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ABSTRACT 

Purpose: To describe family perceptions about pediatric primary care management 

following diagnosis of type 1 diabetes mellitus (T1DM) in preschool-aged children living in the 

Pacific Northwest region of the United States. 	

Study Design and Method: Mothers of children diagnosed with T1DM before the fifth 

birthday and within the past two years were recruited anonymously through two regional support 

groups. Perceptions about pediatric primary care management following T1DM diagnosis were 

elicited through an anonymous 30-item online survey. Demographic characteristics of mother 

and child were obtained as well as information about five important domains of health care 

management for a young child with T1DM: (1) multidisciplinary, (2) holistic and compassionate, 

(3) accessible and communicative, (4) uses current standards and technology, and (5) actively 

promotes safe self-management.  

Results: Twenty-one biological mothers participated in this study, each on behalf of a 

child diagnosed with T1DM who fit inclusion criteria. Overall mothers held positive perceptions 

about care management by PCPs and endocrinologists within context of each of the five 

domains. Most mothers felt included in care planning, valued periodic well-child exams, and 

believed the child’s providers were accessible, communicated effectively, and usually 

demonstrated consideration/compassion for the family. Although a majority of mothers at least 

somewhat agreed that the PCP used current standards and technology to care for the child, and 

functioned as the center of his/her health care coordination, these domains elicited a slightly 

greater number of responses indicating uncertainty or disagreement.	
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Clinical Implications: Nurses and pediatric practitioners can use findings from this study 

to plan continued exploration into the perceptions and care management needs of families 

following diagnosis of a very young child with T1DM. The domains of care used to assess 

mothers’ perceptions about care management—based on tenets of the Chronic Care Model 

(CCM) and Patient Centered Medical Home (PCMH)—can be used by pediatric PCPs and 

endocrinologists to dialogue with patients and staff about how care management may be 

improved for these families. Providing opportunities for feedback to the families of young 

children with T1DM should be encouraged so future research can examine relationships between 

care management variables and clinical outcomes. 
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INTRODUCTION 

Background and Significance 

Diabetes mellitus (DM) is one of the most common chronic illnesses seen in pediatric 

populations worldwide. Recent studies have determined that more than 190,000 people under the 

age of 20 are affected by DM in the U.S. alone, and, of those, approximately 168,000 are 

diagnosed with an insulin-dependent form of the disease, more commonly known as Type 1 DM 

(T1DM) (Atkinson, Eisenbarth, & Michaels, 2014; Pettitt et al., 2013). T1DM usually occurs as 

the result of immune-mediated destruction (or sometimes idiopathic dysfunction) of insulin-

producing beta cells in the pancreas, and it is the form most commonly diagnosed prior to age 10 

years, regardless of race or ethnicity (Centers for Disease Control and Prevention [CDC], 2014; 

Pettitt et al., 2013; Maahs, West, Lawrence, & Mayer-Davis, 2010).  

In most countries, both incidence and prevalence rates of childhood T1DM appear to be 

rising slowly, with the most pronounced increases in very young children living in countries 

experiencing rapid economic growth (Patterson et al., 2014; Atkinson et al., 2014). 

Approximately 15-20% of new T1DM diagnoses are made in children five years old or younger 

(Smaldone & Ritholz, 2011), and it was recently estimated that the mean annual per-person 

health care costs for a privately insured child with diabetes were approximately $7500 greater 

than for a child without diabetes (Shrestha, Zhang, Albright, & Imperatore, 2011). Therefore, it 

must be recognized that the rising incidence and prevalence of T1DM is a relevant global health 

care problem, particularly among young children 0-5 years of age.  

The new-onset timeframe of disease usually refers to the first year or so following 

diagnosis, and is particularly challenging because families must rapidly learn to manage a 
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complex, chronic illness for a vulnerable pediatric patient. A significant stress burden is inherent 

in all that newly diagnosed families must accomplish to be successful in diabetic management 

(Sullivan-Bolyai et al., 2003a; Sullivan-Bolyai et al., 2010; Smaldone & Ritholz, 2011; 

Whittemore, Jaser, Chao, Jang, & Grey, 2012). This includes a mastery of clinical skills that 

involve common sources of discomfort (i.e., needles, blood), strict monitoring of dietary intake, 

and keeping up with evolving technology in medical devices (i.e., electronic glucose and ketone 

meters, insulin pumps).  

Paramount to all of this is developing a solid understanding of the fundamental aspects of 

T1DM and its pathophysiology, so that family members can think critically and take appropriate 

actions at home. It is important to consider that many factors may help or hinder the ability of a 

family to process the education they receive and to manage this stress burden effectively. This, in 

turn, will affect outcomes for the diabetic child, and particularly those ages 0-5 years because 

they rely so heavily on parents/guardians or adult caretakers for day-to-day management 

(American Diabetes Association [ADA], 2016; Lewin et al., 2006; Greenfield, Gilles, Porter, 

Shaw, & Willis, 2011; Sullivan-Bolyai et al., 2003b; Smaldone & Ritholz, 2011). 

Evidence-Based Recommendations for Management 

Adherence to evidence-based (EB) guidelines for treatment is known to improve short, 

intermediate, and long-term outcomes for children with diabetes; however, compliance remains 

variable, particularly during the year following diagnosis (Silverstein et al., 2005; Wood et al., 

2013; Mackey et al., 2016). EB guidelines were developed utilizing the best available knowledge 

and gained from years of analyzing and reviewing research. Therefore, EB guidelines have great 

potential to optimize patient experiences and outcomes. Unfortunately, the translation and 
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application of research to practice is both sluggish and inconsistent. Without active 

dissemination of knowledge into healthcare practices, clinical care and education for children 

and their families cannot improve (Grol & Grimshaw, 2003; Sung et al., 2003; Zwarenstein & 

Reeves, 2006).  

Current EB guidelines for the care of children with T1DM describe an individualized 

plan inclusive of ongoing education and support from age-appropriate providers who will 

provide preventative and acute care services as well diabetes-specific management (ADA, 

2016a; Chiang et al., 2014). However, there are vague and varied approaches to care 

coordination on the part of many pediatric health care providers regarding young patients who 

have a diagnosis of T1DM. In a recent study that explored viewpoints of pediatric primary care 

providers (PCPs) and endocrinologists regarding various provider services and responsibilities, it 

was noted that there is currently no EB recommendation for how very young children with 

T1DM should be co-managed (Wegner et al., 2008). This lack of specific EB guidance presents 

additional collaborative challenges to both providers and families when a child is diagnosed. 

Without EB guidelines that describe how to optimally manage health care for a 

preschool-aged child recently diagnosed with T1DM, relevant models and theories of patient 

care can be applied to inform best practice for these patients and their families. Two conceptual 

models built for health care—the Chronic Care Model (CCM) and Patient-Centered Medical 

Home (PCMH)—has been shown to be beneficial for those patients who receive ongoing care 

and require coordination of services from multiple care providers, and are therefore likely to 

inform care of T1DM patients (ADA, 2016b; Bodenheimer, Wagner, & Grumbach, 2002b; 

Jackson et al., 2013). 
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Chronic Care Model (CCM). This model identifies six specific concepts essential to 

improving chronic care: organizational support, clinical information systems, delivery system 

design, decision support, self-management support, and community resources (Wagner, 1998; 

Bodenheimer, Wagner, & Grumbach, 2002a). (Table 1 describes these six concepts; Figure 1 

illustrates how the components relate to one another and to improving outcomes in health care.) 

TABLE 1. The Six Concepts of the Chronic Care Model. 

Concept Description 
Organizational support An organization’s structure, values, and goals must prioritize chronic 

care and achieve cooperative relationships with insurers, purchasers, 
and other providers to successfully execute improvements and 
maintain them long term. 

Clinical information systems Components include reminder systems to help primary care teams 
stay compliant with current guidelines, feedback to providers that 
indicates how each is performing on chronic illness measures, and 
chronic condition registries that facilitate care planning for both 
individual patients and populations.  

Delivery system design Design requires multidisciplinary teams with clear divisions of labor 
between physician and non-physician personnel. Care planning, 
routine visits, and screening are essential aspects. 

Decision support PCPs should use EB clinical practice guidelines to provide optimal 
care, and can access specialty expertise when needed, often without 
a full specialty referral. 

Self-management support There is collaboration with patients and families to acquire the 
necessary tools, skills and confidence to manage substantial, self-
regulated aspects of care (diet, exercise, self-measurements). Care 
team assesses for problems and accomplishments, while educating 
and empowering patients to become principle caregivers over time. 

Community resources/policies PCPs need to stay apprised of local policies and establish linkages to 
community-based resources that may be of benefit to those with 
chronic illness (i.e., early childhood development programs, support 
groups, patient education classes, etc.). 

Chronic Care Model Table (Wagner, 1998; Bodenheimer, Wagner, & Grumbach, 2002a) 
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FIGURE 1. The Chronic Care Model. (Reprinted from “Chronic disease management: what will it take to 
improve care for chronic illness?” by Wagner, E.H., 1998, Effective Clinical Practice, 1(1), 2-4. © Copyright 2015 
American College of Physicians. All Rights Reserved. Reprinted with permission.) 

Depicted as modifiable components of healthcare delivery, these concepts address both 

practice and patient-centered strategies (Wagner, 1998; Bodenheimer et al., 2002). 

Organizational support speaks to cultural and system aspects of chronic care; this project 

explored regional trends in pediatric practice and diabetic management. Clinical information 

systems deal with structuring data optimally for storage and retrieval so that care can be made 

both effective and efficient; this project discovered information about a specific patient 
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population, which could potentially be integrated into such systems to better tailor office 

procedures or treatment plans. Delivery system design was a forefront concept for this project, 

which explored family perceptions about the composition and function of the health care team. 

Decision support is a provider-oriented concept that promotes better access to evidence-based 

practice for PCPs to provide better quality care to patients with chronic conditions within the 

primary care setting; this project provided insight into how pediatric PCPs collaborate with 

specialists, and has the potential to contribute knowledge for use in future practice guidelines. 

