ously published evidence showing that
the success of regionalization programs
has meant that patient volume is not re-
lated to outcome variation in Canadian
NICUs.*"" We invite readers to visit
our Web site (www.caneonet.org) and
to read our 91 peer-reviewed publica-
tions to date on NICU outcomes and
health-services related issues.

We have many more research find-
ings to share with our health-care col-
leagues in Canada and elsewhere, and
we regret that the CMAY decision will
force us to submit future manuscripts
to leading foreign medical journals in-
stead of CMAY. The editors intended
their comments to provoke debate.
Now that they have made their point,
we question the wisdom of a decision to
ban future publication of high-quality
research, without regard to science or
academics, and in apparent disregard of
the principles of peer review.

Shoo K. Lee

Associate Professor of Pediatrics
University of British Columbia
Vancouver, BC

Koravangattu Sankaran
Professor of Pediatrics
University of Saskatchewan
Saskatoon, Sask.

Li-Yin Chien

Assistant Professor of Nursing
National Yang Ming University
Taiwan

Robin Walker

Professor of Pediatrics
University of Ottawa

Ottawa, Ont.

Mary Seshia

Professor of Pediatrics
University of Manitoba
Winnipeg, Mani.

Arne Ohlsson

Professor of Pediatrics
University of Toronto
Toronto, Ont.

for members of the Canadian
Neonatal Network
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he position taken in the recent

commentary “What’s in a name?
Reporting data from public institu-
tions™ is thoughtful, provocative and,
in an ideal world, one with which we
would have no argument. In an ideal
world, all research tools would already
be fully validated, research-funded in-
stitutions would in any case be required
to report routinely a wide variety of in-
dicators on their performance, and the
bodies to whom they were accountable
(be it regions or provinces) would in
turn be required to report to the public
on the relative performance of their
publicly funded institutions. Under
such circumstances, there would be no
question that a researcher should iden-
tify all organizations involved in his or
her research. But we’re not there yet,
and we need to deal with reality.

At least 3 practical issues deserve to
be highlighted. First is the validity of
measurement tools.

As the commentary acknowledges,
research involves the continuous devel-
opment and refinement of new mea-
surement and evaluation tools; each new
instrument requires time and experience
before it can be validated. Institutions

and practitioners involved in research
using these nonvalidated instruments
during the development and testing
phases, may, understandably, not be
comfortable with committing them-
selves a priori to being identified. The
risk of misleading results should not be
underestimated. One could cite a num-
ber of high-profile examples of the im-
plications for institutions of “too-early”
exposure. Thus, this seems a reasonable
and defensible position for these institu-
tions. Whether institutions would be
prepared to participate in research with-
out remaining anonymous if some ac-
ceptable and explicit validity criteria
could be established is an interesting
question (but one for which neither we,
nor CMAY, currently has answers).

The second issue relates to the grand-
fathering of existing agreements. Re-
search that is already completed, or cur-
rently in progress, may have been
initiated without expectations or under-
standings of the sort articulated in the
CMAY editorial. Hence, even if the issues
raised in the first paragraph were all re-
solved, it seems only fair that these studies
be “grandfathered” if that is the wish of
the participating institutions. Until such
time as the agencies that fund research re-
quire disclosure at the time of project ap-
proval, it is inappropriate for CMAY to
impose this expectation after the fact.

The third concern is the need to
strengthen the requirements placed on
publicly funded institutions. Our view
is that this issue cannot be addressed
narrowly, in isolation from the more
general issues of accountability and
public expectations imposed on institu-
tions and their providers. It makes no
sense for a journal to impose disclosure
conditions at the end of a process that
are inconsistent with terms and condi-
tions “upstream.” If the provincial gov-
ernments and regional health authori-
ties that fund the institutions in
question do not require them to partici-
pate in research with a disclosure agree-
ment, then why should they voluntarily
expose themselves to the danger of
“looking bad” that is inherent in com-
parative institutional studies. CMAY
merely wishing them to be “good citi-
zens” will not make it so.
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Correspondance

These issues identify 3 specific
classes or categories of “actors” — care
providers and institutions; research
funding agencies; and care governance
and funding bodies — that would be re-
quired to revise their current operations
for a CMA7-type editorial policy to
make sense.

