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Abstract

Purpose The Patient Dignity Question (PDQ), “What do I need to know about you as a person to give you the best care
possible?” is a validated instrument designed to assess patient priorities and stressors. Administration of the PDQ has been
demonstrated to improve patient-provider relationships. The PDQ has been evaluated in multiple settings, but never as a
standard component of palliative care consultation. The primary objectives of this study were to determine the feasibility
of PDQ screening in palliative care consultation and to characterize responses. The secondary objective was to determine
patient and disease factors associated with PDQ response among patients diagnosed with cancer.

Methods PDQ responses were collected from 2015 to 2017, and patient survival data collected through 2018. A codebook
was developed to categorize responses using literature review and template analysis; coding was performed until thematic
saturation was achieved. We descriptively analyzed thematic distribution among responders and performed multivariable
multinomial regression to determine the association between patient characteristics and PDQ response.

Results Response to the PDQ was documented in 2053/5002 consultations (41.1%); 1877 patient responses were included in
final analysis. A total of 544 (29.5%) patients referenced illness-related concerns, 879 (46.8%) shared personal insights, and
283 (15.1%) cited interpersonal relationships. Younger patients frequently reported illness-related concerns; older respondents
(age > 65) often responded with insights into their identity. Patients’ responses evaluated less than 1 year before death were
more likely to focus upon identity and interpersonal relationships than illness-related concerns.

Conclusion The PDQ can be used as a means of eliciting values among patients with cancer. Variations in response pattern
suggest that approaches to distress may be tailored to age and proximity to death.

Keywords Palliative care - Goals of care - Neoplasms - Feasibility studies - Dignity - Communication

Introduction The dignity in care model, developed by H.M. Chochinov
in the early 2000s, acknowledged the impact of illness and
of interactions with the healthcare system upon end-of-life
care [2, 3]. Over time, dignity conservation has expanded

to include optimization of patient-provider communication,

Addressing and conserving patient dignity is a key tenet of
palliative care providers’ quest to treat the psychosocial and
humanistic elements of serious and life-limiting illness [1].
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family support, symptom management, and end-of-life care.
The term “dignity-conserving care” was initially intended
to highlight the importance of approaching palliative care
with a predominant focus on preservation of dignity [4]. As
dignity in care evolved and gained traction, the Patient Dig-
nity Question (PDQ) was designed as a means of eliciting
patient priorities to be considered when delivering dignity-
conserving care. This open-ended question, “What do I need
to know about you as a person to give you the best care pos-
sible?” can be used by any provider type and in numerous
care settings to understand patient values [5]. It has been
piloted in multiple clinical settings and by multiple special-
ties, including in hospitalized patients, tuberculosis clinics,
and outpatient palliative care, and has been well-received by
patients and clinicians [1, 6, 7]. Use of the PDQ increased
patient and family perceptions of person-centered care and
improved provider attitudes towards patients [1, 6, 7]. More
recently, investigators have sought to elucidate patterns from
PDQ responses in psycho-oncology patients in an effort to
better characterize core dignity constructs in this group [8].
We deployed the PDQ as a component of routine palliative
care consultation in cancer patients and subsequently ana-
lyzed responses to evaluate dignity themes and their preva-
lence. We also measured the association between patient
demographic and disease characteristics and dignity theme
in a sample of patients receiving palliative care consultation
at a major US cancer center.

Methods

Study design We performed a retrospective cohort study
to evaluate the role of the PDQ in routine palliative care
consultation (inpatient and outpatient) at a quaternary care
cancer center in the USA. Palliative care consultations,
conducted primarily in inpatient settings, were ordered for
a variety of indications including pain and other symptom
management, patient/family support, spiritual distress, dis-
cussion of goals of care, and complex psychosocial dynam-
ics related to serious illness. The PDQ was included as a
component of a broad-ranging assessment performed by
clinicians and trainees on the interprofessional and interdis-
ciplinary palliative care service. PDQ responses were tran-
scribed into a specific field of the palliative care consultant’s
regular structured documentation and subsequently extracted
from the electronic medical record. The preliminary data-
base was reviewed by a member of the study team (RAH);
all responses provided by a patient> 17 years of age were
included. Responses were excluded if they were provided
by a respondent other than the patient (e.g., a family mem-
ber), were a duplicate of a prior response, if no response
was documented, or if the respondent age was < 18. This
study focused on PDQ responses between March 2015 and
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February 2017. Survival data was collected through March
2018 in order to capture 1-year mortality among all respond-
ents. This study was approved by the Memorial Sloan Ket-
tering Cancer Center Institutional Review Board.

