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ABSTRACT

DAWN MERGENTHALER. The Effectiveness of Video Discharge Instructions for the Newly
Diagnosed Pediatric Oncology Caregiver.
(Under the direction of DR. KATHLEEN JORDAN)

Effective discharge teaching for caregivers of newly diagnosed pediatric oncology patients can
reduce unplanned medical utilization, health care costs, and incidence of relapse and treatment
complications. Challenges to providing effective instruction for this population include reduced
initial hospitalization time, caregiver receptiveness, and consistency of content. While there is
little evidence-based best practice for related educational methodology, video delivery of patient
education is increasingly popular. Two videos, linked to QR codes, were developed to
accompany the standard discharge teaching tools for pediatric oncology patients. Intervention
effectiveness was evaluated in three areas, each at a different timepoint: caregiver feedback, skill
acquisition, and decision-making. Caregiver feedback, evaluated through QDTS scores, rated the
quality of discharge teaching favorably (mean 8.46, SD 1.58). Following the education and
hospital discharge, all caregivers demonstrated us of the appropriate skills/behaviors to be ready
for the first outpatient clinic visit as assessed by the clinic readiness tool. The 30-day post-
discharge survey revealed that all caregivers experienced an unexpected medical concern at
home. Appropriate medical utilization decision making (emergency department, triage, clinic)
was engaged to resolve the concerns. Further, high use of the QR codes outside of the hospital
setting (52 times outside the initial teaching, with 37 from unique IP addresses) indicates the
videos were referenced or shared with others who needed education to help care for the child.
This is particularly noteworthy given post-pandemic visitor restrictions which hinders normal
education pathways for extended caregivers. Overall results were positive, and further

exploration of this innovative educational strategy is warranted.
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CHAPTER 1: Introduction

Effective discharge teaching for caregivers of newly diagnosed pediatric oncology
patients has implications beyond knowledge acquisition. It has been linked to reducing incidence
of relapse, treatment complications and unplanned medical utilization, thereby reducing health
care costs (Bulut et al., 2019; Hamline et al., 2018; Hockenberry et al., 2021; Hoenk et al., 2021;
Kaul et al., 2021; Stephens et al., 2017; Wilson Smith et al., 2018). Given the influence
discharge teaching has on critical health care areas, ensuring effectiveness in the process should
be a paramount part of patient care.

Remarkable advances in pediatric oncology over the last three decades have led to
substantial gains in five-year survival rates. Overall five-year survival surpasses 84%, with some
areas achieving over 90% survival rates (Howlader et al., 2020). Given this success, some
aspects of research are focusing on the remaining 15% uncured or relapsed patients (Williams et
al., 2021). While novel pharmacology is certainly one thrust of this research, other avenues of
exploration focus on why the current treatment plan, successful in many patients, did not achieve
more uniform results. Many researchers have evaluated how delays in treatment or dose
reductions to accommodate side effects compromise treatment success. These situations have
been linked with increased risk of cancer relapse (Bhatia et al., 2012, 2015, 2020; Leonard, 2012;
Meeske et al., 2015).

Delays in treatment or dose alterations can occur for many reasons, such as infection,
improper side effect control, or medication non-adherence, all of which could be influenced with
proper caregiver preparation (Bhatia et al., 2020; Hockenberry et al, 2021). Given the trend
toward shorter hospital stays and more treatment in the outpatient setting, caregivers of pediatric

oncology patients are increasingly tasked with medication administration, symptom management



and infection control. Poorly managed symptom control or infection prevention can lead to
unplanned medical utilization, potential treatment delays, or treatment alterations, all of which
can affect cure (Hockenberry et al., 2021; Landier et al., 2016). Effective discharge education
lays crucial groundwork that prepares caregivers to safely monitor and care for these children at
home, potentially decreasing the risk of treatment interruption or even relapse.

Unplanned healthcare utilization is emerging as a possible metric to gauge effective
discharge education for pediatric chronic illnesses (Berry et al., 2014; Berry, Toomey et al.,
2013; Berry, Ziniel et al., 2013) and supports the cost effectiveness of educational programs. A
high percentage of pediatric hospital readmissions are preventable (Amin et al., 2016; Toomey et
al., 2016) and the lack of effective caregiver education for home management is a major
contributor to readmission (Lerret et al., 2015; Lerret & Weiss, 2011). While pediatric oncology
is not technically a chronic condition, the length and breadth of treatment, coupled with the
medical complexity and fragility of this patient subset certainly supports unplanned healthcare
utilization as a method for measuring effective discharge education.

An oncology diagnosis in any setting induces stress and worry. The emotional responses
are magnified in the setting of a pediatric setting. The understandable stress response has
repercussions on a caregiver’s ability to absorb critical information (Feeg et al., 2018; Rogers et
al., 2016). Over the last decade, the task of preparing the caregiver for discharge has collided
with increasingly shorter hospital stay duration (Flury et al., 2011; Reilly, 2018), which
condenses the teaching window. Expert industry consensus suggests a standardized educational
timetable with specific topic progression (Landier et al., 2016; Rogers et al., 2018). However,
evidence-based recommendations regarding methodology for ensuring effectiveness of the

process remain elusive.



1.1 Problem Statement

The combination of rapid growth in the pediatric oncology program, with shortened
initial hospitalization time, has created educational challenges in preparing caregivers for
discharge. The pediatric inpatient unit, strengthened with experienced nurses, houses a general
population which makes pediatric oncology patients a high-risk/low volume subset. Providers,
who normally facilitate layered, comprehensive education with caregivers and patients, are
challenged by time constraints and high patient volume, increasing the importance of adopting a
standardized discharge plan to ensure adequate caregiver preparation.

While educational topic guidance exists to support the wide range of diagnoses within
pediatric oncology, there is a lack of evidence-based best practice for methodology to ensure
effective foundational caregiver education prior to discharge from the inpatient setting. Current
practice includes written material reinforced with face-to-face discussion with the medical team
and the immediate caregivers (usually the parents). The bulk of education occurs during the day,
in the patient’s hospital room. Given the nature of shift work, it is not unusual for education to be
started by one provider and continued by another. This fragmentation challenges the ability for
the education to be consistent and complete.

Institutional educational practices at the implementation site have begun to utilize video
as a mode of delivery for patient education, given its ability to standardize information in a
multimodal format available for topic reinforcement through re-viewing. Current interventional
site initiatives include educational iPad availability for patients, integrated electronic medical
record ability to assign educational video content for viewing, and the ability to push the video

content to the patient care apps in the outpatient world. However, there exists no institutional



inventory of video topic selection for the pediatric oncology patient. This gap in institutional
resources and their effectiveness in such a high-risk patient population should be explored.
1.2 Purpose/Clinical Question

The purpose of this DNP scholarly project was to explore the use of a video summary of
two specific discharge education components for caregivers of newly diagnosed pediatric
patients. This project was conducted to evaluate how the use of video summaries can enhance the
usual discharge education platform. Evaluative areas explored by this project included caregiver
perception, skill acquisition and caregiver decision making.

Given the purposes described, this PICO question guided the DNP scholarly project:
Among caregivers of newly diagnosed pediatric oncology patients, does the addition of a video
education program, combined with the standard discharge education method, enhance quality of
discharge teaching scores, readiness for the first outpatient clinic visit, and clinical home care
management decisions?

1.3 Project Objectives

Evidence supports education modalities that are consistent, family centered, multimodal
and which are fulfilled with a video platform. The intervention site supports video education
technology for other diagnoses but lacks content for the pediatric oncology patient. The DNP
project leader created two supplementary educational videos to enhance usual discharge
education processes. One video focused on fever care. Another video provided guidance about
preparing for outpatient clinic visits (inclusive of general central line home care). The topic
choices are supported by best practice literature (Rogers et al., 2018) and have broad usefulness

across all types of pediatric oncology diagnoses. In piloting this type of education, this DNP



project explored the effect of this education modality on quality of discharge teaching scores,

readiness for clinic appointment, and caregiver decision-making processes.



CHAPTER 2: Literature Review

To guide intervention development and implementation, two comprehensive literature
reviews were conducted. A total of fifty-three articles were selected for inclusion.

Two searches were performed using PubMed and CINAHL databases. The first search
utilized the following search terms: pediatric oncology OR pediatric cancer OR childhood
cancer OR children with cancer AND unplanned medical utilization OR emergency department
OR emergency room OR admission. The search was limited to studies in academic journals, in
the English language, and between 2016-2022. The reference lists of identified studies were also
reviewed and examined for possible inclusion even if outside of the search date range. Titles and
abstracts were screened using inclusion criteria of pediatric oncology focus and unplanned
medical utilization. Studies describing unit specific process improvement outside of discharge
education, pediatric oncology patients not on active therapy, adult patients, or pediatric patients
without an oncology diagnosis were excluded (see Appendix A). Thirty articles were identified
for inclusion in the review. Utilizing Polit and Beck’s (2019) level of evidence guide, twenty-
seven articles were level 1V, one article was level V and two were identified as level VI
evidence.

The second search utilized the following search terms: pediatric oncology OR pediatric
cancer OR childhood cancer OR children with cancer AND discharge teaching OR discharge
education OR patient education OR patient teaching. The search was limited to studies in
academic journals, in the English language, and between 2016-2022. The reference lists of
identified studies were also reviewed and examined for possible inclusion even if outside of the
search date range. Title and abstracts were screened using inclusion criteria of pediatric oncology

focus and discharge teaching. Studies describing adult populations, physiotherapy, quality of life,



and epidemiology were excluded (see Appendix B). Twenty-three articles were identified for
inclusion in the review. Utilizing Polit and Beck’s (2019) level of evidence guide, four articles
were level I, two were level 11, four were level 111, four were level 1V, seven were level V, and
two were level VI,

2.1 Research Focused on How Caregivers Learn

In evaluating how caregivers acquire necessary skills and knowledge under condensed
and stressful conditions, many parents reported not remembering anything past the word
“cancer.” Other parents reported being scared, concerned, frustrated, nervous, and overwhelmed
at initial discharge (Feeg et al., 2018; Rogers, Laing, et al., 2016). Understanding the influence
that caregiver stress has on a critical time point in patient care, combined with shorter
hospitalization time trends (Flury et al., 2011; Reilly, 2018), makes it necessary to select focused
educational topics.

