
 

Having reached ómaturityô last year, what has happened in our 22
nd
 year? 

In order to capitalise on unique opportunities that arose from last yearôs annual 

meeting which gave Alpha-1 a national and public platform, we postponed our plan to 

give the charity a new look to this coming year.  

The focal point of our annual meeting in Coventry last year, which was very well 

attended, was a stimulating, informative debate and óQuestion Timeô with a 

distinguished panel: two local Parliamentarians, Mark Pawsey MP (Rugby), a 

longstanding supporter of our charity and the Alpha-1 cause, and Matt Western 

(Warwick & Leamington) who has an expressed interest in healthcare issues; the 

Chief Executive Officer of University Hospitals Coventry and Warwickshire NHS Trust 

where one of the few Alpha-1 Specialist NHS Services are provided; Alpha-1 clinicians 

and industry representatives.  

Both MPs pledged their continuing support for our efforts to obtain better access to 

care and effective treatments. Our meeting was ólive-streamedô and received much 

attention and positive feedback from both patients and MPs with constituents who are 

Alpha-1 patients.  

The momentum generated by our meeting, together with Mark Pawseyôs persistent 

and tenacious political pressure, resulted in securing the first ever cross-party 

Parliamentary Debate on Alpha-1 treatment, which was held in Westminster on 31
st
 

October 2019. During the debate, Mark, Matt and other MPs pressed the government 

on the following key issues: to ensure that the nationally commissioned NHS Highly 

Specialised Service for Alpha-1, which was approved in 2017 and has been budgeted 

for, becomes operational in a timely manner; that patients should be involved at all 

stages in the development and implementation of this service; and that the ongoing 

NICE evaluation of RespreezaÈ, the only Alpha-1 augmentation therapy currently 
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21 years Alpha-1 UK Support Groupñcoming of age 
(continued) òAnother year over, and what have we done...ó 
(continued) 

licensed in the UK, is finally concluded. Alpha-1 patients, 

representatives of our charity and expert clinicians 

attended the debate and met with MPs and Nigel 

Adams, the Minister representing the Department of 

Health. The complete official report of the debate, which 

we recommend you read, can be easily found via this 

link https://hansard.parliament.uk/commons/2018-10-31/

debates/D79EB4FC-284C-4B5F-8B68-0BFAAB302325/

Alpha-1AntitrypsinDeficiency . 

To our great disappointment, no discussions with NHS 

England and the Alpha-1 UK Support Group have yet 

taken place, despite the Department of Healthôs 

assurance during the Parliamentary Debate that there 

would be patient involvement in the development of the 

NHS Highly Specialised Service for Alpha-1. We will be 

pursuing this matter with NHS England. 

In addition, final NICE guidance on the routine use of 

RespreezaÈ in the NHS was due in July this year but 

has still not been published. NICE has not been able to 

share with us the reasons for this delay or information on 

when we can expect the final recommendation to be 

issued. Whilst this is frustrating, it is also of concern to 

us that discussions with the manufacturer of 

RespreezaÈ
 
may be underway with the aim of limiting 

the size of the eligible population for treatment with this 

therapy. You can rest assured that we will be seeking 

clarification and involvement in any such decisions. 

We are very pleased that last year has seen significant 

clinical trial activity to study the safety and effectiveness 

of potential new treatments for Alpha-1, sponsored by 

Alnylam Pharmaceuticals, Arrowhead Pharmaceuticals 

and Mereo BioPharma. The UK remains one of the most 

active countries in Alpha-1 clinical research. It remains 

important for patients to continue to support the 

development of potential new therapies, and we 

encourage every patient to participate in clinical 

research, after being fully informed about the objectives 

of the study and carefully considering the potential 

benefits and disadvantages. Of course, not all research 

is aimed at identifying and testing potential novel 

treatments or may be of direct individual patient benefit, 

and anyone contemplating participation in research can 

contact the Alpha-1 UK Support Group for information 

and guidance. 

Unfortunately, in the UK, there remains a significant 

imbalance between patient participation in clinical 

research activity and tangible therapeutic benefits arising 

for UK patients from this research. We have been 

working hard to shift this imbalance but a lot more needs 

to be done to achieve this, and we need your support! 

