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“Why me? I’m a critical care
anesthesiologist and palliative
care physician and
researcher...”

Stanford University
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“But you are an expert in
patient-centered outcomes
research (PCOR) and we want
to know more about PCOR!”

Krish Ramachandran, MD
Beth Isreal Deconess Medical Center Stanford University

Objectives
= Define patient-centered outcomes research (PCOR)

= Empower you to consider incorporating PCOR through
examples from my own research portfolio

Stanford University
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What is patient-centered outcomes research?

Stanford University

| t
(@f




10/16/19

What is the Patient-Centered Outcomes Research Institute?

* Founded in 2010 through the Patient Protection and Affordable
Care Act

» Goal to promote comparative effectiveness research to:

“Assist patients, clinicians, purchasers, and policy-makers in
making informed health decisions by advancing the quality and
relevance of evidence concerning the manner in which diseases,
disorders, and other health conditions can effectively and
appropriately be prevented, diagnosed, treated, monitored, and
managed through research and evidence synthesis.”

Selby JV, Beal AC, Frank L. JAMA 2012
Stanford University

What is patient-centered outcomes research?

* Research centered on decisions and
! 9 outcomes important to patients and
n family members
n

« Trans-disciplinary teams are essential

'{ » Diverse stakeholders (including
patients and family members) are

l integrated into the team throughout all
stages of research

Selby JV, Beal AC, Frank L. JAMA 2012

Krumholz HM, Selby JV. Ann Intern Med 2012

Fleurence R et al. Health Affairs 2013

Frank L, Basch E, Selby JV. JAMA 2014 Stanford University
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Loei Frank, PhD
Patiert Centered
Outoomes Research
Irastitute. Washington,
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Ethan Basch. MD
Uneberger
Compredensive Canoer
Certter, Unsversity of
North Caroiing,
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The PCORI Perspective on Patient-Centered

Outcomes Research

The Patient-Centered Outcomes Research Institute
{PCORI) was established as part of the US Patient
Protection and Affordable Care Act of 2010 to fund pa-
tent-centered comparative clinical effectiveness re-
search, extending the concept of patient-centered
ness from health care delivery 10 health cave research
In the United States, patiem-centered outcomes re-
search is new and not defined in the legislation, and the
rationale ks unclear to many. in this Viewpoint, we
address 2 related questions: What does patient-
centeredness in research mean? Wiy conduct patient-
centered outcomes research?

The essence of the PCORI definition of patient.
centered outcomes research is the evaluation of ques-
tions and cutcomes meaningful and important to pa-
tients and caregivers. The definition rests on the xdom
that patients have unique perspectives that can change
and improve the pursuit of dinical questions.

Relevant to both the definttion and rationale is the
hypothesis that including the perspectives of end users
of the research, which include patients, physicians, and
athar hoalth ¢ e @akaholdace will mnhance the ral.

Frank L, Basch E, Selby JV. JAMA 2014

of patients in research & imited but evolving and shows
both positive and negative effects. Beneficial cut
comes of engagement include improved relevance of
study results 1o patients.” improved research recruit-
ment and retention rates.* and improved content and
constrct validity of measures. * Negative conse-
quences include added financial and staff resources
needed to establish and mantain engagement and a
sense of work burden among patient particpants ¢
PCORI intends to contribute to this evidence through
evakiation of the effects—whether positive, negative. or
neutral—of engaged modeds of research.

Wiy can researchers ce chnicians alone not pro
vide the patient perspective? Experiences and training
determine a person's worldview.” and patient-
centeredness is at its heart a question of including the
worldview of patients. Because of their training and
otientation, researchers and clinicians can be at a dis-
advantage for representing the patient perspective
Patients~individuals whose worldview about health is

centered onthe expenence of health care—may more ac
erextmlu and e shandusbe e Antiies the nstient ree.

Stanford University

How do you do PCOR?
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What is palliative care?

» Specialized medical care

* For patients with serious illness and their family members
* Goal is to improve quality of life

* Appropriate at any age and at any stage of serious illness

» Can be provided together with curative illness

Center to Advance Palliative Care. http://www.capc.org/

Kelley AS & Morrison RS. NEJM 2015. Stanford University

What is palliative care?

* Aggressive symptom management

Patient &
Family

* Psychosocial * Expert &
support of compassionate
family communication
Center to Advance Palliative Care. http://www.capc.org/
Kelley AS & Morrison RS. NEJM 2015. Stanford University
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Our task from the Patient-Centered
Outcomes Research Institute (PCORI):

« To develop and test a patient and family-
centered advance care planning instrument for
patients and families preparing for major
pancreatic cancer surgery.

