AGENCY FOR HEALTHCARE RESEARCH AND QUALITY

April 2022 CDS Connect Work Group Call
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Schedule Topic
3:00 — 3:02 Roll Call, Michelle Lenox (MITRE)
3:02 - 3:05 Review of the Agenda, Maria Michaels (CDC)
3-05 - 3-35 Roundtable and Discussion on Partnering Experience:
' ' Amy Price (Stanford); Danny van Leeuwen (HealthHats). Moderated by MITRE.
3:35-3:50 Prioritize next steps in patient partnering (MITRE)
3:50 - 3:55 What's New with CDS Connect (MITRE)
3:55 - 4:00 Open Discussion and Close Out, Maria Michaels (CDC)

» Open discussion and announcements
« Concluding comments, review next steps and adjourn
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Objectives

® Review progress on patient partnering
® Share experiences of partnering with patients and caregivers

® Prioritize approaches for establishing best practices for patient
iInvolvement in CDS development and implementation

® Share new features and resources available for CDS Connect



Past Discussions on Patient and Caregiver Partnering _

® March 2021 — Partnering with Patient and Caregiver Community to
Develop CDS (Site Changes)

® April 2021 — Person-First Safe Living in a Pandemic
(Patient Partnering)

® Summer 2021 — Patient Partnering Panel

® December 2021 — “One More Step” and AHRQ Grantee Roundtable
® January 2022 — ACTIVATE and co-production

® April 2022 — Partnering Perspectives/Patient Editors/Prioritization



Patient Partnering Panel: Draft Content

Overview

CDS Connect Patient and Caregiver Partnering Panel

T n-ln‘l patients and

What is patient and caregiver partnering?

Fatient partnering, patient engagement, and pati=nt-centered care differ, though they are related. The
Isterature on patienTt partiopation in treatment and cars ipatient on JpaTent activation) i
established and growirg.

The dynamic of partmering reflocts inclisi contribision 1o dostshon.making, nol just at certain paints
i dbevelogenent, Bul continudusly, We propose partnering cone eady. cften, &% throughsut the COS
covalopment Hifecyche, resulis in tools, such as shared patient - clan decisicn-making visuatizations and
applications, that ltimately sppart prowises in dolivering evidence. based, patiert -centered cane,

How could developers partner with patients and caregivers?

There = & role for patient and caregivers o the deselopment of all levets of artifact cevelopmers. ‘When
integrated withmn the research and development team, engaged patient and caregivers can ask guestions
and previde perspectives that keep efforts focused on making smoacts i patient lives. When included in
user research, participatory design or user testing actiities, their mout helps define and refine the
resulting prototypes and softeare applications that are plioted and smalemented into our health systems.

When might developers consider partnering?

Ak all stages of the {03 development lifecycle, there iz a mole for with patrents ard caregivers.
Co-production can happen at all phases and stages, from defining n1d prioritizing ressarch through
dissemeration of the work up through implementation and refinement.

ety the Nead
Fvaliiate the Eriderce

What are some of the ways patients might partner?

Share the questions anc deosion people meke o ve safely and well

Shzre thelr lifeflows 25 2 patient and for caregiver

Idensty and describe factors: that Impact patant and cane ghing Secision making (0.8 Coet of reatment)
Help priceitize newds, development oubcores, and measures of impact of CO5 and C06 artifacis
Contribane 1o the UE“?'CD“'E"( of persoras and use Cases

Share oo et of pikoled or implemented C0S artifacts

Disseminabe the wark throwgh thelr patient and cane ghor advocacy networks

Fravicie comierd, recuiremen s design reviews of C0S and CD5 artifacts under development

Buz a rrember of o patient expert panel, Tocus groug, or working groug

What resources are available for partnering?

Ona of the challerges identitied by aur panel members was knowing what resource were readily aeailable
when considering integrating patients and carpgivers inta their efforts. Members dertiflied znd shared a
vty of FEROUTOES Inch llﬂ'“ﬂ |0C?‘|| natiangl, and gowermimental @forts and Loolking, as well as
professionat and commercial Same of Uhose recommended i luded:

o Rawe Palievd WMo LLC 1 Farmily Adhwisory Helwork - $m n'Ls al ParLicipatary Medicine
= Sabey Cooo * P‘COTIIAmhnouul Program - 15 Persan B Family
& WEGD Health +  Local Patient Family ddvisory Parels Emanﬂmnt Toalhit

Lessons Shared about Partnering
WL is & prooes, nal a lew poinls e - Partnering is ferative and en-gaing.
Budget, and budget upfrant - Maks partnering a part of averall ressarch and development plans.
Do, try, lzamn and try again - There is no parfect way o pariner.

