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Patient-reported means:

The American Food and Drug Administration defines patient-reported (includes patient-
reported outcome, PROs, and PREMS) as

"measurement of any aspect (...) that comes directly from
the patient (i.e., without the interpretation of the patient's
responses by a physician or anyone else)".

Health USDo, Human Services FDACTDE, Research, et al. Guidance for d typt ent-reported outcome me
medical product development to support la bl ng claims: dra ftg idan alth Qual Life Outcomes. Oct 11 2006479



Rigshospitalet
Mary Elizabeths Hospital

Patient-reported means:

The American Food and Drug Administration defines patient-reported (includes patient-
reported outcome, PROs, and PREMS) as

"measurement of any aspect (...) that comes directly from
the patient (i.e., without the interpretation of the patient's
responses by a physician or anyone else)".

Health USDo, Human Services FDACTDE, Research, et al. Guidance for d stry: patient-reported outcome me
medical product development to support la bl ng claims: dra ftg idance. Health Qual Life Outcomes. Oct 11 2006479




Rigshospitalet
Mary Elizabeths Hospital

Patient-reported experience
measures (PREMs) are tools
that capture “what” happened
during an episode of care, and
“how” 1t happened from the
perspective of the patient.

Bull C, Byrnes J, Hettiarachchi R, Downes M. A systematic review of the validity and reliability of patient-reported exp4d
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PREMs are not satisfaction questionnaires

PATIENT
SATISFACTION

“PREMSs differ from the more subjective patient satisfaction measures,
which are an indication of how well a patient's expectations were met”

¥
]

Bull C, Byrnes J, Hettiarachchi R, Downes M. A systematic review of the validity and reliability of patient-reported experience measures. Health Serv Res. 2019:54(5):1023-35.
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How and where are PREMs used in paediatrics?
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Patient experience or patient satisfaction? A systematic review of
child- and family-reported experience measures in pediatric surgery
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ARTICLE INFO ABSTRACT

Artide history: Pumpose: Patient-reported outcome measures (PROMs) and patient-reported experience measures

Received 15 December 2022 (PREMs) are increasingly recognized as important health care quality indicators. PREMs measure pa-

Accepted 2 January 2023 tients' perception of the care they have received, differing from satisfaction ratings, which measure their
expectations. The use of PREMs in pediatric surgery is limited, prompting this systematic review to assess

gﬁi’;"""-“ their characteristics and identify areas for improvement.

Methods: A search was conducted in eight databases from inception until January 12, 2022, to identify

PREMs used with pediatric surgical patients, with no language restrictions. We focused on studies of

patient experience but also induded studies that assessed satisfaction and sampled experience domains.

The quality of the included studies was appraised using the Mixed Methods Appraisal Tool.

Results: Following title and abstract screening of 2633 studies, 51 were incduded for full-text review, of

which 22 were subsequently excuded because they measured only patient satisfaction rather than

experience, and 14 were excluded for a range of other reasons. Qut of the 15 included studies, ques-

tionnaires used in 12 studies were proxy-reported by parents and in 3 by both parents and children;

none focused only on the child. Most instruments were developed in-house for each spedfic study,

without patients’ involvement in the process, and were not validated

Conclusions: Although PROMs are increasingly used in pediatric surgery, PREMSs are not yetin use, being

typically substituted by satisfaction surveys. Significant efforts are needed to develop and implement

PREM s in pediatric surgical care, in order to effectively capture children’s and families® voices.

Level of evidence: IV

© 2023 The Author(s). Published by Elsevier Inc. This is an open access article under the CC BY-NC-ND
license (http://creativecommons.org/licenses by-nc-nd/4.0f).

Patient satisfaction
Patient-reported experience
Pediatric surgery

1. Introduction patient symptoms, functional status, quality of life, and health-

related quality of life (HRQOL) [2,3]. PREMs measure patients’

Patient-reported outcome measures (PROMs) and patient-
reported experience measures (PREMs) are critical for collecting
information on patient care [1]. PROMs can measure patients’
health status and the impact of a disease or treatment, including

Abbreviations: CYP, Children and Young People; HIC, High-income countries:
HROOL, Health-Related Quality of Life; PREMs, Patient-Reported Experience Mea-
sures; PROMs, Patient-Reported Outcome Measures; USA, United States.

