Graft diary – Penetrating keratoplasty

Right eye grafted 25 July 2002

Keratoconus was diagnosed in both eyes in about 1982.  At first this was managed by frequent re-fitting of corneal lenses which gave me decent vision.  However during the 1990’s the vision achieved deteriorated.

Driving at night became impossible when the flaring of car and street lights became too great – it is quite pretty though. Someone on the Keratoconus Support Group commented that it makes even ordinary street lighting look like Christmas… well, maybe.

From about 1999 it became impossible to distinguish characters on students’ screen accurately enough.  An  ‘{‘ looks the same as a ‘(‘ character and an ’;’ the same as ‘:’. I couldn’t recognise even familiar people until they were very close. Things were simply too hard.  My optometrist of the time, John, arranged for me to see Mr Smith, the local graft surgeon.

Oct 2001

An appointment with Mr Smith lead to:

· him requesting that I try a scleral contact lens in my left eye

· putting me on the 6 month graft waiting list for my right eye

This was a very unpleasant morning though – the processes required to map the cornea curvature and to measure its thickness simply hurt

The scleral lens was more comfortable than the corneal and had none of the risks of dislodging or, deep-joy, the agony of dust getting under the lens. However the vision wasn’t quite so good.  It’s a trade-off.

Late May 2002

Well the 6 months waiting ended up as being nine and an appointment was received in late May for 25 July 2002. This required an early return from our summer holiday.

I’d known for 20 years that a corneal graft was a possible outcome; I’d asked for this treatment to try to restore good-enough vision. However the reality of an appointment date was rather scary. This was mitigated for me by realising that this was simply something ‘which needed to be done’ and by the difficulty of trying to get my work to address my return-to-work post-op needs. If I didn’t turn up for the op then I’d just end up trying to persuade the surgeon to do the op later – I really needed better vision

The role of the donor was a concern but my need couldn’t affect their situation. All I can do is be grateful that people can be so generous in times of their deep distress.  I’ll see if I can get a letter to that family.

The pre-op happened; ‘slightly raised blood pressure’ – will this matter? The anti-inflammatories required to treat a mugging whiplash head injury (incurred in May) don’t matter.

25 July

Admission was scheduled for 11:30 for a 2:30 operation.  Mr Smith said 70% of grafts for keratoconus are still ‘in place’ after 5 years.  Also that lens correction won’t be possible for 6-18 months.  He’d previously said ‘not until 6 months’.  Not sure I’d be proceeding with this if he’d told me this in October!

Quite a lot of hanging around but at least we’d both got our novels. The last 45 minutes of waiting was quite difficult – should we just walk out and away – now!? I needed to remove both contact lenses – from then on I couldn’t see much. Drops in the right eye to reduce the pupil – to increase the area of the iris for the surgery.  That’s a surprise

One of the down moments was being led by the elbow to the anaesthetic room by auxiliaries. They spoke very little English and couldn’t (or wouldn’t) engage in any form of conversation.  The anaesthetist was better.  As he inserted the needle we had a daft conversation “Just think of this as a couple of beers” “I’d rather have the beers, please” then nothing.

My next recollection was of having a very bright light in my eyes, lots of people in the room and having my hands firmly removed from interfering with my eye-patch or the ‘injection’ tube in my hand. Seemed endless.

At about 4:30, I was taken back to the ward but was told something about being taken somewhere different.  Oh no!  Where was I? How was I supposed to work it out?  “Where am I?” was not understood in the sense I meant it. “There’s a familiar face” (ie my husband) “No, I can’t see anything”.   Most staff simply didn’t appreciate how little I could see without my lenses. 

That evening was unpleasant.  I was feeling groggy but tired.  I wanted to sleep but felt I should wake up properly first.  At some stage I was given some codine/paracetamol which took the heat out of the burning pinpricks around the graft.  Later when I was more fully recovered I was given a capsule (what?) which really helped. Oxygen was required for about 4 hours – it was good to get rid of that.

My husband suggested he go at about 7:30 but I still didn’t know where I was?  How could I cope without him?   And my neck injury hurt.  I really wanted an anti-inflammatory but couldn’t have one until after I’d eaten.  A trip to the loo, a piece of toast and a Volterol and I felt more ‘in control’.

The night was noisy – some of those night staff could ‘talk for England’. Not much sleep there

26 July

First thing in the morning (6:30) and the eye nurse removed the eye dressing, ‘de-glued’ the eye and some eye drops. Ouch.  The doctor thought that I might be able to see though the graft – complete cloud – no-one was alarmed though.  Some minor concern that one of the stitches was ‘rotated’

Discharged about 11:30 with Pred Forte anti-inflammatory and some pupil-enlargement drops. Just as we reached home the hospital phoned to say I’d been given the wrong drops and I shouldn’t use the latter.  A quick trip back to the ward to collect some antibiotic drops.

