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Abstract

In contrast to other Children’s Oncology Group (COG) committees, the COG Nursing discipline 

is unique in that it provides the infrastructure necessary for nurses to support COG clinical 

trials and implements a research agenda aimed at scientific discovery. This hybrid focus of the 

discipline reflects the varied roles and expertise within pediatric oncology clinical trials nursing 

that encompass clinical care, leadership, and research. Nurses are broadly represented across 

COG disease, domain, and administrative committees, and are assigned to all clinically-focused 

protocols. Equally important is the provision of clinical trials-specific education and training for 

nurses caring for patients on COG trials. Nurses involved in the discipline’s evidence-based 

practice initiative have published a wide array of systematic reviews on topics of clinical 

importance to the discipline. Nurses also develop and lead research studies within COG, including 

stand-alone studies and aims embedded in disease/ treatment trials. Additionally, the nursing 

discipline is charged with responsibility for developing patient/family educational resources 

within COG. Looking to the future, the nursing discipline will continue to support COG clinical 

trials through a multifaceted approach, with a particular focus on patient-reported outcomes 

and health equity/disparities, and development of interventions to better understand and address 

illness-related distress in children with cancer.
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INTRODUCTION

The Children’s Oncology Group (COG) Nursing discipline is fundamental for the conduct 

of successful COG clinical trials, as evidenced by the multiple roles nurses have within 

the group. Nursing is the largest discipline within COG; with over 2400 members, nurses 
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comprise more than 25% of the group’s overall membership.1 The mission of the COG 

nursing discipline is to set standard of excellence for the care of children, adolescents, and 

young adults with cancer treated on COG clinical trials from diagnosis to survivorship, 

and to transform pediatric oncology clinical trials nursing through education, evidence-

based practice and research. In the previously published Blueprint for COG Nursing, two 

overarching aims were established to address key gaps in knowledge affecting nursing care 

of children with cancer enrolled on clinical trials by i) understanding the effective delivery 

of patient/family education and ii) reducing illness-related distress.2 These overarching aims 

are integrated into all aspects of the work of the COG nursing discipline. Here, we provide 

a concise overview of the work accomplished toward these aims over the past decade. 

We describe the organizational structure of the discipline and detail how the work and 

accomplishments of the discipline’s subcommittees have contributed toward the overarching 

aims. An outline of future goals for the discipline over next decade is provided with a focus 

on sustainability, dissemination, and innovation.

ORGANIZATIONAL STRUCTURE OF THE NURSING DISCIPLINE

In contrast to other COG committees, the COG Nursing discipline is unique in that it 

provides both the infrastructure necessary for nurses to support COG clinical trials and 

implements a research agenda aimed at discovery. This hybrid focus of the discipline 

reflects the varied roles and expertise within pediatric oncology clinical trials nursing that 

encompass clinical care, leadership, and research. Nurses are broadly represented across 

COG disease, domain, and administrative committees, and are assigned to all clinically-

focused protocols. Nurses also develop and lead research studies within COG, including 

stand-alone studies and aims embedded in disease/treatment trials. Additionally, the nursing 

discipline is charged with responsibility for all patient/family educational resources within 

COG.

The Nursing discipline Steering Committee is comprised of three elected members – 

the Chair and two Members-at-Large. Each elected Member-at Large has role-specific 

responsibilities; one oversees the discipline’s patient and family educational resources and 

the other oversees discipline membership and serves as the discipline’s liaison with the 

Association of Pediatric Hematology/Oncology Nurses (APHON). The Chair appoints the 

remainder of the Steering Committee, including the Vice Chair, Associate Vice Chairs, 

Subcommittee Chairs, Communications Chair, and Special Assistant.

The current Nursing committee structure is designed to reflect the diverse and unique 

roles held by COG nurses, to support the discipline’s hybrid focus, and to enable the 

work necessary to realize the discipline’s mission. The discipline is organized into four 

subcommittees: clinical trials, education, evidence-based practice, and research (Figure 1). 

The success of the Nursing discipline relies on the intersection among these established 

subcommittees.

Nursing Clinical Trials Subcommittee

A core responsibility of the COG Nursing discipline is supporting the infrastructure of 

clinical trials operations. One way the Nursing Clinical Trials Subcommittee achieves this 
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is by facilitating expert nursing representation on COG committees, including disease and 

domain steering committees and protocol committees.

