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Abstract: A recent measure was developed to assess the Quality of Life (QoL) of young people with
advanced cancer and is available for parents and professionals (Advance QoL). The present study
aimed to elaborate self-reported versions for children and adolescents with advanced cancer. We
adopted a four-phase research plan: (1) to elaborate the Advance QoL questionnaire for youth (8-12 and
13-18 years old) with a team of young research partners; (2) to evaluate the understandability of these
versions in a sample of 12 young patients from the target population using cognitive interviews; (3) to
assess social validity in the same group using a questionnaire and the content validity index (CVI);
and (4) to refine the questionnaires according to these results. Four major themes were identified:
(1) issues affecting the understanding of the tool; (2) issues that did not affect the understanding of the
tool; (3) modifications to improve the tool; and (4) positive features of the tool. Advance QoL was well
received, and feedback was positive. Adjustments were made according to young people’s comments
and two self-reported versions are now available. It is essential to measure the key domains of QoL
in advanced cancer. Advance QoL self-report versions will help target the specific needs of young
people with this condition and their families.
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1. Introduction

In oncology, advanced cancer is predominantly used to describe conditions for which
standard curative options are exhausted. In North America and high-income countries,
about 17% of children and adolescents with cancer will live with an advanced cancer, but in
many parts of the world this figure is much higher (e.g., 50% in Latin America) [1-3]. Young
people with advanced cancer can benefit from pediatric palliative care (PPC), a philosophy
and approach to medical care which aims to alleviate pain and other symptoms, assist with
decision-making, alleviate suffering, and promote Quality of Life (QoL) for patients and
their families [4-6]. In this context of care, QoL should be regularly and systematically
assessed to identify patients’ needs [7,8].
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QoL is generally understood as a multidimensional concept underpinned by a subjec-
tive first-person evaluation. Therefore, measuring QoL requires evidence-based patient-
reported outcome measures (PROMs) to evaluate the perception of their own status. The
regular use of PROMs in clinical settings can have positive impacts on communication
between patients and healthcare professionals, and on patient satisfaction towards their
care and health [9,10]. This allows QoL to be monitored and issues to be detected that
otherwise would go unnoticed [9,10].

In advanced cancer specifically, strong arguments support the use of PROMs to
evaluate QoL among young patients. PROMs provide invaluable information to guide
intervention when the emphasis is on optimizing comfort [11]. Patients may take such tools
as an opportunity to discuss their symptoms and their QoL and express their healthcare
preferences [5,12-14]. It also may help them mitigate the experienced stress and the feeling
of isolation [15-18].

Contrasting with this need, two recent systematic reviews have shown that existing
QoL assessment tools have several limitations when used with young people with advanced
cancer [19,20]. These limitations may regard the content of the tools, with the recall period
being considered inappropriate for young people, or the lack of coverage of important QoL-
related domains. Critiques have also been addressed of their development, including a lack
of involvement of young people, parents, and healthcare providers, or limited psychometric
properties [19,20].

To address these issues, researchers have been developing a practical measure to
assess QoL in situations of serious cancer without a cure [21-23]. This measure, named
Advance QoL, is based on a definition of QoL elaborated from qualitative studies with young
people, their parents, and healthcare professionals [21,22]. Seven important QoL domains
were identified and characterized by specific indicators: physical, psychological, social,
pleasure, autonomy/independence, pursuit of achievements, and feeling heard. A study
has reported the refinement of a proxy measure appropriate for adult respondents (e.g.,
family members, professionals) [22]. Yet, the language level of this version is too complex
for children and adolescents requiring a college reading level (Scolarius French readability
index) [24].

The present study aimed to adapt this proxy version of Advance QoL to be used by
children and adolescents as a self-report. To guide this process, the project was divided
into four distinct objectives to be explored in four phases (Figure 1):

1.  Elaborate preliminary versions of the Advance QoL questionnaire for youth aged
8-12 years and 13-18 years;

2. Test the understandability and clarity of these versions in the target population;

3. Evaluate the social validity, i.e., the acceptability, pertinence, and satisfaction of these
two versions;

4. Adapt and refine the versions of the questionnaire based on the previous results.
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Phase 1 : Elaboration phase with
young collaborators and research
team

l

Adaptation of items and instructions based on
youth reading level
* Semi-structured interview
* French-language readability index

Elaboration of two PROMs version
* 8-12yearsold <
e 13-18 yearsold

l

Validation with young collaborators Yes Reformulation and refinement
* Are there issues of understanding with the ———» * Modification of problematic items
tools ? * Clarification of items and examples
l No
Validation with research team including If needed

healthcare professionals and a resource patient

l

Phases2and 3:
Test the understandability and
evaluate the social validity with
the target population

|

35 to 45 minutes individual semi-structured
cognitive interview
* N =12 (6 children, 6 adolescents)

l

Phase 4: Refinement of the final
PROMs version of Advance QoL

Figure 1. The development process of Advance QoL self-reported versions.

2. Materials and Methods
2.1. Phase 1: Elaboration

The elaboration of versions of Advance QoL for 8-12 year olds and 13-18 year olds
involved an iterative process. Age ranges were established based on other QoL assessment
tools [19,20,25,26]. The research team collaborated with five young healthy people (4 girls)
aged 9-16 years (see Acknowledgments). Individual semi-structured interviews with these
young collaborators allowed us to develop versions adapted both in language and format
to the targeted age groups. For example, we asked them “How would you word the text so
that it would be easily understood by someone your age?” When needed, we reformulated
and refined unclear items and examples. Clarity was monitored using the Scolarius French
readability index (Influence Communication, Montréal, QC, Canada) [24]. A score of <89
(reading level of an 8 year old) was targeted for the 8-12 years version, whereas a score
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between 90 and 112 (reading level of a 12-year-old) was targeted for the 13-18 years version.
The refinement continued until reaching the targeted scores. The adequacy of the versions
was confirmed by the young collaborators. The versions underwent further review by the
broader research team, including healthcare professionals and a resource patient, leading
to additional changes. Final working versions were approved by the young collaborators.
Those versions were then tested in subsequent study phases.

2.2. Phases 2 and 3: Evaluation of the Understandability and the Social Validity
2.2.1. Participants and Recruitment

Children and adolescents with cancer were recruited at the CHU Sainte-Justine cancer
care centre, and in collaboration with Leucan, a non-profit organization, between December
2022 and July 2023. Participants had no pre-existing relationship with the data collection
team. Eligible patients were aged 8-18 years, had been diagnosed with cancer at least
3 months prior, were receiving cancer treatment, understood French and could communi-
cate verbally, and had access to an electronic device with Internet. Initially, the eligibility
criteria targeted young people with advanced cancer. However, recruitment challenges
led to expanding the criteria. Considering the specific objectives of this study, which focus
on understanding the tool, we believed broadening the inclusion criteria would not affect
the data collected. We used a purposive sampling method with maximum variation to
ensure clinical and sociodemographic diversity among participants [27]. We expected that
heterogeneous sampling would give access to a range of viewpoints to identify as many
issues as possible with Advance QoL [28,29]. No exclusion criteria were used.

