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Abstract

COVID-19 may cause sudden serious illness, and relatives having to act on patients’ behalf,
emphasizing the relevance of advance care planning (ACP). We explored how ACP was portrayed
in newspapers during year one of the pandemic. In ‘LexisNexis Uni’, we identified English-
language newspaper articles about ACP and COVID-19, published January—November 2020.

We applied content analysis; unitizing, sampling, recording or coding, reducing, inferring, and
narrating the data. We identified 131 articles, published in UK (n7 =59), Canada (7 =32), US (n
=15), Australia (7 =14), Ireland (n =6), and one each from Israel, Uganda, India, New-Zealand,
and France. Forty articles (31%) included definitions of ACP. Most mentioned exploring (93%),
discussing (71%), and recording (72%) treatment preferences; 28% described exploration of
values/goals, 66% encouraged engaging in ACP. No false or sensationalist information about ACP
was provided. ACP was often not fully described. Public campaigns about ACP might improve the
full picture of ACP to the public.
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Introduction

Advance care planning (ACP) is aimed at enabling individuals to define their goals

and preferences for future medical treatment and care, to discuss these with family and
healthcare professionals, and to record and review these if appropriate (Rietjens et al.,
2017). ACP has evolved from discussing cardiopulmonary resuscitation (CPR) preferences
to an ongoing process of preparation for medical decision-making by exploring goals,
values, treatment, and care preferences, discussing these with relatives and healthcare
professionals, and preparing personal representatives for their role in case the patient
becomes incapacitated (Heyland, 2020; Rietjens et al., 2017; Sudore & Fried, 2010). ACP
can contribute to care being consistent with patients’ preferences (Brinkman-Stoppelenburg
etal., 2014; Jimenez et al., 2018; Rietjens et al., 2017). Public campaigns have been used
to increase awareness about ACP (Seymour, 2018). During the COVID-19 pandemic, ACP
is increasingly prioritized by healthcare systems as a part of care (Curtis et al., 2020; Grant
et al., 2021). A qualitative interview study among general practitioners in the Netherlands
indicated that during the COVID-19 pandemic, they felt more aware of the importance

of discussing ACP, and that their patients felt an increased need to discuss ACP due to
messages about ACP in the media (Dujardin, 2021). However, people can also experience
fear and uncertainty due to news messages about COVID-19 and the scarcity of healthcare
and IC beds (Dujardin et al., 2021; Selman et al., 2020a; Sowden et al., 2021).

News media such as newspapers, television, or social media, are an important source of
health information for the public since most people do not frequently meet their healthcare
professionals (Schwitzer et al., 2005). News media may determine how people perceive
formerly unknown phenomena (Schwitzer et al., 2005), such as ACP. Furthermore, both
public and healthcare professionals use social media to discuss disease-related experiences
and views, also about ACP (Cutshall et al., 2020). During the COVID-19 pandemic,
preventive measures such as wearing facemasks and staying at home were communicated
through mass-media channels such as television, radio, and newspapers (Maunder, 2021).
Several studies have explored the news coverage of, for instance, end-of-life, palliative care,
euthanasia, or voluntary assisted dying in the (news) media (Kis-Rigo et al., 2021; Rietjens
etal., 2013; Van Gorp et al., 2021). A study by Mitchinson et al. (2021) focused on how
barriers and attempts to delivery of end-of-life care during the pandemic and its impact on
healthcare staff were described in printed media including newspapers and in social media.
Nelson-Becker and Victor (2020) explored concerns and practices about dying alone during
the COVID-19 pandemic and before in a newspaper analysis. Research has shown that the
news about COVID-19 has increased public awareness of the relevance of ACP (Dujardin et
al., 2021). However, misperceptions about ACP are common among the public (Grant et al.,
2021), and such public misperceptions of ACP may be influenced by media attention during
the COVID-19 pandemic (Grant et al., 2021).

It is unknown how ACP was represented to the public during the COVID-19 pandemic.
Therefore, the aim of this study was to assess how ACP was portrayed in newspapers during
the COVID-19 pandemic.
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Materials and methods

Content analysis approach

We chose to analyze the portrayal of ACP in newspapers (traditional print newspapers,
digitalized traditional print newspapers, and web-based newspapers) since newspapers are

a common source of news for people of all ages. Furthermore, we focused on newspapers
instead of social media, since although social media can be platforms for legitimate news
information, systems to support a systematic search of the entire content of ‘legitimate social
media’ are not available.

