
 
 

Registered Charity No. 1181539       www.hspgroup.org 

HSP Newslink 
The Newsletter of the Hereditary Spastic Paraplegia Support Group 

Issue 49 – May 2020 

HSP & FSP – Hereditary Spastic Paraplegia, 
Familial Spastic Paraplegia & Strumpell-Lorrain Syndrome 

 
 

 

 
David Pearce - A very special man 

Our former chairman, David Pearce was a 
very special man.  You may remember 
reading in the September 2018 newsletter 
that very sadly, David had passed away.  
David was extremely passionate about the 
HSP Support Group and the work we do 
and because of this, he remembered us in 
his will.  In fact, he left an extremely 
generous bequest for us and we’re keen 
to ensure that we use this wisely and, in a 
manner, that David would have fully 
approved of.   

David was chairman of the Group when I 
joined in 2003 and he held this role until 
the 2009 AGM.  He was very enthusiastic 
about the future of the charity and I know 
he'd be delighted about the way things 
have moved forward.  He loved speaking 
to members as chairman and always did it 
with a big smile and a very friendly 
approach.  I know his ambition was for 
our Support Group to become a 
significant charitable organisation that 
made a big difference to the lives of 

Lorraine Saupé presenting David with a glass tankard at a Milford Meeting to thank him for all his hard work on behalf of us all 
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individuals with HSP.  I honestly believe that 
we’re well on our way to achieving this and 
I’m confident that David is looking down on us 
with a big nod of approval. 
From the beginning of his term as chairman, 
David realised how important regional 
meetings were and he was a key figure in 
getting local, informal meetings up and 
running.  I remember him helping me to get 
the West Country Group together and he 
attended the first two meetings in Exeter.  
When you consider his limited mobility and 
the fact that he lived in Ilford, you can see 
what a dedicated, pro-active individual he 
was. He regularly attended the Milford 
meetings until illness and mobility issues got 
the better of him.   With this in mind, we have 
decided to use some of his money to cover 
the cost of refreshments and room hire for 
future regional meetings. 
On the subject of meetings, remembering 
how much David appreciated them, we 
agreed to make the AGM this year free to 
attend.  However, due to the covid 19 
pandemic affecting this year’s event, we will 
carry it over to next year when there will be 
no charge for attending our AGM.  It will be 
interesting to see if this attracts any more 
members, and this may be useful to know 
when planning future events.  I’m sure David 
would have given this the thumbs up. 
Some of you may remember that David was a 
big fan of the Calvert Trust.  On the front of 
the August 2006 newsletter David wrote an 
article about how much he enjoyed a short 
stay with the Calvert Trust.  For those of you 
who don’t know, the Calvert Trust is an 
organisation with three locations around the 
UK, where they provide many exciting 
challenges for disabled people.  These 
challenges include horse riding, kayaking, 
sailing, archery, cycling and abseiling to name 
but a few.  I can remember David telling me 
what an incredible experience this was and 
he’d be delighted to know that some of our 
members have recently discovered for 
themselves how much fun and uplifting a 
Calvert trust break can be.  For this reason, 
we have decided to pay half the cost of a 
Calvert Trust experience for any member.  We 
will limit this to one holiday per member 

every two years.  We have allocated a certain 
amount of money for this and when it’s gone, 
it’s gone. 
The committee recently agreed that it’s very 
important that we recognize the great work 
that people do on our behalf.  I remember 
David being very appreciative of some of the 
hard work and fundraising that individuals did 
for us.  As a result of this, beginning at this 
year’s AGM, we will be presenting two special 
awards in David’s name.  You’ll read more 
about this in Adam’s column. 
The trustee’s have agreed to use the bulk of 
David’s bequest for research purposes and I 
can assure you that your committee go 
through detailed procedures to ensure that 
we select the research projects that we 
believe will provide the highest benefit to our 
members. 
Over the years, I got to know David very well 
and I’m confident that he’d be very satisfied 
with how we spend our funds.  In his time as 
chairman, it’s something that he put a lot of 
time and thought into and I strongly believe 
that we’re still very much on his wavelength. 

 

Many of our members will remember David 
and I’m sure they share my thoughts.  David, 
and our former treasurer, Mike Fawcett 
worked closely together and formed a very 
strong working relationship.  When I got 
involved with the Group in 2003, I soon got 
used to the pleasure of working with the pair 
of them and I learnt a lot from each of them. 
We’ll never be able to thank David enough for 
all he did for our HSP community, he was a 
large building block in our development. 

Ian Bennett 

Our former Chairman, David Pearce 
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Chairman’s Column 
Hello everyone.  As I write this we are in full Lockdown, with 
potential relaxation of this coming soon.  I hope that you’re all 
coping well with this unusual situation, keeping in touch with 
people and making sure that you follow the advice given.  

Excuse the length of my column this edition, its been a busy time 
and I have lots of things to share with you, so I have used my 
engineer head and numbered them! 

1. Coronavirus 
I know that there is a lot of uncertainty around who should do what.  I have been keeping an 
eye on the Association of British Neurologists advice and interpreting that for HSP, and have 
run this interpretation past Henry Houlden and Evan Reid.  

There are two things to note – firstly, the majority of people with HSP should have a low risk 
of complications should they get coronavirus, but note that this could rise to a moderate or 
high risk if your HSP is significant and/or you have issues which affect your breathing. 
Secondly, we are working in an evidence free zone – the advice is opinion rather than 
evidence based.  If you are not sure, be more cautious. Whatever, follow the government 
advice.  I have put some further info on my blog: https://hspjourney.blogspot.com/  

As you will have seen from the letter I sent in March, we have decided to postpone face-to-
face meetings until after the lockdown restrictions have been lifted.  We will next physically 
meet when; the advice from Government indicates that we can, and when this is in line with 
the advice from the Association of British Neurologists on social distancing.  

2. Virtual Meetings 
Early in May we held a successful set of test meetings using the Zoom platform to try out 
how it works for members.  These were very successful, and it was good to have chats 
between the fifteen members who took part.  These meetings give us a good way of keeping 
in touch during lockdown and help reduce isolation and improve wellbeing.  We will run 
more similar test chats, and have more organised meetings going forward.  Thanks to 
everyone who dialed in! 

3. AGM 
Now that we have had successful test virtual meetings it has come to the decision point on 
the AGM.  It is our view that even if lockdown restrictions have started to be lifted by 4th 
July, we feel that it would be inappropriate to hold a physical AGM on this date.  As the 
Zoom meetings were successful, we have decided to hold our AGM virtually.  Since we are 
just starting our virtual meeting path the AGM for 2020 will just cover the business side 
needed for the charity – principally reporting our activities for the year and electing 
trustees.  Please see the enclosed AGM notice. 

I know that many of you enjoy the AGM, so I will be happy to leave the Zoom meeting open 
for as long as anyone wants to discuss things after the AGM.  We will not be having technical 
presentations this time, but you will be pleased to know that most who we had asked to talk 

https://hspjourney.blogspot.com/
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are also happy to do an on-line version of their talk. We will schedule these using Zoom over 
the summer. 

Whilst I know that some of our regular AGM attendees will be disappointed that there will 
not be a physical meeting this year, this new approach gives the opportunity for other 
members to try out their first AGM.  I look forward to seeing many of you on-line. 

4. Grants 
Members should remember that they can apply for grants from the group.  Whilst this has 
generally been used for mobility aids the scope is wider than that and we would be happy to 
consider applications for grants from members for accessories to help them get on-line, 
improve their wellbeing and join in the virtual meeting world. 

5. David Pearce Bequest 
You may recall that David Pearce left the group a donation in his will.  You can read more 
about David on the front cover, but I wanted to give you some more details about the 
bequest now that the various paperwork has finished.  The amount we gratefully received 
was just short of 87 thousand pounds.  We have decided to use the bequest in a number of 
ways: 

• One of David’s passions was meetings, so we have enhanced our policy on meetings 
to cover refreshments at meetings as well as room hire costs. 

• We were going to make this year’s AGM free of charge, however that decision was 
taken before coronavirus, and this decision gets rolled over to next year instead. 

• We are starting up two annual awards in his name, which you can read about below. 
• We have set aside money to pay half of member booking costs when booking at 

Calvert Trust. 
• We have agreed to raise the maximum research grant application from ten thousand 

to fifteen thousand pounds 

We made these decisions based on our understanding of David’s passions and interests 
within the group. Our decisions help both members and the wider research community. 