Lessons Learned

CDS Connect Patient and Caregiver Partnering Panel

We -_a,_lrﬂ Lo insp
and |

What is patient and caregiver partnering?

Patient partnering patient engagement, and patient centered care differ, though they are related. The
literaturs on patient participatian in treatment and care (patient engagement/ patsent activation) is established
and growing.

The dynamic of partnering reflects inclusion and contribution ta deciston-making, not just at certam paints in
deves nrml.-nt but cantinupusly. We prapase aarinering dane early, citen, and throughcut the (05 develapment
lec results i tools, such as sharee patigntclimcian dectsion-making wsualizations anc apphcations, that
ulumalcly support providers n delivering evidence-based, patient-contered care.

Lessons Learned: One More Step

1. Partnering/co-preduction is not for the faint of heart, exhausted, insccure, or self-centeredly ambitious.
It"s woark, it's risky—but it is also rewarding. Partnering/Co-praduction rests on a Foundation of brust,
humility, respect for varled expertise, mutual coachving and mentorship, sali-confidence, and curiosity. It's not
ahout consultatian, participation, o engagement - wards used to descrie situations where the praject cantrols
the contributions made by these outside its boundaries.

2. & shift oocurs when newly partnering with patients and caregivers, Readiness for that change varies
widety. That variation impacts resuits. Administratees, researchers, developers, clinicians, often the up party
in an unequal relationship, are not hemoegenous, the same. They vary. Perhaos we can group these perceived
powerful into thase that have alreacy embraced partnering and sharng in decisian-making and thase who
haven't, Some have exlsting partrering perspective, know they have a problem to salve that requires expertise
they don't yet have access to, and appreciate the expertise of [ife literacy and lived experence, and seme
don't. Same have budgeted for engagement and partnership, have self-confidence, aren't threatened by
change, are prepared o change, Sore aren’L

The members of the public exist an a continuum as wall, Researchers and developers may benefit from
understanding the warlation among us, the public. We are not homogenous, the same. We have varied comiort
and understanding af cur Lived expenence, varied commanscation skills, varicd knawledge af medical terms and
systems. fome of us are more networked than athers, have more time to devote to adwocacy, more desire.
Siafihe e IFAMAPOTLALRAN L Svents of high-spesd internel aces, Some hive deperdent care respordibilities,
and scme don't, Some have nutzpah, self-confidence, curlosity, and some have less,

1. Ipwedatlng the diversity, the continuum, meeting people where they are, can overwhelm us, Dne size

does nat fit all, Assuming curiosity, discomfart with the current state, the time, some funding, and existing
trustful relationships, we can take many steps. By we, | mean any of us - researchers, clinicians, developers,
The punlic, furders, We could:

= Spend 15 minutes sach wesk journaling what works and what doesn't for any partnerships with other stakehalders
i1 your resesrrhy universe. Seli-mms viere you and yours bve on the covtinusme of partrership and co-producten
Self-examing satisfactions, ar not, with the implementation of your current findings. Share widely wherever you

et peers.

= Budget for engagement and partnering/eo-production early, | not dollars, pro-bon Lime, Tame & not free for
anyane,

* Bl on comrent rusting relationdigs with peors and stakehalders she have partnened, Find ispiration thee.

Eepariment with them.

«  Embrace failure. Rartnering/corproduction is mesy and fraught. 'we leamed more from what didn"t work than cid.
AT, try somathing #tie,

+ Spond at least 5% af your Hime wekh partners with mouths closed, ears apen. They keow stufd you don't.

+  Hone your abality to icentify questions and issues thet your current beam hasn't yet solved. Could people witn
different abilites, circumstances, conditions. expertise offer a door-opening perspective! Formulate questions they
could answer. Have cowrage,

= Homatter bow good you are in your bubble of expertie, professional or Lved experierce, sesk and accept coaching
At co-priduction, I e v Fad seimss s e wilh partmering! co-aredction buslges time for menteship.

