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Abstract 

Retinopathy of prematurity (ROP) is a disease that affects premature infants. This inquiry 

examined how clinical and operational leadership within the Calgary zone of Alberta Health 

Services could partner with parents of infants with ROP to create a smooth transition from 

inpatient to outpatient services. Within this inquiry, which applied an action research 

engagement methodology, multidisciplinary clinicians and parents participated in an electronic 

survey and interviews, respectively, while adhering to all Royal Roads University requirements. 

Key findings included four overarching themes of a clinician and parent relationship, a holistic 

approach, continuity of care, and parent resources. These findings informed the development of a 

systems framework for transitions in care and organizational recommendations. The five 

recommendations are to develop parent resources, provide continuing education for clinicians, 

ensure family centered care is a foundational philosophy in care delivery, designate a permanent 

ROP coordinator position, and establish an ROP multidisciplinary advisory council. 

 

Keywords: retinopathy of prematurity, family-centred care, patient engagement, 

transitions in care, partnership 
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Chapter One: Focus and Framing 

Retinopathy of prematurity (ROP) is a disease that affects infants born prematurely and is 

the leading cause of childhood blindness within developed countries (Asano & Dray, 2014, 

p. 282). Screening and management of the premature infant for ROP begins while the infant is an 

inpatient in the Neonatal Intensive Care Unit (NICU) and continues postdischarge through 

outpatient clinics. This transition from inpatient to outpatient services exposes the infant to safety 

risks caused by less than optimal communication and coordination of services (Accreditation 

Canada, 2013). As well, transitional concerns, issues, and problems may occur due to a 

disequilibrium caused by changes (Meleis, Sawyer, Im, Messias, & Schumacher, 2010). The 

philosophy of family-centred care (FCC) is that improved health outcomes are achieved when 

patients’ families actively participate in patient care (Gooding et al., 2011). Patient engagement 

is described as “patients, families, their representatives, and health professionals working in 

active partnership at various levels across the health care system—direct care, organizational 

design, and policymaking—to improve health and health care” (Carman et al., 2013, para. 7). 

This inquiry examined how to partner with parents of infants with ROP to enhance transitions 

from inpatient to outpatient services by incorporating the concepts of FCC and patient 

engagement.  

My interest in this inquiry topic is twofold. As a registered nurse with a clinical 

background in the NICU, I have cared for premature infants and their families while assisting 

with ROP screening and education. I have a great passion for this population and the journey of 

the infants and their families. As a parent of a child with health complications, I have had 

personal experience with the challenges of navigating the transitions between inpatient and 
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outpatient services. Both personally and professionally I felt that there was value in gaining an 

understanding of the parent experience during this time of transition to better inform decisions 

related to the amount and type of support offered. I engaged the parents and the clinicians who 

care for infants with ROP as key stakeholders in this inquiry to enable future change 

interventions to be grounded in authentic participant input (Rowe, Graf, Agger-Gupta, Piggot-

Irvine, & Harris, 2013). 

The inquiry took place in partnership with the Vision Clinic at the Alberta Children’s 

Hospital, which is a member of Alberta Health Services (AHS), a larger provincial health 

authority. The Alberta Children’s Hospital provides services to children under the age of 18 

years in the Province of Alberta. The Vision Clinic is responsible for the assessment and 

treatment of childhood eye disorders and follow up for ROP in the NICUs in Calgary (AHS, 

n.d.-b). I was employed as a Clinical Informatics Lead for the Chief Medical Information Office. 

My role is to help align initiatives and goals that will enable successful information technology 

implementations and transformational change for the provincial clinical information system. I do 

not work directly with the Vision Clinic or the Calgary Zone clinical units. 

The action research inquiry, as defined in Chapter 3, examined the following question 

and subquestions: How can clinical and operational leadership partner with parents of infants 

with retinopathy of prematurity to create a smooth transition from inpatient to outpatient 

services? 

1. What would stakeholders like to see established as an optimal level of ongoing 

partnership throughout care?  

2. How are parents supported in the transition between inpatient and outpatient services? 
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3. What opportunities for improvement currently exist in the transition from inpatient to 

outpatient services? 

4. What changes and resources are required to successfully adopt an ideal partnership 

approach recommended by stakeholders? 

5. How does the literature connect transitions in care, family-centred care, and patient 

engagement in a partnership approach? 

Clinical and operational leadership include clinicians who are in leadership positions 

such as nurse educators and physicians and individuals in formal leadership positions that 

oversee the day-to-day operations of the inpatient and outpatient units that care for the infant 

with ROP. 

Significance of the Inquiry 

ROP is a disease that develops in 84% of high-risk premature infants causing potential 

childhood blindness and an increased incidence of adverse motor, cognitive, and social 

developmental outcomes (Gardner, Enzman-Hines, & Dickey, 2011, p. 634). Management 

begins in the NICU and extends after discharge through outpatient clinics and in the community 

(Gardner et al., 2011, p. 635). In the spring of 2016 I met with the manager of the Vision Clinic 

and a lead ophthalmologist, and they identified that it was valuable to understand the experience 

of caring for an infant with ROP and what opportunities for improvement exist during the 

transition from inpatient to outpatient services (R. Sholes & S. Dotchin, personal 

communication, March 15, 2016).
1
 Engaging in this inquiry to examine how leadership can 

                                                 

1
 All personal communications in this report are used with permission. 
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partner with parents of infants with ROP allowed stakeholders to participate in improving 

collaboration and ultimately health outcomes. Although this inquiry focused on the ROP 

population, the findings, conclusion, recommendations, and the systems framework for 

transitions in care could potentially be applied to similar transitions in care within the neonatal 

population.  

When examining a partnership approach for transitions in care, it was essential to identify 

and involve the key stakeholders in the inquiry process (Stringer, 2014, p. 15). Stringer (2014) 

categorized these individuals as anyone whose lives may be affected by the current issue or the 

implementation of a new process (p. 15). I believe the list of stakeholders for this opportunity 

included evident individuals and less apparent stakeholders. The families of the infants with 

ROP, leaders and staff of the Vision Clinic, the ROP ophthalmologists preforming the screening 

and follow up, and NICU leaders and staff from each of the five Calgary sites were logical 

stakeholders. Other less apparent stakeholders included Pediatric Medical Unit staff and the 

Pediatric Intensive Care Unit (PICU). The stakeholder group was not static and new members 

were identified as I collected, analyzed, and theorized information about the issue (Stringer, 

2014, p. 15). I explore this subject further in Chapter 3 of this thesis. Gathering key stakeholders 

together and encouraging them to share their diverse knowledge of the issue provided a holistic 

view of current challenges and future opportunities (Stringer, 2014, p. 15).  

Organizational Context 

AHS is Canada’s largest provincial health authority delivering services to over 4 million 

people in Alberta as well as neighbouring provinces (AHS, n.d.-a). The organization is guided by 

a vision, mission, values, and foundational strategies to deliver high-quality and safe healthcare 
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(AHS, n.d.-d). The Alberta Children’s Hospital is situated within AHS and is one of the facilities 

in the province that provides care to children under the age of 18 years serving Calgary and 

Southern Alberta. The Vision Clinic is responsible for the assessment and treatment of childhood 

eye disorders and follow up for ROP in Calgary NICUs (AHS, n.d.-c).  

A newly implemented organizational vision of “Healthy Albertans. Healthy 

Communities. Together” (AHS, n.d.-d, para. 2) and the relevant foundational strategy for this 

inquiry, the Patient First Strategy (AHS, 2015), place emphasis on patient-focused delivery of 

care. The Patient First Strategy (AHS, 2015) is aimed at creating a culture of patient- and 

family-centred care within AHS (p. 8). The main objective is to ensure that patients and families 

are central to healthcare decisions and activities and are considered part of the healthcare team. 

This is accomplished by strengthening organizational culture and practices through improved 

communication, incorporating a team-based approach to care, encouraging respectful 

relationships between patients and healthcare providers, and improving transitions in care. This 

inquiry of partnering with parents of infants with ROP to create a smooth transition from 

inpatient to outpatient services aligned with the organizational vision and Patient First 

foundational strategy (AHS, n.d.-d, 2015). 

Systems Analysis of the Inquiry 

It is important to utilize systems thinking during the inquiry in order to see interrelated 

relationships specifically within transitions in care (Senge, 2006, p. 73). In this systems analysis, 

I first explore the organizational relationships between the care units that the parents and infants 

are a part of during their inpatient stay. I then use Meleis et al.’s (2010) transitions theory to 
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explore factors that influence the transition experience when a parent and infant with ROP move 

from inpatient to outpatient services. 

The ROP program within the Vision Clinic provides services across multiple sites within 

Calgary, including five NICUs in the city that care for high-risk premature infants. Each unit, in 

and of itself, is a complex system consisting of numerous health disciplines that provide care for 

the infants and families. Complex systems are defined as dynamic networks of interconnected 

individuals or groups that share a common outlook, need, or goal (Uhl-Bien, Marion, & 

McKelvey, 2007, p. 299). Due to high occupancy levels and the component that only one of the 

five NICUs is able to accommodate the youngest and most fragile patients, transfer of care 

between sites occurs frequently. ROP screening and treatment initiated at one site ideally 

continues at the next. Furthermore, if surgical intervention is required, the infant may be 

temporarily transferred to the Alberta Children’s Hospital and then returned to the original unit. 

Once the infant is ready to be discharged home, a referral is made to the outpatient Vision Clinic 

for follow up. This movement between multiple inpatient sites and the outpatient clinic creates 

an even greater complex internal system of dynamic networks. Moving through this system are 

the infant and parents. 

Meleis et al.’s (2010) transitions theory was developed to integrate what is known about 

the transition experience and is comprised of a number of major concepts including types and 

patterns of transitions, properties, and conditions. Although this theory has been used mainly to 

explain nursing phenomena related to transitions, I used it as a systems thinking framework to 

illustrate factors that influence the parent and infant transition and combined this with 

organizational structural considerations mentioned previously (see Figure 1). While this was a 
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new application of Meleis et al.’s (2010) theory, it seemed a reasonable systems thinking 

approach. As this systems analysis is applied, it may be identified that there are other systems 

thinking approaches that may be more appropriate.  

The first concept that influences the transition from inpatient to outpatient services 

involves the types of transitions. Although Meleis et al.’s (2010) transitions theory describes four 

types of transitions, this systems analysis incorporated three critical types of transitions that 

parents and infants with ROP experience simultaneously. They experience a health and illness 

transition, which is defined as a hospital discharge and diagnosis of a chronic illness, a 

developmental transition, which is described as developmental events such as reaching 

milestones, and a situational transition defined as changes in life circumstances such as caring 

for a premature infant (Meleis et al., 2010). The type of organizational transition was not 

included in the systems analysis, as it was associated with fluctuating environmental conditions 

that affect the lives of workers and clients (Meleis et al., 2010). Another concept is the pattern of 

transitions that include multiplicity and complexity (Meleis et al., 2010). Multiple transitions 

occurring frequently or concurrently, such as movement between care units, result in increased 

complexity in the transition. As such, there are implications for communication and knowledge 

sharing between units and the requirement for a liaison, which will be discussed further in 

Chapter 4. 
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Figure 1. Systems diagram of factors influencing parent and infant transitions in care. 

Another influential concept in transitions theory involves the properties of the transition 

experience that include awareness, engagement, change and difference, time span, and critical 

points and events (Meleis et al., 2010). Awareness speaks to the knowledge, perception, and 

recognition of the transition experience and directly impacts engagement, which is the degree to 

which an individual is involved in the transition (Meleis et al., 2010). Changes in roles, 

relationships, abilities, and identities are also factors that influence transitions (Meleis et al., 

2010). Im (2013) also described a time span for transitions as having a beginning, moving 

through a period of instability and distress, and ending with a period of stability. The last 
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property that influences transitions is a critical point or event such as the diagnosis of an illness 

such as ROP (Meleis et al., 2010). 

The final factor that influences transitions encompasses conditions such as personal and 

community and societal conditions (Meleis et al., 2010). Personal conditions are described as 

preparation, knowledge, socioeconomic status, and cultural beliefs, whereas an example of 

community and societal conditions are available resources (Meleis et al., 2010). All of these 

factors in addition to the organizational structure influence the transition of the parent and infant 

with ROP from inpatient to outpatient services. Individuals may go through smooth and 

successful transitions but frequently there may be opportunities for improvement arising from 

concerns, issues, or challenges experienced in transitions (Meleis et al., 2010). I conducted this 

inquiry in an effort to understand how to partner with parent of infants with ROP to facilitate a 

smooth transition from inpatient to outpatient services. 

Overview of the Thesis 

This chapter described the organizational significance, context, and systems analysis of 

this inquiry. Chapter 2 will review literature of relevant concepts such as, transitions in care, 

FCC, and patient engagement in comparing and contrasting ideas. Chapter 3 will outline the 

research methodology, project participants, data collection, and analysis. Chapter 4 will 

introduce findings and conclusions based on data analysis as well as scope and limitations of this 

inquiry. The final chapter will examine five study recommendations informed by analysis and 

participants, organizational implications, and opportunities for future inquiry. 
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Chapter Two: Literature Review 

In examining a partnership approach with parents of infants with ROP and the transition 

from inpatient to outpatient services, I conducted this literature review to draw together the 

concepts of transitions in care, FCC, and patient engagement. All three concepts were relevant to 

the inquiry in response to the fifth subquestion, which explored the overarching research 

question: How can clinical and operational leadership partner with parents of infants with ROP 

to create a smooth transition from inpatient to outpatient services? I have incorporated both 

scholarly sources and appropriate gray literature in comparing and contrasting ideas. The 

literature search included a number of strategies. Key terms such as transitional care, ambulatory 

care, outpatients, premature infant, hospitalization, retinopathy of prematurity, caregivers, family 

centred care, quality improvement, healthcare delivery, patient engagement, patient participation, 

committees, advisory councils, and collaboration were used to search Medline and CINAHL 

databases. Results were limited to the English language and current literature within the last 10 

years. 

Transitions in Care 

Care transitions occur in numerous settings including between departments, across 

organizations, services, across health states, and between healthcare providers (Accreditation 

Canada, 2013). Care transitions occur numerous times when interacting with the healthcare 

system and expose patients to safety risks caused by less than optimal communication and 

coordination of services (Accreditation Canada, 2013). The transition from being an inpatient in 

the NICU to discharge home and accessing outpatient services, carries with it added risks. Upon 

discharge, families are expected to manage the patient’s recovery with little or no support 
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(Coleman & Berenson, 2004). Coleman and Berenson (2004) commented that, in many cases, 

hospital personnel, in an effort to discharge the patient, do not accurately assess the family’s 

functional status and overestimate their knowledge of required care. Subsequently, during the 

transition to home, families often feel ill prepared to provide appropriate care (Cawthon et al., 

2012). I was unable to find literature that examined transitions specifically related to the family 

and infant with ROP, which may indicate a gap in the current literature. Coordinating care during 

these times of transition is essential for improving quality of care and optimizing health 

outcomes (Registered Nurses’ Association of Ontario, 2014, p. 17). Core concepts and 

definitions of transitions and patient perspectives will be explored in more depth in the following 

section.  

Core concepts and definitions. A number of health stakeholders, including patients, 

families, policymakers, and clinicians, have expressed an enduring concern about how to ensure 

continuity of care across services, settings, and time (Holland & Harris, 2007). Although I found 

ample literature that spoke to discharge planning and continuity of care, there is limited scientific 

evidence for quality indicators, components, and characteristics that support successful care 

transitions (Holland & Harris, 2007; Kansagara et al., 2016). This is due in part to the 

inconsistent naming and interchangeable use of a number of terms and concepts such as 

continuity of care, discharge planning, and transitions in care (College and Association of 

Registered Nurses of Alberta [CARNA], 2008; Holland & Harris, 2007). Holland and Harris 

(2007) synthesized literature that compared terms and definitions and proposed a conceptual 

framework for use of these concepts. Four interrelated concepts and definitions of hospital 

discharge planning, transitional care, coordination of care, and continuity of care emerged 
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(Holland & Harris, 2007). The definition of hospital discharge planning speaks to a process that 

it is timebound by the patient’s stay in an inpatient setting (Holland & Harris, 2007). Transitional 

care is also described as a set of actions or process that occurs between different levels or 

locations of care but with no specific events indicating a beginning and an end (Holland & 

Harris, 2007; Kansagara at al., 2016). Scholars did not view coordination of care as an 

intervention in and of itself, but rather as a component to discharge planning and transitional care 

in which planning and management activities are linked across various clinicians (Holland & 

Harris, 2007). The concept of continuity of care is concerned with the quality of care over time 

and included a focus on the patient’s health needs, personal context, as well as the interactions 

and relatedness between clinicians, patients, and families (CARNA, 2008; Holland & Harris, 

2007).  

I found three types of continuity of care mentioned in the literature: informational, 

relational, and management (CARNA, 2008; Holland & Harris, 2007). CARNA (2008) 

described informational continuity of care as “the efficient and effective transfer of information 

and accumulated knowledge of the client in order to bridge separate care events and ensure 

current care is appropriate for the client as they move from one care setting to another” (pp. 2–3). 

Relational or interpersonal continuity of care is defined as a therapeutic relationship between 

patient and clinician that is characterized by trust and spans past, present, and future care 

(CARNA, 2008; Holland & Harris, 2007). Management continuity encompasses the use of 

policies, protocols, and guidelines to support a coherent approach that is timely, orderly, and 

connected across multiple providers (CARNA, 2008; Holland & Harris, 2007). The family and 
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infant with ROP may have a positive or adverse experience of continuity of care types in the 

transition from inpatient to outpatient services. 

 

Figure 2. Holland and Harris (2007) conceptual framework for positioning hospital discharge 

planning within the context of quality health outcomes.  

Note. From “Discharge Planning, Transitional Care, Coordination of Care, and Continuity of 

Care,” by D. E. Holland & M. R. Harris, 2007, Home Health Care Services Quarterly, 26(4), 

p. 15. Copyright 2007 by D. E. Holland & M. R. Harris. Reprinted with permission. 