Eligible patients were identified by healthcare team members or our partner organiza-
tion Leucan. Two methods were used: (1) Healthcare team members briefly introduced the
study to patients and parents, and those interested signed a consent form, allowing contact
by a research team member (LAR, graduate psychology student) who provided detailed
study information. (2) The healthcare team provided a list of eligible patients who were
contacted by the same person via telephone or in person at the hospital while the family
was waiting for an appointment. Written parental consent and patient assent were obtained
before data collection. Participants received a CAD 50 gift certificate. The interviews were
conducted by the first author, recorded, and subsequently transcribed. The study received
ethical approval from the hospital research ethics committee (#MP-21-2022-3550).

2.2.2. Data Collection

Data were collected through virtual semi-structured cognitive interviews lasting
30 to 45 min [30]. The interview focused on the version of the tool corresponding to the
participants” age group (8-12 years or 13-18 years). We developed an interview guide
using closed- and open-ended questions to assess comprehension of instructions, items,
and examples (Supplementary File S1). Verbal probing was employed when needed for
deeper insight [30,31], and participants were encouraged to suggest improvements for the
tool. We wanted participants to focus on their comprehension of the tool rather than their
answers. Therefore, to minimize the burden, the participants did not actually complete
Advance QoL [31]. Pilot interviews with two young healthy collaborators from Phase 1 were
conducted to ensure the smooth running of subsequent interviews.

Participants also completed a short social validity questionnaire inspired by Kazdin [32]
and Manne et al. [33]. The assessment of social validity informs about the acceptability
level, the importance of, and the degree of satisfaction with a procedure [34,35]. The
questionnaire included 10 questions with a five-point scale from 1 (totally disagree) to 5
(totally agree) about the overall clarity of Advance QoL, its pertinence and its utility, the
ease of utilization, and the satisfaction toward the tool (sample item: “The tool is useful
for assessing my well-being.”). As suggested by Yusoff [36], participants were encouraged
to provide verbal feedback, especially if they answered <3 (disagree or neutral), to better
understand their perspective and opinion, and to facilitate the refinement. Sociodemo-



Curr. Oncol. 2024, 31

2293

graphic and clinical data were collected in a brief questionnaire including age, sex, gender,
education level, years since diagnosis, and pediatric cancer condition.

2.2.3. Data Analysis

Cognitive interview. We adapted Knafl et al.’s [31] protocol for the analysis and
interpretation of cognitive interviews for instrument development. This method allowed
us to identify issues and to make systematic decision about keeping, deleting, or revising
items of Advance QoL. Items or features that were understood and interpreted consistently
among participants were kept, while others were revised or abandoned.

First, transcripts were generated from audio recordings of each interview. The analysis
focused on identifying issues and potential improvements for Advance QoL. Therefore, we
used an item-by-item analysis which allowed us to produce a worksheet report collecting
the extracts from each participant interview relating to each element of the questionnaire.
This method facilitated an exploration of similarities and differences in participants” com-
prehension. Second, from the report produced, we identified and classified facilitators
and issues reported by participants as well as suggestions for improvement. Categories
were clearly defined to avoid ambiguity and were based on the literature or generated
inductively. To ensure the reliability and integrity of the analysis, two team members (LAR
and JF) independently coded the interviews.

Social validity questionnaire. To ascertain the content validity of the social validity
questionnaire, we used the content validity index (CVI) [36]. A CVI > 0.83 with 6 experts
indicates that the social validity questionnaire’s items are representative and relevant to the
targeted constructs, i.e., acceptability, pertinence, and satisfaction [36]. Participants—youth
with cancer—are considered experts in our study to assess and critique the social validity of
Advance QoL as a self-reported tool. We calculated the three indices suggested by Yusoff [36]
to systematically analyze CVI: (1) item-level content validity index (I-CVI), that is, the
proportion of experts judging items as relevant; (2) scale-level content validity index based
on the average method (S-CVI/Ave), that is, averaging all I-CVI; (3) scale-level content
validity index based on the universal agreement method (S-CVI/UA), that is, the average
of items that received a universal agreement between experts. Median and range were
used to analyze the social validity questionnaire. A score of <3 would indicate a need
for refinement.

2.3. Phase 4: The Final Adaptation

Based on the Phase 2 and 3 results, we refined the Advance QoL self-reported question-
naires. To ensure the accuracy of our analyses and subsequent decisions, we presented the
refined questionnaire versions to the young collaborators from Phase 1 and to a specialized
educator from our hospital (see Acknowledgments). Based on the feedback received, we
adapted the final versions of Advance QoL.

3. Results
3.1. Phase 1: Elaboration Process

Following the steps detailed in the methods, we developed two preliminary versions
(for 8-12 and 13-18 year olds) based on the proxy version [22]. As for the proxy, both
versions used a descriptive and individualized approach, a three-point response scale,
and a 24 h timeframe. Advance QoL allowed patients to describe their QoL according to
seven domains in quantitative and qualitative manners. The questionnaire ends with a
radar chart summarizing patients’ perceptions of their QoL. Semi-structured interviews
with young collaborators made it possible to obtain alternate formulations that were easily
understood by young people. For example, medical terms were removed or adapted, and
generic or abstract terms were avoided. We used concrete words as used in everyday life by
young people. During the iterative process, the Scolarius French readability score of each
version decreased significantly, indicating a decrease in the required reading level [24]. For
the 8-12 years and the 13-18 years versions, the Scolarius reading level scores decreased
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from 67 to 56 and from 72 to 57, respectively. The main difference between both versions
was the use of pictograms in the 8-12 years version.

3.2. Phases 2 and 3
3.2.1. Sample Characteristics

From December 2022 to July 2023, six children (4 girls) aged 8 to 12 years (M = 9.67)
and seven adolescents (2 girls) aged 13 to 18 years (M = 15.83) were recruited at CHU
Sainte-Justine and in collaboration with the community organization Leucan (Table 1).
One adolescent withdrew from the project after completing the consent form, due to
hospitalization and loss of interest in the project. Five participants were followed by the
CHU Sainte-Justine pediatric palliative care team, and seven had a central nervous system
tumour. School levels ranged from second grade to pre-university programs.

Table 1. Sociodemographic and clinical characteristics of participants.

Participants Reﬂi‘;:nzint Age Gender Education Level ‘l{g?:;::;ic: Type of Cancer
Emma CHUSJ @ 12 Girl 5th grade 3.33 Germinoma
Clara CHUSJ 12 Girl 6th grade 1.17 Pancreas
Justin Leucan ? 8 Boy 3rd grade 2.75 Medulloblastoma
Marie CHUSJ 8 Girl 2nd grade 1.25 Medulloblastoma
Alice CHUSJ 10 Girl 4th grade 2.08 Astrocytoma
Theo CHUSJ 8 Boy 3rd grade 7.00 Glioblastoma
Beatrice CHUSJ 14 Girl Secondary 2 10.00 Acute myeloid leukemia
Emile Leucan 15 Boy Secondary 3 1.25 Ewing sarcoma
Alex CHUSJ 18 Boy Post-secondary 6.00 Glioma
pre-university
Ethan CHUSJ 18 Boy Post-se;ondfiry 0.92 Medulloblastoma
pre-university
Maxime CHUSJ 13 Girl Secondary 1 8.00 Neurofibromatosis ©
Noa CHUSJ 17 Boy Secondary 5 3.75 Neurofibromatosis

a CHU Sainte-Justine. ® A non-profit organization for children with cancer and their families. ¢ Benign brain
tumour treated in the same way as cancer: chemotherapy, radiotherapy and/or targeted therapy.