We will be conducting a national survey of Alpha-1 

patients in the next year that will be designed to 

understand what patients in the UK want and value, in 

terms of clinical care in the NHS and clinical research. 

The results from this survey will help us to continue 

representing your interests as the landscape for Alpha-1 

and healthcare in general changes. Keep an eye on our 

website for more information. 

Sadly, this year we have lost more treasured members 

whose lives were shortened by Alpha-1, in many cases 

without them ever having smoked and none of whom 

had access to augmentation therapy that might have 

otherwise have changed the course of their disease, 

their lives and those of their families. They will all be 

deeply missed but not forgotten. We celebrate their lives 

and remember them and their loved ones in the 

obituaries. 

We are lucky to have had keen fundraisers amongst our 

members and supporters, thanks to whom we have 

again managed to sustain a good income. Some of our 

members undertook amazing feats in order to raise 

funds for the charity and we celebrate their successes in 

this Newsletter.  

We have again received generous donations from 

members and supporters and, occasionally, grants from 

pharmaceutical companies. One of the most valuable 

gifts we receive is the time that members and supporters 

commit to the charity, without which we would not be 

able to operate and work on behalf of the UKôs Alpha-1 

patient community. We would like to thank all of our 

members, donors, fundraisers and sponsors for their 

incredible and continuing support. 

We welcome new members and new readers ï all of our 

previous yearsô Newsletters are available on our website 

and provide valuable information for ónewcomersô about 

Alpha-1, the disease, the people, latest developments 

and the work of the charity. 

Please contact us if you wish to become a trustee or 

want to support the charity in other ways ï many hands 

make light work, and we need your help. Remember, the 

Alpha-1 UK Support Group is your charity! 

Board of Trustees, Alpha-1 UK Support Group 

 

https://hansard.parliament.uk/commons/2018-10-31/debates/D79EB4FC-284C-4B5F-8B68-0BFAAB302325/Alpha-1AntitrypsinDeficiency
https://hansard.parliament.uk/commons/2018-10-31/debates/D79EB4FC-284C-4B5F-8B68-0BFAAB302325/Alpha-1AntitrypsinDeficiency
https://hansard.parliament.uk/commons/2018-10-31/debates/D79EB4FC-284C-4B5F-8B68-0BFAAB302325/Alpha-1AntitrypsinDeficiency


 

3 

Join the Alpha-1 UK Support Group. Joining the support 
group is easy. Just visit our website: www.alpha1.org.uk, 
click the ñJoin Hereò button and follow the ñEmail Forumò 
directions. There is also a link to our closed Facebook 
group, which we invite you to join. 

¶ By joining our group, you will be able to connect 

with a large community of Alpha-1 patients, their 

families and carers. 

¶ You can exchange and discuss your experiences 

with AATD and get advice and support from other 

members. 

¶ We will keep you informed of the latest news and 

all relevant information about Alpha-1, including 

new clinical trials and how you could get 

considered to participate in them. 

¶ We will regularly offer lifestyle tips to help you to 

keep fit and active. 

If you donôt have access to the Internet, then you can 

contact us directly at the address on the back page of 

this Newsletter. We can then arrange to send you an 

information pack and our annual Newsletter. 

Perhaps you could help raise funds to enable us to 

continue our work? Whether small or large, all donations 

will be put to good use, providing information, equipment 

and support to the UK Alpha-1 patient community. In 

addition, we aim to promote awareness and 

understanding of AATD and related diseases in the 

medical community. 

Details of how to donate, or how to find us on JustGiving, 
Virgin Money Giving, or Facebook can be found on page 
24 of this Newsletter, or visit our website 
www.alpha1.org.uk. 
 
It is also possible to raise funds without any cost to 

yourself, by using the Easyfundraising or AmazonSmile 

websites to do your online shopping, or the Easysearch 

website for your internet searches. Again, further 

information can be found on page 24 of this Newsletter, 

or please visit our website and follow the directions on 

the homepage to sign up to either of these free services. 

The members of our charity face many issues that 

impact on the quality of their lives and the lives of their 

families. Alpha-1 UK Support Group is committed to 

addressing these issues, improving access and equality 

in access to adequate clinical expertise and effective 

treatments and to bringing about a well informed and 

responsive community. We have been supporting Alpha-

1 patients for over twenty years and we are backed by 

the UKôs leading experts and researchers in the field of 

AATD. 

