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Abstract

Children with medical complexity (CMC) have multisystem disease, marked impairment,
technology dependence for activities of daily living, and represent a disproportionately large
share of system costs. In response to the needs of local CMC, the Kapi‘iolani Women and
Children Medical Center started a new Pediatric Complex Care Clinic (PC3) in 2019. A year
after the clinic’s inception, no formal evaluation of services had yet been done. The purpose of
this Doctor of Nursing (DNP) project was to develop a sustainable process to evaluate family
experience and satisfaction with services at the PC3. The Model for Evidence-Based Practice
Change guided this DNP project. The survey was based on previously validated tools and
developed in collaboration with PC3 clinic leadership. From June to December 2020 all eligible
families were asked to complete the online SurveyMonkey survey. Informal discussions with
core PC3 staff obtained qualitative feedback about the implementation process. Fifty families
received services in the PC3 during the implementation period, 34 were eligible to take the
survey, and 23 families responded, resulting in a response rate of 68%. A comprehensive clinic
workflow with an embedded survey workflow was created in collaboration with PC3 leadership.
Before this project, the PC3 had no means of formally evaluating their services. The developed
survey and clinical workflow provides the PC3 with a process to collect valuable information for
quality improvement efforts, program planning, service expansion, and continued support and
buy-in from hospital administration.

Keywords: children with medical complexity, care coordination, pediatric complex care,

family experience and satisfaction survey
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Developing a Process to Assess Family Experience and Satisfaction at a Pediatric Complex Care
Clinic in Hawai‘i
Introduction
Background and Significance

The Maternal and Child Health Bureau defines children with special health care needs
(CSHCN) as those children “who have or are at increased risk for a chronic physical,
developmental, behavioral, or emotional condition, and who also require health and related
services of a type or amount beyond that required by children generally” (McPherson et al.,
1998, p. 138). Approximately 15% of children have special health care needs, and about 23% of
households in the United States have one or more child who fit the description of CSHCN
(Strickland et al., 2015).

In Hawai‘i, there are 42,109 CSHCN, representing 13.7% of all children ages 0-17 years
(State of Hawai‘i Department of Health, 2018). Compared with the general pediatric population,
CSHCN have more unmet needs for medical services and are more vulnerable due to their
difficult social environments and challenging circumstances (Mayer, Skinner, & Slifkin, 2004).
However, within the CSHCN population, considerable variation in medical complexity,
functional limitations, and resource and support needs exists (Cohen et al., 2011).

In the last 10 years, researchers and policy makers increasingly focused on an important
subgroup of chronically ill CSHCN called children with medical complexity (CMC). This
population represents a disproportionately large share of total system costs and requires
interventions that differ from those needed by other CSHCN groups (Cohen, Berry, Sanders,
Schor, & Wise, 2018). The CMC population is defined as medically fragile children with

intensive care needs who often have “congenital or acquired multisystem disease, a severe



neurologic condition with marked functional impairment, and/or technology dependence for
activities of daily living” (Cohen et al., 2011, p. 529). Although CMC represent less than 1% of
all children, they account for over one-third of pediatric health care costs including inpatient
admissions (up to 80%), home nursing care (6-11%), outpatient provider visits (6-10%), and
pharmacy (3-4%) (Cohen et al., 2012a; Neff, Sharp, Muldoon, Graham, & Myers, 2004).
Resource utilization of this population will likely increase due to substantial vulnerabilities like
high risk for readmission, adverse events, and inconsistent and unnecessary variation in care
(Berry et al., 2011; Ralston, Harrison, Wasserman, & Goodman, 2015). The literature regarding
the unique needs of the CMC population continues to grow. This evolution will help identify
current and future care needs, improve health outcomes, and increase quality of life for CMC and
their families.
Introduction to Problem

The State of Hawai‘i has a unique healthcare system that differs from that of the
continental United States, in that Hawai‘i still has many private providers in both primary and
specialty care. The main facility for pediatric care and the only pediatric hospital in Hawai‘i and
the Pacific region is the Kapi‘olani Medical Center for Women and Children (KMCWC) located
in Honolulu Hawai‘i.

In a recent KMCWC Community Health Needs Assessment (Hawai‘i Pacific Health
[HPH], 2016) key informants indicated the need for improved continuity of care for people with
special health care needs, stating that most programs and services operate in silos resulting in
fragmented care. Informants identified the need for improvements in care coordination to
facilitate family navigation of the healthcare system (HPH, 2016). Many CMC on islands other

than O‘ahu have poor access to care due to a dearth of pediatric specialty providers (HPH, 2016).



Accessing care for most of these families involves long hours on the road, ferry rides, or airplane
travel multiple times per year to see specialists on O‘ahu (HPH, 2016; Healthcare Association of
Hawai‘i, 2018).

