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The Portuguese versions of the This Is ME Questionnaire and the
Patient Dignity Question: tools for understanding and supporting
personhood in clinical care
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Background: Modern medicine can be impersonal and routinized, paying insufficient attention to
issues of personhood. The Patient Dignity Question (PDQ) and This Is ME (TIME) Questionnaire are
clinical tools developed with the aim of probing for personhood, reinforcing dignity and promoting health
care attitudes based on looking at people for who they are and not defining them solely based on their
medical condition. This study aimed to translate and validate the TIME Questionnaire and the PDQ into
European Portuguese, coined as Questiondrio Este Sou EU (ESEU) and Pergunta da Dignidade (PD),
respectively.

Methods: A three-stage research design, namely: a forward and back translation process (which included
an expert committee panel), collected data on a sample of 43 non-institutionalized active elderly for the
validation stage and a final expert panel consultation. Inclusion criteria: being 50 years old or older; ability to
provide written informed consent; ability to read, speak and understand Portuguese.

Results: The original TIME authors fully endorsed the back translated version. A Portuguese version
was created. Forty-three participants (response rate of 62%) were included, 53% of whom were male. The
average age was 69 years old (range, 60-80 years old). The interviewed elderly strongly felt that the ESEU’s
summary captured their essence as a person beyond whatever health problems they might be experiencing
(6.8, SD =0.48), heightened their sense of dignity (6.1, SD =1.48), considered important that health care
professionals (HCPs) have access to ESEU’s summary (6.6, SD =0.73) and that this information could affect
the way HCPs see and care for them (6.4, SD =0.86), rated on a Likert scale: 1 “strongly disagree”-7 “strongly
agree”. According to the experts’ evaluations, the translated ESEU Questionnaire was clear, precise,
comprehensible and captured important dimensions of personhood.

Conclusions: The Questiondrio ESEU and the PD are clear, precise, comprehensible and well-aligned in
terms of measuring aspects of personhood. This measure could add additional value to the patient-healthcare
provider relationship, allowing a new perspective on how healthcare professionals perceive patients in

suffering, ensuring they acknowledge not just patienthood, but critical dimensions of personhood.
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Introduction

Modern medicine can sometimes be impersonal and
routinized, with insufficient attention being paid to issues of
patient personhood (1-4). This may be caused by mounting
time pressures on health care professionals (HCPs) and
a focus on delivering appropriate evidence-based care.
Potential consequences include patients perceiving a lack
of caring and becoming reluctant to trust the HCP. Such
poor patient/HCP relationships may potentially contribute
to missed diagnoses, compromised patient safety and poor
overall quality of care (5-8). Consequently, patients and
families are more likely to feel that their real concerns have
not been heard, acknowledged or addressed, increasing
the likelihood of complaints or even litigation (9-12).
Clinicians may attempt to disengage from the caring
facets of medicine, as a means of protecting themselves
from emotionally painful aspects of attending to seriously
ill patients. This emotional stance can accompany HCP
burnout and clinical ineffectiveness (13,14). The anxiety of
entering into conversations regarding personhood may be
rationalized on the basis of it taking “too long”, detailing
patient responses being too onerous, or it being emotionally
evocative for patients and HCP alike (15,16).

Dignity and its multiple dimensions have always been
central within the patient healthcare provider relationship.
Dignity implies seeing people in terms of who they are
rather than exclusively in terms of their medical ailments.
In contemporary patient care, the concept of dignity is
imperative (17) as a means of shifting the culture of care
from one dominated by patienthood to one that is inclusive
of personhood.

