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Abstract
Preference-based measures (PBM) for health-related quality of life (HRQoL) are essential in assessing the cost-utility of dif-

ferent treatment options. The preference-based Parkinson’s disease Index (PB-PDI) is being developed for people with

Parkinson’s disease (PD). The aim of this study was to refine the PB-PDI through cognitive interviews with people with

PD. Cognitive debriefing was conducted to assess patients’ interpretation of items, both in English and French.

Participants’ feedback guided the iterative modification of the PB-PDI and items were accepted for final inclusion if they

were endorsed by three consecutive participants. A total of 16 participants provided feedback on the items, refined the

response options, and discussed how to clarify questions. They selected a 2-week timeframe for the PB-PDI recall period.

At the end of the cognitive interviews, all seven items and their response options were endorsed in both languages. The cog-

nitive interview process allowed us to refine items and ensure that they were clear in terms of instructions and response

options from the perspective of people with PD. The next step will be to elicit preference weights to develop a scoring algo-

rithm and assess its measurement properties.
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Key Points

• The wording of the seven items of PB-PDI (sleep,
memory, walking, fatigue, mood, tremor, and dexter-
ity) was endorsed by 16 people with PD.

• A two-week timeframe was endorsed as optimal for
the recall period.

• Response options for each of the seven items demon-
strated interval properties (linearly increasing VAS
values across levels of response options).

• The PB-PDI will provide a single index of HRQoL,
which is fit for the purpose of relating costs to
outcomes.

Introduction
Parkinson’s disease (PD) is the second most common neuro-
degenerative disease that is accompanied by motor and non-
motor symptoms.1-3 Major motor symptoms of PD include

tremors, rigidity, and bradykinesia (ie, slow movement).4,5

People with PD also commonly experience non-motor
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symptoms such as fatigue, cognitive changes, sleep distur-
bances, and depression. These symptoms can gradually
worsen over time and impact daily life and psychological
functioning, which can have a substantial impact on one’s
health-related quality of life (HRQoL).2,3,6

Evaluating HRQoL is important in incorporating the
patient’s view when evaluating the impairments and activi-
ties affected by disease and its treatment.7-9 The consistent
use of HRQoL measures can effectively work toward
voicing a patient’s health concerns, identifying a decline
in health, and aiding in overall health management.9,10

A key feature of HRQoL measures is that they are patient-
reported outcomes (PROs). A PRO is a health outcome that
is directly reported by the patient without interpretation of
the patient’s response by a healthcare provider or anyone
else.11,12 Many different instruments have been developed
to measure HRQoL; however, in general, these measures
fall into two categories based on how they are composed
and scored: (1) health profiles and (2) preference-based
measures (PBMs).

Health profiles are scored by sub-scale, where each sub-
scale characterizes a domain of HRQoL, such as the Short
Form-36 (SF-36) Health Survey,13 the SCales for Outcomes
in Parkinson’s disease (SCOPA),14 and Non-Motor
Symptoms Scale for Parkinson’s Disease (NMSS).15 The
assessment of HRQoL can also be carried out through the
administration of PBMs. PBMs have a weight attached to
each domain, and produce a single index score that considers
improvements in one area against declines in another. Existing
preference-based measures used in PD are generic, such as the
EuroQol-5D (EQ-5D). Although generic measures are benefi-
cial when comparing different health conditions,16 previous
research has shown that these measures are missing domains
important to people with PD and may not thoroughly assess
their health concerns.17,18

Thus, our research group recently developed a new PRO
instrument for PD: the preference-based PD Index (PB-PDI),
including patient-defined seven domains that are important
to the quality of life of people with PD (sleep, fatigue,
tremor, mood, walking, memory, and dexterity). The aim
of this current study was to perform cognitive interviews
with people living with PD to review and refine the seven
items and develop the final version of PB-PDI in English
and French. Through cognitive interviews of people with PD,
we captured their perspectives on whether (1) the items in
the PB-PDI were clear and easy to understand; (2) the response
choices of each item were appropriate; and (3) the recall time
period was relevant.

Methods
Study Design
This was a cross-sectional study. Qualitative semi-structured
cognitive debriefing interviews were conducted to assess
patients’ interpretation of items.

Participants
Participants were recruited for over an 8-month period
through the Quebec Parkinson Network (QPN). Individuals
diagnosed with PD were invited to participate in the study
if they were 18 years and older and could speak and under-
stand English and/or French. People with PD who had a
major comorbid condition (eg, severe dementia, severe psy-
chiatric, neurological, or other medical conditions) were
excluded from this study.

Procedure
Figure 1 provides an overview of the stages that were
involved in the development of the PB-PDI. This paper
focuses on Stage 4 which involved cognitive interviews
with people with PD. In this stage, the research team finalized
the wording of the seven items in English and French,
selected an appropriate recall time, and assessed the distance
between response choice levels.

