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Introduction

Advance care planning is a process that occurs
over time through multiple discussions rather
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Objective Patients with advanced serious illness face many com-
plex decisions. Patient decision aids (PtDAs) can help with com-
plex decision making but are underutilized. This study assessed
barriers and facilitators to the use of a PtDA designed for serious
illness.

Methods Providers and patients were asked about their experi-
ences in making decisions around serious illness and their opinions
towards the PtDA. Seven focus groups were digitally recorded,
transcribed and analysed using a general qualitative inductive
method.

Results Domain 1 — clinical context within which the PtDA would
be utilized including three themes: (1a) role: PtDA might compete
with the physician’s role; (1b) logistics: it was unclear when and
how such a PtDA should be implemented; and (1c) meaning: what
it will mean to the patient if the physician recommends viewing of
this PtDA. Domain 2 — broader global context: (2a) death-denying
culture; and (2b) physician concerns that the PtDA was biased
towards palliative care.

Conclusion Physicians’ concerns were rooted in deeper concerns
about palliative care and a death-denying culture. Patients were
more open to using the PtDA than physicians, suggesting ‘it’s
never too early’.

Practice Implications PtDAs for serious illness can maximize early
opportunities for goals of care conversations and shared decision
making.

than a one-time event." Advance care planning,
which can be used to prepare and teach
patients and surrogates how to make informed
future medical decisions when they arise, is
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applicable across all health settings.”> Patients
with advanced serious illness and their families
face an array of complicated and value-laden
decisions about many therapies including che-
motherapy, mechanical ventilation, artificial
nutrition and hydration, hospitalization and
hospice enrolment. Shared decision making
(SDM) is a model that facilitates guided com-
munication between clinical provider and
patient as biographical expert in partnership to
a mutually acceptable decision for care.’?
Despite provider goals for patient-centred care
and SDM,’ patients with advanced serious ill-
ness are generally not well informed about the
available care options or their prognosis.*’
A host of research suggests that patients want
their doctors to discuss prognosis, advance
directives and end-of-life care:*® this is not
happening as often as it should.”®

Patient decision aids (PtDAs) have emerged
as an effective intervention to improve SDM.®
A Cochrane review of 86 randomized trials
involving 20 209 participants concluded that
PtDAs improve knowledge and satisfaction,
and reduce decisional conflict and regret.’
Likewise, PtDAs are nearly always rated
acceptable’ or helpful by patients.” Traditional
PtDAs typically focus on single event deci-
sions'® and are not as applicable to patients
and families dealing with the challenges of
advanced and terminal illnesses; indeed, the
Cochrane review explicitly excluded ‘end-of-life
decisions’. Proponents for the use of decision
aids to assist patients with advanced or termi-
nal illness are increasing.'' The impetus for
SDM lies in patient—provider partnerships for
the process of sharing information and coming
to an agreed preferential decision concordant
with patients’ values and beliefs. The PtDA as
a visual tool can map out advantages and dis-
advantages to available potentially acceptable
care options for deliberation by both patient

and provider.*!!

Aims

Despite evidence demonstrating their effective-
ness, implementation of PtDAs into real-world
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clinical settings has been limited, with well-
documented barriers to implementation.’
We anticipated that a PtDA focused on
decisions related to advanced or terminal
illness may have additional barriers to imple-
mentation, particularly physician discomfort
with the content and topic area. To explore
barriers and facilitators to adoption, imple-
mentation and maintenance, we conducted a
qualitative descriptive study'? of physicians
who frequently care for patients with
advanced or terminal illness. We then contextu-
alized these concerns with a primary care
patient population.

Methods

Study design

An emergent qualitative descriptive research
design provides an opportunity to explore
social or professional phenomena, to gain dee-
per understanding of complex decisions or
underlying assumptions/concerns.'? It also
allows the research data to inform and build
depth to subsequent qualitative data collection.
The primary purpose of our study was to
explore providers’ opinions about adoption,
implementation and maintenance of a PtDA
for patients and families facing serious illness.