To Explore

L

How might developers partner with patients and caregivers?

DS Connect Patient and Caregiver Partnering Panel

We aspire (o
ert

What is patient and caregiver partnering?

Fatient partnering, patient engagement, and patisnt-centered care differ, thaugh they are cowsin. The
literature on patient participatian in reatment and care (patient engagement /patient sctivation) i
established and growing.

The dynasic of partnering reflects inclusion and contribution te decisice-making, net just st cerain paints
in develapment, Ul contirususly, We propase partnering dare early, ol len, and threughaut the COS
cevelopment Hfecycle, results in tools, such as shared patient-clnician decision-making visualizations and
applications, that ultimately support providers in delivenng evidence-based, patient-centered care.

Thers is 4 rale far patient and caregivers in the 200,
develapmant of all levels ef artifact develepment. /y
When integrated within the sesearch snd

develapment beam, e patient and caregivers

can ask questions and provide persectives that keep
atforts focused on making impacts in patient Lives, |'
‘When included in user research, particpatory design |, A
or user testing activities, their ingut helgs cefing -
and refine the resulting prototypes and soltware

applications that are piloted and Implemented Into = —
aur health systems, —_—

What resources are available for partnering?

Qe of the challenges identified by cur panel memaers was knowing what resources were readily avaitable
when considering integrating patients and caregivers inta their offorts, Members identificd and shared a
wariety of resqurees including lecal, naticral, and gevernmental efforts and Loolkits, a3 well a3
professional and commercial entilies. Same of these recammended included:

Rare Patient Votce LLC + Patlent Family Advisory Matwark «  Soclety of Participatony Medicine
Sanwy Coop +  PCORI Ambassador Program +  CMG Person & Family
'WEGD Health = Local Patient Family Advisory Pancls Engagement Tackkit

Ideas and questions to explore
Qver the course of the four sessions of the panel, members shared related guestions and ideas on CDS
dewelopement and patient partnering. The comments below illustrate the breadth of the tople swerall
and the opporiuncties that remain to be explared.
Stardards and Interoperability Impact how pathents and caregivers needs are met with CD5.
The paticnt is the current 'silas® collide - palicy, clinical evidence, funding, standards and cost.
Build personas to #lustate the impact of income /insurance on clinical decision making
In the future, shawcase sxamples of successful partnering
What makes partnering different from user-centered design processes and methads?
How best to communicate risk to patients?
Hew can sacial determinants of health and for patient preferences be integrated into CDS?
Whesit teating or Enplementing an Srtiact, whal Mechanisms can be put in pace b ensure the patient,
caregiver aad clinicien feedback locps batck 1o development? How can we measure the feedback's
impact?
‘What statistics might most meaningfully measure the impact of a CO5 artilact? Should it be Tile
downloads Trom C06 Cormect, counts of locations of wse, or number of patients impacted?
D thesse partnering ressurces provide training to their patient sdvocates? |s there training available for
tha development teams about partnering?
desn\ru a start seveloping a long-term partnering ralationship? How do | reach out to frame our projects
n

~
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“One More Step” Campaign

Objective

® During this CDS Connect project year, gather lessons
learned from each point of the clinical decision N
support development lifecycle on how standards/ &{)éy
methods/best practices can better support / \
patient involvement

Artifact is improved for the Identifies need for a new CDS
CDS community to use tool (known as an artifact)

Lessons Learned from Patient Partnering Panel

. . . : i IME e In B CDS Connect lifecycle I
® Patlent partnerlng In theory IS We” accepted, but It colle)cltfeedback Chmcal(p)racticegwdelmes
isn’t happening in practice ol et prcics
® Itis necessary to ensure resources are widely known s g Qg s J
and accessible T ———

® Several levels of involvement can occur in
development and implementation of clinical
decision support



December WG Themes

® Identification of patient partners
» Reflecting diversity and characteristics of the population of interest
Recruiting of a larger pool of “citizen scientists”
Addressing the “digital divide”
Establishing common language in communicating the importance of and needs for partnering
Mentoring newer patient representatives

vvyyvyy

® Early and continued patient involvement
® COVID challenges and new virtual opportunities

® Important considerations
» Social norms
» Trust
» Sharing one's story early
» Individual needs or preferences



Dr. Amy Price — Stanford AIM Lab/BMJ Patient Editor

® Goal(s) of research: To mentor and to build bridges between clinicians, researchers, and patients to
co-produce research that improves healthcare

® Goals(s) as patient advocate: To mentor patient advocates and students in co-creating research
®* Desired impact: Open door for innovation and implementation

® Share your experience working with patients in development and/or implementation: Work from
where you are with what you have, it will make a difference. Work in transparency, respect and
empathy as they will create a climate for curiosity, innovation, and unexpected but welcome solutions.