Data Collection
Participants selected an interview session time through e-mail.
They had the choice of participating in a video call (eg, Zoom)
or a phone interview depending on their preferences.
Participants were asked to complete the prototype PB-PDI
before the cognitive interview. Afterwards, following a struc-
tured interview guide,19 each participant engaged in cognitive
debriefing of four to six items. Four to six items were selected
to minimize participant burden. The interview took approxi-
mately 45 to 60 min to complete. Following comments from
the participants, the prototype PB-PDI was iteratively modified
before an interview with the next participant. During the inter-
views, verbal probing and the think-aloud method were applied
to encourage participants to answer questions regarding the
meaning of the items, clarity, and recall time period. An item
was accepted for inclusion in the final version of PB-PDI if it
was endorsed by three participants in a row. After all items
in English were endorsed and finalized, cognitive interviews
in French were also conducted. The same process was
applied to the interviews in French.

During the interviews, participants were also presented with
a Visual Analogue Scale (VAS) to assess the interval properties
of the response options of each item in the PB-PDI. For each
item, a participant was provided with a VAS with the first
response option placed as an anchor at the left of the line (rep-
resenting a value of 0) and the fourth response option at the
right end of the line (representing a value of 10). The partici-
pant’s task was to indicate where the second and third response
levels would fall in this scale.8

Data Analysis
Descriptive statistics were calculated to describe the sample
population involved in cognitive debriefing interviews and
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the VAS scale response ratings using Microsoft Excel.
Conducting and transcribing interviews proceeded concur-
rently so that preliminary analysis guided subsequent data
collection.20 Throughout the cognitive debriefing interview
process, the feedback from the previous interview was
assessed and reviewed before the next interview. This was
to ensure the meaning of items was preserved, problems
regarding consistency and/or comprehensibility of response
options resolved, and any revisions were taken to the next
interview for testing.

Results
Participant Characteristics
A total of 16 people with PD participated in the cognitive
interviews. A description of the characteristics of the
sample is summarized in Table 1.

Findings from Cognitive Debriefing Interviews
Item Clarity. Item revisions based on English and French cog-
nitive debriefing interviews from 16 participants are
described in Table 2. A total of 11 out of 16 participants pro-
vided feedback on the English version of the PB-PDI items.
After the English interviews, a group of language experts in
our research team refined the wording of the French version
of the index to match the English one. Feedback on the
French version was received from 5 bilingual participants.
Regarding item endorsement, “X” represents not satisfied
and “✓” represents satisfied in Table 2.

At the end of the cognitive interviews, all seven items (ie,
sleep, memory, walking, fatigue, mood, tremor, dexterity)
were endorsed. The following section elaborates on the
details of each item discussed during the English and

French cognitive debriefing interviews. The final English
version is presented in Appendix 1 and the French version
in Appendix 2.

Sleep. For the English version, three different versions of the
sleep item were asked to a total of seven participants

Figure 1. Development of items for the PB-PDI in English and French. * The selected items in Stage 3 had 3-response levels; however, the

research team noted that a 3-level version may be prone to ceiling effects, especially in high-functioning groups and thus may not be sensitive

enough to small changes in health. Response levels expanded to 4-levels during cognitive interviews in stage 4.

Table 1. Sociodemographic Characteristics of Participants.

Characteristics Participants (n= 16)

Sex, n (%)

Female 8 (50.0)

Age (years), mean (SD) 60.8 (10.5)

Duration of PD (years), mean (SD) 10.8 (5.3)

Interview language, n (%)

English 11 (68.7)

French 5 (31.3)

Geographic location, n (%)

Province of Quebec 16 (100.0)

Education level, n (%)

CEGEP or College 4 (25.0)

Bachelor’s degree 4 (25.0)

Graduate degree 8 (50.0)

Household annual income, n (%)

Less than $49,999 3 (18.7)

$50,000–$99,999 4 (25.0)

$100,000–$149,999 5 (31.3)

$150,000 and more 3 (18.7)

Not reported 1 (6.3)

Marital status, n (%)

Married/Common law 11 (68.8)

Divorced/Separated/Never Married 5 (31.2)

Employment status, n (%)

Employed 5 (31.3)

Long-term disabilities 3 (18.7)

Retired 8 (50.0)
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Table 2. English and French Item Development Through Cognitive Debriefing Interviews.

