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Objectives

● Identify the different elements of shared decision 
making (SDM) needed to lead goals-of-care discussions 
with elderly patients admitted to an intensive care unit

● Learn about the online training program and decision 
aid we developed

● Understand the results and limitations from our 
implementation trial.



Plan
Introduction 
• Problem to address
• Brief history of our project 

Online training program on SDM
• Problem to address
• Shared decision making
• Decision aid

Results from our implementation project
Conclusion
• Questions/comments



Why was this study important?

Frail elderly patients receive aggressive life-sustaining therapies 
that they prefer not to receive

– 70% of elderly patients prefer less aggressive end-of-life care (Fowler et 
al, 2013).

– 35% of elderly patients die in hospital among which 49% receive 
aggressive life-sustaining therapy (Heyland et al, 2015).

Clinicians are not adequately eliciting patients values and 
preferences

– 30% phycisian orders for life-sustaining therapies are not coherent with 
patients preferences (Heyland et al, 2013 (ACCEPT).

– Many barriers exist to eliciting patients values and goals (DECIDE study).
– Clinicians are waiting until the last minute after patients have failed to 

identify patients goals of care (Nouvet et al).

https://www.ncbi.nlm.nih.gov/pubmed/23739666
https://www.ncbi.nlm.nih.gov/pubmed/23739666
https://www.ncbi.nlm.nih.gov/pubmed/25901550
https://www.ncbi.nlm.nih.gov/pubmed/23545563
http://www.thecarenet.ca/9-general/920-decide-study
http://www.tandfonline.com/doi/abs/10.1080/13576275.2016.1140133


● 249 réunions de famille intensiviste - membres de la famille
○ patients inaptes
○ ARDS
○ Mortalité prédite par APACHE > 50%

● 2009-2012
● 451 membres de la famille
● 144 cliniciens
● 13 USI académiques et communautaires
● Analyse qualitative des discussions des rencontres des enregistrements 

audio des rencontres



● 249 family meetings with intensivists
○ intubated ARDS patients
○ Predicted mortality > 50%

● Qualitative analysis of audio recordings
● Clinicians need better communication skills to identify 

patients values and preferences











Conclusions of this study

• Patients values and preferences are not 
adequately discussed during family meetings 
with intensivists 

• Intensivists are not adequately evaluating what 
patients would have wanted 

• Interventions are needed to support families in 
knowing  patients values and preferences 

• Communication Interventions are needed to 
support clinicians to know how to identify 
patients values and preferences



Recommendations

2016 ACCM/ATS policy statement: “shared decision making 

(SDM) should be used to engage patients and their families in 

discussions about care that is congruent with their values.”



Knowledge gaps
Training and communication support tools
- Communication skills and communication support tools are 

needed to support clinicians in developing empathetic 
relationships and discussing prognosis (You et al, 2015)

Availability
- Difficulty in accessing decision aids to support goals of care 

discussions at the end of life (AHRQ, 2014)

Adaptability 
- Need to adapt existing tools to local contexts AHRQ, 2014: culture, 

language, literacy (ACCM/ATS, Kon et al, 2015) 

More research is needed to measure impact of support tools
- To prepare patients and family to discuss goals of care (You et al, 

2015) (Oczkowski et al., 2016, Crit Care, Systematic review)

https://www.ncbi.nlm.nih.gov/pubmed/25642797
https://effectivehealthcare.ahrq.gov/ehc/products/550/1938/advance-care-decision-aids-report-140729.pdf
https://effectivehealthcare.ahrq.gov/ehc/products/550/1938/advance-care-decision-aids-report-140729.pdf
https://www.thoracic.org/statements/resources/cc/shared-dec-making.pdf
https://www.ncbi.nlm.nih.gov/pubmed/25642797
https://www.ncbi.nlm.nih.gov/pubmed/25642797
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4826553/


WikiDecision 

• Development of a decision aid adapted to the local context 
with input from patients and intensivists at the Hôtel-Dieu de 
Lévis 