Recognizing the need for industry-standardized teaching topics to capitalize on shorter
educational windows (Haugen et al., 2016; Landier et al., 2016), the nursing discipline of
Children’s Oncology Group (COG) galvanized a powerhouse of nurse researchers to harmonize
expert consensus into a cohesive, planned educational approach presented by Rogers et al.
(2018). This guidance document divides the educational topics into three areas: primary topics
suitable prior to initial hospital discharge, secondary topics necessary within the first month of
diagnosis, and tertiary topics required before the end of treatment (Rogers et al., 2018).
Literature clearly supports the importance of primary topics of fever care, central line care, and
medication adherence, finding them to have profound, long reaching implications for delay of
treatment and subsequent cure versus relapse (Bhatia et al., 2012, 2015; Hockenberry et al.,

2021; Leonard, 2012; Meeske et al., 2015; Wilson Smith et al., 2018). Despite topic consensus,



literature about methodology is less definitive. Literature does support that educational
methodology should ensure consistency, consider caregiver needs surrounding timing/pacing,
and be multimodal.

2.2 Education Should be Consistent

In a systematic review focusing on patient/family education, Landier et al. (2016) found
strong evidence for recommending that the information be consistent across the healthcare team.
In evaluating how caregivers of newly diagnosed pediatric oncology patients learn, caregivers
reported wanting consistency, both in the person conducting the teaching and the information
(Rogers, Stegenga, et al., 2016). Further, they wanted consistency between the written material
and what they were taught. Education delivered within a multidisciplinary team model should
use caution to ensure uniform information so the team can capitalize on consistent reinforcement
when opportunities arise (Landier et al., 2016).

Considering Withycombe et al. (2016) reported that 57% of surveyed sites utilized a
multidisciplinary approach to discharge education, Landier et al.’s (2016) guidance is critical.
Bailie et al. (2021) explored central line care education and reported caregivers’ frustration when
they were provided multiple ways to perform tasks. Some nurses would show one way, others a
different way, while still others would add tips or tricks, which created confusion. Understanding
that consistency is paramount, Dobrozsi et al. (2019) piloted task lists with accountability
measures for their multidisciplinary education team, attempting to ensure consistency in
information. Literature supports the importance of consistency in information (between written

and verbal, and among the healthcare team) to reinforce learning crucial skills.



2.3 Education Should Consider Timing and Pace

Literature focused on feedback from caregivers emphasizes timing and pace of education
as important considerations when planning modalities and implementation. Often, education is
provided on the healthcare team’s ideal schedule rather than the caregiver’s ideal schedule (Mills
etal., 2021; Weiss et al., 2017). Time constraints of shortened hospitalization and limited
staffing further stress the educational timetable (Weiss et al., 2017). The provision of family
centered care, in the context of discharge education, needs to account for different family
structures and caregiver models (Altounji et al., 2020; De la Maza et al., 2020; Di Giuseppe et
al., 2021; Hamline et al., 2018; Landier et al., 2016; Rogers, Laing, et al., 2016) and the fact that
caregiver focus is often distracted (sick child, fatigue, stress of diagnosis) during the educational
teaching (Altounji et al., 2020; De la Maza et al., 2020; Di Giuseppe et al., 2019; Dobrozsi et al.,
2019; Rogers, Laing, et al., 2016; Rogers, Stegenga et al., 2016). For these reasons, video
educational modules (that are available for re-viewing) are increasingly being explored as a way
to make education available to all caregivers (present at the hospital or not) and provide topic
reinforcement at a time optimal for caregiver focus rather than healthcare providers’ convenience
(Di Giuseppe et al., 2019; Mills et al., 2021; Rogers, Laing, et al., 2016).
2.4 Education Should be Multimodal

Accounting for different learning styles in modality development is also supported in the
literature. During pilot studies to improve central line care at home, Altounji et al. (2020) and De
la Maza et al. (2020) reported the importance of educating using written, visual, auditory, and
tactile modes. Their projects resulted in lower CLABSI rates compared to the regular methods.
Park et al. (2020), striving to enhance the education for teens, piloted a Facebook-style education

platform with multimedia clips which received high scores of patient satisfaction compared to
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previous efforts. Wilson Smith et al. (2018) completely overhauled their discharge education and
found that the multimodal aspect created high satisfaction scores from caregivers and nurses.
Mills et al. (2021) and Di Giuseppe et al. (2019) both explored the use of video to provide visual,
written, and auditory modalities for their educational plan and reported decreased caregiver
anxiety, increased confidence with tasks, and improved understanding of the information
presented. A consistent theme among many of the studies that sought caregiver feedback was the
desire for concise, take-home information that is readily available in the format of a single-page
document or refrigerator magnet (Landier et al., 2016; Rogers, Laing, et al., 2016; Rogers,
Stegenga, et al., 2016).
2.5 Research Focused on How to Measure Effective Discharge Education

There is no singular method to assess effectiveness of high-quality discharge education
that is consistent, family centered, considerate of timing and pace, and multimodal. With an
understanding of the link between unplanned medical utilization and discharge education, some
studies used unplanned admissions to guide measurement of success (Bassal et al., 2021,
Stephens et al., 2017); however, when considering unplanned medical utilization, generalizations
should account for the complexity of measuring this metric. Using discharge diagnoses can be
misleading as some readmissions are planned and might skew data (Auger et al., 2016;
Ehwerhemuepha et al., 2018; Hoenk et al., 2021). Steineck et al. (2021), found that
hospitalization rates among pediatric oncology patients were increasing and cited more
aggressive treatment regimens as a cause, which makes comparisons year to year (even within
one institution) hard to interpret. Evaluating emergency department (ED) admissions using

simply discharge diagnoses or ICD-9 codes gives an inadequate picture of the symptomatology,
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or what could have been lacking in the discharge education, that brought the patient to the ED
(Mueller et al., 2015; Mueller et al., 2020).

However, the importance of this metric cannot be disregarded either, as it seems to be
predictive of future unplanned medical utilization and perhaps evidence of ineffective discharge
teaching. In seeking to understand risk factors associated specifically with pediatric oncology
readmissions, Hoenk et al. (2021) found an unplanned readmission rate of 41.2%. Further,
Hoenk et al. (2021) found that unplanned readmission carries an 86.9% increase in odds for
another readmission. Understanding that there are multiple entry points to a medical system,
Mueller et al. (2016) studied pediatric oncology patients who are frequent ED utilizers (defined
by this study to be four or greater ED visits in the last year). They found that 58% of their
pediatric oncology ED visits were frequent utilizers, supporting the suggestion that previous
unplanned medical utilization is a predictor for future unplanned utilization. Further, over half of
Mueller et al.’s (2016) frequent ED utilizers were discharged to home from the ED (and would
not have been included in Hoenk et al.’s (2021) data) which suggests that looking at all avenues
of unplanned medical utilization might yield a rate higher than 41.2% found by Hoenk et al.
(2021).

2.6 Measuring Skill and Knowledge Acquisition

Considering the complexities noted above, measuring discharge education solely through
the metric of unplanned medical utilization likely would provide an incomplete picture of
effectiveness. Other researchers have explored measuring knowledge/skill acquisition to assess
discharge education effectiveness (Mills et al., 2021; Wilson Smith et al., 2018). Assessing skill

or task proficiency (such as central line care or medication administration) is particularly suited
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to this methodology. However, when combined with parental feedback this could better reveal
otherwise-missed opportunities for program improvement.
2.7 Measuring Caregiver Feedback

Literature has shown that caregivers have distinct views and a unique perspective about
what constitutes effective education. Therefore, other researchers have chosen to measure the
strength of discharge education models using tools that measure caregiver feedback. Some
researchers chose to explore caregiver satisfaction (Bailie et al., 2021; Park et al., 2020; Wilson
Smith et al., 2018) or decision making (Bailie et al., 2021; Morgan et al., 2020; Mueller et al.,
2020) as indicators of effective discharge education. These measurement tools have used a
combination of Likert scale items or open-ended items with thematic analysis to understand
nuances that can enhance future efforts in discharge education.

The Quality of Discharge Teaching Scale (QDTS) for parents of hospitalized children
(Weiss, et al., 2008) is a validated tool that collects caregiver feedback to evaluate discharge
teaching over the course of the hospitalization. It has been validated in general pediatrics (Weiss
et al., 2017), complex pediatric transplant patients (Lerret et al., 2015), and high-risk neonatal
patients (Rio et al., 2021). Interestingly, Weiss et al. (2017) studied the relationship between
quality of discharge teaching (as measured using the QDTS) with nurse assessed caregiver
readiness and caregiver self-readiness assessments for discharge assessment scores and
readmission rates. They found a positive association between caregiver QDTS scores and both
nurse assessed caregiver readiness and self-assessed caregiver readiness for discharge scores and
an indirect association between increased QDTS scores and decreased likelihood for

readmissions.



13

In general, literature supports educational approaches that favor quality over quantity
(Rogers et al., 2018; Weiss et al., 2017). Caregiver learning is influenced by, among other things,
consistency, pace/timing, and multimodal approaches. Evaluative technigues to assess the
effectiveness of caregiver learning should include behavioral modification and skill acquisition.
In addition, there should be a method for understanding whether caregivers are able utilize
information from the discharge education to support appropriate decision making at home when
medical concerns arise.