Measures Primary and secondary themes were derived from
direct content analysis of patient responses. Themes were
subsequently categorized based on the three main categories
of dignity-related concerns [4]: (1) illness-related concerns,
(2) dignity conserving repertoire, (3) social dignity inven-
tory, and (4) other.

Direct content analysis, which attempts to validate and/or
expand upon an existing framework, was utilized to identify
primary and second dignity themes due to its flexibility in
the setting of a well-established theory of dignity-preserving
care and its methodologic benefit for categorization of data
for quantitative analyses. Initial codebook development
was iteratively performed by a palliative care physician
with extensive qualitative experience (RAH), a palliative
care nurse practitioner and doctoral student (WER), and
an anesthesia resident (TS). Additional qualitative guid-
ance was provided by a medical anthropologist (JC). Each
investigator independently coded an initial fifty transcripts
to develop a preliminary codebook. Multiple intermediate
consensus meetings were conducted to discuss and arbitrate
discrepancies as the group coded an additional one hundred
fifty responses throughout which the codebook was refined
iteratively to resolve discrepancies, remove redundant cat-
egories, and expand/elucidate new categories. Subsequent
coding was performed by RAH. TS additionally coded a
randomly selected set of 300 responses to verify the prior
coding. All codebook revisions were applied to previously
coded responses. Each response was ultimately coded into
one of seven main dignity themes. Following completion of
primary coding, we then evaluated our codebook within the
context of existing dignity theory and categorized each pair
of primary-secondary dignity themes into one of the three
dignity categories [2].

Demographic and disease characteristics as well as vital
status were abstracted from the electronic medical record.
Those categorical variables with sample size < 10 for any
response were compiled into an “other” category for model
optimization. Vital status was assessed for all patients on
March 15, 2018, in order to capture mortality at a minimum
of 1 year following response, and time-to-death was calcu-
lated by subtracting March 15, 2018, from the date of PDQ
evaluation.

Analysis After identification of dignity theme/subtheme and
assignment of dignity theme category, we performed quan-
titative analysis for frequency of themes in the 1877 coded
patient responses. Descriptive statistics were calculated to
evaluate the distribution of primary and secondary dignity
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theme within each of the dignity categories. ANOVA, chi-
squared, and Wilcoxon rank sum tests were performed for
bivariable analyses to determine the association between
sample demographic characteristics (e.g., age, race, ethnic-
ity, religion), disease characteristics (e.g., primary tumor
site), vital status, time-to-death, and dignity category.
Variables found to be statistically significant predictors of
dignity theme in bivariable analyses were included in the
multivariable multinomial logistic regression model. All
statistical analysis was performed using R Statistical Soft-
ware (version 4.0.5; R Foundation for Statistical Computing,
Vienna, Austria).

Results

Study sample Among 5002 unique consultations between
2015 and 2017, 2053 included documentation of the PDQ
response (41.1%). A total of 176 responses provided by fam-
ily members were excluded; thus, 1877 patient responses
informed these analyses. The mean age of study participants
was 58.4 years. Seventy percent of the population self-iden-
tified as white (1317/1877), and 92.1% (1728/1877) were
not Hispanic/Latinx. Approximately 80% of respondents
acknowledged a religious affiliation; almost 60% (58.5%)
of the study population described themselves as Christian
(1098/1877). The site of primary tumor was categorized
by anatomic system: one-quarter of the cohort had primary
GI malignancy (479/1877), 13.9% (261/1877) had primary
breast or soft tissue cancer, 13.1% of primary tumor sites
were unknown, and 12.7% of patients had hematologic
malignancies. A total of 1166 (62.1%) patients were dead at
follow-up in 2018 with an average time-to-death of 42 days
[IQR 18, 93] (Table 1).

Directed content analysis Qualitative analysis of individual
results revealed a variety of attributes, fitting into seven pri-
mary themes: fear, physical symptoms, individual identity,
coping strategies, goals pertaining to care, interpersonal
interaction, and non-response/other (e.g., “I don’t know,” or
“Nothing.”). These themes, in turn, aligned with the three
major categories of dignity-related experiences identified
in earlier work: illness-related concerns, dignity-conserv-
ing perspectives and practices, and interactions with others
(Table 2) [2, 9].

