Well Doctor Jenkins, we will begin asking you about the condition known as

hyponatraemi'a and just what is your understanding or just of the condition and

how it actually occurs.

“Well Trevor, hyponatraemia is a condition where there is an imbalance of salts in the body.

The body has a lot of different salts but sodium is one of the most important ones and

hyponatraemia sumply means not enough sodium in the body Now that can happen either

because there isn’t enough sodlum or if there is too much water then that dilutes the sodlum

or it could be a combination of both of those.

So where do we see it and how does the condition normally arise?

It happens in lots of different COFIdItIOI"IS We would see nt in our new born babies for
example. It's a normal process that they have to cope with sometimes after they are born |f
they have an iliness, and we would also see It in people who have had an operation because

hormone levels change in the body and we can also see it in children who have conditions

like gastro-enteritis where they're vomiting or losing sodium from their gut in that type of

problem.

So in Northern Ireland how many cases would we expect to see over the course

- of a year?

It's something which we would see on a daily basis in paediatric practice, but it has to be

said the most of those are not severe and most children respond very well normally just to

extra oral fluids until the condition settles and they get better.

068b-036-241



‘Well I think first of all I have to say its complicated. There's no simple

SO how is it identified or is there awareness now in the wards in Northern Ireland

or of it and how is it identified that a child is suffering from it?

wWell we know that in any situation where a child is vomiting or has abnormal losses in that

sense it's a possibility so we would do a blood test. A simple bllood test will always tell us

what the sodium level is in the blood and we can then take action, if necessary, to monitor

that, to correct that if it's abnormal.

So there has been some discussion of it in legal journals which we have already

reflected on and whereas some of the deaths that have occurred in Northern

Ireland over the last few years in one hand have been described as idioﬁncraﬁc

or physiological while other say they’re not that at all. What is your view in all

that in that debate?

black and white in this

and that's been reflected within the paediatric community where its still very much an open

subject. Even within the past month articles han been published arguing one way arguing
the other way about this condition, but I do think that its impori:ant to recognize that
different children, indeed different adults, will respond to a particular set of circumstances in
diﬂ’erent ways, and I have seen situations where children have had very Severe

abnormalities of hyponatraemia but who In fact have not suffered any complications as a

result of that and have got better, whereas we know that some children unfortunately seem

to respond in similar c1rcumstances by developmg severe compllcatlons which can even lead

to death.
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So where do you come down the side of the debate are you coming down on the

physiological side?

What I'm saying really is that different children can respond so even if appropriate fluids are

given its still possible for some children to have a, I suppose you could say an abnormal

response - I wouldnt personally use the word idiosyncratic but I know what that term is

being used to describe, that some children will respond and develop complications where

others would not. Now that's not to say that there may be circumstances where if an

‘abnormal regime is prescribed or a problem arises then all children might develop

complications in those circumstances.

Yes that's exactly the point if an appropriate clinical regime Is implemented here
whether its too much fluid or too much of the wrong fluid or whatever the fact is

that a child could be Is going to be more susceptible its nothing to do with this

physiological or idiosyncratic make up.

Well this is something which we are increasingly recognizing and again I would have to say
that it's very much in the past few years that this has come to fhe attention of doctors. We
can look back and see evidence of this in the paSt,but in most of our oWn bersonal
experience we haven't had this. I have practiced paediatrics for over twenty years and have
used the same type of fluid regimes that we have been using until recently without seeing
any child run into problems with this condition, b'ut we NOW recognize it can happen and

we've taken steps to try to avoid it happening wherever possible.

What's your view on solution 18, which has been at the Centre of some of these

. discussions?
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Solution 18 was designed very specifically for children because it provides a certain amount

of salt, it provides their water that they need if theyTe becoming dehydrated, and it also

provides giucose which children also need to avoid having a Iow blood sugar when they're

not able to eat or drink anything else; so Its |deally suited for some children in those

panacea and being used more widely than is perhaps approp,riate( and so the recent

guidance that has been produced has shown us that we need to be more specific about the

circumstances where it is a safe solution and indeed those circumstances where it is not a

safe solution.

So just where to do you think isn’t a safe solution?

Particularly in any situation where the body has lost salt then the amount of salt in solution

18 is not adequate to replace those losses.

And we would have known that for some time since solution 18 was around?

Well solution 18 was never designed for those circumstances. Now if the loss of salt is very

minor, if a child is say'less than 5% dehydrated, then in fact the body can cope as long as its

given enough fiuid with almost any type éf fluid. The important-thing is the amount of fluid is

really more important in that S|tuat|on than the type of fluid - if too much fluid is given then

problems arise.

