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Date & Time:

Location:

A better world for

children, adolescents and
young adults with diabetes

ISPAD Annual General Meeting 2022

Minutes

Friday, October 14, 2022 — 16:15 — 17:45 GST

Session Hall 1

ADNEC

Al Khaleej Al Arabi St

Al Rawdah — Capital Centre
Abu Dhabi — UAE

TOPIC 1 - Welcome

TOPIC 2 - President’s Report (presented by Carine de Beaufort)
e |ISPAD 2022 has reached 1065 Delegates from 88 countries (Face to Face and virtual
attendees)!

Strateqgic Objectives 2021-2022 — Key Achievements:

e (Governance:

o

@)
@)

Membership: increase geographical representation & underrepresented specialties.
Further development via Team Membership & Patient Advocate Membership*
Increased role of advisory council & committees (and volunteers now to support
them)

Diversification & inclusion of Persons with Diabetes

Partnerships: Sustainability in Finance & documents retention

*Important: Patient Advocates are considered Full Members and are entitled to the same
benefits and rights as other ISPAD members (as per article 10.1.1 of the Articles of
Association, full membership is possible for non physicians committed to Advocacy relevant
to children and adolescents with Diabetes).

e Recognition:

o

Enhance Recognition as authority for care of all forms of diabetes in the young
worldwide
Endorse training courses
CPCG (Guidelines) 2022 Update (agile guidelines -> updates will come faster in
between the usual four year turnover)
Partnerships established with Policy Development groups:

= JDRF & Global T1D Index: https://www.t1dindex.org/

=  WHO - EML/EDL/COMPACT

= EU-DF

= Pen Plus

= Scientific Societies -> International Pediatric Association (IPA)
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e Science:

o Annual Conferences 2020 & 2021 -> virtual (under the lead of Farid Mahmud and
Zdenek Sumnik). 2022 back to face to face in Abu Dhabi (postponed since 2020).

o Improved access to scientific updates & exchanges (e.g. via ISPAD Resource
Platform)

o Data registries & benchmarking with SWEET

Develop ISPAD Materials and research

o CPCG Guidelines 2022

O

e Advocacy, Communication, Policy:
o Putting diabetes on top of policy makers’ agendas. Ongoing work on this via ISPAD
Representation in:
= EU DF (resolution to MEPs in Europe)
* Pen Plus (Education/registries)
= |PA (NCDs working group)
= Access to care programs/organizations:
e Global T1D Index
Life for a Child
Changing Diabetes in Children
GPED

e Education:
o Increase access to knowledge on diabetes in children, adolescents and young adults
o Use of new technology (E-learning App)
o Develop an e-learning strategy:
= E learning Committee
= incl. specific targets geographic and target groups
= Webinars
Continue Science schools
Allan Drash fellowship
Identify and train future leaders
New initiatives started in 2022:
= ADECA (Allied Healthcare Professionals Pediatric Diabetes Educator Course
for Africa) — started in Tanzania June 2022 (to 2023). Over 500 applications
received for this program -> the need is there.
= PEDAF (Programme et Enseignement en Endocrinologie et Diabéete
pédiatriques pour I'Afrique Francophone) — Collaboration with GPED,
SFEDP, and Universities in Dakar and Yaounde (and UNFM). Master course
started in October 2022 (and run until June 2026)

o O O O

TOPIC 3 — Secretary General’s Report (presented by Jamie Wood)
e “Thank you” to ISPAD Executive Board 2021-2022, Advisory Council 2021-2022, Insulin

Anniversary Subcommittee, E-learning Committee, JENIOUS Group & Leadership, and K.I.T.
Group

e Outgoing Advisory Council members were thanked for their contribution to ISPAD: Julia von
Oettingen, Roque Cardona-Hernandez, Helen Phelan, as well as ISPAD Communications Director:
Eduardo Calliari.

e New Special Interest Group -> on topic of Diabetes in School. Each Interest Group has its own
space on the ISPAD website: https://www.ispad.org/page/InterestGroups

Advocacy
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e The following Prizes and Fellowships were awarded
o 2022 Prize Winners
= Kim Donaghue - ISPAD Prize of Achievement
= Action4Diabetes (Jerry Gore & Charles Toomey) - ISPAD Prize for Innovation in
Pediatric Diabetes Care

