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Part One – Michaela’s Treatment. 
Day 1  
Tue 24th April 2001. Michaela wasn’t feeling well she said she had a sore throat.
Day 2  
Wed 25th April 2001. Michaela’s throat was worse; she was very weak and feverish. Her mother took her to see our GP, who examined Michaela’s chest through her coat and two under garments. Although my wife thought this was wrong she was afraid to question a doctor. The doctor said that she had Pharyngitis and diagnosed suppository painkillers.
Day 5  
Up until Sat 28th April 2001. Michaela’s throat had been getting worse every day and she still couldn’t eat anything. She was also very weak and had difficulty walking. She had to have assistance to climb upstairs. She was red-hot one minute and a while later she was freezing cold. She spent most of her time trying to cough phlegm up into a bowl. She didn’t seem strong enough to cough properly and she was gradually becoming weaker and could only sip water. She also made any room she was in for long smell rotten. We were also worried because she got diarrhoea and couldn’t take the painkillers.
Day 6  
Sun 29th April 2001. Michaela wasn’t strong enough to get out of bed without help and couldn’t dress herself. The slightest exertion made her pant and shake (rigors). We took her to the ‘Doctors on call’ at Stowmarket where another doctor examined Michaela. The doctor said Michaela had a very severe throat infection and she prescribed some penicillin. We were instructed to see a doctor if Michaela didn’t get any better. The doctor said she suspected Michaela’s sore throat was caused by streptococcus.
Day 8  
Tue 1st May 2001. Michaela appeared to be getting better this evening.
Day 9  
Wed 2nd May 2001. Michaela still appeared to be getting better and she was eating a bit.
Day 10  
Thu 3rd May 2001. Michaela was very ill again this evening and was coughing again and trying to move phlegm. This was causing her some distress and she couldn’t eat or talk for the same reason. It was making her pant as if she had just been running and couldn’t catch her breath.
Day 11
Fri 4th May 2001. Michaela was even worse. Her throat wasn’t as bad but everything else seemed worse. She was breathing rapidly all the time and the slightest exertion made her pant. She was extremely hot one minute and cold the next and she was shaking a lot (rigors) which made her abdomen and chest hurt. What was most worrying was she seemed to have lost her inhibition and didn’t seem coherent. Her medicine runs out today so we are calling the doctor out in the morning.
Day 12
Sat 5th May 2001. I called our doctors the first thing this morning requesting a visit. I was told a doctor wasn’t available and if I wanted my daughter to see a doctor, I would have to take her in to the practice. Instead of arguing about it I decided to take Michaela to the doctors myself. While my wife got her dressed I wrote a note with all her symptoms so I wouldn’t forget to tell the doctor anything. I had to assist my daughter into the doctor’s practice and during our interview I was in tears. I explained to the doctor what was wrong with her, especially her loss of inhibitions, her diarrhoea and what happen when we saw the other doctor. I also gave him the note to read in case I had forgotten anything. 

This is what was on the list the doctor read: - (I still possess this list)

Responded to penicillin then got worse again


Nothing to eat for nearly 2 weeks


Problems swallowing

No bowel movement for a week


Slight exertion made her pant


She had chest pains just breathing


Smelled rotten like decomposing


Hot on minute cold the next


Shakes so bad it hurts her stomach


Slight exertion made her shake vigorously


Not strong enough to talk, made her pant


Neck, arms and back hurt


Try to cough phlegm too weak made her pant


No inhibition – No clothes


Not interested in anything


Not coherent sometimes


This is what I also told him: -

Michaela couldn’t take the suppositories he gave her because she got diarrhoea.


I had to hold her hand in the bathroom she was too weak and scarred to be alone.

She didn’t care about me her father seeing her without clothes or going to the toilet, which really frightened me because it wasn’t normal. She seemed incoherent a lot of the time. I was really scarred and in tears because I thought her mind might be damaged. I thought his might be caused through malnutrition.


After listening to me he read the note and then briefly examined her and told me she has got glandular fever. Unfortunately at the time I believed his diagnosis.
Day 13 
Sun 6th May 2001. Michaela was still very bad but we were not as worried because the doctor had told us what was wrong with her. We just tried unsuccessfully to make her eat something.
Day 14 
Mon 7th May 2001. Michaela was even worse today if it’s possible, she looked and felt like a corpse. Regardless of what the doctor had told me, we were very worried again. Although it’s a bank holiday I decided to ring the ‘Doctors on Call’ for advice. I asked if I could explain Michaela’s symptoms to a doctor, because we were very worried. I read out Michaela’s symptoms from the list I had shown our GP, they told me it does not sound anything like glandular fever and they would send a doctor over straight away. Michaela was admitted straight to hospital. Under examination they found her lungs were just shadows and the lung walls had hardened.