For more information about the Alpha-1 UK Support 
Group, or to help us with our work then please visit our 
website: www.alpha1.org.uk  

How to get involved and stay informed? 

Red & White Phoenix, The Adventures of a Hessle Road 
Lad 
By the Trustees 

It was our pleasure to welcome Keith Pollard to our 

annual meeting in September 2019. Keith kindly spoke 

to us about his book Red and White Phoenix, The 

adventures of a Hessle Road Lad. Keith was inspired to 

write this book after the sad loss of his son, Jason, to 

Alpha-1 in 2012. Keith wants his book to increase 

awareness of alpha-1 antitrypsin deficiency (AATD) as 

he had found how little was known about the condition at 

the time when his son was diagnosed. 

Keith also feels that his sonôs journey is typical for many 

Alphas with liver problems that are incorrectly attributed 

to alcohol abuse rather than to Alpha-1. Being 

stigmatised as a heavy drinker whilst the real cause of 

the increasing health problems is not being identified is a 

deeply traumatising experience. Looking back at his 

family history, Keith found that a number of his relatives 

had respiratory problems and passed away at a fairly 

young age. Alpha-1 being a genetic condition makes 

clustering of affected people within one family much 

more likely which adds to the burden that affected 

patients suffer.  

Keith wants to draw attention to these issues common to 

many Alphas and one of the key motivations for Keith to 

write this book is that he didnôt want other people to 

endure the same experiences as he and his family. 

Red and White Phoenix will be of interest to many 

Alphas, and the bookôs sales have already raised in 

excess of Ã3,000. Keith has kindly donated all of his 

bookôs proceeds to the Alpha-1 UK Support Group for 

which we are very grateful. 

http://www.alpha1.org.uk
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Could you be an Alpha? 
 

A guide to alpha1-antitrypsin deficiency for 
patients and their families 

Could your lung or liver problems be 

caused by a hereditary condition called 

alpha1-antitrypsin deficiency? 

Alpha-1 antitrypsin deficiency is a hereditary condition, 

which may lead to lung or liver problems that can 

significantly affect your health. For the sake of 

convenience, the condition is often called óAlpha-1ô or 

óAATDô and patients sometimes refer to themselves as 

óAlphasô. 

In the earliest stages of AATD, people are commonly 

diagnosed as having asthma or COPD and may be 

treated for these conditions for many years before the 

correct diagnosis is made. However, it is important to 

know you are an óAlphaô as early as possible so that you 

can take steps to protect yourself and to get treatment 

from an expert in AATD.  

Alpha-1 antitrypsin (AAT) is a protein that is produced in 

the liver and, in healthy people, it is released into the 

blood circulation so that it can protect the body, from the 

damaging effects of inflammation. The protein that is 

produced by Alphas does not function properly and gets 

trapped in the liver. This can cause damage to the liver 

and, because the protein canôt reach the circulation, the 

lungs lack the protection they need from the damaging 

effects of pollutants (particularly cigarette smoke) and 

infections. 

Although the lungs and, to a lesser extent, the liver are 

the most commonly affected organs in AATD, there are 

some rarer complications that can lead to problems with 

the skin, kidneys and pancreas.  

Being an Alpha means that you have inherited a 

tendency to develop these problems, so it is important to 

know what this means for you and for your family. 

How does AATD affect the lungs? 

It is important for the body to have a defence system 

against attack from pollutants and infections but these 

defence systems can also cause damage to bodily 

tissues through inflammation. Under normal 

circumstances, this ócollateral damageô is kept in check 

by AAT. However, in Alphas, the function and the 

amount of available AAT is reduced, with the result that 

the unchecked inflammation can cause serious structural 

damage to tissues. The lungs are especially prone to this 

process, so that regular exposure to pollutants such as 

cigarette smoke, may lead to a type of emphysema that 

is more severe in Alphas who lack the level of protection 

from AAT than is seen in people with normal AAT.  

What are the symptoms of AATD-related 

lung disease? 

The earliest symptoms of lung disease are often quite 

minor, even when the lungs may already have been 

significantly damaged. Cough, wheeze or 

breathlessness when undertaking physical activity are 

the commonest symptoms but may be mistakenly put 

down to things like lack of fitness or incorrect diagnoses 

such as asthma or COPD. 