The final two concepts, self-management support and community resources/policies, are patient-

centered and are essential components of chronic care management because they focus on 

empowering the patient and family to become educated and skilled managers of their own health. 

Through survey questions, this project explored family utilization and perceived importance of 

these resources. 

Multidisciplinary collaboration is a strong theme within the CCM, which often serves as 

an organizing framework for quality improvement measures within chronic illness management, 

and has been utilized in previous clinical interventions for diabetic patients (Bodenheimer, 

Wagner, & Grumbach, 2002b; Rothman & Wagner, 2003; Bodenheimer et al., 2002; Wegner et 

al., 2008). In fact, the CCM recently added to the most current standards of care published by the 

American Diabetes Association (ADA, 2016a). This model was well suited for my project, both 

at the individual and population level, because improving care coordination for young children 

with T1DM requires an approach that considers multiple levels of interventions: patient, 

provider, and systems.  
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Patient-Centered Medical Home (PCMH). The PCMH, as defined by the Agency for 

Healthcare Research and Quality (AHRQ), is a quality improvement model for primary care 

comprised of five key functions and attributes, or domains: comprehensive care, patient centered 

care, coordinated care, accessible services, and quality and safety. These domains are described 

in Table 2. Within this model, all treatments, services, and communication for each patient are 

managed through a central hub, generally the PCP (AHRQ, n.d.a; Jackson, et al., 2013).  

TABLE 2. The Five Domains of the Patient-Centered Medical Home. 

Domain Description 
Comprehensive Care The PCMH is designed to meet the majority of a patient’s physical and 

mental health care needs through a team-based approach to care. 
Patient-Centered Care Delivering primary care that is oriented towards the whole person. This can 

be achieved by partnering with patients and families through an 
understanding of and respect for culture, unique needs, preferences, and 
values. 

Coordinated Care The PCMH coordinates patient care across all elements of the health care 
system, such as specialty care, hospitals, home health care, and community 
services, with an emphasis on efficient care transitions. 

Accessible Services The PCMH seeks to make primary care accessible through minimizing wait 
times, enhanced office hours, and after-hours access to providers through 
alternative methods such as telephone or email. 

Quality & Safety The PCMH model is committed to providing safe, high-quality care through 
clinical decision-support tools, evidence-based care, shared decision-making, 
performance measurement, and population health management. Sharing 
quality data and improvement activities also contribute to a systems-level 
commitment to quality. 

Patient Centered Medical Home Table (AHRQ, n.d.b, Patient Centered Medical Home: Tools & Resources. 
Retrieved from https://pcmh.ahrq.gov/page/tools-resources) 

The lack of clarity surrounding provider roles in co-management of a young child with 

T1DM does not fit the proposed model for the PCMH; however, both a recent review of the 

evidence (Homer et al., 2008) and policy statement by the AAP about care coordination (Turchi 

et al., 2014) have highlighted the importance of the medical home concept for improving overall 

care and management of children with special health care needs (CSHCN). Since young children 
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with T1DM have chronic and unique care needs, this care model is a good fit for the population 

when considering quality improvement measures in care coordination. 

The PCMH is also structured upon three foundational supports: health information 

technology, workforce, and finance (AHRQ, n.d.b). Similar to the concept of “organizational 

support” in the CCM, these can be viewed as vehicles by which the functions and attributes of 

the PCMH may be carried out. Also similar to the concepts of the CCM, the functions and 

attributes of the PCMH are applicable at both an individual and population level, and are focused 

on improving the efficiency and effectiveness of health care (AHRQ, n.d.a). The results of 

clinical trials comparing usual care with a PCMH-style of care among those with diabetes and 

other chronic illnesses have demonstrated a number of potential benefits, from increased patient, 

family, and staff satisfaction to improved quality of life and health outcomes (Katon et al., 2010; 

Katon et al., 2012; Von Korff et al., 2011; Jackson et al., 2013; Palfrey et al., 2004). This 

approach to care focuses on the big picture, and was therefore ideal for my project, which uses a 

cost-effective method to describe perceptions of key stakeholders and contributes to the 

knowledge of the pediatric primary care workforce.  

Strengths and Weaknesses of the Literature 

While the literature is abundant in studies that discuss a variety of clinical challenges 

specific to the treatment and diagnosis of young children with T1DM, parent/caregiver 

experiences related to disease management, and the importance of providing quality, coordinated 

care to CSHCN, no studies address all of these topics together and with a focus on children 

younger than five years old. There is also a significant paucity of high-level evidence amongst 

the studies that include one or more of these topics, with most being cohort or qualitative in 
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nature. Independently, these studies are regarded as relatively weak evidence because findings 

come from either surveys or content analyses that were based upon interviews or focus groups 

conducted with patients, parents, or providers; however, when paired with randomized-

controlled trials and systematic reviews that possess similar concepts and themes, these studies 

can be viewed as relevant sources of knowledge through which valuable inferences may be 

made.  

Combining evidence by shared concepts is important for discovering possible 

relationships between sources. For instance, it may be inferred that using the PCMH model to 

establish a centralized hub for health care coordination would be beneficial for young children 

with T1DM based off studies that detail the importance of the PCMH for patients with complex 

and/or chronic conditions because T1DM is a complex and chronic condition. Studies that 

demonstrate the benefit of the PCMH for CSHCN are particularly relevant to such inferences 

because it incorporates the pediatric aspect of these concepts (Homer et al., 2008; Palfrey et al., 

2004; Turchi et al., 2014).  

Similarly, the concepts of multidisciplinary teams and co-management can be linked; the 

former is abundantly discussed within the literature that targets management of chronic illness in 

general, while a few of the studies—including those that are specific to young children with 

T1DM—have used the latter term to describe what appears to be a synonymous concept in this 

patient population (Wegner et al., 2008; Turchi et al., 2014; ADA, 2016a). The studies that 

discuss the importance of multidisciplinary teams and co-management can further be linked to 

those that discuss the CCM. A key tenet of this health care model is that caring for someone with 

a chronic illness requires comprehensive coordination of services and resources (Bodenheimer et 
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al., 2002; Homer et al., 2008; Grol, Bosch, Hulscher, Eccles, & Wensing, 2007; Safran, 2003). 

Not surprisingly, the CCM has been used to organize a number of beneficial interventions for 

those with chronic illnesses, including diabetic patients (Bodenheimer, Wagner & Grumbach, 

2002b; Rothman & Wagner, 2003; Wegner et al., 2008).  

When linking the concepts of the PCMH with coordination of care for patients with a 

chronic illness, the burden of responsibility traditionally lies with the PCP, although there is 

evidence to demonstrate that this is not always successfully carried out due to the complexities of 

co-management (Wegner et al., 2008; Safran, 2003; Rothman & Wagner, 2003). In considering a 

young pediatric patient’s medical home, the PCP becomes even more important due to the 

degree of developmental surveillance and screening that is recommended during infancy and 

early childhood (Bright Futures, 2006; Turchi et al., 2014). For chronically ill children, such as 

those with T1DM, such surveillance of growth and development is perhaps more important to 

maintain, since chronically ill children are at an increased risk for experiencing delays in 

development (Homer et al., 2008; Ginsberg et al., 2005; Bright Futures, 2006).  

Studies detailing the PCP role in the care of children with chronic illnesses can be linked 

to those that discuss parent perceptions about health care for young children with T1DM in an 

effort to make inferences about possible parent perceptions regarding pediatric primary care and 

the role of the PCP for a young child following diagnosis of T1DM. For instance, perspectives of 

parents of young children with T1DM include themes such as fear, uncertainty, and an ongoing 

struggle regarding mastery of their diabetic child’s care (Smaldone & Ritholz, 2011; Whittemore 

et al., 2012). From a provider perspective, it is widely accepted that the PCP can and should still 

play a major role in overall health promotion and surveillance of young children with T1DM 
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(Bright Futures, 2006; Cato et al., 2014; ADA, 2016b), and yet there are no clear guidelines 

regarding how young children with chronic illnesses should be co-managed by primary and sub-

specialty providers (Wegner et al., 2008; Rothman & Wagner, 2003), which creates a 

professional uncertainty that parents could potentially become consciously or subconsciously 

aware of. Likewise, it could also be inferred that a pediatric PCP who manages and coordinates 

health care within the context of the medical home for preschool children with T1DM can have a 

positive impact on parent perspectives and competence regarding their child’s health care 

through enhanced communication and trust building. 

Local Problem 

During clinical rotations as a pediatric nurse practitioner (PNP) student, I noticed that, 

despite the rising incidence and prevalence of T1DM in the pediatric population, not many 

children with this diagnosis were being seen in the pediatric primary care clinic, for either 

routine well-child exams or acute appointments. It was noted that many children with T1DM see 

their endocrinologist so often that they sometimes stop coming to their PCP for regular well-

child exams, and may even be treated by their endocrinologist for minor illnesses and injuries. 

This is interesting, considering the findings from a study by Wegner et al. (2008), which 

examined provider-reported opinions about responsibilities in the clinical management of 

children with T1DM. Although pediatricians and endocrinologists largely agreed that some 

aspects of care for these children should be co-managed while a single provider should lead 

others, there was disagreement within and between disciplines over who should be more 

responsible for monitoring blood sugar levels (Wegner et al, 2008). In a recent policy statement 

by the American Academy of Pediatrics (AAP), several recommendations were made regarding 
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care coordination for all pediatric patients, citing the importance of establishing efficient and 

effective co-management of patients with complex medical conditions (Turchi et al., 2014). 

It has been my clinical observation that this co-managed model for health care is neither 

consistent nor well defined across practices. As such, many interpretations may not meet with 

EB guidelines for the care of pediatric patients with T1DM. Per longstanding EB guidelines 

initiated by the AAP, all children should be seen periodically for well-child exams to ensure 

provision of basic developmental surveillance and screening, education, and anticipatory 

guidance by a PCP (Bright Futures, 2006; Silverstein et al., 2005). Well-child exams are most 

frequent and arguably most essential prior to age five, as these early years are a period of rapid 

growth and development. The guidelines for preventative care by a generalist do not exclude 

children who are co-managed by specialists for chronic illnesses; in fact, children with ongoing, 

complex medical conditions are at higher risk for delays in growth and development (Homer et 

al., 2008; Ginsberg et al., 2005), which makes early childhood surveillance and screening 

perhaps even more important. Therefore, knowing how families regard pediatric primary care 

management after diagnosis for these young children with T1DM would be beneficial for 

providers who seek to improve care delivery and optimize health for their patients. 

