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Appraising publicly available online resources to support
patients considering decisions about medical assistance
in dying in Canada: an environmental scan

Alda Kiss RN MScN, Krystina B. Lewis RN PhD, France Légaré MD PhD, Lissa Pacheco-Brousseau PT,
Qian Zhang, Laura Wilding RN MHS, Lindsey Sikora MISt, Dawn Stacey RN PhD

Background: Medical assistance in dying (MAID) was legalized in Canada in 2016, with legislation updated in 2021. It is unclear
whether resources are available to help patients make this difficult decision; therefore, we sought to identify and quality appraise
Canadian MAID resources for supporting patients making this decision.

Methods: We conducted an environmental scan by searching Canadian websites for online MAID resources that were published
after the 2016 MAID legislation, patient targeted, publicly accessible and able to inform decisions about MAID in Canada. We
excluded resources that targeted health care professionals or policy-makers, service protocols and personal narratives. Two authors
appraised resources using the International Patient Decision Aids Standards (IPDAS) criteria and the Patient Education Materials
Assessment Tool (PEMAT) for health literacy. Descriptive analysis was conducted. We defined resources as patient decision aids if
7 IPDAS defining criteria were met, and we rated resources as adequate for understandability or actionability if the PEMAT score
was 70% or greater.

Results: We identified 80 MAID resources. As of March 2023, 62 resources (90%) provided eligibility according to the 2021 legislation
and 11 did not discuss any eligibility criteria. The median IPDAS score was 3 out of 7; 52% discussed alternative options and none
provided benefits or harms. Of 80 resources, 59% were adequate for understandability and 29% were adequate for actionability.

Interpretation: Although many resources on MAID were updated with 2021 legislation, few were adequate to support patients with lower
health literacy. There is a need to determine whether a patient decision aid would be appropriate for people in Canada considering MAID.

ever have people in Canada been confronted with

so many difficult decisions, including those who

are the most vulnerable owing to serious illnesses
negatively influencing their length of life and/or quality of
life. In February 2015, the Supreme Court of Canada ruled
(Carter v. Canada) that parts of the Criminal Code would
need to change to satisfy the Canadian Charter of Rights
and Freedoms and that parts of the Criminal Code that pro-
hibit medical assistance in dying (MAiD) would no longer be
valid.! Responding to the Supreme Court’s call for a new
law, the Canadian government legalized MAID (Bill C-14)
in June 2016 to allow for the safe and intentional end of life
of patients suffering from grievous, incurable diseases and
whose death is reasonably foreseeable.! In March 2021, Bill
C-7 broadened the eligibility criteria for MAID to include
patients whose death is not reasonably foreseeable, but this
requires a 90-day waiting period.? MAiD involves the
administration of medications to safely and intentionally end
the life of an adult who was eligible for MAiD and specif-
ically requested it.!
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End-of-life decisions, including MAiD, were identified in a
recent Canadian survey of difficult decisions.> According to
the MAID legislation, patients requesting MAiD are expected
to receive information about all options available to them.!
However, it is unclear the extent to which Canadians actively
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making the decision about MAID are supported in consider-
ing alternative end-of-life care options.* Some people may
question if MAID is an informed, values-congruent choice or
if MAID is chosen because there is inadequate access to pallia-
tive care. Patient decision aids are effective evidence-based
resources to support patients to participate in making
informed values-congruent choices.” At a minimum, patient
decision aids make explicit the decision, provide information
on options (including benefits and harms) and help clarify val-
ues for outcomes of options.

Although there are MAID resources available for people in
Canada, it is not clear to what extent they can support
decision-making or if they are adequate for people with lower
health literacy. Therefore, we sought to identify Canadian
MAID resources for patients and appraise their quality.

We conducted an environmental scan using online searches
following the Preferred Reporting Items for Systematic
Reviews and Meta-Analyses reporting guidelines.” The
environmental scan included seeking, gathering and interpret-
ing information to answer the research objective.®'* Three
searches were conducted in August 2021, April 2022 and
March 2023. We identified eligible resources by searching the
online websites, extracted the data on them, appraised their
quality and analyzed findings. The interpretation was
informed by the quality appraisal.

Setting
In Canada, there was a total of 31664 reported MAiD

deaths from 2016 to 2021 with year-over-year increases.'' In
2021 alone, MAiD accounted for 3.3% of all deaths, with

the highest proportions occurring in Quebec and British
Columbia (4.7% and 4.8%, respectively). There were more
men who received MAiID (52.3%) than women, and the
average age was 76.3 years."! The most common underlying
medical conditions were cancer, cardiovascular conditions,
chronic respiratory conditions and neurologic conditions,
consistent with leading causes of death in Canada.

Search strategy

We conducted the environmental scan using Google searches
and handsearching Canadian government and organization
websites. These organization websites were identified in con-
sultation with stakeholders in our professional networks. We
did not handsearch websites for Canadian hospitals, long-
term care centres or hospices, given the large number of these
organizations in Canada.