6. Awards 
We have decided to set up two annual awards in memory of David Pearce, to be presented 
at the AGM.  There is the David Pearce Fundraising Award and the David Pearce Award for 
Raising Awareness of HSP.  We are happy to consider nominations for either award from 
members, so do drop me a line soon if you wish to nominate someone. 

The fundraiser of the year award can be for any aspect of fundraising – funds raised, 
noteworthy activity undertaken, completing a personal challenge, persistence over time, or 
any other reason. 

The award for raising awareness of HSP can be for any person who improves awareness of 
our group, of any aspect of HSP, of any information relevant to members.  Awareness can be 
raised in any way – appearances in the media, talking to important people, actively 
participating in events, strong on-line presence, or any other reason.  The award is 
principally focused around raising awareness to a new/wider audience. 
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7. Committees 
Since the last AGM we have agreed to start up committees to help get the work of the 
charity done.  So, if you fancy helping the group but didn’t want to be a trustee then this 
gives another way of doing that.  The first four committees set up are:  

• membership – to deal with welcoming new members and pointing existing members 
in the right direction for information.  

• meetings – to run our excellent series of meetings across the UK and to provide a 
network of support between those meeting organisers. 

• research – to deal with applications for research grants and to keep up to date with 
HSP research that is going on. 

• fundraising – to give a more co-ordinated approach to our fundraising, and to seek 
out new ways of fundraising. 

We would be happy to hear from any people who wanted to get involved in any of these 
areas and get more involved with helping the group.  There are also a few specifics we are 
looking for in “Help needed”, below. 

8. Trustees 
Since the last AGM Mitesh Patel has put himself forward to be a trustee.  We have met with 
him and all agreed that he has the right qualities to be a trustee.  The existing trustees made 
him a trustee at our February 2020 meeting, and he will be up for election at this AGM. 

In addition, John Mason and myself are up for re-election as trustees, which marks the last 
of the unusual ‘shorter’ terms which started with the new constitution at the 2018 AGM. 

9. Research Grant Applications 
The newly formed research committee is in receipt of three applications for research 
funding.  These have all used our new application process, and allow us to give the new 
process a good trial.  The process makes our decision-making process as transparent as 
possible.  Once we get to June we are in the next funding cycle and we will consider further 
applications in the next cycle.  By the AGM I should be able to report the outcomes of the 
first three applications. 

10. Help needed 
Whilst John Mason is up for re-election this year we need to sort out a succession plan so 
that when he chooses to step down from his current roles we are able to hand-over to 
someone new. John has two key roles: 

• Treasurer – we will need a new treasurer. This must be someone with experience in 
financial management, and this position requires you to be a trustee. 

• Database management – The membership database is a MySQL database, and we 
need someone with MySQL database knowledge to carry on managing the database. 
This does not require you to be a trustee, but you would be on our membership 
committee, who are responsible for the database. 

In addition, look at any of our new committees and see if you could help there.  I am happy 
to share more details about any of the committees.  If you can think of someone else who 
might be suitable then drop me a line and I’ll ask them! 

Adam Lawrence
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Editor’s Column 
Who’d have thought our lives would have 
changed so much since we read our last 
newsletter earlier this year.  I hope you’re fit 
and healthy and coping well with the social 
isolation that we’re all experiencing.  At least 
things are now improving and we’re slowly 
moving in the right direction for returning to 
normal life, but I expect it’ll be a long time 
before we’re as we were. 
I mentioned in the last edition that I’ve just 
become a grandad.  One of the hardest things 
for me has been not being able to give my 
grandson regular hugs.  At least I’ve managed 
to see him as he’s only five houses down the 
road.  We’ve all been going for walks together 
(me in a wheelchair) although my daughter’s 
household stay on one side of the road and 
we stay on the other.  We chat from across 
the road so the locals must wonder what all 
the shouting’s about.  Hopefully it won’t be 
too long before I can give him a huge hug. 
I’ve just mentioned some of my recent 
wheelchair activity.  I’ve actually been going 
out most days and doing two or three miles 
and recently I’ve been incorporating a couple 
of hills.  I always use fit4change while doing 
this, so that every mile I do raises 5p for the 
HSP Group.  It may not sound a lot but it all 
adds up.  

 
 
I’ve also been doing other exercises during 
the lockdown to get myself a little fitter.  I’ve 
been watching my diet too and making sure 

my weight remains below my acceptable 
maximum.  I’m certainly no saint though, I’ve 
been having at least one alcoholic drink every 
day and sometimes more.   
I live with my wife and half sister and we’ve 
been playing a lot of card games and watching 
a lot of films.  Often the winner of the card 
game was the one who chose the film.  My 
gardener has been unable to visit during the 
lockdown, so my other main activity has been 
gardening.  We’ve been really lucky with the 
weather and it’s enabled me to do small jobs 
most days.  In fact I’ve surprised myself what 
I’ve been able to achieve and my garden has 
rarely looked better. 

I’ve managed to find a way of recording my 
weekly radio show from home which gives me 
a great project to work on.  In fact, that is one 
of the positives to come from this situation, as 
I doubt I’ll ever go to the radio station again 
to record my show, even when this is all over, 
saving me energy and fuel.  Currently, it may 
be hard to envisage, but I’m convinced that 
many positives will come out of this 
coronavirus pandemic.  We’ll certainly all 
appreciate each other more. 

It may sound like I’ve been coping well, but 
like many friends that I’ve spoken to, I’ve had 
a few lows.  I really miss all the local live music 
gigs that I regularly attend and I also miss 
going to local pubs and restaurants.  It also 
seems odd not regularly going to football 
matches.  The high point there is that my 
team were struggling and maybe this will save 
them.  Perhaps that’s wishful thinking. 

I hope that you and your friends and family 
have all kept clear of the dreaded virus and 
long may that continue.  I’ve heard from some 
people who’ve been getting a bit fed up and 
lonely but hopefully you’ve found ways of 
coping with the lockdown and been able to 
keep in touch with your own friends and 
family.  I’m always on the end of the phone 
line or social media platforms if you’d like a 
natter.  Thank goodness for Facetime, Zoom, 
Skype and other similar platforms that have 
enabled us to keep in touch with friends and 
family. 

Ian Bennett 

Believe me!  It’s steeper than it looks 
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Spreading the 
word about HSP 
Its been a busy time since January and 
fortunately we got a lot in before the Covid 19 
lockdown 
Wednesday 26th February 
To mark the international Rare Disease Day, 
Genetics Alliance again held the annual 
reception at the House of Commons, and I 
attended. 
Jennie Harries was there on the podium. You 
will have seen her as the deputy medical 
director England, standing with Boris at the 
daily Covid 19 briefing. It was rather amusing 
to see this grand lady (shes quite nice really) 
standing by an air conditioner that blew her 
hair so it was standing on end as if she was 
connected to electricity!!  The aircon was 
quickly switched off!! 
Covid 19 dominated most proceedings. But 
one patient strongly made the point that it 
was important for doctors to listen to patients 
with a rare disease as usually the patient 
knows more. She promoted the acceptance of 
ALERT CARDS, which are voluntary at present 
but bring forward such things as medicine 
allergy. By chance her consultant was 
available to stop the routine administration of 
a drug which would have killed her. She has 
not got HSP but some patients may suggest 
things that need being made known. 
There is an All-Party Parliamentary Group 
(APPG) for rare diseases and I am aware of 
condition related APPG so that a particular 
condition can be promoted. 

Saturday 29th February 
Newcastle held their annual event to mark 
Rare Disease Day  which is a public Genetics 
Matters afternoon where patients meet 
researchers and have delicious cakes. 
This year for the first time the university made 
a room available for HSP Meeting. We hope 
they will do the same next year and we can be 
more definite as to what is available and 
where. We have been building interest in the 
North East over the past few years.  The 

university is going through reorganisation  
and if the format is reasonably the same, I 
hope to be one of the speakers. 
Newcastle is the home of the computer 
system where registries of rare diseases are 
maintained and unlike the Genome Project 
this is a national database used by NHS 
England. Its head is Mary Bythell Head of Rare 
Disease Registration (England)  

Mike Cain 

Fundraising News 
Please read this! 
Since I publicised 
Easyfundraising.org.uk at our 2019 
AGM, we now have 46 individuals 
raising funds for us using this facility 
and we have raised nearly £500.  

