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Advanced Care Planning  
in Long-Term Care Settings 

Presenter
Presentation Notes
Welcome to our panel discussion on advance directives in long term care setting. We would like to thank Fruan Tamaro, Gabrielle Legendre, Julie Beausoleil and Patricia Friesen for their assistance in putting together this presentation.  I would like to thank the panelists for their flexibility and willingness to present a vast topic in The first part of the presentation will be broadcasted into a webinar session for friends at other sites to view the formal presentation.  We will close the webinar for question period to allow staff members or residents to ask freely their questions.  



https://www.creges.ca/palliative-care  
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https://www.facebook.com/Communaute-de-pratique-Soins-palliatifs-a-domicile  
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Presentation Notes
However, if you have question to one of the panelist, please send it to me by email and I will redirect it.  How?  You can reach me by our new CREGES website or my Facebook page dedicated to palliative care at home.  
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Why a presentation on April 16th? 

• USA: National Healthcare Decisions Day 
https://www.nhdd.org/#welcome  
• Canada: Advance Care Planning Day 
http://www.advancecareplanning.ca/resource/acp-day-
campaign-kit-2019/  
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Presenter
Presentation Notes
Today, we have the ultimate pleasure of greeting our panelist. Tamara Sussman, Associate Professor at the  School of Social Work at McGill University and researcher at CREGES.  Mr. Kevin Hayes, Clinical Ethicist at our CIUSSS West-Central Montreal and Mark Karanofsky, Assistant Professor at Department of Family Medicine at McGill University and Unit Director GMF-U Herzl at the Jewish General Hospital.



Overview of the Presentation  
 
• Welcome and presentation of the speakers 
• Patrick Durivage: advance medical directives (Act Respecting 

End-of-Life)  
• Tamara Sussman:  results from research project and of the 

tools used to initiate the conversation about end-of-life care 
• Kevin Hayes: level of care or goals of care 
• Dr. Karanosky: how palliative care approach is discussed with 

residents and caregivers in a long term care setting 
 
• Question period 

 
 
 

Presenter
Presentation Notes
Each panelist will have 12 minutes to present their topic.  We will take all your questions at the end of the presentation.  Please note that you can ask your question in French or English and I will do my best to translate it.I will present the Advance medical directives which are part of the Law Respecting End-of-Life.   Mrs Sussman will illuminate us with results from research project To evaluate the acceptability of the pamphlets from the perspective of residents, families & staff.  In 12 minutes!Kevin Hayes, ethicist at our CIUSSS will mesmerize us by the Level of Care or Goals of care used by healthcare professional in less than 12 minutesDr. Karanosky will captivate us by the topic how palliative care approach is discussed with residents and caregivers in a long term care setting.  All that in 12 minutes.The overarching theme today is communication, communication, communications between resident, caregivers and healthcare professionals in order to reach tailored care which respects individual’s wishes. 



Objectives of Law 2  
(Act Respecting End-of-Life)  

 
 
• The rights of the individuals 

• Highlight the importance of the organization and 
management of end-of-life care   

• Primacy of the wishes for care by the individual, 
particularly in an advance medical directives regime. 
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Presenter
Presentation Notes
Law 2 recognizes the rights for individuals at the end-of-life to receive services and care that are respectful of their dignity and their autonomy.   It highlights the importance of end-of-life care (including palliative care) and its organization and management through a continuum of care to give access to quality of care that responses to the individual needs and caregivers.Law 2 recognizes the primacy of the wishes for care expressed clearly and freely by an individual, by the implementation of an advance medical directives regime.The Act establishes the rights of such patients as well as the organization of and a framework for end-of-life care so that everyone may have access, throughout the continuum of care, to quality care that is appropriate to their needs, including prevention and relief of suffering.In addition, the Act recognizes the primacy of freely and clearly expressed wishes with respect to care, in particular by establishing an advance medical directives regime.�



 
Advance Medical Directives (AMD)  

 
Advance medical directives are a way of expressing one’s 
wishes in anticipation of incapacity to consent to 
care deriving from the Act Respecting end-of-life care. 
 
