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About This Report

Timely diagnosis of cancer is a critical component of high-quality cancer care. This measure
development report documents the creation, testing, and performance of survey-based patient-
reported measures for timeliness of cancer diagnosis, the Patient-Reported Outcome Measures of
Timely Experience of Diagnosis (PROMOTE-Dx) and the survey instrument used to derive these
measures. PROMOTE-Dx can be used by health care organizations and health plans seeking to
assess and improve timely diagnosis of cancer. This work may also be of interest to researchers
studying delays in cancer diagnosis, developers of health care quality measures, especially
patient-reported measures and patient surveys, and public health departments or other population
health stakeholders.
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Summary

Background

Timely diagnosis of cancer is associated with diagnosis at earlier stages, longer survival, and
better quality of life (Neal et al., 2015). The cancer diagnostic process is composed of three
distinct intervals (Scott et al., 2013):

1. In the self-appraisal interval, patients may detect symptoms or bodily changes if they are
present.

2. During the help-seeking interval, they perceive a reason to seek health care (due to
symptoms, awareness of a recommendation to be screened for cancer, or any other
reason) and take action to seek it.

3. The diagnostic interval begins at patients’ first interaction with the health care system
and ends with their diagnosis.

There are potential sources of diagnostic delay during each of these intervals. Delays that
occur during the self-appraisal and help-seeking intervals are considered pre-health system
delays, while those during the diagnostic interval are considered health system delays. Both pre-
health system and health system delays may be influenced by contributing factors, such as
patients’ health-related knowledge and prior experiences with the health care system; provider
and system factors, such as timely availability of appointments and insurance coverage; and
disease-related factors, such the type of cancer, its presentation (e.g., nature of symptoms, if
any), its speed of progression, and the availability of recommended screening tests.

Various methods have been used to assess timeliness of cancer diagnosis, including chart
reviews and analysis of registry or claims data. Patient reports of diagnostic care experiences
have the potential to complement these methods, helping to identify aspects of diagnostic
timeliness that are ripe for quality improvement (Graber et al., 2025). Standardized surveys are
the predominant method of collecting patient reports for use in measurement and improvement.

Patient surveys are widely used in the United States to derive patient-reported measures of
care experiences and outcomes (Anhang Price et al., 2014). However, to date, there have been no
patient-reported measures of timeliness of cancer diagnosis (or diagnosis of any other condition).
The overarching goal of this work was to derive such measures; to do so, we developed and
tested surveys that assess patient experiences of cancer diagnosis and analyzed survey response
data to identify and describe the properties of survey-based quality measures.
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Project Overview

In this project we aimed to develop patient-reported quality measures that assess timeliness
of cancer diagnosis. To do so, we drafted and field-tested surveys that allow patients to report on
their experiences throughout the cancer diagnostic process. In Phase 1 of the project (August
2022—December 2024), we focused on patient assessments of care during the diagnostic interval.
To inform this effort, we conducted an environmental scan, including a literature review and
interviews with subject matter experts (SMEs); convened a Technical Expert/Clinical
User/Patient Panel (TECUPP); drafted a survey instrument and refined it based on the findings of
cognitive interviews with individuals from across the United States who had recently been
diagnosed with cancer; and field-tested the survey among patients recently diagnosed with
cancer who were receiving care at Cedars-Sinai Health System in Los Angeles. We analyzed
field test data to derive seven measures of timely diagnosis of cancer: the Patient-Reported
Outcome Measures of Timely Experience of Diagnosis (PROMOTE-Dx) for Cancer.

In Phase 2 (January 2024—December 2025), we expanded the Phase 1 survey to include
factors affecting diagnostic timeliness in the pre-health system intervals. To identify new survey
content addressing these factors, we once again sought insights from the literature and SMEs,
members of the TECUPP, refined survey questions and flow via cognitive interviews, and field-
tested the resulting survey among a new sample of Cedars-Sinai patients who were recently
diagnosed with cancer.

Environmental Scan

To inform field test survey content and administration procedures, we conducted an
environmental scan consisting of a literature review and interviews with subject matter experts
(SMEs).

To identify approaches to asking patients about timeliness of diagnosis, potential content
areas, and specific survey questions for potential inclusion in our survey, we reviewed the peer-
reviewed and grey literature. Specifically, we searched peer-reviewed literature in PubMed using
terms related to cancer, diagnosis, and delay, and we reviewed existing patient experience
surveys from sources such as the Agency for Healthcare Research and Quality and the United
Kingdom National Health Service. From this review, we identified five main types of patient-
reported questions—perceptions of delay, system or process issues, and communication and
recalling time intervals and number of visits—and refined these into specific factors such as
access to care, medical history, physical exams, tests and referrals, and communication and
respect. We also identified pre-health system factors contributing to delays, including lack of
knowledge, fear, financial barriers, and competing priorities. Using these findings, we created a
survey question bank

We conducted interviews with 21 SMEs in fall 2022 to inform the Phase 1 field test and five
additional interviews in spring 2024 to inform Phase 2. Interviewees were clinicians, researchers,



cancer survivors or family caregivers, and quality measurement experts. The goal of the Phase 1
interviews was to identify key health system factors influencing timeliness of cancer diagnosis;
gain expert input into the degree to which patient reports can contribute to understanding of
timeliness, including benefits and challenges of collecting patient reports; and inform survey
administration protocols, such as the appropriate lookback period and use of proxy respondents
for those who may not be able to respond for themselves. The goal of the Phase 2 interviews was
to identify common “help-seeking” or pre-health system factors that contribute to delays in
cancer screening or seeking help for symptoms or another condition that may lead to an
incidental finding.

Phase 1 interviewees reported that certain populations were more likely to experience
delayed diagnoses due to limited access, communication barriers, and clinician bias.
Interviewees identified failures in care coordination and communication as key contributors to
delays and noted that patient perceptions of delay may not always align with clinicians’
perspectives. Phase 2 interviewees identified factors contributing to pre-health system delays,
such as uncertainty about symptoms, lack of awareness of screening recommendations, logistical
challenges, mistrust, and fear as important barriers to seeking care.

Technical Expert/Clinical User/Patient Panel

We convened a 14-member TECUPP, including seven patients and caregivers with diverse
lived experiences and seven clinicians and researchers representing primary care, specialty care,
emergency medicine, and diagnostic quality research. We asked members to evaluate potential
survey content areas (“domains”) based on their importance to timely diagnosis, applicability
across cancer types, observability by patients, and actionability by health systems. We also
polled members on the relative importance of specific factors within each domain and refined
draft survey questions based on their feedback.

In these discussions, we found that TECUPP members prioritized the systems and processes
and communication domains over those about time intervals or number of visits, which they
viewed as less precise or meaningful in the context of the United States health care system.
Members identified tests and referrals, communication and respect, access to care, and
explanation and next steps as the most important and actionable systems, process, and
communication factors for understanding diagnostic timeliness. They emphasized that patients
can reliably report on communication and access issues and that health care providers can act on
findings related to tests and referrals. For the pre-health system intervals, TECUPP members
agreed that lack of knowledge, information from non-medical sources, fear or mistrust, financial
barriers, and competing priorities were key contributors to pre-health system delays. They also
suggested including survey questions about factors that both hinder and facilitate care-seeking,
such as transportation, insurance, and advice from others. Based on these insights, we
incorporated questions addressing these factors into the Phase 1 and Phase 2 field test surveys.
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Drafting and Refining Survey Instruments for Field Testing

We drafted survey questions based on priorities identified by the environmental scan and
TECUPP, adapting questions from existing validated instruments. We developed and refined
surveys for Phase 1 and Phase 2 field tests through iterative rounds of cognitive interviews with a
total of 35 cancer survivors representing diverse cancer types and educational and
sociodemographic backgrounds.

Based on input from Phase 1 participants, we used the direct terms “diagnosed” and
“diagnosis” rather than “being told you had cancer” throughout the survey; asked respondents to
provide specific dates (i.e., of the first visit or test leading to cancer diagnosis and cancer
diagnosis); described the diagnostic interval as “the time leading up to your cancer diagnosis,”
visually depicting with a bracket that this time period starts with the date that the “very first”
visit or test occurred leading to the cancer diagnosis and ends with the date of diagnosis; and
placed a question regarding perceived timeliness of cancer diagnosis immediately after the
questions about dates, to anchor respondents to the time interval of interest.

In response to feedback from Phase 2 participants, we organized the survey so that questions
about symptoms were posed earlier and separately from questions about screening or incidental
findings; populated the respondent’s reported date of first visit into subsequent questions to help
clarify the time interval of interest; and changed the response options on a number of questions.

Survey Field Tests

To evaluate survey administration methods, response rates, and measurement properties, we
conducted two field tests of draft surveys among patients in the Cedars-Sinai Health System who
were recently diagnosed with cancer.

Methods

In the Phase 1 field test (September 2023), patients with a recent cancer diagnosis (3-9
months prior to survey sampling) were identified through electronic health records and invited to
complete an online survey, with mailed follow-ups for nonrespondents. In the Phase 2 field test
(April 2025), to ensure sufficient sample size, eligibility expanded to include patients diagnosed
in the three years prior to survey sampling, and surveys were administered exclusively online.
Table S.1. describes the eligibility criteria and administration procedures for each field test.
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Table S.1. Phase 1 and Phase 2 Field Test Eligibility Criteria and Administration Procedures

Phase 1 Field Test Phase 2 Field Test
Inclusion Criteria >1 cancer ICD-10 encounter >1 cancer ICD-10 encounter diagnosis code in
diagnosis code in last 3—-9 months last 3 months to 3 years (Jan 2022 to Dec
(Dec 2022 to Jun 2023) 2024)
Age 18+ Age 18+
Exclusion Criteria Any encounters with cancer ICD-10 Any encounters with cancer ICD-10 code prior
code prior to Dec 2022 to Jan 2022
Common skin cancers (C44) Common skin cancers (C44)
Cancer-like syndromes (C96) Cancer-like syndromes (C96)
D-codes (in situ/stage 0 cancers) D-codes (in situ/stage 0 cancers)
Mode of Email/web (2 emails), mail/paper (2 Email/web (2 emails)
administration mailings)
Incentive None $50 gift card if HIPAA waiver completed

Both the Phase 1 and Phase 2 field test survey instruments included questions regarding
health system factors contributing to diagnostic delay, including aspects of communication,
timeliness of appointments, and getting tests and results. In addition, the Phase 2 instrument
included questions about factors contributing to pre-health system delays, including motivators
for, demotivators for, facilitators of, and barriers to seeking health care prior to cancer diagnoses.

Using field test survey response data from both phases, we considered two questions as
overall assessments of care during the diagnostic interval (overall rating of care during
diagnostic interval and perceived timeliness of cancer diagnosis); for the remaining 10 evaluative
questions about health care experiences, we conducted confirmatory factor analysis to evaluate
the factorial structure (i.e., identify which questions could be grouped together to assess specific
content domains of interest), and assessed the properties of the proposed groupings of questions
(hereafter, composite measures) by calculating internal reliability of using coefficient Omega,
relationship/overlap between the measures using Pearson correlations, and construct validity
using linear and logistic regressions in which measures predicted several outcomes, including
overall rating of care during diagnostic interval, perceived timeliness of cancer diagnosis, and
diagnostic interval of less than or equal to 30 days (O’Hanlon et al., 2025).

Results

Using Phase 1 field test survey response data, we derived seven quality measures that assess
health system factors, which we refer to as PROMOTE-Dx for Cancer:

e Two single-question overall assessments of care: Overall Rating of Care During
Diagnostic Interval and Perceived Timeliness of Cancer Diagnosis

e Five measures assessing aspects of care quality during the cancer diagnostic interval,
including:

— Two single-question measures: Getting Timely Usual Care and Getting Timely
Specialty Care
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— Three multi-question composite measures: Communication with Usual Care
Professionals, Communication with Specialists, and Getting Tests and Results.

Using factor analysis, we found that the questions within the three multi-question composite
measures strongly reflect the main themes of those measures. The five measures assessing
aspects of care quality were moderately correlated, indicating that they assess related but distinct
aspects of care. Results were similar for Phase 2.

Across the two field tests, comparable proportions of respondents indicated that they were
diagnosed with cancer within 30 days of seeking care (i.e., a timely diagnostic interval: 47% in
Phase 1, 41% in Phase 2) and that their health care providers could have diagnosed their cancer
sooner (i.e., a potential diagnostic delay: 28% in Phase 1, 30% in Phase 2).

The most commonly reported motivators were going for a regular check-up (37.1% of
respondents) and thinking I might be sick (36.3%) and most common facilitators were ease of
getting a test or making an appointment (54.4%) and benefits or insurance (49.4%). More than
two-thirds of respondents reported no demotivators or barriers; the most common was trouble
scheduling an appointment (16.0%).

Guidance for Future Use

Sampling and Eligibility Criteria

We designed the surveys and PROMOTE-Dx for Cancer for use in health systems, health
plans, or other types of entities that are accountable for all care delivered to a patient. This
reflects the nature of the diagnostic process, which typically relies on care from (and
coordination between) multiple providers or practices that are collectively rather than
individually responsible for timely diagnosis. In addition, sampling at the level of the health
system or health plan, rather than an individual clinician, would be expected to result in a larger
number of completed surveys available for analysis, thereby improving statistical power.

To be eligible for the survey, we recommend that patients be age 18 or older and have a
recent new cancer diagnosis (i.e., not a recurrence). In EHR, this may be defined as one or more
cancer ICD-10 encounter diagnosis codes in the last 3 to 36 months, and no cancer codes in the
preceding five years. If sample size allows, or if an organization is interested in focusing on
diagnostic experiences during a specific timeframe within the last 36 months, the window may
be shortened (e.g., 3—9 months).

To maximize the number of completed surveys for analysis, the survey is designed to assess
the experiences of patients with all types of cancer. However, if sample size permits, users may
choose to administer the survey to a cohort or stratified sample of patients with specific cancer
types of interest (e.g., those diagnosed without a cancer screening test, solely breast cancer, etc.).
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Selecting a Survey Version

Organizations may choose to administer a version of the survey that assesses both pre-health
system and health system factors, tailoring questions and response options to their specific
context. Alternatively, organizations may administer a 20-question, short-form version of the
survey that allows them to calculate the seven PROMOTE-Dx for Cancer health system
measures only (Table S.2).

Table S.2. PROMOTE-Dx for Cancer Survey Questions and Response Options

Measure Question(s) Response Options
Getting Timely Usual Care From your first visit up until the day you got your Yes, definitely; Yes,
(1 question) diagnosis, were you able to see your usual health care somewhat; No; Don’t

professional(s) as soon as you needed? know/Not sure
Communication with Usual From your first visit or test that led to your cancer Yes, definitely; Yes,
Care Professionals diagnosis up until the day you got your diagnosis, did somewhat; No; Don’t
(3 questions) your usual health care professional(s) know/Not sure

¢ listen carefully to you?
o take your concerns seriously?
e treat you with dignity and respect?

Getting Timely Specialty Care Were you able to see the specialist(s) who helped Yes, definitely; Yes,
(1 question) diagnose your cancer as soon as you needed? somewhat; No; Don’t
know/Not sure
Communication with Did the specialist(s) who helped diagnose your cancer:  Yes, definitely; Yes,
Specialists o listen carefully to you? somewhat; No; Don'’t
(3 questions) o take your concerns seriously? know/Not sure
e treat you with dignity and respect?
Getting Tests and Results From your first visit up until the day you got your Never; Sometimes;
(2 questions) diagnosis: Usually; Always; Don’t
e how often was it easy to get the tests, x-rays, or know/Not sure

scans you needed?
e when someone ordered a test, x-ray, or scan for you,
how often did someone follow up to give you those

results?
Overall Rating of Care During Using any number from O to 10, where 0 is the worst 0-10
Diagnostic Interval care possible and 10 is the best care possible, what
(1 question) number would you use to rate the care you received from

all your health care professionals from your first visit or
test up until the day you got your diagnosis?

Perceived Timeliness of Do you think your health care professionals could have  Yes; No; Don’t
Cancer Diagnosis diagnosed your cancer much sooner than they did? know/not sure
(1 question)

Survey Administration

The version of the survey that includes pre-health system factors is complex, as it needs to
orient respondents to specific dates and time intervals, and has different pathways of questions



depending on initial cancer presentation. Given this, modes of administration that can be
programmed to adapt to respondents’ prior answers (e.g., web) is preferred to mail surveys.

The short-form survey addressing solely health system factors may be administered by mail,
web, or phone.

Conclusions

Patient surveys can provide important information about cancer diagnosis experiences that
can only be reported by patients, and that complement information available from other data
sources. The surveys can be used to derive internally reliable and valid PROMOTE-Dx for
Cancer for use in quality improvement.