The graft looks like a ‘ring of stars’ mid-way across the iris.  Quite pretty but it’ll spook some people.

26-27 July

Later the same day my un-operated eye seemed cloudy and gluey. The hospital advised to attend a casualty clinic the next morning so a doctor could look at the eye.  A slight infection: antibiotic drops and artificial tears.  However I was given preservative-free versions and hence can be used with the contact lens.  Now that’s good news.

During this visit my vision was re-checked.  Oh joy; through my graft I could see the top letter ‘T’ (with a pinhole).  Now this is real progress.  (Of course the real improvement wont occur until I can persuade Mr Smith to give me a contact lens.) Couldn’t see anything with my other (infected) eye.  

So its 4 types of drops for this next week: some 3 times a day, some 4 and some 6 – yikes.  One drop each time

I’d always assumed a drop was a standard measurement – like a ‘teaspoon’.  Not so, the artificial tears come with a rubber dropper and give a much bigger drop than the others and the single-use vials a very tiny drop. Interesting

Written this far 28 July

Vision seems to vary; constantly - blurry though.  However it now seems some of my poor vision was attributed to the keratoconus – the cloudiness, for instance.  Odd.  

Difficult to move around with such mismatched vision between eyes.  Not sure how I could see to cross a road, for instance

Reading is hard and slow.  Excellent lighting is essential.  Easier if blank out the lens in my reading glasses and use just my left.  Optometrist reassures that this is okay.

31 July

Headaches are terrible. The antinflammatories used after the mugging are not being effective.  GP prescribes a short course of muscle relaxants.  However this is diazepam – Valium.  Yickes.  Does seem to be helping but I’m not willing to take this for long. (“No alcohol” is a bit of a bummer as well)

1 August

Week 1 check-up.  Couldn’t see even top letter clearly – so not as good as week ago.  Reassured that vision will change wildly and is of no concern.  The rotated stitch does seem to be causing concern though.  Could irritate the cornea and increase possibility of rejection.  Got little feedback about progress.  Bandage contact fitted by Suresh.  Can’t feel it at all.  May be improving my comfort but its there to prevent rejection rather than for my benefit.  Obscures the graft stitches, which might be helpful

Seems that the front of the eye is quite flat – ie the grafted bit, but will gradually fill out.  I guess this is a refilling of the aqueous humour, increasing eye pressures.  Measured at 13

Wrote letter of thanks to donor.  Will re-read in a couple of days before I send it.  It seems an important thing to do although others seem to find it odd – I guess it’s about accepting the reality of donation

Written this far 2 August

Find myself using my grafted eye when I’m not wearing a lens.  It seems to be improving pretty much, which is very hopeful.  Of course the vision is pretty awful though, due to the extreme short-sight. However the ‘mixed’ vision between the eyes is very confusing in ordinary life.  I’ll try to derive a way of blanking out the grafted eye for some tasks. 

Headaches are still awful some days, despite the Valium.  I can’t face increasing the Valium dose.  Contacted a good friend who has a permanent whiplash injury but lots of experience with pain management.  Liz made lots of suggestions.  Start with increasing water intake and taking daily walks.

Written this far 9 August

Took the Valium for 2 weeks only.  Am getting better at managing the headaches and neck pain – using advice Liz has given.  Don’t manage to avoid pain episodes though.  

Vision in operated eye varies a lot, even during a single day.  First thing in the morning though I can usually tell that vision is better than in the other eye.  It’ll be really good when I get some correction for that short-sight; this combination is a bit of a bummer.

Written this far 26 August 2002

Sept 2002 – July 2004

Returned to work 11 Sept.  At my request even before I returned my employer provided me a magnifier lamp and a trolley to carry around work materials. I rewired a small portable anglepoise lamp to give it a very long cable. The day I returned I had a visit from RNIB to advise on suitable work-adjustments.  It’d have helped if these could have been organised before my return. Hey ho.  They recommended screen enlargement software (with some sound capabilities) and recommended reduced working hours and payment of taxi fares home on those rare winter nights when I can’t get a lift home.  This was agreed with some finance under the government’s Access to Work scheme

The taxi is a necessity since in the dark it’d be impossible to walk the shortish distance to the bus stop.  But the taxis are pretty hopeless too since they can’t find my office location.  I have ended up spending many an hour waiting for them to turn up.

The software was generally helpful but very hard to get used to. Never did get ‘into’ it. More importantly personal software doesn’t help me see students’ screens.  My employer arranged that every machine in every student lab would have some sort of enlargement facility available.  But it’s still usually quicker and less embarrassing to ask a student “Is that a semi colon?”