2.8 Conceptual/Theoretical Framework

The theoretical framework supporting this project was derived from blending the Quality
Caring Model (Duffy, 2018) with the Individual and Family Self-Management Theory (Ryan &
Sawin, 2009). The Quality Caring Model (QCM) provides overarching support for the influence
of caring relationship development on self-advancing systems (Duffy, 2018). The Individual and
Family Self-Management Theory (IFSMT) guides more specific interventions through inclusion
of contextual factors and process domains (Ryan & Sawin, 2009). Both theories seek to influence
proximal and distal outcomes of self-management, empowerment, and unplanned healthcare
utilization and emphasize use during transitional care time periods (Duffy, 2018; Ryan & Sawin,
2009).

Since the clinical intervention site follows the QCM framework, its use in this project
leverages an existing foundation of well-established behaviors from which to work. At its core,
QCM proposes that the foundation of effective care derives from humans in relationship with
each other. Caring behaviors, enacted through relationship-centered encounters, produce a
feeling of being cared for which promotes self-advancing systems (see Appendix C). Itis a

theory that values the creation of the nurse-patient relationship and considers it to be an
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important step in achieving quality outcomes. Feeling cared for by health professionals seems to
“buffer stress, promote resilience, relieve the burden of expectations, lessen some uncertainty,
and increase confidence and comfort” (Dufty, 2018, p. 153). These seemingly unquantifiable
elements translate to improved self-management and decreased hospital readmission rates for
patients with chronic illness states (Duffy, 2018). Promotion of self-management and decreasing
unplanned healthcare utilization are outcome measurement goals of this project, which makes
QCM a well-aligned theory. However, while the QCM sets the stage for relational support, more
contextual and process-oriented guidance is required for successful implementation of this
project.

The IFSMT (see Appendix D) describes how interventions accounting for patient-specific
context (condition complexity/prognosis, physical/social environment, and family dynamics)
with the goal of promoting self-management (through knowledge, planning, collaboration, and
skill acquisition) can increase self-management behaviors, improve health, and influence cost of
healthcare (Ryan & Sawin, 2009). The focus of this framework is the how the child’s diagnosis
impacts the family and its ability to gain self-management skills (Ryan & Sawin, 2009), making
it ideal for use in this project. Given the varying differences of family structure, as well as
cultural, economic, and educational backgrounds in the project population, this theory allows for
flexibility in individually shaping contextual and process needs while still maintaining focus on
the desired outcomes using a multidimensional family lens.

The influence of these frameworks is woven throughout this project. In a time of chaos
and uncertainty, the nurse, strengthened with using the QCM, establishes a relationship with the
caregiver(s). This foundational relationship allows the caregiver to feel cared for and becomes

the basis from which every other learning experience can springboard. Once relationship is
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established, the IFSMT allows the nurse to layer education that is personalized for the caregiver,
while being considerate of family structure, culture, and educational background. This education
is applied through the lens of the impact the diagnosis has on the family structure and coping
abilities. Utilizing both theories allowed this project to align more closely with the family and

strengthens the caregiver ability to develop crucial self-management skills.
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Chapter 3: Methods

Guided by findings from the literature review, this project utilized topic suggestions to
create focused teaching through video and with QR codes to distribute the content. Using a video
modality aligns with literature recommendations for consistency, timing/pace, and multimodal
qualities. Quantitative and qualitative data analysis informed effectiveness of the intervention
and sought to understand caregiver feedback, skill/behavior acquisition, and decision making.
3.1 Setting

The setting was an urban medical center in the southeastern United States, encompassing
a thirty-bed general pediatric floor, a nine-bed pediatric intensive care unit, a high-volume
pediatric emergency department, and an outpatient pediatric hematology/oncology clinic where
30-40 patients are seen per day for medical care. Between 40 and 60 newly diagnosed pediatric
oncology patients enter the system yearly. These patients range from 4 weeks to 22 years old and
represent a wide socioeconomic, multicultural, and multilingual population. Additionally, the
patients are supported by differing support structures ranging from the traditional nuclear family
structure to foster care to extended/blended family.
3.2 Sample

The sample was adult caregivers of newly diagnosed pediatric oncology patients who
were diagnosed in the hospital and received ongoing care in the outpatient clinic. A convenience
sample was recruited from the primary caregivers of all newly-diagnosed pediatric oncology
patients admitted to an inpatient unit (one primary caregiver per patient). While this setting
serves a linguistically diverse population, the validated Parent QDTS is only available in

English. Therefore, selection was limited to English-speaking participants.
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3.3 Intervention

While expert consensus (Rogers et al., 2018) honed evidence-based topic selection,
specific institutional input guided the tailoring of the videos to fit within the system processes
and guidelines, creating a more focused intervention. For example, what defines a fever might
vary institution to institution. Additionally, an aspect of discharge teaching increasingly
reinforced in the interventional site is the concept of bringing medications to each clinic visit to
facilitate a more accurate medication reconciliation and promote medication adherence practices.
This might not be a recommended practice at other facilities. Thus, reproduction of this project
in another institution should account for differences in institution-specific practice that could
alter certain educational elements.

Video scripting was crafted by the project leader and validated by medical experts and
the institutional health literacy department. Following script approval, the project lead created
the videos using Doodle Maker. Each video was linked to a QR code using the program QR
Tiger (see Appendix E). The videos lasted between two minutes and 27 seconds and three
minutes and 46 seconds long. A computer-generated voice was used, allowing for a neutral
accent, to reduce any acceptance bias based on English language accents (Nee et al., 2022). The
video format was a whiteboard style video where a hand appears on the screen. The hand draws
the images and writes the text corresponding to the audio content. This style of video format has
been shown to be more engaging and solicit greater retention of content (Li et al., 2020; Turkay,
2016).

An advantage of the video creation program was the ability to tailor the skin tone of the
hand used to draw the images or text which is an important element in culturally competent

educational materials (Spinner et al., 2021). Lastly, this video creation program, engaging the
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computer generated voice, can easily translate content to different languages. While not
applicable in this project, it can be an advantage for future exploration to understand the video
effectiveness with non-English speakers.

Project implementation took place between September 2022 and December 2022.

Implementation proceeded using the following steps.

1. The project leader was notified by the inpatient provider about any new diagnosis
pediatric oncology admissions.

2. The project leader initiated a face-to-face discussion with the patient’s caregiver to
explain the project purpose and aims. VVoluntary written consent and phone contact
information were obtained. A participant number was assigned upon consent.

3. Each caregiver was given a log (see Appendix F) to complete at home following
discharge. It had been screened for health literacy and scored at a second grade
reading level. This log helped guide recollection of events to be discussed during the
phone conversation 30 days after discharge.

4. Following the standard education, the intervention was implemented which was
comprised of two short, educational, recap videos on fever care and getting ready for
the first outpatient clinic visit. The videos were viewed with the project leader and
caregiver on an institution-provided iPad to enable clarification if necessary. The
video was accessed through a QR code, which was also given to the caregiver so they
could continue to access it post-discharge. The project leader verified the caregiver

was able to access, use, and share the QR video from their personal device.
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5. The primary caregiver was given a medication bag and instructed to bring all
medications to the outpatient clinic appointment (date verified with project leader at
discharge) as directed in the video.

3.4 Measurement Tools and Data Collection Procedure

Understanding that assessment of effective discharge education should include caregiver
feedback, self-management skill acquisition, and appropriate decision making, three different
data collection tools were utilized, each at a different timepoint. The QDTS was administered
just prior to hospital discharge, the readiness for clinic assessment was performed at the first
outpatient clinic visit (usually a few days to one week after discharge) and the 30-day post
discharge phone interview was conducted a month after discharge (see Figurel).

Caregiver feedback. Before discharge, the QDTS was administered to all participants.
This validated tool collects caregiver feedback about the discharge education. The QDTS is an
18-item tool administered with pencil and paper. The items are scored using an eleven-point
Likert scale ranging from ranging from ‘0’ (none or not at all) to ‘10’ (a great deal or always). It
is divided into two subscales focusing on quantity and quality of the discharge education.

The quantity subscale compares caregiver perception about how much information was
needed versus how much information was received. The domains measured in the quantity
subscale are care of the child at home, home treatment and medication knowledge, home
treatment and medication practice, when to call the provider, expected emotions, and educational
needs of other caregivers (Weiss, n.d.). The quality subscale measured values associated with the
education’s (and educator’s) ability to actively listen and address specific questions, thoughtfully
consider personal beliefs and values, provide information in a clear and consistent way, increase

caregiver confidence to care for the child at home and know what to do in an emergency,
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decrease caregiver anxiety about going home, and provide teaching at times that were good for
immediate and extended caregivers (Weiss, n.d.). Permission was granted to utilize this tool
without modifications (Weiss, n.d.). This tool has good internal consistency reliability with a
Cronbach’s alpha of 0.89 among samples of parents of hospitalized children (Weiss et al., 2008).

Skills/behaviors. Self-management skills/behaviors were evaluated by the project leader
at the first clinic visit. Three behaviors were assessed as yes, no or not applicable: bringing
medications to clinic, intact or ready central line, and child wellness at the clinic visit. These
behaviors were reviewed and demonstrated in one of the videos. Assessment of the behaviors
determined the effectiveness of education to build self-management behaviors. This was tracked
using a data collection tool (see Appendix H) created by the project leader.

