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1. EN HVERDAGSCASE
-UDFORDINGER VED DET AMBULANTE BESQG
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Familien har givet tilladelse
til brug af billede



2. ProKidsDia - projektet

* Baggrund

« Diabetes har impact 24:7 (Barn, foraeldre, paedagoger/leerere)

* ISPAD guidelines anbefaler at bruge PRO til at screene for psykosociale og
behandlingsmaessige udfordringer

« UN (UNICEF) : Bgrn skal som minimum blive lyttet til, stattet | at udtrykke deres synspunkter,
og der skal tages hgjde for dem.



Lgsning indbefatter konkrete
3 handlemuligheder vha
tvaersektoriel, tvaerfaglig
PRO handleplan

Borger udfylder Dia-Profil
hjemmefra via mobil, tablet
eller PC (7-12 min)

Borger gennemgar sin
. . Referencer
2 Dia-Profil megl behan.dlerteamet Skovlund SE,et al.. Res Involv Engagem. 2021;7(1):1-17.
360° overblik Skovlund SE, et al. JMIR Form Res. 2021:5(11):1-22.

Skovlund SE, et al. JMIR Res Protoc. 2021;10(9):1-20.
Skovlund SE, et al. Curr Diab Rep. 2019;19(9).




CHILD HEALTH RATING
INVENTORIES (CHRIS)

Children's Health
Rating Inventories Survey
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Assessing functional status and health-related quality
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Development and initial validation of self-report measures of
general health, preoperative anxiety, and postoperative pain in
young children using computer-administered animation

Sherrie H. Kaplan' @ | Michelle A. Fortier?© | Marilou Shaughnessy® | Eva Maurer® |
Marla Vivero-Montemayor® | Sergio Gago Masague® | Dylan Hayes® | Hals. Stern® |
Maozhu Dai® | Zeev N. Kain*’ (0

Using the Child Health Ratings Inventories
§ (CHRIS) to Improve Care for Children with

e esre el Type 1 Diabetes

(2019-2024)



2. ProKidsDia - projektet

« Formal
-Udvikle og validere et animeret, digitalt PRO-spgrgeskema til 4-12 arige bagrn med Type 1
diabetes, deres foraeldre og paedagoger/leerere.

-Belyse barnets trivsel og behandling ved ambulante besgg.

- Malet er:
-at give barnet med diabetes en tydelig stemme ved diabetessamtalen.

-at give et sammenhaengende behandlingstilbud pa tveers af hospital, hjemme og |
barnehave/skole.

-at udvikle en digital platform, der understgtter prioritering af tiden- og dialog ved
ambulatoriebesgget.

-at opsamle data til registre.



METODE

Veerdibaseret sundhed, brugerinvolvering og videnskabelig forankring i alle faser.
Workshops, interviews. Gentagne afprgvninger og analyse og videnskabelig afrapportering.

Spargeskemaets indhold

Feasability test
Aalborg

Overseettelse af CHRIS Til dansk sprog og kultur

Test i Hjarring
og Aalborg

Konstruere IT Platform




FORMAL FOR DELSTUDIE 1
SPORGESKEMAETS INDHOLD

» Afdeekke hvad har veerdi for bgrn med type 1 diabetes, deres foreeldre, laerere og paedagoger

og diabetesteams | livet med diabetes
 mhp at identificere vigtige hovedtemaer — PRO domaener

* Hvad har vaerdi for:

* Barnet med diabetes
* Forzeldre

* Sundhedspersoner
- La-)rere/paedagoger

;rojektet har opnéet stotte fra:
teno Diabetes Center Nordi igi

: ljylland: Digital sund|
lnnovatlonspuljen, Region Norcijy"and8 =
Region Nordiyllands forskningsfond
Speciallaege Heinrich Kopps legat




®

3. MATERIALE OG METODE

Samarbejde Steno Diabetes Center Copenhagen, Diabetesforeningen
3 workshops, | region Nordjylland, Region Hovedstaden 2 Aug. 2023 — Apr. 2024

Aug 23, SDCN | Okt 23, SDCC | April 2024, Total
SDCN +

Hjerring

Bagrn m DM1 3-7 ar

Bgrn m DM1 8-12 ar

Foreeldre

Sundheds-profesionelle §3)

Paedagoger/leerere




Ref: Virginia Braun & Victoria Clarke (2021), Qualitative Research in Psychology, 18:3,328-352




Journal of pediatric nursing, 2023-11;Vol.73:211-220




PRALIMINAEARE RESULTATER

Forelgbige resultater: Domaener
Dem der er talt mest om star til venstre

Krop og Behandling

» Diabetesbehandling Kropsymptomer /opfattelse
» Teknologi Hud
- Mad sgvn

Tanker og falelser

« Behandlingsansvar Tryghed

* Behandlingsbyrde Normal/forskellig accept
* Falelser omkring stik Frygt for senkomplikationer

Socialt

 Institution Familie
« Statte i institution Foreeldre arbejde
« Undervisning af institution










NAESTE SKRIDT

« Endelig identifikation af domaener i DK og sammenligne med CHRIS.
« Videre udvikling af spgrgsmal, der belyser domeenerne.
 |IT template.

