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1. Identify the limitations of traditional
advance care planning.

2. Distinguish informed consent from shared
decision-making.

3. Describe the advantages of patient
decision aids (PDAs) over traditional
informed consent.

4. State the importance of shared decision
making for advance care planning.

Objectives
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8:45 - 9:45

Break: 9:45 — 10:00

Cancer patients who watched the video were less likely to opt for CPR
e Pl Source: Volandes et al, Randomized Controlled Trial of a Video Decision Support Tool for
m TR Cordosmimonar Resssciation De:imnlMikiv"in Ahonced Cooper | s Gl

CONTROL GROUP (80 patients) VIDEO GROUP (70 patients)

These patients heard
their doctor read a verbal
narrative about CPR and
then watched a 3-min.
video containing the
same information

These patients heard
their doctor read a verbal
narrative about CPR
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Core

thesis

Powerful

Why use

more PDAS
In ACP



10/13/2018

Respecting C hoices® ;

PERSON-CENTERED CARE e . DYING IN AMERICA
presents z - Improving Quality and
National Share the o e Honoring Individual Preferences
Experience 2018 S ST s Nearshe Endof Life
Improving Person-Centered oo -~
Outcomes Through Collaboration

October 23-26, 2018

Airport
Bloomington, Minnesota, USA

ACP PDA now

obstacles
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Promise PDAS

of PDAs for ACP
DAY ACP
certification Obstacles

Breakout Sessions by Top

PACE Pre-Conference

This pre-conference workshop will bring together
staff from PACE

throughout the state for the purpose of:

+ Knowledge sharing in Advance Care Planning work

+ Education in Advance Care Planning

+ Stondardizing ACP Implementation

+ Bullding community and fun, fun, fun!

Ethics:

+ Competency, Capacity, and Caregiving; Oh My!

+ Just One Word: Simple Tooks for Healthcare
Professionais that Can and Will Positively
Impact Outcomes for Patients and Caregivers
Experiencing Health Challenges

+ Ethical Dilemmas in ACP

+ The Grey Areas of ACP: The Collision of Law Versus

Medicine

Disease-Specific/Chronically Iil

* 1" Matter: Influences of Integrating Advance Care
Planning for Those with Insistent lines:

+ Dementia, Withholding Food and Water, and
Omocmmg Bariers to VSED by Advance Directive

Mental Health Advance Directives

about Death

+ Michigan Physician Orders for Scope of Treatment
(MI-POST): New Form

+ Dying to talk about it...

Foith, Culture and Self-Care
Nl Miracles of ACP: How 3 g1
wand Spirtuality in the

ACP process
+ Care of the Arab/ Muslim Patient
+ Staying Fresh: Building Resiliency Into Your Proctice

Implementation
inthe,

»

. Bulqu e he Skilled Nursing
Home

+ ACP in the Community: The Experience of ACP
Programs on What it Takes to Engage Others

Post-Conference Workshop: Art & Design of Successful

ACP implementation
Thi op will walk attendees through

ACP Program specific to your individual setting. At the

end of the workshop, attendees will be able to:

+ Describe the current state and address regulatory
issues reloted to advance directives, treatment
decisions, standing orders and code status in
various healthcare work settings.

« Design dyads with identification of needed

for
ACP programs ond MI-POST

techniques, and conversation challenges of ACP in
vatious healthcare settings and communities.
Identify at least three tools and or templates thot
would be adaptable to ACP and MI-POST in
present work setting
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Not completed

Not found NOt

Not understood

completed

Not followed

Not i-actionable

% § 70%

Systematic review of 150 studies
(800,000 people 2011 to 2016 .
Health Aff 2017 36(7):1244 Older Americans

100 IQS%Mﬁ:Imceinmrval MUnderage65 WNG5-74 M 7584 M Aged 85 and over

NCHS Data Brief m No. 54 m January 2011 ] I I
80 b=

Discharged hospice
care patients’ i care patients®
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Even if

completed

76% of physicians
whose patients have
ADs do not know

they exist




Completed

#

Have

Not enough to
“write it down”

Must be available

’l\\mwmmmwm
MICHIGAN'S ADVANCE DIRECTIVE REGISTRY

Home
Welcome to the Peace of Mind Registry.

