
 

 
Many thanks to all the contributors for their honest and thoughtful responses to the 
government’s questions.  
 
How can we support people that are more likely to experience poor wellbeing 
to improve their own wellbeing? 
 
Maxwell McKnight, living with SMA Type 2 
 
I believe that professional care for someone’s mental health should be strongly 
advised at Clinical check-ups. With Spinal Muscular Atrophy (SMA), there are many 
doctor appointments. Psychologists turning up to talk to children from a young age to 
when they are older could be very important to predicting any future struggles with 
one’s mental health.  
 
Many children and adults with SMA face challenges on a daily basis, which may put 
them under pressure more than others around them in the same environment. 
Additional barriers such as a lack of confidence to come forward about their feelings 
and accessibility issues are prevalent in the SMA community. I think that it’s 
essential the NHS gives the right advice to parents on how to talk to their children 
about mental health. Many people with SMA can keep it to themselves how they 
really feel about their disability. Like their appearance or weakness when they are 
around others. No matter the age, I believe the person should be given space to talk 
about this in a medical setting, just one-on-one with a professional at check-ups.  
 
Furthermore, independence can be greatly limited in many cases. I think it’s 
important for social care teams to have regular visits with those most vulnerable, to 
go over things such as care that is currently being given at home, school or work. 
Interacting with others and independence are very important for mental well-being. 
People with SMA can feel left out when their bodies can’t physically keep up with 
everyone else. This can put a strain on family relationships as well as friends. 
Therefore, it’s important the right care for them is put in place to enjoy life to its full 
potential, which can be difficult for a child to verbalize. 
 
In the long term, I believe that some of the main reasons people with SMA 
experience mental health issues are not being able to access what they see others 
doing. In the NHS’s 10 years plan, I think it’s important to implement information 
online and in-person to parents on how to deal with the extra challenges. Mental 
health can be affected by many things, but the environment and people in it play a 
major role. I think the language used and coping mechanisms should be included in 
this one-to-one support/training for guardians. 
 
I think for older teenagers mental health issues can come from having to be to open 
with guardians. Especially when entering relationships and wanting to go out with 
friends. Clear boundaries should be set for guardians and someone like a doctor or 
social care worker could be used so the person can discuss the personal issues and 
come to an agreement where all parties are satisfied. 
 
 
 



 

How can we improve the wellbeing of people who are more likely to experience 
poor wellbeing? 
 
Young adult living with SMA Type 2 
 
I think one of the most common misconceptions surrounding Spinal Muscular 
Atrophy (SMA) & other psychically limiting conditions is that it’s all just physical, 
which it certainly isn’t.  
 
There’s a huge grey and unspoken area surrounding the effects and links between 
psychical and mental well-being. I truly believe that they shouldn’t be separated 
because they influence each other. Although SMA and similar condition appear to be 
all psychical on the surface this couldn’t be any further from the truth.  
 
The unspoken consequences of being extremely reliant on other individuals has 
serious and detrimental effects mentally if they are not addressed. 
 
There is a lack of connections from professional personal. It’s almost like our 
condition is only physical which by definition it is. However mental health typically 
can be connected to three categories: satisfaction, previous experiences, 
relationships. And all of these categories become heavily compromised when having 
a disability. 
 
When talking about individuals that have wider health problems. I think it should be 
priority number one to first address those wider health problems, as they will be 
contributing in a large way to the mental health of the particular individual.  
 
Individuals born with complex health conditions often say that they bring up certain 
topics and concerns to the table, and unfortunately oftentimes they are swept under 
rug because when you Google the condition it doesn’t come up as a common 
problem or side effect. 
 
The health care system needs to be as objectively aggressive as possible. We need 
more help lines and people to talk to. Education surrounding mental health needs to 
be reaching as many people as possible. Especially in schools and colleges for 
young adults.  
 
 
 
How can we support different sectors within local areas to work together, and 
with people within their local communities, to improve the populations 
wellbeing? 
 