Highly experienced COG nurses, known as Disease Committee Nurses (DCNs), are selected 

by nursing leadership through a competitive process to serve on disease and domain steering 

committees. Additional nurses, known as core group nurses, are selected to serve as protocol 

nurses in their areas of expertise. DCNs oversee the assignment of protocol nurses from 

within the core groups; ideally, these nurses are appointed during the study pre-concept 

phase. Responsibilities of protocol nurses include responding in real-time to protocol 

and care-related questions that arise from COG members caring for patients enrolled on 

clinical trials. Often, these inquiries are aimed at ensuring that protocol requirements are 

not compromised, which maintains the quality of clinical trials data and averts potential 

protocol violations. Protocol nurses also serve in a feedback loop to study committees, 

providing updates on frequently asked questions and protocol concerns that have been 

reported, thereby informing important protocol amendments. For example, recently, the 

core nursing group for acute lymphoblastic leukemia (ALL) trials consolidated frequently 

asked questions (FAQs) about blinatumomab into a FAQ document that is posted with the 

protocol materials for the current trials AALL1731 and AALL1821. COG nurses report 

that this document is a useful resource, and is particularly helpful at the site level at the 

time of study activation.3 The DCNs and core nurses also review all patient and family-

facing COG clinical trials information prior to distribution. These have included Clinical 
Trial Summaries (CTS), which provide an overview of the clinical trial’s primary aims, 

and Return of Results (ROR) Summaries, which summarize the main results of published 

clinical trials. Leadership of the ROR Committee within COG has included nurses since 

inception,4 and the current ROR committee is co-led by two nurses.

Outside of the formal roles described here, nurses champion COG clinical trials at the 

institutional level. Nurses coordinate and provide protocol-directed care, with meticulous 

attention to detail to ensure adherence to protocol requirements. Nurses also advocate for 

COG clinical trials by raising awareness of these trials during patient/family discussions 

and treatment planning. COG Supportive Care clinical trials (also known as Cancer Control 

[CCL] trials) are often aligned with the Nursing discipline’s aim of reducing illness-related 

distress. COG advanced practice nurses champion supportive care trials, which has increased 

overall enrollment of these trials.5

Nursing Education Subcommittee

Equally important to supporting COG clinical trials is the provision of education and 

training for nurses caring for patients enrolled on COG trials, which is the primary focus of 

the Nursing Education subcommittee. Education and training provided by the subcommittee 

are presented at two main forums – the COG educational track at the APHON annual 

conference, and nursing educational sessions embedded within the COG annual meeting.

Many nurses providing care to patients on COG clinical trials are not COG members; 

therefore, a priority of the Committee is providing access to COG clinical trials education 

targeted to a broader pediatric oncology nursing community. Through a partnership with 

APHON established in 2010, the subcommittee presents COG educational tracks at the 
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annual APHON conference, which is typically attended by approximately 1000 pediatric 

oncology nurses. To further promote access to this education, these COG educational tracks 

are recorded and made available as on-demand learning modules.6 A COG nursing VIMEO 

page (vimeo.com/cognursing) currently houses the modules, making them accessible to all 

pediatric oncology nurses. Content for the COG educational track sessions is selected by 

the COG nursing leadership with the goal of disseminating high-priority clinical trials 

information to the broader pediatric oncology nursing audience that attends APHON 

conferences. COG Nursing leadership performs a rigorous review of all COG track content 

prior to these presentations to ensure compliance with COG and human research subject 

confidentiality policies.

COG’s partnership with APHON includes other opportunities for disseminating COG 

clinical trials information to the pediatric oncology nursing community. The quarterly 

APHON Counts newsletter features a COG clinical trials column authored by COG nurses. 

Additionally, several of the COG educational tracks have been made available by APHON as 

continuing education (CE) webinars.

Obtaining CE credits is a priority for many nurses. To address this need, educational 

sessions offering CEs have been embedded within the COG annual Nursing meetings. 

Presenting educational content for COG nurses at the annual meetings offers the advantage 

of inclusion of confidential content that cannot be presented in the public domain. Often, 

this content includes critical information related to caring for patients and successfully 

navigating protocol requirements of ongoing open COG clinical trials. Table 1 provides a 

summary of topics from both the COG educational tracks at APHON and the nursing CE 

sessions at COG meetings over the past decade.

Nursing Evidence-Based Practice Subcommittee

The nursing Evidence-Based Practice (EBP) subcommittee was established to provide COG 

nurses with evidence-based recommendations to guide care provided to children enrolled 

on clinical trials. This subcommittee identifies high-priority clinical questions, performs 

systematic reviews of existing evidence based on these questions, and develops evidence-

based summaries and recommendations to guide clinical practice.