Someday, an iliness or injury may leave you unable to make
important health care decisions for yourseff. To prepare for that
possibility, you may want to write down your wishes in an
advance directive. An advance directive can help ensure your
wishes are honored in the future.

Preparing an advance directive is voluntary - no one requires

ke MYAcooum -
¥
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Fail to make &
distribute copies

Primary agent
e Attorney

Alternate agents
Clergy

Family members

PCP

Online registry

Only

1/3

advance
directives
used

Sen. Jim Marleau

AD or POLST registry

Sl !
!,,.

.,b'm'



®GLHC

2018 HIMSS Presentation Demonstrates

How Partnership with Health Information

Exchange Expands Access to Advance
Directives

Even if

completed
& found

\ o]

understood

10/13/2018
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triggering

condition

“Reasonable
expectation
of recovery”
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IINO
ventilator”

Ever? Vague

Even if temporary Ambiguous

Enough

THE FAILURE OF THE LIVING WILL

AAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAAA

TTTTTTTTTTTTTTTTTTTT

10
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e g

ot e s o e

o s 0 Arn Intem Med. 2007;147:51-57.

The

TRIAD Realistic

Interpretation of

research Advance

Directives

CmeEs s TRUDIE Cona e Testimonal Sfely

|

origna Help Ensune Prehospital Approprae i

— Contiutons Versus End-of-Lie Cae!
1]
TRIAD IIl: NATIONWIDE ASSESSMENT OF LIVING WILLS AND DO NOT Miaret, Feinando FACEP, FANEN Cammareta, Chrstopher D; Coone, ot . S, Juse, i DO
RESUSCITATE ORDERS
Teman, Sy A, PAD, D
G = o e o Joursl o Peen Sfet: Post Ao onetions: Jun 16, 2017
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e

Do Not Treat

TRIAD finds
patient safety
problems

10/13/2018

Advance directive

Whg§ s see;w this g

»

Also identifies

solutions

12



TRIAD VIII: Nationwide Multicenter Evaluation to Determine
Whether Patient Video Testimonials Can Safely Help Ensure
Appropriate Critical Versus End-of-Life Care

“adding a video

testimonial/message . . .

significant . . . achieving
interpretive consensus”

More

obstacles

10/13/2018

IDEO™ Resuscitation Card (v)RSS

Thaddeus M. Pope

Code Status: Full Code

Organ Donation: Yes DOB: 08/02/1969
Living Will: Yes, with Appointed Agent
HealthCare Agent: Linda Pope (310) (D
POLST: Not Indicated

Validated by _,_ el imediorm

[ETIHTAS | <—
HeallCareDirBGHYES Expires: 120872027

Even if

completed
found, and
understood

\[o]:

followed

Compliance vith Advance Direcives

Holl Femandez ynch .., M.  Nichele etes 1., & Nadia N,
Sauicki .0, 1. Be
Verion ofrecrd st puised: 28 Ny 206,

The Journal of Legal Medicine, 29:133-178

13
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Gbﬁ New iﬂm' k @imes . Doctors

. : Hospital
The Patints Were Saved. That's Why the August
Familes Are S, ~

Pacl Spen

THENEWOLD AGE  APRIL 10,2017

Allcea

‘ (Ga. 2016)

$1,000,000

(plus appeal to SCOGA)

obstacle

14
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Even if

completed, Not

found, . .
understood, i-actionable

and followed

“ EMS Must

cannot “translate”
follow ADs to orders

o™ HB 4170
- '\\ o (Pub. Act 154)

R

MI-POST

15



Immediately

actionable

obstacles

Working on
overcoming

these obstacles
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Recap

Not completed
Not found

Not understood
Not followed

Not i-actionable

16
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Comparatively

neglected

Not
informed

ey
P’ Know this guy?

Treatment not
clinically

indicated

17
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years carc
hlnﬁlx

Unwanted

medical Indicated

treatment

No patient
would want

18



Tx
Indicated

BUT

Clinically
Indicated

10/13/2018

Clinical basis

for treatment

Treatment not
preference

indicated

19



Reasonable

patient might

want this

Too little to
help patients
avoid this UMT
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But...

this patient
does not

Medical consent

Bad
Processes

20
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Delivery,» . ,,‘v’_i TR i _i:'.:.‘_? . I‘:v‘ >
i 5 ' PD PHOENIX ARIZ
B TeuE ’% 063 446540 .