We limited the search to Canadian websites given that the
resources identified would also need to reflect the Canadian
MAID legislation.! Two authors (A.K. and Q.Z.) independ-
ently conducted the searches using popular searched key-
words according to Google Trends. Google Trends allows
researchers to streamline their search results by selecting the
most popular keywords used by the public when looking for
information online.”” Multiple keywords were entered in the
search bar of Google Trends by one author (A.K.). Google
Trends indicated that MAiD was a common topic in Can-
adian health care from 2020 to 2021, as evidenced by the
number of search hits (Figure 1, Figure 2). The output graphs
showed a Canadian trend, which could be adjusted by time
range. As a result, key terms searched independently were as
follows: medical assistance in dying, assisted suicide, voluntary
euthanasia, MAIiD and dying, and physician assisted suicide.
For the March 2023 search, we added “aide médicale a

* Medical assistance * Assisted suicide

Canada June 13, 2020-June 13, 2021

Interest over time
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Figure 1: Google Trends of keywords graph. Data source: Google Trends.
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mourir.” We did not use Boolean operators, which are typ-
ically used for medical database searches. Our search strategy
in 2023 was verified a priori by an academic librarian (L.S.).
We conducted searches in a new private window in the
Internet browser Safari to prevent caching of results from
previous searches.” We discontinued the searches when no
new resources were identified within the next 50 Internet hits.
We searched the Canadian federal, provincial and territorial
governments’ websites, as well as relevant Canadian organiza-
tions’ websites (i.e., Dying with Dignity Canada and Canadian
Association of MAiD Assessors and Providers) using the same
search terms. Additionally, we reviewed Google Advanced

Search using the same keywords.

Eligibility of resources

Two authors (A.K. and Q.Z.) independently assessed identi-
fied MAID resources for eligibility. Eligible MAiD-focused
resources were published after the 2016 MAID legislation,
able to inform decisions about MAID, patient-targeted and

OPEN

publicly accessible. We determined that a resource could
inform decisions if it provided information on MAID as an
end-of-life option, including details about the procedure. For-
mat for eligible resources included printed materials (e.g., web
pages and downloadable documents) and video recordings.
We excluded resources if they were targeting health care pro-
viders or policy-makers, were personal narratives (e.g., per-
sonal websites, blogs and public forums) or were health care
service protocols (e.g., request forms and instructions for
completion of health care providers roles). We documented
reasons for exclusion.

Data extraction

We extracted information on eligible resources using a standard-
ized data extraction spreadsheet in Excel Version 16.48 (Micro-
soft). Two authors (A.K. and Q.Z.) independently extracted the
following data: resource title, target audience, author/developer,
year of last update, languages in which the resource is available,
URL, pathway to the resource and date accessed.

A
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Figure 2: Google Trends of keywords diagram. (A) Google Trends results for keywords of subregions 1-5. (B) Google Trends results for keywords
of subregions 6-9. Note: Coloured bars show the prevalence of which search term was used in which subregion. Data source: Google Trends.
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Quality appraisal

Two of 3 authors (A.K., L.P.-B. and Q.Z.) independently
appraised the eligible resources. Discrepancies were resolved
through consensus or consultation with a third author (D.S.)
as necessary. We assessed the accuracy of MAiD information
on eligibility criteria through comparison with the 2021 Bill
C-7: An Act to Amend the Criminal Code (medical assistance in
dying) at 5 months (August 2021), 13 months (April 2022), and
24 months (March 2023) after legislation passed. We scored it
as yes (updated), no (not updated) or not applicable if eligibil-
ity was not discussed.

We used the 6 International Patient Decision Aids
Standards (IPDAS) criteria to determine whether the
resource qualified as a patient decision aid."* We included a
seventh criterion of “target audience” as proposed by
Martin and colleagues.”” We scored the IPDAS criteria as
present (yes) or absent (no).

To assess health literacy, we used the Patient Education
Materials Assessment Tool for Printable Materials (PEMAT -
P) or Audiovisual Materials (PEMAT-AV). The PEMAT
assesses resources on 2 domains: understandability (PEMAT-
P includes 17 items; PEMAT-AV includes 13 items) and
actionability (PEMAT-P includes 7 items; PEMAT-AV
includes 4 items).' We scored the items as 0 (disagree),
1 (agree) or NA (not applicable) according to the PEMAT
User’s Guide.!%'7 PEMAT scores were calculated as percent-
ages of total possible points (excluding not applicable).!¢
According to PEMAT, materials are considered understand-
able when consumers of diverse backgrounds and varying
levels of health literacy can process and explain the key mes-
sages. Resources were considered actionable when consumers
of diverse backgrounds and varying levels of health literacy
can identify what actions are possible to take based on the
information provided. The PEMAT individual scores were
standardized on a scale out of 100.

Data analysis

We used descriptive statistics to report characteristics of
the resources. As data were not normally distributed, we
analyzed findings using median, interquartile range (IQR)
and range. Resources had to meet all 7 criteria to be
defined as a patient decision aid.'"® An overall score of 70%
or greater indicated the resource was adequate for being
understandable or actionable.!®

Ethics approval
Ethics approval was not required for this environmental scan.

In March 2023, we searched a total of 1666 Web hits on
Google, and 80 were eligible to be included (Figure 3). Fifty-
two resources were available in English only, 23 in English
and French, 5 in French only and 1 (published by Vancouver
Coastal Health; resource 29) was available in 6 languages
(English, Chinese Traditional, Chinese Simplified, Punjabi,
Spanish and Vietnamese). Resources were developed by the
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federal government (z = 3), national organizations (z = 15),
provincial governments (z = 9), provincial health authorities
(n = 33), hospitals (n = 16) and territorial governments (n = 4)
(Table 1). Of 80 online resources, 75 were available in print
and 5 were available as a video.

