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Never feel isolated or alone. Call our helpline: 0300 101 0034





Please note: This is an answer phone service – we aim to respond to messages within 24 hours.









Contact Us
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National Siblings Day 2024




Celebrating the valuable role that siblings play in the lives of their brothers and sisters with Smith-Magenis syndrome. Thank you for everything you do! 




#NationalSiblingsDay2024 #ItsaSiblingThing




[image: Katherine with her sisters Charlotte and Hannah]As we celebrate National Siblings Day, we shine a spotlight on the extraordinary bond shared between Katherine and her two sisters, Charlotte and Hannah…

Read moreKatherine’s Climb and the Bond of Sisterhood



































[image: ]SMS Weekender Application Form

Applications to our SMS Weekender at the Mount Cook Activity Centre (16th – 18th August 2024) are now open to all family members. Please click the link below to complete the application form. When your application has been processed you will receive another email to inform you if a space is available. Please note that …


Read moreSMS Weekender Application Form
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Our 5-year Strategy for a Positive Future





We recently conducted a community survey to understand the challenges faced by families living with SMS. The survey revealed some eye-opening results, including the following statistics: 










70%




SMS families suffer regular isolation and loneliness







83%




Have sought emotional support from The SMS Foundation







46%




Face negative financial impact due to living with SMS 













46%




Had to give up their job to care for a person with SMS







29%




Were denied  respite support from their local authority







69%




Found accessing education moderately challenging




















In response to these findings, we have developed a five-year strategy aimed at addressing these challenges. 




Our four priorities include:
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Supporting Carers





Providing caregivers with the empowerment and confidence to care for and support a person with SMS.





View Carer Support Service
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Supporting Education





Ensuring parents and schools have appropriate support to improve outcomes of SMS pupils in education.





 View Education Service
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Training Provision





Delivering training so that caregivers and professionals know how to manage and support a person with SMS.





View Training Programme










[image: ]



Awareness & Advocacy





Bringing everyone in our SMS family together to benefit from shared experiences, and preventing isolation.





View Awareness Programme


















Download and view the full documents in PDF format here:






View SMS Community Survey Results





View 5-year development strategy















 Information and Support





Our aim is to provide all caregivers and professionals with the knowledge and understanding to feel empowered and confident to support a person with SMS.





Go to information and support hub







Popular Articles from our Information and Support Hub




[image: Young female with SMS]Advice on SMS Behaviour


[image: ]Managing SMS Sleep
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[image: ]A Guide to SMS Booklet


[image: 2017 SMS conference]General Health Advice and Guidance


[image: girl with CVI struggles to get down stairs]Cortical Visual Impairment
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Meet our inspiring group of individuals with SMS achieving remarkable things!




[image: Katherine with her sisters Charlotte and Hannah]Katherine’s Climb and the Bond of Sisterhood


[image: ]Ellen Wotherspoon and her remarkable sporting journey


[image: ]Louie Martland: Thriving in the World of Hospitality













“My son has a very rare genetic disorder Smith-Magenis syndrome. Without the work that the charity does, our family’s road would have been a very long and stressful one (not that it isn’t at times).”


Parent of a teenage boy with SMS




	
	














Ways to Support Us
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Donate


[image: regular giving icon]


Regular Giving


[image: fundraising icon]


Fundraising & Events


[image: volunteering icon]


Volunteering


[image: corporate support]


Corporate Support
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Trusts & Foundations















Latest News and Events




[image: ]SMS Family Adventure Weekend


[image: ]Breaking Tradition: SMS Foundation’s Exciting Family Adventure Weekend in 2024!


[image: ]The SMS Foundation UK’s Rebranding Journey


[image: ]Supporting SMS Families for a Positive Future: Our 5-Year Development Strategy
















Share your journey and connect with other SMS families




The SMS International map was created by Salli Hunt and is a list of individuals who have been diagnosed with SMS across the world.  The map is not affiliated with any of the official SMS organisations and is an independent piece of work that was established to help families find others living near them. Over 950 individuals with SMS across the world are now listed, if you would like to add a person with SMS please click the button below.






View SMS International Map





Add a person to the map




















Our Partners and Supporters
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Never feel isolated or alone. Call our helpline: 0300 101 0034





Please note: This is an answer phone service that will alert us as soon as a message is left. A member of the team will call you back as soon as possible – we aim to respond to messages within 24 hours.






	Facebook
	Twitter
	LinkedIn
	Instagram
	YouTube
	Mail









Become a Member of The SMS Foundation UK








Connect with SMS families in your region and be the first to receive updates on any social meetings, conferences, and fundraising events going on! 





Family & Carer Membership





Professional Membership














Sign-up to receive the latest news and information direct to your inbox





Please enter your email address below if you would like us to send you emails with our latest news, articles, and information about SMS. To join as a full member, please click here.




Your data will be processed in accordance with our privacy notice. 



























Registered UK Charity (CIO) 1186647







Scottish Charity (SCIO) SC050921
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