Decision aid

The PtDA, Looking Ahead: Choices for medical
care when you're seriously ill, which consists of
a 37 min DVD and companion 51 page book-
let, was developed by The Informed Medical
Decisions Foundation and Health Dialog to
encourage conversations, advance care plan-
ning and patient-centred decision making
related to advanced illness."* Given the breadth
of potential diagnoses and decisions that could
have been included in the PtDA, a purposeful
decision was made to focus on more global
issues such as palliative care, advance care
planning, hospice and proxy decision-makers.
It uses narrative to portray a host of patient
and provider perspectives. Specific decisions

3237



3238 Perspectives of a Patient Decision Aid, | Jones et al.

such as use of artificial nutrition and hydration,
mechanical ventilation and cardiopulmonary
resuscitation were not addressed in detail given
limitations on the length of the PtDA and the
recognition that each of these specific decisions
would require a full PtDA to address. The
PtDA is proprietary and now distributed by
Health Dialog."

To study how to best implement this PtDA
in real-world settings we used the RE-AIM
implementation framework.'* The framework
helps understand pragmatic elements of recruit-
ment and participation in an intervention
(Reach), the impact of the intervention on out-
comes meaningful to patients (Effectiveness),
likelihood of staff or setting perceived feasibil-
ity and uptake (Adoption), process modifica-
tions or adaptations that would be needed
(Implementation) and the extent to which an
intervention can become part of routine prac-
tice (Maintenance). The first two components
of the evaluation framework reach and effec-
tiveness (RE) of the PtDA were assessed
among patients and their decision-makers from
the inpatient palliative care service at Univer-
sity of Colorado Hospital through a pilot ran-
domized controlled trial (RCT)."> Reach was
quantified as the proportion and representa-
tiveness of the target population of individuals
willing to participate, while the effectiveness
was measured by impact outcomes of decision
conflict and knowledge."

For this study, we were guided by RE-AIM
domains ‘AIM’ to ensure the group interviews
would help us get at barriers and facilitators of
future adoption, implementation and mainte-
nance of the decision aid.'* We chose focus
groups as our primary method of data collec-
tion for this study because it allows for explo-
ration of diverse views in a group setting. It
also allows for the deeper probing of unwritten
norms related to the context of practice. In the
context of an emergent design, we initially con-
ducted four focus groups, including primary
care physicians as well as oncologists, hospital-
ists and other intensivists within the health-care
system. As the study progressed, we added a
fiftth focus group of palliative care providers

(physicians and an advanced practice nurse)
and two patient focus groups to gain a deeper
insight into the themes that were arising from
the physician focus groups. The patient groups
included both chronically ill and well patients
in direct response to opinions and values
expressed by providers about patients with seri-
ous illness and subsequently, opinions and val-
ues expressed by patients with chronic illness
about well patients.

Sampling and recruitment

Our study used snowball sampling'® to identify
‘providers’ and then ‘patients’ with experiences
and understandings of serious advanced illness.
We recruited non-palliative care physicians from
four Denver area hospital systems through a key
contact in each setting. The contact emailed
potential participants in his/her organization
explaining the purpose of the study; all who
responded were invited to attend the focus
group that best fit their schedule. Providers from
a large teaching hospital palliative care team
were invited to a separate focus group to explore
their opinions about the PtDA as well as their
thoughts regarding the non-palliative care pro-
viders’ perspectives on the PtDA. The five pro-
vider focus groups were conducted during the
months of April and May 2010.

Based on findings from the provider focus
groups, the research team decided to further
explore issues raised by the non-palliative care
providers through focus groups of patients
(both chronically ill and well) recruited through
an academic internal medicine clinic using fliers
and a seclf-referral strategy. Patients were 18
years of age and older and English-speaking.
Stable outpatients with a range from younger,
healthier people to older people with multimor-
bidity (eg COPD, hypertension and diabetes)
were purposefully selected. The two patient
focus groups took place from October to
December 2010.

All focus group participants received a meal
and gift card in appreciation of their participa-
tion. All groups were facilitated by experienced
qualitative researchers, digitally recorded and
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transcribed by a professional transcriptionist.
Transcripts were checked for accuracy and
uploaded to ATLAS.ti® version 6.2 for organi-
zation, coding and analysis.

This study was approved by the Colorado
Multiple Institutional Review Board. Informed
consent was obtained from all participants.