Quality appraisal of resources

By March 2023, 24 months after Bill C-7 was approved, 62 of
69 (90%) resources were updated with eligibility criteria to
reflect this 2021 legislation, and 11 resources did not discuss
any eligibility criteria. Our earlier searches indicated that
fewer resources were updated in August 2021 (38 of 49; 78%)
or April 2022 (40 of 49; 82%).

None of the 80 eligible resources met the criteria to be
defined as patient decision aids (T'able 2). The median IPDAS
score was 3 out of 7 (IQR 2-4, range 0-5) (Figure 4). In the
80 resources, the IPDAS criteria that were most often met
were as follows: describes the health condition (2 = 67; 84%),
information on the target audience (z = 59; 74%) and states
the decision to be made (# = 43; 54%). Forty-two (52%)
resources provided options and none provided information on
the potential benefits or potential harms of the options.

The median PEMAT understandability score was 75%
(IQR 67%-84%, range 50%-100%) (Table 2; Figure 5). Of
80 resources, 47 (59%) achieved an adequate understandabil-
ity rating of 70% or greater. The applicable PEMAT under-
standability items met by most resources were as follows:
numbers appearing in the material are clear and easy to
understand (39 of 40; 98%), the material breaks information
into short sections (74 of 77; 96%) and the material uses visual
cues to draw attention to key points (74 of 77; 96%). PEMAT
understandability items met by few resources were as follows:
provides a summary (2 of 73; 3%, visual aids have clear titles
or captions (2 of 26; 8%) and the visual aids reinforce rather
than distract from the content (4 of 26; 15%).

The median PEMAT actionability score was 60% (IQR
20%-80%, range 0-100). Of 80 resources, 23 (29%) achieved
an adequate actionability rating of 70% or greater. Applicable
PEMAT actionability items that were mostly met were as fol-
lows: uses visual aids whenever it could to make it easier to act
on actions (70 of 75; 93%), clearly identifies at least 1 action
the user can take (56 of 79; 71%) and addresses the user
directly when describing actions (47 of 80; 59%). PEMAT
actionability items that were rarely met were as follows:
explains how to use the charts, graphs, tables or diagrams to
take actions (none); provides a tangible tool whenever it could
help the user take actions (3 of 76; 4%); and breaks down the
action into manageable, explicit steps (27 of 80; 34%).

Of 80 publicly available resources on MAiD in Canada, most
reported on 2021 updated eligibility criteria according to Bill
C-7. According to the PEMAT appraisal tool, approximately
half of the resources were understandable and few were
actionable. Despite the fact that MAID is a preference-
sensitive decision having at least 1 alternative option, no
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Figure 3: PRISMA diagram of search results. Note: MAID = medical assistance in dying, PRISMA = Preferred Reporting ltems for Systematic

Reviews and Meta-Analyses.

resources were patient decision aids. These findings lead to
the following discussion points.

With the finality and legal aspects of MAID, it is essential
that MAID resources for patients are continually updated as
legislation changes.'>!” Most MAID resources were updated
24 months after Bill C-7 legislation was released, but fewer
were updated at 5 and 13 months after this new legislation." It
is reassuring that MAiD resources were updated given the
increased complexity with this revised legislation and chal-
lenges with ensuring educational resources are up to date as
new evidence emerges.?’ If publicly available MAiD resources
are outdated, newly eligible individuals may be deterred from
seeking more information about MAID or may seek access to
MAID on the basis of unrealistic expectations.

Our findings demonstrate the need to improve both the
understandability and actionability of patient education
resources on MAID to make them more accessible for people
in Canada of lower health literacy. Understandability of
resources may be improved by providing a summary of key

points, presenting resources in an active voice, and using
visual images or diagrams.!®?!?? Actionability of decision-
support resources may be improved by breaking down actions
into manageable steps and providing a tangible tool to help
the user take action.!'®** Tools, such as checklists, improve
understanding and recall when provided in patient
resources.’! Patient decision aids are often structured in a
series of steps to guide the process of deliberating and com-
municating with others.?* A recent review of 73 education
resources for adults with osteoarthritis revealed that resources
structured as patient decision aids scored higher for action-
ability than other resources.”