We used the content analysis method described by Krippendorff (2004); this method
consists of six components; Unitizing, Sampling, Recording/Coding, Reducing, Inferring,
and Narrating (Krippendorff, 2004). The first four components consider ‘Data making’,
and the last two components consider the presentation of the results (Krippendorff, 2004).
First, we searched for newspaper articles in LexisNexis Uni, an international digital archive
of newspapers (Unitizing). We identified and selected articles about ACP and COVID-19,
published in 2020 (1 January to 4 November) (Sampling). We extracted data using a pre-
defined data extraction form (Recording or coding). We represented the data in the tables
(Reducing data). We reflected on and inferred the meaning and implications of the data
(Inferring). Lastly, we described the results in a narrative (Narrating) (Krippendorff, 2004).

Search strategy

We developed a search strategy in collaboration with the medical library of the Erasmus
MC, University Medical Center Rotterdam, aimed at finding articles in newspapers on ACP
in relation to COVID-19. We analyzed articles that were published during the COVID-19
pandemic in 2020 (1 January to 4 November), because in this first year of the pandemic,
there was still much uncertainty about COVID-19 (Koffman et al., 2020a, 2020b), and much
media attention.

On 4 November 2020, we searched newspapers published between 1 January 2020, a
start date just before the COVID-19 pandemic was announced to ensure we included

all relevant articles from the start of the pandemic onwards (World Health Organization,
2020, 2022), to 4 November 2020. We searched for articles in newspapers (traditional
print newspapers, digitalized traditional print newspapers, and web-based newspapers) that
contained information about both ACP and COVID-19; written in English, in LexisNexis
Uni, an international digital archive of newspapers. We used the terms “advance care
planning” and different versions of the term “COVID-19”, for example, “coronavirus”,
and “SARS-CoV-2”. A search in the digital newspaper archive ‘ProQuest’ did not result
in additional articles. We included news reports, opinion articles, letters to the editor and
interviews.

To compare how often ACP was described in newspaper articles in 2020 versus before the
pandemic, we also counted the total number of published articles using the term “advance
care planning” in 2019. Supplemental File 1 describes the search strategies.
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Article selection

Two researchers (DS and ML) independently screened the articles adhering to predefined
inclusion and exclusion criteria. The inclusion criteria were: (1) The article is published on
or after 1 January 2020; (2) The article is written in English; (3) The article is a newspaper
article or web-based newspaper publication; and (4) The article contains information about
both ACP and COVID-19. The exclusion criteria were: (1) The article is a duplicate (based
on full-text) — where we had evidence it had been published more than once in the same

or in different newspapers; and (2) The article is a news update or liveblog, referring to

the original article. When DS and ML were unable to reach a consensus about inclusion or
exclusion, other authors were consulted (JACR, 1JK). Any disagreements were discussed to
reach a consensus.

Data extraction

Results

Data extraction was performed by ML and DS using a pre-defined data extraction form

that was based on studies on ACP and media analyses (Rietjens et al., 2013; van der
Smissen et al., 2020), and was refined through pilot testing with 20 articles. When DS

and ML were unable to reach a consensus on the data extraction, other authors were
consulted (JACR, 1JK). We registered the article characteristics, including the name of the
newspaper, country of publication, date of publication, the title of the article, word count,
article type, and the type of author (e.g., journalist, researcher, healthcare professional).

In addition, we registered the types of the newspaper: national or regional; broadsheet/high-
quality newspapers (typically containing more serious perspectives of major news stories),
middle-market (typically containing important news events as well as entertainment news),
or tabloid newspapers (typically containing politically diverse content, some of which may
be considered sensationalist) (based on the distribution of the quality of newspapers from
previously conducted media analyses (Hayes et al., 2007; Nimegeer et al., 2019; Patterson et
al., 2016; Reintjes et al., 2016). Furthermore, we extracted the setting described in the article
and whether the article concerned specific populations. In addition, we registered whether
the article provided a definition of ACP, and whether it contained the key elements of ACP
as indicated in the consensus definition of ACP; the exploration, discussion and recording of
treatment and care preferences (Rietjens et al., 2017). Finally, we extracted whether reasons
were provided to consider engagement in ACP. We used the software ‘Microsoft Excel’
during the data extraction and analysis of the data.

Inclusion of newspaper articles

We identified 340 newspaper articles about both ACP and COVID-19. After removing
duplicates, 217 articles were assessed for eligibility of which 86 articles were excluded
(Figure 1), resulting in 131 included articles. Forty-seven of the 131 included articles were
published at least twice (in the same country).

