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`

https://academic.oup.com/ajrccm/article/201/10
/1182/8496358?searchresult=1

3 points

prevent patients 
from becoming 
unrepresented

patients who seem 
unrepresented 
probably are not

when Pt really is 
unrepresented, make 
Tx decisions carefully

potentially 
unrepresented 
patients
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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
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how much is 

too much is 

value laden

preference 
sensitive 
decision

benefits

burdens 2
types of 
value 
discordant 
healthcare 

over-treatment

under-treatment

happens to patients 

with decision  

making capacity
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happens

more
incapacitated 
patients

to

cannot tell us 

what they want 

& do not want

key tool to mitigate 

value discordant 

treatment for 

incapacitated patients

25 26

27 28

29 30
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Surrogatew

Unrep have neither

incapacitated 
  + no AD 
  + no surrogate

31 32

33 34

35 36
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you could be 

unrepresented

try talk to you
to ascertain  
what you want

if cannot

try to 
identify you

contact your family 

so, they can guide Tx

37 38

39 40

41 42
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if cannot
try to find 
AD, POLST

so, they can 

guide Tx
if cannot

try to find 
other VGP 
evidence

so, it can 
guide Tx

43 44

45 46

47 48
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if cannot
use fair process 

to decide Tx

how well does 
current practice 
measure up?

49 50

51 52

53 54
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roadmap 6 parts

profile
population

demographics

empirical research
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57 58
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prevention capacity

search for 
surrogates

search 
for ADs

if cannot prevent 
Pt from being 
unrepresented

decision 
making

61 62

63 64

65 66
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profile unrepresented 
patient

increasingly 
common 
situation

hospitals & LTC 

challenged

patient needs 

treatment but

67 68

69 70
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no capacity

no surrogate

patient 
cannot 
consent

nobody 
else to 
consent

various 
 terms

adult orphan

78

patient w/o proxy
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77 78
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79

incapacitated & alone
incapacitated adult 

without advocate

82

INEADS
Incapacitated with No Evident 
Advance Directives or Surrogates

unbefriended

79 80

81 82
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2020 unrepresented

“noticeable shift 
… unbefriended  
to unrepresented”

85 86

87 88
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2025

unrepresented
term to use

are they
who

95

lack   
  capacity

96

lack 

  AD, POLST
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93 94
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lack 

  any type SDM
98

nobody to 
consent to 
treatment

100

big  
                           problem

101

hospital 

estimates
102

16% ICU 
  admits

97 98

99 100

101 102
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103

5% ICU   
  deaths

104

> 28,000
US, each year

• Add GA appleseed & my own JAGS

103 104

105 106

107 108
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“clinicians … inpatient 
setting … encounter”

 weekly  24.5%

 monthly  36.7%

111

50% hospitalists       
& intensivists 

see >1 unrepresented 
patient / month

that’s 
hospital 
context

109 110

111 112

113 114
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115

LTC 
estimates

117

3 - 4 % 
 U.S. nursing home 
population

1.4 million

119

> 56,000
USA

115 116

117 118

119 120
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121

1020
122

plus

123

temporarily 

unrepresented
124

big  
                           problem

3 per month

121 122

123 124

125 126
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127

big  
                           problem

also

129

growing 
problem

130

key 
factors4

131

1
Elderly

childless

127 128

129 130

131 132
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133

2 10,000,000      
boomers live alone

outlived 
lost touch

24 
million

Nov. 2025

137

3

133 134

135 136

137 138
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140

4

141

others    
“have”     
family

142

able but 
unwilling

143

no contact
 

   LGBTQ+, homeless,  
   criminal

144

conversely

139 140

141 142

143 144
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145

willing but 

unable
146

SDM lacks   
  capacity

148

we have many 

unrepresented

149

also
150

under-
represented

145 146

147 148

149 150
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151

have surrogate 
but surrogate 
limited in DM

152

what’s the 

problem

153

risks & harms

154

cannot 
advocate 
for self

155

have no 
substitute 
advocate

“highly vulnerable”

“most vulnerable”

151 152

153 154

155 156
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“unimaginably 

helpless”
158

problem

159

nobody to 
authorize 
treatment

how do 
clinicians 
respond?

