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Welcome to the Spring 2022 edition of SMA Matters, which 
coincides with my retirement from SMA UK. I wanted to take 
this opportunity to reflect on my time working with the SMA 
Community over the past sixteen years and to say goodbye to 
the many of you I have met during my time with the charity. 

I joined the Jennifer Trust in 2006 
and have always worked with people 
affected by all Types of SMA, from 
bereaved parents to adults living 
with the condition. A diagnosis of 
any Type of SMA is a huge shock as 
families and individuals adjust to 
their changed circumstances and 
altered expectations. 

Those living with or affected by 
SMA are the real experts in the 
condition. Too often, sadly, this lived 
experience is of battling ignorance 
around SMA and fighting for every 
little thing. I know what a battle it 
is just to get what you are entitled 
to. From treatment to care plans, 
from benefits to adaptations, it 
is exhausting to have to fight for 
everything. The sheer number of 
professionals and organisations 
people have to deal with, usually with 
different structures and rules, can be 
a bewildering maze that is constantly 
changing. It has been humbling and 
rewarding to try and help in these 
battles, though I’m very aware of how 
much more could be done. 

Throughout my years here, I’ve been 
impressed by everyone’s strength, 
resilience, and support for each other. 
As well as seeing a lot of trauma, 
sadness, and grief, I have witnessed 
immense love, care, and hope. 

It’s been particularly gratifying to 
have been involved with the recent 
positive changes. The energy and 
commitment of the Community 
in gaining access to treatments is 
extraordinary. It has been a long 
and painstaking journey, with a lot 
of work quietly happening in the 
background. Though joyful for many, 
it is also heart-breaking to know 
that so many families have watched 
their child or loved one deteriorate 
before treatments were available. 
My heart goes out to everyone who 
has gone through an agonising wait 
for treatment as well as to those 
who know that all the changes have 
come too late for them. 
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Welcome
by Maggie McHale, SMA UK Outreach Worker
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It has been a huge privilege to work for 
this unique charity, alongside so many 
fantastic people; my team-mates, 
colleagues and Trustees, and the whole 

SMA Community. My role has always 
been enriched by the strength, solidarity, 
and generosity of so many of you giving 
so freely of your time, energy, and 
ingenuity.

I’m sad to leave this amazing 
Community but also optimistic to see 
it growing and thriving as you move 
forward into new and exciting times. 
However, I am looking forward to 
spending more time enjoying culture, 
walking, volunteering, and travelling, as 
well as with my husband and my cat!
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Thank you to all those people who responded 
to our survey last September, and to those who 
further shared their views with Dr Kate Dawson, our 
independent researcher.

What you want 
  SMA UK to provide…

More than 80% said:
Podcasts, videos and webinars from people in 
the SMA Community and, when possible, face 
to face events

More than 90% said:
Information, particularly about access to 
treatments in these times of rapid change, 
as well as about SMA, care and services

Personal support following diagnosis and at 
challenging times

More than 90% said:

Advocacy for better, faster access to 
treatments, newborn screening for SMA and 
access to better health and social care

More than 80% said:
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Released many new podcasts on all sorts 
of topics, including Hitting Our 40s; Periods; 
Employment & Blogging; SMA Type 3.  

You can see all the sessions recorded 
so far and follow the links to listen on 
this page: smauk.org.uk/living-with-
sma-podcast-videos

and we’re planning some events (see p.10)…

…and since then, so far we have...

Updated our treatment and research 
related pages of the website. This 
includes information about the three 
treatments (nusinersen, risdiplam and 
Zolgensma) now funded by the NHS.  

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

Continued to provide our outreach 
and support service to individuals and 
families by phone, email, text and Zoom 
and, when possible, home visit. 
Our thanks to Maggie who has been a 
huge support to so many over the years 
– we wish her a happy retirement.

https://smauk.org.uk/drug-treatments-screening-whats-happening-now
https://smauk.org.uk/living-with-sma-podcast-videos
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...and we are…

We’ve recruited 
Portia Thorman 
to a new post of 
Advocacy Lead

I felt very privileged 
to join the SMA UK 

team in January. As mum to a charming 
little 5 year old boy who has SMA Type 1, 
I have some first-hand experience of the 
challenges of accessing services and the 
many social barriers to inclusion, but I 
know there are so many other challenges 
for our Community. The contact I’ve 
already had with people has given me 
such useful insights and I look forward to 
many more conversations. 

