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, about thos~ facets of the case. They 
have the tough job of trying to work out 
what they can manage, not necessarily 
as the overriding consideration but 
because their knowing their limitations 
materially affects the extent to which 
Mark's best interests can in fact be 
realised. 

Mark's parents need to be seen as 
members of the decision-making team, 
not as outsiders negotiating with it.· 
Their expertise embraces the home . 
environment in all its complexity, arid 
they will need to listen to and be guided 
by the technical and other expertises 
represented in a multi-disciplinary 
team.. Nanfy King has recently 
commended mo~e "transparency" in 
interactions between doctors and 
patients. The jntent is t6 make the 
reasoning behind diagnosis, prognosis 
and management . plan transparent. 
Uncertainties, false leads and dead ends 
are declared alongside grounds for 
op,timism. 

But King envisages transparency as a, 
one way process. The grain of truth in 
the division of labour perspective 
commends transparency as a two-way, 
or more likely in reality a nmlti-way, 
process rather than a stakeout of patches 
to be defended against would-be 
intruders. 

Whatever its shortcomings, the 
Hippocratic Oath envisages a doctor 
dedicated to patient wellbeing, a doctor 
who recognises the boundaries of his 
(sic) ~ompetence and operates within 
them, though hopefully constantly 
expanding them. Perhaps the hardest 
l~sson to learn is to judge when "physic 
is of no avail". In those situations, and 
Mark's may be a modem counterpart, 
the bounds of what is possible may no 
longer match the bounds of what is 

- desirable. 

Plotting the human significance of that 
divergence is an unenviable task. Butif 
those involved know their own, and 
others', limitations, they are arguably, 
if perhaps paradoxically, better placed 
to harness their in¢ividual strengths in 
a genuinely collective sharing of 
resources which contributes to the best 
decision on the day. 

COMMENTARY 
M~ Phillipa Wilson 
Graen Island, Dunedin 

I relate to ~ lot of the issues of Marks 
case. , 

Mark's defect is about the same size as 
mine, however my own is on my 
waistline, not as high as Mark's. My 
lesion was not closed; I would have 
preferred it to be because it is very 
sensitive, sometimes gets knocked and 
is then very painful. However when I 
was born there was not the information 
that is available today. 

I was expected to live only five days. 
Thirty-five years later I'm still here. I 
am·told I was a very sickly child until I 
was about seven. Mainly I suffered 
from kidney and bladder infections. 
Now I know how to look after myself 
and the signs of these problems. My 
head was not enlarged. 

Now I live a very full and active life 
from my wheelchair. I drive my own 
car, keep house myself and do my own 
garden. I have a very active seven year 
old son. I had him by caesarian section. 
He had to be delivered at 29 weeks 
gestation because my blood pressure 
was extremely high and I had kidney 
problems,buttheseproblemscanoccur 
with any pregnancy. I support· my 
husband and son in their many 
activities. I do community work for 
DunedinC.C.S. and attend Polytechnic. 

The parents should make the final 
. decisions that will have to be made 
about Mark's future. I believe the 
parents should be given all the 
necessary information and advised 
fully on the procedures, implications 
and benefits of all treatments. They 
should be kept up to date with 
appropriate information, and referred 
to other people if necessary. Hearing 
about other cases can be very helpful 
and encouraging. 

I believe Mark should be given the 
fullest medical attention he may need 

· to be able to live a full and active-life. If 
Mark's lesion was to be closed and an 
infection did enter the spine then 
antibiotics should be given. If it is 
necessary for a shunt to be put in place, 
then so be it. 
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The concerns regarding Mark's 
intellectual ability are only an opinion 
andlknowpeoplewho cannot maintain 
personal human contact who do not 
have spinabifida. There are agencies 
available that could help if it was 
necessary. 

I believe if Mark's parents take each 
day as it comes and know where to get 
the appropriate support services there 
is no reason why Mark couldn't live.a 
full life. ' 

Life is not easy but with the appropriate 
support and help it can be done. 

COMMENTARY 
Dr J3rian Darlow 
Senior Lecturer in Paediatrics Christchurch 
School, of Medicine · 

In ~01:sidering this case the first 
pnonty must be to establish an 

accurate diagnosis so that as accurate a 
prognosis as possible can be made. We 
are given only brief information; the 
defect is "high", but how high exactly; 

· "his sensation seemed to be relatively 
spared", fmtwhatis the sensation level; 
"his brain showed other abnormalities", 
but what are these and are they the 
cranial changes seen in most infants 
with myelomeningococele? Are leg 
deformities present and are there other 
important abnormalities including 
chromosomal anomalies? Diagnostic 
aids such as cranial CT scanning may 
be required. All members of the team 
to be involved in caring for Mark, in 
our hospital usually a neonatologist, 
developmental paediatrician and 
neurosurgeon, will contribute to this 
diagnosis and once established the 
information should be recorded in the 
note. 

The second priority is to share this 
information with the parents. To do 
this effective~y they must have. time 
and space for their own grieving 
process. Ideally the information should 
be given by the paediatrician who.will 
care for the child long-term and to i;oth 
parents together with their child 
present. 
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