161

3 common 
responses

all 3 
are 
bad

157 158

159 160

161 162
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163

1
164

under-
treatment

165

reluctant to 
act without 
consent

166

wait

167

until

emergency
      

           (implied consent)
but

163 164

165 166

167 168
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169

longer period 
suffering

 

increases risks

ethically “troublesome 

... wait until ... worsens        

into an emergency”

172

2

173

over-
treatment

174

fear liability

fear regulatory 
sanctions

169 170

171 172

173 174
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175

treat 

aggressively

default
 aggressive 

curative directed 

therapy

but
178

burdensome

unwanted

175 176

177 178

179 180
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181

Unrep → UMT

“compromises . . . 

consideration of 

patient preferences   

or best interests”

185

3
186

no discharge      

to appropriate 

setting

181 182

183 184

185 186
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stay in high risk deprived of benefits like rehab

190

unrepresented

error & harm

undertreatment 

  overtreatment

    no discharge

harms other 
patients too

187 188

189 190

191 192
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198

MA needs 
guardianship reform

  default surrogates

December 27, 2025 

193 194

195 196

197 198
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prevention

203

best way to protect the 
unrepresented  

prevent them from 
becoming unrepresented

199 200

201 202

203 204
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Surrogatew

Unrep have neither

Surrogatew

Unrep have neither example

205 206

207 208

209 210
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60 patients
  H seeks  
  guardian

probably had 

surrogate at NH

211 212

213 214

215 216
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missed 
opportunity

name agent 
before lose 
capacity

already supposed 

to be doing this

Patient Self- 

Determination Act 1990

217 218

219 220

221 222
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patients must be 

apprised of rights 

to AD on admission

225

that’s enough on

prevention
226

patient is here 
& seemingly 
unrepresented

last   
  resort

223 224

225 226

227 228
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institutional 
mechanisms

11(2)  Hosp Ethics (2025)

but

1st exhaust 
other DM

229 230

231 232

233 234
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analogies2

PSU only if suffering 

intractable  

refractory 

other measures

so …

235 236

237 238

239 240
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seemingly 
unrepresented 
patients often 
are not

4 reasons 
we will dive 
into next

1 Pt may not be 
incapacitated

241 242

243 244

245 246
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2
capacity 
might be 
fixable

3 friends or 
family often 
findable

Cleveland, Ohio

247 248

249 250

251 252
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found family 

in 6 cases after 
hospital committee 
was appointed

4
AD, POLST, 
goals, prefs. 
often findable so…

institutional 
mechanism

253 254

255 256

257 258
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Myriam Hoyos De Baldrich

• NY case as warning
no identity

  brain dead

    CEO authorizes OD

259 260

261 262

263 264
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no FPA

   no family   

   authorization
Pub. Health L. 4301 

(i) the person designated …

(ii) the person designated as … agent …

(iii) the spouse …

(iv) a son or daughter …

(v) either parent

(vi) a brother or sister …

(vii) an adult grandchild …

(viii) a grandparent …

(ix) a guardian …

(x) any other person authorized …

but

#10?
(i) the person designated …

(ii) the person designated as … agent …

(iii) the spouse …

(iv) a son or daughter …

(v) either parent

(vi) a brother or sister …

(vii) an adult grandchild …

(viii) a grandparent …

(ix) a guardian …

(x) any other person authorized …

?

