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(1)

ASSESSING SEPTEMBER 11TH HEALTH
EFFECTS

WEDNESDAY, SEPTEMBER 8, 2004

HOUSE OF REPRESENTATIVES,
SUBCOMMITTEE ON NATIONAL SECURITY, EMERGING

THREATS AND INTERNATIONAL RELATIONS,
COMMITTEE ON GOVERNMENT REFORM,

Washington, DC.
The subcommittee met, pursuant to notice, at 12 p.m., in room

2247, Rayburn House Office Building, Hon. Christopher Shays
(chairman of the subcommittee) presiding.

Present: Representatives Shays, Tierney, Kucinich, Duncan,
Maloney, Turner, and Ruppersberger.

Also present: Representative Nadler.
Staff present: Lawrence Halloran, staff director and counsel; J.

Vincent Chase, chief investigator; R. Nicholas Palarino, Ph.D., sen-
ior policy analyst; Kristen McElroy, professional staff member; Rob-
ert Briggs, clerk; Andrew Su, minority professional staff member;
and Jean Gosa, minority assistant clerk.

Mr. SHAYS. A quorum being present, the Subcommittee on Na-
tional Security, Emerging Threats and International Relations
hearing entitled, ‘‘Assessing September 11th Health Effects,’’ is
called to order.

Three years after the cataclysmic attacks on the World Trade
Center, shock waves still emanate from Ground Zero. Diverse and
delayed health problems continue to emerge in those exposed to the
contaminants and psychological stressors unleashed on September
11. An effective response to that attack and future terrorist as-
saults requires a coordinated, sustained program to monitor, diag-
nose, research and treat those wounded.

Last October, this subcommittee convened in New York City, to
discuss the rigor and reach of Federal, State and local efforts to as-
sess the public health impacts of September 11. We heard hopeful
descriptions of outreach networks and monitoring protocols, we
heard criticisms of slow funding and arbitrary deadlines and we
heard concerns about a patchwork of short term solutions to an ad-
mittedly long term set of needs Today, we revisit those issues ask-
ing what more has been learned about the health effects of Septem-
ber 11 and what yet needs to be done to understand and repair the
physical and mental toil of catastrophic terrorism.

It is a complex challenge. As we will hear in testimony from the
Department of Health and Human Services and the Government
Accountability Office, Federal leadership and resources continue to
play a critical role in helping public health and disability com-
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pensation systems adapt to the demands of an urban battlefield.
Make no mistake, the firefighters, the police, the emergency medi-
cal personnel, the transit workers, the construction crews and other
first responders did not go to work on September 11, they went to
war.

In the days and weeks that followed, those who labored and lived
near Ground Zero, fought to survive against the subtle, prolonged
assault on their bodies and minds. Many are still fighting. For
them, and for future casualties in this all too modern war, the na-
tional public health response has to be vigilant and implacable as
the enemy we face.

Our second panel of witnesses brings firsthand knowledge of the
medical shadow still cat by the falling towers of the World Trade
Center. We appreciate their time and insights. We look forward to
the testimony of all our witnesses.

At this time, the Chair would recognize the gentleman from
Ohio, Mr. Kucinich.

[The prepared statement of Hon. Christopher Shays follows:]
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Mr. KUCINICH. Good afternoon and good afternoon to the mem-
bers of the subcommittee.

I want to thank the witnesses here today. I know this is an emo-
tional topic for many of them.

It has been 3 years since the horrific loss our Nation suffered on
September 11. Yet, while our Nation still grieves and mourns the
families, friends and heroes we lost in that tragedy, hundreds of
thousands, possibly even millions of New Yorkers carry an even
more salient reminder, the lingering physical and mental wounds
which persist to this day, but we cannot cure those wounds when
we still know little about what caused them.

We know intuitively that rescuers, residents, workers and people
in the vicinity of the World Trade Center breathed in dust, smoke,
asbestos and toxic substances that day and for many days after the
attack. We know that the psychological impact of that day would
haunt those closest to the scene and mental health care would be
needed.

Yet, the questions we ask in Congress today are simple but in
some cases they are still not answerable 3 years later. Who became
ill or may still be ill and doesn’t know it, what harmful substances
were inhaled and what toxic amounts, are these people receiving
treatment, are we working together at all levels, Federal, State and
local to provide the care and followup needed?

The picture that is slowly developing, and that has been con-
firmed by the work of GAO to be presented today, is of woefully
inadequate funding and neglect in the medical care of those af-
fected. According to GAO, thousands of New York rescue and recov-
ery workers have not yet been screened. Many of them have not
received the workers compensation they are due and many of them
do not have any medical insurance at all.