= Karin Lange - Lestradet Award for Education and Advocacy
= Ananta Addala - ISPAD Young Investigator Award
= Oleg Novikov — ISPAD Hero Award

o 2021 ISPAD-JDRF Research Fellowship Winners (2022 to be announced)
*» Vanessa Jewell, USA
=  Emilia Kowalczyk, Poland
= Claudia Piona, Italy
» Rachel Wasserman, USA

o 2021 Allan Drash Fellowship Winners
= Regina Duperval, Haiti

Deepika Harit, India

Ankita Maheshwari, India

Eren Er, Turkey

Ahmed Hassan, Egypt

Santosh Pokhrel, Nepal

Sheryl Salis, India

Ghaisani Fadiana, Indonesia

Kaisun Nesa Lesa, Bangladesh

Sherline White, India

o 2022 Allan Drash Fellowship Winners:

= Moomin Hussain Bhat, India
Muzna Arif, Pakistan
Elif Eviz, Turkey
Emine Ayca Cimbek, Turkey
Marzhan Rakhimzhanova, Kazakhstan
Berna Eroglu Filibeli, Turkey
Erdal Kurnaz, Turkey
Hiba Elshafie, Sudan
Sara Gafar, Sudan
Prusha Mohammed Salih, Iraq

e 2022 FID-ISPAD Fellowship 2022 - Georgia Fousteri, Italy
e 2022 Best Oral and Best Poster Prizes -> will be announced at the closing ceremony from now on.

e JDRF has committed to another 3 years of support:
o 10 Allan Drash Fellowships
o 4 ISPAD/JDRF Research Fellowships
o Science School for Physicians
o Science School for Healthcare Professionals

e |SPAD Guidelines 2022 — about to be released at the time of this AGM. Published guidelines now
available on ISPAD Website: https://www.ispad.org/page/ISPADGuidelines2022

e |ISPAD Comic Book “Insulin: the incredible discovery” was released on the occasion of the 100 year
anniversary of the discovery of insulin.
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e Patient Advocates & ISPAD:
o Persons with Diabetes (PwD) and Patient Advocates need to have a voice in our
organization and now have representation at ISPAD:
= Clinical Practice Consensus Guidelines
Annual Conference Planning Committee
Roving Reporter
Two dedicated symposia at ISPAD 2022
Patient advocates are full ISPAD members

e Science Schools:

o Science School for Physicians 2022 — in Prague, Czech Republic, May 2022. Convenors:
Zdenek Sumnik and Lenka Petruzelkova. The Proceedings of this Science School were
published in Pediatric Diabetes.

o Science School for Healthcare Professionals 2022 — in Abu Dhabi, UAE, October 10-12,
2022. Convenors: Megan Paterson and Steven James

o Recent publication in Pediatric Diabetes Journal highlighted the impact of both Science
Schools: https://doi.org/10.1111/pedi.13374

¢ 5 Webinars held since September 2021, on the following topics:

o Sept 2021 Covid-19 and pediatric diabetes

o Dec 2021 Glucose monitoring in different healthcare settings

o March 2022 Navigating strategies to encourage physical activity in children and
adolescents with Type 1 diabetes

o July 2022 Advances in medical nutrition therapy in type 1 diabetes — from theory to
practice

o Coming up in Nov 2022 More than words: Effective communication with adolescents
with diabetes

o ->ALL Available On-Demand on ISPAD Resource Platform: https://bit.ly/310Jk22

e ISPAD Endorsed Conferences Oct 2021-Oct 2022 (following Education Committee’s assessment)

Nov 27, Congress of the Brazilian Diabetes Society
2021
2 ISPAD speakers: Eduardo Calliari, Joe Wolfsdorf (Joint Symposium on DKA)

Confirmed ISPAD endorsement

Feb 23- African Society for Pediatric and Adolescent Endocrine (ASPAE) virtual conference
25, 2022 (Chizo)-

2 ISPAD speakers: Diabetes Education in Africa - Angie Middlehurst; DKA management
and new concepts — Julia von Oettingen

Confirmed ISPAD endorsement of entire program
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May 11- Egyptian training course on HCL for pediatric endocrinologists
13, 2022