Holland and Harris (2007) proposed a conceptual framework that incorporates the 

concepts and definitions of discharge planning, transitional care, coordination of care, and the 

three types of continuity of care (see Figure 2). While this framework specifically highlights the 

timing, dimensions, and process of interventions within discharge planning and transitional care, 

this current inquiry focuses on partnership within transitional care and the incorporation of the 

three types of continuity of care outcomes; informational, relational, and management (Holland 

& Harris, 2007). While this framework seems to be nearest to the concept of this inquiry in the 

timing dimension, it may overgeneralize a number of complex processes within the systems and 

providers group as well as the patient and family group. While this is very helpful in 
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understanding and comparing concepts and definitions, other involved transitional aspects 

remain, hidden such as the relationship between the providers and the patients or families.  

Patient perspectives. The transition period from an inpatient to an outpatient setting is a 

vulnerable time for patients and families and exposes them to safety risks (Accreditation Canada, 

2013; Solan et al., 2015). While the patient in this inquiry was an infant with ROP, the term 

patient has been used for simplicity with the understanding that the parents have valuable 

perspectives. The incorporation of the patient and family perspective is imperative when 

considering interventions intended to improve continuity of care and the safety and effectiveness 

of transitions (Haggerty, Roberge, Freeman, & Beaulieu, 2013; Solan et al., 2015).  

Patients identified several barriers to successful transitions and overarching themes 

(Haggerty et al., 2013; Solan et al., 2015). In their qualitative study, Solan et al. (2015) examined 

the perspectives of pediatric patients’ families on the transition from hospital to home. The 

authors identified four concepts that were barriers to a successful transition; these included the 

ability to process information, desires for information and improvements in discharge, readiness 

to go home, and post discharge care (Solan et al., 2015). They found mental exhaustion, 

uncertainty, and the emotional toll of having a child in the hospital to be barriers to 

comprehending information (Solan et al., 2015). Families suggested the addition of discharge 

coordinators, patient advisors, and clear information would ease the hospital-to-home transition 

(Solan et al., 2015). Another barrier to a successful transition was the emotional readiness 

(anxiety, concern, and unease) and clinical readiness for the patient’s discharge (Solan et al., 

2015). Finally, families mentioned the stress associated with not knowing who to call once at 
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home, caring for a sick child, as well as their confidence level in providing this care (Solan et al., 

2015). 

In a metasummary of qualitative reports, Haggerty et al. (2013) identified patients’ 

experience and developed continuity of care themes. In the theme of connectedness as security 

and confidence, patients felt that continuity was tied to positive feelings of confidence, security, 

and support and negatively as mistrust, uncertainty, and vulnerability (Haggerty et al., 2013). 

These authors also felt that the experience of continuity went beyond specific encounters, which 

encompassed a connectedness between the health system and their personal lives. Patients also 

wanted to be active agents in their care with their ideas acknowledged within a therapeutic 

relationship of a trusted clinician (Haggerty et al., 2013). Haggerty et al. also highlighted the 

concepts of informational continuity, relational continuity, and management. Patients identified 

that being part of the information loop in, both receiving and giving care, facilitated personal 

agency (Haggerty et al., 2013). They also expressed the importance of having relational 

continuity in the form of a single trusted clinician who was their advocate (Haggerty et al., 

2013). Finally the patient’s experience with management continuity spoke to the belief that 

coordination between clinicians is assumed if there are no problems identified (Haggerty et al., 

2013). Patients questioned a clinician’s perceived competence and expertise if they found a lack 

of role clarity or received inconsistent messages (Haggerty et al., 2013). Haggerty et al. stated, 

“Professionals often forget that every transition is a new experience for patients, who need 

transition support” (p. 267). Clinicians may see multiple patients with similar concerns, but each 

person is unique in his or her needs. A transitional care plan that can be incorporated into the 

patient’s life and takes into account patient-specific comorbidities, resources, and capacities 
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facilitates continuity of care (Haggerty et al., 2013). Transitions in care concepts are essential 

pieces in forming a partnership with parents of infants with ROP. 

Family-Centred Care 

Patient-centred care is defined as “care that is respectful of and responsive to individual 

patient preferences, needs and values” (Institute of Medicine, 2001, p. 40). In settings that care 

for infants and children the term patient- and family-centred care (PFCC) is used to highlight the 

approach that is based on the philosophy that improved health outcomes are achieved when 

patients and families actively participate in their care (Gooding et al., 2011; Mastro, Flynn, & 

Preuster, 2014). Specifically within the neonatal population, the term FCC is used because 

parents are advocates for their infants (Gooding et al., 2011). FCC has also been described as an 

approach to healthcare that includes family in partnership through equality among partners and 

shared decision making (Coyne & Cowley, 2007; Gooding et al., 2011; Kuo et al., 2012). When 

care is adapted to the patient and family’s structure, cultural beliefs, and traditions, it contributes 

to effective collaborative decision making, improved health outcomes, and greater family 

satisfaction (American Academy of Pediatrics, 2003; Gooding et al., 2011; Ochieng, 2003). 

Barriers to FCC include ambiguous definitions, ineffective communication, inconsistencies in 

practice between staff at various sites, and a lack of organizational support for practice 

(Cockcroft, 2012; Coyne, 2015; Kuo et al., 2012). Leadership can mitigate these challenges by 

developing system-level strategies to foster FCC (Kuo et al., 2012; Vermoch & Bunting, 2010). I 

have used the FCC term in this inquiry to accurately reflect the population on which this study 

was based, although concepts from patient-centred care and PFCC are also incorporated. The 

following section will explore the principles and outcomes of FCC and associated barriers. I will 
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also review the literature on leadership, clinician, and family level strategies on how to increase 

FCC. 

Principles and outcomes of family-centred care. Within FCC, proponents have an 

understanding that the family is central to support the infant’s emotional, social, and 

developmental components of health (American Academy of Pediatrics, 2003). While I found no 

consensus in a formal definition of FCC, there is some agreement on fundamental principles that 

guide it (Kuo et al., 2012). A number of groups have developed principles to guide FCC within 

organizations. The American Academy of Pediatrics (2003) listed nine core principles of FCC 

that supports collaboration between healthcare providers and families (p. 692). These include 

respect, honouring diversity, choice, incorporating strengths, flexibility, providing support, 

honesty, collaboration, and empowerment. Alternatively the Institute for Patient and Family-

Centered Care (2010) listed four core concepts of FCC: respect, information sharing, 

participation, and collaboration. A recent Cochrane review of FCC literature identified five core 

concepts of education, information sharing, social-emotional support, adapting care to family, 

and shared decision making (Gallo, Campbell Hill, Eaton Hoagwood, & Olin, 2016). This 

reflected similar principles identified in a previous comparison of various organizations (Kuo et 

al., 2012). Kuo et al. (2012) identified five shared principles of FCC: information sharing, 

respect and honouring differences, partnership and collaboration, negotiation, and care in the 

context of families. Common themes across these studies spoke to respect and honouring 

differences, information sharing, adapting care to family, and shared decision making through 

collaboration. 
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Roseman et al. (2013) noted a number of positive outcomes have been identified by 

incorporating FCC in the organization. The American Academy of Pediatrics (2003) found that 

including clearly defined principles of FCC results in numerous benefits to key stakeholders and 

the larger system (p. 692). Applying FCC within a hospital setting produces positive outcomes 

including fewer unexpected complications and death, while in a primary care setting there is a 

reduction in costs associated with diagnostic test and referrals (Roseman et al., 2013). In addition 

to improved health outcomes, FCC may provide a more positive patient and family experience. 

Another outcome of FCC is enhanced staff satisfaction and improved communication between 

staff and patients as well as their families (Mastro et al., 2014). In addition to listing positive 

outcomes, Roseman et al. (2013) found that FCC may cause increased costs due to these patients 

and families accessing the healthcare system unnecessarily.  

Barriers to family-centred care. Scholars revealed a number of barriers to incorporating 

an FCC approach within healthcare. Kuo et al. (2012) noted an ambiguity around the definition, 

principles, and specific actions from both the healthcare provider and the family (p. 302). This 

lack of a formal definition can cause varied interpretations and misunderstandings, which may 

hinder FCC (Kuo et al., 2012). Often, from a healthcare provider’s perspective, FCC entails 

delegating more responsibility of care and decision making to the family (Kuo et al., 2012, 

p. 302). The assumption and expectation that parents would have increased participation in direct 

care may lead to the view that parents are another pair of hands (Coyne & Cowley, 2007, p. 902). 

This assumption may also lead to the stigmatization of good verses bad parents when staff 

expectations are not met (Coyne & Cowley, 2007, p. 900). While parents express the desire to 

engage in a partnership and shared decision making, an increase in responsibility as a primary 
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care provider is not preferred (Coyne & Cowley, 2007, p. 902; Kuo et al., 2012, p. 302). The 

parent’s primary purpose is to remain in a caregiver role and provide emotional support for the 

child (Coyne & Cowley, 2007, p. 902).  

Ineffective communication, not only between healthcare providers and families but also 

between staff is another barrier to FCC (Cockcroft, 2012). Families may be excluded from 

ongoing communication or when information is shared it may be vague, inadequate, or does not 

meet the family’s needs (Cockcroft, 2012, p. 106; Gooding et al., 2011). Furthermore, 

differences in culture or language can hinder effective communication and partnerships with the 

family (Kuo et al., 2012, p. 302). Inclusion of interpreter services can assist with translation of 

significant information. When transfer of care occurs between care providers within a unit or 

between sites, the family’s expressed wishes and information about the infant may be omitted. 

Written documentation of mutually agreed upon plans of care is essential to ensure that FCC is 

consistent with all care providers (Cockcroft, 2012, p. 107). 

Another barrier to an FCC approach is a lack of organizational support for 

implementation in practice (Kuo et al., 2012, p. 302). Since families may not be recognized as 

partners throughout the organization, there may be challenges at the unit level in developing a 

partnership with parents (Abraham & Moretz, 2012). As well, the current leadership may not 

values FCC and in turn not incentivize clinicians’ engagement in FCC (Abraham & Moretz, 

2012). The design of the physical space in the clinical unit should also be taken into 

consideration with respect to the family’s emotional, social, educational, and developmental 

needs (Gooding et al., 2011, p. 22). By clearly defining principles and taking a multilevel 
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approach to overcoming the barriers, organizations can support integration of an FCC approach 

to healthcare. 

Strategies to enhance family-centred care. When attempting to implement or enhance 

FCC, scholars have noted a number of strategies that organizations can use with a leadership, 

clinician, and family focus (Coyne, O’Neill, Murphy, Costello, & O’Shea, 2011; Vermoch & 

Bunting, 2010). To enhance FCC with a leadership focus it is important to ensure that clearly 

defined principles of FCC are incorporated into the organization’s overarching vision, mission, 

values, strategic plans, and practice guidelines (Kuo et al., 2012; Vermoch & Bunting, 2010). 

Policies and governing practice should support the inclusion of families in partnership, which 

reflects the partnership focus of this inquiry (Groene, 2011). This may include eliminating 

restrictive visiting policies and inclusion of families in policy redesign and high level planning 

(Cockcroft, 2012; Gooding et al., 2011; Kuo et al., 2012). It is also essential to ensure that there 

is adequate funding to support FCC initiatives including the creation of an FCC leadership 

position, guaranteeing the appropriate staffing levels within the practice area, and assuring 

appropriate reimbursement for physicians to support the additional time needed to facilitate FCC 

(Coyne & Cowley, 2007; Coyne et al., 2011; Kuo et al., 2012; Just, 2005; Vermoch & Bunting, 

2010). In addition, the selection of medical and administrative leaders who value and implement 

FCC will further enhance the practice at a leadership level.  

Strategies with a clinician focus include education and skill development of FCC through 

self-assessment, reviewing literature, workshops, and site visits where FCC is exemplary (Coyne 

et al., 2011; Moretz & Abraham, 2012; Vermoch & Bunting, 2010). Moretz and Abraham (2012) 

commented that although many clinicians believe that they are practising FCC, they may not 
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have a deep understanding of the core concepts. Researchers recommended that an FCC 

approach requires dialogue, negotiation, and mutual agreement between healthcare providers and 

families about the specifics of parental involvement in care (American Academy of Pediatrics, 

2003; Coyne & Cowley, 2007; Kuo et al., 2012). The education of clinicians could include topics 

such as foundational principles, cultural considerations, information sharing, and relationship 

development, which positively impact the system as a whole (Coyne et al., 2011; Kuo et al., 

2012).  

There are a number of strategies to enhance FCC with a family focus including resources, 

information sharing, participation, and collaboration (Coyne et al., 2011; Vermoch & Bunting, 

2010). To enhance FCC, psychosocial resources for families could include social services, 

psychology, and liaison nurses (Coyne et al., 2011). As well, providing financial resources to 

help reduce hospital expenses associated with a long-term illness, such as parking and meals, 

removes a barrier to families’ participation and FCC (Coyne et al., 2011; Kuo et al., 2012). 

Improving communication through information sharing between clinicians and parents also 

enhances FCC (Coyne et al., 2011; Vermoch & Bunting, 2010). This can be facilitated through 

the encouragement of families to ask questions and share information as well as the provision of 

unbiased, clear, and timely information by clinicians (Coyne et al., 2011; Vermoch & Bunting, 

2010). Improved communication coupled with solicitation of parents’ participation that honours 

the family’s preference in the degree of involvement further enhances FCC (Vermoch & 

Bunting, 2010). Collaboration can be facilitated through the development of patient and family 

advisory councils or individual advisors who contribute to high-level planning of FCC 

initiatives, the selection of leadership who support FCC, and the development of clinician 
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education and parent resources (Kuo et al., 2012; Moretz & Abraham, 2012; Vermoch & 

Bunting, 2010). Clearly outlining FCC principles, identifying barriers, and using a multilevel 

strategic approach with a leadership, clinician, and family focus can enhance FCC within the 

organization. 

Patient Engagement 

Increasing public and patient engagement in healthcare is a central theme in health 

policies in a number of countries (Coulter, 2011, p. xv). Varied definitions of patient engagement 

and the perceived interchangeability with the term PFCC potentially causes confusion (Carman 

et al., 2013). In this inquiry I used the term patient engagement for simplicity, while maintaining 

the underlying assumption that within the neonatal population parents and families would be 

involved in engagement activities. In addition, a number of other terms including patient and 

public involvement and patient representation are used when discussing the involvement of 

patients in specifically quality improvement initiatives (Groene & Sunol, 2015). While PFCC 

looks at a broader sense of partnership in healthcare, Carman et al. (2013) defined patient and 

family engagement as “patients, families, their representatives, and health professionals working 

in active partnership at various levels across the health care system—direct care, organizational 

design, and policymaking—to improve health and health care” (p. 224).  

The aim of patient engagement is to alter the relationship between clinicians and patients 

in a healthcare system in which providers are the primary decision makers, to a more active and 

influential patient role (Baker, Fancott, Judd, & O’Connor, 2016; Carman et al., 2013; Laurance 

et al., 2014). Outcomes of engagement include an improvement in patient experience, quality, 

safety, healthcare team effectiveness and processes, and the development of standardized patient 
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education and resources (Baker et al., 2016; Carman et al., 2013; Johnson et al., 2016; Laurance 

et al., 2014). The following section explores frameworks for engagement, associated barriers and 

challenges, as well as considerations. 

Frameworks for engagement. Researchers discussed a number of frameworks for 

patient engagement that examine a continuum of involvement that ranges from a paternalistic 

approach with the exclusion of patients to an empowerment approach of autonomous decision 

making (Caplan et al., 2014; Carman et al., 2013; International Association for Public 

Participation [IAP2], 2015; Thompson, 2007; see Figure 3). Within Figure 3, the boxes that do 

not contain information were due to the authors not mentioning that level of engagement. The 

IAP2 (2015) developed a five-level spectrum of participation that includes inform, consult, 

involve, collaborate, and empower. At the inform level, the goal is to provide objective 

information to facilitate understanding of an issue (IAP2, 2015). At the opposite end of the 

spectrum is empower, in which the final decision is made by the public (IAP2, 2015). The 

framework Caplan et al. (2014) proposed also contains five levels of engagement for public 

involvement and modified the Health Canada (2000) framework to use the term patient instead 

of public. This framework is similar to that of the IAP2 (2015) spectrum in which the levels of 

engagement include inform or educate, gather information, discuss, involve, and partner (Caplan 

et al., 2014). 
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Figure 3. Comparison of engagement frameworks. 

Note. IAP2 = International Association for Public Participation. This figure is based on 

information from Caplan et al. (2014), Carman et al. (2013), IAP2 (2015), and Thompson 

(2007). 

One notable difference is that the level of partner in Caplan et al.’s (2014) framework is 

equal to collaborate in the IAP2 (2015) spectrum. Carman et al. (2013) proposed three stages on 

the continuum of engagement of consultation, involvement, and partnership and shared decision 

making. Thompson (2007) also examined a continuum of engagement but compared professional 

determined, which paralleled the previous existing theories, and patient determined levels of 

involvement. Thompson (2007) suggested that the professional determined involvement 

represents how professionals position patients within engagement, whereas the patient 

determined involvement suggests a more active role in the wishes of patient in the amount of 

involvement they desire. Curiously, patients did not mention involvement, collaboration, or 

shared decision making as a step in engagement. A hypothesis may be that patients are not aware 
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of the possibility of involvement and shared decision making. Further research may be needed to 

determine why this was not mentioned. 

These frameworks for engagement can be used at a number of different levels within 

healthcare, as evidenced by Carman et al.’s (2013) multidimensional approach, which speaks to 

direct care, organizational decision making, and policymaking (Boivin, Lehoux, Lacombe, 

Burgers, & Grol, 2014; Khodyakov et al., 2016). Carman et al. (2013) described engagement at 

the direct care level as the integration of “patients’ values, experiences, and perspectives related 

to prevention, diagnosis, and treatment, including managing the patient’s health” (p. 225). 