(1) Illness-related concerns: A large subgroup of respond-
ents responded to the PDQ by expressing concerns
directly related to their experience as cancer patient.
Many respondents focused upon tangible, disease-
related needs and issues, such as symptom burden
and its impact upon quality of life. Other respondents
expressed anxieties regarding aspects of illness or care,

Table 1 Participant characteristics

Demographic Category Frequency, n (%)

Age (years) 20-34 136 (7.2)
35-44 174 (9.3)
45-54 383 (29.4)
55-64 517 (27.5)
65-74 436 (23.2)
75-84 173 (9.2)
85+ 58 (3.1)

Religion Christian 1098 (58.5)
Jewish 255 (13.6)
Muslim 47 (2.5)
Buddhist 22(1.2)
Hindu 29 (1.6)
None 329 (17.5)
Other 12 (0.6)
Unknown/ declined 85 (4.5)

Type of encounter Inpatient 1523 (81.1)
Outpatient 354 (18.8)

Race White 1317 (70.2)
Black 251 (13.4)
Asian 132 (7.0)
Other 42 (2.2)
Unknown/declined 135 (7.2)

Ethnicity Not Hispanic or Latino 1728 (92.1)
Hispanic or Latino 145 (7.7)
Unknown 4(0.2)

Site of primary tumor Breast and soft tissue 261 (13.9)
Gastrointestinal 479 (25.5)
Genitourinary 162 (8.6)
Gynecologic 181 (9.6)
Head and neck 114 (6.1)
Hematologic 239 (12.7)
Thoracic 150 (8.0)
Other 45 (2.4)
Unknown 246 (13.1)

Deceased at time of 1166 (62.1)

follow-up
Time to death (days) from 42 [18,93]

initial encounter

such as opioid side effects, addiction, and dependence
upon caregivers. A small cohort acknowledged that
their fears centered upon mortality and, particularly,
the relationship between hospitalization and death.

(2) The dignity-conserving repertoire (dignity-conserving
perspectives and practices): Another cohort of respond-
ents engaged with the palliative care team around
aspects of their personhood, life experiences, and
anticipated legacy. Participants in this category shared
professional roles and hobbies as well as other cen-
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Table 2 Dignity themes and subthemes identified in direct content analysis

Dignity in care Category Subcategory Participant response
domain
Illness-related Fear Uncertainty I'm scared and very concerned that something is wrong
concerns I have dealt with so much in my life, and I am scared about what comes next
Pain/symptoms I am just so scared of suffering, I want the pain and anxiety controlled
I’'m not scared of dying but I'm afraid of the pain
Medications/therapies Don'’t give me an injection
I just don’t want to get addicted to pain meds
Dependence I don’t want to burden my family
I am concerned about losing control of my life and of being a burden
Death I do not want to die
I don’t like to stay in the hospital too long: it makes me think about hospice and scares me
I don’t want to die trapped in a web of wires
Symptoms Pain 1 would be in so much less distress if you treat my pain. I don’t think it’s even possible to be more comfortable

The dignity-conserv- Identity
ing repertoire

Goals

Coping strate-
gies

Other symptoms

Good person/patient

Fighter

Strong

Optimist

Other identity

Return to normalcy/recovery of

function

Avoidance of suffering

Quality of life

Independence

Home

Disease-directed therapy

Survival/recovery

Religion/faith

Humor

Acceptance

Distress

Fatigue

I would really like to have my pain controlled because I feel like I am unable to do anything
Normally I can handle pain, but this is unbearable

I want my constipation controlled as it is causing me discomfort

I am a pretty easygoing person
That I am a very peaceful person, not selfish
Everybody tells me I'm the sweetest guy in the world. I try to be as friendly as I can

I'm a fighter, a tough cookie
I’'m going to fight my brains out against this cancer. I'm also patient and can take a lot

I’'m an Irish bull
I’'m strong. I'm doing what I have to do

I am an awesome person... I love life... I love my family... I am a happy and active person and would like to
maintain that as long as I can
I am an upbeat person, bring sunshine around me and don’t hold grudges

I am a very creative person and I am used to “doing” and “accomplishing”—I don’t know who I am without
those things

I'd like to get back to my usual regimen and get back to regular life
It is important that I see my son conduct the orchestra as well as make it to my planned family vacation with
good pain control

I am happy for the time I have been given. I want to make sure my symptoms are as well controlled as pos-
sible though the end of my life. I want to die at home

I just want to be comfortable. I'm a young guy, I may not look like it but I used to be really strong and now
I'm just so weak

I want as much quality of life as possible

I want to preserve my quality of life for as long as I can

I am learning to ask for help, but I am really a very independent person
I am used to being independent. I want to regain control and be able to be comfortable for some period of the
day in which I can plan activities that are important to me. I would like to go back to work

I just want to go back home

I have to have chemotherapy because I have two young children at home
I just want to proceed with treatment
Well, I'm pretty cut and dry. I want to live, I want more treatment