Currently, the survey and the PROMOTE-Dx derived from it are designed to inform quality
improvement. Further testing and validation of the survey among a broader range of
organizations is needed to validate the measures for other uses, such as performance comparisons
or public reporting.

xi



Contents

ADOUL ThiS REPOTT..c..eieeiieiiieiiteiieee ettt ettt s e et e et e e bt e esbeesaesnaeenseesnseenseenn 111
SUMIMIATY ...ttt et e ettt e st e e s abe e e abeesabeeeasbeesssbeesasaeesabeeesaseeennseesnseas v
Figures and TabIes .........ooouiiiiiiiieieeieee et ettt ettt et esabeeneeennas xiil
Chapter 1. Background and OVETVIEW ..........cccuieriiiiiieriieiieeie et siee ettt see e e sereeseesneeensee e 1
Framework for Understanding Potential Delays in Cancer Diagnosis ..........cccceeeverieeneeneeneeneeneeneennens 1
PrOJECE O VETVIEW ....eiiieiiieiiteie ettt ettt ettt et et et e et e e teesseesseenseesseensaessaenseenseessaensaensaessaesseenseensennsen 2
Purpose and Organization of this REPOTT ........ccvecvieiiieiiiiiiieieeieeeeieeie ettt sie et se e e ensees 3
Chapter 2. Environmental SCAN ..........c.cooieiiiiiiiiiiieiecieeeee ettt st et saaeebee e 4
LAteTature REVIEW ...c..oiuiiiiiiiiiieee ettt ettt et bt bt et b e e bt e st e s b eneeneas 4
Interviews with Subject Matter EXPEITS.......ccecieriieriieiiieiieieerie ettt esieesieeteete e e e e essaessaeseesseensaensees 5
Summary and Implications for Survey Development ...........cccecvecveeiiiicienieiienie e sene e 9
Chapter 3. Technical Expert/Clinical User/Patient Panel (TECUPP) ........ccccceeviniiiniiiniinenne. 10
IMIETROMS ...ttt ettt b sttt e b et e bt bt e h e et bt bt et et e bt et e te st e eneentens 10
Ky TECUPP INSIZLS....ccviiiiiiieiieiieieeie e ete e e te st stesetesnaesaesssesstesssesssessaesssesssesssesssesssesssesssesssennes 12
Summary and Implications for Survey Development..........ccccvecveriieriiiriienienieieeee e 21
Chapter 4. Drafting and Refining Survey Instruments for Field Testing .........cccccocevervienienenee. 22
Development 0f DIaft SUIVEYS ...ccvicciieiiiiiiiieie ettt ettt s aesetessbesnbessseessesssesesessnennns 22
COZNILIVE INEETVIEWS ...vvieiieiiieieeiisieeteeteete et e stesetestaestaesstesasesssessaessaessaesseesssesssesseessaesseesseeseenseesseenses 23
RESULLS .ttt b ettt st h et e b e bt e st et e bt e bt et et bt et et e st e eneentens 25
Summary and Implications for Survey Development..........ccccvecverieriiirienienieieeeeese e 36
Chapter 5. SUIVEY FIeld TeStS.....cccuiiiiiiiiiiieeiieiie ettt ettt e ae et essneesaeseneens 38
IMIETROMS ...ttt b et b ettt s bt et e bt e bt e bt et bt e bt et et eb e et et e sbeeneentens 38
Overview of Field Test RESUILS .....c.eoiiiieriiiieieiesieeeee ettt 41
Summary and Implications for Survey Development..........ccccvecveriieriiinienienieieeeeese e 46
Chapter 6. Guidance for Future Users and Conclusions............ccoecveeviierieenieenieniieeiiesie e 48
Guidance fOr FULUIE USETS .....cc.eeriiriiiiiieiiiiieetee sttt ettt ettt sttt sbe st e b b 48
Conclusions and Looking AREAd ........c.cccueveieriiiiiiiiiiie ettt sae e e saae s esseensees 51
Appendix A. Phase 1 Field TeSt SUIVEY .....cceoviiiiiiiiiiiiiecieeieee ettt 52
Appendix B. Phase 2 Field TeSt SUIVEY ......c.ceviiiiiieiiiiiieiieeieeiie ettt 62
Appendix C. Psychometric Properties of Composite PROMOTE-Dx for Cancer in Phase 2 Field
B T T OO OO U PP P T PO PP PPOTUPPIRPPRRP 79
Appendix D. Proposed Short-FOrm SUIVeY ........cccieriiiiiiiriieiieie et 82
ADDIEVIALIONS ...ttt ettt et sb et eh e bt et s h e bt st sh e ettt sa bt sae e 87
RETETEICES ...ttt a ettt ettt et s b ettt sb e bt et esaeenee 88

xii



Figures and Tables

Figures
Figure 1.1. Cancer Diagnosis Conceptual Framework .........c.ccocceviniiiiniiniininiineciececee 2
Figure 3.1. Criteria for Including a Topical Domain in a Patient Survey of Timely Diagnosis... 11
Figure 4.1. Diagnostic Interval Definition and Graphic: Draft 1.........ccccooeviiniininiinininienene 27
Figure 4.2. Diagnostic Interval Definition and Graphic: Draft 2.........ccccoceviiiniininiiniiniiienee 28
Tables
Table S.1. Phase 1 and Phase 2 Field Test Eligibility Criteria and Administration Procedures . viii
Table S.2. PROMOTE-Dx for Cancer Survey Questions and Response Options............ccc.eeuee.e. X
Table 3.1. Approaches for Surveying Patients about Cancer Diagnostic Intervals...................... 12
Table 3.2. TECUPP Perspectives on Systems/Process and Communication Factors Affecting
Diagnostic TIMEIINESS. ...c..eeuiruiiriiiiiiiieriieteetest ettt et sttt sb b e 14
Table 3.3. TECUPP Perspectives on Highest-Priority Topics for Survey Inclusion.................... 17

Table 3.4. TECUPP Perspectives on Pre-Health System Factors Affecting Diagnostic Timeliness

Table 3.5. Patient Factors Associated with Seeking or Not Seeking Health Care Prior to Cancer

DIAGNOSIS. 1. .evteuiieeiieetie ettt et e e ettt et e s ateesbeesabe et eesateenbeaesbeenseesabeenbeeanbeeseeenbeebeeenbeenseennnaens 20
Table 4.1. Characteristics of Cognitive Interview Participants ..........c.cceceveereerieniienenneneeneene. 25
Table 5.1. Comparison of Phase 1 and Phase 2 Field Test Eligibility Criteria and Administration

PrOCEAUIES ...ttt sttt s 39
Table 5.2. Key Differences between Phase 1 and Phase 2 Field Test Surveys ........c.ccocevveneeee. 40
Table 5.3. Phase 1 and Phase 2 Field Test Respondent Characteristics ...........ceeeveevueerieenieennnnns 41
Table 5.4. Pre-Health System Factors Reported by Phase 2 Field Test Respondents.................. 42
Table 5.5. Comparison of Patterns of Association Between Health System Measures and

Outcomes, Phase 1 and Phase 2 FIeld TeStS ..ooouuuiiiiiiiiiiiiieiiieeeeeeeeeceeeeeee e 45
Table 5.6. PROMOTE-Dx for Cancer Survey Questions and Response Options........................ 46

Table C.1. Psychometric Properties of PROMOTE-Dx for Cancer Composite Measures
Assessing Health System Factors Affecting Timeliness of Cancer Diagnosis, Phase 2 Field

TOST . e 79
Table C.2. Correlations Among PROMOTE-Dx Health System Measures and Between Pre-

Health System Factors, Phase 2 Field Test........ccceeviieiieiiiiiieiiieeeecece e 80
Table C.3. Association Between PROMOTE-Dx Health System Measure Top-Box Scores and

Other Measures, Phase 2 FIEld TeStu...uuuiiiiiiiiiiiiiiiee ettt e e 81






Chapter 1. Background and Overview

Timely diagnosis of cancer is associated with diagnosis at earlier stages, longer survival, and
better quality of life (Neal et al., 2015). Various methods have been used to assess timeliness of
cancer diagnosis, including chart reviews and analysis of registry or claims data. However, these
data sources have important limitations. For example, they do not assess factors affecting access
to care, such as availability of appointments, nor aspects of care quality, such as clinician
communication and care coordination, that can affect timeliness but are not observable in clinical
or administrative records. In addition, because patients may receive care from more than one
clinical practice, facility, or health system and there is no single, central electronic health record
(EHR) or claims database in the United States, secondary data analyses may be missing
important information about patients’ care.

Fortunately, patients can help to fill in these gaps by reporting on their experiences of care,
even describing sources of diagnostic delay or other errors (Gleason et al., 2021; Giardina et al.,
2018; McDonald, Bryce, and Graber, 2013; Schlesinger et al., 2023). Patient reports of
diagnostic care experiences have the potential to help identify areas that can be addressed
through evidence-based quality improvement strategies (Graber et al., 2025). To collect patient
reports for use in measurement and improvement, standardized tools or survey instruments must
be used.

Framework for Understanding Potential Delays in Cancer Diagnosis

Figure 1.1 presents a conceptual framework of the cancer diagnostic process (adapted from
the Model of Pathways to Treatment (Scott et al., 2013)), which highlights distinct intervals.
First, in the self-appraisal interval, patients may detect symptoms or bodily changes if they are
present. Next, during the help-seeking interval, they perceive a reason to seek health care (due to
symptoms, awareness of a recommendation to be screened for cancer, or any other reason) and
take action to seek it. Finally, the diagnostic interval begins at patients’ first interaction with the
health care system and ends with their diagnosis. Patients may enter the diagnostic process at any
of these intervals.

There are potential sources of diagnostic delay during each of the intervals. Delays that occur
during the self-appraisal and help-seeking intervals are considered “pre-health system” delays,
while those during the diagnostic interval are considered “health system delays.” These delays
may be influenced by contributing factors, such as patients’ health-related knowledge and prior
experiences with the health care system; provider and system factors, such as timely availability
of appointments and insurance coverage; and disease-related factors, such as the type of cancer,



its presentation (e.g., nature of symptoms, if any), its speed of progression, and the availability of
recommended screening tests.

Figure 1.1. Cancer Diagnosis Conceptual Framework
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NOTE: Adapted from the Model of Pathways to Treatment (Scott et al., 2013).

Timeliness and delays in diagnosis can be measured in multiple ways. Timeliness can be
operationalized as trying to minimize an amount of time between events (e.g., length of the
diagnostic interval), a judgment of whether the amount of time between events exceeded some
threshold of acceptability (e.g., diagnostic interval >30 days), or that patients had experiences
prior to their diagnosis that are associated with delays in medical care, such as delays in referrals
to imaging or specialists, or poor communication with health care professionals (e.g., not
explaining next steps clearly).

Surveying patients regarding their health care experiences is an important source of
information regarding diagnosis, and patient surveys are widely used in the United States to
derive patient-reported measures of care experiences and outcomes (Anhang Price et al., 2014).
However, to date, there have been no patient-reported measures of timeliness of cancer
diagnosis. The overarching goal of this work was to derive such measures; to do so, we
developed and tested surveys that assess patient experiences of cancer diagnosis, and analyzed
survey response data to identify and describe the properties of survey-based quality measures.

Project Overview

In Phase 1 of the project (August 2022—December 2024), we focused on patient assessments
of care during the diagnostic interval, with the goal of deriving patient-reported quality measures



for use in quality improvement. To inform this effort, we conducted an environmental scan,
including a literature review and interviews with subject matter experts (SMEs); convened a
Technical Expert/Clinical User/Patient Panel (TECUPP); drafted a survey instrument and refined
it based on the findings of cognitive interviews with individuals from across the United States
who had recently been diagnosed with cancer; and field-tested the survey among patients with
recent diagnoses of cancer who were receiving care in the Cedars-Sinai Health System in Los
Angeles. We analyzed field test data to derive seven measures of timely diagnosis for cancer, the
Patient-Reported Outcome Measures of Timely Experience of Diagnosis (PROMOTE-Dx) for
Cancer.

In Phase 2 (January 2024—December 2025), we expanded the Phase 1 survey to include
factors affecting diagnostic timeliness in the pre-health system intervals. To identify new survey
content addressing these factors, we once again sought insights from the literature and members
of the TECUPP, refined survey questions and flow via cognitive interviews, and field-tested the
resulting survey among a new sample of Cedars-Sinai patients who were recently diagnosed with
cancer.

Purpose and Organization of This Report

In this report, we provide an overview of the methods and results of activities to develop
each survey and derive quality measures, noting updates and refinements made between project
phases. The report is one of a number of publications describing the work of this project
(Marsolais et al., 2025; O’Hanlon et al., 2025). These closely related publications share some
material, including descriptions, figures, and tables.

In Chapter 2, we describe the environmental scan, including the literature review and
interviews with subject matter experts. In Chapter 3, we describe the formation, procedures, and
discussions of the TECUPP. In Chapter 4, we discuss our approach to drafting the survey
instruments, including methods and results of each round of cognitive interviews. Chapter 5
describes the Phase 1 and Phase 2 field tests, comparing their eligibility criteria, survey
administration procedures, and psychometric results. Chapter 6 highlights lessons learned and
recommendations for survey instrument refinements and future research. Throughout the report,
we refer readers to other publications that provide additional details about project activities and
field test results.



Chapter 2. Environmental Scan

To identify survey content and appropriate procedures for surveying patients regarding
timeliness of cancer diagnosis, we conducted an environmental scan. In this chapter, we describe
the methods and results of this scan, which included both a literature review and interviews with
subject matter experts (SMEs).

Literature Review

Methods

To identify approaches to asking patients about timeliness of diagnosis, potential content
areas, and specific survey questions for potential inclusion in our survey, we reviewed the peer-
reviewed literature by searching in PubMed using the terms cancer, diagnos* (which searches all
terms that start with “diagnos” including diagnosis, diagnose, diagnoses, and diagnostic), and
“delay” in the title or abstract. We also reviewed the grey literature by searching the web for
surveys administered and analyzed in published studies and posted elsewhere (e.g., on the sites
hosted by the Agency for Healthcare Research & Quality’s site for Consumer Assessment of
Healthcare Providers and Systems (CAHPS) Surveys and (AHRQ) the United Kingdom (UK)
National Health Service for the UK National Cancer Patient Experience Survey), as well as
citations suggested by SMEs (NHS, 2026).

We abstracted questions from existing surveys and categorized them by content area and
approach to create an “question bank” for internal use by the team as we sought to identify
questions to include as is or to adapt for the Phase 1 and Phase 2 field test surveys.

Results

From reviewing the literature, we identified four main approaches that researchers have
previously employed when asking patients to self-report about the diagnostic process; these
included approaches that asked questions about:

1. Perceptions of delay, in which patients are asked directly if they believe that their cancer
could have been diagnosed sooner.

2. Time intervals, in which patients are asked to provide approximate dates and timeframes
between important events, such as their first health care visit and their diagnosis;

3. Number of visits, in which patients are asked to report the number of health care visits
from when they suspected they had cancer to receiving their diagnosis;

4. Systems/process, in which patients are asked if they experienced system challenges, such
as failure to receive needed referrals or follow-up tests, long waiting periods for referral
appointments or follow-up tests, and delays or failures in providing test results; and



5. Communication, in which patients are asked about their experiences communicating
with their health care providers, such as whether providers took patients’ concerns
seriously or explained things clearly.

Existing frameworks for understanding diagnostic processes highlight a more specific set of

systems/process issues and aspects of communication that may be important to ask about on a
survey of patient experiences of cancer diagnosis (Schiff et al., 2009; Bell et al., 2022):

1. Access to care, such as issues related to scheduling, attending, and paying for

appointments;

2. Medical history, such as failure to ask about or integrate information about patient and
family medical history;

3. Physical exam, such as exam not conducted at all, or conducted inadequately;

4. Tests and referrals, such as test results not reviewed or followed-up;

5. Explanation and next steps, such as a problem or delay in explaining the diagnosis in a

timely manner; and

6. Communication and respect, such as patients not feeling heard.

Our literature review also identified five categories of pre-health system delays (Bell et al.,
2022; Mitchell et al., 2008; Scott, McGurk, and Grunfeld, 2008; Scott et al., 2009; Andersen et
al., 2009): (1) lack of knowledge, (2) information from non-medical sources, such as friends,
family, or the internet; (3) fear (or mistrust), (4) lack of financial resources, and (5) lack of
time/energy and/or competing priorities.

Interviews with Subject Matter Experts

Methods

To identify priority content areas for inclusion in the survey and gain expert input into survey
administration protocols for our Phase 1 and Phase 2 field tests, we conducted 21 interviews with
SMEs in fall 2022 (for Phase 1), and an additional 5 interviews in spring 2024 (for Phase 2). We
identified candidate interviewees via recommendations from thought leaders and colleagues,
results of the literature search, and recommendations from interview targets and previous
interviewees. Interviewed SMEs included clinicians who diagnose and/or provide care and
treatment for cancer, health services researchers who focus on cancer diagnosis and care, cancer
survivors and their caregivers, and performance measurement experts, with some interviewees
matching more than one of these categories.

Interviews were conducted by the principal investigator (CO), with assistance from a team
member who took notes. Interviews followed a semi-structured protocol developed by
experienced qualitative interviewers on the research team. Interviews were approximately 30-60
minutes in length and took place by phone or video call. Interviewees were offered a $50 gift
card for participating.



The goal of the Phase 1 interviews was to identify key health system factors influencing
timeliness of cancer diagnosis; gain expert input into the degree to which patient reports can
contribute to understanding of timeliness, including benefits and challenges of collecting patient
reports; and inform survey administration protocols, such as the appropriate lookback period and
use of proxy respondents for those who may not be able to respond for themselves. The goal of
the Phase 2 interviews was to identify common “help-seeking” or pre-health system factors that
contribute to delays in cancer screening or seeking help for symptoms or another condition that
may lead to an incidental finding.

Interview notes were reviewed and discussed by the project team to identify key themes to
guide TECUPP discussions and drafts of survey materials and administration procedures.

Results

Factors Influencing Timeliness of Cancer Diagnoses

Interviewed SMEs noted that certain populations were known to experience delayed
diagnoses more commonly, including those in certain racial or ethnic groups, like Black
Americans; those with lower socioeconomic status or who are under- or uninsured; those who
live in rural areas; those who do not speak English; younger or overweight patients; and those
with non-specific symptoms and cancers for which recommended screening tests are not
available. Explanations for these delays varied by group. For example, SMEs noted that cancer
outcomes vary a great deal by race, even when screening rates are the same across races,
explaining that this may be in part attributable to failures in receipt of guideline-concordant
follow-up. SMEs also highlighted that those with fewer financial resources, those who are under-
or uninsured, and those who live in rural areas may have less access to health care, while those
who do not speak English as a first language may not be able to access the interpreter services
needed to understand their condition and recommended next steps. In addition, SMEs speculated
that biases in clinical judgment may cause clinicians to “blow off” symptoms reported by some
types of patients, including those who are Black, those who are overweight, or those who are
younger. Finally, SMEs explained that patients presenting with non-specific symptoms or who
have cancers for which there is no recommended screening tests may go through a longer and
less-defined workup in order to confirm their diagnosis. Based on this input, we included
questions on patient characteristics and initial presentation in both the Phase 1 and Phase 2 field
test surveys

Across population groups, SMEs cited two core types of failure that contribute to delayed
diagnoses: (1) failures of care coordination (i.e., failure to “close the loop” in informing patients
about abnormal findings and ensuring that follow-up is ordered and completed) and (2) failures
of communication (i.e., lack of listening, need for more thorough medical history and workup,
and dismissing patient concerns). Field test surveys therefore included questions about both
follow-up and communication.



Contributions and Considerations for Patient-Reported Assessments of Diagnostic Timeliness

Most interviewed SMEs agreed that understanding patients’ experiences of diagnostic care
was important, and currently a gap in measurement, with two interviewees noting that poor
diagnostic experiences can be “traumatic” and are worth addressing, even if doing so does not
improve survival.

Several SMEs noted key issues to consider when developing patient-reported measures of
diagnostic timeliness. First, SMEs noted that cancer types differ regarding how long they take to
diagnose and the effects of delays on patient outcomes. For example, one interviewee noted that
lung cancer can take longer to diagnose than some other cancers, but that delays may have a
bigger impact on stage of diagnosis than delays in diagnosis of prostate or colon cancer.
Consequently, some SMEs expressed caution in interpreting results of patient-reported
diagnostic timeliness for all cancers together.

Second, several SMEs noted that patients may perceive delays even when their diagnostic
process might be deemed by health care providers as appropriate and timely, noting that patients
do not have a benchmark or comparison for their diagnostic timeline, nor a way to know what
the “normal sorting process” is. As one expert interviewee described, it’s “perfectly reasonable
and appropriate for people who manifest non-specific symptoms to be tested and treated for other
things first.” One SME noted that for patients waiting for scan results, “Two days feels like two
years,” while another hypothesized that patients who have traditionally had poor health care
experiences may have low expectations, and therefore, may be more likely to indicate that their
expectations are met. Bearing this context in mind, we maintained a question on patients’
perception of diagnostic timeliness on both field test surveys, but also included other outcome
measures (e.g., overall rating of care during diagnostic interval, time from first visit to diagnosis
[length of diagnostic interval]).

Third, interviewees described diagnosis as having multiple stages, ranging from “you may
have cancer,” to “you have cancer,” to second opinions. Others described that genetic subtyping
or description of the tumor size, stage, and affected organs was also part of receiving a cancer
diagnosis. In cognitive interviews (described further in the Chapter 4), we explored how to
describe diagnosis on the survey to take into account variation in how patients may have
experienced the confirmation of their diagnosis.

Survey Administration Protocols

SMEs expressed a range of perspectives on the best time to survey patients about their
diagnostic experiences for the purpose of quality improvement, generally seeking to find a time
that was neither too soon nor too long after diagnosis, and recognizing that perspectives on the
diagnostic experience may change over time. While some noted that it would be best to conduct
the survey immediately after diagnosis to promote the best recall, several experts noted that this
timing would be overwhelming or potentially disruptive for patients receiving treatment. Two
SMEs speculated that six months following diagnosis would be the approximately correct



timing, as most patients diagnosed with early-stage cancers would have completed treatment by
then; one SME indicated that the survey should be conducted no later than 5 years after
diagnosis. We timed the survey administration in the Phase 1 and Phase 2 field tests (described
in further detail in Chapter 5) accordingly.