While SMA UK’s Outreach Service will 
continue to work with individuals facing 
challenges, it’s my job to work on the 
ones that are clearly affecting many – be 
that children and families, young people 
or adults. Often these will be ones that 
don’t just affect the SMA Community, so I 
will be working closely with other Patient 
Groups and Alliances.

Read about two of the challenges we’ve 
started to work on:

Growing our 
Advocacy 
Work

Can you get involved too?
Reply to our survey 
surveymonkey.co.uk/r/schoolsandsma

Advocating for better 
access to schools and 
nurseries
Now that we have more children 
benefitting from drug treatments 
reaching pre-school and school age, 
we’re hearing that many parents are 
facing a range of issues. These include 
finding a local nursery or school which 
will welcome their child, make any 
necessary adaptations and include 
them in all activities.

With your help, we’re aiming to 
develop some information to better 
support families, schools and 
nurseries through the process. At the 
same time, we’ll gather experiences to 
highlight the issues and advocate for 
positive change. 

“We’d love to help! We have been 
through quite a time considering 
school, finding a school and even 
getting our daughter into school!” 
–Michelle and Chris

https://www.surveymonkey.co.uk/r/schoolsandsma
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Many adults and parents in the 
SMA Community are telling us 
that they’re struggling to recruit 
PAs. We want to hear more 
about your experiences of the 
difficulties and concerns you are 
having with recruiting, employing 
and keeping your PA support. 
It’s these real-life stories that hit 
home hardest with the media 
and politicians. Together with 
other organisations we want to 
push this issue higher within the 
political arena.

We also want to promote a broader 
view of what it’s like being a PA. It would 
be great to share the brilliant work of 
PAs with a wider audience in the hope 
of raising the profile of this varied and 
rewarding role.

If you can share any PA stories, “what 
makes your PA great”, any pictures, 
comments, articles – a short two liner or 
a full piece – we’d love to hear from you. 
We plan to get these out widely on social 
media and through other organisations.

Personal Assistant 
(PA) Crisis #ItsNotJustCare

Living With SMA Podcast
Listen to Episode 16: ‘PAs Aren’t Just for 
Care!’ and subscribe at 
livingwithsma.buzzsprout.com

Share your photos and stories of good 
times with your PA and tag us with 
#ItsNotJustCare. If social media is not 
your thing, then email them over to us 
office@smauk.org.uk and we will share 
them for you. Let’s spread the word 
together that #ItsNotJustCare.

https://livingwithsma.buzzsprout.com/
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Alfie Tatnell is a dedicated supporter of SMA UK and has taken part in 
numerous events to fundraise over the last fourteen years including 
the Great North Run.

“I am a Dad of six, but sadly three of 
my children have passed away with 
two of them lost to SMA. This has had 
a massive effect on my life and I went 
through some very difficult times. I first 
received support from SMA UK (then the 
Jennifer Trust) in 1997 and I am eternally 
grateful for the help I received and 
the opportunity to connect with other 
families affected by SMA.”

Alfie attended events organised by the 
Jennifer Trust, where he was able to 
meet members of the SMA Community 
and where he forged some long-
lasting friendships. He decided to start 
fundraising for the charity to say thank 
you and to give something back to those 
in a similar situation.

“I realised how devastating it would be 
for my children to be forgotten and for 
nothing positive to have come from our 
loss. The first event I took part in was a 
10K run in London in 1998, which was a big 
challenge for me as I was not fit at all!”

Since then Alfie has seen a lot of 
changes in his life, retraining as a 
massage therapist, and more recently 
having studied to become a breathing 
practitioner, laughter yoga instructor and 
cold water therapist.

“A nurse changed my life when she saw 
me massaging my baby to ease his 
pain. She said I had a natural touch and 
encouraged me to use my talent and 
help other people by using my hands. 
She fully supported me and helped me 
to turn my grief into a positive.”

“Being a massage therapist since 2002 
I have had the pleasure of working with 
runners at many of the top events in 
the country and this has inspired me to 
continue running and raising money for 
SMA UK.”

