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ABOUT US  
Aortic Dissection Awareness UK & Ireland is the patient association for 

people affected by Aortic Dissection and their families. We are the voice of 

Aortic Dissection patients in the UK & Ireland. Our work involves raising 

awareness of Aortic Dissection, its diagnosis and treatment: providing vital 

friendship, support and advice for patients and family members; encouraging 

research into the condition; and working with healthcare providers to ensure 

that best practice diagnosis and care for Aortic Dissection are implemented 

consistently across the UK & Ireland. 

Our extraordinarily successful THINK AORTA campaign, 

launched in 2018 in partnership with the Royal College of 

Emergency Medicine, the Society for Cardiothoracic 

Surgery and Heart Research UK, is now improving 

diagnosis of acute Aortic Dissection and saving lives all 

over the world, including Steve’s, pictured here. 

Membership of the Association is free to patients, relatives, carers and 

healthcare professionals with an interest in Aortic Dissection. We rely on a team 

of dedicated volunteers, many of whom are Aortic Dissection survivors, to do 

our work. We are funded entirely by donations from individuals, charities and 

companies who share our vision for improving the diagnosis and treatment of 

Aortic Dissection patients in the UK and Ireland. 

Aortic Dissection Awareness UK & Ireland is formally constituted as a voluntary 

unincorporated association. This, our third Annual Report & Accounts, covers the 

financial year from 6th April 2020 to 5th April 2021. 

“I found a group of survivors and partners that truly understand how I feel. 

There is always someone there to offer support, understanding, information and 

most of all Buddies that really care for each other.” 

– Agnes Hall, Aortic Dissection survivor 
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HIGHLIGHTS 
 

• Membership growth of 55%. On track to reach 1,000 members in 2022. 

• First virtual AD Awareness Day UK held (2020 special COVID edition). 

• Significant COVID-19 impact on members from postponed elective 

surgery (two deaths), delayed routine scans and appointments. 

• THINK AORTA poster translated into the native language of 2 billion 

people - 25% of the world’s population - with active THINK AORTA 

campaigns now in the UK, USA, Ireland, Brazil, Spain & Catalonia. 

• Launched a successful series of monthly members’ Zoom webinars. 

• Partnered with Terumo Aortic for their 2021 ‘Journey Through the 

Aorta’ webinar series. 

• Planned AD Awareness Day UK 2021 in Bristol as a hybrid event. 

• Supported our 700 members with their AD care through the pandemic.  

• Mr. Gareth Owens re-elected as Chair for a second 3-year term. 

• Dr. Emma Redfern re-appointed as Medical Advisor (Emergency 

Medicine) for another 3-year term. 

• Prof. Rob Sayers joined as Medical Advisor (Vascular Surgery). 

• Played a leading role with DHSC and experts to agree the national 

research priorities for AD and communicate them to funders. 

• Published the first-ever patient-led abstract accepted for presentation at 

the Annual Meeting of the Society for Cardiothoracic Surgery. 

• Developed a THINK AORTA module for Paramedic degree courses. 

• Started creating ‘Aortic Dissection: The Patient Guide’ for 2021. 

• Developed our partnership with the University of Leicester into a 

research programme for targeted screening of families at risk of AD.  

• Worked in partnership with the Healthcare Safety Investigation 

Branch, the Royal College of Emergency Medicine, the Royal 

College of Radiologists, the Vascular Society, the Society for 

Cardiothoracic Surgery and NHS England on improving diagnosis, 

care and treatment across the Aortic Dissection patient pathway. 



 

 Page 4 

CHAIR’S REPORT 
It is an honour to have been re-elected at the 

AGM in September 2020 as Chair of our national 

Patient Association for a second 3-year term. In 

a challenging year, the Association has grown 

and has made significant progress. As the 

COVID-19 pandemic demanded that we provide 

higher levels of support and advice for our 

vulnerable members, while our NHS friends faced unprecedented professional 

challenges, we had to adapt quickly in order to thrive. I am indebted to our 

Founder, Dan Burgess (pictured with me above), to the twelve other members 

of the Committee and to the growing team of volunteers - mostly patients and 

relatives – who do the Association’s work, for their dedication and efforts this 

year. Inevitably, there were some changes in the team during the year. We 

were saddened by the resignation of Catherine Fowler and Graham Cooper 

in late 2020 to set-up a new charity. We thank them for their contribution to the 

Association. In early 2021 we welcomed some new members to the Committee, 

including Prof. Rob Sayers, who replaced Graham as one of our Medical 

Advisors.  