Most interviewed SMEs thought that it was reasonable and appropriate to allow proxy
respondents (i.e., family members or friends familiar with the patient’s care) to assist with or
answer on behalf of patients, but noted that not all patients have someone who is familiar enough
with their care to answer. One interviewee noted that allowing proxy response is particularly
important to ensure that perspectives of deceased patients are collected. A few interviewees felt
that proxy responses should be analyzed separately from patients’ responses, with one SME
suggesting that proxy responses be used only for quality improvement purposes, not for
accountability. Based on this input, proxy responses were permitted during both the Phase 1 and
Phase 2 field tests.

Factors Influencing Timeliness of Seeking Medical Care

SMEs interviewed regarding the “pre-health system” intervals highlighted some factors that
contribute specifically to delays in seeking care for symptoms or to delays in seeking
recommended screening, respectively. For example, among symptomatic patients, some:

e May not be sure of whether their symptoms need attention from health care professionals;
or

e May not want to “bother” the doctor if symptoms are not important.

Among asymptomatic patients eligible for screening, some:
e Are not aware that they are eligible for screening;
e Have not received recommendations for screening from their health care providers; or
e May not be able or willing to take off work for time-intensive screenings like
colonoscopy.

Other factors can contribute to delays both for those who are symptomatic and/or those eligible
for screening, including:

e Poor access to health care providers (in a geographic area, due to insurance, etc.);
e Past experiences with health care that lead to mistrust (e.g., not being listened to); or
e Fear of finding out about a serious condition.

Cost and competing priorities like work and family caregiving may prevent both
symptomatic patients and those eligible for screening from seeking care. However, one SME
noted that symptomatic patients may be more likely to overcome logistical barriers like cost and
the inconvenience of making and attending an appointment if they perceive that their symptoms
are serious. We asked the TECUPP (described in Chapter 3) to prioritize these factors for
inclusion on the Phase 2 survey.



Summary and Implications for Survey Development

The literature review identified five main approaches that have previously been used to
understand patient experiences of the diagnostic process (perceptions of delay, time intervals,
number of visits, systems/process issues, communication), as well as surveys that have applied
these approaches. As described in the next chapter, we sought TECUPP feedback on the
advantages and disadvantages of previously-used approaches for asking patients about diagnostic
experiences, as well as which specific systems/process issues and aspects of communication and
which pre-health system factors were priorities for inclusion on the Phase 1 and Phase 2 field test
surveys, respectively. We then used an “question bank” created as part of the literature review to
identify questions on topics that the TECUPP deemed high-priority for inclusion in the Phase 1
and Phase 2 field test surveys.

As SME:s highlighted variation in timeliness of cancer diagnosis by race, insurance coverage,
language, and age, we included questions about these patient characteristics in both the Phase 1
and Phase 2 field test surveys. This allows for adjustment for these characteristics or stratified
analyses across groups with sufficient sample size.

In addition, since SMEs described differences in diagnostic experiences and timelines for
those presenting with non-specific symptoms and those who are ultimately diagnosed with
cancers for which there is and is not a recommended screening test, both the Phase 1 and Phase 2
field test surveys asked patients to report on the type and stage of their cancer, as well as which
of three main pathways led to their diagnosis: (1) routine cancer screening, (2) symptoms, or (3)
incidental findings (i.e., engaging with the health care system for another reason and incidentally
discovering cancer signs). The Phase 2 survey also posed different questions to patients
depending on their pathway. When the sample size was sufficient, we also stratified analyses of
field test survey data by cancer type, cancer stage, and pathway.

The Phase 1 and 2 field tests (described in further detail in Chapter 5) adhered to the
timeframe that most SMEs agreed would be best administering a survey designed for quality
improvement: at least a few months following diagnosis, and no longer than 5 years after
diagnosis.

Finally, as most interviewed SMEs thought that it was reasonable and appropriate to allow
family members or friends familiar with a patient’s care to respond on behalf of the patient,
proxy responses were permitted during both the Phase 1 and 2 field tests, including for patients
who were deceased at the time of survey administration.



Chapter 3. Technical Expert/Clinical User/Patient Panel
(TECUPP)

To identify priority topics and specific questions for inclusion in a survey about timeliness of
cancer diagnosis, we convened a 14-member Technical Expert/Clinical User/Patient Panel
(TECUPP) composed of patients, caregivers, clinicians, and measurement experts of. The panel
was composed of an approximately equal number of participants with relevant lived experiences
of cancer (i.e., patients and caregivers) and those with relevant clinical or technical expertise.
The TECUPP approach is designed to elicit a broad range of patient and caregiver perspectives
and stands in contrast to more traditional Technical Expert Panels (TEPs), which often include a
single individual or patient advocate who may not be representative of the “average patient.”

Methods

Details regarding the composition and design of the TECUPP are described further elsewhere
(Marsolais et al., 2025). Briefly, we recruited seven patient and caregiver participants who were
diverse with respect to gender, race, ethnicity, age, geography, cancer stage and type, diagnostic
pathway (i.e., symptomatic presentation, screening test, incidental finding), diagnostic
experiences (i.e., perceived timeliness), and background in patient advocacy. We identified
candidate patient and caregiver participants via recommendations from thought leaders, lists of
panelists from prior related efforts, and by contacting individuals who publicly disclosed their
cancer diagnoses in news or social media.

The remaining seven TECUPP members were clinicians and researchers. We recruited
primary care physicians, specialists, and emergency physicians to reflect the range of clinician
types involved along each of the pathways of cancer diagnosis (primary care, emergency care,
and specialty care), as well as researchers with expertise in diagnostic excellence and quality
measurement. We identified candidate clinicians and researcher participants via
recommendations from thought leaders and colleagues, results of the literature search, and an
open call through the Society of General Internal Medicine listserv.

TECUPP members were paid an honorarium of $500 for their participation in Phase 1 of the
project, and an additional $300 if they continued their participation through Phase 2.

We convened six 90-minute virtual meetings during Phase 1 of the project and three virtual
90-minute meetings during Phase 2. One week prior to each meeting, we distributed pre-read
materials to TECUPP members. Written in lay-friendly language, these materials included
agendas, summaries of previous meetings, biographies of TECUPP participants and project team
members, and content for review prior to the meeting (e.g., draft survey questions).
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In the first 30 minutes of each meeting, we previewed the agenda, reviewed ground rules
(e.g., use plain language, keep camera on when possible), and invited a patient or caregiver
TECUPP participant to share their personal story of the time leading up to their cancer diagnosis.
In the remaining 60 minutes, we elicited input from TECUPP members on survey content and
survey administration procedures. Specifically, we asked about:

e Topical domains most important to patients and caregivers during the diagnostic interval
(Phase 1) and pre-health system intervals (Phase 2),

e The degree to which each domain was applicable across all cancer types and stages, and
met all three criteria for inclusion in a patient-reported measure of timely diagnosis:
(a) importance in timely diagnosis, (b) observability by patients and caregivers, and
(c) actionability by health systems, providers, or payers for quality improvement
(Figure 3.1), and

e Proposed individual survey questions most and least important to include within each
priority domain, as well as refinements to draft survey questions and response options.

Figure 3.1. Criteria for Including a Topical Domain in a Patient Survey of Timely Diagnosis

Patients can
reporton it

It’s important
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patient-reported measure

Health care
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During the final TECUPP meeting of each project phase, we shared and discussed findings
from the completed field tests.
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Key TECUPP Insights

Survey Content Regarding the Diagnostic Interval

The TECUPP discussed the advantages and disadvantages of five approaches identified by
the environmental scan for asking patients about cancer diagnostic intervals: (a) time intervals,
(b) number of visits, (¢) system/process issues, (d) provider communication issues, and (e)
perceptions of delay. Table 3.1 briefly describes each approach and the advantages and
disadvantages highlighted by the TECUPP.

Table 3.1. Approaches for Surveying Patients about Cancer Diagnostic Intervals

Approach

Description

Advantages Raised by

TECUPP

Disadvantages and Other
Considerations Raised by
TECUPP

Time intervals

Number of visits

Ask patients
approximate length of
time between important
events in diagnostic
journey

Ask patients for
approximate dates of
important events in
diagnostic journey

Ask patients how many
visits they had from
when they first
suspected they had
cancer to receiving a
diagnosis

Patients remember
dates/time intervals
related to cancer
diagnosis because
they are
important/salient

Can detect patterns
in numbers of visits
and set a benchmark
for diagnosis for a
given system

12

o Difficult to define
starting point

e Imprecise relative to
health records

e Assumes that patient is
able to answer
accurately

e Some long intervals
may be appropriate;
may be hard to hold
entities accountable for
longer-than-expected
intervals

e Resource
constraints/wait times
may contribute to fewer
visits

e Can indicate many
things (e.g., more
appointments could be
a good or bad sign)

e Combines visits across
providers (including
second opinions), which
may result in an over-
or under-count

o Difficult to determine
when to start and end
the time interval for
counting visits

e Target number of visits
likely varies by cancer

type



Advantages Raised by

Disadvantages and Other
Considerations Raised by

Approach Description TECUPP TECUPP
Systems/process Ask patients if they e Allows patients to May identify challenges
experienced issues with report on with insurance (e.g.,

Communication

Perceptions of
delay

the health care system
(e.g., delays in follow-
up appointments or
receipt of test results)
that may cause
diagnostic delays

Ask patients about their
communication with
health providers during
the diagnostic process

Ask patients if they
thought there was an
unnecessary delay in
their diagnosis

experiences with
providers and
systems (e.g.,
MyChart)

e Can identify effects
of limited resources
and difficulties
coordinating follow-
up care (e.g., across
providers/facilities)

e Patients are well-
positioned to
evaluate whether
communication was
appropriate and
effective

e Gives patients a
chance to share their
summary
assessment of the
diagnostic process,
which helps with
interpretation of
responses to other
questions

pre-approvals) that may
or may not be under the
control of the entity

Patients may not feel
empowered to seek
additional referrals;
communication
questions assess care
solely from the
clinicians they do see

Difficult for patients to
assess the
reasonableness of the
time to diagnosis
Timing of the survey
may affect responses
(e.g., may get a more
reasoned perspective
after they have started
or completed treatment
than immediately after
diagnosis)

From the environmental scan, we identified specific factors for assessment within the

Systems/process and Communication domains. For each of these factors, we polled the TECUPP
regarding its importance; whether it was applicable to all cancer types and stages; patients could
observe and report on it; and care providers or systems could take action to improve it. Table 3.2
describes each set of factors and summarizes the results of these polls. Polling results indicate
that the TECUPP members regard tests and referrals, communication and respect, access to care,
and explanation and next steps as the most important factors to understanding diagnostic
timeliness. Of these factors, the TECUPP poll indicated that communication and respect is most
reportable by patients and actionable by health care providers and systems, while issues related
to tests and referrals are somewhat less reportable by patients but highly actionable by care
providers and access concerns are highly reportable by patients and somewhat less actionable by
care providers. Based on this input, we included questions regarding each of these factors in the
draft field test survey. TECUPP members generally agreed that the physical exam was not
observable or reportable by patients; therefore, no questions related to this factor were included
in the draft field test survey.
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Table 3.2. TECUPP Perspectives on Systems/Process and Communication Factors Affecting Diagnostic Timeliness

% of TECUPP Members Indicating That the Factor Is:

Extremely
# of Yes, Important to
TECUPP  Applicable to Understanding Yes, Yes, Actionable
Factor Members All Cancer Diagnostic  Reportable for Quality
Type Description Responding Types/ Stages Timeliness by Patients Improvement
Access to A problem or delay in accessing care including: 12 75% 83% 83% 42%
care e Scheduling a medical appointment
e Getting to the appointment
¢ Difficulty paying for care
e Lack of interpreter (for those who need one)
e Unable to use telemedicine due to lack of
connectivity /technology
Medical A problem or delay in gathering, understanding or 11 73% 55% 45% 82%
history interpreting the patient’'s medical history, including:
¢ Failure to ask about or give space for patient to
bring up their symptoms, medical history, family’s
medical history
Physical A problem or delay related to the physical exam 12 33% 42% 25% 75%
exam including:
e Physical exam not done at an in-person visit or
because visit was conducted by telemedicine
¢ Inadequate physical examination (e.g., parts not
done)
e Documentation of parts of examination that
patient perceives were not done or missing
examination
Tests and Follow-up/interpreting: 12 83% 92% 58% 83%
referrals e Test results not viewed or followed up

Healthcare provider not aware of more recent test
results

Wrong healthcare provider received
results/referral notes

Something important missing from tests, results,
or referrals

Error in interpretation
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% of TECUPP Members Indicating That the Factor Is:

Extremely
# of Yes, Important to
TECUPP  Applicable to Understanding Yes, Yes, Actionable
Factor Members All Cancer Diagnostic  Reportable for Quality
Type Description Responding Types/ Stages Timeliness by Patients Improvement
Explanation A problem or delay in explaining the diagnosis in a 12 83% 83% 42% 58%
and next timely manner, or communicating the explanation to the
steps patient/family; or in communicating, coordinating, or
arranging next steps, including:
¢ Not referred to a place that’s nearby, safe, and/or
allows them to be monitored
¢ Not following up with patient in a timely way
¢ Problem or delay of treatment (including clinician
planning or coordination)
Communicat A problem or delay related to communication, 9 89% 89% 100% 100%
ion and including:
respect e Patient not listened to/not heard
e Patient and clinician misaligned about symptoms,
events or how significant they are
e Lack of transparent communication
¢ Ineffective communication about uncertainty of
diagnosis
¢ Disrespectful treatment
¢ Failure to educate patient on life-threatening
symptoms and actions to take if they arise
e Lack of clinician engagement of patient or their
family in case and/or care decisions to the degree
desired by patient/family
e Impaired communication because of technology
or telemedicine
Clinician ¢ Did not consider alternate explanations for 10 70% 80% 0% 80%
factors symptoms or test results (“anchoring”)

e Implicit or explicit bias
o Disagreement between clinicians about history,
diagnosis or treatment
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% of TECUPP Members Indicating That the Factor Is:

Extremely
# of Yes, Important to
TECUPP  Applicable to Understanding Yes, Yes, Actionable
Factor Members All Cancer Diagnostic  Reportable for Quality
Type Description Responding Types/ Stages Timeliness by Patients Improvement
Patient e Barriers to communication or speaking up 10 70% 80% 80% 70%
factors e Power hierarchy; fear of judgement; fear of being
troublemaker
e Social determinants (e.g., language, literacy,
culture, employment, transportation)
e Physical barriers (for those with disabilities)
e Privacy concerns
e Prior distressing experience with healthcare,
harm, or medical error
¢ Lack of knowledge about how to escalate
concerns about worsening or persistent
symptoms
System ¢ Insurance problem or delay 10 70% 80% 50% 70%
factors o Failure to provide access to test results, medical

notes and other information

NOTE: Factors adapted from Bell et al., 2022 and Schiff et al., 2009. Some members of the TECUPP were absent for, or were present and elected not to answer,
some polling questions. Polling questions and response options were:
e Importance: How important is this factor to understanding delays in cancer diagnosis? (Extremely; Moderately; Not very much; No opinion/not sure)
o Applicability: Does this factor apply to all kinds of cancers and stages? Does it apply to people whose cancer was found through routine screening,
because they had symptoms, or by accident (“incidental findings”)? (Yes; Maybe; No; Not sure/Need more information)
e Reportability: Is the patient able to report on this factor with reasonable accuracy? In other words, do you think patients can observe it and recall it? (Yes;
Maybe; No; Not sure/Need more information)
e Actionability: Can doctors, nurses, other clinicians, or health care organizations act on information about this factor? In other words, is this something
they can do something about? (Yes; Maybe; No; Not sure/Need more information)
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When asked to prioritize topics within each survey content domain, the TECUPP identified
getting appointments in a timely manner and getting insurer to cover the visit or test as highest-
priority concepts related to access; getting tests and imaging and getting the results of tests and
imaging as highest-priority related to care processes; and feeling listened to, heard, and able to
speak as highest-priority concepts related to communication. The TECUPP poll results on
priorities are reported in Table 3.3 below.

Table 3.3. TECUPP Perspectives on Highest-Priority Topics for Survey Inclusion

# of Topic is
TECUPP  Top Priority
Members for this

Category Potential Topics Responding Category:
Access 11

Getting an appointment in a timely manner 64%

Getting your insurer to cover a visit or test 36%

Getting transportation to the appointment 0%

Being able to take time off from work or home responsibilities 0%

Having an interpreter available if you needed one 0%

Paying for care (e.g., copays, out of pocket costs) 0%
Process 11

Getting tests or imaging 55%

Getting results from tests or imaging 27%

Getting conflicting information or instructions from different providers 9%

Getting a referral to another provider 9%

Getting a physical exam 0%

Limitations of care provided due to virtual visit/telemedicine 0%
Communication 11

You were not listened to, heard, or given the ability to speak (e.g., 73%

failure to ask about or give space for you to bring up your symptoms,

medical history, or family history)

You were not educated about how to escalate concerns about 27%

worsening or persistent symptoms, or actions to take if potentially life-

threatening symptoms arose

Your clinician did not consider alternate explanations for your 0%

symptoms or test results (“anchoring”)

Your clinician treated you disrespectfully 0%

Your clinician was implicitly or explicitly biased 0%

Your clinician did not engage with you or your family in care and/or 0%

care decisions to the degree desired

NOTE: Some members of the TECUPP were absent for, or were present and elected not to answer, some polling
questions.
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The TECUPP also identified other types of information that are relevant to understanding the
diagnostic interval from the patient’s perspective, including asking about support networks in
patient’s lives that may contribute to their ability to navigate the health care system; asking
if/how providers supported patients in seeking further tests or other follow-up; and asking about
issues related to insurance, as insurance coverage can affect timing and availability of
appointments and tests. In addition, TECUPP members made specific suggestions regarding
question flow and wording; specifically, they recommended:

e Separating questions about primary care providers and specialist providers, as care
experiences may be notably different between these types of providers.
¢ Ensuring that respondents understand and/or have a definition of the term “diagnosis,”
and distinguishing between providers telling patients that they “may have” cancer and
that they “definitely have” cancer (with the latter being the formal diagnosis).
e Testing whether date and time interval questions are reasonable for patients to estimate
and answer.
In response to these suggestions, the Phase 1 and Phase 2 surveys contained separate sections
evaluating the care of primary care providers and specialists, and cognitive interviews (described
further in the next chapter) explored the terms that describe “diagnosis” and the degree to which
respondents could recall dates and time intervals.

