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February Newsletter 2021

Office for Rare Conditions Newsletter
T he Office for Rare Conditions, based at the Royal Hospital for Children and the
Queen Elizabeth University Hospital in Glasgow, aims to raise awareness of rare
conditions, enhance the quality of care provided and promote participation in
research. It is funded through Glasgow Children’s Hospital Charity.

Rare Disease Day 2021!
Help us celebrate Rare Disease Day on the 28th
February by sharing your story! You could draw a
picture, make a poster or write a message to
show how you support yourself or other people
with rare conditions! Send us your picture,
poster or message to
shannon.mullen@glasgow.ac.uk by the 27th
February to help raise awareness for Rare
Conditions! #RareDiseaseDay2021

UK Rare Disease Framework
Published on 9 January 2021, the UK Rare
Diseases Framework is the next step in
ensuring that people living with a rare
condition receive the best possible care,
encouraging positive changes to how
we diagnose, treat and care for patients
with a rare disease.

Patient Advisory Group
Meetings
The Office for Rare Conditions Patient
Advisory
Group
(PAG)
meets
online every two months.
At each
meeting we have a guest speaker on a
topic
of
interest
and
lots
of
friendly discussion and the opportunity to

Building on the commitments of the UK
Rare Disease Strategy published in 2013,
the key priorities going forward are:
Helping patients get a final
diagnosis faster
Increasing awareness of rare
diseases among healthcare
professionals
Better coordination of care
Improving access to specialist
care, treatment and drugs
To find out more
framework visit:

about the

new

https://www.gov.uk/government/public
ations/uk-rare-diseases-framework
or come along to the Office for Rare

Conditions Glasgow Webinar on 25th
February at 5pm. Regist er here.

chat with others managing life with a
rare or undiagnosed condition.
The PAG is open to all patients and
parents of children with a rare condition
who attend hospitals in the West of
Scotland. Why not come along to our
next meeting?
PAG meetings aim to make it easier for
patients and families to find out about
the information and resources that are
available and to enhance the support for
children and adults with rare conditions
and their families/carers.
If you would like to know more please
get in touch with us at
https://officeforrareconditions.org/pagmeetings/ or through our Facebook
group @ORCGlasgow

Glasgow Webinar Series in Rare Conditions
Registration is now open for the next webinar in the Glasgow Webinar Series in
Rare Conditions, T hursday 25th February 2021 (5.30pm-7pm)! T o help celebrate
Rare Disease Day 2021 we will be providing an update on what's new in rare
conditions with a report from our patient experiences survey and an update on
the new UK Rare Disease Framework!
If you are interested in attending then please register here:
https://glasgowwebinarseriesinrareconditions.eventbrite.co.uk
April 2021 Webinar
Discussing fertility in rare conditions; what you need to know.
Wednesday 21st April 2021 5pm-6.30pm UT C
We will be joined by:
Dr Martina Rodie, Mrs Arlene Smyth, Dr Mhairi Nisbet, Dr Susheel Vani, Dr Aparna
Sastry, Professor Faisal Ahmed and Mr Ken Scott.
Register here

Hi, I am Arlene Smyth the Executive Officer of the T urner Syndrome Support
Society UK [T SSS] and proud Mother of two beautiful daughters Carlene and
Kylie who was diagnosed with T S at birth. I am married to Peter and we live in
Glasgow, Scotland.

I along with a committee of dedicated volunteers started the T urner Syndrome
Support Society [UK] in 1999 and I have been working full time for the T SSS ever
since.
I believe passionately that families should have access to as much information
about their child’s condition as possible. If it is an Ultra Rare condition the
isolation is so much harder. Sharing those concerns with other families does
help. Helping, supporting and learning from each other up skills everyone
involved and will hopefully make a small difference in the future. I have enjoyed
being part of the team and have learned lots along the way. T here is always
more to do and working together way will make a difference.

COVID-19
As we continue through this second wave of Covid-19 restrictions, to protect
each other and save lives, it’s important to continue to stay at home and
follow the protective measures in place in your area. Below are some helpful
links to where you can find tips and information to help yourself and your
family.
NHS Inf orm
https://www.nhsinform.scot/illnesses-and-conditions/infections-andpoisoning/coronavirus-covid-19
NHS Scotland T est and Protect
https://www.nhsinform.scot/campaigns/test-and-protect
NHS Inf orm vaccination website T he coronavirus (COVID-19) vaccine
(nhsinform.scot)
T he Scottish COVID-19 Vaccination Helpline (0800 030 8013)
https://www.parentclub.scot/topics/coronavirus
T he coronavirus outbreak has been going on for a while now. Daily life has
changed for all of us in Scotland and it can feel worrying, lonely and uncertain.
It’s ok to not feel yourself. T here are some great tips to help you clear your
head and connect with others this winter at https://clearyourhead.scot/

Update from Contact
New Parent Adviser f or our By Your Side Project
We are delighted to welcome a new addition to our Contact Scotland team!
Lynn Shields has joined us as parent adviser for our By Your Side project in
Glasgow. She will be working with colleagues in the Office for Rare Conditions
and Family Fund to provide support and information to families attending
hospital. T o contact Lynn email lynn.shields@contact.org.uk

Join our f ree workshops f or parent carers in Scotland!
Preparing for adult life - Wednesday, 24 February, 10.30am-12.30pm
Money Matters Scotland – Wednesday 10 March, 10.30am-12.30pm
Support for you and your wellbeing – Wednesday 17 March, 10.30am12.30pm
All our workshops are delivered via Zoom and are informative, relaxed and
friendly. For a full list of all our workshops with links to register visit
https://contact.org.uk/news-and-blogs/families-in-scotland-join-our-freeworkshops!/

Family Fund Update
Family Fund is the UK’s largest charity providing grants for families on low
incomes raising disabled or seriously ill children and young people.
Last year, Family Fund provided over 100,000 grants and services worth over £35
million to families across the UK, including 8,480 families in Scotland
T hey provide grants for essential items such as kitchen appliances, sensory
toys, family breaks, bedding, tablets/computers, furniture and clothing. T o find
out more about how Family Fund can help you visit www.familyfund.org.uk
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