Data collection

Participants were shown the PtDA (video and
booklet) at commencement of the focus group
and then asked questions about its relevance.
The focus group interview guides were devel-
oped and refined through an iterative team pro-
cess with broad, open-ended questions to elicit
in-depth discussion of the PtDA. RE-AIM
domains included reaction to the potential use
of a PtDA for patients and families facing seri-
ous illness and how the PtDA might fit within
patient health-care delivery. The data relating to
participants’ opinions about the specific PtDA
(such as length and design) have been previously
analysed and reported to the developer. The
analysis for the current study focuses on the
broader themes related to the multiple contexts
in which providers and patients view and may
potentially use this type of PtDA.

Analysis

We analysed the provider and patient focus
group data using an inductive, team-based,
low-inference interpretive approach to explore
patterns and preliminary themes in the
data.'™'” One member of the team (DM)
reviewed a subset of transcripts, meeting regu-
larly with the primary coder (CN) to resolve
coding issues and to create the codebook.
Other team members (JK and JJ) reviewed a
sample of transcripts and met with the entire
team to discuss emerging themes as well as
discrepancies, disconfirming and confirming
cases and alternative explanations.'®!” The
remainder of the transcripts were coded using
an iterative approach of immersion, team
consultation, exploration of within-case and
cross-case variation, visual mapping and re-
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immersion to create a richer contextualization
of the complexity of the landscape of this
PtDA through our participants’ language. We
presented the results to several external groups,
including provider researchers, a national meet-
ing of the funding agency and a local palliative
care research meeting to further refine analytic
interpretation in a wider context.

Results

A total of forty-one individuals participated
in the focus groups. These included both
palliative care (n=4) and non-palliative
care (n = 25) providers and patients (n =12)
(Table 1). All provider participants were physi-
cians except for a single advance practice nurse
who was part of the palliative care provider
focus group (Table 2). For clarity, the term
provider will be used throughout.

Across the seven focus groups (providers and
patients), findings coalesced around two main

Table 1 Participant demographics

Providers Patients
n=29 n=12

Age

<35 years 41% Mean = 66.4

36-45 38% Range = 28-96

46-55 14%

56-65 7%
Gender

Female 41% 66%
Race/ethnicity

White 86% 100%
Education level

Post-college 66%

College grad 25%

HS grad 9%
Years in practice

1-5 years 52%

6-10 years 14%

11-20 years 17%

21+ years 17%
Primary practice setting

Academic 79%
Number of patient deaths, in previous year

<10 24%

11-20 38%

>20 38%
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Table 2 Provider specialty

Specialty n

Internal medicine 18*
Palliative medicine 4
Geriatrics

Medical Oncology
Cardiology
Pulmonary/Critical Care
Surgery

Total 29

=Rl NN

*Both hospitalist and internal medicine outpatient—physicians.
"One advanced practice nurse in palliative care.

domains related to the introduction and use of
the PtDA. The first domain relates to the clini-
cal context in which providers receive their med-
ical training and practice medicine, and includes
several subdomains: the first domain: (a) roles:
provider preparation/training for their roles in
patient/family decisions when facing serious ill-
ness; (b) logistics: the process of these decision-
making discussions with patients and families
(who, when and how); and (c¢) meaning: the
critical issue of contextual meaning of these
patient/family decisions — what they signify to
patients/families and to providers. The second
domain, global context, finds its roots in socie-
tal beliefs and norms around death and dying.
This larger context impacted providers’ views of
their roles in late-life decision making, both pro-
fessionally and personally, as well as the
patients’ perspective about this point in their life
trajectory. Table 3 illustrates the contrasting
perspectives across palliative and non-palliative
care providers and patients.

Provider perspective on clinical context: Role,
logistics, meaning

Role

Non-palliative care providers spoke of how
decision making related to illness
impacted their practice, whether based in inpa-
tient or outpatient settings. Some expressed
concern about their roles in caring for patients
with advanced illness, citing their perception
that their job emphasizes life-prolonging care,
as well as a perceived dearth of formal prepa-

serious

ratory training in communication related to
advanced serious illness. Non-palliative care
providers also agreed with the sentiment
offered by one provider that ‘providers are not
very good at admitting defeat’. The introduc-
tion of a PtDA into this already ambiguous
territory (between different worldviews) raised
criticism of the PtDA and its goal because it
ran counter to what providers called the exist-
ing medical cultural role of cure or fail. Non-
palliative care providers saw the PtDA as de-
valuing the role of the provider, as they felt
they were already delivering palliative care to
their patients and yet were not receiving
acknowledgement of their contributions. The
PtDA was labelled by several as an ‘easy out’,
a way to avoid spending the time necessary to
discuss this important topic.