A person can modify or revoke wishes expressed in his-her 
advance medical directives at any time. 
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Presenter
Presentation Notes
Advance medical directives are a way of expressing one’s wishes in anticipation of incapacity to consent to care deriving from the Act Respecting end-of-life care.A person can modify or revoke wishes expressed in his-her advance medical directives at any time.

http://sante.gouv.qc.ca/en/programmes-et-mesures-daide/loi-concernant-les-soins-de-fin-de-vie/


Advance Medical Directives  
 
• Recognition, in case of incapacity to consent to care, of the wishes  

expressed by Advance Medical Directives at the time the person was 
able to provide consent, without going through the intermediary of 
the mandatory. The parties are bounded by the wishes expressed by a 
person able to consent to care; 

 
• Impossible to request medical aid in dying by an advance medical 

directives  
 
• Made on a form prescribed by the Minister, in front of two witnesses 

or made with a notary. Form to order from the RAMQ; 
 
• The Minister must establish and maintain a register the AMD; 
 
• The Minister prescribes by regulation the terms of access to the 

registry.  
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Presenter
Presentation Notes
This new component of Bill 2 allows individuals who are able to consent to care, to express their wishes on 5 specific life sustaining interventions in anticipation of lossing their capacity to consent, in 3 clinical contexts.



Excerpt of the Advance Medical Directives in 
Case of Incapacity to Consent to Care form 

• For each item of care, check the box (one only) that corresponds to your wish, should 
the care become medically appropriate. 
 

End-of-life situation 
• If I am suffering from a serious and incurable medical condition, and I am an end-of-life 

patient 
• Care A 
• □ I consent to cardiopulmonary resuscitation. 

□ I refuse cardiopulmonary resuscitation. 
• Care B 
• □ I consent to ventilator-assisted breathing or breathing assisted by another device. 

□ I refuse ventilator-assisted breathing or breathing assisted by another device. 
• Care C 
• □ I consent to dialysis treatment. 

□ I refuse dialysis treatment. 
• Care D 
• □ I consent to forced or artificial feeding. 

□ I refuse forced or artificial feeding. 
• Care E 
• □ I consent to forced or artificial hydration. 

□ I refuse forced or artificial hydration. 
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Presenter
Presentation Notes
1) End-of-life situationIf I am suffering from a serious and incurable medical condition, and I am an end-of-life patient�2) Situation in which cognitive functions are severely and irreversibly compromisedIf I am in a coma that is deemed irreversible or if I am in a permanent vegetative state3) Other situation in which cognitive functions are severely and irreversibly compromisedIf I have severe dementia, with no possibility of improvement (e.g., advanced-stage Alzheimer’s-type dementia or other type of dementia)



AMD: Application in Specific Clinical Situations  
• End-of-life situation: 

• When a person is suffering from a serious, incurable medical 
condition and is at the end of life. 

• Situation of severe, irreversible loss of cognitive functions: 
• When a person is in a comatose state that is judged irreversible, 

that they are permanently unconscious and confined to a bed, 
without any possibility of regaining consciousness. 

• When a person is in a permanent vegetative state, they are 
unconscious, but some reflexes are maintained, such as the capacity 
to open and close the eyes, or reaction to pain. 

• Another situation of severe, irreversible loss of cognitive functions: 
• When a person is suffering from severe, irreversible cognitive 

impairment, without any possibility of improvement, for example 
Alzheimer’s disease or another type of dementia at an advanced 
stage. 
 

Source: http://publications.msss.gouv.qc.ca/msss/fichiers/2015/15-828-14A.pdf 
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Presentation Notes
End-of-life situation:When a person is suffering from a serious, incurable medical condition and is at the end of life.Situation of severe, irreversible loss of cognitive functions:When a person is in a comatose state that is judged irreversible, that person is permanently unconscious and confined to a bed, without any possibility of regaining consciousness.When a person is in a permanent vegetative state; the person is unconscious, but some reflexes are maintained, such as the capacity to open and close the eyes, or reaction to pain.Another situation of severe, irreversible loss of cognitive functions:When a person is suffering from severe, irreversible cognitive impairment, without any possibility of improvement, for example Alzheimer’s disease or another type of dementia at an advanced stage.



