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West of Scotland Branch newsletter 2019/20

It’s been a busy year for the West of Scotland Branch
Following our Annual general meeting in May 2019, there was a slight change in the
committee where:
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Derek Taylor became chair following Alison Love who had fulfilled the role for a number of
years and we give her our thanks for all her efforts. Alison was also awarded the Anne Ford
cup for her outstanding contribution to Ataxia UK at the 2020 Ataxia UK virtual conference.
Iain Macpherson became our Secretary after serving as Treasurer the previous year.
Debbie Lone was the former secretary and we extend our thanks to her too.
Shona Heath took over the role of Treasurer from Iain who fulfilled this role in 2018/19 and
Derek who did the role since 2008 but who took a break from the committee in 2018/19
We also extend our thanks to non office bearers who also give up their time and effort for
the benefit of the branch.
We meet in the Tesco community room on the 1st Sunday of each month within a Glasgow
shopping centre so our thanks also go to Tesco for their support allowing us to use this space.

The format of the meeting has adapted during Covid times with the focus on keeping in touch
and ensuring everyone is OK during these difficult times.
We tend to have a general catch up chat, discuss issues of the day and have enjoyed a number
of quizzes during this time
On our first Zoom meeting in April we also welcomed James from the InControl team
representing Ataxia UK who spoke about the work he and his colleague, Shana were working
on.
It was with huge regret that we also lost one of our regular members, Tam Wilson who
sadly passed away in June. Tam was a regular attendee of the branch and will be sadly
missed and our thoughts are with his wife Carole.
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June Meeting
Following our AGM, with the help of Rebecca at Ataxia UK we had a branch refresh in order
to attract more participants and with a donation from Debbie Lone, we were able to print
and distribute our branch leaflet.
The leaflet advertised our branch, what we got up to at our monthly meetings and where
we meet. It also includes some important information both from the branch and also in
relation to Ataxia UK.
The branch leaflets were distributed to all hospitals within the Greater Glasgow and Clyde
Health Board Region, given to Neurologists and to the GP surgeries of members.
We fielded a large number of requests for further information on the back of this including
requests from a physiotherapist at the ‘Physical Disabilities Rehabilitation Unit’ and from a
genetic nurse who requested information on behalf of Patients
We therefore welcomed a number of new members throughout the year who came to a
support group for the first time and we hope they enjoyed their experience and found the
support meetings useful.
We think meetings where we can share information work best when complimented by
social events and we try to organise at least two every year in the summer and at
Christmas.
In addition to the refresh and leaflets, the Arnold Clark Motability roadshow at the SECC was
attended. Although it was good to compare most models and cars under one roof, it should
be borne in mind that Arnold Clark sales teams (in the opinion of the attendee only) had little
or no knowledge of the products they are trying to sell.
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Talking of exhibitions, Glasgow Disability Alliance (www.gda.scot) has organised an event
entitled ‘Participatory Budgeting: a model for involvement’
One of the themes of this event is to discuss removing barriers so disabled people can
empower ourselves and be heard

A useful website was also brought to our attention by Sally.
www.scasource.net is a website where research on SCAs and related ataxias is
written in plain language by SCA scientists. The goal is to make research more readily
accessible and understandable to ataxia patients and families.
All SCA source content is free to use and share on other websites and through social media.
This contains some very useful and interesting information so please take a look when time
allows.

We also discussed an NHS research paper entitled:
‘Researchers identify genetic defect which is a common cause of late onset Ataxia’
This means many patients can receive a definite diagnosis and treatment can be improved
You can read more about it here:
https://www.uclh.nhs.uk/News/Pages/Researchersidentifygeneticdefectwhichiscommonca
useoflateonsetataxia.aspx
Other articles on the subject which may be of interest are:
From University College London
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https://www.ucl.ac.uk/brain-sciences/news/2019/apr/new-finding-could-lead-improvedtreatment-ataxia-patients

and from Ataxia UK
https://www.ataxia.org.uk/blog/mutation-in-rfc1-gene-is-likely-to-be-common-cause-oflate-onset-ataxia

Since this was the final meeting before the summer break, we discussed a summer social gettogether.
The consensus of opinion was lunch at the Tullie Inn in Balloch and a Loch Lomond boat trip
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July and August are the months we usually take a summer break from meetings but still
meet and see each other in social environments.
In July, we went on our annual summer day out.
The destination this year was where Loch Lomond flows into the River Leven at Balloch. The
programme for the day was a cruise along Loch Lomond followed by lunch in a nearby pub.

