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Readability of advance directive documentation in Canada: a
cross-sectional study
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Background: In the Canadian context, health literacy has been shown to depend on place of birth, education level, socioeco-
nomic status, language spoken and geographic location. This study seeks to determine whether currently available advance directive
documentation in Canada is written in accordance with the average reading level of the population and to assess whether recommen-
dations for health literacy are currently being met.

Methods: A cross-sectional study design was used. Patient-oriented English-language advance directive documents (brochures and/
or forms) were obtained from the health agency websites of all Canadian provinces and territories and analyzed for readability using
the Flesch-Kincaid Grade Level and Flesch Readability Ease scales.

Results: Advance directives in Canada are distinct from one another and surpass the recommended reading level by 4.5 + 1.4 grade
levels on average (95% confidence interval 8.7—10.3) with the hardest-to-read documents existing in Ontario, Quebec and Alberta.

Interpretation: These results demonstrate that the provincial and territorial governments issuing advance directive documentation
have fallen short of their fiduciary responsibility to provide documents that facilitate health literacy. Addressing this shortcoming can

result in increased patient engagement in advance directive completion while promoting patient autonomy.

o make appropriate health decisions, people must be

able to articulate their individual preferences for the

health care interventions they receive. This ability is
generally referred to as health literacy, which broadly refers
to the degree to which an individual has the capacity to pro-
cess, understand and communicate basic health information.!
An important role for health care professionals in this con-
text is to assist patients in accessing readily understandable
health policy documentation. This not only contributes to
health literacy but also facilitates patient autonomy to ensure
the best possible health outcomes.

In the absence of available advance directive documenta-
tion, the goals of care for an individual are generally deter-
mined by the medical provider (i.e., physicians and primary
care providers) according to recognized statutes of reason-
able care. Owing in part to the discrepancies between pro-
vincial and territorial jurisdictions around such documenta-
tion, it is not currently known how many Canadians have
made their wishes explicit in a legally recognized form.?
What is clear, however, is that without any such documenta-
tion the chances of a meaningful dialogue between a vulner-
able individual and the health care system decrease signifi-
cantly. As such, advance directive documents are important
tools that inform and frame health literacy by establishing
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the groundwork for individuals and care providers to com-
prehend one another.

In Canada, health literacy depends on a number factors
including place of birth, education level, socioeconomic sta-
tus, language spoken (English v. French) and geographic
location.! Low health literacy is associated with fewer
health-promoting behaviours, poorer health status, higher
rates of hospital admission and higher health care costs.’
Moreover, people who rate their health as fair or poor have
the lowest levels of language proficiency and general health
literacy.* Among the most crucial times for comprehension
of medical information and assurance of patient autonomy is
the time of completion of an advance directive. This process
is meant to document individuals’ wishes in the event that
they are not able to speak for themselves. Currently there is
no federally prescribed advance directive documentation
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available in Canada; most advance directive documentation
is provided by individual provinces or territories. Individuals
also have the option of using an institutional template or
drafting their own form.

Canada’s demographic profile is shifting (by 2056, 25%
to 30% of Canada’s population will be older than 65 years
of age), and it has been estimated that within the next few
decades, more than 75% of Canadians will have at least
1 chronic condition.’ These trends portend a significant
increase in demand for health services,® while underscoring
the importance of addressing barriers that may prevent
individuals from expressing their medical wishes in a timely
and unambiguous manner. Importantly, many of the same
factors that influence health literacy also affect the comple-
tion of an advance directive. Pertinent among these is edu-
cation level,” with the highest rates of advance directive
completion seen in those who have completed high school.?
The average reading level in Canada and the United States
is in the range of 8th grade or lower.”!” It is therefore not
surprising that many studies demonstrate that patient
materials (including informed consent forms, educational
materials and advance directive forms) are virtually incom-
prehensible to most adults.!""? The Canadian Council on
Learning has reported that “60% of adults in Canada lack
the capacity to obtain, understand and act upon health infor-
mation and services and to make appropriate health deci-
sions on their own.”"® This mirrors the situation in the US,
where a large proportion of health information materials are
written at a level that exceeds the reading skills of the aver-
age high school graduate.'* A recent analysis of government-
sponsored advance directive documentation in the US
showed an alarming discrepancy between the readability of
these documents and the average literacy level of adults,
prompting the National Work Group on Literacy and
Health to recommend that health care documentation be
written at a Sth grade reading level.'” Our objective in this
report was to assess the readability of English-language
government-sponsored advance directive documentation
available in Canada while highlighting its role in promoting
health literacy and increased patient autonomy.