How to obtain the Advance Medical Directives form 

 
• Order it online or by telephone at 514-864-3411 
• Fill out, date and sign the form. 
• Have two witnesses age 18 or over sign the form. 
 
Submit your form in one of the following ways: 
• mail it to the address below, so that it is deposited in the 

Registre des directives médicales anticipées: 
Régie de l’assurance maladie du Québec 

Case postale 16000 
Québec (Québec)  G1K 9A2 

 
• Give a copy to your physician or to a healthcare professional, 

to file it in your medical record. 
11 



http://www.ramq.gouv.qc.ca/en/citizens/Pages/advance-
medical-directives-download-the-form.aspx  

 
12 

http://www.ramq.gouv.qc.ca/en/citizens/Pages/advance-medical-directives-download-the-form.aspx
http://www.ramq.gouv.qc.ca/en/citizens/Pages/advance-medical-directives-download-the-form.aspx


Presentation by Tamara Sussman, Ph.D., Associate Professor, 
School of Social Work, McGill University. Researcher at CREGÉS 
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Using pamphlets in 
LTC to activate early 
conversations about 

end-of-life care 

Tamara Sussman, MSW, PhD 
Associate Professor, School of Social Work  
McGill University  



 Early holistic end-of-life conversations help prepare 
residents, families and staff for end of life decisions  
 

 Despite the benefits such conversations are rarely offered 
in LTC. Barriers include:   
 reinforcing stigma  
 Lack of available tools for illnesses of high 

prevalence in LTC 
 

 We developed five condition specific pamphlets to: 
 educate residents and families about illness trajectories  
 activate conversations between families, residents and 

staff 



 
Lung disease, heart failure, kidney failure, dementia, 

frailty 
 



 

Exterior Panels Interior Panels 



 
 
To evaluate the acceptability of the pamphlets from 

the perspective of residents, families & staff 
 

To explore if an how pamphlets were used by 
residents, families & staff 



 
Evaluation done within the context of a larger study 

(SPA-LTC)  
4 LTC homes in southern Ontario 
 

Pamphlet distribution open (wall displays, staff 
distribution) 
 

Surveys and focus groups  
57 residents/families surveys; 7 focus groups of 56 

residents/families 
178 surveys 

 



 

A total of 348  pamphlets were 
used by residents and families 
from April to September 2016 
 

Pamphlets addressing frailty, 
dementia & heart failure most 
commonly used  by residents 
and families 
 

Pamphlets addressing dementia 
and heart failure most 
commonly read by staff 

HEART 
FAILURE 

 

KIDNEY 
DISEASE 

LUNG 
DISEASE 

DEMENTIA 

FRAILTY 
 

Presenter
Presentation Notes
Report frequency and percent149 in abstract, 40, 39



 
Item Responses (n=57) Number Who Agree (%) 

 Information clear & easy to 
understand 

50 (88%) 

Information relevant and 
meaningful 

47 (82%) 

Information distressing 11 (19%) 

Encouraged to think about 
personal values 
 
More informed about what to ask 

48 (84%) 
 
40 (70%) 

Increased comfort talking about 
EOL 
 
Had initiated conversations after 
reading pamphlets 

36 (63%) 
 
32 (65%) with families 
 
21 (37%) with staff 

Presenter
Presentation Notes
Report frequency and percent



 
 
Pamphlet (in) accessibility 
“it tells you what you need to know without being too 

wordy” (resident) 
Displays need to be on every floor for better resident 

accessibility 
 

Value of Illness Specific Information 
”when I started reading I went oh my gosh this is exactly 

him right now.. All of a sudden you don’t feel so helpless” 
(family) 

 
Protecting the other from an emotional topic 
Residents and families alike all stated they appreciated 

information but worried about other’s reaction 



 
 

Item Responses (n=105) Number Who Agree (%) 

The information in these 
pamphlets is useful to 
residents/families 

83 (79%) 

I feel comfortable sharing 
these pamphlets in my 
workplace 

82 (78%) 

I plan to share the pamphlets 
in the future 

76 (72%) 

The information in these 
pamphlets could be harmful 
to residents and families 
 

4 (2%) 
 
 

I am the appropriate person 
to share these pamphlets 
 

53(50.5%) 



 
 

