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However. it is not just that a genome screen could be
accomplished with nearly a thousand multiplex
families. There is also a strong belief that for the autism
genes to be identified. there will need to be adequate
analysis of autism ·subtypes.· Subtypes are when
research subjects have not only a diagnosis of autism
but at least one feature which may make them different
from the remaining population of individuals with
autism as a whole. Examples of this could include the
extent of language impairment. dysmorphic facial
features. or a host of other criteria. The Callaway
Collaboration is trying to analyze their combined
genetics data by categorizing their patients by clinical

findings and agreed
upon subtypes.

As a parent of a child with autism and a committed
research advocate. I can testify that the Callaway
Collaboration represents the best in the autism
research world. Scientists. as a rule. choose a research
profession because they love the science. It is not an
easy life. The financial remuneration is not great. In
fact. scientists can often make far much more money
in private industry (and many do choose that route).
For those who are dedicated to an academic research
career. there is a constant need to secure funding by
submitting competitively reviewed grants to granting
agencies such as the NIH and NAAR. Even scientists
ofgreat merit and noted success spend months writing
grants that do not secure funding. A scientist's
likelihood of receiving funding and. generally. his or
her professional reputation and standing is largely
based on his or her research publications. In other
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Informal meetings were held among various
researchers. From these early efforts. Dr. Susan Folstein
of Tufts University assumed the rather onerous task
of formalizing the developing network. Several groups
began to talk regularly on conference calls but it soon
became clear that a significant time period was needed
for face-to-face discussions. There being no available
governmental
funding for such an
effort. NAAR and the
NLM Foundation
agreed to underwrite
the meetings.

The sharing of
preliminary.
unpublished data is
another advantage

The aim of the retreats gained by this large
was to explore the collaboration. When
possibility of a large new findings emerge.
collaboration among other research groups
the i n d i v i d u a I within the collabora-
collaborations and to tion can attempt to
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nical issues involved done very rapidly
with respect to combining genetics data. To participate with such a large voluntary collaboration.
in the retreat. the only requirement was that all
attendees be willing to present their unpublished data
and agree to maintain the confidentiality ofthe shared
information. By the end of the first meeting it was
decided that the collaboration would be formalized
and a grant to the NIH would be submitted to support
the collaborative efforts.
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investigators (and parents) hoped. Each of these
genome scans involved about 100 sibling pairs with
autism. This led the geneticists to the realization that
collaboration would be advantageous if not essential
to this effort.

The participating research groups in the Callaway
Collaboration are among the most experienced in the
world in exploring the genetics of autism. One
important strength of these researchers is that their
800 sib-pairs and other non-sibpair multiplex famllles
(l.e. cousin pairs; parent-child) have been diagnosed
using the highest research standards and have been
fully ·worked up· by experienced clinical teams. Their
combined data would enable the largest sib-pair
analysis ever accomplishe~.
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