Logistics

There was a lack of consensus around the
logistics of beginning these complicated conver-
sations with patients: who should be using the
PtDA, when and where (inpatient vs. outpa-
tient) the PtDA would be appropriate, if at all.
Some hospitalists expressed frustration that the
discussion was ‘left’ to them when they felt it
should have been addressed much earlier in the
course of illness. Additionally, the amount of
time required for these complex discussions
was seen as a major obstacle. For others the
PtDA seemed ‘like a conversation starter for
somebody to chew on for a while’. Palliative
care providers endorsed use of the PtDA as a
routine part of ‘general health maintenance’, at
an earlier or ‘upstream’ time point, seeing it as
less appropriate for acute crises where patients
and families may not have the ability to con-
centrate on a PtDA such as this. They further
suggested using the PtDA in a group setting
where a facilitator could answer questions and
move the process along.

Meaning

All providers voiced their concerns about
patients’ perceptions of underlying/unspoken
messages from clinicians, that is what does it
mean to patients when providers ‘hand’ them a

© 2014 John Wiley & Sons Ltd
Health Expectations, 18, pp.3236-3247



3241

Perspectives of a Patient Decision Aid, ] Jones et al.

Sy | nfdiay st yoiym dn
noA xopq o} aouatiadxa joyj 106 an,noA
1SD3) 1D ‘Uin} unoA sawiod 3 uaym uay}
puy “}1 dUOP dA,NOA ‘a4dYy] U3aq aANoA
upaw | ‘uo buiob sjpoym noqo buryiv;

0} aunwwi A33aid 126 noA ‘Apoqawios uj
SSauj]l [bulwlia)] b Y)M pajbI20SSpb Uaaq
aADY NoA J| [awi} 430 J3ISpa Sawi03aq 1]

PENIES]
aq pINom Jaljipa yulyl | ** "U00S 00]
dn buuq upd noA buiyjawos s, yuiyl
Juop | uvaw | siy3 noqo ybnoy)
noA aApH, Apbs 03 awil} ay3 aq pjnom

1oy aqhowr - )i Jou w,| 1 aghowr -

iAlap|a aip

1oy ajdoad uof aq jsnf j,upinoys [pip

uosioap] 11 puy ¢l apiy noA pinoys

Aym -uaddpy joy) [y1pap JonjuaAd
pup ssaujji] sbuiyy jouiiou 3snf s,

‘003 bujuapaiyl aq jsnf ubd

J1asy ur sbuiyy asoy) yuiyl | pub Sanssi umo 11ay}

ADY |]13S SI0320p ‘Mouy noA ‘ssajpipbai sjuaipd

ano Jo j1o yum siyy buissnasip aq pjnoys am pup

uoyssajoud 4no s,1 ybnoyj uara buiyy ajqoojuiooun
up 113S [SSaujjl pasjupApy/snouas Jo uoissnasips

S1 31 bujuajybuy ssaj ay3 ‘wpaiisdn

06 noA saypun/ ayy yuiyl | puy “Wbaijsumop

003 Aom 3snf ai,am* - 2uaiadffip b saxyow Ajjpai
[paonpouuy butaq piv uojispap] 1 Jo 1xajuod ayp yulyl |

‘sjuaipd 41ay3 uo umo
113Y3 40 SIpa) umo a1ayy buidalfas 3snf aiv asoyy Jo
10] D Algbqoud yuiyy | ‘Yypak ubaw |- -0s ‘mouy noA

‘0] aADY )13S NOA Inq ‘ubawi | *10120p D 40 jualvd
D S,31 4ayjaym 31 Jnoqo o3 01 ayi] Juop isnf ajdoad

dn buinib ai.am
uayy buuipisns aji] 40 aAILINI bulylawos
bujop jou ai,am JI 2in3In2 ubILIdUWIY UI IS
SJ1 UIY] [ *asNDIaq po0ISIdPUNSIW 0S