Variable Care Aides 
(n=33) 

Registered 
Staff (n=42) 

Support 
Staff (n=30) 

Significance 

Comfort 
with 
Distribution, 
Mean (SD) 

11.06 (2.68) 12.42 (2.92) 10.73 (3.02) 
(80.4) 

p=0.02 

Perceived 
Usefulness 

11.73 (1.94) 11.55 (2.31) 11.77 (2.08) p=0.09 



 
 

Variable Care Aides 
(n=61) 

Registered 
Staff (n=58) 

Support 
Staff (n=59) 

Total 
(n=178) 

Female, n 
(%) 

50 (90.9) 49 (84.5) 45 (80.4) 144 (85.2) 

College+, n 
(%) 

43 (70.4) 54 (93.1) 42 (71.1) 139 (78.0) 

Total Years 
in LTC, mean 
(SD) 

10.79 (9.6) 9.96 (8.2) 9.83 (8.6) 10.21 (8.8) 

Aware of 
Pamphlets 

37 (60.7) 52 (87.9) 37 (62.3) 125 (70.2)* 

Read 
Pamphlet 

32 (52.5) 47 (81.0) 26 (44.1) 105 (59.0)* 



 
 

Category Examples Frequency (n=54) 

Pamphlets used for 
self education 

“helped me increase 
my own knowledge” 

26 (48%) 

Pamphlets used to 
educate 
families/friends 

“I wanted to 
educated families 
and residents and 
empower them to 
make their own 
decisions” 

9 (17%) 

General Comments 
about usefulness 

“pamphlets are 
informative” 

19 (35%) 



Pamphlets promising method of information sharing  
 

Activating discussions may require staff support 
 

Training and facility wide discussions required to 
improve  staff comfort in end-of-life communication 
and discuss role of non- regulated staff 
 

Pamphlets available on Canadian Hospice Palliative 
Care Website- search SPA LTC 
 

 
 



 
 Sussman, T., Kaasalainen, S., Bui, M.,  Aklhtar-Danesh, N., 

Mintzberg, S., & Strachan, P. (2017). “Now I don’t have to guess”: 
Using pamphlets to encourage residents and families/friends to 
engage in advance care planning in long-term care.  Gerontology 
& Geriatric Medicine. 3, 1-11. 

 
 Sussman, T., Kaasalainen, S.,  Eunyoung, L., Akhtar-Danesh, N., 

Strachan, P., Brazil, K., Bonifas, R., Bourgeois-Guerin, V., 
Durivage, P., Papaioannou, A., Young, L.(2019).  Condition 
specific pamphlets to improve end-of-life communication in 
long-term care (LTC): Staff perceptions on usability and use. 
Journal for Post-Acute and Long-Term Medicine (JAMDA), 20(3), 
262-267. 
 



This project (2014-2016) was funded by the 
by Canadian Frailty Network (previously 

Technology Evaluation in the Elderly 
Network).  



Kevin Hayes, M.Sc., Clinical Ethicist, Quality Directorate, CIUSSS 
West-Central Montreal  
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Goals of Care 
(Previously known as Levels of Intervention) 

Kevin Hayes 
Clinical Ethicist 

CIUSSS West-Central Montreal  



∗ A policy has existed for many years at the JGH 
regarding the process in place  

∗ The policy is now in a revision stage following the 
INESSS implementation of its new guide for all 
healthcare establishments 

∗ It is a Québec wide initiative 

What is the policy? 



∗ Adherence to our Mission-Vision –Values 
∗ A vital partnership with patients, residents, clients, 

substitute decision-makers and families 
∗ The organization respects human dignity by providing 

care that is clinically and ethically appropriate and 
through Goals of care conversations seeks to 
understand patient values regarding care choices. 