GAO also notes that hundreds of New York firefighters have
been forced to give up their livelihood, been placed on medical
leave and had to end their careers due to lingering respiratory ill-
nesses. There is even a new condition affecting hundreds of these
firefighters coined the ‘‘World Trade Center Cough’’ which is char-
acterized by an acute, persistent cough with severe respiratory
problems. Much more needs to be found out and be done.

First of all, we need to know how widespread the problem is.
There is no longer any monitoring of New York State employees as
the program has been discontinued. The World Trade Center
Health Registry Program to screen civilians closed its enrollment
as of September 1, though only 55,000 out of an estimated 400,000
affected civilians were screened. Rescue and recovery workers have
been slow to register and be screened due to lack of treatment op-
tions, boundary disputes, interagency disputes and other delays.

We need to act and act in unison for the long term. There is no
plan to fund long term medical research into September 11 ill-
nesses. We do not know what if any debilitating conditions may re-
quire years to appear such as cancer will end up being prevalent.
Where the monitoring programs were designed to last 25 years,
they are currently only funded for 5. Private and charitable dona-
tions are drying up and the current administration has been slow
to act.

VerDate 11-MAY-2000 12:10 Mar 28, 2005 Jkt 000000 PO 00000 Frm 00009 Fmt 6633 Sfmt 6633 D:\DOCS\98999.TXT HGOVREF1 PsN: HGOVREF1



6

For example, Congress allocated $90 million for the September
11 health screenings last year but this money was only awarded to
New York City medical institutions this spring. Of the $175 million
appropriated by Congress for the New York State Workers Com-
pensation Board, millions have been spent on processing claims
and preparing for future terrorist attacks but almost none has gone
to actual reimbursement to the Uninsured Employer Fund, estab-
lished for worker and volunteer benefits. Moreover, not a single
penny has gone directly for treatment of these injuries. If we can
raise and dispense over $500 million in financial assistance to
100,000 for the September 11 Victim Compensation Fund, then we
can do the same for those still suffering physically and mentally
today.

No amount of money can alleviate the loss and pain many shared
that day but we all need to give a better effort.

I want to thank both Chairman Shays and Mrs. Maloney for
their persistent oversight efforts to keep the management of and
funding of these programs in the spotlight. This cannot and must
not be a partisan issue, it should not be a matter of misinformation
or red tape. It would be unconscionable to abandon our responsibil-
ity to care for each and every one of those victims today and into
the future.

Thank you, Mr. Chairman.
[The prepared statement of Hon. Dennis J. Kucinich follows:]
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Mr. SHAYS. I thank the gentleman.
At this time, the Chair would recognize John Duncan from Ten-

nessee.
Mr. DUNCAN. I have no statement, Mr. Chairman.
Thank you.
Mr. SHAYS. I thank the gentleman.
At this time, the Chair would recognize John Tierney from Mas-

sachusetts.
Mr. TIERNEY. Thank you.
I am going to waive my remarks so that we can get to the wit-

nesses, but I believe Mrs. Maloney probably has some comments to
make.

Mr. SHAYS. Before recognizing Mrs. Maloney, let me thank her
for her persistent in encouraging us to look at this issue. We had
a hearing in New York City which was very enlightening. I am
sure this hearing will be as well. She has been in the forefront of
this issue and we do thank her.

Mrs. Maloney, you have the floor.
Mrs. MALONEY. I really want to thank Chairman Shays for hold-

ing the second hearing on the health effects of September 11. Back
in October, at the end of the first hearing, Congressman Shays
promised to continue working on this topic and once again, you
have shown that you are a man of your word. We have tabulated
how many hearings have taken place and only five have taken
place on the after effects of September 11 health effects and two
were held by Congressman Shays. So my constituents join me in
thanking you for your leadership on this issue.

It is a great pleasure for me to welcome many New Yorkers here
today and many have been working extremely hard on problems
since September 11. I am particularly interested in what the Gov-
ernment Accountability Office has found as a result of their re-
search into the health effects of September 11 as well as the Fed-
eral assistance for September 11 workers compensation costs.

After reading the prepared testimony of our witnesses, there are
still some basic questions that have not been answered. Three
years after September 11, it seems that we don’t even know how
many people are injured or how many people still need medical
care, or who in the Federal Government is even responsible for
looking into it or taking account of it. I am interested very much
in what GAO has to say about this.

I am also interested in hearing about what is known with regard
to the high levels of injury and illnesses emerging as a result of
the attacks. For example, the most comprehensive program to date
is one that the New York delegation, led by Senator Clinton, had
to fight extremely hard to fund, the national program offering ac-
tual medical screening exams coordinated by the Mount Sinai Cen-
ter for Occupational and Environmental Medicine.