We have nearly 400 members, and no end of 
friends, so we should easily be able to attract 
many more than 46 supporters and raise 
significant funds for HSP with Easyfundraising.  
If you ever shop online and are interested in 
supporting the HSP charity, please register for 
this or get in touch.  It's so easy to do.  There 
is no catch: it really is a no brainer. For 
example, every time we do our supermarket 
shopping online with Sainsbury's, 50p goes to 
HSP.  This alone raises £25 a year for HSP and 
I’m sure many of you do your supermarket 
shopping online.  Other retailers pay us up to 
3% of the value of purchase and even my 
eBay purchases earn the HSP Group 0.5% of 
the price I pay.  We’ve just renewed an 
insurance policy on a car and if we’d realised 
that if we’d navigated to the insurers website, 
via the easyfundraising site, £10 would have 
been donated to the HSP Group. 

There are thousands of retailers who support 
this including Amazon, Groupon and eBay, not 
to mention most high street stores.  Use the 
following link and follow instructions:  

https://www.easyfundraising.org.uk/causes/h
spsupportgroup1/ 

As I said, any problems, give me a call but it’s 
proving to be a great way of raising funds, we 

https://l.facebook.com/l.php?u=http%3A%2F%2FEasyfundraising.org%2F&h=AT2od0TjN5Tjbrkl_o33wZ-ZpfggyqKJ9P1oC4Qol8uY0w99DIteERRLR-8WxS9gg6hjxLXR8VD9YkHVvOjY2tu6UUxg9PtTaw1bJGgZuKdoSxaglBi0XZL5KctQdDP99cSUIQvdIC-yGJftBjPWgPY
https://www.easyfundraising.org.uk/causes/hspsupportgroup1/
https://www.easyfundraising.org.uk/causes/hspsupportgroup1/
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simply need to get more members and friends 
involved, and it really is simple. 
Many thanks to the 46 people who have 
already signed up to this great facility. 

Ian Bennett 

HSP Group Grants 
Funds are available for members to apply 
for financial assistance with the purchase 
of mobility aids or equipment that may 
improve quality of life or simply make life 
easier.  The maximum grant available is 
currently £750.  Completion of one year’s 
membership is a requirement for 
applicants.  If interested, please request a 
grant application form from the Secretary 
Dave Harris, details at the end of this 
newsletter. 

Members’ Letters 
Oh. The Joys of 
‘Lockdown’! 
I thought ‘Lockdown’, introduced by the 
Government on the 23rd March 2020, would 
give me a chance to catch up with many 
things I wanted and needed to do. However, 
knowing one has so much time on ones hands 
I often put off jobs to the next day. (Sounds 
familiar? I can’t be the only one, surely?)            
Anyway I decided to try to adopt a routine. 
Like many with HSP I continued with my leg 
muscle stretching and balance exercises. I did 
these in a variety of ways including on my 
exercise bike which I store in the sun-lounge. I 
also did a lot of reading, mainly of natural 
history and environmental, magazines. The 
one I particularly like is the ‘Countryfile’ 
magazine. I love the accompanying TV 
progamme on Sunday too. However, I, like 
many with our condition find it very 
frustrating when they emphasise the go for a 
‘walk’ message. Despite being in self-isolation, 
I have managed occasionally to go out to my 
local woods on my mobility scooter. This 
venture is for my daily exercise, though in my 
case, it is more an exercise of the ‘mind’ ie 

being able to gain some sounds of nature and 
be out in the local environment. In addition, 
conscious of my ever-growing hair and no 
barbers open, I ordered some hair clippers 
online. Practising doing a DIY haircut was 
quite a challenge, especially when everything 
is round the opposite way when you look in a 
mirror. With this in mind I warned some local 
neighbours that if I looked like I’ve adopted a 
Mohican-style hair cut they will know why! 
Plus there is always my garden, which has 
received more of my attention recently. 
Indeed, probably due to less human activity in 
countries like Spain and France, the spring 
migration of birds, for example, from Africa 
has benefited from the virus. The world 
environment in general and climate change in 
particular, has gained from our present health 
emergency. 
I am absolutely determined not to get 
tempted to watch day-time TV. However, I 
must admit my only exception is to see 
‘Escape to the Country’, on BBC1at 3.00pm. It 
features so much of our wonderful varied 
British countryside that we often take for 
granted. In retirement it was one of my 
ambitions to move with my wife to Devon or 
Somerset. However, this was not to happen. 
One can always dream! The programme does, 
though, give me some form of escapism. 
Though, I find myself on occasions shouting at 
the TV when I see steps, steep staircases, 
houses totally isolated and located near 
potentially over-flowing rivers, etc. We never 
know ‘what is round the corner’ in life, so I 
think some of the programme’s potential 
house buyers may be taking a risk. 
Anyway, that’s my take on ‘Lockdown’. 
However, as I write this England is going into a 
new phase with ‘Stay At Home’ advice being 
replaced by ‘Stay Alert’ (10.5.20).  We’ll have 
to assess the wisdom of this advice in the 
coming days and weeks.  
Finally, I must admit that if I have any time 
when I don’t know what to do next, I default 
to putting the kettle on for a good old cup of 
tea.  Plus, the biscuits come out of the 
cupboard.  I know my priorities! 

Gary Cliffe 
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Our Lockdown 
I feel we have been very lucky during the 
lockdown because none of us has been ill and 
we have a garden and also live in the country 
so that we can see trees and fields through 
the windows.  A partridge nested successfully 
under our hedge this year which was a joy.  It 
must be so much harder for people living in 
flats in the cities.  Our son is shielding so my 
husband and I have hardly left the house 
either, but this hasn’t been a problem 
because this period has been the perfect 
opportunity to catch up on jobs, to fit in lots 
of physio and to make contact with old 
friends.  So, for me the lockdown has been a 
very positive experience so far.  I’m desperate 
for a haircut, though! 

Hilary Croydon 
 

My Experience of the 
Covid-19 Pandemic. 
My gut intuition was telling me very early on 
when the Pandemic hit Spain and Italy how 
serious this was and that it would have a huge 
impact in the UK 

I work at the HQ of the largest Building 
Society in the UK - with approx. 5000-6000 
employees at our large office.  The building 
has and is still going through a refurbishment 
so we are very familiar to the world of ‘hot 
desking’ and smaller desk sizes. 

We were all asked to do a two-day test run, 
working from home 11th and 12th March, so 
knew that soon this would be asked of most 
employees.  I did declare my HSP when I 
joined the company two years ago and glad I 
did – as a result of this, they had me 
registered as one of their ‘vulnerable 
employees’ and I am also glad I enjoyed the 
Employee Disability Network too. 

I am trying to remember from memory but all 
vulnerable employees received an email 
advising the business would like us to work 
from home for 12 weeks from 23rd March – I 

think we were given an option to do so a 
couple of weeks before, I felt guilty to do this 
and also my manager had the belief it was 
business as usual until the 23rd March…..which 
at this point – every employee was to work 
from home. 

I am single, live on my own in a coach-house 
flat, my HSP does not affect my mobility to a 
great deal currently, just advised to use 
walking sticks, as had recent falls (not alcohol 
induced either sadly). I have SPG4 and SPG6 
(very rare – Nat Neurology Hosp only seen 3 
people with it).  My  HSP is complex, it also 
affects my upper body – only part that is not 
affected is my upper right quarter of the 
body,  Main issues are increasing 
spasticity…pain – peripheral neuropathy, 
digestive issues – bowels badly affected – one 
of my biggest symptoms and hard to deal with 
and manage and my wonderful bestie as I call 
it…..Fatigue😊😊 

I work full time, which I am finding ever more 
difficult and initially when working from 
home, not sure if it was just myself or other 
people felt that way – that I should be doing 
more work because I was at home.  I loved 
that fact that my alarm no longer went off at 
5.45am – my daily travel time on buses each 
day is usually 2hrs 30 mins – on top of an 8-
hour working day. 

Having to walk 5 mins ‘to start work’ was 
great.  I was at a busy time of year work wise 
and trying to train a new colleague – which 
we were now having to do via MSFT ‘Teams’. 
So, we all became technical/systems gurus 
overnight and I feel this will permanently 
change how we work in future and working 
from home. 