Informed consent
not done with
patients

It is done “Consent the
to patients patient!”

21



Disclosure was
supposed to be a
means to the goal

of understanding

1972

Doctrine of
informed consent

® 77n -
< Back

Terms and Conditions

Today,
disclosure
is the goal

10/13/2018
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“lengthy
polsyllabic
discourse”

10/13/2018

2018

“lengthy
polsyllabic
discourse”

23



Stalled
50 years

Medical consent

Bad
Outcomes

Some patients

totally

uninformed
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Not only

bad processes

Health Care Costs in the Last Week of Life

Associati

Baohui Zhan,
Matthew E. Ni

I-ullg
with :d\.mc

Patient-physic ||d|ﬁul<s|n|\s4|hnul (|wl<hcs are as-
sociated with lower rates of intensive interventions

Metheds: Funded by the National Institute of Mental

Health and gy .
Cancerisa | gt ifflion
patients wi ! e

viewed at baseline and were followed up through death.
e unit and hospital stays. hospice
g procedures (eg, mechanical ven-
tilator use and rfihs@ation) received in the last week
of lile were it 2
applicd 1o 1 g in
sity score md

Reswlts: Of 603 participants, 188 (31.2%) reported EOL
discussions at bascline. After propensity score match-
ing, the remaining 415 patients did not differ in socio-

($177 ‘J for |uucm ho rg
265)
(35.
ions!

significant confounders, revealed that the mean (SE) ag-
gregate costs of care (in 2008 US dollars) were $1876

.nsmm“mrthu of death in the
son production moment correlation partial r=-017,

P=.006).
s a with advanced cancer who re-
noJll Mgunversations with physicians had
B 4 3 Ith care costs in their final week

of lile. Higher costs were associated with worse quality
of death.

Arch Intern Med. 2009;169(5):480-488

24
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Doctors reluctant to discuss end-of-life-care

On“Iv 132%'9"“

L“K TIME

u~d19eu

PERCEIVED THAT PATIENTS NOT READY TO TALK

heart

® Among the 52 % of medical personnel who said they felt hesitant mentioning end-of-ife-care
Sounos Atmtcan Mot AssOcstion QCOR 2012 - Abstract 357 - 5 Durdy - copyngnt Amesnn Madet ASsocston

Language Services In Hospitals,
1 3 Health Aff (Aug 2016)

- Q:Q _93 Ineffective

[ T
[Hj HH HH

"o B E°E disclosure

Whether

25
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EW ENGLAND JOURNAL of MEDICINE

I | 1000 audiotaped

Patients’ Expectations about Effects
of Chemotherapy for Advanced Cancer e n CO u nte rS

9%

JAMA 282(24):2313

The role of informed consent in patient

Not mea n|ngfu||y complaints: Reducing hidden health
system costs and improving patient
engagement through shared decision

conveyed aking

By Karen L. Posner, PhD,

Julie Severson, PhD, ID, and Introduction: Patient complaints about physicians are sirongly a:
O u n e rS O O Karen B. Demine, MD, MPH ciated with malpractice risk. Physicians at high risk for lawsuits

-ﬁ JOURNAL OF HEALTHCARE HISK MANAGEMENT » VOLUME 35, NUVBER 2

“potential risk
of harm . ..

included”

26
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“but . .. “Risk of

not clearly dental injury
understood” ... disclosed”

“not appreciate
implications . . .
appearance . . . .. . disclosed”

(front teeth). . .”

“Nerve injury

o
not understand Who’s been out
. manifest as
pain or weakness
in an extremity”

to dinner in past
few weeks?

27



Too much
Too fast
Too complex

Also in

ADVANCE DIRECTIVES:
COUNSELING GUIDE
FOR LAWYERS

Funded by: = g i

Also in

10/13/2018

medicine

ACP

Older Adults More Likelyto Discuss
Advance Care Plans With an
Attorney Than With a Physician

Mercedes Bem-Klug, P
and Efaeth A, Byram, HSW

Cerntolegy  Gerare e
Volme ;1

€ The Auor 2017
Wi
sprbonounasPemisnssar
DO I ITS33TAITHA T8

funissggbonhnegn

BSHGE

28



Attorney 38%
Physician 23%

Less sure
about

goals of care

H==N iRIN i

Physician Orders for Scope of Treatment (POST)
Executive Summary

Completion of a POST form
requires shared decision
making between the health

care professional . .. and the
patient, or . . . representative.

