
         

                  

MTG6 HCP meeting

Friday 14 November 2025

11:00 – 12:00 CET

MTG6 chairs:

Nienke Biermasz, Evangelia Charmandari, Marta Baranska, Johan de Graaf, Diana Vitali



WP1 
Management & 
Coordination

Endo-ERN General Assembly 2026

• 10th Endo-ERN GA: 20–21 Apr 2026, Athens (Crowne 
Plaza). Invitations sent in Oct to main/sub reps. Details 
here.

MTG6 meetings for 2026

• We are working to expand participation in these meetings, 
and careful planning will be important to increase 
attendance. 

• There will be an MTG6 meeting at the GA 2026, where the 
MTG6 chairs will inform attendees of the dates of the next 
two online meetings in 2026.

• Topics to be discussed at the GA2026? 

https://endo-ern.eu/ga2026/


WP1 Management & 
Coordination

Upcoming Events:

• Visit Endo-ERN › Upcoming events 

for all dates

https://endo-ern.eu/events/


WP1 Management & 
Coordination



WP1 Management & 
Coordination



WP2 
Communication & 
Dissemination

• A Monthly Digest has been launched by Endo-ERN, 
where all relevant network updates from the past 
month can be found.

• New publications, materials or events to be 
endorsed/updated/disseminated

• Please follow Endo-ERN at our socials:

https://www.linkedin.com/company/rareendoern
https://www.facebook.com/rareendoern

https://www.youtube.com/@rareendoern
www.endo-ern.eu

https://www.linkedin.com/company/rareendoern
https://www.facebook.com/rareendoern
https://www.youtube.com/@rareendoern
http://www.endo-ern.eu/


WP3 Evaluation

• Evaluation allows for continuous improvement and sharing of best 
practices across the network. For Endo-ERN members there is self-
evaluation annually, and an external review as part of the AMEQUIS 
cycle, every 5 years.

• Attendance at MTG-specific meetings is expected for all HCPs and 
counts toward performance scoring. If you cannot attend, please 
forward the invite to a colleague to attend on behalf of your HCP.

• Ensure that HCP members are entering data into e_REC for the
continuous monitoring process

• Please feedback any challenges you are having



WP4 CPMS • Pediatric case of Cushing Syndrome (by Sophia Sakka) planned for 
next MTG6 meeting



WP5 Registries EuRREB registry

• There are several disease specific modules under 

construction. 



WP5 Registries



Centres Reporting in e-REC

July 2018 – December 2024

Active reporters:

113 centres from 32 countries 

(5 non-EU)

HCPs ERN affiliation

Endo-ERN only - 62

Endo-ERN and ERN-BOND - 29

ERN-BOND only - 3

Not affiliated to either – 19

Number of patients in e-Rec:

 56573 cases 

(41933 in adults, 14640 in children)

Full report at eurreb.eu

https://eurreb.eu/reports/


WP6 Education & 
Training

• Current Clinical exchange Program call open until 30 
November 

• Have a webinar topic for 2026? Send your suggestions to 
pituitary@endo-ern.eu

• The following MTG6 webinars are already scheduled: 



WP6 Education & 
Training

• MTG6 involvement in Winter School, Varna, Bulgaria



WP7 Clinical 
Practice Guidelines 
& Clinical Decision 
Support Tools

Topics for next guidelines chosen:​

• Primary hypoadrenalism, focus on treatment and 
monitoring target​

• Hypothalamic obesity treatment and management 
(of craniopharyngioma) in children and adults​

ESE have initiated same topic, have responded       
positively to collaboration with Endo-ERN and ESPE

• Update on the 3rd CPG on transition 



WP8/9 Capacity 
building and best 
practice sharing for 
Ukraine

Any contacts with Ukrainian endocrinologists?



Amsterdam Gastroenterology Endocrinology Metabolism

What are ‘patient journeys’? 

Joseph, Kushniruk & Borycki, 2020

Davies et al., 2023 

1980s-90s: A shift to greater focus on patient 

experience as an indicator of healthcare quality 

Journey maps  = research methods originally in 

marketing/ service fields → used to highlight areas of 

improvement based on experience of customers 

Great variation in how term ‘patient journey’ is used in 

research  

Ly, Runacres & Poon, 2021
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What are ‘patient journeys’? 

Patient Journey for Friedreich’s Ataxia (FA) , ERN RND
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What are they used for? 

Joseph et al.,  2023; Vanhaecht et al., 2006

Lemma et al., 2024

Tool/ concept used by multiple professionals to 

easily understand: 

- Barriers/ delays in care delivery 

- Facilitators of improved care quality 

- Experiences impacting health outcomes

- Examining how health system is navigated 

Increased use of ‘Patient Journeys’ in 

multitude of healthcare/ HTA fields

Timeline of patient journey mapping publications, 2007–2021 
(Joseph, Kushniruk & Borycki, 2020) 
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How can they impact quality of care?