No Canadian resources met the IPDAS criteria to be
defined as a patient decision aid, an effective intervention to
support preference-sensitive decisions.”® Our findings were
consistent with the Ottawa Hospital Research Institute’s
A to Z Inventory of Patient Decision Aids, which has no
decision aids on MAiD-related topics.?® However, it is pos-
sible that authors of MAiD decision aids have not registered
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Table 1 (part 1 of 5): Main characteristics of publicly available MAiD resources*
Eligibility based on 2021
legislation
Year
last Languages August April March
No. Developer updated Resource name Format available 2021 2022 2023
Canada
1 Government of 2023 Medical assistance in dying: overview Web page English, Yes Yes Yes
Canada https://www.canada.ca/en/health-canada/services/ French
medical-assistance-dying.html
2 Government of 2023 Canada’s medical assistance in dying (MAID) law Web page English, Yes Yes Yes
Canada https://www.justice.gc.ca/eng/cj-jp/ad-am/bk-di.html French
3 Dying with NR Get the facts: Canada’s medical assistance in dying Web page English, Yes Yes Yes
Dignity (MAID) law French
https://www.dyingwithdignity.ca/end-of-life-support/
get-the-facts-on-maid/
4 Dying with 2021 A legal overview of medical assistance in dying (MAID) in Video English Yes Yes Yes
Dignity Canada
https://www.youtube.com/watch?v=-nP1JZklw_Y
5 Dying with 2021 From Bill C-14 to Bill C-7: a legal update on medical Video English Yes Yes Yes
Dignity assistance in dying (MAID) in Canada
https://www.youtube.com/watch?v=AWTctfEmS3Q
6 Centre for 2023 Medical assistance in dying (MAID) and mental illness — Web page English - - Yes
Addiction and FAQs
Mental Health https://www.camh.ca/en/camh-news-and-stories/
maid-and-mental-illness-faqgs
7 Canadian 2018 Medical assistance in dying in Canada Video English No No No
Association of X oy
MAID ASSESSOrs https://www.youtube.com/watch?v=GO8047HC7SY
and Providers
8 Alzheimer NR Medical assistance in dying Web page English, Yes Yes Yes
nget)é of https://alzheimer.ca/en/help-support/im-caring-person French
anada -living-dementia/end-life-care/medical-assistance-dying
9 Bridge C-14 NR What is MAID? Web page English - - Yes
https://www.bridgec14.org/what-is-maid
10 Centre for 2018 Physician-assisted death/MAID and suicide Web page English NA NA NA
Pchm:e https://www.suicideinfo.ca/local_resource/
revention suicide-physician-assisted-death/
1 Canadian 2023 Eligibility Web page English - - Yes
Association of . o it
MAID ASSESSOrs https://camapcanada.ca/for-the-public/eligibility/
and Providers
12 LegalLine NR Medically assisted death (MAID) Web page English Yes Yes Yes
https://www.legalline.ca/legal-answers/
medically-assisted-death/
13 Canadian Virtual NR What is MAID? Web page English, - - Yes
Hospice https://www.virtualhospice.ca/maid/articles/what-is-maid/ French
14 Canadian Virtual 2021 Understanding medical assistance in dying (MAID): for Web page, English - - Yes
Hospice individuals and families PDF,
https://www.virtualhospice.ca/maid/media/yafpybhp/ paper
maid-individuals-and-families.pdf
15 Government of 2021 Canada’s new medical assistance in dying law Web page, English, Yes Yes Yes
Canada https://www.justice.gc.ca/eng/cj-jp/ad-am/docs/MAID _ PDF, French
Infographic_EN.pdf paper
16 Canadian Virtual NR For parents: module 2 — talking about dying and death Web page English, NA NA NA
Hospice https://kidsgrief.ca/mod/lesson/view.php?id=281&pageid = French
621
17 Canadian Virtual 2019 How MAID is administered Video English No No No
Hospice https://vimeo.com/309490624
18 Canadian Virtual 2018 Explaining MAID to kids Video English NA NA NA
Hospice https://vimeo.com/307877263?embedded = true&source =
vimeo_logo&owner = 10868544
E874 CMAJ OPEN, 11(5)
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Table 1 (part 2 of 5): Main characteristics of publicly available MAiD resources*

Eligibility based on 2021

legislation
Year
last Languages August April March
No. Developer updated Resource name Format available 2021 2022 2023
Alberta
19* Alberta Health 2021 Medical assistance in dying (MAID): How does Bill C-7 Web page, English Yes Yes Yes
Services affect me? PDF,
https://www.albertahealthservices.ca/assets/info/maid/ (PR
if-maid-how-does-bill-c-7-affect-me.pdf
20 Alberta Health NR Patients or family members: medical assistance in dying Web page English Yes Yes Yes
Services https://www.albertahealthservices.ca/info/Page 14380.aspx
21 Alberta Health 2022 Medical assistance in dying and other end-of-life options Web page, English - - Yes
Services https://www.albertahealthservices.ca/assets/info/hp/maid/ PDF,
if-maid-and-other-end-of-life-options.pdf paper
22 Alberta Health 2021 How do | access medical assistance in dying services in Web page, English Yes Yes Yes
Services Alberta? PDF,
https://www.albertahealthservices.ca/assets/info/maid/if-maid paper
-how-access-medical-assistance-in-dying-in-alberta.pdf
23 Alberta Health 2016 Medical assistance in dying: frequently asked questions Web page, English NA NA NA
Services for patients and family members PDF,
https://www.albertahealthservices.ca/assets/info/maid/ paper
if-maid-fags-public.pdf
24 Alberta Health 2021 How do | make a formal request for medical assistance in Web page, English Yes Yes Yes
Services dying in Alberta? PDF,
https://www.albertahealthservices.ca/assets/info/maid/ paper
if-maid-making-formal-request.pdf
25 Alberta Health 2017 Medical assistance in dying: getting more information Web page, English No No No
Services https://www.albertahealthservices.ca/assets/info/hp/maid/ PDF,
if-hp-maid-getting-more-information.pdf paper
British Columbia
26*  Provincial Health NR Medical assistance in dying Web page English No Yes Yes
ie{r\]’ 'C(.is http://www.phsa.ca/health-info/medical-assistance-in
uthority -dying#Frequently—Asked—Questions
27* Fraser Health 2021 Medical assistance in dying Web page, English Yes Yes Yes
https:/patienteduc. fraserhealth.ca/file/ RDF,
medical-assistance-in-dying-maid-brochure-203010.pdf [PETEET
28* Vancouver NR Medical assistance in dying (MAID) Web page English Yes Yes Yes

