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Executive Summary

The Serious Illness Care Program at Ariadne Labs endeavors to create scalable health system solutions that
improve care for all people affected by serious illness: every patient, every time, everywhere. In June of 2021
we convened 35 interprofessional clinicians, researchers, administrators, and community advocates with
national and international expertise in the delivery of serious illness care to underserved and marginalized
communities. The overarching goal of this convening was to gain insights into strategies that drive sustained
and equitable improvements in serious illness conversations and care, with specific attention to leadership and
engagement, training and practice change, measuring results, and culture change.

This white paper highlights convening findings and respective programmatic next steps in response to the four
focus areas of the convening:

Program Messaging to Key Stakeholders

Seri m : ion Gui
Guide Trainine: Chal ) )
Community Engagement

Key Takeaways

Participants highlighted opportunities to emphasize equity in speaking about the Serious Illness Care Program
(SICP) to patients and caregivers, clinicians, and health system and policy leaders. For patients and caregivers,
participants described the importance of validating negative healthcare experiences and enabling control of
care planning through serious illness conversations. For clinicians, participants noted the role of the Serious
Illness Conversation Guide in building rapport with patients, and helping them more effectively meet one of
their more challenging clinical responsibilities. Finally, for health system and policy leaders, participants
emphasized SICP's alignment and synergy with fiscal obligations,its ability to integrate into and enrich
organizational strategies and institutional missions, and to promote accountability to communities they serve.

Participants identified opportunities for the Serious Illness Conversation Guide to better meet patients and
families where they are by using more accessible language. They suggested training strategies that better meet
the needs of clinicians in safety net settings, through adaptations and innovations that support shorter
in-person training, tailored to common experiences encountered in these settings.

Finally, they identified entities and individuals that comprise the ecosystem of care for those affected by
serious illness, and considered barriers to their mutual engagement and strategies to break them down.

Insights from this convening will inform subsequent refinement of the tools, training, and systems-change
approaches that are available for all health systems. In some cases, what we learned provides the seeds of
processes that will require further input from interprofessional and patient stakeholders.

We appreciate the opportunity to work together toward realizing our vision that all people affected by serious
illness are cared for on their own terms.
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Background

Many health systems lack the know-how to systematically ensure high quality serious illness conversations to
those affected by serious illness. This is also true of safety net systems, which provide care for historically
underserved and marginalized populations. With the goal of addressing gaps in care for every patient, every
time, everywhere, Ariadne Labs has identified the critical need of adapting program resources to better
support safety net systems in implementing the Serious Illness Care Program (SICP, or the “program”).

With support from an anonymous donation, Ariadne Labs hosted a convening, Driving Equity in Serious Illness
Conversations and Care, on June 27th 2021. The convening of interprofessional clinicians, researchers,
administrators, and community advocates with experience and expertise in the delivery of serious illness care
to underserved and marginalized communities provided an opportunity to gain expert input on and extend
findings from a similarly funded qualitative study exploring factors related to SICP implementation in safety net
healthcare systems that had experience implementing the program.

Herein, we describe findings from the convening, as well as implications for future program adaptations and
activities.

Defining Equity

To promote a shared space for dialogue, we asked participants to respond by text message (using Menti) to the
prompt, What word or phrase captures what equity in serious illness care means to you? The resulting
word cloud (Figure 1) was available as a reference during small group discussions.
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Program Messaging to Key Stakeholders

Our research and experience suggests that the ways in which health system teams discuss the program with
leaders, clinicians, and individuals and families affected by serious illness is a key mediator of implementation
success. We asked participants to discuss health equity-focused messages to these three key stakeholder
groups. Table 1 outlines types and examples of health equity-focused messages that teams should consider.

For people with serious illness and their families, participants suggested emphasis on the program’s ability to
validate their experiences and to prepare, inform, and empower their participation in care planning. For
clinicians, participants suggested emphasis of the program’s evidence-base, its facilitation of clinical
responsibilities, and its role in addressing injustice; and the ability of the Serious Illness Conversation Guide to
aid rapport-building and support patients’ needs. Finally, for health system and policy leaders, participants
suggested emphasis on the ability of the program to align and synergize with fiscal obligations, to integrate into
and enrich corporate strategies and institutional missions, and to promote health system accountability.

Table 1. Health equity-focused messages by stakeholder type and category

People with Serious Illness & their Families

Validation You are important to us.
It is important to us that we understand your values, worries, and priorities.

Empowerment We will strive to help you feel informed and equipped to express your wishes.