Portia Thorman, Advocacy lead SMA UK 
 
The most important factor in achieving this very ambitious goal is to share good 
practice. People living with complex health conditions like Spinal Muscular Atrophy 
are familiar with the multidisciplinary approach. They are seen by a great number of 
clinicians in different medical fields who address different aspects of the condition. In 
some areas of the country, this is managed very well with good leadership ensuring 



 

efficient, clear lines of communication, clinic appointments that are coordinated to 
meet the needs of the individual. In other areas the individual and their support group 
have to do much of the coordinating themselves, contacting different departments to 
see if they can rearrange appointments to fall on the same day, chasing up referrals 
etc. Mental health support is currently not a discipline routinely included in the 
multidisciplinary approach to complex care. This needs to change. 
 
There needs to be a rigorous assessment of progress of integrated care as it rolls 
out across the country. The voice of the ‘patient’ and their representative groups 
should be highly valued in this process. Successful networking strategies should be 
celebrated and shared. The use of virtual communications developed so brilliantly 
over the pandemic should be used by Integrated Care Boards so that they can very 
easily consult with those areas showing best practice.  
 
There needs to be an end to the postcode lottery of care.  Mental and physical health 
provision needs to have a holistic approach which is tailored to individual needs and 
should be accessible to all no matter where you live in the UK. This can only be 
achieved by excellent leadership with rigorous assessment of progress, involving the 
public voice, constructive feedback and implementation of efficient good practice 
sharing strategies across the country. 
 
 
Do you have ideas for how employers can support and protect the mental 
health of their employees?  
 
Young adult living with SMA Type 2 
 
Employers must improve their communication network and helpline infrastructure. It 
should start with protection. Then support should be used as a second resource.  
 
We are a community who employ caregivers up to 24 hours 7 days a week, I’ve 
heard members of staff expressing their concerns about being left out in the trenches 
you could say. Often there’s no help directly available for employees to express their 
concerns. 
 
It’s extremely concerning, the care industry is arguably one of the hardest industries 
in the world with some of the most terrifying consequences that will inevitably cause 
traumatic experiences. It is also one of the lowest paid sectors in the UK.  It’s very 
rare that care companies, especially in the private sector, have some kind of help 
line catered to mental well-being. Such a small investment could save lives and 
improve companies in so many sectors. I’ve had multiple members of staff come to 
me as the client and express their struggles and concerns instead of looking for 
professional help. Because they don’t feel comfortable approaching the mental 
health help plans and structure systems.  
 
How can anyone approach you for help if they simply don’t trust you or the system 
that surrounds the topic. Mental health support for employees in the care sector 
should be readily available and equally accessible whether you are working for a 
care agency or for the individual disabled employer.  
 



 

 
How can we help parents or primary caregivers of infants to improve their own 
wellbeing, and the wellbeing of their families? 
 
Portia Thorman and parents of young children living with SMA Type 1 
 
Spinal Muscular Atrophy is a life limiting genetic condition. There are now treatment 
options but with no newborn screening, families must wait until symptoms are 
present and until a health professional recognises them for a diagnosis. In the most 
severe cases, without treatment, the disease rapidly progresses, leaving irreplicable 
damage to the motor neurones that drive the muscles needed for strength, mobility, 
swallowing and even breathing, in the first few months of life.  
 
This is obviously a devastating diagnosis for any family and one which now comes 
with the unknowns of how the child will respond to treatment. Some treated children 
are beginning to walk, some can breathe without the reliance on any mechanical 
ventilation, but some still suffer with many PICU admissions due to respiratory 
distress and some still die very young. 
 
In most cases it will have been a normal pregnancy, a birth without complications 
followed by the niggling sense that something is not quite right. Parents notice a 
gradual decline in the muscle tone of their babies and often have to fight for a 
referral.  
 
