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Activity update
This update details the Office for Rare Conditions, Glasgow's (the Office)
activities for 2021/2022 and is an interim update to the fuller report
published every two years (next due 2023).
Previous reports (2019 & 2021) can be found on the Office website.
www.officeforrareconditions.org

The Office has faced different challenges in this past year, mostly due to pandemic
related changes in working practices and limited face to face engagement with
patients, families and Health Care Professionals (HCPs). As per the guidance
from the University of Glasgow and NHS Greater Glasgow & Clyde, staff have
undertaken a phased return to office and hospital working, with direct contact with
patients and families steadily increasing as allowed.
Members of the Office Patient Advisory Group (PAG) have continued to work hard
supporting patients and families affected by rare and undiagnosed conditions in a
variety of different ways. Chaired by Arlene Smyth, the contribution of the group
and each member's individual experience and time is invaluable to the planning of
office activities.
The Offfice would like to take this opportunity to thank Glasgow Children's
Hospital Charity (GCHC) for continued support, both financial and practical,
throughout this past year and the continuing pandemic.
Finally, acknowledgement and thanks to Professor Faisal Ahmed, Samson
Gemmel Chair of Child Health, University of Glasgow and the Office Glasgow's
Steering Committee members for continuing to provide the expertise which
guides the work and direction of the Office.

The Office for Rare Conditions works closely with a number of registry projects
here in the UK and internationally. For more information about them please visit
the websites below:

The Office Glasgow's clinical lead is Dr. Martina Rodie, Consultant Neonatologist
at the Royal Hospital for Children, Glasgow. The project is currently operated by
3 staff: a Clinical Lead, a Project Manager and an Administrator.

The Office works to support patients and families affected by rare, low prevalence
and undiagnosed conditions, and the HCPs who work with them. It is committed
to improving the standard of care received by children and their families who
attend hospitals in Glasgow and the West of Scotland, developing local solutions
that allow effective and coordinated implementation of rare disease policies
through four key objectives:

Key Objectives:
Increase awareness and knowledge of rare conditions.
Enhance the support that is available to children, adults and their
families/carers.

Promote standards of clinical care for people with rare
conditions.
Increase the participation of people with rare conditions in multicentre research.
Aims of the Office for Rare Conditions, Glasgow
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Patient and Professional Engagement
Social media engagements
Website
Educational event recordings have increased
the traffic to the website and keeps it active.
There has been 117 downloads of the activity
report from the website in 2022.
36 downloads of the Office for Rare Conditions
Care Summary.
172 downloads of the warm hug letter in
2022.
Most visited pages in last 3 months:
Home
Events
Glasgow Webinar Series in Rare
Conditions
Social Media
The Office maintains profiles on Facebook, Twitter and Instagram (@ORCGlasgow).
Between 2021/2022 there has been a steady increase of followers to all social media
pages.
Page Followers: 720
Members of PAG Facebook group: 66
Page Followers: 1566

Page Followers: 260

Patient Experiences
We asked patients and families in the West of Scotland who have a rare or
undiagnosed condition to share their hospital experiences. Patient experiences can
give the feedback necessary to understand what to improve and what to replicate in
other areas. It also gives the patient the power to bring about change and become an
active and engaged participant in their own care. You can read more about our patient
experiences here.
Social media engagement
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Raise awareness and improve
knowledge of rare conditions
45% of the 130 respondents from our
Patient Reported Experience Measures
Survey felt they were provided little
information about their rare condition, with
9% reporting they were given no information
at all (fig.1). Our work on improving
awareness and knowledge of rare conditions
is directed by the feedback we receive.

Glasgow Webinar Series
in Rare Conditions
Held every two months, the Office
webinars are open to patients, families
and HCPs and aim to be as interactive as
possible.
Over 2021/2022 we have had informative
talks and discussions on:
What’s New in Rare Conditions: An
update on the UK Rare Disease
Framework and What Patients Say
(PREMS).
Discussing fertility in rare conditions,
what you need to know.
Rare Conditions in the Genomic Era
Palliative Care - Children’s Hospices
Across Scotland
Congenital Hyperinsulinism.
Rare Bone Conditions.
Patient Passport
You can find all the recordings of the
webinars on our website:
officeforrareconditions.org/glasgowwebinar-series-in-rare-conditions/