What is emphysema? 

Emphysema is a lung disease caused by loss of tissue 

at the ends of the airway branches at the site where the 

lungs take up oxygen into the bloodstream. The loss of 

tissue causes the lung structure to change in a way that 

makes the airways floppy and collapsible, and the lungôs 

microscopic blood vessels disappear. Breathing tests 

show that lung function is adversely affected by these 

changes and deteriorates over time. Over the course of 

many years, cumulative tissue damage can lead to the 

lungs being unable to maintain their function even under 

circumstances of maximum supportive treatment. 

How does AATD affect the liver? 

Although the AAT protein that Alphas produce gets stuck 

and tends to accumulate in the liver, this does not 

usually cause many health problems. 

In some patients, however, this causes damage to the 

liver which can lead to liver disease. 

At birth, the build-up of AAT in the liver of Alphas can 

lead to yellow jaundice and, rarely, severe inflammation 

in the liver. It is not well understood why only some 

babies with AATD experience these problems. In later 

life, a minority of Alphas may experience symptoms of 

liver disease that arise from liver damage, such as the 

óscarringô process known as cirrhosis. 
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When should AATD be suspected? 

¶ When there is a family history of lung or liver 

disease 

¶ When symptoms of asthma are present that do 

not fully respond to treatment (e.g. 

breathlessness, wheeze, cough and phlegm) 

¶ When a diagnosis of COPD was made in early 

adulthood 

¶ When unexplained lung or liver problems occur 

¶ When breathing tests show that lung function 

deteriorates rapidly 

¶ When liver function tests are abnormal 

Who should be tested? 

Organisations, such as the World Health Organisation 

(WHO), have made recommendations on testing for 

AATD. In general, testing is recommended in: 

¶ Everyone with emphysema, chronic obstructive 

pulmonary disease (COPD), or chronic bronchitis  

¶ People with bronchiectasis  

¶ Newborns, children and adults with unexplained 

liver disease  

¶ People with a family history of liver disease  

¶ Blood relatives of a person diagnosed with Alpha-

1 

¶ Anyone with panniculitis, a skin disease 

How is AATD testing done? 

Testing for AATD is fairly simple and quick. It is usually 

done with a blood test. However, because AATD is an 

inherited condition, patients should always speak to their 

GP or their hospital doctor about the possibility of 

genetic testing for AATD if they think they may need it.  

Genetic testing should not be undertaken lightly, as it is 

important to consider all implications of having a test for 

a genetic disease: some people may, for example, 

experience difficulties in finding or renewing insurance 

cover (for travel, private health or other insurances) after 

having had a genetic test, irrespective of the test 

outcome. 

Best practice therefore includes obtaining a referral from 

a GP, or specialist doctor if applicable, for genetic testing 

to be carried out. If your doctor thinks genetic testing for 

AATD may be appropriate, they should usually refer you 

for genetic counselling as well. It takes time and 

specialist expertise to be able to provide patients with an 

understandable and accurate explanation of the reasons 

for testing and the potential meaning of abnormal 

results, and the time to discuss this is before the genetic 

test for AATD is performed; this is called ópre-genetic 

test counsellingô.  

Once the test results come back, it is possible to give 

more precise information about what the test result 

means, and this explanation may need to include the 

findings of other tests such as breathing tests and scans; 

this is called ópost-genetic test counsellingô. The terms 

ópre-genetic test counsellingô and ópost-genetic test 

counsellingô apply to genetic testing in general, not just 

to AATD testing.  

For more information about testing for AATD, please 

refer to the relevant article in our 2017 Newsletter, also 

available at www.alpha1.org.uk.  

What do the test results mean? 

Genes contain instructions that tell our cells to make 

molecules called proteins, and we all have two copies for 

each gene ï one from each parent. The AAT gene 

contains the code for the AAT protein.  Each person has 

two copies of the AAT gene, one inherited from their 

father and the other from their mother. There are 

approximately 100 variations of the AAT gene, with the Z 

or S versions being most common abnormal variants. It 

is generally the case that both inherited copies of the 

AAT gene have to be an abnormal variant in order to 

cause a significant risk to health. 

