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91 years old

pneumonia

sepsis

acute renal failure

on admission, family

took in her AD

gave it to H staff

“no heroic 
measures”

“no CPR”

but intubated 

ventilator
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feeding tube 

blood transfusions

bronchoscopy

tracheostomy
20

clinicians advance 

directive

A B

May 2017

Ga Supreme Court

“clear objective of the 
Act is to ensure that ... 
the will of the patient … 
not the will of the health 
care provider … controls”

but

19 20 21

22 23 24

25 26 27
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compliance is 

mandatory

Ga. Stat. Ann.  

§ 31-32-8

“decision made by     

… agent … shall be 

complied with”

“hospital shall ... 

ensure ... advance 

directives honored”

Rule 111-8-40-.10

28 29 30

31 32 33

34 35 36
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May 2017

why?
advance directives

matter why?
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40 41 42
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value 
concordant 
healthcare

patients get 

treatment  

they want
also

patients do not

get treatment 

they don’t want

too little 

= harm

too much

= harm

how much is 

too much is 

value laden

preference

sensitive 

decision

46 47 48

49 50 51

52 53 54
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benefits

burdens 2
types of 
value 
discordant 
healthcare 

over-treatment

under-treatment

happens to patients 

with decision-

making capacity

happens

more incapacitated 
patients

to

cannot tell us 

what they want 

and do not want

key tool to mitigate 

value discordant 

treatment for 

incapacitated patients

55 56 57
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who here?

follow-up  

question

agent have copy?

roadmap 3

role of ADs
problems & 

challenges
solutions      

& fixes

64 65 66

67 68 69

70 71 72
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capacity what is  

“capacity” 3

able to understand

significant benefits,      

risks & alternatives to 

proposed health care 

able to make

a decision

able to 
communicate
a decision

patient has capacity to 
make decision at hand

patient decides herself

all patients 
presumed to 
have capacity

no need to 

prove capacity

73 74 75

76 77 78

79 80 81
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must prove 

incapacity

sometimes 

obvious advanced 
dementia

PVS

often 

unclear so,

88

assess capacity

carefully 3
1

82 83 84

85 86 87

88 89 90
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91

not all or 

nothing

patient might have 

capacity to make some

decisions but not others

patient may lack 

capacity for 

complex decisions 

still capacity for 

simpler decisions 
choose 
dinner

still capacity to 

appoint agent

2 may fluctuate

over time

capacity in

morning

not afternoon 

91 92 93

94 95 96

97 98 99
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so…

3

104

even if really 

lacks capacity
105

reversible

106

restore capacity 

if possible

108

we prefer to hear 
from patient

herself

100 101 102

103 104 105

106 107 108
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supported 

decision 

making
110

supported DM

substitute DM

patient still 

in charge

collaborate to help 

understand situations 

and choices, so can make 

their own decisions

if Pt can decide

patient decides

if Pt can decide w/ help

help them

growing

109 110 111

112 113 114

115 116 117
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118

sum-up 3
120

assess
restore
preserve

121

do not want 2nd

best substitutes 

unless necessary
122

but will lose 

capacity

can no longer 

make own 

decisions

need a 

substitute 

someone who can 

speak for Pt when 

she cannot speak 

for herself

118 119 120

121 122 123

124 125 126
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ideally, people 

appoint their 

own healthcare 

agents

2 parts
to AD

instruct

appoint
instruct FKA

“living will”

record treatment 

you want        

you do not want

lots of paper 

forms, e-forms 

& apps

127 128 129
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some are more 

treatment

focused

others are more 

goal focused

advantage

hear from patient

herself
best DM for you 

is you but

136 137 138

139 140 141

142 143 144
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instruct

appoint

respond

dynamically to 

clinical scenarios

1st choice –

patient picks 

herself

health care    

agent who? 6 attributes

145 146 147

148 149 150

151 152 153
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knows the 

patient

cares about 

patient

willing 

to serve

willing to honor 

patient wishes

able 

to serve
health - live nearby

good 
advocate

sum up purpose
of ADs

goal  
concordant 
care

154 155 156

157 158 159

160 161 162
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2 mechanisms record values  

& preferences

appoint agent 

& alternate

but 3

challenge 1  

prevalence

not 
completed

99497

99498

163 164 165

166 167 168

169 170 171
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systematic review 

of 150 studies

800,000 people 
37%

age income education

172 173 174

175 176 177

178 179 180
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65% > 37%
1 in 3 80yo    
NH residents 
have no AD

why? before 

COVID-19 BUT

181 182 183

184 185 186

187 188 189
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“don’t forget, 

you’re going 

to die”

Media death

since

COVID-19

advance directive 
completion

190 191 192

193 194 195

196 197 198
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400% 

500% 

199 200 201

202 203 204

205 206 207
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1000%

but

208 209 210

211 212 213

214 215 216
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back to 
baseline

recap 

obstacle 1

not 
completed

challenge 2  

availability

even if AD 

completed
where is it?

