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We’ve been spending today talking about patients and improving patient care in this conference. When I look back at the 
past 14 months I can certainly say that it’s been a bit of an adventure. 

I think of myself as a resilient and capable individual.  I have had a few knocks in my past, but this was a challenge on 
another scale. I find it interesting to think of myself as a patient as it puts me into a box that I’m not sure I fit. 

Before I start my story, I’d like to tell you a little bit about me before I became a patient. 



My name is Liz, I’m an ex-nurse and now a birth support worker helping women and their partners to have a 
positive birth experience at home and in hospital.



I own my own reflexology business called The Garden Sanctuary working from home treating people in my lovely 
little garden room.



I have a husband called Tony and four children – Michael, Laura, Will, and Emi. This picture shows them at 
Christmas with their lovely partners.



Perhaps the most important member of the family is a our little rescue dog, Coco, a very special young lady. A great listener and 
loyal companion when it all goes a little dark. 



So let me take you back to February 2017. 

I had been a fit person and I was looking forward to getting back to full health 
after a hip replacement in 2016 . Running long distances  on an arthritic hip had 
made any kind of movement very difficult and painful. 

As walking in the countryside is a great love of mine, it was exciting to have a 
new hip in place and I couldn’t wait to get back to the hills of the Lake District to 
explore. 

I miss my homeland desperately. 

When you’re in the thick of it, and it’s busy on the wards, you can forget that 
the people you are treating in hospital have a story to tell. 

A story about who they were before they were a patient, a story about their 
families and friends, their pets and their likes and dislikes. Before I talk about my 
journey I just wanted you to know who I was before sepsis paid me a visit. 
So,  February 2017. I had been happily increasing my mileage walking with Coco 
around my local woodland. Life was good, my fitness was improving and I was 
happy. 



It came as a shock when I woke up in the middle of the night with severe right 
sided abdominal pain. Instinctively I knew something was very wrong but 
strangely, one of my first reactions was ‘Not now’. 

I had a pregnant client I was about to support during her labour.  I couldn’t 
afford to take time off work, she had booked me and I was looking forward to 
being with her during the birth of her baby. It’s funny what can go through our 
minds at these times but  I remember those thoughts quite specifically. 

I made my way downstairs and sat on my sofa working out what I should do. 
The pain was utterly excruciating and it really wasn’t subsiding. My temperature 
was 35.5 and I felt very unwell so I decided to go to the local hospital. 

By the time I arrived in A&E , I was doubled over in pain and I didn’t think that I 
could cope. I had given birth to my children with the use of breath work and 
visualisation as pain relief so I was used to using techniques that had worked for 
me but this felt a very different type of pain and I felt out of control. 

After I was triaged, I was asked to sit in the waiting room. I shut my eyes and 
bent over. I couldn’t breathe properly. I felt as if I was clinging onto 
consciousness. This may have been my experience and not necessarily reality. 
Sometimes it’s hard to tell the difference. 



I was taken into a cubicle, assessed and offered morphine which I don’t think had 
much effect. My memories are patchy at this point. 

I remember being seen by a surgeon who said that I would need a scan of my 
appendix at some point in the day. He asked if I would I like to go home and return 
for the scan. I was quite shocked at this. 

My pain wasn’t controlled and I felt very vulnerable. When I declined the offer of 
going home, a bed was found for me on the medical admission ward. I felt conflicted 
as I knew I was very poorly with unmanageable pain and obs that were not within 
normal limits. But on the other hand, I was asked if I wanted to go home. The 
professionals must have thought that I was ok. I knew that I wasn’t. 

When you’re in this position, it can be difficult to trust your own intuition and the 
messages you receive from your body. I think we are all a little blinded by white 
coats and assertive manners and this can affect our judgement a little. Although I 
didn’t have to fight to stay in hospital, I could have foreseen that I could have been 
sent home to a catastrophic outcome. 

I’m not someone who sees their GP very often and I have always been very reluctant 
to seek help. I got a taxi to hospital rather than an ambulance and my decisions were 
all based on ‘not causing a fuss’. I have reflected on what would have happened if I’d 
gone home.



I was transferred to an admissions ward at around 9.30am, 4 hours after admission 
to A&E.. I started feeling very sick and had started to shake uncontrollably. I had 
feelings of doom overcome me as if this was it. I was going to die. 

