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Topics 

1. Unique aspects  of this new tool to create 
Living Wills: routine assessment of literacy 
before, and knowledge after; can prove 
decisional capacity during the ñsorting 
interviewò). 

2. Three ways to sort : A) for people who are 
cognitively intact; B) for patients who have mild 
cognitive impairment; and, C) for patients who 
reached the stage of Advanced Dementia without 
leaving clearly expressed wishes.  

3. How sorting can lead to an ñironclad strategy ò  
 



Videos at www.MyWayCards.org  
Presentations: CaringAdvocates.org/presentations.php  



1. So your loved ones  will know what you wanté 
so their stress, doubt, guilt, anxiety, grief, and 
conflict can be reduced as much as possible.  

2. To prevent premature dying but still  avoid  
anticipated pain and suffering/indignity; to get 
life-sustaining treatment until you indicated.  

3. To avoid prolonged dying with pain & 
suffering  in any terminal illness, and in 
Advanced Dementia, which has an increased 
risk of unrecognized and untreated pain and 
suffering, when it is not possible to enjoy life.  



 

Each card = item = 
a symptom, a loss 
of function, an 
unwanted 
behavior , or a 
conflict with 
lifelong values   = 
described by a few 
words on one side, 
and a line drawing 
on the other side. 
(Plain language, 
almost no medical 
jargon or medical 
diagnoses.)  
 



It is easy to sort My Way Cards   



It is easy to sort My Way Cards   

First sorting : ñYesò versus ñNoò. This tells 
future decision-makers which items to consider, 
to decide if it is time  for Natural Dying . 

Second sorting : ñYes, but only with other 
items ò versus ñYes, and by  itself is enough 
for Natural Dying ò (My Checkout List ). 

Sorting leads to 3 stacks . You memorialize your 
choices by writing them on your wallet card .  

Send/fax/upload to Caring Advocates, your 
selections on your wallet card to receive your 
personalized  My Way Cards ðLiving Will . 



Sort without help : RECORD a discussion 
with your loved ones/proxies as you sort ; 
or RECORD why you made your choices 
using your My Way Cards ðLiving Will .  



Your wallet card has a box  
for each of the 47 item cards. 

7.2  

1st  # 
Go Č 
down  

2nd #  
Go 
across  



How to locate the right box:  

7.2  

1st  # 
Go 
down  

2nd #  
Go 
across  

Č Č 

Č
 





For  patients who need help sorting:  

   Some people really know what they want, but 
still need some help as they handle the cards 
and write down their choices on the wallet card.  

 Other people have some problem with short-
term memory, but they still make the same 
choices when asked: their wishes are consistent.  

 For such people, it is extremely important to 
record the interview as they sort.  



For patients who need help, a Facilitator 
can ñShow & Ask ò while recording the 
ñsorting interview.ò Also by video conference. 



If diagnosed with mild  dementia, 
when is the best time to sort? 

ÅToo soon , if you just received the diagnosis   
of dementia and you are still emotionally reeling.  
ÅKeep in mind: The course of dementia is quite 
variable; not everyone reaches the stage of 
Advanced Dementia; there is much available 
support. You have several to many years that you 
can enjoy life, perhaps in a different way, buté 
ÅToo late , if your dementia progresses too far 
so you no longer can make medical decisions... 
then you canôt tell others what you will want. 
Å10 million people may learn they are very likely 
to get dementia (CSF, PET scans, psych tests).  



Current state of Advance Care Planning  

1. The dementia epidemic: an enormous problem. 

2. Very few Advance Directives consider Advanced 
Dementia; and of those that do, few are strategically 
powerful enough to ask for Natural Dying, and some 
invoke premature dying.  