Purpose of the Study 

The purpose of this DNP project was to describe how families living in the Pacific 

Northwest region of the United States perceive pediatric primary care management during the 

first two years after a preschool age child (0-5 years) has been diagnosed with T1DM. Since 

there are no specific guidelines to detail how PCPs should manage these patients during the new-

onset timeframe, the EB recommendations for provision of quality coordinated care shared by 
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both CCM and PCMH were used to organize and formulate questions for a survey that 

parents/caregivers of young diabetic children will answer. Answers provided insight into the 

perspectives of these crucial stakeholders. The knowledge gained from this exploration can 

inform clinical practice and assist local pediatric PCPs in the creation of quality improvement 

measures that promote better continuity of care through enhanced interdisciplinary 

communication and collaboration. The overall objective of such future implementation is to 

improve the quality of health care that families with young diabetic children receive by ensuring 

that pediatric PCPs are better equipped to facilitate an adequate medical home for young children 

with T1DM, which may promote better overall health maintenance and patient outcomes. 

Theoretical Framework 

Family perspectives regarding pediatric primary care management following diagnosis 

must be better understood in order to improve quality and continuity of care for preschool-age 

children with T1DM. While the CCM and PCMH literature served to inform research questions 

in the survey that will elicit the viewpoint of valuable stakeholders (parents/caregivers of 

preschool patients with T1DM), the underlying theoretical framework used for this study focused 

on quality improvement: the Plan-Do-Study-Act (PDSA) method.  

Plan-Do-Study-Act (PDSA) Method 

Modified by W. Edwards Deming from a previous change model and developed by the 

Associates in Process Improvement (API), the PDSA method is designed to achieve quality 

improvement through rapid cycles producing small, incremental changes, with the philosophy 

that quality improvement should be an ongoing process of assessment and reassessment. It is 

comprised of four specific phases—each involving multiple steps—by which a given 
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intervention is designed, implemented, and analyzed, the results of which then feed into devising 

the next cycle of adjustments (API, 2015; Institute for Healthcare Improvement [IHI], 2015). 

(Figure 2 shows the components of each phase of the PDSA model.) 

 

FIGURE 2. Phases and Components of the PDSA Model. (Health Resources and Service Administration 
[HRSA], n.d., Retrieved from http://www.hrsa.gov/quality/toolbox/methodology/testingforimprovement/part2.html) 

The first of these (“Plan”) —a planning phase—involves problem identification, goal 

setting, and a needs analysis, followed by a carefully planned intervention to fit these. The 

second phase (“Do”) involves both implementation of the planned intervention with relevant data 

collection. The third phase (“Study”) requires researchers to analyze data and measure outcomes 

in order to evaluate the degree of success or progress achieved by both the intervention and its 

implementation design. Finally, researchers enter into the fourth phase (“Act”), in which the 

lessons learned from the previous cycle are integrated into the whole process so adjustments can 

be made as needed to theories, goals, or methods. In this way, there is an almost seamless 
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transition back into the next cycle’s initial phase (“Plan”) (API, 2015; IHI, 2015). This model has 

been employed extensively in health care throughout the past decade (Langley et al., 2009), and 

has been used in several recent quality improvement initiatives for patients with diabetes 

(Knight, Ford, Audehm, Colagiuri, & Best, 2012; Tennison et al., 2014; Mukerji et al., 2015). 

The project was a descriptive study that will serve as an initial needs assessment for the 

planning phase of a PDSA cycle aimed at improving the provision of quality, coordinated care to 

families with a preschool-aged child newly diagnosed with T1DM. Perspectives were sought 

from essential stakeholders (parents/caregivers of these patients) through an online, anonymous 

survey designed to assess their perceptions about pediatric primary care and health care 

coordination during the first two years following diagnosis. The expectation is that this 

knowledge will offer insight into possible root causes, aid in developing a more detailed 

definition of the problem, and make it possible to refine and prioritize goals for change.  

Based on the results of a subsequent needs assessment, the “planning” phase would end 

with the design of an intervention hypothesized to address needs of the target population, and the 

“doing” phase would begin with implementation of the planned intervention and data collection. 

For example, if it is determined that parents of preschool-age children with T1DM in the Pacific 

Northwest believe it is acceptable to skip recommended well-child exams with a PCP because 

they see their endocrinologist at least every three months, an intervention could be designed to 

educate parents about why these primary care visits are still very important to the child’s overall 

health care management and could be facilitated through endocrinology appointments. During 

the “studying” phase, data would be analyzed and a summary of actual findings would be 

compared with the baseline assessment and predictions. Within the previous example, data from 
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a brief questionnaire about well-child exam attendance and perceived importance could be 

collected pre and post intervention (such as a pamphlet, describing the purpose of well-child 

exams and why they are still relevant after T1DM diagnosis) and analyzed to describe the 

effectiveness of the intervention on parent perceptions about primary care. The first full cycle 

would then conclude with a determination of how to “act” on the synthesis of findings and 

design a subsequent cycle. Using the same example as before, if a pamphlet was found to be only 

minimally influential, the next cycle could utilize the same questionnaire for data collection, but 

a different intervention (such as a verbal and written reminder about the next scheduled well-

child exam given by the endocrinology office staff when scheduling the next endocrinology 

appointment). 

Summary 

T1DM is a complex, chronic illness that is becoming increasingly prevalent in preschool-

age children (CDC, 2014; Pettitt et al., 2013). Clinicians must have a systematic, effective way to 

manage and support newly diagnosed diabetic children and their families using the most 

beneficial EB resources and tools available. Such tools and guidelines should meet both expert 

guidelines for education and family needs/desires during the new-onset timeframe (ADA, 2016a; 

Hupke, Camp, Chaufournier, Langley, & Little, 2004). Since diabetic children are usually co-

managed by a pediatric PCP and a pediatric endocrinologist, this process necessitates good 

communication and collaboration between primary providers and subspecialties to ensure 

efficacy of education and interventions as well as completeness of health maintenance and 

developmental surveillance (Wegner et al., 2008; Knight et al., 2012; Greenfield et al., 2014; 

Turchi et al., 2014). Studying parent/caregiver perceptions about pediatric primary care and care 
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coordination during the years following diagnosis of T1DM in a preschool-age child will not 

only help to fill a knowledge gap, but it will also supply the local community with valuable 

stakeholder perspectives that can be incorporated into future quality improvement measures for 

this population of diabetic children.  

METHODS 

Study Design 

The purpose of this project was to describe how families living in the Pacific Northwest 

region of the United States (U.S.) perceive pediatric primary care management during the first 

two years after a preschool-age child (0-5 years) has been diagnosed with T1DM. Review of the 

current evidence reveals a gap in the literature with regard to studies that address parent 

perspectives about management of health care for a preschooler diagnosed with T1DM, within 

both the context of pediatric primary care and the general EB recommendations for provision of 

quality coordinated care. Since this DNP project was to be an evidence-generating pilot study, 

the cross-sectional design was appropriate.  

Cross-sectional designs are descriptive in nature and serve to collect data about present 

conditions through an interaction that takes place at a single point in time. Surveying is a 

descriptive method that can be used to discover associations between variables and create 

hypotheses about likely relationships, thereby informing future research about a topic or 

population (Office of Research Integrity, n.d). The survey for this project elicited an improved 

understanding about this population’s attitudes and behaviors with regard to pediatric primary 

care management through the lens of certain EB recommendations for quality, coordinated care. 

Figure 3 shows the sequence for study design and data collection. 
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FIGURE 3. Sequence for Study Design and Data Collection. 

Survey Development 

An anonymous, online survey with questions based upon shared tenets of the CCM and 

PCMH was developed, since these models offer EB guidance for the provision of quality, 

coordinated patient care. After considering the components and attributes of these two health 
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care models, as well as the findings from a number of related studies within the literature review 

(Bodenheimer, Wagner & Grumbach, 2002; Ginsberg et al., 2005; Homer et al., 2008; Jackson et 

al., 2013; Katon et al., 2012; Palfrey et al., 2004; Wegner et al., 2008), five domains of care 

management through which family perceptions could be assessed were developed (Table 3 - for 

a comparison of the CCM, PCMH, and these five domains of care for young children with 

T1DM).  

TABLE 3. Chronic Care Model, Patient-Centered Medical Home, and Five Domains of Care. 

Chronic Care Model (CCM) Patient Centered 
Medical Home (PCMH) 

Five Domains of Care for 
Young Children with T1DM 

Community resources and policies Comprehensive care Multidisciplinary 

Health care organization Patient centered care Holistic and compassionate 

Self-management support Coordinated care Accessible and communicative 

Delivery system design Accessible services Uses current standards and 
technology 

Decision support Quality and safety Actively promotes safe self-
management 

Clinical information systems - - 

Quality, coordinated care for young children with T1DM should be: 1) multidisciplinary, 

2) holistic and compassionate, 3) accessible and communicative, 4) making use of current 

standards and technology, and 5) actively promoting safe self-management. Three care 

management questions were formulated within each of these five domains, and structured as 

statements so that they could be rated using a five-point Likert scale for agreement (“strongly 

agree--strongly disagree”). In addition to the 15 care management questions, 15 demographic 

questions were used for 30 survey items. Five of the demographic questions qualified 

respondents in meeting certain inclusion criteria. Twenty-one primary home caregivers (adult 
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parents/legal guardians) of children who were diagnosed with T1DM before turning five years 

old participated in the project. 