[sSauj1 pasubApy/snoLias Jo uoissnasip] s,
‘SN 0] umMop Sawod i
asnp3aq 31 Jnoqo ajdoad o) burypy dn pua
oym sauo ayj Jo pury uaijo ai,aj "0bo
awl} buoj b passaippp agApw uaaq aAvy
pinoys yuiyl am oy buiyawos s,ji 1o
wayy bunaaw jsnf ai,am ybnoyy uana
uosiad ay} YlIM UOIJDSIIAUOI dl] dADY

0] pa2oj s3snpldsoy S ualo al,am
“**[an1b] 03 Jubm AjLDSS329U NOA
uoyssaidwy ayj jou S, pyy " -Ing ‘aib
Aayy aqfow puy buihp w,j syuiy}

o0p Ay jpoo Awr yo, “yuiyl Alqoqoid
Aayy * - "pup [piv uoisiap] Syl wayl
buipupy ay1) 3sow)p a.,noA aiaym

auoj buoim ayj 3as upd 31 221bp |

1X23U0) |eqO|H

¢paonpouul aq pie
UoISII9P dY} PINOYS USYM

$21351807 :1X93U0) [edIulD

épIp uoisiap
saonpoJjuy Japiroid
uaym upawl 31 Saop Ibym

Sujuealy :1xa3U0d 1e21UID

sjualjed

siapiaoid a1ed aajel)ed

SI9PIA0IJ 1) dAljel||Rd-UON

ple uois|ap ay} 0} paje|al sanss Aay jo sdnois ssolde uosiedwo) € ayqel

© 2014 John Wiley & Sons Ltd

Health Expectations, 18, pp.3236-3247



3242 Perspectives of a Patient Decision Aid, ] Jones et al.

PtDA? Many non-palliative care providers
expressed concern that the PtDA could be
viewed negatively by patients or their families
and might reduce and adversely impact the
provider’s role in the decision process. They
were afraid it could be seen as a ‘death mes-
sage’, abandonment and/or ‘giving up’ on the
part of the provider. Palliative care providers
felt the meaning of the PtDA and conversation
to patients varied depending on the setting and
timing of the conversation (‘upstream’ vs.
‘downstream’). If the PtDA was used in the
context of usual visits or usual care (upstream),
patients would view it as a normal part of
care, ‘not scary’ rather than a frightening
‘death message (downstream)’. Palliative care
providers saw the shared decision model inher-
ent in the PtDA as potentially ‘threatening’ to
some non-palliative care providers, as it
may create activated patients who may or may
not share similar values as providers regarding,
for example life prolongation. One provider
stated:

There’s a sense of threat to many physicians that
we talk about activated patients where they can
make the decisions especially that may be out of a
different value or different treatment goal... the
reality is. . .it’s easier to substitute our own values
and goals...it’s inherently threatening in some
way to promote the shared decisional model.

Provider perspectives: global context

The society, within which both patients and
providers live, health-care systems exist and
medical care is delivered, comprises an over-
arching context, part of the intricate tapestry
of both patient and provider worlds. Non-
palliative care providers spoke of what we
labelled the ‘death taboo’ prevalent in society —
how we as a nation do not openly discuss end
of life.

...people don’t want to talk about... death...
people just don’t like to talk about it whether it’s
a patient or a doctor. But you still have to... I
think probably a lot of [providers] are just
reflecting their own fears or their own on their
patients.

It is in the midst of this death-denying milieu
that providers found themselves attempting to
negotiate a universally difficult topic. They
reflected this death-denying culture through the
challenges and discomfort they expressed dur-
ing the groups. Many spoke in euphemisms
and seemed to struggle in finding the appropri-
ate words to use. There were frequent pauses,
avoidance or hesitation with wording as the
discussion progressed; a common language or
professional discourse related to death as part
of living was not evident. In contrast, palliative
care providers spoke of the misperceptions of
non-palliative care providers around the role of
providing palliative care, indicating that the
term ‘palliative care’ itself is not well under-
stood and may lead to misunderstandings and
barriers. The palliative care providers also
acknowledged the prevalent social norm of
avoiding discussion of end of life. They
admitted their own discomfort at times in
raising this issue with patients, seeing it as
‘difficult for any American’ including doctors
themselves.