Survey Content Regarding the Pre-Health System Intervals

We presented five categories of pre-health system delays to the TECUPP, consolidated from
previously published studies (Bell et al., 2022): (1) lack of knowledge, (2) information from non-
medical sources, such as friends, family, or the internet; (3) fear (or mistrust), (4) lack of
financial resources, and (5) lack of time/energy and/or competing priorities. As we had done for
the health system interval factors, we polled the TECUPP regarding each factor’s importance;
whether it was applicable to all cancer types and stages; and the degree to which care providers
or systems could take action to improve it. Since all pre-health system factors directly involve
the patient, we did not ask whether they were observable to patients. Table 3.4 lists each set of
factors and summarizes the results of these polls.
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Table 3.4. TECUPP Perspectives on Pre-Health System Factors Affecting Diagnostic Timeliness

TECUPP Members Indicating That the Factor

Is:
Very Important
to
# of Yes, Understanding Yes,
TECUPP  Applicable to Delays in Actionable
Factor Members All Cancer Cancer for Quality
Type Description Responding Types/Stages Diagnosis Improvement
Lack of e Screening recommendations 9 89% 89% 100%
knowledge e Symptoms that may indicate
about... cancer
e Follow-up steps after initial
screening or visit
e How to access screening or
work-up
e How to escalate concerns
Information e Family/friends 9 89% 67% 67%
from non- e Internet research (WebMD,
medical search engines)
sources e Previous experiences (e.g.,
with other health conditions)
Fear or ¢ Doctors/hospitals 10 100% 90% 100%
mistrust e Screening or work-up
procedures
e That symptoms ARE serious
e Catching something worse
(COVID)
e Wasting doctor’s time or health
care resources
e Costs
Lack of e Out-of-pocket costs 10 90% 70% 80%
financial e Lostincome
resources e Cost of substitute caregiving
e Cost of transportation
Lack of o Difficulty making time to deal 10 100% 50% 70%
time/energy with issue
or e Work/caregiving schedule
competing e Travel or other life event
priorities « Disabled oril

NOTE: Some members of the TECUPP were absent for, or were present and elected not to answer, some polling
questions. Polling questions and response options were:
e Importance: How important is this factor to understanding delays in cancer diagnosis? (Very important;
Moderately important; Important; Slightly important; Not important)
Applicability: Does this factor apply to all kinds of cancers and stages? (Yes, Somewhat, No)
e Actionability: Can learning about this factor inform efforts to reduce delays in cancer diagnosis? (Yes,
Somewhat, No)

TECUPP poll responses indicated that all the presented pre-health system factors are very
important to understanding delays, all are applicable to all cancer types and stages, and all are
quite actionable by health care providers and systems. Based on this input, we included questions
regarding each of these factors in the draft field test survey.
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TECUPP members suggested specific barriers to help-seeking that the survey should address
within and outside each of these categories, including a lack of transportation and insurance,
whether the patient was unsure which doctor to see, or whether it was necessary for a health care
professional to evaluate their symptoms.

TECUPP members also noted that some of factors associated with delays in care-seeking,
such as lack of knowledge and information from non-medical sources, could also lead patients to
seek care sooner. In response to this insight, the TECUPP suggested that the draft survey include
parallel questions about factors that “prompted” and “discouraged,” and made it “easier,” and
“harder,” respectively, to see a health care professional. Table 3.5 lists the factors confirmed by
the TECUPP as important to include on the survey in each of these categories. We included
questions in each of these four categories on the Phase 2 field test survey.

Table 3.5. Patient Factors Associated with Seeking or Not Seeking Health Care Prior to Cancer

Diagnosis
Motivators/Accelerators Enablers/Facilitators
(Factors That Prompted) (Factors That Made It Easier)
Psychological Logistical
e Thought | might be sick/have a problem e [Easy to get a test or make an appointment
Informational ¢ Convenience of appointment or testing options
e Health care professional suggestion e Job flexibility
e Advice from family or friends e Received help with transportation or caregiving
e Information found online responsibilities
Logistical e Benefits or insurance
e Went for regular check-up
Demotivators/Decelerators Barriers/Impeders
(Factors That Discouraged) (Factors That Made It Harder)
Psychological Logistical
e Didn’t seem important e Trouble scheduling an appointment
e Worried | might be really sick e Too busy
e Worried about wasting doctor’s time e Hard to get away from work/family responsibilities
e Didn’t trust doctors or hospitals ¢ No transportation
e Scared that tests or scans would hurt ¢ No health insurance or other health care plan
e Didn’t want to be embarrassed

Informational
e Advice from a health care professional
e Advice from family or friends
e Information found online
Logistical
o Worried about costs
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Summary and Implications for Survey Development

TECUPP members cited notable disadvantages of survey approaches that ask patients about
dates or time intervals, the number of visits they had during their diagnostic interval, and
whether their cancer could have been diagnosed sooner. Nonetheless, we included these types of
questions on the draft field test survey to align with prior survey efforts and to examine the
degree to which questions using other approaches—such as those about systems, processes, and
communication—are associated with reported length of diagnostic interval, number of visits, and
perceived diagnostic timeliness.

TECUPP members prioritized tests and referrals, communication and respect, access to care,
and explanation and next steps as the most important systems, processes, and aspects of
communication for understanding diagnostic timeliness. Although these factors vary somewhat
in the degree to which they are reportable by patients and actionable by health care providers and
systems, the TECUPP deemed all of them sufficiently reportable and actionable for inclusion in
the field test survey. The following topics prioritized by the TECUPP were included in the
Phases 1 and 2 field test surveys: access, including getting appointments in a timely manner and
whether the patient had insurance; communication, including being listened to; and getting tests
and imaging and results of tests and imaging.

The TECUPP agreed that lack of knowledge, information from non-medical sources (i.e.,
friends, family, or the internet), fear (or mistrust), lack of financial resources, and lack of
time/energy and/or competing priorities were important pre-health system factors to ask about on
the Phase 2 field test survey.
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Chapter 4. Drafting and Refining Survey Instruments for Field
Testing

In this chapter, we describe our approach to drafting and revising survey instruments for the
Phase 1 and 2 field tests, including methods and results of multiple rounds of cognitive
interviews that informed refinements to survey flow and question and response wording.

Development of Draft Surveys

Methods

To draft the Phase 1 field test survey, we developed a set of priority content domains
highlighted by the environmental scan and TECUPP. These included:

Communication and respect

Access to care, including appointments and referrals

Tests and results

Other systems and process issues (e.g., access to interpreter, if needed)
Time intervals / dates of key events

Number of visits during diagnostic interval

Perceptions of delay

We used the question bank described in Chapter 2 to identify candidate survey questions within
the priority content domains. We used or adapted existing survey questions whenever possible,
drafting new ones as needed. The source surveys from which we adapted questions to address the
priority topics were:

e CAHPS Adult Hospital Survey (AHRQ, 2024)

CAHPS American Indian Survey (AHRQ, 2013a)

CAHPS Clinician and Group Survey (AHRQ, 2013b)

CAHPS Health Plan Survey (AHRQ, 2011)

CAHPS Home and Community Based Services Survey (Medicaid.gov)

CAHPS Nursing Home Family Member Survey (AHRQ, 2012)

CAHPS Outpatient and Ambulatory Surgery Survey (AHRQ, 2016)

Cancer CAHPS (AHRQ, 2013b)

CanCORS (Weeks et al., 2012)

Colorectal Cancer Diagnostic Delay Survey (Miles et al., 2017)

Commonwealth Fund Biennial Health Insurance Survey (Collins, Haynes, and Masitha,

2022)

e Emergency Department CAHPS (ED CAHPS) (Centers for Medicare & Medicaid
Services, 2020)

e Feeling Heard and Understood (Ahluwalia et al., 2021)
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Home Health Care CAHPS Survey (AHRQ, 2016)

International Cancer Benchmarking Partnership Module 4 (ICBP, 2013)
Supplemental Items for CAHPS Surveys (AHRQ)

Surveys on Patient Safety Culture: Diagnostic Safety Supplemental Item Set for SOPS
Medical Office Survey (AHRQ, 2021)

Surveys on Patient Safety Culture: SOPS Medical Office Survey (AHRQ, 2013c¢)

UK NHS National Cancer Patient Experience Survey (NHS, 2026)

Victoria Cancer Patient Experiences of Care Chemotherapy (ICBP, 2013)

Victoria Cancer Patient Experiences of Care Survey (ICBP, 2013)

The Phase 1 survey was designed to be fielded using mixed-mode administration (web with
mail follow-up) which meant that the survey would be completed by respondents online as well
as on paper. As paper surveys allow for less customization than those that are programmed,
individual questions and the survey structure must work equally well across a wide range of
respondents and experiences. To that end, the draft survey for Phase 1 cognitive testing was
structured to first confirm the type and stage of the participant’s cancer, to define the diagnostic
timeframe, and then determine what health care professionals were seen during the diagnostic
period. The survey also asked a series of evaluative questions about these healthcare
professionals and ended with demographic questions.

In Phase 2, we drew upon previous studies and published surveys (CRUK, 2023; Ipsos
MORI, 2012) to identify existing survey questions about priority pre-health system factors
highlighted by expert interviewees and the TECUPP as motivating, demotivating, facilitating, or
preventing participants from obtaining diagnostic tests or seeing a health care professional about
symptoms. We also added these questions to the Phase 1 survey, as well as questions that asked
about symptoms the participant had before receiving a test or seeing a health care professional.

Cognitive Interviews

The purpose of the cognitive interviews was to refine the language of survey questions and
the flow of the overall survey so that it was clear and consistently interpreted by respondents,
regardless of their cancer type, initial presentation, or length of diagnostic interval.

Methods

To inform the survey to be administered during the Phase 1 field test, we conducted 15
cognitive interviews with individuals who had received a cancer diagnosis in the prior 1-2 years
from April to July 2023; participants were recruited to ensure a mix of cancer types and
educational backgrounds.

Given feedback from the SMEs and TECUPP regarding the importance of defining the term
“diagnosis,” clarifying the timeframe of interest for assessment on the survey (diagnostic
interval), and separating assessment of usual health care providers from specialists, Phase 1
interviews were particularly focused on confirming the appropriate wording for:
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e describing cancer diagnosis

e identifying the timeframe of interest (i.e., ensuring that we laid out a clear, lay-friendly
definition for the diagnostic interval) and

o differentiating usual health care professionals from specialists, and ensuring that
respondents were focusing on specialists involved in the diagnostic (rather than
treatment) process.

We also worked to incorporate graphics and improve the layout and the order of the
questions such that information would be elicited in a natural and sensible way to the
participants.

Participants were sent a physical packet that included a hard copy (paper) survey to reference
during the interview. The draft survey was updated to reduce complexity and improve clarity
throughout the Phase 1 cognitive interviews; each update was made after completion of 2 to 5
interviews. Following completion of all interviews, we finalized a mail and web instrument for
Phase 1 field testing.

To inform the Phase 2 field test survey, between June and October 2024, we conducted
cognitive interviews with 20 individuals who had received a cancer diagnosis in the prior 1-2
years; participants were again recruited to ensure a mix of cancer types and educational
backgrounds. The focus of the Phase 2 interviews was:

e refining wording of questions regarding pre-health system factors (new to the Phase 2
survey)

e incorporating questions regarding pre-health system factors into the survey order and
flow and

o further clarifying questions and response options regarding health system factors (carried

over from the Phase 1 survey).

Ten of the initial Phase 2 interviews were conducted using a physical hard copy (paper)
version of the survey that was sent to participants prior to the cognitive interview session. For the
final 10 interviews, the survey was programmed and displayed to participants on a web browser
during the session, allowing participants to indicate a response that the interviewer could enter to
move forward in the survey; this approach simulated field test web survey administration. The
Phase 2 draft survey was edited to reflect participant feedback, and a web version was finalized
for Phase 2 field testing.

Interviews for both Phase 1 and Phase 2 were conducted by team members with expertise in
cognitive interviewing and survey design, with assistance from a team member who took notes.
Interviewers were conducted using a semi-structured protocol that prompted participants to read
questions aloud, describe the rationale for their responses, and express any areas of concern or
confusion about the questions or response options. Interviews were approximately 60 minutes in
length and took place using Zoom.gov. Participants were compensated $125.
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Results

All participants had received a cancer diagnosis 1-2 years prior to their cognitive interview.
Participants included a mix of ages, education levels, gender, and race and ethnicity (Table 4.1).
Participants were recruited to represent three categories of increasing ease of cancer detection;
(1) easier to detect (breast, melanoma, testicular, endometrial, thyroid, bladder), (2)
intermediate detection difficulty (prostate, cervical, colorectal, vulval, leukemia, esophageal,
laryngeal, renal, mesothelioma), (3) and harder to detect (multiple myeloma, pancreatic,
stomach, lung, Hodgkin’s lymphoma, ovary, brain, non-Hodgkin’s lymphoma, all other cancers)
(Lyratzopoulos, Wardle, and Rubin, 2014).

Table 4.1. Characteristics of Cognitive Interview Participants

Phase 1 (2023) Phase 2 (2024) Total
n=15 n=20 n=35

Gender
Male 3 10 13 (37.1%)
Female 12 10 22 (62.9%)
Household Income
Less than $25,000 2 3 5(14.3%)
$25,000 to $49,999 4 3 7 (20.0%)
$50,000 to $74,999 5 2 7 (20.0%)
$75,000 to $99,999 3 3 6 (17.1%)
$100,000 or more 1 9 10 (28.6%)
Race/Ethnicity
White non-Hispanic 9 17 26 (74.3%)
Black/African-American 2 2 4 (11.4%)
Hispanic/Latino 3 4 (11.4%)
Facaslethrities 1 0 1(29%)
Education
(HBIIEE;B school graduate or 6 1 7 (20.0%)
(?ggr]r:gecollege or two-year 5 7 12 (34.3%)
4-year college graduate 2 4 6 (17.1%)
I(\j/lec;r;eeghan 4-year college 2 8 10 (28.6%)
Geographic region
Midwest 8 4 12 (34.3%)
Northeast 2 6 8 (22.9%)
South 3 5 8 (22.9%)
West 2 5 7 (20.0%)
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Phase 1 (2023) Phase 2 (2024) Total

n=15 n=20 n=35

Respondent age

Age 50 or younger 11 5 16 (45.7%)
Age 51-65 3 7 10 (28.6%)
Age 66 or older 1 8 9 (25.7%)
Type of cancer

Easier to detect 6 8 14 (40.0%)
Intermediate difficulty 6 7 13 (37.1%)
Harder to detect 3 5 8 (22.9%)

Phase 1

Describing cancer diagnosis. During Phase 1 testing, we tested wording that described a
cancer diagnosis, including “being told,” “figuring out,” and “determining” that the participant
had cancer. However, all respondents understood what it meant to be “diagnosed with cancer.”
Therefore, we were able to be more direct in questions asking specifically about their diagnosis.

Original Versions:

e Example 1: What stage was this cancer when the health care professional first told
you that you had it?

e Example 2: Do you think your health care professions could have figured out that
you have cancer must sooner than they did?

Revised Versions:
e Example 1: What stage was this cancer when you were diagnosed?
e Example 2: Do you think your health care professions could have diagnosed your
cancer must sooner than they did ?

Defining the timeframe for evaluation. The initial Phase 1 draft instrument included a section
labeled “Your Diagnostic Journey” that contained a detailed definition and graphic of the time
period between first noting a possible problem and receiving a confirmed diagnosis of cancer
(Figure 4.1).
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Figure 4.1. Diagnostic Interval Definition and Graphic: Draft 1

Your Diagnostic Journey

Your DIAGNOSTIC JOURNEY is the time between when you first experienced
symptoms or had a test result that turned out to be related to your cancer and the time

when a doctor, nurse, or any other health care professional fold you that you definitely had
cancer (your CANCER DIAGNOSIS).

During your DIAGNOSTIC JOURNEY, you may have visited different kinds of
health care professionals, had tests or scans, and/or had discussions about whether you
might have cancer.

This survey is going to ask you questions about the health care you got during your
DIAGNOSTIC JOURNEY only.

IMPORTANT: In this survey, we are NOT asking about the care or treatment
you received after your CANCER DIAGNOSIS.

Diagnostic Journey

The first time you CANCER DIAGNOSIS
experienced symptoms A health care
or hod o test result thot professional told you
turned out 1o be related that you have cancer

to your cancer

This description and graphic was followed by a question about the first step in the diagnostic
process, as follows:

How did your DIAGNOSTIC JOURNEY begin? Please check all that apply.

o0 I went to a health care professional because I had symptoms (examples: a lump, pain,
or unintended weight loss)

I went to a health care professional for a regular check-up

I had a cancer screening test (examples: mammogram, colonoscopy, Pap smear, or
fecal immunochemical test [FIT])

I had a test for another reason (examples: routine blood test, x-ray after an injury)
Other, please specify:

Don’t know/not sure

O
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Although many participants could understand the text and articulate what the graphic meant,
they were prompted by the interviewers to fully focus on the dense explanation. We were
concerned that a long description not included in a question stem would be skipped or only given
a cursory read by respondents when completing the survey on their own. Further, during our
testing some participants then lost the concept as they moved on to other parts of the instrument.
This was particularly true for some participants with a short interval between an initial symptom
or test and a diagnosis. These participants found it difficult to differentiate between visits with
health care professionals that were part of a diagnosis process from those that were part of the
treatment process.

We made several attempts to simplify the text and make the figure clearer. After the first half
of the interviews, we updated the description to remove “diagnostic journey” and replace it with
the phrase “the time leading up to your cancer diagnosis.” This new phrase replaced the old
throughout the survey to remind participants of the time period of interest and testing confirmed
that participants correctly interpreted the phrase. We also specifically noted in the text that this
period of time could be quite short. We added an “X” through the “Treatment and Beyond”
section in the figure to emphasize the time period of interest for the survey.

Figure 4.2. Diagnostic Interval Definition and Graphic: Draft 2

The Time Leading Up to Your Cancer Diagnosis

We are trying to learn about the time leading up to your cancer diagnosis. This time period
may have been very short or could have gone on for weeks or months. During the time leading
up to your cancer diagnosis, you may have been told that you “might” have cancer, and you may
have had tests or scans, or seen doctors, nurses, or other health care professionals to determine if
you really did have cancer. We are NOT asking about the care or treatment you received after
your cancer diagnosis.

Time Leading Up to Your

Cancer Diagnosis
I |

Treatment and Beyond

Radiation

Surgery Remission

| /ﬂtchfulwaitfng
The first time you saw a health CANCER DIAGNOSIS

care professional or went for a A health care professional
test that turned out to be related told you that you definitely.
to your cancer had cancer
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At the same time, we continued to refine the subsequent question about the first step in the
diagnostic process to emphasize that the initial step may not have been related to a problem they
noted, but rather as a result of a screening test or examination:

At the beginning of the time leading up to your cancer diagnosis you may have gone to
see a health professional because you had symptoms, or you may not have had symptoms
but gone for a regular check-up, screening, or some other test that turned out to be related to
your cancer.

What was the very first thing that happened that led to your cancer diagnosis?

0 I saw a health care professional because I had symptoms (examples: a lump,
pain, or unintended weight loss)

O I saw a health care professional for a regular check-up and they noticed
something concerning

o I went for a cancer screening test (examples: mammogram, colonoscopy, Pap
smear, or fecal immunochemical test [FIT])

o I went for a test for another reason (examples: routine blood test, x-ray after
an injury)
None of the above
Don’t know/not sure
Other (please print):

We noted that some cognitive interview participants did not read definitions embedded
within the question, so we revised the interview materials to test a version that removed the
separate definition and graphic and included more explanation within the question stem (in the
hopes that this would make participants less likely to skip over the definition. In order to further
highlight and clarify the time period of interest, we also included a simple graphic next to the
dates for first health care visit or test and diagnosis. The majority of participants indicated they
preferred this new version of the question series, noting that they found it clearer.
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We are trying to learn about the time leading up to your cancer diagnosis. This time
period may have been very short or could have gone on for weeks or months. At the
beginning of the time leading up to your cancer diagnosis you may have gone to a health
care professional because you had symptoms, or you may not have had symptoms but
went for a regular check-up, screening, or some other test that turned out to be related to
your cancer.

What was the very first thing that happened that led to your cancer diagnosis?