3.2.2. Cognitive Interviews

We conducted a semi-structured cognitive interview with each participant (average
duration: 36 min). Our interview guide focused on participants’ understanding of the vari-
ous components of the self-reported questionnaires. Verbal probes were also formulated
to gain insight into the barriers and facilitators of questionnaire comprehension. In the
broader perspective of the Cognitive Testing Process [30], our focus was primarily on partic-
ipants” comprehension, with less emphasis on other stages of the cognitive process, such as
recall, decision-making, and response processes. Therefore, the “item-by-item” method [31]
enabled us to systematically identify barriers and facilitators to understanding the Advance
QoL questionnaires. Agreement between the two team members (LAR and JF) who coded
the interviews was very good. As expected, there were no differences in the feedback
received between young people with advanced cancer and those undergoing cancer treat-
ment. Four major themes were identified among the points raised by participants (Table 2):
(1) issues affecting understanding of the tool; (2) issues that do not affect understanding of
the tool; (3) modifications to improve and enhance the tool; and (4) positive features of the
tool. These four themes were divided into 14 codes, which were used to define the nature
of the difficulties encountered or to clarify the positive elements of the questionnaires. To
better illustrate the kind of feedback received from the participants, examples of verbal
statements are given in Table 2 for each code. All codes were clearly defined and mutually
exclusive. Some codes were defined based on the literature, such as “unclear reference”,
which has been defined as “a lack of precision and clarity as to the elements on which to
base one’s answer” [31]. Other codes were generated inductively, such as “organization
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of instructions”, which refers to elements of instructions that facilitate completion of the
tool (e.g., words in bold type, the instructions’ structure, or the reminder). All themes were
present in both age groups, but some codes were found in only one age group, such as
critiques on the instruction being too long, the lack of precision, the instruments containing
too many examples, and the recall period. One additional theme was drawn from elements
observed by the interviewer during interviews with the younger subjects: items requiring
thought and a response beyond the cognitive capacities of the respondents. These results
guided the adaptation and refinement of the Advance QoL self-reported questionnaires.

Table 2. Results from the comprehension study of the Advance QoL tools (N = 12 youths with cancer).

Themes Code Examples of Verbal Statement

Points raised by
participant

Beatrice: The question is easy to understand, but what
should we write? What's it in relation to? That’s what I'm
wondering. [...] The words of the question are easy to
understand, but the meaning of the question is more
complicated. I don’t really know what to answer [when
speaking of the question, “Has there been a recent
situation that is influencing how you feel?”].

Unclear
reference

Clara: It’s correct, but it’s the word “achievements” because
I understand with the examples, but just the word like that I
wouldn’t have understood.

Interviewer (I): Can you tell me the few [words] you find
most difficult?

Theo: Uh, there’s one I can’t remember, it’s too hard to say.
[...]11t's on the other page.

I: Ah, on the other page! Was it “psychological”?

Theo: Yes

Misunderstood words
and concepts

I: Do you want to repeat them in your own words?
Justin: Uh what instructions?
I: The instructions I just read for the [radar] chart.

Proslems aéfectinfg Instruction too long ° Justin: Uh we can color inside the shapes.
understanding o I: Yeah

the tool Justin: Well, otherwise I don’t remember.

I: Was that a long instruction?
Justin: Yes

Beatrice: The question is well understood, but it’s the last
day we are speaking of here [when speaking of the question,
“How were your achievements in the last day?”]. An
achievement for me is something a bit bigger, like a wish or
a dream, or something you wanted to complete. For me, I
see it as something that takes a bit more time or takes

Missing item several days; it’s not something you do every day like
having breakfast. It's something that requires time or
planning. So, on the last day, maybe you haven’t achieved
anything today because you're working to create your
achievement, but perhaps in a week, you will have
completed your entire achievement. [...] I am currently
working on my achievements.

Beatrice: [...] [When speaking of the question, “Suggest a

b way to improve the aspects of your well-being”]. Would
we only answer if we say 0 [poor] or 1 [average], or would
we also answer if we say 2 [good]?

Lack of precision
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Table 2. Cont.

Themes Code Examples of Verbal Statement

Emma: “I adapt well to my illness”, uh. .. ((sighs)) I don’t
Sensitive formulation ~ know how to explain it. [...] It's not like we can adapt well
to our illness. [...] You have to live with it. You're not well.

Noa: There’s one point that I'm less sure about. [...] The
point would be “to have good relationships with nurses,
doctors, and caregivers”. [...] Well, generally, I think that
fits in, but if we take an example of someone who might

Do not relate to the find it a bit more difficult to talk to adults or older people,

Problems that do item b
not affect there could be a way to remove that point and, in my
understanding of opinion, have a pretty good social well-being. [...] It could
the tool be important, but at the same time, we could still take it out

and it would still work.

Clara: I find that for me there are too many examples. [...]

Just two, three would be better to understand. [...] I

wouldn’t have added other things, I would have removed
Too many examples ®  things because it’s too much. [...] Because for an example,

you don’t really need a lot of things. Then, in most of my

notebooks, an example is just a sentence, so it’s not

very long.

Emile: In the middle of the [radar] chart, it says
“well-being”? [...] Why is it there? [...] It makes me think
Format-related that if you put all 0, “all poor”, it circles well-being. [...]
suggestions Maybe instead you could just put wellbeing in the title
where it says, “Your turn”. You write wellbeing and then
frame it with the whole image.

Points raised by
participant Emile: There are a lot of people who don’t want to give their

information to everyone for free. They’re not going to say
the big points of why they’re sad and all that. What you
could do is mention either when you give the sheet or write
on it that the information is just going to be read by the

Modifications to doctors or something like that. [...] Even, even to the
improve and parents, there are children who don’t want to say things to
enhance the tool their parents, who keep things private from their parents,

then who don’t want to tell them, they are not yet ready to
admit it to their parents. [...] Otherwise, I have an idea, put
on the sheet [. . .] a little case uhm “tick in boxes” like just
show the doctors, show the nurses, or show the parents. So,
if the child just wants to show to the doctors, check doctor,
if they want doctors, nurses and uh parents, they check all.
We want to know who's reading our life, our private life.
Emma: I'd like to add something. [...] To have fun in the
playroom [at the hospital] [...].

I: Okay, when you could do that in your day, for example,
did you have fun?

Emma: Yes, yeah. [...] Let’s say it’s my only pleasure when
I'm in the hospital.