Guiding principles 



∗ These conversations take place early in the course of 
care 

∗ They explore patients wishes and goals for care 
framed within the therapeutic options that the 
treating physician has determined appropriate for 
ones condition 

∗ An advance directive (if completed and made 
available) may inform conversations regarding Goals 
of Care 

Goals of Care Conversations 



∗ They are done with the patient or resident 
∗ If the patient lacks capacity to make the specific 

decision, then it can be done with the patients 
representative (ie substitute decision-maker) 

Goals of Care Conversations 



What's included in that conversation? 
∗ Patients status, prognosis and anticipated outcomes 
∗ Patients values, hopes, wishes 
∗ Role of life support interventions/ risks and benefits 
∗ Comfort measures 
∗ Medical recommendations 
∗ An offer to involve other resources to assist 

Goals of Care Conversations 



A tool exists to facilitate communication between care 
providers, patients, residents and caregivers on Goals of Care 

 
Goal A: Prolong life with all necessary care  
Goal B: Prolong life with some limitations to care  
Goal C: Ensure comfort as a priority over prolonging life  
Goal D: Ensure comfort without prolonging life  

Goal of Care Tool 



∗ Ability to understand and appreciate one’s condition, 
the purpose of a treatment and other options as well 
as the consequences of one choice over another 

∗ A substitute decision-maker is someone  who has the 
authority to consent to care on behalf of someone 
lacking capacity to make those decision.  

∗ These decisions could include Goals of Care 

Capacity to consent 



∗ So each individual makes his own decision when and 
if the time comes 

The importance of the Advance 
Directive 



Mark Karanofsky, MDCM, CCFP, FCFP, Assistant Professor, 
Department of Family Medicine, McGill University and Unit 

Director GMF-U Herzl 
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Presenter
Presentation Notes
 Question period - Open discussion The use of the tools in LTC setting: where and when?How to approach end-of-life issues and be culturally sensitive?
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http://www.advancecareplanning.ca/resource/quebec/ 

https://www.educaloi.qc.ca/en/capsules/advance-medical-directives 
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Presenter
Presentation Notes
Concrete measures for better AMD results People who wish to fill out AMD forms should first discuss the options with a doctor or other medical professional who can provide important information. As part of a comprehensive AMD regime, these discussions could consist of clear, simple, plain-language interactive computer tools that can assess individuals’ comprehension and guide them through the process; telephone support provided by physicians; or face-to-face meetings. An improved AMD process should also leave room for broader, more flexible expression of personal wishes (for instance, the possibility of being kept alive artificially, for a limited period of time, to give family members more time at the patient’s bedside). It could also allow a role for a proxy decision-maker for some decisions related to AMDs. Other resources could be added to the documentation, such as a video or audio file in which a person states additional preferences and provides context for their decisions. This recording could be sent to the family and available to medical personnel to help interpret the preferences registered in form-based AMDs.29 Many people find the process of reflecting on and stating their wishes for end-of-life care arduous. Policy-makers and health care providers should consider providing assisted communication support, such as bioethics mediation. This form of mediation allows for qualified third-party interveners to use communication techniques that help people highlight and articulate their core values and preferences, then help translate these values into a medical context.30 The values critical to end-of-life decisions raise the thorniest questions; they can be difficult to identify, confront and formulate, which is why they often remain unexplored and undeveloped.31 Assisted communication or bioethics mediation has demonstrated the potential to help people in this regard. It can also make people more aware of the positive and negative relational influences that steer their decision-making process. When useful and appropriate, the mediator can invite those close to a person to participate. Expertise in assisted communication or bioethical mediation could be developed through training of existing health care professionals and could be incorporated into current health care system structures. Quebec’s AMD regime for end-of-life care decisions has some key shortcomings. It relies too much on individuals to do their own research; the process is more or less limited to signing a form; and it does not allow room for people to express what they value most. These issues are of great consequence, and they need to be addressed to maintain public support for these regimes and to prepare patients, families and health professionals for the end-of-life decisions they may have to face. Quebec should incorporate a broader, more values-based and collaborative approach in its AMD process so that people can more meaningfully express their wishes for endof-life care. Assisted communication or mediation techniques could provide patients and their families with additional support and help in navigating the complicated aspects of expressing values and preferences in the context of advance care planning. Although Quebec’s regime is the main focus of this paper, the other AMD models we have reviewed here should serve as a reference for provinces looking to improve their own regimes. Examining and improving AMD processes will be a complex but essential task to provide a solid foundation for end-of-life care policies, which are evolving rapidly. This work should precede any consideration of including requests for MAiD in advance medical directives.
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