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PRO Task Force Mission: The PRO Task Force (TF) will provide recommendations to the
SIG leadership and members to assure that the SIG provides access to resources and
synthesis of knowledge regarding PROs to support the work of the SIG members and the
larger cancer community.

PRO Task Force Goal: The overarching goal of the TF is to define SIG-specific goals and
action steps for addressing issues in harmonizing and supporting the use of PROs in cancer
care and research.

PRO Task Force Accomplishments to Date:
e Drafted preliminary recommendations and resource list documents
e On August 5th, 2021, conducted preliminary review of recommendations during a
Cancer SIG town hall meeting
e Revised documents based on town hall and finalized PRO Task Force
recommendations

The PRO Task Force recommends the following next steps:

e Form a new PRO Task Force (adding new members and rotating members as
needed) to oversee the completion of the recommendations and disband the Task
Force at the completion of all recommendations.

e Finalize the prioritization of recommendations by utilizing the nominal group
technique during a pre-planned session at the 2022 SBM Annual Meeting. The
nominal group technique is a structured variation of a small-group discussion to
reach consensus by encouraging contributions from all participants and fostering
agreement on the relative importance of priorities.

e Coordinate with the Health Equity and Technology Task Forces as well as the
Behavioral Informatics and Technology Special Interest Group for any overlapping
activities



e Write a commentary or editorial reporting the results of the task force and its
recommendations in late 2022 or 2023

e C(Create guidelines for using PROs in research and practice such as steps to evaluate
specific PROs; application to specific populations; costs of using scale; and guidance
on where comorbidities may or may not influence PRO scores or implementation

I SUMMARY OF CANCER SIG TOWN HALL

Purpose of Meeting

The purpose of the town hall was to provide a preliminary opportunity for interested
members of the Cancer SIG to provide their thoughts/input on the recommendations
document.

Meeting Preparation and Methods for Data Collection

Members of the Cancer SIG were invited to attend an online town hall via Zoom on August 5,
2021. Members were provided a copy of the draft recommendations regarding PROs and
their use in cancer care research and practice one week prior to the meeting.

The PRO Task Force collected data during the town hall in three ways. First, participants
were asked to provide any specific ideas, suggestions, or feedback they had using the chat
function on Zoom. Second, the PRO Task Force utilized Mentimeter
(https://www.mentimeter.com/) to collect feedback from the attendees on specific
questions related to the draft PRO recommendations document. Third, the town hall session
was recorded. Data from Mentimeter question responses was downloaded after the town
hall was completed, and a member of the Task Force monitored the Zoom chat and
downloaded the responses at the completion of the session.

Attendees and Results

A total of 10 Cancer SIG members attended the town hall, and most reported being familiar
with PROs. Additional data on attendees was not collected. The Mentimeter questions
posed to the attendees throughout the town hall are listed below in the order they were
presented. The corresponding topic area from the recommendations document is also
included:

1. Are there additional topics related to health equity and PROs that should be
included? (Topic 1)

2. What would be the best format to learn about properties of PROs that are important
for diverse populations? Select up to 2. (Topic 1)

3. What would be the best format to learn about methods to ensure PROs are
appropriate for a specific population? Select up to 2. (Topic 1)

4. What would be the best format for disseminating the Cancer SIG annotated PRO
resource list? Select up to 2. (n/a, relevant across topics, presented after Topic 2)

5. What would be the best format to learn about caregiver-reported outcomes? Select
up to 2. (Topic 4)

6. What are the barriers (if any) for using PROs in clinical practice? Select up to 2. (n/a,
relevant across topics)


https://www.mentimeter.com/

7. Are there any PRO-related resources that you have found useful (e.g., database,
checklists)? (PRO resource list).

The results from the town hall were incorporated into the final recommendations. The raw
data from Mentimeter is presented using figures in the Appendix.



TOPIC 1: HEALTH EQUITY

PROs may need to be adapted or changed to fit different populations. This can affect implementation of PROs in clinical care or use in research if the PROs
don’t reflect what is most important to specific populations. To ensure PRO use in behavioral medicine is equitable and inclusive, we make the following
specific recommendations:

Recommendation Key Considerations
Facilitate an in-person/virtual training (webinar or session at e How norms may differ by sub-populations and should be considered in the
annual meeting) first and secondly, a written article (white paper or development, administration, and interpretation of PROs
editorial) that describes properties PROs should have in the target e Suggestions for how investigators and clinicians can familiarize themselves
population and patient characteristics that should be considered for with how individual characteristics may influence responses to PROs and the
research and clinical care interpretation of outcomes. Special consideration should be given to

intersectionality (how different group identities interact to impact experience
or have double disparity). Characteristics to consider include:
o Race/ethnicity
o Sexual orientation
o Gender expression
o Income
o Access to healthcare
o Rural/urban setting
o Age, including for older, pediatric, and adolescent and young adult (AYA)
patients. This can include specific issues such as fertility for AYAs
o Comorbidities (e.g., neuropathy, cognitive impairment)
o Disability, neuro-diversity
o Religion and spirituality
o Health insurance status and type
e Consider the development and use of PRO measures in behavioral health with
language that is accessible to most (e.g., health literacy; reading level;
available translations and their development methodology)
¢ Describe potential processes for harmonizing PROs across populations and
ensuring that PROs have been examined for item bias that might prevent
comparisons across populations
o [dentify best practices when using PROs with populations that differ by
language, disability, comorbidity and other characteristics listed above.
Potential ideas could include using measures available in multiple languages
and have been validated in diverse populations (e.g.,, PROMIS)