Yasmine Elhenawy, Cairo, Egypt
2 ISPAD speakers: Laurel Messer, Rade Vukovic

Confirmed ISPAD endorsement of entire program

June 16- International Meeting on Childhood and Adolescent Obesity and Diabetes 2022
17, 2022 . '
Claudio Maffius , Verona, Italy
4 |ISPAD Speakers: Claudio Cherubini, Tadej Battelino, Valentino Cherubini, Carmel Smart

Confirmed ISPAD endorsement of program

June 24, NEW APPROVAL: ACDC-Association of Children’s Diabetes Clinicians (ACDC)
2022 trainees day

Mark Robinson, Bolton, Manchester, UK
No ISPAD speakers

Confirmed ISPAD endorsement of entire program

Aug 26- NEW APPROVAL: Egyptian GUIDE + Mentor Program for diabetes educators
28, 2022 . .

Yasmine Elhenawy, Cairo, Egypt

ISPAD Speakers: Amanda Perkins

Confirmed ISPAD endorsement of entire program

Sept 2023 NEW APPROVAL: Egyptian GUIDE + Nutrition Program for pediatric
endocrinologists

Yasmine Elhenawy, Cairo, Egypt
No ISPAD Speakers

Confirmed ISPAD endorsement of entire program

Nov 19- NEW APPROVAL: ISPAE Annual conference
20, 2022 i _ .
Devi Dayal, Chandigarh, India
4 virtual ISPAD speakers: Paul Wadwa, Dez Schatz, Brynn Marks, Iryna Vlasenko

Confirmed ISPAD endorsement of entire program
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Oct 11- APPROVED: 6" ASPED/ ISPAD Diabetes Academy

12, . . .
2022 Asma Deeb, Abu Dhabi, United Arab Emirates

ISPAD Speakers: Carine deBeaufort, Sabine Hofer

Requesting ISPAD endorsement of entire program

Oct 28- APPROVED: 14" Annual APS ISPAD Diabetes Workshop

29, . . .
2022 Peter Goss, Surfers Paradise, Australia, Hybrid

ISPAD Speakers: 17 of the 20 presenters! Including Carine deBeaufort

Requesting ISPAD endorsement of entire program

e ISPAD Elections 2021 — E-Voting:

o Scrutineers: Joe Wolfsdorf, Kim Donaghue (Past presidents).

o Advisory Council — Allied Healthcare Professional (HCP) candidates — since current
Advisory Council member Laurel Messer has to step down early from her position, two HCP
candidates will be elected this year (instead of one), in order to maintain HCP
representation on the Council. The two candidates with the highest votes will be elected.

e How can ISPAD Members get involved?
o Become an ISPAD Center of Excellence and host Allan Drash Fellows -
https://www.ispad.org/page/ISPADCentersExcel

o Become a committee volunteer
o Join the ISPAD Speaker’s Bureau
o Become an abstract reviewer

e Save the date in Rotterdam 2023 - October 18-21, 2023
o Future Conferences:
= Lisbon 2024
Dublin 2025
Montreal 2026
2027 thc
Brazil 2028
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TOPIC 4 - Treasurer’s Report (presented by Lars Krogvold)
o ISPAD'’s financial status is currently very healthy.

e Fiscal year change to calendar year (1 Jan to 31 December) has been implemented and has
been effective since 1 January 2022.

e Fiscal year 2022 (January 1 to December 31) — Preliminary Results:
= Figures:
e Total Income: 776,432 GBP
¢ Final expenditure: 877,050 GBP
¢ Net Income (Income-Expenditure) = -100,618 GBP (loss)
e -> Year with highest Income and Expenditure for ISPAD
= Membership Income has decreased for 2022. ISPAD’s Treasurer appeals to all ISPAD
Members to encourage colleagues to join ISPAD:
e As Individual member (see here:
https://www.ispad.org/page/newfeestructure9
e As Team Member -> discounted membership fee is available for Diabetes
Teams coming from the same institute. See here for more information:
https://www.ispad.org/page/team
= Highest expenditure category is Research & Education
=  Support costs have increased back to pre-COVID-19 levels, with Meetings taking
place again face to face.