I’ve always loved being a social butterfly – at 
work and with friends etc, I am a people 
person - also love my own space and my flat is 
my calm sanctuary.  So initially it was ok 
working from home – but then I got peeved as 
my ‘sanctuary’ was becoming an irritating 
place to be as I could no longer ‘not take my 
work stress home’. Then reality kicked in I 
would say two weeks later…am I vulnerable – 
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am I high risk, do I register as this on the 
Gov.UK site- do they mean people with rare 
conditions are high risk.  I still feel it was 
confusing and still is - some HSP’ers have 
been advised they are high risk – whilst others 
haven’t.  I’ve classed myself as quite 
vulnerable 😉😉 – the last time I had a cold, 
even after having the flu shot – I had 
shortness of breath and breathing issues and 
on top of antibiotics to clear chest infection – 
had to use an inhaler. 

So, I worked silly hours at first from 8 am until 
6 pm …. trying to get all the work done and 
trying to train someone via a video screen, so 
the stress was building from that alone, I had 
the tv on all the time…it was shocking.  My 
mum was confused as to whether she was 
vulnerable – advised she was as over 70 but 
also doubly as she had HSP – we argued about 
this for a couple of days…and finally she 
twigged – she lives on her own too.  So I was 
worried and concerned about her – we are 
close and always see each other and are a 
support system to and for each other -  how 
was she going to cope…..I am so relieved I 
suggested she got a Smart Phone earlier this 
year….teaching her how to do a WhatsApp 
Video call early on in the pandemic - gave 
both of us a lot of laughs during this hard 
time. I surprised her by Video Calling and 
luckily, she answered it and then got choked 
up that she could see me – she is also deaf 
and to her delight the audio of the WhatsApp 
Video call was better than a landline call. She 
is so chuffed and proud and has now taught 
all her friends how to do it and is a total Video 
Call convert. 

I then had the battle like we all did to get a 
food delivery, by sheer luck and I don’t know 
how, I have managed to get an Asda food 
delivery approx. every 14-16 days.  Yes, my 
freezer is stocked up – but sensibly – no, I do 
not have 100 toilet rolls stashed; I just buy 
enough shopping for a two-week period. 

My neighbours have always been great, and 
we have always got on and especially helped 
each other in the last two years that when we 

had bad snow.  One of the neighbours set up 
a SOS WhatsApp group at the beginning of 
March – this has been a total godsend for all 
of us and a good laugh too.  One of these 
neighbours also lives on her own, we also 
have an 84yr old neighbour who is vulnerable.  
Those that can go out shopping, have 
continually asked if either of them can get 
anything for me & even had crossed words 
about who would be going to get my 
prescriptions for me when I asked if this could 
be done.  Found that a stressful issue for me... 
I am fiercely independent and will always try 
to remain this way…as things might change in 
the future with the lovely HSP progression. 

I have to say whilst I don’t feel alone, I have 
great family, friends, neighbours, close work 
colleagues, never, ever have I felt so lonely in 
my life.  Video calls good but I am missing the 
interaction with people and I am a touchy 
feely person and always hug everyone.  I do 
appreciate there are benefits to being on my 
own -and not having to deal with a partner 
who is stressed and I can’t imagine trying to 
home school children and try and help them 
during this time…..it’s just highlighted the fact 
that I am single, I have been for a few years 
and this is also due to my fear of getting 
involved with someone and casually 
mentioning that I have a progressive 
condition called HSP. 

What I have definitely been proud of during 
this pandemic and no I am not judging anyone 
at all and I know that every single one of us is 
different…..I have a long term rare 
progressive Neurological Degenerative 
Condition – that has a vast number of types 
all with an array of weird and wonderful 
symptoms that also affects each one of us 
uniquely too and to different degrees. My 
mum, sister and I all have it and we are all 
affected so differently…the symptoms are 
worse as it has gone through the generations 
and yes, I’m the youngest and unfortunately 
have the most severe symptoms. 

I hope you all understand what I am trying to 
say next, the country is in the midst of  a 
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pandemic and everyone is struggling to cope 
with the restrictions it has put on the daily 
lives , work/school routines, , going on 
holiday, socialising with people….I feel that 
we as HSP’ers and all those people with 
health issues/long term conditions were 
probably just a little bit more resilient to 
having to go into ‘Lockdown’ as many of us 
have already had to make a variety of 
adjustments along the way with HSP. 

I have to say though on the Friday 1st of May – 
I had a really bad day, luckily a day off work – 
we had a departmental meeting on the 
Thursday and during this call were told that 
whatever Boris was going to announce work 
wise it would not apply to us.  That we would 
likely be working from home min of 3 to 6 
months and more than likely for a year…. that 
was a harsh reality to check for me – I am just 
missing being around people.  So, I made a 
cup of tea, sat on my doorstep and messaged 
our neighbourhood WhatsApp Group to see if 
anyone fancied ‘Tea at 3pm’ with me.  One of 
them grabbed her garden chair and sat at the 
end of my drive….I chatted and sobbed my 
heart out and then she did too…she lives on 
her own too and I think she was relieved that 
she felt comfortable enough to cry in front of 
me….we then just chatted and ended up 
sharing some funny stories and had some 
good laughs. 

The small group of neighbours who are in our 
WhatsApp group and yes, we are mostly all 
female,  

have through this strengthened and 
developed our friendships more and there is 
more of a community feel in our street.  With 
VE day celebrations coming up,…bunting and 
balloons were ordered and we all agreed to 
do our properties up and then decided to 
have a social distancing get together out the 
front of my flat – I have four drives as in a 
coach house flat – so lots of room for the 11 
of us.  It was a fantastic day which I feel all of 
us in the UK needed, we had a tv set up and a 
BBQ, where we cooked our own food with our 
own tools.  It was a great day, great 

community spirit – we all did have a few 
spirits to drink too….we all agreed that this 
mini-street party would probably not have 
happened if not for the Covid Pandemic. 

So I am back on a happier vibe, I am still 
struggling mentally working from home and 
not getting any space, no garden, I am not 
going out walking at all – as I personally don’t 
want to risk it…so I am also struggling with my 
legs more and trying to do a stretch class via 
YouTube every day.  What will be ahead 
especially for all ‘Vulnerablies’ as the 
Lockdown eases…I’m not sure, but glad I am 
not in a more dire situation that a lot of other 
people are regarding the impact of Covid on 
their lives…. I have a roof over my head, a job 
that I am getting fully paid for, great friends,  
new fun family video calls, fabulous 
neighbours/support and community feel– and 
of course the brilliant NHS, who I have always 
praised and thanked during my HSP Diagnosis 
and continued HSP journey and the variety of 
different appointments I have had for all the 
new different HSP issues along the way. 

I hope all of you are well and thank you 
everyone for the Facebook posts and as 
always I have to say Della Brookman you are 
an Angel and a fountain of knowledge and I 
don’t think you realise the support via your 
posts that you have given all of us – so from 
me – a HUGE HUGE thank you – fingers 
crossed I get to see you maybe later this year 
maybe at the AGM or in Devon….if we can  

Karen Woodfoff 

Regional News 
Autumn Meeting at 
Milford. 
We were delighted to greet those that are 
able to attend both meetings and those that, 
circumstance determines, can only join us 
once a year. The door is always open with a 
warm welcome. We do miss seeing Phil 
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Burton. His wife, Anne, has sent us the recent 
news, 

‘He is ok but has now lost the use of his 
hands. We drift from one disaster to another. 
He has loads of bad days but carries on. He is 
well looked after but really such a sad 
situation’    

Terry shared the detail, and showed some 
photos, of the activities experienced during 
his holiday with the Calvert Trust.  His days 
were certainly full of a wide selection of 
activities, not necessarily thought to be 
disabled friendly, but were readily achieved. 
Some of us were not so sure! The suggestion 
has been made that if there are enough HSP 
members interested in this type of holiday, a 
group week could be organised.  

Whilst the Carer’s had time together, we 
enjoyed our time to socialise and catch up. 
Not all family members want to join the 
Carer’s discussions, so they have extra time to 
circulate. The term ‘Carer’ is ambiguous. For 
me a ‘carer’ is someone who perhaps shares 
our lives and takes an interest in what we do 
and will help us, as and when needed. 
Fortunately and currently, many of us do not 
need a ‘Carer’; defined as someone who 
supports those that cannot survive without 
support.  This then opens discussions as to the 
type of care needed and available. A few 
years ago we were lucky when Steph and John 
Flowers demonstrated the help given by 
‘Canine Partners’. 

True to his word, Richard brought his orthotic 
underwear. His explanations were detailed, as 
to how he was able to have these prototype 
orthotics and the benefits he has gained 
through wearing them. Richard thoughtfully 
brought a spare pair for us to evaluate. 
Richard also said that since falling can be a 
frequent occurrence he wears cycling gloves. 
With the padded areas on the palm, the skin 
on his hands no longer is sore and broken. 