Coastal Health https://www.vch.ca/en/service/medical-assistance-dying

29* Vancouver 2021 Medical assistance in dying (MAID) Web page, English, Yes Yes Yes

Coastal Health https://vch.eduhealth.ca/en/list?q=GV. 160.A88 07 Chinese
paper Traditional,
Chinese
Simplified,
Punjabi,
Spanish,
Vietnamese
30 Vancouver 2022 Guide for medical assistance in dying Web page, English - - Yes
Gzl Aeatn hitps://vch.eduhealth.ca/media/VCH/GV/GV.160.G85.pdf ppa?)zr
31 Government of NR Medical assistance in dying Web page English Yes Yes Yes
British Columbia https://wwwz2.gov.bc.ca/gov/content/health/accessing
-health-care/home-community-care/care-options-and-cost/
end-of-life-care/medical-assistance-in-dying
32 Interior Health 2021 Medical assistance in dying (MAID) Web page, English No Yes Yes
https://www.interiorhealth.ca/sites/default/files/ PDF,
PDFS/821318-patient-brochure.pdf paper
33 Interior Health 2021 A shared journey: a resource for individuals, families and Web page, English Yes Yes Yes
loved ones about medical assistance in dying PDF,
https://www.interiorhealth.ca/sites/default/files/PDF $/821455 paper
-a-shared-journey-a-resource-for-individual-families-and
-loved-ones-about-medical-assistance-in-dying.pdf
34 Island Health NR Medical assistance in dying (MAID) Web page English Yes Yes Yes

https://www.islandhealth.ca/learn-about-health/
medical-assistance-dying/medical-assistance-dying

CMAJ OPEN, 11(5) E875
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Table 1 (part 3 of 5): Main characteristics of publicly available MAiID resources*

Eligibility based on 2021

legislation
Year
last Languages August April March
No. Developer updated Resource name Format available 2021 2022 2023
35 Island Health 2023 Medical assistance in dying (MAID): MAID support & Web page, English Yes Yes Yes
bereavement guide PDF,
https://www.islandhealth.ca/sites/default/files/MAID/documents/ paper
maid-brochure-bereavement-pt-families-april-2021.pdf
36 Island Health 2021 Medical assistance in dying information for Island Health Web page, English Yes Yes Yes
patients and families PDF,
https://www.islandhealth.ca/sites/default/files/MAID/ paper
documents/maid-public-handout.pdf
37 Fraser Health NR Medical assistance in dying Web page English Yes Yes Yes
https://www.fraserhealth.ca/health-topics-a-to-z/
end-of-life-care/medical-assistance-in-dying#.ZB9ouS8r1-U
38 Fraser Health 2021 Medical assistance in dying (MAID): a guide to support Web page, English Yes Yes Yes
people request MAID PDF,
https://patienteduc.fraserhealth.ca/file/medical-assistance paper
-in-dying-maid-a-guide-to-suppo-460459.pdf
39 Fraser Health 2021 Medical assistance in dying Web page, English Yes Yes Yes
https://patienteduc.fraserhealth.ca/file/medical-assistance PDF,
-in-dying-maid-factsheet-407434.pdf paper
Canadian territories
40* Government of NR Medical assistance in dying (MAID) Web page English, Yes Yes Yes
¥ort‘rt1w_est https://www.hss.gov.nt.ca/en/services/medical-assistance onch
erritories -dying-maid
41 Government of 2023 Medical assistance in dying: information for patients and Web page, English, Yes Yes Yes
Northwest families PDF, French
Territories https://www.hss.gov.nt.ca/sites/hss/files/resources/maid_ paper
information_sheet_-_public_mar_2023.pdf
42 Government of 2023 Medical assistance in dying: questions and answers for Web page, English, Yes Yes Yes
Northwest patients and families PDF, French
Territories https://www.hss.gov.nt.ca/sites/hss/files/resources/maid_ paper
gas_for_public_mar_2023.pdf
43 Government of NR Find information about medical assistance in dying Web page English Yes Yes Yes
Yukon https://yukon.ca/en/health-and-welliness/care-services/
find-information-about-medical-assistance-dying#
whats-medical-assistance-in-dyinga
Eastern provinces
44> Nova Scotia 2022 Medical assistance in dying: frequently asked questions Web page English, - - Yes
Health Authority for public French
https://www.nshealth.ca/medical-assistance-dying
-frequently-asked-questions-public
45* Nova Scotia 2021 Patient & family guide: medical assistance in dying (MAID) Web page, English, Yes Yes Yes
IRt A aidy https://www.nshealth.ca/sites/nshealth.ca/files/ IPDl7 gichch
patientinformation/2229.pdf paper
46 Health Prince 2022 Medical assistance in dying Web page English, No No NA
Edward Island https://www.princeedwardisland.ca/en/information/ French
health-pei/medical-assistance-in-dying
47 Nova Scotia NR Medical assistance in dying (MAID) Web page English, No No Yes
Health Authority https://www.nshealth.ca/content/medical-assistance French
-dying-maid
48 Government of NR Medical assistance in dying Web page English, No No NA
New Brunswick https://wwwz2.gnb.ca/content/gnb/en/departments/health/ French
patientinformation/content/MedicalAssistancelnDying.html
49 Horizon Health NR Patient information: medical assistance in dying Web page, English, Yes Yes Yes
https://horizonnb.ca/wp-content/uploads/2022/04/Maid-EN. PDF, French
pdf paper
Manitoba
50 Shared Health 2021 Medical assistance in dying (MAID) in Manitoba Web page, English Yes Yes Yes
Manitoba https://sharedhealthmb.ca/files/maid-information PDF,
-pamphlet-for-patients.pdf paper
E876 CMAJ OPEN, 11(5)
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Table 1 (part 4 of 5): Main characteristics of publicly available MAiD resources*