10/13/2018

Naming agent
Attorney

Physician

POLST

Problems

HHN ER\N i

Physician Orders for Scope of Treatment (POST)
Executive Summary

“must be a discussion of
... diagnosis and
prognosis . . . available

treatment options”

29
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2 worrying

reports

(summer 2018)

Architects

& leaders

Health Affairs “health plans . ..

measure the
frequency of
POLST form

Counting POLST Form Completion Can Hinder
Quality

Susan W.Tollg, Joan M. Teno

completion”

JULY 19,2018 DAL 10.1377/blog20180709.244065

30
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aaaaaaaaaa

Palliative Care Eligibility, Symptom Burden, and ”few pat i e ntS O r

Quality-of-Life Ratings in Nursing Home
Residents

B their family

members recalled
being counselled
on...POLST”

completion

Bifocal

urnal of the ABA Comur on Law and Aging

By Charlie Sabatino

Signing a POLST Providing
form without incentives for
meaningful completing more

discussion POLST forms.

31
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MORE IS

-,,‘-,‘l-‘.*..g.f.;,:.l-,",:,', o~
i A R ——
':. ) N q
| ® | (&
{

ALWAYS
BETTER

Recap

ACP suffers ACP benefit

same patient
same

understanding

problems solutions

Patient
decision
aids

Solution

Problems

32



Evidence based
educational
tools

Before
encounter

10/13/2018

What are
PDAs?

33
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During
encounter

Present options
clearly
graphically

Al CUISINE .

sourp
L4 Tom Yum
Chicken or Vegetable 112,95 1) 4.95
Seafood or Shrimp . 16,95
Dot & sour 80up With pepper e ke

mushvoom . onen, lemangrass.
2. % Tom Kar
Chicken or Vegetable 1295 ) 4.95
Seafood or Shrimp 3,95 . 695
Thai hot & sour soup n coconat mik, ime juice
Jomongrass, mushroom. onion & pepper

APPETIZER
3. Thai Spring Roll &) 4.95
Criapy Siamese apring (ol with vegetatie fing,
B6rved With UnUe sweel sour PG saUCe
4. Satay Chicken w 6.95
Grived chichen skawered fillets accompanied by

CURRY ENTREES —
Traditional That curry each one
Unique each ane can be ardered mid, medium or hot
Shrimp or Beef $11.95
Chicken, Vegetable or Tofu $9.95
11,1 Green Curry
Grewn chiv paste in cooonut mi pepper. besil and eggpiant
12,1 Red Curry
Red cunry paste in coconut milk, pepper. bask. and egapiant

Massaman Beef

13,1 Panange Curry
Panange curry peste in coconut m, s¥ing beans,
basi, popper

14,1 Yellow Curry
Votow curry paste in caconut mik, potatoes and anon

15,1 Massamen Curry

coconut mik, potatoas and

and onion in vinakyette dresaing
5. Duck Salad 9.95
Rowst duck in Tha) saled sauce (pineapple,
roct onion, scaiion, green peppe)
6. Beef Salad 9.95
Gried boef. 1 0nkon, 1maloes, CUCUMbN,
1ima jukce and apecial Thai sauce

STIR FRIED

Traditional diahed, seasoned and herb dreased

onion & peanuts
Q rry
NOODLES Green Curry
The most famous dish in Thadend
Sheimp or Beel $9.95 / Chicken or Vegetables $8.95
16,1 Pad Thai
ot 5 oo oo omm e o]
e

Tiger Tear Salad

7

Classic Pad Thai

Basil Stir Fried

=
Py iy
o
Red Curry

34
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Robust evidence

shows PDAs are

highly effective

30,000 patients

50 conditions

35



THE COCHRANE
COLLABORATION®

More accurate

expectations

More value
congruent
choice

10/13/2018

Improved

knowledge

Lower
decisional
conflict

(less uncertainty)

Great
evidence

36
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OHED -

Hospice Goals of Care Advarce Drectves Caregivers

Advanced Heart Failure Advanced Dement Advanced Disease Advanced Renal
Disease

Advanced Lung Advanced Lives Disease
Disease

Too few clinicians use PDAs

National Strategies
for Implementing
Shared Decision Making

=

| Bertelsmannstiftung:

37



Australia
Canada

Denmark
Germany

Netherlands

10/13/2018

“More work has
been done on SDM
in the US than in
any other country.”