Thanks to Lyn and Barbara, who sold the raffle 
tickets, the meeting attendees who bought 
tickets and Roger for distributing the prizes.  

Wishing you all a good summer, best wishes 

Mike and Jane Bennett 

The Midlands 
Paul Eccleshall is a member of our Midlands 
Group.  For quite a long time now, Paul had 
been looking forward to celebrating this very 
special birthday as he has had quite an 
eventful year and had begun a very new 
chapter in his lifetime.  He has lived alone for 
a long time in very difficult circumstances, and 
had moved into a beautiful new Care Home 
apartment just last December.  He was so 
looking forward to sharing this very special 
day with all of his new friends. 

 

Sadly the pandemic put a stop to all of his 
plans, and he didn’t get to have the party he’d 
been so looking forward to, but we sent a gift 
and cards from us all at the Midlands Group 
which we know he was really pleased to 
receive, and arrangements will be made for a 
little celebration at the Care Home just as 
soon as is possible. 

I am sure you will all join us in wishing Paul “A 
very Happy 70th Birthday!” 

June Masding & Penny Cohen 

 

Paul Eccleshall celebrating his 70th 
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Forthcoming Events 
HSP Support Group AGM 
Saturday July 4th 10.30am 
In the comfort of your own home 
Online using the Zoom platform 
See Notice of AGM for details 

Potato Pants Festival 
Saturday 15th August 
Could now be held online due to coronavirus 
pandemic.   
Contact Ian Bennett on 01202 849 391 
 

New Members 
We welcome the following new members:

Alan Meadows 
Peterborough 

 

Angela Cooke 
Leominster 

 

 
 

Aysha Ufuk 
Manchester 

 

Graeme Owens 
South Shields 

 

Hugh Stewart 
Monmouth 

Julian Stokes 
Bristol 

 

Louise Donaldson 
Oxfordshire 

 
 

 

If you are interested in contacting any of the above new members, please contact the membership 
secretary. 

Useful Contacts 
 Email Telephone No: 

Adam Lawrence - Chairman 
18 Mayflower Court, Staple Hill, Bristol, BS16 5FD 

adam@idios.co.uk 07834 505 161 

David Harris – Secretary 
18 Lodmoor Avenue, Weymouth, Dorset, DT3 5AF 

dave@vadcar.org.uk 01305 772 286 

John Mason - Treasurer  
18 Sandringham Road, Trowbridge, BA14 0JU 

john@jrmason.demon.co.uk 01225 761 788 

Ian Bennett – Membership Sec / Newsletter Editor 
37 Wimborne Road West, Wimborne , Dorset BH21 2DQ  

bravoechonovember@btinternet.com 01202 849 391 

Jane Bennett – South / South East co-ordinator  luckyjane82@hotmail.com 020 8853 4089 

Della Brookman – Herts co-ordinator della_brookman@msn.com 07710 637 941 

Penny Cohen – Birmingham co-ordinator pennycohen57@hotmail.com 07818 288 738 

June Masding – Birmingham  co-ordinator  june_masding@hotmail.co.uk 01214 445 095 

Mike Cain – Trustee & North West co-ordinator michaelcain123456@yahoo.com 0161 456 7531 

Irena Pritchard – North West co-ordinator irena.pritchard@btinternet.com 01524 261 076 

Hilary Croydon - Colchester co-ordinator tohiti@btinternet.com 01284 728 242 

Barbara Jones – Norwich co-ordinator  01603 423 267 

Liz Redmond - Neurogenetics Nurse based at The 
National Hospital of Neurology & Neurosurgery 

Redmond.liz@uclh.nhs.uk 02034 484 487 

 
 

mailto:luckyjane82@hotmail.com
mailto:pennycohen57@hotmail.com
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Adam Lawrence’s HSP Survey Results 
Medication, Activities, Travel Range and Life with HSP 
This article presents the results of my seventh on-line HSP survey. This years survey covered 
medication, activities, travel range and life with HSP, and results are compared with mobility 
and wellbeing. I repeated some questions from my 2014 survey. 367 respondents 
completed the survey, predominantly from the USA, UK and Brazil. 150 of these had also 
completed at least one other survey, of which 22 had completed both the 2014 survey and 
this 2019 survey. The most notable change from previous years respondents is a large block 
of responses from Europe, who completed the questions in French, Dutch, Spanish and 
Italian. 

Wellbeing 
Respondents completed the Warwick-Edinburgh Mental Well-being scale (WEMWBS) to 
assess wellbeing which has a score ranging between 14 and 70 with a higher score for those 
with a better wellbeing. The average score for England and Scotland is 51-52 with most 
scoring between 41 and 59. The people answering this survey had an average score of 47.4, 
approximately 5 points below UK norms. The average is still within the “average” definition 
and similar to those with a self-perceived health status of “poor”.  

Although it is a small sample (7), those who do not know if they have HSP have a lower 
wellbeing score, suggesting diagnosis uncertainties have a negative impact on wellbeing. 
Those who have SPG4 have an average wellbeing of 47.3, so almost the same as the overall 
HSP average. Those with SPG7 have a lower wellbeing score of 41.7, more than 5 points 
below the average. Average wellbeing scores of respondents in different parts of the world 
are similar, suggesting that any regional differences do not significantly affect wellbeing.   

Mobility 
Just over half of respondents use walking sticks/poles/crutches/ canes and almost two fifths 
use wheelchairs/mobility scoters and walking frames/rollators. FES is the mobility aid used 
by the least number of people, with a take-up of about 5%. There were similar to results 
from previous years. This table shows these results, including the percentage of 
respondents. These add to more than 100% as some people use more than one type of 
mobility aid. 

Mobility Aids Used - Summary: Respondents Percentage 

Using sticks/poles/crutches/canes 186 51% 

Using Wheelchair/Mobility Scooter 141 38% 

Using Walking Frame/Rollator 77 21% 

Using Orthotics/AFO/Insoles 99 27% 

Using FES 17 5% 
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The frequency of using the mobility aids is then used to group people into levels of mobility: 

Mobility Aids Used - Overview: Respondents Percentage Mobility 
Score Wellbeing 

Those without aids 71 19% 0-1 47.9 

Those who use mobility aids some of the time 88 24% 2-3 47.0 

Those who use sticks most/all of the time 101 28% 4-5 49.0 

Those who use frames most/all of the time 39 11% 6-7 45.4 

Those who use chairs most/all of the time 68 19% 8-9 46.2 

 

The wellbeing scores do not vary significantly across types of walking aid being used.  

People also identified the mobility aids that they used in 2014, which have been scored and 
put into bands. A low change applies to anyone developing first symptoms or gaining an 
increase in mobility score of up to 2 across 5 years. A medium change represents an 
increase in mobility score of around 3-4 across 5 years, and a high change represents an 
increase of in mobility score of around 5 or more across 5 years. 
 

5 Year Change in Mobility Respondents Percentage Wellbeing 

Improvement (score decrease) 3 1% - 

No change 71 28% 49.2 

Low (score increase) 88 35% 48.8 

Medium (score increase) 51 20% 47.9 

High (score increase) 40 16% 45.4 

The data shows that the quicker the rate of change of mobility the lower the wellbeing 
score, although the wellbeing scores are within 3 points of average, suggesting that the 
effect is not significant.  

Medication 
In total 320 respondents answered this question. There were 274 people who indicated that 
they took at least one medication and 46 respondents who indicated that they did not take 
any medication at all. This indicates that around 85% of people are prescribed at least one 
form of medication for their HSP, and this proportion is slightly higher than reported in 
2014.  

Those who do not take medication, either have not started taking medication at all or have 
stopped taking medicine (either because they do not like the side effects of the medicine or 
because they are not noticing any benefits of the medicine).  The following grid shows the 
distribution of the number of medicines against mobility.  
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0-1 16 26 12 0 2 1 1 58 

2-3 14 28 19 9 2 5 1 78 

4-5 10 35 22 8 8 2 0 85 

6-7 4 9 10 5 2 5 1 36 

8-9 2 16 19 15 3 6 2 63 

Total 46 114 82 37 17 19 5 320 

Wellbeing 50.6 48.9 46.8 44.7 44.2 44.8 37.6  

 

This shows that generally those who do not take medication are the most mobile (lowest 
mobility score) although there are several whose mobility is not affected who take several 
medications. For those whose mobility is affected by HSP (higher mobility scores) there is a 
reasonable spread of the numbers of medication taken across the mobility bands. The most 
common number of medicines taken is 1 or 2.  