I want to live
That I am a person who wants to live
That I wanna [sic] live. I wanna live life, go back to work, spend time with my family

I have a very strong faith and know this is in God’s hands. All of this is happening for a purpose

I am at peace because my soul is right with God

I have a lot of faith, hope, and I want to be a fighter. I believe if I'm of positive mind, irregardless [sic] of
what is there, try to think of a higher power

I've been through a lot. But I still have a great sense of humor
I tend to minimize my symptoms. I also use humor to help me cope

I understand that I won’t survive this lymphoma
I have had a good life, have grown up children and grandkids, I am in peace with dying

I was a very functional person who was very active and enjoyed doing many things now I am having a hard
time even picking up a tissue

So much has happened in the past year... it’s been too much. I feel like my life is falling apart

I want to get better. I've always been so compassionate to people and so kind to people. How could this hap-
pen to me?

Let me die. I'm so tired of fighting this illness. I am so tired of suffering and pain. I've dealt with this illness
for 20 years and before that, I worked 15 h a day to support my parents and disabled brother. I am so tired
I want this to be done so that my family can move on
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Table 2 (continued)

Dignity in care Category Subcategory Participant response

domain

Social dignity inven- Family/com- I’'m a grandma and need to get back to my life so I can be with my grandchildren

tory munity My family is the most important thing; [My] sons and grandchildren are everything to [me]
I have an 8-year-old son. I'm in so much pain, I can’t even help him with his homework
My family makes sure I have no tension. My wife is also very cooperative. I try my best. I have 3 daughters
who all act as my nurses and care for me much. I am here because of them
Care-related Care needs I need more help at home. I shouldn’t have to do this by myself and my family shouldn’t have to worry about

me so much

Communication preferences

I am very matter of fact. I like plans and I like to be informed of my medical treatment plan and any changes
taking place

I'm easy going but I'll ask a lot of questions. I want to be informed. Sometimes I check Google too much, but
I make sure to verify what I know with my doctors
1 like honest and straight forward information, even if it’s bad

Non-response/other Nothing Nothing

Uncertainty

I don’t know

I’m not sure, I just don’t like being in pain
1 don’t know. I would like to get my biopsy and get started on treatment

tral forms of identity and character traits. They overtly
addressed questions of religious identity and belief sys-
tems. Some highlighted positive character traits, specif-
ically those which they perceived as impacting care and
outcome. Affirmations of personal “goodness,” positiv-
ity, and resilience were common. Some respondents in
this group explicitly addressed the coping strategies
they used to manage their illness, including religion,
humor, and acceptance. Another group of patients
appeared to struggle with their diagnosis, describing
significant distress surrounding the diagnosis and its
implications for their life and identity.

Other perspectives included participant motivations
and goals, including returning home, experiencing
time-dependent milestones, and maintaining independ-
ence. Some participants explicitly discussed goals of
care, couching their wishes within an understanding
of their prognosis. These respondents, while still main-
taining focus on their disease, demonstrated a more
longitudinal perspective and appeared to utilize the
PDQ as a means of sharing insights with the medical
team that might impact the direction of care.

(3) The social dignity inventory (interactions with others):
A final group of respondents highlighted relationships
and their role within familial and social structures. Par-
ticipants emphasized how strongly they valued their
family/support system or expressed concerns regard-
ing the impact of their illness on loved ones. We also
included in this category responses from patients whose
focus centered on interactions with the healthcare
system. These respondents demonstrated significant
insight into their interactions with the healthcare team
and were able to characterize their needs and wishes
based on known needs, prior experiences, and their
own expectations. They expressed care needs and pro-

vider communication preferences, frequently speaking
to a perceived deficit in these areas.

A small subgroup of patients appeared to be unable to
answer the PDQ. Some simply responded, “Nothing;” others
“didn’t know” how or what to respond. A few expanded upon
their refusal to respond by pointing out untreated symptoms,
usually pain, or by implying that the question was delaying
delivery of more important answers and next steps,

Quantitative analysis A total of 879 (46.8%) participants
shared a perspective related to identity, coping or goals, 554
(29.5%) responded with illness-related concerns, and 15.1%
(n=283) described interpersonal relationships as the pri-
mary dignity-preserving attribute; 161 (8.6%) participants
expressed a response categorized as “other” (Table 3).