Revision Participant number

Sleep 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16
Problem identified with “promptly” X

Recommended changing to “quickly”
Adjusted “promptly” to “quickly”/Recommended adding “I do not wake

up at night” to response 1

X X

“I do not wake up at night” was added at the end of response 1—to

account for not all individuals waking up at night

✓ ✓ ✓ ✓

French—Item translation clear ✓ ✓ ✓

Memory 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16

Recommended using “I had no difficulty” rather than “I never had
difficulty”

X

Also recommended “I never had difficulty” rather than “I had no
difficulty”—matches the other responses statements that are

phrased as times

✓ ✓ ✓

French—Item translation clear ✓ ✓ ✓ ✓

Walking 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16

Problem identified with the word “briskly”. X

Recommended adding “without a walking aid” at the end of response 1
for clarity

“briskly” changed to “easily” X X X X X

Also recommended adding “without a walking aid” at the end of

response 1 for clarity

Problem with the example “within work environment” as this is not
relevant to everyone—removed this from item

“Without a walking aid” added at the end of response 1 ✓ ✓
Problem identified with walking setting and it not being consistent

throughout (outside, recreation, sports)—walking around the

house not mentioned

X X X

Item clear and no issue identified with the setting of the walking as

the item does not focus on one specific setting and does not aim

to assess walking at home.a

✓ ✓ ✓

French—Item translation clear ✓ ✓ ✓

Fatigue 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16

Recommended adding an example such as “nap” to the word “rest” X X

“Nap” added beside “rest” X X

No examples added to “rest”/“rest” understood and meaning clear

without examples

✓ ✓ ✓

French—The question stem is missing “niveau de” X

French—Item translation clear/Preference of using “Je me suis senti
tellement fatigué que” rather the “fatigué à un point tel que”/“fatigué
à un point tel que” kept in the translation b

✓ X/✓ ✓ ✓

Mood 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16

Problem identified with “sad or depressed”—not representative of

mood/Recommended switching the question to a more positive

lens

X

Problem identified with “sad or depressed”—depression is not a

choice/Problem identified with the first response option “all the
time”.

X

The question was adjusted from “sad or depressed” to “happy or
positive”/“All the time” changed to “In general”

X X X

Recommended “most of the time” and “some of the time” be moved to

the start of response options 2 and 3 for consistency

“Most of the time” and “some of the time” moved to the start of

response options 2 and 3

✓ ✓ ✓

French—a problem identified with the word “positif” in French/

Alternatives suggested included “de bonne humeur” “dans un état
d’esprit”;however, these changed the meaning

X

(continued)
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regarding word clarity and appropriateness of response
options. A respondent picked up a problem with the word
“promptly” from the prototype version and recommended
changing this word to “quickly.” With this change, two
other participants recommended adding “I do not wake up
at night” to account for issues with sleep quality. After this
revision, three people in a row accepted the final, which
was then included in the final PB-PDI. For the French
version, participants had no issues with item clarity or
wording.

Memory. One person recommended using the phrase “I had no
difficulty” rather than “I never had difficulty”; however, multi-
ple participants preferred keeping “I never had difficulty” as
this was consistent with other response options (never, rarely,
sometimes, and often). Thus, “I never had difficulty” was
endorsed for the response option of the item, memory.
Furthermore, participants preferred keeping the examples in
the question, such as “forgetting medical appointments,
taking your medication, what you were supposed to buy at
the store.” The French version of the item was endorsed by
three participants in a row and no issues were identified.

Walking. A respondent identified an issue with the use of
“briskly” in the walking item. Other participants suggested
changing the word “briskly” to “easily.” In addition, they
suggested removing the example “within work environment”
from the item because walking within a work environment
was not relevant to the older adult population. Participants
suggested adding “without a walking aid” at the end of the
first response option. For consistency between the response
options, without or with a walking aid was added at the

end of the all of the response options. Participants who
were interviewed in French indicated that the translation of
the item and its response options were clear, and they did
not have changes to make.

Fatigue. During the English interviews, two participants rec-
ommended adding “nap” as an example to the word “rest” in
the response option. However, five participants commented
that “rest” could be easily understood by each participant
with reference to their own resting methods such as meditat-
ing, laying down on a couch/bed, watching television,
reading a book, or napping, and that the item should not
include examples. This resulted in no examples being
included in the response option for the fatigue item. For the
French version, although the fatigue item was overall
clearly understood, three participants recommended adding
“niveau de” to the question stem for better language
equivalence.

Mood. During the English interview, participants discussed
concerns with the words “sad or depressed” as a representa-
tion of one’s mood. This was mainly because participants did
not always relate to being depressed, and the question made
participants feel like they were responding to a negatively
worded question and one that makes certain assumptions.
Instead, participants suggested taking a positive lens and
using words such as “happy,” to capture one’s mood. Two
suggestions came out from the participants regarding switch-
ing words in the response options. One person identified the
problem with the word “positif,” and the other one suggested
that the word “la plupart du temps” switched to “souvent.”
However, researchers decided to English version adjusted

Table 2. (continued)

Revision Participant number

French—“la plupart du temps” switched to “Souvent” in response 2/

Response option 2 new version proposed and implemented: “En
général, je me suis senti heureux ou positif à exception de quelques
instances”

X

French—Item translation clear ✓ ✓ ✓
English version adjusted to match the French version

Tremor 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16

“I had no” changed to “I never had” ✓ ✓ ✓ ✓
French—Item translation clear ✓ ✓ ✓

Dexterity 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16

Problem identified with the question not specifying the use of

assistance/Problem identified with the inclusion of “write”c
✓ ✓ X ✓

“Without assistance” added to the question stem X

“write” deemed very important as part of dexterity—“write” kepta ✓ ✓ ✓
French—Item translation clear ✓ ✓ ✓

aInterviewed bilingual participants.
b#13, #14, and #15 accepted the revised French version but #14 preferred to use “Je me suis senti tellement fatigué que” rather the “fatigué à un point tel que”;
however, the expert group decided to keep “fatigué à un point tel que” due to the clarity and length of the sentence.
c#7, #8, and #10 accepted the original version but the feedback was brought up in an interview with #9.
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to match the French version instead because these words
could be changed the meaning.