You have very specific knowledge of this because of some of the cases that have

been around now over the last few years and you yourself got involved in a
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- working group can you just give me some background on that and how you get

involved in that.

Yes, it was recognized that after two children had died in Northern Ireland in conditions with
hyponatraemia that we needed to look at this and the Departmentof Health, Dr Campbell
our Chief Medical Officer, set up the working group which met first |n September 2001 land, -
recognizing the urgency of producing guidelines, we worked very hard over a period of a
number of months a,nd those quidelines were then issued, I think it was March 2002, under
cover of a letter from Dr Campbell sent out to all of the paediatric units and everyone else
who would be involved in caring for children and giving them IV fluids, in order to highlight

the dangers and also to give guidance about how best this can be avoided.
Who where those two children just for the record?

The two children were Lucy Crawford and Raychel Ferguson.

So June 2001 Dr Campbell called together the working group and what exactly

did you do then?

Well I think it was September 2001 that we met The working group first of all met and then
had a correspondence mainly by email so that we could do this as quickly as p055|ble totry
to agree what guidelines could be produced. Now we would distinguish between guidelines

and a protocol, where a protocol is more like a recipe - you give a little bit of this and a little -

bit of that. A guideline cant be as specnt" ic as that and because of the complexlty of th:s

condition |ts not possible to give a very clear and absolute recipe for every clrcumstance that

could arise in clinical practice, so the guideline that we produced hlghllghts the dangers of

068b-036-245



this condition andgives i’hstructions if you like to those caring for children of the type of

things that they would have to look for. For example monitoring the sodium level, checking

the welght of the chlld finding out how much the child is losing if they’re vomiting or having

drarrhoea, and then prescribing an appropriate fluid to deal with that situation.

Setting out on that course did you examination the details of the cases you were

particularly looking at?

That wasn't speciﬁcally part of the‘ working group’s remit. I mean as you've said I have some

' knowledge of those cases from havmg looked at the individual circumstances but what we

did do was we looked back at the literature within the medical journals and we dlscovered

there were references to this condltlon although not as many as We might have expected

and, indeed, very few in the malnstream paedlatnc literature. It’s only been more recently

that in fact others seem to have wakened up to this danger as well and |t is a very topical

issue even at the moment.

Well what is your information and how we came to be aware of the two cases

- who put up the ﬂag?

Well 1 suppose from my point of view I became aware of them because the Trusts

concerned asked me to Iook at the details and in relation to the Coroner’s Inquests asked me

if I was prepared to give evrdence as to my understandlng of how these circumstances arose

in those two cases.

But in was there because the Royal dealt with the two cases was it the Royal you

think that brought it to the attent:on of the medlcal community here that they
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were seeing children coming through that seemed to be suffering from or had

suffered from hyponatraemia?

Well certainly informal contact was made and that was in June 2001 where a colleague

workmg in the Intensive Care Unit in the Children’s Hospital in Belfast made contact with a
number of paediatricians, saying that they had seen a second child who again unfortunately _

died of this condition, and that they felt that the current fluid regimes while they had been in
place for many years (and were indeed used throughout thﬁe UK) really _needed to be looked

at again, and that was where the process started, before the formality of the working group.

So who was that in the Royal did that?

Well the contact that I'm aware of was from Dr Bob Taylor.

So Dr Taylor having Spotted these coming through in the Intensive Care Unit
alerted the medical community here that there had been two cases Lucy

Crawford and Rachel Ferguson within fourteen months of each other.

That's my understanding; it's certainly how I became aware of it and how the process

started to try to bring something good out of these two tragedies, if we can do a little in that

respect.

An awful lot experts then got involved and you sat on the working group a lot of
paediatrics there and people obviously a great amount of importance was '

attached to it at that stage by the 'Chief Medical Officer.
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then I mean did you

Yes, the fact that we met so quickly and that we WOrked so hard I suppose in producing

some-_thing', and, indeed, my experience of working groups is that they usually take at least a

year to produce anything whereas I think it was probably around six months that we had

something out on the website and widely circulated.
And what was the remit given by the Chief Medical Officer at that stage?

I don’t have a memory of exactly what the remit was, but 1 know that in my understanding it

was to produce guidelines to try to prevent the condition of hyponatraemla occurring where

it was posSibIe to do so.

I mean that just glves us an idea of the significance that was attached and the

importance of getting you guys in and looking at this that it was important

actually to do deal with it and important to get sonie guidelines out as quickly as

possnble was that because of the concerning case of other childmn_l out there

maybe the condition was being misdiagnosed or is that a possibility?

