756) D3-Ape-2015 Mo Quiz
Social and Senavioral Research (SBR) for Blomedsical Resaarchers (ID: 4) D3-Ape-20135 444 (1D0%)
Eeimont Report and CITI Course Infroducton (ID: 1127) 20-Mar-2015 33 (100%)
Recoms-Sased Research (ID: 5) 2-Mar-2015 212 (1005%)
Genetic Research in Human Popalations (1D &) D3-Apr-2015 212 [(100%)
‘Vulneraiie Subjects - Recaanh Imvoiving Prisoners (ID: 3) D3-Ape-2015 414 (100%)
Vulneraie Subjects - Resaarch Invoising Chilidren (ID: 3) D3-Ape-20135 33 (100%)
‘Vinerabie Subjects - Resaarch Invoiving Pregnant Women, Human Fefusas, and Neonates (1D 10} D3-Apr-2015 313 (100%)
FDA-Reguiated Research (ID: 12) D3-Ape-2015 SI5 (100%)
Intamational Studles [ID; 971) D3-Apr-2015 313 {(100%)
Research and HIDAA Privacy Protections (ID: 14} 20-Mar-2015 SIE [100%)
Vineraiie Sujects - REsSan IMvoiving WomersEmployess (100 463) D3-Ape-2013 414 (100%)
Conflicts of Interest In Resaarch Invoiving Human Subjects (I0: 438) I-Mar-2015 S5 [100%)
Avniding Group Harms - U.5. Research Perspactves (I0: 14080) 20-Mar-2015 33 (100%)
Easic Insttutional Review Boamd (IRB} Reguiations and Review Procsss (I0: 2) D3-Apr-2015 SIS (100%)
Popuiations In Research Requining Addtonal Conslderations andor Protections (ID; 16580) 20-Mar-2015 SIS [100%)

For thiz Report to be valld, the lsarner Identified above must have had a valld aMiation with the CITI Program subscrbing insfifution
idantifed above or have been a pald Indepandent Learmer.

Collaborativs Institutional Tralning Initkativa (CITI Program)
Emali:
Phone: 883-525-5323

Web: hitps-fwww. citiprogram org
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