“not incorporated
into mainstream

care”

Move PDAs

from research

to practice

38
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From lab

to clinic

2 A . -~ ‘\ \
, 1\
| K ‘ 1 ]
| _
Other
insurers

CENTERS FOR MEDICARE & MEDICAID SERVICES Medicare

PDA use =

“condition

for payment”

39
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Medicare only pays

“medically
hnecessary”

“Medically Unwanted

necessity” not
purely clinical

determination Not med. necc.

Require PDA as COP

3 examples

40
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Screening for Lung
Cancer with Low
Dose Computed
Tomography

Chest CTs'- ol

“must receive

... SDM visit”

41



“include . ..

one or more

decision aids”

1 Lung Cancer Sreening
Right forMe’

A decisonad for people onsidring ung cancer
il nd oy

i B

10/13/2018

NATIONAL
CANCER

NIH

UNIVERSITY OF

INSTITUTE
MICHIGAN

pomy "',,
III’/’//’///%

CENTERs For Disease Memorial Sloan Kettering
Cancer Center..

CONTROL AND PREVENTION

WHAT IS IMPORTANT TO YOU WHEN DECIDING ABOUT SCREENING FOR LUNG CANCER?
There are many things to think about when deciding whether lung cancer screening i right for you. Belowis a
listof questions that may help you decide.

Favors Screening Favors No Screening

0O 0 0 0 O

Finding lung cancereary when t ey be more easily eted?

Having a fale lam? O O O O O
Havingother tests f you havea psiiesceening et O 0 O O 0
Beingexposed o raaton from ung ancer sering? O O 0O 0 0
Being treated fo|ung cance that never would have haamed you? O 0O O 0O O
Being haamed by th teatments you recetvefo lung cancer? O O O O O

42



Implantable

Cardioverter

Defibrillators

Before

implantation

“evidence-based

decision tool ”

10/13/2018

Delivers electric
shock to restore

normal heartbeat

“formal SDM
encounter
must occur”

43
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Percutaneous Left

Atrial Appendage

Closure Therapy

”’LAA = source for
blood clots that
can cause strokes

Y == ' R s
o 500,
e =Warfarin NA (Coumadin) = St
S i= . . —
O Sa== Thin blood with —
O 0 mm . =
z o= anticoagulant —
0 =— . o —
Z =g medication —s
£ E ;g Mig. By Bisto-Vyers Sauibb Company ¢ =g
a N —t! Garden City, NY gy —
+ :g Repackaged by Aptens Phama a3 j—
0 =z | Cookevwlle:mmﬁ RX Only =2
; Warfarin NA (Coumadin) 2mg 90 Tablets

44



Before

implantation

evidence-based

decision tool”

10/13/2018

“formal SDM

interaction”

No intubation

Verbal Video
53% 80%

Circulation 134:52

45



Adv. dementia comfort care

Verbal Video
50% 89%

Deep 2010

“formal SDM

interaction”

10/13/2018

Adv. cancer comfort care

Verbal Video

22% 91%

El-Jawahri 2010

CMS

CENTERS FOR MEDICARE & MEDICAID SERVICES

evidence-based

decision tool”

46



Medicaid will
cover advance

care planning

“Advance care

planning shall
consist...SDM .
. . decision aids”

10/13/2018

SENATE, No. 1891

STATE OF NEW JERSEY
218th LEGISLATURE

INTRODUCED FEBRUARY 15. 2018

Sponsored by:
Senator TROY SINGLETON
District 7 (Burlington)

BUT

Link ACP
reimbursement
to PDA use?