"To understand and promote patient dignity, Chochinov
et al. developed a single item tool designed to probe patient
personhood, the Patient Dignity Question (PDQ)—“What
do I need to know about you as a person to give you the best care
possible?” (18). The PDQ is as an effective clinical tool
to elicit dimensions of personhood. In a cross-sectional
study in Canada, 93% of patients reported feeling the
information obtained by the PDQ was important for
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HCP to know; and 99% would recommend it to others;
90% of HCP indicated they learned something new
about the patients they cared for and 59% indicated
the PDQ influenced their degree of empathy. Based on
primary themes that emerged from the free text responses
to the PDQ, the same team developed a set of items
that were put together in the “THIS IS ME” (TIME)
Questionnaire (19). The effectiveness of TIME in eliciting
personhood and enhancing dignity was studied amongst
residents and HCPs within six nursing homes in Canada.
All residents indicated the resulting summary from TIME
was accurate; 94% stated that they wanted to receive a
copy of it; 92% indicated they would recommend TIME
to others and 72% wanted a copy of the TIME summary
placed in their medical chart. Ninety percent HCP agreed
they had learned something new from TIME; and that
TIME influenced their attitude, care, respect, empathy/
compassion, sense of connectedness, as well as personal
satisfaction in providing care (19).

The TIME/PDQ questionnaire is largely based on the
empirical model of dignity in the terminally ill. While
dignity is typically understood as meaning “the state or
quality of being worthy of honor or respect” (20), the model
based on qualitative input from terminally ill patients
illustrates that there are multiple dimensions of end-of-life
experience that can support or undermine patients’ sense
of dignity (21). These include illness related factors (things
that are directly mediated by the underlying condition
itself), the dignity conserving repertoire (characteristics
and practices which individuals can employ or invoke in
the service of preserving dignity) and the social dignity
inventory (that is, how dignity can be affected by the
actions, demeanor and the relationships one has with
others). It was on the basis of these themes and sub-themes
that the TIME questionnaire was developed. Another
study explaining the construct of dignity reported that “how
patients experience themselves to be seen” was the most ardent
predictor of sense of dignity (22). This sense of affirmation
of personhood, typically defined as “the quality of condition
of being an individual” (23) lies in contrast to how physical
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Table 1 TIME Questionnaire
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1. What do we need to know about you as a person to give you the best care possible?*

Are there important values you would like us to know about?

© © N o o ~ w DN

problems with thinking; mental health issues; other)?

Are there particular relationships or personal connections you would like us to be aware of?

Are there specific accomplishments or roles you would like us to be aware of?

Are there particular qualities or characteristics that you would like us to know about?
Are there specific beliefs, religious or spiritual practices that we should know about?
Are there particular worries or concerns you would like us to be aware of?

Are there particular responsibilities or obligations you would like us to be aware of?

Are there things we should know about you, which might influence how to provide your care (e.g., vision or hearing challenges;

10. Is there anything else about you as a person that you would like us to know, in order to give you the best care possible?

*, Patient Dignity Question.

dimensions of end-of-life experience tend to predominate
how patienthood is characterized. The PDQ was developed
as a direct response to that characterization, providing
patients opportunities to disclose information pertaining to
relationships, accomplishments, roles, values, beliefs, etc.
and how such inquiry might inform how HCP deliver care
to those approaching end-of-life.

To the best of our knowledge, TIME is the only
instrument that specifically addresses personhood. The
availability of TIME in other languages would likely
enhance patient care internationally and heighten
an understanding of specificities of personhood. For
this reason, we conducted a study aiming to translate
and validate this personhood instrument to European
Portuguese, which also includes the PDQ (as the initial
question within TIME). The validity of the TIME
Questionnaire was assessed using a three-stage research
design: (I) translation and backtranslation, including the
collaboration of an expert panel; (II) data collection using
non-institutionalized active elderly; and (III) a final expert
panel consultation (that included three additional experts to
the initial panel).

Methods
The measure under study

Each eligible and willing participant is introduced to TIME
(1able 1), which consists of a 10-item questionnaire designed
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to understand each individual as a person. While TIME
was originally designed for self-administration, we tested
the feasibility of reading the questions and writing down
responses, verbatim and/or audio recording their responses.
After introducing the study, an initial conversation
is facilitated using TIME, based on what people feel
comfortable sharing about their personhood. Typed
summaries are then assembled based on their response.
Within 24 hours, the clinician or researcher will return to
confirm the accuracy of the contents of the TIME summary.
Any erroneous or missing details are corrected until the
participant is fully satisfied and considers the summary an
accurate reflection of personhood.

