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Healthcare delivery systems are rapidly evolving, and research 
on cancer care delivery expanded with the National Cancer 
Institute’s emerging field, cancer care delivery research 
(CCDR). CCDR focuses on improving clinical outcomes 
and patient well-being by developing new and generalizable 
knowledge on patient, clinician, and organizational factors 
that influence care delivery. Patient-centered research is an 
important attribute of CCDR, and patient-centered care is 
highlighted as a hallmark of high-quality cancer care delivery. 
In this article, we describe patients’ perspectives on partici-
pation in CCDR studies based on feedback and comments 
received from patients during our research. Insights reveal 
the importance and enthusiasm for CCDR studies expressed 
by patients, and their perspectives on these studies will inform 
future research and clinical practice toward high-quality, 
patient-centered care delivery.

R esearch on how we deliver healthcare has rapidly expanded 
in recent years. With nearly 1.7 million individuals diag-
nosed with cancer each year in the United States and the 

rising costs of care, cancer programs face considerable challenges 
to providing high-quality care for patients with cancer.1,2 Health-
care delivery for these patients is complex, because anticancer 
treatment often involves multimodal interventions, numerous 
providers, different care settings, and multiple transitions in care.3-5 
Projected oncology workforce shortages also hamper efforts to 
improve cancer healthcare delivery.6 In response to evolving cancer 
health services research, the National Cancer Institute Community 
Oncology Research Program (NCORP) developed CCDR as “a 
multidisciplinary science that seeks to improve clinical outcomes 
and patient well-being by intervening on patient, clinician, and 
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Given the complexity of care coordination 
involved with cancer treatment, it is not 
surprising that lack of care coordination 
is identified as one of the challenges 
patients and families experience during 
their cancer care journey.

organizational factors that influence care delivery.”7 Importantly, 
CCDR focuses on developing new and generalizable knowledge 
about the effectiveness, acceptability, cost, optimal delivery mode, 
active ingredients, and causal mechanisms that influence outcomes 
and affect the value of cancer care across diverse settings and 
populations.4 As described in a recent commentary by Geiger et 
al.,8 under NCORP, CCDR has evolved to address a diverse range 
of research topics, study designs, patient populations, and 
outcomes.

Patient-Centered CCDR
As stated above, patient-centered research is recognized as an 
important attribute of CCDR. According to a review article by 
Kent et al.,4 CCDR studies are most likely to have the greatest 
impact on practice change if they encompass patient-centered 
attributes, including saliency of problems to patients and clinicians, 
incorporation of diverse patient populations and settings, and 
implementation into real-world practice. Consistent with this 
perspective, at a 2019 National Cancer Policy Forum workshop, 
attendees identified augmentation of the patient voice in routine 
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reflections, and (4) future directions. These themes are described 
below, with examples of patients’ comments illustrating each.

CCDR Participation: Motivation 
Consistent with UK-based research findings regarding altruistic 
motivation among research participants with cancer,18 many 
patients described their motivation to participate in CCDR studies 
as wishing to help other patients with cancer in the future. For 
some patients, CCDR participation also served as an indirect 
means to communicate their experiences to inform clinical 
practice. 

“I am interested in joining your discussion group and par-
ticipating in the cancer care improvement study. Anything 
to help us going forward and those in the future in need of 
care.”

“I think it’s really good you’re doing this survey because I 
hope doctors learn from it. …If this information ever gets 
out to them of what patients really need. It’s not just the 
medical, I’m taking care of your cancer. There’s so much 
more. And that just having a good oncologist isn’t enough.”

cancer care delivery as a potential strategy to improve the efficiency 
and overall quality of care delivery.9 Many CCDR studies include 
patient-reported outcomes; patient-reported outcomes address 
patient-reported symptoms, quality of care, and functional assess-
ment, and they are increasingly integrated into routine clinical 
care and research.10 Other examples of patient-centered CCDR 
include studies focused on financial hardship and financial toxicity, 
patient navigation, cancer screening and prevention, and 
survivorship.11-13

Another important area in CCDR is care coordination. Despite 
rapid advances in anticancer therapies and declining cancer 
mortality,2 prior research indicates that many patients with cancer 
receive poorly coordinated care.14 Given the complexity of care 
coordination involved with cancer treatment, it is not surprising 
that lack of care coordination is identified as one of the challenges 
patients and families experience during their cancer care 
journey. 