3. TMK , only one Advance Care Planning tool asked 
patients about understanding. (Dr. Volandesô video) 

4. TMK, only one Physicianôs Orders form based on 
Advance Care Planning discussions ever asked if health 
care providers responded as wished. (POLST: Schmidt, 
Hickman, Hammes)  

5. TMK , no study did both : patientsô understanding and  
health care providers response on same tool. 



Current state of Advance Care Planning  

6. TMK , no routine clinical screening of literacy before 
giving a patient an Advance Care Planning tool. 

7. Patients may not understand medical jargon. 

8. The use of diagnoses can lead to controversy so all 
items are described behaviorally in plain language.  

9. TMK , no other Advance Directive asks for 
informed consent  for prolonged spoon 
feeding (Manual Assistance with Oral 
Feeding and Drinking).  

10. To overcome challenges: ñironclad 
strategy.ò 



ñMETERò (Me dical Term Recognition Test) takes fewer than 2 minutes to take & score. 



What did you learné about  
Advanced Dementia,  

Natural Dying, and Living Wills ? 

Printed name: 
_____________________________________________  

Date : _ _ / _ _ / _ _  

Did you answer these questions BEFORE [_] or AFTER [_] 
you sorted the My Way Cards? ______  
 

1.  T People with Advanced Dementia can rarely feed 
themselves.  

2. T People with Advanced Dementia can rarely recognize 
family members.  

3.   F Advanced Dementia is a curable disease of the brain.  

 



4.  T  People with Advanced Dementia can rarely  
communicate understandably with others.  

5.  T  People with Advanced Dementia can rarely move 
around or walk by themselves.  

6.  F People with Advanced Dementia can rarely express any 
desire, such as wanting to drink.  

7.  T  The cause of death with Natural Dying is usually 
ñdehydrationò (lack of water)ðNOT ñstarvationò (lack of 
food).  

8.  T  Natural Dying means that none of these treatments are 
provided: cardio -pulmonary resuscitation (DNR instead of 
CPR), dialysis, blood transfusions, or breathing machine.  

9.  T  Natural Dying can be MORE comfortable than dying 
from untreated pneumonia.  

10. F Natural Dying means NO medications at all, even those 
medications needed for comfort.  

11. T A patientôs Living Will can describe in a specific way, 
the precise medical and/or mental condition that would make 
the patient want Natural Dying.  

ċ 

ċ 



12. F If a sick patient gets to the point described in her Living 
Will that she wanted Natural Dying, she will be given NO food 
or fluid, even if she can eat and drink without anotherôs help. 

13. F  After a patient signs a Living Will and has his/her 
signature witnessed or notarized ðthe patient CANNOT 
change the Living Will ðeven if s/he can still make medical 
decisions.  

14. F Patients can either  A) fill out a Living Will; or  B) 
appoint someone they know as their proxy who can make 
medical decisions for them in the future ðbut not both .  

15. T Patients can change how much power they give their 
proxy to make decisions about their medical care ðbut ONLY 
if they are still able to make medical decisions.  

16. T  This is the reason Natural Dying is an important choice 
for Advanced Dementia: Patients might otherwise be forced to 
live for years in a state they feel is ñworse than deathò as they 
wait to get a medical illness they can die from, with NO 
ñhigher techò treatment. 

ċ 

ċ ċ 



 

To prove  you did understand:  
 

1) Take the literacy test, ñMETER,ò before. 

2) Explain WHAT each item is about.   

3) Explain WHY they chose Y/N/Checkout List (to 
show appreciation/reasoning).  

4) Take the knowledge quiz, ñWhat did you learn 
about Advanced Dementia, Natural Dying, 
and Living Wills,ò after. 

5) Diligence: by considering each card three times.  

6) Emotional status/solemnity: by the way they 
explain.  

7) Consistency: by re -sorting in 2 to 4 weeks.  

 



RECORD to tell, and to proveé 

1) To tell future decision -makers, doctors, 
courts specifically WHAT  you want ðand 
WHY ðby  expressing your ñKnown 
Wishesò in a clear and convincing way . 
2) To provide the basis for proving that 
you made your decisions diligently , with 
decisional capacity , with solemnity  and 
stable emotions , and that your choices 
were consistent  over time.     WHY???  
Courts have denied patientôs wishes when 
items could not be proved as fulfilled.  