Our patient support activities have been particularly important this year, as AD 

patients have faced uncertainty about what to do during the COVID-19 

pandemic and have seen their surveillance scans, appointments and elective 

surgery postponed. Others faced the daunting prospect of major Aortic surgery 

during the pandemic. Our online AD Buddies support group goes from 

strength-to-strength, with over 600 patients and relatives helping each other on 

a daily basis. The Buddy Group Admins and some of our Committee members 

have also taken on a lot of direct personal support of individuals and families 

this year. Helping patients and families affected by AD is the most 

important thing we do. It is only through this work that we can truly 

understand patient needs and become able to give them a voice. 
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In December, we presented the patient view on UK research priorities for Aortic 

Dissection at a Department of Health workshop. This event was commissioned 

by the Secretary of State for Health, after our meeting with him in July 2019. 

As a result of the workshop, the UK now has an agreed set of research 

priorities for Aortic Dissection. These priorities have been sent to the 

relevant research funding bodies, so that they can invite and fund more AD 

research projects. We look forward in due course to seeing NIHR, BHF, the 

MRC and Heart Research UK contribute to delivering this research agenda. In 

the long-term, research will turn the cardiovascular catastrophe of acute Aortic 

Dissection into a preventable disease.  

In 2020, we reconfigured AD Awareness Day UK for the first time as a virtual 

event and reached a wide online audience. We awarded the honour of hosting 

AD Awareness Day UK 2021 to the Bristol Aortic Service, in recognition of the 

exceptional work they have done to transform diagnosis and care for acute 

Aortic Dissection using THINK AORTA principles, which is an example to the 

nation. Around 120 patients, relatives and clinicians joined us in Bristol and we 

broadcast the event online to a global audience. We are grateful to our 

distinguished faculty and to our sponsors, Terumo Aortic, for their generous 

support of the 6th annual AD Awareness Day UK. 

We could never have imagined that our successful THINK AORTA campaign 

would become the global phenomenon that it has this year. The simplicity of the 

message, emphasising the need for awareness of the condition, effective 

differential diagnosis, sound clinical judgement and a rapid CT scan are a large 

part of THINK AORTA’s appeal and give it broad global applicability. 

In a challenging year, working with our many partners, we have made a 

significant difference in Aortic Dissection and have put the Association in a 

strong position to continue doing so in the future. Thank you for your support. I 

hope you enjoy reading about our achievements in this report. 

Gareth Owens, MSc. (Oxon), MBCS, CITP 

Chair, Aortic Dissection Awareness UK & Ireland  
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MEDICAL ADVISOR REPORT 
The Association has a team of up to three 

professional Medical Advisors. In early 2021 we 

re-appointed Dr. Emma Redfern, Consultant in 

Emergency Medicine at University Hospitals 

Bristol NHS Trust, for a second 3-year term as 

our Medical Advisor (Emergency Medicine). We 

are also delighted to introduce our new Medical 

Advisor (Vascular Surgery), Professor Rob 

Sayers, who joined the team in this year. Rob is a 

practicing vascular surgeon in Leicester and 

Professor of Vascular Surgery at the University of 

Leicester. He is heavily involved in teaching and 

research.  

The Association is privileged to have two clinicians of Emma & Rob’s standing as 

our professional Medical Advisors. 

Mr. Graham Cooper resigned as Medical Advisor (Cardiac Surgery) on 

23/12/2020. We are in the process of recruiting another senior cardiac surgeon 

to join our team of Medical Advisors for a 3-year term. 

This year, Emma has been working at a national level with the Royal College 

of Emergency Medicine and the Royal College of Radiologists, to produce 

joint guidance aimed at helping clinicians make the diagnosis of aortic dissection 

in the Emergency Department. This will be published in the autumn and is the 

first-ever joint guidance produced by these two national organisations. She has 

also been helping the Healthcare Safety Investigation Branch undertake 

investigations into maternity cases of aortic dissection. Emma has taught about 

the pitfalls in making a diagnosis of AD at two national conferences this year 

and was proud of Bristol hosting the 6th annual AD Awareness Day UK in 

September focused on this issue. 
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Rob is the current Chair of the NHS England Vascular Clinical Reference 

Group, which is a part of NHS Specialised Commissioning. He is therefore 

familiar with the workings of the NHS and has been busy during COVID helping 

to advise on the clinical priorities during each wave and now on the restoration 

of services. 