Tremor. For the item on tremor, people preferred using “I never
had” as this fit the other response options (never, rarely, some-
times, and often), instead of “I had no.” With this minor revi-
sion, all participants accepted the item and had no concerns
with it. Three people provided feedback on the French
version of the item; the response options were very clear, and
no comprehension issues were identified.

Dexterity. For the dexterity item, three participants responded
that the response options were clear and easy to understand.
However, one participant highlighted that the question was
not specifying the use of assistance. Furthermore, they sug-
gested that “writing” should be included as an example in
the question, as it is an indicator of fine motor skills among
people with PD. These changes were incorporated into the
question and endorsed by three participants afterwards.
Participants who were interviewed in French indicated that
the translation of the item and its response options were
clear, and they did not have changes to make.

Recall Period. Throughout the questionnaire, the recall period
was also assessed. Participants were asked which time frame
was more representative of their health when recalling their
answers. Participants answered that they were able to think
back on their experiences in 2 weeks and believed this was
an appropriate time frame because it was more representative
of their present experience and easy to recall.

Response Rating. The VAS was used to assess the discrimina-
tive capacity of the response options of each item in the
PB-PDI. The mean VAS values of response options 2 and
3 are shown in Table 3. Response options 1 and 4 were
anchored at 0 and 10, respectively. For all seven items, all
response options demonstrated an increasing trend in VAS
values when going from response option 2 (range: 2.8–3.0)
to 3 (range: 6.1–7.2).

Discussion
This study is part of a larger project to develop a new measure
of HRQoL, the PB-PDI, in English and French. The PB-PDI
includes a total of seven items with four response levels each
(ie, sleep, memory, walking, fatigue, mood, tremor, and dex-
terity).18 This study performed cognitive interviews with
people with PD to examine item clarity, appropriateness of
the response options and recall period, and finalize the
PB-PDI in English and French.

The participants considered all seven items in the PB-PDI
relevant to their experiences with PD, and all items were
endorsed. Throughout the interviews, participants highlighted
several terms that required revision to the response options.
These terms included “promptly” (item, Sleep), “briskly”
(item, Walking), and “sad or depressed” (item, Mood). Thus,
in the final version, the word “promptly” was changed to
“quickly,” and the term “briskly” was edited to “easily.”
These comments suggested a problem with the use of vocabu-
lary. From the interviews, we were also able to observe how
important destigmatizing life with PD is to patients. For
example, participants preferred that the question about mood
be reworded in terms of “happy or positive” rather than “sad
or depressed.” People also discussedwhether to include exam-
ples in the questions or response options. Generally, adding an
example would help participants understand items, as in the
case of theMemory andDexterity items.However, sometimes,
adding examples was not preferred because it could lead to a
restriction of the construct that each item is trying to capture.
For example, some respondents suggested adding “nap” as
an example of “rest” to the item Fatigue; however, others dis-
agreed because they thought each participant might have their
own resting methods. Participants also recommended to use
phrases as times (ie, never, rarely, sometimes, often) for the
response options, and this was adjusted accordingly.

After the English interviews, a total of five French cogni-
tive debriefing interviews were conducted. Participants had
no issues with clarity or translation revisions for the five
items (ie, sleep, memory, walking, tremor, dexterity);
however, two items (ie, fatigue, and mood) required minor
revisions. For example, in the item Fatigue, “niveau de”
(level of) was added to the question. Most comments were
related to improving the language equivalence of the ques-
tions and response options.

People with PD selected a 2-week timeframe for the PB-PDI
recall period. In previous research, the degree to which repeated
HRQoL measurements in the same patient results in similar
answers is usually investigated at 1–2-week intervals.21,22

According to this previous finding, the PB-PDI, our newly
developed HRQoL measurement can be a beneficial tool for
evaluating treatments and estimating QALYs for people with
PD. Moreover, people with PD may suffer from cognitive
impairments even before PD is diagnosed. For this reason,
longer recall periods could lead to people having difficulty
remembering events which can lead to recall bias affecting
HRQoL assessment.

Table 3. Mean VAS Values for Response Options 2 and 3.