In 2020, 473 articles using the term “advance care planning” were published. This compared
to 364 articles in 2019, prior to the pandemic.
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Article characteristics

Of the 131 newspaper articles, most were published in the United Kingdom (UK) (n7 =59;
45%)), followed by Canada (7 =32; 24%), and the United States (US) (7 =15; 11%). Most
articles were published in April 2020 (72 articles). In the remaining months, 10 articles

or less per month were published. The mean number of article words was 545 (range:
80-3113 words). Most articles were news reports (17 =102; 78%) or opinion articles (7
=22; 17%). Of the 102 news reports, 65 cited professionals (50%), including healthcare
professionals, government spokespersons or researchers; six cited patients, family, or the
general public (5%), and 17 cited both professionals and patients, family, or the general
public (13%). Articles were mainly authored by journalists (7 =89; 68%); 20 were authored
by healthcare professionals (15%). About half (69, 53%) of the articles were published in
national newspapers. The national newspapers were broadsheet/high-quality newspapers (7
=44, 34%), middle-market newspapers (5, 4%) or tabloid newspapers (17 =14, 11%), for six
newspapers the type was unknown, see Supplemental File 2.

Of the 131 included newspaper articles, 47 (36%) focused on nursing homes, hospitals (7
=29, 22%), general practice (20, 15%) or intensive care units (7 = 14, 11%). Furthermore,
articles included announcements of the government (e.g., about COVID-19 measures) (1
=49, 37%), legal matters (e.g., about rules and laws related to ACP) (n =25, 19%)

and financial matters (e.g., about costs or funds in healthcare in general, or about getting
financial matters in order) (n =9, 7%).

Several articles mentioned specific populations including residents of nursing homes and
care homes (n =37; 28%), older adults (7 =10; 8%), and vulnerable people (this was
mentioned in relation to older adults, people with disabilities or care home residents, patients
with comorbidities) (7 =13; 10%). Table 1 presents the characteristics of the 131 included
newspaper articles.

Definition and elements of ACP

In 40 (31%) of the 131 articles, a definition of ACP was provided including one or more of
the three key ACP elements: an exploration of values, goals, treatment, and care preferences
(26 articles, 65%), discussion of preferences with relatives or healthcare professionals (22
articles, 55%) and recording of treatment and care preferences (22 articles, 55%). In nine
articles, all three key ACP elements were mentioned in their definition of ACP; exploration,
discussion and recording of preferences. Three examples of how ACP was explained to
readers are: (1) article 41: “Start the conversations about advanced care planning, the process
of making sure that your wishes for the end of your life, whenever that may be, are known
and respected”, (2) article 67: “Advanced Care Planning is about knowing what you would
want or wouldn’t want to happen when you or someone you love has to make decisions
about your care should you become severely ill. It is an opportunity for families to talk about
the important things that matter when it comes to end of life care” and 3) article 86: “We

call it advanced care planning, it means having the conversation with people about ‘what you
would want to happen if you get sick”.
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Most articles provided information on one or more of the three key ACP elements.
Specifically, 122 (93%) articles mentioned exploration of treatment and care preferences,
93 (71%) articles mentioned discussion of treatment and care preferences, 94 (72%) articles
mentioned recording of treatment and care preferences, and 65 articles (50%) mentioned

all three. Of the 131 included articles, 82 (63%) provided information about ACP, such

as its nature and why it is important. The remaining 49 (37%) only mentioned the term
“advance care planning” and related terms such as “advance care plan”, or “advanced care
planning” without explaining the concept. Readiness/timing for ACP was mentioned in 57
articles (44%), by describing the importance of exploring the extent to which people are
ready to initiate ACP or by indicating the appropriate timing to initiate ACP. Treatment

and care options, mostly CPR (7 =49; 37%), admission to the hospital (17 =45; 34%),
artificial ventilation (n =40; 31%) or admission to the intensive care unit (7 =18; 14%) were
mentioned in 105 articles (80%). Less than a third of the articles mentioned the exploration
of values/goals (n =37; 28%) and the appointment of a personal representative (e.g., power
of attorney) (7 =35; 27%). Table 2 shows the elements of ACP as discussed in the articles.