Age and time-to-death were statistically significantly
associated with dignity category in bivariable analysis
(Table 4). Illness-related concerns, particularly those related
to symptoms and their management, were more common
in younger patients, whereas older respondents, particu-
larly those greater than 70 years of age, were more likely
to communicate dignity-conserving perspectives and prac-
tices in their responses to the PDQ. Although race, ethnic-
ity, religion, and site of primary tumor were not statistically
associated with dignity category, religion was statistically
significantly associated with primary dignity theme. In this
sub-analysis, response category was most similar across the
Abrahamic religions. Of participants, 40.9% (9/22) who
identified as Buddhist responded to the PDQ with identity-
based responses; almost 45% (13/29) of Hindus emphasized
interpersonal relations as their primary dignity theme.

Multivariable multinomial logistic regression was per-
formed to evaluate the independent association between
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variables significant in bivariable analysis (age and time-
to-death) and dignity theme (Table 5). Age remained sta-
tistically significant; these data revealed a higher odds of
reporting dignity conserving perspectives and practices than
illness-related concerns with each progressive age cohort.
Patients closer to death were more likely to generate a dig-
nity conserving response than patients farther from death,
both independently and in association with age (Fig. 1).

Discussion

Our results suggest that the PDQ can be leveraged as a com-
ponent of palliative care assessment in patients undergoing
treatment for malignancy and that responses can be used to
individualize care. Although prior studies have demonstrated
that the PDQ can be utilized as a routine component of care
with positive impact on patient and provider-perceived rela-
tions [1, 7], this is among the first and, to our knowledge, the
largest-scale study to analyze and interpret responses within
the complexities of patient- and personhood. We identi-
fied several remarkable findings in our analysis of patient
responses. Adoption of dignity-conserving practice such as
identity work correlated with age: younger patients focused
on dignity-threatening experiences, particularly symptoms,
whereas older respondents detailed coping mechanisms,
goals and personal characteristics. This focus on identity and
personhood also applied to patients nearing death across all
age ranges, implying that impending death, whether known
to the patient or not, may shift attention away from illness-
related concerns and redirect it towards legacy-building and
interpersonal relationships. This latter finding, in turn, begs
the question of how we can better focus end-of-life interven-
tions to address existential needs concurrently with physical
ones.

Many individuals experience a cancer diagnosis as pro-
foundly disruptive to preconceived notions of identity,
requiring ongoing renegotiation of their self-image, body
image, professional identity, and relationships [10-12]. Our
findings suggest that the PDQ elicits this identity-specific
renegotiation in many, particularly older, patients, and opens
an avenue to share this critical shift with the medical team.
Although it is not inconceivable that some of this age-related
variation in response may be due to differing symptom bur-
dens between age groups [13, 14], it is unlikely that higher
symptom burdens in younger patients fully account for our
findings. Other research has indicated that older patients
demonstrate increased resiliency and lower emotional dis-
tress in the face of cancer diagnosis and therapy [15, 16].
Our results suggest that engagement in dignity-conserving
practices may contribute to this resilience. The association
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between age and dignity-conserving practice is unique; simi-
larities we noted across other demographic variables studied
suggest that, when faced with serious illness, patients may
demonstrate similar values and priorities across racial, eth-
nic, and religious groups, reinforcing research demonstrating
that priorities in care of patients with serious illness should
be explored within the context of each patient’s individual
narrative [17].

In 2002, Chochinov and colleagues presented a con-
ceptualization of patient dignity derived from open-ended
interviews with patients. They highlighted three overarch-
ing themes: illness-related concerns, the dignity conserv-
ing repertoire, and the social dignity inventory, each with
subthemes inviting further examination and, potentially,
treatment [2]. Our narrower themes nest well within these
broader categories, which in turn can be used to offer poten-
tial therapeutic interventions to some of the issues brought
up in response to the Patient Dignity Question. The con-
sistency in themes brought up by respondents and their
more general alignment with the domains of dignity in care
[5] suggest that routine interpretation of responses to the
PDQ may have significant value with regards to provision
of optimal patient-centered care. Previous studies of PDQ
responses from psycho-oncology and hospice patients have
identified themes such as personality traits and history, dis-
ease-related concerns and goals, spirituality, and familial
relationships [8, 18] which are congruent with the seven
major themes (fear, physical symptoms, individual iden-
tity, goals pertaining to care, coping strategies, and family/
community) we identified in our analysis. This similarity of
themes suggests that patient concerns and priorities align
across multiple facets of the oncology care spectrum and
that elicitation of these responses represents a viable means
of identifying and acknowledging patient goals and priori-
ties. Our findings support the use of the PDQ as a single-
question palliative care assessment, performable by any
member of the care team, with responses elucidating patient
priorities and preoccupations in a way that may be immedi-
ately intervenable or may generate further patient-provider
exploration.