Once the survey was constructed, three pediatric PCPs were asked to serve as content 

experts by reviewing the survey items for relevance and accuracy to establish preliminary face 

validity. Specifically, these experts were offered a summary of this project’s purpose as well as a 

review the five domains of quality, coordinated care (as based upon shared tenets of the CCM 

and PCMH), and then asked to evaluate how well each domain was represented by the three care 

management questions I had assigned to each domain. Their feedback was used to revise the care 

management questions and ensure that all survey items were acceptable, given target population 

and aim of the project.  

All three experts communicated with me via email and all are board certified pediatric 

physicians (two based in the Pacific Northwest and one based in the Southwest) who have 

experience caring for young children with T1DM. All content experts expressed satisfaction with 

the wording and purpose of the questions and agreed that each care management question was 

suitable for the domain to which it had been assigned. There were no recommendations for 

revision, but each expert commented that he believed this survey would be a relevant and worthy 

exploration into pediatric primary care management for children with chronic conditions like 

diabetes.  

An online version of the survey was built using Qualtrics, a web-based surveying service 

that can be accessed by creating a user account with a secure login. This surveying method 

enables participants to anonymously take a survey online from any location at any time of day. 

Once a survey is generated, the service creates a unique link to your survey that can be 
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embedded as a hyperlink in an email or posted to a social media website for recruitment 

purposes. The service uses data encryption and multi-machine backup to securely store data in a 

specified location as it is collected, and allows the survey’s creator to retrieve survey information 

as frequently as needed via a password-protected login (Qualtrics, 2015).  

Recruitment and Enrollment 

The setting for this DNP project was in the Pacific Northwest region of the U.S. and 

surveying was conducted online with a sample of 21 participants who met inclusion criteria. 

Inclusion criteria required that the participant be: 1) an adult (age 18 years or older); 2) able to 

read and understand English; 3) a parent or other legal guardian who serves as the primary home 

caregiver of a child who was diagnosed with T1DM prior to his/her fifth birthday; 4) the child 

must be within two years of diagnosis; and, 5) receiving health care services within the Pacific 

Northwest region of the U.S. at the time of survey.  

The number of items in the survey determined sample size; therefore, it was anticipated 

that 30 participants would be feasible for obtaining a description of the problem during this 

initial planning phase of the PDSA model. With the expectation that some surveys would be 

incomplete, I anticipated that oversampling by 10 would ensure that at least 30 of the surveys 

would be usable (reasonably complete and fit for analysis). No power analysis was conducted 

since this was a descriptive study. 

Recruitment was conducted online and by snowballing through two regional (Pacific 

Northwest) support groups for families who have a child with T1DM. Participants were recruited 

through the Northwest chapter of a support network called Parents of Kids Experiencing 

Diabetes (P.O.K.E.D.) using its Facebook page, which has 432 members. Participants were also 
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recruited from a smaller support group called Little Kids with Insulin Dependent Diabetes 

(L’KIDDS), which is based out of Seattle Children’s Hospital and specifically serves parents 

who have an infant, toddler, or preschool-age child who has been diagnosed with T1DM. 

L’KIDDS did not have a social media page, but the director informed members about my survey 

at monthly meetings and emailed the advertisement to their members via the group listserv 

(Appendices A & B). Both the advertisement and the thank you letter at the end of the survey 

encouraged potential participants to share the survey link with anyone else they knew who might 

be eligible to participate. With this combination of sampling methods, it was anticipated that a 

broad representation of parents with children with T1DM who were receiving care at numerous 

primary care and subspecialty clinics in the region would be recruited.  

Each support group administrator was sent an electronic copy of the survey advertisement 

for distribution to its membership (Appendix C). This advertisement explained the basic purpose 

of the study and listed inclusion criteria, then directed interested parties to click on a hyperlink. 

This hyperlink redirected them to a unique Qualtrics website where participants completed this 

anonymous online survey. The first page of the survey was a welcome letter and disclaimer 

approved by an Institutional Review Board (IRB) from the University of Arizona (Appendix D). 

This document briefly reviewed the purpose of the study, inclusion criteria, and offered an 

explanation about how participant anonymity and privacy would be maintained. It also specified 

that participation is voluntary and without compensation, that participants could exit the survey 

at any time to stop participating, and that they may forego answering select questions if they did 

not wish to disclose certain information. In fact, 15 participants exited the survey without 

completing it. Participants completed 30 multiple-choice survey items (Appendix E) following 
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reading the disclaimer statements. Finally, the last page of the survey was a thank you letter 

(Appendix F). Participants were invited to contact me, as the principal investigator (PI), or my 

faculty advisor with any questions or concerns about the survey, both before and after taking the 

survey, using the email information provided in both the disclaimer and thank you letter. 

However, no participant contacted either the investigator or advisor. Recruitment and enrollment 

were open 24 hours a day, seven days a week due to the online format, and was left open for 60 

days. At the end of 60 days, there were 21 usable surveys.  

Data Collection 

Data collection was done exclusively online, through the devoted Qualtrics web-based 

survey. Since identifying information was not collected for data analysis, the disclaimer was 

used in lieu of written informed consent. Survey data was accessed through a password protected 

Qualtrics account, which uses transport layer security (TLS) encryption for all transmitted data. 

The company uses secure, trusted data centers that are independently audited to ensure users the 

highest protection per requirements of the Health Information Technology for Economic and 

Clinical Health Act (HITECH). Qualtrics’ servers are protected by high-end firewalls, scanned 

regularly for vulnerabilities, and complete backups are performed nightly to securely store data 

as it is collected (Qualtrics, 2015).  

Analysis 

All surveys collected were reviewed carefully by the PI to determine whether or not they 

appear to be reasonably complete and fit for analysis (useable). If consent or eligibility was 

questioned upon review of survey responses, the PI determined the survey to be unusable. 

Fifteen surveys were considered unusable because a participant either did not begin the survey 
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after reading the disclaimer, or chose to stop participating and exited the survey far ahead of the 

final question. This data was not included in descriptive analysis.  

Descriptive analysis of the data involved generating statistics that described features of 

collected survey responses. The vast majority of data from a survey that uses ranked responses 

were ordinal by classification, while basic demographic items produced some nominal data. Such 

data required non-parametric testing methods to draw correlations about differences between 

groups and relationships between variables. Data collected from the survey was exported from 

Qualtrics and entered into a statistics software program called SPSS, which has the ability 

calculate descriptive statistics, both among and between variables. Such statistics included 

frequencies of responses and measures of central tendency (i.e., mean, median, and mode). 

Histograms and other visual aids were also generated through this software and assisted in 

illustrating the distribution of responses to a given survey item or correlations between one or 

more items. 

Ethical Issues 

Since data collection was conducted exclusively online and identifying patient 

information was not collected, the study was classified as exempt by the IRB and therefore an 

IRB-approved disclaimer was used to detail the study’s purpose, risks and benefits to 

participants, as well as the terms of consent. By continuing on to answer survey questions 

beyond the disclaimer, participants asserted that they met inclusion criteria and consented to 

have their responses included in the study. Consent was presumed to be revoked if participants 

exited the survey prior to submission, and the responses from those surveys were not used in data 

analysis. 
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No recruiting incentives or compensation were offered for participation. Once the data 

was collected, the PI excluded surveys from data analysis if either consent or eligibility was not 

met based upon review of the survey responses. The survey was anonymous, and therefore was 

not possible to personally identify who had withdrawn nor follow up with individuals who chose 

to withdraw. However, in an effort to make study results available to subjects, the PI will email a 

summary of the finished DNP project to the administrators of both support groups who helped to 

facilitate recruitment so they may share the findings with their membership. Further, information 

about where to access the complete DNP project online will be furnished to the support groups.  

All pertinent survey data was secured during collection and throughout analysis using the 

previously discussed security features of the Qualtrics website. All raw data moved into SPSS 

for analysis was secured on a devoted USB drive that was both password protected and 

encrypted, and was stored in a locked drawer in the PI’s home office during the study. A data file 

will then be stored at the University of Arizona College of Nursing in room 410 for six years 

following the conclusion of the study.  

RESULTS 

This study described how mothers living in the Pacific Northwest region of the United 

States perceive pediatric primary care management during the first two years after a preschool-

age child (0-5 years) has been diagnosed with TIDM. An anonymous online survey was created 

to help an adult parent or primary home caregiver describe these perceptions by rating his/her 

agreement with statements that address five important domains of health care management for a 

young child with T1DM:  

• Multidisciplinary; 
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• Holistic & compassionate; 

• Accessible & communicative; 

• Uses current standards & technology; 

• Actively promotes safe self-management  

Sample Characteristics 

Thirty-six participants clicked on the anonymous survey link, and five chose not to 

proceed beyond the disclaimer page. Of the 31 participants who began answering the survey 

questions, 10 dropped out before answering any of the care management questions, leaving 21 

participants who completed the survey. After reviewing the 21 completed surveys, all were 

determined to be useable because each participant proceeded through to the final question with 

minimal omissions (all care management questions were answered, with only four demographic 

questions omitted in total, and no individual participants omitted more than a single response).  

Due to the anonymous nature of recruitment and participation, it was not possible to 

obtain data regarding the individual reasons people chose not to participate or decided to stop 

participating mid-survey. Of the 10 individuals who dropped out, seven stopped after either 

viewing (N= 2) or answering (N= 5) the seventh demographic question about household income, 

while the three stopped at the fifteenth and final demographic question about the type of provider 

they go to for most of the child’s diabetes care needs.  

All (N=21) useable surveys were completed by a female who identified as being both a 

biological parent and the person who usually takes the child to medical appointments. All 

participants also reported the child with T1DM having a seen a PCP for preventative care within 

the past 12 months and using an endocrinologist for most diabetes care needs.  
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Parent Participants 

Demographic characteristics for parent participants are shown in Table 4. Participants 

were all biological mothers who ranged in age between 25 and 44 years old, with a slight 

majority in the 35 to 44 years old category (57%). Most were married or in a domestic 

partnership (N=19, 90%). Responses were more broadly distributed across education level, with 

all mothers reporting at least a high school diploma or equivalent and over half having achieved 

an associate’s degree or higher (N=13, 65%). Annual household income was >$50,000 in most 

cases (N=17, 90%). Of these, nearly one third falling into the $50,000 to $75,000 range. (N=6).  