Inclusion We value the diverse sources of support from which you may draw strength, including family
and your community and will facilitate their inclusion in your care as you wish.

Preparation We acknowledge that we cannot know the future and will help prepare you as best we can
for different outcomes.

Clinicians

Evidence-based Using the serious illness conversation guide is a form of practicing evidence-based medicine.

Rapport-building You can connect with patients and lend meaning and purpose to your clinical encounters in
using the serious illness conversation guide.

Facilitation Using the serious illness conversation guide can make your work easier; specifically providing
tools to navigate challenging conversations.

Patient Support You can offer your patients an additional and important layer of support in using the SICG.

Social Justice & You can play a part in decreasing structural injustices by systematically talking to all

Addressing Mistrust |patients with serious illness with the help of the Serious Illness Conversation Guide.

Health System & Policy Leaders

Economic Improving the care of patients with serious illness is a responsible business decision (Patients
Considerations with serious illness make up a large proportion of patients and represent 20-60% of spending)
Corporate Championing serious illness care is important and necessary to equitably uphold patients and
Responsibility families’ experience

Accountability Promoting quality serious illness care can help build bridges with communities who have

been historically neglected and create opportunities to repair trust

Next Steps

Diverse and shared perspectives between and within these stakeholder groups shape their engagement in
program implementation and in serious illness conversations. We plan to refine, develop and test
implementation materials that include these messages as a way of ensuring that health equity plays a central
role in program implementation.
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Language on the Serious Illness Conversation Guide

Participants identified opportunities for more accessible and inclusive language in the Serious Illness
Conversation Guide (SICG or “the guide”). Changes should support patient participation and reduce pressure on
patients to have socially acceptable answers or to respond with insufficient time for reflection. Participants
highlighted the importance of ensuring that patients feel that their participation in conversations or receipt of
prognosis is voluntary and non-coerced; suggested that the guide utilize more inclusive language (e.g. by
replacing “family” with “people that are important to you”); and that the guide allows for clinicians to
exploring patient responses in greater depth.

Table 2 provides examples of current language, perceived issues, and proposed adaptations. Due to time
constraints, groups were unable to consider every question on the guide.

Table 2. Sample of existing conversation guide language, perceived issues, and proposed adaptations

Current language

I’d like to talk about what is
ahead with your illness and do
some thinking in advance
about what is important to you
so that | can make sure we
provide you with the care you
want -- is this okay?

What is your understanding
now of where you are with
your illness?

How much information about
what is likely to be ahead with
your illness would you like
from me?

What abilities are so critical
to your life that you can’t
imagine living without them?

How much does your family
know about your priorities and
wishes?

Next steps

Perceived issue

This language may not give
patients an opportunity to
provide truly informed
permission

Can sound insulting, like a quiz
or test of patients’ knowledge

Language can trigger fears that
you are withholding information

“Critical” is subjective and a
high-literacy word

People may have complex or
absent relationships with
“family” in ways that make this
word potentially polarizing

Proposed adaptation

Is this a conversation we could have
now? Or the next time we meet? We
can also include people who are close
to you in this conversation. It is also
okay if you don’t want to have the
conversation at all.

What have your doctors told you? What
are you hearing about your illness?

Using probes to steer the conversation:
e Tell me more.
e Tell me what you'd like to know.

Use examples of abilities or say:
What in this world gives you joy?

How much do the people closest to you
know about your priorities and wishes?

Ariadne Labs will integrate findings from the convening into a human-centered design' process to create an
updated version of the Serious Illness Conversation Guide with the goal of making the language more accessible

and inclusive.

! Marijke Melles, Armagan Albayrak, Richard Goossens, Innovating health care: key characteristics of human-centered design, International Journal for
Quality in Health Care, Volume 33, Issue Supplement_1, January 2021, Pages 37-44, https://doi.org/10.1093/intghc/mzaal27
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Guide Training: Challenges, Adaptations & Innovations

Participants identified opportunities for Guide Training to better support inclusion of diverse interprofessional
team members, and to better represent training cases that may be more familiar to clinicians working safety net
systems. While, as one participant highlighted - “Teaching people to have this conversation is hard, even before
adding an equity layer.” - discussion centered around overcoming challenges due to common safety net resource
constraints and on serving patient populations with diverse or complex social and socioeconomic circumstances.
Table 3 highlights perceived challenges and adaptations or innovations proposed by participants.