Decision-making. The project leader contacted all participating caregivers by phone 30
days after hospital discharge. A scripted ten-question interview guide created by the project
leader (see Appendix I) was utilized to explore effectiveness of discharge education to guide
caregiver decision making for medical concerns. The interview guide was screened for health
literacy and scored at a second-grade reading level. Open ended qualitative questions were
designed to facilitate the caregiver sharing their experiences of medical concerns at home and the
decision-making process they utilized to seek help or answers to those concerns.

Caregivers were asked about their unplanned medical utilization (triage line, emergency
room, sick clinic visit) in the context of understanding if the medical concern was appropriate for
the resource utilized. For example, utilization of the ED for a question about medication dosing
would not be an appropriate resource utilization. However, the triage phone line would be an

appropriate resource for that question. The conversations lasted approximately 10 minutes and



21

the project lead took detailed notes on the interview guide of the information relayed by the
caregivers.

Throughout the data collection process, the only demographic information that was
obtained was the caregiver’s name and phone number (to facilitate contact for the phone
interview). This was a limitation placed by the institutional IRB approval, and names/phone
numbers were collected with the consent and not associated with the data collected. To aid in
data analysis and promote organization, quantitative data was entered into an Excel data
collection workbook. Participant answers to open-ended questions remained on the original data
collection tool (the interview guide) to avoid losing nuances of the original answers via

translation to a different tool.
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3.5 Data Analysis

Both quantitative and qualitative data were utilized in analysis. Collecting both data
sources provided a deeper understanding of the impact of the intervention on this sample.
Additionally, evaluating discharge education utilizing tools to measure caregiver feedback,
behavior acquisition, and decision-making provided a more complete picture of the
intervention’s effectiveness.

Analysis of QDTS was completed using descriptive statistics (mean, standard deviation,
and range). The QDTS is separated into two subscale scores, reflective of caregiver feedback on
both quantity and quality of discharge teaching. Modification of the QDTS to utilize questions
supporting only one scoring subscale was not permitted by the tool author, so data on both
subscales were collected and scored. However, given literature supports that quality of discharge
education is of greater importance than quantity of education (Weiss et al., 2017), scores for
quality of discharge education were an emphasis and more heavily weighted in the interpretive
discussion.

Readiness for the first clinic visit assessment data was evaluated based on overall
readiness. A patient was considered to have performed the necessary skills/behaviors to be
completely ready for the first clinic visit if they brought their medications to the visit, had an
intact or ready central line, and the child was not acutely ill for the visit. In the case where the
child was not prescribed any medication or they did not possess an external central line to be
intact, those assessment areas were indicated as not applicable (NA) and did not contribute to the
overall readiness assessment. A deficiency in one or more areas resulted in a ‘not ready’

denotation.
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The 30-day post-discharge phone interview was conducted to understand the patterns of
decision making that guided the caregivers to resolve unexpected medical concerns at home. The
nature of the concern and the resource utilized were discussed and evaluated for appropriate
decision making. Caregiver-reported unplanned medical utilization (ED visits, triage calls or sick
clinic visits) was documented primarily as a context for understanding caregiver decision
making. However, given the literature support for the predictive nature of unplanned medical
utilization, the costly clinical and financial implications, and the indirect link of the QDTS with
readmission rates, the raw number of utilizations was tracked, but its interpretation in the context
of this project was viewed with caution. Next, thematic analysis of open-ended questions helped
explore the education’s ability to guide the caregiver actions when confronted with a medical
concern. Additionally, this survey asked for caregiver feedback concerning areas of education
they perceived as weak or missing. This is a valuable question since the caregivers, having 30
days of experience at home, are better able to reflect on items they felt needed more emphasis.
This data was collected to enhance the ability to inform future iterations of discharge education
tools.

3.6 Ethical Considerations

Institutional board approval (IRB) at the project site required presentation and approval
by the Patient Education Committee and the Nursing Research Council prior to IRB board
approval. Following approval by the project site’s IRB, a reliance agreement from the project
lead’s university was obtained. This process preceded implementation.

Participation in this project was voluntary and this was explained to potential caregiver
participants when the project lead reviewed the informed consent. Caregivers, upon providing

written informed consent, were assigned a participant number which was used to track
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participant data on each subsequent data collection tool. The consent was scanned to an
institution-encrypted folder and secured on a password protected computer. This file was kept in
a separate computer folder from the data collection tool storage location. Files will be destroyed
after six years as required by the IRB.

To facilitate data collection at the first clinic visit and the post discharge phone
conversation, information such as participant number, first name of the caregiver, date of clinic
appointment, and phone number was maintained on a document stored in an encrypted folder
separate from other project documents and secured on a password protected computer. This file
was permanently deleted after the discharge phone interview was completed. No other
identifying data was collected from participants. Due to the small sample, participant
confidentiality was further maintained by not stating caregiver gender. Data on patients was not
collected.

Caregiver confidentiality was protected by encrypting files stored on password protected
computers, de-identifying data collection documents, and storing files in separate locations on
the password protected computer. All data collection forms were identified using only the
participant number. Upon each collection data point, any caregiver completed forms were
scanned to a folder and stored on an encrypted file on a password protected computer. The

original paper copy was shredded.
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Chapter 4: Project Results

This DNP project was open to recruitment from September 2022 to December 2022, with
subsequent data collection (i.e. 30-day phone call interviews) occurring through January 2023.
During the recruitment period, ten caregivers were identified who met the inclusion criteria. Four
non-English-speaking caregivers were excluded from this population since the validated QDTS
was only available in English. One caregiver was excluded because the child’s treatment would
not require ongoing care at the outpatient clinic. Another caregiver was excluded after
transferring care to another institution, eliminating the ability for complete data collection to
occur. The final sample consisted of four caregivers who were included in the project; the
subsequent results and analysis are presented below. Descriptive statistics were used to report
results.

4.1 Results of Quality of Discharge Teaching Survey

The QDTS is an 18-question validated tool designed to elicit caregiver perception about
discharge teaching. It was administered just prior to hospital discharge. It is divided into two
subscales focusing on quantity and quality.

The quantity subscale of the survey asks a series of paired questions based on how much
content the caregiver perceived they needed versus how much the content the caregiver received
in the discharge education process. The ‘need’ and ‘receive’ mean scores were calculated. Post-
education prior to hospital discharge, the caregivers reported overall receiving more information
(mean 6.375, SD 2.88) than they felt that they needed (mean 5.13, SD 2.76). Scores for each
domain were also calculated (see Table 1). The domains receiving the highest scores for
perceived content need were ‘information about care of the child at home’ (mean 7, SD 2.58) and

‘who and when to call’ (mean 6.25, SD 2.99). The domains receiving the lowest scores for
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perceived content need were ‘practice with medical treatments’ (mean 3, SD 2.16) and ‘expected
emotions’ (mean 3.75, SD 1.71). The domains receiving the highest score for content received
were ‘who and when to call’ (mean 8.25, SD 1.26) and ‘information about care of the child at
home’ (mean 8, SD 1.83). The domains receiving the lowest scores for content received were
‘expected emotions’ (mean 5.16, SD 1.29) and ‘practice with medical treatments’ (mean 5.25,
SD 3.77). It is important to note that throughout this section of the survey, most domain areas

had large ranges of participant scores.

Table 1

QDTS Quantity of Education Results (n=4)

Domain Need Need Need Receive Receive Receive

(mean) (SD) (range) (mean) (SD) (range)
Taking Care 7 2.58 4-10 8 1.83 6-10
Emotions 3.75 1.71 2-6 5.17 1.29 1-4
Medical Needs 55 3.12 3-10 75 1.91 6-10
Practice 3 2.16 1-6 5.25 3.77 0-9
Who/When to 6.25 2.99 3-10 8.25 1.25 7-10

Call
Family 5.25 3.2 3-10 6.75 2.5 4-10
Members

The second subscale of the QDTS focused on understanding caregiver perceptions
concerning the quality of the teaching. Mean scores on quality of teaching were positive (see
Table 2). Overall, the quality of discharge teaching was rated favorably (mean 8.46, SD 1.58).
The highest areas scored included the ‘way caregivers were taught’ (mean 9.25, SD 0.96), and
‘check for understanding” (mean 9.25, SD 0.96). The lowest areas scored included ‘knowing

what to do in an emergency’ (mean 7.25, SD 2.06) and ‘decrease anxiety’ (mean 7.25, SD 2.06).



While the quantity section had large ranges, this section of the survey (on quality) had a tighter

range of answers for most domains.

Table 2
QDTS Quality of Education Results (n=4)

Paraphrased Question

Answer your specific questions and concerns?
Listen to your concerns?

Sensitive to your personal beliefs and values?
The way you were taught?

Given in a way you could understand?

Break up your teaching into small amounts?
Check to make sure you understood?

Receive consistent (the same) information?
Given at times that were good for you?

Given at times your family or others could attend?
Help you feel confident in your ability?

Know what to do in an emergency?

Decrease your anxiety about going home?

