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Abstract

To develop a theoretical account of how palliative nurses can interpret residual symptom burden when
complete symptom relief is either unattainable or conflicts with a goal that the patient values more highly.
Original non-empirical theory development informed by palliative nursing theory, symptom-management
scholarship, patient-preference research, goal-concordant-care literature and evidence concerning serious-
illness decision-making. Peer-reviewed nursing, palliative-care and preference-sensitive-care literature
published between 2017 and 2024 was critically selected to examine symptom experience, multidimensional
assessment, treatment burden, functional priorities, clinician understanding of patient goals, temporal
preference change and safety limits surrounding severe or refractory suffering. The analysis distinguishes
incomplete symptom relief caused by ineffective or inadequate care from residual discomfort that a patient
knowingly accepts because further relief would threaten cognition, meaningful activity, interaction,
independence or another higher-priority goal. Patient-Defined Acceptable Discomfort Theory treats
acceptability as relational, purpose-dependent, revisable and clinically bounded rather than as a numerical
symptom threshold. Symptom intensity remains important, but it cannot independently establish whether care
has achieved the patient’s goal. Palliative nursing requires a concept of successful symptom management that
can accommodate both vigorous relief of unwanted suffering and carefully negotiated acceptance of some
residual burden. Such acceptance is ethically and clinically defensible only when the patient’s priority is
adequately elicited, feasible alternatives are considered, preferences remain revisable and unacceptable or
refractory suffering is not relabelled as tolerable merely because complete relief is difficult.

Keywords: Palliative nursing, Symptom management, Patient preferences, Acceptable discomfort, Goal-
concordant care, Person-centred care

Introduction

Palliative nursing is often evaluated through the reduction of pain, dyspnoea, nausea, anxiety and other distressing
symptoms. Relief is indispensable, yet person-centred palliative care is also concerned with identity, self-
determination, relationships and what makes life worth sustaining under serious illness [1]. A symptom score can
therefore describe one clinically important aspect of experience without fully establishing whether the patient’s
most important goal has been achieved.

This distinction becomes visible when symptom treatment itself carries consequences that matter to the patient.
A systematic review of goals used in cancer pain management found that conventional approaches do not
consistently capture broader dimensions such as functioning or other patient-valued outcomes [2]. Direct
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qualitative evidence is more revealing still: some palliative-care patients described choices between stronger
analgesia and preservation of cognition, clarity, work, hobbies or a familiar sense of self [3]. These accounts do
not imply that pain should remain untreated. They demonstrate that the value of additional relief can depend on
what must be surrendered to obtain it.

Preference research similarly shows that people approaching the end of life do not evaluate care through a single
outcome. Older people with life-limiting illness make trade-offs among attributes of care rather than simply
maximizing one clinical objective [4]. Across discrete-choice studies, pain relief remains highly valued, but
preferences also differ according to other characteristics of care, personal circumstances and the outcomes patients
are asked to consider [5]. Complete symptom elimination therefore cannot be assumed to dominate every
competing priority in every clinical circumstance.

A second difficulty concerns whether clinicians know which outcome a patient currently values most. Serious-
illness research shows that clinicians do not invariably identify their patients’ prioritized goals correctly [6]. In
palliative cancer pain, patients have articulated functional goals whose significance would be missed if
management were evaluated solely through pain intensity [7]. A person may seek enough analgesia to walk to a
garden, remain alert for conversation or continue an activity that carries identity and meaning, even when a lower
symptom score is pharmacologically possible.

This article develops Patient-Defined Acceptable Discomfort Theory (PDADT) to account for that clinical
territory. The theoretical problem is not whether symptom relief matters; it plainly does. The problem is how
nursing judgment should interpret residual symptoms when the patient would have to sacrifice a more highly
valued goal to obtain further relief. PDADT consequently distinguishes clinically unacceptable suffering, which
continues to require active assessment and relief, from preference-sensitive residual discomfort, which may be
voluntarily tolerated under defined and revisable conditions. The theory is intended to clarify this distinction
without turning acceptability into a universal symptom threshold or legitimizing undertreatment.

