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Distribution of Desire for Death Responses

1 (0.5%)6 Extreme; obsessed with desire to die; talks of little else; asks for 
euthanasia; prays for death almost constantly

1 (0.5%)5 Severe; has had difficulty diverting thoughts from desire to die; 
prays for death

15 (7.5%)4 Moderate; has a genuine and consistent desire for early death

12 (6.0%)3 Mild; has had a desire for early death, but not always

60 (30%)2 Slight; has had occasional or fleeting thoughts

110 (55%)1 No desire for early death
1 (0.5%)0 No information

Prevalence (%)Responses

Chochinov HM, Wilson KG, et al. Am J Psychiatry. 1995;152:1185-91. 
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Stability of Will to Live with Pain in an 80 Year-old 
Patient with Colorectal Cancer
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Stability of Will to Live with Pain in an 80 Year-old
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Reasons, According to Dutch Physicians, 
Why Patients Requested Euthanasia/PAS

• Loss of Dignity
• Pain
• Unworthy Dying
• Being Dependent
• Tiredness of Life
• Pain Alone

- 57%
- 49%
- 49%
- 33%
- 23%
- 5%

Van der Maas Lancet 1991



Distribution of Sense of Dignity Responses
Responses Prevalence  

0 No sense of lost dignity 114 (53%) 

1 Minimal sense of  lost dignity 64  (30%) 

2 Mild; sense of lost dignity occasionally;  
   regarded as minor problem 

19  (9%) 

3 Moderate sense of lost dignity;  regards  
   as significant problem 

11 (5%) 

4 Strong; feels clear sense of lost dignity  
   most of time 

5   (2%) 

5 Severe; clear sense of lost dignity almost  
   always present 

0   (0%) 

6 Extreme; sense of lost dignity virtually  
   constant 

0   (0%) 

 

Chochinov et al. Lancet. 1999;354:816-9



• Desire for death (p < 0.0014)

• Loss of will to live (p < 0.013)

• Depression (p < 0.0084)

• Hopelessness (p < 0.020)

• Anxiety (p < 0.003)

Chochinov et al. Lancet. 1999;354:816-9

Intact versus Fracture Sense of Dignity



•Pain (p < 0.048)

•Difficulty with bowel 
functioning (p < 0.026)

•Physical appearance (p < 0.002)

Chochinov et al. Lancet. 1999;354:8169

Intact versus Fracture Sense of Dignity



•Bathing (OR = 8.45 [1.50 to 
47.70]; p < 0.016)

•Dressing (OR = 2.79 [0.95 -
8.15]; p < 0.061)

• Incontinence (OR = 3.47 
[1.27 - 9.51]; p < 0.016) 

Chochinov et al. Lancet. 1999;354:816-9

Intact versus Fracture Sense of Dignity









# Variable % Agree or 
strongly 
agree

1 thinking how life might end 41.7%

2 distressing symptoms 53.1%

3 uncertainly regarding illness 59.2%

4 feeling depressed or anxious 59.7%

5 feeling your privacy has been 
reduced

65.9%

6 changes in physical appearance 66.4%

7 not being able to accept things the 
way they are

71.6%

Dignity Model Questions
N=211

Chochinov HM, Krisjanson LJ, Hack TF, Hassard T, McClement S, Harlos M. Dignity 
in the terminally ill: revisited. J Palliat Med. 2006;9:666-72. 



8 not having a meaning spiritual life 73.7%

9 no longer feeling who you were 74.4%

10 not being able to mentally fight 74.5%

11 not being able to continue with usual 
routines

74.9%

12 feeling life no longer has meaning or 
purpose

75.1%

13 not being able to think clearly 77.3%

14 not being able to carry out important
roles

78.5%

15 tasks of daily living 79.6%

Dignity Model Questions

Chochinov HM, Krisjanson LJ, Hack TF, Hassard T, McClement S, Harlos M. Dignity in 
the terminally ill: revisited. J Palliat Med. 2006;9:666-72. 