Tony arrived and I think it must have been extremely traumatic for him to see me in 
that way. By this time I was grey and not able to say much. He was told that I was 
waiting for an ultrasound at 3pm. Neither of us could understand why there was 
such a wait. I was told that I wouldn’t be given antibiotics until a diagnosis was 
confirmed. 

I was taken for an ultrasound in a wheelchair, shivering uncontrollably and vomiting 
bile. I remember feeling that there wasn’t much I could bear of this. 

Further observations were taken on return to the ward. I was told that I needed a CT 
scan at around 6. I remember begging for something to be done. It felt like it was 
going on forever and, although I had regular oromorph it wasn’t touching the pain. 

Back to the scanning department in a wheelchair for a CT scan which showed that I 
had a kidney stone blocking my ureter and I would need surgery. 

I was catheterised and put on hourly urine measurements. 



Tony left at this point as we agreed that he was needed at home. It felt the right 
thing to do – he supports the family and I’ll deal with whatever is put in front of me. 
He has always felt anxious in hospitals so it was extremely traumatic for him to be 
there. I am comfortable in hospital settings and, despite feeling very unwell, I trusted 
in those around me and knew that it would be ok. 

In hindsight it must have been a dreadful drive home, working out what to say to the 
kids and dealing with their reactions. It can’t have been easy for him.  Two of our 
children live at home and two away so it was a juggling act to manage their needs.

At around 8ish I was seen by a member of the outreach team. At last I felt that my 
concerns were heard and I could hear a voice explaining what was going on. I was 
told that my blood pressure was dangerously low and I had very little urine output 
so I needed something other than the saline drip I had been receiving.  

I would also need a central line so I would be transferred to the high dependency 
unit as soon as possible. I remember hearing the nurse’s soothing, calm voice and it 
meant a lot to me that he was explaining what was going on. 

Everyone else was talking over me and I found that quite difficult. I have medical 
knowledge and I wanted to be included in the conversation. Sepsis was still not 
mentioned. 



I was transferred to HDU and prepared for a central line. I found the insertion 
the most traumatic thing I have been through. The plastic sheet over my face 
and head to keep the aseptic field made me feel as if I was going to suffocate. 

The locum anaesthetist didn’t speak to me. He didn’t know where the 
equipment was and this lack of confidence didn’t help with my anxiety. He 
struggled to get the line in. The nurse told him to ‘push, just push’. I could feel 
and hear everything. It took some time to get it in and it felt like forever.

Once the line was in and secured by a couple of stiches, an arterial line was 
inserted. This was very painful and I felt traumatised. I think that it was around 
1am by the time I was started on a drip to help my blood pressure and given 
antibiotics. 22 hours after my first symptoms. When I hear stories about others, 
and the speed in which sepsis can kill. I realise how lucky I am to have survived 
this. 

My blood pressure stabilised over the night and I was prepped for theatre for a 
stent insertion. I was first on the list.  



After I returned from theatre, and on the way back to HDU,  I developed 
severe crushing central chest pain radiating into my neck and shoulder…in the 
lift. 

I was swiftly taken to the ward and an ECG was performed along with troponin 
levels. I wasn’t surprised when the levels came back elevated and I was told 
that I had had a heart attack. The pain was so specific and intense that it 
couldn’t have been anything else. 

I was observed closely over the course of the next couple of days with a view to 
transfer to Harefield if required. I had two very high Troponin levels but no 
further episodes of chest pain. I was transferred to a cardiac ward after four 
days in HDU with the plan in place to have an angiogram when my infection 
was under control. 

My family visited me as I felt strongly that they should see me in hospital 
regardless of how I looked. Knowing how stressed Tony feels around medical 
issues, I didn’t want my kids to feel the same. In hindsight, I’m not sure it 
helped them to see me in HDU but at the time it felt the right thing to do. 



I asked Laura for her thoughts about the time 
and this is what she said. She was at uni at the 
time studying for her 3rd year exams, it was a 
very traumatic time for her . 

“When I found out my mum was ill I initially 
felt a surge of panic. I immediately expected 
the worst and felt uncertain of how she was 
going to progress. It was particularly difficult 
for me as I was at University, so had no way of 
getting to the hospital quickly. 