Content-related
suggestions

Emile: What I like is that you give ideas. It’s not just
physical well-being you give like pain, energy, slept well,
Positive features of breathing well then nausea, vomiting. “Explain your
Examples ” “ :
the tool answer”, you can use that. You can say “oh yes it was
good”, but you can say like “oh yes it was good because I
slept well, and I breathe well”.
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Themes Code Examples of Verbal Statement
I: What do you think about “the last day”?
Time Alice: It’s good because it’s not too far, you kind of know

Points raised by ~ Positive features of
the tool

participant

window ? what happened. You remember it well, then it’s easy to
answer the questionnaire when you remember your day.

Alice: I think it’s good because, if you've forgotten
something, you can always reread [the instruction on page
2] to get ideas back in your head about what you need to do.
I: Ok then, do you find it useful?

Alice: Yeah

Beatrice: I think it’s good, I like the fact that we have like
steps, we have one and two with what we need to do.

Organization of
instructions

Noa: I find that it makes it a little more helpful because I'm
taking the example of certain people who aren’t necessarily
too uhm, who don't find it too easy to express what they
feel, so I find that it helps that he has 3 choices

Measurement scale

Item requiring

thought and I: Would you know what to answer here?
response beyond Justin: No
Elemen.ts obsgrved the cognitive Parent: You said your physical well-being was fine? Why
by the interviewer L .
capacities of the did you say that?
age group Justin: Because it wasn’t bad

concerned 2

2 Results from children’s interviews (8-12 years old) only. ® Results from teenager’s interviews (13-18 years
old) only.

Participant feedback varied by age group. Adolescents’ concerns focused more on the
meaning of the questions and the intentions behind the items, while children were more
concrete, and reported misunderstanding words. In this regard, the preliminary version
of Advance QoL provided the label and definition of each QoL domain. These labels were
derived from scientific jargon provided by caregivers (e.g., “physical”, “psychological”,
“achievement”). For children, the meaning of those terms was unclear.

3.2.3. Social Validity Questionnaire

Table 3 shows descriptive data for each item of the social validity questionnaire. The
results of the CVI indices indicated that the members of both age groups agreed to judge
the Advance QoL self-reported questionnaire as clear, relevant, useful, and acceptable (full
results available in Supplementary Table S1).

Table 3. Results of the social validity study.

Item Children (N = 6) Adolescents (N = 6) Total Sample (N =12)
em
Median  Min Max Median Min Max Median Min Max

1. I'understand what is being asked. 4.75 4 5 5 4 5 5 4 5

The tool is easy to use. 5 3 5 5 45 5 5 3 5
3. The tool is useful for assessing

my well-being. 4.25 4 5 5 4 5 5 4 5
4. The length of the questionnaire

. 5 4 5 5 5 5 5 4 5

is acceptable.
5. The tool is appropriate for assessing

the well-being of other young people 5 4 5 5 5 5 5 4 5

with cancer like me.
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Table 3. Cont.

Children (N = 6) Adolescents (N = 6) Total Sample (N =12)
Median  Min Max Median Min Max Median Min Max

Item 2

6. The tool allows me to describe what's

not going so well in my life. 5 4 5 5 4 5 5 4 >

7. There are disadvantages to
completing the tool b, 4 3 > > 4 > > 3 >
8. Iliked the tool. 475 4 5 5 5 5 5 4 5
9.  Irecommend using the tool. 4.25 4 5 5 5 5 5 4 5
10. I am motivated to use the tool. 5 4 5 4 3 5 5 3 5
Total 4.88 3 5 5 3 5 5 3 5

2 Measurement scale ranges from 1 (Totally disagree) to 5 (Totally agree). ® Reversed-coded item.

3.3. Phase 4: The Final Adaptation

Overall, Advance QoL was well received, and feedback was positive. Only minor
adjustments were required according to young people’s comments. The final versions are
available in the study repository [37]. In the 8-12 years version, concepts were adapted
using child-friendly language, and the answer box and instructions were simplified for
easier completion. For the 13-18 years version, we mostly clarified wording to enhance the
understanding of the questionnaire. Table 4 shows examples of changes made based on the
results from Phases 2 and 3. These final versions were revised and accepted by the young
collaborators from Phase 1 and a specialized educator from our hospital.

Table 4. Examples of changes made to Advance QoL based on feedback received (Phases 2 and 3).

Feedback Received Initial Wording Changes Made

Item originally from the parent/healthcare
professional version to contextualize the assessment:
“Situation/clinical context that may affect the
evaluation of the QoL”. Item removed as it was
judged unclear and redundant with the rest of

the questionnaire.

Here, you can write
Unclear reference down an event you'd
like to share.

The word “symptom” is derived from medical
jargon, difficult for some young people to
My other symptoms understand. The word “symptoms” was removed
are relieved. (Nausea, from the questionnaire and replaced by easy,
vomiting, diarrhea, etc.)  concrete examples.

Advance QoL—8-12

ears version Misunderstood words
v versi

and concepts

“I do not have a stomachache or a headache.”

“Adapt well” was felt inadequate in the context of

advanced cancer. We changed this into a phrase

. . . more respectful of the diverse paths and journeys of

Sensitive formulation  Iadapt well toillness. . ..
individuals.

“I feel well-adapted.”
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Table 4. Cont.

Feedback Received Initial Wording Changes Made

Advance QoL—13-18
years version

According to the feedback received, two elements
were missing: (1) the notion of “working to achieve
something” or “being in the process of doing a
project” and (2) achieving something that makes you
feel “fulfilled, satisfied and happy”.

Achievements are
when:

- I do a project or

Missing item activity that I
wanted to do. “Achievements:
- I fulfill a wishor - I do activities that I wanted to do.
dream. - I am doing something that makes me happy.

- I am doing a project.
- I fulfill a wish or dream.”

Following feedback, we added the idea of
maintaining these aspects of well-being so that
young people who already mentioned having a

Lack of precision and Suggest a way to good well-being to the items feel considered. The
sensitivf formulation improve the aspects of ~ formulation was adapted to generate ideas and
your well-being. remove the mandatory tone of the initial phrase.

“Ideas for improving or maintaining these aspects
of your well-being.”

4. Discussion

This study aimed to elaborate two PROM versions (8-12 years, 13-18 years) of Advance
QoL designed to assess the QoL of young people with advanced cancer. The research
process consisted of four phases. First, we developed preliminary versions for the two age
groups based on a proxy version with young collaborators, keeping the original spirit of
the tool [22]. Second, we tested understandability in the target population using cognitive
interviews to provide insights on issues that might otherwise have gone unnoticed [30].
The involvement of children and adolescents in the project provided high-quality feedback
and a unique perspective. The results suggest that cognitive interviewing is a rich method
for children and adolescents with cancer to collect understandability data. In line with the
objectives of this study, we gave importance to all comments raised by the participants.
Each point raised in connection with a barrier, or a positive feature of the questionnaire,
was categorized. We identified four major themes based on the participants’ feedback:
(1) issues affecting understanding of the tool; (2) issues that do not affect understanding
of the tool; (3) modifications to improve and enhance the tool; and (4) positive features of
the tool.

Although each theme was raised by children and adolescents, differences between the
age groups underscored the necessity for two versions of the tool, considering their distinct
stage of cognitive maturity, language, and abstract thinking.