265 266

267 268

269 270
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ME identified & 

notified family 

after OD

why didn’t  
hospital do so

before

negligent
  reckless
    careless

271 272

273 274

275 276
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LTC used IDT process

even though 
daughter available

277 278

279 280

281 282
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exhaust other DM 

tools - before using 

institutional DM

capacity what is  
 “capacity”

283 284

285 286

287 288
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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 Wis. Stat. 155.01

289 290

291 292

293 294
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patients with capacity 

make their own  

healthcare decisions

all patients 
presumed to 
have capacity

no need to 

prove capacity

must prove 

incapacity

sometimes 

obvious advanced 
dementia

295 296

297 298

299 300
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PVS

often 

unclear

so…
304

assess capacity

carefully

301 302

303 304

305 306
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3
1

311

not all or 
nothing

patient might have 

capacity to make some 

decisions but not others

307 308

309 310

311 312
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patient may lack 

capacity for 

complex decisions 

still capacity 

simpler decisions 

choose 
dinner

still capacity to 

appoint agent

Sumner 

Redstone

313 314

315 316

317 318
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incapacitated for most 

decisions - still capacity 

to appoint agent

2

319 320

321 322

323 324
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may fluctuate 

over time

capacity in 
morning        
not afternoon 

no 
capacity

yes 
capacity

so…

serial 
assessments

time 
limited 
trial

325 326

327 328

329 330
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3

332

even if really 

lacks capacity

333

reversible

334

restore capacity 

if possible

331 332

333 334

335 336
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338

we prefer to hear 
from patient

herself

supported 
decision 
making

341

supported DM

substitute DM

patient still 

in charge

337 338

339 340

341 342
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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

3

343 344

345 346

347 348
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349

assess
  restore
    preserve

351

do not want 2nd 

best substitutes 

unless necessary
352

but

will lose 
capacity

can no longer 
make own 
decisions

349 350

351 352

353 354
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not just
potentially 
incapacitated

definitely 

incapacitated

need a 
substitute 

someone who can 

speak for Pt when 

they cannot speak 

for themselves

agents & 
appointed 
representatives

ideally, people 
appoint their 
own agents

355 356

357 358

359 360
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but not 
  completed

99497

99498

systematic review 

of 150 studies
 

      800,000 people 

37%

361 362

363 364

365 366
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age

income education

367 368

369 370

371 372
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65% > 37%

1 in 3 80yo    
NH residents 
have no AD

373 374

375 376

377 378
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even if AD 

completed

where is it?

379 380

381 382

383 384
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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

385 386

387 388

389 390
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so…

80% incapacitated 

patients have 

no agent

who speaks for these patients?

default 
surrogate

default surrogate

no agent 

391 392

393 394

395 396
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but

partial

June 1, 2026

Wis. Stat. 50.06

397 398

399 400

401 402
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“patient 
representative”

NOK may d/c to 
post-acute w/o 
guardianship

clear 1000s 
days of delay

but Tx DM for 
inpatients

403 404

405 406

407 408
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default 
 surrogate

2nd choice – 

  after agent

not chosen 
by patient

chosen 
off a list

hospital-
based list

409 410

411 412

413 414
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medical 
error

no AD → 

  default rule

default rules 
produce bad 
outcomes

415 416

417 418

419 420
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default 
surrogate

3rd choice

1. Pt make own 
decision

2. Pt choose who 
she trusts

426

2 errors

421 422

423 424

425 426
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wrong 
surrogate 1

Pt prefers 
someone     
off the list

427 428

429 430

431 432
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2 even if preferred 
surrogate on the 
list, ranked too low

adult child 

parent 

adult brother or sister

grandparent

grandchild

niece, nephew, aunt,  uncle

adult friend 

437

priority sequence in 

list might not match 

Pt preference
438

example

433 434

435 436

437 438
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adult sibling might 

be better surrogate

  but child trumps
still

441

wrong surrogate 
better than no 
surrogate

diligent 
search

439 440

441 442

443 444
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not just your records

 + referring facility

 + PCP

445 446

447 448

449 450
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internet 
tools

a”