AATD can be inherited from Alphas (people with two 

abnormal AAT genes) or ócarriersô (people with one 

normal and one abnormal AAT gene). The figure below 

shows what could happen for the children of parents 

who are both carriers (genotype MZ); when both 

inherited genes are M, this results in normal AAT protein 

levels but when both genes are Z, the level of AAT is low 

to undetectable.   

There are many combinations of different AAT genes, 

but the commonest ógenotypesô are as follows:  

Normal (MM) 

¶ Does not have the disorder; does not carry any 

abnormal AAT genes.  

Could you be an Alpha? 
(continued) 
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Could you be an Alpha? 
(continued) 

Carrier (MZ)  

¶ Mild to moderate AAT Deficiency ð may get 

disease symptoms and does carry an abnormal 

AAT gene.  

Carrier (MS)  

¶ It is unclear whether there is a risk for getting 

disease symptoms but does carry an abnormal 

AAT gene (most studies do not show an increased 

risk for disease).  

Alpha-1 (SZ) or (ZZ)  

¶ Moderate (SZ) to severe (ZZ) deficiency ð could 

get disease and does carry two abnormal AAT 

genes.  

Alpha-1 (SS)  

¶ It is unclear whether there is a risk for getting 

disease symptoms but does carry two abnormal 

AAT genes (most studies do not show an 

increased risk for disease). 

What does it mean to be a ócarrierô? 

Carriers of AATD have one abnormal AAT gene and one 

normal gene, so that they have less functional AAT in 

the blood circulation than ónormalô people, but usually 

enough to prevent serious problems. 

Being a carrier for AATD is not uncommon, and the vast 

majority of carriers are completely unaware that they 

have an abnormal gene and do not experience any 

AATD-related illness. However, carriers who have 

smoking-related COPD may be slightly more affected 

than patients with COPD who have two ónormalô AAT 

genes. It is therefore important for carriers to look after 

themselves and to avoid smoking or inhaling other 

pollutants. It is also sensible to avoid alcohol in order to 

minimise damage to the liver. 

If I have AATD, how might this affect my 

children? 

If you have AATD (two abnormal gene variants), it 

means that both of your AAT genes are faulty and that 

your children will inherit one of these. Your children will 

then be ócarriersô of this faulty gene. If your partner also 

has a faulty gene, there is then a chance of your children 

inheriting two faulty genes, i.e. one from you and one 

from your partner, that could lead to severe AATD. This 

is the reason why many partners of Alphas choose to 

have a genetic blood test themselves, to find out if they 

may also have a faulty gene. 

If your child has inherited two abnormal AAT genes, this 

might lead to various lung and liver problems (as well as 

other rarer conditions), although it is impossible to 

predict whether, when and how your childôs health might 

be affected by AATD. There are many Alphas with two 

faulty AATD genes who never experience serious health 

problems throughout their lives. In addition, the influence 

of the environment and personal habits, such as 

smoking and drinking, play major roles in determining 

whether and to what extent an individual person might 

experience ill-health, if at all. It is therefore important to 

receive genetic counselling and correct guidance and 

clinical advice in order to fully understand the 

implications of getting your child tested for AATD and the 

potential risks that AATD poses for their health. 

How is AATD treated? 

Symptoms are treatable using inhaled medications 

developed for use in asthma and COPD but these are 

not believed to significantly affect the underlying damage 

to the lungs. There are now many different types of 

inhalers and many different drugs for inhalation. The 

choice of what is best for individual patients depends on 

many factors, including personal preference for ease of 

use. Chest infections are thought to worsen lung 

damage and so it is always important to get these 

treated promptly, usually with antibiotics and oral 

steroids. Also, vaccinations against ófluô (every year) and 

pneumonia (every five years) should not be forgotten 

because they reduce the chances and the severity of 
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chest infections. Your GPôs surgery should arrange for 

these to be performed. 

Replacement of the missing AAT protein is the logical 

treatment for AATD and is currently available as an 

intravenous preparation (óaugmentation therapyô) in 

some countries, including the US, Germany and Spain. 