To meet the needs of their population, KMCWC established a new Pediatric Complex
Care Clinic (PC3) in June 2019. The PC3 is a combination multidisciplinary and
interdisciplinary clinic for CMC, including those who are tracheostomy-dependent, ventilator-
dependent, or gastrostomy-tube-dependent with other special healthcare needs (Almeida &
Yamamoto, 2019). The PC3 clinical care team includes a complex care nurse practitioner (NP),
multidisciplinary clinic director/physician leader, pediatric pulmonologist, pediatric physiatrist,
pediatric orthopedist, pediatric neurologist, rehabiliation services, dietitian, child and adolescent
psychiatrist, palliative care NP, and social worker. Together the team evaluates, communicates,
and creates a multidisciplinary care plan that seeks to meet two family-identified goals during the
six months following a clinic visit. The complex care NP also doubles as a care coordinator for
the family and the patient’s pediatrician.

Needs Assessment

The PC3 model was based on two complex care clinics: Boston Children’s Hospital
Integrated Care Program and Primary Children’s Hospital Pediatric Comprehensive Program
with Intermountain Health (Almeida et al., 2019). These two model programs employ full-time
pediatricians, pediatric specialists, care coordinators, and patient navigators. However, Hawai‘i
has few pediatric specialists (HPH, 2016), so the PC3 is staffed with specialists who see patients
in their own clinics outside of the PC3. The PC3 team convenes to hold monthly clinics,

allowing families to see their specialists in one day at one location. As the PC3 has no primary
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care pediatrician, the complex care NP communicates with patients’ pediatricians in the
community.

While some of the existing staff at the PC3 has received informal positive feedback from
families regarding the help the clinic provides, no data have been collected regarding family
experience or satisfaction, and no formal evaluation of the PC3’s services has taken place.
Therefore, a request was made to develop a systematic evaluation process.

Purpose, Goals, Objectives

The purpose of this evidence-based quality improvement (QI) Doctor of Nursing (DNP)
project was to develop a sustainable process to evaluate family experience and satisfaction with
services provided at the PC3. Goals of the project were to develop a survey to elicit family
perspectives, attempt to survey 100% families who met eligibility criteria, and develop a
systematic workflow for administration of the survey. The project objectives included: (a) review
known literature, create a survey, and gain approval from stakeholders; (b) develop a plan to
implement the survey with families; (c) collaborate with stakeholders to develop a workflow for
continuing survey administration and sustained future evaluation; and (d) evaluate the
effectiveness of the workflow by examining facilitators and barriers to implementation and
sustained practice change.

PICOT Question

For families of CMC who attended the PC3 at KMCWC (P), how does the development
of a process and survey (1), implemented from June to December 2020 (T), compared to no
formalized process or survey (C), affect the PC3’s ability to elicit family perspectives and
satisfaction (O)?

Theoretical and Conceptual Framework
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A revised version of Rosswurm and Larabee’s model (1999), The Model for Evidence-
Based Practice Change (Melnyk & Fineout-Overholt, 2011) guided this DNP project. The model
consists of six steps: (a) assess the need for change in practice, (b) locate the best evidence, ()
critically analyze the evidence, (d) design practice change, (e) implement and evaluate change in
practice, and (f) integrate and maintain change in practice (Appendix A).

Literature Review
Search Strategy

Searches in PubMed, the Cumulative Index to Nursing and Allied Health Literature
(CINAHL), and Cochrane databases were completed. Search terms included children with
medical complexity, children with complex medical conditions, parent or caregiver experience,
and burden or challenges. MeSH terms survey or questionnaire, health care surveys, patient
satisfaction, child health services, and disabled children were also used. Boolean operators, such
as the following example: (“children with medical complexity” OR “CMC” OR “children with
complex medical conditions”) AND (parent OR caregiver OR family) AND (satisfaction OR
experience), were utilized to narrow searches. Filters for English language, all pediatric age
groups, and article types (i.e., systematic review, meta-analysis, review) were applied.

The search identified 113 articles. Abstracts were reviewed and 56 were deemed relevant
and read in full. Sixteen articles were synthesized for this review. Publications spanned from
2002 to 2018. The Johns Hopkins Nursing EBP Levels of Evidence Guide was used to grade the
evidence (Dearholt, Dang, & Sigma Theta Tau International, 2012). None of the articles were
level I since randomized clinical trials are not commonly done with vulnerable populations like

children, especially CMC. The strength of evidence was evenly distributed throughout all levels,
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with a slight majority with levels 11 and I11, and rest interspersed throughout levels IV and V.
Quality of all synthesized articles was good or high, without any major flaws (see Appendix B).
Synthesis of the Evidence

Barriers for CMC families. Current care for CMC is typically fragmented,
uncoordinated, acute-focused, and often does not address non-medical needs and supports
essential to family caregivers (Berry, Agrawal, Cohen, & Kuo, 2013). The care needs of the
CMC population strain families who already face many challenges. Family caregivers of CMC
have a significantly greater likelihood of chronic conditions and a higher likelihood of engaging
in risky health behaviors such as smoking, unhealthy sleep patterns, and physical inactivity
(Keilty, Cohen, Ho, Spalding, & Stremler, 2015; Lee, Park, Matthews, & Hsieh, 2017).