Document selection

We accessed English-language advance directive documents
for every Canadian province and territory from the websites
of their respective government health agencies and analyzed
their readability and content. Forms in French and/or
Indigenous languages could not be located for every prov-
ince and territory and were thus excluded from subsequent
analysis. In some cases, advance directive documents were
collected by querying the Google search engine with the
following keywords: “advance directive,” “DNR” [do not
rescuscitate] and/or “personal directive,” along with the
name of the province or territory. All of the government
websites accessed for this study were validated by critical
inspection by one of the coauthors to ensure that the Web
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address and content matched and that the documents from
each website matched their cognate jurisdiction. No
authentication tool was used. Although the websites of some
jurisdictions provided more than 1 option, only commonly
used advance directive documents were selected for further
inquiry. We also ensured that, where possible, we selected
for analysis advance directive documents targeted to
patients and their families (and not, for example, oriented
toward health care providers).

Readability analysis

All of the advance directive forms used in this study were
accessed on Feb. 20, 2018, and recovered as portable docu-
ment format (PDF) files. These were converted to Microsoft
Word (.doc) format using a file converter software package
(Adobe Acrobat 9 Pro version 9.5.5) and visually inspected
to ensure that the conversions were accurate and complete.
Any forms with embedded French-language sections were
edited to remove these sections before subsequent analysis.
All of the .doc formatted advance directive documents were
then subjected to readability analysis using Microsoft Word
for Mac 2011 software (version 14.7.2) to derive their
Flesch-Kincaid Grade Level and Flesch Reading Ease
scores. This method was chosen because it is commonly
used to assess the readability of written materials, and it cor-
relates well with other readability metrics previously used to
assess health care materials.!®® The Flesch-Kincaid Grade
Level score provides a best approximation of the equivalent
grade reading level (between 0 and 19) for the analyzed text,
whereas the Flesch Reading Ease score provides a numerical
value (between 0 and 100), with a low score indicating that a
document is difficult to read. While the Flesch-Kincaid
Grade Level metric for readability was not originally con-
ceived for use in health care settings, it remains a validated
and accepted tool that is used ubiquitously in the health care
literature.”* Moreover, the results of the Flesch-Kincaid cor-
relate very well with other metrics of readability (e.g., Auto-
mated Readability Index, Simplified Automated Readability
Index) when compared head to head.'

Statistical analysis

One-sample non-parametric Wilcoxon tests (comparison val-
ues of 8 and 5 used for the average grade readability and rec-
ommended reading level, respectively) were used to compare
the mean Canadian Flesch-Kincaid Grade Level scores with
the average and recommended reading level in the US. All
statistical analyses were performed in MATLAB (Math-
Works), using the Statistics Toolbox.

Comparative document analysis

As part of this cross-sectional study, various qualitative met-
rics (format, publication date, page count and word count)
were sought to describe each of the advance directive docu-
ments analyzed in this study. The year of publication for
each document was taken either directly from the PDF itself
or from the publication date affiliated with the Web link
used to access the document. Furthermore, to describe each
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document’s specific content, a single coauthor examined the
set of documents used for this study to delineate whether
they contained: (a) clinical language suitable for a specialized
audience, (b) open-ended fields that solicit direct patient
input, (¢) a “do not resuscitate” proviso, (d) a postmortem
tissue donation proviso, (e) a glossary of terms for important
definitions and (f) a prep sheet with precise instructions on
how to complete the form.

Ethics approval

Ethics approval was not required for this study because the
data were accessed from a publicly available source of infor-
mation that was legally accessible to the public and protected
by law, in accordance with the 77i-Council Policy Statement:
Ethical Conduct for Research Involving Humans (T CPS2).1¢