• Wiki platform to support its development and dissemination

• Adapted to our local context to support decision making about 
goals of care, CPR and mechanical ventilation

- Adaptation (culture, language, format) from the Queen’s CPR 
decision aid (Chris Frank)

- User centred design
- www.wikidecision.org

Plaisance et al. PLoS One, 2018

http://www.wikidecision.org
https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0191844


Méthodologie

• Conception centrée sur 
l'utilisateur (user-centered 
design) en deux phases

• Phase 1: Évaluation des 
besoins 

• Phase 2: Développement de 
l'outil d'aide à la décision



Résultats



Paper version of our decision aid

Format livret

- 11 pages
- Simple language
- French
- English (not validated 

with patients)

https://www.ncbi.nlm.nih.gov/pubmed/26869137

https://www.ncbi.nlm.nih.gov/pubmed/26869137


Online prognosis calculator (wikidecision.org)

- Based on data from the GO-FAR rule Ebell et al, 2013
- Icon Array Software (Brian Zikmund-Fisher and Holly 

Witteman, Michigan University Risk Science Center)

http://jamanetwork.com/journals/jamainternalmedicine/fullarticle/1735894


Observations during our prototyping

• Death, end of life: 
– Taboo topic for MDs and patients

• Health literacy and numeracy is low
• Confusion between medically assisted death 

and goals of care discussions
• Choice of words is important 

– The word “partir”, “to leave” in French can mean 
leave the ICU or to die.



Termes fréquemment utilisés par 
les patients vs. termes médicaux



Conclusion

• Need to train MDs and medical students in 
shared decision making about goals of care 
decision making



Online SDM training module 

 http://www.formations-savie.ca/fpdp (its free!)

http://www.formations-savie.ca/fpdp


Development of our online 
training module

• Student in educational technology at SAVIE (TÉLUQ)
• Frédérick Noiseux

• Content was created based on three existing programs

• Grandeur et misères de la prescription des niveaux de soins by 
Dr. Hubert Marcoux

• Détermination d’une stratégie de traitement pour les patients 
hospitalisés by Dr. Todd Gorman

• Établir un niveau de soin et l’utiliser de manière appropriée by 
Dr. Anne-Marie Boire-Lavigne

• Content reviewed by experts in palliative care, intensive care and 
ethics

• Average length 1 hour 



Problem to address

● Admission to the ICU is an critical moment to 
discuss goals of care:
o high risk of needing aggressive 

life-sustaining interventions
● Difficult skill to teach students and residents



Shared decision making (SDM)



Shared decision making and decision aids

Shared decision making
- Collaborative process that allows patients, or their surrogates, and clinicians 

to make healthcare decisions together.
- Taking into account the best scientific evidence available, as well as the 

patient's values, goals, and preferences 

Patient decision aids
- Intended to help people participate in decisions that involve weighing the 

benefits and harms of treatment options often with scientific uncertainty.

Evidence for decision aids (Stacey et al, 2017) 
- increase patients’ understanding of condition
- reduces false expectations
- may increase values-congruent choices
- may reduce care that will not be beneficial to patients 

https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.CD001431.pub5/full


Essential elements of shared decision making

● Definition/explanation of problem
● Presentation of options
● Discussion of pros/cons (benefits/risks/costs)
● Exploration of patient values/preferences
● Discussion of patient ability/self-efficacy
● Presentation of doctor’s knowledge/recommendations
● Checking/clarifying patient understanding
● Making or explicitly deferring decision
● Arranging for follow-up on the decision



Shared decision making
“Shared decision making involves a clinician 
and a patient make decisions together based 
on their expertise”