The children’s concerns highlighted the necessity to use simple and concrete words
commonly used and known by young people. This result is consistent with what is sug-
gested in the literature [38]. However, it can be challenging to identify difficult words
and the appropriate reading levels for young people. Therefore, in addition to cognitive
interviews, we used readability scores which indicate the required reading level to access a
text [24]. Among the issues reported by adolescents, we found that some issues were due to
our wish to oversimplify wording. The adolescents’ reflections, sometimes very elaborate,
challenged the meaning of certain items. For some adolescents, the oversimplification of
language was detrimental to their understanding, because essential elements to under-
standing the meaning of the item were lost (e.g., see “Unclear reference” in Table 2). Thus,
readability scores were relevant for assessing text comprehension but proved insufficient
for evaluating the understandability of formulations in the refinement process.
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Furthermore, significant differences were observed between children and adolescents
regarding parental roles and involvement. During adolescent interviews, none needed
support from a parent, while most of the children did. In these cases, we informed parents
that the purpose of the meeting was to gather the child’s opinion, inviting them to step
away when the child felt comfortable. However, we noted that in most of the interviews,
the parent played a supportive reinforcing role. In some cases, parental support was
essential and even helped to focus and clarify ideas. For example, parental assistance
proved valuable, particularly in contextualizing items like “making a decision about my
care” to the child’s specific situation. This gives an insight into the parent—child dynamic
when using a self-report questionnaire like Advance QoL. We are confident that Advance
QoL is relevant, useful, and suitable for young people with advanced cancer. It has been
designed to bring the voice of children and adolescents into discussions about their QoL.
However, this should also lead us to reconsider how we define a self-report questionnaire
aimed for children. Although we developed an instrument specifically intended to collect
the perceptions of children without going through a parent or a proxy, we observed that
parental support might still be needed in some instances. This observation is possibly due
to children’s expectations, the developmental disruptions due to the illness, and parenting
habits framed by ongoing cancer treatments [39-41]. It is important to take this into
consideration, as it also provides insight into the use of self-reported questionnaires in a
real-life context outside of a research setting. For some young people, especially the younger
ones, the assistance of a parent can enhance their experience with the questionnaire. Parents
can enrich and contribute to their children’s reflections. However, despite the possible
support, it is still a questionnaire that directly assesses the child’s experience, not that of
the parent or proxy.

Finally, the theme “Items requiring thought and response beyond the cognitive capaci-
ties of the age group concerned” emerged from the interviewer’s observations. This theme
was observed during the interviews with children in response to the questions requiring
justification like “Explain why...”. We observed that children’s spontaneous answers
were often dichotomous (e.g., “yes/no” or “good/bad”), suggesting the item formulation
exceeded the cognitive abilities of the youngest participants.

The third phase of the project consisted of assessing the social validity of Advance QoL
as perceived by participants. The results indicate that young people found it acceptable,
relevant, useful, clear, and easy to use. They were also satisfied with the questionnaire. In
the 8-12 years group, difficulties with language comprehension impaired two aspects of
social validity (Supplementary File S1). Misunderstood words or concepts could potentially
hinder the tool’s usability, emphasizing the need to address comprehension difficulties.
Adolescents generally provided high social validity scores, except for motivation to use the
questionnaire. This is explained by concerns about confidentiality and burden raised by
some participants. These concerns will need to be anticipated in future implementations of
Advance QoL. It also underlines both the importance and difficulty of open communication
in severe or advanced stages of the illness [42,43].

The fourth phase of the project aimed to refine the Advance QoL self-reported question-
naires based on the Phase 2 and 3 results. A systematic analysis of the cognitive interviews,
combined with social validity data, guided us in determining the best ways to adapt the
Advance QoL questionnaires. The use of cognitive interviews for questionnaire development
led to the emergence of various outcomes for modifying and refining the questionnaires [30].
In our study, most of the comments raised by participants were either recommendations
regarding changes in wording or related to the need for additional explanation for certain
items. Therefore, the modifications mainly involved removing medical and scientific jargon
and instead using words and expressions commonly used by young individuals or adding
clarifications to clarify the meaning of items. Thus, all changes made aimed to improve
questionnaire understanding and ease of use. Indeed, to optimize adaptation for self-report
completion by children and adolescents with advanced cancer, it is essential to minimize
barriers and challenges to completion. Finally, the final versions of the questionnaires were
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approved by the research team members, including young collaborators and a specialized
educator from our hospital.

This study has several strengths. The overall feedback received from Phases 2 and
3 was positive. Clarity, pertinence, and satisfaction were high. The final versions for
children (8-12 years) and adolescents (13-18 years) were finally approved by the young
collaborators. In our latest interactions, refined versions were enthusiastically received
without further suggestions. To our knowledge, this is the first PROM developed to
evaluate the QoL of youth with advanced cancer utilizing a bottom-up development
strategy to ensure appropriate coverage of life domains identified by final users [21,22]. The
Advance QoL questionnaires were developed based on a rigorous methodology following
suggested guidelines [21-23,38,44]. The QoL dimensions had been generated and validated
in previous studies conducted specifically with advanced cancer patients [21,22]. Young
people with advanced cancer and those undergoing cancer treatments are experts for
assessing understanding of Advance QoL formulations.

Advance QoL aims to collect children’s and adolescents” own perceptions, which may
positively influence clinical discussions and decisions regarding their care and health [12].
Youth involvement in discussions about their interests, choices, and care has positive
impacts on their autonomy, self-determination, and empowerment [13,45-47], as well as on
goal identification and communication [17,18]. In practice, the use of Advance QoL would
allow clinicians to have access to critical information to guide decisions on care, in line
with current pediatric oncology standards of care [8,19,48]. It could also promote better
communication between caregivers, patients, and their families [49,50].

We should recognize the limitations of the present study. First, while Advance QoL is
specifically designed for young people with advanced cancer, recruitment challenges led to
expanding criteria to include severe conditions from the brain tumour clinic. Cognitive
interviews focused on the understanding of the tools and comments were similar across all
participants, but we cannot rule out that some of the concerns raised may be influenced by
the different contexts of care. Second, to attenuate the burden, we did not use full existing
scales to measure social validity but rather selected items from these scales. Although it
is theoretically possible that this led to validity issues for the items, all items bore clear
face validity on “clarity”, “pertinence”, and “satisfaction”. We also used the CVI to ensure
the consistency of responses to the questionnaire. Third, participant awareness of this
study’s objective may have influenced the feedback received. The research context might
have introduced a response bias. Some may have amplified their appreciation of the tool
to please the interviewer. Although particularly pertinent in a young vulnerable popula-
tion, numerous suggestions for Advance QoL’s improvement were provided, contradicting
this concern.

5. Conclusions

In this study, we elaborated two self-reported versions of Advance QoL: QoL instru-
ments for children (8-12 years) and adolescents (13-18 years) with advanced cancer. We
collected data through virtual semi-structured cognitive interviews and evaluated the
understandability and social validity of the elaborated versions with a group of 12 young
patients. The results indicate that the Advance QoL self-reported versions were well received
and that minimal adjustments were required. The Advance QoL tool is now available in
three versions (parents/professionals, children 8-12 years old, and adolescents 13-18 years
old). Future research should assess its reliability and sensitivity to change, leading to
validity and clinical implementation studies. Currently, Advance QoL has the potential to
offer valuable insights on young people with advanced cancer.