Rob says: “I have always wanted to give some of my time to charities and 

patient groups, so this opportunity was very welcome. I am particularly 

interested in the challenges of Type B dissection, because the diagnosis is 

sometimes overlooked and the initial treatment can be confusing. I have been 

involved nationally in the development of better guidance on how to manage 

these patients. I am still finding my feet, but I am trying to get involved with all 

aspects of the work of Aortic Dissection Awareness UK & Ireland. My philosophy 

has always been to try and do what is best for patients and I hope to bring this 

view to my work with you” 

Rob spoke at AD Awareness Day UK in Bristol in September about the new 

NHS England toolkit to improve the care of patients with Aortic Dissection and 

enjoyed meeting many of our members and stakeholders there. 

Dr. Emma Redfern   Prof. Rob Sayers 

Medical Advisors to the Association 
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MEMBERSHIP REPORT 
ASSOCIATION MEMBERSHIP 

As of 9th August 2021, the Association had 

372 members signed-up at our website 

aorticdissectionawareness.org and 600 

members in our AD Buddies Facebook 

support group, compared with figures of 

240 and 456 a year ago. The Secretary 

has not received any resignations.  

Two patients - Sarah Booley, 29 and Ian Hobbs, 56 – tragically lost their lives 

after their elective aortic surgery was delayed during the COVID-19 pandemic. 

Also, one of our members, Derek Cooper, sadly lost his brother due to 

complications following emergency surgery for an acute Type A dissection this 

year. Our hearts go out to these bereaved families. We commit ourselves to 

continuing our work to improve patient care and to recover aortic services post-

COVID, in memory of their loved ones. 

The Association’s membership is growing 

rapidly, as specialist Aortic centres and other 

healthcare professionals refer patients and 

relatives to us, in our unique role as the 

trusted organization where families in the UK 

& Ireland affected by Aortic Dissection can 

go to find advice, support and friendship. 

We welcome every referral of a patient, family member or healthcare 

professional. If you don’t know a member of our team personally, you can 

always e-mail hello@aorticdissectionawareness.org to contact us. 

Clare Payne    Karen Cunningham 

Secretary     Assistant Secretary 

  

http://www.aorticdissectionawareness.org/
mailto:hello@aorticdissectionawareness.org
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AD UK BUDDIES GROUP MEMBERSHIP 

Our private Facebook AD UK Buddies group 

is the main place online where patients, 

relatives and carers connect to discuss their 

interest in Aortic Dissection and to support 

each other. It’s a very active forum, with 

many interesting conversations and some 

great lifelong friendships being formed. 

New AD Buddies often tell us that they no 

longer feel alone; that they are happy they 

have found us; and that they feel 

comfortable having others who truly 

empathise with them. Some members have also received life-saving advice. 

The AD UK Buddies group now numbers over 600 people, with new members 

joining every week. This growth is driven by hospitals referring their patients to 

us and Coroners referring bereaved families for support. On average, there are 

over 4,250 new posts, comments, and reactions in the group every month. This 

year, we supported a number of members through life-changing events, such as 

stroke and spinal cord injuries during surgery. They are receiving the care they 

need from their respective specialists, informed and helped by other AD Buddies 

who have had similar experiences. Despite COVID-19, some members had 

elective aortic surgery with great outcomes. Our thanks, as always, go to the 

NHS teams who delivered these. 

We also operate an AD UK Genetic Buddies Facebook group, a Bereaved 

Family & Friends group and an Arts & Crafts group which was popular 

during lockdown. The AD UK Buddies support network has been invaluable 

during the pandemic. There is always someone online to help members with 

questions, concerns or just needing a chat. 

Dan Burgess           Tony Larlham          Bridget Lawrence 

AD UK Buddies Group Administrators  

AD Buddies Summer Garden Party 2021 
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FINANCE REPORT 
FINANCIAL REPORT FOR THE PERIOD: 

06/04/2020 TO 05/04/2021. 

The Association banks with Yorkshire Bank. 