The data shows that those who do not take medicine have a significantly better wellbeing 
and those who take the larger number of medicines have lower wellbeing. 

The medicines fall into six general groups, with a number of other medications grouped 
together in a seventh group. The groups are: 

Symptom Number of medicines Number of people 

Spasticity/spasms 21 327 

Pain/nerve pain 33 109 

Bladder 12 64 

Depression/anxiety 10 17 

Bowel 3 8 

Sleep/fatigue 2 2 

Other 19 23 

Total 100 550 

The table shows that there are more people taking medicine for spasticity or spasms than in 
the other groups, whereas there is a higher number of types of medicine used to treat pain 
or nerve pain.  
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Spasticity, Spasm and Pain Medication 
Almost 60% of the medication being taken is used to treat spasticity and spasms, the key 
features of HSP. The biggest proportion of this group of medications comprises people 
taking Baclofen.  

Respondents taking medicine for pain form the second largest group of around one fifth of 
all the medication being taken. The pain medication being taken falls into two main groups, 
one group is for pain, whereas the other group is for nerve pain, pain from spasms, and 
other HSP symptoms.  

The first group (pain) includes common pain medication, some of which is available over the 
counter, e.g. paracetamol and ibuprofen, and others are prescription medication like 
fentanyl and morphine. Further analysis has not been carried out. 

The second group includes some medications that are used to treat effects of HSP, and the 
following table shows a subset of these medications, including those taken by the highest 
numbers of people and those where there are reports of using it to treat HSP. 

The list of medications for spasticity, spasms and pain, where at least five people are taking, 
are shown in the following table, with descriptions of the medications taken from the UK 
NHS, drugs.com and other websites. 

Medication Description 

People 
taking 

medication 

Baclofen  
Baclofen reduces muscle tone and unwanted muscle 
contractions. This helps to reduce painful muscle 
spasm. 

178 

Botulinum toxin A / Botox 
/ OnabotulinumtoxinA 

Botulinum Toxin Type A is used to treat muscle spasms. 
It stops muscle contractions in the muscle that it is 
injected into.  

26 

Gabapentin / Neurontin 
Gabapentin is an anti-epileptic medication. It affects 
chemicals and nerves involved in seizures and some 
types of pain. It is also used to treat restless legs 
syndrome.  

24 

Clonazepam 
Clonazepam is used to control seizures or fits due to 
epilepsy, involuntary muscle spasms, panic disorder and 
sometimes restless legs syndrome. 

23 

Tizanidine / Zanaflex  
Tizanidine reduces muscle tone, helping to reduce 
painful muscle spasm. The effects usually lasts for a few 
hours. 

21 

Pregabalin / Lyrica 
Pregabalin is an anti-epileptic drug. It slows down 
impulses in the brain that cause seizures. Pregabalin is 
also used to treat peripheral and central neuropathic 
pain. 

14 

Diazepam  
Diazepam helps control feelings of anxiety, making 
people feel less agitated and less tense. It also acts as 
a sedative and an anticonvulsant. It can help to relieve 
muscle spasm. 

12 

Amitriptyline / Elavil Amitriptyline is used in the management of long term 
(chronic) pain, especially nerve pain. It can be used for 

11 
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Medication Description 

People 
taking 

medication 

improving sleep. Amitriptyline can be used for 
bedwetting in children  

Dantrolene Dantrolene is a muscle relaxer that is used to treat 
muscle spasticity (stiffness and spasms). 

9 

Duloxetine 
Duloxetine is an antidepressant. It's also used to treat 
nerve pain and can treat stress urinary incontinence in 
women. 

9 

Ziclague Ziclague relaxes the muscles (decreases muscle tone) 
in a dose-dependent manner. 

7 

Pramipexole 
Pramipexole is used to treat Parkinson's disease and 
restless legs syndrome. It may be used alone or with 
levodopa. 

7 

Cyclobenzaprine / Flexeril Flexeril is a muscle relaxant. It works by blocking nerve 
impulses or pain sensations that are sent to your brain. 

5 

Dalfampridine / Ampyra / 
Fampridine 

Ampyra is used to improve walking in patients with 
multiple sclerosis (MS). It reduces fatigue. 

5 

Of these, those with at least 10 people taking are examined in further detail.  

Medication Symptoms Benefits Side effects 

Baclofen (oral 
or pump) 

Spasticity (123 people) 
Clonus (22 people) 
Stiffness (10 people) 
Other (14 people) 

Three quarters get a 
benefit, mostly medium 
or low.  

Half say benefits have 
not changed over time. 

 

Half get no side effects. 

Key side effects are: sleepiness, 
increased fatigue or increased 
tiredness  

Botox 
Spasticity (most) 
Bladder (few) 
Other (3 people) 

Majority get a benefit. 
Half say benefits are 
high. 

 

Most get no side effects. Small 
number say it affects their gait. 

Gabapentin Pain and cramp (most) 
Spasticity (few) 

Majority get a benefit. 
Half say benefits are 
medium. 

Some get lots, others get none. 
Most common are sleepiness/ 
fatigue/tiredness 

Clonazepam Spasms (most) 
Sleep (few) 

Majority get a benefit. 
Third each say benefits 
are medium or high. 

Some get lots, others get none. 
Most common are sleepiness/ 
fatigue/mood/weakness 

Tizanidine  Spasticity and spasms 
Majority get a benefit. 
Most often benefits are 
medium. 

Some get lots, others get none. 
Most common are sleepiness/ 
fatigue/balance/pain/constipation 

Pregabalin Pain 
Majority get a benefit. 
Third each say benefits 
are medium or high. 

Half get side effects, the most 
common are effects on focus and 
fatigue. 
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Medication Symptoms Benefits Side effects 

Diazepam  Spasticity (most) 
Spasms (few) 

All get a benefit, mostly 
medium or high 

Two thirds do not get side effects. 

Most common are sleepiness/ 
fatigue 

Amitriptyline Pain 
Majority get a benefit, 
half say these are high. 

Half get side effects, the most 
common is fatigue. 

Other Medication 
An analysis of medication for bladder and depression has not been undertaken.  

Respondents taking medicine for other symptoms forms the remainder of medication being 
taken, totalling 6%. This includes 8 respondents taking medication for bowel issues, 3 
respondents take medication to help sleep or reduce fatigue, as 23 others who take a range 
of medication for a variety of reasons. Several of these are worthy of note: 

• Three respondents are taking Noscapine with the aim of stopping the progress of 
HSP 

• Three respondents take Omeprazole to protect their stomach/gut from other drugs 
they are taking. 

• One respondent takes Olanzapine to improve their cognitive function 
• One respondent takes Nuedexta to treat the pseudobulbar effect (a less common 

HSP symptom). 
• One respondent takes Liraglutide to help with weight loss to reduce the load on their 

legs. 
• One respondent takes fusidic acid to treat skin problems bought on by HSP. 

 

Medication Review 
The table below shows medications being taken by at least five people for spasticity and 
spasms, and selected medication from other areas. The table reports if the medication is 
noted as being used to treat HSP by reference to HSP support/research group websites and 
other similar places. The table also identifies if the medicine has been reported in the 
literature as being used to treat HSP, by search of the PubMed database. Links are included 
to references. 

Medication 

People 
taking 

medication 
HSP Treatment? 

(HSP groups) 
HSP Treatment? 

(PubMed) 

Baclofen  178 Yes – SPF Yes, many 

Botulinum toxin A / Botox 26 Yes – SPF Yes, many 

Gabapentin 24 Yes – SPF Trial: 17539946 

Clonazepam 23 Yes – SPF No 

Oxybutynin 22 Yes – Gene Review No 

Tizanidine / Zanaflex  21 Yes – SPF Trial: 7035623 

https://sp-foundation.org/understanding-pls-hsp/treatments-therapies-pages/drug-treatment---muscle-spasticity.html
https://sp-foundation.org/understanding-pls-hsp/treatments-therapies-pages/drug-treatment---muscle-spasticity.html
https://sp-foundation.org/understanding-pls-hsp/treatments-therapies-pages/drug-treatment---muscle-spasticity.html
http://www.ncbi.nlm.nih.gov/pubmed/17539946
https://sp-foundation.org/understanding-pls-hsp/treatments-therapies-pages/drug-treatment---muscle-spasticity.html
https://www.ncbi.nlm.nih.gov/books/NBK1509/
https://sp-foundation.org/understanding-pls-hsp/treatments-therapies-pages/drug-treatment---muscle-spasticity.html
http://www.ncbi.nlm.nih.gov/pubmed/7035623
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Medication 

People 
taking 

medication 
HSP Treatment? 

