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Our Contribution  

Who We Are 

Established for over 35 years, we’re a charity  

providing accurate information and a wide 

range of support services, while working to 

improve access to the best care, services and 

drug treatments today and funding research 

projects that can change tomorrow. 

Our services are UK-wide and free. We don’t 

provide medical services/advice, which must 

come from your medical team. 

We don’t receive government funding and rely 

on the generosity of our supporters to 

maintain our services. If you can help us 

please go to: 

www.smauk.org.uk/donate 

Phone: 01789 267520 
Lines open: 
 

• Mon – Thurs (9.00 am – 3.30 pm) 
• Friday (9.00am –1.00pm) 
• Closed on public holidays.  
 

Email: office@smauk.org.uk 
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How You Can Help Us 



We are committed to working with the SMA 

Community to advocate to the regulatory 

authorities for access to new treatments: 

 Clinical Care Research 

Based on clinical care, research and practice, the 

International Standards of Care (SoC) describe 

what assessments and interventions families and 

adults should expect to find in 

any neuromuscular centre anywhere. SMA UK 

helped fund their major review by international 

experts and patient representatives in 2016/17, 

and were heavily involved in writing the adult 

and family-friendly accessible guide: 

Access to New Treatments  International Links and Affiliations 

We are active members of SMA Europe, an 

umbrella organisation of patient and research 

groups. This vital information network funds 

and supports scientific and medical research. 

Our website provides an insight into the work 

of the research community looking into the 

causes, treatment and management of SMA. 

Our Research Coordinator and Scientific & 

Clinical Care Research Correspondents report 

on the latest results from any clinical trials of 

drugs being investigated for the treatment of 

SMA and other topics of interest. 

To find out more, go to:  

smauk.org.uk/treatments-research  

Research Overview and Updates 

smauk.org.uk/sign-up-for-mailings 

Researchers developing drugs want to 

understand the impact of SMA on people’s daily 

lives. Our Support Team is often asked to give 

an overview. We also provide links to surveys 

and consultations so that people’s own voices 

can be heard directly: 

Input to Research 

smauk.org.uk/ 
international-standards-of-care-for-sma 

Keep up-to-date with what stage access has 

reached in the UK. Follow us on social media 

and sign up for our monthly E-newsletter: 

smauk.org.uk/drug-treatments-screening-
whats-happening-now 

We are proud that over the last 35 years we have 

raised and donated £5 million in support of 

research into ground-breaking findings and 

initiatives that have been key to the development 

of drug treatments and access to clinical trials. 

We continue to support research: 

Funding Research Projects 

smauk.org.uk/ 
consultations-campaigns-petitions 

smauk.org.uk/our-research-strategy 