The patients and their families don’t want to talk
about this. Even if doctors try to talk about it,
they get rebuffed pretty frequently by the patient
and their loved ones and we see that at least as
often where the physicians haven’t made the
effort. And I think that that combination then is
deadly.

Patient perspectives of clinical context:
Logistics, meaning

Logistics

The patient focus groups (including chronically
ill and healthy patients of varying ages) con-
firmed (1) a belief that the PtDA was not only
useful but that providers should introduce the
PtDA sooner rather than later with patients/
families as well as (2) a perception that PtDAs
increase patient empowerment with regard to
self-advocacy in their interactions with provid-
ers. Patients were aware of the limited time
providers have for these discussions and
offered alternate strategies for reaching the
public with the PtDAs (e.g. assisted living
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centres, churches and other established social
groups). Patients also spoke of serious illness
and death as part of the ‘human condition’.
They emphasized that ‘we all need to do this’
(learn about the decisions related to serious ill-
ness) and determined that ‘having a better
informed patient and making those decisions
when you are well is the right thing’. Patients
saw the PtDA as a vehicle for beginning an
important discussion and raising people’s
awareness of the topic. They indicated that
they expected their providers to ‘step up’ and
begin these important discussions rather than
‘dodging’ challenging questions as they had
experienced providers doing in the past.

In contrast to the findings from the non-
palliative care providers, patient participants
felt strongly that the topic ‘applies to the
masses’, that it is crucial to learn about avail-
able options, to be well informed and serve as
an advocate for oneself and/or family mem-
bers. Interestingly, several participants had
been asked about their personal code status
prior to recent medical procedures and were
caught ‘off guard’ as they were not prepared to
state their wishes on the spot. These experi-
ences reinforced their views that people should
receive the PtDA earlier rather than later —
they reiterated that it is ‘never too early’ and
that the topic should be raised °...when
[people] are not sick’.

Meaning

Patients emphasized the importance of ‘open-
ing the door to conversation’ on this topic.
They interwove humour with a ‘normalizing’
focus, indicating that while it might be at times
an uncomfortable topic, it was nonetheless
highly important. They did confirm providers’
fears in the context of a death-denying society
that if the provider simply handed the PtDA to
patients without explaining that the individual
was not being singled out, rather than that
everyone receives the materials, many would
think ‘it would mean I was dying’. They did,
however, voice concern at the ‘half-baked’
answers providers offered. Some patients advo-
cated ‘the more they bring it out [discussion of
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serious/advanced illness] the better off you are’.
Patients expressed strong opinions about how
society ‘hides’ the topic of end of life, and the
urgent need for everyone to be exposed to the
concepts and decisions discussed in the PtDA,
regardless of age or illness status, resonant
with the ‘upstream’ concept raised by the
palliative care providers.

...people of all ages should see that [decision
aid]. I don’t think it should just be [people] our
ages. I mean, young people should see this so
they know. ..

Discussion and conclusion

Discussion

Participants in this study taught us several
important things about using decision aids for
patients with advanced serious illness. Patients
reiterated the importance of this decision aid
and argued that this is something that all
patients should approach. They were open to
the introduction of the PtDA and had views
on factors that would influence their overall
experience with providers including provider
training or reluctance to spend the time. Pro-
viders’ opinions varied based on their opinions
about palliative care, and this highlights that
further work is needed to explore the tensions
between provider personal and professional
goals and shared decision-making roles with
patients and families. Reach and effectiveness
of the PtDA were assessed in a prior pilot ran-
domized controlled study of inpatient palliative
care patients and their decision-makers.'> Our
prior study suggested that inpatients and deci-
sion-makers wanted this PtDA earlier. Our pri-
mary care patients validated the main thematic
findings from that study'’ stating that the
PtDA was highly acceptable and should be
given early in the course of illness. What we
know now is that near the end of life is likely
too late."” However, whether it should be given
during a state of stability by a PCP, or during
the time of diagnosis by a specialist or hospital
team is unanswered. Also, whether this could
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be introduced by a physician, nurse or social
worker also remains to be seen. This particular
decision aid was not designed for a clinical
encounter — a 37-min video would logistically
never fit within a clinical encounter as
designed. Ideally, the design of the tool needs
to fit the context while ‘preparing’ the patient
and their surrogates to participate with their
provider in making the ‘best possible in-the-
moment decisions’ when they arise in the
future.! This PtDA has previously been shown
to influence ‘how participants would handle
future discussions with physicians’, by prompt-
ing the type of questions they asked, promot-
ing a more proactive role and assertive
involvement in care decisions.?*

