
 

What is 5q Spinal Muscular Atrophy? 

 

 

 

 
 
  

Spinal Muscular Atrophy (SMA) is a rare, 

genetic neuromuscular condition causing 

progressive muscle wasting (atrophy) and 

weakness leading to loss of movement. This 

may affect crawling and walking ability, arm, 

hand, head and neck movement, breathing 

and swallowing. There are different forms of 

SMA and a wide spectrum of how severely 

children and adults are affected.  

The most common form is known as ‘5q 

SMA’; the term ‘5q’ refers to its genetic 

cause. When a child or adult is first 

diagnosed with 5q SMA, the doctor gives a 

clinical classification - SMA Type 1, 2, 3 or 4 - 

which reflects the age of onset of symptoms 

and the motor milestones that someone 

would be expected to achieve. Drug 

treatments are starting to change these 

expectations.  

 
Information about some of the rarer 

forms of SMA that have different genetic 

(non-5q SMA) causes can be found here:  

www.smauk.org.uk/ 

rarer-forms-of-SMA 

 
 
www.smasupportuk.org.uk/rarer-forms 

Includes 
 

 
SMA Types 1, 2, 3 & 4 
 
 
What causes 5q SMA? 
 
 
How is it inherited? 
 
 
How many people are 
affected? 
 
 
Is there a treatment 
or cure? 
 
 
 

A Guide to: 

http://www.smauk.org.uk/rarer-forms-of-SMA
http://www.smauk.org.uk/rarer-forms-of-SMA
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Current clinical classification of ‘Types’  
 
There is a wide spectrum of how severely children, young people and adults are affected, both 
within and between ‘Types’. Broadly, though, they are as follows: 
 
 

SMA Type Usual age of symptoms onset Impact of muscle weakness on sitting / walking  

Type 1 Younger than 6 months 
 

Unable to sit or roll independently 

Type 2 6 – 18 months 
 

Able to sit, but not walk, independently 

Type 3a 18 months – 3 years  
 

Able to walk, though may lose this ability over 
time 

Type 3b 3 years – 18 years Able to walk, though may lose this ability over 
time.  

Type 4 Over 18 years 
 

Mild walking difficulties 

 
*Adapted from Finkel et al., 20174 

  

As you read this guide, please remember that: 
 

➢ Although 5q SMA is clinically classified into different ‘Types’ which reflect the potential severity of its 

impact, it is considered a spectrum. 

➢ For children and adults, the severity of the condition varies from person to person, both within and 

between ‘Types’ - each child and adult is affected differently. 

➢ Care and management as recommended in the ‘International Standards of Care for SMA’1-3 should 

always be provided. 

➢ The physical milestones describing people’s ability to sit, stand and walk are increasingly important 

when it comes to making decisions about care and how to manage symptoms.  

➢ For simplicity, the summary words ‘non-sitters’, ‘sitters’ and ‘walkers’ are often used. 

➢ Treatments that may change the impact of a person’s 5q SMA are starting to become available. 

 
Clinical Classifications: SMA Types 1, 2, 3 & 4  

Symptoms of SMA Types 1, 2 and 3 begin at different ages in childhood. Symptoms of SMA Type 4 begin 
in adulthood.  
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SMA Type 1 is is the most severe form of SMA. Symptoms of 

muscle weakness usually begin between 0 and 6 months. 
Infants are unable to sit without support and may be described 
by clinicians as ‘non-sitters’. They also often have feeding and 
breathing difficulties due to their weak muscles. Generally, the 
earlier the onset of symptoms, the more severe the condition. 
 
Before 2007, without intervention for breathing difficulties, 
most children were expected to live for less than two years5. 
The November 2017 ‘International Standards of Care for SMA’ 
refer to evidence that ’suggests that since more proactive 
managements were introduced in 2007, children have been 
living longer1,2.  
 
Since late 2016, the gradual worldwide introduction of drug 
treatments has been further changing outcomes positively for 
children who have SMA Type 1, especially for newly diagnosed 
infants. In general, both clinical trial and real-world evidence 
suggests that early treatment is necessary to maximise the 
potential benefits. 
 