Table 3. Perceived training challenges and proposed adaptations or innovations

Challenges

Remote and hybrid work
undermine in-person
training

Training time constraints

Clinicians face
challenges related to
having conversations
with patients from
different backgrounds
(e.g.limited English
proficiency or low health
literacy)

Interprofessional
training, talking about
prognosis & license
limitations.

Next steps

Adaptations & Innovations

Innovations
e Use videos for didactic portions of training
e Employ video platforms for skills practice

Adaptations
e Reduce training to 2 hours
e Use “built in” time to conduct training

Adaptations

e Include more representative patient cases in training materials

e Include real patients and physicians in training videos

e Ensure realistic representation of challenging experiences in training materials
Innovations

e Utilize chaplains or social workers as “patients” to diversify role play

e Develop modules focused on equity in as a program component

e Include family member(s) in modelings videos or practice

Adaptations
e Create a version of the guide without prognosis related language for use by
non-prescriber members of interprofessional team
e Focus on uncertainty and function as a prognosis
e Add question to guide: What do | need to know about you to provide you with
the best care possible?
Innovations
e Demonstrate hand off from provider to nurse, social work, etc. in training
materials

Having already transitioned to a virtual training approach, the Ariadne Labs team plans to draw from the other
suggested adaptations and innovations to refine the program curriculum and supporting materials. The current
training curriculum supports virtual training through the use of three didactic (asynchronous) videos followed
by a 2.5 hour synchronous skills practice. We plan to update didactic materials to ensure diverse patient and
interprofessional representation and to explicitly address health equity. Additionally, we plan to incorporate
more representative cases in the skills practice, and to develop supplementary videos to demonstrate the
conversation with interprofessional clinicians and diverse patient scenarios, including those that include

caregivers.
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Community Engagement

People affected by serious illness require and benefit from an ecosystem of caring that includes but is not
exclusive to health systems. Improving the links between entities in this ecosystem may center people from
underserved and marginalized communities in ways that enhance equity in serious illness care. Participants
identified key stakeholders in this ecosystem (Figure 2), challenges related to their mutual engagement, and
strategies to enhance engagement. This pursuit of tighter integration across the caring ecosystem is done with
the aspiration to recenter voices at the margins, champion holistic approaches to care, improve care
coordination, and reinforce processes that prioritize people over organizations.

Figure 2. Stakeholder ecosystem for people affected by serious illness
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Table 4. Barriers to health system engagement with community partners

Domain Examples

Health Primary, specialist, and acute care are seen as dominant forces

system-centric Failures in measurement, financing, and accountability fail to incentivize (or

model disincentivize) engagement with community partners

Silos between e Stakeholders are unfamiliar with each others activities and resources

community e Stakeholders may not feel welcome in each other's spaces (e.g. faith community may
groups and not feel welcome in medical community if a person with serious illness identifies their
healthcare

faith leader as someone important to attend a serious illness conversation)

Patient & family | e Lack of insurance
level barriers Language differences and english health literacy
Cultural barriers and other individual factors
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Table 5. Strategies to enhance engagement between health systems and community partners

Stakeholders Recommended Actions

Clinicians e Be mindful about who is participating in conversations and intentional about reaching
those who have not

e Ask patients who is important to them and include them in conversations and
planning

Clinical sites

Forge relationships with other service providers who work within the community

e Make an effort to assess and address patients’ social determinants of health as a part
of their health care visits

e Employ care navigators to facilitate decision making and transitions

Health systems

Offer Serious Illness Conversation Guide training within the healthcare system as well
as the community setting

e Measure continuity of care and peoples experiences

Engage communities to determine how resources are allocated

Improve access by taking services into the community, e.g. mobile health care

Next steps

Community Engagement is a new area of exploration for the Serious Illness Care Program. We believe wider
community engagement has potential to contribute to better serious illness care, especially for people with
serious illness from underserved and marginalized communities. Learnings from this session will inform future
proposals that will center person, family, and community engagement into the Serious Illness Care Program
design, implementation, and evaluation. Additionally, we will integrate recommendations about Community
Engagement into our health system support model for current and future health system partnerships.
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we maintain oppression
when referring to
communities as
marginalized

Who gets to make what
decisions and why? (ex
use of comm board)

the need for clinicians to
be political (an increase
in advocacy/activist)

referring to communities as
to who they are (ex. "black
and brown communities” vs.

changing clnicians’ use

language implies
of language (ex. insufficiency and

inadequacy

. o underserved >
‘marginalized communities’)
I underresourced)
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