Background

Fundamental nursing care provides a useful starting point because symptom management occurs within a
relationship rather than as an isolated technical intervention. The Fundamentals of Care Framework integrates
physical and psychosocial needs with the nurse—patient relationship and the context in which care is delivered [8].
Related nursing models similarly emphasize attentiveness, relational engagement and the integration of apparently
ordinary care activities with the patient’s broader experience [9]. In palliative practice, these perspectives make it
difficult to define successful symptom control entirely through a clinician-selected numerical endpoint.
Contemporary palliative quality measurement reinforces this broader view. Patient-reported quality includes
whether people feel heard and whether they receive help that reflects what they actually need [10].
Multidimensional assessment work likewise demonstrates that the initial palliative encounter encompasses
considerably more than symptom severity, extending across physical, psychological, social and other domains
relevant to serious illness [11]. These approaches provide essential information for nursing judgment, although
neither a patient-reported outcome measure nor a needs-assessment tool independently establishes how much
residual symptom burden a particular patient would willingly accept.

The meaning of a symptom is also relational and temporal. Family caregivers may encounter substantial difficulty
managing symptoms near the end of life, creating circumstances in which patient preference, caregiver capability
and service resources interact [12]. Psycho-existential symptoms can improve, persist or newly emerge during
palliative care, showing that the clinical meaning of an earlier preference cannot always be projected unchanged
into a later phase of illness [13]. Similarly, analyses of patient-reported outcome data indicate that relationships
among symptoms vary with phase of illness and clinical state [14]. A decision that is tolerable today may therefore
cease to be tolerable after a change in disease, function, cognition, medication effect or personal priority.
Recognition of preference-sensitive discomfort must nevertheless begin from the fact that substantial symptom
improvement is often achievable. In specialist inpatient palliative care, patients with cancer pain can attain
personally defined pain-management goals [15]. Any theory of acceptable discomfort would become clinically
dangerous if it encouraged nurses to presume that persistent symptoms merely reflect patient choice. The first
question remains whether the symptom can be relieved safely and in a manner compatible with the patient’s goals.
The distinction is particularly important at the severe end of symptom experience. Research on decision-making
before continuous palliative sedation shows that patient involvement can vary across cases and stages of decision-
making [16]. International palliative-sedation guidance places refractory suffering, intolerability, proportionality
and respect for autonomy at the centre of ethically defensible practice [17]. Although routine symptom negotiation
must not be conflated with palliative sedation, this literature identifies a necessary boundary: suffering that
remains unwanted, intolerable or refractory cannot simply be renamed “acceptable” because complete control is
challenging.

PDADT therefore requires two questions to remain separate. The first is clinical: What symptom relief is possible,
proportionate and safe? The second is preference-sensitive: Among feasible options, what balance of symptom
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burden and treatment consequence best protects what this patient values now? Confusing these questions risks
either undertreating suffering or overriding patient priorities in pursuit of an apparently optimal symptom score.

The distinction is summarized in Table 1.

Table 1. Competing conceptions of symptom relief in patient-defined palliative nursing goals
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Note: PDADT = Patient-Defined Acceptable Discomfort Theory.

Data sources

PDADT was developed through a critically selected evidence base rather than a systematic-review design. The
literature was chosen to test the theory’s component assumptions and counterarguments across five intersecting
areas: palliative and nursing theory; symptom and pain-management goals; patient preferences and functional
priorities; goal-concordant and priority-aligned decision-making; and clinical or methodological limits on how
patient goals can be measured. Evidence was retained when it clarified a construct, contradicted an emerging
proposition, exposed a measurement problem or established a boundary on interpretation.

A central methodological problem is that goal concordance is not a single directly observable outcome. Multiple
approaches have been used to determine whether serious-illness care reflects patient goals, each capturing
somewhat different information [18]. Even within the same patient, ratings and rankings of goals can produce
different representations of what is most important [19]. PDADT therefore cannot treat a single recorded
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preference, conversation checkbox or concordance measure as definitive evidence that residual symptom burden
is genuinely acceptable.

The literature on multimorbidity contributes an adjacent but informative body of evidence. A systematic mixed-
studies review found that patients and clinicians can prioritize treatment and health outcomes differently, with
patients often attaching particular importance to lived function and everyday experience [20]. In older adults with
multiple chronic conditions, care organized around explicitly elicited priorities was associated with changes in
treatment decisions and reduced treatment burden [21]. Implementation research further shows that clinicians may
use actionable functional goals, serial therapeutic trials and negotiation when disease-specific objectives conflict
with what matters most to a patient [22]. These studies are not direct validation of PDADT in palliative nursing;
they instead demonstrate plausible decision processes through which competing goals can be made explicit.
Guiding principles for multimorbidity similarly encourage decisions that consider patient priorities alongside
anticipated benefit, harm and treatment burden [23]. This is conceptually relevant because additional symptom
treatment can itself impose burden. Yet another assumption also requires restraint: patient goals should not be
presumed to fluctuate simply because serious illness progresses. Longitudinal work involving patients and
surrogate decision-makers found substantial stability in end-of-life preferences despite major contextual
disruption [24]. Reassessment is therefore necessary because preferences may change, not because instability
should be assumed.