• Réduit les idées fausses et augmente la compréhension 
du patient

• Assure que les décisions prises sont bénéfiques au 
patient

• Diminue l’usage d’interventions médicales non 
bénéfiques



Tiré du mémoire de Vaillancourt, H., 2012 Exploration de comportements reliés à la prise de décision partagée (…)   

https://corpus.ulaval.ca/jspui/handle/20.500.11794/24119?locale=fr


Les outils d’aide à la décision

Bénéfices démontrés:
• augmentent les connaissances des patients 

à propos des options disponibles, 
• incitent les patients à être plus actifs dans 

les décisions les concernant,
• réduisent le conflit décisionnel



Our decision aid is presented



Introduction

Introduction à la 
nécessité de prendre 
une décision 
importante

Présentation des 
objectifs de soins ou 
niveaux de soins



Expériences personnelles et volontés 

Expérience personnelle 
du patient en lien avec 
la RCR et la VMI 

Volontés du patient en 
lien avec ces 
interventions 



Niveau d’autonomie actuelle et anticipée

Niveau d’autonomie du 
patient avant 
l’hospitalisation

Orientation domiciliaire 
que le patient jugerait 
acceptable après son 
hospitalisation 



Exploration des volontés antérieures

Réflexion sur ce qui 
rendrait le 
prolongement de la 
vie du patient 
inacceptable

Volontés antérieures 
de recourir à la RCR 
et la VMI



Intervention #1: la RCR



Intervention #2: ventilation mécanique
invasive



Sommaire des décisions à prendre

Récapitulatif des 
réflexions faites

Positionnement sur le 
choix de recourir ou 
non à la RCR et à la 
VMI



Que se passera-t-il après cette discussion?

Notes au dossier

Possibilités de changer 
d’idée

Possibilités de parler aux 
membres du 
personnel si le patient 
ou ses proches sont 
mal à l’aise avec le 
sujet discuté



Le calculateur GO-FAR

Estime les chances de survie avec bon pronostic 
neurologique suite à la RCR

Créé et validé avec un échantillon de 51 240 
patients ayant subi un arrêt cardiaque traité 
dans 366 hôpitaux américains (2007-2009)

Disponible en français et en anglais au 
www.wikidecision.org



La rencontre en 4 étapes



La rencontre en 4 étapes



La rencontre en 4 étapes



La rencontre en 4 étapes

● Vérifier s’il y a des questions
● rassurer le patient sur son choix
● lui rappeler qu’il peut changer d’idée
● montrer au patient qu’on le supporte dans son choix

Après la rencontre

● compléter le formulaire harmonisé du MSSS/documenter la discussion
● lui rappeler d’en parler avec ses proches
● lui demander s’il veut de l’aide à en parler à ses proches
● Informer ses collègues



Our research project
• Primary objective

– Determine if our online training module and 
context-adapted decision aid would increase the adoption 
of shared decision making and the quality of goals of care 
decision making with elderly patients admitted to our ICU 
in Lévis

• Secondary objectives
– Identify the most frequent misunderstandings, concerns 

and questions patients have during goals of care 
discussions 

– Identify the most frequent barriers to goals of care 
discussions



METHODOLOGY
• Pilot single center three phase pre-post implementation study using 

mixed-methods to assess impact
• Inclusion criteria (intensivists)

• All intensivists except principal investigator 
• Inclusion criteria (patients)

• 65 years and older
• Capable to consent to research based on clinical judgement
• Intention to discuss goals of care by the attending intensivist 

• Video and audio recording of all goals of care discussions (6 months)
• Evaluation using structured tools before and after implementation 

interventions AND qualitative content analysis of recordings
– OPTION scale (12 item): level of involvement of patients by the 

intensivist (Elwyn et al, 2003)
– adapted ACCEPT quality indicators used to assess quality of goals of 

care discussions (Heyland et al, 2017) (4 goals of care and 3 
documentation quality indicators) 

– 2 researchers trained in qualitative analysis performed content analysis

https://www.ncbi.nlm.nih.gov/pubmed/12679504
http://www.cmaj.ca/content/189/30/E980.short?rss=1


METHODOLOGY: 3 phases



METHODOLOGY
• 2 reviewers analysed the video 

recordings using OPTION 12 items                                             

• Reviewers were trained on the use of 
the OPTION scale adapted to the index 
problems (CPR et mechanical 
ventilation) and the available options 
(attempt these interventions or not to 
attempt these interventions)