Supplementary Materials: The following supporting information can be downloaded at https:
/ /www.mdpi.com/article/10.3390/curroncol31040170/s1, File S1: Interview guide; Table S1: Result
of the content validity index (CVI). Reference [36] is cited in the Supplementary Materials.


https://www.mdpi.com/article/10.3390/curroncol31040170/s1
https://www.mdpi.com/article/10.3390/curroncol31040170/s1

Curr. Oncol. 2024, 31 2302

Author Contributions: Conceptualization and methodology, L.-A.R.,J.E, M.D., BM., M.O.-D,, S.P,
M.T.-G., M.-AM,, and S.S,; data analysis, L.-A.R., ].F,, and S.S.; investigation, L.-A.R; resources, S.P,,
M.-AM,, and S.S.; writing—original draft preparation, L.-A.R., ].F, M.D., BM., M.O.-D.,S.P, M.T.-G,,
M.-AM,, and S.S.; writing—review and editing, L.-A.R., ].F, M.D., BM., M.O.-D,, S.P, M.T.-G.,
M.-AM., and S.S.; visualization, L.-A.R. and J.E,; supervision, S.S.; project administration, L.-A.R.;
funding acquisition, M.O.-D., M.-A.M., and S.S. All authors have read and agreed to the published
version of the manuscript.

Funding: The Advance QoL program has been funded by the Fondation du CHU Sainte-Justine
(no grant number), the Réseau québécois de recherche en soins palliatifs et de fin de vie (RQSPAL;
Pilot Project 2018 call), the Coast-to-Coast Canada Foundation (no grant number, and the Canadian
Institutes of Health Research (CIHR; RNI80559).

Institutional Review Board Statement: This study was conducted according to the guidelines of the
Declaration of Helsinki, and approved by the Ethics Committee of CHU Sainte-Justine (#MP-21-2022-
3550; 25 March 2022).

Informed Consent Statement: Informed consent was obtained from all subjects involved in this study.

Data Availability Statement: The data presented in this study are available on request from the
corresponding author.

Acknowledgments: We wish to thank the patients and their families who participated in our study, as
well as the clinicians who gave their time and energy to the project. We are most grateful for the help
provided by the CHU Sainte-Justine (CHUS]) Espoir Team, the CHUS] Hematology-Oncology Day
Center team, the CHUS]J Brain Tumour Clinic, and Leucan. We also acknowledge the involvement of
the young research team members Léa-Rose Bouchard, Mathis Bouchard, Rose-Elyse Bouchard, Rosée-
Lee Coté-Fournier, and Jeanne Gosselin. We also thank Dan Huynh at CHUS] for her involvement.
Finally, we thank all of those who have allowed this research program to develop and move forward.

Conflicts of Interest: The authors declare no conflicts of interest.

References

1. American Cancer Society. Cancer in Children. Available online: https://canceratlas.cancer.org/the-burden/cancer-in-children/
(accessed on 19 November 2021).

2. Comité Consultatif des Statistiques Canadiennes sur le Cancer; Société Canadienne du Cancer; Statistique Canada et I’Agence de
la Santé Publique du Canada. Statistiques Canadiennes sur le Cancer 2021; Société Canadienne du Cancer: Toronto, ON, Canada,
2021; p. 100.

3. Ward, Z.].; Yeh, ] M.; Bhakta, N.; Frazier, A.L.; Girardi, F.; Atun, R. Global childhood cancer survival estimates and priority-setting:
A simulation-based analysis. Lancet Oncol. 2019, 20, 972-983. [CrossRef] [PubMed]

4. Baker, ].N.; Levine, D.R,; Hinds, P.S.; Weaver, M.S.; Cunningham, M.].; Johnson, L.; Anghelescu, D.; Mandrell, B.; Gibson, D.V.;
Jones, B.; et al. Research Priorities in Pediatric Palliative Care. . Pediatr. 2015, 167, 467—470.e463. [CrossRef] [PubMed]

5. Carnevale, F.A. Conclusion: Une perspective éthique sur le soutien aux familles d’enfants atteints de conditions chroniques
complexes. In Le Soutien aux Familles D’enfants Gravement Malades: Regards sur des Pratiques Novatrices; Collection Problémes
Sociaux et Interventions Sociales; Mongeau, S., Champagne, M., Lussier, L., Eds.; Presses de 1'Université du Québec: Québec, QC,
Canada, 2014; p. 217.

6.  World Health Organization [WHO). Integrating Palliative Care and Symptom Relief into Paediatrics: A WHO Guide for Health Care
Planners, Implementers and Managers; WHO: Geneva, Switzerland, 2018; p. 96.

7. Wiener, L.; Kupst, M.].; Pelletier, W.; Kazak, A.E.; Thompson, A.L. Tools to guide the identification and implementation of care
consistent with the psychosocial Standards of care. Pediatr. Blood Cancer 2020, 67, e28586. [CrossRef] [PubMed]

8. Kazak, A.E.; Abrams, A.N.; Banks, J.; Christofferson, J.; DiDonato, S.; Grootenhuis, M.A.; Kabour, M.; Madan-Swain, A.; Patel,
S.K.; Zadeh, S.; et al. Psychosocial Assessment as a Standard of Care in Pediatric Cancer. Pediatr. Blood Cancer 2015, 62, 426—459.
[CrossRef] [PubMed]

9.  Chen,],; Ou, L,; Hollis, S.J. A systematic review of the impact of routine collection of patient reported outcome measures on
patients, providers and health organisations in an oncologic setting. BMC Health Serv. Res. 2013, 13, 211. [CrossRef] [PubMed]

10.  Varni, ] W,; Burwinkle, T.M.; Lane, M.M. Health-related quality of life measurement in pediatric clinical practice: An appraisal
and precept for future research and application. Health Qual. Life Outcomes 2005, 3, 34. [CrossRef] [PubMed]

11.  Antunes, B.; Harding, R.; Higginson, 1.].; Euroimpact. Implementing patient-reported outcome measures in palliative care clinical
practice: A systematic review of facilitators and barriers. Palliat. Med. 2014, 28, 158-175. [CrossRef] [PubMed]

12.  Carnevale, FA. Ethical challenges in pediatric palliative care medicine. Med. Palliat. Soins De Support Accompagnement Ethique

2012, 11, 246-251. [CrossRef]


https://canceratlas.cancer.org/the-burden/cancer-in-children/
https://doi.org/10.1016/S1470-2045(19)30273-6
https://www.ncbi.nlm.nih.gov/pubmed/31129029
https://doi.org/10.1016/j.jpeds.2015.05.002
https://www.ncbi.nlm.nih.gov/pubmed/26028284
https://doi.org/10.1002/pbc.28586
https://www.ncbi.nlm.nih.gov/pubmed/32681765
https://doi.org/10.1002/pbc.25730
https://www.ncbi.nlm.nih.gov/pubmed/26700916
https://doi.org/10.1186/1472-6963-13-211
https://www.ncbi.nlm.nih.gov/pubmed/23758898
https://doi.org/10.1186/1477-7525-3-34
https://www.ncbi.nlm.nih.gov/pubmed/15904527
https://doi.org/10.1177/0269216313491619
https://www.ncbi.nlm.nih.gov/pubmed/23801463
https://doi.org/10.1016/j.medpal.2012.08.001

Curr. Oncol. 2024, 31 2303

13.