Taken together, the data sources support a theory in which symptom burden, treatment consequences and patient-
defined priorities are distinct inputs to nursing judgment. They also impose a methodological limit: observed
symptom severity does not reveal preference, documented preference does not necessarily establish current
preference, and clinician interpretation does not substitute for adequately elicited patient goals.

These relationships require a nonlinear representation because preference, treatment effect, symptom experience
and safety constraints influence one another rather than forming a simple treatment pipeline. Figure 1 depicts the
evidence-informed decision field that will later support the formal propositions of PDADT.
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Figure 1. Conditional negotiation field for patient-defined acceptable discomfort in palliative nursing

Overview of the issues

The conceptual problem becomes clearest when a symptom-management decision contains more than one
legitimate clinical objective. Decisions surrounding palliative sedation illustrate an extreme version of this
complexity: research across European settings shows that decisions develop iteratively and may involve patients,
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relatives and clinicians to differing degrees [25]. In less extreme symptom-management situations, qualitative
work with patients and carers has likewise shown that effective management extends beyond symptom intensity
to quality of life, preferences and medication-related consequences [26]. The relevant nursing question is therefore
not simply whether another intervention could reduce a symptom, but what that intervention would alter in the
life the patient is trying to preserve.

This interpretation places considerable weight on communication, but communication itself requires a defined
purpose. Serious-illness scholarship continues to debate which measurable outcome should count as the most
important product of these conversations [27]. Systematic approaches to outpatient palliative assessment can
identify multidimensional needs and create opportunities for responsive care [28], yet the presence of a
documented need does not establish how competing needs should be ranked. Assessment is an input to negotiation,
not its endpoint.

The same caution applies to palliative-care involvement and documented goals. Among hospitalized patients with
cirrhosis, receipt of palliative consultation was not independently associated with improvement in several
measured outcomes after adjustment, illustrating how context, illness severity and confounding complicate
straightforward claims that adding palliative involvement automatically produces better downstream outcomes
[29]. In intensive care, researchers have shown that patient goals can sometimes be reconstructed from electronic
records, but relevant information may be distributed across multiple notes [30]. Documentation can therefore
Support continuity without necessarily reproducing the patient’s current hierarchy of goals.

From these issues emerge four distinctions central to PDADT.

First, residual symptom burden and treatment failure are not synonymous. A symptom may remain because relief
is incomplete, because further treatment is ineffective, because treatment effects are unacceptable to the patient,
or because the patient chooses to preserve a valued capability that more aggressive treatment would threaten. Only
the latter situations enter the preference-sensitive territory addressed by PDADT, and even then only after feasible
relief has been considered.

Second, symptom tolerance is not an intrinsic patient trait. Describing a person as having “high tolerance” risks
converting a situational trade-off into a stable characteristic. The relevant object is instead the relationship between
a current symptom burden and the goal protected by accepting that burden. A patient may tolerate pain to remain
cognitively clear during an important conversation and later request stronger relief when that priority changes.
The symptom has not changed its biological character; the meaning of the trade-off has changed.

Third, patient-defined does not mean clinically unconstrained. A patient may legitimately prioritize alertness,
mobility, communication or autonomy, but nursing practice remains responsible for detecting reversible causes,
explaining options, assessing treatment effects and responding to suffering that the patient no longer wishes to
endure. Preference-sensitive care is therefore neither passive acceptance nor automatic deference. It is an active
process in which the patient’s values and professional obligations are held together.

Fourth, goal concordance must be temporally revisable without assuming volatility. Earlier preferences deserve
respect, yet changing disease, capacity, family circumstances or treatment effects can alter what matters.
Conversely, repeated reassessment should not imply that a stable preference is provisional simply because
clinicians expect it to change. The theoretical task is to preserve the patient’s authority to revise a trade-off while
also respecting continuity when the patient continues to endorse it.

These distinctions shift the endpoint of symptom-management reasoning. The decisive question is not whether
the lowest possible symptom intensity has been reached. It is whether the remaining symptom burden reflects an
informed, feasible and revisable balance between relief and another goal that the patient presently values more
highly, while remaining above the clinical floor below which suffering is unwanted, unsafe or insufficiently
treated.