In routine clinical care, TIME can be administered
by any HCP caring for the patient. After introducing the
questionnaire, patients are invited to write down their
answers. If they decline writing, they can record the answers
to a tape recorder. In the 24 hours after the interview the
final summary is handed over to confirm its accuracy in
capturing personhood.

Translation procedure

The process aimed at semantic and linguistic equivalence
between the original and Portuguese versions, utilizing
forward translation and back translation. The permission
for translation was obtained in advance from the original
authors. The first step was the independent forward
translation from the English version into European
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Portuguese by a bilingual native Portuguese expert panel
(three physicians, one psychologist and one bioethics
professor, all with expertise in palliative care, two with
additional knowledge in narrative medicine and legacy).
The individual translations were returned to two bilingual
researchers, who then created a consensus version. The
preliminary forward translated version was subsequently
passed on to an external bilingual translator who blindly
back translated the forward translation back to English.
The back translated version was compared with the
original version by the first author (M Juliio), who
settled disagreements with the back translator. The back
translated version was sent to TIME’s original authors
(HM Chochinov), who confirmed the accuracy of the back
translated version.

Data collection

Between June and October 2017, non-institutionalized
active elderly (students and teachers from a Senior
University of Gondomar, Portugal) were invited to
participate in the study. Inclusion criteria were as follows:
(D) aged 50 or older; (II) ability to provide written informed
consent; (III) native Portuguese speaker. Subsequently,
the researchers verified eligibility, obtained the informed
consent and sociodemographic data. Next, the study
protocol and the TIME questionnaire [Questiondrio
Este Sou EU (ESEU)], were introduced by the principal
investigator and each participant received a printed ESEU
questionnaire to take home to read and think about the
answers they would feel most comfortable in sharing with
the researcher.

Once participants read the ESEU’s questions, they would
come to a first interview and comment on item ambiguity
and provide responses they would feel comfortable sharing
with others by way of an ESEU summary. In this interview
the information given by each participant after responding
to ESEU was clarified in order for the researcher to create
the ESEU summary. Each participant also completed a
feedback questionnaire, which included items rating clarity,
content (i.e., relevance) and response time, rated on a Likert
scale: 1 “strongly disagree”-7 “strongly agree” (1able 2).

After completing the ESEU summary, the principal
investigator invited each participant to a second interview
to deliver the summary and confirm its accuracy; any errors
or missing details were corrected. Participants were asked
to complete a second feedback questionnaire on their
perceptions and effectiveness of ESEU, rated on a Likert
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scale: 1 “strongly disagree”—7 “strongly agree” (Tuble 2).
"This was adapted from Pan ez al. (19).

Final expert panel consult

The ESEU’s Portuguese version was sent to the expert
review committee to provide feedback on the final
Portuguese ESEU version regarding the following: (I)
approval of the final ESEU version; (I) belief that ESEU
captured fundamental dimensions of personhood (III)
clarity; and (IV) comprehensibility (rated in a Likert scale:
1 “strongly disagree”-5 “strongly agree”). Final consensus
was set at 80% agreement between expert opinions. Further
feedback was sought in order to strengthen the face validity
process, so the authors invited a second expert panel
consisting of three clinicians with expertise in geriatric
medicine in addition to the initial five panel experts.
The initial and second expert panels were provided the
opportunity to add free text comments on the ESEU’ final
version regarding their opinion on what ESEU could assist
or bring them in their clinical daily practice in capturing
patients’ personhood (24) and content analysis was used (25).
The gathered free texts were read by two coders to capture
the overall essence of each transcript. Initial coding was
made by each coder, identifying priori codes with subsequent
comparisons of coding. Later, intercoder agreement was
obtained to reach consensus after solving any discrepancies.

Statistical analysis

Data analysis was performed using the Statistical
Package for Social Sciences (SPSS®) software 23.0 for
Windows®. Descriptive statistics were used to describe
sociodemographic characteristics of the participants and
responses to the feedback questionnaires.