14.

15.
16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.
31.

32.

33.

34.

35.

36.
37.

38.

39.

40.

Hinds, PS.; Menard, J.C.; Jacobs, S.S. The child’s voice in pediatric palliative and end-of-life care. Prog. Palliat. Care 2012, 20,
337-342. [CrossRef]

Irwin, D.E.; Varni, ].W.; Yeatts, K.; DeWalt, D.A. Cognitive interviewing methodology in the development of a pediatric item bank:
A patient reported outcomes measurement information system (PROMIS) study. Health Qual. Life Outcomes 2009, 7, 3. [CrossRef]
Bluebond-Langner, M. The Private Worlds of Dying Children; Princeton University Press: Princeton, NJ, USA, 1978. [CrossRef]
Jordan, M.; Keefer, PM.; Lee, Y.A.; Meade, K.; Snaman, ].M.; Wolfe, J.; Kamal, A.; Rosenberg, A. Top Ten Tips Palliative Care
Clinicians Should Know About Caring for Children. J. Palliat. Med. 2018, 21, 1783-1789. [CrossRef] [PubMed]

Snaman, J.; McCarthy, S.; Wiener, L.; Wolfe, J. Pediatric Palliative Care in Oncology. J. Clin. Oncol. 2020, 38, 954-962. [CrossRef]
[PubMed]

Wangmo, T.; De Clercq, E.; Ruhe, K.M.; Beck-Popovic, M.; Rischewski, ].; Angst, R.; Ansari, M.; Elger, B.S. Better to know than to
imagine: Including children in their health care. AJOB Empir. Bioeth. 2017, 8, 11-20. [CrossRef] [PubMed]

Friedel, M.; Aujoulat, I.; Dubois, A.; Degryse, J. Instruments to Measure Outcomes in Pediatric Palliative Care: A Systematic
Review. Pediatrics 2019, 143, €20182379. [CrossRef] [PubMed]

Coombes, L.H.; Wiseman, T.; Lucas, G.; Sangha, A.; Murtagh, FE. Health-related quality-of-life outcome measures in paediatric
palliative care: A systematic review of psychometric properties and feasibility of use. Palliat. Med. 2016, 30, 935-949. [CrossRef]
[PubMed]

Avoine-Blondin, J.; Parent, V.; Lahaye, M.; Humbert, N.; Duval, M.; Sultan, S. Identifying domains of quality of life in children
with cancer undergoing palliative care: A qualitative study with professionals. Palliat. Support. Care 2017, 15, 565-574. [CrossRef]
[PubMed]

Avoine-Blondin, J.; Dumont, E.; Marquis, M.A.; Duval, M.; Sultan, S. Quality of life in childhood advanced cancer: From
conceptualization to assessment with the Advance QoL tool. BMC Palliat Care 2022, 21, 138. [CrossRef] [PubMed]

Robichaud, L.-A.; Olivier-D’Avignon, M,; Felipe, J.; Ehrenfeld, H.-F.-T.; Marquis, M.-A.; Michon, B.; Rondeau, E.; Tyo-Gomez,
M.; Duval, M.; Sultan, S. Processus pour le développement d’'une stratégie d’évaluation de la qualité de vie en cancer avancé
pédiatrique. Psycho-Oncologie 2024, 1-10. [CrossRef]

Influence Communication. Scolarius: Mesurer Pour Mieux se Comprendre. Available online: https://www.scolarius.com
(accessed on 29 September 2020).

Cataudella, D.; Morley, T.E.; Nesin, A.; Fernandez, C.V; Johnston, D.L.; Sung, L.; Zelcer, S. Development of a quality of life
instrument for children with advanced cancer: The pediatric advanced care quality of life scale (PAC-QoL). Pediatr. Blood Cancer
2014, 61, 1840-1845. [CrossRef]

Varni, J.W.; Seid, M.; Rode, C.A. The PedsQL: Measurement model for the pediatric quality of life inventory. Med. Care 1999, 37,
126-139. [CrossRef]

Etikan, I. Comparison of Convenience Sampling and Purposive Sampling. Am. J. Theor. Appl. Stat. 2016, 5, 1-4. [CrossRef]
Bruchez, C.; Roux, P.; Santiago Delefosse, M. Chapitre 10. Validité et qualité en recherche qualitative: Aspects pratiques. In
Les Meéthodes Qualitatives en Psychologie et Sciences Humaines de la Santé; Santiago Delefosse, M., del Rio Carral, M., Eds.; Dunod:
Malakoff, France, 2017; pp. 225-241.

Mays, M.; Pope, C. Qualitative Research in Health Care: Assessing Quality in Qualitative Research. Br. Med. J. 2000, 320, 50-52.
[CrossRef] [PubMed]

Willis, G.B. Cognitive Interviewing: A Tool for Improving Questionnaire Design; Sage Publications: Thousand Oaks, CA, USA, 2005.
Knafl, K.; Deatrick, J.; Gallo, A.; Holcombe, G.; Bakitas, M.; Dixon, J.; Grey, M. The analysis and interpretation of cognitive
interviews for instrument development. Res. Nurs. Health 2007, 30, 224-234. [CrossRef] [PubMed]

Kazdin, A. Social validity. In Encyclopedia of Statistics in Behavioral Science; Everitt, B., Howell, D., Eds.; Wiley: Hoboken, NJ, USA,
2005; Volume 4, pp. 1875-1876.

Manne, S.; Mee, L.; Bartell, A.; Sands, S.; Kashy, D.A. A randomized clinical trial of a parent-focused social-cognitive processing
intervention for caregivers of children undergoing hematopoetic stem cell transplantation. J. Consult. Clin. Psychol. 2016, 84,
389—401. [CrossRef] [PubMed]

Carter, S.L.; Wheeler, ].J. The Social Validity Manual: Subjective Evaluation of Interventions; Elsevier Science: Amsterdam, The
Netherlands, 2019.