Table 2 converts these clinical tensions into the proposed theoretical propositions that will be developed formally
in the next section.

Table 2. From symptom-management tensions to proposed Patient-Defined Acceptable Discomfort Theory
propositions
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Note: PDADT = Patient-Defined Acceptable Discomfort Theory.

Conceptual findings

The evidence supports a distinction between successful communication, successful symptom reduction and
successful attainment of the patient’s preferred balance among competing goals. These outcomes can overlap, but
they are not interchangeable. In outpatient oncology, structured serious-illness communication did not produce
uniform improvement across all targeted patient outcomes [31]. Communication-priming interventions can
nevertheless increase attention to goals-of-care discussions [32]. For PDADT, this means that eliciting a goal is
necessary to preference-sensitive symptom management, while the occurrence of a conversation alone cannot
establish that subsequent treatment is goal concordant.

A similar distinction applies to symptom measurement. Electronic patient-reported outcome collection can be
implemented at substantial scale in palliative oncology and provides clinically useful information about symptom
experience [33]. Yet a severity value cannot reveal whether a patient would accept, reject or deliberately retain
some of that burden in order to preserve alertness, mobility, communication or another valued state. PDADT
therefore treats symptom measurement as an essential input to clinical reasoning rather than as an independent
rule for determining treatment success.

The level of analysis must also remain explicit. Methodologies for estimating serious health-related suffering can
quantify population-level palliative-care need and identify large service gaps [34]. Such information is crucial for
health-system planning, but it cannot determine whether an individual patient regards a particular residual
symptom as acceptable. Population burden, clinical severity and personally acceptable burden are related but
analytically distinct constructs.

From this evidence base, PDADT proposes six connected propositions.

Proposition 1: Acceptability is meaning-conditioned. Residual discomfort has no fixed clinical meaning apart
from its relationship to what the patient is trying to preserve. A symptom may be experienced as unacceptable
when it prevents conversation, movement or sleep, yet the same or even greater intensity may be voluntarily
tolerated when stronger treatment would threaten a goal judged more important. The theory therefore rejects a
universal numerical boundary between acceptable and unacceptable discomfort.

Proposition 2: Treatment benefit is relational to competing goals. The value of further symptom reduction depends
partly on its consequences. Additional analgesia, sedation or other symptom-directed treatment may produce
greater comfort while also altering cognition, function, interaction or treatment burden. A clinically effective
intervention can therefore be misaligned with the patient’s current priority even when it lowers symptom intensity.
Proposition 3: Acceptable discomfort requires valid goal attribution. Residual burden cannot be described as
patient-defined merely because clinicians believe the patient values another goal. The relevant preference should
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be directly elicited when possible and distinguished from assumptions made by relatives or professionals. When
capacity is impaired, preference reconstruction requires greater caution because inferred wishes carry different
evidentiary status from contemporaneous patient choice.

Proposition 4: Acceptability is revisable rather than permanent. A patient’s willingness to tolerate discomfort
applies to a particular clinical and personal context. Reassessment becomes necessary when symptom character,
functional effect, treatment response, cognition or expressed priorities change. Revisability should not be confused
with presumed instability: a preference can remain stable and still retain the right to be reconsidered.

Proposition 5: Negotiation occurs within relationships but preserves patient authority. Nurses, physicians,
relatives and services influence which options are visible and feasible. Their contributions can clarify
consequences, detect risk and support deliberation. They do not, however, convert a professional or family
preference into a patient-defined goal merely through agreement or documentation.

Proposition 6: A clinical-safety floor constrains preference-sensitive interpretation. PDADT applies only when
residual discomfort reflects an informed and clinically defensible trade-off. Untreated reversible causes,
inaccessible treatment, inadequate assessment, coercion, severe unwanted suffering or refractory distress cannot
be reframed as acceptable discomfort. Patient-defined tolerability supplements the obligation to relieve suffering;
it does not cancel it.

Together these propositions define acceptable discomfort as a conditional relationship among symptom burden,
treatment consequence, personal meaning and a currently prioritized goal. The construct therefore differs from
symptom tolerance, stoicism, treatment refusal and simple preference reporting. Its theoretical value lies in
explaining why a residual symptom can sometimes coexist with successful palliative nursing while, in another
context, an apparently similar residual symptom represents inadequate or unwanted care.