Eligibility based on 2021

legislation
Year
last Languages August April March
No. Developer updated Resource name Format available 2021 2022 2023
Ontario
51* The Ottawa 2022 Information for patients and families Web page English, - - Yes
Hospital https://www.ottawahospital.on.ca/en/clinical-services/ French
deptpgrmcs/departments/medical-assistance-in-dying
-maid/information-for-patients-and-loved-ones/
frequently-asked-questions/
52* The Ottawa NR Medical assistance in dying (MAID) for patients and Web page, English, - - No
Hospital families: frequently asked questions PDF, French
https://www.ottawahospital.on.ca/wp-content/ (PR
uploads/2018/04/MAiD-Website-FAQs-Patients-and
-Families-FINAL-WCAG.pdf
53* The Ottawa 2021 Medical assistance in dying (MAID): information for Web page, English, Yes Yes Yes
Hospital patients and families PDF, French
https://www.ottawahospital.on.ca/wp-content/ [PEEfRIETy
uploads/2021/09/MAID-FAQ-ENG-Final-August-2021.pdf
54* William Osler NR Medical assistance in dying Web page English - - NA
hiealthiSystem https://www.williamoslerhs.ca/en/visiting-us/medical-
assistance-in-dying.aspx#Where-can-I-get-more-MAiD
-information-or-support
55* Hamilton Health 2021 Medical assistance in dying: FAQ for patients considering MAID ~ Web page, English = = Yes
Sciences https://www.hamiltonhealthsciences.ca/wp-content/uploads PR
/2021/06/MAID-FAQ-for-patients-considering-MAID.pdf ek
56* Peterborough NR Medical assistance in dying (MAID) Web page, English - - Yes
ReglcenaltHealth https://www.prhc.on.ca/healthcare-services/ FIDIF
Ei medical-assistance-in-dying-maid/ paper
57t  Ontario Ministry 2023 https://www.health.gov.on.ca/en/pro/programs/maid/ Web page English, Yes Yes Yes
of Health and French
Long-Term Care
58 Ontario Ministry NR MAID: general information Web page, English, Yes Yes Yes
LOf H?_alth ac;'nd https://files.ontario.ca/moh-maid-general-information PDF, French
ong-ferm Lare -en-2023-07-19.pdf paper
59 Ontario Ministry 2023 Medical assistance in dying and end-of-life decisions Web page English, Yes Yes Yes
LOf H(_eralth aé';d https://www.ontario.ca/page/medical-assistance-dying French
ong-lerm Lare -and-end-life-decisions
60 The Ottawa 2022 Information for patients and loved ones Web page English, Yes Yes Yes
Hospital https://www.ottawahospital.on.ca/en/clinical-services/ French
deptpgrmcs/departments/medical-assistance-in
-dying-maid/information-for-patients-and-loved-ones/
61 University NR Medical assistance in dying (MAID) Web page English No No Yes
notsplta‘i https://www.uhn.ca/PatientsFamilies/Patient_Services/
etwor MAID_Patients
62 Winchester NR Medical assistance in dying Web page English - - Yes
Dlstrlqt https://www.wdmh.on.ca/MAID
Memorial
Hospital
63 Waterloo 2017 Patient/caregiver information regarding MAID Web page, English No No No
YV;elllngttog https://www.mh.on.ca/uploads/Common/uploads/ PDF,
rliiegre}tel PalliativeCare/Patient%20and%20Caregiver%20 paper
Pali Ot.SpI 2; Resources%20and%20tools/Medical%20Assistance %20
alllative Lare in%20Dying%20Q%20and%20A.pdf
64 Grey Bruce NR Medical assistance in dying Web page English - - Yes
Health Services https://www.gbhs.on.ca/medical-assistance-in-dying/
65 Royal Victoria NR Medical assistance in dying (MAID) Web page English - - Yes
ReglgnaltHealth https://www.rvh.on.ca/areas-of-care/
entre medical-assistance-in-dying-maid/
66 Queensway NR Medical assistance in dying Web page English - - NA
ﬁi:z}g; https://www.qch.on.ca/MedicalAssistanceinDying
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Eligibility based on 2021

https://www.saskhealthauthority.ca/sites/default/
files/2021-05/Preparing-for-Provision-Day.pdf