(HSP groups) 
HSP Treatment? 

(PubMed) 

Pregabalin 14 Yes - Review No 

Diazepam  12 Yes – SPF Patient: 2803825 

Amitriptyline  11 Yes - SPF  No 

Mirabegron 11 Yes – Gene Review No 

Solifenacin 10 Yes – Gene Review No 

Dantrolene 9 Yes - SPF Review: 20862796 

Duloxetine 9 Yes - PLM No 

Ziclague 7 Yes - ASPEH No 

Pramipexole 7 Yes - HSPRF No 

Cyclobenzaprine 5 Yes - Review No 

Dalfampridine / Ampyra 5 Yes - HSPRF Trial: 25808501  

This table shows that there is no consistent source of information for the treatment of HSP 
symptoms, and to find particular results often requires a lot of hunting around. Several of 
the more commonly used medications do not have HSP specific trial results published, 
which may prevent their consideration by medical practitioners who are not so familiar with 
HSP. There may also be regional variations in availability of or guidelines for prescribing 
certain medicines, which has not been looked at. 

Some of the treatments being tried by individuals are not reported at all, and this shows 
that some practitioners are being innovative and trying out different medications. 

Activities 
For people who do not use mobility aids at all (mobility score 0 or 1), regular activities are 
likely to include walking or running and stretches. Many respondents also do physiotherapy 
and music. Other activities undertaken regularly include yoga/tai-chi/pilates. 
For those who use mobility aids some of the time (mobility score 2 or 3) or use sticks most 
or all of the time (mobility score 4 or 5), regular activities are likely to include stretches and 
walking/running. Many respondents also take part in physiotherapy and music. Other 
activities undertaken regularly include cycling/manual wheelchair and weights. 
Where people use walking frames most or all of the time (mobility score 6 or 7), regular 
activities are likely to include stretches. Many respondents also take part in walking/running 
and physiotherapy. Other activities undertaken regularly include cycling/manual wheelchair, 
weights, cardiovascular gym machines and music. 
For those who use wheelchairs most or all of the time (mobility score 8 or 9) regular 
activities are likely to include stretches. Many respondents also take part in cycling/manual 
wheelchair, physiotherapy and music. Other activities undertaken regularly include 
walking/running. 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6349696/
https://sp-foundation.org/understanding-pls-hsp/treatments-therapies-pages/drug-treatment---muscle-spasticity.html
http://www.ncbi.nlm.nih.gov/pubmed/2803825
https://sp-foundation.org/understanding-pls-hsp/treatments-therapies-pages/drug-treatment---clinical-depression.html
https://www.ncbi.nlm.nih.gov/books/NBK1509/
https://www.ncbi.nlm.nih.gov/books/NBK1509/
https://sp-foundation.org/understanding-pls-hsp/treatments-therapies-pages/drug-treatment---muscle-spasticity.html
https://www.ncbi.nlm.nih.gov/pubmed/20862796
https://www.patientslikeme.com/conditions/hereditary-spastic-paraplegia
https://www.aspehbrasil.org/2018/08/23/estudo-clinico-peh-x-ziclague/
https://hspersunite.org.au/restless-legs-syndrome-2/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6349696/
https://hspersunite.org.au/second-study-finds-ms-drug-helps-hsp/
https://www.ncbi.nlm.nih.gov/pubmed/25808501
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People identified the most important activities for exercise to be stretching, walking and aerobic 
activities. Music and stretches were identified as most important for relaxing. Stretches and 
physiotherapy were identified as most important for flexibility. 
Those who use cardiovascular gym machines on a daily basis have the highest wellbeing. Those who 
listen/take part in music on a weekly or occasionally basis, and those who garden weekly and get 
acupuncture occasionally are shown to have higher wellbeing. Weekly cycling/manual wheelchair, 
occasional yoga/pilates/tai chi and occasional walking/running are shown to have lower wellbeing. 

Life-space tracking 
Respondents described how far they move about and how often they do this. 

• 98% of people with HSP leave the room they sleep in every day. There are 2% of people who 
leave this room less frequently, but all leave at least weekly. 

• 71% of respondents go outside every day, and 25% go outside multiple times per week. 
There are 3% who do this weekly and 1% who do this less often than monthly or not at all. 

• There are 43% of people who go to their local neighbourhood every day, and 33% who go 
multiple times per week. 19% go weekly or less often, and 5% who do not go at all. 

• When travelling beyond the local neighbourhood, 21% do this every day, 26% do this 
multiple times per week, 45% doing this less often and 8% not doing this at all. 

• Travel further afield occurs less frequently, with 11% doing this every day, 14% doing this 
multiple times per week, 65% going less often and 11% not going at all. 

Travel/movement decisions do not appear to depend on mobility. The highest wellbeing is found in 
those people who travel the furthest every day.  

When looking at help needed to move around: 

• 93% of people leave their bedroom independently, with 7% needing some assistance to do 
this. 

• 83% of people go outside independently, 17% need assistance and less than 1% not doing 
this. 

• 74% of people go to their local neighbourhood independently, 22% need assistance and 4% 
do not do this. 

• 62% of people go to their local town independently, 34% need assistance and 4% do not do 
this. 

• 52% of people are able to travel further than their local town independently, 42% need 
assistance and 7% do not do this. 

The further a person wishes to travel the more likely it is that they will need to call upon assistance. 
Patterns suggest that the help sought to move/travel is more than just with transferring between 
places but is a broader level of assistance covering different aspects of movement. There may also 
be regional or personal variations in the ease of being able to travel.  
Various interesting comments are made about this, with several indicating that they need help using 
aeroplanes. Many have adapted cars or mobility scooters and can travel independently whereas 
others rely on another to drive them places. Others note that they need help with transfers, and rely 
on this to move anywhere, whereas others are children and rely on their parents/carers to help 
them get around. Some people need help lifting and carrying things rather than getting around, and 
some indicate that they don’t get out as much as they would like because they have caring 
responsibilities. 

Life with HSP 
Two thirds of respondents consider themselves to be disabled and one third do not. Although the 
proportion of people who identify as disabled increases with reduced mobility, there are both 
people who do not use mobility aids who consider themselves disabled and those who use a 
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wheelchair all or most of the time who do not consider themselves to be disabled. This indicates that 
mobility is not the only factor in individuals deciding if they are disabled or not. 
One third of people with HSP consider themselves to be lonely and one third consider themselves to 
be isolated. Both tend to occur more often in those whose mobility is more restricted.  
There are many views and opinions around this topic. Some respondents come from a more stable 
background with supportive family and friends, and getting out and about socially. Others feel more 
lonely/isolated. These feelings can arise because people are unable or do not want to explain their 
situation/problems to their close friends/family, or because they don’t like the changes that HSP 
puts on them, including both physical changes and employment changes. Some feel invisible 
whereas others think they are very visible. 
Around half consider themselves to be vulnerable. People identified that they feel vulnerable for 
two main groups of reasons, one group is around the physical changes of HSP not allowing people to 
be able to defend themselves or resist attack, the other group is around the consequences of HSP 
symptoms, including balance problems, incontinence and speed/ease of movement in crowded 
situations.  

Wellbeing Conclusions 
Different factors have been shown to have the greatest links with wellbeing. The factors below have 
been identified as having the strongest links to a wellbeing which is better than average. 

• Travel to town or further daily 
• Not feeling lonely, not feeling isolated 
• Daily use of cardiovascular gym machines 
• Weekly or occasional music 
• Not feeling vulnerable 
• No medication 

The factors below have been identified as having the strongest links to a wellbeing which is lower 
than average. 