Results and Discussion

PDADT addresses a recurrent problem in palliative practice: the assumption that successful symptom
management can always be inferred from the greatest technically achievable reduction in symptoms. Existing
evidence does not support such a simple endpoint. Some patients prioritize pain relief strongly, and specialist
palliative services can help patients achieve personally defined pain goals [15]. At the same time, qualitative
evidence shows that others explicitly weigh analgesia against cognition, activity or identity [3]. The theory
accommodates both situations by locating success in the patient’s informed goal rather than privileging either
maximal treatment or deliberate symptom endurance in advance.

This distinction has direct implications for nursing assessment. Patient-reported symptom measures remain
indispensable because they identify burden and change over time. Multidimensional palliative assessment also
helps reveal psychological, social and practical needs that a symptom score cannot capture [11]. The additional
question posed by PDADT is whether further symptom reduction would support or undermine what the patient is
currently trying to accomplish. That question should arise only after ordinary clinical responsibilities—assessment
of cause, available treatment and safety—have been addressed.

The theory consequently requires attention to the difference between preference and constraint. A person may
appear to “choose” residual discomfort because medication causes unacceptable cognitive effects. That situation
can represent a genuine trade-off. A superficially similar choice may instead arise because adequate medication
is unavailable, side effects have not been treated, communication is poor or the patient believes requesting greater
relief would burden staff or family. These states should not be collapsed into the same concept. Family caregivers
may themselves experience substantial difficulty managing symptoms [12], reinforcing the need to examine
whether environmental and relational constraints are shaping what appears to be voluntary acceptance.

Temporal interpretation is equally important. Symptom relationships and psycho-existential needs can vary during
illness [13]. Patient-reported symptom patterns can also depend on phase of illness [14]. PDADT therefore treats
the acceptable-discomfort judgment as time-bound. Nursing reassessment should be responsive to meaningful
change rather than performed as a ritual assumption that preferences are continuously unstable. Evidence that end-
of-life preferences may remain stable across major contextual changes provides an important counterweight to
excessive re-questioning [24].

Clinical safeguards become especially important as suffering intensifies. Decision-making literature surrounding
palliative sedation shows that patient participation, family roles and professional judgment can vary considerably
[16]. Current international guidance emphasizes refractory suffering, intolerability, proportionality and autonomy
when sedation is considered [17]. PDADT does not extend sedation criteria to routine symptom management. The
relevance of this literature is narrower: it demonstrates that severe suffering requires explicit safeguards and that
neither patient preference nor professional judgment alone eliminates the need for careful proportionality and
clinical assessment.

The model also clarifies what goal-concordant care can and cannot establish. Existing measurement approaches
operationalize concordance differently [18]. Goal ratings and rankings may yield differing representations of
patient priorities [19]. Documentation therefore deserves interpretation rather than automatic acceptance. A
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preference recorded several weeks earlier, a family statement, a numerical symptom score and an explicit bedside
choice are not epistemically equivalent. PDADT requires nursing judgment to preserve those distinctions.
Evidence from priority-aligned care offers useful but limited support for this reasoning. Patients and clinicians
may emphasize different treatment outcomes [20]. Explicit priority elicitation can influence decisions and
treatment burden in older adults with multiple chronic conditions [21]. Clinicians have also used functional goals
and serial therapeutic trials to manage competing priorities [22]. These findings make the proposed mechanisms
plausible, but they do not constitute direct validation of PDADT in palliative nursing. Transfer from
multimorbidity care must remain cautious because illness trajectory, urgency, capacity and family involvement
can differ substantially near the end of life.

The same caution applies to communication. Structured conversations can improve aspects of serious-illness
communication, but improvement in communication processes does not ensure improvement in every patient
outcome [31]. Communication priming can increase goals-of-care discussion [32]. PDADT therefore treats
conversation as a mechanism for clarifying priorities rather than as an outcome sufficient in itself. A high-quality
conversation that leaves the patient’s symptom—goal trade-off unresolved has not completed the theoretical task.
For nursing practice, the most immediate implication is a change in the question used to interpret residual
symptoms. Instead of asking only, “Can this symptom be reduced further?”, nursing judgment may also need to
ask, “What would further reduction cost this patient, and is the patient choosing that trade-off?”” This addition
should never weaken efforts to relieve suffering. Its function is to prevent a different error: imposing a clinician-
defined optimum that unintentionally removes an activity, mental state or relationship the patient values more
than an additional increment of symptom relief.