The EBP subcommittee employs a competitive application process through which teams of 

nurses are selected to develop mentored EBP projects. Over the past decade, three EBP 

training workshops have been conducted; through this process, a cadre of COG nurses now 

have experience in the EBP process.7 EBP teams include one or two nurse leaders and 

additional team members, many with expertise other than nursing. After each new team is 

selected, nurses with EBP expertise provide guidance and mentorship for the team leaders 

who, in turn, guide and mentor members of their teams.

EBP teams each address a PICOT (Population, Intervention/Interest, Comparison, Outcome, 

Time) question8 identified by the COG Nursing leadership that focuses on a topic relevant to 

clinical trials nursing and to the discipline’s key aims. A comprehensive literature review 

is then conducted by the team to identify relevant evidence. The quality of evidence 

is evaluated by the team using the GRADE criteria9 for evidence summaries and the 
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AGREE II criteria10 for clinical practice guidelines. Synthesis statements are then developed 

to summarize the findings and provide clinical recommendations, along with an overall 

appraisal of the quality and strength of the evidence.11

A wide variety of nursing care issues has been addressed by the COG nursing EBP process 

to date7,12–27 (Table 2). Additionally, the discipline’s EBP projects have been widely 

disseminated to pediatric oncology nurses through presentations at COG meetings, and 

through the COG educational track sessions at annual APHON meetings.

Nursing Research Subcommittee

The nursing research subcommittee facilitates the development of research questions of 

high priority to pediatric oncology clinical trials nursing, and the exchange of ideas and 

expertise among nurse researchers. Research conducted within the discipline is guided by 

the Resilience in Individuals and Families Affected by Cancer organizing framework.28 

This framework was developed from a positive health perspective and incorporates factors 

relevant to young people with cancer, their families and culture, including factors such as 

age, developmental level, environment, illness, and treatment.28

The majority of research conducted within the Nursing discipline intentionally incorporates 

opportunities for training and mentoring of young investigators (YI). Traineeship 

opportunities across the past decade, made possible through cooperative group infrastructure 

support grants (U10CA098543 and U10CA180886), have yielded opportunities for 

mentored and independent YI projects aligned with the discipline’s key aims.29–37 

Additionally, valuable training opportunities supported through funding sources beyond the 

cooperative group have yielded outstanding opportunities for doctorally-prepared YI nurses, 

advanced practice nurses, and direct-care nurses to engage in scientific discovery.38–48 

Findings from these projects have contributed to new knowledge generated by the work of 

the discipline (Table 3). To further support the work of YIs, the nursing discipline hosted 

a grant-writing workshop to invest in the future pipeline of investigators prepared to lead 

the discipline’s research. Many workshop attendees have gone on to secure institutional and 

federal funding for their research.

COG nurses also conduct and lead research in collaboration with other COG disease and 

domain committees and investigators, including CCL49,50, young investigator51, outcomes/

survivorship52, adolescent/young adult (AYA)53, acute lymphoblastic leukemia54–57, 

myeloid leukemia58, neuroblastoma59, and central nervous system tumor60,61 committees.

Important research milestones for the COG nursing discipline over the past decade include 

two state-of-the-science symposia – each centered on one of the two aims that are key 

foci for the discipline (patient/family education; illness-related distress). Each symposium 

was supported through the National Cancer Institute’s R13 mechanism (R13CA232442; 

R13CA196165), had findings featured in specially-themed issues of the Journal of Pediatric 
Oncology Nursing,16,31–33,35,62–68 and yielded expert consensus recommendations to guide 

further discipline research in these key areas.62,68
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COG PATIENT AND FAMILY EDUCATION RESOURCES

COG nursing is charged with the development and oversight of patient and family 

education resources within the cooperative group. This includes the Family Handbook,69 

New Diagnosis Guide,70 New Diagnosis Slide Set: Caring for Your Child at Home,71 

New Diagnosis Guide for Teens and Young Adults,72 and the COG KidsCare App73 

(Figure 2). These resources are available in English, Spanish, and French (https://

childrensoncologygroup.org/cog-family-handbook). The Patient and Family Education 

Member at Large is responsible for the oversight of these educational resources.