« Team of patients, family members, surgeons,
SICU intensivists and nurses, anesthesiologists,
palliative care providers, and health care quality
experts.

« $2.15 million contract: July 2013 — Nov 2017

Stanford University
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Stanford University
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An Environmental Scan of Advance
Care Planning Decision Aids for Patients
Undergoing Major Surgery: A Study

Protocol

Rebecca A. Aslakson, Anne
L. R. Schuster, Judith Miller, Matthew
Weiss, Angelo E. Volandes & John

F. P. Bridges

The Patient - Patient-Centered
Research

Outcomes
ISSN 1178-1653

Patient

DOI 10.1007/540271-014-0046-3

The Patient

ford University

Conceptual Approach

[ Environmental scan — data sources and perspectives ]
Written Verbal
data sources data sources
4 N
Professional 1. Systematic 3. Key informant
perspective review interviews
- J
4 N
Lay 2. Grey literature 4. Patient & family
perspective review engagement
. J

Aslakson et al, The Patient 2014

Stanford University
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T —
Promoting perioperative advance care

planning: a systematic review of advance .\ ¢comoarative

care planning decision aids Effectiveness Research
This systemats review identifes possibie decsion ads That promote pernoperative Rebecca A Aslakson®’,
advence care planning (ACP) and synthevzes the avelable eviderce regarding theit Anne LR Schuiter’, Jeviics
wie. Liing PubMed, EMEASE Cochrane, SCOMUS, Web of Science, CINAML, PypoNFO Readon’, Thomas Lynch’,

Cataling Suares-Cuerve
Judith A Miler*, Rty
Moldovan', Faisn Jobnston'

Blav Anton’. Matthew Wess"'
populations, studes evaluated a variety of ACP dedsion alds. None were evaluated & sohn FP Bridges

and Socologica Abstracts, researchers identsdied and wreened articles for elgiblity
Data were abstracted and risk of Bias assessed for indiuded articles. Thirtymine of 53127
artithes satafied the ohgitality criterta. Primanly completed in outpatien! ambulatory

N a perioperative popuiation Fdity unigee outcomes were reported with no head
10-head compariions condutted. Findings e likely generalizable 10 & perioper stirve
population and can inform development of a pericperative ACP detision ad. Future
studies should compare the effectiveren of ACP decivon aids

Keywords . .
. .

Aslakson et al, J Comparative Eff Research 2015 Stanford University

Websites

*  American Cancer Society * The International Patient Decision Aids
Standards

) * National Quality Forum
* The American Academy of * Family Caregiver Alliance,

Hospice and Palliative Gerontological Society of America

* American Geriatrics Society

Medicine «  Medline Plus (NTH)
¢ The Center to Advance + National Cancer Institute
Palliative Care * American Association of Retired Persons
¢ The National Palliative Care  * National Hospice and Palliative Care
Research Center Organization

« National Institute of Health- * Heart Failure Society of America
National Institute for Aging ~ * Agency for Healthcare Research and

* The Coalition to Transform Quality ..
Advanced Care Mayo Cl.l ne .
) * Pancreatic Cancer Action Network
*  The Informed Medical *  American Society of Clinical Oncology
Decisions Foundation
* The Center for Shared Decision

Making
Stanford University
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Grey Literature search

Newspaper articles

= >400 articles, didn’t yield much

Ongoing studies

» Found many of the researchers from the systematic
review

PhD dissertations and abstracts
= Unpublished — not much of interest

YouTube — “advance care planning”
= LOTS!

Stanford University

Schuster et ol SMC Poliotive Care 2014, 13:32

httpd/ ww.blomedcentral com1472-684X01 W32 BMC
Palliative Care

RESEARCH ARTICLE Open Access

Creating an advance-care-planning decision aid
for high-risk surgery: a qualitative study

Anne LR Schuster’, Rebecca A Aslaksen’ and John FP Bridges x

Stanford University
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Stakeholder Summit — Findings

Content
= Vignettes — real stories

» Less “death/dying” more about “how you want
to live”

= Specific to surgical population

Style

= Upbeat

= Involving younger and older subjects
= Involving multiple ethnicities

Stanford University

Downicaded fom Mtp Vspoare bmy.comy' on July 30, 2015 - Publshed by group bimf.com

Why don’t end-of-life conversations
go viral? A review of videos
on YouTube

Imogen A Mitchell,"? Anne L R Schuster,” Thomas Lynch,?
Katherine Clegg Smith,* John F P Bridges,” Rebecca A Aslakson’

Mitchell 1A, et al. BMJ Supportive & Palliative Care 2015;,0:1-8. doi:10.1136/bmjspcare-2014-000805