Research is needed before PDADT can support formal clinical tools. Initial work should establish whether patients
and nurses understand the construct consistently and whether it can be distinguished empirically from
undertreatment, resignation, treatment refusal and ordinary symptom tolerance. Longitudinal studies should
examine whether acceptable-discomfort judgments remain stable when symptom burden or treatment effects
change. Measurement work should test whether combining symptom severity with explicitly elicited patient
priorities adds clinically meaningful information beyond standard patient-reported outcomes. Electronic PRO
systems demonstrate that repeated symptom measurement is feasible [33], but the additional preference and
meaning constructs proposed here require separate validation.

The theory also needs testing across populations and health systems. Current supporting evidence is weighted
toward adult serious illness, cancer, older people and comparatively well-resourced palliative settings. Population-
level estimates show that serious health-related suffering is distributed globally and that palliative need extends
far beyond those contexts [34]. Cultural expectations concerning endurance, family authority, disclosure and
clinician responsibility may alter how apparent acceptance should be interpreted. PDADT should therefore be
evaluated across diverse cultural, socioeconomic and service settings before its propositions are treated as broadly
transferable.

Finally, the theory does not imply that every palliative encounter requires an explicit negotiation about acceptable
discomfort. When treatment is effective, well tolerated and aligned with the patient’s wishes, the conceptual
distinction may add little. Its greatest value arises when symptom relief and another meaningful goal pull in
different directions. In those situations, naming the trade-off can protect both sides of palliative nursing: the
obligation to relieve suffering and the obligation to respect the patient’s own account of what makes relief
worthwhile.

Conclusion

Complete symptom relief is neither universally attainable nor universally preferred when further treatment
compromises something the patient values more highly. Patient-Defined Acceptable Discomfort Theory provides
a bounded account of this problem by distinguishing unwanted or clinically unacceptable suffering from residual
symptom burden that a patient knowingly and revisably accepts to protect another goal.

Acceptability is therefore not a symptom score, personality trait or permission for undertreatment. It is a
conditional relationship among experienced burden, treatment consequences, personal meaning, feasible
alternatives and the patient’s current priorities. Nursing judgment remains responsible for assessment, relief of
avoidable suffering, clarification of goals and recognition of changes over time.

The theory proposes a more patient-defined endpoint for selected symptom-management decisions while retaining
a firm clinical-safety boundary. Its propositions now require empirical validation before they can support formal
measurement instruments or clinical decision rules.

Acknowledgments: None

Conflict of interest: None

https://journalinpc.com/ J\PC

16


https://journalinpc.com/

Sasaki et al., When Complete Symptom Relief Is neither Possible nor Preferred: A Theoretical Account of Acceptable Discomfort, Competing
Priorities, and Patient-Defined Goals in Palliative Nursing

Financial support: None

Ethics statement: None

References

1.

2.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

Osterlind J, Henoch 1. The 6S-model for person-centred palliative care: A theoretical framework. Nurs
Philos. 2021;22(2). doi:10.1111/nup.12334

Ehrlich O, Lackowski A, Glover TL, Vallerand AH. Use of goals in cancer pain management: A systematic
review. J Pain Symptom Manage. 2024;68(3). doi:10.1016/j.jpainsymman.2024.05.026

Wegier P, Varenbut J, Bernstein M, Lawlor PG, Isenberg SR. “No thanks, I don’t want to see snakes again”:
A qualitative study of pain management versus preservation of cognition in palliative care patients. BMC
Palliat Care. 2020;19(1):182. d0i:10.1186/s12904-020-00683-1

Johnston BM, Daveson B, Normand C, Ryan K, Smith M, McQuillan R, et al. Preferences of older people
with a life-limiting illness: A discrete choice experiment. J Pain Symptom Manage. 2022;64(2):137-45.
doi:10.1016/j.jpainsymman.2022.04.180

Xia Q, Kularatna M, Virdun C, Button E, Close E, Carter HE. Preferences for palliative and end-of-life care:
A systematic review of discrete choice experiments. Value Health. 2023;26(12):1795-8009.
d0i:10.1016/j.jval.2023.07.005

Modes ME, Engelberg RA, Nielsen EL, Brumback LC, Neville TH, Walling AM, et al. Seriously ill patients’
prioritized goals and their clinicians’ perceptions of those goals. J Pain Symptom Manage. 2022;64(4):410-
8. doi:10.1016/j.jpainsymman.2022.06.004