Although an intravenous augmentation therapy product 

(RespreezaÈ) was licensed for use in the UK in 2015, it 

is currently not available on the NHS. NICE, the National 

Institute for Health and Care Excellence, is currently 

evaluating the effectiveness and the cost-effectiveness 

of RespreezaÈ and we are eagerly awaiting NICEôs 

recommendation for or against the use of RespreezaÈ in 

the NHS. The Alpha-1 UK Support Group has been 

involved and has been representing the Alpha-1 patient 

voice in this NICE evaluation process. 

A number of new treatment approaches to treatment are 

currently under investigation but, unfortunately, there are 

still no specific treatments for AATD available in the UK. 

For more information about ongoing research into AATD, 

please refer to our annual Newsletters and information 

on our website, available online at www.alpha1.org.uk. 

What does a diagnosis of AATD mean for 

my future health? 

A diagnosis of AATD can be unexpected and feel like a 

shock. For some people, the discovery of AATD may be 

by chance and not combined with any health-related 

problems. For other Alphas, it may come as a relief at 

the end of a frustrating journey of unexplained 

symptoms, worsening health and consultations with 

many different doctors, to finally obtain a clear diagnosis. 

The variability of the condition across patients means 

that your own experience is likely to be individual to you. 

However, what all Alphas have in common is the 

opportunity to take steps to avoid lifestyles that are 

known to pose a risk.   

Even if you have developed symptoms, appropriate 

medication, treatments, exercise, and lifestyle choices 

can go a long way toward ensuring you live a long and 

happy life. Seeking care from an AATD expert will 

provide you with accurate information about AATD, 

about your own health, the best treatments and how to 

take good care of yourself. 

 

What options are available to me? 

It will help you if you develop an effective relationship 

with your family doctor and your consultants. However, it 

is important to recognise that AATD is just one amongst 

thousands of rare diseases, and most GPs and many 

specialists may not have much first-hand knowledge of 

the condition.  

Expert knowledge and experience in the optimal 

management of AATD is therefore limited to a handful of 

clinical experts in the UK. You could ask your GP to refer 

you to one of the expert centres for AATD in the UK: 

Cambridge, Coventry, Birmingham and London. In the 

last year, a satellite clinic has been established in Exeter 

and we are hoping to see further satellites in the North in 

the future.  

Contact information about existing centres and regular 

updates from existing and new centres are available on 

our website. 

In addition, you can take a number of steps to help 

yourself: 

V Create an exercise programme (under medical 

supervision)  

V Create a nutrition programme (under medical 

supervision) 

V Think about your health behaviour and life style 

(smoking, alcohol use and excess weight)  

V Avoid risk factors:  

¶ Stop smoking and avoid second-hand smoke 

as much as possible  

¶ Avoid being around dust and fumes 

V Discuss with your doctor who in your family should 

be informed and encourage anyone who might be 

affected to speak to their doctor about getting 

tested for AATD 

Researchers around the world are studying Alpha-1 and 

learning more all the time. Visit the Alpha-1 UK Support 

Group website regularly for the latest news and advice 

on managing your Alpha-1. 

You can find us at: www.alpha1.org.uk  

 

 

Could you be an Alpha? 
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For those of you who donôt know me, my name is 

Lindsay, I am forty-eight years old and I live in Scotland. 

I have never smoked and have always been athletic. 

When I was about thirty-seven, I was diagnosed with 

alpha-1 antitrypsin deficiency with a PiZZ phenotype, 

and I was on oxygen up until this year. I was a 

sponsored disabled athlete, with my sports being rock 

and ice climbing. Despite latterly being reduced to 

around 15-17% lung capacity, I was still able to continue 

with my climbing, whilst on supplementary oxygen, right 

up until January 2019. 

I was referred to a hospital in England for lung 

transplantation assessment, as Scotland has no lung 

transplantation centres. I regularly attended this hospital 

for about eight years and, in all this time, I was never 

placed on the transplant register in the past. The 

reasons varied from year to year. Initially I was too well, 

which is the best reason of all, of course. Latterly, the 

reasoning changed somewhat, and I was told that I 

would never be suitable for lung transplantation.   

Fortunately for me, the professor who is my consultant 

doctor in Scotland is also a professor at the Royal 

Brompton Hospital in London. He contacted a colleague 

of his at Harefield Hospital and told him all about me. 

Consequently, I received an assessment appointment 

within six weeks.  