TABLE 4. Demographic Characteristics: Parent Participants (N=21)*  

Characteristic N % 
Age (years) 

25-34 9 43 
35-44 12 57 

Highest Level of Education Completed 
High school diploma or equivalent 2 10 
Some college, no degree 5 25 
Associate’s degree 3 15 
Bachelor’s degree 6 30 
Postgraduate 4 20 

Marital Status 
Single, never married 1 5 
Married or domestic partnership 19 90 
Divorced 1 5 

Annual Household Income 
Less than $25,000 1 5 
$25,000 - $49,000 1 5 
$50,000 - $74,000 6 32 
$75,000 - $99,999 4 21 
$100,000 - $149,000 3 16 
More than $150,000 4 21 
*Missing data 2 - 
Note: *Missing data excluded from percentages. 
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Children with T1DM 

Demographic characteristics for the children with T1DM are shown in Table 5. Children 

in this sample were diagnosed with T1DM most commonly in the age ranges of 12 months to 23 

months (N=6, 30%), 24 months to 35 months (N=6, 30%), and 48 months to 59 months (N=5, 

25%). A majority of children had been diagnosed for more than six months at the time of survey 

(N=20, 95%), with the most common timeframes since diagnosis being 18 to 23 months (N=12, 

57%) and 6 to 11 months (N=5, 24%).  

Most children were covered under a form of employer-based group health insurance 

(N=17, 85%), although one participant did not select a type of health care coverage. Regarding 

primary care, almost all children had an established PCP through which they could receive both 

preventative services and treatment for minor illness/injury (N=20, 95%). Within the last 12 

months, most children had seen their PCPs for illness or injury (N=18, 86%), and all had seen a 

PCP for preventative care. In most cases, the PCP was a pediatric provider (N=18, 85%), 

although a few were seen by a family practice provider for primary care needs (N=3, 14%). 

TABLE 5. Demographic Characteristics: Participant’s Child with T1DM (N=21)* 

Characteristic N %* 
Age of Child with T1DM at Diagnosis (in Months) 

Less than 12 months 1 5 
12 months—23 months (1y) 6 30 
24 months—35 months (2y) 6 30 
36 months—47 months (3y) 2 10 
48 months—59 months (4y) 5 25 
*Missing data  1 - 

Duration of Time Since Diagnosis (in Months) 
Less than 6 months 1 5 
6—11 months 5 24 
12—17 months 3 14 
18—23 months 12 57 
Note: *Missing data excluded from percentages. 
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TABLE 5 - Continued 

Characteristic N %* 
Child’s Health Care Coverage 

Medicaid or other means-tested public coverage 2 10 
Employer-based group health insurance (HMO/PPO) 17 85 
Private or public insurance (Medicare, Tricare, etc.) 1 5 
*Missing data 1 - 

Type of Provider Used for Most of Child’s Primary Care Needs 
Family practice 3 14 
Pediatric 18 86 

Type of Provider Used for Most of Child’s Diabetes Care Needs 
Endocrinology 21 100 

Child has PCP for Both Preventative and Acute Medical Care 
Yes 20 95 
No 1 5 

Child has Seen PCP for Illness or Injury Within the Last 12 Months 
Yes 18 86 
No 3 14 

Child has Seen PCP for Preventative Care Within the Last 12 Months 
Yes 21 100 
Note: *Missing data excluded from percentages. 

Descriptive Results of Care Management Items 

Responses to the 15 care management survey items were overwhelmingly positive with 

regard to parents’ perceptions about primary care. For all but one of these items, response 

options were ranked 1-5, with ‘1’ indicating strong agreement with a statement, and ‘5’ 

indicating strong disagreement. For all but one negatively worded statement, low scores 

demonstrated positive perceptions about aspects of care that are related to the five domains of 

care for children with T1DM:  

• Multidisciplinary; 

• Holistic & compassionate; 

• Accessible & communicative; 

• Uses current standards & technology; 
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• Actively promotes safe self-management  

The descriptive results of these items were grouped according to the domain of care that each 

ranked statement represented (see Tables 6-10). 

Multidisciplinary Domain 

Variance among scores for each item was very low, and more than half of mothers 

strongly agreed with all three statements that describe a multidisciplinary approach to pediatric 

primary care for a child with T1DM. A majority of participants reported that the child’s PCP 

includes them in decision-making and care planning (86%) and adequately coordinates necessary 

referrals (91%), and although some responded neutrally, none disagreed. However, all 

participants agreed that a pediatric endocrinologist adequately manages most of the child’s health 

care needs. Within this sample, mothers maintained very positive perceptions about 

multidisciplinary aspects of pediatric primary care, and a strong shared belief that the pediatric 

endocrinologist is a good manager of the child’s health care following diagnosis with T1DM. 

TABLE 6. Multidisciplinary Domain: Scores by Item. 

 

1 
Strongly 

Agree 
N (%) 

2 
Somewhat 

Agree 
N (%) 

3 
Neither 

Agree nor 
Disagree 

N (%) 

 
4 

Somewhat 
Disagree 

N (%) 

 
5 

Strongly 
Disagree 

N (%) 

M
edian 

M
ode 

V
ariance 

16.  As an integral member of my 
child’s health care team, our 
PCP includes me in decision-
making and care planning. 

18 
(86%) 

0 (0) 3 (14%) 0 (0) 0 (0) 1 1 0.51 

17.  Our PCP’s practice adequately 
coordinates necessary referrals 
to other health care services 
and specialists. 

14 
(67%) 

5 (24%) 2 (10%) 0 (0) 0 (0) 1 1 0.46 

18.  A pediatric endocrinologist 
adequately manages most of 
my child’s health care needs 
since diagnosis. 

12 
(57%) 

9 (43%) 0 (0) 0 (0) 0 (0) 1 1 0.26 
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Holistic and Compassionate Domain 

Most mothers at least somewhat agreed with all three statements that described a holistic 

and compassionate approach to pediatric primary care. A majority of mothers strongly agreed 

that the PCP is “aware of my child’s diabetic management plan in an effort to provide the best 

care possible” (52%) and is “considerate and compassionate about the challenges we face as a 

family” (62%) with minimal responses indicating degrees of neutrality or disagreement. The 

statement “Our PCP functions as the center of my child’s health care coordination” had the 

highest degree of variance in responses. While 51% of mothers reported some degree of 

agreement with this statement, 29% neither agreed nor disagreed, and 19% expressed some 

degree of disagreement. Overall, results indicated positive perceptions about the PCP’s ability to 

provide holistic and compassionate care to the child with TIDM, with the weakest component 

being the PCP’s function as the center of health care coordination.  

TABLE 7. Holistic and Compassionate Domain: Scores by Item. 
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19.  Our PCP functions as the 
center of my child’s health 
care coordination. 

 7 
(33%) 

4 (19%) 6 (29%) 3 (14%) 1 (5%) 2 1 1.55 

20.  Our PCP is aware of my 
child's diabetic management 
plan in an effort to provide 
the best care possible. 

 11 
(52%) 

5 (24%) 3 (14%) 1 (5%) 1 (5%) 1 1 1.33 

21.  Our PCP is considerate and 
compassionate about the 
challenges we face as a 
family. 

 13 
(62%) 

6 (29%) 1 (5%) 1 (5%) 0 (0) 1 1 0.66 
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Accessible and Communicative Domain 

More than half of mothers strongly agreed with the two positively worded statements that 

described accessible and communicative health care for the child with T1DM, with regard to 

both pediatric primary care (67%) and diabetes care (86%) needs. No mothers responded 

neutrally, and only one mother somewhat disagreed with each of these statement. A third 

statement for this domain was the only negatively worded statement in the survey, which 

indicated that communication problems between various providers is “a source of stress” for the 

family. Most mothers (81%) reported at least some degree of disagreement with this statement, 

while a few responded neutrally, indicating that communication problems between providers are 

not significantly stressful for families in this sample. Overall, participants had very positive 

perceptions about accessibility and communication with regard to health care provided by both 

the PCP and endocrinologist. 

TABLE 8. Accessible and Communicative Domain: Scores by Item. 

 

1 
Strongly 

Agree 
N (%) 

2 
Somewhat 

Agree 
N (%) 

3 
Neither 

Agree nor 
Disagree 

N (%) 

 
4 

Somewhat 
Disagree 

N (%) 

 
5 

Strongly 
Disagree 

N (%) 

M
edian 

M
ode 

V
ariance 

22.  Our PCP is usually accessible for 
my child's primary health care 
needs (sick appointments, 
injuries, med refills, etc.). 

14 
(67%) 

6 (29%) 0 (0) 1 (5%) 0 (0) 1 1 0.56 

23.  A pediatric endocrinologist is 
usually accessible for my child's 
diabetic needs. 

18 
(86%) 

2 (10%) 0 (0) 1 (5%) 0 (0) 1 1 0.49 

24.  Communication problems 
between my child’s PCP and 
other specialists/health care 
providers are a source of stress 
for our family.* 

0 (0) 0 (0) 4 (19%) 5 (24%) 12 (57%) 5 5 0.65 

Note: *Item is reverse ordered 
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Uses Current Standards and Technology Domain 

Most mothers expressed some level of agreement with all three statements that described 

ways that current standards and technology are used in pediatric primary care management. More 

than half of mothers strongly agreed that their PCPs make use of current health information 

technology (67%), and that well-child exams are “still an important component” of the child’s 

overall health management (76%). Variance was greatest in response to the survey item that 

discussed the use of professional tools to monitor development and screen for delays—while a 

majority of mothers at least somewhat agreed with this statement, (72%) the remaining 

participants were split equally between a neutral response (14%) and strong disagreement (14%). 

Overall, mothers from this sample valued well-child exams and believed their PCPs use current 

industry standards and technology to care for their children, with the weakest confidence found 

in the routine use of developmental screening tools.  

TABLE 9. Uses Current Standards and Technology Domain: Scores by Item. 