Engagement with patient stories has significant impact on
both patients and providers [19]. Patient narratives have been
used to generate understanding, cement relationships with
providers, and draw attention to the experience of patient-
hood [20]. Analysis of narrative texts in cancer patients has
yielded robust insights into the realities of a cancer diagno-
sis, of an unwanted and painful physiologic process lead-
ing to forced embodiment of “sickness” [21]. Our findings,
coupled with other work examining this patient experience,
provides a route towards building deeper, more existentially
supportive, relationships with cancer patients. Routine use of
the PDQ in patient interactions provides the clinician with
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Table 3 Distribution of dignity category, main theme, and subtheme among patient-respondents (n=1877)
Dignity category n (%) Main theme n (%) Subtheme n (%)
Illness-related concerns 554 (29.5) Fears 86 (4.6) Death 11
Dependence 11
Medications/therapies 35
Pain/symptoms 19
Uncertainty 5
Other 5
Other 468 (24.9) Dyspnea 3
Pain 413
Other 52
Dignity conserving repertoire 879 (46.8) Coping strategies 99 (5.3) Acceptance 31
Existential distress 24
Fatigue
Humor 9
Psychological fatigue 4
Religion/faith 28
Other 2
Goals 343 (18.3) Autonomy/independence 4
Comfort/avoid suffering 56
Disease directed therapy 22
Home 66
Quality of life 15
Return to normalcy 131
Survival 46
Other 3
Not assessed
Identity 437 (23.3) Fighter 63
Independent 36
Nice person 55
Optimist 45
Strong 29
Other 209
Social dignity inventory 283 (15.1) Interpersonal interaction 283 (15.1) Care needs 75
Communication preferences 83
Family/community 125
Other 161 (8.6) Other 161 (8.6) I don’t know 90
Not sure how-to code 37
Nothing 32
Other 2
Total 1877 (100.0) 1877 (100.0) 1877

an open-ended mechanism to identify patient priorities and
build rapport. Normalization of dignity assessment along-
side other components of history and physical exam, cou-
pled with a willingness to use responses to provide targeted
treatment (e.g., more effective symptom management strate-
gies, acknowledgement of individual characteristics beyond
diagnosis and therapeutic goals), may provide the clinician a
toolkit to facilitate dignity-supporting care and to build more
overtly empathic relationships with patients [22].

In their responses, many participants highlighted posi-
tive character attributes that would further ingratiate them
to the medical team as a “good patient,” i.e., one compliant
with societal, familial, and medical team norms and dictates
[23, 24]. These findings offer two potential explanations: as
patients are forced to reassess their lives in the context of
malignancy, often late-stage, this self-evaluation as a “good
person” and patient is a demonstration of ongoing reevalu-
ation of legacy, identity, and value in the context of their
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Table 4 Sample characteristics and bivariable statistics by dignity category for patient-respondents (n=1877)