Examples of this spanned the continuum range of patients receiving information about a 

diagnosis to engaging in an active partnership within the care team to make decision regarding 

their health (Carman et al., 2013). The level of organizational decision making is the partnering 

of patients and clinicians, including front-line managers and organizational leadership, in the 

planning, delivery, and evaluation of programs (Carman et al., 2013). Examples include 

incorporating patient experience surveys, involving patients as committee advisors, and 

conducting quality improvement projects that are co-led by patients (Carman et al., 2013; 

Khodyakov et al., 2016). Engagement at the policymaking level consists of the development, 

implementation, and evaluation of policies regionally, provincially, or nationally, and has the 

ability to change priorities (Boivin et al., 2014; Carman et al., 2013). Alternately, the term of 

public participation can also be used when referring to patient engagement at this level (Carman 

et al., 2013). Engagement along the continuum include health agencies facilitating focus groups 

with patients, using patient recommendations to guide research funding, and the allocation of 

resources is determined by a committee in which patients have equal representation (Carman et 
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al., 2013). While, patients and clinicians support engagement using frameworks across various 

levels in healthcare, it is important that the level of involvement remains optional and patient 

determined (Thompson, 2007).  

Barriers and challenges of patient engagement. Although authors noted various 

desired outcomes and frameworks for patient engagement, there remain barriers such as 

clinicians’ perceptions and lack of appropriate resources to guide engagement (Gagliardi, 

Lemieux-Charles, Brown, Sullivan, & Goel, 2008; Groene & Sunol, 2015; Johnson et al., 2016). 

Gagliardi et al. (2008) conducted an empirical study on patient and clinicians’ perceptions of 

patient involvement in service planning and found that, while both groups of participants 

supported patient participation, most clinicians believed that patients should make decisions in 

their own care and not at a service level. These prevailing opinions remain despite evidence 

suggesting that patients can comprehend and evaluate healthcare concepts objectively (Gagliardi 

et al., 2008). Clinicians’ perceptions also included a view that a partnership with patients is not 

realistic due to the required time and associated costs (Groene & Sunol, 2015; Johnson et al., 

2016). The time perceived as required for patient engagement is in addition to the extra work 

quality improvement initiatives already posed for busy clinicians (Caplan et al., 2014). While 

this may be the perception, a partnership approach that takes into account patient priorities to 

guide practice may offset perceived additional time and costs (Johnson et al., 2016).  

Another barrier to patient engagement is the lack of appropriate resources available to 

facilitate patient engagement in an organization (Gagliardi et al., 2008; Johnson et al., 2016). 

Training and orientation for both patients, in participation and role requirements, and clinicians, 

in understanding how to partner with patients, can be a challenge (Johnson et al., 2016). 
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Researchers further noted a lack of coordinators who have the expertise to facilitate effective 

patient engagement, which can be mitigated through the commitment from leadership for 

dedicated personnel (Groene & Sunol, 2015; Johnson et al., 2016). It is also important to note 

that effective patient engagement must be sincere, meaningful, and avoid tokenism by recruiting 

a diverse representation of patients that address cultural sensitivities (Baker et al., 2016; Johnson 

et al., 2016; Laurance et al., 2014). 

Considerations for engagement. In addressing barriers and challenges to patient 

engagement I noted a number of patient and organizational considerations discussed within the 

literature. One consideration is the development of rationale and benefits for engagement 

(Armstrong, Herbert, Aveling, Dixon-Woods, & Martin, 2013; Khodyakov et al., 2016). An 

unclear rationale for involving patients at any level can risk a move into tokenism instead of a 

meaningful, nonhierarchical partnership (Armstrong et al., 2013). Another consideration is the 

use of a framework or model to guide patient engagement within the context of the initiative as 

well as the designation of a point person to navigate complexities and provide coaching 

(Armstrong et al., 2013; Caplan et al., 2014). Caplan et al. (2014) suggested, ideally, the point 

person should reside outside of the organization and specialize in patient engagement strategies, 

although an internal candidate is not precluded if there is support from organizational leadership. 

The development of clear patient roles, responsibilities, and effective communication channels 

are also important considerations when undertaking patient engagement (Armstrong et al., 2013; 

Caplan et al., 2014). Armstrong et al. (2013) proposed that patient roles and responsibilities, 

which are developed by the patients themselves, can include a wide range of patient-facing (the 

creation of informational material) or clinician-facing responsibilities (attending meetings). 
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Sustained patient engagement within an organization requires continual effort (Caplan et al., 

2014; Khodyakov et al., 2016). Caplan et al. (2014) found that patients were more willing to 

share critical thoughts as the relationships developed through repeated interactions. The 

development of education, toolkits, best practices, and recognition for engagement efforts 

facilitate the sustainment of clinician and patient interactions (Caplan et al., 2014; Khodyakov et 

al., 2016). 

Chapter Summary 

In this chapter, I reviewed literature on the concepts of transitions in care, FCC, and 

patient engagement. I also examined core concepts and definitions and patient perspective of 

transitions in care. The chapter explored principles and outcomes of FCC, associated barriers, 

and leadership, clinician, and family-level strategies on how to increase FCC. I reviewed the 

philosophy of patient engagement, including frameworks for engagement, associated barriers and 

challenges, and considerations. In the following chapter I will present the methodology used to 

examine the overarching research question and subquestions. 
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Chapter Three: Methodology 

In this action research inquiry I examined the following question and subquestions: How 

can clinical and operational leadership partner with parents of infants with retinopathy of 

prematurity to create a smooth transition from inpatient to outpatient services? 

1. What would stakeholders like to see established as an optimal level of ongoing 

partnership throughout care? 

2. How are parents supported in the transition between inpatient and outpatient services? 

3. What opportunities for improvement currently exist in the transition from inpatient to 

outpatient services? 

4. What changes and resources are required to successfully adopt an ideal partnership 

approach recommended by stakeholders? 

5. How does the literature connect transitions in care, family-centred care, and patient 

engagement in a partnership approach? 

Methodology 

In this inquiry project, I applied the principles of action research, which Stringer (2014) 

defined as a systematic approach that facilitates understanding of a problem through the 

development of explanations (p. 5). Additionally, Coghlan and Brannick (2014) broadly defined 

action research as a collaborative democratic partnership that contains a sequence of events 

focused on problem solving in a cyclical process of constructing, planning, action, and 

evaluation (p. 6). In this collaborative process the stakeholders within the organization identify a 

specific issue they are experiencing, not an outside expert imposing a solution (Coghlan & 

Brannick, 2014, p. 46). According to Coghlan and Brannick, the purpose of action research is to 
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not only observe and record but also to generate change within the organization through 

engagement (pp. 48, 50). In this inquiry, I specifically used the action research engagement 

(ARE) model, which highlights the constructing or planning stage of traditional action research 

and provides a mechanism that strengthens the readiness for organizational change (Rowe et al., 

2013). The ARE model is a readiness for change cycle that is composed of five stages and results 

in the development of an action plan for the organization (see Appendix A for illustration of 

ARE model and association to subsequent stages of action research; Rowe et al., 2013). 

As action research can integrate a number of data-gathering methods, I employed a 

multimethod approach in this inquiry (Coghlan & Brannick, 2014, p. 49). I gathered data from 

participants through two methods, a survey and interviews, and demonstrated the trustworthiness 

of this inquiry. This was achieved through triangulation in the use of multiple data collection 

methods, clarification of researcher bias through the use of an inquiry team, peer review, and 

providing an audit trail (Glesne, 2016, p. 53). With the help of my inquiry team, I conducted the 

survey and interviews simultaneously, the results of which informed the dialogue for a make-it-

happen event with the clinical and operational leadership. The purpose of a make-it-happen event 

was to disseminate findings and implementation planning, which I further describe in the “Study 

Conduct” section of this chapter (Rowe et al., 2013).  

Project Participants 

To select participants for this inquiry I included two groups of individuals who were 

significant stakeholders in the organization (Stringer, 2014, p. 77). I identified these individuals 

through purposeful sampling. To select the first group of participants, I employed maximum 

variation sampling across a geographical area to include front-line clinical staff who are the first 
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to interact with the parent and infant with ROP and who are responsible for implementing 

recommendations from this inquiry (Glesne, 2016, p. 51). Inclusion criteria required participants 

hold a professional designation of registered nurse, neonatologist, ophthalmologist, orthoptist, 

fellow, nurse practitioner, or pediatrician and, at the time of the study, were working in the 

Alberta Children’s Hospital Vision Clinic, the Alberta Children’s Hospital Unit 2, Alberta 

Children’s Hospital PICU, or one of the five NICUs in Calgary. I excluded individuals with a 

professional designation other than the professions listed above and those who were not currently 

working in the desired clinical units. This exclusion criterion was chosen in an attempt to 

identify and narrow an extremely large and nebulous population of clinicians who interact with 

parent and infant with ROP, as there is no set group that sees them regularly. I selected these 

participants from a population size of approximately 950 individuals. This group of clinicians 

provided survey data in response to the five subquestions and in turn informed the inquiry 

question. 

I selected the second group of participants using physical homogeneous sampling, which 

identified similar cases to include the parents of infants diagnosed with or screened for ROP 

(Glesne, 2016, p. 51; Robinson, 2014, p. 26). This group of participants provided interview data 

in response to the five subquestions and were one of the primary stakeholder groups in the 

inquiry. Inclusion criteria included parents of infants who were current or former clients of the 

Vision Clinic at the Alberta Children’s Hospital and had been screened for or diagnosed with 

ROP at any stage or zone involvement (Gardner et al., 2011, p. 630). Exclusion criteria 

encompassed parents of infants who were discharged from the NICU less than 6 weeks prior to 

the start of data collection, as I did not want to introduce additional stress during a time of 
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transition. This took into account the potential of limited capacity to participate and decreased 

the impact to the participant’s welfare (Canadian Institutes of Health Research, Natural Sciences 

and Engineering Research Council of Canada, & Social Sciences and Humanities Research 

Council of Canada, 2014, p. 8). I selected participants from a population size of approximately 

50 and limited to a maximum of five individuals who best represented the various experiences 

with ROP and were the first to respond. 

The inquiry project team that assisted in this inquiry comprised four volunteers. The first 

team member was a research assistant with Calgary Zone ophthalmology group and was 

associated with the Alberta Children’s Hospital Vision Clinic. I selected this team member for 

her knowledge on conducting research projects within AHS and familiarity with acquiring 

operational approval. I required this team member’s support to acquire the necessary degree of 

legitimacy for this inquiry (Royal Roads University, School of Leadership Studies, 2016). The 

second inquiry team member was the ROP coordinator for the Calgary Zone and employed by 

the Alberta Children’s Hospital Vision Clinic. I select this team member for her knowledge of 

ROP and her experience with the clinical and operational stakeholders within the organization. 

The third inquiry team member was a member of the Master of Arts in Leadership 2015-3 cohort 

at Royal Roads University. I chose this team member for her knowledge of facilitating a group 

method and inquiry project requirements. The fourth inquiry team member was a former NICU 

nurse at the Alberta Children’s Hospital, and I chose this individual for her experience in group 

facilitation and clinical knowledge. Supporting activities included advising on organizational 

norms, accessing resources required for conducting research, logistics, providing input, piloting 

draft questions and methods, as well as acting as a recorder or observer for the group method. All 
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inquiry team members completed letters of agreement outlining role description and 

confidentiality prior to taking part in the research (see Appendix B). 

Inquiry Project Methods 

For this inquiry project I used a multimethod approach that included a survey and 

interviews (Coghlan & Brannick, 2014, p. 49). I chose each method deliberately for the 

participant groups to collect data and to strengthen readiness in the ARE change cycle (Rowe et 

al., 2013). When conducting each method and analyzing the data I remained conscious of ethical 

issues (see the “Ethical Issues” section at the end of this chapter for more information). 

Data collection methods. I first launched a 10-minute electronic survey, which front-line 

clinical staff completed. I developed the survey questions to answer the inquiry research question 

and subquestions. I chose the survey method due to the population size of approximately 950 

individuals that spanned a large geographical area (Stringer, 2014, p. 118; Sue & Ritter, 2007, 

p. 5). In addition, a majority of the front-line clinical staff work varying hours and shifts, which 

added to the difficulty of selecting an alternative method. Advantages of online surveys are that 

they are convenient, fast, efficient, confidential, anonymous, and reach a wide geographic area 

(Sue & Ritter, 2007, p. 7). Disadvantages include a reliance on software that may have technical 

limitations and that the data gathered may be superficial (Sue & Ritter, 2007, p. 13). I used a 

draw for a nominal gift card to encourage higher survey response rates, and I conducted this 

method in tandem with the second method. 

After examining Glesne’s (2016) work discussing various data-gathering methods, I 

chose to conduct semistructured topical interviews with parents of infants with ROP as my 

second method so as to learn about experiences and perceptions regarding the transition from 
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inpatient to outpatient services (p. 97). Semistructured interviews contain open-ended questions 

that aim to gain insight into participants’ experiences, knowledge, or opinion (Doody & Noonan, 

2013). Advantages of interviews consist of the ability for participants to provide detailed 

responses, tell their stories, ask clarifying questions, and describe what is important to them 

(Doody & Noonan, 2013, p. 29). Disadvantages with the interview method is that they are time 

consuming to arrange and complete, can seem intrusive, and may introduce researcher bias 

(Doody & Noonan, 2013, p. 29). I mitigated these disadvantages by setting aside the appropriate 

amount of time to arrange and complete the interview as well as to pilot the questions. 

Study conduct. Once I had received approval from my academic supervisor, sponsor, 

ethics review board, and organization to conduct the study, I began recruiting participants for 

each method and collecting the data, as outlined below. To assist with conducting this inquiry 

project, I followed Glesne’s (2016) advice and created a timetable to guide activities and assess 

time required for each task (p. 55). 

For the first method of an online survey, a member of my inquiry team sent electronic 

invitations to participate to the organizational email addresses of all prospective participants (see 

Appendix C). This email contained a hyperlink to participate in the survey. When participants 

clicked through on the survey link, they were led to a preamble page explaining the consent 

process (see Appendix D), which participants were required to complete prior to taking part in 

the survey. Once informed consent was received, the participants answered the survey questions 

and submitted their responses (see Appendix E). The survey was available for completion for 2 

weeks following the invitation, and a member of my inquiry team sent out a reminder email 1 

week before the closing date (see Appendix F). The third-party web-based survey provider 
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gathered both qualitative and quantitative data. I then retrieved the data in preparation for 

analysis. To ensure that the survey contained appropriate design and language, and to determine 

ease of use, I arranged for two front-line clinical staff to pilot test the survey process and 

questions prior to conducting the method (Glesne, 2016, p. 61). Given that I arranged for the 

invitation to be sent to all potential participants, conducting the survey may have increased 

awareness and “readiness” (Rowe et al., 2013, p. 6) for future engagement in the inquiry topic 

within the ARE model. 

I conducted the second method of four semistructured interviews concurrently with the 

first method and included the participants who were the first to respond. On my behalf, an 

administrative assistant delivered a paper letter of invitation to potential participants as they 

checked in to a scheduled ROP appointment at the Vision Clinic (see Appendix G). The 

invitation directed interested participants to contact me, and I screened those who responded to 

the invitation for eligibility for participation in the study (see Appendix H). The recruitment 

period was 3 months in duration, and minor adjustments in the recruitment process were required 

due to a low response rate. In the last month of recruitment, the administrative assistant also 

informed participants of when I would be onsite and able to conveniently conduct interviews in 

between their child’s appointments. During the screening process, I reviewed the information 

letter with the participants and asked if they wished to participate in the study (see Appendix I). 

At this time, I scheduled a convenient interview time and location with each participant. Prior to 

the start of the interview, I requested each participant sign an informed consent prior to taking 

part in the research (see Appendix J). Following Doody and Noonan’s (2013) advice, I began the 

recorded interview with a preamble and followed a semistructured format consisting of guiding 
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interview questions coupled with probes, prompting, and clarifying questions as required (p. 30; 

see Appendix K). After each interview, I sent the audio recordings to a hired transcriptionist who 

transcribed the material. The transcriptionist signed a nondisclosure agreement prior to receiving 

the audio files and completed transcriptions within 24 hours (see Appendix L). Following 

Stringer’s (2014) advice, I then compared the transcripts to the audio recordings to ensure 

accuracy (p. 93). As Glesne (2016) advised, I constructed interview questions in consultation 

with an inquiry team member to ensure clarity, grammar, and alignment with inquiry topic 

(p. 105). I then pilot tested these questions for flow, sequencing, and timing with a number of 

parent advisors, including a parent of an infant who had previous experience with ROP and a 

PFCC care liaison at the Alberta Children’s Hospital. 

I then disseminated the findings, conclusions, and draft recommendations to the Calgary 

Zone ROP clinical and operational leadership through a make-it-happen event, as suggested by 

Rowe et al. (2013), in the form of a focus group. I consulted with my sponsor and an inquiry 

team member to identify 14 individuals from various leadership positions within the Calgary 

Zone, including the NICUs, PICUs, Vision Clinic, and Pediatric Unit. Of these, seven 

individuals attended the focus group either in person or virtually. Rowe et al. (2013) stressed the 

“need for active participation of organizational members in planning and implementation 

change” (p. 13); as such, I identified that this group collectively had the ability to authorize the 

implementation of inquiry recommendations and were essential to involve in the change process 

to generate ideas and explore options on how to make progress on inquiry recommendations. 

Parents of infants with ROP were not included in the make-it-happen event, as partnership with 
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parents was not current practice and was the purpose of engaging in this inquiry. I further 

explore these opportunities in Chapters 4 and 5 of this thesis. 

