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Use of PREMs urt
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« Six PREMs developed and tested by i

children and young people for children

o
and young people a
* Age groups: 8-11, 12-13, 14-16 years ﬁ

« Accessible version for children and
young people with a learning disability

« Setting: Inpatient and outpatient

« Translated into four different languages
for international use

Wray J, Hobden S, Knibbs S, et al Hearing the voices of children and young people to develop and test a patient-reported experience
measure in a specialist paediatric setting. Archives of Disease in Childhood 2018;103:272-279.

Nafees Z, Ferreira J, Guadagno E, Wray J, Anderzén-Carlsson A, Poenaru D. Adaptation, translation, and validation of a patient-
reported experience measure for children and young people for the Canadian context. J Pediatr Surg. 2024 May;59(5):810-817

Nordlind A, Anderzén-Carlsson A, Sundqvist AS, Angeby K, Wray J, Oldham G, Almblad AC. Translation, cultural adaptation and
validation of a patient-reported experience measure for children. Health Expect. 2024 Feb;27(1):e13924
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Current role

* Further development and testing accessible version
* Further development and testing with 4-7year olds

» Use with other patient cohorts
» Disease specific — children/young people with cancer
 Children/young people who are autistic
* English as second language

* Rollout process
* Timing

Data capture

Data analysis

Reporting

Feasibility

Resources
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NATIONAL PATIENT EXPERIENCE QUESTIONNAIRS
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Cik bief, Jisuprat, persondiz aret Jums iursEs sr cisnu? [Arzg]

W3l glimnicas izraksts norEdits informacia Jume oijE petiskami ssorotama?

Lidzu, norvErtSjier, oik DieX zemik mingoezpetEkl pa/EE-10s epmisninz: [Gultsz velzz frina]

Dirmg iz izrakatja no slimnicaz, vai veseToas soripes apeciSlist eniedza szosotamu informEciju: [k8 Eturpina Sratdianos un/val aorips

Cik bleli, JOauorat, persondie pret Jums iturdjEs ar cienu? [Maszzs/Ereta pafigifveomites]

Pirma pigkritst Srat@2anal. val [0z sanémat no Sretniscinas personss ssprotEmu infiormaciiy periezpSEmiam seguvumism un rizkism szresgumizmy komplikicjam Jizd Srzté8snzs procesd?
Cik bisdl, Jl=ugrat, persandlearet Jums murSjSe er cienu? [Citf nods|se darkinieki (mazas p=ligl, sanitsd un oti)]

Lidzu, novertSjiet, ok biel zemzk mintespstak) palEt3 . ds apmisnindia: [Apgsismojums]

Hirmz Jiz izrzkstjz no glimnicas, vai veseloas apripes apeciElist enisd=s szprommu informEcije [kS fetot izreketitos medikamentus, izskaitot tog, kurus FetoiEt pirme Sretéasnds sfmnics (pieméram. Iaiks, kad jElieto
aiea, espiamaa blizkuaparadibaa, wtt ]

Cik bleS vz Uzdotzjiem jautEiumiem Jiz sanEmiat szprotameas athildes no: [Arestiem]

Pirmz iz izrekadjz no slimnicas, vai veselioss soripes speciEliat eniedza saprotamu informEciju: [ar ko saoindties, jz mEiEs rodes vessioes prooSmas (piemEram, 2r steciondrz Sretdjodo Sretu, gimenes Erem,
nestickamo medicings palld=ibu, vai kidu oitu)]

Wzl Jilz pistigkamiisesistz [Emumu pisgemzans par Jizu Sretéfznas procezu?
Lidzu, nowErtgjies, oik bieZ zemEk mingte 2petEkl palEtE J 0= spmieringiz: [Telpu fiiba]
bz, Jozuprat, veselfoas 2pripes soecidlizti darfjs visu i=sg8Emoe, |3 pefdoéu mazindt s8pes?

Birmis-J iz izrakatja no slimnicas, vai vaselhas aoripes apecialist enledza szpaotamu informeciu: [kam turpmak j3pievers uzmaniba {piemeram, iespSizmie simpboni; 22j0tas un veseibas problémas), un jebeiliimug, k3
2zj3s situEas rhotiss]

Lidzu, norvErtSjier, oik DieX cemik mingoezpetEkl pa/EE.10e apmizringia: [Naktemiers]

Cik biadi ur uzdotapem RutSjumiem Jis sanémat saprotames sthildes no: [MasZmifErsts paligiem/vecmatem]

Wai Jis sftmnicd jutities padiecingta par szvas aratéianas un apripes drodibu?