451 452

453 454

455 456
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?
457 458

459 460

461 462



6/19/2026

78

not available, 

willing surrogate 

still source GVP

AD search

appoint

instruct

appoint

instruct

463 464

465 466

467 468
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FKA

“living will”

record treatment 
you want        
you do not want

lots of paper 
forms, e-forms 
& apps

some are  
treatment 
focused

others are more 

goal focused

469 470

471 472

473 474
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advantage hear from patient

herself

best DM for you 

is you
record values  

& preferences

475 476

477 478

479 480
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reasonable 
search

no AD, POLST

still source GVP

robot 
surrogates

2014

481 482

483 484

485 486
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David 
Wendler

Patient 

  Preference   

    Predictor

population 
based

correlate 

 Pt age 

 Pt income 

 Pt gender

if most people with 
these traits would 
choose X, this Pt 
probably would too

487 488

489 490

491 492
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yes Georg 
Starke

PPP tests show 
improves SDM

493 494

495 496

497 498
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2026 David 
Wendler

Brian 
Earp

Patient 

  Preference   

    Predictor

add a P
personalized
  patient
    preference
      predictor

499 500

501 502

503 504
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P 4
basis for 
prediction   
is broader

not just 
demographics 
(age, income, gender)

includes 
information 
about this 
specific Pt 

train P4 with 

Pt specific 
information

505 506

507 508

509 510
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yes

Georg 
Starke

testing
more Muhammad  

Ahmad

511 512

513 514

515 516
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Craig 
Klugman

testing

Craig  v.  i-Craig

AI surrogates 
are coming

517 518

519 520

521 522
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no capacity

  no agent

    no surrogate

guardian

conservator

ask court to 

appoint SDM

Last 
resort

523 524

525 526

527 528
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60 days

200 days

slow 
  expensive   
    cumbersome

institutional 
mechanism

decides
who

529 530

531 532

533 534
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qualities 2 efficiency

fairness
&

oversight & vetting

court 

fair        A

efficient  F

solo 
 physician 

535 536

537 538

539 540
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efficient   A

fair       F
542

solo physician 
approach is 
common

“attending 
physician ...  
make decisions”

“causes angst for 
the greater ethics 
community”

541 542

543 544

545 546
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“having a single 
health professional 
make unilateral 
decisions ...”

“ethically unsatisfactory 
in terms of protecting 
patient autonomy       
and establishing 
transparency”

550

2 reasons

551

bias & COI

unchecked

less carefully 

considered

547 548

549 550

551 552



6/19/2026

93

substance abuse

  disability

    poverty

      mental illness

        social isolation

2nd opinion better

2 doctors are better than 1

external consent

553 554

555 556

557 558
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Fla. Stat. 
  765.401 

“clinical social worker    

. . .  selected by . . . 

bioethics committee ... 

not be employed”

multidisciplinary 
 committee

11(2)  Hosp Ethics (2025)
efficiency fairness

559 560

561 562

563 564
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accessible 
  quick
    convenient

expert
  neutral 
    careful

that’s

who to decide
how

substituted 
judgment 

if possible

comply with 
evidence of 
patient’s GVP

565 566

567 568

569 570
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if cannot
best 
interest

is treatment 
proportionate in terms 
of benefits gained 
versus burdens caused

conclusion

risk - value discordant Tx
we can mitigate that risk

571 572

573 574

575 576
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577

1
advance care planning    

to prevent patients 

becoming unrepresented

579

2 strategies to determine if 

seemingly unrepresented 

patient really is

careful capacity 

assessments

diligent searches for 

potential surrogates

577 578

579 580

581 582
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diligent searches 

for AD, POLST, 

evidence of GPV
584

3

585

when prevention 
fails & have 
unrepresented 
patient

manage decision-
making with a diverse 
interprofessional, 
multidisciplinary 
committee

use all available 

information on patient 

preferences & values
conclusion

583 584

585 586

587 588
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589

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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