Several terms were used to describe the concept of ACP, for example, “advance care
planning” (n =56) or “advanced care planning” (n7 =40). Also, different terms were

used to describe the concept of advance directives, such as “advance care plan” (7 =40),
“advanced care plan” (n =32) or “living will” (n =8). In addition, different terms for
personal representatives were used, such as “substitute decision-maker” (n7 =9) or “power of
attorney” (7 =7). Supplemental File 3 shows an overview of the use of ACP-related terms
and their frequency of appearance in the articles.

Reasons to consider engaging in ACP

In 87 of the 131 articles (66%) the reader was encouraged to consider engaging in ACP to
discuss preferences with relatives or healthcare professionals (69 articles; 79%), or to make
an advance directive (54 articles; 62%). In 39 (45%) articles, a toolkit or a web-based tool
was recommended to the reader, for example by providing links. In the remaining 44 (34%)
articles the reader was neither encouraged nor discouraged to consider engaging in ACP.

Thirty-one of the 87 articles (36%) mentioned that engagement in ACP is important to avoid
a situation where an individual cannot communicate and their preferences are unknown, 24
articles (28%) mentioned engaging in ACP to avoid unwanted medical treatment, and 22

of the 87 articles (25%) mentioned to engage in ACP to avoid family and friends being

put in a difficult position if they are required to make decisions in the absence of knowing
their dependent’s/relative’s preferences. Twenty-two articles (25%) mentioned the shortage
of resources due to COVID-19; for instance, by mentioning that intensive care beds and
mechanical ventilation should not be used for people who do not wish to be treated in
intensive care settings, and fewer healthcare professionals may be available to conduct ACP
discussions with patients about their treatment and care preferences. Table 3 shows the
different reasons and examples of those reasons.

Three articles presented reasons to engage in ACP as well as disadvantages associated with
ACP and reasons not to engage in it, namely: (1) advance care plans are not always shared
with healthcare professionals and hence not effective; (2) people living in a care home
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should not be confronted with ACP any more than other people of their age, their condition
should be individually assessed, treatment and care options should be thoroughly discussed
so that any future treatment should not be considered to be futile; and (3) the focus should
be on discussing what matters to an individual should they become unwell with COVID-19
instead of discussing Do-not-resuscitate (DNR) orders; this should be limited to individuals
who become severely unwell.

Reasons to consider engaging in ACP per country

Of the articles in which the reader was encouraged to engage in ACP, most were published
in the UK (29 of 59 articles, 49%), Canada (26 of 32 articles, 81%), the US (13 of

15 articles, 87%), and Australia (9 of 14 articles, 64%). Articles from the UK, US, and
Australia most frequently mentioned considering engaging in ACP to avoid a situation
where an individual cannot communicate and their preferences are unknown; UK: 10 articles
(34%), US: 7 articles (54%) and Australia: 3 articles (33%). The most frequently mentioned
reason in Canadian (11 articles, 42%) and Australian (3 articles, 33%) newspapers was

“to avoid family and friends being put in a difficult position if they are required to make
decisions in the absence of knowing their relative’s preferences”.

Of the 59 articles from the UK, 28 (47%) referred to concerns that residential and nursing
homes for older adults may apply a blanket policy regarding ceilings of the treatment for
their residents and apply for DNR orders. A total of 17 articles (article numbers 35, 36, 40,
47, 48, 63, 81, 95, 102, 116, 120-122, 130, 131, 134, 136), cited the former UK Secretary
of State for Health and Social Care’s statement that “Advanced care plans including do not
attempt to resuscitate orders should not be applied in a blanket fashion to any group of
people”. These articles were mostly published in April 2020.

Discussion

Main findings of the study

This content analysis provides insight into the newspaper coverage of ACP during the
COVID-19 pandemic in 2020, insight into the media discourse on ACP, and how ACP

is presented to the public. Most articles were published in April 2020 and in newspapers

in the UK, Canada, and the US. Most articles were news reports, and most were written

by journalists. Although only a third of the articles provided a definition of ACP, most
articles described the three key elements of ACP; exploration, discussion, or recording of
treatment and care preferences (Rietjens et al., 2017), and half of the articles mentioned

all three elements. However, the focus continued to be on treatment and care options, for
example, DNR orders/CPR, the use of artificial ventilation, admission to the hospital, and
the intensive care unit and less likely (only one-third) to include information on preparation
for medical decision making by discussing values and goals, and appointing a personal
representative. Most of the articles provided reasons to consider engaging in ACP, for
example: to avoid a situation where an individual cannot communicate and their preferences
are unknown, or to avoid unwanted medical treatment. The reader was encouraged to engage
in ACP in most articles, indicating that ACP was portrayed as useful in the articles during
the COVID-19 pandemic.
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What this study adds