Patients’ Perspectives on CCDR Participation
Though patient input is recognized as important to derive mean-
ingful practice changes through CCDR, few studies have examined 
patients’ perspectives regarding participation in CCDR studies. 
A better understanding of patients’ experiences with CCDR 
participation provides important insights to inform the develop-
ment of future CCDR studies. To that end, this commentary 
provides a broad view of patients’ motivations for participation, 
benefits gained from participation, and suggestions for future 
research derived from our studies on cancer care coordination.

Our Methods
Since 2018 we have conducted investigator-initiated CCDR studies 
at University of Hawaii Cancer Center, a National Cancer Insti-
tute-designated cancer center. This cancer center is also an NCORP 
Minority and Underserved Community Site. In the course of these 
studies, we have developed, validated, and refined a Care Coor-
dination Instrument for patients with cancer (Figure 1, right)15,16 
and created and tested a parallel instrument for family caregivers 
(Figure 2, page 55).17 Nearly 400 patients on active therapy 
have participated in our studies, which, in addition to survey 
administration, included both focus group discussions and inter-
views. Throughout, we have gained an understanding about 
patients’ perspectives on care coordination, as well as their 
thoughts on participation in CCDR studies. Because this article 
is a commentary, we did not obtain institutional review board 
approval. The research studies referenced in this commentary are 
approved by our institution’s institutional review board.

To summarize patients’ perspectives of CCDR participation, 
we first reviewed all transcripts of focus group discussions from 
our prior research,15 email communications, and responses to 
open-ended questions incorporated in the survey. Next, we iden-
tified patients’ comments that specifically addressed CCDR par-
ticipation and organized their comments into major themes. 

Our Results
Four major themes emerged from our content analysis: (1) CCDR 
participation: motivation, (2) CCDR participation: benefits, (3) 

Figure 1. Patient Care Coordination Instrument

For each of the questions, respondents are asked to check 
the box for the response that best applies to their 
experiences with care coordination. Response options 
range from strongly agree to strongly disagree. Two 
representative questions from each of the three domains 
are listed below:

Domain 1. Communication
• My oncologist explains different treatment options to 

me.
• I know which of my doctors to call if I have questions or 

any complications from my treatments.

Domain 2. Navigation
• I have a family member, a close relative, or a friend who 

helped coordinate my cancer care.
• I was provided information or received assistance for 

any emotional, financial, or social issues that might be 
of concern to me.

Domain 3. Operational
• It was easy to schedule visits with my primary 

oncologist.
• When I call my oncologist, I receive a return call in a 

timely fashion.

Editor’s Note: The full patient care coordination instrument 
is available upon request from the authors: iokado@cc.
hawaii.edu.
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Reflections 
Participation in CCDR focus groups provided opportunities for 
some participants to reflect on their cancer care experiences. An 
advantage of focus groups is that they can serve as an opportunity 
for participants to learn about others’ experiences and diverse 
opinions,19 because these discussions served to bring new insights 
on their care experiences:

“The questions and group discussion made me more aware 
and appreciate the good care I received while undergoing 
cancer treatment.”

“I think there’s a lot to be desired in how they [providers] 
are doing things. There’s a lot of good, but there’s a lot to 
be desired.”

Future Directions
In our CCDR studies, most patients expressed interest in partic-
ipating in future studies. Of all of the participants, more than 95 
percent requested future updates and communication from the 
research team, and many patients have periodically contacted 
the research team after conclusion of these CCDR studies to 
inquire about opportunities to participate in additional 
projects: 

“I consider this program extremely valuable, thus, important 
to write to you. If you still need volunteers to talk story, 
complete a survey, or whatever you might need, please let 
me know. I am available to you.”

“I am happy to support those whose mission is to improve 
cancer care. Please contact me in the future if you need any-
thing more.”