• 0 = behavior not observed
• 4 = behavior is observed at an excellent level

 



  



RESULTS
Patients  (n=21)

Men, n (%) 15 (71)

Age,  mean (IQR) 76 (68-82)

French Canadian, n (%) 20 (95) 

Christian, n (%) 20 (95) 

High school not completed 12 (57)

Married, n (%) 11(52)

Hospitalisation characteristics

Reason for ICU admission 
Surgical n (%)
Medical n (%) 

7 (33)
14 (66) 

Length of stay in the hospital  (days), median (IQR) 16.8 (3.5-14.5)

Length of stay in the ICU (days), median (IQR) 7.5  (3.5-6)

Intensivists (n=5) 
Men, n (%) 4 (80)
Age, median (IQR) 37 (32-43)
Experience (number of years post residency, median (IQR) 7 (2-14)
Fellowship in Critical Care, n (%) 5 (100)



RESULTS (OPTION scale)
Phase 1  n=7 Phase 2 n=7 Phase 3 n =7 

Item Description 
Median 
(IQR) 

Min-m
ax

Median 
(IQR) 

Min-
max

Median 
(IQR)

Min-m
ax

1
The clinician draws attention to an identified problem as 
one that requires a decision making process. 2 (1-2) 1-2 2 (1-2) 1-2 1(1-1) 1-1

2
The clinician states that there is more than one way to 
deal with the identified problem (‘equipoise’). 1 (1-2) 0-2 1 (0-1) 0-1 0 (0-1) 0-2

3

The clinician assesses the patient’s preferred approach 
to receiving information to assist decision making (e.g. 
discussion, reading printed material, assessing 
graphical data, using videotapes or other media). 0 (0-0) 0-0 0 (0-0) 0-0 0 (0-0) 0-0

4
The clinician lists ‘options’, which can include the 
choice of ‘no action’. 1 (1-1) 0-2 1 (0-1) 0-1 1 (1-1) 0-2

5
The clinician explains the pros and cons of options to 
the patient (taking ‘no action’ is an option). 1 (0-2) 0-2 1(1-1) 1-1 1 (0-1) 0-2

6
The clinician explores the patient’s expectations (or 
ideas) about how the problem(s) are to be managed. 2 (1-2) 1-3 1 (1-2) 0-2 2 (0-2) 0-4

7
The clinician explores the patient’s concerns (fears) 
about how problem(s) are to be managed 1 (1-3) 1-3 1 (0-2) 0-3 1 (1-2) 0-2

8
The clinician checks that the patient has understood the 
information. 1 (1-1) 1-2 1 (1-2) 0-2 1 (1-1) 0-2

9
The clinician offers the patient explicit opportunities to 
ask questions during the decision making process. 1 (1-1) 1-2 2 (1-2) 1-2 2 (1-2) 1-2

10
The clinician elicits the patient’s preferred level of 
involvement in decision-making. 0 (0-0) 0-0 0 (0-0) 0-0 0 (0-0) 0-0

11
The clinician indicates the need for a decision making 
(or deferring) stage 1 (1-2) 0-2 1 (1-1) 0-1 0 (0-1) 0-1

12
The clinician indicates the need to review the decision 
(or deferment). 1 (0-2) 0-2 0 (0-1) 0-2 0 (0-3) 0-3

Total score
12 

(10-14) 10-21
10 

(7-12) 6-15
9 

(8-14) 5-17

• Our decision 
was not used in 
any observed 
discussion.

• No difference 
between 
OPTION scores 
in each phase 
(Kruskal-Wallis 
test (p=0.2699)).