The night before the appointment I was in pieces. I did 

not want to go for fear that it was the start of another 

long, hard, frustrating and fruitless wait, as I had 

experienced before. Needless to say, that I did go to 

have the assessment; the staff were incredible, and I 

was so relieved. That was in December 2017. After the 

usual tests I was invited back in March 2018 and was 

placed on the register for lung transplantation. 

Although this was excellent news on the one hand, it 

came as a shock on the other. I was a nervous wreck! 

You think you know how you will react when you are told 

that you have made it to the transplant waiting list, but 

really, I had not expected to feel so scared! I knew I 

would die without a transplantation, but I had gotten 

used to sitting on death row as it were. Now I was 

waiting to potentially put myself in the position of dying 

sooner, should lungs become available and the 

operation not be successful! Aaaaargh! 

I maintained my fitness and health as best as I could so 

that if or when the time came, I would be fit enough for 

transplantation. My consultants in Scotland were 

extremely proud of how I was maintaining my health and 

often told me how incredible they found my physical 

capability, despite the obvious deterioration of my lungs. 

I truly believe that my mindset was the key to this 

survival and ability.  

Nowadays, people love sharing positive messages, 

pictures and symbols on Facebook which, in my opinion 

are shared too frequently. These communications fail to 

inspire me anymore as many people who share them 

live anything but positive lives. I believe that actions are 

ñwhere it is atò. It is very easy to become swamped in ill 

health, in frustrations and inadequacies. In a blink of an 

eye we can feel worthless, useless, not to mention 

breathless.  

I chose to be positive. I chose the harder route I believe. 

Being a mother to five children, survival was the only 

option for me. Each day since diagnosis and subsequent 

listing on the transplantation register, I reprogrammed 

my brain into positive thinking. Sure, there were days 

when I really couldnôt be bothered. It would have been 

less hassle just to wallow, but somehow, I dug deep and 

pushed through, day after day and month after month. 

The more exercise I did, the better I felt, both physically 

and mentally.   

At 9 am on Sunday, January 27
th
, 2019 I got THE CALL. 

This was my first call for lung transplantation, and I was 

taken aback! I ran around the house shouting ñIôve had 

my call for lungs.ò The response was muted and a bit 
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bizarre... I donôt think anyone thought the day would ever 

come!  

That was the signal to trigger the transport plan to take 

me from the Highlands of Scotland to London as soon 

as possible. I phoned my local consultant and my MP. 

Both had met with me previously to put in place the 

transport plan and funding for the trip, should this day 

ever arise. Both acted professionally, quickly and with 

compassion and support. A helicopter picked me up, 

and we flew to Glasgow where a medically equipped 

aeroplane then took me to Luton. There I was picked up 

by an ambulance and taken to Harefield Hospital. I had 

to go alone as my partner could not accompany me in 

the helicopter as there was not enough fuel for an 

additional passenger! He got in the car and drove for ten 

hours to Harefield. My best friend made her way to the 

airport in Inverness, flew to Gatwick and then travelled 

across to Harefield. 

My partner made it to the hospital with fifteen minutes to 

spare before I was taken to theatre. The operation was 

much longer than expected, taking around fifteen hours. 

During the surgery, the surgeon had the task of scraping 

my lungs away from the chest wall as they had become 

affixed a couple of years previously. Apparently, I bled a 

lot during the operation and much of the surgeonôs time 

was taken trying to deal with this. It took longer to 

remove my old lungs than to put the new ones in. I had 

what is called a bilateral single lung transplant where the 

two lungs are put in separately. The new left lung was 

put in first, but it did not work, and I had to be put on an 

Extra Corporeal Membrane Oxygenation (ECMO) 

machine to oxygenate my body. Eventually, both lungs 

were placed inside me successfully.  

I was taken to the Intensive Care Unit where I was to 

stay for the next six weeks or more. Two days after 

transplantation I was taken back to theatre as there was 

a striation in my pulmonary artery. The connection 

between the donor organ and my heart was quite 

different in size and the left side of my heart had started 

to swell. I had no idea about any of this when it 

happened, as I was still under heavy sedation. In time, 

doctors tried to bring me round, but to no avail, as I had 

fallen into a coma. During this period, I fought off serious 

infections and kidney failure which resulted in receiving 

dialysis.  