Preliminary analysis of the World Trade Center responders, both
workers and volunteers in that program, 12,000 of them have
shown, well over 50 percent required physical or mental health
treatment and/or aid immediately. Even months after the Septem-
ber 11 disaster sometimes the illnesses did not come up. I just met
a firefighter 2 weeks ago who showed no illness until he went to
another fire and immediately lost his voice and had tremendous
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problems breathing and can no longer serve as a firefighter. This
did not show or come to action until 3 years later and the doctors
think it is directly related to September 11.

I am also very interested in hearing from Dr. Levin, regarding
the current state of the program. The Johns Hopkins December
2001 study which is reported in the GAO report found that among
non-firefighters, among those who reported no previous history of
lower respiratory symptoms, 34 percent reported developing a
cough and 19 percent reported developing wheezing. I am also very
interested in hearing about the NIOSH survey of Federal employ-
ees working near the World Trade Center that found that 56 per-
cent of respondents reported having a cough.

What is astonishing to me is that of the 10,000 Federal workers
who responded to the World Trade Center, GAO found that only
412 exams have been completed. When we have seen that up to 90
percent of firefighters have reported health problems immediately
after September 11, why have less than 5 percent of the Federal
employees who responded been examined for illness?

The one program we have that even attempts to track everyone
is a phone survey that was supposed to track between 250,000 and
400,00 responders, area workers and residents, but only 55,000
have enrolled according to the report. There are so many chal-
lenges with this so-called registry that even some unions who had
members working at Ground Zero, are telling their members not to
participate due to privacy concerns.

All total, we have six different programs that are tracking in
some way the health effects of September 11, some are as simple
as a phone call or a mailed questionnaire, while others actually in-
volve a doctor and a health exam. However, none include any treat-
ment and no where can I see a Federal coordination among them.
I find this outrageous that we repeatedly call the men and women
who rushed to Ground Zero heroes and heroines. We describe it as
a war zone but if they do not have health coverage or have lost
their job because of their health, there is no health coverage avail-
able for them. This needs to be changed and it is a very, very im-
portant issue.

Instead of coordination, it looks like you have a number of dif-
ferent programs going in different directions with different ways of
collecting and analyzing data. I don’t think this is the way to treat
the heroes of September 11.

I hope to hear from our witnesses from the administration who
in the Federal Government is in charge, who in the Federal Gov-
ernment is worried about these people and who can the victims of
September 11 turn to for help. We literally have thousands of res-
cue workers, area workers, local residents who are sick, yet we
have had to fight every step of the way just to set up a program
that monitors and documents they are sick. We still do not have
treatment.

One possible avenue to receive some sort of compensation is the
funding provided to the workers compensation. It is absolutely un-
believable to me with so much demonstrated need that GAO finds
in its testimony that of the $25 million Congress appropriated for
injured volunteers, only $456,000 has been spent and only 31 per-
cent of their claims had been resolved by the State.

VerDate 11-MAY-2000 12:10 Mar 28, 2005 Jkt 000000 PO 00000 Frm 00017 Fmt 6633 Sfmt 6633 D:\DOCS\98999.TXT HGOVREF1 PsN: HGOVREF1



14

I hope to hear more about this from our witnesses today includ-
ing what definition the State gave them for the term resolved. If
you were to tell me that we would not provide care for the heroes
who so selflessly gave of themselves on September 11, I would not
believe you and I do not think the American people would believe
you and I do not think the American people would believe you. Yet,
we have individuals who are now so sick from their work at
Ground Zero that they cannot work, have lost their health care and
the Federal Government’s response so far has been to turn a cold
shoulder.

Quite simply, they deserve to be treated better. We give our vet-
erans health care if they get wounded in battle. Why should our
first responders and relief workers be treated differently? We lost
more people on September 11 than we did on Pearl Harbor. This
is the precise reason why Chairman Shays and I have introduced
H.R. 4059, the ‘‘Remember 9/11 Health Act.’’ This legislation is
modeled after a program that gives free Federal health insurance
to volunteer forest firefighters who get injured while fighting a for-
est fire, provides Federal health insurance to individuals who are
sick as a direct result of the September 11 disaster. The Senate has
passed a bill offered by Senators Voinovich and Clinton which sets
up a similar program for all major disasters but the House has yet
to act on it.

Immediately following the terrorist attacks, the most heart
warming thing that happened was how all of America came to-
gether and tens of thousands of people came to lower Manhattan
to help. I truly believe the most inspiring scene I have ever seen
in my life was the bucket brigade of volunteers who went in and
worked with the police and fire. Many of them have no health cov-
erage, there is no way to help them now. We know the deep sac-
rifices of the police, the firefighters, the Port Authority made in
terms of first responders who lost their lives.