RESULTS

• No difference between phases in the quality of goals of care 
discussions and documentation as measured by the 7 selected 
Audit of Communication, Care Planning and Documentation Study 
(ACCEPT) criteria (Fisher exact test for each 7 items)



Phase1 Phase 2 Phase 3 Total (%)

1. Prior to the discussion, documentation of the outcomes of ACP 
conversations (including any prior expressed wishes, diaries, and power of 
attorney documents) is consulted in the patient’s medical record, n (%)

Yes 4 (58) 5 (72) 3 (42) 12 (58)

No 1 (14) 1 (14) 4 (58) 6 (28)

Unclear 2 (28) 1 (14) 0 (0) 3 (14)

N/A 0 (0) 0 (0) 0 (0) 0 (0)

2. Before the discussion, a member of the health care team provided the 
patient and/or their family with information about GOC to look at before 
conversations with the doctor, n (%)

Yes 0 (0) 0 (0) 0 (0) 0 (0)

No 7 (100) 7 (100) 7(100) 21(100) 

Unclear 0 (0) 0 (0) 0 (0) 0 (0)

N/A 0 (0) 0 (0) 0 (0) 0 (0)

3. During the discussion, the intensivist has talked to the patient about a 
poor prognosis or indicated in some way that the patient has a limited 
time left to live, n (%)

Yes 0 (0) 0 (0) 0 (0) 0 (0)

No 6 (86) 7 (100) 5 (72) 18 (86)

Unclear 1 (14) 0 (0) 2 (28) 3 (14)

N/A 0 (0) 0 (0) 0 (0) 0 (0)

4. During the discussion, the intensivist has asked if the patient had prior 
discussions or has written documents about the use of life-sustaining 
treatments, n (%)

Yes 3 (42) 4 (58) 6 (86) 13 (62)

No 4 (58) 3 (42) 1 (14) 8 (38)

Unclear 0 (0) 0 (0) 0 (0) 0 (0)

N/A 0 (0) 0 (0) 0 (0) 0 (0) 

5. During the discussion, the intensivist used information about GOC to 
support the decision, n (%)

Yes 0 (0) 0 (0) 0 (0) 0 (0) 

No 7 (100) 7 (100) 7 (100) 21 (100)

Unclear 0 (0) 0 (0) 0 (0) 0 (0) 

N/A 0 (0) 0 (0) 0 (0) 0(0) 

6. After the discussion, documentation of a Goals of Care is present in the 
medical record, n (%)

Yes 7 (100) 6 (86) 7 (100) 20 (95)

No 0 (0) 1 (14) 0 (0) 1 (5)

Unclear 0 (0) 0 (0) 0 (0) 0 (0) 

N/A 0 (0) 0 (0) 0 (0) 0 (0)

7. After the discussion, the Goals of Care present in the medical record 
are consistent with the patient’s stated preferences, n (%)

Yes 5 (72) 5 (72) 7 (100) 17 (81)

No 0 (0) 0 (0) 0 (0) 0 (0) 

Unclear 2 (28) 1 (14) 0 (0) 3 (14)

N/A 0 (0) 1 (14) 0 (0) 1(5)

There were no differences per item per phase as measured with Fisher exact test.



QUALITATIVE RESULTS

• Many barriers to adequate discussions were noted during 
discussions: hearing difficulties, potential subclinical delirium vs. 
confusion 

• In many discussions, the option of CPR and mechanical ventilation 
are discussed in detail, but not the option not to perform CPR and 
MV.

• The option of palliative care is never addressed in the 21 discussions 
as an alternative option

• This explains our low OPTION scores, because both options need to 
be discussed to obtain high scores on the OPTION scale

French: “Si votre coeur vous donne du trouble là, la seule option 
qu’on a c’est de lui donner des chocs et des coups pour essayer 
de le repartir.”
English: “If your heart gives you any trouble, the only option we 
have is to give your heart some shocks and compressions to try to 
restart it” 



QUALITATIVE RESULTS

• The word death is often replaced by euphemisms (in red 
verbatims translated from French)

“ …vous laisser partir ”: “ to let you leave”
“ … fermer les livres ”: “... close the books”
“ Si jamais le bon dieu vient me chercher je ne veux pas que 
vous me donniez des coups puis des chocs et que vous 
repartiez la machine. »: “ If ever God comes and gets me, I 
don’t want you to give me any compressions or shocks and 
restart the machine.”
“Tantôt vous me disiez que vous n’étiez pas encore prêt à 
aller rejoindre le petit Jésus.”: “You told me that you were 
not ready to go and join Jesus” 



