s  LETTERS

Living with cerebral palsy
and tube feeding

To the Editor:

* Smith et al! state that their survival
‘results are similar to those of Strauss
et al? but different from those of
Eyman et al.% A closer look at the find-
Jings of studies concerned with tube
ffeeding and mobility reveals similar re-
lts rather than differences in median
ears of survival. Strauss et al¥ found a
edian survival of 5.7 years for tube-
d children who had no mobility and
median survival of 9 years for chil-
ren who were tube fed but had some
obility. Their later study indicates a
edian survival of 7 more years for
children with cerebral palsy who were
tube fed and had no mobility and a me-
dian survival of 12+ years for children
with head lift.? Eyman et ald reported
amedian survival of 4.8 years for chil-
dren with no mobility who required
tube feeding and 11 more years for
tube-fed children who had limited mo-
bility (partial rolling). All studies are
in agreement that once tube-fed chil-
dren can sit independently and move
about, the prognosis improves dramat-
ically. Differences in median estimates
among these studies are trivial in our
view. We believe that mobility or vol-
untary movement is critical in the
presence of tube feeding.
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Professor of Education Emerctus
Univeraity of California, Riverside
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Professor; Pediatrics, Neurology,
Paychiatry Emeritus

Sherman Qaks, CA 91403-9913
9/55/107629

doi:10.1067/mpd. 2001107629

REFERENCES
’1. Smith SW, Camfield C, Camfield P.

Living with cerebral palsy and tube

THE JOURNAL OF PEDIATRICS

feeding: a population-based follow-up
study. J Pediatr 1999;135:307-10.

2. Strauss DJ, Shavelle RM, Anderson
TW. Life expectancy of children with
cerebral palsy. Pediatr Neurol 1998;
18:143-9.

3. Eyman RK, Grossman HJ, Chaney
RH, Call TL. Life expectancy of pro-
foundly disabled people with severe
mental retardation, Am J Disabled
Child 1993;147.329-36.

4. Strauss DJ, Ashwal S, Shavelle RM,
Eyman RK. Prognosis for survival and
improvement in function in children
with severe developmental disabilities.

J Pediatr 1997;131:712-7.

Reply
1o the Editor:

Drs Eyman and Grossman have con-
tributed tremendously to our knowl-
edge of survival of children with severe
handicaps. They suggest that our sur-
vival data are really not any different
from results of their studies, and they
may be correct, given our much small-
er sample size. Part of the difference
may be related to varying proportions
of subjects with impaired mobility—a
major predictor of mortality in this set-
ting. Our sample is too small for a sub-
analysis. On the other hand, our study
is truly population-based and theirs 1s
based on subjects who received ser-
vices from the California Department
of Developmental Services —possibly
those subjects as a group were more
handicapped than ours.

Thé truth my be somewhere in the
middle! Clearly, there is a substantial
mortality rate for this group of chil-
dren, but our families strongly indicat-
ed that the risk of eventual death
should not influence the decision to in-
sert a feeding tube to improve every-
one's quality of life.

Stephanie Smith, BSc
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Regarding autism
To the Editor:

1 would like to compliment Drs
Accardo and Bostwick on their excel-
lent editorial regarding autism.! How-
ever, I must take issue with their un-ref-
erenced statement: “... it is becoming
an accepted general rule among par-
ents and professionals other than pedi-
atricians that diagnosis by age 2 years
is needed to ensure optimal outcome.”
Two recent reviews of autism®? report
an onset of symptoms at ages ranging
from 18 to 30 menths. I interpret this
to mean that some children with
autism may appear to be developing in
a normal fashion at 2 years of age.
Thus the above statement of Drs Ac-
cardo and Bostwick has the potential,
in a legal arena, to impute delayed di-
agnosis with subsequent poor devel-
opmental result when, in fact, the
characteristics of autism may not have
been present at age 2.

Donald N. Mangravite, D
Oakland CA 94611
9/35/108206
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Reply
106 the Editor:

“Firat...all the Lawyers”
Shakespeare, Henry VI Part 2, 4.2.86
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