Global clinical trials and follow-up studies of possible drug 
treatments for those who have SMA Type 1 had tended to focus 
on their impact on motor milestones and survival. There is 
more understanding now of the importance of respiratory 
outcomes, and the value of other outcomes, that impact on a 
child’s quality of life, such as the development of:  swallowing, 
feeding / eating; verbal communication; muscle support of 
spine and hips; fine motor skills and fatigue levels. 
 
 

 

  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Our guide ‘Symptoms, 
diagnosis and effects of 
5q SMA’ gives more 
detailed information 
about SMA Type 1. 

To keep up-to-date  
with the latest 
developments in 
research and drug 
treatments, please visit: 
www.smauk.org.uk/ 
drug-treatments-
screening-whats-
happening-now  
 

If you are a parent or carer, you may find it helpful 
to read our guide: 
 
www.smauk.org.uk/recent-diagnosis-sma-type-1  
 

In the UK, drug treatment (NHS funded) is now possible for 
many children who have SMA Type 1. If you are a parent or 
carer, you may find it helpful to read our guide. 
 

Our Living with SMA website area has a wide range 
of information and ideas for daily living: 
 

www.livingwithsma.org.uk  
 
 
 

https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
http://www.smauk.org.uk/recent-diagnosis-sma-type-1
http://www.livingwithsma.org.uk/
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SMA Type 2: symptoms usually begin between 7 and 18 

months of age. Children and adults are unable to stand without 
support and may be described by clinicians as ‘sitters’. Their 
swallowing and breathing muscles may or may not be affected. 
If someone’s breathing muscles are affected, this can make it 
difficult to cough effectively, which can make them more 
vulnerable to chest (respiratory) infections. Though this is a 
serious complication that is associated with reduced life 
expectancy6, improvements in healthcare standards mean that 
the majority of people live long, fulfilling lives. 
 
Since late 2016, the gradual worldwide introduction of drug 
treatment for children and adults who have SMA Type 2 has 
seen positive outcomes. In general, both clinical trial and real-
world evidence suggests that early treatment is necessary to 
maximise the potential benefits. 

 
Global clinical trials and follow-up studies of possible drug 
treatments for those who have SMA Type 2 had tended to focus 
on their impact on motor milestones gained in childhood.  
There is more understanding now of the importance of 
respiratory outcomes, and the value of other outcomes, that 
impact on quality of life for older children, young people and 
adults, such as fine motor skills and fatigue levels which enable 
or maintain independence in daily living. In 2019, 96.7% of 
1,327 validated responses to SMA Europe’s survey of people 
diagnosed with SMA stated they would “consider it to be 
progress if there was a drug to stabilize their current clinical 
state.”7 

 
In the UK, drug treatment (NHS funded) is now possible for 
some children and adults who have SMA Type 2. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 

 
 
 
 

 Our guide ‘Symptoms, 
diagnosis and effects of 
5q SMA’ gives more 
detailed information 
about SMA Type 2. 
 
 

To keep up-to-date  
with the latest 
developments in 
research and drug 
treatments, please visit: 
www.smauk.org.uk/ 
drug-treatments-
screening-whats-
happening-now   
 

If you are a parent or carer, you may find it helpful 
to read our guide: 
 
www.smauk.org.uk/recent-diagnosis-sma-type-2   
 

Our Living with SMA website area for parents, 
teenagers and adults has a wide range of 
information and ideas for daily living:  
 

www.livingwithsma.org.uk  
 
 
 

https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
http://www.smauk.org.uk/recent-diagnosis-sma-type-2
http://www.livingwithsma.org.uk/
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➢   SMA Type 3a: symptoms usually begin between 18 months 

and 3 years of age. Children can stand and walk, although this 
becomes more difficult with age and they will need more 
support over time. 

 

In SMA Type 3b, symptoms usually begin after 3 years. 

Difficulties with standing and walking usually occur later than 
they do for children with SMA Type 3a. 
Depending upon the individual impact of their condition, 
children and adults with SMA Type 3 may be described 
as ‘sitters’ or ‘walkers’. 
 
Fewer people with SMA Type 3 have breathing or swallowing 
symptoms as swallowing and breathing muscles are not usually 
affected. Life expectancy isn’t usually affected8 and most live 
long, fulfilling lives. 
 