An earlier review of patients’ preferences for
involvement in medical decision making identi-
fied that perceived disease significance and
interactions with health professionals influence
the style of the decision-making process.'® Our
study included women and supports the con-
tention that providers should not stereotype
decision style based on ethnicity, gender or
ground options based solely on their own pro-
fessional/specialist worldview. SDM requires a
more tailored approach'® in which a PtDA,
such as in this study, can be a catalyst for an
effective shared decision-making process in seri-
ous illness if they remain open to the conversa-
tion in the first place and include patients to
the degree to which they desire, yet simulta-
neously recognize patient diversity including
the desire not to be an active partner in SDM.

The major barrier to adoption of the PtDA
seen in our work is the prevalence of a death-
denying culture.® The ‘death-denying’ findings
seen in the microcosm of this United States
study echo Ilarger discussions that have
occurred on a macrolevel.?® Perhaps the stark-
est example recently was related to the Afford-
able Care Act’s initial discussions around
reimbursing clinicians for end-of-life discus-
sions. This was quickly labelled ‘death panels’
by opponents of the act. The ‘death panel’
label was immediately effective and that lan-
guage was removed from the final version of
the law providing strong evidence that the cul-

tural death denial is a contemporary truth.
Thus, it should not be surprising that one of
the largest barriers to implementation of a
PtDA related to serious illness is the cultural
context into which it is being implemented.
Even the palliative care movement has
embraced the cultural death denial by arguing
that palliative care is not about death. Some of
this death denial may be related to the rapid
advances that modern medicine has seen over
the last 50 years where death has been system-
atically institutionalized and is now seen as a
failure of medicine rather than a reality of
life.® This parallels the movement in the UK
for example with the relinquishment of the
Liverpool Care Pathway?' for more tailored
and individualized approaches to end-of-life
decision support.

This study illuminates some of the challenges
and highlights how future work in patient-
centred care and shared decision making is
needed for a PTDA such as this to be adopted.
Even within this context, specialist and general-
ist providers are not on the same page either
about palliative care, serious advanced illness
and death. Our data suggests certain bound-
aries may exist around cure and death depend-
ing on which sphere of medical practice
providers belong to.

Some commentators believe patients do not
want to be informed,* but this opinion is not
based on evidence and the preponderance of
evidence suggests that patients do want to be
informed.” Where this study distinguishes itself
from clinician focused studies, such as
SUPPORT,” is by bringing the focus on
patients. Patients (or providers) do not want to
talk about advanced care planning at the end
of life if they have not talked about the context
of such preferences when the patient was in
better health.?? But, if they have talked about
end-of-life preferences earlier, does that facili-
tate a different and subsequent advanced care
planning discussion? Advance care planning is
now argued as a multistep process that should
start with diagnosis and be revisited over
time."">>* Providers, however, may not wish
to approach patients in fear of being seen as a

© 2014 John Wiley & Sons Ltd
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failure to cure or wanting to maintain hope.**
Patients in turn may ‘think I am dying’ if they
are individually targeted by their provider rather
than being asked in the context of education
about palliative care as part of a welcome to
Medicare or Medicare wellness examination
each year. Despite these immediate fears,
patients who were well and those with advanced
serious illness in our study were open to starting
a conversation, if the context within which it is
presented is clear and revisited.