Our activities are currently funded by donations from 

individuals, charities and corporations to specific projects, 

such as THINK AORTA, for which we are very grateful. If 

you would like to make a donation to our work, please 

contact our Secretary via e-mail: 

hello@aorticdissectionawareness.org or use the secure 

‘Donate Now’ link on our website.  

The Association’s summary accounts for the period are as follows: 

 

Bank balance as of 06/04/2020 £1,420.09 

 

Income - FY ending 05/04/2021 

 

Donations received £3,953.57 

Sponsorship received 

(AD Awareness Day UK 2020) 

£0.00 

TOTAL INCOME: £3,953.57 

 

Expenditure - FY ending 05/04/2021 

 

Sponsored event 

(AD Awareness Day UK 2020) 

£0.00 

Other expenditure £701.94 

TOTAL EXPENDITURE: £701.94 

Bank balance as of 05/04/2021 £4,671.72 

BALANCE £0 

 

Note: Since AD Awareness Day UK 2020 was reconfigured as a virtual event 

due to COVID-19, no sponsorship income was required nor received in the year. 

No expenditure was incurred in respect of the successful virtual event. 

mailto:hello@aorticdissectionawareness.org
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Donations received during the year total £3,953.57, which is gross of £78.77 in 

PayPal charges that are included in ‘Other expenditure’. We are extremely 

grateful for all donations received during the year. 

The Association paid £300.00 for the 

THINK AORTA trademark, which is now 

registered in the Association’s name. 

The nominal value of the Association’s 

assets stands at £665.37. The 

Association has no liabilities. 

The Association also spent £282.00, in advance, for AD Buddies group lapel pins 

that were not available to members until after year end. Donations received in 

respect of these items will appear in the 2021/22 financial report.  

The balance of expenditure, £41.17, relates to the transfer of the Association’s 

web hosting to a new provider in December 2020. 

Income for the year exceeded expenditure by £3,251.63, boosting the 

Association’s cash reserves.  

The year-end bank balance of £4,671.72 includes cash awaiting transfer into it 

from the PayPal donations account. 

The Association has managed its finances well during its third year of operation. 

 

Eileen Haxby     Peter Hill 

Treasurer      Assistant Treasurer 
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STRATEGY REPORT 
The Association’s strategy is built on four pillars. Through effective use of our 

patient and relative resources and our invaluable network of relationships with 

like-minded individuals and organisations, we have made great progress across 

all four strategic pillars this year and delivered a significant impact. 

1. THINK AORTA 

THINK AORTA is our campaign in partnership with the Royal College of 

Emergency Medicine, the Royal College of Radiologists, the Society for 

Cardiothoracic Surgery and Heart Research UK, providing targeted 

education to improve the diagnosis of Aortic Dissection in the emergency 

setting. Launched in 2018, THINK AORTA posters were sent to every 

Emergency Department in the UK & Ireland. The accompanying THINK AORTA 

podcast, featuring patients, relatives and clinicians discussing their experiences 

of the condition, remains the most-downloaded podcast ever from RCEM 

Learning. All these resources and more are available free at 

www.thinkaorta.net 

In the UK & Ireland, the THINK AORTA campaign is now in its second phase, 

with healthcare professionals embedding THINK AORTA into their education and 

practice and defining, often for the first time, Trust-wide protocols and pathways 

for Aortic Dissection. 

The Royal Victoria Hospital ED in 

Belfast went further and developed 

THINK AORTA simulations of acute 

Aortic Dissection, so that staff have 

practiced and know what to do when a 

real, time-critical Aortic emergency 

comes their way. We like this idea a lot. 

    RVH ED THINK AORTA Simulation 

http://www.thinkaorta.net/
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At a national level, the Presidents of the Royal College of Emergency 

Medicine and the Royal College of Radiologists agreed to work together on 

producing joint guidance to improve the diagnosis of AD, in response to the 

Healthcare Safety Investigation Branch’s January 2020 report featuring 

THINK AORTA. Meanwhile, HM Coroners increasingly reference THINK AORTA in 

their Inquest reports and recommend THINK AORTA education in their 

Regulation 28 Prevention of Future Deaths reports. 