Additionally, a major theme on patient navigation emerged 
regarding suggestions for future research. In our CCDR studies, 
many patients indicated that they have not heard of a patient 
navigator or of patient navigation services. For those participants, 
upon learning about patient navigation services from other focus 
group participants, this was identified as a gap and need for future 
studies:

“[We need] something that addresses this navigator that 
everybody says exists, but [who] hides in a closet.”

Our Limitations
There are limitations with this commentary. Patients with cancer 
in our CCDR studies were derived from community-based oncol-
ogy practices and hospital outpatient treatment clinics; thus, 
generalization could be limited to patients receiving inpatient 
services or those seen in academic settings. Participation in CCDR 
studies may not be feasible for some patients who require intensive 
therapy and/or hospitalization, and those who participate in 
interventional studies may have varied experiences with research 
participation. Further, our CCDR projects were primarily obser-
vational and included focus groups and survey administration. 
It may be that because the time and effort required from partic-
ipants were minimal, patients with cancer in our prior CCDR 
studies were more willing to participate in future studies. 

CCDR Participation: Benefits
In contrast to clinical intervention trials where patients may 
receive new therapy, participation in CCDR studies, particularly 
those that are observational, often provides minimal direct benefit 
to patients. That said, many patients in our CCDR studies pro-
vided extensive positive feedback, indicating that they enjoyed 
and perceived benefits from participation. Focus groups provided 
an opportunity for patients to not only participate in the research 
process (refining the Care Coordination Instrument) but also 
describe their care coordination experiences, as well as discuss 
and share their thoughts with other focus group participants: 

“I wanted to let you know how much I enjoyed the focus 
group last evening.”

“This is very good and informative.”

“Thank you for the opportunity to join this study.”

Figure 2.  Caregiver Care Coordination Instrument

For each of the questions, respondents are asked to check 
the box for the response that best applies to their 
experiences with care coordination. Response options 
range from strongly agree to strongly disagree. The 27 
items in this instrument are parallel to those in the 
patient instrument. Two representative questions from 
each of the three domains are listed below:

Domain 1. Communication
• The role of doctors from different specialties is clearly 

explained to my family member and/or friend. 
• The oncologist always reviews past and current medical 

history with my family member and/or friend.

Domain 2. Navigation
• My family member and/or friend was informed of 

financial aspects of cancer care. 
• I feel like the oncologist  thinks about my family 

member’s/friend’s living situation when planning 
treatments.

Domain 3. Operational
• I have trouble scheduling an appointment at the time 

and date that is good for my family member/friend. 
• The oncologist had all of the information he or she 

needed, such as test results, to make decisions about 
my family member’s/friend’s treatment. 

Editor’s Note: The full caregiver care coordination instrument 
is available upon request from the authors: iokado@cc.
hawaii.edu.
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Discussion
This commentary summarizes major themes regarding how 
patients with cancer view participation in CCDR. Overall, patients 
perceived many positive aspects of CCDR participation and 
expressed enthusiasm about participating in these studies. Par-
ticipation in CCDR studies provided benefits to participants, 
including opportunities to contribute to research for altruistic 
motivations; to reflect on their care experiences; to learn new 
information, such as patient navigation services; and to discuss 
and receive support regarding their concerns about care delivery 
among focus group participants. Importantly, patients recognize 
the value and need for CCDR studies, and they are willing to 
contribute to efforts to improve the quality of cancer care 
delivery. 

As we focus on enhancing patient-centered care, future health-
care delivery studies focused on cancer care should incorporate 
patients’ perspectives and explore strategies to improve patients’ 
experiences with care delivery. Integrating patients’ needs and 
preferences with respect to cancer care delivery will lead to 
improved quality and value of care—something our patients 
clearly desire.

Potential implications of this commentary include increased 
role and participation of cancer patients in healthcare delivery 
research, improved cancer care quality, greater focus on a 
patient-centered care model of delivery, and greater patient sat-
isfaction. Future research incorporating patients’ perspectives of 
cancer care coordination is warranted to improve the value and 
quality of healthcare delivery for oncology patients. 
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