• Patient experience & satisfaction act as 

strong measures of quality of healthcare

• Identifies gaps in care delivered via 

current/ traditional pathways

• Enhanced communication 

• Support decision making 

• Personalize approach to patient care 

Webb et al., 2022

Baker et al., 2018  
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Patient Journey Definition 

‘Patient Journeys’ map the common needs of a specific patient community along the 

different stages of their journey, from first symptoms, diagnosis, to treatment and follow-

up. These needs are identified and described through the eyes of the patients or 

caregivers”  (Bolz-Johnson et al. 2020)
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Amsterdam Gastroenterology Endocrinology Metabolism

Patient Journey VS Care Pathway 

Patient journey Care pathways 

What is needed 

When 

Who’s responsible 

Tool 

Experiences & Needs 

Clinical stage 

Created by Patients 

&  Experts  Created by Hospitals & 

MDt
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Endo-ERN Role in Creating Patient Journeys

105 

Expert 
centres

28 countries

19 

Patient 
organisations

To demonstrate added value of 
virtual multidisciplinary expert 

boards (CPMS)

Standardization of care for rare 
endocrine conditions 

(transparency, guidelines, 
patient involvement)

To demonstrate structural 
pathways into science
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Our aim is to create rare endocrine disease specific patient journey tools based on a specific 

framework (developed by EURORDIS & Solve-RD) to inform quality of care improvement 

plans for European expert centres. 

Research Aim & Goals

Our goal:

1. To identify gaps in the current care pathways for rare endocrine diseases.

2. To create patient journeys for ultra-rare endocrine conditions   

3. To generate data-driven recommendations for quality of care 

improvements in European expert centres. 
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Methodology 

1

2

3

4

Patient Journeys are developed 
to represent the community 
needs for a specific patient 

population for a specific 
condition.

Representative
Not individual testimonies but 
based on real world experience 
from multiple countries (>6 EU 
MS) and multiple people (>20 

people)

Multiple Countries
Overview of condition and 
clinical presentation and 

references are reviewed and 
verified by clinicians from the 

ERN.

Clinically Verified
Data sharing consent  completed 
by all individuals who contribute 

and PJ lead (ERN,  PO or HCP) 
should comply with data 
protection requirements

Data Protection
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Methodology – Stages  

Select Topic & 
Define Scope 

Define 
Stages of 

the Journey 

Engage with 
your 

Community

Draft final 
Patient Journey

Clinical 
Review & 
Approval

Put Your 
Journey into 

Action

1 2 3 4 5 6

GA 2024 in 
Milan

PJ review of 
paper from 

2021

Discussion 
during ePAGs

meetings

Currently 
ongoing 

Next steps to 
form a clinical 
review team 

in MTG6 



Patient Journeys - Update

June-September 2025: Endo-ERN 

adapted protocol for creating 

patient journeys piloted for first 

journey Acromegaly

Initial protocol from EURORDIS 

methodology requires 

specification to rare endocrine 

and our ERN needs. 

Next slides go 

through the 

initial adapted 

protocol and 

lessons learned 

from our pilot 



Here's the title

Amsterdam Gastroenterology Endocrinology Metabolism

1. Select Topic & Define 

Scope 

First Proposed PJ: Acromegaly 

(based on previous mapping):

Chanson & Salenave, 2008
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1. Why first patient journey 

• Relevant: 

• Rare acquired endocrine disease

• Average time to diagnosis: 4 -10+ years

• 79 patient cases identified in Endo-ERN centres

in 2023

• 63 expert centres in 23 MS in MTG6

• Guidelines and experts exist within the Endo-

ERN covering 24 

Chanson & Salenave, 2008  

Fleseriu et al., 2022

Lesson 1: Defining scope of Patient 

Journey needs additional engagement 

with MTG chairs ePAG & clinical – this 

PJ was an exception  due to existing 

data gathered by our network 
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2. Define Stage of Journey 

Mixed methods analysis 

Inclusion criteria:  

• 18 + years

• Residing in Europe

• Able to provide informed consent

• Able to communicate answers to questions 

themselves or through a trusted third party 

such as personal carer or legal guardian

Exclusion Criteria: 

• Patients unable to communicate in one of 

the study languages.