 

1 
Strongly 

Agree 
N (%) 

2 
Somewhat 

Agree 
N (%) 

3 
Neither 

Agree nor 
Disagree 

N (%) 

 
4 

Somewhat 
Disagree 

N (%) 

 
5 

Strongly 
Disagree 

N (%) 

M
edian 

M
ode 

V
ariance 

25.  Our PCP utilizes current health 
information technology to care 
for my child …* 

14 
(67%) 

5 (24%) 1 (5%) 0 (0) 1 (5%) 1 1 0.96 

26.  Periodic well child exams with a 
PCP are still an important 
component of my child’s overall 
health care management. 

16 
(76%) 

4 (19%) 0 (0) 1 (5%) 0 (0) 1 1 0.53 

27.  Recommended, professional 
tools are used to periodically 
monitor my child’s growth and 
development and screen for 
delays…* 

10 
(48%) 

5 (24%) 3 (14%) 0 (0) 3 (14%) 2 1 1.99 

*Note: Refer to Appendix E for the full item as presented in the original survey 
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Actively Promotes Safe Self-Management Domain 

Most mothers at least somewhat agreed with statements that described ways pediatric 

primary care can actively promote safe self-management for families with a young diabetic child. 

The response was most positive with regard to being comfortable approaching their PCP for 

advice (71% strongly agreed). Although a majority of mothers strongly agreed that education 

materials provided by the PCP are “easy to understand and review at home when needed” (57%), 

there were several who took a neutral stance (19%) or somewhat disagreed (10%). When asked 

to consider whether they were “routinely informed about and directed to community resources” 

that might be helpful for their families, mothers responded with even greater variance. For 

instance, an equal number of mothers strongly agreed and somewhat disagreed with this 

statement, and the numbers were almost equal between those who somewhat agreed (N=5) and 

neither agreed nor disagreed (N=4). Overall, mothers in this sample believed their PCPs are 

actively promoting safe self-management for their families, but they were most divided in their 

responses to the survey items that addressed provision of educational materials and community 

resources. 
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TABLE 10. Actively Promotes Safe Self-Management: Scores by Item. 

 

1 
Strongly 

Agree 
N (%) 

2 
Somewhat 

Agree 
N (%) 

3 
Neither 

Agree nor 
Disagree 

N (%) 

 
4 

Somewhat 
Disagree 

N (%) 

 
5 

Strongly 
Disagree 

N (%) 

M
edian 

M
ode 

V
ariance 

28.  Education and reference 
materials provided by our PCP 
are easy to understand and 
review at home when needed. 

12 
(57%) 

3 (14%) 4 (19%) 2 (10%) 0 (0) 1 1 1.16 

29.  I feel comfortable approaching 
our PCP for advice when I 
have a question about my 
child’s care. 

15 
(71%) 

5 (24%) 0 (0) 1 (5%) 0 (0) 1 1 0.55 

30.  We are routinely informed 
about and directed to 
community resources that may 
offer support to our family. 

6 (29%) 5 (24%) 4 (19%) 6 (29%) 0 (0) 2 1 
& 
4 

1.46 

Summary 

The results of data analysis revealed a sample with many shared characteristics. All 

participants were young to middle-age adults and biological mothers of a child with T1DM. 

Most were married or in a domestic partnership, had completed some degree of higher learning, 

and reported a household income exceeding $50,000 per year. The children with T1DM were 

predominantly covered by some type of employer-based group health insurance, had an 

established pediatric or family practice PCP whom they had all seen within the last year for at 

least a well-child exam, and all were seeing a pediatric endocrinologist. There was more notable 

variation seen with regard to the T1DM diagnosis itself; however, all but one child was 

diagnosed after the first year of life, and all but one had been living with the diagnosis for more 

than six months. 

Survey responses reflected largely positive perceptions about health care management 

within all five domains of care identified as being important for preschool-age children with 
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T1DM. Statements that represented the “multidisciplinary” and “accessible and communicative” 

domains received the most favorable responses and showed least amount of variance, while 

statements representing the other three domains received slightly more neutral or negative 

responses, and thus showed greater variance. Analysis of the response to statements indicated 

that mothers in this sample felt included in care planning, believed that periodic well-child 

exams were still important, and that the child’s providers were accessible, communicated 

effectively, usually demonstrated consideration and compassion for family challenges and 

concerns. Although a majority of mothers at least somewhat agreed that the PCP used current 

standards and technology to care for their children, and functioned as the center of their health 

care coordination, there was a slightly greater number of responses indicating uncertainty or 

disagreement. 

DISCUSSION 

To the best of my knowledge, this is the first regional, cross-sectional study to explore 

family perceptions about pediatric primary care following diagnosis of T1DM in a preschool-age 

child. This section provides a discussion of the sample characteristics and an exploration of 

parent perceptions as they relate to the five domains of care for young children with T1DM. 

Finally, the study will be discussed in terms of strengths and limitations, as well as implications 

for nurses and future research. 

Sample Demographic Characteristics 

For this regional pilot study, the sample obtained was small, purposive, and fairly 

homogenous. Participants were anonymously recruited through two support groups for parents of 

children with T1DM in the Pacific Northwest with the added possibility for snowball sampling in 
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the region. This sampling method may be associated with bias because people with many social 

connections and shared characteristics are likely to be overrepresented (Mateo & Kirchoff, 

2009), yet it is impossible to know with this sample. Primary home caregivers for young children 

with T1DM in this sample were all biological mothers, the vast majority of whom were highly 

educated and sharing a high household income with a spouse or domestic partner. Children with 

T1DM in this sample all had some form of health insurance that supported use of an 

endocrinologist for diabetes management and a primary care provider (PCP) for preventative 

care. With a high proportion of participants sharing these features, the survey results cannot be 

generalized to a population with different characteristics, such as primary home caregivers for 

young children with T1DM who are single parents, or those who live in poverty without access 

to adequate health care services.  

Demographic Characteristics of Mothers 

Demographic characteristics of the sample for this study were similar to those found in 

other studies that describe parents of young children with T1DM (Grey, 2009; Streisand et al., 

2005). When studying primary caregivers of children with T1DM, it is common to find a sample 

consisting only of mothers (Grey, 2009; Ginsberg et al., 2005; Schmidt, 2007). Research has 

consistently shown that female parents take on the majority of responsibility related to the care 

of children, and even more so in young children with T1DM because the intensity of treatment 

management requires “constant vigilance” (Sullivan-Bolyai et al., 2003a). As was true in this 

study, research often shows that parents of young children with T1DM are in early to middle 

adulthood and report somewhat higher levels of education (Sullivan-Bolyai et al., 2003a; 

Valenzuela et al., 2014). The dual-parent household and relatively high family income are other 
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features of this sample that are commonly seen in research that studies the families of children 

with T1DM (Streisand et al., 2005; Sullivan-Bolyai et al., 2003a; Valenzuela et al., 2014). 

Although ethnicity was not evaluated by this study, it is worth noting that this combination of 

demographic characteristics is often correlated with non-Hispanic white populations, and that 

recent research indicates most young children being diagnosed with T1DM are non-Hispanic 

whites (Lawrence et al., 2014; Pettitt et al., 2013; Valenzuela et al., 2014). It is also plausible that 

single mothers of children with T1DM may be too busy to participate in research, or that low 

income families with reduced access to care or the internet did not know about the study and did 

not participate. 

Demographic Characteristics of Children with T1DM 

Demographic characteristics of young children with T1DM in this sample were also 

similar to those seen in the available literature that describes young children with T1DM (Grey, 

2009, Sullivan-Bolyai et al., 2003a). Both age at diagnosis and timeframe since diagnosis were 

similar to those reported elsewhere in studies of young children with T1DM (Grey, 2009, 

Sullivan-Bolyai et al., 2003a). For instance, Grey (2009) found a similar mean age of diagnosis 

(3.3 years old) and mean duration of disease (1.4 years), as was found in this study. Most 

children in this sample were covered by an employer-based form of health insurance, which has 

been noted in previous studies (Valenzuela et al., 2014) and is not surprising, considering the 

relatively high household incomes reported by participants. 

Demographic information not readily found in other studies included questions about 

health care provision. Overall, results were consistent with the most recent EB recommendations 

for management of children with T1DM: primary care needs were provided by either a pediatric 
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of family practitioner, with diabetes needs managed by an endocrinologist (ADA, 2016a). While 

these were expected findings, I was somewhat surprised to find that most children (86%) had 

seen their PCP for an illness or injury in the past 12 months, and that all had been seen for 

preventative care in that timeframe. It is likely that my clinical observation was skewed in part 

due to my shorter-term presence as a student and because a majority of the patients I saw in the 

region were low-income families covered by Medicaid (which is not consistent with the 

demographics of this study sample).  

Mothers’ Perceptions About Care Management for Their Children with T1DM 

Overall, mothers’ perceptions about care management were fairly consistent with the EB 

recommendations and guidelines in the literature for both children with special health care needs 

(CSHCN) and also those specifically designed for children with diabetes (ADA, 2016; Turchi et 

al., 2014). Although it was expected that providers would be attempting to follow evidence-

based (EB) guidelines, results that reflected so positively on those efforts were somewhat 

unexpected.  

The children in this sample received multidisciplinary care that was inclusive of their 

mothers, which was an expected finding considering the demonstrated benefit among CHSCN 

and recommendations for this type of care within the literature (ADA, 2016; Turchi et al., 2014; 

Palfrey et al., 2004; Homer et al., 2008). EB guidelines state that children with T1DM should 

have oversight from multiple health care providers, including a pediatric PCP, endocrinologist, 

and diabetic educator and in some cases other specialists—such as a dietician or behavioral 

health counselor—to ensure comprehensive and quality health care delivery (ADA, 2016; Turchi 

et al., 2014). Results supported my observation that these children are less frequently seen in a 
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PCP’s clinic following diagnosis because a pediatric endocrinologist adequately manages most 

of their health care needs, but offered reassurance that their absence in clinic was not due to 

PCPs being unwilling to include mothers in decision-making or unable to adequately coordinate 

care. 