Key objective 1

Fig.1

PAG meetings
Held every two months the PAG meetings
are open to PAG members with new
people warmly welcomed to join. Each
meeting has a speaker of interest with
topics suggested by members of the group.
Over 2021/2022 we have had informative
talks and discussions on:
Children's Health Scotland
Glasgow Centre for Inclusive LivingSelf Directed Support
Scottish Association for Mental Health
-Strategies for easing out of lockdown
Social Security Scotland - Child
Disability Payment
The SPARK Counselling Service Counselling; what's available to help?
Parents discuss their experience of
managing a new baby with a rare
condition.
For more information please see our website:
officeforrareconditions.org/pag-meetings/
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Rare Disease Day is observed every year on 28th February (or 29th in leap years)—the rarest
day of the year. Celebrated in over 85 countries worldwide its purpose is to raise awareness
and generate change for people living with rare conditions, their families, and carers.
This year the Office hosted a stand in the atrium of the Royal
Hospital for Sick Children in Glasgow, reaching out to
patients and families as they came into the hospital on their
way to appointments or to the hospital wards. The day was
a great success, with everyone glad to be back in the
hospital meeting face to face with patients and families.
Office merchandise such as key rings, pens, tattoos etc
attracted those passing by (staff and patients/families) to
the stand and when taken home, helped to raise awareness
in local communities as well as throughout the hospital.

Conferences & Events

The Office hosted stands at the Congenital Diaphragmatic Hernia Conference - a hybrid
conference in Strathclyde University Technology and Innovation Centre, and the European
Paediatric Neurology Society Congress. These were our first face to face meetings since the
beginning of the pandemic and a welcome and successful re-introduction to in person events.
International Myotonic Dystrophy Day - The Office worked with Clinical Genetics consultant
Dr Mark Hamilton to organise and host a successful webinar for HCPs highlighting the key
features of this condition and possible presentations in a range of hospital settings.
The Early Management of Rare Conditions in the Neonate - We are excited to be hosting
the 6th of our annual neonatal study days in September 2022. This will be our first in person
education event organised by the Office since the Covid-19 restrictions eased.
Once again this year, the Office supported the organisation and hosting of the online annual
conference for the Scottish Society Paediatric Gastroenterology, Hepatology and Nutrition.

Conferences and Events
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Enhance the support that is available to
children, adults and their families/carers.
The Office was delighted to support the European Paediatric
Neurology Society Congress in Glasgow this year with their
"coffee sessions". Sessions were offered from the International
Headache Society, The Brain Charity, Ring 20 Research and
Support UK, Dravet Syndrome UK, Epilepsy Research UK and Sydenham's Chorea
Association. These new and innovative sessions provide opportunities for patients, families
and patient associations to meet informally with "expert" invited speakers from the
conference. A new initiative and definitely one the Office would like to introduce to other
conferences.

'A Warm Hug' project
The Office has developed a welcome package "A Warm Hug"
for patients and families. Originating from parent members of
the Patient Advisory Group, we wanted to reach out to those
receiving new diagnoses, to let them know they were not
alone, other parents had gone through similar challenges and
fears to those they were experiencing now and were there to
support and guide them. The package includes a letter of
welcome from a parent member, an invitation to join the group
and a selection of signposting resources.

Family Fun
In July we held an in person Summer Fun Event at Quarriers
Conference Centre, Govan, Glasgow. Open to children with
rare and undiagnosed conditions, their siblings, parents and
carers, the day provided the opportunity for play alongside
other children facing similar challenges. Family members were
also able to enjoy the fun with entertainment from musicians
Music Broth, singing and sensory play from Jo Jingles and our
awesome entertainer Magic Mark! It was a brilliant day,with
some great feedback from parents who described the best
thing about the event as "seeing the kids interact with each
other" and "the feeling that we are not alone, we are
surrounded with people who care. Also to see our child
interacting with others and displaying her musical talent is a
real plus."
Thanks to everyone who came along.
Key objective 2
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Promote standards of clinical care
for people with rare conditions.
Alert Stickers
The Office has designed and distributed new "alert
to a rare condition" stickers. Useful for wearing on
clothes or positioning prominently on objects such
as a hospital bed, car seat, or medical notes, the
purpose of the stickers is to catch people's
attention and cause them to pause, think and
perhaps learn a little more about each person's
condition and how it affects them.

Care Summary
In April 2022 the Office relaunched the Care
Summary/Patient Passport, organising and hosting
a webinar for health care professionals, patients
and families. Designed by the Office for Rare
Conditions Glasgow at the request of the Patient
Advisory Group, the Care Summary can be easily
completed and printed as a paper copy to keep
with you or stored on your phone as an electronic
document. https://officeforrareconditions.org/caresummary/
Providing key information about you/your child,
your rare condition, medication, allergies, lead
consultant and family doctor, the Care Summary
can quickly provide critical information when
meeting with a new health care professional or in
an emergency situation.