¢ Budget Forecast 2023:
= Currently a small profit forecasted with a net Income of 21,528 GBP
= Due to uncertain world financial situation in 2023, the income forecast has been kept
conservative (similar amount to fiscal year 2019-2020)

e Money in bank as of 31 August 2022 — 1,521,565 GBP. ISPAD aims to keep 1.5 to 2 years’
worth of cash reserves as security in case of adverse financial results. As ISPAD’s operational
budget is increasing it is important for these cash reserves to also increase.

e Corporate Membership has increased by 211% since 2018, thanks to Sylvia Lion’s lead on
Corporate Relations since then.

TOPIC 5 — Communications Director & Social Media Report (presented by Eduardo Calliari)
e Thank you to Communications Board members and volunteers, and particularly to Roque Cardona-
Hernandez who will be taking on the role of Communications Director after ISPAD 2022.

o Performance of Newsletter - August 2022: 2084 subscribers, 47% open rate, 17,8% click rate
(increase since 2021)

o Website Performance - Decrease in % of Sessions, Pageviews and Users but numbers are still
good compared to pre-COVID-19 phase. Performance should increase once the Guidelines 2022
have been released.

e Performance of Twitter - 19% increase in followers since 2021 (2,688 followers currently)

o Performance of Facebook - 10% increase in followers since 2021 (4,481 followers currently)

e Performance of LinkedIn - Almost double amount of followers since August 2021 (616 currently)
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TOPIC 6 — Science School for Healthcare Professionals 2022 (presented by Steven James on
behalf of Megan Paterson)
e 28 applications — 15 participants offered a place (representation from Australia, United
Kingdom, Ireland, Liberia, Kenya, Canada, Poland, Netherlands, Israel, India, Qatar). Three
participants were unable to attend due to visa issue and family reasons.

e 5 Faculty members (Australia, Denmark, USA, UAE).
e Wide distribution of professions: nurses, dietitians and psychologist.
e Life for a Child was thanked for supporting additional costs for a participant from Liberia.

e Topics covered include:

o Research questions
Literature reviews
Research methodologies
Statistical analyses
Grant and abstract writing

O O O O

e Participants presented research projects with a wide range of ideas including
o Service improvement for cystic fibrosis-related diabetes clinic
o Dietary studies to optimize insulin delivery for problematic foods
o Development of psychology resources for newly diagnosed young people with diabetes
o Qualitative studies to improve outcomes in young people with disordered eating and
type 1 diabetes
Diabetes education for schools in Poland
o Improving outcomes in people with diabetes in less resourced countries

o

e NEW: time was allocated for the JENIOUS Group to speak with participants.

o Faculty is looking to establish more measurable data and have therefore requested delegates
to provide updates on their projects.

e Succession for 2023: Megan Paterson is stepping down as convenor. Her role will be taken
on by Steven James. Two new faculty members need to be recruited for 2023, including a
dietitian, and at least one local allied HCP from the Netherlands.

TOPIC 7 — Corporate Relations (presented by Sylvia Lion)
e Sylvia thanked the ISPAD Executive Board, Advisory Council and Membership for their trust.

e Objectives 2022:
o Activating relationships with existing partner by F2F meetings, CPAB
Initiate new partnerships (1 new partner this year)
Review Partners: contacts, people, portfolio, structure
Finalize implementation of processes, reports, requests, due diligence due diligence
Plan 2023 -> requests must be ready by mid-year in order to plan for the following year,
as companies plan their budgets along this timeline.
o Support leadership and committees/Working groups (relationship with other
organizations, special projects)

O O O O
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e 2022 Partners — Dexcom, Lilly, Medtronic, Novo Nordisk, Sanofi, Abbott, Lifescan,
ProventionBio. Insulet and Tandem stepped down for 2022.

e Other Partners: Children with Diabetes, DeDoc, EUDF, FID, IDF (some MoUs are in
progress).

e |n Summary:

o Disappointing post pandemic year :
= More local focus (companies less likely to support internationally)
= Impact of virtual
»= Changes in personnel
= ROI (companies need to see the ROI as they are not foundations investing in

charities)

o Areas for improvement:
* new partners
* increase support
= Recognition, communication

o Prioritize projects

TOPIC 8 — ISPAD Guidelines 2022 (presented by Maria Craig)
e Thank you to:
o Ethel Codner (editor)
Linda Di Meglio (editor)
Farid Mahmud (editor)
Loredana Marcovecchio (editor)
Joe Wolfsdorf (Guest editor)
Leena Priyambada (Project officer)
> 250 authors, including people with diabetes (1 Person with Diabetes on almost
every chapter)
Wiley staff
ISPAD executive
o ISPAD members