4.2 Results from QR Code Use

An unexpected benefit of the company chosen for QR code creation was the ability to
track how often the QR codes were scanned and how many of the scans were from unique IP

addresses. Rather than relying on caregiver memory for how many other caregivers viewed the

Mean
8.75
8.5
8.5
9.25

9.25
7.5
8.75

7.25
7.25

SD

1.5

1.91
1.73
0.96
1.5

0.82
0.96
2.08
1.25
2.16
1.15
2.06
2.06

Range
7-10
6-10
7-10
8-10
8-10
8-10
8-10
5-10
7-10
5-10
8-10
5-10
5-10
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video, this data allows a more reliable method to understand dissemination of the interventional

materials. After accounting for video scans in the hospital for initial teaching, the video QR

codes were scanned an additional 52 times post-discharge. Of those scans, 37 were from unique

IP addresses.
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4.3 Results from Readiness for the First Clinic Visit

Effective discharge teaching can influence caregiver behavior and skill acquisition. There
are many new skills and behaviors the pediatric oncology caregiver needs to master over a short
period of time. The clinic readiness evaluation tool, administered at the first post-discharge clinic
appointment, assessed the discharge teaching’s ability to help caregivers acquire new skills or
behaviors necessary for safe home care. Behaviors/skills assessed were bringing medications to
the clinic visit, placing numbing cream on the port, having an intact central line dressing, and
having a well (not urgently sick) child at the visit. All the project participants’ children presented
fully ready (based on the above criteria) for their first clinic visit (See Table 3). Incidentally, the
non-English speaking caregivers, unable to enroll in the study or receive the educational
intervention, were informally assessed using the clinic readiness checklist in use at the clinic. Of
the four caregivers excluded because of the language barrier, none of the caregivers’ children
presented to the clinic ready for their first clinic visit. They were each deficient in one or more

areas of assessment (See Table 3).
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Table 3

Results of Readiness for First Clinic Visit

Participant Medications Numbing Central Child  Overall

# Broughtto  Cream Line Well Readiness?
Clinic? onthe Dressing at
Port? Intact? Visit?

10 NA Yes NA Yes Ready

9 Yes Yes NA Yes Ready

8 Yes NA Yes Yes Ready

7 Yes Yes NA Yes Ready
EXCLUDED No No NA Yes  Not Ready
EXCLUDED No NA No No Not Ready
EXCLUDED No No NA No Not Ready
EXCLUDED No No NA Yes  Not Ready

4.4 Results from the 30-Day Post-Discharge Phone Interview

To understand how discharge teaching may have influenced decision making in the
context of unexpected medical concerns at home, a phone survey was conducted 30 days after
discharge. Caregivers were asked about what unexpected medical concerns they encountered
after discharge and what resources they used to resolve the concern. Three of the caregivers
utilized the caregiver log provided (See Appendix F) to recall the experiences of the past 30
days. One caregiver stated they lost the log, but recounted the concerns from memory. Content
analysis revealed areas of concerns, and resources utilized for addressing the concern. An open-
ended question solicited suggestions for future discharge education topics and techniques from

the caregivers.
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All four of the project participants felt the discharge teaching prepared them to care for
their child at home. However, all participants also experienced at least one unexpected medical
concern in the 30 days after discharge. The topics of concern included medications (4), vomiting
(2), fever (2), bleeding (2), and central line (1).

When faced with an unexpected medical concern at home, the caregivers cited several
resources that helped them resolve the concern. The triage phone line was utilized by all 4
caregivers. Three caregivers utilized the triage line more than once. Questions to the triage line
ranged from guidance regarding redosing vomited medications, tips for medication
administration in a child (crushing, timing, diluting), nosebleed duration in the context of platelet
counts, bruising/petechiae, interpretation of blood counts, and fever care. The ED was utilized by
three caregivers for the medical concerns of fever and bruising/petechiae. The educational video
for this project was referenced in helping one caregiver resolve questions about whether a central
line dressing was intact.

Caregiver suggestions for supplementary discharge teaching strategies were gathered to
help guide future revisions of the discharge teaching process. One caregiver was frustrated that
the medical team did not look at the medications when they were brought to the clinic as
instructed. Another caregiver requested an expanded video library inclusive of blood counts
interpretation, medication teaching, and external central line flushing. The lack of anticipatory
teaching about expectations of bruising/petechia was a disappointment voiced by one caregiver.
Suggestions for nurses to encourage the parent (rather than nurses) to administer oral

medications in the hospital prior to discharge were made.
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Chapter 5: Significance and Implications

This DNP project explored how the use of focused video instruction might enhance the
usual discharge teaching process for the newly diagnosed pediatric oncology patient’s caregivers.
Effectiveness of the intervention was measured using three different evaluative tools at three
timepoints. Analysis of caregiver perceptions of discharge teaching, skill acquisition, and
decision-making informed the significance of this project.
5.1 Caregiver Perceptions of Discharge Teaching

Overall, caregivers perceived, at the time of hospital discharge, that they received more
information in the discharge instruction process than they needed. These values could indicate
that the education surpassed the expectations of the caregivers. However, literature consistently
revealed that caregivers often felt overwhelmed by the amount of information they are given
(Feeg et al., 2018; Rogers et al., 2016). These results could echo that finding, indicating that the
education provided may have been more than the caregivers felt they could process. The QDTS
scores for quantity of education had a wide range of values which indicate some caregivers felt
they received too much education while others felt it was an appropriate or even not enough
education. Another consideration about the wide range of values for this section is that varying
diagnoses have varying initial care needs immediately following discharge. A patient following
intense chemotherapy could have greater home needs than a patient following biopsy while
waiting on pathology for a treatment plan. In interpreting the results of the quantity subscale of
the QDTS, literature cautions that educational quality should be considered over quantity (Weiss
etal., 2017). This point is especially poignant for the newly diagnosed pediatric oncology

caregiver. Literature suggests that the caregivers, in the initial period following diagnosis, do not
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have a realistic understanding to be able to assess how much information is needed (Flury et al.,
2011; Rogers et al., 2016).

The second part of the QDTS assessed the quality of the education received prior to
hospital discharge. In the literature, emphasis was placed on caregiver feedback suggesting that
education should be consistent, considerate of timing and pace, and multimodal (Altounji et al.,
2020; Bailie et al., 2021; De la Maza et al., 2020; Di Giuseppe et al., 2019; Dobrozsi et al., 2019;
Landier et al., 2016; Mills et al., 2021; Rogers, Laing, et al., 2016; Rogers, Stegenga, et al.,
2016). Those topics, addressed in the second part of the QDTS, were of particular interest.
Overall, QDTS quality subscale scores were positive and ranged from mean values of 7.25 to
9.25 out of 10.

The caregivers rated consistency as one of the lowest values, comparatively, with a large
range and SD. Since the videos were consistent each time they were played, and they were
scripted from the written educational material, this likely indicates a mismatch between what was
presented in the video and what was verbally discussed by others on the healthcare team. This
bears further inquiry in future iterations of this project and has important clinical practice
implications.

Caregivers gave higher scores for the domain associated with pace and timing, which
could indicate the advantage of the video for reinforcement. However, the scores indicated that
teaching could have been better planned for when others in the family could attend. An
advantage to utilizing video discharge education supplements is that other caregivers, unable to
attend in-person discharge education, can receive consistent education to help care for the child
at home. In future studies with this workflow and technology, it would be interesting to

understand if the videos helped to mitigate this lower score on the QDTS.
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One of the highest areas of scoring occurred in the domains the ‘way you were taught’
and ‘break up teaching into small amounts.” These areas had both high scores with lower ranges
and SDs. Further exploration is needed before interpreting this value as pertaining specifically to
the video format of the educational platform as participants could have been reflecting on the
entirety of the discharge education they received. A larger participant pool that allows for
research using a control group (usual discharge education only) and an interventional group
(usual discharge education plus videos) could help to better understand the video methodology’s
effect on this domain.

There are inconsistencies when comparing some of the results from the domains of the
quantity subscale with the quality subscale. Caregivers reported perceiving a low ‘need’
regarding emotional support (mean 3.75, SD 1.71), however, when asked if the quality of the
teaching helped to decrease their anxiety about going home, that value was one of the lowest
scored (mean 7.25, SD 2.06). Conversely, caregivers reported perceiving a high amount of
information ‘received’ for who and when to call with medical concerns at home (mean 8.25, SD
1.25), yet on the quality subscale domain ‘know what to do in an emergency’ the caregivers
scored this item among the lowest (mean 7.25, SD 2.06). Given the low number of participants,
interpretation of these inconsistencies should be made with caution. However, it suggests that
future variations of this project should explore these inconsistencies and, perhaps, the variations
in interpretation of the wording ‘emotional needs, anxiety, and emergency’ which could clarify
results.

The number of times the QR code was scanned outside of the initial intervention, coupled
with the high number of unique IP addresses, was encouraging. There were four caregiver

participants, and the videos were accessed 52 times. Family structure can widely vary and often
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the parents are supported by a wider caregiver net. Post-pandemic visitor restrictions have
hindered the ability to educate the extended caregivers in person, which can compromise patient
safety at home. The high number of QR code scans and those with unique IP addresses can be
explained through dissemination of the videos to extended caregivers and/or ongoing review by
the immediate caregivers. Either scenario strengthens the safety net for the newly diagnosed
oncology patient to receive safe care at home and lends support to this methodology.
5.2 Readiness for First Clinic Visit

Literature supported the use of video as a teaching tool uniquely suited to helping to
develop skill acquisition (Mills et al., 2022). Its ability to be paused and replayed, and the
combination of visual, auditory, and written cues help reinforce skills in many ways. Given this
literature support, the fact that all the participating caregivers performed the skills necessary for
the first clinic visit is encouraging. One of the videos in this project reinforced all the
skills/behaviors assessed at the first clinic visit. Each of the caregivers who viewed the video
demonstrated preparedness for the first clinic visit. However, it was found that that none of the
Spanish-speaking caregivers (unable to participate in the video intervention) were ready for the
first clinic visit. This could lend support for translation of the videos to multiple languages, or it
could indicate deficits in the standard discharge education for non-English speakers. This finding
should be explored further. Future foci of this project should expand to include non-English
speakers to further understand the impact of video education on this population.
5.3 Thirty-Day Post Discharge Survey

It is not surprising that the scripted interview revealed that each caregiver had unexpected
medical concerns in the first 30 days following discharge. These patients are medically complex,

and their care regimen and sequelae are also complicated. It was encouraging that each caregiver
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engaged their resources appropriately. The ED visits were for concerns that were out of the scope
of a caregiver to manage at home, and therefore justified. Their calls to the triage line indicated
understanding of the education that informed triage is a first-line resource. Especially
encouraging was a caregiver’s use of the video to determine what constituted an occlusive
dressing on a central line.