Having raised awareness nationally of the issue of unnecessary deaths from 

misdiagnosed Aortic Dissection, THINK AORTA is now being welcomed and 

endorsed as a solution. In terms of hard evidence that it works, the Society for 

Cardiothoracic Surgery recently presented to the Association this data 

showing an upward trend in the number of operations for acute Type A 

dissection, which they attributed to increased awareness. We also now have 

members in our Association whose lives were saved by THINK AORTA.  

 

National data presented by SCTS at Aortic Dissection Awareness Day UK   
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The extension of THINK AORTA into pre-hospital medicine, under our THINK 

AORTA pre-hospital lead, Simon Rose, is enabling us to reach those who are 

first on the scene to an acute Aortic Dissection patient and teach them to THINK 

AORTA. Our THINK AORTA Paramedic education modules have been integrated 

into undergraduate and advanced Paramedic Science degree courses at selected 

universities in England & Scotland and we are ready for a wider rollout of these 

resources, using a train-the-trainer model, in 2021/22. 

Finally, we could never have imagined that THINK 

AORTA would become such a successful global 

movement, with active THINK AORTA campaigns now 

in the USA, Brazil & Spain and other countries to 

follow. THINK AORTA is now a registered trademark 

and we have created brand guidelines and a Country 

Implementation Guide to support the global rollout. 

An AD survivor finds a THINK AORTA poster in the USA 

THINK AORTA poster in Spanish (L) and Portuguese (R):
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2. SERVICE IMPROVEMENT 

While our THINK AORTA campaign is the vanguard of national and international 

efforts to improve diagnostic services in acute Aortic Dissection, the other 

challenge we face is the unwarranted regional variation in care and 

outcomes for AD that has been demonstrated to exist in the UK NHS. Our 

patient members tell us that the standard of care they receive for Type A and 

Type B Aortic Dissection is effectively a postcode lottery. This is a health 

inequality that we have asked NHS England and the Secretary of State for 

Health & Social Care to address. 

Since 2017, the Association has worked with senior clinicians and NHS England 

on a national Service Specification for Thoracic Aortic Dissection, which 

would raise standards and improve Aortic services across the UK. We are 

disappointed that, after the excellent clinical work to define these national 

standards was completed and handed to NHS England Specialised 

Commissioning, the promised service specification was not delivered and 

published. We have been told that this will now not happen. 

A new improvement initiative was launched in late 2020 as part of the NHS 

Cardiac Pathways Improvement Programme, under the leadership of an 

NHS England Programme Manager, Helen Ashcroft and the Clinical Lead for 

Acute Aortic Dissection, Mr. Graham Cooper. We are working closely with this 

team on a new approach of developing an Aortic Dissection Improvement 

Toolkit for regions to adopt. It will be for NHS England to evidence that this 

approach effectively addresses the unwarranted regional variation in care and 

outcomes about which our members are concerned. 

 



 

 Page 16 

Fortunately, among senior clinicians there is always a desire to improve. One of 

the most effective ways of enabling this is through the sharing of best practice. 

For this reason, in 2021 we partnered with Terumo Aortic for a monthly 

webinar series ‘A Journey Through the Aorta’, in which world-leading experts 

share their techniques and insights in treating every segment of the aorta. The 

webinars are attracting large audiences from around the world. The speakers 

include many good friends of the Association, such as Aung Oo, Jorge 

Mascaro, Geoff Tsang, Joe Bavaria and Joe Coselli. We thank them for 

sharing their expertise to educate others and improve patient care. We also 

thank Terumo Aortic for partnering with us in such a great initiative. 
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3. PATIENT SUPPORT & EMPOWERMENT 

Back in 2018, Aortic Dissection Awareness UK & Ireland came into being to 

provide support and a voice to people affected by this condition – support and a 

voice which, at that time, they did not have. Three years later, effective support 

is in place and our voice is being heard loud and clear across the NHS, the 

professional Societies and Royal Colleges and at the highest levels of 

Government. The Association supports and empowers Aortic Dissection 

patients to obtain the care that they need and, together with their relatives 

(including bereaved relatives), to create change in the healthcare system that 

will improve diagnosis, care and outcomes for everyone. 

We have also become the ‘go to’ partner for anyone wanting to listen to and 

engage with the patient voice on Aortic Dissection. We can fulfil this role 

because of the deep knowledge and understanding of AD patients and their 

families that we gain through our daily work of supporting over 700 people 

affected by this disease. This means that, when asked, we are in a unique 

position to always provide a current picture, based on real patient data and 

interactions, of what the people affected by Aortic Dissection think and want. 