In addition to negative health effects, many families experience financial difficulties. A
cross-sectional survey of American families with children on home mechanical ventilation
indicated significant financial stress: of the 91% of participants (206/226) that reported moderate
or more financial stress, almost a quarter (22%) said that “a lot” or “all” of their stress originated
from out-of-pocket expenses such as moving, purchasing a special vehicle, and performing home
alterations, which were estimated to be greater than 5-10% of their household annual income
(Edwards, Panitch, Constantinescu, Miller, & Stone, 2018). Additionally, almost 90% of
participants reported stopped or reduced work hours with many taking unpaid leave during their
child’s acutely ill episodes, further compounding their financial struggles (Edwards et al., 2018).
Almost half of the participants recounted food insecurity due to low finances and believed that a
larger proportion of their budget was spent on transportation needs associated with their child’s
care (Edwards et al., 2018). Many barriers exist for families, most of which are directly related to

their child’s care complexity.

13



Care delivery models and care coordination for CMC. Various models of care
delivery have been utilized for CMC. Researchers conclude the patient-centered medical home
(PCMH) model is ideal for CMC (Almeida & Yamamoto, 2019; Berry et al., 2013; Cohen et al.,
2012b). The PCMH model promotes the provision of accessible, comprehensive, coordinated,
culturally competent, and family-centered care to improve health outcomes, increase quality of
life, and decrease costs (Berry et al., 2013; Medical Home Initiatives for Children with Special
Needs Project Advisory Committee, 2002). The medical home provider knows the patient well,
is known to the patient and family, and has an established trusting relationship that helps the
provider manage all aspects and complexities of the child’s care. Care coordination enables
active communication and discussion with the family and the entire care team, including all
subspecialists, to make decisions and create a care plan that includes all the child’s health
problems. Care coordination is more effective when delivered within the medical home versus
other transient acute care settings like hospitals, emergency departments, or urgent cares. Care
coordination should be integrated and team-driven to address the medical and social needs of
CMC (Boudreau et al., 2014) as coordinated care reduces unmet needs and facilitates integration
across medical specialties and sectors (American Academy of Pediatrics Council on Children
with Disabilities, 2005; Antonelli, McAllister, & Popp, 2009; Kuo, McAllister, Rossignol,
Turchi, & Stille, 2018).

A scoping literature review on interventions, frameworks, and models to support
transitions from hospital to home in CMC, conducted by Breneol, Belliveau, Cassidy, & Curran
(2017), revealed the importance of nurse care coordinators to successful transitions of care. The
studies in the review took place at clinics with primarily outpatient programs housed in tertiary

pediatric hospitals, and minimally staffed with a pediatrician and nurse or NP. Most clinics had a
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care coordinator or nurse coordinator who served as the primary contact, advocated for families,
and liaised with primary care providers and community resource programs. In general, the
scoping review showed that care coordination provided by nurses decreased cost, length of stay,
and hospitalizations, as well as increased satisfaction post-intervention (Breneol et al., 2017).
This scoping review reiterates the importance of care coordination for the CMC population.

Tools to assess pediatric experience and satisfaction. Various tools measure pediatric
quality of life (QOL), parental health-related QOL, child health-related QOL, caregiver priorities
and child health index of life with disabilities, caregiver health, and parent perceptions of care.
These tool measures can be organized into domains like patient/family-centered care,
coordination of care, transitions of care, satisfaction, and perceived quality of life (Barnert et al.,
2017; Chen, Schrager, & Mangione-Smith, 2011; Cohen et al., 2012b; Schmidt, Thyen, Chaplin,
Mueller-Godeffroy, & European DISABKIDS Group, 2007). The Pediatric Integrated Care
Survey (PICS) is a validated copyrighted instrument that was developed by Dr. Richard
Antonelli and his team at Boston Children’s (Boston Children’s Hospital, 2015); it is used to
evaluate integrated care services for CSHCN patients. The family experiences with coordination
of care (FECC) measures are validated metrics (Parast et al., 2018) that assess care coordination
services for CMC. The FECC measures are reported by family caregivers and can be useful in
identifying gaps in care for CMC. Further research is needed to develop a validated survey that
assesses both satisfaction and quality of care for the CMC population. Therefore, the DNP
student used both the PICS and FECC measures to develop the PC3 survey.
Summary of the Evidence

The main gap in the current literature is the lack of a validated survey to evaluate overall

parent experience and satisfaction, specifically for CMC. Further research and studies with
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Jan-Apr 2020

comparison to control groups would enhance understanding of the CMC population’s healthcare
needs, utilization, best mode of care delivery, and family perceptions of care. Despite these gaps,
the literature consistently indicated that care coordination is a critical piece to optimize care for
the CMC population. Thus, the survey tool developed for this DNP project focused on care
coordination activities and assessed other specific services the PC3 provides to patients and
families.
Methods