Since late 2016, the gradual worldwide introduction of drug 
treatment for children and adults who have SMA Type 3 has 
seen positive outcomes. In general, both clinical trial and real-
world evidence suggests that early treatment may be necessary 
to maximise the potential benefits. 
 
Global clinical trials and follow-up studies of possible drug 
treatments for those who have SMA Type 3 had tended to focus 
on their impact on motor milestones gained in childhood.  
There is more understanding now of the value and importance 
of respiratory and other outcomes that impact on quality of life 
for older children, young people and adults, such as fine motor 
skills and fatigue levels which enable or maintain independence 
in daily living. In 2019, 96.7% of 1,327 validated responses to 
SMA Europe’s survey of people diagnosed with SMA stated they 
would “consider it to be progress if there was a drug to stabilize 
their current clinical state.”7 

 
In the UK, drug treatment (NHS funded) is now possible for 
some children and adults who have SMA Type 3. 
 

 
 
 
 
 
 
 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 

Our guide ‘Symptoms, 
diagnosis and effects of 
5q SMA’ gives more 
detailed information 
about SMA Type 3. 
 

To keep up-to-date  
with the latest 
developments in 
research and drug 
treatments, please 
visit: 
www.smauk.org.uk/ 
drug-treatments-
screening-whats-
happening-now   
 

If you are a parent or carer, you may find it helpful 
to read our guide: 
 
www.smauk.org.uk/recent-diagnosis-sma-type-3    
 

Our Living with SMA 
website area for 
parents, teenagers and 
adults has a wide range 
of information and 
ideas for daily living:  
 
livingwithsma.org.uk 

 
 
 

https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
http://www.smauk.org.uk/recent-diagnosis-sma-type-3
http://www.livingwithsma.org.uk/
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SMA Type 4: symptoms begin in adulthood and include mild to 

moderate muscle weakness in the arms and legs and some difficulty 
walking. It rarely affects swallowing and breathing. SMA Type 4 
usually progresses slowly over time causing increased muscle 
weakness with age. This may impact on daily living activities such as 
walking, dressing and bathing. SMA Type 4 isn’t life-limiting9.  

 
SMA Type 4 affects the lower motor neurons. This is different from 
Motor Neurone Disease (MND), also known as Amyotrophic Lateral 
Sclerosis (ALS), which affects both the upper and lower motor 
neurons. Though SMA is also classed as a motor neuron disease, it 
isn’t MND. Whereas MND is almost always life-threatening, SMA 
Type 4 isn’t. 
 
Access to treatments for those clinically diagnosed with SMA Type 4 
varies between countries. This may depend on the decision made by 
the regulatory authorities – for example in some countries it is 
approved for all who have 5q SMA. It may also depend on how 
distinct the ‘onset of symptoms’ age boundary is considered to be 
between Type 3b and Type 4.  
 
In the UK now, access to drug treatment (NHS funded) is only 
possible for those who have a clinical diagnosis of SMA Type 1, 2 or 
3 (see table page 1) and who meet other eligibility criteria. No drug 
treatments are currently available in the UK for people who have 
been given the clinical classification / diagnosis SMA Type 4, which 
should include careful review of the history of the person’s onset of 
symptoms.  
 
 
Support and advice can help manage the symptoms and effects.  
 
 

 
 
 
 
 
 
 
 
 
 
 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Our guide ‘Symptoms, 
diagnosis and effects of 
5q SMA’ gives more 
information about SMA 
Type 4.  

To keep up-to-date  
with the latest 
developments in 
research and drug 
treatments, please visit: 
www.smauk.org.uk/ 
drug-treatments-
screening-whats-
happening-now    
 

If you have been recently diagnosed, you may find 
it helpful to read this booklet: 
 
www.smauk.org.uk/recent-diagnosis-adult-
onset-sma  
 

Our Living with SMA website area has a wide range 
of information and ideas for daily living for adults:  
 

www.livingwithsma.org.uk  
 
 
 

https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/drug-treatments-screening-whats-happening-now
http://www.smauk.org.uk/recent-diagnosis-adult-onset-sma
http://www.smauk.org.uk/recent-diagnosis-adult-onset-sma
http://www.livingwithsma.org.uk/
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What causes 5q SMA? 