Results

English-language advance directive documents were collected
for each Canadian province and territory and subjected to
readability analysis to derive their Flesch-Kincaid Grade
Level and Flesch Reading Ease scores, metrics that are widely
used with proven reliability.!” In total, 13 documents were
analyzed, 1 for each of the provinces and territories in Can-
ada. The Grade Level scores for all provincial and territorial
forms are displayed in Figure 1; only 2 (the scores for the
forms from Saskatchewan and New Brunswick) were below
the average reading level of adults in the US. The average
readability score of advance directive documentation in Can-
ada was significantly higher (4.5 = 1.4 grade levels, 95% confi-
dence interval 8.7-10.3) than the US recommended grade
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Figure 1: Flesch-Kincaid Grade Level readability scores for the advance directive forms of the 13 provinces and territories of Canada. Each bar
represents grade level readability. Highlighted are the average readability level (8th grade, red hatched line) and recommended readability levels
for health documentation (5th grade, red solid line). Note: AB = Alberta, BC = British Columbia, MB = Manitoba, NB = New Brunswick, NFLD =
Newfoundland, NS = Nova Scotia, NWT = Northwest Territories, NU = Nunavut, ON = Ontario, PEI = Prince Edward Island, QC = Quebec, SK =
Saskatchewan, YK = Yukon.
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level (Table 1). We compared our results with those from US
advance directive documents because the populations of the
2 countries are comparable in terms of their basic reading
level.1314

To further contextualize the readability scores we
obtained, we assessed each of the advance directive documents
in our study in terms of its formatting and content. Table 2
presents our comparative document analysis, which highlights
the disparate nature of advance directive documents across
Canada. Some health jurisdictions (e.g., Manitoba) rely on
simple, open-ended templates meant to be completed and
retained by the patients themselves, whereas others (e.g., Brit-
ish Columbia) employ a hybrid format with space for input
from patients mixed with jargon-heavy sections whose com-
pletion is meant to be overseen by a legal or health care pro-
fessional. In 1 case (Quebec), advance directive forms are
administered through a secure Internet portal in order to be
tracked electronically by the provincial health agency and
made freely accessible to the province’s doctors. Documents
from the Northwest Territories and Nunavut were excluded
from the content analysis in Table 2 because their format (i.e.,
as a government-sponsored webpage and Territorial Legal
Act, respectively) could not be validly compared with the rest.

The present report demonstrates that English-language
advance directive documentation in Canada exceeds the read-
ability level recommended by the US National Work Group
on Literacy and Health, as well as the average reading skill of
adults in both the US and Canada.*'*'* We have demon-
strated that the readability of advance directive documents
available in Canada surpasses the recommended reading level
by 4.5 grade levels on average, with Ontario, Quebec and
Alberta having the hardest-to-read documents.

These results are concerning because illegible advance
directive documentation represents a significant obstacle
to both health literacy and patient autonomy. Health care
in Canada is provincially/territorially adjudicated, where
regional health care authorities are responsible for the provi-
sion of information regarding health care decisions. On the
basis of the results presented here, it is clear that most, if not
all, provincial/territorial health agencies in Canada are cur-
rently failing to meet their fiduciary responsibility of provid-
ing clear and concise advance directive documents for their
citizens. This problem is tractable, however, and the provision
of language-adjusted documentation (i.e., a reading level
either equivalent to or below the average reading level of the
population) would contribute to increased engagement in the
advance directive process while also promoting health literacy
and patient autonomy.

There is no universally recognized template for the pro-
duction of clear and concise advance directive documentation,
and the documents investigated in this study each possessed
strengths and weaknesses. As demonstrated, there is a clear
lack of standardization across Canada in terms of the lan-
guage and practices used to design and implement these
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crucial documents. This disharmony is an impediment for
both patients and health care providers when it comes to end-
of-life planning? and highlights an important area of concern
as our aging population is increasingly confronted with these
questions. Our results suggest that improving Canadian
advance directive documents will entail more than simply
adjusting their language to reduce their readability scores.
Document variables (e.g., length, comprehensiveness, layout
and/or cultural appropriateness), in addition to other factors
such as patient age or personal/medical history, could also
affect patient engagement and form completion rates.!”
Understanding these elements could also lead to efforts to
increase the legibility of this documentation, and ultimately,
to improved patient engagement. Moreover, from the health
care provision perspective, more effective and efficient
advance directive documentation can also facilitate communi-
cation between patients and health care providers while con-
tributing to more holistic care.