A diagnosis of SMA changes family life forever. In the most common and most 
severe cases, families are faced with multiple medical devices in their own home, a 
ventilator, a suction machine, a cough assist machine, a plethora of supportive 
equipment that they have to be trained to use on their child. Complete strangers are 
welcomed into your home as care packages are introduced. Careers have to be 
abandoned to care for your child and to manage the many and varied hospital 
appointments and emergency admissions. This brings additional stresses associated 
with the sudden loss of income. There are so many overwhelming adjustments to life 
that even the most grounded individuals with a wonderful network of family and 
friends, find mental stability a challenge. For people who do not have a personal 
support network it is even more difficult; 
 
‘Being a single mum with two older kids who didn’t understand what SMA was, 
having no relatives in the country to speak to I was a total mess mentally. It is really 
draining and I must say it still is very emotionally overwhelming. Needless to say I 
didn’t feel very supported at the time of diagnosis.’ 
 
With all this anxiety on their shoulders, there does not seem to be any one strategy 
for supporting the mental health needs of the parents or carers who are facing a 
diagnosis of SMA, no structured approach for taking them through the challenges 
that may lie ahead.  
 
Some parents were directed to their GP, we all know how overstretched GPs are, 
the urgent support these families need cannot be accessed this way, as these SMA 
parents have found. 
 



 

‘We were told at the very beginning to go to our GP if we were feeling low – we 
never went’  
 
‘I did get referred by my GP, but it took over 20 weeks for us to be placed on a list’  
 
‘I got told to self-refer on the NHS website and join a long waiting list’  
 
‘Our GP just told me to self-refer and I’m just on a list, there wasn’t any empathy and 
I wouldn’t turn to them again’ 
 
Some had to wait until they were referred to their local hospice, which is, in itself, a 
distressing situation. Other families were offered counselling from their leading 
specialist hospital but only through palliative care, this is a difficult label to accept 
when your child is being treated for their condition; 
 
‘We were offered palliative care counselling and I instantly turned it down because it 
said ‘palliative’. I think the name needs to be changed as that’s petrifying to just hear 
that mentioned’. 
 
‘I actually found the Palliative Care team really helpful, I do think it really depends on 
who you get though, during our 10 week stay they spent a considerable amount of 
time chatting with me’  
 
Recently there has been some progress, Paediatric Intensive Care wards are 
beginning to invest in family liaison nurses who have capacity to support parents and 
carers. One of the pharma companies have trained OneGene Nurses who link with 
the families whom have had the gene replacement therapy; 
 
‘GOSH also put us in touch with OneGene nurses who have been amazing and I 
honestly can’t fault them…they have been our biggest support since 2 weeks after 
diagnosis, she is always on the phone if needed and it’s never hard to get hold of 
her. They have been my go to for everything and I don’t know what I would have 
done without them’ 
 
This is a great initiative, but funded by the pharmaceutical company so only available 
to the families who have accessed this one specific treatment, within the hospitals 
that have signed up to the scheme, it is by no means an answer for all. 
 
From the NHS, there is a lack of immediate action, action that could prevent mental 
health decline as the reality of a diagnosis sinks in. More and more parents go to the 
comfort of social media, finding groups of people going through the same 
experiences as them with a unique understanding of the challenges, 
 
‘The group has been the best support in so many different ways and tops any 
medical mental health options’  
 
 
 
 
 



 

 
In conclusion, from speaking to families of children living with SMA, mental health 
support could be improved by: 
 

• acknowledging the impact of a diagnosis like SMA on the mental health of 

parents and carers at the time of the diagnosis. There should be a well  

researched, up to date pack of pre-prepared materials detailing options for 

mental health care including charities, peer support groups, hospices and 

NHS options, with realistic time frames, for families to take home with them 

and read when they feel ready to do so. With such a fast pace of progress in 

medicines, and with the new IMF fast tracking medicines to the population, it 

is imperative that this information is reviewed and up to date. Out of date 

materials can add to anxieties. 

‘At the diagnosis appointment we were handed a leaflet dated 2017 which 
was a very scary read’ 
 

• ensuring all PICU wards and Long Term Ventilation teams have a family 

liaison nurse or similar, whose sole role is to support the whole family through 

the most difficult times and beyond. Priority for these services should be given 

to those families without a personal support network.  

 

• thinking about how to ‘rebrand’ Palliative Care Teams to make them more 

accessible to families whose children have complex care needs but don’t 

necessarily fit the ‘palliative’ prognosis.  

 

 