➢ The SMN1 gene10 

All Types of 5q SMA affect the nerve cells called lower motor 
neurons. These are found within the spinal cord and transmit signals 
to muscles. Lower motor neurons carry electrical signals from the 
brain to activate the muscles used for movements, such as crawling 
and walking. These signals control movement of arms, hands, head 
and neck, as well as breathing and swallowing. For these nerve cells 
to be healthy, our Survival Motor Neuron 1 (SMN1) genes10 must 
produce enough Survival Motor Neuron (SMN) protein.  
 
Most people have two copies of the SMN1 gene. People with 5q 
SMA have two faulty copies of the SMN1 gene, which means they 
are unable to produce enough SMN protein to have healthy lower 
motor neurons9. This means that these specialist nerve cells in the 
spinal cord deteriorate, which restricts the delivery of signals from 
the brain to the muscles, making movement difficult. The muscles 
then waste due to lack of use - this is known as muscular atrophy.  
 
 
 
In summary: 
 

  

 

 

 

 

 

 

 

 

 

 
 

Brain sends signals along the spinal cord via 
nerve cells called lower motor neurons

In SMA, lower motor neurons in the spinal 
cord deteriorate

Signals cannot efficiently get through to the 
muscles making movement difficult

Muscles waste (atrophy) due to lack of use

The SMN1 gene is on 
chromosome 5, in the 
region labelled ‘q’. This 
is why the main Types 
of SMA are often 
referred to as ‘5q SMA’. 

There are other rarer 
forms of SMA with 
different genetic 
causes. For more 
information on these, 
please see: 
www.smauk.org.uk/ 
rarer-forms-of-sma   

https://smauk.org.uk/rarer-forms-of-sma
https://smauk.org.uk/rarer-forms-of-sma
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➢ The SMN2 gene10  

A second gene also has a role in producing SMN protein. This is the 
Survival Motor Neuron 2 gene (SMN2), sometimes referred to as the 
SMA ‘back-up’ gene.  
 
However, most of the SMN protein produced by SMN2 lacks a key 
building block that is usually produced by SMN1. This means that, 
while SMN2 can make some functional SMN protein, it cannot fully 
make up for the faulty SMN1 gene in people who have SMA.  
 
Unlike most genes, the number of copies of SMN2 on each 
chromosome can vary from one person to the next11; there can be 
between 0 – 8 copies. At a population level, the severity of SMA is 
linked to how much SMN protein is made11,12; there is therefore a 
general relationship between the number of SMN2 copies (‘SMN2 
copy number’) and the likely severity of SMA symptoms11,12. Having 
more SMN2 copies is generally associated with less severe SMA 
symptoms. However, at an individual level, accurate predictions 
cannot be made about the Type or severity of SMA based on the 
SMN2 copy number alone1,2. This is likely to be because other 
genetic, and possibly environmental, factors have an influence on 
the disease.  
 
Bearing this in mind, the following table gives a summary of: 
 
➢ how many SMN2 copies the majority of people within each Type 

of SMA may have (see ‘usual number’ column), and 

 

➢ the possible range of copy numbers that people within each 
Type of SMA may have (see ‘range’ column). 

 
SMA Type Usual age of symptoms3 SMN2 copies 

‘usual’ 
number2 

‘range’12 

Type 1 Younger than 6 months 2 1-3 

Type 2  6 – 18 months 3 2-4 

Type 3a Under 3 years  3 3-5 

Type 3b Over 3 years 4 

Type 4 Over 18 years 4-6  

 
Adapted from Tillmann et al., 201814 

 

For more detailed 
information, please 
see our information 
sheet, ‘The Genetics of 
5q SMA’: 
 
www.smauk.org.uk/ 
the-genetics-of-5q-
sma  

It’s estimated that 
only about 10% of the 
SMN protein made 
from SMN2 is 
functional. The large 
majority (about 90%) 
of protein produced 
from SMN2 is lacking 
an essential part and is 
consequently non-
functional13.  
 

https://smauk.org.uk/the-genetics-of-5q-sma
https://smauk.org.uk/the-genetics-of-5q-sma
https://smauk.org.uk/the-genetics-of-5q-sma
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How do people inherit 5q SMA? 
 
5q SMA is passed from parents to their children through faulty SMN1 
genes. It usually follows an autosomal, recessive pattern of 
inheritance. This means that: 
 

• People who have inherited two faulty copies of the SMN1 
gene (one from each parent) have SMA.  