I booked a train for the next day to go and visit 
her, it was scary to see her looking so grey and 
unwell. It made me sad having to leave 
knowing she was going to be in the hospital 
without us over-night. I’m so proud of her in 
her recovery process and so glad she is happy 
and healthy again” ~ Laura



I eventually stabilised and my angio showed no evidence of clots so I was sent 
home 2 ½ weeks later with information with a date to speak to the cardiac 
rehab team. 

There was still no information about sepsis. I’d heard the word ‘urosepsis’ and 
‘septic shock’ bandied about, and I knew that I had bacteria in my bloodstream 
which had made me ‘very poorly’ but nothing specific was said about sepsis. 
Those who saw me were interested in their own speciality and couldn’t see 
outside the box. 

I’m so happy to see that this is changing and that information leaflets are being 
offered to patients. It would have helped me when I got home to know what to 
expect. 



I found life after discharge very challenging. I had no energy at 
all and hired a wheelchair so that I could get out and about. 
The breathlessness and lethargy was very difficult for me and I 
couldn’t express myself.  I kept losing words and found this very 
frustrating. 

Tony took charge of family life and we had a lot of support from 
friends but it was a very difficult time for us all. He would take 
Coco out for a walk for a bit of peace but found himself 
bombarded by people asking questions about me. I think he 
found it exhausting. 

He suggested walking the dog wearing a sandwich board with 
daily updates so he didn’t have to talk to everyone! They all 
meant well but it was hard to recount the details over and over 
again when he was trying to process what had happened to his 
wife. 

Will and Emi were at home and found it all very challenging. 
They were both doing important exams at the time. Emi wrote 
about her experiences afterwards. 



“I was told mum went to hospital when I was at my 
grandma’s house. When I heard from dad that mum 
went to hospital I got that sinking feeling in my 
stomach; I had no idea why she was going in and I 
didn’t even know whether it was serious or not. I 
immediately thought the worst- “Mum’s going to 
die and I’m not going to be there when it happens” 
or “if she dies this guilt is going to eat me up.” 

I remember the first time I saw her- in the HDU- I 
was terrified. I was shaky and sweaty and close to 
crying, because someone who’s so strong and too 
young to be sick looked so pale and unwell. She 
was so positive during the experience and I admire 
her greatly for that.”

~ Emi



I found the Sepsis Trust by accident as I was googling information 
to find out what was going on and it brought me a lot of comfort 
to see that I wasn’t alone. The website was very well presented 
and easy to access and reading the symptoms of Post Sepsis 
Syndrome helped me to make sense of my recovery. 

I spoke to one of the nurses and this was very helpful, giving me 
hope that I wasn’t going mad. I wished I’d been given some 
information in hospital in order to manage my expectations of 
recovery times. 

I saw the occupational therapist with the cardiac rehab team and 
she was superb. She offered ideas about how to cope with this 
sight detour in my life– from CBT ideas to mindfulness and 
fatigue management. I was very happy to talk to someone about 
my experiences as, up to this point, I felt that sepsis wasn’t 
something to be discussed as a long-term issue. I attended the 
cardiac rehab exercises and enjoyed the slow return to fitness. 



I had given myself 3 months off work for time to recover but 
when the three months was up, I could see that it would take a 
lot longer. I was still napping twice a day and walking made me 
breathless. I still had dreadful memory problems and this caused 
me a lot of distress. I employed strategies such as having a place 
to leave things such as my phone or the car keys but, with 
teenagers in the house, things would be moved and I’d get very 
upset with myself and others. I wasn’t easy to live with. 

It took me six months before I could walk reasonable distances 
again and I started to see some clients. My reflexology clinic work 
allowed me to see people in between my exercise and nap time. 
It wasn’t a long-term model but I was grateful that I could work 
around my fatigue. I don’t know how people who are employed 
by others manage. 

Post sepsis syndrome if not universally recognised so it takes a 
conversation about why you feel so dreadful and these 
conversations are not always well-received. 



The UK Sepsis Trust  has been an 
invaluable source of support for 
me. 

Knowing that there are medical 
professionals talking about 
sepsis whilst researching post-
sepsis syndrome has really 
helped me in my recovery. 

Following them on Twitter has 
helped me to feel less isolated. 