legislation
Year
last Languages August April March
No. Developer updated Resource name Format available 2021 2022 2023
67 Hamilton Family 2021 Medical assistance in dying (MAID) for track 1 requests: Web page, English - - Yes
Health Team frequently asked questions PDF,
https://www.hamiltonfht.ca/en/resourcesGeneral/ paper
Documents/HFHT-MAID-FAQs-2021-NDRF.pdf
68 Hamilton Family 2021 Medical assistance in dying (MAID) track 2 requests: Web page, English - - Yes
Health Team frequently asked questions PDF,
https://www.hamiltonfht.ca/en/resourcesGeneral/ paper
Documents/HFHT-MAID-FAQs-2021-NDNRF.pdf
691 Waterloo 2017 MAID frequently asked questions Web page, English No No No
Wellington Local https://www.wwpalliativecare.ca/63/|_am_a_patient_or_ PDF,
Health family_member/ paper
Integration
Network
Quebec
70* Government of 2022 Aide médicale a mourir: pour en savoir plus Web page, French - - NA
Quebec https://www.ciusss-capitalenationale.gouv.qc.ca/sites/d8/ PDF,
files/docs/ProfSante/SPSFV/Aide-medicale-mourir-Pour paper
-savoir-plus.pdf
71 Centre hospitalier NR Aide médicale a mourir Web page French - - Yes
del Unlver§|te de https://www.chumontreal.qc.ca/patients/sejour-au-chum/
Montréal aide-medicale-mourir
72 Centre intégré de 2019 Aide médicale a mourir pour mieux vous guider Web page, French - - No
santé et de hitos: . - PDF,
- ) ps://www.santemonteregie.qc.ca/sites/default/
services sqc[ayx files/2019/04/aide_medicale_a_mourir_pour_mieux_ paper
de la Montérégie- vous_guider.pdf
Centre
73 Government of NR Aide médicale a mourir Web page French - - Yes
Quebec https://www.ciusss-capitalenationale.gouv.qc.ca/personnel
-sante/soins-palliatifs-fin-vie/aide-medicale-mourir
74 Centre hospitalier 2021 L'aide médicale a mourir: mieux comprendre les étapes Web page, French - - Yes
del Unlver§|te de https://ciusssmcq.ca/telechargement/1788/I-aide-medicale PDF,
Montréal -a-mourir-mieux-comprendre-les-etapes paper
75 Educaloi NR Medical aid in dying Web page English - - Yes
https://educaloi.qc.ca/en/capsules/medical-aid-in-dying/
Saskatchewan
76* Saskatchewan 2023/ Provincial Medical Assistance In Dying (MAID) Program. Web page, English Yes Yes Yes
Health Authority Frequently asked questions for patients and families. PDF,
Foreseeable death paper
https://www.saskhealthauthority.ca/sites/default/
files/2021-08/FAQ%20Foreseeable%20Death.pdf
77 Saskatchewan 2023 Provincial Medical Assistance In Dying (MAID) Program. Web page, English Yes Yes Yes
Health Authority Frequently asked questions for patients and families. PDF,
Nonforeseeable death paper
https://www.saskhealthauthority.ca/sites/default/
files/2023-03/MAID-FAQ-Non-Foreseeable-Death.pdf
78 Government of NR Medical assistance in dying information for the public Web page English Yes Yes Yes
Saskatchewan https://www.saskatchewan.ca/residents/health/accessing
-health-care-services/medical-assistance-in-dying/
accessing-medical-assistance-in-dying-services
79 Saskatchewan 2022 Provincial Medical Assistance In Dying (MAID) Program. Web page, English NA NA NA
Health Authority Information for patients and families PDF,
https://www.saskhealthauthority.ca/sites/default/ paper
files/2021-05/Information-for-Patients-and-Families.pdf
80 Saskatchewan 2022 Provincial Medical Assistance In Dying (MAID) Program. Web page, English NA NA NA
Health Authority Preparing for provision day PDF,
paper