ċ 
 

Mild forced feeding can prolong the process of 
dying and increase the risk of untreated pain.  

ċ 
 



How a patientôs ñrequestò becomes ñinformed 
consentò and an actionable physician order. 

COL  



A Ulyssesô (irrevocable) contract: capacitated 
patients can waive their future right to object.  





If a patient wants the ñironclad strategy,ò s/he can 
cross out the words in BOLD  in Order # 4, and sign 
in the margin in front of a notary.  
Recommended: add the Natural Dying Agreement  
available from www.PlanNowDieLater.org . 



Give me enough medication so I do not suffer 
or feel a lot of pain. I understand this: Even 
the lowest amount I need for relief may put me 
to sleep, perhaps until I die. [ 6.6 ]   

A clear REQUEST for ñPalliative Sedationò:   

ċ 



How a patientôs ñrequestò becomes ñinformed 
consentò (as recommended by the AMA) and 
lead to an actionable physician order.  

COL  



Why not just write, ñYesò or ñNoò or 
ñCheckout Listò (Y/N/COL)  directly     
on your My Way Cards ðLiving Will ? 

ÅThe Living Will does NOT have illustrations . 

ÅGoing through all items at once is too much  for most 
peopleðunless theyôre familiar  with them. (You will 

be a year from now, when you review your Living Will. ) 

ÅHow can you decide between Yes & COL  until you 
reviewed all items? (This is one reason to sort twice.) 

ÅYou demonstrate diligence by considering each card 
3 times . (Time 3 is as you fill out your wallet card.)  

ÅYou are also casting your vote for what a reasonable 
person  would want. Caring Advocates will analyze data. 



My Way Cards ðLiving Willsé  

1. Can be used by themselves; or,  

2. Can be added to current or other 

Advance Directives; buté 

3. Are best if you follow ñNext Stepsò for 

your ñironclad strategyò as the cards 

explain. Visit www.CaringAdvocates.org  

and  PlanNowDieLater.org , which has 

the Natural Dying Agreement,  and a 

story of how it works from age 45 to 90.  



 
Summary of the entire process to 

fulfill your end of life wishes: 
 1.My Way Cards (Informed + Selection) Ą  

2.My Way CardsτLiving Will  
(Clear and convincing specific expression) Ą 

3.Natural Dying Advance Directive  
(validation by notary/witness) Ą 

4.Natural Dying tƘȅǎƛŎƛŀƴΩǎ hǊŘŜǊǎ  
(consent NOW + doctor implementation LATER) Ą 

5.Natural Dying DNR Medallion  
(when worn: notifies allτincludes registry)    

6.Natural Dying Agreement + Affidavit 
(Will strengthen the strategy, if needed) 

 



What if your loved one did  not 
specifically express his/her wishes?  

   Most people do not complete Living Wills. 
Even those who do, are not likely to have 
used a form that is specific enough to 
indicate it is time for Natural Dying. Here is 
a way that may help: 

   Loved ones/close friends can sort the 
cards in a special way: they imagine 
how the patient, WHEN WELL, would 
have sorted the cardsé. 



For patients whose specific  wishes are   
not known: others sort My Way Cards   
as the patient would have, when well.  



Assume sorters can agree: ñThis is how the 
patient would have sorted the cards.ò  
Č Now ask: ñDo the selected cards apply  to the 
patientôs current situation ?ò  
 

If YES: There is a clear and present decisionð
based on what the sorters agree are the patientôs 
ñKnown Wishes.ò 
 

If NO: Sorters may have agreed on the patientôs 
general values and treatment preferences. They 
can then make decisions via the Substituted 
Judgment process of decision-makingðto feel 
they are making the same decision the patient 
would have. 

