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08.20 – 08.30   Introduction and meeting objectives – C. Lampe

SESSION 1 – FOCUS ON EARLY DIAGNOSIS IN LSDs

Early diagnosis in LSDs 
08.30 – 09.00  Early diagnosis in MPS and AM: rationale and barriers 

 in practice  – C. Lampe
09.00 – 09.30  Learning from mistakes: 40 years of experience – D. Malm
09.30 – 10.00  Algorithm for early diagnosis: optimization and practical 

application – N. Guffon

The role of the MDT in early diagnosis
10.00 – 10.20  Increase diagnosis by multidisciplinary collaboration – F. Lagler

Genetic matters
10.20 – 10.40 	 How	genotype	influences	disease	phenotype	–	L. Borgwardt
10.40 – 11.00   Mild forms in AM: barriers in early diagnosis 

(case collection) – K. Stepien
11.00 – 11.10   DISCUSSION
11.10 – 11.30  Coffee Break

SESSION 2 – FOCUS ON PATIENT

Patient management
11.30 – 12.00 To treat or not to treat: Precision medicine in MPS and AM early, 

mild and severe forms – (Introduction – M. Magner) 
Bone marrow transplant + Pre- and post-transplant treatment 
in AM and MPS – M. Magner 

12.00 – 12.30   Immunological aspects – impact on vaccinations/antibiotics 
use – D. Malm

12.30 – 13.00 Drug holidays or treatment discontinuation – N. Guffon 
13.00 – 14.00  Lunch

Patient management
14.00 – 14.30 Treatment outcome evaluation – D. Zafeiriou
14.30 – 15.00   Sparkle Registry – C. Lampe

The role of the MDT in patient’s management  
15.00 – 15.30   Improving patients’ management – (hearing impairment and  

impact on QoL – speech impact: hearing aids) – C. Gadepalli
15.30 – 16.00   Improving patients’ management – (mobility issues: medical 

walking aids, surgery eligibility, orthopedic surgeon, etc) – I. Boutros
16.00 – 16.10   DISCUSSION
16.10 – 16.30  Coffee Break

Sharing best practice 
16.30 – 17.00   Promoting referral – experience from Portugal – C. Macario 
17.00 – 17.30   MPS/AM Diagnostic pathway – experience in Taiwan – S. Pei Lin
17.30 – 18.00 MDT patient management – experience in Netherlands – C. Lampe

NOVEMBER 30TH 2023

AM: Alpha-mannosidosis; LSDs: Lysosomal storage diseases; 
MPS: Mucopolysaccharidoses; MDT: Multidisciplinary team



SESSION 4 – FOCUS ON CLINICAL PRACTICE

Clinical case discussion (break-out rooms)
11.50 – 12.20 Drug discontinuation – A. Hermida
12.20 – 12.50 Positive psychological impact of therapy – F. Al Jasmi  
12.50 – 13.20 Bone marrow transplant – B. Burton
13.20 – 13.50 Late onset disease: diagnosis and treatment in adult life –  
 I. Bruno
13.50 – 14.40 Conclusions and Take-Home messages

14.40    Lunch

DECEMBER 1ST 2023

08.20 – 08.40  Introduction and key messages of day 1 – C. Lampe

SESSION 3 – FOCUS ON COMMUNICATION

Fostering communication in medicine
08.40 – 09.40 HCP-Patient/parents communication – A. Tedone
09.40 – 10.30 Telemedicine and remote communication – Proper use and how   
 to take the most out of them – K. Stepien

On patients’ side
10.30 – 11.00 The patients’ voice – J. Cruz 
11.00 – 11.30 DISCUSSION
11.30 – 11.50  Coffee Break
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UEMS-EACCME CME:
For further information, please visit: web.aimgroupinternational.com/2023/trails/ 
The TRAILS 2023 - 2nd Edition - ALPHA MANNOSIDOSIS AND MUCOPOLYSACCHARIDOSIS: 
OPTIMIZING PATIENT JOURNEYS, MADRID, Spain 30/11/2023 - 01/12/2023, has been accredited  
by the European Accreditation Council for Continuing Medical
Education (EACCME®) with 12.0 European CME credits (ECMEC®s). Each medical specialist should 
claim only those hours of credit that he/she actually spent in the educational activity.
Through an agreement between the Union Européenne des Médecins Spécialistes and the American 
Medical Association, physicians may convert EACCME® credits to an equivalent number of AMA PRA 
Category 1 CreditsTM. Information on the process to convert EACCME® credit to AMA credit can be 
found at https://edhub.ama-assn.org/pages/applictations.
Live educational activities, occurring outside of Canada, recognised by the UEMS-EACCME® for 
ECMEC®s	are	deemed	to	be	Accredited	Group	Learning	Activities	(Section	1)	as	defined	by	the	
Maintenance	of	Certification	Program	of	the	Royal	College	of	Physicians	and	Surgeons	of	Canada.	
OFFICIAL LANGUAGE:	The	official	language	is	English.
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