Data analysis and validity. Following the advice of Glesne (2016), I used thematic 

analysis to identify themes and patterns in the data collected during the two methods and field 

notes (p. 184). I initiated analysis of the data after the completion of the survey and carried on 

with the analysis process throughout completing semistructured interviews. Glesne (2016) noted 

that continuing to reflect on the data is part of the analytic process and shapes the inquiry as it 

proceeds (p. 189). By knowing the data intimately, the interrelationship between categories and 

patterns became more evident (Saldaña, 2011, p. 95). To assist with this, I maintained a 

reflective research journal to capture insights and new perspectives (Glesne, 2016, p. 190). I used 

NVivo (QSR International, 2017) electronic software for organization and initial analysis. I 

began with a cycle of descriptive coding for the survey and the interviews separately, in which 

nouns were used to summarize data (Saldaña, 2011, p. 104; Stringer, 2014, p. 143). I organized 

descriptive coding for the survey responses by survey questions, while the interview responses 

were organized by the participant who responded. I then grouped codes together into categories 

using frequency, similarities, and differences within each method of survey responses and 

interviews (Saldaña, 2011, p. 104). In a third cycle of analysis, I followed Glesne’s (2016) advice 

and looked at patterns, relationships, and missing information between the survey and interview 

data to develop overarching themes (p. 200). I accomplished this by transcribing all categories 

onto sticky notes and rearranging them into families. 

In order to establish authenticity and trustworthiness of an inquiry, one must examine the 

quality, rigour, and criteria used in the conduct of the study (Coghlan & Brannick, 2014, p. 29; 
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Glesne, 2016, p. 53). The definition of trustworthiness is that the outcomes of the study are not 

reflective of the researcher’s biases, perspectives, or worldview (Stringer, 2014, p. 92). In this 

inquiry I employed a number of strategies to ensure a high level of trustworthiness and 

authenticity. Such strategies included triangulation using a multimethods approach, rich 

description through transcripts and field notes, peer review from inquiry team members, audit 

trails through saving and organizing research documents, and clarification of researcher bias 

through reflective journaling and use of an inquiry team (Glesne, 2016, p. 53). As a registered 

nurse and a parent who has experience with transitions in care, there was a potential for me to 

inadvertently introduce researcher bias in the development of the interview questions (Doody & 

Noonan, 2013). I mitigated this by ensuring members of my inquiry team assisted in developing 

and piloting questions, and I incorporated feedback from Alberta Children’s Hospital parent 

advisors. I employed the four processes of authenticity—being attentive, intelligent, reasonable, 

and responsible (Coghlan & Brannick, 2014, p. 29)—through each phase of the inquiry. 

Ethical Issues 

In conducting this research project I sought to extend knowledge through disciplined 

inquiry; as such, there was a potential risk to participants in my attempt to understand something 

unknown (Canadian Institutes of Health Research et al., 2014, p. 5). I strove to address any 

issues that arose in the design, conduct, or oversight of this inquiry that required ethical and 

reasoned responses (Canadian Institutes of Health Research et al., 2014, p. 5). The Tri-Council 

Policy Statement (Canadian Institutes of Health Research et al., 2014) contains guidelines for 

ethical research that are based on the three core principles of respect for persons, concern for 

welfare, and justice (p. 5). I address each of these in the subsections that follow. 
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Respect for persons. The principle of respect for persons identifies that human beings 

have value and deserve consideration and respect of autonomy (Canadian Institutes of Health 

Research et al., 2014, p. 6). In this inquiry I supported this guideline by seeking informed and 

ongoing consent from each participant while maintaining transparency during the conduct of the 

study. A potential risk associated with this inquiry was that the study may have raised 

expectations that the Vision Clinic will take steps to improve services. Although visible 

improvements may not be immediately apparent, in conducting this inquiry I attempted to 

deepen the understanding of the issue and facilitate the change process (Rowe et al., 2013, p. 21). 

Concern for welfare. The second principle of concern for welfare involves the attention 

to quality of personal life experience including physical, spiritual, and mental health as well as 

social and economic conditions (Canadian Institutes of Health Research et al., 2014, p. 7). In this 

inquiry I protected the welfare of participants by storing data on a password-protected computer 

and an encrypted flash drive. As well, I recognized that there may have been a potential risk to 

parents’ mental welfare by asking about challenges encountered in the transition of their infants’ 

care. To address this concern, as well as to ensure ongoing and informed consent in the process, I 

clearly explained to all participants that they had the right to stop and withdraw from the study at 

any time. I believe the benefit of this inquiry, which examined how to partner with parents, 

outweighed the potential risk. 

Justice. The third principle of justice incorporates the responsibility to treat all people 

equitably and fairly (Canadian Institutes of Health Research et al., 2014, p. 8). A population that 

requires special consideration is vulnerable individuals such as children, women, and those with 

diminished capacity (Canadian Institutes of Health Research et al., 2014, p. 8). This inquiry did 
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not involve the participation of a potentially vulnerable population. Inclusion and exclusion 

criteria of participants supported the inquiry question, which will in turn benefit future parents of 

infants with ROP. Additionally, as the researcher and with the help of my academic supervisor, I 

identified no researcher imbalance of power or conflict of interest present in the inquiry. While 

this inquiry was not technically considered multijurisdictional research, there were some 

different jurisdictional aspects (Canadian Institutes of Health Research et al., 2014, p. 101). The 

various clinical areas and professional designations that were involved in the data collection 

methods did not report to the Vision Clinic, who sponsored this inquiry, and vice versa. As such, 

I needed to obtain additional operational approval from the larger AHS organization prior to 

conducting this inquiry. 

Chapter Summary 

In this inquiry I used Rowe et al.’s (2013) ARE model methodology to examine the 

overarching research question and subquestions. I selected stakeholders from two groups of 

individuals for participation in a multimethod approach involving an electronic survey and 

semistructured interviews. I used thematic analysis to identify patterns and themes within the 

data collected. In conducting this research, I strove to uphold the Tri-Council Policy Statement 

(Canadian Institutes of Health Research et al., 2014) guidelines for ethical research. In the next 

chapter I present the study findings and conclusions and discuss the scope and limitations of the 

inquiry.  
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Chapter Four: Inquiry Project Findings and Conclusions 

This action research inquiry took place in partnership with the Vision Clinic at the ACH, 

which is a member of AHS, a larger provincial health authority. The ACH provides services to 

children under the age of 18 years in the Province of Alberta. The Vision Clinic is responsible 

for the assessment and treatment of childhood eye disorders and follow-up for ROP in the 

NICUs in Calgary (AHS, n.d.-c). The inquiry examined the following question and subquestions: 

How can clinical and operational leadership partner with parents of infants with retinopathy of 

prematurity to create a smooth transition from inpatient to outpatient services? 

1. What would stakeholders like to see established as an optimal level of ongoing 

partnership throughout care? 

2. How are parents supported in the transition between inpatient and outpatient services? 

3. What opportunities for improvement currently exist in the transition from inpatient to 

outpatient services? 

4. What changes and resources are required to successfully adopt an ideal partnership 

approach recommended by stakeholders? 

5. How does the literature connect transitions in care, family-centred care, and patient 

engagement in a partnership approach? 

In this chapter I describe the clinicians and parents who responded to the survey and 

interviews, respectively. I also present the study findings and conclusions and discuss the scope 

and limitations of the inquiry. 
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Inquiry Respondents 

In this inquiry I invited clinicians and parents to take part in a survey or semistructured 

interviews, as previously described. I discuss each of these participant groups in turn.  

Survey respondents. On my behalf, a member of my inquiry team sent a qualitative 

survey (see Appendix F) to a population of approximately 950 front-line clinicians in the Calgary 

Zone. A total of 60 individuals from varied professional designations and primary areas of 

employment responded, translating to a 6.3% response rate. Although there was representation 

from all but one professional designation, the majority of respondents self-identified as 

registered nurses (n = 43; see Figure 4). One respondent selected “other” and indicated a 

professional designation as a clinical nurse specialist. 

 
Figure 4. Professional designations of survey respondents. 

The survey questions prompted respondents to identify their primary area of employment. 

There was representation from each of the eight areas, with the majority of respondents 

indicating the FMC NICU (see Figure 5). This result was what I expected, as the FMC NICU is 

the largest employer of the areas surveyed. A number of participants indicated “other” as their 
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primary area of employment. Examples of other areas included clinicians who identified an 

entire hospital, such as the Alberta Children’s Hospital, or multiple sites across the Calgary 

Zone, such as various NICUs. Although exclusion criteria included a professional designation 

other than listed and those who were not currently working in the desired clinical units, the 

respondents did not select the “other” option for both professional designation and area of 

employment. I assumed that the individuals who completed the survey felt that they had 

important information to contribute to the inquiry; as such, I included these participants in the 

overall data set. 

 

Figure 5. Survey respondents’ primary area of employment. 

Note. ACH = Alberta Children’s Hospital; FMC = Foothills Medical Centre; NICU = Neonatal 

Intensive Care Unit; PLC = Peter Lougheed Centre; RGH = Rockyview General Hospital; 

SHC = South Health Campus. 

Interview participants. I invited parents of infants screened for or diagnosed with ROP 

to participate in an interview through the Vision Clinic. The four parents who were the first to 

respond were interviewed at a location, date, and time convenient to the participant. 

Demographic information included three Caucasian and one Indigenous parent, and two of these 

participants were living outside of Calgary city limits. There was a range of ROP severity from 
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stage zero to multiple surgeries and vision loss. There was also a range of experience with the 

Vision Clinic, including one veteran parent, two parents of infants currently enrolled in the ROP 

clinic, and one parent whose child was recently discharged from the clinic. Although the number 

of interview participants was not statistically significant, the intended purpose was to gather the 

lived experiences of parents to develop theoretical concepts through action research. 

Study Findings 

The qualitative data from the survey and the interviews were analyzed separately for 

descriptive coding and categorization cycles. In a third cycle of analysis, I looked at patterns and 

relationships between the qualitative survey and interview data to develop overarching themes. 

As I was interested in the theoretical indications of this inquiry, I chose to look at the qualitative 

thematic overlap between the two methods. The purpose of the quantitative data gathered within 

the qualitative survey was to provide a broad descriptive context about the participants and 

establish a baseline of the clinician’s opinion of the relevance of this inquiry topic.  

Through analysis of the data from the two methods, the following four overarching 

themes emerged: (a) clinician and parent relationship, (b) holistic approach, (c) continuity of 

care, and (d) parent resources. These four themes include a number of categories (see Table 1). 

Although each of these themes are individually significant and important, each theme influences 

the others in such a way that it would be of most benefit to include all when exploring how to 

partner with parents to create a smooth transition from inpatient to outpatient services. In 

discussing these themes I present excerpts from the surveys and interviews that are the most 

illustrative and articulate responses from multiple quotes. To maintain participant anonymity I 
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used the codes Clinician 1 through to Clinician 60 to refer to survey respondent data, and I used 

the codes Parent 1 through to Parent 4 to refer to information gathered from the interviews. 

Table 1 

Overarching Themes and Categories 

Themes  Categories 

Clinician and Parent Relationship Support for Parents 

Characteristics of Relationship/Family-Centred Care 

Multidisciplinary Collaboration 

Holistic Approach Multiple Health Issues of Infant 

Socioeconomic Factors 

Continuity of Care Service Delivery 

System Navigator 

Parent Resources Acquiring Knowledge  

Peer Support 

 

Theme 1: Clinician and parent relationship. The first theme that emerged was the 

clinician and parent relationship. Within this theme, participants discussed support for parents, 

characteristics of an ideal relationship between clinicians and parents, and multidisciplinary 

collaboration. 

Support for parents. To develop an understanding if clinicians felt it was foundationally 

important to support parents of infants with ROP, they were asked to rate their responses on a 

Likert scale from 1 to 7, with 1 being “not important at all” and 7 being “absolutely essential.” 

Of the respondents, 78% selected a 6 or 7, indicating that it is very important or absolutely 

essential to support these parents (see Figure 6). 
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Figure 6. Importance of supporting parents of infants with ROP. 

On the survey, I asked clinicians to provide a comment to explain their choices. In doing 

so they described that having an infant in the NICU can cause stress for the parents. In addition, 

clinicians commented on the seriousness of ROP and associated complications as rationale as to 

why supporting parents was important. One survey participant noted, “Having a child in the 

NICU is very stressful and emotional for parents. It is important to support parents who have a 

child with ROP because this can add even more stress” (Clinician 40). Another respondent 

stated, “[It] is terrifying for parents—they worry about their baby’s future and stress over 

whether or not their infant will be blind” (Clinician 3). Similarly, another survey participant 

asserted, “ROP can be very concerning to parents and a diagnosis can provide extra stress to the 

families” (Clinician 49). These statements were reinforced by parents’ experience of having an 

infant with ROP. One interviewee stated,  

It was stressful because just sort of having a brand new baby that had lots of medical 

things, it was just challenging. . . . I think for me it just keeps going back to it was such a 

stressful time already and it was just so intense. (Parent 4) 
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Characteristics of relationship/family-centred care. When talking about an ideal 

relationship with parents, not only did the clinicians mention FCC, they also went on to describe 

numerous characteristics of what it would look like. One survey respondent stated, “It is very 

important to support parents especially if we are focused on family centered care” (Clinician 1). 

The most frequently referenced characteristics included communication, being open, 

comfortable, and trust (see Table 2). Other themes were mentioned twice or less and as such 

these were not included in table. 

Table 2 

Characteristics of an Ideal Clinician–Parent Relationship 

Characteristics Times Referenced 

Communication 23 

Open 14 

Comfortable 9 

Trust 8 

Collaboration 5 

Supportive 4 

Honest 3 

 

When reviewing the data I noted a strong relationship between the words open and 

communication. With every mention of being open, communication was always referenced in the 

survey responses of clinicians although communication occurred alone. For example, one survey 

respondent stated, “Ideally it would include open communication in both directions” (Clinician 

45). Similarly, another participant asserted, “Bi-directional flow of information so both the 

medical team and the family have a clear understanding of plans/wishes/ fears” (Clinician 12). 
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Parents also mentioned communication as an important aspect: “Whenever we had questions, 

they’re willing to answer them” (Parent 2).  

Participants also frequently discussed the idea of being comfortable, and, although not 

explicitly mentioned, their comments alluded to an embedded concept of safety. One survey 

respondent stressed the importance of offering a space “where they [parents] feel comfortable 

expressing their concerns in an environment where they don’t feel judged” (Clinician 18). 

Another participant noted, “Parents are able to explain their concerns without fearing talking to 

the nurse or team” (Clinician 51). Yet another respondent commented, “Parents need to feel 

comfortable asking questions of their health care provider and need to not feel intimidated” 

(Clinician 3). I believe this concept of safety also extended into the characteristic of trust in an 

ideal relationship. As one survey respondent said, “Staff members should create a trusting 

relationship with parents” (Clinician 40). A parent shared a positive experience about trust in her 

relationship with her ophthalmologist: “From the very beginning she was so good with our 

daughter and so good with us and took her time to explain things to us and everything. So we felt 

supported by her. We felt like we trusted her” (Parent 4). 

Multidisciplinary collaboration. The participants also described multidisciplinary 

collaboration in the clinician and parent relationship. Both survey respondents and interviewees 

talked about parents as a part of the team: “An ideal relationship would be one where the whole 

multidisciplinary team would be on the same page” (Clinician 22). Another clinician noted, 

“Parents [are] valued as a very important member of the team” (Clinician 41). Parents said they 

felt outside of the team, and they would like more formal involvement as parent advisors: 



PARTNERSHIP IN CARE TRANSITIONS 60 

“You’re on the outside as a parent in the NICU. . . . You don’t have any authority. You don’t 

have any power” (Parent 1). Another interviewee stated,  

We wanted to be actively available for him [the infant], but it was discouraged by nursing 

staff and even some ophthalmologists. . . . It was difficult because you don’t want to be 

discouraged to not spend a role in your fighting child’s life. (Parent 3) 

Another interviewee also advocated for parents having a more active role:  

I think having the parent voice, and a patient voice, but in this case, because the children 

are so small, of course it’s going to be the parent voice. I really like the idea of parent 

advisors and parent advocates. (Parent 2) 

Another parent commented on how being frequently present helped in the transition period: “I 

think that must be a huge part in our experience that we were there for every step. . . . That 

probably has made it easier” (Parent 3).  

Clinicians reinforced the idea of a more formal role for parents as parent advisors:  

Parents who have been through the process would be exceptional candidates to survey on 

the practicalities and challenges of transitioning from weekly ROP exams in hospital to 

outpatient follow-up exams. The insight gained from families who have experienced any 

health care process or system can be invaluable to determine where system improvements 

can be made. (Clinician 7) 

In exploring the concept of collaboration, participants suggested that parents should determine 

the level of involvement and support: “I feel that discharge and transitional care should be 

primarily directed by parents. They know what they need and how they want support” (Clinician 

5). One interviewee commented, “I don’t know how much else I could’ve dealt with or handled. 
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Sometimes support can feel like another thing” (Parent 4). This illustrates that the level of 

involvement and care should be directed by parents. One interviewee discussed the concept of 

tokenism when involving the parents as a member of the team: “If you’re going to accept 

feedback from parents, then you have to be prepared to actually use what you hear” (Parent 2). I 

believe that this statement was also reflexive in nature as a comment that this inquiry should be 

used.  

Theme 2: Holistic approach. Another theme that participants talked about was a holistic 

approach to the transition from inpatient to outpatient services. Clinicians commented that often 

there is a lack of a holistic approach or systems view when there is a discharge from an inpatient 

setting. One clinician commented that a “seemingly myopic vision of the NICU does not 

appreciate or plan for the parental stressors of discharge” (Clinician 35). Other survey 

respondents commented that they were unaware of some of the transitional challenges 

experienced by parents: “I guess I don’t know enough about what the issues are in transition 

from inpatient to outpatient” (Clinician 26). Another respondent stated, “I honestly didn’t realize 

there wasn’t a smooth transition from inpatient to outpatient services” (Clinician 29). It is a 

challenge to have a holistic approach or view if clinicians are unaware of the transitional 

challenges experienced by parents. Clinicians also indicated that it was important to take a wider 

view into consideration because these parents are responsible for these infants once discharged. 