DISCUSSION
• The implementation of interventions to improve the quality of goals of 

care discussions between MDs and patients is a difficult process even 
at the level of a single ICU 

• The avoidance of talking directly about death and dying during 
discussions about goals of care was frequent among the intensivists 
in our study

• Many of the discussions showed communication barriers (hearing 
problems, subclinical delirium vs. confusion) that limit the capacity for 
patients to engage in shared decision making

• However, in the end the documented goals of care in the medical 
chart seem to be consistent with patients’ expressed preferences 
during discussions

Connors 1995
Rodriguez 2007



LIMITATIONS 
• Our decision aid was not used

• We still need to explore the reasons for this.
• Back to the drawing board? Is it still too complicated?
• Our tool was developed with patients who were less ill and younger.

• Our discussions were observed in non-urgent contexts with 
“apparently” capable patients.

• Discussions with family members add complexity to these decisions

• Patient recruitment was harder than planned 

• Intensivists are very busy, competing tasks, hard to engage in difficult goals of 
care discussions, goals of care are sometimes already discussed by admitting 
physician and some intensivists do not want to revisit this discussion with 
patients

• OPTION scale is a tool to assess the quality of shared decision 
making and not designed to measure the richness of goals of care 
discussions

• It mainly evaluates the MD’s discourse



LIMITATIONS

• How to deal with patients or family members that refuse to 
engage in a decision or with patients who can’t make a 
decision?

– « Informed non-dissent » ou « informed assent »
• process where clinicians will try to engage a patient or 

family member in identifying what is most important 
for them integrating the patient’s values and 
preferences and based on the MD’s understanding of 
the prognosis to make a recommendation while trying 
to get patient’s or family’s approval









Conclusions
• There is still a need to improve clinicians’ 

communication skills related to goals of care 
discussions 

• An ideal decision support tool or decision aid still 
needs to be developed

• Cultural and literacy adaptation is still needed

• Other interventions need to be explored to support 
high-quality goals of care discussions 
• pre-ICU interventions (primary care) and ICU-discharge interventions 

(restating goals of care)

• organizational policies to support system-wide high quality GOC 
discussions

• interprofessional approaches to goals of care discussions (nursing, social 
worker, palliative care, geriatrics, spiritual care)



Questions, comments, suggestions?

patrick.m.archambault@gmail.com

@patarchambault

mailto:Patrick.m.archambault@gmail.com
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Mise en situation

• Patiente transférée aux soins intensifs à partir de l’urgence. 
Âgée de 75 ans, fume 1 paquet de cigarettes/jour. Diabète, 
hypertension et MPOC modéré.

• Admise pour une pneumonie grave. Niveau de soins 1 sur la 
feuille de NIM, c’est-à-dire qu’elle souhaite que tout soit fait 
pour la maintenir en vie incluant la réanimation 
cardiorespiratoire.

• Pas de discussion à propos de son niveau de soins notée au 
dossier.

• Vous vous présentez à elle pour entamer la discussion  à 
propos de son niveau de soins.  



Mise en situation

Quelques heures plus tard. La patiente 
demeure essoufflée et démontre des signes de 
tirage et de travail respiratoire légèrement 
augmenté, mais demeure avec une pCO2 
stable.





 L’ÉLÉMENT-CLÉ
• Impliquer les patients et leurs proches dans un 

processus de prise de décision partagée aux soins 
intensifs et idéalement en aval des soins intensifs pour 
mieux déterminer les objectifs de soins des patients

 NOTRE CONSTAT-RECOMMANDATION 

• Éduquer les patients sur l’importance de prendre une 
décision par rapport à leurs objectifs de soins avant 
qu’une situation critique survienne

• Former les médecins et les autres professionnels de la 
santé sur la prise de décision partagée pour déterminer 
les objectifs de soins