17 not feeling worthwhile or valued 81.4%

18 bodily functions 82.9%

19 not feeling you made a meaning or 
lasting contribution

83.3%

20 feeling you don't have control over your
life

83.7%

21 feeling a burden to others 87.1%

22 not being treated with respect or 
understanding

87.1%

Dignity Model Questions





Swayden KJ et al. Effect of sitting vs. standing on perception of provider time at bedside: A pilot study Patient Education and Counseling 
2012:86:166–171













PDI Item % with problem
Not able to continue usual routines 51.4
Physically distressing symptoms 47.8
Not able to carry out important roles 37.5
Feeling no longer who I was 36.4
Not able to perform tasks of daily living 30.4
Feeling of not having control 29.2
Feeling uncertain 26.9
Not able to attend to bodily functions 26.5
Feeling anxious 24.5
Feeling of reduced privacy 24.5
Feeling a burden to others 24.1
Feeling how you look has changed 22.5

Prevalence of Distress in the Terminally Ill



Feeling depressed 22.5
Worried about future 20.9
Not being able to think clearly 20.2
Feeling of unfinished business 19.4
Feeling life no longer has meaning or purpose 17.4

Not feeling worthwhile of valued 17.0
Feeling have not made meaningful contribution 11.9

Not feeling able to mentally fight illness 11.9
Not being able to accept things as they are 11.5

Concerns regarding spiritual life 6.3
Not being treated with respect 2.8
Not feeling supported by health care providers 2.0

Not feeling supported by friends or family 1.6

Prevalence of Distress in the Terminally Ill





The Patient Dignity Question (PDQ)

What should I know about you as 
a person to help me take the best 
care of you that I can?





Patient: 82 women with colorectal cancer

Mrs. F. says that because of the residential 
school, she always had a hard time trusting 
people. She in fact moved 82 times so as not to 
let anyone get too close to her. While this has 
gotten better over time, she still struggles with 
being able to trust people. She wants to, but it 
is hard for her. She sometimes worries that she 
won’t be told the whole truth, or that people 
will see her as not being deserving of the whole 
truth. She appreciates people being friendly 
towards her, but is frightened of authority 
figures. ‘Authority scares me, but I’m not as 
bad as I used to be’. 



Patient/Family 
Perception

Number of PDQs Percentage

The PDQ accurate 121 97%

Permission to place on 
chart

124 99%

Wanted a copy 95 76%

Information Important 
for HCP

107 93%

Could affect my care 78 81%

Would recommend it for 
others

117 99%

Patient and Family Response to PDQ



Effect of PDQ on 
Health Care 
Provider

Not Influenced Neutral Influenced

Learn something 
new from PDQ

24 (8.3%) 4 (1.4%) 262 (90%)

Was emotionally 
affected by PDQ

40 (13.7%) 66 (23.0%) 187 (63.8%)

PDQ influenced 
attitude

56 (19.3%) 73 (25.2%) 161 (55.5%)

PDQ influenced 
care

75 (26.6%) 82 (29.1%) 125 (44.3%)

PDQ influence 
respect

52 (18.3%) 96 (33.8%) 136 (47.9%)

PDQ influenced 
empathy

37 (13.2%) 78 (27.9%) 165 (58.9%)

PDQ affected 
connectedness

29 (10.4%) 74 (26.5%) 176 (63.1%)

Effect of PDQ on Health Care Provider



Terri wants the healthcare team 
to know that her mother  is not 
any ordinary patient but is a very 
special woman. “Since my 
mother was admitted, I have 
been struggling to find a way to 
share my mother’s story with the 
staff, but my heart is so happy 
that this PDQ will now allow me 
to do so. I hope the staff read my 
mother’s story and appreciate 
the life she lived”. 

















Results 

• 49 primary codes/themes
• 8 validation workshops held across 

Canada
• 83% said it would enhance their  

ability to understand patient 
psychosocial distress (PSD)

• 95% said it would enhance their 
ability to teach how to address  PSD 





Therapeutic Approaches

Therapeutic Pacing 

Creating a Safe Space

Therapeutic Presence

Personal Growth and Self Care

Therapeutic Humility 
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Limitations of Golden Rule

• Imposes an external standard
•May lead to therapeutic nihilism
•May lead to advice based on 

avoiding a future that the care 
provider would find untenable
•May lead to discordance 

regarding goals of care



Do unto patients as they 
would want done unto 
themselves

The Platinum Rule



Merits of The Platinum Rule

• Always considers patient perspective
• Helps us recognized and confront 

personal biases
• Important standard for substitute 

decision maker
• Raises the bar of Person-Centered Care
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