The caregivers’ feedback revealed many future project pathways and suggestions for
refinement of current educational practices. Expanded video offerings, encouragement for
parents to administer medication (rather than the nurse) as practice for home care, anticipatory
education about expected symptoms, and the observation that physical medications were not
utilized as a learning tool in a medication reconciliation were suggestions expressed in the
interviews. Soliciting caregiver feedback at discharge and at 30 days post-discharge is a strength
of this project design. Many, but not all, of the suggestions could be addressed with an expanded
video topic offering.

In contrasting the themes elicited from the 30-day post discharge interview with the
scores from the QDTS, administered just prior to discharge, a few interesting points emerge. The
lowest perceived ‘need’ of the caregivers was in the domain of ‘practice with your child’s
medical treatments or medications’ (mean 3.00, SD 2.16). However, at the 30-day post discharge
interview, medications were voiced as the largest concern (4 times) with questions ranging from
guidance regarding redosing vomited medications to tips for medication administration in a child
(crushing, timing, diluting). Additionally, at the 30-day post discharge interview, a parent asked
for future education to emphasize encouraging the parent to administer oral medications in the
hospital to gain practice prior to going home. This may indicate caregiver difficulty judging

discharge education needs prior to going home and assuming full care of the child. Meanwhile,
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the lowest value of the quality subscale was in the domain ‘what to do in an emergency’ (mean
7.25, SD 2.06). The caregiver interpretation of an emergency might vary which can skew
interpretation; however, when faced with unexpected medical concerns at home (identified at the
30-day post discharge interview), they utilized appropriate resources each time.
5.4 Limitations

Caregiver accrual was limited by the small number of patients diagnosed with pediatric
cancer, the short implementation timetable, and the need to exclude non-English speakers.
Results should be interpreted with caution as they are based on four caregiver participants with
wide ranges for some survey items. However, the results do support continued use and
evaluation of the intervention, likely over a long period of time as the patient population is small,
yet deserving of best care practices. Next, this project was implemented at one site which limited
sample accrual as well as the project’s ability to be generalizable across multiple institutions.
The video education, specially tailored for one institution’s workflow, might not translate to the
workflow of another program. However, more generalizable topics, such as medication side
effects, could be useful across programs. Lastly, the utilization of technology should be viewed
through the lens of equity. For the implementation site, all caregivers, regardless of economic
standing, were provided with access to a phone and the ability to view and share the videos. This
might not be within the scope of resources for other programs, so the use of this technology
might not be appropriate across all programs. However, the expanding subsidization of a cell
phone provision, and the pervasive use of them in society encourages thoughtful exploration of

this technology.
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5.5 Recommendations and Future Projects

The surprising frequency of dissemination of the QR codes outside of the intervention
indicates that this may be an effective method for providing consistent information to extended
caregivers and for reinforcing information to immediate caregivers. Given the use of the videos
outside of the initial teaching moment at discharge, and the direct caregiver request for more
videos 30 days later, expansion of the video topic library is advised. However, paramount to the
success of this method is the health care team being consistent in what is verbally taught and
what is in the teaching materials. Variations of information lead to confusion and distrust (Bailie
et al., 2021; Dobrozsi et al., 2019; Landier et al., 2016; Rogers, Stegenga, et al., 2016).

The video creation software was chosen with future versions of this project in mind. A
unique feature of the software used to create the videos is the ease of translation to many
different languages. It would be helpful to include videos for non-English-speaking caregivers,
which might increase their preparedness for clinic visits. An intriguing aspect of the video
software is the ability to easily tailor the skin tone of the hand that writes the script on the video.
Future versions of the videos should allow representation of many skin tones to appeal to a
variety of ethnicities which could deepen inclusion and acceptance of the information.

Future iterations of this project should include demographic data collection and a longer
implementation window which would allow a larger participant number. Age, ethnicity,
diagnosis, and family structure of the patient can help to better understand the impact of
discharge education on varying demographic pools. A larger participant pool could allow a
project design to include an interventional group and a control group. This would allow a better
understanding of the value of the addition of the video modules to the standard discharge

education platform. While the QDTS is validated only for use immediately prior to initial
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hospital discharge, another avenue of future exploration would be to ask similar questions at 30
days post hospital discharge. It would be interesting to understand how perceptions changed
during that time.
5.6 Conclusion

The importance of focused, effective discharge education for the newly diagnosed
pediatric oncology caregiver is paramount to successful patient outcomes. The gap in resources
and literature for the use of video modules as a supportive element in caregiver education merits
exploration. While project results showed favorable caregiver feedback, skill acquisition, and
impact on caregiver decision making for unexpected medical concerns, this project was limited
by low participant accrual and findings should be interpreted with caution. Further exploration is

warranted before including this methodology as best practice.



40

References

Altounji, D., McClanahan, R., O'Brien, R., & Murray, P. (2020). Decreasing central line-
associated bloodstream infections acquired in the home setting among pediatric oncology

patients. Journal of Pediatric Oncology Nursing: Official Journal of the Association of

Pediatric Oncology Nurses, 37(3), 204-211. https://doi.org/10.1177/1043454220907551

Auger, K. A., Mueller, E. L., Weinberg, S. H., Forster, C. S., Shah, A., Wolski, C., Mussman, G.,
Ipsaro, A. J., & Davis, M. M. (2016). A validated method for identifying unplanned
pediatric readmission. The Journal of Pediatrics, 170, 105-12.e122.

https://doi.org/10.1016/j.jpeds.2015.11.051

Bailie, K., Jacques, L., Phillips, A., & Mahon, P. (2021). Exploring perceptions of education for
central venous catheter care at home. Journal of Pediatric Oncology Nursing: Official
Journal of the Association of Pediatric Oncology Nurses, 38(3), 157-165.

https://doi.org/10.1177/1043454221992293

Bassal, M., Silva, M., Patel, S., Gibson, P. J., Breakey, V. R., Athale, U., Zabih, V., Li, Q.,
Pechlivanoglou, P., Pole, J. D., Mittmann, N., Sutradhar, R., & Gupta, S. (2021). Phase-
specific risks of outpatient visits, emergency visits, and hospitalizations during Children's
Oncology Group-based treatment for childhood acute lymphoblastic leukemia: A
population-based study. Pediatric Blood & Cancer, 68(10), e29141.

https://doi.org/10.1002/pbc.29141



https://doi.org/10.1177/1043454220907551
https://doi.org/10.1016/j.jpeds.2015.11.051
https://doi.org/10.1177/1043454221992293
https://doi.org/10.1002/pbc.29141

41

Bhatia, S., Landier, W., Hageman, L., Chen, Y., Kim, H., Sun, C., Kornegay, N., Evans, W.,
Angiolillo, A., Bostrom, B., Casillas, J., Lew, G., Maloney, K., Mascarenhas, L., Ritchey,
A., Termuhlen, A., Carroll, W., Wong, F., & Relling, M. (2015). Systemic exposure to
thiopurines and risk of relapse in children with acute lymphoblastic leukemia: A
Children's Oncology Group study. Journal of American Medical Association

Oncology, 1(3), 287-295. https://doi.org/10.1001/jamaoncol.2015.0245

Bhatia, S., Landier, W., Shangguan, M., Hageman, L., Schaible, A., Carter, A., Hanby, C.,
Leisenring, W., Yasui, Y., Kornegay, N., Mascarenhas, L., Ritchey, A., Casillas, J.,
Dickens, D., Meza, J., Carroll, W., Relling, M., & Wong, F. (2012). Nonadherence to
oral mercaptopurine and risk of relapse in Hispanic and non-Hispanic white children with
acute lymphoblastic leukemia: A report from the Children's Oncology Group. Journal of
Clinical Oncology: Official Journal of the American Society of Clinical

Oncology, 30(17), 2094-2101. https://doi.org/10.1200/JC0.2011.38.9924

Bulut, H. K., Demirbag, B. C., & Kahriman, 1. (2019). The investigation of unplanned hospital
visits and admissions in the children receiving chemotherapy. Cancer Investigation, 37(4-

5), 209-215. https://doi.org/10.1080/07357907.2019.1610967

De la Maza, V., Manriquez, M., Castro, M., Viveros, P., Fernandez, M., Vogel, E., Pefia, E.,
Santolaya, M. E., Villarroel, M., & Torres, J. P. (2020). Impact of a structured
educational programme for caregivers of children with cancer on parental knowledge of
the disease and paediatric clinical outcomes during the first year of treatment. European

Journal of Cancer Care, 29(6), e13294. https://doi.org/10.1111/ecc.13294

Duffy, J. (2018). Quality caring in nursing and health systems. Implications for clinicians,

educators, and leaders. Springer Publishing Company.


https://doi.org/10.1001/jamaoncol.2015.0245
https://doi.org/10.1200/JCO.2011.38.9924
https://doi.org/10.1080/07357907.2019.1610967
https://doi.org/10.1111/ecc.13294

42

Dobrozsi, S., Tomlinson, K., Chan, S., Belongia, M., Herda, C., Maloney, K., Long, C., Vertz,
L., & Bingen, K. (2019). Education milestones for newly diagnosed pediatric, adolescent,
and young adult cancer patients: A quality improvement initiative. Journal of Pediatric
Oncology Nursing: Official Journal of the Association of Pediatric Oncology

Nurses, 36(2), 103-118. https://doi.org/10.1177/1043454218820906

Di Giuseppe, G., Pole, J., Abla, O., & Punnett, A. (2021). Impact of videotaped information on
the experience of parents of children with acute lymphoblastic leukemia. Journal of

Cancer Education, 35(3),479-484. https://doi.org/10.1007/s13187-019-1485-2

Ehwerhemuepha, L., Finn, S., Rothman, M., Rakovski, C., & Feaster, W. (2018). A novel model
for enhanced prediction and understanding of unplanned 30-day pediatric

readmission. Hospital Pediatrics, 8(9), 578-587. https://doi.org/10.1542/hpeds.2017-

0220
Feeg, V., Huang, 1., Mannino, J., Miller, D., & Kuan, C. (2018). Refinement of an instrument to
measure the needs of parents of sick children in the context of family centered care.