 

ñIs there a clear and present  decision ?ò 
 



 
 

 
KNOWN WISHES (the ideal): A treatment decision that is 
based on the patientôs prior specific expression of wishes 
that IS relevant to the patientôs current situation. 
 
SUBSTITUTED JUDGEMENT (the next best): When those 
who know the patient well, but do not have the patientôs 
specific wishes relevant to the current situation. They can 
think about the patientôs values and treatment 
preferences in general , as they try to make the same 
decision the patient would have.  
 
BEST INTEREST (the last resort): When no one knows 
the patientôs values and general treatment preferences 
well enough, those concerned can ask what the average, 
reasonable person would decide, or what seems ñbestò 
for the patient based on the consensus of professional 
(physiciansô) and general opinions. 



 
 
 

KNOWN WISHES (the ideal)  
 
Č The 47 specific My Way Cards may offer a way to 
make difficult decisions for patients in Advanced 
Dementia that is superior to the process of using 
Substituted Judgment. Hereôs how: 

 
Loved ones and/or decision -makers sort My Way 
Cards based on how the patient would have sorted 
when s/he was well. They strive for a consensus. . .  
 
If they can agree that one or more of the 47 My Way 
Cards specifically reflect the patientôs current 
situation , then they can have confidence that the 
patient would have made this same decision.  

 
SUBSTITUTED JUDGEMENT (the formerly next best)  



 
Why Plan now?  

 
If sorting cards leads to a clear and present decisioné 

1.   Loved ones  may  be more certain about what the 
patient would have wanted, so their stress, doubt, 
guilt, anxiety, grief, and conflict may  be reduced.  

2. The patient may  avoid premature dying  and get 
life -sustaining treatment as long as s/heôd want. 

3. The patient may  avoid prolonged dying with  
pain & suffering ðhowever there cannot  be a 
ñironclad strategyò and it will be more difficult to 
overcome the challenges of others.  

Č Still much better than ñone person guessing.ò 

For the millions of Advanced 
Dementia patients who do NOT have 

specific enough Living Wills:



Stages in the development of the My Way Cards:  
 

1.  I learned about Advanced Dementia from personal experience 
(family; grandparents), professional evaluation of patients, reading 
published memoirs and biographies, performing literature search 
on therapeutic attempts to treat afflicted patients, and viewing 
various documentary films and other movies.  
 

2.  Early history: July, 2006 , for the web site: 12 items in the 
ñBehavioral criteria to refuse aggressive medical treatment and food 
and fluidò;  Nov. 2007 :  14 irreversible, progressive items, ñLoss of 
Personhoodò form on which patients can indicate how strongly they 
want to indicate their ñPreferences for Natural Dyingò (published in 
ñThe BEST WAY to Say Goodbyeò pp. 395-8);  April 2009 : ñCriteria 
of Advanced Dementia to Consider Natural Dying,ò a list that can be 
used as a ñformò as people could leave the item leave as is, cross it 
out, or underline it to indicate it is more important (published in 
ñPeaceful Transitionsò pp. 51-52). The first prototype of My Way 
Cards was printed in May, 2009 . 
 

3.  Decided on 47 items , each described by one/few short sentences. 
Organized all the items into 4 domains : symptoms, losses of 
function, unwanted behaviors , and  conflicts with lifelong values .  
 
 

ċ
 



Also organized the items by theme, into eight areas: About myself; 
Expressing my wishes to increase my pleasure and decrease my pain; 
Relating to others; Dependency and Dignity; My mood, even with treatment; 
Burdens versus effectiveness; Burdens versus benefits; and Regarding food 
and fluid.  
4. Added line drawings (initially called cartoon -like illustrations) for each 
item and instruction . 
 
5. Field tested by using the tool clinically with cognitively intact, well -
educated, health literate Advance Care Planners , whose feedback led to 
three major revisions. Also field tested the cards in Workshops in assisted 
living facilitates with older people, and in seminars given to clinicians ð
using an abbreviated ñDEMO DECKò that included one item for each of the 
eight areas.  
 