Ldzu, novértdjiet, ik oiell zemak mingtie apetSkl palds s spmieringia; [Temparstind]

Cik bisli Sretiecbas pereondie pirma 22y levedidznas/dodanzs: [Jums pastistiz, k3dem nollkem 53 paredestas]

=i veselbes apripes speciilztl, kun Jiz iovaicEfz, iIzmeklSiz un Sretdje, iepecietingis ar eevi — nos=ucs 2Evy vardw, uzvErdu, 2mstu?

Cik biadi ur uzdotajiem RuSjumiam.Jis sanémit saprotames stblides no: [Citiem darbiniekiem (mazss paligiem sznitirem un ctiam)]
Lidzu, novwErtEjist, cik bied cemik minSte 2patSkl paias J0s sprieringja: [Klusuma]

Cikbiesd Sratniecibas pereonsie parfiecingjde par Jieu identitat {pajEutSja JOeu vardu, uorErdu, pSroandia pacients identifkScijas Soroces datue) plimna ievadija|edeva z3les, velca disgnoztizi ZmeklEiuml vai
Sraenieciaku manipuEoju?

Yai uzturedanas k3 veaelhas apripes apecialisti paidzaz Jume parvaret ballea vn sztravkusmu par Jiey vessefbaa skavoki?

Cik biedi Srstniec’bas perzondiz pirma r&lu levadifanasdofanas [Jums ssproemE veids izzéaidroja feepdiamis blskusparsdioas]
Lidzy, novirtafiet, ok biedi emak mindtie 2ostak] pal3E Jie apmieningia: [Edingiang]

Cik bisli péc "treukames poges" nespiefanae Jlz sandmSttlftaju pafddbu?

Ws! SratniecTtizs iziki sandmat peihoemocionslo sthalezu?
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https://docs.google.com/spreadsheets/d/1DUF2isFWsqVSYhbaACYtbgcLi_YjDqpE3GLQIVgkKQg/edit#gid%3D69851113
https://docs.google.com/spreadsheets/d/1DUF2isFWsqVSYhbaACYtbgcLi_YjDqpE3GLQIVgkKQg/edit#gid%3D69851113
https://www.linkedin.com/in/vita-steina
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PREM-Ped For children by children

Development of Patient Reported Experience Measures In
Pediatric Healthcare (PREM-PED)

Eva Brostrom, Professor, Karolinska University Hospital/Karolinska Institutet

Cecilia Bartholdson, Associate Professor, PhD, Karolinska Institutet

Marika Wenemark, Associate Professor, PhD, Linkdpings Universitet, Karolinska Instituet
Johanna Granhagen Jungner, Assistent Professor, PhD, Karolinska Institutet

Maura Iversen, Professor, Harvard Medical School, Karolinska Institutet
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Practices for PREM-Ped at Astrid Lindgren Children’s Hospital

Principles for questions
Few questions with easy language
Response options that match the children’s spontaneous answers

2024

7 questions

2019 Management PREM-Ped 2020 PREM-Ped

2022 PREM-Ped

decision — to develop a 12to 9 5 questions

generic PREM-PED 16 questions questions

in-patient

» Automated process from nov 2022 in Swedish Healthcare Guide 1177
« <12 years: guardians together with children
* >13 years: children themselves

Eva Brostrom PREPARE 2024 110
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1. F 2. Coanitive intervi Will be professional
. Focus group . Cognitive interviews ranslated in the next step

4 rounds
24 children aged 4-17

How good were the healthcare staff at listening to you?
Very good
Pretty good
Pretty bad
Very bad
Child with positive response: Child with negative response:
They asked me how | felt and everything [Josef 11] When they talk to the parents, but it is the child who is in pain

[Karen 14]

Eva Brostrom PREPARE 2024 111



How good were the healthcare staff to explain things to you?
Very good

Pretty good

Pretty bad

Very bad

A more direct question about involvement in decisions
didn’t work because it was difficult to read and
understand.

The new easier question capture that they try to
understand what the child need by asking questions
directly to the child, by listening to what they describe
and trying to respect how for example the child want a
procedure to be done.

‘\gu Iy

Seduz Karglinska ¢
g?%gz 7 Institutet KARCLENSICA

Wnp 18°

Issa 6 years old

Hm... pretty good. But it is a lot of things | don’t understand.
Interviewer: How would you like them to explain?

[Thinking] That they show me. Then | understand better - when
they show me.