 Animationer.



4. PERSPEKTIV

 National udbredelse
« Udbredelse til andre bgrn med kroniske sygdomme

« Data hgst til lokale og nationale registre



SDCN

Hanne Ravn Larsen, Program
Director

Contribution: Knowledge on
PRO implementation

Digital Health (SDCN)

Tina Archard Heide MA.

Head of Digital Health and Diabetes
Contribution: Knowledge on Digital
innovation and transformation,
interdisciplinary collaboration,
development of IT template and
PRO implementation

Pediatric clinical research
Helle Haslund-Thomsen
Associate professor, RN, MAH,
PhD

Dept of pediatrics, AAUH, Clinical
nursing research unit, AAUH,
Dept. of clinical medicine Aalborg
University

Contribution: Choosing methods
and evaluation of qualitative
studies

Childhood T1D (SDCC)

Jannet Svensson) MD, PhD, Ass.
Professor

Contribution: Supervisor.
Translation and validation of PRO
and quality of life questionaires, In
dept knowledge of Danish
diabetes registres, clinical
experienced

Research assistent

Rosa Bisgaard Kristensen
Contribution: Transcription,
workshop, review

SDCN
Amar Nikontovic
Project lead, SBI

SDCN
Maria H Nielsen
Project lead IT template

PRO (SDCN)
Niels Ejskjeer MD, Ph.D,Professor

Endocrinologist, adult

Contribution: Main Supervisor. PRO
development process, crossculturally
translation of PRO
Workshops/focusgroups, IT
implementation, Psyckometric
validation

Head of Pediatric Research AAUH
(SDCN)

Sgren Hagstram, MD, PhD, Professor
Contribution: Supervisor. Methods for
review, network in pediatric research in
AUH, Aalborg University and among
pediatric dept. Crossectional
collaboration

North Denmark Region
Helen Houmgller

Vibeke Flytkjeer

IT department
Contribution: Knowledge of
integration of IT and PRO

IT company: Ambuflex

Animator:
KOM, North Denmark Region

Childhood T1D (SDCN)

Mette Madsen Phd student
MD, Chief physician
Contribution: PhD, development
of PRO tool. Clinical
experienced, pediatric research,
organization and leadership

Animated PRO tool (CHRIS),
Children

(Irvine, CA)

Sherrie H. Kaplan PhD, MPH,
Professor

Invented the Child Health Rating
Inventories (CHRIs) meassure
Contribution: Knowledge of
developing validated animated
guestionaires incl research with
children. Validation and
meassurement

The Danish Diabetes aasociation
Henning Thygesen

Dorte Hinzmann

Steno partner( Hjoerring))

Rebecca Bauer Tgrring
Contribution: Collaborator from
Steno Partners hospital, Hjoerring
Project lead

PRO, telemedicine

(Irvine, CA)

Sheldon Greenfield, Professor,
executive Co-Director, Health Policy
research Institute

Contributione: Knowledge of health
care delivery

Health Promotion Research (SDCC)
Dan Grabowski , Sociologist, MA, PhD
Team Leader: Children with Diabetes
Contribution: Specialist in Health
promotion principles and Design-based
research.

Diabetes Management & Psychology
(SDCC)

Patricia DeCosta PhD

Contribution: Experience with
development of tools to enhance
dialogue with children, . Knowledge of
research with children and young
children's needs ,qualitative studies

Childhood T1D (SDCN)

Line Aagaard Hasselbalch,

Pediatric Diabetes specialist nurse_
Contribution: Invite Children and families

and HCP to workshops. Facilitate workshops.
In dept knowledge of children and families
with diabetes.

Childhood T1D (SDCN)

Lotte Marie Dyrmann Vedel,

Pediatric Diabetes specialist nurse
Contribution: Invite Children and families

and HCP to workshops. Facilitate workshops.
In dept knowledge of children and families
with diabetes.

Childhood T1D( Hjoerring))

Lone Jgrgensen. MD
Contribution: Collaborator from
Steno Partners hospital, Hjoerring
Invite Children and families and
HCP to workshops, test

In dept knowledge of children and
families with diabetes
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5. SP@GRGSMAL, INPUT TIL PROJEKTET
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Mette Madsen

malil mette.madsen@rn.dk

Tak til Barn med diabetes, foreeldre, paedagoger,
lserere og diabetesteams

Projektet har opnaet startte fra:

Steno Diabetes Center Nordjylland: Digital sundhed
Innovationspuljen, Region Nordjylland

Region Nordjyllands forskningsfond

Speciallaege Heinrich Kopps legat

Og udggr et supplerende behandlingsinitiativ |
Steno Diabetes Center Nordjylland

@ P— Steno Diabetes Cente
AALBORG UNIVERSITY HOSPITAL fﬂ WHIVEREITY Copenhagen
NORTH DENMARK
REGION
The Danish @
& Diabetes STENO DIABETES CENTER NORTH DENMARK

Association
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