The COVID-19 pandemic is associated with considerable uncertainty that was amplified
by an “‘infodemic’ of misinformation fueled by rumours, stigma, and conspiracy theories
(Koffman et al., 2020a; Islam et al., 2020). These public perceptions of ACP may be
influenced by media attention during the COVID-19 pandemic (Grant et al., 2021), and
research has shown that although the news about COVID-19 may have increased the
awareness of the importance of ACP (Dujardin et al., 2021), patients may also experience
fear and uncertainty due to news messages (Dujardin et al., 2021; Selman et al., 2020a;
Sowden et al., 2021). Although most newspaper articles in our search provided some of the
key elements of ACP, the information often did not provide the full picture of ACP. This
may result in missed opportunities to engage people in all facets of ACP or to enable them
to complete the steps they are most ready to engage in (Zwakman et al., 2021). However,
we think it can be questioned whether newspaper articles should be expected to always
provide the full ACP concept and all its details. We do think it is important that the articles
did not provide false or sensationalist information about ACP and that overall, the articles
mentioned important ACP elements. Even the articles about the blanket policy specifically
mentioned that advanced care plans including DNR orders should not be applied in a blanket
fashion to any group of people, which is in line with the definition of ACP (Rietjens et al.,
2017).

To our knowledge, no previous newspaper analyses have been conducted exploring the
portrayal of ACP (including exploration of the definition of ACP, elements of ACP, and
reasons to engage in ACP), neither before nor during the COVID-19 pandemic.

We recommend education of the public and journalists about the evolving and updated
definitions of ACP focused on values and preferences, ongoing discussions of preferences,
and designation and preparation of a personal representative (Heyland, 2020; Rietjens et

al., 2017; Sudore & Fried, 2010). Researchers, policymakers, and healthcare professionals
should promote correct information in (healthcare) information sources about ACP by using
appropriate public messaging strategies (Grant et al., 2021; Maunder, 2021). They should be
aware that information presented in the media about ACP may be divergent of information
about ACP as presented in professional and scientific literature. Healthcare professionals,
including palliative care clinicians, should be aware that patients may not fully understand
the concept of ACP. To increase public awareness about ACP and to properly inform the
public about ACP, public campaigns could be conducted (Seymour, 2018). Public campaigns
could refer to publicly accessible (online) ACP programs, since these have been shown to
increase knowledge about ACP and engagement in ACP (van der Smissen et al., 2020).
Suitable programs are for instance “Making your wishes known” (Green & Levi, 2009),
“Prepare for your Care” (Sudore et al., 2014) and “Explore your preferences for treatment
and care” (van der Smissen et al., 2022).

Future research could explore the coverage of ACP in social media, an increasingly
important source of information used by the public (Smailhodzic et al., 2016), to gain
additional insight into the public discourse on ACP. Such research could be conducted by
searching for ACP-related terms on social media platforms and by (thematically) analyzing
social media posts about ACP, to gain insight into the public awareness of ACP and public
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discourse about ACP. Furthermore, in future research, the portrayal of ACP-related terms
such as “advance directive” and “end-of-life communication” could be studied.

Strengths and limitations

Conclusion

This study has several strengths. Our search strategy was formulated in collaboration

with the medical library to find relevant articles on ACP and COVID-19. Thorough and
systematic content analysis of the articles provided insight into how ACP is portrayed to the
public in newspaper articles. Furthermore, we did a cross-country comparison of the articles,
providing insight into similarities and differences in the news media portrayal of ACP.

In addition, this study has several limitations. We identified 131 articles on ACP and
COVID-19, this number may seem small in comparison to the total number of COVID-19
articles (4 million in 2020). This may have to do with our search strategy focusing on the
English term “advance care planning” and not on synonyms or translations of the term. ACP
may be less familiar in some countries, and different languages may use different terms to
explain ACP.

Engagement in ACP tended to be endorsed in newspaper articles about ACP and
COVID-19. Most articles focused on exploring, discussing, or documenting preferences,
some mentioned the importance of exploring values/goals in ACP. Articles often did not
provide the full picture of ACP; however, they provided important ACP elements, and

no false or sensationalist information about ACP. We recommend awareness of healthcare
professionals that patients may not fully understand ACP. Public campaigns (referring to
(online) ACP programs) could be conducted to inform the public about ACP.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Flowchart of the inclusion of newspaper articles.
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