Response

option 1

Response

option 2

Mean± SD

Response

option 3

Mean± SD

Response

option 4

Sleep 0 2.9± 0.7 6.1± 1.8 10

Memory 0 3.0± 0.8 7.2± 0.3 10

Walking 0 2.9± 1.0 6.8± 1.4 10

Fatigue 0 2.8± 1.3 6.3± 1.8 10

Mood 0 2.9± 0.6 6.9± 1.0 10

Tremor 0 2.9± 0.6 6.7± 0.7 10

Dexterity 0 2.9± 0.4 6.9± 9.5 10
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This cognitive interview stage was an important part of
the development process for the new PD-specific HRQoL
measure. Our newly developed PB-PDI is short and has
seven items. In clinical practice, some PD-specific
scales are currently used but contain various limitations
including having too long of a recall period, not focusing
enough on non-motor symptoms, and being time-consum-
ing to complete.23 Our new measure, the PB-PDI is a PRO
measure, and all items in our study were reviewed by the
target population. Exploring patient voices is of great
importance when developing a new HRQoL
questionnaire.24,25

Cognitive interviews with people with PD allowed us
to clarify items, make the items more applicable in
terms of their instructions and response options, and
ensure that the meaning of items was equivalent in
English and French.

Limitations
One possible limitation of our study is that the participants
were recruited from a single region in Canada where patients
received services within a publicly funded healthcare setting.
People with PD from other types of healthcare settings may
have different perspectives and experiences in HRQoL.
While our participants might be from diverse cultures, we
did not collect culture-specific information. Furthermore,
participants were only asked about the clarity of items and
response options, and the recall time period of the seven
items in PB-PDI, but we did not ask about the acceptability
or feasibility of the measure.

Conclusion
In conclusion, this study finalized the items of the PB-PDI
in English and French. The PB-PDI is different from exist-
ing PD scales because it will provide a single index of
HRQoL that is anchored from 0 (dead) to 1 (full health),
which in turn can be used to perform a cost-utility analysis.
The next phase of this study will be to elicit preference
weights for the PB-PDI and develop a scoring algorithm.
The PB-PDI and its scoring algorithm may be used by
researchers and policymakers when making treatment
decisions for people with PD.26 Preference weights for
the PB-PDI will be generated using the Discrete Choice
Experiment. A series of plausible health states from the
PB-PDI will be provided to participants, and they will be
asked to choose their preferred health status. In addition,
evaluating the measurement properties of the PB-PDI
will be the next step of our study. Future work will
assess the test–retest reliability, determine the Minimal
Detectable Change (MDC) value, and evaluate convergent
and predictive validity. Furthermore, before using the
PB-PDI in clinical practice, conducting a pilot test of the
PB-PDI with a small group of PD patients would be valu-
able to gain feedback on the acceptability and feasibility of

the measure. The final PB-PDI may be used for monitoring
the effectiveness of interventions and guiding practitioners
to make appropriate healthcare plans26 for their patients
with PD.

Appendix 1
Preference-Based PD Index of HRQoL—English

Under each heading, please choose the option that best
describes your health during the past two weeks as it
relates to your Parkinson’s disease.

1) Sleep

Describe your ability to sleep.

□ When I woke up at night I could always get back to
sleep quickly or I did not wake up

□ When I woke up at night I often got back to sleep
quickly

□ When I woke up at night I sometimes got back to sleep
quickly

□ When I woke up at night I rarely got back to sleep
quickly

2) Memory

Describe your ability to remember things (for example,
remembering medical appointments, taking your medication,
or what you were supposed to buy at the store).

□ I never had difficulty remembering
□ I rarely had difficulty remembering
□ I sometimes had difficulty remembering
□ I often had difficulty remembering

3) Walking

Describe your ability to walk.

□ I could walk easily for recreation or sports without a
walking aid

□ I could walk to and from transportation or within a
public building without a walking aid

□ I could walk to and from transportation or within a
public building with a walking aid

□ I could only take a few steps or I used a wheelchair

4) Fatigue

Describe your fatigue.

□ I never felt so tired that I had to rest during the day
□ I felt so tired that I had to have one rest during

the day
□ I felt so tired that I had to rest more than once a day
□ I felt so tired that I had to rest most of the day

5) Mood

Describe your mood.

□ In general, I felt happy or positive

Na et al 7



□ In general I felt happy or positive with the exception of
a few instances

□ Some of the time, I felt happy or positive
□ I rarely or never felt happy or positive

6) Tremor

Describe your tremors.

□ I never had tremors
□ I had tremors that did not interfere with my activities
□ I had tremors that sometimes interfered with my activities
□ I had tremors that often interfered with my activities

7) Dexterity

Describe your ability to use your hands without assistance
(for example, to feed yourself, brush your teeth, button
your shirt, write or type).

□ I had no difficulty with these activities
□ I had a little difficulty with these activities
□ I had some difficulty with these activities
□ I had a lot of difficulty with these activities

Appendix 2
Preference-Based PD Index of HRQoL

Pour chaque catégorie, veuillez choisir l’option qui décrit le
mieux votre santé au cours des deux dernières semaines en
ce qui concerne votre la maladie de Parkinson.

