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INTRODUCTION 

 

My life changed in 2009 when I was 27. I got pneumonia and spent five weeks in 

intensive care and seven months in hospital. I came out of hospital with a permanent 

tracheostomy to help manage my damaged lungs and respiration; with a feeding 

tube in my stomach to avoid the danger of aspirating (getting food and drink in my 

lungs because I couldnôt swallow properly); and much weaker ï not able to move 

around as much as before. I described my seven month stay at the Brompton 

Hospital in my book Hospital Tales. I finished that in 2010 and launched it at the 

hospital. I raised enough money to buy two reclining seats and 2 TVs for the Victoria 

Ward there. 

Things were quite different from before when eventually I got home again. I knew life 

would be more restricted. Someone has to be with me, or where they can hear me, 

the whole time, day and night ï yes, really, 24/7 - in case I have trouble with my 

breathing: usually I need secretions from my lungs to be suctioned up because I 

canôt cough them up myself. Even if I go just a few yards from the house I have to 

have a suction machine with me; if I go any distance we have to take my ventilator, 

two suction machines (in case one breaks down) and various supplies. Not 

surprisingly I donôt get out all that much. 

My parents, Lydia and Guy, have managed all this for six years, with help from my 

brother Hugo, but we have just recently got a little bit of outside help ï see Chapter 3  

below.   

But one of the things that has surprised me is the number of different people from 

the NHS and elsewhere who now help me in one way or another either by coming to 

the house or by organising things.  No-one had told me it would be so busy. I thought 

it would be interesting to write about this: in this book I am going to tell you about 

what happens when I am at home and who comes to see me or helps me.  

I hope you will enjoy reading my 2nd book. 

April 2016
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CHAPTER 1:  REGULAR NHS CONTACTS 

 

When I came home after spending seven months in hospital I found that I needed to 

have visits from, or help from, lots of different people in the NHS.  To start with they 

were all in the community NHS team, but recently the outreach team from the 

Brompton Hospital - where my treatment is based ï have also started visiting me. 

In this chapter I will start with the Brompton visitors, because that follows on from my 

first book. But after that I will tell you about the Community NHS people I have seen 

or relied on most frequently. In the next chapter I will tell you about the NHS people 

who I have seen less frequently. 

 

 
Brompton Hospital outreach team - Debbie  and Elaine  
 

 
Debbie is the new outreach coordinator from the Brompton Hospital and she came 
recently with Elaine. She is able to change people's tracheostomies at home. It is 
useful for me to have Debbie because she can come to my house and report back to 
the Brompton how I am and whether I need to go in. When she comes to my house 
she brings a Tosca machine that clips to my ear and measures my heart rate, my 
pulse and my O2 and also shows how much CO2 I'm breathing out. She recently 
changed my tube at home at short notice saving me a few days in hospital. 
 
 
 
 
 
 
 
 

Tosca machine 
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Maura checking blood pressure 

The Community Matron 

 

You might think that my GP is the 

person in the local NHS that I see 

the most. Actually no: she helps a 

lot behind the scenes but I donôt 

need to see her very much 

because we talk directly to the 

doctors at the Brompton Hospital 

about all the problems to do with 

my lungs.   

The person I do see the most is 
the Community Matron. There 
have been three since I came back from the hospital; the present one is Maura.  We 
know that if thereôs a problem she will sort it out.  She comes to see me regularly 
every couple of months to check on progress and if I have any particular problems, 
like red patches or sores. She arranges new equipment, eg a new adjustable bed, or 
repairs to equipment, like when my bed pump was being loud at night. She arranges 
new visits from therapists if I need it.  She helped a lot when we were having trouble 
getting some help with care fixed up. 

When she comes she checks my O2 - that should be 95% - and my blood pressure 

and my temperature. 

 

 

Checking O2 

Checking temperature 

Noting blood pressure 



 7 

District  Nurses  
 

 

The District Nurses work with the Community 

Matron. They used to come to see me three 

times a week to change my tracheostomy 

dressing, and for a while they needed to dress a 

pressure sore on my back. Once my pressure 

sore was better, Lydia decided it would be 

easier if she did the trache dressing herself so I 

donôt see the district nurses so often now: they 

donôt come every week, but if thereôs a 

temporary problem they do. 

One example was when my ears were blocked 

with wax. Peter - one of the district nurses - was 

very good at syringing them. He put what looked like a catheter in my ear and 

squirted water in it. It felt weird especially when it was vibrating. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The nurses come in all shapes and sizes and moods. Most of them are great and 

friendly towards me. Some called me ñJohnò or ñJonò that is ok for a bit but it can get 

a bit annoying.  One called me ñLoveò and kept patting my shoulder - that really got 

on my nerves.

Sheen Lane Centre, the District Nursesô base 

All done 

Checking water 

temperature 

Syringing my ears ï weird! 
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Community Health Team - Supplies 

I need quite a lot of different supplies, mostly to manage my 
respiratory problems. Drugs come from the pharmacy but 
other things mostly come through the Community Health team 
who ï like the District Nurses ï are based at Centre House.  
Every week we send an email to Sonia at Centre House to tell 
her whether we need to order anything. The items that are in a 
standard NHS catalogue usually come the following week after 
the order but the other more unusual items need a few weeks 
to arrive. This makes it difficult to know when to place an order 
but over time we have just the feeling when to do it.  
 

We have to go round to Centre 

House to pick the supplies up ï they 

donôt deliver to us. If itôs a big or 

heavy order we take the car - itôs a 

good job we have a large Volvo. 

The bulkiest supplies we get through 
Centre House are the boxes of 
respiratory catheters needed for suctioning through my 
tracheostomy, and the gloves used with them. We get 
through about 200 catheters a week.  The heaviest 
supplies are the boxes of bottles of water used to humidify 
the air I breathe when using my ventilator at night. 
 
You can see below pictures of some of the other supplies 
we get through Centre House, all to do with managing my 
respiratory problems.  
 
 

Anna my cousin with supplies 

 

`Swedish nosesô (for humidifying air 

breathed in through tracheostomy) 

Packaging & collar for holding tracheostomy tube in place 
Mouthpiece and 

reservoir - attach 

to nebuliser 

Tracheostomy 

inner tube and 

brush 

One bottle of 

water for 

humidification 

       Tracheostomy dressing 
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Tracheostomy protector 

(bib) 

Attachments for use with ventilator: nebuliser 

chamber (left) and catheter mount (above) 

Various filters 

The tracheostomy tube -  size 5 Shiley 



 10 

 

Size 12 catheters 

 A yankeur 