Project Design

Survey development. This evidence-based QI DNP project consisted of two separate but
related elements. The first was the development and administration of a survey for the PC3
(Figure 1). Paper survey development occurred from January to April 2020. The DNP student
reviewed and compared the PICS and FECC measures, identified appropriate categories and
questions, and melded pertinent components to create the PC3 Family Experience and
Satisfaction Survey (Appendix C). The paper survey consisted of 26 statement-questions,
answered with a 6-point Likert scale (0=do not know or do not want to answer, 1=strongly
disagree, 2=disagree, 3=do not agree or disagree, 4=agree, 5=strongly agree). Two open-ended
questions asked: (1) What is most helpful about our clinic? and (2) What other help would you
want from our team in the future? Survey grade level was 4.6 using the Flesch-Kincaid scale in

Microsoft Word. The DNP student drafted and received feedback from clinic leadership before

finalizing the survey.

December 2020

May 2020 June 2020 September 2020

¢ Developed paper * PC3 asked DNP o Start of project ¢ Added 3
survey in student to implementation teleheallth

¢ End of project
implementation

of online survey
(total=7 months)

collaboration change to online with online questions to
with PC3 survey modality survey via online survey
leadership SurveyMonkey

Figure 1. Timeline of survey develoment and implementation process.
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In May 2020, just prior to implementation in June, a change to the survey distribution
plan resulted in the transfer of the original paper survey to an online platform called
SurveyMonkey. In September 2020, after implementing the online survey for three months and
receiving responses from 12 families, PC3 leadership also requested more questions to evaluate
family perspectives on telehealth, as this became the main platform for the delivery of service
due to the pandemic. Three questions adopted from a validated patient satisfaction survey for
telehealth (Constanzo et al., 2019) were added using the same 6-point Likert scale. These new
statements were: (1) | am satisfied with the care received during my telehealth visit; (2) Talking
to my child’s care team through a camera and microphone was as effective as doing it in person;
and (3) For future visits, | would prefer telehealth visits. Grade level with the additional
telehealth questions was 4.9.

Survey implementation. The PC3 Family Experience and Satisfaction Survey was
implemented from June to December 2020. Due to the pandemic, the clinic was forced to change
its care delivery model, which required an alteration in the original survey implementation plan.

During the months of March, April, and May of 2020 the clinic provided services
exclusively through telephone visits while the organization’s telehealth capacity improved within
the Hawai‘i Pacific Health (HPH) system. During the month of June, which was designated for
initiating the survey, the clinic began using telehealth for all visits. In July, three patients were
seen in the clinic resulting in a hybrid model of telehealth and in-person visits for that month.
Following a second spike of Coronavirus Disease 2019 (COVID-19) cases in late summer, the
PC3 again modified their clinic model to telehealth visits from August through December 2020.

To collect survey responses the DNP student co-attended visits with the complex care

NP, who then introduced the student to the patient and parents. Families who had received
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services at the PC3 for at least six months were eligible to participate. Each family was provided
an explanation of the purpose of the survey, the online platform, with confirmation to whether
the family wanted to receive the SurveyMonkey link via text message or email. At the
completion of the clinic visit, the student sent the link to families via their preferred
methodology. Families were offered telephone assistance to complete the survey. Most families
declined and completed the online survey independently. There were three exceptions to this
standard process for survey completion, (one in November, two in December) at which time the
participants opted for phone assistance with this initial survey, as they were non-native English
speakers.

Evaluation process development. In order to increase the sustainability of the survey
process for the clinic after the completion of this DNP project, the DNP student worked with
core PC3 team members — complex care NP, clinic director and physician leader (PL), nurse
(RN), medical assistant (MA), and patient service representative (PSR) —to develop a workflow.
Informal discussions about workflow development began in June and continued through
December 2020, and occurred during clinic downtime or after the conclusion of clinic.
Discussions centered on barriers, facilitators, and solutions during implementation, roles and
responsibilities of core staff, and a sustainable workflow for this new practice change. The
complex care NP independently implemented surveys for the first time during the January 2021
clinic.