L’utilisation du genre masculin ne vise qu’à alléger le
texte et se fait sans discrimination.

1) Sommeil

Décrivez crivez votre capacité à dormir.

□ Quand je me réveillais pendant la nuit je pouvais tou-
jours me rendormir rapidement ou je ne me réveillais
pas

□ Quand je me réveillais pendant la nuit je pouvais
souvent me rendormir rapidement

□ Quand je me réveillais pendant la nuit je pouvais
parfois me rendormir rapidement

□ Quand je me réveillais pendant la nuit je pouvais rare-
ment me rendormir rapidement

2) Mémoire

Décrivez votre capacité à vous souvenir (par exemple, se rap-
peler des rendez-vous médicaux, prendre ses médicaments,
se rappeler des articles à acheter au magasin.)

□ Je n’ai jamais eu de la difficulté à me souvenir
□ J’ai rarement eu de la difficulté à me souvenir
□ J’ai parfois eu de la difficulté à me souvenir
□ J’ai souvent eu de la difficulté à me souvenir

3) Marche

Décrivez votre capacité à marcher.

□ J’ai pu facilement faire de la marche comme loisir ou
comme sport sans aide à la marche

□ J’ai pu marcher pour me rendre à un transport ou dans
un bâtiment public sans aide à la marche

□ J’ai pu marcher pour me rendre à un transport ou dans
un bâtiment public avec une aide à la marche

□ Je n’ai pu marcher que quelques pas ou j’utilisais un
fauteuil roulant

4) Fatigue

Décrivez votre niveau fatigue.

□ Je ne me suis jamais senti fatigué à un point tel que j’ai
eu besoin de me reposer pendant la journée

□ Je me suis senti fatigué à un point tel que j’ai eu à me
reposer une fois pendant la journée

□ Je me suis senti fatigué à un point tel que j’ai eu à me
reposer plus d’une fois pendant la journée

□ Je me suis senti fatigué à un point tel que j’ai eu à me
reposer une grande partie de la journée

5) Humeur

Décrivez votre humeur.

□ En général, je me suis senti heureux ou positif
□ En général, je me suis senti heureux ou positif sauf

pour quelques moments
□ Parfois, je me suis senti heureux ou positif
□ Je me suis rarement ou jamais senti heureux ou

positif

6) Tremblement

Décrivez vos tremblements.

□ Je n’ai jamais eu de tremblements
□ J’ai eu des tremblements qui n’ont pas eu d’effets sur

mes activités
□ J’ai eu des tremblements qui ont parfois eu un effet sur

mes activités
□ J’ai eu des tremblements qui ont souvent eu un effet

sur mes activités

7) Dexterité

Décrivez votre capacité à utiliser vos mains sans assistance
(par exemple, pour vous nourrir, pour brosser vos dents,
pour boutonner votre chemise, pour écrire à la main ou sur
un clavier).

□ Je n’ai pas eu de difficultés avec ces activités
□ J’ai eu peu de difficultés avec ces activités
□ J’ai eu quelques difficultés avec ces activités
□ J’ai eu beaucoup de difficultés avec ces activités

8 Journal of Patient Experience



Declaration of Conflicting Interests
The authors declared no potential conflicts of interest with respect to
the research, authorship, and/or publication of this article.

Ethical Approval
Ethical approval for the research was obtained from the Hamilton
Integrated Research Ethics Board (#12802).

Funding
The authors disclosed receipt of the following financial support for
the research, authorship, and/or publication of this article: This work
was supported by the Parkinson Canada New Investigator Award
Program.

ORCID iD
Eunjung Na https://orcid.org/0000-0002-2871-2507

References

1. Hirtz D, Thurman DJ, Gwinn-Hardy K, Mohamed M,
Chaudhuri AR, Zalutsky R. How common are the “common”
neurologic disorders? Neurology. 2007;68(5):326-37. doi:10.
1212/01.WNL.0000252807.38124.A3

2. Wong SL, Gilmour H, Ramage-Morin PL. Parkinson’s disease:
Prevalence, diagnosis and impact.Health Rep. 2014;25(11):10-4.

3. Parkinson J. An essay on the shaking palsy. J Neuropsychiatry
Clin Neurosci. 2002;14(2):223-36. doi:10.1176/JNP.14.2.223

4. Twelves D, Perkins KSM, Counsell C. Systematic review of
incidence studies of Parkinson’s disease. Mov Disord.
2003;18(1):19-31. doi:10.1002/MDS.10305

5. Postuma RB, Berg D, Stern M, et al. MDS clinical diagnostic
criteria for Parkinson’s disease. Mov Disord. 2015;30(12):
1591-601. doi:10.1002/mds.26424

6. Chaudhuri KR, Odin P, Antonini A, Martinez-Martin P.
Parkinson’s disease: the non-motor issues. Parkinsonism Relat
Disord. 2011;17(10):717-23. doi:10.1016/J.PARKRELDIS.
2011.02.018

7. McKenna SP. Measuring patient-reported outcomes: moving
beyond misplaced common sense to hard science. BMC Med.
2011;9(86).