For example, one survey respondent stated, “These families are taking their babies home and will 

need to follow up” (Clinician 8). Within the overarching theme, participants noted two specific 

categories as important to consider: multiple health issues of the infant and family 

socioeconomic factors. 
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Multiple health issues of infant. Infants screened for or diagnosed with ROP often have 

comorbidities due to their prematurity. Both parents and clinicians spoke about how ROP is not a 

disease that occurs in isolation; as such, infants and families often face other health issues. One 

clinician commented, “Often, their child may have multiple pathological conditions meaning that 

ROP may just be one of a few” (Clinician 46). Another clinician stated, “Generally this diagnosis 

comes with other issues related to prematurity so these families are often dealing with a lot of 

issues which can become quite complex” (Clinician 44). Similarly, another respondent noted, 

“ROP is an example of one of the many comorbidities that neonates could experience graduating 

from the NICU” (Clinician 5). Parents echoed this sentiment during their interviews: “There 

were so many other health and things as well, so it [ROP] was just one piece of those different 

thing that were going on” (Parent 4). Another interviewee stated,  

[Infants] may have had the brain bleed surgery, or the heart valve surgery, or may be on 

breathing tube, may be on trach, but you had your baby early for whatever reason, and 

now you’re here to get this ROP testing. (Parent 1)  

These added health issues also require additional appointments that can affect the transition. One 

parent commented, “[ROP] was just like one of the 15 appointments we were going to have to go 

to, and one of all these other things we were going to have to watch and track” (Parent 4). 

Socioeconomic factors. Both parents and clinicians stressed the importance of 

considering socioeconomic factors that parents are experiencing outside of the hospital setting, 

such as travel from out of town, cultural diversity, a lack of family support, and financial 

concerns. Due to the population that the Vision Clinic serves, parents often travel from out of 

town for the infant’s ROP appointments: “Parents are coming from Okotoks, Red Deer, 
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Lethbridge” (Parent 1). One survey respondent commented, “Sometimes when patients are from 

out of town and getting their ROP checks done out of Calgary, we are never sure if they are 

receiving adequate follow up” (Clinician 27). Parents indicated that this can be an added 

challenge in the transition period: “Perhaps most challenging . . . once you, you know, take into 

account getting your baby ready and getting the travel time, that’s a good chunk of your day” 

(Parent 2). Another parent commented, “There’s so many things with all this medical stuff that 

you have to stay on top of, unless you make it your full-time job, and a lot of people don’t have 

the luxury or the ability” (Parent 4). These collective comments illustrate the added cost of travel 

and loss of wages if the parent is working. As well, there are cultural considerations for the 

population that the Vision Clinic serves: “We have so many immigrants here coming in. You 

have a lot of families that are diverse and . . . [for whom] English is not a first language” (Parent 

1). Similarly, another interviewee stated, “I can see how if English is your second language too 

that would be a challenge for you” (Parent 4). Parents also indicated that family support was 

important. One parent commented, “I think definitely my family was a big support. My parents 

were here from out of town, and they were able to just help with coordination of getting 

everything organized to take her to the hospital” (Parent 4). Another parent indicated that 

because they did not have support from their family, they had to move: “We have no family here 

in Calgary. That whole first year there that was our world. We even moved from the northeast to 

be close to the Children’s Hospital” (Parent 1). This also brings to light financial considerations 

in addition to travel costs of having an infant with ROP and attending the outpatient clinic. 

Theme 3: Continuity of care. Within the Calgary Zone there are a number of inpatient 

units that care for premature infants in which the initial screening for ROP occurs. Once the 
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infant is discharged home, screening and management of ROP often occurs at the Vision Clinic 

as an outpatient. A parent shared her experience of multiple transfers between units:  

She was born at Foothills, and then Foothills got really full, so they needed to transfer us 

out. So we transferred to PLC . . . they wanted to do laser surgery, and so they transferred 

us over to the Children’s Hospital. . . . We stayed for a couple of days. . . . They didn’t 

have room for us there, so they transferred us back to PLC. . . . So they transferred us 

back to the Children’s Hospital, and then they redid the laser surgery a second time. 

(Parent 4) 

Participants identified continuity of care as a theme when examining the transition from inpatient 

to outpatient services: “Continuity of care was really important. . . . There should be continuity 

of care” (Parent 1). Another parent commented, “It’s just sort of hard when everything is 

unknown. You just want some consistency and some predictability” (Parent 4). Within this 

theme, service delivery and a system navigator arose as main concepts. 

Service delivery. When transitioning from inpatient to outpatient services, participants 

have commented that although some transitions are smooth, there remain some opportunities for 

continuity. One respondent noted, “Our systems do not communicate well. The acute care and 

outpatient portfolios are under different management, and I believe this hampers the support and 

considerations of parents in their care of an infant once discharged” (Clinician 35). Another 

survey participant stated, “There remain some challenges and gaps in service delivery” 

(Clinician 7). Parents also commented on the variability in ophthalmologist’s practice and 

screening times in the NICU:  
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The only other thing that was really tricky . . . being in the hospital waiting for the eye 

exam, because the doctors, you never know when they’re coming, . . . but it’s hard 

because we always wanted to be there for the eye exams. (Parent 4) 

This same participant went on to explain, 

We saw number of different ophthalmologists, which was a little frustrating because, and 

I know that they rotate through who goes to the NICU, but it was hard because they 

hadn’t seen her the week before, so they said, “Well, for me this looks like plus.” For 

someone else it was pre-plus, [and] for someone else it was . . . right? And they all have 

different techniques in how they examine the baby’s eyes, and those sorts of things as 

well. And I know they’re all professionals, and they all want what’s best for the babies 

and everything, but they all had different opinions about her care. (Parent 4) 

System navigator. The concept of a system navigator was highlighted by participants as 

having a positive impact on the transition from inpatient to outpatient services. A parent who had 

an infant as a patient in the Vision Clinic prior to the creation of the ROP coordinator position 

commented that there was no contact person for concerns: “There was never given a go-to 

person that you could call if you have questions or if you’re concerned” (Parent 1). Parents who 

had more recent experience with the Vision Clinic have commented on how the ROP coordinator 

supported the transition: “I found the transition pretty smooth. They were pretty good about 

booking everything for us and telling us, ‘This is your appointment day. This is the time.’ That 

kind of thing. We worked with . . . the ROP coordinator” (Parent 4). Clinicians also commented 

on how the ROP coordinator not only supported parents but also clinicians as well: 
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I really feel that things are better since the ROP coordinator has been in place. She is a 

visible presence on our unit for questions from charge nurses and staff. She talks to the 

parents about ROP before the first screening and educates them. This is a very important 

first step in engaging the parents in the whole process and wasn’t always done as well 

prior. (Clinician 42) 

Theme 4: Parent resources. The final theme that I identified was parent resources. 

Participants again talked about how parents are caregivers for the infant and require resources to 

ensure best possible outcomes for the infant. One survey respondent stated, “Parents are the 

advocates and caregivers of this child” (Clinician 57). Another respondent noted, “It is 

imperative that we support families of premature infants to ensure they are knowledgeable on the 

condition that afflicts their child and are fully able to provide all the care required to ensure best 

possible long term outcomes” (Clinician 7). One interviewee commented, “I think the more 

information there is that’s accurate information and truthful information, I think is really 

important” (Parent 4). Similarly, another interviewee stated, “I think knowledge is everything” 

(Parent 3). Within this theme, the two main concepts of acquiring knowledge and peer support 

surfaced. 

Acquiring knowledge. Participants mentioned a number of different ways of acquiring 

knowledge through educational materials and orientation sessions. Both clinicians and parents 

spoke in general terms of understanding ROP and more specific in the types of educational 

materials including videos, pamphlets, handouts, and posters. One survey respondent stressed the 

importance of “ensuring that parents understand the disease and its progression, at what point 

medical or surgical intervention may be required, who the ROP ophthalmologists are, and how to 
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ensure the eye exam is as minimally invasive as possible” (Clinician 7). One interviewee 

appreciated receiving printed information: “For me, paperwork as I like paperwork and I like 

handouts and those sorts of things and I like to be able to take something and read it” (Parent 4). 

As well the parent remarked,  

Having information about ROP up and information about the different stages. . . . I think 

the more information there is that’s accurate information and truthful information I think 

is really important . . . at the actual clinic, I think having poster up or having information 

about that. (Parent 4) 

Another parent stated, “That would have helped, having an orientation video and link. This is 

what you may expect at your first appointment and just do a video” (Parent 1). Participants also 

commented on ensuring that the educational materials could be translated into different 

languages, which echoed the cultural considerations mentioned in the holistic approach theme. 

As one interviewee noted, “It doesn’t have to be super glossy. Then you just have to make sure 

someone in AHS has the ability to translate it in the languages” (Parent 1). When participants 

talked about orientation sessions, they spoke about what to expect at the first outpatient 

appointment and what services the ACH offered onsite:  

Maybe if they did an info session on how. . . . Okay, so in the hospital you get to sit here 

and here there’s no pressure, there’s no commute. There’s no whatever. But when you 

leave, you do still need to follow up. It’s important for your child’s vision. This is what 

it’ll look like, like you will come and park and go up two levels. (Parent 3) 
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Another parent noted, “Again that information about these are the resources to you as a parent 

coming to the clinic for an extended amount of time in one day. Room for pumping, stroller 

parking area, Emily’s backyard, bathroom” (Parent 1). 

Peer support. In addition to acquiring knowledge, participants identified that peer 

support was an important parent resource in the transition from inpatient to outpatient services: 

“Having someone just come in and share their experience. The ROP experience from the NICU 

is very different from the ROP clinic” (Parent 4). Another parent commented, “There were a lot 

of parents that probably could have benefited from having somebody who’s experienced the next 

steps, share their experience” (Parent 3). Parents also commented that the peer support should be 

optional:  

I think you have two camps of parents. You’ll have a set of parents who, regardless of 

what their situation is, will want to reach out to other parents so they can have their 

shared experience. Or you’ll have another set of parents, and I think this is where I fall 

into, where I don’t want to know anyone else’s story. (Parent 2) 

Summary of findings. Through the data analysis, the four overarching themes of 

(a) clinician and parent relationship, (b) holistic approach, (c) continuity of care, and (d) parent 

resources emerged from participants’ responses in the survey and interviews. Each theme had a 

number of categories that illustrated important aspects within and were used to inform the study 

conclusions, which I present in the following section. 

Study Conclusions 

From the four overarching themes and associated categories, the following five 

conclusions collectively answered the research question and subquestions: 
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1. It is imperative that the level of support and involvement required is determined by 

parents. 

2. A trusting relationship between parents and clinicians is essential in developing a 

multidisciplinary partnership. 

3. Accurate knowledge and information shared between clinicians and parents is vital. 

4. Continuing education and resources for clinicians and parents are critical. 

5. A system navigator for the ROP program is crucial to facilitate engagement across 

portfolios and to support the needs of parents and clinicians. 

Conclusion 1: It is imperative that the level of support and involvement required is 

determined by parents. Within the inquiry findings, participants suggested that the level of 

involvement and support in the transition from inpatient to outpatient services should be 

determined by the parents. This concept was also reflected in the literature, specifically in the 

notions of transitions in care, FCC, and patient engagement. Participants commented that having 

a premature infant in the NICU and being diagnosed or screened for ROP can be a stressful and 

overwhelming time for the parents. As well, they mentioned how ROP is not a disease that 

occurs in isolation and that often infants and families are facing other health issues. The 

emotional toll of having a child in the hospital was also mentioned in the literature (Solan et al., 

2015). Solan et al. (2015) highlighted mental exhaustion and uncertainty as barriers to 

comprehending information in the transition period. Participants in the current study noted the 

need for parents to primarily direct transitional care, as they are aware of the kind of support they 

require and the best way to receive it. Inquiry participants also commented that sometimes 

support can seem like another item that adds to the already stressful situation. As discussed in 
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Chapter 2, although clinicians see multiple patients in the transition period, each transition is a 

new experience for the parents; as such, clinicians should take into account each family’s unique 

needs, desires, and requirements for support (Haggerty et al., 2013). 

FCC was described in the literature as being responsive to individual preferences, values, 

and needs of families through partnership (Coyne & Cowley, 2007; Gooding et al., 2011; 

Institute of Medicine, 2001; Kuo et al., 2012). As well, the principles of FCC included choice, 

flexibility, and adapting care to the family (American Academy of Pediatrics, 2003; Gallo et al., 

2016). Participants also described FCC as an ideal relationship between clinicians and parents 

that incorporated the characteristics of open communication, comfort, and trust. Improved 

communication coupled with solicitation of parents’ participation that honours the family’s 

preference in the degree of involvement further enhances FCC (Vermoch & Bunting, 2010). 

Parents in the current study commented on wanting to be actively available and involved despite 

being discouraged by clinicians. The literature also recommended that an FCC approach requires 

dialogue, negotiation, and mutual agreement between clinicians and families about the specifics 

of parental involvement in care, as families desire different levels of involvement (American 

Academy of Pediatrics, 2003; Coyne & Cowley, 2007; Kuo et al., 2012). 

Participants commented on the notion of the inclusion of the parent voice and parents as 

important members of the multidisciplinary team in a more formal capacity. Parents indicated 

that they felt outside of the team and had little authority. Literature suggested that involvement in 

engagement should be patient or parent determined and the parent’s wishes should carry more 

weight (Thompson, 2007). For example, a continuum of engagement at the direct-care level 

should incorporate parents’ perspectives, values, and experiences in the care of the infant 
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(Carman et al., 2013). It is important for the level of involvement to remain optional and patient 

determined (Thompson, 2007). Authors also proposed that the patient or parent roles and 

responsibilities be developed by the patients or parents themselves and can include a wide range 

of patient-facing (the creation of informational material) or clinician-facing responsibilities 

(Armstrong et al., 2013). 

Conclusion 2: A trusting relationship between parents and clinicians is essential in 

developing a multidisciplinary partnership. Participants described an ideal relationship 

between parents and clinicians as foundational in developing a partnership and included a 

number of characteristics such as comfort, trust, and an embedded concept of safety. Participants 

noted it was important for parents to be able to express their concerns and ask questions without 

the fear of judgement or intimidation from the clinicians. Participants also commented that staff 

should create this trusting relationship with parents. In Chapter 2 I introduced the theme of 

connectedness in transitions, in which patients felt that continuity of care was tied to positive 

feeling of security and support as opposed to negative feelings of mistrust and uncertainty 

(Haggerty et al., 2013). More specifically, scholars identified relational continuity of care as a 

therapeutic relationship between clinicians and patients that is characterized by trust and spans 

past, present, and future care (CARNA, 2008; Holland & Harris, 2007). 

Study participants commented that the ideal relationship should include parents as a 

valued member of the multidisciplinary team. As mentioned in the literature review, common 

principles of FCC support collaboration between clinicians and families through respect, 

honouring differences, partnership, and shared decision making (American Academy of 

Pediatrics, 2003; Gallo et al., 2016; Institute for Patient and Family-Centered Care, 2010; Kuo et 
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al., 2012). While FCC looks at a broader sense of partnership in healthcare, the literature 

suggested that when this active partnership is extrapolated across the various levels to improve 

healthcare within the system, it becomes patient engagement (Carman et al., 2013). The aim of 

engagement is to alter the relationship between clinicians and patients in which providers are the 

primary decision makers to a more active and influential patient role (Baker et al., 2016; Carman 

et al., 2013; Laurance et al., 2014). Parents in this study noted they would like to be more 

involved as a member of the team and expected that feedback from parents must be used. This 

was reflected in the review of patient engagement literature, as authors suggested that parent 

involvement must be sincere and meaningful in a nonhierarchical partnership to avoid tokenism 

(Armstrong et al., 2013; Baker et al., 2016; Johnson et al., 2016; Laurance et al., 2014). This 

relationship can extend beyond the direct care level into that of organizational decision making 

through the partnering of patients and clinicians in the planning, delivery, and evaluation of 

programs (Carman et al., 2013). Examples include incorporating patient experience surveys, 

involving patients as committee advisors, and conducting quality improvement projects that are 

co-led by patients (Carman et al., 2013; Khodyakov et al., 2016). Study participants echoed this 

in expressing their desire for the inclusion of parent advisors or advocates who have experience 

with the healthcare system and who are able provide invaluable recommendations for system 

improvements. 

Conclusion 3: Accurate knowledge and information shared between clinicians and 

parents is vital. The findings in this inquiry led to the conclusion that it is vital for accurate 

knowledge and information to be shared between clinicians and parents. Participants spoke about 

how it is not only important for parents to have accurate information and knowledge about ROP 
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but that there also must be a bidirectional flow of information between the clinicians and parents. 

In the transition from inpatient to outpatient services, the literature described informational 

continuity of care as the accumulated knowledge of the patients’ care effectively transferred 

between care settings to ensure that care is appropriate (CARNA, 2008). While this speaks to the 

clinical responsibilities in the transfer of information, other literature discussed the involvement 

of patients in the informational loop of giving and receiving information (Haggerty et al., 2013). 

Written documentation of a mutually agreed-upon plan of care is essential to ensure that the 

expressed wishes of the parents and information about the infant are not omitted in the transfer of 

care between units or sites (Cockcroft, 2012, p. 107). The involvement of patients or parents was 

identified as facilitating personal agency (Haggerty et al., 2013). Parents in this study echoed this 

sentiment by stating that accurate knowledge is everything. 

Participants spoke about how open communication was a characteristic of an ideal 

relationship and FCC. As introduced in Chapter 2, improving communication through 

information sharing is mentioned as a common principle of FCC (Coyne et al., 2011; Gallo et al., 

2016; Institute for Patient and Family-Centered Care, 2010; Kuo et al., 2012; Vermoch & 

Bunting, 2010). This can be facilitated through the encouragement of families to ask questions 

and share information as well as the provision of unbiased, clear, and timely information by 

clinicians (Coyne et al., 2011; Vermoch & Bunting, 2010). Study participants also discussed the 

notion of clinicians encouraging parents to ask questions and then being willing to answer them. 

