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Zeta Phi Beta Sorority National Educational Foundation,
in cooperation with Xavier University of New Orleans, and the
New Orleans District Office of the United States Equal
Employment Opportunity Commission, held the Information and
Dialogue Conference on the Human Genome Project for
the Minority Communities in the State of Louisiana on
April 16-17, 1999. The Conference was held on the campus of
Xavier University in New Orleans. Community leaders,
government officials, minority professional and social
organizations leaders, religious leaders, persons from the
educational and academic community, and students were
invited.

Conference objectives included bringing HGP information
and a focus in the minority community on the project, in
clear and understandable terms, to spread the work in the
minority community about the project; to explore the likely
positive implications with respect to health care and related
matters; to explore possible negative results and strategies
to meet them; to discuss the social, legal, and ethical
implications; and to facilitate minority input into the HGP
as it develops.

The conference was planned with the assistance of an
advisory group composed of representatives from the minority
community and the cooperating organizations. In planning the
conference, the Foundation also had input from the Louisiana
Governor’s Office on Indian Affairs, the Center for
Environmental Programs, Xavier University, and the Deep South
Center for Environmental Justice, Xavier University. Xavier
University also contributed the.refreshments and hosted the
luncheon for conference participants.
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This repo~ was prepared as an account of work sponsored
by an agency of the United States Government. Neither
the United States Government nor any agency thereof, nor
any of their employees, make any warranty, express or
implied, or assumes any legal liability or responsibility for
the accuracy, completeness, or usefulness of any
information, apparatus, product, or process disclosed, or
represents that its use would not infringe privately owned
rights. Reference herein to any specific commercial
product, process, or service by trade name, trademark,
manufacturer, or otherwise does not necessarily constitute
or imply its endorsement, recommendation, or favoring by
the United States Government or any agency thereof. The
views and opinions of authors expressed herein do not
necessarily state or reflect those of the United States
Government or any agency thereof.
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In addition to bringing the informationon the Human
Genome Project to the Community, and providing an opportunity
for discussion of the project’s impact on the minority
communities and the minority communities concerns, the
Foundation also wanted to raise minority students awareness
of the project, the career opportunities available in the
biotechnology industry, and the educational and internship
opportunities. To that end, students in the science/biology
departments of Xavier University, Southern University,
Dilliard University, Grambling University, as well as
the University of New Orleans, Tulane, and Louisiana State
University were invited.

Attached are copies of the conference program booklet
which provides information on the conference program, the
conference presenters, the advisory committee, and abstracts
of some of the presentations and other relevant information.

Also attached is a copy of the press release that was
used to publicize the conference. The press coverage of the
conference was outstanding. The major New Orleans newspaper,
the Times-Picayune, carried articles on Friday, April 16,
1999, and on Sunday, April 18, 1999 regarding the conference.
Also attached are copies of the conference brochure.

Between the two days of the conference, there were 107
persons in attendance. They represented a cross-section of
the communities. Because of lack of knowledge about the HGP
and this entire area, interest in conferences of this type
must be actively generated, requiring more than the usual
advertising or notice. We believe from this experience, that
personal meetings with groups prior to advertising the
conference, to provide more of a background about the
project; would create more interest in the minority community
for attendance. One of the recommendations from conference
participants was that more contact with lay persons, using
churches and schools in the minority communities should be
tried to stimulate interest.

Attached is a summary of the evaluation forms that were
collected at the conference, and of some of the comments.

Participants Concerns, Issues, Recommendations

Some of the concerns, issues, and recommendations from the
participants include the following:

1. That few if any minorities are major players in’any part
of the HGP or in genetic research; and that leaders in the
field are used to talking to each other, and not to those
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outside the field for input on policy and related matters.

2. That a concerted effort to educate the educators on the
HGP so that they can bring information to students through
Gnome workshops, science fairs, and career days.

3. Concern about lack of health insurance among minority
groups (34.5% Hispanics, 21.5 % Blacks, 12% non-Hispanic
Whites, and overall 16.1%, are without health insurance)
and whether genetic testing information, if available to
health insurers will make acquiring such insurance more
difficult; concern about the cost of genetic testing, and
the availability of genetic counseling to the minority
community In addition, non-medical use of such information
and disclosure issues were of concern.

4. Need to develop a Research Subject Bill of Rights; set a
framework to make reseach fair and candid for the human
subject used in any of the research; provide choices, provide
consultation about risks, commercial value of any products
developed; treat human research subjects as partners

5. Recourse available to those who are the victims of
erroneous interpretation of their genetic tests.

6. Urged the development of a national policy on the
ownership of genetic information and on its use.

7. There is a need to continue to talk about the project
in the minority communities; to bring the information to the
community in various venues where the average minority will
attend; to emphasize that the issue is immediate and if there
is to be minority input, it has to be now; to recognize that
the title Human Genome Project is intimidating to many non-
scientists, so using language that is less intimidating may
be helpful in attracting minority attention.

8. Participants committed to share the information obtained
at the conference with members of their individual
communities.

As a result of the conference, several internship
possibilities have been developed for minority undergraduates
attending the conference.