There is no way of helping me recognise people so I must end up ignoring friends as I pass them in corridors and certainly there are times when I acknowledge someone ages after it’s culturally expected. I probably do the reverse too and wave to complete strangers.

More significantly, for a lecturer, though is that I can’t see students’ reactions in a lecture hall – not even those who sit at the front.  I can sometimes tell there’s some movement at the back but can’t tell if it is legitimate shuffling or someone being disruptive. This impedes communication quite dramatically.

Meetings are problematic too.  Provided an electric socket is available, I can take my lamp which allows me to decipher most print.  It doesn’t help my confidence though when the first thing I have to do is to scrabble around the floor taping over the trailing cable.  I can work out who is there (by elimination if necessary) but can’t detect expressions.  This has caused embarrassment when I failed to correctly assess the Chair’s reaction.  I was asked to Chair a regular important committee: a real accolade.  How could I possibly do that? How do you describe why you can’t? 

But what about the eye? Well, it hasn’t been plain sailing and it certainly hasn’t been fast.

An early period of discomfort led to a bandage contact lens being used: rather like a large disposable contact lens.  These really ease things.

Eye drops were needed for the next 18 months (until March 04) various combinations of Pred Forte, Predsol and the antibiotic Chloramphenicol.   These were gradually reduced over that period.  A period of inflammation led to a short-term increase in dose.  Artificial tears were prescribed for occasional use when the eye got scratchy. Eye pressures changed quite markedly:  22 in March 2003, 18 in Nov 2003 and 15 in May 2004.

A couple of stitches were removed in clinic in March 2003 when they became uncomfortable.  Half the remainder were removed in the operating theatre in Sept 2003 and the rest in Feb 2004.  

Those operations were harder than I’d expected.  During this, or I assume any eye surgery, an adhesive cloth is placed across the face. This is stuck onto the area around the eye.  The surgeon then asks you to keep your eye open while he uses scissors to cut a slot into the cloth across the eyeball. Yikes.  A clamp is then inserted to keep the eye open: easy by comparison.  I had anaesthetic eye drops for this process – I guess that’s usual.  The whole process was surprisingly, a bit traumatic.

And the vision? Well, there was some attempt to see if correction was possible – to see if my ‘severe’ short-sight could be corrected – while half the stitches were still present in November 2003 (16 months after surgery).  This didn’t prove possible.  After the final stitches were removed, again the eye was assessed (May 2004).  The eye was highly astigmatic (10 diopters) and the tomograph ‘contour’ plots show a classic bow-tie pattern indicating a rugby ball cornea. I couldn’t read even the top line of the eye chart. I still had quite distinct double-vision.  I thought the new cornea should have removed that problem! The advice was that lens correction of this wouldn’t be very successful.

July 2004

Back to the operating theatre on 22 July for some refractive surgery to correct some of that astigmatism.  The hope is to reduce it from 10 to 3 (or 4 or fewer) dioptres so a contact lens can be fitted.  ‘Arcuate keratotomies with compression sutures’.  Curved incisions (3-4mms (0.1 inch) long; 500 microns (0.02 inch) deep) were made around the edge (but just inside) the graft at the two opposite sides where the curvature is steepest.  This will lead to flattening of the steep area by extra corneal material developing within the incision.  To hold them open while the incisions heal, 4 stitches were inserted at points ‘opposite’.  An extra stitch was inserted on one of the incisions: not quite sure why: need to ask: the incision clearly was not quite as intended. “We can remove it if we need to increase the correction”.

Was given a bandage contact lens for comfort and back to eye drops 4 times and 6 times a day.  Eye is quite sore on occasion and very red in places.  Should be back at work in a few days but slept lots since the op. Obviously it is too early to judge really but it still looks like I’ve got double-images in that eye. Bum.

We’ll see what comes next…

What of the future?

Well we’ve decided to sell my car: if driving were ever to become an option we can buy another.  At the moment it’s just a constant reminder of what I can’t do.  Yes, the optimism of the early days has been worn way. I no longer even consider going out alone to evening activities. My world has certainly gotten much smaller.  Accepting the limitations makes it easier.  If vision were ever restored to anything like ‘normality’ then that’d be a huge bonus but I’m no longer ‘expecting’ it.

Oh yes, when my right eye is finally ‘sorted’ I then need to get the left one done too

Written this far 26 July 2004


Take to hospital:

· personal stereo radio + batteries

· sunglasses

· reading glasses

· light-weight pyjamas

· large-print easy crossword puzzles

Wish I could have worn sunglasses in Recovery but probably not possible

Buy for home:

· micropore tape

· cottonwool balls

· prescription pre-payment
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