Over the past decade, the COG Nursing Steering Committee has conducted extensive 

research in the area of patient and family education and has established best practices for 

provision of this education.14, 27, 39, 43, 57, 58 Use of the Family Handbook is the standard 

of care at many COG institutions where it is used in patient and family education at 

diagnosis, throughout treatment, and at the completion of therapy. Research conducted by 

the COG Nursing discipline found that families were often overwhelmed and experienced 

“information overload” at the time of a child’s cancer diagnosis.32,62 Based on these 

findings, the New Diagnosis Guide was developed to narrow the focus of education at 

initial diagnosis to key topics necessary for safe care of the child at home. Similarly, 

to guide new diagnosis education specific to the AYA population, the New Diagnosis 
Guide for Teens and Young Adults was developed. A multidisciplinary group within COG 

collaborated to develop this guide, which includes all information from the COG New 
Diagnosis Guide, and adds topics specific to the AYA population, including fertility, sexual 

intimacy, substance use, physical activity, driving safety, tattoos and body piercings, school, 

work and friendships, and resources for AYAs with cancer. The nursing discipline also 

developed a smartphone application, the COG KidsCare app. This app provides the entire 

content of the COG Family Handbook and New Diagnosis Guide in searchable format, 

and includes many features, such as journaling and appointment tracking, to promote user 

engagement and ongoing use throughout treatment and survivorship.73

In addition to the educational resources developed for families, the COG Nursing discipline 

also developed a checklist designed to guide pediatric oncology nurses in providing 

standardized new diagnosis education.17 To evaluate implementation of this checklist, 

an EBP fellowship was awarded to two doctorally-prepared nurses. The checklist was 

subsequently implemented at two COG institutions and found to be feasible and acceptable 

in the clinical setting.8 This project also yielded a standardized educational program for use 

by nurses to facilitate the provision of new diagnosis education. This program, developed as 

a PowerPoint© slide set, was later expanded into the COG New Diagnosis Slide Set: Caring 
for your Child at Home71 and made available to all COG nurses.

FUTURE DIRECTIONS

The COG Nursing committee, established 20 years ago, continues to adapt to meet the 

overarching goals of the nursing discipline and to support the COG mission. Expert pediatric 

oncology nurses are essential to the success of COG clinical trials, and the looming nursing 

shortage will undoubtedly influence future directions of the discipline. To confront this 
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challenge, the COG nursing leadership will prioritize the retention of expert clinical trials 

nurses, as well as recruitment and development of new pediatric oncology clinical trials 

nurses. This can be accomplished by sustaining the Nursing committee structure and efforts, 

and through increasing opportunities for meaningful engagement of nurses within COG. The 

COG Nursing discipline must also be nimble and quickly adjust to the rapidly evolving 

scientific discoveries in the field. Over the next decade, there will be a clear focus on 

both sustainability and innovation, as the nursing committee tackles future challenges and 

opportunities.

Sustainability

The current structure of the Nursing committee provides opportunities for engagement that 

reflect the broad interests and expertise of the Nursing discipline membership. Provision 

of clinical trials training and education will remain a priority of the Nursing discipline, 

including educational outreach to the broader pediatric oncology nursing community. The 

Nursing committee will continue to partner with APHON, including the annual COG 

educational track, and will maintain an online platform to house educational sessions 

for nurses. Efforts to provide CE offerings will also continue. Many patient and family 

resources have been developed this past decade; sustaining availability and assuring 

timeliness of these resources will remain a priority. COG nurse representation on disease 

and domain committees, and on COG administrative committees should be maintained. 

Mentorship of nurses within COG has been a strength of the past decade and the efforts to 

sustain continued mentorship will be an important strategy for the future.

Innovation

Increasing opportunity, awareness, and access to pediatric oncology clinical trials education 

and training for nurses through innovation will be a future priority. This vision will need 

to reflect the anticipated nursing shortages but also be representative of the varied ways in 

which nurses prefer to learn. Harnessing technology to both market and provide education 

will be explored. This will include hybrid formats for nursing educational sessions at 

annual COG meetings, and the introduction of quarterly COG nursing webinars. Providing 

opportunities for nurses to learn with minimal interruption to clinical responsibilities is 

an important consideration. Collaboration with other COG disciplines to provide inter-

professional education with available CE is another opportunity to expand access to 

educational opportunities. Leveraging social media to increase awareness of and provide 

educational offerings can also increase pediatric oncology nursing reach and engagement.