Results
Translation

The Portuguese version of TIME Questionnaire was coined
Questionirio ESEU (Este Sou EU) and the Portuguese
version of PDQ as Pergunta da Dignidade (PD). The full
questionnaire is presented in Table 3.

Data collection

We used convenience sampling. There were 138 eligible
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Table 2 Participants’ appreciations on ESEU (n=43)
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ESEU’s characteristics Mean (SD)* Mode
ESEU’s initial instruction
Clarity? 5.9 (1.31) 7
Sufficient information? 5.7 (1.54) 7
ESEU’s graphical aspect
Readable? 6.6 (0.73) 7
Good font size? 6.5 (1.02) 7
Enough space given to answer? 6.5 (0.99) 7
Questions’ comprehensibility
Clarity? 5.3 (1.75) 7
Questions are ambiguous? 4.1 (2.23) 1
Not easy to understand? 4.0 (2.22) 1
Cannot understand some questions 3.2 (2.13) 1
Discomfortable questions 2.4 (1.95) 1
Time answering ESEU’s questions
Too long? 2.8 (1.94) 1
ESEU’s summary is
Accordingly to my answers 6.9 (0.34) 7
Correct 6.8 (0.51) 7
Complete 6.4 (0.85) 7
Clear 6.8 (0.48) 7
Precise 6.8 (0.48) 7
Captures my essence as a person and not my health problems 6.8 (0.48) 7
Increases my sense of dignity 6.1 (1.48) 7
Other relevant information lacking from ESEU’s summary? 2.1 (1.99) 1
Can affect the way HCPs see me and care for me 6.4 (0.86) 7
Permits others to know what really matters to me 6.8 (0.47) 7
Permits others to know my life’s values 6.8 (0.48) 7
Permits others to know my concerns and preferences 6.7 (0.59) 7
Permits others to know my areas of distress 6.5 (0.97) 7
Permission that HCPs have access to summary 6.7 (0.47) 7
Permission to include summary in medical chart 6.8 (0.48) 7
Permission to place summary in bedroom/bedside/ward 5.9 (1.92) 7
Would like to receive copies 5.7 (2.38) 7
Would like to deliver copies (family, friends, p.e.) 3.6 (2.67) 3
Would recommend ESEU to others 6.7 (0.76) 7
Consider important that HCPs have access to ESEU’s summary 6.6 (0.73) 7

*, responses rated on a Likert scale: 1 “strongly disagree”-7 “strongly agree”. ESEU, Este Sou EU; SD, standard deviation; HCP, health

care professional.
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Table 3 Portuguese version of TIME Questionnaire: Questiondrio ESEU

Julido et al. TIME Questionnaire and PDQ

1. O que precisamos saber sobre si enquanto pessoa para podermos dar-lhe o melhor cuidado possivel?*

© © N o o ~ w DN

Existem relagdes especiais ou ligacdes pessoais que gostaria que tivéssemos conhecimento?
Existem feitos ou papéis especificos que gostaria que tivéssemos conhecimento?

Existem valores importantes para si que gostaria que nés soubéssemos?

Existem qualidades ou caracteristicas especiais que gostaria que nés conhecéssemos sobre si?
Tem crencas especificas ou praticas religiosas ou espirituais que devamos ter conhecimento?

Tem preocupagdes ou apreensdes especiais que gostaria que tivéssemos conhecimento?

Existem responsabilidades ou obrigagcdes especificas que gostaria que tivéssemos conhecimento?

Existem coisas que devamos saber sobre si que possam influenciar a forma como prestamos o seu cuidado (exemplo: alteragdes da

visdo ou audicao; problemas com o raciocinio ou pensamento; outros)?

10. Existe mais alguma coisa sobre si enquanto pessoa que gostaria que nés soubéssemos, de forma a podermos dar-lhe o melhor

cuidado possivel?