Stanford University
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Systematic Review of YouTube
“advance care planning”

Videos dentified through
° YouTube searching

Addibonal wdeos identiied
through snowbaling

(n=23,100) n
|

10

Videos screened for ebgbility

(n=213)

Videos excluded because had fewer
than 150 wews
(n=22897)

Videos that met
chgbaty cntena
(n=42)

Videos excluded, with reasons
{n=171)

Dup
Targets health care prowders (n= 21)
Irrelovant contert (n = 71)
Too long (n = 64)
Not in Enghsh (n = 1)

Mitchell et al., BMJ Supportive & Palliative Care 2015

Stanford University

Developing the video — conceptual model

Basic Design Phase

1. Environmental
Scan

Vv

2. Content
Synthesis

4

3. Prototype
Production

4

K0)
=

Revisions

4. Evaluation

Y4

Approve storyboard

Pornose Stakeholder Media
P Involvement | Development
Gather and analyze pre- Discuss merits and Determine scope
existing ACP instruments of all drawbacks of ACP of and gaps in
media types. instruments. available content.
Y Participate in
Determine compmeation Stakeholder Summitto  Generate video
goals and content of R
discuss and identify concepts.
new ACP video.
relevant video content.
Tnns':::om;::o:':;" ents Contribute to and Develop ACP video
ACP Vi d'e):’ designand critique ACP video script and
storyline. script and storyboards. storyboards.
Evaluate provisional ACP Pamc_upate ¥ Revisions,
video design and storyline, evaliation of the if applicable
2 : storyboards. PP
Determine whether revisions
are necessary or if movingto  Participate directly in Revisions,
the video production stage is final decision. if applicable

appropriate.

Aslakson et al, J Pall Med 2018

Isenberg SR et al, BMJ Pall Supp Care 2018

Stanford University

14



10/16/19

Scene 3: The Pre-Operative Waiting Area

Scene 8: Having a Conversation with
Family and Friends

et )

Family member: | couldn’t have known what to expect. Oh nwy goodn

precpecative ared had 10 much activity, like 3 medical Grand Central §

and nurses going this way and that and us not sure of who would comi  Narrator; Anytime you have surgery, there will be times when you are under

There was a nurse from the preoperative arca, a person to start my hu  anesthesia or are too sick to be able to communicate. For many, those times are

anesthesia doctor, and the nurse from the OR. brief and are limited to the time when you are having the actual surgery.
However, for some, those times can Last days 10 even weeks, We cannot predict
exactly who will or will not get very sick after major surgery.

SCRPT

Aslakson et al, J Pall Med 2018 ooy inpoograbetiot s okl el
Isenberg SR et al, BMJ Pall Supp Care 2018 Scliont focyouysu semos apeek for youaen: —venr-e-— University

0 )
B e x e eeswrraimea, n Wt 2 -

= g~ .
: N AW e &

Stanford University
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“Phase I trial” - Maryland State Fair
August 22-Sept 1, 2014

Storyboards (“Phase I”’) study...

Tabke 1. D grap of particip who reviewed the storyboards

Comdon Lavel with Storytoand Helohaneas of Sicryboand Linedhood of Recommendng he Saorytoard
™ ™

* Comforutio-ery Corvoristie * Heghid- ey Molphs * Rocormmend Defirdety SMecommend

* Mo Opeson * Mo Opeson * No Openon

* Uncomioratie Very Urcomdoristie * Unhaphs-vary Urbeiphs * Not Mocormmend-Defediety Mot Mecomeend
Migh school graduate sn
Some cobege B4 (29)
Colege gracuam .e2n
Some gracuate school 19(5)
Geaduate school graduate 72 (20)

Aslakson et al. J Palliat Med 2018 Stanford University
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Patient Preference and Adherence Dove

: ORIGINAL RESEARCH
A patient and community-centered approach
selecting endpoints for a randomized trial of a
novel advance care planning tool

o b o O g (e Preee e
Pre Pt v s ok A S v

Joha FP Bridges Background Dowpes & o best pracces oe &0
Nerah L Crossnohere’ W gader and rrlne e Bmited. Advanced care
Anne L Schuster placsing (ACT) & ink froee paticnt prcerzation
Judith A Miller’ endpomas for AT eiased wols

Carolyn Pamtorini'! OUpacuive: Thas ivveslighinm snaghl 1o [(ua Loe puatandd comtornd eradjuents fu P (oo and

evabustion of s ACT video bring deve

Rebeccs A Adlakson**!

