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Joanna's Sstory.




What do we mean: by quality: of life?

" \\We need to examine our beliefs.
= \\What was the parents’ beliefs?



What our nursing students thoughnt.

Our 2006 undergraduate nursing students

thought that Joanna’s guality of life would
e poor because-

= other children would net accept her,

= of lack of dignity due te continence
problems,

= of the financial, emotienal, and physical
pUrden on the parents,



The email from New: York 2006

m Cases such as Joanna’s are still causing
ethical dilemmas in 2006.



The Issues

Nursing care considered inferior to medical
care,

Should Joanna have been actively treated, for
example withimedical intervention rght from the
Very beginning?

\Was the management compassionate or could it
nave been regarded as attempted infanticide?

Who takes respensibility for the results ofi the
decisiens?



How fial have We come. SInce
19807

Care of sick newborns and their families
have greatly improved since 1980,
however the Issues of Ineguality and
Invisibility ofi the nurse still remains
(Buresh, B. &Gorden,S. 2000).

What | wishi | had dene at the time?
Would I act differently teday?



How! can we be an advocate: for
these children and their families?
= Nobody Is infallible; and for that reason

many peints of view: are needed (Mary.
Midgley in Jehnstone, 2004