The weather forecast for the day was not great with showers promised but we assembled
in the dry and our position within the
boat was in a covered downstairs deck
After the cruise we adjourned to pub for lunch. We
beside the snack bar. Thankfully it
were seated in the conservatory at the front of the
stayed dry for the cruise and we sailed Inn with good views of the comings and goings in the
up the loch as far as Inchmurrin Island
village and provided with excellent service and
everybody enjoyed their meals. The pudding choice
provided a bit of a problem for some of the members
as there was too much choice of favourite items.
Compromises were made and some puddings were
shared. During the meal the heavens opened and the
rain came. Fortunately it was only a shower and by
the time it was time to go our separate ways home it
had dried up.
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The day out was enjoyed by all who attended. The picture at the top of the first page was
taken as the group disembarked the boat

Just because the branch didn’t meet, if you thought we branch didn’t get up to anything,
think again.
In August, some of us went along to an event organised by one of our members and her
family (The McPake family).

Brian doing his thing

Brian McPake is a musician who plays in a band and his
daughter, Kirsty lives with Ataxia. He and his band mates raise
much needed awareness of Ataxia and in the past they have had
an event called ‘T in the Garden’. Unfortunately, the gazebos to
protect us from the rain & bbq equipment they used for the
event needed to be renewed so this year T in the garden went
on tour to a local church hall. The venue provided many benefits
in that there was adequate toilet facilities, a staffed bar was
provided and they were not affected by adverse weather.
Several members of the group had attended and thoroughly
enjoyed the afternoon of music and friendship.
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The end of the summer was approaching and we resumed our usual meetings. In September,
we again welcomed some new members and the McPake family who held the awareness
raising event came to the meeting to tell us all about it.
We also talked about what we all got up to over the summer and discussed upcoming events
such as Ataxia awareness day and the upcoming national conference
We discussed the adaptions / gadgets that we found useful.:
Shona for example found a ‘one cup kettle’ was useful as easier to pour when making a cup
of tea
Joanna was pleased with the Safety buffers on her toilet seat and also has a floor to ceiling
pole which makes transferring from bed to chair easier
Iain & Christine mentioned the bed guard and toilet frame Christine found useful as well as
the ‘Magic Seats’ in their car where the entire back seat can fold upward to accommodate a
chair or walking aids behind the front seats which leaves the boat free for other items
Janice said that a ball attached to the car steering wheel made manoeuvring easier, also
consideration should be made when selecting a new Motability vehicle to the needs of the
person. Some vehicles could have extra grab handles fitted to assist with transferring and
boards can also be used. Janice also recommended suction cup grab handles that can be
attached to the tiles in the bathroom to assist getting in and out of the bath or shower.
Derek’s top tip was the metal free standing support he had to help him get in and out of his
sofa. It originally belonged to Alison who passed it onto Christine when she needed it and
after Christine had her hip replaced she was glad that Derek found it useful. He also bought
a ’spill not’ which allows you to transfer cups of liquid from one place to another which is a
form of magic which appears to defy the laws of physics.
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The discussion moved onto holiday providers and accommodation.
Joanne said that she had recently had a holiday in Arona Los Cristianos Tenerife. She had
flown with EasyJet and that the EasyJet flights were accommodating and that the hotel and
the resort were accessible for disabled folk. She also said that in her experience when
taking trips and excursions when abroad it was often less expensive to arrange an
accessible taxi than to use the coaches provided by the tour operator.
Christine and Iain said that they had used Jet2 for several holidays and that they had found
everything to be first class. Kirsty said she had also had good experiences with Jet2. She
recommended Santa Rosa Apartments in Costa Teguise Lanzarote for folk with restricted
mobility.