Evaluation Plan
Data Collection and Practice Change Evaluation
Methodology. Panel demographic data were collected through chart review using EPIC,

KMCWC’s electronic medical record system. The DNP student created a panel of patients
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entered on a Microsoft Excel spreadsheet. Patient information was de-identified with a unique
eight-character identifier that included first initial of first name, first two and last initial of last
name and two digits each for birth month and year. Another data matrix was created in Excel to
track monthly survey responses from eligible families. Qualitative data regarding
implementation and process improvement feedback from core members were also collated on
this matrix.
Specific measures. The following outcome measures were collected: patient age at time
of survey, gender, equipment (Gastrostomy-tube [GT], Tracheostomy [T], and Ventilator [V]),
length of time in clinic (six months-one year, one-1.5 years, 1.5-two years, more than two years),
total number of patients seen in clinic, total number of families eligible for survey, and total
number of respondents. Monthly and total response rates were calculated.
Throughout the implementation period, informal discussion to evaluate the survey and
developed workflow occurred. Sample discussion questions and topics included:
1. What are the roles and responsibilities of the core team members? How can this apply to
survey implementation?
2. What are barriers and facilitators to administering the online survey tool in the PC3?
3. What are barriers and facilitators to sustaining this practice?
4. What workflow will facilitate survey distribution?
5. How will we sustain this practice change after completion the DNP project?
Human Subjects Ethical Considerations
The DNP student completed the research ethics and compliance Collaborative
Institutional Training Initiative and Health Insurance Portability and Accountability Act

trainings. This DNP project involved implementing a survey tool with families of CMC during
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follow-up PC3 visits as a means of evaluating clinic services for the purpose of QI. The DNP
project also evaluated processes during this implementation (i.e., survey implementation
effectiveness, barriers and facilitators to implementation, process, and protocol development) to
identify improvements and develop a sustainable workflow. This project did not test new or non-
standard care, and all data were collected for non-research purposes. The data collection
presented minimal risk to patients, and patient data were de-identified and aggregated. The
project proposal was submitted to HPH Institutional Review Board (IRB). The HPH IRB deemed
this project QI and not research, which made this project exempt from further IRB review
(Appendix D).
Data Analysis and Results

Demographics

Descriptive statistics were calculated for age, and frequencies and percentages for gender,
equipment, and length of time in clinic. In total 50 patients were seen in the PC3 during the
seven-month implementation period. Twenty-three parent respondents (46%) completed the
survey and provided demographic information for their children. Ages ranged from 11 months to
18 years; mean, median, and mode age were 9.4, 10, and 6, respectively. Of the 23 children, 57%
(n=13) were male and 43% (n=10) were female. Forty-three percent (n=10) had one device (GT
only), 26% (n=6) had two devices (GT+T or GT+V), and 30% (n=7) had all three (GT+T+V).
The majority of the children (74%, n=17) received PC3 services for less than 1.5 years.
Survey Implementation

Of the 50 families seen in clinic, 34 were eligible for survey, and 23 responded. The total
response rate was 68% (Figure 2). As mentioned in the methods, three non-English native

speaking families opted for telephone assistance with the survey. After completing the survey
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with the DNP student’s help, all three individuals reported feeling comfortable doing future

surveys independently, in English, via SurveyMonkey.

June 50%

July 100%

August 83%

September 50%

October 50%

November 67%

December 50%

Total 68%

0% 20% 40% 60% 80% 100%

Figure 2. Monthly and total (purple) response rates during 7-month implementation period (June
to December 2020).

Workflow Development

The DNP student attended monthly clinic at the PC3 to observe the roles and
responsibilities of core team members and their existing workflow. The student participated in
multiple post-clinic meetings with the complex care NP and PL to debrief the activities of the
day, identify workflow issues, and then brainstorm solutions for workflow inefficiencies.

The complex care NP is the main contact and primary care coordinator for families in
addition to her clinical provider role. She is also responsible for family/patient follow-ups and
manages goal setting and care planning with families after their visit to the PC3. Within the
clinic, the PL’s role is primarily administrative; she has a “big picture” outlook and acts as
liaison between the clinic and HPH administration. The RN manages staff, supports families and
providers, and helps the clinic run smoothly. The MA and PSR support the care team, welcome,

check-in, and schedule patients, and help mail correspondence to families. Once the core team
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members’ roles were understood, the DNP student discussed several topics (see Appendix D) to
collaboratively develop a sustainable survey implementation workflow with the clinic staff.

The major barrier related to survey implementation was ascertaining who would inherit
the DNP student’s primary role of sending families the SurveyMonkey survey link at the
completion of the patient visit. The PL lacked the strong relationship with families that was
necessary to appropriate this task. Due to union restrictions, the MA and PSR could not use their
personal phones or work emails to send the survey link to families. The RN did not have
dedicated time for the PC3 and often had competing priorities with other multidisciplinary clinic
tasks. In the end, clinic leadership decided to have the complex care NP distribute the survey
with all core team members supporting the survey with strong buy-in and willingness to
coordinate to make this practice change work.

The main barriers to sustaining this practice change included the potential
unmanageable workload burden on the complex care NP, and logistical issues related to
SurveyMonkey. The complex care NP requested an upgrade to the SurveyMonkey account’s
capacity; but unfortunately, as of early 2021, that request has been denied.