Ten months down the line, and a long time spent on the internet researching post-
sepsis syndrome, I decided that I would like to help others in my situation so I talked 
to the Sepsis Trust about starting a support group. It can be really challenging having 
a set of symptoms that don’t seem to sit together. 

In 12 months I have been under the care of a cardiologist for my continuing bouts of 
chest pain, a dermatologist, as the cardiologist had found what looked like a large 
cancerous lesion on my back, a urologist following further episodes of blood in my 
urine and right sided abdominal pain. My eyesight has deteriorated requiring a new 
prescription within a few months of buying new glasses. Just recently I’ve been 
under the care of a gynaecologist due a lesion in my uterus. 

My chances of winning Consultant Bingo were increasing. I felt like I was doing a 
market research study of the total patient experience. You really couldn’t make this 
stuff up. 

I would really like to have talked to any one of them about post sepsis syndrome but 
I felt that there was never any time for that conversation and it wouldn’t have been 
well received. It feels like everyone is in their little bubble and post sepsis recovery 
just doesn’t seem to fit anywhere.



Luckily I had a fantastic GP who listened to me and helped me through a very 
difficult time. I know it’s a skill to really listen but it  felt so good to leave my GP’s 
room and feel that I had been heard. 

He didn’t have any answers for me but listening really mattered and still does. You 
know yourself when you’ve been truly heard by someone and just how empowering 
that can be. 

I had been following Anne Hunt, Sepsis Sr at The Lister hospital for a while so I sent 
her a message to say that I was interested in setting up a support group and would 
she like to come along. She was really enthusiastic and, along with her team –
Rebecca and Gina from A&E  and Sarah, their super admin support. We started the 
group in January this year. 

It’s still in embryonic stages at the moment with three meetings so far but it’s been 
really interesting to hear the stories of others. The participants feel that it’s good to 
be amongst others who really ‘get it’ and we have felt a real sense of kinship in the 
room. 



We share ideas about fatigue management and discuss the use of dietary measures 
and pro-biotics along with the cognitive difficulties we all seem to suffer from. 
Memory loss and confusion is a big issue. Survivors talk about the isolation when 
you leave hospital and how little is known about their symptoms. As most of our 
participants are of working age, we discuss the difficulties involved in returning to 
work. 

Those who have been bereaved by sepsis share their painful stories of sudden loss 
and we support each other along our individual journeys. 

It can be very isolating not having a universal understanding of what we’ve been 
through so being in the presence of others who have similar thoughts and feelings 
can help a great deal. 

Anne and I are currently discussing whether to split up the group and offer one 
session for those with post-sepsis syndrome and another for bereaved relatives. We 
understand that it’s difficult to talk about symptoms when you are sitting next to 
someone who has lost their partner to sepsis. 



I started to feel more like my old self after a year and I picked up running as my method of getting back to fitness. Taking 
it very slowly (I was no Mo) but I really enjoyed being out and about, running through the mud and rain. 

I decided that I would challenge myself to a half marathon which I completed last month. 



This gave me a wonderful sense of achievement and the ability to trust myself again. It makes me feel physically fitter 
and psychologically stronger. I had always felt very grateful that my body saw me through the trauma but I had concerns 
that there was always something else around the corner. These little anxieties seem to now be dissipating but there’s 
always a little voice in the back of my head telling me that it could happen again. 



If sepsis has taught me one thing it’s to be a little playful in life, 
take some chances, try new things and follow your dreams. I 
have a couple more half marathons lined up - one for my 25th

wedding anniversary in the summer when I’m persuading my 
husband to run with me dressed as a bride and groom. Watch 
this space! 

I have booked a place in the Yorkshire marathon in October. 
Somebody mentioned that there were hills which has slightly 
knocked my confidence!

I intend to finish an OU degree which I have started (and 
stopped) for most of my adult life. I really want to graduate 
before my youngest daughter finishes her degree (she’s 15!) 
……so that clock is ticking. 

I may be a middle aged cliché but I’m a happy one and I’m 
enjoying the new challenges that life throws at me. 



Thank you for listening 

to my story

If you’d like to keep in 

touch,

you can find me on 

Twitter

@sanctuarydoula

and

Instagram
@gardensanctuaryjournaling


