
20 Years of AMEND
AMEND Annual Patient Information Day 2023



National Doughnut Week starts now!



However, more importantly…..

The month of May is also:

• National Walking Month

• National Mental Health Awareness 
Week

• International Clinical Trials Month

• National Share a Story Month



Agenda

• Housekeeping
• Welcome and introductions
• Overview of AMEND’s Patient Communities
• AMEND’s 20-years



Housekeeping

• Fire alarms
• Fire exit
• Toilets
• Lunch and refreshments
• After the conference…



WELCOME!



Introductions

• Old ‘hats’
• Newbies
• Volunteers
• Hangers on?!





Overview of AMEND’s Patient Communities
• MEN Syndromes
• PPGL Syndromes

• Adrenocortical Cancer
• Medullary Thyroid Cancer



MEN1 Syndrome (3 Ps)

• Mutation in the MEN1 gene
• Parathyroid adenomas
• Pancreas (panNEN)
• Pituitary (pitNEN)
• Inheritance 50%
• Uncommon

NEN = neuroendocrine neoplasm

https://www.amend.org.uk/patients/information/men-1/



MEN2 (MEN2A) Syndrome

• Mutation in the RET gene
• Thyroid (medullary thyroid 

cancer)
• Adrenals 

(phaeochromocytoma)
• Parathyroid adenomas
• Inheritance 50%
• Rare

https://www.amend.org.uk/patients/information/men-2a/



MEN3 (MEN2B) Syndrome

• Mutation in the RET gene
• Thyroid (medullary thyroid cancer)

• Adrenals (phaeochromocytoma)

• Gut issues (ganglioneuromatosis)

• Musculoskeletal issues
• Facial differences
• Inheritance 50%
• Most people with MEN2B have 

new (de novo) mutations
• Extremely rare

https://www.amend.org.uk/patients/information/men-2b3/



PPGL Syndromes
• Adrenals (phaeochromocytoma)
• Paraganglioma

• Extra-adrenal paraganglia of the nervous 
system

https://phaeoparasupport.org.uk/



Adrenocortical Cancer (ACC)

• Cancer of the outer layer of 
the adrenal gland (cortex)

• Usually found incidentally by 
scans for other reasons

• Over produces steroid 
hormones such as cortisol 
causing symptoms

• Extremely rare

https://accsupport.org.uk/



Medullary Thyroid Cancer (MTC)

• Medullary thyroid cancer that is 
not inherited (sporadic)

• rare

https://www.amend.org.uk/patients/information/mtc/



Our Unmet Needs
• Late diagnosis
• Lack of psychological support from diagnosis
• Lack of research into our diseases:

• Problem for gaining evidence to be granted access to new therapies and to 
informing best practice through Guidelines

• Lack of collaborative international research



20 Years of AMEND



How it all began

Liz Dent and Emily Fazal



The Very 
First 
Information 
Day, 2003



2003
Registered 
as a Charity 
in England 
& Wales



Launch of the MEN Passports (2009)



Gaining recognition from medical societies 
and a new look!



Resources – for children (2012)



Resources – for children (2012)



Widened Remit

www.accsupport.org.uk www.amend.org.uk www.phaeoparasupport.org.uk



Resources - booklets



Resources - films



New Phaeo Para Resource for kids

Me, My Mum, and Dave



…and so much more



Research

• MEN1
• MEN2

• MEN3
• PPGL
• ACC

• MTC

• x2 PHD projects regarding MEN3



Volunteers are our 
lifeblood

• Trustees
• Medical Advisory Teams
• Peer Support Volunteer Team
• Fundraisers
• Donors
• Grantees
• APID speakers
• And many, many more!



Thank You!

• Join us in the Thornhill 
Arms pub across the road 
from 6pm to celebrate 20 
years of AMEND!
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