O I saw a health care professional because I had symptoms (examples: a lump, pain, or
unintended weight loss)

0 I saw a health care professional for a check-up and they noticed something
concerning

o I went for a cancer screening test (examples: mammogram, colonoscopy, Pap smear,
prostate-specific antigen [PSA] test, or fecal immunochemical test [FIT])

o I went for a test for another reason (examples: routine blood test, x-ray after an
injury)
None of the above
Don’t know/not sure
Other (please print):

What was the date that you saw this health care
professional or had this test? If you cannot remember the exact
date, please provide as much information as you can.

Month Day Year This survey asks about
the Time Leading Up to
What was the date of your cancer diagnosis? This is the Your Cancer
date you were told you definitely have cancer. If you cannot Diagnosis. This is the

remember the exact date, please provide as much information [ time starting with all the

as you can. care you received on
this first date and ending

Month Day Year with your diagnosis on

the second date.

We also moved two questions of the survey so that they appeared immediately after the
questions regarding diagnostic interval dates: a question about the number of visits the
participant had with a health care provider during the time period and the question, “Do you
think your health care professionals could have diagnosed your cancer much sooner than they
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did?” The goal of these changes was to ensure that respondents were focusing on the visits and
other care received during the diagnostic interval when reporting on perceived timeliness of
diagnosis.

Identifying usual health care professionals. The original Phase 1 survey asked participants
about visits to “usual health care professionals” and then visits to specialists. However, some
participants noted that they had more than one type of usual provider or care setting. We
subsequently moved to a yes/no version of the question, which would be easier for participants to
answer and that provided more description of the types of providers and settings that might be
included.

Original Version:

e Before your DIAGNOSTIC JOURNEY began, was there a particular doctor, clinic,
health center, or other place that you usually went to if you were sick or needed
advice about your health?

O Yes, a particular doctor (or other health care professional) that I usually went
to

Yes, a particular clinic or health center that I usually went to

Yes, an urgent care center or emergency room that I usually went to

No = Go to Question 17

Don’t know/not sure = Go to Question 17

Ooon

Revised Version:

o BEFORE the time leading up to your cancer diagnosis, did you have any usual
health care professionals such as doctors, clinics, health centers, or other places that
you went to if you were sick or needed advice about your health? This could include a
primary care doctor, a family doctor, an ob/gyn, or other professional that you usually
saw for your health care.

O Yes
O No

Identifying and evaluating specialists. The survey had specific sections for care from both
“usual health care professionals” and specialists. For some participants, their usual health care
provider was also a specialist (e.g., obstetrician/gynecologist) and this led to confusion about
where to account for specific providers within the survey. The section about usual health care
professionals originally began by asking when the participant first received care from a
specialist. Since some participants included the specialist visit when documenting their care from
their “usual” provider, this question did not seem applicable. Further, the “usual” provider
section asked if a referral had been given to a specialist but did not limit this to specialists related
to the cancer diagnosis. Two participants noted specialists for conditions not related to their
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cancer. We also reasoned that even if a referral happened, the participant may or may not have
actually seen the specialist.

After the first round of Phase 1 testing, the referral question was clarified to ask about
specialists that helped to diagnose the participant’s cancer. We also revised the section on
specialists to include a question on whether the participant actually saw a specialist. This
approach allowed for examination of whether referrals successfully resulted in specialty visits
and for participants to skip out of the section evaluating specialists if they had not seen one or
previously included them as a “usual health care professional.”

Specialists are doctors like oncologists, surgeons, and other doctors who specialize in one
area of health care.

During the time leading up to your cancer diagnosis, did you actually see any specialist(s)
to help determine if you had cancer?

Phase 2

Refining questions regarding pre-health system factors. The original wording of the questions
asking what “prevented” or “discouraged” participants from getting care was confusing to
participants, with some thinking that the terms “prevent” and “discourage” implied that a visit
did not occur. The wording was updated to remove any such suggestion.

Original Versions:

e Example 1: What prevented you from getting this test or seeing this health care
professional? Check all that apply.

e Example 2: What discouraged you from getting this test or seeing this health care
professional? Check all that apply.

Revised Versions:

e Example 1: Did any of the following make it harder to get this cancer screening test on
[VISIT DATE]? Check all that apply.

e Example 2: Did any of the following discourage you from getting this cancer screening
test on [VISIT DATE]? Check all that apply.

Survey order and flow. Because the initial Phase 2 cognitive interviews used a paper survey, the
new questions did not fill in dates; instead, they asked participants to refer to prior questions in
the survey instrument (i.e. “What, if anything, prompted you to get the test or see the health care
professional mentioned in Question 4?”). This structure added cognitive complexity to the
survey instrument. Participants had a hard time tracking which stage in the diagnosis journey
each question was asking about; when prompted, they were often thinking about a different visit
or event.

32



Similarly, as participants moved further into the instrument, they did not always track that
“the time leading up to your diagnosis” referred to the time between their initial appointment and
the date they got their cancer diagnosis. Some participants thought “the time leading up to your
cancer diagnosis” referred to the time before they had their initial visit or tests. Some were
thinking of a period of several years, or even their entire life. Others assumed this only included
the time between a screening test and their diagnosis. For example, one participant thought the
time frame of interest only included the time after he actually got a colonoscopy, not the two
visits that preceded the colonoscopy, during which he was experiencing symptoms; another
participant thought that the question “During the time leading up to your cancer diagnosis, did
you ever see or talk with any of your usual health care professionals?”” was asking if he goes for

an annual physical, gets routine healthcare, etc.

The first draft of the Phase 2 instrument also asked participants, “What was the first thing
that led to your cancer diagnosis?”, allowing a response of either a cancer screening test or a
visit that was not for a cancer screening test. This was challenging for participants, due to the
complex and various journeys that may lead to a cancer diagnosis. Many had experiences that
did not neatly fall into either category (i.e., a blood test that was not specifically a cancer
screening test; a imaging for a chronic cough that detected cancer, etc.). After testing different
wording and response options, we eventually completely removed this question and instead
asked a series of separate questions about screening tests, symptoms, and visits that might lead to
a diagnosis. While we anticipated that this would be conceptually clearer to participants, it
required a great deal of skip logic that would be difficult, if not impossible, to include in a paper
survey.

Therefore, for the remaining ten cognitive interviews of Phase 2, we presented participants
with a programmed version of the instrument (i.e., a computer-administered (web) format) so
that skip patterns could be embedded into the programming and critical dates and/or language
could be filled into individual questions. Adding dates within questions helped participants to
better think about the appropriate event or correct time period. Where previously we used the
phrase “During the time leading up to your cancer diagnosis,” we could now orient participants
to the exact dates on which to focus.
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Original Versions:

e Example 1: What, if anything, made it easier for you to get the test or see the
health care professional mentioned in Question 4? Check all that apply.

o Example 2: During the time leading up to your cancer diagnosis, approximately
how many times did you see a health care professional?

o Example 3: During the time leading up to your cancer diagnosis, did you ever see
or talk with any of your usual health care professionals?

Revised Versions:

e Example 1: Did any of the following make it easier for you see a health care
professional and discuss your symptoms on [VISIT DATE]? Check all that apply.

e Example 2: Think about all of your visits, including your first visit (on [VISIT
DATE]) up until the day you got your diagnosis. During this time, approximately
how many times did you see a health care professional?

e Example 3: From your first visit (on [VISIT DATE]) up until the day you got
your diagnosis, did you ever see any of your usual health care professionals?

Clarifying questions and response options regarding health system factors. Several questions
that appeared on the Phase 1 survey were refined further during the Phase 2 cognitive testing.

First, the Phase 1 field test survey used a frequency scale (never, sometimes, usually, always)
for many questions evaluating care experiences. Some Phase 2 cognitive interview participants
had a hard time with this scale, as they often only had one visit to reflect on. Participants were
better able to answer these questions when we moved to an expanded yes/no scale (yes,
definitely; yes, somewhat; no).

Original Version:

o During the time leading up to your cancer diagnosis, how often did the specialist(s)
you saw listen carefully to you?
o Never
O Sometimes
0 Usually
O Always

Revised Version:

e From your first visit (on [VISIT DATE]) up until the day you got your diagnosis, did
your usual health care professional(s) listen carefully to you?
O Yes, definitely
o Yes, somewhat
o No
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Second, Phase 2 cognitive interview participants did not consistently interpret the term
“usual health care professionals.” In particular, the question asking if respondents had any
“usual health care professionals” prior to their cancer diagnosis was difficult for many
participants. Some participants included oncologists and other providers they saw during cancer
treatment. Others were not sure how to answer if they regularly went to the same clinic but did
not have a specific regular provider. One participant thought that the question was asking if they
saw their usual providers before the first visit date, rather than “do you have a regular doctor you
see?” Several participants thought the question was asking about their whole life.

To address these issues, we updated the original version of the question to remove the
lengthy definition of the types of providers that might be included, instead presenting a
simplified question that listed the types of providers as the response options. This seemed to help
participants focus on the intended meaning of the question. To clarify the time frame, we
included text to indicate a look back period of one year.

Original Version:

e Before the time leading up to your cancer diagnosis, did you have any usual health
care professionals such as doctors, clinics, health centers, or other places that you
went to if you were sick or needed advice about your health? This could include a
primary care doctor, a family doctor, an obj/gyn, dentist, or other professional that
you usually saw
for your health care.

O Yes
O No

Revised Version:

e In the year before [VISIT DATE], did you have any of the following usual health care
professionals that you went to if you were sick or needed advice about your health?
Check all that apply.

Primary care doctor or family doctor

Nurse practitioner (NP) or Physician assistant (PA)

Gynecologist or OB/GYN

Other type of doctor I saw regularly (please specity)

Other (please specify)

None of the above

ooooodg

We also tested several alternative definitions of providers other than the usual health care
professional. We first asked about “specialists,” but one participant was confused because they
did not think of the provider who diagnosed their cancer, a gynecologist, as a specialist.
Therefore, we tested the following wording: “You may have seen doctors other than your usual
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health care professionals to help diagnose your cancer. These may have been radiologists,
gynecologists, urologists or other kinds of doctors.”

However, some participants were confused by the repetition of “usual health care
professionals” and missed the phrase “other than.” Several participants thought they had already
answered this question. Ultimately, the word “specialist” was determined to be the clearest
option, so used this word in the Phase 2 field test survey.

Original Version:

e Specialists are doctors like oncologists, surgeons, and other doctors who specialize in one
area of health care.
During the time leading up to your cancer diagnosis, did you actually see any
specialist(s) to help determine if you had cancer?

Initial Revised Version:

e You may have seen doctors other than your usual health care professionals to help
diagnose your cancer. These may have been radiologists, gynecologists, urologists or
other kinds of doctors.

During the time leading up to your cancer diagnosis, did you see any doctors other
than your usual health care professionals to help diagnose your cancer?

Additionally Revised Version:

e Other than the usual health care professionals you just told us about, did you see any
specialists to help diagnose your cancer?
These may have been urologists, gastroenterologists, gynecologists, or other kinds of
doctors.

Summary and Implications for Survey Development

In response to input from cognitive interview participants in Phase 1, we used the direct
terms “diagnosed” and “diagnosis” rather than “being told you had cancer” throughout the
survey. In recognition of respondents’ ability to provide exact dates, we also asked respondents
to provide specific dates (i.e., of the first visit or test leading to cancer diagnosis and cancer
diagnosis). We described the diagnostic interval as “the time leading up to your cancer
diagnosis,” visually depicting that this time period starts with the date that the “very first” visit or
test occurred leading to the cancer diagnosis and ends with the date of diagnosis. We placed the
question regarding perceived timeliness of cancer diagnosis immediately after the questions
about dates, to anchor respondents to the time interval of interest.

In response to input from cognitive interview participants in Phase 2, we organized the
survey so that questions about symptoms were posed earlier and separately from questions about
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screening or incidental findings; this allowed for a cleaner distinction between those with
symptomatic presentation and those who recalled symptoms following a cancer that was detected
through recommended screening or an incidental finding.

In questions regarding factors associated with getting initial tests or initially seeing health
care professionals, and those asking about care from usual health care professionals and
specialists, we populated the respondent’s reported date of first visit to help clarify the time
interval of interest.

In addition, we changed the response options on a number of questions (e.g., seeing usual
care and specialty providers as soon as needed, listening carefully, etc.) from Never; Sometimes;
Usually; Always (used on the original version of the survey) to Yes, definitely; Yes, somewhat;
No, as patients with very few visits or providers had difficulty with the original frequency scale.

Finally, we updated the term and definition for specialists to “specialists who helped to
diagnose your cancer; this helped to avoid confusion for respondents whose only health care
professionals are specialists. Adding the phrase “specialists who helped to diagnose your cancer”
helped respondents differentiate specialists who participated in cancer diagnosis from those who
provided other, non-cancer specialty care, or cancer treatment.
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Chapter 5. Survey Field Tests

Incorporating refinements from cognitive testing, we finalized surveys for use in the Phase 1
and 2 field tests, in which the surveys were administered to samples of patients who were
recently diagnosed with cancer and receiving care within the Cedars-Sinai Health System.

The field tests, which occurred in September 2023 and April 2025, respectively, allowed us
to assess the feasibility of collecting surveys from patients recently diagnosed with cancer,
conduct psychometric analyses to assess the measurement properties of the quality measures we
proposed to derive from survey data, and identify areas for targeted improvement of diagnostic
experiences.

In this chapter, we provide an overview and comparison of field test methods, response rates,
respondent characteristics, and properties of the health system measures included in both field
tests. Further details about each field test are published elsewhere (O’Hanlon et al., 2025).

Methods

Survey Eligibility Criteria and Sampling

For the Phase 1 field test, we identified survey-eligible patients through EHR at Cedars-
Sinai. Eligible patients had a cancer ICD-10 encounter diagnosis code in the 3—9 months prior to
survey sampling (December 2022 to June 2023) and no encounters with a cancer ICD-10 code
within five years prior. All cancer ICD-10 codes (C-codes) were included, except common skin
cancers (C44) and cancer-like syndromes (C96), as these have different diagnostic trajectories
than other cancers and may not be considered cancer by some patients or clinicians. Patients
were excluded from the sample if they were known to have died prior to survey sampling, out of
respect for grieving caregivers, and because caregiver information was not routinely available;
however, we accepted proxy responses for deceased patients in instances in which a patient’s
status was not known prior to sampling or the patient died subsequent to sampling, and someone
responded to the survey sent to the patient. Patients were determined to be ineligible and were
excluded from further analysis following survey administration if they denied cancer diagnosis in
the past year or failed to answer all survey evaluative items assessing their perceptions of access
and quality of care. For Phase 1, we aimed to collect 100 completed surveys from individuals
with a variety of cancer types, initial presentations, and diagnosis experiences. This target was
designed to support initial psychometric analyses to assess the measurement properties of the
quality measures we proposed to derive from survey data.

For Phase 2, patient inclusion and exclusion criteria were the same as for Phase 1, with the
exception that the patients were eligible for the survey if they had a cancer ICD-10 diagnosis
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code recorded 3 to 39 months prior to sampling (January 2022 to December 2024). We aimed to
collect 200 completed surveys from individuals who also agreed to allow review of EHR. From
these, we hoped to identify two groups of interest for which there are at least 25-50 survey
respondents, such as early-onset patients (under age 50 at diagnosis), such that survey results and
chart review could be completed for these patients.

Survey Administration Procedures

In the Phase 1 field test, the survey was initially administered online; those who did not
respond electronically received follow-up via mail. Eligible respondents with email addresses on
file were sent the survey link and a reminder after two days. Anyone who did not complete the
web survey within one week was mailed a paper survey packet. People who had not completed
the web or mail survey after three weeks were mailed a second paper survey packet. Data
collection closed three weeks after mailing of the second packet. All materials were available in
English only.

Survey administration for the Phase 2 field test was conducted by web only. We emailed a
link to the survey to patients with an email address on record, sent a reminder email three days
later, and offered a $50 gift card incentive for patients who completed the survey and provided a
HIPAA waiver to review their medical records and compare them to the results of the survey.
The survey closed after three days due to overwhelming response.

Table 5.1 compares eligibility criteria and survey administration procedures for the Phase 1
and Phase 2 field tests.

Table 5.1. Comparison of Phase 1 and Phase 2 Field Test Eligibility Criteria and Administration

Procedures
Phase 1 Field Test Phase 2 Field Test
Inclusion Criteria >1 cancer ICD-10 encounter >1 cancer ICD-10 encounter diagnosis
diagnosis code in last 3—-9 months code in last 3 months to 3 years (Jan
(Dec 2022 to Jun 2023) 2022 to Dec 2024)
Age 18+ Age 18+
Exclusion Criteria Any encounters with cancer ICD-10  Any encounters with cancer ICD-10
code prior to Dec 2022 code prior to Jan 2022
Common skin cancers (C44) Common skin cancers (C44)
Cancer-like syndromes (C96) Cancer-like syndromes (C96)
D-codes (in situ/stage 0 cancers) D-codes (in situ/stage 0 cancers)
Mode of Email/web (2 emails), mail/paper (2  Email/web (2 emails)
administration mailings)
Incentive None $50 gift card if HIPAA waiver
completed
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Survey Content

Appendices A and B contain the full versions of the field-test surveys for Phases 1 and 2 of
the project. The main difference between these surveys are described in Table 5.2.

Table 5.2. Key Differences between Phase 1 and Phase 2 Field Test Surveys

Phase 1 Field Test Phase 2 Field Test
Number of questions? 39 59
Content
Pre-health system factors No Yes
Health system factors Yes, using Never/ Sometimes/  Yes, using Yes, Definitely/Yes,
Usually/Always response somewhat/No response scales
scales
Dates/time intervals Visit and diagnosis dates Reported visit and diagnosis
requested dates embedded into
subsequent questions
Flow
Separate question pathways by No Yes

initial presentation (i.e., symptoms,
screening, or other)

@ The actual number of questions answered by respondents is lower, as not all questions are applicable to all
respondents, particularly in the Phase 2 field test survey.

®Includes survey questions used to derive Timely Care, Communication, and Getting Tests and Results measures.
Different response scales across field tests are for the Timely Care and Communication questions only.

Analyses

Using Phase 1 field test survey response data, we considered two questions as overall
assessments of care during the diagnostic interval (overall rating of care during diagnostic
interval and perceived timeliness of cancer diagnosis); for the remaining 10 evaluative questions
about health care experiences highlighted as high-priority by the TECUPP (i.e., access to care,
communication, and tests and results), we conducted confirmatory factor analysis to evaluate the
factorial structure (i.e., identify which questions could be grouped together to assess specific
content domains of interest), and assessed the measurement properties of the proposed groupings
of questions (hereafter, composite measures) by calculating internal reliability of composite
measures using coefficient Omega, relationship/overlap between the measures using Pearson
correlations, and construct validity using linear and logistic regressions in which measures
predicted several outcomes, including overall rating of care during diagnostic interval, perceived
timeliness of cancer diagnosis, and diagnostic interval of less than or equal to 30 days; detailed
methods are described in detail elsewhere (O’Hanlon et al., 2025).

We conducted parallel analyses of measurement properties with Phase 2 survey response data
and compared results between the two field tests to determine if and how the addition of survey
questions regarding patient delays and other edits to survey flow and language affected
measurement properties of the quality measures assessing health system factors.
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Overview of Field Test Results

Characteristics of respondents to the two field tests were very similar (Table 5.3). The
proportion of respondents indicating that their cancer diagnosis occurred within 30 days was also
relatively similar across field tests (47% in Phase 1 and 41% in Phase 2), as was the proportion
of respondents reporting that their cancer could have been diagnosed sooner (28% in Phase 1 and
30% in Phase 2).