6. 2010: Revised the wording used in the 47 short descriptive sentences 
using two kinds of well -recognized readability tests: the more popular type 
of instrument that assesses the quantitative complexity of sentences (by 
length) and words (by number of syllables); for example, SMOG and Flesch -
Kincaid; and more relevant instruments that assess vocabulary ðthe Spache  
and the Dale -Chall . These measures were used to guide a series of revisions 
and achieve a readability of grade level 3 (compared to the original of 10) 
for the items, and of grade level 5 for most of the instructions.  
 
7.      TO DO: ñCognitive Interviewingò (as Gordon Willis teaches) with 
subjects known to have various levels of education and health care literacy 
(as assessed by using the ñMETERò tool). In addition to item-by -item 
exploration, people will take a pre - and post -test called, ñWhat I learned 
from sorting My Way Cards.ò Of significant interest are people with known 
low education/health care literacy; and patients with early/mild dementia 
or minimal cognitive impairment.  
 
8.      In process: Items have been translated into Spanish and Chinese. TO 
DO: Back -translate and then test on people who only speak these native 
languages.  
 
9.      Ongoing: revise and update the Facilitatorsô Training Manual. 
 

(é3.) Also organized the items by theme, into 8 areas , which are: 
About myself; Expressing my wishes to increase my pleasure and 
decrease my pain; Relating to others; Dependency and Dignity; My 
mood, even with treatment; Burdens versus effectiveness; Burdens 
versus benefits; and Regarding food and fluid.  
 

4.  July 2009 , added line drawings to each My Way Card (initially 
called ñcartoon-like illustrationsò), and to each instruction. 
 

5.  Field tested by using the tool clinically with cognitively intact, 
well -educated, health literate Advance Care Planners , whose 
feedback led to three major revisions. Also field tested the cards in 
Workshops in assisted living facilitates with older people, and in 
seminars given to clinicians ðusing an abbreviated ñDEMO DECKò 
that included one item for each of the 8 areas.  
 

6.  June, 2010 : Revised the wording used in the 47 short descriptive 
sentences using two kinds of well -recognized readability tests: the 
more popular type of instrument that assesses the quantitative 
complexity  of sentences (by length) and words (by number of 
syllables); for example, SMOG and Flesch -Kincaid; and more 
relevant instruments that assess vocabulary ðthe Spache  and the 
Dale -Chall .  

ċ 

ċ
 

ċ 



(é6.) The measures were used to guide a series of revisions to 
achieve a grade level 3 readability  for items (the original was 10), 
and grade level 5 for most instructions.   
 

7.  July, 2010 : Assess health care literacy using the ñMETERò and 
ñWhat I learned from sorting My Way Cardsò using a new 
Knowledge Questionnaire.  
 

8.   September, 2010 : ñMy Way Cards for Kindle, ò a portable e-book 
that trained Facilitators can use in side -by -side interviews.   
 

9.  In process: 47 Items were translated into Spanish and Chinese. 
Back -translation and testing on people who only speak these native 
languages is planned.  Note : Facilitators who are fluent in two 
languages can translate as they interview.  
 

10.  Beginning:  ñCognitive Interviewingò (as taught by Gordon 
Willis); focus groups; training clinicians to function as Facilitators.  
 

11.  On-going: revise/update ñFacilitatorsô Manual.ò [OK to call me.] 
 

12.  Research Proposal: Demonstration project for patients who 
have mild cognitive impairment or early/mild dementia.  

ċ 

ċ 

ċ 

ċ ċ 



100%: Ability of Medical 
Scientists to PREDICT if 
someone will get Dementia. 
 

ZERO %: Ability of Clinical 
Physicians to PREVENT the 
disease. They cannot even 
POSTPONE symptom onset, 
although they can slow symptom 
progression a bit.  Soon, we will 
have two ñnewò stages of the 
disease: preclinical and 
prodromal . 

 

A great need for effective PLANNING : 
 