*, Pergunta da Dignidade. TIME, This Is Me; ESEU, Este Sou EU.

people invited to take part in the study. Sixty-nine agreed
to do so and the remaining 69 declined participation giving
no reason for their decision. Twenty-six participants were
excluded (one lacked Portuguese language proficiency,
5 declined after reading the questionnaire, 10 declined for
personal reasons, 10 declined with no reasons given) leaving
a final sample of 43 participants (response rate of 62%).
No participants abandoned the study after reading TIME’s
questionnaire. Fifty-three percent of our sample were male.
The average age was 69 years old (range, 60-80 years old).
All participants were Caucasian and the majority were
married (65%) and Catholic (98%) (Table 4).

Participants favorably endorsed ESEU’s summary: 84%
of the study participants found the summary accurate, 65%
indicated it was complete and 88% said it was precise.
Seventy-two percent wished to receive a copy of the
summary, 86% would recommend ESEU to others and
88% would want a copy of the summary placed into their
medical chart, if they were to be hospitalized.

Participants indicated that the ESEU initial explanation/
instruction was clear and had sufficient information
(5.9, SD =1.31; 5.7, SD =1.54, respectively). Participants
found no major difficulties on ESEU item ambiguity (4.1,
SD =2.23), overall and specific questions’ understanding
(4.0, SD =2.22; 3.2, SD =2.13, respectively).

The interviewed elderly strongly felt that the ESEU's
summary captured their essence as a person beyond
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whatever health problems they might be experiencing
(6.8, SD =0.48), heightening their sense of dignity (6.1,
SD =1.48), and considered it important that HCP have
access to ESEU’s summary (6.6, SD =0.73) and that this
information could affect the way HCP see and care for them
(6.4, SD =0.86), allowing professionals to know about what
really matters to them (6.8, SD =0.47), their life’s values
(6.8, SD =0.48), concerns and preferences (6.7, SD =0.59)
and main areas of distress (6.5, SD =0.97) (Table 2). While
participants felt that ESEU responses were critical for
HCPs to know, they wished to place their summaries in
their bedroom/bedside/ward (5.9, SD =1.92) and wanted to
receive copies (5.7, SD =2.38); they did not show a strong
desire to deliver it to family or friends (3.6, SD =2.67).

Final expert panel consult

According to the experts’ evaluations, the translated
ESEU Questionnaire was clear, precise, comprehensible
and captured important dimensions of personhood. After
performing content analysis on experts free texts several
categories emerged reinforcing the ESEU’ role in clinical
practice: “eliciting patients’ individual narrative”; “life’s
story”; “awareness of vulnerability”; “shifting care needs”,
“wholeness”; “respect”; “caring”; “dignity opportunity”;
“patients and HCP’ satisfaction”; “care of the whole
person”; “change of care perspective”; “patients’ future
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Table 4 Summary characteristics of the participants (n=43)

Characteristics Value

Age (years), mean + SD [range] 69+5.3 [60-80]
Gender
Male 23 (53.5)

Race/ethnicity, n (%)

Caucasian 43 (100.0)
Marital status, n (%)

Single 1(2.3)

Married/common law 28 (65.1)

Divorced 2(4.7)

Widowed 12 (27.9)
Religion, n (%)

Catholic 42 (97.7)

None 1(2.3)
Lives with, n (%)

Isolated 12 (27.9)

Spouse 20 (46.5)

Spouse and children 7 (16.3)

Children 1(2.3)

Other situations 3(7.0)
Education, n (%)

Primary school 9 (20.9)

High school 24 (55.8)

Licensure 10 (28.3)
Profession, n (%)

Retired 43 (100.0)
Past hospital admissions, n (%)

Yes 38 (88.4)

objectives”. The experts also added that this questionnaire
could add additional value to their therapeutic relationship
with patients, allowing a new perspective on how they would
perceive patients as persons, in spite of the encumbrances of
their illness.