As well as fun runs like the Superhero Run 
in London, Alfie has also taken on the iconic 
Great North Run twice for team SMA UK.

“The Great North Run was always 
talked about very highly by the 
runners I worked with because of the 
organisation, but also the support and 
encouragement which you receive from 
the spectators. I wanted to experience 
the thrill of it myself and support an 
amazing cause at the same time. I 
will never be on the podium, but I will 
always reach the finish line!”

Alfie now plans to combine his skills with 
his passion for the charity and is hoping 
to organise a laughter yoga fundraiser as 
well as volunteering his time to share his 
knowledge at upcoming SMA UK social 
events. 

From grief to vocation: 
Alfie tells his story
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“I realised how 
devastating it 

would be for my 
children to be 

forgotten and for 
nothing positive to 

have come from 
our loss.”
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What to expect?

Register now to book your free place! 
Spaces are limited. Bookings close 1 week before the event’s start date

smauk.org.uk/picnicinthepark

From 10am until 2pm

Outdoors, with shelter in case of rain   

Meeting others from the SMA 
Community and SMA UK 

Q & A chat with an adult from the 
SMA Community 

An SMA Community parent on hand 
to chat as well 

Face painting for kids (and adults!) 
at some locations 

Changing places or a Mobiloo

Yorkshire 
Sunday 12 June

Wiltshire 
Saturday 18 June

West Midlands 
Saturday 25 June

Northern Ireland 
Saturday 25 June

West Sussex 
Sunday 3 July

Edinburgh 
Sunday 10 July

Where & when

https://smauk.org.uk/picnicinthepark


We would not be able to carry out our vital work were it not 
for our amazing supporters and fundraisers who go above 
and beyond to raise funds and awareness for SMA.
We have heard from so many of you who are planning epic challenges 
this year and we are looking forward to supporting you all the way!

If you would like to take on your own fundraising challenge then please 
get in touch with our friendly team who will be happy to help at  
fundraising@smauk.org.uk or call us on 01789 267520.

Support SMA UK this Summer

Marathon in May for SMA 
Anyone can take part in our fun, inclusive virtual event 
which asks you to cover the distance of a marathon in 
a month. Find out more in the pack enclosed or at 
smauk.org.uk/marathoninmay

Coffee & Cake Day 
What better way to bring everyone together to support 
an amazing cause than over a piece of cake? Order 
one of our free fundraising packs to get started at 
smauk.org.uk/coffee-and-cake-day

Shoesday 
This FUN-draiser is ideal for schools and nurseries. 
Simply ask everyone to wear odd shoes or socks and 
donate to SMA UK. Find out more at 
smauk.org.uk/shoesday
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https://smauk.org.uk/marathoninmay
https://smauk.org.uk/coffee-and-cake-day
https://smauk.org.uk/shoesday
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01789 267 520
office@smauk.org.uk 
smauk.org.uk

Registered Charity No 1106815. Company Limited by Guarantee No 5137534. Registered in England and Wales

Manage your mailing preferences
Visit smauk.org.uk/sign-up-for-mailings or call the 
office if you would like to subscribe to SMA Matters or 
our monthly e-news. You can also choose to receive 
SMA Matters by email or unsubscribe.

Take part in the  
Great North Run for SMA UK

We are here for you
Explore our website at smauk.org.uk to find out more.

Support
From our experienced Outreach Team 
and the SMA Community.

smauk.org.uk/support

Community Networks 
and Voices
Podcasts, videos and personal stories 
plus webinars with health professionals. 
smauk.org.uk/connect-with-others  

Information
Wide-ranging on many topics including 
care, tips and ideas for all ages. 

smauk.org.uk/information

Treatments & Research
What’s available now, advocacy for 
access and future possibilities  

smauk.org.uk/treatments-research

11 September 2022 
smauk.org.uk/great-north-run

https://smauk.org.uk/support
https://smauk.org.uk/information
https://smauk.org.uk/connect-with-others
https://smauk.org.uk/treatments-research
https://smauk.org.uk/sign-up-for-mailings
https://smauk.org.uk/great-north-run
https://smauk.org.uk/