sougtt % haghight an spproack cemg
Gin v P suen aied e tevenn e

puttiabod cra ommcnial
meveganoe refooment by o

and sahdaceon by pacencs i fam

where moméxen of the pubi = b

vod ooe bad undorprae sugor serpery priortund Bor sxst stheves

ot S0 ALY endponts ientfied foes B tevies | endpotrs were schocied fur

P Srernaston. Al e v Tt V4V exd s whanls penweuod e eadaets Bhe brgde rasheg

of which was buving & measmagful comvermton with a phrywclas befoew sargery (STH)
Condhusbon Lnng hewaw f rgagrewed pnl e ~ wded B
VT — b omipnaris - et e e ol

1oved Fasarwork Ao arfyng B & flormtaal corembucons of = rewana
by (Nt Dt coesert e ¢ simien of B AUT vl

Keyrmeedu pusens peefimre. palnd partiinpunan, commmmansy pariwguiom, et 3 1 ford University

The video

» Collaboration with Angelo Volandes

* Filmed 16 interviews with patients, family
members, surgeons, surgical nurses, and
anesthesia providers

* Interviews reviewed at stakeholder summit

« Broadened inclusion criteria to any type of
major cancer surgery

« Editing took ten months
* 14 different version of video
+ Reviewed by 70 different stakeholders

Stanford University

Isenberg SR et al, BMJ Pall Supp Care 2018

17



10/16/19

JOURNAL OF PALUATIVE MEDICINE
Volume 22, Number 7. 2019

© Mary Ann Liobedt, b,

DO 10, 108 pm 20180200

Integrating Advance Care Planning Videos
into Surgical Oncologic Care:
A Randomized Clinical Trial

Robocca A. Aslakson, MD, PhD,"? Sarina R, Isenberg, MA, PnD;**

Norah L. Crossnohere, MHS® Alison M. Conca-Cheng, BS® Madeleine Moore, BS®
Akshay Bhamidipati,” Silvia Mora, BS® Judith Miler, AID, CDT, LEED, AP"
Sarabdeep Singh, PhD” Sandka M. Swoboda, RN, MS” Tmothy M, Pawiik, MD, MPH, PhD"
Matthew Weiss, MD, Angelo Volandes, MPH, MD” Thomas J. Smith, MD,
John F.P. Bridges. MEc, PhD® and Debra L. Roter, MPH, DrPH®

Abstract

Background: Preoperative advance care planning (ACP) may benefit patients undergoing major surgery.
Objective: To evaluate feasibility, safety, and carly effectiveness of video-based ACP in a surgical population.
Design: Randomized controlled trial with two study arms,

Setting: Single, academic, inner-city tertiary care hospital,

Subjects: Patients undergoing major cancer surgery were recruited from nine surgical clinics. Of 106 con-
secutive potential participants, 103 were eligible and 92 enrolled,

Interventions: In the intervention amn, paticnts viewed an ACP video developed by patients, surgeoas, palliative
care clinicians, and other stakehokders. In the control anm, patients viewed an informational video about the
hospital’s surgical program,

Measurements; Pamary Outcomes—ACP content and pati ! in paticnt-sung ¥

© tion. Secondary paticnt Hospital Anxicty and Depression Scale (HADS) score; paticnt
goals of care; patient and surgeon satisfaction; video helpfulpess: and medical decision maker designation.
Results: Ninety Awo patients (target enrollment: 90) were enrolled. The ACP video was successfully integrated
with no harm noted. Patient-centeredness was unchanged (incidence rate ratio [IRR]=1.06, idence interval
[0.87-1.3], p=0,545), although there were more ACP discussions in the intervention arm (23% intervention vs.
10% control, p=0.18). While slightly underpowered, study results did not signal that further enrollment would
have yielded statistical significance. There were no differences in secondary outcomes other than the inter-
vention video was more helpful (p=0.007).

Conclusions: The ACP video was successfully integrated into surgical care without ham and was thought 1o be
helpful, although video content did not significantly change the ACP content of patient-surgeon communica-
tion. Future studies could increase the ACP dose through modifying video content andlor who presents ACP.
Trial Registration: clinicaltrials.gov Identificr NCT02489799.

stanford University

Keywords: advance care pla + palliz care; pati hysician ication; care

Stanford University
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TIME FLIES

WHEN *®

YOU'RE

HAVINC
FUN

Stanford University
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Conclusions

» PCOR involves:
» Intense engagement with all stakeholders
» Transdisciplinary research teams

» Balancing diverse voices with different priorities and
perspectives

» PCOR enables:
» Novel approaches to complicated clinical scenarios

» Interventions with “baked in” patient and stakeholder
priorities and perspectives

Stanford University

Any ?’s:
Rebecca Aslakson, MD PhD
aslakson@stanford.edu

Stanford University
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