217 218 219

220 221 222

223 224 225
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76% of physicians 

whose patients

have ADs do not 

know they exist

“among patients    
who … completed an 
advance directive … 
15% … in the medical 
record”

complete 
=

have

Pt have 
=

HCP have

226 227 228

229 230 231

232 233 234



3/17/2023

27

make & 

distribute 

copies

primary agent

alternate agents

family members

PCP

attorney

clergy

registry

challenge 3  

updated

completed AD

have AD

review
must

235 236 237

238 239 240

241 242 243
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example
AD → church 
members

left church

daughters

6 Ds
Death of family / friend

Divorce

new Diagnosis

significant Decline health

new Decade

change of Domicile

sum up 3 challenges

244 245 246

247 248 249

250 251 252
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not completed

not found

not updated

consequences medical 
error

no plan →

default rule

default rules 

produce bad

outcomes

253 254 255

256 257 258

259 260 261
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default rules for 

medical treatment 

probably bad for 

your patient

default
aggressive 

curative directed 

therapy
but

267

no AD → UMT

without AD
harms 

harm 1

wrong 
surrogate

262 263 264

265 266 267

268 269 270
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80% incapacitated 

patients have 

no agent
who speaks for these patients?

default 

surrogate

3rd choice
1. Pt make own

decision

2. Pt choose who 
she trusts

agent
appointed 
in AD

default 
surrogate

3rd choice not chosen 

by patient

271 272 273

274 275 276

277 278 279



3/17/2023

32

chosen off

a list
almost all states 

specify a 

sequence

Ga. Stat. Ann.  

§ 31-9-2

adult child 

parent 

adult brother or sister

grandparent

grandchild

niece, nephew, aunt,  uncle

adult friend 

286

problems wrong 
surrogate 1

280 281 282

283 284 285

286 287 288
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Pt prefers 
someone     
off the list

2

adult child 

parent 

adult brother or sister

grandparent

grandchild

niece, nephew, aunt,  uncle

adult friend 

even if preferred 
surrogate on the 
list, not ranked

289 290 291

292 293 294

295 296 297
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298

priority sequence in 

list might not match 

your preference
299

example
adult sibling might 

be better surrogate

but child trumps

• Add that not just for Pt but also distress family and conflict

recap

risks from  

no AD

risk 1

wrong
surrogate

risk 2

NO
surrogate

298 299 300

301 302 303

304 305 306
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healthcare facility has 
incapacitated patient 
with no available 
surrogate

increasingly 

common

situation

hospitals & LTC 

challenged

patient needs

treatment but
no capacity

no surrogate

patient 

cannot 

consent

nobody

else to 

consent

various 

terms

307 308 309

310 311 312

313 314 315
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“unrepresented”

“adult orphan”
317

patient w/o proxy

Incapacitated & alone

“unbefriended”

most prevalent

are they
who

324

lack 

capacity

316 317 318

319 320 321

322 323 324
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lack agent 

or surrogate
326

nobody to 

consent to 

treatment
327

big
problem

328

hospital 

estimates
329

16% ICU 

admits
330

5% ICU 
deaths

331

> 25,000
US, each year

325 326 327

328 329 330

331 332 333
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• Add GA appleseed & my own JAGS

336

LTC 

estimates

338

3 - 4 % 
U.S. nursing home 

population
1.4 million

340

> 56,000
USA

341

plus
342

temporarily

unrepresented

334 335 336

337 338 339

340 341 342
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343

growing  

problem

Not just big, but

344

4 key 

factors
345

1

Elderly

childless

347

2 10,000,000      
boomers live alone

outlived 
lost touch

350

3

343 344 345

346 347 348

349 350 351



3/17/2023

40

353

4
354

others    

“have”     

family

355

able but 

unwilling
356

no contact (e.g. 

LGBT, homeless, 

criminal)
357

conversely

358

willing but 

unable
359

SDM lacks   

capacity
360

we have many 

unrepresented

352 353 354

355 356 357

358 359 360
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361

what’s the 

problem
362

risks & 

harms
363

cannot

advocate 

for self

364

have no

substitute 

advocate

“highly vulnerable”

“most vulnerable”

“unimaginably 

helpless”

367

problem
368

nobody to 

authorize 

treatment

how do 
clinicians 
respond?

361 362 363

364 365 366

367 368 369
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370

3 common 

responses
371

1
372

under-

treatment

373

reluctant to 

act without 

consent
374

wait
375

until

emergency
(implied consent)

but
377

longer period 
suffering

increases risks

370 371 372

373 374 375

376 377 378
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ethically “troublesome

. . . wait until . . . 

condition worsens        

into an emergency”
380

2
381

over-

treatment

382

fear liability

fear regulatory 
sanctions

383

treat 

aggressively but

385

burdensome

unwanted

“compromises . . . 

consideration of 

patient preferences   

or best interests”