 

• People who have inherited one faulty copy and one healthy 
copy of the SMN1 gene (one from each parent) are carriers 
of SMA. Carriers don’t have SMA or any symptoms of SMA.  
 

• People who have inherited two healthy copies of the SMN1 
gene (one from each parent) don’t have SMA and aren’t 
carriers. 

 
 
When two SMA carriers have a child together, for each pregnancy 
there is a: 

 

• 1 in 4 (25%) chance that the child will inherit both faulty 
copies of the SMN1 gene and will have SMA.  
 

• 1 in 2 (50%) chance that the child will inherit one faulty copy 
and one healthy copy of the SMN1 gene and will be a carrier. 
 

• 1 in 4 (25%) chance that the child will inherit two healthy 
copies of the SMN1 gene and will not be a carrier or have 
SMA. 

 

 
 
 
 
 
 
 
 
 
 
 

 

There are other rarer 
forms of SMA with 
different genetic 
causes and different 
patterns of 
inheritance. For more 
information on these, 
please see: 
 
www.smauk.org.uk/ 
rarer-forms-of-sma  
 

In around 2% of cases 
of SMA, the mutation 
is new in the affected 
person, most likely due 
to an error in making 
the egg or sperm cell 
from which they were 
conceived. This is 
called a de novo 
mutation and means 
that at least one 
parent is not a carrier. 
 

https://smauk.org.uk/rarer-forms-of-sma
https://smauk.org.uk/rarer-forms-of-sma
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How many people are affected by SMA?  
 
Approximately 1 in 40 people carry the faulty SMN1 gene15 - that means there are around 1.67 
million carriers in the UK. 
 
The incidence is the number of new cases of a condition or disease at any one time. Recent studies 
indicate that approximately one in every 10,000 babies worldwide are born with a Type of SMA, 
and that SMA Type 1 accounts for approximately 60% of cases15,16. 

 
 
 
 
 
The prevalence is how many people are living with a condition or disease in a population at any 
one time. Recent studies suggest between 1 and 2 people in every 100,000 worldwide have a Type 
of SMA15,16 (which equates to between 10 and 20 people in every million). 

 
 
 
 

 
 
In 2018, Public Health England (PHE) started to collect data about people diagnosed with SMA in 
England, through the National Congenital Anomaly and Rare Disease Register (NCARDRS). In 
September 2019, they published their first report containing preliminary prevalence data on 
Spinal Muscular Atrophy Type 1. This was based on Hospital Episode Statistics (HES), Office of 
National Statistics (ONS) mortality data and patient data held by the NCARDRS.  
 
 

                                            

 
 
 
 
 
 
 
 
 
 
 
 

In the UK in 2020, there were 681,560 live births17-19. This suggests that in that year, 
approximately 68 babies were born with a Type of 5q SMA. 

In 2020, the UK population was approximately 67.1 million20. Based on this, it is estimated that 
between 670 and 1340 people have SMA in the UK at any one time. As there is no central 
information source the exact numbers are unknown. 

In Public Health England’s 2019 report, they estimated that 1 in 16,320 babies born in England 
have SMA Type 1 (around 42 babies per year)21. 
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Is there a treatment or cure for 5q SMA?  
 

➢ The International Standards of Care for SMA1-3 
 
Although there is currently no cure for SMA, this doesn’t mean that 
nothing can be done. There are a range of options aimed at 
managing symptoms, reducing complications of muscle weakness 
and maintaining the best quality of life. These are outlined in the 
internationally agreed Standards of Care for SMA1-3, which were 
updated by experts and patient representatives and published in 
November 2017.  

 
 
 
 
 
 
 
 

➢ Drug treatments 
 
There have been huge developments in the field of research and 
drug treatment in recent years; however not all of these treatments 
are suitable or possible for all children, young people and adults who 
have SMA. This is for different reasons for the different drugs. For 
example, it may be to do with safety limits based on clinical trials, or 
due to the decisions of UK regulatory authorities. These decisions 
are based on their assessments of the pharmaceutical company’s 
clinical trial and cost effectiveness evidence, as well submissions 
from clinicians and patient groups. 
 