Facilitating factors that support the maintenance of this practice change were identified.
These included strong buy-in from clinic leadership (complex care NP and PL), no added burden
to other core team members (RN, MA, PSR), the development of a clear and feasible survey
implementation workflow embedded within the clinical workflow (Figure 3), and the means to
provide to HPH administration objective data that showcases the clinic’s value according to

families.
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Figure 3. Comprehensive clinic workflow with embedded survey workflow (boxed in red). Note:
CC NP=complex care nurse practitioner, MA=medical assistant, NICU=neonatal intensive care
unit physician, PC3=pediatric complex care clinic, PCP=primary care provider, PSR=patient
service representative, and RN=registered nurse.

Discussion

Relationship of Results to Purpose/Goals/Objectives

The purpose of this evidence-based QI DNP project was to develop a sustainable process

to evaluate family experience. This process included the development of a survey and subsequent

embedding of the survey into a workflow allowing continual capture of ongoing data to elicit

family perspectives and satisfaction with the PC3. The outcomes of this project include a

developed Family Experience and Satisfaction Survey modeled after a previously validated

survey (PICS) and validated metrics (FECC). Almost 70% of eligible families were surveyed

during the implementation period.
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Continued assessment of the survey’s effectiveness during the initial stages of
implementation identified the need for additional questions to elicit feedback for telehealth
services. Additionally, the development of a feasible survey implementation workflow embedded
within the clinical workflow provided the current staff and program a clear visual to understand
the process, thereby securing a sustainable practice change in the future.

While developing the workflow the DNP student needed to remain flexible and in
constant communication with clinic leadership as hospital policies and recommendations for safe
practice continued to evolve with the progression of the COVID-19 pandemic. The development
process was a true collaboration between the DNP student and core team members, as many
meetings with the complex care NP and PL centered on how to address identified issues,
improve clinic flow to maximize efficiency, and adjust roles and responsibilities to enhance
family experience. Key adaptations to the process, workflow, and survey, namely the addition of
three telehealth satisfaction and preference questions, were crucial to the success of the project.
Implications

While the CMC population comprises only a small proportion of the pediatric population,
they account for about one-third of all pediatric health system costs (Cohen et al., 2012a).
Improving quality of care could yield cost savings and result in better health outcomes. Given the
complexity and associated costs of caring for this population, optimizing beneficial services like
care coordination is essential. Though process improvement can be time consuming and require
thorough evaluation of programs, the benefit of optimizing the clinic’s flow and internal
protocols is vital to providing high quality and cost-effective care.

Prior to this DNP project, the PC3 had no mechanism or systematic method to evaluate

the quality of the care coordination services provided to families. The ability to assess these

24



activities provides vital information for quality improvement efforts, program planning,
expansion of services, and continued buy-in and financial support from hospital administration.
As prevalence of CMC in the United States continues to increase (Agency for Healthcare
Research and Quality, 2015), sustained assessment and demonstration of value will benefit the
clinic.

Strengths and Limitations

A strength of this project was the engagement of clinic leadership with the DNP student,
fostered by a relationship spanning 20 months. As the primary children’s tertiary center of the
Pacific, organizational commitment to this endeavor ran deep. The adaptability and flexibility of
the DNP student also facilitated the success of this project, as clinic goals and needs shifted with
the ever-changing demands of the COVID-19 pandemic.

This project has several limitations. The COVID-19 pandemic introduced challenges to
care delivery that affected process development but concerted collaborative efforts to implement
the survey overcame these barriers. While certain hospital policies prevented front staff from
taking a more active role in the survey workflow, clinic leadership reconfigured the workflow to
fit their existing structure. The latest version of the survey does not collect demographic data for
primary ethnicity, primary language, English proficiency, and health literacy. This new
information could improve understanding of existing disparities within the PC3. The DNP
student recommends that PC3 leadership add these new metrics to the current survey. Lastly,
survey response data were not analyzed as part of this project, so the effectiveness and utility of
the survey is still undetermined. However, the DNP student will analyze the collected survey

responses and share a summary of the findings to the PC3 team at a future meeting. The
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importance of disseminating this information cannot be underestimated and may reinforce buy-in
and support for the survey in the future.

Conclusion
DNP Essentials

This evidence-based QI DNP project met The Essentials of Doctoral Education for
Advanced Nursing Practice (American Association of Colleges of Nursing, 2006) and fulfilled
the needs of the clinic and its main stakeholders (see more details in Appendix E).
Sustainability

Upon the completion of this project, the DNP student will continue collaborating with the
complex care NP and PL to analyze survey results and disseminate information back to the clinic
care team, and to a broader audience, including HPH administration. Dissemination materials
will include a PowerPoint presentation and a handout or infographic summarizing this first round
of family experience evaluation results. Sharing back with the organization will facilitate
continuation of the practice change as well as provide a means of quantifying and exhibiting the
clinic’s value according to patients and families. This evaluation will provide the data and
evidence needed for the complex care NP and PL to discuss staffing needs, resource allocation,
service expansion, and continued financial support from HPH leadership.