Future work is needed to determine provider
styles of shared decision making depending on
personal approach to end-of-life medicine as
well as professional specialty practice. Our data
suggest the key barrier to implementation of
this PtDA is doctor buy-in. Doctors saying
things like ‘I would never show that to my
patients’ and patients saying things like
‘I would want my doctor to introduce this’ is
precisely the conundrum to implementation. It
is culture change that is the key doctors need
to be open to the fact that it is okay to tell
their patients these things. Through the
Respecting Choices programme, La Crosse,
Wisconsin, USA, have made detailed discus-
sions about end of life the norm. It is reported
that 96 percentage of those who die have com-
pleted Advance Directives or given clear
instructions of what ought to be done in the
event of serious illness which in turn has mean-
ingfully reduced medical expenditures.*** Key
recommendations from that successful initiative
include allowing enough time to train health
professionals and discussion facilitators in end-
of-life communication; to establish advance
care planning as a routine way to offer care
using integrated systems; and to change the
way many older adults associate written
Advance Directives and ‘living wills’ as the
only way to preserve autonomy rather than a
discussion based approach that evolves over
time with change in the patient need, health or
social status. A medical utilization argument
combined with medical cultural humility and a
patient-centred outcome approach to commu-
nication” could assist doctors with buy-in
reservations.
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A broad public health campaign educating
the public on end-of-life choices may make it
easier for providers to have individual discus-
sions with patients about their choices, which
has seen success in the UK.?® Many clinicians
remain concerned about educating patients
about palliative care let alone helping them
with their complex and often uncertain deci-
sions despite innovative decision-making tech-
nologies for preparing for advance care
planning and end-of-life discussions.” The
Institute of Medicine (IOM) report, Dying in
America,”® places emphasis on changing the
way health professionals are educated to
include: interprofessional collaboration models
of education as palliative care is oriented to
team culture; to improve and enhance palliative
care within curricula and Board certification
exams across all health disciplines; and to
enhance communication skills in health profes-
sional programmes.

Strengths and limitations

This study has several strengths. First, this
decision aid was developed through a rigorous
evidence-based process and was not focused on
a single illness; therefore, it has a broader
applicability and addresses concepts that are
important for all patients. Second, an emergent
design allowed us to test out subculture per-
spectives of palliative and non-palliative care
providers and further contextualize our
findings with both ill and well patients. The
study is limited by the dominance of White
and well-educated patient participants where
cultural and ethnic diversity may offer alternate
contextual nuances related to the use of a
PtDA. While groups included
patients, the patients who participated in the
focus groups may also have very different
views than the patients being considered in the
examples provided by providers. Patients will-
ing to participate in this study may be more
open to discussing palliative care than patients
in general. Provider participants were largely
from academic settings, and providers who are
community-based from private systems or rural

two focus
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settings may have different concerns and
attitudes to the place of a patient decision aid
in advanced illness. Finally, our study only
included palliative care providers from one
palliative care team and therefore may have
missed some of the mixed opinions in the field
about the place of PtDAs in general versus
individually tailored communication strategies.

Conclusion

Our study found that physicians’ concerns
about using this PtDA were rooted in deeper
concerns about palliative care and decision
making in serious illness in general. The
breadth of challenges perceived by participants
to general acceptance of the PtDA is coloured
by a death-denying culture and topic avoidance
within the United States as confirmed by the
newly released IOM report, Dying in America.
There are differences across provider opinions
based on clinical specialty and past experience
with palliative care. The logistics of implement-
ing a PtDA for SDM with patients experienc-
ing serious illness are also influenced by the
context of the provider and perceived utility
and timing of such a conversation. Some pro-
viders could anticipate the utility of having
patients review the PtDA prior to a clinic visit.
Others were conflicted by the inappropriate
nature of their own setting such as in hospital
use was perceived to be too late and primary
care too time-limited to be feasible. Patients
were more open to using the PtDA and saw it
as an opportunity for conversation particularly
when they were healthy. Patients did, however,
want to be prepared for the conversation
through normalizing the regularity of the topic
at routine clinic visits.

Practice implications

PtDA are perceived to be useful by patients to
begin conversations with providers around
future complex decisions in advanced serious
illness. Providers need to reconsider how best
to augment their communication practices
with a PtDA to maximize early opportunities

for preparing patients for shared decision
making. Formal medical and health education
to confront and reframe our death-denying
culture within a new palliative care landscape
is needed to support both provider and patient
challenging conversations in serious illness.
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