Mothers’ perceptions from this study also indicate that pediatric PCPs are demonstrating 

holism and compassion in their care of young children with T1DM. Most believed that the PCP 

was mindful of both the child’s diabetes management plan and family challenges when providing 

care. As expected from clinical observations, the weakest agreement occurred in the statement 

that the PCP functions as the center of health care coordination. 

While PCP as the center of care coordination is the typical structure of the PCMH model 

(Jackson et al., 2013), previous studies have shown that the majority of health care needs for a 

child with T1DM are related to diabetes management, and therefore the endocrinologist may be 

perceived by families to be the “medical home” during this stage of life (Wegner et al., 2008). 

Despite slightly higher disagreement with PCP as the center of care coordination, there was no 

indication that children in this study received inadequate primary care oversight. In accordance 

with recent EB guidelines for children with T1DM (ADA, 2016), all had been seen by an age-

appropriate PCP for preventative care within the past 12 months, and most had been seen for an 

acute issue. 

Participants in this study did not perceive access to care or communication to be 

significant problems in the care management of their young children with T1DM. While cost of 

care, communication, and obtaining information have been cited as some of the most common 

barriers to care among families with a diabetic child (Valenzuela et al., 2014), they were not 
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found to impede care for the families in this study. Although some demographic characteristics 

of the sample may have been protective against these common barriers (mothers’ overall higher 

levels of education and household income, as well as health insurance for the children), study 

findings were consistent with research that reinforces the critical role PCPs play in helping 

families feel informed and ensuring they are supplied with the appropriate referrals and services 

to meet their needs (Ginsberg et al, 2005; Smaldone & Ritholz, 2011; Whittemore et al., 2012). 

Mothers’ perceptions also revealed that PCPs are incorporating current standards for 

pediatric primary care and health information technology into practice in accordance with EB 

guidelines (Bright Futures, 2006; Turchi et al., 2014). Nearly all mothers in the sample agreed 

that periodic well-child exams are still valuable following diagnosis of T1DM, which was an 

unexpected finding considering my clinical observations, but is reassuring considering the 

evidence that highlights the continued importance of preventative care in CSHCN (Bright 

Futures, 2006; Palfrey et al., 2004; ADA, 2016). For instance, T1DM puts young children at an 

increased risk for developmental delays (Cato et al., 2014), and the Bright Futures publication 

(2006) illustrates how the use of validated tools at health maintenance visits can facilitate early 

detection and treatment for developmental delays. The findings of this study were also consistent 

with the literature that describe PCPs’ use of health information technology to facilitate 

communication and collaboration with families and other disciplines in caring for someone with 

a chronic illness (Turchi et al., 2006; Palfrey et al., 2004; Katon et al., 2010). Responses were 

most varied and agreement was lowest for the statement about providers’ use of recommended 

tools to perform developmental surveillance and screening. This was somewhat expected 

because the provider most frequently seen by young children with T1DM is an endocrinologist, 
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but such developmental tools are generally only used by PCPs at recommended health 

maintenance visits. However, since other survey results indicated that preventative care was both 

valued and utilized in this sample, higher variance in responses might be attributed to 

inconsistent use of such tools among providers and/or lower recognition of the tools among 

mothers.  

Finally, PCPs of the children with T1DM in this sample were perceived to be actively 

promoting safe self-management for the families in ways that are consistent with current EB 

guidelines for practice (Bright Futures, 2006, ADA 2016; Turchi et al, 2014). Participants in this 

sample felt very comfortable approaching the PCP for advice, which is consistent with other 

studies that have demonstrated both psychosocial and clinical benefits of establishing an open, 

trusting family-provider relationship (Sullivan-Bolyai et al., 2003b; Ginsburg et al, 2005). While 

a majority of mothers agreed that they were provided with individualized, relevant educational 

materials and community resources as recommended (ADA, 2016; Bright Futures, 2006), 

approximately one third expressed some degree of neutrality or disagreement for these aspects of 

care. This was somewhat unexpected because evidence supports tailoring patient education to the 

specific needs of the family, and offering materials that they can easily reference from home is 

known to promote self-efficacy (Streisand et al., 2005; Sullivan-Bolyai et al., 2003b; Ginsburg et 

al., 2005). For instance, one study found that after controlling for demographic and illness-

related variables, both frequency and intensity of stress experienced by parents who had a child 

with T1DM was associated with concerns about their ability to fulfill the many responsibilities of 

diabetes management and a related fear of hypoglycemia (Streisand et al., 2005). Additionally, 

previous research suggests that PCPs can support family resilience and improve clinical 
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outcomes by directing them to community resources (Schmidt, 2007; Sullivan-Bolyai et al., 

2003b; Ginsberg et al., 2005). For example, when Schmidt (2007) surveyed mother of children 

with T1DM, she found that providing opportunities to communicate with others who have 

T1DM can help children feel better about themselves following diagnosis, and should be 

encouraged. Although findings from this study mostly concur with recommendations and 

findings of previous studies describing how PCPs can support safe self-management of a young 

child with T1DM, greater variation in responses with regard to provision of educational materials 

and community resources suggest an inconsistency in practice that may benefit from further 

investigation. 

Implications for Results and PDSA Cycle 

Within the context of the PDSA framework, findings from this study offer valuable 

stakeholder perspectives that can be used during the planning stages of future quality 

improvement measures in care management for families who have a young child with T1DM. 

However, these perspectives were not detailed enough to facilitate formation of specific 

objectives for quality improvement efforts. Clear objectives are needed in order to design and 

implement an intervention (“Do” phase). The results of the intervention could then be analyzed 

(“Study” phase) to determine whether the intervention was beneficial for the target population. 

The final “Act” phase of the cycle would include both dissemination of the knowledge gained 

and a determination of how to best proceed on to a subsequent PDSA cycle. 

The planning phase (“Plan”) will benefit from further exploration of parent perspectives 

with regard to the care domains that produced the most variance. For instance, a new descriptive 

study could be planned using a mixed methods design—combining a questionnaire and focus 
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group—to further evaluate perceptions of mothers of preschool-age children with T1DM with 

regard to the PCP’s role in care coordination, use of current standards and technology, and 

efforts to actively promote safe self-management. 

Clinical Implications and Future Research 

After observing low use of primary care services among preschool-age children with 

T1DM during my clinical rotations in Pacific Northwest pediatric clinics, I surveyed the parents 

of these children as part of a regional needs assessment. This study extended previous research 

about the experiences of families who have a child diagnosed with T1DM as well as 

recommendations regarding health care management for CSHCN, and applied it to mothers of 

preschool-aged children. Although the descriptive results of this research cannot be used to make 

directional correlations or inferences about the target population, it can contribute to plans for 

quality improvement initiatives by offering some baseline stakeholder perspectives.  

Future research should continue to examine relationships between care management 

variables and clinical outcomes, which will require ensuring that the families of young children 

with type 1 diabetes have good opportunities for feedback. Pediatric PCPs and endocrinologists 

can use the domains of care from this study to open a dialogue with patients and staff about how 

care management may be improved for these families. Considering the high rate of attrition seen 

with online methods in this study, future studies with parent participants may benefit from direct 

recruitment through endocrinology clinics, either in a single Pacific Northwest city or from 

within a large health care network in the region (such as Group Health). It could also be 

advantageous to recruit specifically from rural or underserved areas in the region, such as 

Puyallup or on one of several Native American reservations.  
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Strengths and Limitations 

The greatest strength of this study is that it anonymously gathered the perceptions of a 

small, homogenous sample of mothers in the Pacific Northwest who believed that their child’s 

pediatric primary care management, with a PCP and endocrinologist, was in agreement with 

evidence-based domains of care for a preschool-age child with T1DM. This offers some 

reassurance that the absence of specific clinical guidelines for how to co-manage these children 

and process differences across practices may not have a significant impact the overall care 

management that young children with T1DM receive in this region of the country. The use of 

online methods for recruitment and surveying made it possible for me to conduct the study from 

a distance, gave me quick and continuous access to participant responses, gave participants 

access to the survey instantaneously across a variety of devices, and also allowed me gather and 

convey relevant survey information or concerns to the support group administrators. Anonymity 

can also be seen as a strength of this study because may have reduced the response bias 

commonly found in self-report designs.  

However, anonymity also acted as a limitation with regard to participant understanding of 

the survey items, and increased attrition. Everyone who stopped taking the survey did so at either 

question 7 (household income) or question 15 (final demographic question regarding whether or 

not the child with T1DM had seen PCP within past 12 months for preventative care). It is 

interesting that these items both marked the final question before a page break in the survey, but 

the inability to contact participants made it difficult to determine if technical problems had 

occurred with the online survey and assess for reasons related to attrition.  
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The small size and homogeneity of this sample also limit the applicability of findings to a 

specific demographic: young to middle-aged mothers in some type of domestic partnership, 

reporting mostly higher levels of education and middle-high range household incomes. Although 

fairly consistent with existing research conducted with primary home caregivers of young 

children who have T1DM, selection bias may leave many families with T1DM unrepresented. 

Furthermore, it must be considered that those not represented in this study (single mothers, low-

income families, families with limited access to care) may comprise a subset of the target 

population for whom QI measures in primary care management would be most beneficial. 

Conclusions 

Research has demonstrated that preschool-age children with T1DM should receive health 

care via a co-managed model that includes pediatric PCPs, endocrinologists, and other specialists 

(ADA, 2016); however, co-management itself is neither consistent nor well defined across 

practices, and lacks specific guidelines (Wegner et al., 2008). While interpretations of co-

management could fall short of EB recommendations, this study found that mothers of 

preschool-aged children recently diagnosed with T1DM in the Pacific Northwest have generally 

positive perceptions about primary care management. When surveyed anonymously, most at 

least somewhat agreed with a variety statements indicating that the care their child has received 

from PCPs is multidisciplinary, holistic and compassionate, accessible and communicative, uses 

current standards and technology, and actively promotes safe self-management. More research is 

needed within the larger community to explore how providers are implementing EB 

recommendations in the co-management of these families. However, findings from this study 
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supported that PCPs were an integral part of health care management for most preschool-age 

children with T1DM, and provided primary care that is consistent with EB recommendations. 
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APPENDIX A: 

RECRUITMENT AUTHORIZATION LETTER: P.O.K.E.D. 
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September 15th, 2015 

To Whom It May Concern: 

As an administrator of both the International and the Northwest chapter of Parents Of Kids 
Experiencing Diabetes (P.O.K.E.D.), I hereby grant permission to Jennifer Garlington to 
advertise and recruit for survey participants through our support group’s Facebook page. I 
understand that the survey is part of this student’s doctoral project and that her advertisement 
will only remain posted until recruitment has ended.  