8. Keller SD, Ware JE, Gandek B, et al. Testing the equivalence of
translations of widely used response choice labels: results from
the IQOLA project. J Clin Epidemiol. 1998;51(11):933-44.
doi:10.1016/S0895-4356(98)00084-5

9. Aaronson N, Elliott T, Greenhalgh J, et al. User’s guide to
implementing patient-reported outcomes assessment in clinical
practice; 2015.

10. Stocchi F, Martínez-Martin P, Reichmann H. Quality of life in
Parkinson’s disease - patient, clinical and research perspectives.
Eur Neurol Rev. 2014;9(1):12-8. doi:10.17925/ENR.2014.09.
01.12

11. Fayers PM, Hays R. Assessing quality of life in clinical trials:
methods and practice. New York, United States: Oxford
University Press; 2005.

12. Food and Drug Administration. Guidance for industry:
Patient-reported outcome measures: Use in medical product
development to support labeling claims; 2009.

13. Ware JE, Kosinski M, Keller SD. The SF-36 health survey.
Manual and interpretation guide 2. 1996.

14. Marinus J, Visser M, Stiggelbout AM, et al. A short scale for
the assessment of motor impairments and disabilities in
Parkinson’s disease: the SPES/SCOPA. J Neurol Neurosurg
Psychiatry. 2004;75(3):388-95. doi:10.1136/jnnp.2003.017509

15. Chaudhuri KR, Martinez-Martin P, Brown RG, et al. The
metric properties of a novel nonmotor symptoms scale for
Parkinson’s disease: Results from an international pilot study.
Mov Disord. 2007;22(13):1901-11.

16. Devlin NJ, Brooks R. EQ-5D and the EuroQol group: past,
present and future. Appl Health Econ Health Policy.
2017;15(2):127-37. doi:10.1007/S40258-017-0310-5

17. Xin Y, McIntosh E. Assessment of the construct validity and
responsiveness of preference-based quality of life measures in
people with Parkinson’s: a systematic review. Qual Life Res.
2017;26(1):1-23. doi:10.1007/S11136-016-1428-X

18. Kuspinar A, Mate K, Lafontaine AL, Mayo N. Evaluating the
content validity of generic preference-based measures for use
in Parkinson’s disease. Parkinsonism Relat Disord.
2019;62:112-6. doi:10.1016/j.parkreldis.2019.01.014

19. Kuspinar A, Bouchard V, Moriello C, Mayo NE. Development
of a bilingual MS-specific health classification system: the
preference-based multiple sclerosis index. Int J MS Care.
2016;18(2):63-70. doi:10.7224/1537-2073.2014-106/SUPPL_
FILE/2014-106RR

20. DiCicco-Bloom B, Crabtree BF. The qualitative research inter-
view.Med Educ. 2006;40(4):314-21. doi:10.1111/j.1365-2929.
2006.02418.x

21. Terwee CB, Bot SDM, de Boer MR, et al. Quality criteria were
proposed for measurement properties of health status question-
naires. J Clin Epidemiol. 2007;60(1):34-42. doi:10.1016/J.
JCLINEPI.2006.03.012

22. Terwee CB, Prinsen CAC, Ricci Garotti MG, Suman A, de Vet
HCW, Mokkink LB. The quality of systematic reviews of
health-related outcome measurement instruments. Qual Life
Res. 2015;25(4):767-79. doi:10.1007/S11136-015-1122-4

23. Stathis P, Papadopoulos G. Evaluation and validation of a
patient-reported quality-of-life questionnaire for Parkinson’s
disease. J Patient Rep Outcomes. 2022;6(1):17. doi: 10.1186/
s41687-022-00427-0

24. Towle A, Farrell C, Gaines ME, et al. The patient’s voice in
health and social care professional education. Int J Health
Governance. 2016;21(1):18-25. doi:10.1108/IJHG-01-2016-
0003

25. De Vet HCW, Terwee CB, Mokkink LB, Knol DL.
Measurement in medicine: a practical guide. Cambridge
University Press; 2011. doi:10.1017/CBO9780511996214

26. Kind P, Lafata JE, Matuszewski K, Raisch D. The use of
QALYs in clinical and patient decision-making: issues and
prospects. Value Health. 2009;12(SUPPL. 1):S27-30. doi:10.
1111/J.1524-4733.2009.00519.X