• Taking multiple medicines for HSP 
• Feeling isolated, feeling lonely 
• Having SPG7 
• Diagnosis uncertain 
• Suffered from abuse 

Many of these factors are not connected with mobility or are not directly related to HSP. These 
factors may not form part of routine discussions with medical professionals which frequently focus 
on mobility, pain, continence and the other direct factors. 
It is important to remember that it is possible to take action to improve some of these other factors. 
It is not necessary to accept, for example, that people are lonely or isolated. Help is available for 
some factors, and getting such help may result in an improvement in wellbeing.  
People should consult with a doctor or other professional to advise on the best approach for any 
such change they wish to make. Potential areas where changes could be made include: 

• Decreasing: loneliness and/or isolation 
• Taking part in activities which are enjoyable 
• Being able to travel 
• Getting help/support/counselling for any abuse 
• Treatment/advice/exercises to slow the progression of HSP 

Thank You! 
I thank all of the respondents in many countries who took time to respond to this survey, without 
these excellent answers this analysis would not be possible.       Adam Lawrence 


	Forthcoming Events
	New Members
	Useful Contacts


<<

  /ASCII85EncodePages false

  /AllowTransparency false

  /AutoPositionEPSFiles true

  /AutoRotatePages /None

  /Binding /Left

  /CalGrayProfile (Dot Gain 20%)

  /CalRGBProfile (sRGB IEC61966-2.1)

  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)

  /sRGBProfile (sRGB IEC61966-2.1)

  /CannotEmbedFontPolicy /Error

  /CompatibilityLevel 1.4

  /CompressObjects /Tags

  /CompressPages true

  /ConvertImagesToIndexed true

  /PassThroughJPEGImages true

  /CreateJobTicket false

  /DefaultRenderingIntent /Default

  /DetectBlends true

  /DetectCurves 0.0000

  /ColorConversionStrategy /CMYK

  /DoThumbnails false

  /EmbedAllFonts true

  /EmbedOpenType false

  /ParseICCProfilesInComments true

  /EmbedJobOptions true

  /DSCReportingLevel 0

  /EmitDSCWarnings false

  /EndPage -1

  /ImageMemory 1048576

  /LockDistillerParams false

  /MaxSubsetPct 100

  /Optimize true

  /OPM 1

  /ParseDSCComments true

  /ParseDSCCommentsForDocInfo true

  /PreserveCopyPage true

  /PreserveDICMYKValues true

  /PreserveEPSInfo true

  /PreserveFlatness true

  /PreserveHalftoneInfo false

  /PreserveOPIComments true

  /PreserveOverprintSettings true

  /StartPage 1

  /SubsetFonts true

  /TransferFunctionInfo /Apply

  /UCRandBGInfo /Preserve

  /UsePrologue false

  /ColorSettingsFile ()

  /AlwaysEmbed [ true

  ]

  /NeverEmbed [ true

  ]

  /AntiAliasColorImages false

  /CropColorImages true

  /ColorImageMinResolution 300

  /ColorImageMinResolutionPolicy /OK

  /DownsampleColorImages true

  /ColorImageDownsampleType /Bicubic

  /ColorImageResolution 300

  /ColorImageDepth -1

  /ColorImageMinDownsampleDepth 1

  /ColorImageDownsampleThreshold 1.50000

  /EncodeColorImages true

  /ColorImageFilter /DCTEncode

  /AutoFilterColorImages true

  /ColorImageAutoFilterStrategy /JPEG

  /ColorACSImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /ColorImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /JPEG2000ColorACSImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /JPEG2000ColorImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /AntiAliasGrayImages false

  /CropGrayImages true

  /GrayImageMinResolution 300

  /GrayImageMinResolutionPolicy /OK

  /DownsampleGrayImages true

  /GrayImageDownsampleType /Bicubic

  /GrayImageResolution 300

  /GrayImageDepth -1

  /GrayImageMinDownsampleDepth 2

  /GrayImageDownsampleThreshold 1.50000

  /EncodeGrayImages true

  /GrayImageFilter /DCTEncode

  /AutoFilterGrayImages true

  /GrayImageAutoFilterStrategy /JPEG

  /GrayACSImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /GrayImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /JPEG2000GrayACSImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /JPEG2000GrayImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /AntiAliasMonoImages false

  /CropMonoImages true

  /MonoImageMinResolution 1200

  /MonoImageMinResolutionPolicy /OK

  /DownsampleMonoImages true

  /MonoImageDownsampleType /Bicubic

  /MonoImageResolution 1200

  /MonoImageDepth -1

  /MonoImageDownsampleThreshold 1.50000

  /EncodeMonoImages true

  /MonoImageFilter /CCITTFaxEncode

  /MonoImageDict <<

    /K -1

  >>

  /AllowPSXObjects false

  /CheckCompliance [

    /None

  ]

  /PDFX1aCheck false

  /PDFX3Check false

  /PDFXCompliantPDFOnly false

  /PDFXNoTrimBoxError true

  /PDFXTrimBoxToMediaBoxOffset [

    0.00000

    0.00000

    0.00000

    0.00000

  ]

  /PDFXSetBleedBoxToMediaBox true

  /PDFXBleedBoxToTrimBoxOffset [

    0.00000

    0.00000

    0.00000

    0.00000

  ]

  /PDFXOutputIntentProfile ()

  /PDFXOutputConditionIdentifier ()

  /PDFXOutputCondition ()

  /PDFXRegistryName ()

  /PDFXTrapped /False



  /CreateJDFFile false

  /Description <<



    /BGR <>

    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e9ad88d2891cf76845370524d53705237300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>

    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc9ad854c18cea76845370524d5370523786557406300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>

    /CZE <>

    /DAN <>

    /DEU <>

    /ESP <>

    /ETI <>

    /FRA <>

    /GRE <>



    /HRV (Za stvaranje Adobe PDF dokumenata najpogodnijih za visokokvalitetni ispis prije tiskanja koristite ove postavke.  Stvoreni PDF dokumenti mogu se otvoriti Acrobat i Adobe Reader 5.0 i kasnijim verzijama.)

    /HUN <>

    /ITA <>

    /JPN <FEFF9ad854c18cea306a30d730ea30d730ec30b951fa529b7528002000410064006f0062006500200050004400460020658766f8306e4f5c6210306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103055308c305f0020005000440046002030d530a130a430eb306f3001004100630072006f0062006100740020304a30883073002000410064006f00620065002000520065006100640065007200200035002e003000204ee5964d3067958b304f30533068304c3067304d307e305930023053306e8a2d5b9a306b306f30d530a930f330c8306e57cb30818fbc307f304c5fc59808306730593002>

    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020ace0d488c9c80020c2dcd5d80020c778c1c4c5d00020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>

    /LTH <>

    /LVI <>

    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken die zijn geoptimaliseerd voor prepress-afdrukken van hoge kwaliteit. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)

    /NOR <>

    /POL <>

    /PTB <>

    /RUM <>

    /RUS <>

    /SKY <>

    /SLV <>

    /SUO <>

    /SVE <>

    /TUR <>

    /UKR <>

    /ENU (Use these settings to create Adobe PDF documents best suited for high-quality prepress printing.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)

  >>

  /Namespace [

    (Adobe)

    (Common)

    (1.0)

  ]

  /OtherNamespaces [

    <<

      /AsReaderSpreads false

      /CropImagesToFrames true

      /ErrorControl /WarnAndContinue

      /FlattenerIgnoreSpreadOverrides false

      /IncludeGuidesGrids false

      /IncludeNonPrinting false

      /IncludeSlug false

      /Namespace [

        (Adobe)

        (InDesign)

        (4.0)

      ]

      /OmitPlacedBitmaps false

      /OmitPlacedEPS false

      /OmitPlacedPDF false

      /SimulateOverprint /Legacy

    >>

    <<

      /AddBleedMarks false

      /AddColorBars false

      /AddCropMarks false

      /AddPageInfo false

      /AddRegMarks false

      /ConvertColors /ConvertToCMYK

      /DestinationProfileName ()

      /DestinationProfileSelector /DocumentCMYK

      /Downsample16BitImages true

      /FlattenerPreset <<

        /PresetSelector /MediumResolution

      >>

      /FormElements false

      /GenerateStructure false

      /IncludeBookmarks false

      /IncludeHyperlinks false

      /IncludeInteractive false

      /IncludeLayers false

      /IncludeProfiles false

      /MultimediaHandling /UseObjectSettings

      /Namespace [

        (Adobe)

        (CreativeSuite)

        (2.0)

      ]

      /PDFXOutputIntentProfileSelector /DocumentCMYK

      /PreserveEditing true

      /UntaggedCMYKHandling /LeaveUntagged

      /UntaggedRGBHandling /UseDocumentProfile

      /UseDocumentBleed false

    >>

  ]

>> setdistillerparams

<<

  /HWResolution [2400 2400]

  /PageSize [612.000 792.000]

>> setpagedevice