All Illness-related concerns Dignity conserving Social dignity Other p
n (%) repertoire inventory n (%)
n (%) n (%)
Age (years) 58.4 (14.7) 56.6 (14.8) 60.0 (14.2) 57.3 (14.3) 58.0 (16.1) <0.001
Age range (decade)
20-34 136 (7.2) 49 (36.0) 50 (36.8) 21 (15.4) 16 (11.8) 0.011
35-44 174 (9.3) 61 (35.1) 68 (39.1) 29 (16.7) 16 (9.2)
45-54 383 (20.4) 122 (31.9) 165 (43.1) 68 (17.8) 28 (7.3)
55-64 517 (27.5) 155 (30.0) 244 (47.2) 75 (14.5) 43 (8.3)
65-74 436 (23.2) 112 (25.7) 228 (52.3) 60 (13.8) 36 (8.3)
75-84 173 (9.2) 40 (23.1) 95 (54.9) 26 (15.0) 12 (6.9)
85+ 58 (3.1) 15 (25.9) 29 (50.0) 4(6.9) 10 (17.2)
Race
White 1317 (70.2) 396 (30.1) 610 (46.3) 202 (15.3) 109 (8.3) 0.354
Black 251 (13.4) 83 (33.1) 116 (46.2) 34 (13.5) 18 (7.2)
Asian 132 (7.0) 30 (22.7) 67 (50.8) 21 (15.9) 14 (10.6)
Other 42 (2.2) 16 (38.1) 17 (40.5) 6 (14.3) 3(7.1)
Unknown/refused 135 (7.2) 29 (21.5) 69 (51.1) 20 (14.8) 17 (12.6)
Ethnicity
Not Hispanic or Latino 1728 (92.1) 507 (29.3) 809 (46.8) 265 (15.3) 147 (8.5) 0.706
Hispanic or Latino 145 (7.7) 45 (31.0) 69 (47.6) 18 (12.4) 13 (9.0)
Unknown 4(0.2) 2 (50.0) 1(25.0) 0(0.0) 1(25.0)
Religion
Christian 1098 (58.5) 324 (29.5) 521 (47.4) 163 (14.8) 90 (8.2) 0.099
Jewish 255 (13.6) 83 (32.5) 113 (44.3) 36 (14.1) 23 (9.0
Muslim 47 (2.5) 15 (31.5) 19 (40.4) 6 (12.8) 7(14.9)
Buddhist 22 (1.2) 7(31.8) 12 (54.5) 209.1) 1(4.5)
Hindu 29 (1.6) 5(17.2) 10 (34.5) 13 (44.8) 1(3.4)
None 329 (17.5) 91 (27.7) 156 (47.4) 53 (16.1) 29 (8.8)
Other 12 (0.6) 4(33.3) 5(41.7) 1(8.3) 2 (16.7)
Unknown/refused 85 (4.5) 25(29.4) 43 (50.6) 9 (10.6) 8(9.4)
Site of primary tumor
Breast and soft tissue 261 (13.9) 80 (30.7) 118 (45.2) 41 (15.7) 22 (8.4) 0.222
Gastrointestinal 479 (25.5) 123 (25.7) 227 (47.4) 82(17.1) 47(9.8)
Genitourinary 162 (8.6) 41 (25.3) 84 (51.9) 20 (12.3) 17 (10.5)
Gynecologic 181 (9.6) 68 (37.6) 80 (44.2) 22 (12.2) 11 (6.1)
Head and neck 114 (6.1) 40 (35.1) 48 (42.1) 15 (13.2) 11 (9.6)
Hematologic 239 (12.7) 79 (33.1) 116 (48.5) 34 (14.2) 10 (4.2)
Respiratory/thoracic 150 (8.0) 49 (32.7) 61 (40.7) 25 (16.7) 15 (10.0)
Other 45 (24) 13 (28.9) 21 (46.7) 7(15.6) 4(8.9)
Unknown 246 (13.1) 61 (24.8) 124 (50.4) 37 (15.0) 24 (9.8)
Deceased 1166 (62.1) 320 (27.4) 558 (47.9) 184 (15.8) 104 (8.9) 0.086
Time to death (days) 42 [18, 93] 49 [24, 110] 37[16, 98] 39 [18,82] 42 [14, 81] 0.023
Total 1877 (100) 554 (29.5) 879 (46.8) 283 (15.1) 161 (8.6)

cancer experience. Alternatively, in the context of being
asked the PDQ, the patient feels obligated to give a “cor-
rect” response highlighting compliance and worthiness of
treatment. Other work has demonstrated that reinforcement
of “good patient” behaviors adversely impacted quality of
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death by shifting focus away from the patient’s needs and
towards the priorities of the infrastructure surrounding them
[23]. Viewed within this context, our findings suggest that
the PDQ might best be used as part of a broader approach
to identifying priorities in patients with life-limiting illness.
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Table 5 Med.ian [interquartile All Time to death (d) P
range, IQR] time to c.lee?th by n (%) n [IQR]
participant characteristics
(n=1877) Age
20-34 136 (7.2) 7127, 181] 0.005
35-44 174 (9.3) 5719, 114
45-54 383 (20.4) 41 [20, 103]
55-64 517 (27.5) 3818, 92]
65-74 436 (23.2) 42 [16,79
75-84 173 (9.2) 36 [17, 81]
85+ 58 (3.1) 33 [14, 96]
Race
White 1317 (70.2) 40 [17,90] 0.024
Black 251 (13.4) 45[18,92]
Asian 132 (7.0) 37[15,91]
Other 42(2.2) 34112, 76]
Unknown/refused 135 (7.2) 70 [23, 180]
Ethnicity
Not Hispanic or Latinx 1728 (92.1) 41 [18, 92] 0.309
Hispanic or Latinx 145 (7.7) 51[19, 133]
Unknown 4(0.2) -
Religion
Christian 1098 (58.5) 47 [19, 104] 0.063
Jewish 255 (13.6) 38[16, 87]
Muslim 47 (2.5) 49 (29, 72]
Buddhist 22 (1.2) 38 [15, 57]
Hindu 29 (1.6) 5525, 184]
None 329 (17.5) 33 [16, 75]
Other 12 (0.6) 21[18, 49]
Unknown/refused 85 (4.5) 28 [14, 62]
Site of primary tumor
Breast and soft tissue 261 (13.9) 33 [15, 66] 0.027
Gastrointestinal 479 (25.5) 37[16,91]
Genitourinary 162 (8.6) 50[21,91]
Gynecologic 181 (9.6) 43 [19, 87]
Head and neck 114 (6.1) 46 [23, 124]
Hematologic 239 (12.7) 5524, 119]
Respiratory/thoracic 150 (8.0) 38 [17, 106]
Other 45 (2.4) 5124, 126]
Unknown 246 (13.1) 48 [17, 104]
Dignity category
Illness-related concerns 554 (29.5) 49 [24, 110] 0.023
Dignity conserving repertoire 879 (46.8) 3716, 98]
Social dignity inventory 283 (15.1) 39 [18. 82]
Other 161 (8.6) 42 [14, 81]
Main dignity theme
Fears (illness-related concerns) 86 (4.6) 46 (28, 87] 0.033
Symptoms (illness-related concerns) 468 (24.9) 53 [23, 110]
Coping (dignity conserving repertoire) 99 (5.2) 33 [15, 60]
Goals (dignity conserving repertoire) 343 (18.3) 35 [15.92]
Identity (dignity conserving repertoire) 437 (23.3) 42 [16, 106]
Interpersonal interactions (social dignity inventory) 283 (15.1) 39 [18, 82]
Other 161 (8.6) 42 [14, 81]
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Table 5 (continued)