Sincerely, 

<Digital signature >  

Ilana Bergen 

Poked.wa@gmail.com 
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APPENDIX B: 

RECRUITMENT AUTHORIZATION LETTER: L’KIDDS 
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October 8th, 2015 

To Whom It May Concern: 

As a volunteer facilitator of the L’KIDDS (Little Kids with Insulin Dependent Diabetes) support 
group held at Seattle Children's Hospital, I hereby grant permission to Jennifer Garlington to use 
our group attendees as survey participants through an emailed advertisement to our participants. I 
understand that the survey is part of this student’s doctoral project.  

Sincerely, 

<Digital signature >  

Laura Stamm, LICSW 

laurastamm@hotmail.com 
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APPENDIX C: 

ADVERTISEMENT 
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(Image reprinted with permission) 

Young Children with Type I Diabetes: Parent Survey 

Are you the parent/primary home caregiver of a young child who was diagnosed with type 1 

diabetes? Was the diagnosis prior to his/her 5th birthday and within the past two years? Please 

take my anonymous online survey about your perspectives regarding health care management for 

your child—this should only take about 10-15 minutes to complete. Please share this survey link 

with any other parents you know who may be eligible. 

Click here (or copy and paste the link below into your web browser) to proceed to the 

survey. (insert link) 

Investigator: Jennifer Garlington, RN, MSN, Pediatric Nurse Practitioner and Doctor of Nursing 

Practice Student, University of Arizona College of Nursing 

(An Institutional Review Board responsible for human subjects’ research at The University of Arizona reviewed this 

research project and found it to be acceptable, according to applicable state and federal regulations and University 

policies designed to protect the rights and welfare of participants in research.) 
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APPENDIX D: 

WELCOME LETTER AND DISCAIMER 
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Dear Potential Participant, 

My name is Jennifer Garlington and I am a pediatric nurse practitioner (PNP) student 

seeking my doctorate of nursing practice (DNP) degree through the University of Arizona’s 

College of Nursing. This survey is part of my doctoral project: a descriptive study exploring 

family perceptions about pediatric primary care management following diagnosis of type 1 

diabetes (T1D) in a preschool-aged child. The data collected will add to the current knowledge 

base that guides care coordination for the youngest diabetic children during the new-onset 

timeframe, and may help pediatric primary care providers (PCPs) adjust their styles of care 

management to better serve families in the Pacific Northwest. This research study is being 

conducted under the supervision of my doctoral faculty advisor, Dr. Terry Badger, PhD, RN, 

PMHCNS-BC, FAAN. 

The survey is comprised of 30 simple questions and should take approximately 10-15 

minutes to complete and submit online. To participate, you must certify that you meet the 

following inclusion criteria at the time of survey: 

(a) I am an adult age 18 years or older  

(b) I am a parent or other legal guardian and primary home caregiver of a child who was 

diagnosed with T1D prior to his/her 5th birthday 

(c) The child with type 1 diabetes is within two years of official diagnosis and is living in the 

Pacific Northwest region of the US at this time 

(d) I am able to read and understand English 
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By proceeding beyond this page and to begin the survey, you assert that you meet all the 

above criteria, and recognize that completion and submission of the survey indicates consent. 

Participation in this study is completely voluntary, and you may choose to stop completing the 

survey at any time. You may also choose to forego answering select questions if you do not wish 

to disclose certain information; however, please rest assured that responses to all questions will 

remain confidential, cannot be linked back to any individual, and will be discussed/reported in 

aggregate form only. No reasonably foreseeable risks have been identified for this study and no 

financial reward will be given for participation or completion. For further information, or to relay 

questions or concerns about this study, please contact Jennifer Garlington at 

jerice@email.arizona.edu or Dr. Terry Badger at tbadger@email.arizona.edu. 

I want to extend my gratitude to all who decide to participate. As primary home 

caregivers of young children with T1D, you are on the front lines every day; your perspectives 

are essential to consider when efforts are made to improve the quality of your child’s health care, 

and are therefore an invaluable contribution to research. 

Sincerely, 

Jennifer Garlington, RN, MSN 

Doctor of Nursing Practice (DNP) Student  

University of Arizona College of Nursing 
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APPENDIX E: 

SURVEY QUESTIONS 
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SURVEY QUESTIONS 
 
Please answer questions 1 – 7 about YOURSELF (primary home caregiver): 
 
1. Which best describes your relationship to the child with type 1 diabetes (T1D)? 

1) Biological parent 
2) Adoptive parent 
3) Foster parent 
4) Other legal guardian 

 
2. Are you the person who usually takes the child to his/her medical appointments? 

1) Yes 
2) No 

 
3. Gender 

1) Female 
2) Male 

 
4. Age  

1) 18-24 
2) 25-34 
3) 35-44 
4) 45-54 
5) 55-64 
6) 65+ 

 
5. Highest level of education you have completed 

1) Some high school, no diploma 
2) High school diploma or equivalent  
3) Some college, no degree 
4) Associate’s degree 
5) Bachelor’s degree 
6) Postgraduate degree 

 
6. Marital status 

1) Single, never married 
2) Married or domestic partnership 
3) Separated 
4) Divorced 
5) Widowed 
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7. Annual household income  
1) < $25,000 
2) $25,000--$34,999 
3) $35,000--$49,999 
4) $50,000--$74,999 
5) $75,000—$99,999 
6) $100,000--$149,999 
7) >$150,000 
8) Prefer not to say 

 
Please answer questions #8-15 about the CHILD WITH T1D: 
 
8. Age at diagnosis (in months) 

1) <12 months 
2) 12 months—23 months 
3) 24 months—35 months 
4) 36 months—47 months 
5) 48 months—59 months 

 
9. How long has it been since he/she was diagnosed? 

1) <6 months 
2) 6-11 months 
3) 12-17 months 
4) 18-23 months 

 
10. Which best describes your child’s health care coverage? 

1) Medicaid or other means-tested public coverage 
2) Affordable Care Act health exchange plan 
3) Employer-based group health insurance (HMO/PPO) 
4) Private or public insurance (Medicare, TRICARE, etc.) 
5) Non-group insurance  
6) More than one type of coverage 
7) No insurance/health care coverage 

 
11. What type of provider is used for most of his/her primary care needs?  

1) Family practice  
2) Pediatric  
3) Endocrinology 
4) Urgent care or emergency room  
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12. What type of provider is used for most of his/her diabetes care needs?  
1) Family practice 
2) Pediatric  
3) Endocrinology 
4) Urgent care or emergency room  

 
13. My child has a primary care provider/practice (PCP) through which he/she can receive both 

preventative and acute (minor illness/injury) medical care.  
1) Yes 
2) No 

 
14. My child has seen his/her PCP for an illness or injury within the last 12 months. 

1) Yes 
2) No 

 
15. My child has seen his/her PCP for preventative care (well child exam, vision/hearing 

screening, vaccines) within the past 12 months. 
1) Yes 
2) No 

 
The following questions seek to understand your honest perspectives regarding various aspects 
of your child’s health care management since he/she was diagnosed with T1D. Please rate your 
agreement with the following statements: 
 
16. As an integral member of my child’s health care team, our PCP includes me in decision-

making and care planning.  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 
17. Our PCP’s practice adequately coordinates necessary referrals to other health care services 

and specialists.  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 
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18. A pediatric endocrinologist adequately manages most of my child’s health care needs since 
diagnosis.  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 
19. Our PCP functions as the center of my child’s health care coordination. 

1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 
20. Our PCP is aware of my child’s diabetic management plan in an effort to provide the best 

possible care.  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 
21. Our PCP is considerate and compassionate about the challenges we face as a family.  

1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 
22. Our PCP is usually accessible for my child’s primary health care needs (sick appointments, 

injuries, medication refills, etc.).  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 
23. A pediatric endocrinologist is usually accessible for my child’s diabetic needs. 

1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 
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24. Communication problems between my child’s PCP and other specialists/health care 
providers are a source of stress for our family.  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 
25. Our PCP utilizes current health information technology to care for my child (Examples 

include the use of electronic medical records, electronic prescriptions and referrals that are 
sent directly to a pharmacy or provider, maintaining a professional website, and offering 
online patient portals.)  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 
26. Periodic well child exams with a PCP are still an important component of my child’s overall 

health care management.  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 
27. Recommended, professional tools are used to periodically monitor my child’s growth and 

development and screen for delays. (Examples include parent questionnaires such as the 
Ages and Stages Questionnaire [ASQ-3] or Parents' Evaluation of Developmental Status 
[PEDS] or directly administered tests like the Denver II Developmental Screening test).  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 
28. Education and reference materials provided by our PCP are easy to understand and review at 

home when needed.  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 



 
 
 

 
74 

29. I feel comfortable approaching our PCP for advice when I have a question about my child’s 
care.  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 

 
30. We are routinely informed about and directed to community resources that may offer support 

to our family.  
1) Strongly agree 
2) Somewhat agree 
3) Neither agree nor disagree 
4) Somewhat disagree 
5) Strongly disagree 
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APPENDIX F: 

THANK YOU MESSAGE 
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(Image reprinted with permission) 

Thank you so much for sharing your perspectives about health care management of your 

child with type 1 diabetes! Please feel free to share the survey with anyone else you know who 

may be eligible.  

If you have further questions or concerns, please feel free to contact Jennifer Garlington at 

jerice@email.arizona.edu or Dr. Terry Badger at tbadger@email.arizona.edu. 
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