In conclusion, this DNP project successfully met objectives with the development of a
meaningful survey and sustainable implementation workflow. As the CMC population continues
to grow and experience gaps in care and health disparities, the clinic and hospital, likewise, need
to continue to innovate and improve to meet the needs of their population. This project is a step

towards a comprehensive evaluation of clinic services. Future evaluations should garner PC3
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provider and referring PCP feedback and measure cost savings through preventable

hospitalizations and decreased emergency room utilization.
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Appendix A

Theoretical and Conceptual Framework
(Melnyk & Fineout-Overholt, 2011)

Step 1: Assess the need for change in
practice

-Include stakeholders

-Collect internal data about current practice
-Compare external data with internal data
-ldentify problem

-Link problem, interventions, and outcomes [

-Assess feasibility, benefits
new practice
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Appendix B

Levels of Evidence for Literature Synthesis

Level of i i
. Description Articles

Evidence

Level | Experimental study, randomized controlled trial (RCT). Systematic review of RCTs, 0
with or without meta-analysis.

Level Il Quasi-experimental study. Systematic review of a combination of RCT’s and quasi- 4
experimental, or quasi-experimental studies only, with or without meta-analysis.

Level Il Non-experimental study. Systematic review of RCTs, quasi-experimental and non- 5
experimental, or non-experimental studies only, with or without meta-analysis.

Qualitative study or systematic review, with or without meta-analysis.

Level IV Opinion of respected authorities and/or nationally recognized expert 3
committees/consensus panels based on scientific evidence, includes: clinical practice
guidelines, consensus panels.

Level V Based on experiential and non-research evidence, includes: literature reviews, 4

quality improvement, program or financial evaluation, case reports, opinion of
nationally recognized expert(s) based on experiential evidence.
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Appendix C

Paper Survey Tool to Assess Family Experience and Satisfaction

Pediatric Complex Care Clinic Family Experience and Satisfaction Survey

Aloha! Thank you for taking time to share your experience with our clinic. This survey will be used to help improve our services.
Please read the options below. Check or fill-in the circle that shows how much you agree or disagree with each statement. Please

also answer the following 3 lines about your child’s information.

Child’s Age: Child’s Gender (please circle): Male / Female / Transgender / Prefer not to answer

Circle all that your child has: Gastrostomy-tube / Tracheostomy / Ventilator / I do not know

Time in this complex care clinic (please circle): 0-6 months / 6-12 months / 1- 1% year(s) / 1% - 2 years / 2 or more years

Do not Do not
Strongly agree or < Strongly | know or
Agree Agree disagree Disagree Disagree | want to
(neutral) answer
Pam is my child’s care coordinator from the clinic. I know how to - & 5 5 - &
contact her. I can get in touch with her when I need to.
The care coor(.imator Pam knows about my child’s health. She supports 5 5 5 5 5 &
me and my child.
The care coordinator Pam helps me get services in the community. O o} O e} ) O
The care coordinator Pam helps me get medical equipment (ex: hospital s o s & . &
bed, wheelchair, trach or feeding tube supplies, etc).
The care coordinator Pam helps me get skilled nursing at home. o o o o o o}
P_am, my care coordinator talks to my primary care provider. She keeps - - " o ol @
him/her in the loop.
Pam, my care coordinator has contacted me in the last 6 months (by = i = % = &
cither telephone, text, email, or face-to-face).
In the last 6 months, Pam my care coordinator asked about changes in
s o o o o o o
my child’s health.
In the last 6 months, my care coordinator asked about my concerns. o o) 0 o o o}
After every clinic visit, I get an after-visit summary (AVS). It is easy to & 5 & 5 5 &
understand.
I have picked 2 goals to work on since my last visit in the clinic. o 0 O e} o @
In the last 6 months, my care coordinator Pam has asked about the - s s & - -
progress of my goals. We have updated our plan.
S.omef)ne from the team helped me fill out a POLST or an advanced 5 25 o & o &
directive.
I know what to do or who to call during an emergency. O o} O o} o O
I think that seeing all my child’s doctors in 1 day helps me. 0 0 0 0 0 o}
The team and clinic help me care for my child’s complex needs. o o) o} o (o) o}
Members of the care team talk to each other. They seem to know what
" § . ’ 3 QO ([©] o @] @] o
is going on with different providers.
I feel comfortable telling the team about my concerns. O o O o o O
I feel like the team listens to what I say. o o o} o © o}
I learn new skills and how to care for my child at the clinic. 0 o o} o o o}
I believe the team’s support has prevented unnecessary ED visits. 0 o o} o o o}
The help I get _from the clinic makes me feel confident. I feel like I can & 5 & 5 &5 &
care for my child.
The team reminds me that self-care is important. 0 o O o o 0
The team’s support has made my quality of life better. o} o o} o o o}
The help I get from the clinic is valuable. o o o} o (o) o}
I am satisfied with the services I get at the clinic. O ) O o} o} 0
1 PLEASE TURN OVER —»
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Please answer the following questions. Mahalo!