Eva Brostrom PREPARE 2024 112
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Central Denmark Region

Claus Sixtus Jensen

PhD, MHSc(Nurs), RN
Associate Professor in Children’s Nursing and
Clinical Nurse Specialist

Unit for Research and Development in Nursing
for Children and Young People

Department of Paediatrics and Adolescent
Medicine, Aarhus University Hospital

Research Center for Emergency Medicine,
Aarhus University Hospital and Aarhus
University

AARHUS

NI s Mail: claus.sixtus@skejby.rm.dk e Aok



Central Denmark Region

Current use of or practices for
patient-reported experiences
measures (PREM) at your
institution

Survey Outpatient Clinic (n=356)
Ongoing research

Paper vs Online

AARHUS

NI Mail: claus.sixtus@skejby.rm.dk s - o EnAu o



PREPARE panel Discussion sant3om de 8
“Patient-reported experience measures (PREM) in paediatrics: SJD Ene oeana

panel debate about possibilities and challenges”

Joan Vinyets i Rejon, PhD
Head of Patient Experience at SJD Children’s Hospital, Barcelona

joan.vinyets@sjd.es




The SJD Barcelona Children’s Hospital SJD S e

We are a specialized paediatric center dedicated to
comprehensive care for women, children, and adolescents

More than 450,000 children treated per year

WHO ARE WE? In numbers - Year 2023

» OHSJD paediatric ACTIVITY

monographic hospital # Discharges: 25.760
» University Hospital # Emergencies: 125.213
»  Private Non-profit # Consultations: 352.423
#
#

» Long-term agreement with Deliveries: 3.412
Public System Surgeries: 16.325

WHAT DO WE DO?

» Basic and reference activity
(national and international)
» Complex and rare diseases

RESOURCES

# Beds: 353
# Professionals; 3.406




Current use of PREM at HSJD

We don't rely only on PREMS

We gather patient experience in a wide variety of ways -
questionnaire surveys, personal interviews, focus grups and
in-depth interviews- to collect data and gain insights into
patient's experience and preferences.

Other sources of feedback on patient experience

include:

= NPS surveys -transactional (24 hours after) and relational
(>50.000 inputs/year)

=  Complaints and compliments received by open-ended
question after they have given their rating in the NPS
survey
(Sentiment Analysis)

= Comments and feedback from patient-families and from
social media (Sentiment Analysis)

=  Comments and feedback from specific council groups -
family council and young patients council

= Patient experience specific research projects

The team:
Patient feedback: 4 professionals + Patient experience:
6 professionals

Work with structured (NPS, CSAT,
NSS) and unstructured information
(forms, comments, surveys).

Listening and asking questions to
gather information from stakeholders
through different channels.

VOICE OF
PATIENT

Provide feedback to patients and Monitor and report data for

improvement actions, involving
patients and professionals in
identifying, developing, and
implementing solutions.

professionals using "Close the
Loop" tools. Share outcomes of
improvements, project participation,
and prototype validation.



Food for thought

= Child-patient instruments that currently hospital employ are
normally based on the expectations of adults, administrative goals
set by the Health Care Authorities or the Hospital

= Children have a unique awareness of their own experiences and
can convey their thoughts if they are given the opportunity.
» Are we gathering their own experiences..?
» Are we taking into account variations in cognitive development and
language, age, sex, health status, and presence of longstanding
psychological or emotional conditions...?

Challenge:

There is a clear need for the development of patients-appropriate
instruments that capture the direct feedback of hospitalized children,
on their experiences in an age-appropriate and culturally accessible
way.
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Rigshospitalet
Mary Elizabeths Hospital

MyHospitalVoice
A PREM for pediatric patients at MARYS

PREPARE Symposium 2024
Line Klingen Gjaerde, MD, PhD
Mary Elizabet’s Hospital

Project group:

Jane Hybschmann, PhD student

Adam Bruun, Aisha Zafar & Olivia Braad Honoré, peer-researchers
(youth patient representatives)

Jette Led Sagrensen, MD, PhD, Professor

Helle Pappot, MD, PhD, Professor

Helena Hanson, MSc, RN, PhD

Thomas Frandsen, MD, PhD, Senior Medical Director




Rigshospitalet
Mary Elizabeths Hospital

Measuring the effect of play/playfulness
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Rigshospitalet
Mary Elizabeths Hospital
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Rigshospitalet
Mary Elizabeths Hospital

EaS\I to use and for all pEdiatriC patients (also preschool children)

@® Short questionnaire (5-10 min long)
@ Danish translation of the Swedish PREM, developed by the Karolinska team

@® Digital questionnaire

® REDCap

@Child friendly opportunities for answering (e.g. smilies)
@®Reading aloud opportunity

@® The questionnaire will be sent out the day the child/young person leaves the hospital

@® Young patients as co-researchers



Rigshospitalet
Mary Elizabeths Hospital

A PREM promoting pediatric patients rights in hospital

@® Rights-based focus:
@®An introductory peer-to-peer video about why to answer
®(maybe a closing video)




Paediatric Patient-Reported Experience Measures:
Possibilities and challenges
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