Support studies of group invariance, measurement invariance or e Summarize key considerations from COSMIN (COnsensus-based Standards
differential item functioning to ensure PROs are not biased. for the selection of health Measurement INstruments) or comparable
initiatives to provide a checklist of best practices when evaluating cross-
cultural validity, measurement invariance, or differential item functioning
among diverse groups.




Create a mechanism for individual consultation that helps members
identify methods to ensure PROs are appropriate for specific
populations. This could include how to address PROs that have not
been well-validated for the intended population, have shown bias or
are strongly suspected to be biased.

¢ Provide recommendations on being flexible with approach to collecting PROs
and which PROs are used so measures fit population and setting

e Provide recommendations for researching and understanding local cultural
practices and how these practices may need to be reflected in questions

e Provide other strategies for addressing measurement bias or suspected bias
such as statistical corrections or multiple PROs

e Ensure support for PRO experts providing individual consultation




TOPIC 2: TECHNOLOGY

Technology is increasingly a conduit for how PROs are completed by patients and scored and interpreted by practitioners. While technology can be an

asset for increasing the efficiency and quality control for collecting PROs and streamlining care delivery, it can also be a barrier to implementation across

diverse settings and populations. To ensure technology maximizes the patient benefits of PROs, we recommend the following:

Recommendation

Key Considerations

Curate an annotated resource list, including key references, on technology
use and PROs in clinical care. Consider posting the resource list on either
the SBM members webpage or the Cancer SIG webpage.

¢ Provide clear descriptions of the possibilities and the boundaries of the
role of technology in collecting PROs, particularly for how collection
may vary in onsite vs. telehealth settings. Potential examples:

o Improvement in PRO interpretation (e.g., standard setting)
o Facilitate action based on PRO results (e.g., referral to specialty
care)

e Describe EMR/EHR assets and limitations for collecting and storing
PROs such as ability to share and map PRO results or difficulty tailoring
PROs to individual patients. Also include issues related to the workflow
integration such as how to get PRO results to providers at the point of
care. Providers not having these results in a timely fashion can give
patients the impression that their answers are not used.

e Describe common technology platforms (e.g., EPIC, REDCap) and
recommend strategies for harmonizing PROs across different
technology platforms

e Examine differences in technology access for both patients and
practitioners and clinics (e.g., tech literacy, access to IT personnel)

Curate an annotated resource list, including key references, on technology
use and PROs in behavioral medicine research. Consider posting the
resource list on the SBM members webpage or the Cancer SIG webpage.

e Describe usability and navigability of technology (e.g., smartphones for
collecting PROs)
¢ Describe factors that can affect technology used to collect PROs.
Potential factors to consider:
o Comorbidities (e.g., people with arthritis may find paper/pencil
PROs challenging)
o Disability (e.g., people with low vision may need PROs formatted to
work with screen readers)
o Health literacy
o Tech literacy
o Trust and comfort in using technology




TOPIC 3: INTERSECTION OF TECHNOLOGY AND HEALTH EQUITY

The use or non-use of technology can often improve or exacerbate health inequities. Special consideration may need to be given to how technology and
health equity intersect and opportunities and limitations of PROs to enhance equity in research and patient care. Specific recommendations include:

Recommendation

Key Considerations

Curate an annotated resource list on health equity and technology.

e Describe how internet access may impede reporting and collection of
PROs in different populations that experience health inequities (e.g.,
rural communities)

e Identify current literature describing barriers in equitable access to
EMRs and patient portals at both patient (e.g., by race, SES) and health
system (e.g., community vs. University cancer hospital) level. For
example, health systems with fewer resources may not be able to access
EMRs with records from other systems.

o [dentify specific barriers that may propagate inequities in the
collection, scoring, and interpretation of technology-facilitated PROs
including:

o Internet access

o Insurance coverage for use of certain technologies

o Need to teach patients how to use technology before they can
complete PROs on their own

e Identify ways in which technology could promote health equity in PRO
use such as infographics to share with patients that promote
understanding of PROs.