There certainly have been other cases - as I've said some children don't respond with severe

complications, and we would all have seen children who developed hyponatraemia but who

got better without problems arising. I think the Chief Medical Officer recognized the

significance of this condition, that the circumstances differed between the two cases, but
that that was still no reason for us not to look at the underlying principles and to try to do

something to protect children and to increase the safety.

When you look at the Lucy Crawford and Rachel Ferguson’s cases as you did back

see a problem there with how their bodies reacted
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individually to the solution 18 or was it the cése in both cases that both had been

given to much fluid and too much -of the wrong fluid and that's what ultimately

caused the end of the line?

Well it's alwéys possible when you look back at things to, 1 suppose, see how things could

have been done differently, and from my analysis of the situation relating to Lucy Crawford I

agree with what the Coroner’s verdict was - that a mistake was made, the wrong fluid was

given in the wrong volume, and that I think is, from my point of view, the importance Is not

just to find where perhaps blame can be attributed, but to try to find how the system failed,

and to try to put in place some changes that will enable the system not to fail for a child in

the future. With regard to Raychel’s death she had vomiting, there’s no doubt severe

vomiting, following her operation; but Iin fact many children have vomiting of that severity

=nd don’t come to the same problems that she came 1o, and as far as I could determine the

fluid management that had been used in her care was the standard one that many other

units were using. Now in retrospect we can See that there is a better way to manage that

n, and our guidelines will help people to deal with it ina better way in the future.

situatio

Crawford’s death if the wrong amount of fluid was given to her nothing that you

could have done would prevent that is that the case if mistakes are made as they

are going to happen in hospitals.

Well I suppose I look at it from a slightly different angle and that is that mistakes will always
be made. No one is perfect and other industries like the airline industry have reCognized this

and so what they have done is put in place systems that find mistakes before they cause
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damage. We don't have those systems in medicine at the moment and a system which

required a prescription to be written down, communicated prc)perly and checked would have

prevented Lucy’s death.

Other thing though if you look at how that when you look at how that wdrk_ing _

group got together it is only due to the informal nature of the way' that Bob

Taylor brought it to the attention of the medical community unit that it was

raised at all, is that a problem as well in terms of communication of what people

are seeing th'i'oughout the medical community here in Northern Ireland?

Well there certainly has been a problem in that we have not had a system whereby issues

that arise in one particular area, in one Trust or in one group of patients, are necessarily

recognized by others, and this is somethlng which Northern Ireland would be too small to

deal with alone, so an organization has been developed across the UK called the National

Patients Safety Agency. It's really only relatively recently and is only now getting off the

ground, but I very much hope that Northern Ireland will be part of that because that is how

we could pick these things up, by looking at the whole of the UK - finding out a case here

and perhaps a case in Scotland, wherever - recognizing them more quickly and being able to

take effective action.

The problem Wlth that is that its on the National Patients Safety Organlsatlon IS

only in England and Wales its not in Scotland and Northern Ireland.

At the moment, but my understanding Is that our Department in Northern Ireland are

looking very actively at us joining with them - however that’s going to work out I'm not
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common factors in

aware, but certalnly it would be my desire, I believe It very |mportant that we are part of

that work in whatever way that can be arranged as soon as possnble

What do you think are the great lessons out oflall of this and there has been great

focus and the death of Lucy Crawford and Rachel Ferguson what going back to

" the sort of work that you were doing in September 2001 what do you think are

the great lessons that need to be learnt from the deaths of those two children

and what your workmg group is lookmg at?

Well communication is at the heart of so many problems, where a doctor makes a

judgement as to regards tne treatment for a child and passes that information on, but

perhaps doesnt write It down, or someone mishears what they say; and I think that

communication and the record keeping which gives a written record of what a doctor

prescribes or the treatment that a doctor wants a child to have, that to me is at the core of

this, that is the thing that can best protect our children.

And do you think that society out there the public interest in general on these

sorts of issues do you think that they should be satisfied and have faith in the

authorities here that not only can they identify exactly what is going wrong but

that they properly investigate 1t in that it does come to the attentlon_ of the right

authorities and somethmg is done about it?

well T think that’s what we need to make sure. It may be that in looking back we could see

ways in which this could have been recognlzed more quickly, although I have to say that the

two cases out of the thousands of children who are treated in this way and while there were

the two cases i.e. the hyponatraemia there were also different situations -
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one child had an operation, one didn’t one was older, one was younger; so there were

differences as well. The important thmg is for us to develop a system whlch actually enables

us to see the similarities in cases that arise and then to take It forward from there.

Well I'm not sure that he took it to the Chief Medical Officer - I mean I'm not fuIIy aware of

the circumstances that led to her bemg formally lnformed of this, but by whatever method

certainly it came to the attention of the paedlatnc communlty and was taken forward from

there.
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