The literature also mentioned that a barrier to FCC is ineffective communication that can occur 

through the exclusion of families from ongoing communication, information that is shared may 

be inadequate, vague, or does not meet the family’s desires, or between healthcare providers 
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(Cockcroft, 2012, p. 106; Gooding et al., 2011). As well, the literature spoke to differences in 

culture or language that can hinder effective communication and partnerships with the family 

(Kuo et al., 2012, p. 302). Participants in this study echoed the requirement for cultural 

considerations, as many immigrant families that the Vision Clinic serves do not speak English as 

a first language. Participants stressed the need for information to be translated into different 

languages to ensure accuracy and a holistic approach. 

Conclusion 4: Continuing education and resources for clinicians and parents are 

critical. Participants in this study spoke to the importance of education and resources for parents 

in the transition for inpatient to outpatient services. Participants commented that since parents are 

caregivers for the infant, they require resources to ensure best possible outcomes for the infant. 

Participants suggested that educational materials be supplied as a resource for understanding 

ROP and its progression and treatment in the form of videos and written material. As introduced 

in the literature review, other families also suggested that clear information would ease the 

transition from hospital to home (Solan et al., 2015). Participants also commented on the 

importance of socioeconomic considerations for parent resources such as travel from out of 

town, cultural diversity, a lack of family support, and financial concerns. The literature echoed 

the concerns regarding psychosocial and financial resources and noted there are areas in which 

organizations can enhance FCC (Coyne et al., 2011; Kuo et al., 2012; Vermoch & Bunting, 

2010). Scholars also described the development of standardized patient education and resources 

as an outcome of effective patient engagement (Baker et al., 2016; Carman et al., 2013; Johnson 

et al., 2016; Laurance et al., 2014). 



PARTNERSHIP IN CARE TRANSITIONS 75 

The participants in this study commented on the need for education and resources for 

parents, but education for clinicians not was specifically stated. While the single knowledge 

deficit clinicians noted in this inquiry was their lack of awareness of transitional challenges for 

parents, scholars strongly suggested that education for clinicians about FCC and patient 

engagement is also important (Caplan et al., 2014; Coyne et al., 2011; Khodyakov et al., 2016; 

Kuo et al., 2012). A barrier to incorporating an FCC approach is the ambiguity around definition 

and principles, which can lead to varied interpretations and misunderstandings by clinicians 

(Kuo et al., 2012). Clinicians’ perspectives may include the idea that FCC is the delegation of 

more responsibility of care and decision making to the family, and, when these expectations are 

not met, it may lead to judgements of good versus bad parents (Coyne & Cowley, 2007; Kuo et 

al., 2012). The literature suggested that although many clinicians believe that they are practising 

FCC, they may not have a deep understanding of the core concepts and the requirement of 

dialogue, negotiation, and mutual agreement between healthcare providers and families about the 

level of parental involvement in care (American Academy of Pediatrics, 2003; Coyne & Cowley, 

2007; Kuo et al., 2012; Moretz & Abraham, 2012). Educational and skill development strategies 

for clinicians can be achieved through self-assessment, reviewing literature, workshops, and site 

visits where FCC is exemplary (Coyne et al., 2011; Moretz & Abraham, 2012; Vermoch & 

Bunting, 2010). 

In addition to clinician education and resources for FCC, education and training for 

patient engagement is also important. As introduced in the literature review, patient engagement 

requires continual effort and the development of engagement education, toolkits, best practices, 

and recognition that facilitates the sustainment of clinician and patient interactions (Caplan et al., 
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2014; Khodyakov et al., 2016). With regards to patient engagement and partnership, clinicians’ 

perceptions included a belief that patients should make decisions in their own care, not at a 

service level, as well as a view that a partnership with patients is not realistic due to the required 

time and associated costs (Caplan et al., 2014; Gagliardi et al., 2008; Groene & Sunol, 2015; 

Johnson et al., 2016). Current evidence that engagement can offset costs and understanding how 

to partner with parents can be included in training and orientation for clinicians (Johnson et al., 

2016). The education of clinicians in foundational principles of FCC and patient engagement 

positively impacts the system in its entirety. 

Conclusion 5: A system navigator for the ROP program is crucial to facilitate 

engagement across portfolios and to support the needs of parents and clinicians. In the 

inquiry findings, participants commented on a positive experience with the system navigator for 

the ROP program in the Calgary Zone and scholars recommended a navigator to support 

transitions, FCC, and engagement. Parents in this inquiry expressed their desire for continuity of 

care in the multiple transitions as an inpatient between sites and in the transition to outpatient 

services. Parents also mentioned the wish for consistency and predictability. Participants 

identified that, in the transition from inpatient to outpatient services, the portfolios for each area 

are under different management, which can lead to gaps in service delivery and may hinder 

support for parents. The applicable concept of management continuity of care in transitions, as 

introduced in the literature review, is where the use of policies, protocols, and guideline support 

a coherent approach (CARNA, 2008; Holland & Harris, 2007). The literature spoke to patients’ 

belief that management continuity is assumed if no issues are identified (Haggerty et al., 2013). 

It is also essential to ensure that there is adequate funding to support FCC initiatives, including 
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the creation of an FCC leadership position and the addition of coordinators to ease the hospital-

to-home transition (Solan et al., 2015; Vermoch & Bunting, 2010). 

Scholars also suggested that having a single trusted clinician as an advocate would assist 

in the transition, as it would provide relational continuity (Haggerty et al., 2013). Participants in 

this inquiry echoed this statement, noting that the ROP coordinator supported a smooth 

transition, and prior to the creation of the position there was no point person to contact for 

questions once the infants were seen as outpatients. 

Participants commented on how the ROP coordinator not only supported and engaged 

parents in the transition but also supported clinicians by being a visible presence. Participants 

further noted that this was not done well prior to the creation of the position. As introduced in 

Chapter 2, a barrier to patient engagement is the lack of appropriate resources and coordinators 

who have the expertise in facilitation, which can be mitigated by commitment from leadership 

for dedicated personnel (Gagliardi et al., 2008; Groene & Sunol, 2015; Johnson et al., 2016). As 

well, the literature proposed the use of a patient engagement framework and the designation by 

organizational leadership of a point person to navigate complexities and provide coaching 

(Armstrong et al., 2013; Caplan et al., 2014). 

Scope and Limitations of the Inquiry 

The scope of this inquiry project was limited to the neonatal population that had been 

screened for or diagnosed with ROP in the Calgary Zone of the larger AHS and who have been 

referred to the Vision Clinic for management. While the study did not follow the families of 

infants with ROP who are being attended by a community ophthalmologist, there may be some 

findings and conclusions that have some theoretical utility for clinicians in the community. As 
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well, the conclusions from this inquiry may have some theoretical value beyond the Vision 

Clinic and be representative of the neonatal population who attend multiple outpatient clinics. 

Further study would be required to validate the findings for the community experience to 

determine if they are consistent with other outpatient clinic transitions. As well, to identify if the 

themes from this study have some relevance outside of the Calgary Zone, this study could be 

replicated within the Province of Alberta, within Canada, and internationally. 

A limitation to this study is that, as I am a registered nurse and a parent who has 

experienced transitions in care and the neonatal population, there was a potential for researcher 

bias in the development of the interview questions (Doody & Noonan, 2013). I mitigated this by 

the use of an inquiry team who helped to develop and pilot the interview questions, as well as the 

use of a parent advisory group to provide feedback on the questions prior to conducting the 

method. Another limitation was that this study only examined the experience of parents of 

infants who had been discharged from the NICU greater than 6 weeks prior to the interview. The 

data collected from this group did not include experiences of parents who were recently 

discharged from the NICU, which may have added alternate viewpoints regarding the transition 

to outpatient services. 

New Knowledge 

Torbert and Taylor’s (2008) third-person research referred to a meaningful and 

generalizable development of theory that is applicable to individuals, organizations, and types of 

science. As such, what emerged as new theory and contribution to literature is the development 

of a systems framework for transitions in care. This framework was informed by these inquiry 

findings and the incorporation of key concepts and theories from existing literature, including 
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transitions, FCC, and patient engagement which had not previously been done (see Chapter 2; 

see Figure 7). This framework was created using the discipline of systems thinking in which the 

interrelationships and patterns of change were examined in an attempt to make the complexity of 

this inquiry clearer (Senge, 2006). Senge (2006) described a reinforcing loop as an amplifying 

feedback process in which small actions can grow into larger consequences. The positive 

reinforcing causality loop illustrates how an ideal relationship or partnership between parents and 

clinicians is a central concept in transitions in care. This relationship positively influences patient 

engagement, which promotes a holistic approach and in turn positively reinforces the 

relationship. Moving to the left side of the loop, the ideal relationship between parents and 

clinicians positively influences FCC, which increases parent resources and again reinforces a 

positive relationship. This cycle continues in a positive direction and continues to build upon 

itself. This causal loop forms a reinforcing feedback process that supports continuity of care 

outcomes in transitions in care. Seeing this system allows for clearer identification of concepts in 

which small changes can be implemented to influence it in a positive direction (Senge, 2006). 

Although this systems framework illustrates a positive reinforcing feedback loop, it could 

conversely move in a negative direction. For example, a less than ideal parent and clinician 

relationship can decrease patient engagement, which discourages a holistic approach and 

negatively influences the relationship. This relationship negatively impacts FCC, which 

decreases parent resources and in turn weakens the relationship. This has the potential to amplify 

until an intervention is applied to stop the cycle and move the loop in a positive direction.  
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Figure 7. Systems framework for transitions in care. 

Within this systems framework it is important to note a number of considerations. One 

consideration is that this framework can be used at both the direct care and service levels. On a 

direct-care level the relationship is between and individual parent and multiple clinicians, who 

directly care for the infant with ROP. As well, patient engagement, a holistic approach, FCC, and 

parent resources are specific to the individual. This framework can also be extrapolated to a 

service level, in which the relationship is between representatives of the population in the form 

of parent advisors and clinical and operational leadership within the Calgary Zone. Patient 

engagement, holistic approach, FCC, and parent resources would then have a collective impact. 

One might maintain that this framework could also be used at a population level; however, 

additional research is required to support this. Another consideration is that within each concept 

of patient engagement, a holistic approach, FCC, and parent resources there are greater 

complexities than illustrated and contain additional causal loops within each system. Additional 
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research is needed to explore these complexities. The final consideration is that, although this 

framework uses the term parent to reflect the focus of this inquiry, this could easily be replaced 

with the term patient for an alternate population. Again further research is needed to validate 

this. 

Chapter Summary 

In this chapter, I explored inquiry findings and identified four overarching themes: 

(a) clinician and parent relationship, (b) holistic approach, (c) continuity of care, and (d) parent 

resources. From these themes, associated categories, and relevant literature, I derived five 

conclusions that collectively answered the research question and subquestions and examined the 

scope and limitations of this inquiry. I also presented new knowledge in the form of a systems 

framework for transitions in care. In the following chapter I will present study recommendations, 

discuss the organizational implications of those recommendations, and propose topics for future 

inquiry. 
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Chapter Five: Inquiry Implications 

In this action research inquiry I examined the following question and subquestions: How 

can clinical and operational leadership partner with parents of infants with retinopathy of 

prematurity to create a smooth transition from inpatient to outpatient services? 

1. What would stakeholders like to see established as an optimal level of ongoing 

partnership throughout care? 

2. How are parents supported in the transition between inpatient and outpatient services? 

3. What opportunities for improvement currently exist in the transition from inpatient to 

outpatient services? 

4. What changes and resources are required to successfully adopt an ideal partnership 

approach recommended by stakeholders? 

5. How does the literature connect transitions in care, family-centred care, and patient 

engagement in a partnership approach? 

Chapters 1 and 2 described the organizational significance and context of this inquiry and 

reviewed literature of relevant concepts. Chapter 3 outlined the research methodology, project 

participants, data collection, and study conduct. Chapter 4 introduced findings and conclusions 

based on data analysis as well as scope and limitations of this inquiry. I also presented a systems 

framework for transitions in care. In this final chapter I examine five study recommendations 

informed by analysis and participants, organizational implications, and opportunities for future 

inquiry. 
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Study Recommendations 

In this section I explore five study recommendations that were informed by the findings 

and conclusions in the previous chapter. The recommendations are as follows: 

1. Develop parent resources to facilitate a smooth transition from inpatient to outpatient 

services. 

2. Provide continuing education for clinicians. 

3. Ensure FCC is a foundational philosophy in care delivery. 

4. Designate a permanent ROP coordinator position. 

5. Establish an ROP multidisciplinary advisory council. 

I present these viable and actionable recommendations in order of priority and 

chronological order. These were determined in a make-it-happen group session (defined in the 

“Study Conduction” section found in Chapter 3) by the sponsor and the other key stakeholders 

within the organization.  

Recommendation 1: Develop parent resources to facilitate a smooth transition from 

inpatient to outpatient services. The first recommendation is the development of resources that 

take into account socioeconomic factors and emphasize the acquisition of knowledge for parents 

regarding ROP and site orientation. Acquiring knowledge can take on many forms, which may 

include both educational materials and site orientation. It is recommended that standardized 

videos and printed resources such as pamphlets, handouts, and posters be made available to 

provide information on screening, the disease progression, and possible interventions of ROP. It 

is also suggested that these written materials be translated into different languages to support the 

cultural diversity of the population served within the Calgary Zone and at the Vision Clinic. 
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Organizational stakeholders identified a gap in services for infants who are outside of the 

admission requirement parameters for the Neonatal Follow-Up Clinic but may still be screened 

for or diagnosed with ROP. The Neonatal Follow-Up Clinic accepts referrals of infants 28 weeks 

gestation or under and/or weighing less than 1,000 grams at birth (AHS, n.d.-b). Often infants 

who are part of this clinic receive more resources than the infants who are not. An outcome of 

effective patient engagement and partnership is the development of standardized patient 

education and resources (Baker et al., 2016; Carman et al., 2013; Johnson et al., 2016; Laurance 

et al., 2014). 

In reference to site orientation, it is recommended that either an information session or 

printed materials include what to expect on the first visit to the Vision Clinic and what resources 

are available to parents at the Alberta Children’s Hospital. Examples of orientation details 

consist of where the bathrooms are located, the purpose of the darkened waiting room, 

information about Emily’s Backyard for sibling care, and the location of a private room for 

pumping or breastfeeding the infant. The provision of clear information for parents of infants 

with ROP would ease the transition from the hospital (Solan et al., 2015). In the creation of 

parent resources the timing of information delivery is an important consideration, as identified 

barriers in the literature for comprehending information are associated with mental exhaustion, 

uncertainty, and the emotional toll of having a child in the hospital (Solan et al., 2015). In the 

development of parent resources it is also important to consider socioeconomic factors such as 

travel from out of town, cultural diversity, a lack of family support, and financial concerns 

(Coyne et al., 2011; Kuo et al., 2012; Vermoch & Bunting, 2010). In consideration of a potential 

lack of social support, it is recommended that the opportunity for peer support be made available 
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to parents if they so desire. Findings in this inquiry indicated that presenting parents with the 

option to hear the lived experience of parents who previously transitioned from inpatient to 

outpatient would be beneficial. 

Recommendation 2: Provide continuing education for clinicians. The second 

recommendation is the provision of continuing education for clinicians who care for infants who 

are screened for or diagnosed with ROP. A review of ROP and the experienced transitional 

challenges, FCC, and patient engagement is suggested to be included in clinician education.  

It is recommended that education for clinicians incorporate current information on 

screening, the disease progression, and possible interventions of ROP that mirror parent 

educational materials to ensure informational continuity of care across settings (CARNA, 2008). 

This will also ensure that there is a bidirectional informational flow in a loop of giving and 

receiving (Haggerty et al., 2013). Stakeholders reinforced that there is occasional incidences of 

incorrect information being provided to parents about the specifics of ROP screening and what to 

expect as a patient of the Vision Clinic. In addition, it is suggested that the identified transitional 

challenges of parents in this inquiry, such as the coordination of multiple health issues, 

socioeconomic factors, and cultural considerations, be included. Participants identified that 

clinicians may be unaware of transitional challenges faced by parents of infants with ROP, and 

organizational stakeholders reinforced this anecdotally as a common observation. 

Within this recommendation it is also suggested that the concepts of FCC and patient 

engagement be included in continuing clinician education (Caplan et al., 2014; Coyne et al., 

2011; Khodyakov et al., 2016; Kuo et al., 2012). It is recommended that educational and skill 

development strategies for clinicians be achieved through online training modules, in-service 
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sessions, and workshops that involve evidence-based knowledge and examples of exemplary 

FCC (Coyne et al., 2011; Moretz & Abraham, 2012; Vermoch & Bunting, 2010). AHS offers 

modules through an online learning management system that examine the concepts of PFCC and 

patient engagement. It is recommended that these modules be incorporated into mandatory 

education for clinicians caring for infants with ROP, as this aligns with organizational 

requirements identified in AHS’s (2015) Patient First Strategy. Previously, this education has 

been optional, but findings from this inquiry and literature illuminated that until all individuals 

are operating from the same knowledge base, complications may occur for parents and 

clinicians. It is key that the online module for patient engagement is also included, as this may be 

a new concept and there may be confusion and misperceptions regarding current evidence 

(Carman et al., 2013; Johnson et al., 2016). 

Recommendation 3: Ensure FCC is a foundational philosophy in care delivery. The 

third recommendation in this inquiry is to ensure that FCC is established as a foundational 

philosophy in care delivery for the population that is screened for or diagnosed with ROP. While 

FCC may be beneficial to be foundational in all care, this inquiry examined the specific 

population of infants with ROP. A therapeutic relationship between clinicians and patients is 

characterized by trust and spans past, present, and future care (CARNA, 2008; Holland & Harris, 

2007). This includes the adoption of a standard definition and principles of FCC and a 

multifactorial approach to enhance FCC.  