All Time to death (d) )4
n (%) n [IQR]
Total 1877 (100)
Time to Death (days) by Dignity Category
liiness
Relates 1 —— LR wwa @ ees o oo oo ® B
Concerns
Dignity
Conserving 1
Repertoire
Social
Dignity
Inventory
Other p— pr—— LI @ o o

Time to death (days)

Fig. 1 Time to death (days) by dignity category

Several limitations may impact the generalizability of
this study. Respondents were drawn from a single large
academic quaternary care medical center and were exclu-
sively being treated for cancer, primarily in the inpatient
setting. The study population predominantly identified as
white and non-Hispanic; further investigation with more
heterogenous populations may be warranted. Furthermore,
although the study population is characterized in terms of
self-reported race, ethnicity, age, and religion, our team
was unable to provide information on sexual orientation
or gender identity due to inconsistent or unavailable data.
Sexual and gender minority groups may warrant more
targeted investigation related to dignity conservation in
the face of bias, fear of mistreatment, and disenfranchised
relationships and grief, among other discriminatory factors
and experiences [25-29]. While directed content analysis
permitted rapid thematic saturation, it is possible that cat-
egories of concerns and priorities experienced by patients
in other care settings were missed in our analysis. We did
not perform formal member checking, although interrater
reliability was assessed at multiple intervals. In addition,
limited information is available about the approximately
2500 patients who underwent palliative care consultation
but did not respond to the PDQ during this same time

@ Springer

period, thus contributing to a potential selection bias in
our results. We suspect that the majority may not have
been asked the PDQ due to patient mental status, disease
acuity, urgency of attention to immediate health issues,
time or provider discomfort; however, we are unable to
compare these groups to determine whether these char-
acteristics may have influenced participation. Similarly,
there is little understanding about the category of patients
who followed the PDQ with “other” responses, such as a
focus on symptomatic complaints or “not knowing” how
to answer. Finally, the PDQ was asked by providers with
a variety of training levels, backgrounds, and degrees of
comfort with using this tool. Patient-centered verbal and
non-verbal techniques, such as active listening, therapeutic
presence, and empathic communication competencies, are
also considered foundational to how the question is deliv-
ered and the ways patients and families experience the
provider [22, 30]. Given the sheer volume of responses,
we do not anticipate that any single questioner would have
unduly influenced response; however, the extent to which
questioner characteristics might have altered responses is
unclear. Additional exploration will be needed to better
understand how to ensure holistic psychosocial support
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for these patients and foster the care environments needed
to elicit the full existential narrative.

Conclusions

The PDQ provides an easily adopted means of ascertaining
priorities and goals among cancer patients that can readily
be employed by various provider types to further person-
centered care. Responses shed light on shifts in priorities
with age and proximity to death. Further work is needed
to ascertain the effectiveness of using the PDQ as a trig-
ger for needed interventions in communication and care and
to strengthen the evidence base around dignity conserving
care, particularly for underserved groups and throughout the
systemic constraints associated with the COVID-19 crisis.
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