Eventually, a month after transplant, I sort of woke up. I 

was not coping with the intubation tube, so was given an 

emergency tracheotomy. That was the point at which it 

became obvious that I had lost my voice. My vocal cords 

had been damaged by the intubation tube. I am a 

chatterbox and I found this torture!! Hardly anyone was 

able to lip read and the alphabet board provided was a 

nightmare as I couldnôt lift my hands to point at the 

board. It was like some bad joke! I could move my eyes, 

but that was about it!  

I recalled lots of horrible dreams from my time in the 

coma too. Apparently, this is normal with all the drugs 

we are given. It took a psychologist to calm me down on 

a couple of occasions as the dreams and nightmares 

were so vivid once I had awoken. It was hard to tell what 

was real and what was not. I couldnôt swallow either, so 

could not eat food. I was craving crazy things! Things 

that I had never even liked before! 

My recovery was slow, very slow. However, once I got 

going, there was no stopping me.  

I was transferred to the High Dependency Ward where I 

continued to work daily with the physiotherapists. 

Inability to keep food down after the tracheostomy tube 

was removed was a problem. I was so very thin and still 

struggle, to this day, to put on weight. Physically I was 

doing well, despite feeling very weak and noticing that I 

woke daily feeling very tight chested, almost as I had 

before the transplantation. Eventually, in April, three 

months after transplantation, I was allowed home.  

The team keep a very close eye on me, with weekly, 

then fortnightly appointments. 

An Athleteõs Journey 
(continued) 

9 



 

I had a stricture in the right bronchus, and I had to travel 

every two weeks to have a bronchoscopy and dilatation, 

during which the bronchus is stretched and gradually 

dilated. In total, I had six of these procedures. I last had 

one at the beginning of August but itôs looking good and I 

donôt have to return until September.  

This summer I have canoed, rock climbed, camped and 

been away in my van. Where once there was a powered 

wheelchair in the rear, there is now a bed platform to 

convert it into a mini camper.  

My journey has not been in the fast lane. Slow doesnôt 

normally suit me but I had no choice as my pancreas, 

bowel and kidneys have all been under duress and I 

have ongoing issues with them. Maybe I was unlucky 

with some of the hurdles and complications I have been 

presented with. However, I can go about my daily life 

without needing supplementary oxygen for the first time 

in ten years.  

I have been given the gift of life, but I had to fight tooth 

and nail for that life. My intention is to live it to the 

maximum and to do my donor proud.  

The donor family have indicated that they are keen to 

find out how I am progressing. However, the transplant 

coordinator has recommended that I should wait until the 

first-year anniversary to contact them. I am conscious 

that this will be the first anniversary of their loved oneôs 

death and believe that this will be a particularly hard time 

for them. 

I often think about what I might write to them. Of course, 

I want to thank them for their and their loved oneôs gift of 

life. However, I ask myself what thanks can I possibly 

give that would adequately convey my gratitude? 

I think that to make the decision to share your loved 

oneôs organs, at a time when they are still alive, must be 

one of the most difficult things to do. For me, I think the 

best testimony I can give is to show my donorôs family all 

the marvellous physical activities I have been able to do 

with my family and friends. I also want to thank them for 

enabling me to now look forward to the milestones in my 

childrenôs lives, which I may never have done had they 

not gifted me their loved oneôs lungs.  

My son Findlay, who is eleven, has asked me to write to 

them to let them know what it has meant to him. I 

imagine that will be an emotional read for me and for 

them, but it may also better and more fully convey our 

gratitude. Sometimes, children have the knack of 

keeping things simple, whereas adults can overthink or 

over complicate things. 

I conclude my story by sharing with you an example of 

this clarity and simplicity. Lewis Capaldiós song, 

ñSomeone You Loved,ò is accompanied on YouTube by 

a very touching video, which I think portrays much of the 

reality surrounding organ donation. The haunting lyrics 

follow a grieving widower who meets a young woman 

who received organs from his much-loved wife. They 

share tender moments where they, and her young 

family, realise the momentous bonds they share. Her 

children present him with a drawing they have made. 

Written upon it are the simple words ñThank you for 

saving my Mummy.ò 

Please watch this video. It is fitting and says everything I 

feel I want to say.  

https://youtu.be/bCuhuePlP8o 
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