Note: MAID = medical assistance in dying, NA = not applicable because eligibility was not discussed, NR = not reported.
*These resources had adequate scores for understandability and actionability (also shown with shading).
1Two resources (57 and 69) were not available at the time of publication.
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Table 2 (part 1 of 2): Appraisal results using International Patient Decision Aids Standards defining criteria and Patient Education
Materials Assessment Tool scores
IPDAS PEMAT
Describes Decision List all
health to be Target available Benefits Harms Values Total, Understandability,  Actionability,
No. condition made audience options of options of options clarification out of 7 % %
1 J J bl J 4 85* 60
2 J J J J 4 62 20
3 J J { 3 77* 60
4 J J J 3 64
5 J | J 3 73K
6 J J 2 85* 60
7 J J J J 4 70* 67
8 J J J J 4 75* 20
9 J 1 50 20
10 J J 2 50 0
1 J 1 63 20
12 J J J 3 67 20
13 J 1 80* 20
14 J J J J 4 69 40
15 J 1 54 33
16 J J J J 4 58 20
17 J J 2 50 0
18 0 50 0
19 J 1 70t 801
20 J 1 58 20
21 J { | { { 5 81* 60
22 J 1 91* 60
23 J J J J J 5 75* 60
24 J 1 69 60
25 J J 3 60 40
26 J J J J 5 100t 801
27 J J J J 4 81t 100t
28 J J J J 5 851 801
29 J J J J 5 75t 80t
30 J J J J 5 811 100t
31 J J J 3 77* 40
32 J J J J 4 80* 60
33 J J J J 4 67 40
34 il bl J J J 5 81* 60
35 J | J 3 67 60
36 | J | 4 60 40
37 J J J 4 85* 60
38 J J 2 69 40
39 J 1 69 60
40 J 1 831 801
41 J J J J 4 92* 60
42 J J J J 4 92* 60
43 J J J 3 92+ 60
44 J J J J 4 921 801
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Table 2 (part 2 of 2): Appraisal results using International Patient Decision Aids Standards defining criteria and Patient Education
Materials Assessment Tool scores
IPDAS PEMAT
Describes Decision List all
health to be Target available Benefits Harms Values Total, Understandability,  Actionability,
No. condition made audience options of options of options clarification out of 7 % %
45 J J J J 4 921 801
46 J J J J 4 75* 40
47 J J 2 67 20
48 J J J 3 56 20
49 J ) J J 4 69 80*
50 0 78* 60
51 N J J 3 921 801
52 N J J 3 85t 801
53 J J J 3 92t 801
54 J 1 90t 801
55 J J J 3 88t 801
56 N J J J 4 92t 83t
57 J J J 3 64 40
58 N J J J J 5 69 80
59 N J J J 4 77" 60
60 J J J J 4 67 60
61 J J J 3 75* 20
62 N J 2 69 80
63 N ) J J 4 83* 60
64 J J J J 4 69 20
65 J 1 50 20
66 N J 2 67 40
67 N J J 3 83* 20
68 J J J 3 85* 20
69 J J J 3 92* 60
70 J 1 801 801
71 J 1 63 80
72 J J 2 73* 20
73 J 1 53 80
74 J J 2 75* 20
75 J 1 50 20
76 J J J J 4 83t 801
77 J J J J 4 851 801
78 J J J J 4 67 40
79 J J J 3 83* 60
80 J J 2 75* 60
Note: | = present, blank cells = not present, IPDAS = International Patient Decision Aids Standards, PEMAT = Patient Education Materials Assessment Tool.
*Shaded results indicate adequate scores (= 70%) for understandability or actionability.
tBolded and shaded results indicate adequate scores for both understandability and actionability.

them in the A to Z inventory. This inventory includes sev-  sions about their goals of care often experienced less deci-
eral decisions aids focused on advanced care planning for  sional conflict and were more comfortable discussing the
end-of-life and other life and death decisions, such as start-  decision.””*” A key element of patient decision aids is pro-
ing or stopping dialysis. Previous studies have reported that  viding information on all reasonable options."* However,
patients who used patient decision aids for end-of-life deci-  only half of the identified Canadian MAiD resources listed
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Figure 4: Percentage of medical assistance in dying resources for patients that met criteria to qualify as a patient decision aid* (n = 80).
*Appraised by International Patient Decision Aids Standards criteria and a criterion proposed by Martin and colleagues.'®

alternative options, despite there being other treatments
that could be considered for relieving or easing unbearable
suffering, including palliative care, counselling services,
mental health care, disability support services and com-
munity services.’® Our findings cause us to reflect on the
unusual nature of patient decision aids for people consider-
ing MAiD when one of the possible options involves death.
User-testing of a draft patient decision aid to guide pastoral
workers discussing end-of-life care options revealed that
some pastoral workers were reluctant to use it, as they were
morally and religiously against MAiD (Dr. Louisa Blair,
Anglican Church of Canada, Toronto, Ont.: personal com-
munication, 2022).

Litte is known about whether a patient decision aid can
address patients’ or their families’ decision-making needs.
This knowledge gap requires further research. Ideally, patient
decision aids should be developed with a user-centred design
or be co-produced with patients and families to ensure the
final product is relevant to those for whom it is targeted and
subsequently used in clinical practice.’’*? Developers should
also follow health literacy guidance, including adhering to
PEMAT thresholds for understandability and actionability,
aiming for grade 5 to 8 reading level, using plain language and
providing alternative formats that do not require reading.*

Finally, evaluation of the patient decision aid should initially
focus on acceptability and, if acceptable, evaluate the effect on
decision quality (e.g., informed and values-based choice) and
the decision-making process (e.g., decisional conflict, decision
regret and confidence in the decision).>**

Limitations

Our environmental scan has strengths and limitations to
consider when interpreting the findings. The search strat-
egy was comprehensive for Canadian federal, provincial
and territorial governments, as well as relevant Canadian
organizations’ websites. However, given the changing
nature of websites, it is possible that previously published
resources may no longer be available or be moved to differ-
ent web pages, making them harder to locate. Another
strength was that the search, data extraction and appraisal
of resources was conducted independently by 2 of 3
authors. It is possible that we missed some non-English or
non-French resources given that the search was done with
terms in English and French, and once a resource was
identified we looked for its availability in other languages.
Finally, we did not specifically search websites of all health
care organizations in Canada (e.g., hospitals, long-term
care centres and hospices).
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Figure 5: Percentage of medical assistance in dying resources for patients that met criteria for understandability and actionability* (n = 80).

*Appraised by the Patient Education Materials Assessment Tool.
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