Na et al 9

https://orcid.org/0000-0002-2871-2507
https://orcid.org/0000-0002-2871-2507
http://doi.org/10.1212/01.WNL.0000252807.38124.A3
http://doi.org/10.1212/01.WNL.0000252807.38124.A3
http://doi.org/10.1176/JNP.14.2.223
http://doi.org/10.1002/MDS.10305
http://doi.org/10.1002/mds.26424
http://doi.org/10.1016/J.PARKRELDIS.2011.02.018
http://doi.org/10.1016/J.PARKRELDIS.2011.02.018
http://doi.org/10.1016/S0895-4356(98)00084-5
http://doi.org/10.1016/S0895-4356(98)00084-5
http://doi.org/10.1016/S0895-4356(98)00084-5
http://doi.org/10.17925/ENR.2014.09.01.12
http://doi.org/10.17925/ENR.2014.09.01.12
http://doi.org/10.1136/jnnp.2003.017509
http://doi.org/10.1007/S40258-017-0310-5
http://doi.org/10.1007/S40258-017-0310-5
http://doi.org/10.1007/S40258-017-0310-5
http://doi.org/10.1007/S40258-017-0310-5
http://doi.org/10.1007/S11136-016-1428-X
http://doi.org/10.1007/S11136-016-1428-X
http://doi.org/10.1007/S11136-016-1428-X
http://doi.org/10.1007/S11136-016-1428-X
http://doi.org/10.7224/1537-2073.2014-106/SUPPL_FILE/2014-106RR
http://doi.org/10.7224/1537-2073.2014-106/SUPPL_FILE/2014-106RR
http://doi.org/10.7224/1537-2073.2014-106/SUPPL_FILE/2014-106RR
http://doi.org/10.7224/1537-2073.2014-106/SUPPL_FILE/2014-106RR
http://doi.org/10.7224/1537-2073.2014-106/SUPPL_FILE/2014-106RR
http://doi.org/10.1111/j.1365-2929.2006.02418.x
http://doi.org/10.1111/j.1365-2929.2006.02418.x
http://doi.org/10.1111/j.1365-2929.2006.02418.x
http://doi.org/10.1016/J.JCLINEPI.2006.03.012
http://doi.org/10.1016/J.JCLINEPI.2006.03.012
http://doi.org/10.1007/S11136-015-1122-4
http://doi.org/10.1007/S11136-015-1122-4
http://doi.org/10.1007/S11136-015-1122-4
http://doi.org/10.1007/S11136-015-1122-4
10.1186/s41687-022-00427-0
10.1186/s41687-022-00427-0
http://doi.org/10.1108/IJHG-01-2016-0003
http://doi.org/10.1108/IJHG-01-2016-0003
http://doi.org/10.1108/IJHG-01-2016-0003
http://doi.org/10.1108/IJHG-01-2016-0003
http://doi.org/10.1017/CBO9780511996214
http://doi.org/10.1111/J.1524-4733.2009.00519.X
http://doi.org/10.1111/J.1524-4733.2009.00519.X
http://doi.org/10.1111/J.1524-4733.2009.00519.X

	 Introduction
	 Methods
	 Study Design
	 Participants
	 Procedure
	 Data Collection
	 Data Analysis

	 Results
	 Participant Characteristics
	 Findings from Cognitive Debriefing Interviews
	 Item Clarity
	 Sleep
	 Memory
	 Walking
	 Fatigue
	 Mood
	 Tremor
	 Dexterity
	 Recall Period
	 Response Rating


	 Discussion
	 Limitations
	 Conclusion
	 References


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /All
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile ()
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 5
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Average
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Average
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /PDFX1a:2003
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError false
  /PDFXTrimBoxToMediaBoxOffset [
    33.84000
    33.84000
    33.84000
    33.84000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    9.00000
    9.00000
    9.00000
    9.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<

    /BGR <>
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000500044004600206587686353ef901a8fc7684c976262535370673a548c002000700072006f006f00660065007200208fdb884c9ad88d2891cf62535370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef653ef5728684c9762537088686a5f548c002000700072006f006f00660065007200204e0a73725f979ad854c18cea7684521753706548679c300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /CZE <>
    /DAN <>
    /DEU <>
    /ESP <>
    /ETI <>
    /FRA <>
    /GRE <>

    /HRV <>
    /HUN <>
    /ITA <>
    /JPN <>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020b370c2a4d06cd0d10020d504b9b0d1300020bc0f0020ad50c815ae30c5d0c11c0020ace0d488c9c8b85c0020c778c1c4d560002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /LTH <>
    /LVI <>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken voor kwaliteitsafdrukken op desktopprinters en proofers. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /POL <>
    /PTB <>
    /RUM <>
    /RUS <>
    /SKY <>
    /SLV <>
    /SUO <>
    /SVE <>
    /TUR <>
    /UKR <>
    /ENU (Use these settings to create Adobe PDF documents for quality printing on desktop printers and proofers.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames false
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks true
      /AddColorBars false
      /AddCropMarks true
      /AddPageInfo true
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /NoConversion
      /DestinationProfileName ()
      /DestinationProfileSelector /NA
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure true
      /IncludeBookmarks true
      /IncludeHyperlinks true
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MarksOffset 6
      /MarksWeight 0.250000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /NA
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /LeaveUntagged
      /UseDocumentBleed false
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


