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Who am I?

Dr Kate Oulton 

Consultant Nurse for Family Engagement and Co-production

Patient and Public Involvement Lead for the GOSH Children’s Cancer 

Centre 

Senior Research Fellow in Centre for Outcomes and Experience 

Research in Children’s Health, Illness and Disability  

Chief Investigator 

Pay More Attention Study - Equity of hospital care (2015-2020)

Seen and Be Heard Study - Equity of cancer care  (2023-2025)



Use of PREMs

• Six PREMs developed and tested by
children and young people for children 
and young people 

• Age groups: 8–11, 12–13, 14–16 years 

• 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, Ängeby 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



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



Patient experience: Latvia

Vita Šteina
Patient experience expert at Riga East 

University hospital & Pauls Stradins 

University Hospital

Advisor to Health Minister of Latvia

Chair of Patient Experience Association 

of Latvia

Member of Global Council and Fellow 

at The Beryl Institute



NATIONAL PATIENT EXPERIENCE QUESTIONNAIRS

IN-PATIENTS

OBSTETRICS 

MENTAL

OUT-PATIENTS...
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Where humanity 
meets healthcare!

VITA 
STEINA

vitasteina@icloud.com

+371 29332250

linkedin.com/in/vita-steina

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


PREM-Ped For children by children

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

Eva Broström, Professor, Karolinska University Hospital/Karolinska Institutet
Cecilia Bartholdson, Associate Professor, PhD, Karolinska Institutet
Marika Wenemark, Associate Professor, PhD, Linköpings 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

2019 Management 
decision – to develop a 

generic PREM-PED 

PREM-Ped

16 questions

2020 PREM-Ped

12 to 9  
questions 

2022 PREM-Ped
5 questions

2024 

7 questions

in-patient
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• Automated process from nov 2022 in Swedish Healthcare Guide 1177

• <12 years: guardians together with children

• >13 years: children themselves 

Principles for questions

Few questions with easy language

Response options that match the children’s spontaneous answers
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How good were the healthcare staff at listening to you?

Very good

Pretty good 

Pretty bad

Very bad

Child with negative response:

When they talk to the parents, but it is the child who is in pain 
[Karen 14]

Child with positive response:

They asked me how I felt and everything [Josef 11] 

1. Focus group 2. Cognitive interviews

4 rounds

24 children aged 4-17 

Will be professional 
translated in the next step



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. 

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

Very good

Pretty good 

Pretty bad

Very bad

Issa 6 years old

Hm… pretty good. But it is a lot of things I don’t understand. 

Interviewer: How would you like them to explain? 

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

they show me.
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Patient-reported experience measures (PREM) in 

paediatrics: panel debate about possibilities and 

challenges”.
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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 

Mail: claus.sixtus@skejby.rm.dk
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Current use of or practices for 
patient-reported experiences 
measures (PREM) at your 
institution

• Survey Outpatient Clinic (n=356)

• Ongoing research

• Paper vs Online

Mail: claus.sixtus@skejby.rm.dk



PREPARE panel Discussion

“Patient-reported experience measures (PREM) in paediatrics: 

panel debate about possibilities and challenges”

Joan Vinyets i Rejón, PhD

Head of Patient Experience at SJD Children’s Hospital, Barcelona

joan.vinyets@sjd.es



» OHSJD paediatric

monographic hospital

» University Hospital

» Private Non-profit

» Long-term agreement with

Public System

WHO ARE WE? 

» Basic and reference activity 

(national and international)

» Complex and rare diseases

In numbers - Year 2023

ACTIVITY

We are a specialized paediatric center dedicated to 

comprehensive care for women, children, and adolescents

More than 450,000 children treated per year

The SJD Barcelona Children’s Hospital

RESOURCES

# Beds: 353

# Professionals: 3.406 

# Discharges: 25.760

# Emergencies: 125.213

# Consultations: 352.423

# Deliveries: 3.412

# Surgeries: 16.325

WHAT DO WE DO?



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

Current use of PREM at HSJD

VOICE OF

PATIENT

Listening and asking questions to 

gather information from stakeholders

through different channels.

Work with structured (NPS, CSAT, 

NSS) and unstructured information 

(forms, comments, surveys).

Monitor and report data for 

improvement actions, involving 

patients and professionals in 

identifying, developing, and 

implementing solutions.

Provide feedback to patients and 

professionals using "Close the 

Loop" tools. Share outcomes of 

improvements, project participation, 

and prototype validation.

#1 #2

#3#4



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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MyHospitalVoice
A PREM for pediatric patients at MARYS

Project group:
Jane Hybschmann, PhD student
Adam Bruun, Aisha Zafar & Olivia Braad Honoré, peer-researchers 
(youth patient representatives)
Jette Led Sørensen, MD, PhD, Professor
Helle Pappot, MD, PhD, Professor
Helena Hanson, MSc, RN, PhD
Thomas Frandsen, MD, PhD, Senior Medical Director

PREPARE Symposium 2024

Line Klingen Gjærde, MD, PhD

Mary Elizabet’s Hospital
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Measuring the effect of play/playfulness
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Measuring the effect of play/playfulness
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Easy to use and for all pediatric patients (also preschool children)

123

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
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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)
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