We recognize that we are offering
these observations unencumbered by
any evidence on institutions’ actual
views on these matters. We need data
from a survey of institutional and care-
provider attitudes toward revealing
their identities in the context of
prospective research studies that ad-
dress clinical or organizational manage-
ment practices. To what extent would
widespread implementation of the
CMAY editorial position simply choke
off researchers’ access to the only set-
tings in which publicly accountable per-
formance measures can be validated
and the data collected? Perhaps this is
all a “storm in a teacup,” and most in-
stitutions and providers would already
be comfortable participating even with
the understanding that they would be
identified. But we suspect not.

We offer these thoughts as part of the
debate on the important issues that your
commentary raises and in the hope that
some of the practical issues will be ad-
dressed soon. In the interim, neither
CHSRF nor CIHR is planning to intro-
duce a new “non-anonymity” condition
on funding, at least in situations where a
major part of a research project is devel-
opment and validation of new measures,
or the application of existing instruments
in new contexts or for new purposes.

Jonathan Lomas

Executive Director

Canadian Health Services Research
Foundation (CHSRF)

Ottawa, Ont.

Morris Barer

Scientific Director

Institute of Health Services and Policy
Research

Vancouver, BC
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[The editors respond:]

e still don’t understand how pub-

lic health care institutions can be
“transparent and accountable” and at the
same time anonymous. Our editorial view
is that data on publicly funded health care
institutions should be available not only
to researchers and regulators, but also to
the public. We see no inconsistency be-
tween our claims that the public may be
interested to know the track records of
specific institutions and is capable of in-
terpreting such information in a reason-
able way. Rarely is the public interest
served by the suppression of information,
although in our commentary we allow for
exceptions to our policy on disclosure
where “there is a clear and demonstrable
potential for net harm.”

We agree with Shoo Lee and col-
leagues and with Jonathan Lomas and
Morris Barer that studies of the validity
of measures used to compare institu-
tions need not reveal the names of the
institutions (perhaps ever). The aim of
such studies is the measuring stick, not
the measured. Further, as Lomas and
Barer rightly state, journals must re-
spect existing agreements and “grandfa-
ther” such papers. (As we did.)

But what about the future? If
anonymity of our public institutions de-
rives from the patronizing attitudes of
some of our health care facilities and pro-
fessionals, then those attitudes need to
change. Lomas and Barer are right that
we need some data. But we need this data
not just on provider and institutional atti-
tudes, but also on what the public wants.

Lastly, we understand the reluctance
of the directors of 2 key institutions “to
introduce a new ‘non-anonymity’ condi-
tion on funding”: They are near the front
lines and want to encourage, not discour-
age research. But they should also take
the lead and publicly promote more pub-
lic disclosure among our institutions and
funding agencies so that non-anonymity
becomes the rule rather than the excep-
tion. Perhaps their letter is a start.

John Hoey

Anne Marie Todkill
Ken Flegel

CMA7T
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Mercury in seafood

Iam writing to alert physicians to a
common but infrequently considered
source of mercury.

I recently saw a young woman who
was referred to me because of high lev-
els of blood mercury. The patient, who
was 26 years old, had been diagnosed
with multiple sclerosis (by MRI) fol-
lowing a bout of optic neuritis and pe-
ripheral neuropathy, both of which re-
solved spontaneously. Yet because of
her interest in a possible correlation be-
tween mercury levels and dental fill-
ings, she had asked her family physician
to measure her blood mercury level.
The result, 63 nmol/L, was markedly
elevated (normal 0 to 49 nmol/L).
However, several case—control studies
have failed to find a relationship be-
tween dental amalgams and develop-
ment of multiple sclerosis.?

On examination she appeared well
and physical examination was entirely
within normal limits.

Past medical history revealed a child-
hood exposure to mercury brought
home by her father, who was a dentist,
and more recently to a broken mercury-
containing thermostat in her apartment.
(Mercury poisoning has resulted from
exposure to devices that contain mer-
cury such as sphygmomanometers.)

The patient lived with her mother
and both women worked at a local hotel.
"There had been recent renovations to in-
terior of their apartment including re-
placement of drywall. The building was
35 years old. She had no unusual hobbies
that might have exposed her to mercury.
Both she and her mother consumed
health food supplements. Her mother’s
levels of blood mercury were normal.

Further questioning revealed that
both the patient and her boyfriend en-
joyed sushi and other seafood, eating out
at restaurants 4 to 5 times a week. Her
boyfriend, aged 22, had a blood mercury
level that was elevated (59 nmol/L).

It has been widely publicized that
larger fish such as shark, swordfish and
fresh or frozen tuna contain high levels
of mercury. A recent report revealed that
in 10 of 11 patients referred to an occu-
pational health referral clinic in the US