They tried to stabilize Michaela with an Oxygen mask and finally decided to transfer her to intensive care, because they were unable to give her enough oxygen. They tried through the night to stabilize Michaela so that her body could get some much needed rest.

Day 15 
Tue 8th May 2001. Michaela didn’t sleep through the night, they told us it was because she was so weak she was using all her strength just to stay alive.


About midday they decided to put her on a ventilator so they could put her to sleep and her body could get some rest. They managed to get a sample from her chest and sent it to the lab for identification.


This evening her colour looked much better and everyone seemed pleased with her condition. 

Day 16 
Wed 9th May 2001. The Consultant said today that they think they have isolated the bug and if they are correct it is very rare now. He also told us that if we hadn’t gotten her to the Hospital when we did; it is unlikely that she would be alive now. She was admitted with severe pneumonia.

Day 17
Thur 10th May 2001. Michaela seems slightly better today and her levels seem to be stabilizing.


They Isolated and identified the bug but didn’t tell us what it was called. 

Day 18
Fri 11th May 2001. Good news her x-rays show a slight improvement today. They cut her Oxygen supply down on the Ventilator to 35%.


Bad news as well, her stomach isn’t working so they have put a pipe into her gut. This is sometimes a side effect of the drugs we were told.


Another consultant was on today who explained what he is doing. He confirmed the bug was very rare and was called Fusobacterium and they had now adjusted her treatment accordingly.


He also explained that she might catch a secondary bug, because of all the pipes in her throat. It will be harder to control, as it is will be a hardened hospital bug. But they are watching for it so hopefully they will catch it in time.
Day 19
Sat 12th May 2001. There is only bad news only today. We talked to the consultant again and he told us things were not too good.


Michaela’s breathing has gone erratic causing her levels to keep fluctuating.


They have the results from yesterday which shows she has picked up another bug, which we were told shouldn’t be a major setback as they caught it straight away and are treating it accordingly.


Unfortunately they have had to put her Oxygen levels up again to 50% and given her more antibiotics for the new bug. They have had to start giving her Morphine to try to relax her breathing and they are going to give her a stronger sedative to try and make her body relax because it is starting to fight the drugs.


At 17.30 today they had to put her Oxygen up to 60% because all her levels were dropping and she was trying to outpace the Ventilator machine. I think all the distress was caused by the new bug she had caught.


Really bad new tonight, because they had to put the ventilator on such high pressures to compensate for the distress of the new bug, her best lung burst. They suspect that the pneumonia had weakened her lung too much in that area. They had to puncture her chest to let the air drain out so the Ventilator could blow her lung up again. They then fitted a drain to her chest so the Oxygen didn’t get trapped and stop her lung expanding.


They have had to turn the oxygen right up but she has started to stabilize now and they are down to 55% with the oxygen.

Day 20
Sun 13th May 2001. Michaela’s condition is not much better than yesterday if at all.


Her lung x-ray shows a slight improvement over yesterdays.


The Antibiotics for the new bug have started working


Michaela was unsettled with her breathing this morning; they think her young body is fighting the sedatives. So they decided to change her treatment. They have now stopped the infusion type sedatives and changed her Ventilator to one that can supply the same gas that is used in the Operating Theatres while also supplying the Oxygen she requires. They have also rolled her over to try to improve her lung performance.

Day 21
Mon 14th May 2001. They had to put another drain in her chest to help expand her lung properly.


A different consultant was on today who explained what had happened so far and what he was now trying to achieve. His main objective was to stabilize her.


Both of the bacteria’s are now under control.


The punctured lung is a serious disadvantage and is causing problems with her treatment and it will not heal while she is on a ventilator.


On the bright side she is young with a good constitution. Hopefully if they can keep her alive long enough, her body with the aid of the drugs will start repairing itself and they will be able to wean her off the ventilator.


So it seems it is a matter of waiting and trying to keep her stable until she gets stronger.


It looks like her stomach might be taking food again.


We both went home tonight for the first time, so we could try to get some sleep and be stronger for her when she starts to recover. For the first time we dare hope.

Day 22
Tue 15th May 2001. My wife called the Hospital this morning about 8.00am and they said there is no real change in her condition. They have moved her position so they have had to turn her Oxygen up a little until she settles down.


On our way to the Hospital a nurse contacted us to let us know the consultant needs to speak with us.


He said that now she was stable and he thought that there was every chance she might recover; but he didn’t want to take any risks.


Michaela was too dependent on the ventilator but at the same time the ventilator wasn’t letting her lungs heal. He thought the ventilator might even be damaging her weakened lungs.