Support an editorial that recommends which technology types might be
better or worse for different populations and describe possible
implications for implementation.

e Describe alternate modes to ensure equitable access (paper/pencil, IVR,
phone/in-person when possible). Alternate modes can create more
burden on researchers and clinicians but are critical so as not to
exacerbate inequities in PRO use.

e Consider how increased reliance on technology may disadvantage
particular subgroups (e.g., rural) and be mindful of strategies to mitigate
this.

¢ Plan for contingency strategies to avoid unnecessary reliance on
technology when some groups may not have reliable highspeed internet
and/or devices.

e Ensure ample accommodations for disability and accessibility (e.g.,
screen readers,) and access to adaptive technologies.




TOPIC 4: CAREGIVERS
Cancer caregivers are often intimately engaged in the cancer experience and provide necessary support to cancer patients in the form of symptom
management, decision making, activities of daily living (e.g., bathing, dressing), and instrumental activities of daily living (e.g., meal preparation,
managing finances, health insurance, etc.). Caregivers demonstrate negative health and psychosocial outcomes compared to non-caregiving peers, but
caregiver experiences and negative sequela are rarely evaluated in oncology settings. Specific recommendations include:

Recommendation

Key Considerations

Raise awareness of the caregiver experience through the identification
and appropriate implementation of caregiver reported outcomes (CROs)
in research and practice.

o Identify core constructs that should be reflected in measures of
caregiver reported outcomes (CROs) and the attributes of the CRO
measures based on the application (e.g., national survey vs. clinical
research) and disseminate results in a webinar or session at the annual
meeting.

Create a repository of CROs relevant for cancer and serious illness care to
identify gaps where CRO construction is needed and identify
opportunities for existing CROs to undergo psychometric evaluation.
Support a white paper, editorial or commentary describing the repository.

e May also consider working within an existing repository (GEM, MIDSS)
and augment the work of that repository

¢ Note, this is a distinct resource from the technology and general PRO
resources cited in Topics 2 and 3.

Create guidelines for conducting dyadic (patient and caregiver) research
and examine how CROs harmonize or have discordance with PROs.
Support a white paper, editorial or commentary reporting out these
guidelines.

e Consider how CROs target a single caregiver versus a team of
caregivers.

Describe unique opportunities to address challenges for CROs.
Disseminate results in a webinar or session at the annual meeting.

e No central registry or location of data

e The impact of having varying caregiver definitions

e How CROs are used (e.g., surveillance, clinical)

¢ Dyadic data collection (vs. just CROs) in research

e Challenges implementing routine collection of CROs in practice




Appendix

Below is a summary of feedback from the August 5t town hall of Cancer SIG members, including graphs and tables
of data that was collected using Mentimeter.

PRO Familiarity
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Never heard of them before Heard of PROs but haven't Used PROs a little hit Frequently use PROs

this town hall used them

Figure 1: Familiarity of August 5t town hall participants with PROs.
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Individual feedback or review from expert -

Other (please add in chat)

Figure 2: Preferred formats for generally learning about health equity and PROs from the August 5, 2021 town
hall. Participants could select 2 formats.
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Webinar/webinar series

White paper

Columns in Cancer SIG newsletter

Editorial or commentary

Ask a PRO expert column or office hour

Session at annual meeting

Individual feedback or review from expert

Other (please add in chat)

Figure 3: Preferred formats for learning about how to incorporate PROs for a specific population from the
August 5, 2021 town hall. Participants could select 2 formats.

Considering whether specific
constructs need to be measured

in certain populations but not Equitable implementation of
others (e.g. needing to measure measures within and across
fertility concern in AYAs but not health systems

older patients)

Neuro-diversity

Religion
Best practices for translation of
measures Seconding intersectionality!
Spiritualit e
p Y second specific constructs
Intersectionality Small population (statistical

issues)

Health literacy

Table 1: Additional suggested content for the health equity topic from the August 5, 2021 town hall.

10



11

Best way to disseminate resource list

= SBM website (requires login) = Cancer SIG website (requires login)
® Editorial or commentary in SBM journal = Column in Cancer SIG newsletter

m Other (please add in chat)

Figure 4: Preferred formats for disseminating the resource list including those related to technology from
the August 5, 2021 town hall. Participants could select 2 formats.



Best format to learn about caregiver outcomes

(

m Webinar/webinar series = White paper

® Columns in Cancer SIG newsletter = Editorial or commentary
m Ask a PRO expert column or office hour ® Session at annual meeting

m Other (please add in chat)

Figure 5: Preferred formats for learning about caregiver-reported outcomes from the August 5, 2021 town
hall. Participants could select 2 formats.

Barriers to PRO use in clinical practice

7%

m Not familiar with them m Not sure what to use
® Unaware of open-source assessment resources ¥ Expensive or insufficient resources

= Not billable with insurance = Not sure how to interpret PRO results

Figure 6: Barriers to use of PROs in clinical practice from the August 5, 2021 town hall. Participants could select 2
barriers.
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