O O O O O O

o O

*  Summary

o Intotal 25 guideline chapters completed
>250 authors representing >55 countries globally
Mix of early career, mid career and senior clinicians
Most chapters included a person with diabetes or carer
Majority of chapters have new first authors
All writing groups met by zoom at least once
What's new is highlighted at the start of each chapter
Limited resources is now a stand-alone guideline

O O O O O O O

+ Other unique aspects of 2022 guidelines

o Project officer - Dr Leena Priyambada
= Project management/co-ordination/communication/support
= Literature searches, referencing
» Rigorous process of evidence grading (ADA criteria)
= Harmonization of guidance across chapters and other guidelines
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= Concept that language matters
o Substantial impact of COVID-19 and technology
o Changes in screening and management of all stages of type 1 diabetes
o Broader inclusion of type 2 diabetes across many chapters

*  Where to for 20267
o Project officer is a necessity
Evidence grading is a necessity
Concept of guideline vs review article
Concept of living guidelines
Cohesion with other efforts internationally
Impact of Wiley will no longer publishing the ISPAD guidelines

O O O O O

TOPIC 9 — E-learning Update (presented by Brynn Marks on behalf of Joseph Wolfsdorf)
+ Committee is diverse:

o Representation from Australia, Europe, North Africa, USA; no members from Asia.
o Professions: physicians, diabetes educators, psychologists, and nurse specialists.

*  Members of the committee were thanked for their engagement, excellent ideas and
productive discussions.

»  Principal activity: to identify suitable topics for webinars targeted to meet the education needs
of a diverse international audience caring for children across a wide range of resource
settings (focus on topics relevant to the entire ISPAD membership, rather than highlighting
the cutting edge developments).

*  Webinar Statistics:

Bpenlmr Linda DiMeglio, Julia von Oettingen,
Valentino Cherubini Cari Berget
Moderator Carine de Beaufort Laurel H. Messer
Page Views 1118 1775
Registrations 300 373
|Attendees 146 143
|Webinar length 59 63
Average attandance time 46.3 49,1
Chat Messages 36 24
Q&As 15 ]
o. of Countries 18
Top 3 Countries Italy 16 USA 13
Australia 12 Egypt 10
USA 11 Bulgaria 7
New Contacts for ISPAD
NL 262 344
Views on ISPAD Resource
|Platform 147 285

e Plans for future webinars:

o Collaboration with editors of ISPAD 2022 guidelines to focus on updates and
revisions to guidelines. Loredana Marcovecchio, an associate editor for 2022
guidelines and member of eLearning committee, will serve as liaison.

o Poll Everywhere subscription — enables real-time, interactive questions during
eLearning Webinars, as well as Pre- and Post-test questions.

e ESPE-ISPAD E-Learning Modules - European Council for CME has awarded free
accreditation for 10 ISPAD diabetes topics https://www.espe-elearning.org/.

10
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e E-learning App Development:

o Eda Cengiz and Brynn Marks leading this.

o Rational for focusing on App-based e-learning: 83% of the world has access to a
smartphone vs ~50% with computer access.

o Prototype was developed, but stalled due to difficulties with contractual negotiations
over cost with institution in Turkey.

o Currently exploring collaboration with academic institution and/or app development
company

TOPIC 10 - Science School for Physicians 2022 (presented by Zdenek Sumnik)

21 pediatric diabetologists selected from 51 applicants based on CVs, projects, regions.
e 16 countries, 5 continents represented.

Special thanks to the Faculty and JENIOUS Group.

Proceedings are available here: https://onlinelibrary.wiley.com/doi/10.1111/pedi.13412

TOPIC 11 - ISPAD Elections 2022 — E-voting Results (presented by Jamie Wood)
o 22% of membership voted

e ISPAD Treasurer (2023-2025) | Treasurer Elect (2022-2023): Sabine Hofer, Austria

e ISPAD Advisory Council Members 2022-2025 — Physicians
o Agata Chobot, Poland
o Leena Priyambada, India

e ISPAD Advisory Council Members 2022-2025 — Healthcare Professionals*
o Sheryl Salis, India
o CariBerget, USA

*Since current Advisory Council member Laurel Messer had to step down early from her position, two
HCP candidates were elected this year (instead of one), in order to maintain HCP representation on
the Council. The two HCP candidates with the highest number votes were elected.