He told us he had been speaking to consultants at other hospitals in London and Cambridge, to see what other treatments might be available to help Michaela. He told us that Addenbrooke’s and Gt. Ormond Street Hospital had a new type of high frequency ventilator, which gives the lungs much more oxygen without harming them. This would hopefully let her lungs start healing.


He told us that Addenbrooke’s insisted they could handle Michaela’s condition and in fact we sending a team of specialists down as we spoke.


Michaela looked awful this morning, all the fluids had swollen her up. Her face and hands look like balloons; we are worried that it might damage her.


The team from Addenbrooke’s arrived and seemed very good. After assessing her they moved her onto their equipment and after making sure she was stabilized they transferred her to the Ambulance. They were very good and really took care and time transferring and making sure she was all right. The Consultant from Addenbrooke’s was very friendly and explained that it is going to be a challenge and a big risk moving her, but the benefits will be well worth it because they can give her much more help. They can use more sophisticated equipment and give her the help necessary to help her recover.


The consultant at Addenbrooke’s showed us the x-rays and explained that the lungs were only showing up in a few small patchy areas. They think that the lungs are covered in abscesses.


He explained that they were going to concentrate on removing the fluid from her lungs and that they aim to reduce her Oxygen requirements.


They told us they are also going to give her drugs to remove the fluid from her body.


The Consultant said they have given themselves a two-day deadline to see improvement; otherwise they are going to have to consider other treatments and moving her again for more intensive care and full life support.


He said make no mistake she is as ill as you can get but if she is strong enough we might save her.


He then introduced us to his colleague and said we wouldn’t see him again, he was now on holiday.

Day 23
Wed 16th May 2001. They have managed to remove a lot of the fluids in her body but she now has stretch marks all over. Her face, lips, and tongue are still bloated. Poor girl, how much does she have to endure!


No real improvement this morning, I feel they are disappointed with the small amount of fluid they have removed from her lungs. Her heart rate has been high all night, around 150 and the oxygen is still high.


We asked them why they hadn’t put her on this new Oscillating Ventilator as promised. They said they couldn’t use it because she is too big for it. We couldn’t help but wondering, what the point of bringing her here? They are still using a normal ventilator which we have already been told is doing as much harm as good. At this point we were getting very worried, did they know what they were doing? Didn’t they listen to the consultant in Ipswich? What happened to their promises when they came to assess Michaela?


We were then shunted out while the consultants did their morning rounds


After the morning rounds we were asked to in to talk with the consultants. They explained that she hadn’t responded as expected and they were very worried because she was so serious. Her lungs were barely working. Any further treatments they might now consider were untested.


They decided they could do nothing more for her and were considering the risk of sending her to Great Ormond Street for ‘ECMO’. 


We asked again why they hadn’t used the high frequency ventilator and we told again that she was too big for it.


We asked about all the fluids on her body. They said it might be harming her because she had been given too much, so they have been treating her very aggressively to remove the fluids.


Later the senior consultant confirmed that they were going to risk sending her to Great Ormond Street Hospital. It will be worth the risk even though there was only a 50/50 chance of getting her there ok, where as a very last resort; they could use the ‘ECMO’ treatment. They promised this would only be a last resort because it is only 50%-60% successful. They also have to use a lot of anti-clot drugs, which is also very risky.
Day 24
Thur 17th May 2001. Michaela arrived before midnight and was put straight onto a high frequency ventilator.


We arrived at 2am and noticed straight away that Michaela looked a lot healthier. The ventilator looked identical to the one they couldn’t use at Addenbrooke’s.


At 9am Michaela had a major bleed from her lungs; the blood gushed down the vent pipes and broke the ventilator. Her heart stopped beating and we were rushed out. They managed to resuscitate her and put her on another ventilator. They used strong clotting agents and managed to stop the bleeding.


The Consultants then told us that this had ruined any chance of using the ‘ECMO’ on her, as she would just bleed to death. The nightmare just seems to continue, all day they fought to control her levels.


We were frightened to see her but we fought this and forced ourselves to try and talk comforting things to her. They told us that you can still hear when you are out. We are now praying for a miracle because we cannot imagine life without her, but we know in our hearts it is unlikely. We haven’t eaten for days and we would do anything to change places with her. I never imagined it was possible to suffer such pain. I remember my father dying; I thought I would never have to suffer as much pain again. I now realize that that was nothing compared to this nightmare.


At 8pm our prayer hadn’t been answered because she had another big bleed and had to be resuscitated again. They have told us to contact our families.
Day 25
Fri 18th May 2001. Michaela unfortunately died at 7.30am this morning after a very disturbing night.
All these events were written, recorded and reported before we were aware that Michaela had Lemierre’s Syndrome.

We thought she had died of severe pneumonia until Wednesday 19th September 2001 when we were told otherwise.
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