Table 5.3. Phase 1 and Phase 2 Field Test Respondent Characteristics

Phase 1 Field Test Phase 2 Field Test
N=276 N=260

Sex
Female
Male

Age
18-39 years
40-64 years
65-79 years
>80 years

Race/ethnicity
Hispanic (of any race)
Non-Hispanic Black/African-American
Non-Hispanic White
Other

Education
High school or less
Some college or 2-year degree
College degree or more

Primary Language
English
Spanish
Other

Cancer Stage at Diagnosis
Stage O (in situ)?
Stage 1
Stage 2
Stage 3
Stage 4/metastatic
Don’t know/Not sure

151 (54.7%)
125 (45.3%)

12 (4.4%)
76 (27.7%)
137 (50.0%)
49 (17.9%)

34 (12.3%)
18 (6.5%)
181 (65.6%)
43 (15.6%)

21 (7.6%)
71 (25.8%)
183 (66.5%)

239 (88.8%)
8 (3.0%)
22 (8.2%)

15 (5.7%)

63 (23.9%)
39 (14.8%)
28 (10.6%)
41 (15.5%)
78 (29.5%)

144 (62.6%)
86 (37.4%)

21 (9.2%)
109 (47.6%)
89 (38.9%)
10 (4.4%)

23 (10.0%)
9 (3.9%)
163 (71.2%)
34 (14.8%)

19 (8.3%)
43 (18.7%)
168 (73.0%)

212 (92.2%)
9 (3.9%)
9 (3.9%)

22 (8.5%)
88 (33.9%)
37 (14.2%)
35 (13.5%)
24 (9.2%)
54 (20.8%)

NOTE: Percentages may not add up to 100% due to rounding. Missing categories not shown.
a Although patients with stage 0 cancer encounter diagnosis codes were not included in the survey
sample, some patients self-reported being diagnosed at stage 0.

Pre-Health System Factors

The Phase 2 field test survey inquired about five motivators for, 10 demotivators for, five
facilitators of, and five barriers to seeking health care prior to cancer diagnoses (“pre-health
system factors” that prompt, discourage, make it easier, or make it harder to have a health care
visit or get a screening test). Of these, the most commonly reported motivators were going for a
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regular check-up (endorsed by 37.1% of respondents that answered the respective questions;
Table 5.4) and thinking I might be sick (36.3%) and most common facilitators were ease of
getting a test or making an appointment (54.4%) and benefits or insurance (49.4%). More than
two-thirds of respondents reported no demotivators or barriers; the most common was trouble

scheduling an appointment (endorsed by 16.0% of respondents).

Table 5.4. Pre-Health System Factors Reported by Phase 2 Field Test Respondents

N (%)

Motivators (reported that the following prompted them to see a health care professional):
Went for regular check-up
Thought | might be sick
Health care professional suggested it
Advice from family member or friend
Information | found online
None of the above
Facilitators (reported that the following made it easier)
Easy to get a test or make an appointment
Benefits or insurance
Convenient appointment time or testing options
Job flexibility
Received help with transportation or caregiving responsibilities

None of the above
Demotivators (reported that the following discouraged them from seeing a health care
professional:

Didn’t seem important
Worried | might be really sick
Worried about costs
Worried about wasting the doctor’s time
Scared that tests or scans would hurt
Didn’t trust doctors or hospitals
Didn’'t want to be embarrassed
Advice from a health care professional
Information | found online
Advice from family or friends
None of the above
Barriers (reported that the following made it harder to see a health care professional):
Trouble scheduling an appointment
Too busy
Hard to get away from work or family responsibilities
No insurance or other health care plan
No transportation
None of the above

96 (37.1%)
94 (36.3%)
44 (17.0%)
23 (8.9%)
6 (2.3%)
6 (2.3%)

141 (54.4%)
126 (49.4%)
93 (35.9%)
52 (20.1%)
4 (1.5%)
45 (17.4%)

26 (10.2%)
25 (9.8%)
21 (8.2%)
11 (4.3%)
8 (3.1%)
8 (3.1%)
6 (2.3%)
3 (1.2%)
1(0.4%)
1(0.4%)
184 (71.9%)

41 (16.0%)
26 (10.2%)
17 (6.6%)
5 (2.0%)
2 (0.8%)
175 (68.4%)

NOTE: Respondents could select more than one factor in each category.
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Correlations between pre-health system factors were generally very low (under 0.30) and not
statistically significant (data not shown), suggesting that there is value in asking respondents to
report on a range of motivators, demotivators, facilitators, and barriers. There were a few notable
exceptions. For example, there was a low-moderate, positive correlation between respondents
reporting that “ease of getting a test or making an appointment” and that “convenient
appointment or testing options” enabled them to seek health care (1=0.47; p<0.001), suggesting
that these two response options could be combined or one of them removed; there was also a
low-moderate, negative correlation between respondents reporting that “ease of getting a test or
making an appointment” enabled them to make an appointment and that “trouble scheduling an
appointment” impeded them from seeking health care (r=0.35; p<0.001). The responses to
separate questions inquiring as to whether “no health insurance or other health care plan”
impeded or prevented care seeking were highly correlated (r=0.70; p<0.001).

Responses indicating that being “too busy” and that it was “hard to get away from
work/family responsibilities” exhibited a low-moderate correlation (r=0.43; p<0.001), again
suggesting the possibility that response options could be combined, or one removed.

Health System Measures: PROMOTE-Dx for Cancer

In the Phase 1 field test, we derived seven health system quality measures from the survey,
which we refer to as PROMOTE-Dx for Cancer:

e Two single-question overall assessments of care: Overall Rating of Care During
Diagnostic Interval, Perceived Timeliness of Cancer Diagnosis

e Five measures assessing aspects of care quality during the cancer diagnostic interval,
including:

— Two single-question measures: Getting Timely Usual Care and Getting Timely
Specialty Care

— Three multi-question, composite measures: Communication with Usual Care
Professionals, Communication with Specialists, and Getting Tests and Results.

Details of the Phase 1 psychometric properties of these measures are described elsewhere
(O’Hanlon et al., 2025); briefly, factor loadings and corrected item-total correlations suggested
that items within the three multi-question composite measures were strong indicators of their
factor (i.e., factor analysis indicated that questions within the composite measures strongly
reflect the main themes of those measures). The five health system measures of PROMOTE-Dx
were moderately correlated, indicating that they assess related but distinct aspects of care. In the
Phase 2 field test, item-total correlations and factor loadings of items in the Communication with
Usual Care Professionals, Communication with Specialists, and Getting Tests and Results
measures, and correlations between the five measures assessing aspects of care, were similar to
those in the prior field test (Appendix Tables C.1 and C.2).
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Survey responses regarding pre-health system factors facilitating or impeding access to the
health care system generally exhibited low correlations with responses regarding Communication
with Usual Care Professionals or Specialists, respectively, or Gettings Tests and Results
(Appendix Table C.3). However, responses indicating that timeliness and ease of making
appointments was an enabler or barrier to a first health care visit exhibited consistent, low-
moderate significant correlations with responses indicating that usual and specialty care
appointments were timely.

The relationship between health system measures and most outcomes was similar in the
Phase 1 and 2 field tests (Table 5.5). Health system measure scores were consistently positively
associated with patient-reported perception of timeliness of cancer diagnosis and overall ratings
of care and consistently not associated with number of visits during the diagnostic interval. The
relationship between health system measures and a diagnostic interval of 30 days or less varied
across measures and field tests, with timely specialty care exhibiting consistent positive
associations across the two field tests.
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Table 5.5. Comparison of Patterns of Association Between Health System Measures and Outcomes, Phase 1 and Phase 2 Field Tests

Communication with

Getting Timely Usual Usual Care Getting Timely Specialty |Communication with| Getting Tests and
Care Professionals Care Specialists Results
Phase 1 Phase 2 Phase 1 Phase 2 Phase 1 Phase2 |Phase1 Phase2 Phase 1 Phase 2

Top-Box Score 54% 70% 76% 75% 64% 67% 88% 84% 67% 60%
Association with...

PerCelved tlmellness of **** **** **** **** **** ¢*** **** ¢* **** ****

diagnosis

Diagnostic interval <30 - - - N N - N - (e -

days

Overa” ratlng of Care **** **** **** **** **** **** **** **** **** ****

during diagnostic interval

Number of visits

NOTES: A Positive significant association W Negative significant association — No significant association; significance is assessed at the 0.05 level

*p<0.05 **p<0.01 ***p<0.001
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Summary and Implications for Survey Development

Responses to survey questions regarding pre-health system factors that affect timely entry to

the health care system provide distinct information and are not redundant with assessments of

health care experiences. However, given low endorsement of some response options, and the

correlation of some responses with one another, there may be some opportunities to reduce the

number of questions and response options in future versions of the survey.

Psychometric properties of the health system composite measures (Communication with

Usual Care Professionals, Communication with Specialists, and Getting Tests and Results) were

similar in the original and revised surveys, suggesting that the addition of new content and slight

wording changes to the measures’ constituent items did not substantially change their

performance, and that the edited versions can be maintained by future users. Table 5.6 lists the

final PROMOTE-Dx for Cancer survey questions and response options.

Table 5.6. PROMOTE-Dx for Cancer Survey Questions and Response Options

Measure

Question(s)

Response Options

Getting Timely Usual Care
(1 question)

Communication with Usual Care
Professionals
(3 questions)

Getting Timely Specialty Care
(1 question)

Communication with Specialists
(3 questions)

Getting Tests and Results
(2 questions)

Overall Rating of Care During
Diagnostic Interval
(1 question)

From your first visit up until the day you got your
diagnosis, were you able to see your usual health care
professional(s) as soon as you needed?

From your first visit or test that led to your cancer
diagnosis up until the day you got your diagnosis, did
your usual health care professional(s)

¢ listen carefully to you?

e take your concerns seriously?

e treat you with dignity and respect?

Were you able to see the specialist(s) who helped
diagnose your cancer as soon as you needed?

Did the specialist(s) who helped diagnose your cancer:
o listen carefully to you?
o take your concerns seriously?
e treat you with dignity and respect?

From your first visit up until the day you got your
diagnosis:
¢ how often was it easy to get the tests, x-rays, or
scans you needed?
¢ when someone ordered a test, x-ray, or scan for
you, how often did someone follow up to give you
those results?

Using any number from 0 to 10, where 0 is the worst
care possible and 10 is the best care possible, what
number would you use to rate the care you received
from all your health care professionals from your first
visit or test up until the day you got your diagnosis?
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Yes, definitely; Yes,
somewhat; No; Don’t
know/Not sure

Yes, definitely; Yes,
somewhat; No; Don’t
know/Not sure

Yes, definitely; Yes,
somewhat; No; Don’t
know/Not sure

Yes, definitely; Yes,
somewhat; No; Don’t
know/Not sure

Never; Sometimes;
Usually; Always; Don’t
know/Not sure

0-10



Measure Question(s) Response Options

Perceived Timeliness of Cancer Do you think your health care professionals could have Yes; No; Don’t
Diagnosis diagnosed your cancer much sooner than they did? know/not sure
(1 question)
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Chapter 6. Guidance for Future Users and Conclusions

We designed the field test surveys and derived the PROMOTE-Dx for Cancer to fill a gap in
patient-reported measures and to inform quality improvement efforts aimed at improving timely
diagnosis of cancer. In this chapter, we provide guidance for potential future users of the surveys
and measures, noting the types of users who may be interested in administering the survey, and
the applications for which it can be useful; we also provide guidance regarding survey content,
survey eligibility and administration procedures, and note areas for future study and
consideration.

Guidance for Future Users

Potential Contexts for Use / User Types

The survey was designed for use in health systems, health plans, or other types of entities that
are accountable for all care delivered to a patient. This reflects the nature of the diagnostic
process, which typically relies on care from (and coordination between) multiple providers or
practices that are collectively rather than individually responsible for timely diagnosis. Sampling
via a cancer registry or at the level of the health system or health plan, rather than an individual
clinician, would be most appropriate and would also be expected to result in a larger number of
completed surveys available for analysis, thereby improving statistical power.

Currently, the survey and the PROMOTE-Dx derived from it are designed to inform quality
improvement; public health departments may also find it helpful for assessing timeliness of
diagnosis at a population level. Further testing and validation would be required to adapt the
survey and measures for use in other applications, such as public reporting or performance
measurement.

Some of the concepts addressed by the survey are designed specifically for the US health
care system. In non-US settings in which comprehensive central health records are available, for
example, it may not be necessary to ask patients about their cancer type and stage, number of
visits, visit dates, or care seeking from usual care providers or specialists. However, non-US
users may still wish to pose some or all of these questions to help anchor respondents to the
timeframe of interest for the survey (i.e., the diagnostic interval) or to customize the survey by
inserting the name(s) of usual care providers or specialists who saw the respondent during their
diagnostic interval, to focus respondents on assessing specific health care providers.
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Survey Content

To understand a broad range of factors that might be affecting timeliness of cancer diagnosis,
organizations may wish to administer a version of the survey that assesses both pre-health system
and health system factors (i.e., similar to the version shown in Appendix B). This version
includes response options for each of the motivators, facilitators, demotivators, and barriers
described in Table 5.3; organizations may wish to administer the complete list of response
options for these questions or drop those that are less relevant to their context.

For organizations that wish to administer a shorter, simpler version of the survey that is
focused on areas most under control of the health care system, the PROMOTE-Dx can be
derived from a proposed short-form version of the survey, provided in Appendix D. This 20-
question survey contains evaluative questions assessing the health system factors, as well as
questions needed to identify the diagnostic interval and types of providers that participated in the
diagnostic process. It excludes questions about clinical and demographic characteristics that may
not be needed if the information is available from another source (e.g., administrative records);
however, users can add such questions if the information is otherwise unavailable.!

Sampling and Administration

Eligibility Criteria

To be eligible for the survey, we recommend that patients be age 18 or older and have a
recent new cancer diagnosis (i.e., not a recurrence). In an EHR, this may be defined as one or
more cancer ICD-10 encounter diagnosis codes (all C-codes, with the exception of common skin
cancers [C44] and cancer-like syndromes [C96], and no D-codes, which indicate in situ or stage
0 cancers) in the last 3 to 36 months, and no cancer codes in the preceding five years. If sample
size allows, or if an organization is interested in focusing on diagnostic experiences during a
specific timeframe within the 36 months, the window may be shortened (e.g., 3-9 months).
(Measure scores and psychometric results were similar across our two field tests, which used 3—9
and 3-36 month eligibility windows, respectively, suggesting that survey results are comparable
across these windows.)

To maximize the number of completed surveys for analysis, the survey is designed to assess
the experiences of patients with all types of cancer. However, if sample size permits, users may
choose to administer the survey to a cohort or stratified sample of patients with specific cancer
types of interest (e.g., those without screening tests, solely breast cancer, etc.).

! Although information about race, ethnicity, and preferred language is sometimes available in administrative
records, the data tends to be of variable quality, so we still recommend asking respondents directly for this
information.
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Mode of Administration

The version of the survey that includes pre-health system factors is complex, as it needs to
orient respondents to specific dates and time intervals, and has different pathways of questions
depending on initial cancer presentation. Given this, responsive modes of administration that can
adapt to respondents’ prior answers (e.g., web) are preferred to mail surveys.

The short-form survey addressing solely health system factors may be administered by mail,
web, or phone. Web surveys may help to enhance response by younger patients (Anhang Price et
al., 2022). Although we did not administer the survey by phone in our field tests, administering
using phone, particularly in combination with other modes, can help to increase response from
traditionally underrepresented groups (Anhang Price et al., 2022). However, in some contexts,
respondents may prefer not to discuss sensitive topics — or respond differently regarding
sensitive topics — by phone than by other modes (Parast et al., 2018).

Should users wish to use the survey to assess trends over time, or to compare performance
across organizations, it may be necessary to adjust survey responses for case mix to account for
differences in patient populations, as well as mode of survey administration (if different modes
are used) to account for systematic differences in the characteristics of those who respond to
each mode and how patients respond by mode (Elliott et al., 2009).

Special Considerations and Limitations

There are several important considerations and limitations to bear in mind regarding the
survey field tests and resulting measures (PROMOTE-Dx for Cancer). First, both field test
samples were drawn from the same population at Cedars-Sinai Health System, a single center in
the United States with limited sociodemographic diversity. Because our sample sizes were
relatively small, we were unable to stratify analyses of PROMOTE-Dx for Cancer measures to
determine if measurement properties vary by sociodemographic characteristics or length of
lookback period (e.g., comparing responses for patients who were diagnosed 3 months ago to
those of patients diagnosed 3 years ago). To examine these differences and establish broader
validity, the survey should be beta-tested with larger samples in other health care systems and
more diverse patient populations.

Second, as noted above, this survey was designed for use in the United States health care
context; some survey content may need to be dropped or changed to reflect health care patterns
in other countries (e.g., requirement to see primary care prior to a specialty referral).

Third, because the survey is administered several months to years following diagnosis, the
experiences of those who are sicker or who have died are not reflected.

Fourth, the short-form version of the survey (Appendix D) and our recommendations for
modes of administration (including web, mail, and telephone) are grounded in survey best
practices and designed to make assessment of diagnosis experiences using PROMOTE-Dx as
feasible and flexible as possible. Please note, however, that we field-tested only longer versions
of the survey via web and mail, not telephone.
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Lastly, we created PROMOTE-Dx to be easily adaptable to other conditions with long
diagnostic intervals (weeks/months) and a well-defined final diagnosis. However, we have not
tested PROMOTE-Dx for use in other conditions. If users intend to adapt these measures for
other conditions, we note that the measures may be less useful for assessing conditions with
shorter diagnostic intervals (hours/days).

Conclusions and Looking Ahead

Patient surveys can provide important information about cancer diagnosis experiences. We
used them to derive internally reliable and valid patient experience measures (PROMOTE-Dx for
Cancer) for use in quality improvement. Additional field testing among a broader range of
organizations would be needed to validate the measures for use in accountability and allow for
assessment of the degree to which the measures can be used to distinguish performance across
organizations (i.e., inter-unit reliability).

Comparison of field test survey results to chart reviews of EHR data suggests that EHRs and
patient surveys provide distinct and complementary information regarding timeliness of cancer
diagnosis, with neither data source providing a comprehensive “gold standard” for assessment of
timeliness.

Artificial intelligence and other technological advancements may provide opportunities to
enhance response rates and reduce burden of patient surveys over time. We hope that these
technologies can someday be utilized to help ensure that PROMOTE-Dx for Cancer can
meaningfully inform diagnostic safety in health care.
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Appendix A. Phase 1 Field Test Survey

Survey About Health Care Leading Up to a Cancer Diagnosis

This survey will ask questions about your health care. When answering, please think about care
received at Cedars-Sinai and anywhere else you have received health care recently.

The survey will only take about 20 minutes to complete. You can ask a family member or friend
for help with this survey or ask them to complete the survey for you. If you are completing this
survey on behalf of someone else, please remember that survey questions refer to the patient and
their care.

Introduction

1. In the last 12 months, has a doctor, nurse, or other health care professional told you
that you definitely have cancer?