In October, we again welcomed a new member to the branch who came with her friend for
support and hope she had a positive experience
We spoke about the Accessibility Scotland 2019 event which this year was being held on the
25th October in the Edinburgh Conference Centre. The conference centre is fully accessible.
Included on the day will be Interesting, Educational and Inspiring talks from subject matter
experts.
We also talked about the Ataxia UK Annual Conference which was being held that weekend
and that Joanne and Sally were attending and would be giving some feedback to the group
at the November Meeting. Joanna would be representing us at the branch meeting while
scientist Sally would update us on research and other presentations from the conference.
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November was a busy month for the branch where we welcomed Pilates teacher, Fi, who
takes a local class that Christine and Iain attend and as a branch we considered hosting a
regular class for our members
Fi explained that she had been doing some research into the symptoms caused by the (Ataxia)
condition that affected the members and that some parallels could be drawn with the
problems caused by Parkinson’s Disease (P.D.). Research has shown that neuroplasticity
exercises were of benefit to people with P.D. over and above treatment by medication alone.
Pilates exercises strengthen the body’s core muscles which will help to reduce incidence of
falling. Fi also mentioned the P D Warrior app which members may find helpful. Fi had
brought along mats and some equipment. The more mobile members found some floor
space and laid out mats the less mobile members remained in their chairs. Fi demonstrated
exercises and stretches and assisted the members to carry them out. The session lasted about
45 mins and everybody was very grateful to Fi for taking time out and coming along to see
us.
This taster session of pilates went down very well and is something the branch would like to
take part in on a regular basis.

As previously mentioned Joanna and Sally represented the branch at the October National
Conference and both enjoyed the experience
We heard how mental health was a key point of the conference and how to get help with
depression. One of the more enjoyable inputs was given by Professor Tom Shakespeare. It
was very amusing and both Joanna and Sally enjoyed it very much.
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We don’t hold a December meeting at our usual venue since we meet in a community room
in a Tesco in a large shopping centre which in the run up to Christmas get really busy with
parking at a premium.
This wasn’t an issue since
we try to have another
social event at Christmas.
This year we went ten pin
bowling followed by
something to eat in the
Restaurant next door

Following a good night out, everyone made their way home for the Christmas period and our
next meeting would be in February 2020

In addition, in December, Derek, Christine & Iain, Alison, Stuart, Ross & Ronnie attended a
Financial Inclusion Meeting in The Mitchell Library Glasgow on Saturday 7th December 2019.
The meeting was one organised by Ataxia UK in conjunction with Huntingdon’s Disease to
establish if it would be viable / desirous to have a dedicated Financial Advisor for the two
organisations. It was quite an in depth meeting with a lot of questions being posed and
answered. It was one of several meetings to be held and after an analysis of the results a
decision will be made as to what the next stage will be.
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Following Christmas, our first meeting of the new Year was in February.
We again welcomed a number of new members including George, Dominika with her family
and Jennie & Beth.

During the course of the meeting the regularly attending members offered support and
advice to the new members regarding what help and aid could be available to them and
how to go about getting it. Members shared their experiences and told about what things
they had done and what aids they had found useful to deal with the effects of the Ataxia.
This was much appreciated and all the new members said that they had been glad they had
come along and that they would be coming along to other meetings.
We also discussed the forthcoming Scottish Conference and talked about the logistics of
getting everyone there. Unfortunately though the event was postponed due to the current
pandemic emergency.
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At our March meeting, Fi joined as again since after the pilates taster session, we decided we
would like to pursue a class each month. We had applied for postcode Lottery funding for
this but was unfortunatel6y not successful. Despite this disappointing news, we decided we
would all like to continue with the classes since the benefit of pilates is undisputed .
During the class there was an amusing incident when an exercise ball was sat on and it burst.
The name of the culprit is not being disclosed to save the blushes of the author of the
minutes. It was hoped that Fi will be able to attend most if not all of our meetings going
forward to continue with this initiative
Not us by the way – the people in
this photo appear fit.
Although we dont have a photo of
us, we are actually a lot fitter than
these lightweights in the picture