Ehrlich O, Schweitzer NS, Berry DL. Functional goals and how palliative patients with cancer managed
pain. Pain Manag Nurs. 2022;23(5):640-5. doi:10.1016/j.pmn.2022.02.004

Kitson AL. The Fundamentals of Care Framework as a point-of-care nursing theory. Nurs Res.
2018;67(2):99-107. doi:10.1097/NNR.0000000000000271

Connell Meehan T, Timmins F, Burke J. Fundamental care guided by the Careful Nursing Philosophy and
Professional Practice Model. J Clin Nurs. 2018;27(11-12):2260-73. doi:10.1111/jocn.14303

Walling AM, Ast K, Harrison JM, Dy SM, Ersek M, Hanson LC, et al. Patient-reported quality measures for
palliative care: The time is now. J Pain Symptom Manage. 2023;65(2):87-100.
doi:10.1016/j.jpainsymman.2022.11.001

Goni-Fuste B, Pergolizzi D, Monforte-Royo C, Alonso-Babarro A, Belar A, Crespo I, et al. Development of
a guide to multidimensional needs assessment in the palliative care initial encounter (MAP). J Pain Symptom
Manage. 2023;66(4):361-9.e6. doi:10.1016/j.jpainsymman.2023.07.011

Mather H, Kleijwegt H, Bollens-Lund E, Kelley AS, Ornstein KA. Symptom management experience of
end-of-life family caregivers: A population-based study. J Pain Symptom Manage. 2022;64(6):513-20.
d0i:10.1016/j.jpainsymman.2022.07.017

Kissane DW, Bobevski I, Appleton J, Michael N, King T, Moss G, et al. Real world experience of change
in psycho-existential symptoms in palliative care. J Pain Symptom Manage. 2023;66(3):212-20.e2.
d0i:10.1016/j.jpainsymman.2023.05.015

Sandham MH, Hedgecock EA, Siegert RJ, Narayanan A, Hocaoglu MB, Higginson 1J. Intelligent palliative
care based on patient-reported outcome measures. J Pain Symptom Manage. 2022;63(5):747-57.
doi:10.1016/j.jpainsymman.2021.11.008

Tagami K, Chiu SW, Kosugi K, Ishiki H, Hiratsuka Y, Shimizu M, et al. Cancer pain management in patients
receiving inpatient specialized palliative care services. J Pain Symptom Manage. 2024;67(1):27-38.el.
d0i:10.1016/j.jpainsymman.2023.09.015

Robijn L, Seymour J, Deliens L, Korfage I, Brown J, Pype P, et al. The involvement of cancer patients in
the four stages of decision-making preceding continuous sedation until death: A qualitative study. Palliat
Med. 2018;32(7):1198-207. doi:10.1177/0269216318770342

Surges SM, Brunsch H, Jaspers B, Apostolidis K, Cardone A, Centeno C, et al. Revised European
Association for Palliative Care (EAPC) recommended framework on palliative sedation: An international
Delphi study. Palliat Med. 2024;38(2):213-28. d0i:10.1177/02692163231220225

Ernecoff NC, Wessell KL, Bennett AV, Hanson LC. Measuring goal-concordant care in palliative care
research. J Pain Symptom Manage. 2021;62(3). doi:10.1016/j.jpainsymman.2021.02.030

Sanders JJ, Miller K, Desai M, Geerse OP, Paladino J, Kavanagh J, et al. Measuring goal-concordant care:
Results and reflections from secondary analysis of a trial to improve serious illness communication. J Pain
Symptom Manage. 2020;60(5):889-97.e2. doi:10.1016/j.jpainsymman.2020.06.023

Sathanapally H, Sidhu M, Fahami R, Gillies C, Kadam U, Davies MJ, et al. Priorities of patients with
multimorbidity and of clinicians regarding treatment and health outcomes: A systematic mixed studies
review. BMJ Open. 2020;10(2). doi:10.1136/bmjopen-2019-033445

https://journalinpc.com/ J\PC

17


https://journalinpc.com/

Sasaki et al., When Complete Symptom Relief Is neither Possible nor Preferred: A Theoretical Account of Acceptable Discomfort, Competing
Priorities, and Patient-Defined Goals in Palliative Nursing

21.

22.

23.

24.

25.

26.

217.

28.

29.

30.

3L

32.

33.

34.