O Yes
O No = Go to Question 29
O Don’t know/not sure 2 Go to Question 29

2. In the last 12 months, what kind of cancer did this health care professional say you
have? Choose one.

Bladder

Breast

Colon and Rectal (Colorectal)
Endometrial

Kidney

Leukemia

Liver

Lung

Melanoma

Non-Hodgkin Lymphoma
Pancreatic

Prostate

Thyroid

Other (please print):

Ooooooooooooooo

3. What stage was this cancer when you were diagnosed?

Stage 0 (sometimes called “in situ”)
Stage 1

Stage 2

Stage 3

Stage 4 (sometimes called “metastatic’)
Don’t know/not sure

oooooog
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The Time Leading Up to Your Cancer Diagnosis

4. We are trying to learn about the time leading up to your cancer diagnosis. This time
period may have been very short or could have gone on for weeks or months. At the
beginning of the time leading up to your cancer diagnosis, you may have gone to a
health care professional because you had symptoms, or you may not have had
symptoms, but went for a regular check-up, screening, or some other test that turned
out to be related to your cancer.

S.

6.

What was the very first thing that happened that led to your cancer diagnosis? Choose

one.

O

O

I saw a health care professional because I had symptoms (examples: a lump, pain, or
unintended weight loss)

I saw a health care professional for a check-up and they noticed something
concerning

I went for a cancer screening test (examples: mammogram, colonoscopy, Pap smear,
prostate-specific antigen [PSA] test, or fecal immunochemical test [FIT])

I went for a test for another reason (examples: routine blood test, x-ray after an
injury)

None of the above

Don’t know/not sure

Other (please print):

What was the date that you saw this health care
professional or had the test you mentioned in Question 4?
If you cannot remember the exact date, please provide as

much information as you can. ——

This survey asks

Month Day Year about the Time
Leading Up to Your
Cancer Diagnosis.
This is the time
starting with all

What was the date of your cancer diagnosis? This is the the care you
date you were told you definitely have cancer. If you cannot | received on this

remember the exact date, please provide as much
information as you can.

first date and
ending with your

diagnosis on the

Month Day Year second date.
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7. During the time leading up to your cancer diagnosis, approximately how many times did
you see a health care professional?
o o0
1
2
3—4 times
5 or more times
Don’t know/not sure

Oooood

8. Do you think your health care professionals could have diagnosed your cancer much
sooner than they did?
O Yes
O No
O Don’t know/not sure

Care From Your Usual Health Care Professionals

The rest of this survey asks about the care you received in the time leading up to your cancer
diagnosis. We are NOT asking about the care or treatment you received after your cancer
diagnosis.

9. BEFORE the time leading up to your cancer diagnosis, did you have any usual health
care professionals such as doctors, clinics, health centers, or other places that you went
to if you were sick or needed advice about your health? This could include a primary
care doctor, a family doctor, an ob/gyn, dentist, or other professional that you usually
saw for your health care.

O Yes
O No = Go to Question 17
O Don’t know/not sure 2 Go to Question 17

10. During the time leading up to your cancer diagnosis, did you ever see or talk with any of
your usual health care professionals?

O Yes
O No = Go to Question 17
O Don’t know/not sure 2 Go to Question 17

11. During the time leading up to your cancer diagnosis, how often were you able to see your
usual health care professional(s) as soon as you needed?

O Never

Sometimes

Usually

Always = Go to Question 13
Don’t know/not sure

Ooon
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12. Which of the following prevented you from seeing your usual health care professional(s)
as soon as you needed? Check all that apply.
O I had trouble figuring out how to schedule an appointment
I had to wait a long time for an available appointment
My usual health care professional(s) was far away or hard to get to
I had trouble getting time off work or away from my family responsibilities
I was worried about how much it would cost
I had trouble getting my insurance to cover it
I did not have health insurance or some other kind of health care plan
Other (please print):

ooooogo

13. During the time leading up to your cancer diagnosis, how often did your usual health
care professional(s) listen carefully to you?
O Never
Sometimes
Usually
Always
Don’t know/not sure

Oood

14. During the time leading up to your cancer diagnosis, how often did your usual health
care professional(s) take your concerns seriously?
O Never
Sometimes
Usually
Always
Don’t know/not sure

Ooon

15. During the time leading up to your cancer diagnosis, how often did your usual health
care professional(s) treat you with dignity and respect?
O Never
Sometimes
Usually
Always
Don’t know/not sure

Ooon
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16.

Specialists are doctors like oncologists, surgeons, and other doctors who specialize in
one area of health care.

During the time leading up to your cancer diagnosis, did your usual health care
professional(s) refer you to another health care professional who is a specialist to help
determine if you had cancer?

O Yes

O No

O Don’t know/not sure

Getting Care from Specialists

17.

18.

19.

During the time leading up to your cancer diagnosis, did you actually see any specialist(s)
to help determine if you had cancer? Specialists are doctors like oncologists, surgeons,
and other doctors who specialize in one area of health care.

O Yes
0 No > Go to Question 24
0 Don’t know/not sure 2 Go to Question 24

What was the date that you first saw the specialist(s)? If you cannot remember the
exact date, please provide as much information as you can.

Month Day Year

If you saw more than one specialist during the time leading up to your cancer diagnosis,
please think of all specialists when answering the rest of the questions in this section.

During the time leading up to your cancer diagnosis, how often were you able to see the
specialist(s) as soon as you needed?

O Never

Sometimes

Usually

Always =2 Go to Question 21
Don’t know/not sure

Ooon
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20. Which of the following prevented you from seeing the specialist(s) as soon as you
needed? Check all that apply.
O I was not referred to a specialist quickly enough
I had trouble figuring out how to schedule an appointment
I had to wait a long time for an available appointment
The specialist was far away or hard to get to
I had trouble getting time off work or away from my family responsibilities
I was worried about how much it would cost
I had trouble getting my insurance to cover it
I did not have health insurance or some other kind of health care plan
Other, please specify:

Ooooooon

21. During the time leading up to your cancer diagnosis, how often did the specialist(s) you
saw listen carefully to you?
O Never
Sometimes
Usually
Always
Don’t know/not sure

Oooood

22. During the time leading up to your cancer diagnosis, how often did the specialist(s) you
saw take your concerns seriously?
O Never
Sometimes
Usually
Always
Don’t know/not sure

Ooon

23. During the time leading up to your cancer diagnosis, how often did the specialist(s) you
saw treat you with dignity and respect?
O Never
Sometimes
Usually
Always
Don’t know/not sure

Ooon
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Other Care

24. During the time leading up to your cancer diagnosis, how often was it easy to get the
tests, x-rays, or scans you needed?
O Never
Sometimes
Usually
Always
Don’t know/not sure

OO0Oo0onO

25. During the time leading up to your cancer diagnosis, when someone ordered a test, x-ray,
or scan for you, how often did someone follow up to give you those results?

O Never

Sometimes

Usually

Always

Don’t know/not sure

OO0Oo0onO

26. An interpreter is someone who helps you talk with others who do not speak your
language. Interpreters can include health care staff or telephone interpreters. During
the time leading up to your cancer diagnosis, was there any time when you wanted an
interpreter?

O Yes
O No = Go to Question 28

27. During the time leading up to your cancer diagnosis, when you wanted an interpreter to
speak with your health care professional(s), how often did you get one?
O Never
Sometimes
Usually
Always
Don’t know/not sure

Oooood
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Overall Experience

28. Using any number from 0 to 10, where 0 is the worst care possible and 10 is the best
care possible, what number would you use to rate the care you received from all your
health care professionals during the time leading up to your cancer diagnosis?

O 0 Worst care possible

1

9
10 Best care possible
Don’t know/not sure

OoooooogoQgao
(oI e NV R NG O%)

About You

29. During the time leading up to your cancer diagnosis, did you have any type of health
insurance or some other type of health care plan?

O Yes, for all of the time
O Yes, for some of the time
O No

30. How old are you? If you are 90 or older, please put “90” in the box.

31. What is the highest grade or level of school that you have completed?

[0 8" grade or less

Some high school but did not graduate
High school graduate or GED

Some college or 2-year degree

4-year college graduate

More than 4-year college graduate

Ooooog
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32. How do you describe yourself?

O

Ooooog

Female

Male

Trans female/trans woman

Trans male/trans man
Genderqueer/gender non-conforming
Different identity (please state)

33. Are you of Hispanic or Latino origin or descent?

O
O

Yes, Hispanic or Latino
No, not Hispanic or Latino

34. What is your race? Please choose one or more.

O

(I I O T R 0 R

White

Black or African American

Asian

Native Hawaiian or other Pacific Islander
American Indian or Alaska Native

Other (please print):

35. What language do you mainly speak at home?

O
O
O

English
Spanish
Some other language (please print):

36. Did someone help you complete this survey? Check all that apply.

O

oooon

No, no one helped me complete this survey = Go to Question 38
Yes, they read the questions to me

Yes, they wrote down the answers I gave

Yes, they answered the questions for me

Yes, they translated the questions into my language

Yes, they helped in some other way
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37. For what reason did someone help you complete this survey? Check all that apply.

Too sick

Trouble with memory

Trouble seeing or reading

Hard of hearing

Do not understand English

Wanted someone else to complete the survey
Patient is in a coma

Patient has passed away

Some other reason (please print):

Oooooooon

Other Thoughts

38. In thinking about your experiences during the time leading up to your cancer diagnosis,
what went well? Please tell us about those experiences.

39. In thinking about your experiences during the time leading up to your cancer diagnosis,
what do you wish had gone differently? Please tell us about those experiences.
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Appendix B. Phase 2 Field Test Survey

INTRO

Survey About Health Care Leading Up to a Cancer Diagnosis

This survey will ask questions about your health care. When answering, please think about care
received at Cedars-Sinai and anywhere else you have received health care recently.

The survey will only take about 20 minutes to complete. You can ask a family member or friend
for help with this survey or ask them to complete the survey for you. If you are completing this
survey on behalf of someone else, please remember that survey questions refer to the patient and
their care.

SECTON HEADING - DISPLAY ABOVE Q1-3
Introduction

Q1.
In the last 5 years, has a doctor, nurse, or other health care professional told you that
you definitely have cancer?

L Yes 2 GotoQla
0 No -> End the survey
I Don’t know/not sure = End the survey

Qla

Was this a reoccurrence of a cancer that was first diagnosed more than S years ago?

LI Yes, it was a reoccurrence of a prior cancer = End the survey
I No, it was not a reoccurrence of a prior cancer 2 Go to Q2
I Don’t know/not sure = End the survey

Q2.

In the last 5 years, what kind of cancer did this health care professional say you

have? Choose one. If you have had more than one cancer in the last 5 years, please think
about your most recent diagnosis when answering these questions.

Anal

Bladder

Brain, Spine, or Central Nervous System (CNS)
Breast

Cervical

Oooo0oOonO
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Colon, Rectal, or Colorectal
Endometrial or Uterine
Head and Neck

Kidney

Leukemia, Lymphoma, Myeloma, or other blood cancer
Liver

Lung

Melanoma

Ovarian

Pancreatic

Prostate

Stomach or Esophageal
Thyroid

Other (please specify):

Oo0Oo0O00OO0OO0O0O0OoooonO

Q3.

What stage was this cancer when you were diagnosed?

Stage 0 (sometimes called “in situ”)
Stage 1

Stage 2

Stage 3

Stage 4 (sometimes called “metastatic’)
Don’t know/not sure

Oooo0ooOonO

SECTON HEADING - DISPLAY ABOVE Q4-12

Early Symptoms of Cancer
Q4.

Did you experience any symptoms before your cancer diagnosis?

L Yes 2 Goto Q5

L No—>1fQ2=4,5,6,12,0r 16, goto Q13.1fQ2=1,2,3,7,8,9, 10, 11,
13,14,15,17, 18, or 19, go to Q21.

I Don’t know/not sure =2 1f Q2=4, 5,6, 12, 0or 16, goto Q13.1fQ2=1,2,3,7,8, 9,
10, 11, 13,14,15,17, 18, or 19, go to Q21.

Qs.

What symptoms did you experience before your cancer diagnosis? Check all that apply.

Fatigue or extreme tiredness

Unintended weight loss or gain

Eating changes (not feeling hungry, trouble swallowing, nausea, vomiting)
Swelling or lumps anywhere in the body

Pain

oooonO
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Skin changes (new or changed mole, sore that did not heal, yellow skin or eyes
(jaundice))

Cough or hoarseness

Unusual bleeding or bruising

Bowel changes such as constipation or diarrhea

Urinary changes such as pain or blood in the urine

Fever or nights sweats

Headaches

Vision or hearing problems

Mouth changes such as sores, bleeding, pain, or numbness
Other (please specify)

Oo0O0Oo0OoOoo0oOoOo O

Q6.

When did you first notice any of the symptom(s)? If you cannot remember, please make
your best guess.

Month Day Year

Q7.

When did you first see a health care professional and discuss these symptoms? If you
cannot remember the exact date, please make your best guess.

Month Day Year

*This response is stored and is referred to as [VISIT DATE] in future questions.

Q8.

What prompted you to see a health care professional and discuss your symptoms on
[VISIT DATE]? Check all that apply.

Thought I might be really sick or have a problem
Went for regular check-up

A health care professional suggested it

Advice from family or friends

Information I found online

Other (please specify)

OooooOood

O

None of the above
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Q9.

Did any of the following make it easier for you see a health care professional and
discuss your symptoms on [VISIT DATE]? Check all that apply.

Oooo0ooOonO

O

Q1o0.

Easy to get a test or make an appointment

Convenient appointment or testing options

Received help with transportation or caregiving responsibilities
Job flexibility

Benefits or insurance

Other (please specify)

None of the above

Did any of the following make it harder for you to see a health care professional and
discuss your symptoms on [VISIT DATE]? Check all that apply.

Oooo0ooOonO

O

Q11.

Trouble scheduling an appointment

No health insurance or other health care plan

Hard to get away from work/family responsibilities
No transportation

Too busy

Other (please specify)

None of the above

Did any of the following discourage you from seeing a health care professional and
discussing your symptoms on [VISIT DATE]? Check all that apply.

Oo0o0OoOoOoOoOoooan

O

Didn’t seem important

Worried I might be really sick

Didn’t trust doctors or hospitals
Scared that tests or scans would hurt
Worried about wasting the doctor’s time
Worried about costs

Didn’t want to be embarrassed

Advice from family or friends
Information I found online

Advice from a health care professional
Other (please specify)

None of the above
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Q12.
What was the date of your cancer diagnosis? This is the date you were told you definitely

have cancer. If you cannot remember the exact date, please make your best guess.

Month Day Year
= Goto Q28

SECTON HEADING - DISPLAY ABOVE Q13-20:
Your Cancer Screening Test

Q13.

Was your cancer found because you had an abnormal result on a cancer screening test?
O Yes 2 GotoQl4
0 No = Goto Q21
0 Don’t know/not sure = Go to Q21

Ql4.

What kind of cancer screening test was it? Choose one.

At-home stool test (fecal immunochemical test (FIT))
Colonoscopy

CT scan

Mammogram

Pap smear / Pap test / HPV test

Prostate-specific antigen (PSA) test

Other (please specify)

Oooooood

O

Don’t know/not sure

Q15s.

When did you have this test? If you had more than one cancer screening test, think back to
the first cancer screening test with an abnormal result. If you cannot remember, please
make your best guess.

Month Day Year
*This response is stored and is referred to as [VISIT DATE?2] in future questions.
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Q1e.
What prompted you to get this cancer screening test on [VISIT DATE2]? Check all that

apply.

Thought I might be sick or have a problem
Went for a regular check-up

A health care professional suggested it
Advice from family or friends
Information I found online

Other (please specify)

OooooOood

O None of the above

Q17.

Did any of the following make it easier for you to get this cancer screening test on [VISIT
DATE2]? Check all that apply.

Easy to get a test or make an appointment

Convenient appointment or testing options

Received help with transportation or caregiving responsibilities
Job flexibility

Benefits or insurance

Other (please specify)

oooood

[J None of the above

Q18.

Did any of the following make it harder to get this cancer screening test on [VISIT
DATE2]? Check all that apply.

Trouble scheduling an appointment

No health insurance or other health care plan

Hard to get away from work/family responsibilities
No transportation

Too busy

Other (please specify)

Oooo0ooOonO

] None of the above
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Q19.

Did any of the following discourage you from getting this cancer screening test on [VISIT
DATE2]? Check all that apply.

Didn’t seem important

Worried I might be really sick

Didn’t trust doctors or hospitals
Scared that tests or scans would hurt
Worried about wasting the doctor’s time
Worried about costs

Didn’t want to be embarrassed

Advice from family or friends
Information I found online

Advice from a health care professional
Other (please specify)

Oo0o0OoOoOoOoOoooan

O

None of the above

Q20.
What was the date of your cancer diagnosis? This is the date you were told you definitely
have cancer. If you cannot remember the exact date, please make your best guess.

Month Day Year

- Go to Q28

SECTON HEADING - DISPLAY ABOVE Q21-Q27
How Your Cancer Was First Discovered

Q21.

How was your cancer first discovered? Check all that apply.

During a regular appointment or check-up = Go to Q23

During an urgent or emergency visit = Go to Q22

Through blood testing = Go to Q22

Through an x-ray, scan, or other imaging = Go to Q22

Through surveillance I was under due to my risk of cancer = Go to Q22
Other (please specify) = Go to Q22

Oooo0ooOonO

O

Don’t know/not sure = End the survey
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Q22.

When was the first date of any of the visits or tests that led to your cancer diagnosis? If you
cannot remember, please make your best guess.

Month Day Year

What prompted you to see a health care professional on [VISIT DATE]? Check all that

Q23.

apply.
O
O
O
O
O
O
O

Q24.

Thought I might be sick or have a problem
Went for a regular check-up

A health care professional suggested it
Advice from family or friends

Information I found online

Other (please specify)

None of the above

Did any of the following make it easier for you to see a health care professional on [VISIT
DATE]? Check all that apply.

OooooOood

oagd

Q25.

Easy to get a test or make an appointment

Convenient appointment or testing options

Received help with transportation or caregiving responsibilities
Job flexibility

Benefits or insurance

Other (please specify)

Don’t know/not sure
None of the above

Did any of the following make it harder to see a health care professional on [VISIT
DATE]? Check all that apply.

O
O
O

Trouble scheduling an appointment
No health insurance or other health care plan
Hard to get away from work/family responsibilities
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O No transportation
0 Too busy
O Other (please specify)

O Don’t know/not sure
O None of the above

Q26.
Did any of the following discourage you from seeing a health care professional on [VISIT
DATE]? Check all that apply.

Didn’t seem important

Worried I might be really sick

Didn’t trust doctors or hospitals
Scared that tests or scans would hurt
Worried about wasting the doctor’s time
Worried about costs

Didn’t want to be embarrassed

Advice from family or friends
Information I found online

Advice from a health care professional
Other (please specify)

ooooooOoOoooan

O None of the above

Q27.
What was the date of your cancer diagnosis? This is the date you were told you definitely
have cancer. If you cannot remember the exact date, please make your best guess.

Month Day Year

SECTON HEADING - DISPLAY ABOVE Q28-29
Time Leading Up to Your Cancer Diagnosis

Q28

The rest of this survey asks about the care you received in the time leading up to your
cancer diagnosis. We are NOT asking about any care or treatment you received after you
got your diagnosis.
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Think about all of your visits, including your first visit (on [VISIT DATE]) up until the
day you got your diagnosis. During this time, approximately how many times did you see a
health care professional?

[OPEN END — ALLOW NUMBERS ONLY]
O Don’t know/not sure

Q29.
Do you think your health care professionals could have diagnosed your cancer much
sooner than they did?

O Yes
O No
O Don’t know/not sure

SECTON HEADING - DISPLAY ABOVE Q30-37
Care From Your Usual Health Care Professionals

Q30.