Journal of Pediatric Nursing, 43, 77-87. https://doi.org/10.1016/j.pedn.2018.08.014

Flury, M., Catflisch, U., Ullmann-Bremi, A., & Spichiger, E. (2011). Experiences of parents
caring for their child after a cancer diagnosis. Journal of Pediatric Oncology Nursing,

28(3), 143-153. https://doi.org/10.1177/1043454210378015

Hamline, M. Y., Speier, R. L., Vu, P. D., Tancredi, D., Broman, A. R., Rasmussen, L. N.,
Tullius, B. P., Shaikh, U., & Li, S. T. (2018). Hospital-to-Home interventions, use, and
satisfaction: A meta-analysis. Pediatrics, 142(5), e20180442.

https://doi.org/10.1542/peds.2018-0442



https://doi.org/10.1177/1043454218820906
https://doi.org/10.1007/s13187-019-1485-2
https://doi.org/10.1542/hpeds.2017-0220
https://doi.org/10.1542/hpeds.2017-0220
https://doi.org/10.1016/j.pedn.2018.08.014
https://doi.org/10.1177/1043454210378015
https://doi.org/10.1542/peds.2018-0442

43

Haugen, M. S., Landier, W., Mandrell, B. N., Sullivan, J., Schwartz, C., Skeens, M. A., &
Hockenberry, M. (2016). Educating families of children newly diagnosed with
cancer. Journal of Pediatric Oncology Nursing : Official Journal of the Association of

Pediatric Oncology Nurses, 33(6), 405-413. https://doi.org/10.1177/1043454216652856

Hockenberry, M., Haugen, M., Slaven, A., Skeens, M., Patton, L., Montgomery, K., Trimble, K.,
Coyne, K., Hancock, D., Ahmad, A., Daut, E., Glover, L., Brown, L., St Pierre, S., Shay,
A., Maloney, J., Burke, M., Hatch, D., & Arthur, M. (2021). Pediatric education

discharge support strategies for newly diagnosed children with cancer. Cancer Nursing,

44(6), 520-530. https://doi.org/10.1097/NCC.0000000000000947

Hoenk, K., Torno, L., Feaster, W., Taraman, S., Chang, A., Weiss, M., Pugh, K., Anderson, B.,
& Ehwerhemuepha, L. (2021). Multicenter study of risk factors of unplanned 30-day
readmissions in pediatric oncology. Cancer Reports 4(3), e1341.

https://doi.org/10.1002/cnr2.1343

Howlader, N., Noone, A. M., Krapcho, M., Miller, D., Brest, A., Yu, M., Ruhl, J., Tatalovich, Z.,
Mariotto, A., Lewis, D. R., Chen, H. S., Feuer, E. J., Cronin, K. A. (2020). SEER cancer
statistics review, 1975-2017, National Cancer Institute. Bethesda,

MD, https://seer.cancer.gov/csr/1975 2017/

Kaul, S., Russell, H., Livingston, J. A., Kirchhoff, A. C., & Jupiter, D. (2018). Emergency
department visits by adolescent and young adult cancer patients compared with pediatric
cancer patients in the United States. Journal of Adolescent and Young Adult

Oncology, 7(5), 553-564. https://doi.org/10.1089/jaya0.2018.0026



https://doi.org/10.1177/1043454216652856
https://doi.org/10.1097/NCC.0000000000000947
https://doi.org/10.1002/cnr2.1343
https://seer.cancer.gov/csr/1975_2017/
https://doi.org/10.1089/jayao.2018.0026

44

Landier, W., Ahern, J., Barakat, L., Bhatia, S., Bingen, K., Bondurant., P. Cohn, S., Dobrozsi, S.,
Haugen, M., Herring, R., Hooke, M., Martin, M., Murphy, K., Newman, A, Rogers, C.,
Ruccione, K., Sullivan, J., Weiss, M., Withycombe, J., Yasui, L. (2016). Patient/family
education for newly diagnosed pediatric oncology patients. Journal of Pediatric

Oncology Nursing, 33(6), 422-423. https://doi.org/10.1177/1043454216655983

Leonard K. (2012). A European survey relating to cancer therapy and neutropenic infections:
nurse and patient viewpoints. European Journal of Oncology Nursing : The Official
Journal of European Oncology Nursing Society, 16(4), 380—386.

https://doi.org/10.1016/j.ejon.2011.08.004

Lerret, S., Weiss, M., Stendahl, G., Chapman, S., Menendez, J., Williams, L., Nadler, M.,
Neighbors, K., Amsden, K., Cao, Y., Nugent, M., Alonso, E., & Simpson, P. (2015).
Pediatric solid organ transplant recipients: Transition to home and chronic illness

care. Pediatric Transplantation, 19(1), 118-129. https://doi.org/10.1111/petr.12397

Li, E. W., Lee, A., Vaseghi-Shanjani, M., Anagnostopoulos, A., Jagelaviciute, G., Kum, E.,
Petraszko, T., EImoazzen, H., Allan, D., & Fingrut, W. (2020). Development and
evaluation of a whiteboard video series to support the education and recruitment of
committed unrelated donors for hematopoietic stem cell transplantation. Biology of Blood
and Marrow Transplantation : Journal of the American Society for Blood and Marrow

Transplantation, 26(11), 2155-2164. https://doi.org/10.1016/j.bbmt.2020.07.008

Meeske, K., Ji, L., Freyer, D., Gaynon, P., Ruccione, K., Butturini, A., Avramis, V., Siegel, S.,
Matloub, Y., Seibel, N., & Sposto, R. (2015). Comparative toxicity by sex among
children treated for acute lymphoblastic leukemia: A report from the Children's Oncology

Group. Pediatric Blood & Cancer, 62(12), 2140-2149. https://doi.org/10.1002/pbc.25628



https://doi.org/10.1177/1043454216655983
https://doi.org/10.1111/petr.12397
https://doi.org/10.1016/j.bbmt.2020.07.008
https://doi.org/10.1002/pbc.25628

45

Mills, D., Zupanec, S., Breakey, V., Chakkalackal, L., Cook, S., Cox, S., Gibson, P., Punnett, A.,
& Sung, L. (2022). Creating video-based education modules for parents of newly
diagnosed pediatric patients with cancer. Cancer Nursing, 45(2), E428-E435.

https://doi.org/10.1097/NCC.0000000000000962

Morgan, J. E., Phillips, R. S., Stewart, L. A., & Atkin, K. (2020). Sharing roles and control in
pediatric low risk febrile neutropenia: A multicenter focus group discussion study
involving patients, parents, and health care professionals. Journal of Pediatric
Hematology/Oncology, 42(5), 337-344.

https://doi.org/10.1097/MPH.0000000000001827

Mueller, E. L., Cochrane, A. R., Moore, C. M., Jenkins, K. B., Bauer, N. S., & Wiehe, S. E.
(2020). Assessing needs and experiences of preparing for medical emergencies among
children with cancer and their caregivers. Journal of Pediatric
Hematology/Oncology, 42(8), e723-e729.

https://doi.org/10.1097/MPH.0000000000001826

Mueller, E. L., Hall, M., Carroll, A. E., Shah, S. S., & Macy, M. L. (2016). Frequent emergency
department utilizers among children with cancer. Pediatric Blood & Cancer, 63(5), 859—

864. https://doi.org/10.1002/pbc.25929

Mueller, E. L., Sabbatini, A., Gebremariam, A., Mody, R., Sung, L., & Macy, M. L. (2015). Why
pediatric patients with cancer visit the emergency department: United States, 2006-

2010. Pediatric Blood & Cancer, 62(3), 490-495. https://doi.org/10.1002/pbc.25288

Nee, J., Smith, G. M., Sheares, A., & Rustagi, I. (2022). Linguistic justice as a framework for
designing, developing, and managing natural language processing tools. Big Data &

Society, 9(1), 205395172210909-. https://doi.org/10.1177/20539517221090930


https://doi.org/10.1097/NCC.0000000000000962
https://doi.org/10.1097/MPH.0000000000001827
https://doi.org/10.1097/MPH.0000000000001826
https://doi.org/10.1002/pbc.25929
https://doi.org/10.1002/pbc.25288

46

Park, B. K., Kim, J. Y., & Rogers, V. E. (2020). Development and usability evaluation of a
facebook-based intervention program for childhood cancer patients: Mixed methods
study. Journal of Medical Internet Research, 22(7), e18779.

https://doi.org/10.2196/18779

Polit, D., & Beck, C. (2019). Nursing research: Generating and assessing evidence for nursing
practice. Wolters Kluwer Health.
Reilly, A. (2018, July 25). Shortened inpatient stays benefit certain leukemia and lymphoma

patients. Children’s Hospital of Philadelphia. https://www.chop.edu/news/shortened-

inpatient-stays-benefit-certain-leukemia-patients

Rio, L., Tenthorey, C., & Ramelet, A. S. (2021). Unplanned post-discharge healthcare utilisation,
discharge readiness, and perceived quality of teaching in mothers of neonates
hospitalized in a neonatal intensive care unit: A descriptive and correlational
study. Australian Critical Care: Official Journal of the Confederation of Australian