Support to Clinical Services
The Office continues to collaborate with clinical services to support Health Care
Professionals in the delivery of healthcare to patients and their families. A recent
example of this work is the support given to assist clinicians' long term planning of
services to meet the needs of a small group of patients with a rare condition. The Office
designed and distributed an appropriate questionnaire on behalf of the clinical service,
collating data to inform clinicians' decisions on the long term continuation of a specialist
clinic.
Alert Stickers and Care Summary
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Patient Navigator Role
Supported by GCHC, the Office is currently recruiting to the exciting new post of
Patient Navigator. Funding for this pilot post has been successfully secured for an initial
period of one year and the postholder will work alongside our current team, offering
support to all affected by rare conditions.
As the first role of this kind in Scotland, the Office will continuously monitor and
evaluate the role throughout this first year, ensuring the post provides the best and most
appropriate support for patients and families affected by rare and undiagnosed
conditions.

Rare Aware Glasgow
The Office is delighted to be working with the University of
Glasgow's medical students through Rare Aware Glasgow, a
newly formed society dedicated to raising awareness about rare
conditions, their impact, and what medical students can do to drive
positive change. Members of the new society recently volunteered
their time to come along and help at our fun event and we look
forward to our future work together to ensure new graduates in
medicine are well informed and aware of the management of rare
and undiagnosed conditions.

CARDRISS
In 2018, the Scottish Government commissioned the NHS National Services Scotland,
Information Services Division (ISD) to establish CARDRISS (Congenital Conditions and
Rare Diseases Registration and Information Service for Scotland). The project is now
being taken forward by Public Health Scotland with Dr Martina Rodie representing the
Office patients and families on the CARDRISS project Expert Advisory Group. The
Office is proud to be working alongside Genetic Alliance UK to host the next CARDRISS
engagement event in September 2022. Click here to register.

Patient Navigator Role + Rare Aware Glasgow
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Increase the participation of people with
rare conditions in multi-centre research.
Glasgow Children's Hospital Charity Research Fund
2021 Funding
We are delighted to announce the two projects that have been awarded funding from the
2021 call out:
Small Project Grants awarded to:
Dr Frederick Ho: 'Child maltreatment and later life telomere length: A population cohort
study'.
Ms Ramla Omar: 'Proteomic analysis to unlock mechanisms underlying childhood'
The GCHC Research Fund, with support from the Office for Rare Conditions, invites
applications for Small project grants (up to £5k) in research that benefits children’s health.
For full details on eligibility and application forms, please visit GCHC Research Fund
website or contact shannon.mullen@glasgow.ac.uk.
Proposals should be submitted electronically to the GCHC Research Fund by 12 noon on
Monday 31st October 2022.

Glasgow Paediatric Research Day 2022
The 13th Glasgow Paediatric Research Day will take place on Friday 4th November 2022
by zoom webinar. This year's programme will feature an invited speakers' plenary session
hosted by members of the paediatric Surgical and Oncology teams from the Royal Hospital
for Children, Glasgow.

Brittle Bone Society Research
Following the Office's successful collaboration with the Brittle Bone Society's (BBS)
Wishbone Wellbeing event in May 2021, we were delighted to continue working with the
Society, providing an analysis and report on data collected from 100 members. The BBS
Independent Living Survey data details members' experiences of the management of
Osteogenesis Imperfecta in everyday life.
Following the initial data report (appendix), the Office has continued to analyse results and
a publication of the research will follow in due course.

Participation in research
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Rare Disease Legislation Update
In January 2021 the UK Rare Diseases Framework was published outlining 4 highlevel priorities for rare conditions in the UK over the next 5 years:
1.
2.
3.
4.

Helping patients get a final diagnosis faster
Increasing awareness of rare diseases among healthcare professionals
Better coordination of care
Improving access to specialist care, treatments and drugs

Each of the 4 nations are to develop their own specific action plans within 2 years of
the Framework publication:
England Rare Diseases Action Plan was published in Feb 2022
Northern Ireland Rare Diseases - Action Plan 2022/23 was published in March
2022
Wales Rare Disease Action Plan 2022-2026 was published in June 2022
The Scottish Rare Disease Action Plan is due for publication before the end of 2022.
The Scottish Rare Disease Implementation Board, Chaired by Dr Jonathan Berg,
Senior Lecturer and Honorary Consultant in Clinical Genetics and NHS Research
Scotland Lead for Genetics and Rare Diseases, have been meeting since August
2021. The Board oversee this work and discuss how the Scottish Government will
undertake the development of the Rare Disease Action Plan for Scotland. Dr Martina
Rodie, Clinical Lead for the OfRC is an active member of the Board representing
patients, families and health care professionals.
Scottish Government have also worked with Genetic Alliance UK (GA UK) to
establish a rare disease Patient Voices Group to ensure the lived experiences of the
rare disease community are embedded into their policies. GA UK continue to carry
out further engagement over 2022 to ensure patient lived experience remains at the
heart of Scotland's action plan development and its implementation.

Legislation Update
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