After the Pilates equipment was put away and Fi had made her way home the meeting
continued

During lockdown Fi has made a couple of on line sessions.
Pilates: https://youtu.be/kGvoaMrSeQ8
Pilates: https://youtu.be/kGvoaMrSeQ8
General Keep Fit: https://youtu.be/a8UhiTLhYgs
She has made the videos in her own home and are good fun and quite humorous.
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Shona also informed the group that the Whatsapp group was up and running with quite a
few folk now having joined the group. They come from all areas of Scotland and it has been
a useful way of sharing experiences and advice with those young people who do not have
local support groups in the areas where they live.

It was discussed that a new edition of The Disability Handbook has been published. The cost
of the book is £30. It was suggested that the group purchase one and it be made available
to all the members. This was agreed and Shona said that she would order one.

Naidex 2020 is being held on 17th & 18th March in Birmingham. Further information on
Naidex 2020and a whole lot of other information on other related subjects can be found
here. https://disabilityhorizons.com

Derek attended ‘The Gathering’ event in the SEC recently with third sector events,
workshops & exhibitions and thought it was a good event and may be suitable for Ataxia UK
to take a stand, which could be staffed by members of the branch.

It was also mentioned that the latest edition of Disability Equality News (Issue 27) is now
available on line. Find a copy at disabilityequality.scot
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Shona brought to the attention of the group something for the ladies with an article she
had come across regarding make up application tools branded ‘Guide Beauty’ which have
been developed by American make-up artist Terri Bryant who has Parkinson’s Disease. She
developed the tools to help her continue with her career and were only released for sale on
25th February this year. They appear to only be available in America at the moment but
hopefully they will be available in the UK soon as it is thought they will be of use to folk
with Ataxia. The article can be found on the website allure.com

In terms of Neurological support, a recent article was discussed published on the gov.scot
website. The article promotes the development of a Scottish National Action Plan over the
next 5 years to improve the care and support for those with neurological conditions in
Scotland. Hopefully this framework for action will improve things for those with
neurological conditions

Shona has been doing some research for the group regarding on-line magazines below are
some links for them to be read online.
The articles in these magazines focus on the positives and include information on health &
fitness, activities etc focusing on the positive of what we can do rather than the problems
of what cant be achieved
https://www.disabledmagazine.online/
http://enablemagazine.co.uk/
https://ablemagazine.co.uk/
https://disabilityhorizons.com/
https://posabilitymagazine.co.uk/
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We were fortunate to get our March meeting in before lockdown hit us where we all found
ourselves in the middle of the Global COVID 19 pandemic.
Unfortunately we could not thereafter meet face to face which are invaluable in keeping in
touch and sharing experience.
However, we discovered Zoom video conferencing and we maintained our usual monthly
meetings and have been pleased that the majority of our regular members could attend from
their spare rooms or gardens and the September 2020 meeting is our 6 monthly anniversary
of virtual meetings.
Although we were not able to have our usual summer outing, it was fortunate that even in
Scotland, the weather during the lockdown period remained good allowing us to enjoy the
fresh air.
Although we are still facing restrictions, it is hoped we
can get together in some way over Christmas.
The format of the meeting has adapted during this time with the focus on keeping in touch
and ensuring everyone is OK during these difficult times.
We tend to have a general catch up chat, discuss issues of the day and have enjoyed a number
of quizzes during this time

We didn’t have our usual meeting in in October due the virtual Ataxia UK conference. This
event was excellent with numerous updates which will be shown on the Ataxia UK website
and You Tube channel
We are especially chuffed to bring you the news that our very own Alison Love was
awarded the Anne Ford cup at the conference for all her hard work and dedication over the
years.
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This newsletter is lengthy but that shows how active the branch has been
We hope this newsletter has been useful in giving some information on the
West of Scotland branch and what we get up to and we look forward to
welcoming both new and old members when we are able to meet face to face
again
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