• U18 yrs / current gigantism diagnosis 

Min.= 20 patients , 6 EU countries (stratified sampling strategy)

Pre-diagnosis

Timing of the steps and stages of the journey 

Clinical presentation

Needs 

Ideal support & best practice

First symptom Diagnosis Treatment

Lesson 2: Minimum of 6 EU countries 

may not be possible for baseline 

creation – to achieve this for Final PJ, 

the timeline needs translation steps  

included for 6 languages 
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3. Engage with Community 

Create Baseline  PJ Circulate Baseline for review Redraft based on comments Repeat 2 -3 times with redrafts Circulate for final consensus  

✓ Use EURORDIS template to structure 

data 

❑ Data gathering via survey to fill gaps using Castor 

Lesson 3: While validation by lots of 

patients might not be possible in 

English, dissemination to all countries 

of English baseline yielded good 

engagement. 

For Acromegaly

43 patients joined project

31 gave feedback  
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3. Engage with Community 

Create Baseline  PJ Circulate Baseline for review Redraft based on comments Repeat 2 -3 times with redrafts Circulate for final consensus  

Using Delphi method: 

• Refine the key details using content analysis

• Highlight areas with lacking support/ gaps

• Min. of 10 reviewers per redraft  

Lesson 4: This process should be part of 

maintenance over longer time span to 

allow for updated versions to be 

published yearly/ every 2 year basis 
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Discussions with MTG6 chairs & ePAGs on 

preferred format

Draft of data into graphical structure →

PDF, handbook, video, webpage

4. Draft Patient Journey 

ERN RITA ; ERN GENTURIS  
Bolz-Johnson, Meek & Hoogerbrugge, 2020 

Ongoing – multiple pages with 

dedicated page per stage 
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Sample of feedback

Ideal support during follow up care: 

Finding the right professionals with knowledge of Acromegaly ( dietist, fysiotherapist, etc)  

,psychological support, help finding good healthcare, information about disease and 

progress of the disease

Honesty by HCP if not familiar with the surgery/ LT treatment 

Holistic care – advice on pain management, how to inform dentist, 

gynecologist and workplace of diagnosis 

Address fears – fears telling family, needles for treatment, fear of word ‘tumour’ 

/ brain tumour

Empathy – Do not 

dismiss symptoms  
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Sample of feedback

Ideal support during follow up care: 

Finding the right professionals with knowledge of Acromegaly ( dietist, fysiotherapist, etc)  

,psychological support, help finding good healthcare, information about disease and 

progress of the disease

Honesty by HCP if not familiar with the surgery/ LT treatment 
Empathy – Do not 

dismiss symptoms  

Consensus on acromegaly therapeutic 
outcomes: an update (2025)

Importance of QoL measures stressed (e.g. 
AcroQOL) but no direct recommendation 

to refer to a psychologist at start 

Holistic care – advice on pain management, how to inform dentist, 

gynecologist and workplace of diagnosis 

Address fears – fears telling family, needles for treatment, fear of word ‘tumour’ 

/ brain tumour
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In parallel with step 4, Clinical group of experts 

review final PJ version

• Via dedicated expert meeting

• At least 6 countries represented

Task:

• Confirm medical data & clinical stage are 

accurate 

• Check PJ is understandable

• Review gaps expressed by patients and how to 

incorporate into care 

5. Clinical review & Approval 
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Implementing PJ via Clinical Practise Guideline group in 

Endo-ERN. 

6. Put Journey into Action 

1. Perform comparative review of the existing CPG 

within Endo-ERN - Are all needs addressed? 

2. Create printable version of PJ for each member 

HCP 

3. Publish to Endo-ERN website & disseminate to

all Patient Advocacy Groups involved

4. Complete an Endo-ERN webinar detailing PJ

Lesson 5: Need input from ePAGs on 

most useful format this should take
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Thanks to all engaging in the 

ongoing efforts for this 

project! 

Thesis supervisors: 

Alberto Pereira 

Dirk Jan Stenvers

Endo-ERN patient 

representatives:

Johan de Graaf

Jette Kristensen

Diana Vitali 

Marta Baranska

Project contributors: 

Matt Bolz-Johnson 

Susan Webb 

Anna Nordenstrom
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Survey on 
psychosocial 
consequences of 
living with a 
pituitary condition

• Launched at the end of October

• Available in Arabic, Dutch, English, German, Italian, Polish, 
Portuguese, Spanish, Swedish, Bulgarian and Ukrainian

• Greek, Slovakian and French in preparation

• Suggestions for other languages welcome, but we need to 
identify patient groups first

• Preliminary data until next week will be used for the ENEA 
Workshop in Marseille

• Rest of the data will be collected until the end of February 
2026 when the data is diverse enough

• https://ec.europa.eu/eusurvey/runner/Psychosocial_con
sequences

• What are the psychosocial consequences of 

people living with a pituitary condition?

• And answers the care available to the patient's 

needs and are there differences in the needs of 

care between the types of pituitary conditions?



First glance:
461 reactions
Mainly Germany, 
Netherlands, the 
US, UK and 
Australia



AOB
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