47
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PDAs widely
varying
quality

ACP PDA too

Annals of Internal Medicine

Cannot
attach legal

Review

Decision Aids for Advance Care Planning: An Overview of the State of
the Science

Mary Butler, PhD, MBA; Edward Ratner, MD; Ellen McCreedy, MPH; Nathan Shippee, PhD; and Robert L. Kane, MD

consequences

Assure PDA Certification

quality

48
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Accurate
Up to date
No bias, COI

Understandable

No national

certification

Contract with an
entity to “synthesize
evidence” and
establish “consensus
based standards”

49



sy Watty fiper
‘with new art by

1. Describe the health condition or problem
2 state the decision und

3. dentify the eligible or target audience

4. Describe the options available for the decision, including
non-treatment

Final Set of Certification Criteria

10/13/2018

14 Ibe what the test is d

15. Describe next steps taken if test detects a
condition/problem

16. Describe next steps if no condition/problem detected
17. detection that

5. Describe the positive features of each option (benefits) | caused problems if the screen was not done
6. Describe the negative features of each option (harms, | 18. Include ian about chances of true positive result
ildu effects, disadvantages) 19.nclude nformation about chances of false posiive result
larify their values for of options | 20. I about chances of true negative result
bva) consider or vhich and | 21. Include about chances of false negative result
negative reammmmrmmmﬂmmnfmh] Does the Patient Decision Ald and/or the accompanying
describing each option ta help th

physical, social (e.g. impact on personal, hmM ur\uark
life), and/or psychological effects
8. Make It possible to compare features of available options
9. Show positive and negative features of options with
balanced detail

10. Provide about the for

application for certification) adequately:
* Disclose and describe actual or potential financial or
prafessional conflicts of interest?

« Fully describe the efforts used to eliminate bias in the
decision aid content and presentation?

11. Report whether authors or their affiliates stand to gain
or lose by choices patients make using the PDA

12. Include authors/developers’ credentials or
qualifications

13. Provide date of most recent revision (or production)

D develope | are free from
listed disqualifications in Attachment A?
* Demonstrate that the Patient Decision Aid has been
developed and updated (if applicable) using high quality
e\ddenmina svitgm!ll: and unbiased flshhn?

the id with

loper
mﬂems and incorporated these learnings into mmoi‘.“

- Certification Process

Visual Framework for Process to Certify Decision Aids

@
RS !

\ 'ﬂnmm’-ﬁ) e %?&

| efoamatios bom Y hessome
Dewsoper

[

In use

BB seomibiiiomadion
[ Er—
W smonrma

[ ceretonr

P —

Joint
replacement
& spine
(2017)

50



Advanced cancer

Advanced disease

Advanced heart failure
Advanced liver disease
Advanced lung disease
Closer look for people with a
serious illness

Hospice (3)

Advanced cancer
Skilled nursing facility
Introduction

10/13/2018

Goals of care (5)

Advanced cancer
Advanced disease
Advanced heart failure
Advanced lung disease
Family meetings in the ICU

Other

Dialysis for patients 75+
Long-term tube feeding

Help with breathing

Medical care for serious illness
Advanced lung cancer patient

51



Other
vetted
ACP PDAs

Medicare does
not yet require

PDA ACP yet

Look at the
WA PDAs

Conclusion

10/13/2018
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." Healthier
WASHINGTON

Patient Decision Aid Certification Criteria
Does the patient decision aid adequately:

Intemational Patient Decision Aid Standards (IPDAS)

Collaboration

Thaddeus Mason Pope, JD, PhD

Director, Health Law Institute

Mitchell Hamline School of Law

875 Summit Avenue

Saint Paul, Minnesota 55105

T 651-695-7661

C 310-270-3618

E Thaddeus.Pope@mitchellhamline.edu
W www.thaddeuspope.com

B medicalfutility.blogspot.com

Medical Futility Blog

Since 2007, | have been blogging, almost daily, to
medicalfutility.blogspot.com. This blog focuses
on reporting and discussing legislative, judicial,
regulatory, medical, and other developments
concerning end-of-life medical treatment
conflicts. The blog has received over 3 million
direct visits. Plus, it is redistributed through
WestlawNext, Bioethics.net, and others.

10/13/2018

F‘HF

Ihmm l"rw
4} Patient Decision Aids

P Desn A
R Ato Z Inventory of Decision Aids
Forany decsion
Deveitped 1 Ot

Search alldecision aids:
Ot KT Tods ™

Materials from the
cases discussed in
this presentation
are available at

http://thaddeuspope.com
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