A primary barrier to an FCC approach has been ambiguity around a definition and 

principles, which can cause misunderstandings and varied interpretations (Kuo et al., 2012). As 

such, it is recommended that a clearly articulated definition and principles of FCC be adopted to 
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guide a partnership approach with parents of infants with ROP in creating a smooth transition 

from inpatient to outpatient services. While this inquiry was sponsored by the Vision Clinic, it is 

essential to note that infants with ROP are cared for in multiple clinical units across the Calgary 

Zone before transitioning to outpatient services. It is important that the FCC definition and 

principles are consistent across care settings to support continuity of care, which was identified 

as a significant finding in this inquiry. In the make-it-happen meeting with stakeholders, not all 

attendees were aware of the Patient First Strategy (AHS, 2015) and the highly relevant 

embedded definition and principles of FCC. This may suggest that the dissemination of the 

Patient First Strategy (AHS, 2015) was not as comprehensive as one might have hoped. As such, 

I suggest the comprehensive definition of PFCC and core concepts within the Patient First 

Strategy (AHS, 2015) are adopted. The definition and principles are as follows: 

Patient- and family-centred care see[s] patients and families as integral members of the 

health care team, and encourages their active participation in all aspects of care, including 

as partners in planning, implementation and evaluation of existing and future care and 

services. . . . Central principles of patient- and family-centred care include: 

 Dignity and respect: Health care providers proactively listen to, honour, and respect 

patient and family values, preferences, expressed needs and cultures. Knowledge of 

these attributes is used to inform care planning and delivery. 

 Information sharing: Health care providers communicate, listen, educate and share 

information with patients and families in the manner that is appropriate and 

acceptable. To enhance informed decision-making and to ensure patients and families 

are true partners in care, timely, complete and accurate information is provided. 
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 Participation of family and friends: Patients and families, including those identified 

by the patient as family, are encouraged and supported to participate in care planning 

and decision-making. 

 Collaboration: Health care leaders and providers establish a partnership with patients 

and families to collaborate in policy and program development, implementation and 

evaluation. Patient and family input informs facility design, professional education 

and care delivery, to name a few. (AHS, 2015, pp. 16–17) 

A multilevel approach to enhance FCC includes the use of an assessment tool to 

document the current state of FCC by those responsible and accountable for setting priorities, the 

strategic direction, and activities for the ROP program (Patient Engagement Senior Consultant, 

personal communication, June 5, 2017). It is recommended that the internal organizational PFCC 

assessment tool and associated action plan template be used, as these were developed to assist 

with the operationalizing the AHS (2015) Patient First Strategy. The provision of clinician 

education that was identified in the Recommendation 2 is another element in a multifactorial 

approach to enhance FCC. It is also recommended that the Vision Clinic utilize existing 

organizational resources within the Patient Engagement department to enrich FCC. 

Recommendation 4: Designate a permanent ROP coordinator position. The fourth 

recommendation is the designation of a permanent ROP coordinator position to facilitate 

engagement across portfolios and to support the needs of parents and clinicians. This in turn will 

positively impact the transition from inpatient to outpatient services, an FCC approach, and 

patient engagement. The creation of a permanent coordinator position would decrease family 

stress associated with not knowing whom to contact upon discharge and ease the transition from 
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the hospital (Solan et al., 2015). This position would also facilitate relational continuity of care 

by having a single trusted clinician, which surfaced as a significant finding in this inquiry and 

was supported by literature (Haggerty et al., 2013). This position will also facilitate 

informational continuity of care through the effective transfer of information and knowledge as 

patients move from one care setting to the next (CARNA, 2008). I suggest that this coordinator 

position also facilitate and support all the recommendations in this inquiry, including the 

development of parent resources, continuing clinician education, enhancing FCC, and patient 

engagement. 

Recommendation 5: Establish an ROP multidisciplinary advisory council. The final 

recommendation is for a multidisciplinary ROP advisory council to be assembled to guide the 

ROP program in the Calgary Zone, including patient advisors as group members. In attempting 

to gather stakeholders for the make-it-happen meeting, I identified that no existing group across 

portfolios convenes regularly to discuss ROP concerns and vet opportunities for improvement. 

This, in combination with inquiry findings, suggests a disconnect at a higher organizational level. 

In establishing an advisory council, it is essential to gain support from clinical and operation 

leadership as well as examine considerations of patient engagement, which Carman et al. (2013) 

defined as “patients, families, their representatives, and health professionals working in active 

partnership at various levels across the health care system—direct care, organizational design, 

and policymaking—to improve health and health care” (p. 224; see also Groene & Sunol, 2015; 

Johnson et al., 2016). This verbatim definition accurately encompasses the key stakeholders and 

concepts of engagement and as such appears twice in this inquiry.  
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This recommendation encompasses a number of crucial patient engagement 

considerations, which include the selection of an engagement framework for guidance, the 

development of clear rationale, roles, and responsibilities, the selection of patient advisors, and 

the designation of a point person to facilitate activities. It is recommended that an engagement 

framework be used at the level of organizational decision making to enable patients and 

clinicians, including front-line managers and organizational leadership, to partner in the 

planning, delivery, and evaluation of programs (Carman et al., 2013). It is also essential to ensure 

that the level of patient involvement remain patient determined (Thompson, 2007). Once a 

framework has been selected, it is recommended that rationale, roles, responsibilities, and a 

communication plan are developed within a terms of reference document for the advisory group 

(Armstrong et al., 2013; Caplan et al., 2014; Khodyakov et al., 2016). It is also advisable that 

parents be involved in the development of the advisory terms of reference, as this will facilitate a 

meaningful partnership and avoid patient tokenism (Armstrong et al., 2013; Caplan et al., 2014). 

It is also important to note that effective patient engagement must be sincere, meaningful, and 

avoid tokenism by recruiting a diverse representation of patients that address cultural sensitivities 

(Baker et al., 2016; Johnson et al., 2016; Laurance et al., 2014). To facilitate the advisory group, 

navigate complexities, and provide coaching for patient engagement, it is recommended that the 

ROP coordinator be assigned as the designated point person (Armstrong et al., 2013; Caplan et 

al., 2014). It is also suggested that internal organizational resources be utilized within the Patient 

Engagement department to support activities. 



PARTNERSHIP IN CARE TRANSITIONS 91 

Organizational Implications 

This section explores a number of organizational implications such as the engagement of 

the inquiry sponsor and stakeholders through a make-it-happen event, the organizational change 

process for leadership, and implications if recommendations are not implemented.  

Following Rowe et al.’s (2013) advice, I facilitated a make-it-happen event with the 

Calgary Zone ROP clinical and operational leadership in the form of a focus group. Following 

the advice of Rowe et al. (2013) and in consultation with my sponsor and inquiry team, I 

identified a group of individuals who collectively had the ability to authorize the implementation 

of inquiry recommendations and were essential to involve in the change process to generate ideas 

and explore options on how to make progress on inquiry recommendations. The objectives of the 

make-it-happen event were to introduce the research project and to share the data collection 

process and findings. In addition, I facilitated dialogue about overarching themes, conclusions, 

and draft recommendations to generate ideas that informed recommendations. Group activities 

such as 1-2-4-All (Liberating Structures, n.d.-a) and 15% Solutions (Liberating Structures, 

n.d.-b) supported the requirement for active participation in the planning and implementation of 

potential change (Rowe et al., 2013). The make-it-happen meeting attendees noted that, despite a 

small sample size, the inquiry findings and conclusions accurately reflected anecdotal 

observations of the meeting group. I also received feedback from study participants and those 

who attended the make-it-happen event that this inquiry initiated conversations and excitement 

around the future implementation of recommendations and improvement of services. 

As organizations are complex, ambiguous, and potentially difficult to manage, it is 

important for leadership to use a structured approach to move change forward with the 
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implementation of recommendations in this inquiry (Bolman & Deal, 2013). A variety of 

structured approaches to change can be employed, such as Bolman and Deal’s (2013) four-frame 

model. The four frames include (a) the structural frame, which focuses on the architecture of the 

organization; (b) the human resources frame, which highlighting peoples’ emotions, desires, 

fears, and strengths; (c) the political frame, which indicates that within organizations there is a 

scarcity of resources, struggles for power, and competing interest; and (d) the symbolic frame, 

which centres on making meaning, culture, and stories at the heart of the organization (Bolman 

& Deal, 2013). Another structured approach is the use of Kouzes and Posner’s (2013) five 

practices of exemplary leaders to mobilize individuals to turn opportunities for change into 

successes. The five practices include (a) modelling the way, in which the Vision Clinic 

implements recommendations; (b) inspiring a shared vision, such as the Patient First Strategy 

(AHS, 2015); (c) challenging the process, by establishing a multidisciplinary advisory council 

which in turn; (d) enables others to act; and (e) encouraging the heart by supporting aspirations 

of parents and clinicians as evidenced by the findings in this inquiry (Kouzes & Posner, 2012). In 

addition to a structured approach to move change forward, it is also important for leadership to 

incorporate a front-line ownership approach, which Zimmerman et al. (2013) described as  

a departure from the prevalent healthcare culture where leaders lead, sell, or promote 

ideas to front-line workers so that they will buy-in and follow the lead or implement the 

plans. Ownership involves those doing the work developing the ideas, making the 

decisions and designing and acting on the plans. (p. 8) 

This can be achieved by giving authority to the multidisciplinary advisory council to provide 

direction to the ROP program and the ability to action devised initiatives. As well, the use of the 
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systems framework for transitions in care I presented in Chapter 4 can be used to influence 

change. I believe that any one recommendation implemented from this inquiry can support a 

positive shift in the cycle. Ideally though, the organization will implement all recommendations 

in an attempt to address each area of the loop to further enhance a positive reinforcing feedback 

process. 

The sponsor identified that the next step for the organization will be to share the inquiry 

findings, conclusions, and recommendations with senior leadership. As some of these 

recommendations have financial implications, they will require support and sponsorship from 

senior leadership. Although I will not be formally involved the implementation of 

recommendations postthesis, I am excited that the opportunity for change exists and will be 

available for consultation about the inquiry. 

Implications for Future Inquiry 

There are a number of implications for future inquiry that been revealed from this study. 

As mentioned in Chapter 2 within the topic of patient engagement, Thompson (2007) identified 

that patients did not mention involvement, collaboration, or shared decision making as a step in 

an engagement framework. A hypothesis may be that patients are not aware of the option of 

involvement and shared decision making, and as such further research may be needed to 

determine why. Another area for future research is in the population of infants with ROP that are 

being attended by a community ophthalmologist to identify if there may be some findings and 

conclusions that have some theoretical utility. As well, the findings from this inquiry may have 

some theoretical value beyond the Vision Clinic and be representative of the neonatal population 

who attend a number of outpatient clinics. Further study would be required to validate the 
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findings to determine if they are consistent with other outpatient clinic transitions. In addition, to 

identify if the themes from this study have some relevance outside of the Calgary Zone, this 

study should be replicated within the Province of Alberta, within Canada, and internationally. 

Another area of future research is to validate the use of the systems framework for transitions in 

care outside of the population identified in this inquiry. As noted in the previous section, this 

framework uses the term parent to reflect the focus of this inquiry but this could easily be 

replaced with the term patient for an alternate population. Furthermore, this systems framework 

was identified to work at a direct-care and service level; as such, further investigation would be 

needed to determine if this could be used at a population level to influence change and improve 

services.  

Thesis Summary 

A number of key elements have led to inquiry implications described in this chapter. 

Chapter 1 explored the significance of the transition of the infant with ROP and the 

organizational context in which these transitions occur. I presented a systems analysis to detail 

how the transition from inpatient to outpatient services is influenced by a number of factors 

including organizational structure and concepts within Meleis et al.’s (2010) transitions theory. 

Chapter 2 examined literature to draw together the concepts of transitions in care, FCC, and 

patient engagement. Chapter 3 outlined the methodological use of Rowe et al.’s (2013) ARE 

model, highlighting the construction phase on traditional action research. I also identified project 

participants, methods, data analysis, and ethical considerations. Chapter 4 explored inquiry 

findings and identified four overarching themes: (a) clinician and parent relationship, (b) holistic 
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approach, (c) continuity of care, and (d) parent resources. These led to the following five 

conclusions that collectively answered the research question and subquestions: 

1. It is imperative that the level of support and involvement required is determined by 

parents. 

2. A trusting relationship between parents and clinicians is essential in developing a 

multidisciplinary partnership. 

3. Accurate knowledge and information shared between clinicians and parents is vital. 

4. Continuing education and resources for clinicians and parents are critical. 

5. A system navigator for the ROP program is crucial to facilitate engagement across 

portfolios and to support the needs of parents and clinicians. 

I also reviewed the scope and limitations of this inquiry within Chapter 4 and presented a 

systems framework for transitions in care to illustrate and clarify the complexity of this inquiry. 

The aforementioned elements led to five inquiry recommendations:  

1. Develop parent resources to facilitate a smooth transition from inpatient to outpatient 

services. 

2. Provide continuing education for clinicians. 

3. Ensure FCC is a foundational philosophy in care delivery. 

4. Designate a permanent ROP coordinator position. 

5. Establish an ROP multidisciplinary advisory council.  

I presented these recommendations in order of priority as determined by the sponsor and 

the other key stakeholders within the organization in a make-it-happen group session. 

Organizational implications included the use of a structured change process by leadership in the 
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implementation of recommendations and how the systems framework might apply in practice to 

enhance a positive reinforcing feedback loop. The purpose of this inquiry was to explore how to 

partner with parents of infants with ROP to create a smooth transition from inpatient to 

outpatient services. It was identified that the organization has the knowledge and expertise to 

achieve this, and it is now time to bring these pieces together to influence change. As Tagore (as 

cited in Goodreads, n.d.) eloquently stated, “You cannot cross the sea merely by standing and 

staring at the water” (para. 10).  
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Appendix A: Action Research Engagement Model 

 

Note. AR = Action Research; ARE = Action Research Engagement. 

From Action Research Engagement, by Rowe, Graf, Agger-Gupta, Piggot-Irvine, & Harris, 

2013, ALARA Monograph Series No. 5, p. 20. Copyright 2013 by Rowe et al. Reprinted with 

permission. 
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Appendix B: Inquiry Team Letter of Agreement 

In partial fulfillment of the requirement for a Master of Arts in Leadership Degree at Royal 

Roads University, Elise Mitchell (the Student) will be conducting an inquiry research study in 

collaboration with the Alberta Children’s Hospital Vision Clinic to determine how clinical and 

operational leadership can partner with parents of infants with retinopathy of prematurity (ROP) 

to create a smooth transition from inpatient to outpatient services. The Student’s credentials with 

Royal Roads University can be established by calling Dr. Catherine Etmanski, Director, School 

of Leadership, at [telephone number] or email [email address]. 

Inquiry Team Member Role Description 

As a volunteer Inquiry Team Member assisting the Student with this project, your role may 

include one or more of the following: providing advice on the relevance and wording of 

questions and letters of invitation, advising on organizational norms, accessing technical 

resources, piloting and supporting the logistics of the data-gathering methods, including sending 

letters of invitation, recording data, or reviewing analysis of data, to assist the Student and the 

Alberta Children’s Hospital Vision Clinic organizational change process. In the course of this 

activity, you may be privy to confidential inquiry data. 

Confidentiality of Inquiry Data 

In compliance with the Royal Roads University Research Ethics Policy, under which this inquiry 

project is being conducted, all personal identifiers and any other confidential information 

generated or accessed by the inquiry team advisor will only be used in the performance of the 

functions of this project, and must not be disclosed to anyone other than persons authorized to 

receive it, both during the inquiry period and beyond it. Recorded information in all formats is 

covered by this agreement. Personal identifiers include participant names, contact information, 

personally identifying turns of phrase or comments, and any other personally identifying 

information. 

Personal information will be collected, recorded, corrected, accessed, altered, used, disclosed, 

retained, secured and destroyed as directed by the Student, under direction of the Royal Roads 

Academic Supervisor. 

Inquiry Team Members who are uncertain whether any information they may wish to share about 

the project they are working on is personal or confidential will verify this with Elise Mitchell, the 

Student. 

Statement of Informed Consent: 

I have read and understand this agreement. 

_______________________ ___________________________ ___________________ 

Name (Please Print) Signature Date 
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Appendix C: Survey Invitation Email 

Subject: PARTICIPANTS WANTED – Retinopathy of Prematurity Research 

Dear colleagues, 

Elise Mitchell, a student at Royal Roads University, is conducting a study examining how 

clinical and operational leadership can support parents of infants with retinopathy of prematurity 

(ROP) in partnership during the transition from inpatient to outpatient services in the Calgary 

Zone. This research is part of a Master of Arts in Leadership degree and is in collaboration with 

the Alberta Children’s Hospital Vision Clinic. 

As part of this study you are invited to participate in an anonymous online survey estimated to 

take 10 minutes to complete.  

If you are interested in participating or learning more about the study please visit 

[website link] 

The survey will be available for completion until December 20, 2016. 

Your participation in our study is completely voluntary and will not affect your employment in 

any way. All information gathered from the survey and the interviews will be presented in 

summarized form only (e.g., final report, presentations, publications). It will remain anonymous 

in that nobody providing information will be identifiable in any way.  

To show our appreciation of your time and effort, at the end of the survey you have the option of 

providing your email address so that you may be entered into a draw for one of two $25 Visa 

Gift Cards. Your email address will solely be used for the draw and will not be linked to your 

survey answers. 

If you have any questions, please contact Elise Mitchell at [email address]. 

Thank you for considering this request, 

Kyla Lavery 
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Appendix D: Survey Preamble and Consent 

Supporting Parents in Partnership During the Transition Between Health Services within Alberta 

Health Services – Calgary Zone 

Survey Introduction 

Thank you for accessing this survey!  

My name is Elise Mitchell and this research project is part of the requirement for a Master of 

Arts in Leadership at Royal Roads University. My credentials with Royal Roads University can 

be established by contacting Dr. Catherine Etmanski, Director, School of Leadership Studies: 

[email address] or [telephone number]. 