379 380 381

382 383 384

385 386 387
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388

3
389

no discharge      

to appropriate 

setting

Stay in high risk 

Deprived of benefits like rehab

393

No 

DM
patient 
harm

394

best way to protect the 

unrepresented is to 

prevent them from 

becoming unrepresented

388 389 390

391 392 393

394 395 396
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397

recap
398

no AD →

default rules
399

default rules →

create risks

400

wrong 

surrogate
401

no 

surrogate
402

UMT

403

value

discordant 

treatment
405

no AD →

lose other
benefits

397 398 399

400 401 402

403 404 405
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406

evidence 
based 
benefits

408

hospitalization

less

409

ICU days

fewer
410

hospice

more
411

costs

lower

412

family anxiety, 
depression

less
413

satisfaction

greater

414

quality of life

better

406 407 408

409 410 411

412 413 414
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415

AD completed

AD available

harm 3

misread AD

TRIAD studies
The Realistic 
Interpretation of 
Advance Directives

2 common
errors

1
majority of clinicians 

incorrectly interpreted 

AD & DNR orders as 

synonymous

AD DNR

415 416 417

418 419 420

421 422 423
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but AD = DNR 2

majority of clinicians 

incorrectly interpreted 

DNR as “do not treat”

do    
not 
treat

DNR but

DNR = do  
not treat

431

that’s enough    
on problems & 
challenges

424 425 426

427 428 429

430 431 432
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433

fixes & 
solutions

434

many 1990

Patient Self-

Determination Act

patients must be 

apprised of rights 

to AD on admission

2016 99497

99498
2020

433 434 435

436 437 438

439 440 441
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but so…

2020

442 443 444

445 446 447

448 449 450
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“none of the following 

persons may act as a 

witness ... the patient’s 

health care provider …”
Cal. Prob. Code 4674

ratinale • VA flex

“remove … bar on …

employees serving as 

witness … unnecessary 

burden to completion of

advance directives”

2023

451 452 453

454 455 456

457 458 459
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460

federal, state      

& private fixes   

& solutions 2
to address low 

AD completion 

rates

patient 
decision 
aids

465

misunderstand 

prognosis

466

unaware 
imminently 
relevant

only 12% 
clinicians 
discuss with 
heart failure

78% with ICD 

thought would 

forestall further 

deterioration

460 461 462

463 464 465

466 467 468
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only 31% 
advanced 
cancer had EOL 
discussions

theory practice
patient

decision 

aids

decision 
support 

tools

what are 

PDAs?

evidence based 

educational tools 2

469 470 471

472 473 474

475 476 477
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before

encounter

during

encounter

• Pic of option grid
present options  

clearly &  

graphically

478 479 480

481 482 483

484 485 486
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do PDAs 
work?

yes

robust evidence 

shows PDAs are 

highly effective

130 
RCTs

> 30,000 patients

50 conditions

big

benefits6

487 488 489

490 491 492

493 494 495
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improved 

knowledge

more accurate 

expectations

more value 

congruent 

choice

higher 

patient 

satisfaction

less   

decisional 

conflict

less      

patient 

anxiety

what’s the 

problem?

“not incorporated 

in mainstream care”

Few clinicians use PDAs

496 497 498

499 500 501

502 503 504
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recognition

endorsement

but implementation

adoption

seldom  

incomplete

infrequent

stagnant

elusive

rare

“significant and 

sustained adoption 

problem”
so…

505 506 507

508 509 510

511 512 513
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“comprehensive

strategy ... to promote 

wider uptake of SDM”

Coulter - World Psych 16:2 - June 2017

more PDAs

Pts more informed more value congruent

Pts more informed

more advance directives

Pts more informed

better advance directives

Pts more informed

clinician →

patient

patient →

clinician

to address AD
misinterpretation

514 515 516

517 518 519

520 521 522
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video AD

validity

meaning
validity

523 524 525

526 527 528

529 530 531
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someone claims 

patient lacked capacity 

to complete the AD

2020 Arline Lester
91-yo

Kyle wants mother removed 

from life-sustaining 

treatment per her 1991 

advance directive

says mother executed   

a new advance directive 

on Nov. 13, 2019 and 

wants to live

later in time 

ADs revoke

earlier ADs

but … is the 

newer AD 

valid?

532 533 534

535 536 537

538 539 540
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did Arline have 

capacity to 

complete?

video 
helped

Sumner 
Redstone

92yo

September 3 

AD names agent

“companion”

Manuela 
Herzer

October 16 

AD names 

new agent

541 542 543

544 545 546

547 548 549
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no capacity
to execute 
new AD

validity requires not 

only capacity but also 

voluntariness

someone claims 

patient coerced    

to sign AD

videos 

help prove 

AD validity

capacity

voluntariness
meaning

550 551 552

553 554 555

556 557 558
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what did the 

patient want?

did she want it 

under these 

circumstances?

Will case

J Patient Safety 2017;13: 51–61

“adding a video 

testimonial / message     

... significant ... achieving 

interpretive consensus”

conclusion

April 16,  
2023

National 
Healthcare 
Decisions Day

559 560 561

562 563 564

565 566 567
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inspire 
educate 
empower

NHDD.org
tips & strategies

but

serious     
advanced illness

more
risk of UMT

more
need to elicit & 
document GOC

greater

568 569 570

571 572 573

574 575 576
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advance directives  

are not perfect

best means                
to value congruent care 

for incapacitated patients

580

Thaddeus Mason Pope, JD, PhD, HEC-C 
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
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