Understanding the significant challenges that the COVID-19 pandemic posed for 

our members, many of whom are vulnerable, we stepped-up our support 

activities this year. 

In January we launched a 

popular series of monthly 

Zoom webinars for our 

members, covering various 

aspects of AD care. Typically, 

40-50 members attend each 

month for a talk from a guest 

speaker, followed by Q&A.  

 

The first of our monthly Zoom webinars 
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In response to members telling us that they were discharged from hospital with 

very little information post-AD, we commissioned a project to produce ‘Aortic 

Dissection: The Patient Guide’, covering everything patients and relatives 

told us they wish they knew when someone leaves hospital after an Aortic 

Dissection. Work will continue on this publication through 2021. 

 

With generous funding and support from Heart Research UK, batches of our 

THINK AORTA ‘Caring for Your Aorta’ leaflet were sent to all UK Cardiac 

Surgery centres, for distribution to patients in clinic. In 2021 we intend to 

distribute them to Vascular Aortic Surgery centres too.  

Finally, although COVID prevented us from holding a physical AD Awareness 

Day UK 2020, the switch to an online event on 19th September 2020 was very 

well-received and brought us a large new audience that we would otherwise not 

have reached. After a day of virtual AD content, in the evening, many members 

joined us to socialise in the world’s first aortic surgery themed Zoom pub: The 

Swab & Scalpel! 

The value that AD patients and relatives derive from belonging to our 

supportive, empowering community cannot be over-stated. Many of our 

members describe the Association’s support as ‘a lifeline’.  
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4. RESEARCH COLLABORATION  

In 2019, the Secretary of State for Health & Social Care promised to help 

us identify the national research priorities for Aortic Dissection and fund more, 

high-quality research which benefits patients. Despite the impact of the COVID-

19 pandemic, he was as good as his word. 

In December 2020 we played a leading role representing the patient voice at a 

Department for Health research priority-setting workshop, chaired by Prof. 

Rupert Pearse and attended by 30 of the UK’s leading experts on Aortic 

disease. The result was an expert/patient consensus on the national research 

priorities for Aortic Dissection, which the Department for Health documented 

and sent to the relevant funding bodies, to inform their grant-making decisions. 

To date, NIHR and EPSRC have both made significant grant awards to AD 

research proposals that align with the agreed priorities. We expect more 

research funding to follow. 

As a result of our work, the UK 

now has an agreed set of 

national research priorities for 

Aortic Dissection, based on real 

patient needs, which is being 

used to drive research funding 

decisions. 

We are also partnered in 16 research projects with 11 different research 

institutions. Almost 200 of our 700 members have been involved in these 

research projects in some way. We expect this involvement to grow as the 

agreed UK AD research priorities turn into more funded projects. In 2021/22 we 

plan to expand our patient research team, led by Dr. Gordon McManus, to 

support a growing demand for our involvement in research. 

Gordon can be contacted via e-mail: research@aorticdissectionawareness.org  

mailto:research@aorticdissectionawareness.org?subject=AD%20Research%20Enquiry
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Our flagship research partnership with the BHF Cardiovascular Sciences 

Research Centre at the University of Leicester goes from strength to 

strength. Co-led by Prof. Gavin Murphy and our Chair, Gareth Owens, this 

research programme aims to prevent Aortic Dissection in the medium- to long-

term through targeted screening and surveillance of families at risk. Our 

approach to this work has already been published in the leading European 

journal ‘Trials’ and the partnership we have forged is widely regarded as an 

exemplar of how to conduct effective patient engagement in research. 

It is also a privilege for us, as the national patient Association for Aortic 

Dissection, to work with members of the UK Aortic Surgery group on their 

research projects, as well as with members of the Vascular Society and with 

cardiovascular researchers at some of the UK’s leading universities. 

We believe that, in time, research will transform Aortic Dissection from 

a cardiovascular catastrophe into a preventable disease. 

  

Prof. Gavin Murphy updates the Association on our research partnership 
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CONTACT US 
 

aorticdissectionawareness.org thinkaorta.net 

@AorticDissectUK  @THINK__AORTA 

Aortic Dissection Awareness UK 

hello@aorticdissectionawareness.org  
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