TOPIC 12 — SWEET Update (presented by Thomas Danne)
e Active member centers are key for SWEET in order to provide meaningful data. Inactive
centers were therefore removed in 2020. Membership therefore dipped but has been picking
up again in 2022.

e Current SWEET membership & geographical representation:

11
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Year 2022
Number of centers 129
(with data)

Patients (overall) 100.457

Overall number of visits ~ 1.169.605

¢ Inplanning:
o Interactive/real-time access to benchmarking (rather than twice yearly reports)
o Peer review Program - will be presented to SWEET membership at next SWEET
Assembly (April 2023).
o More involvement of Patient Voice by measuring patient related outcomes (PRO) ->
efforts led by Karin Lange, with the support of a patient advisory board

TOPIC 13 - JENIOUS Group Update (presented by Agata Chobot)
e JENIOUS is open to ALL young (age <40) ISPAD members (paid annual fee) regardless of

their profession.

e Leadership — Tiago Jeronimo is ending his term as JENIOUS leader this year. Call for
applications for next JENIOUS leader is running.

e Ambassadors — current ambassadors were thanked for their support with JENIOUS tasks.
Next call for JENIOUS ambassadors will be in April 2023 (will be announced in the ISPAD
Newsletter).

e Research Projects: 5 JENIOUS-supported research projects have been published since 2016
in Pediatric Diabetes journal. 8 further projects are ongoing.

o JENIOUS-Children with Diabetes Award 2022 will be announced during JENIOUS session at
ISPAD 2022. 7 proposals received this year.

e Networking activities:

o Prize and Elections Committee
o Communication Committee

12
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o Membership Committee

Roving Reporters

Science School conveners

Another ISPAD SIG: JENIOUS appointed members to ISPAD SIG and projects
Collaboration with ESPE’s YES group (early career members of ESPE).

O O O O

e Aim to increase engagement of early career allied healthcare professionals in JENIOUS
activities -> JENIOUS leadership attended the SSHP for the first time this year.

TOPIC 14 - Pediatric Diabetes Journal (presented by Phil Zeitler)

e Wiley has transferred Pediatric Diabetes to their open access affiliate, Hindawi. This will mean
structural changes to the journal as well as to the editorial process. The transition took place
officially on October 12, 2022.

e Current Editorial team, led by Phil Zeitler, Fergus Cameron, and Sabine Hofer will be staying
on as Senior Editors. Associate Editors will be staying on during transition as well.

e Changes this implies:

o Open access means that submitting authors will have to pay a publication fee (some
discounts available).

o Additional editors will be needed under Hindawi.

o Pros —increase in number of views for each paper published (which in turn should
increase the impact factor of Pediatric Diabetes, provided that only articles of high
quality are published). Publication turnaround should be faster.

o Cons — costs for investigators/authors (discounts available). Hindawi has also
declined publishing the Guidelines in 2026.

e As aresult of these changes, ISPAD has decided that Pediatric Diabetes will no longer be
the official journal of the society. An alternative publication solution is being researched.

TOPIC 15 - ISPAD 2023 (presented by Dick Mul and Henk-Jan Aanstoot)
e Dates: October 18-21, 2023
e Location: Rotterdam, Netherlands
e Conference Motto: Pediatric Diabetes in a rapidly changing world
e Topics expected in the Scientific Program:

PEDIATRIC DIABETES RAPIDLY CHANGING WORLD

PRO: Patient reported outcomes SWEET B st Changing Societies
ental healt
Towards a cure fSyshology s
: : Transition . A ‘
\rregtlng disease processes Inequity Conflicts N
: Clinics and C'°‘!F's Diabetes Technology N o | -
Biomarkers ~N 3
Djabefég'}n‘sghod Complications and Costs Access to care M\
|\E \ &5 Insulin and more * ~
Nutrition - A
Exercise ) —4 | L
Obesity Poverty
Other forms of pediatric diabetes .
T1D INDEX Value based diabetescare

Genes: polygenetic and monogenetic

TOPIC 16 — Any other Business
The Membership is highly encouraged to submit suggestions/questions anytime to the ISPAD
leadership at secretariat@ispad.org
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