Foster, S.L.; Mash, E.]. Assessing social validity in clinical treatment research: Issues and procedures. J. Consult. Clin. Psychol.
1999, 67, 308-319. [CrossRef]

Yusoff, M.S.B. ABC of Content Validation and Content Validity Index Calculation. Educ. Med. J. 2019, 11, 49-54. [CrossRef]
Robichaud, L.-A; Felipe, ].; Duval, M.; Michon, B.; Olivier-D’Avignon, M.; Perreault, S.; Tyo-Gomez, M.; Marquis, M.-A.; Sultan,
S. Self-Report Versions of Advance QoL; Borealis: Toronto, ON, Canada, 2024. [CrossRef]

Arbuckle, R.; Abetz-Webb, L. “Not Just Little Adults”: Qualitative Methods to Support the Development of Pediatric Patient-
Reported Outcomes. Patient 2013, 6, 143-159. [CrossRef]

Long, K.A.; Marsland, A.L. Family Adjustment to Childhood Cancer: A Systematic Review. Clin. Child Fam. Psychol. Rev. 2011, 14,
57-88. [CrossRef] [PubMed]

Tillery, R.; Long, A.; Phipps, S. Child Perceptions of Parental Care and Overprotection in Children with Cancer and Healthy
Children. J. Clin. Psychol. Med. Settings 2014, 21, 165-172. [CrossRef]


https://doi.org/10.1179/1743291X12Y.0000000035
https://doi.org/10.1186/1477-7525-7-3
https://doi.org/10.1515/9780691213088
https://doi.org/10.1089/jpm.2018.0482
https://www.ncbi.nlm.nih.gov/pubmed/30289325
https://doi.org/10.1200/JCO.18.02331
https://www.ncbi.nlm.nih.gov/pubmed/32023163
https://doi.org/10.1080/23294515.2016.1207724
https://www.ncbi.nlm.nih.gov/pubmed/28949869
https://doi.org/10.1542/peds.2018-2379
https://www.ncbi.nlm.nih.gov/pubmed/30530504
https://doi.org/10.1177/0269216316649155
https://www.ncbi.nlm.nih.gov/pubmed/27247087
https://doi.org/10.1017/S1478951516001048
https://www.ncbi.nlm.nih.gov/pubmed/28137343
https://doi.org/10.1186/s12904-022-01025-z
https://www.ncbi.nlm.nih.gov/pubmed/35909112
https://doi.org/10.32604/po.2024.046496
https://www.scolarius.com
https://doi.org/10.1002/pbc.25115
https://doi.org/10.1097/00005650-199902000-00003
https://doi.org/10.11648/j.ajtas.20160501.11
https://doi.org/10.1136/bmj.320.7226.50
https://www.ncbi.nlm.nih.gov/pubmed/10617534
https://doi.org/10.1002/nur.20195
https://www.ncbi.nlm.nih.gov/pubmed/17380524
https://doi.org/10.1037/ccp0000087
https://www.ncbi.nlm.nih.gov/pubmed/26913620
https://doi.org/10.1037/0022-006X.67.3.308
https://doi.org/10.21315/eimj2019.11.2.6
https://doi.org/10.5683/SP3/OYVBPC
https://doi.org/10.1007/s40271-013-0022-3
https://doi.org/10.1007/s10567-010-0082-z
https://www.ncbi.nlm.nih.gov/pubmed/21221783
https://doi.org/10.1007/s10880-014-9392-5

Curr. Oncol. 2024, 31 2304

41.

42.

43.

44.

45.

46.

47.

48.

49.

50.

Hullmann, S.E.; Wolfe-Christensen, C.; Meyer, W.H.; McNall-Knapp, R.Y.; Mullins, L.L. The relationship between parental
overprotection and health-related quality of life in pediatric cancer: The mediating role of perceived child vulnerability. Qual Life
Res. 2010, 19, 1373-1380. [CrossRef]

Kaye, E.C.; Snaman, ].M.; Johnson, L.; Levine, D.; Powell, B.; Love, A.; Smith, J.; Ehrentraut, ].H.; Lyman, J.; Cunningham, M.;
et al. Communication with Children with Cancer and Their Families Throughout the Illness Journey and at the End of Life. In
Palliative Care in Pediatric Oncology; Wolfe, J., Jones, B.L., Kreicbergs, U., Jankovic, M., Eds.; Springer International Publishing:
Cham, Germany, 2018; pp. 55-93.

Wiener, L.; Zadeh, S.; Wexler, L.H.; Pao, M. When silence is not golden: Engaging adolescents and young adults in discussions
around end-of-life care choices. Pediatr. Blood Cancer 2013, 60, 715-718. [CrossRef] [PubMed]

Food and Drug Administration [FDA]. Guidance for industry: Patient-reported outcome measures: Use in medical product
development to support labeling claims: Draft guidance. Health Qual. Life Outcomes 2006, 4, 79. [CrossRef] [PubMed]
Carnevale, FA. Listening authentically to youthful voices: A conception of the moral agency of children. In Toward a Moral
Horizon: Nursing Ethics for Leadership and Practice, 2nd ed.; Rodney, P.A., Starzomski, R.C., Storch, J.L., Eds.; Pearson Canada:
Toronto, ON, Canada, 2012; p. 559.

Gaucher, N.; Payot, A. Focusing on relationships, not information, respects autonomy during antenatal consultations. Acta
Paediatr. 2017, 106, 14-20. [CrossRef] [PubMed]

Walter, ].K.; Ross, L.E. Relational autonomy: Moving beyond the limits of isolated individualism. Pediatrics 2014, 133, 16-23.
[CrossRef] [PubMed]

Avoine-Blondin, J.; Parent, V,; Fasse, L.; Lopez, C.; Humbert, N.; Duval, M.; Sultan, S. How do professionals assess the quality of
life of children with advanced cancer receiving palliative care, and what are their recommendations for improvement? BMC
Palliat. Care 2018, 17, 71. [CrossRef]

Soulas, T.; Brédart, A. Qualité de vie et santé. In Psychologie de la Santé; Sultan, S., Varescon, 1., Eds.; Presses Universitaires de
France: Paris, France, 2012; pp. 17-40.

Wilson, E.; Seymour, ]. The importance of interdisciplinary communication in the process of anticipatory prescribing. Int. ]. Palliat.
Nurs. 2017, 23, 129-135. [CrossRef]

Disclaimer/Publisher’s Note: The statements, opinions and data contained in all publications are solely those of the individual
author(s) and contributor(s) and not of MDPI and/or the editor(s). MDPI and/or the editor(s) disclaim responsibility for any injury to
people or property resulting from any ideas, methods, instructions or products referred to in the content.


https://doi.org/10.1007/s11136-010-9696-3
https://doi.org/10.1002/pbc.24490
https://www.ncbi.nlm.nih.gov/pubmed/23483724
https://doi.org/10.1186/1477-7525-4-79
https://www.ncbi.nlm.nih.gov/pubmed/17034633
https://doi.org/10.1111/apa.13590
https://www.ncbi.nlm.nih.gov/pubmed/27628458
https://doi.org/10.1542/peds.2013-3608D
https://www.ncbi.nlm.nih.gov/pubmed/24488536
https://doi.org/10.1186/s12904-018-0328-y
https://doi.org/10.12968/ijpn.2017.23.3.129

	Introduction 
	Materials and Methods 
	Phase 1: Elaboration 
	Phases 2 and 3: Evaluation of the Understandability and the Social Validity 
	Participants and Recruitment 
	Data Collection 
	Data Analysis 

	Phase 4: The Final Adaptation 

	Results 
	Phase 1: Elaboration Process 
	Phases 2 and 3 
	Sample Characteristics 
	Cognitive Interviews 
	Social Validity Questionnaire 

	Phase 4: The Final Adaptation 

	Discussion 
	Conclusions 
	References