Critical Care Nurses, 34(1), 9-14. https://doi.org/10.1016/j.aucc.2020.07.001

Rodgers, C., Bertini, V., Conway, M. A., Crosty, A., Filice, A., Herring, R. A., Isbell, J., Lown,
D., Miller, K., Perry, M., Sanborn, P., Spreen, N., Tena, N., Winkle, C., Darling, J.,
Slaven, A., Sullivan, J., Tomlinson, K. M., Windt, K., ... Landier, W. (2018). A
standardized education checklist for parents of children newly diagnosed with cancer: A
report from the Children’s Oncology Group. Journal of Pediatric Oncology

Nursing, 35(4), 235-246. https://doi.org/10.1177/1043454218764889



https://doi.org/10.2196/18779
https://www.chop.edu/news/shortened-inpatient-stays-benefit-certain-leukemia-patients
https://www.chop.edu/news/shortened-inpatient-stays-benefit-certain-leukemia-patients
https://doi.org/10.1016/j.aucc.2020.07.001
https://doi.org/10.1177/1043454218764889

47

Rodgers, C. C., Laing, C. M., Herring, R. A., Tena, N., Leonardelli, A., Hockenberry, M., &
Hendricks-Ferguson, V. (2016). Understanding effective delivery of patient and family
education in pediatric oncology: A systematic review from the Children's Oncology
Group. Journal of Pediatric Oncology Nursing: Official Journal of the Association of

Pediatric Oncology Nurses, 33(6), 432-446. https://doi.org/10.1177/1043454216659449

Rodgers, C., Stegenga, K., Withycombe, J., Sachse K., & Kelly, K. (2016). Processing
information after a child’s cancer diagnosis — How parents learn. Journal of Pediatric

Oncology Nursing, 33(6), 447-459. https://doi.org/10.1177/104345316668825

Ryan, P., & Sawin, K. (2014). Individual and family self-management theory (IFSMT). College

of Nursing. https://uwm.edu/nursing/centers-institutes/self-management-science-

center/theory/

Ryan, P., & Sawin, K. (2009). The individual and family self-management theory: Background
and perspectives on context, processes, and outcomes. Nursing Outlook, 57, 217-225.

https://doi.org/10.1016/j.outlook.2008.10.004

Spinner, J. R., Haynes, E., Nunez, C., Baskerville, S., Bravo, K., & Araojo, R. R. (2021).
Enhancing FDA's reach to minorities and under-represented groups through training:
Developing culturally competent health education materials. Journal of Primary Care &
Community Health, 12, 21501327211003688.

https://doi.org/10.1177/21501327211003688

Steinenk, A., Chow, E. J., Doody, D. R., & Mueller, B. A. (2021). Hospitalization and mortality
outcomes in the first 5 years after a childhood cancer diagnosis: a population-based

study. Cancer Causes & Control : CCC, 32(7), 739-752. https://doi.org/10.1007/s10552-

021-01425-1


https://doi.org/10.1177/1043454216659449
https://doi.org/10.1177/104345316668825
https://uwm.edu/nursing/centers-institutes/self-management-science-center/theory/
https://uwm.edu/nursing/centers-institutes/self-management-science-center/theory/
https://doi.org/10.1016/j.outlook.2008.10.004
https://doi.org/10.1177/21501327211003688
https://doi.org/10.1007/s10552-021-01425-1
https://doi.org/10.1007/s10552-021-01425-1

48

Stephens, J. R., Kimple, K. S., Steiner, M. J., & Berry, J. G. (2017). Discharge interventions and
modifiable risk factors for preventing hospital readmissions in children with medical
complexity. Reviews on Recent Clinical Trials, 12(4), 290-297.

https://doi.org/10.2174/1574887112666170816144455

Turkay, S. (2016). The effects of whiteboard animations on retention and subjective experiences
when learning advanced physics topics. Computers and Education, 98, 102-114.

https://doi.org/10.1016/j.compedu.2016.03.004

Weiss, M. (n.d.). Quality of discharge teaching scale.

https://www.margquette.edu/nursing/hospital-discharge-scales-quality-of-discharge-

teaching-scale.php

Weiss, M., Johnson, N. L., Malin, S., Jerofke, T., Lang, C., & Sherburne, E. (2008). Readiness
for discharge in parents of hospitalized children. Journal of Pediatric Nursing, 23(4),

282-295. https://doi.org/10.1016/j.pedn.2007.10.005

Weiss, M. E., Sawin, K. J., Gralton, K., Johnson, N., Klingbeil, C., Lerret, S., Malin, S.,
Yakusheva, O., & Schiffman, R. (2017). Discharge teaching, readiness for discharge, and
post-discharge outcomes in parents of hospitalized children. Journal of Pediatric

Nursing, 34, 58-64. https://doi.org/10.1016/j.pedn.2016.12.021

Williams, A. M., Liu, Q., Bhakta, N., Krull, K. R., Hudson, M. M., Robison, L. L., & Yasui, Y.
(2021). Rethinking success in pediatric oncology: Beyond 5-year survival. Journal of
Clinical Oncology: Official Journal of the American Society of Clinical

Oncology, 39(20), 2227—2231. https://doi.org/10.1200/JCO.20.03681



https://doi.org/10.2174/1574887112666170816144455
https://doi.org/10.1016/j.compedu.2016.03.004
https://www.marquette.edu/nursing/hospital-discharge-scales-quality-of-discharge-teaching-scale.php
https://www.marquette.edu/nursing/hospital-discharge-scales-quality-of-discharge-teaching-scale.php
https://doi.org/10.1016/j.pedn.2007.10.005
https://doi.org/10.1016/j.pedn.2016.12.021
https://doi.org/10.1200/JCO.20.03681

49

Withycombe, J. S., Andam-Mejia, R., Dwyer, A., Slaven, A., Windt, K., & Landier, W. (2016).
A comprehensive survey of institutional patient/family educational practices for newly
diagnosed pediatric oncology patients. Journal of Pediatric Oncology Nursing : Official
Journal of the Association of Pediatric Oncology Nurses, 33(6), 414-421.

https://doi.org/10.1177/1043454216652857

Wilson Smith, M. G., Sachse, K., & Perry, M. T. (2018). Road to home program: A performance
improvement initiative to increase family and nurse satisfaction with the discharge
education process for newly diagnosed pediatric oncology patients. Journal of Pediatric
Oncology Nursing : Official Journal of the Association of Pediatric Oncology

Nurses, 35(5), 368—374. https://doi.org/10.1177/1043454218767872



https://doi.org/10.1177/1043454216652857
https://doi.org/10.1177/1043454218767872

50

Appendix A

Literature Review: Unplanned Medical Utilization
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Literature Review: Discharge Education
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Appendix C

Quality Caring Model
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centered ‘
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in 7 encounters Health professionals
relationship \\  J | T Health systems
Others and
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Note. From Quality Caring in Nursing and Health Systems. Implications for Clinicians,
Educators, and Leaders (p. 49), by J. R. Duffy, 2018, Springer Publishing, Copyright 2018 by

Springer Publishing Company, LLC.



Appendix D

Individual and Family Self-Management Theory
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Note. From Individual and Family Self-Management Theory [Revised Figure], by P. Ryan & K.

Sawin, 2014 (https://uwm.edu/nursing/wp-

content/uploads/sites/538/2021/05/IFSMT manuscript no copyright 07 31 2019-002.jpg). In

the public domain.
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Appendix E
QR Codes

Port a Cath Line; English Speaking

Clinic Visit

Clinic Visit
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Appendix F

Caregiver Log

We are interested in understanding how the teaching you got before you went home helped to prepare you to handle medical concerns at
home. Please complete this log for the first thirty days following discharge. A nurse will call you to discuss your experiences. Thank you for

your help as we understand how to better prepare you to care for your child at home.

Date

How did you get help for your child's medical
concern? Check all that apply.

What were you worried about? Check all that apply.

Sick

Visit Emergency | Admission Central
Call at Department to Call Nausea/ Line Medication
Triage | Clinic Visit Hospital 911 | Fever | Vomiting | Problem | Pain | Question Other

Did the
discharge
teaching help
you decide what
to do about your
child's medical
concern? Please
explain what
teaching helped
you decide how
to handle the
situation?




Appendix H

Readiness for Clinic Appointment Data Collection Tool

Readiness for First Clinic Visit Data Collection Tool

Participant
#

Date of
Visit

Medications
Brought to
Clinic?
1=Yes
0=No

Numbing
Cream on
Port (if
applicable)
1=Yes
0=No

Central
Line
Dressing
Intact? (If
applicable)
1=Yes
0=No

Child
Well at
Visit?
1=Yes
0=No

If no,
explain
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Appendix |

Thirty-Day Post-Discharge Phone Call Script

Participant #:

1.

o o

© o N

Did the teaching you got while in the hospital prepare you to care for your child at home?
a. Yes
b. No
i. If no, please explain.
Since you took your child home from the hospital has your child had a medical problem
you were not sure how to handle (such as fever, nausea or vomiting, pain, a medication
question)?
a. Yes (proceed to question #3)
b. No (proceed to question #6)
If you have had medical help for your child due to something unexpected, how did you
get an answer to your concern?
a. Call triage
b. Have a sick visit at clinic
c. Go to the emergency department
d. Be admitted to the hospital
e. Call9ll
What was your concern?
a. Fever
Central Line Problem
Nausea or Vomiting
Diarrhea
Pain
Medication Question
. Other
What was done to help you with the medical concern?
How did the teaching in the hospital help you decide how to handle the unexpected
medical concern?
Please explain what helped you decide how to handle the situation.
How many times did you watch the video again after you went home from the hospital?
Who did you share it with?

Q@ D0 00 oC

. Is there anything else you would like to share with me about the discharge education

process?