In light of the increasing complexities of clinical trials, opportunities for nurses to share 

lessons learned when caring for patients, and a focus on avoiding redundant efforts 

will be explored. This will include further development of FAQ documents to enhance 

protocol materials and support efficient trials operations including site activation. Research 

to understand variations in nursing clinical practice related to new and complex cancer 

therapies will be developed and undertaken with the aim of improving standardization and 

determining best practices related to the care of patients enrolled on COG clinical trials.
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Efforts focused on implementing evidence into practice is required to positively influence 

the care of patients on COG clinical trials. While the work of the EBP subcommittee 

to date has been successful in providing mentorship to COG nurses in the EBP process, 

the future of EBP must consider knowledge translation and assess both successes and 

barriers to implementation. Using evidence to inform the care of patients and families fosters 

opportunities to improve outcomes.

The future of patient and family education resources within COG must include a process for 

review focused on refining and updating content. Attention to the availability of formats for 

the resources (e.g., print, electronic), and for additional languages and the development of 

materials tailored to literacy/health literacy levels of families and reflective of community 

and culture will require careful consideration. The COG Nursing committee will need to 

develop a strategy for sustaining these resources and informing development of additional 

resources as the field of pediatric oncology continues to evolve. Research focused on 

understanding effective implementation of COG’s patient and family educational resources 

remains an important goal.

Over the next decade, the research focus of the Nursing discipline will shift, with 

more emphasis placed on reducing illness-related distress. This will include two priority 

areas: i) development of aims driven by patient-reported outcomes (PROs) within COG 

clinical trials and ii) development of interventions to mitigate or manage distressing 

symptoms and toxicities of pediatric cancer therapy. Beyond this priority area, COG nurses 

have wide-ranging scientific interests that involve or are led by other COG committees, 

requiring collaboration. For example, COG nurses are involved in ongoing efforts aimed 

at understanding and addressing health disparities and improving diversity in COG trials. 

Developing PRO aims within COG clinical trials, although directly tied to the nursing 

research priority of reducing illness-related distress, also requires collaboration across 

COG. A working group within the CCL PRO subcommittee, co-led by nursing, behavioral 

science, and hematology/oncology, is focused on the successful development of PRO 

aims within COG clinical trials. An important priority of this PRO working group is to 

ensure representation across disciplines in the future development of PRO aims. Building 

on the success of the recent COG AYA PRO pilot,74 the working group is currently 

developing a proposal for inclusion of PRO aims for children under age 15 enrolled on 

COG clinical trials. This proposal includes establishment and validation of a battery of 

PROs for children that reflects the population, but also flexible, allowing for multiple raters 

due to the young age of many patients. Equally important, this initiative will also provide 

increased opportunity to build infrastructure and expertise within COG related to PRO aims. 

Involvement of YIs within PRO aims is an added priority of this working group.

CONCLUSION

Much has been accomplished by the COG Nursing discipline over the past decade, including 

ongoing support of COG clinical trials through nursing participation on COG steering 

and protocol committees, the provision of high-quality clinical trials education to the 

pediatric oncology nursing community, publication of a wide array of systematic reviews 

on topics of clinical importance to the discipline, and conduct of research that has informed 

Zupanec et al. Page 8

Pediatr Blood Cancer. Author manuscript; available in PMC 2024 September 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



the development of a rich assortment of patient/family educational resources. Looking to 

the future, the Nursing discipline will continue to support COG clinical trials through a 

multifaceted approach, with a particular focus on patient-reported outcomes, development of 

interventions to better understand and address illness-related distress in children and AYAs 

with cancer, and to ensure equity and inclusion in all aspects of care.
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Abbreviation Key:

AGREE Appraisal of Guidelines and Research and Evaluation

ALL Acute lymphoblastic leukemia

APHON Association of Pediatric Hematology/Oncology Nurses

AYA(s) Adolescent/adolescence and young adult(s)

CCL Cancer Control

CE continuing education

COG Children’s Oncology Group

CTS Clinical Trial Summaries

DCN(s) Disease Committee Nurse(s)

EBP Evidence-Based Practice

FAQ(s) Frequently asked question(s)

GRADE Grading of Recommendations, Assessment, Development, and 

Evaluations

PICOT Population, Intervention/Interest, Comparison, Outcome, Time

PROs patient-reported outcomes

ROR Return of Results

YI(s) young investigator(s)
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Figure 1. Nursing Discipline Subcommittees
Abbreviation: COG=Children’s Oncology Group
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Figure 2. COG Patient/Family Education Resources
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