® Lessons learned:

» Earlier involvement; better planning; role clarity; positive constructive feedback; adequate funding
and celebrating even the small wins; we all need to belong.

» Life is too short to live in the past—Ilearn from failure, it is an event not an identity, other
opportunities come like waves, if you miss one, catch the next one.



Danny van Leeuwen — Health Hats

® Goal(s) of research: Learn on the journey toward best health

®* Desired impact: Increase seats for people with lived experience at the tables of healthcare
governance, operations, design, learning

® Share your experience working with patients in development and/or implementation:
RN; clinical manager; QM leader, EMR implementation consultant; and Board of Governors
of PCORI

® Lessons learned:
» Partnering is not for the faint of heart.

Include caregivers.

>
» Meet people where they are.
» Experiment.

>

Build on existing, trusting relationships.



Perspectives on the Partnering Experience

®* Why is the complexity of partnership worth it?

What was your best experience being onboarded and mentored on a
new team?

How do you determine appropriate compensation for a patient
caregiver consultant? A patient caregiver consultant asks to be paid,
how is this managed? What have you seen happen?

®* How do we create and maintain respect in conflict?

®* What changes have you seen made in CDS as a result of patient-

® caregiver partnerships?
050
P
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DISCUSSION:
PRIORITIZE APPROACHES FOR ESTABLISHING
BEST PRACTICES FOR PATIENT INVOLVEMENT
IN CDS DEVELOPMENT

11



Approaches

® Finalize and disseminate Patient Partnering Panel content
» Create a new resource page or new FAQ entry on CDS Connect
» Include reference in Repository User Guide

® |Invite and share lessons learned from outside the WG

® Provide insights to other efforts or venues
(e.g., conference submissions/peer reviewed publications)

®
000
Sl
Work Group
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Patient Partnering Resources

® ldentification of toolkits and framework for partnering

® Organizations to recruiting patients and patient advocates from

® Work groups/discussion groups sharing partnering work and best practices

® Best practices for communicating with leadership on the value of patient partnering
® Tools and support for championing patient partnering within one’s organization

® Inclusion of patient partnering in funding calls (RFI/FOA/proposals)

® Financial support for patient partnering activities

® Best practices for communicating with patients and partners on CDS and research/development
process

® Identification of organizations that have excelled at partnering/panels

® * Examples of fjust in time” partnering developing into long-term partnerships
200
Work Group

Input 13



WHAT’S NEW WITH CDS CONNECT

Sam Carrillo and Julia Afeltra, MITRE

14



Updates and New Features

Authoring Tool

® Users must now agree to CDS Authoring Tool terms and conditions
»  Users will be asked to accept the terms and conditions upon first login

®  Preparation for migration to a new server environment
® Ongoing refactoring to improve maintainability and reusability

Repository

®  Drupal 9 security updates

® Upgraded memory on servers

®  Working to restore MeSH taxonomy browsing

® Creating alerting solutions when artifact author has requested review to notify CDS Connect admin team

®  User guide documentation development continues

¢  Coordinating with NORC on Clinical Decision Support Innovation Collaborative (CDSIC) site on development and deployment

Artifacts
® Ongoing review of new and updated artifacts contributed to the Repository

® Updated CDS Connect project artifacts IGs and CQL
» Reflect updated evidence in artifact sources
»  Align more closely with FHIR Clinical Guidelines CQL guidance
» NOTE: These changes are not yet published in the Repository

Link to CDS Connect: https://cds.ahrg.gov/cdsconnect 15



https://cds.ahrq.gov/cdsconnect

ANNOUNCEMENTS, OPEN DISCUSSION
AND CLOSE-OUT

Maria Michaels
Centers for Disease Control and Prevention
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