1. What is most helpful about our clinic?

2. What other help would you want from our team in the future?

37




Appendix D

Barriers and Facilitators to Survey Implementation and Sustained Practice Change by Core Team

Member

Discussion CCNP PL RN MA/PSR
Topics
Survey Barriers Many existing Support for care Competing Logistics, union

roles team > families priorities restrictions
Survey Strong buy-inand | Strong buy-inand | Cooperation, Buy-in, willingness
Facilitators support support flexibility to help
Practice Change | Logistics, work Logistical issues None identified None identified
Barriers load burden
Practice Change | Strong buy-in, Strong buy-in, No change to No change to
Facilitators workflow clinic value existing workflow | existing workflow

Note. Core team members are the complex care nurse practitioner (CC NP), physician leader

(PL), registered nurse (RN), medical assistant (MA), and patient service representative (PSR).
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Appendix E

HPH IRB Exemption Letter

HAWA I¢] | KAPrOLANI
PALI MOMI

PACIFIC | ... s
HEALTH | wiLcox

February 15, 2020

Michelle Quensell

Kapiolani Medical Center for Women and Children
1319 Punahou Street

Honolulu, HI 966826

Dear Ms. Quensell:

SUBJECT: EXEMPT FROM IRB REVIEW
Project Leader: Michelle Quensell
Project Title: An Evaluation of the Value of the Pediatric Complex Care Clinic
HPHRI Study Number: 2020-012

On February 15, 2020 a designee of the Institutional Official of Hawai‘i Pacific Health
determined the above referenced project is not research (as defined in 45 CFR 46.102(1))
subject to review by an Institutional Review Board. The project was reviewed and determined to
be a Quality Improvement activity and part of hospital operations as it seeks to improve patient
care.

Any report on the results of this study is to include only de-identified data in an aggregated
format.

Hawai'i Pacific Health Research Institute will maintain files on all studies determined to be
exempt from regulations.

Wﬂ
Wade Kyono, MD
Hawai'i Pacific Health Institutional Official Designee

Sincerely,

WK/as

39




Appendix F

Correlation of DNP Essentials to DNP Student Project

DNP Essentials DNP Project and Student Activities
I. Scientific e Performed literature search, review, and synthesis on care coordination
underpinnings for for the CSHCN/CMC population
practice e Incorporated high-level analysis of the current literature to indicate the

importance of care coordination for CMC, specifically when delivered
within the complex care clinic setting

e Assessed importance of the medical home model, and how the PC3
interplays with the pediatrician

Il.Organizational and | e Reviewed literature about best care delivery models for CMC population
systems leadership | e Worked with staff at different levels within the clinic to understand and

for quality develop clinical workflow in order to maximize efficiency and optimize
improvement and patient experience
systems thinking e Utilized advanced communication skills to lead Ql project and collaborate

with providers and clinic staff

[1l. Clinical scholarship | e Critically appraised existing literature to synthesize a Ql project to

and analytical develop an evidence-based family experience survey, implement the
methods for practice change, and develop a feasible clinical workflow to sustain the
evidence-based practice change
practice e Analyzed quantitative data and qualitative process outcomes

IV. Information o Utilized EPIC to build a panel of patients, pulled pertinent data elements
systems/technology | for analysis, and tracked survey implementation progress throughout the
and patient care implementation period

technology for the | e Developed panel and survey implementation tracking Excel spreadsheet
improvement and e Used online platform to deliver electronic survey tool amid the increased

transformation of use of telehealth delivery during the COVID-19 pandemic
health care
V. Health care policy e Advocated for equity regarding evaluating quality of care for this
for advocacy in vulnerable population who, prior to this project, had no way to provide
health care feedback on the care coordination services received in the clinic

¢ Discussed importance of developing a systematic process/protocol for
ongoing evaluation to give this population a voice

VI. Interprofessional e Utilized effective communication and collaboration skills with multiple
collaboration for levels of staff within the clinic during implementation and evaluation of
improving patient the survey and workflow
and population e Acted as a consultant specialist for care coordination programming,
health outcomes evaluation, skills building, care delivery, and systems level improvement

VII. Clinical prevention | e Analyzed epidemiological and scientific data for the CMC population of
and population interest, synthesized facts and evidence into related points to meet clinic
health for needs, objectives, and goals
improving the ¢ Evaluated different integrated models for services to CSHCN and CMC
nation’s health populations

e Addressed gaps in care coordination of the CMC population at the PC3
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VIII. Advancing nursing | e Designed, implemented, and evaluated a feasible and sustainable process
practice to evaluate family experiences at the PC3
e Demonstrated advanced levels of understanding, systems thinking, and
evaluation methodologies
e Transformed clinic needs into a feasible and sustainable practice change
that provides fiscal value and important feedback to hospital
administration
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