Limitations

This study had important limitations, one of which was the
failure to address the readability of advance directive forms in
languages other than English. Forms written in French,
Indigenous languages or other commonly spoken languages
were not evaluated. Another possible limitation is the exclu-
sive use of the Flesch-Kincaid Grade Level and Flesch Reading
Ease tools for all quantitative document analysis. This scale is
available only in English, and while it is a well-established and
validated tool, it was not initially devised for material that
relates to health care or health literacy. Moreover, the use of
formulaic readability algorithms such as the Flesch-Kincaid
Grade Level and Flesch Reading Ease tools has the inherent
flaw of not determining whether written materials are com-
prehensible or not. For example, it is not always the case that
sentence length correlates directly with readability (as it does
in most formulae like the Flesch-Kincaid Grade Level and
Flesch Reading Ease scales). Shorter sentences with outdated
or seldom used vocabulary may be more difficult to under-
stand than longer sentences written with simpler words.
Finally, the analysis presented here did not take the format-
ting of the various advance directive forms into account (e.g.,
font size and spacing, colour schemes, graphics and illustra-
tions), which could affect overall readability. One way to
approach this problem would be to conduct focus groups and
solicit direct patient feedback on which formats are easiest to
read and complete.

Conclusion

Provincial and territorial health agencies oversee the distribu-
tion of advance directive documentation, and our results dem-
onstrate the different approaches used to create and adminis-
ter advance directives in terms of authorship, publication year,
length, density of information and intended audience. Taken
together, the readability and comparative document analysis
presented here support the observation that there are signifi-
cant differences among the English language advance direc-
tive documents commonly used in Canada. Moving forward,
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Table 1: Statistics summary for all provinces and territories in Canada

Scale Median (range) Mean + SD IQR 95% Cl WS
Flesch—Kincaid Grade 9.00 (7.60-12.00) 9.60 + 147 2.03 8.75-10.61 88"
Level 91t

Flesch Reading Ease 54.80 (22.10-72.00) 5144 +14.76  14.83 - -

Note: Cl = confidence interval, IQR = interquartile range, SD = standard deviation, WS = Wilcoxon statistic.
*Value compared with average readability grade level (i.e., 8th grade).
1Value compared with recommended readability level (i.e., 5th grade).

Table 2: Comparison of elements in advance directive documentation for all provinces and territories in Canada

Open- Do-not- Tissue
No. of No. of Clinical ended resuscitate  donation
Province or territory, URL Format Date pages words language fields option option

Glossary
of terms

Prep
sheet

British Columbia, Brochure/ 2013 56 6316 v
www.health.gov.bc.ca/library/ form

publications/year/2013/

MyVoice-AdvanceCarePlanningGuide.

pdf

Alberta, Form 2014 2 1286 v v v
www.albertahealthservices.ca/
frm-103547.pdf

Saskatchewan, Brochure/ 2014 29 6602 v v v
www.rghealth.ca/rghr-central/files/ form
ceac_1042.pdf

Manitoba, Form 2004 2 875 v
www.gov.mb.ca/health/documents/hcd.
pdf

Ontario, Form 2008 1 383 v v
www.forms.ssb.gov.on.ca/mbs/ssb/

forms/ssbforms.nsf/GetFileAttach/

014-4519-45~1/$File/4519-45.pdf

Quebec, Form 2017 6 2561 v v
Www.ramg.gouv.qc.ca/en/citizens/

Pages/advance-medical-directives

-download-the-form.aspx

New Brunswick, Form 2016 3 342 v
wwwz2.gnb.ca/content/dam/gnb/

Departments/h-s/pdf/en/Patients/

Form-AdvanceHealthCareDirective.pdf

Nova Scotia, Brochure/ 2010 20 6108 v
http://novascotia.ca/just/pda/_docs/ form
PersonalDirectiveLongForm0311.pdf

Prince Edward Island, Form 2016 8 1608 v v
www.gov.pe.ca/forms/pdf/2797.pdf?_ga

= 1.14385655.1761787984.145624769

2

Newfoundland and Labrador, Brochure/ 2017 10 2018 v v
www.cssd.gov.nl.ca/publications/pdf/ form
seniors/ahcd_booklet.pdf

Yukon, Form 2017 24 4305 v v
www.hss.gov.yk.ca/pdf/adv_directive_
booklet.pdf

Northwest Territories,* Website 2017 2 724
www.hss.gov.nt.ca/en/services/
personal-directives

Nunavut,* Legal 2015 42 13 007
www.gov.nu.ca/sites/default/files/ document
Guardianship_%26_Trusteeship_Act.

pdf

v

v

*Excluded from content analysis because of format incompatibility.
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we recommend that newly created advance directive docu-
ments be written and distributed on the basis of clearly articu-
lated benchmarks that control for, among other things, the
readability of the language they contain. Both health literacy
and advance directive completion rates could be improved by
standardizing these documents across Canada or perhaps even
working toward producing a single advance directive form
that could be used across the country.
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