* Corresponding author. Harvey E. Beardmore Division of Pediatric Surgery, The
Montreal Children's Hospital, Room B04.2022, 1001 Decarie Boulevard, Montreal,
Quebec H4A 3]1, Canada. Tel.: +1514 412 4498: fax: +1 514 412 4289,

E-mail address: Ikedan poenaru@mcgill.ca (D. Poenaru).

https://doiorg/10.1016 . jpedsurg 2023.01.015

perception of their experience with the healthcare received [2]. The
use of PROMs and PREMs has been shown to lead to shared deci-
sion-making, improved communication, and detection of over-
looked problems, ensuring better and individualized care [4]. These
instruments can also influence healthcare interventions, resource
allocation, and policymaking [1,4,5]. PROMs and PREMs are com-
plementary tools and should be used together to capture a com-
plete patient-centered journey [6].

A PREM exists to capture “what” happened during an episode of
care and “how"” it happened from the patient's perspective [2].
PREMSs cover domains like communication with staff, access to in-
formation, care received, physical and emotional support, shared

0022-3468/0 2023 The Author(s). Published by Elsevier Inc. This is an open access article under the CC BY-NC-ND license (http:f/creativecommons.org/licenses/by-ne-nd/4.0/).
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Bele S, Teela L, Zhang M, Rabi S, Ahmed S, Van Oers HA, et al. Use of Patient-Reported Experience Measures in Pediatric Care: A Systematic Review. Frontiers in pediatrics. 2021;9.
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Use of Patient-Reported Experience
Measures in Pediatric Care: A
Systematic Review
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Introduction: Patient-reported Experience  Measures  (PREMs) are  validated
questionnaires, that gather patients’ and families’ views of their experience receiving
care and are commonly Used to measure the quality of care, with the goal to make care
more patient and farrily-centered. PREMs are increasingly being adopted in pediatric
population, however knowledge gaps exist around understanding the Use of PREMs
in pediatrics.

Objective: To identify and synthesize evidence on the use of PREMs in pediatric
hesltheare settings and their characteristics.

Evidence Review: Prefered Reporting lems for Systemaiic Reviews and
Meta-Analysis guidelines governed the conduct and reporting of this review. An
exhaustive search strategy was appiied to MEDLINE, EMBASE, PsycINFO, Cachrane
Library, and CINAHL databases to identify relevant peer-reviewed articles from high-
income countries. Additionally, gray kterature was searched to capture real-world
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of PREMs. Al th, creened independently by
in two steps. Data was extracted independently, synthesized, and tabulated. Findings
from gray literature was synthesized and reported separately. Flisk of bias for the studies
identffied through scientific databases was assessed independently by two reviewers
using the National Institutes of Heaith Quaiity Assessment Tool for Observational Gohort
and Cross-Sectional Studies.

Results: The initial search identified 15,457 articles. After removing duplicates, the title
and abstracts of 11,543 articles were screened. Seven hundred ten articles were sligible
for full-text review. Finally, 83 articles met the criteria and were included in the anaiyses.
Of the B3includes studies conducted in 14 countries, 48 were conducted in USA, 25 in
European countries and 10in other countries. These B3 studies reported on the Lse of 39
ifferent PREMs in pecliatric healthcare settings. The gray lierature refrieved 10 addtional
PREMs. The nurmber of items in thess PREMs ranged from 7 o 89. Twenty-three

88
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Of 39 identified PREMs, how many do you th
developed to target children or adolescents?

Internet
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"Description of message sending methods"

"It will be inserted after you've started a session”
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The question will open
when you start your

session and slideshow.



Of 39 identified PREMs, how many do you th
developed to target children or adolescents? eisiieeomersistozoone

you've started your session and your slide

show.
A. 0-9 25.0% In the meantime, feel free to change the looks
of your results (e.g. the colors).
B. 10-19 50.0%
C. 20-29 75.0%



”6 out of 39 PREMSs

had been explicitly developed for completion by the
peadiatric patient themselves”

Bele S, Teela L, Zhang M, Rabi S, Ahmed S, Van Oers HA, et al. Use of Patient-Reported Experience Measures in Pediatric Care: A Systematic Review. Frontiers in pediatrics. 2021;9.
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US early movers
Trending in high-income countries
Key marker for patient-centred care

Central to value-based healthcare systems

8
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Why use patient-reported
experience measures?

94



Rigshospitalet
Mary Elizabeths Hospital

Where
What are opportunities to Where
can we learn about improve quality of should our hospital
the patients who care? focus efforts to
report the best improve patient
experiences? experiences?
- Which
VIVhat . Opportunities to learn and department or
can we learn abou i
o = h tal can | look
our patients? improve patient-centred s

cdre practices?
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