 
Nusinersen / SpinrazaTM  
 

This drug, delivered by lumber puncture, was the first to have been 
licensed for the treatment of 5q SMA in the UK. It’s designed to 
modify the product of the SMN2 gene to produce more functional 
SMN protein. 
 
See www.smauk.org.uk/nusinersen for more information about:  
 

• how it works, how it is given and how often 

• the clinical trial results 

• who it is considered safe for and who may have access in 
the UK. 

 

  

Find this guide at: 
www.smauk.org.uk/international-standards-of-care-for-sma 

http://www.smauk.org.uk/nusinersen
http://www.smauk.org.uk/international-standards-of-care-for-sma
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Onasemnogene abeparvovec / ZolgensmaTM 

This gene therapy treatment, delivered by injection into the 
bloodstream, is designed to address the genetic root cause of SMA 
and limit the progression of the condition by replacing the faulty or 
missing SMN1 gene. 

See www.smauk.org.uk/zolgensma for more information about:  
 

• how it works, how it is given and how often 

• the clinical trial results 

• who it is considered safe for and who may have access in the 
UK. 

 
 
 
Risdiplam / EvrysdiTM 

 
This drug treatment, delivered orally, targets and encourages 
the SMN2 ‘back-up’ gene to produce a greater amount of functional 
SMN protein.  

See www.smauk.org.uk/risdiplam for more information about: 

• how how it works, how it is given and how often 

• the clinical trial results 

• who it is considered safe for and who may have access in 
the UK. 

 
 
 

➢ Research and further developments  
 
There is still a considerable amount of research into SMA taking 
place around the world. This will continue to improve our 
understanding of the condition and will also help with the further 
development of effective management and treatments. 
 
 
 

 
 

To keep up-to-date with the 
latest developments in 
research and drug 
treatments, visit: 
www.smauk.org.uk/drug-
treatments-screening-
whats-happening-now 

http://www.smauk.org.uk/zolgensma
http://www.smauk.org.uk/risdiplam
http://www.smauk.org.uk/drug-treatments-screening-whats-happening-now
http://www.smauk.org.uk/drug-treatments-screening-whats-happening-now
http://www.smauk.org.uk/drug-treatments-screening-whats-happening-now
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Resources and support  
 
The International Standards of Care for Spinal Muscular Atrophy (2017) can be downloaded from 
here: www.smauk.org.uk/international-standards-of-care-for-sma1 
 
SMA UK 
Phone: 01789 267 520 
Email: supportservices@smauk.org.uk  
Website: www.smauk.org.uk 
 
We provide a free Support & Outreach Service for families and adults by email, phone, text or 
virtual meeting. When covid-safe we can offer an outreach home visit. Our experienced team 
offers personalised support and information and is available to answer questions and talk things 
through. Though we don’t give medical advice, we can discuss support options with you.  
 

We also support health, education and social care professionals. 
 

If you're wondering about an aspect of life with SMA, we hope the Living With SMA area of our 
website will be a helpful starting point, giving you useful information and ideas. It builds on 
knowledge and advice from the SMA Community and SMA UK's Support Services Team. It covers a 
whole host of topics, including: health & wellbeing, equipment, homes, education, work, transport, 
leisure, holidays, financial, and emotional & social support: www.livingwithsma.org.uk  
 

 
 
 
 
 
 
 
 
 

 
 
 
 
 

Version 3 
Author: SMA UK Information Production Team 
Last full review: September 2020 
Last updated: March 2022 
Next full review: September 2023 
 

SMA UK’s monthly E-news keeps the community up-to-date and includes the latest research and 
treatment updates.  
 
You can sign up at www.smauk.org.uk/sign-up-for-mailings 

http://www.smauk.org.uk/international-standards-of-care-for-sma
mailto:supportservices@smauk.org.uk
http://www.smauk.org.uk/
http://www.livingwithsma.org.uk/
http://www.smauk.org.uk/sign-up-for-mailings
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Whilst every effort is made to ensure that the information in this document is complete, correct and up to date, this 
cannot be guaranteed and SMA UK shall not be liable whatsoever for any damages incurred as a result of its use. SMA 
UK does not necessarily endorse the services provided by the organisations listed in our information sheets. 
 
The information given in our publications is not intended to replace that provided by your healthcare team. Medical 
advice for any individual should always come from their own medical team. 
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