Discussion

This study reports the development of the European
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Portuguese version of the TIME Questionnaire, which
includes the PDQ. By way of engaging the original expert
panel after data collection, including three additional
geriatric experts to the initial panel, ESEU’ clinical
applications and importance were further clarified. Indeed,
there was consensus about how the use of ESEU could
contribute to patients feeling taken care of and at the same
time informing doctors regarding dimensions of personhood
that are not a regular part of the clinical encounters. The
qualitative feedback, provided in free text from members
of the expert panel, highly endorsed the ESEU. This
confirms the utility and relevance of the questionnaire in
clinical practice. A panel of experts—all potential users of
the ESEU—unanimously recognized that it could enhance
knowledge and affirm personhood in consultations.

This paper describes the steps in translating and adapting
the TIME questionnaire and the PDQ into European
Portuguese, coined as Questionirio ESEU and PD,
respectively. Judgments by bilingual experts were essential
to establish face validity and content accuracy, ensuring the
questionnaire elicits dimensions of personhood as it was
intended to. The ESEU is worded in simple language, to
allow its use in the largest possible population. As part of
the study, 43 respondents were surveyed, affirming that the
items were comprehensible and did not cause discomfort.
Participants also agreed that the number of included items
and time to respond were adequate. The perceptions about
the summary elicited by ESEU were largely favorable,
with participants agreeing on the comprehensiveness of
the summary and demonstrating a clear willingness to
share these with their health caregivers—a participant said
that “although not being sick at the moment of the study, she
would place ber summary near ber medical exams to take with
her whenever she had to go and have an appointment.” This
affirms that the notion of personhood is a substantial part
of feeling cared for as a patient. The fact that the items are
open ended and worded as questions likely contributes to its
acceptability by respondents.

The main limitation in our study is that by using
convenience sampling all participants came from one site
only (Gondomar, Portugal), which means they were all
non-institutionalized active elderly. This could affect the
generalizability of our results and indeed, when comparing
them to the original measure, unlike the majority of
Canadian nursing home residents, most of our participants
did not see the need to deliver their summary’s copies to
family or friends. This may have to do with the fact that
participants in our sample were still engaged and fully
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active in their lives. This might suggest that the need to
affirm personhood is likely more pressing amongst those
experiencing heightened vulnerability and more profound
relational needs, resulting from a change in health status.
Furthermore, as participants had a formal education, it
should also be considered that they may find the concepts
and questions easier to understand; thus, further studies,
considering less educated or engaged individuals, should
be conducted. Additionally, it is also probable that content
validity of dignity and personhood, as well as acceptability
in itself, might be different in frail or sick older people.
Finally, we would alert that the measures be used in a
language and culture in which individuals are completely at
ease. Not only a basic knowledge of the language is needed,
but also the cultural context of care, which is particularly
important when dealing with personal questions and
reflections.

Nevertheless, our results are well aligned with the
literature in the area of narrative medicine, which
underscores the importance of narrative, not only as part
of medical care, but as critical information that must be
acknowledged within healthcare encounters.

Decision-making in medicine brings together the
intellectual, emotional and imaginative dimensions of
the human being, demanding that the uniqueness of the
individuals involved is respected. The plot in which the
patient is situated demands that caregivers respond as
readers of that narrative (26,27). The ESEU may be one
way of providing healthcare providers insight into the
patient narrative, thereby enhancing their response to
patients’ emotional and spiritual needs.

In the future, it would be important to (I) test
the impact of the Questionirio ESEU on the HCP,
determining its acceptance and whether they feel the
information influences their care of patients, and (II)
determine if the measures are feasible for use in routine
care. It will be further interesting to see if the ESEU
influences Portuguese HCP attitudes, care, respect,
empathy/compassion, and sense of connectedness with
patients; and heightens personal satisfaction in providing
care. Although Portugal’s nursing homes are not exactly
equivalent to the Canadian ones, it would be important to
test the ESEU in Portuguese institutionalized residents
and compare the results. Nevertheless, this study provides
support for the idea that the ESEU is equivalence to
TIME, and has the potential to enhance dignity in elderly
care settings.
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Conclusions

The Portuguese ESEU Questionnaire is clear, precise,
comprehensible and well-aligned in terms of measuring
personhood. It may enhance patient/HCP relationships,
allowing a new perspective on how professionals perceive
and respond to personhood within the clinical setting.
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