In the year before [VISIT DATE], did you have any of the following usual health care
professionals that you went to if you were sick or needed advice about your health? Check
all that apply.

[MULTI-RESPONSE]

Primary care doctor or family doctor = Go to Q31

Nurse practitioner (NP) or Physician assistant (PA) 2 Go to Q31
Gynecologist or OB/GYN = Go to Q31

Other type of doctor I saw regularly (please specify) = Go to Q31

ooonO

O

Other (please specify) = Go to Q31

[J None of the above = Go to Q39

Q31.

For this next set of questions, please think of these doctors, NPs, or PAs as your “usual
health care professionals”.

From your first visit (on [VISIT DATE]) up until the day you got your diagnosis, did you
ever see any of your usual health care professionals?

O Yes 2 Goto Q32

71



[0 No - Goto Q38
O Don’t know/not sure 2 Go to Q38

Q32.
From your first visit (on [VISIT DATE]) up until the day you got your diagnosis, were you
able to see your usual health care professional(s) as soon as you needed?

LI Yes, definitely 2 Go to Q34
I Yes, somewhat 2 Go to Q33
[0 No - Goto Q33

Q33.
Which of the following prevented you from seeing your usual health care professional(s) as
soon as you needed? Check all that apply.

Trouble figuring out how to schedule an appointment

Waited a long time for an available appointment

Usual health care professional(s) was far away or hard to get to
Trouble getting time off work or away from family responsibilities
Worried about cost

Trouble getting insurance to cover it

No health insurance or other health care plan

Other (please specify)

OooooOoOood

Q34.
From your first visit (on [VISIT DATE]) up until the day you got your diagnosis, did
your usual health care professional(s) listen carefully to you?

L Yes, definitely

O Yes, somewhat

O No

0 Don’t know/not sure

Q3s.
From your first visit (on [VISIT DATE]) up until the day you got your diagnosis, did your
usual health care professional(s) take your concerns seriously?

L Yes, definitely

O Yes, somewhat

O No

0 Don’t know/not sure
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Q36.
From your first visit (on [VISIT DATE]) up until the day you got your diagnosis, did your
usual health care professional(s) treat you with dignity and respect?

L Yes, definitely

O Yes, somewhat

O No

0 Don’t know/not sure

Q37.

You may have seen doctors other than your usual health care professionals to help
diagnose your cancer.

Did your usual health care professional(s) refer you to any other doctors to

help determine if you had cancer?

O Yes
O No
O Don’t know/not sure

SECTON HEADING - DISPLAY ABOVE Q38-44
Specialists other than your Usual Health Care Professionals

Q38.

Other than the usual health care professionals you just told us about, did you see
any specialists to help diagnose your cancer?

These may have been urologists, gastroenterologists, gynecologists, or other kinds of
doctors.

O Yes 2 Go to Q39
[0 No - Goto Q45
O Don’t know/not sure = Go to Q45

Q39.

[IF 30 = 6] You may have seen specialists to help diagnose your cancer. They may have
been urologists, gastroenterologists, gynecologists or other kinds of doctors.

When did you first see one of these specialists who helped diagnose your cancer? If you
cannot remember the exact date, please make your best guess.

[If 30 =1, 2, 3, 4, or 5] These next questions are about the specialists other than your usual
health care professionals who helped to diagnose your cancer.
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When did you first see one of these specialists who helped diagnose your cancer? If you
cannot remember the exact date, please make your best guess.

Month Day Year

Q40.

Were you able to see the specialist(s) who helped diagnose your cancer as soon as you
needed?

If you saw more than one specialist, think of all of them when answering this question.

O Yes, definitely = Go to Q42
I Yes, somewhat 2 Go to Q41
O No = Goto Q41

Q41.
Which of the following prevented you from seeing the specialist(s) who helped diagnose
your cancer as soon as you needed? Check all that apply.

If you saw more than one specialist, think of all of them when answering this question.

I was not referred to a specialist quickly enough

Trouble figuring out how to schedule an appointment

Waited a long time for an available appointment

Specialist was far away or hard to get to

Trouble getting time off work or away from family responsibilities
Worried about cost

Trouble getting insurance to cover it

No health insurance or other health care plan

Other (please specify)

Oooooooood

Q42.
Did the specialist(s) who helped diagnose your cancer listen carefully to you?

If you saw more than one specialist, think of all of them when answering this question.
L Yes, definitely
O Yes, somewhat

O No
O Don’t know/not sure
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Q43.
Did the specialist(s) who helped diagnose your cancer take your concerns seriously?

If you saw more than one specialist, think of all of them when answering this question.

L Yes, definitely

O Yes, somewhat

O No

0 Don’t know/not sure

Q44.
Did the specialist(s) who helped diagnose your cancer treat you with dignity and respect?

If you saw more than one specialist, think of all of them when answering this question.

O Yes, definitely

O Yes, somewhat

O No

[0 Don’t know/not sure

Other Care

45. From your first visit (on [VISIT DATE]) up until the day you got your diagnosis, how
often was it easy to get the tests, x-rays, or scans you needed?

O Never

[0 Sometimes

[l Usually

O Always

O Don’t know/not sure

46. From your first visit (on [VISIT DATE]) up until the day you got your
diagnosis, when someone ordered a test, x-ray, or scan for you, how often did
someone follow up to give you those results?

O Never

[0 Sometimes

[l Usually

O Always

O Don’t know/not sure
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47. An interpreter is someone who helps you talk with others who do not speak your
language. Interpreters can include health care staff or telephone interpreters.

From your first visit (on [VISIT DATE]) up until the day you got your diagnosis, was
there any time when you wanted an interpreter?

O Yes
O No =2 Go to Question 49

48. From your first visit (on [VISIT DATE]) up until the day you got your diagnosis, when
you wanted an interpreter to speak with your health care professional(s), how often did
you get one?

O Never

[0 Sometimes

[l Usually

O Always

O Don’t know/not sure

Overall Experience

49. Using any number from 0 to 10, where 0 is the worst care possible and 10 is the best
care possible, what number would you use to rate the care you received from all your
health care professionals from [VISIT DATE] up until the day you got your diagnosis?

0 Worst care possible

9
10 Best care possible
Don’t know/not sure

OO00O00O000OoOoood
0NN Nk WIN -

About You

50. From your first visit (on [VISIT DATE]) up until the day you got your diagnosis, did
you have any type of health insurance or some other type of health care plan?

O Yes, for all of the time
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O Yes, for some of the time
O No

51. How old are you? If you are 90 or older, please put “90” in the box.

52. What is the highest grade or level of school that you have completed?

8™t grade or less

Some high school but did not graduate
High school graduate or GED

Some college or 2-year degree

4-year college graduate

More than 4-year college graduate

Oooo0ooOonO

53. How do you describe yourself?

Female

Male

Trans female/trans woman

Trans male/trans man
Genderqueer/gender non-conforming
Different identity (please specify)

Oooo0ooOonO

54. What is your race and/or ethnicity? Check all that apply.

American Indian or Alaska Native
Asian

Black or African American
Hispanic or Latino

Middle Eastern or North African
Native Hawaiian or Pacific Islander
White

Other (please specify):

OO0000O0000O

55. What language do you mainly speak at home?

O English
0 Spanish
I Some other language (please specify):
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56. Did someone help you complete this survey? Check all that apply.

I No, no one helped me complete this survey a Go to Question 58
O Yes, they read the questions to me

O Yes, they answered the questions for me

LI Yes, they translated the questions into my language

O Yes, they helped in some other way

57. For what reason did someone help you complete this survey? Check all that apply.

Too sick

Trouble with memory

Trouble seeing or reading

Do not understand English

Wanted someone else to complete the survey
Patient is in a coma

Patient has passed away

Some other reason (please specify):

Ooo0oooood

Other Thoughts

58. In thinking about your experiences from [VISIT_DATE] up until the day you got your
diagnosis, what went well? Please tell us about those experiences.

59. In thinking about your experiences from [VISIT_DATE] up until the day you got your
diagnosis, what do you wish had gone differently? Please tell us about those
experiences.
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Appendix C. Psychometric Properties of Composite PROMOTE-
Dx for Cancer in Phase 2 Field Test

Table C.1. Psychometric Properties of PROMOTE-Dx for Cancer Composite Measures Assessing
Health System Factors Affecting Timeliness of Cancer Diagnosis, Phase 2 Field Test

Composite Measures and Component Categorical Item-Total Factor Top-Box
Questions Omega (95% Cl)  Correlation  Loading Score

Communication with Usual Care Professionals
From your first visit or test that led to your cancer

; . : . . 0.88 (0.79, 0.92) 75.2%
diagnosis up until the day you got your diagnosis,
did your usual health care professional(s)

o listen carefully to you? 0.75 0.98 71.5%

« take your concerns seriously? 0.71 0.94 72.0%

e treat you with dignity and respect? 0.59 0.88 83.3%
Communication with Specialists o
Did the specialist(s) who helped diagnose your 0.91 (0.86, 0.95) 84.1%
cancer

e listen carefully to you? 0.77 0.98 79.9%

« take your concerns seriously? 0.81 0.99 84.7%

e treat you with dignity and respect? 0.68 0.96 89.8%
Getting Tests and Results 0.73 (0.67, 0.80) 60.1%

From your first visit or test that led to your cancer
diagnosis up until the day you got your diagnosis
e how often was it easy to get the tests, x- 0.36 0.81 49.6%
rays, or scans you needed? ’ ) ’
e when someone ordered a test, x-ray, or scan
for you, how often did someone follow up to 0.36 0.71 71.0%
give you those results?

NOTE: Cl= Confidence Interval.
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Table C.2. Correlations Among PROMOTE-Dx Health System Measures and Between Pre-Health
System Factors, Phase 2 Field Test

c o [=2]
o £%3% bz 2% 5B
£3 £3% 22 E£& £3
80 E£2 38 E£ &5
© os® On 0%
Pre-Health System Factors
Motivators (reported that the following prompted them
to see a health care professional):
Thought | might be sick -0.13 -0.31** -0.02 -0.02 -0.14*
Went for regular check-up 0.05 0.10 0.01 0.08 0.09
Health care professional suggested it 0.09 0.23" 0.08 0.08 0.04
Advice from family member or friend -0.06 -0.04 0.00 0.16* -0.04
Facilitators (reported that the following made it easier)
Easy to get a test or make an appointment 0.27* 0.26** 0.21** 0.20** 0.21**
Convenient appointment time or testing options 0.18* 0.15 0.25™* 021  047™
Job flexibility 0.04 0.09 0.06 0.05 -0.02
Benefits or insurance -0.01 0.06 0.00 0.04 0.04
None of the above -0.32%** -0.22* -0.13 -0.19* -0.13
Barriers (reported that the following made it harder to
see a health care professional):
Trouble making appointments -0.31**  -0.21*  -0.36™ -0.10  -0.21™
Hard to get away from work or family responsibilities -0.15 -0.19* -0.16" -0.02  -0.22"
Too busy -0.35"** -0.23** -0.25"** 0.01 -0.16*
None of the above 0.43*** 0.30*** 0.41* 0.13 0.29***
Demotivators (reported that the following discouraged
them from seeing a health care professional:
Didn’t seem important -0.15 -0.24** -0.08 -0.04 -0.16*
Worried | might be really sick -0.02 0.02 -0.01 -0.06 -0.08
Worried about wasting the doctor’s time -0.22* -0.22* -0.13 -0.16* -0.16*
Worried about costs -0.10 -0.09 -0.03 0.12 -0.12
None of the above 0.17 0.18* 0.10 0.10 0.22***
PROMOTE-Dx Health System Measures
Getting Timely Usual Care 1.00
Communication with Usual Care Professionals® 0.55*** 1.00
Getting Timely Specialty Care 0.48%** 0.39%** 1.00
Communication with Specialists® 0.32** 0.40*** 0.43*** 1.00
Getting Tests and Results? 0.35** 0.43** 0.46™*  0.38*** 1.00

NOTES: Only factors endorsed by 10 or more respondents are included. Pearson correlations. * p<0.05; ** p<0.01;
*** p<0.001. Getting Timely Usual Care survey question is: “From your first visit or test that led to your cancer
diagnosis up until the day you got your diagnosis, were you able to see your usual health care professional(s) as
soon as you needed?” Getting Timely Specialty Care survey question is: “Were you able to see the specialist(s) who
helped diagnose your cancer as soon as you needed?”

altem text shown in Table C.1.
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Table C.3. Association Between PROMOTE-Dx Health System Measure Top-Box Scores and Other Measures, Phase 2 Field Test

Overall Rating of Care Number of Visits
Perceived Timeliness of Diagnostic Interval <=30 During Diagnostic Interval During Diagnostic
Cancer Diagnosis Days (higher is better) Interval
Odds Ratio (95% ClI) Unstandardized Regression Coefficients (95% CI)
Getting Timely Usual Care 7.61*** (2.87, 20.14) 1.19 (0.51, 2.77) 2.38*** (1.38, 3.38) 0.26 (-1.68, 2.20)
Communication with Usual Care
Professionals 94.62*** (13.95, 641.70) 4.76* (1.36, 16.71) 4.10*** (3.01, 5.19) -1.01 (-3.41, 1.39)
Getting Timely Specialty Care  7.69*** (3.58, 16.54) 3.91*** (1.87, 8.17) 2.99*** (2.40, 3.59) -0.60 (-2.03, 0.83)
Communication with Specialists 3.52* (1.30, 9.54) 1.89 (0.67, 5.31) 4.17*** (3.26, 5.08) -0.74 (-2.82, 1.33)
Getting Tests and Results 9.22*** (3.99, 21.28) 1.77 (0.85, 3.67) 2.92*** (2.18, 3.67) 0.00 (-1.68, 1.68)

NOTE: * p<0.05; ** p<0.01; *** p<0.001
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Appendix D. Proposed Short-Form Survey

Survey About Health Care Leading Up to a Cancer Diagnosis

This survey will ask questions about your health care. When answering, please think about care
received at [health system] and anywhere else you have received health care recently.

The survey will only take about 5 to 7 minutes to complete. You can ask a family member or
friend for help with this survey or ask them to complete the survey for you. If you are completing
this survey on behalf of someone else, please remember that survey questions refer to the patient
and their care.

1. When was the first date of any of the visits or tests that led to
your cancer diagnosis? If you cannot remember, please make
your best guess.

This survey asks about the

Month Day Year time leading up to your
cancer diagnosis. This is
2. What was the date of your cancer diagnosis? This is the date the time starting with all
you were told you definitely have cancer. If you cannot B the care you received on

remember the exact date, please make your best guess. this first date and endin

with vour diagnosis on the
second date.

Month Day Year

Time Leading Up to Your Cancer Diagnosis

The rest of this survey asks about the care you received in the time leading up to your cancer
diagnosis. We are NOT asking about any care or treatment you received after you got your
diagnosis.

3. Think about all of your visits, including your first visit up until the day you got your
diagnosis. During this time, approximately how many times did you see a health
care professional?

Number of Visits

[1 Don’t know/not sure
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4. Do you think your health care professionals could have diagnosed your cancer much
sooner than they did?
[ Yes
[l No

[1 Don’t know/not sure

Care From Your Usual Health Care Professionals

5. 1In the year before the first visit or test you mentioned in Question 1, did you have
any of the following usual health care professionals that you went to if you were sick
or needed advice about your health? Check all that apply.

Primary care doctor or family doctor

Nurse practitioner (NP) or Physician assistant (PA)
Gynecologist or OB/GYN

Other type of doctor I saw regularly (please specity)

I I O R O

[ Other (please specity)

[1 None of the above

6. For this next set of questions, please think of these doctors, NPs, or PAs as your
“usual health care professionals.”

From your first visit or test up until the day you got your diagnosis, did you ever see
any of your usual health care professionals?

1 Yes
1 No=> GotoQl2
'] Don’t know/not sure = Go to Q12

7. From your first visit or test up until the day you got your diagnosis, were you able to
see your usual health care professional(s) as soon as you needed?

1 Yes, definitely
[0 Yes, somewhat
[l No
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8. From your first visit or test up until the day you got your diagnosis, did your usual
health care professional(s) listen carefully to you?

1 Yes, definitely
[0 Yes, somewhat

[l No

(] Don’t know/not sure

9. From your first visit or test up until the day you got your diagnosis, did your usual
health care professional(s) take your concerns seriously?

1 Yes, definitely
[0 Yes, somewhat

[l No

(] Don’t know/not sure

10. From your first visit or test up until the day you got your diagnosis, did your usual
health care professional(s) treat you with dignity and respect?
1 Yes, definitely
[0 Yes, somewhat
] No
[J Don’t know/not sure

11. You may have seen doctors other than your usual health care professionals to help
diagnose your cancer. Did your usual health care professional(s) refer you to any
other doctors to help determine if you had cancer?

[] Yes
[ No
[1 Don’t know/not sure

Specialists other than your Usual Health Care Professionals

12. Other than the usual health care professionals you just told us about, did you see
any specialists to help diagnose your cancer?

These may have been urologists, gastroenterologists, gynecologists, or other kinds of
doctors.

[l Yes
] No—->GotoQl8
] Don’t know/not sure = Go to Q18
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13.

14.

15.

16.

17.

When did you first see one of these specialists who helped diagnose your cancer? If
you cannot remember the exact date, please make your best guess.

Month Day Year

Were you able to see the specialist(s) who helped diagnose your cancer as soon as
you needed?

If you saw more than one specialist, think of all of them when answering this
question.

1 Yes, definitely

[0 Yes, somewhat

[l No

Did the specialist(s) who helped diagnose your cancer listen carefully to you?
If you saw more than one specialist, think of all of them when answering this
question.

Yes, definitely

Yes, somewhat

No

Don’t know/not sure

I I O R O

Did the specialist(s) who helped diagnose your cancer take your concerns seriously?
If you saw more than one specialist, think of all of them when answering this
question.

Yes, definitely

Yes, somewhat

No

Don’t know/not sure

O 0O Odd

Did the specialist(s) who helped diagnose your cancer treat you with dignity and
respect?

If you saw more than one specialist, think of all of them when answering this
question.

Yes, definitely

Yes, somewhat

No

Don’t know/not sure

O 0O Odd
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Other Care

18.

19.

From your first visit or test up until the day you got your diagnosis, how often was it
easy to get the tests, x-rays, or scans you needed?

Never

Sometimes

Usually

Always

Don’t know/not sure

O 0O0Ogd

From your first visit or test up until the day you got your diagnosis, when someone
ordered a test, x-ray, or scan for you, how often did someone follow up to give you
those results?

Never

Sometimes

Usually

Always

Don’t know/not sure

O O o0ood

Overall Experience

20.

Using any number from 0 to 10, where 0 is the worst care possible and 10 is the best
care possible, what number would you use to rate the care you received from all
your health care professionals from your first visit or test up until the day you got
your diagnosis?

0 Worst care possible

O 00 1 N Li A W N =

10 Best care possible
Don’t know/not sure

OO oooogooogogo
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Abbreviations

CAHPS
CT

ED

HPV
ICD-10
NHS

NP
OB/GYN
PA

PROMOTE-Dx

PSA
SME
TECUPP
UK

UsS

Consumer Assessment of Healthcare Providers and Systems

Computed Tomography

Emergency Department

Human Papillomavirus

International Classification of Diseases, 10 revision

National Health Service

Nurse Practitioner

Obstetrician/Gynecologist

Physician Assistant

Patient-Reported Outcome Measures of Timely Experience of
Diagnosis

Prostate-Specific Antigen

subject matter expert

Technical Expert/Clinical User/Patient Panel

United Kingdom

United States
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