Tinetti ME, Naik AD, Dindo L, Costello DM, Esterson J, Geda M, et al. Association of patient priorities-
aligned decision-making with patient outcomes and ambulatory health care burden among older adults with
multiple chronic conditions: A nonrandomized clinical trial. JAMA Intern Med. 2019;179(12):1688-97.
doi:10.1001/jamainternmed.2019.4235

Tinetti M, Dindo L, Smith CD, Blaum C, Costello D, Ouellet G, et al. Challenges and strategies in patients’
health priorities-aligned decision-making for older adults with multiple chronic conditions. PLoS One.
2019;14(6). doi:10.1371/journal.pone.0218249

Boyd C, Smith CD, Masoudi FA, Blaum CS, Dodson JA, Green AR, et al. Decision making for older adults
with multiple chronic conditions: Executive summary for the American Geriatrics Society guiding principles
on the care of older adults with multimorbidity. J Am Geriatr Soc. 2019;67(4):665-73. d0i:10.1111/jgs.15809
Song MK, Paul S, Pelkmans J, Ward SE. Pandemic effects on stability of end-of-life preferences and patient-
surrogate dyad congruence. J Pain Symptom Manage. 2024;67(6):571-9.e2.
doi:10.1016/j.jpainsymman.2024.03.016

Van der Elst M, Payne S, Arantzamendi M, Preston NN, Koper I, Belar A, et al. Decision-making about
palliative sedation for patients with cancer: A qualitative study in five European countries linked to the
Palliative Sedation project. BMC Palliat Care. 2024;23(1):295. doi:10.1186/s12904-024-01612-2
Chapman EJ, Paley CA, Pini S, Ziegler LE. Updating a conceptual model of effective symptom management
in palliative care to include patient and carer perspective: A qualitative study. BMC Palliat Care.
2024;23(1):208. d0i:10.1186/s12904-024-01544-x

Arnold RM, Levoy K, Hickman SE, El-Jawahri A, Jackson V, Tulsky JA. JPSM controversies in palliative
care: “What is the most important, measurable goal of serious illness conversations in the ambulatory
setting?” J Pain Symptom Manage. 2024;67(1). doi:10.1016/j.jpainsymman.2023.08.006

Bischoff KE, Vanegas G, O’Riordan DL, Sumser B, Long J, Lin J, et al. A systematic approach to assessing
and addressing palliative care needs in an outpatient population. J Pain Symptom Manage. 2023;66(3):270-
80.e8. d0i:10.1016/j.jpainsymman.2023.06.024

Orman ES, Yousef A, Xu C, Shamseddeen H, Johnson AW, Nephew L, et al. Palliative care, patient-reported
measures, and outcomes in hospitalized patients with cirrhosis. J Pain Symptom Manage. 2022;63(6):953-
61. doi:10.1016/j.jpainsymman.2022.02.022

Ahmad SR, Tarabochia AD, Budahn L, LeMahieu AM, Karnatovskaia LV, Turnbull AE, et al. Determining
goal concordant care in the intensive care unit using electronic health records. J Pain Symptom Manage.
2023;65(3). doi:10.1016/j.jpainsymman.2022.11.002

Bernacki R, Paladino J, Neville BA, Hutchings M, Kavanagh J, Geerse OP, et al. Effect of the Serious IlIness
Care Program in outpatient oncology: A cluster randomized clinical trial. JAMA Intern Med.
2019;179(6):751-9. doi:10.1001/jamainternmed.2019.0077

Curtis JR, Downey L, Back AL, Nielsen EL, Paul S, Lahdya AZ, et al. Effect of a patient and clinician
communication-priming intervention on patient-reported goals-of-care discussions between patients with
serious illness and clinicians: A randomized clinical trial. JAMA Intern Med. 2018;178(7):930-40.
doi:10.1001/jamainternmed.2018.2317

Hui D, Scannapieco Mastroleo G, Rozman De Moraes A, Peek A, Reddy A, Zhukovsky DS, et al.
Implementation of patient reported outcomes in outpatient palliative care: From paper to computer. J Pain
Symptom Manage. 2023;66(2). doi:10.1016/j.jpainsymman.2023.04.012

Kwete XJ, Bhadelia A, Arreola-Ornelas H, Mendez O, Rosa WE, Connor S, et al. Global assessment of
palliative care need: Serious health-related suffering measurement methodology. J Pain Symptom Manage.
2024,68(2). doi:10.1016/j.jpainsymman.2024.03.027

https://journalinpc.com/ m

18


https://journalinpc.com/