Purpose of the study and sponsoring organization 

The purpose of my research project is to determine how clinical and operational leadership can 

partner with parents of infants with retinopathy of prematurity (ROP) in partnership to create a 

smooth transition from inpatient to outpatient services. This study is being conducted in 

collaboration with the Alberta Children’s Hospital Vision Clinic and has received operational 

approval from AHS. 

Your participation and how information will be collected 

The research project is comprised of two methods consisting of a survey and interviews. For this 

part, you are invited to participate in the survey only. You were chosen because, as a front line 

clinical staff, you are the first to interact with the parent and infant with ROP and have a valuable 

perspective. This survey is anticipated to last 10 minutes. Data will be collected anonymously 

and confidentially.  

Benefits and risks to participation 

This inquiry examines how to partner with families to facilitate a smooth transition from 

inpatient to outpatient services. Enhanced partnership and support may improve long term 

outcomes for the infant and parent. In addition, decreased illness may reduce strain on health 

system and parent resources through decreased clinic visits, readmissions, surgical procedures, 

and community agency referrals. A potential risk associated with this inquiry is that this study 

may raise expectations that something will be done to improve services. Although visible 

improvements may not be apparent, this inquiry strives to deepen the understanding of the issue 

and facilitate the change process.  

Inquiry team 

My inquiry team consists of three volunteer members. The first member is currently employed as 

a research assistant with Calgary Zone ophthalmology group and the Alberta Children’s Hospital 

Vision Clinic. My second inquiry team member is the ROP coordinator for the Calgary Zone. 

My third inquiry team member is a member of the Master of Arts in Leadership 2015-3 cohort at 
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Royal Roads University. Supporting activities will include advising on organizational norms, 

accessing resources required for conducting research, logistics, and providing input and piloting 

draft questions.  

Real or Perceived Conflict of Interest 

To my knowledge there are no real or perceived conflicts of interest. I disclose this information 

here so that you can make a fully informed decision on whether or not to participate in this study.  

Confidentiality, Security of Data, and Retention Period 

I will work to protect your privacy throughout this study. All information I collect will be 

maintained in confidence. Survey information will be summarized, in anonymous format, in the 

body of the final report. At no time will any specific comments be attributed to any individual 

unless specific agreement has been obtained beforehand. All documentation will be kept strictly 

confidential. Data will be retained for one year following the submission of the final report and 

then destroyed. Any data/information will not be retained pertaining to an identifiable individual 

who has withdrawn from the study. 

Sharing results 

In addition to submitting my final report to Royal Roads University in partial fulfillment for a 

Master of Arts in Leadership, I will also be sharing my research findings with the Alberta 

Children’s Hospital Vision Clinic. As well the findings will be disseminated to the Calgary Zone 

retinopathy of prematurity clinical and operational leadership through a presentation. This report 

may be used in publications that include professional or scholarly journal articles, books, and 

conference presentations. As a thesis, this study will be published on Thesis Portal Canada, UMI 

Pro-Quest, and the RRU Library thesis repository, D-Space.  

Procedure for withdrawing from the study 

You may withdraw from the study at any time before submitting the survey. Once the survey has 

been completed and submitted, participants will be unable to withdraw from the study. Survey 

data will be collected anonymously and therefore it will not be possible to identify individuals’ 

responses for removal.  

You are not required to participate in this research project. By completing the survey you 

indicate that you have read and understand the information above and give your free and 

informed consent to participate in this project  

Jitsu Technologies Privacy Statement 

You have received a request to respond to a survey that was created and published by a 

Researcher using an Online Survey Tool hosted on Canadian Servers; Jitsulab.com. Your survey 

responses are under the control of the Researcher, may be viewed by team members as permitted 

by the Researcher and will be governed by the privacy practices and procedures of the 

Researcher, which the respondent should independently consult for any further information or 
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inquiry. Please review the Privacy Policy as it sets out how Jitsu Technologies collects uses and 

discloses Personal Information. 

Consent 

o I accept the privacy policy and research conditions of this survey as outlined above.  

o You have chosen to decline participation in the online survey. If you do not wish to 

participate, your information will not be collected and you will remain anonymous.  

Continue... 
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Appendix E: Question for Survey 

1. Please select your primary area of employment: 

o Alberta Children’s Hospital Neonatal Intensive Care Unit 

o Alberta Children’s Hospital Pediatric Intensive Care Unit 

o Alberta Children’s Hospital Unit 2 

o Alberta Children’s Hospital Vision Clinic 

o Foothills Medical Centre Neonatal Intensive Care Unit 

o Peter Lougheed Centre Neonatal Intensive Care Unit 

o Rockyview General Hospital Neonatal Intensive Care Unit 

o South Health Campus Neonatal Intensive Care Unit 

o Other: Please Comment  

 

2. Please select your professional designation: 

o Fellow 

o Neonatologist 

o Nurse Practitioner  

o Ophthalmologist 

o Orthoptist 

o Pediatrician 

o Registered Nurse 

o Other: Please Comment  

 

3. Please indicate below how important it is to support parents of infants with retinopathy of 

prematurity (ROP)? 

1 2 3 4 5 6 7 

Not 

Important 

at all 

Of Little 

Importance 

Slightly 

Important 

Average 

Importance 

Important Very 

Important 

Absolutely 

Essential 

 

4. Please explain your choice indicated above 

 

5. What would an ideal relationship with parents look like? 

 

  

Free text box 

Free text box 

Free text box 

Free text box 
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6. What would the inclusion of the parent voice look like to support a smooth transition from 

inpatient to outpatient services? 

 

7. Is there anything further you would like to add? 

 

Thank you for your participation! 

If you would like to be entered into a draw for a $25 gift card please enter your email address 

below. 

 

Survey Completion 

Thank you for taking part in this survey! Your input is valuable and appreciated 

 

 

Free text box 

Free text box 

Free text box 

Submit 
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Appendix F: Survey Invitation Reminder Email 

Dear Colleagues, 

This is a friendly reminder to participate in a short survey which will assist in determining how 

clinical and operational leadership can support parents of infants with retinopathy of prematurity 

(ROP) in partnership during the transition from inpatient to outpatient services. If you have not 

yet had an opportunity to participate in the online survey (see link below) you have until 

December 20, 2016. 

Thank you for considering this request.  

Kyla Lavery 

 

– Retinopathy of Prematurity Research 

Elise Mitchell, a student at Royal Roads University, is conducting a study examining how 

clinical and operational leadership can support parents of infants with retinopathy of prematurity 

(ROP) in partnership during the transition from inpatient to outpatient services in the Calgary 

Zone. This research is part of a Master of Arts in Leadership degree and is in collaboration with 

the Alberta Children’s Hospital Vision Clinic.  

As part of this study you are invited to participate in an anonymous online survey estimated to 

take 10 minutes to complete. 

If you are interested in participating or learning more about the study please visit  

[website link] 

The survey will be available for completion until December 20, 2016. 

Your participation in our study is completely voluntary and will not affect your employment in 

any way. All information gathered from the survey and the interviews will be presented in 

summarized form only (e.g., final report, presentations, publications). It will remain anonymous 

in that nobody providing information will be identifiable in any way. 

To show our appreciation of your time and effort, at the end of the survey you have the option of 

providing your email address so that you may be entered into a draw for one of two $25 Visa 

Gift Cards. Your email address will solely be used for the draw and will not be linked to your 

survey answers.  

If you have any questions, please contact Elise Mitchell at [email address]  
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Appendix G: Interview Invitation Handout 

Parents Wanted 

Do you have a child with Retinopathy of Prematurity (ROP)? 

We are looking for parents of children who: 

 Are being screened for or diagnosed with retinopathy of prematurity (ROP) 

 Would like to share their experience about the transition from the hospital to 

attending appointments at the Vision Clinic? 

 

 

The research study will consist of 1:1 interviews with parents and will take 

approximately 45 minutes. The purpose is to determine how clinical leadership 

within Calgary can partner with parents of infants with ROP in creating a smooth 

transition from inpatient to outpatient services. If you are interested in finding out 

more information about participating in this study, please contact me by phone or 

email. 

Thank you!  

Elise Mitchell RN, Masters Student 

[email address] 

[telephone number] 
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Appendix H: Telephone Screening Script  

Hello,  

Thank you for your interest in the research project.  

The study will explore how clinical leadership within Calgary can partner with parents of infants 

with retinopathy of prematurity (ROP) to create a smooth transition from inpatient to outpatient 

services. As a parent of an infant with ROP we want to hear your experience and thoughts. In 

order to improve the future experience of other parents, it is important to hear about the current 

experience of the transition from the hospital to attending appointments at the Vision Clinic for 

retinopathy of prematurity (ROP).  

Before we continue I would like to make sure you qualify to be part of this research project.  

1. Has your child been discharged from the hospital within the last 6 weeks? 

2. Has your child been diagnosed with retinopathy of prematurity? 

a. If yes, did your child receive treatment for retinopathy or prematurity? ie. Laser or 

surgery  

b. If no, was your child screened for retinopathy of prematurity after discharge from the 

hospital?  

3. Would you like to share your experience about the transition from the hospital to 

attending appointments at the Vision Clinic for your child’s retinopathy of prematurity? 

Caller does not meet participant criteria: 

I am sorry to inform you that you do not meet the criteria to be part of this study. Thank you for 

showing interest and taking the time to call.  

Caller meets the participant criteria: 

Thank you. I would like to tell you more about my study. Do you have any questions before we 

continue? If at any time that you have questions, please feel free to ask. 

Is there an email address that I may send the Information Letter to for your records after our 

conversation? 

Read from the Information Letter for Interview.  

Would you be interested in participating in this study?  

If yes, schedule an interview time and location at their convenience.  

Thank you again for your time today. 
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Appendix I: Information Letter for Interview 

Supporting Parents in Partnership During the Transition Between Health Services within Alberta 

Health Services, Calgary Zone 

My name is Elise Mitchell and this research project is part of the requirement for a Master of 

Arts in Leadership at Royal Roads University. My credentials with Royal Roads University can 

be established by contacting Dr. Catherine Etmanski, Director, School of Leadership Studies: 

[email address] or [telephone number]. 

Purpose of the study and sponsoring organization 

The purpose of my research project is to determine how clinical and operational leadership can 

partner with parents of infants with retinopathy of prematurity (ROP) to create a smooth 

transition from inpatient to outpatient services. This study is being conducted in collaboration 

with the Alberta Children’s Hospital Vision Clinic and has received operational approval from 

AHS.  

Your participation and how information will be collected 

The research project will consist of two methods consisting of a survey and interviews. For this 

part, you are invited to participate in an interview only. You were chosen because, as a parent of 

an infant with ROP, your experience is valuable in helping to understand how to support a 

partnership throughout care. This interview is anticipated to last 45 minutes. Data will be 

collected through audio recording and will remain confidential. 

Benefits and risks to participation 

This inquiry examines how to better support infants and families through the transition from 

inpatient to outpatient services. Enhanced support may improve long term outcomes for the 

infant and parent. In addition, decreased illness may reduce strain on health system and parent 

resources through decreased clinic visits, readmissions, surgical procedures, and community 

agency referrals. A potential risk associated with this inquiry is that this study may raise 

expectations that something will be done to improve services. Although visible improvements 

may not be apparent, this inquiry strives to deepen the understanding of the issue and facilitate 

the change process. As well, this inquiry recognizes that there may be a potential risk to parents’ 

mental welfare by asking about challenges encountered in the transition of their infants’ care 

Inquiry team 

My inquiry team consists of three volunteer members. The first member is currently employed as 

a research assistant with Calgary Zone ophthalmology group and the Alberta Children’s Hospital 

Vision Clinic. My second inquiry team member is the ROP coordinator for the Calgary Zone. 

My third inquiry team member is a member of the Master of Arts in Leadership 2015-3 cohort at 

Royal Roads University. Supporting activities will include advising on organizational norms, 

accessing resources required for conducting research, logistics, and providing input and piloting 

draft questions. 
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Real or Perceived Conflict of Interest 

To my knowledge there are no real or perceived conflicts of interest. I disclose this information 

here so that you can make a fully informed decision on whether or not to participate in this study. 

Confidentiality, Security of Data, and Retention Period 

I will work to protect your privacy throughout this study. All information I collect will be 

maintained in confidence with hard copies (e.g., consent forms) stored in a locked filing cabinet 

in my home office. Electronic data (such as transcripts or audio files) will be stored on a 

password protected computer on my home computer as well as an encrypted flash drive. 

Information will be recorded in hand-written format and audio recorded and, where appropriate, 

summarized, in anonymous format, in the body of the final report. At no time will any specific 

comments be attributed to any individual unless specific agreement has been obtained 

beforehand. All documentation will be kept strictly confidential. Data will be retained with the 

above mentioned privacy strategies for one year following the submission of the final report and 

then destroyed. Any data/information will not be retained pertaining to an identifiable individual 

who has withdrawn from the study.  

Sharing results 

In addition to submitting my final report to Royal Roads University in partial fulfillment for a 

Master of Arts in Leadership, I will also be sharing my research findings with the Alberta 

Children’s Hospital Vision Clinic. As well the findings will be disseminated to the Calgary Zone 

retinopathy of prematurity clinical and operational leadership through a presentation. This report 

may be used in publications that include professional or scholarly journal articles, books, and 

conference presentations. As a thesis, this study will be published on Thesis Portal Canada, UMI 

Pro-Quest, and the RRU Library thesis repository, D-Space.  

Procedure for withdrawing from the study  

Participants can withdraw from the study by contacting Elise Mitchell, the student. Interview 

data will be able to be removed upon withdrawal for one week following the interview date. At 

that time the data will be coded, categorized, and themed within a larger data set. It is not 

possible to identify individuals’ comments in order to remove them when data is coded in a 

larger data set. 

You are not required to participate in this research project. By signing the consent form you 

indicate that you have read and understand the information above and give your free and 

informed consent to participate in this project. 

Please keep a copy of this information letter for your records. 

Thank you! 
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Appendix J: Informed Consent for Interview 

By signing this form, you agree that you are over the age of 18 and have read the information 

letter for this study. Your signature states that you are giving your voluntary and informed 

consent to participate in this project.  

You may withdraw from the study at any point during the interview. Interview data will be able 

to be removed upon withdrawal for one week following the interview date by contacting Elise 

Mitchell, the student. At that time the data will be coded, categorized, and themed within a larger 

data set. It is not possible to identify individuals’ comments in order to remove them when data 

is coded in a larger data set. 

 I consent to the audio recording of the interview 

 

Name: (Please Print): __________________________________________________ 

 

Signed: _____________________________________________________________ 

 

Date: ______________________________________________ 
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Appendix K: Preamble and Questions for Parent Interview 

Thank you very much for agreeing to participate in this interview. This research project is part of 

the requirement for a Master of Arts in Leadership at Royal Roads University. Alberta Health 

Services has given me permission to conduct this research as well as the research ethics board at 

Royal Roads University. This interview is estimated to take approximately 45 minutes. The 

purpose is to determine how clinical leadership within Calgary can partner with parents of 

infants with retinopathy of prematurity (ROP) to create a smooth transition from inpatient to 

outpatient services. As a parent of an infant with ROP we want to hear your experience and 

thoughts.  

Items to note: 

- The interview will be audio recorded. No names or identifying information will be used 

in the final report. This will be transcribed by a professional transcriptionist and you will 

remain anonymous. 

- If you wish, you may withdraw from the study at any point during the interview or within 

a week from today. 

Interview Questions 

1. Tell me about your experience of being discharged from the hospital and following up 

with the Vision Clinic for your child’s retinopathy of prematurity (ROP).  

2. What challenges did you encounter in the transition? 

3. How were you supported in the transition between inpatient and outpatient services? 

a. By staff? By family? By other parents? 

4. Would you have wanted to hear from other parents who went through the transition 

previously? If so, what would have you wanted to hear? 

5. What would the inclusion of the parent voice look like to support a smooth transition 

from inpatient to outpatient services? 

Within Children’s hospital there are parents that advise on program planning and 

policy development within various clinics and services. 

6. What might that look like for the ROP program?  

7. Is there anything else I should have asked? 

8. Do you have any questions for me? 

Upon completion of interview 

The results of this research will be presented to the Vision Clinic and the ROP clinical leaders in 

the Calgary Zone. As well a final copy of the report will be made available for you.  

Thank you again for your time and willingness to share your experience and opinions. 
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Appendix L: Transcriptionist Agreement 
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conveniens.  This Agreement (together with any 
agreement for the Rev.com Services) contains the 
complete and exclusive agreement of the parties with 
respect to the subject matter hereof and supersedes 
all prior agreements and understandings with respect 
thereto, whether written or oral, express or implied.  If 
any provision of this Agreement is held invalid, illegal 
or unenforceable by a court of competent jurisdiction, 
such will not affect any other provision of this 
Agreement, which will remain in full force and effect.  
No amendment or alteration of the terms of this 

Agreement will be effective unless made in writing and 
executed by both parties hereto.  A failure or delay in 
exercising any right in respect to this Agreement will 
not be presumed to operate as a waiver, and a single 
or partial exercise of any right will not be presumed to 
preclude any subsequent or further exercise of that 
right or the exercise of any other right.  Any 
modification or waiver of any provision of this 
Agreement will not be effective unless made in writing.  
Any such waiver will be effective only in the specific 
instance and for the purpose given. 

 

IN WITNESS WHEREOF, the parties have caused this Agreement to be executed below by their duly 

authorized signatories. 

CLIENT      REV.COM, INC.  

Print Name:       
             
 
 
By:        By:        
 Name: Name: Cheryl Brown 
 Title: Title: Account Manager 
 Date: Date: August 8, 2016 
 
Address for notices to Client:    Address for notices to Rev.com, Inc.: 
 
       251 Kearny St. FL 8 
       San Francisco, CA 94108 
      
      

September 14, 2016January 3, 2017

 