The story is not told as often of the thousands who have suffered
from health problems. We always talk about the people who lost
their lives, we need to start talking now about the people who are
suffering from health problems. We are not, in my opinion, living
up to our end of the bargain. We are not caring for the health of
our heroes and heroines of September 11. Unless we take the op-
portunity now to care for them, we jeopardize the future response
to disasters. We cannot afford having first responders and volun-
teers second guess their actions as they respond to a disaster when
they rush in to help others. They should at the very least know
that the Government will be there to help them with health care
coverage.

Again, I thank the chairman for his oversight and for his persist
work to help the victims of September 11.

[The prepared statement of Hon. Carolyn B. Maloney follows:]
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Mr. SHAYS. I thank the gentlelady. Let me say, your statement
was outstanding. It was longer than we usually have in an opening
statement, but frankly, she was using Mr. Tierney’s time as well.
I thank the gentleman for yielding because it was an outstanding
statement.

The only reason I am making that preface is that I am going to
be asking the witnesses to stay closer to 5 minutes since we are
starting later in the day. At this time, I would ask if Mr. Turner
has any comment or if I should recognize the witnesses?

Mr. TURNER. No.
Mr. SHAYS. Let me ask unanimous consent that all members of

the subcommittee be permitted to place an opening statement in
the record and that the record remain open for 3 days for that pur-
pose. Without objection, so ordered.

I ask further unanimous consent that all witnesses be permitted
to include their written statement in the record and without objec-
tion, so ordered.

I think the key point I heard in Mrs. Maloney’s statement is how
do you get the disparate pieces to fit together? How do we do that?
I hope that is answered.

I would note our first panel consists of: Dr. John Howard, Direc-
tor, National Institute for Occupational Safety and Health, HHS,
accompanied by Dr. G. David Williamson, Director, Agency for
Toxic Substances and Disease Registry, HHS; Dr. Janet Heinrich,
Director, Health Care-Public Health Issues, GAO; and Robert E.
Robertson, Director, Education, Workforce and Income Security,
GAO.

Dr. Howard, you have the floor.

STATEMENTS OF JOHN HOWARD, DIRECTOR, NATIONAL INSTI-
TUTE FOR OCCUPATIONAL SAFETY AND HEALTH, HHS, AC-
COMPANIED BY DR. G. DAVID WILLIAMSON, DIRECTOR,
AGENCY FOR TOXIC SUBSTANCES AND DISEASE REGISTRY,
HHS; DR. JANET HEINRICH, DIRECTOR, HEALTH CARE-PUB-
LIC HEALTH ISSUES, GAO; AND ROBERT E. ROBERTSON, DI-
RECTOR, EDUCATION, WORKFORCE AND INCOME SECURITY,
GAO

Dr. HOWARD. My name is John Howard and I am the Director
of the National Institute for Occupational Safety and Health which
is part of the Centers for Disease Control and Prevention in the
Department of Health and Human Services. I am pleased to appear
before you today on behalf of CDC and am joined by David
Williamson of the Agency for Toxic Substances and Disease Reg-
istry.

Mr. SHAYS. Before you proceed, I would note for the record we
have Jerry Nadler from Manhattan. I would like to go on with the
testimony but without objection, the gentleman is allowed to par-
ticipate fully as any other member here. If you would like to limit
your comment to a minute or so, I would be happy to have your
statement. We started literally 25 minutes ago and we haven’t
heard from the witnesses.

Mr. NADLER. I think it is about 2 minutes.
Mr. SHAYS. Mr. Nadler is in the area affected and I welcome his

statement.
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Mr. NADLER. I appreciate your holding this hearing and allowing
me to sit on the panel.

I appreciate your holding the hearing today regarding the health
effects of September 11’s terrorist attacks and those who live and
work at Ground Zero.

As the Member of Congress representing Ground Zero, I have
heard from far too many constituents with health problems because
of exposure to contaminants in World Trade Center dust. For al-
most 3 years, I have been criticizing the Environmental Protection
Agency’s response and that of other Federal agencies to the terror-
ist attacks on New York City.

In March and April 2002, my office published a white paper doc-
umenting EPA’s misfeasance and malfeasance in an August 2003
EPA Inspector General issued report documenting the EPA gave
false assurances to the people of New York regarding the air we
were breathing and that the EPA refused to take responsibility to
decontaminate indoor spaces such as apartments, offices and
schools despite the fact they are federally mandated to do so.

Earlier this year, residents, workers and school children filed a
class action lawsuit against EPA in an effort to finally get the
agency to do its job and do it right as well as to request medical
relief. I am very sorry to see the EPA is not present at this hearing
today. At the last hearing on this subject back in October, I asked
EPA some questions and as far as I know, they have yet to provide
any answers. The EPA has also yet to fully answer a Freedom of
Information Act request submitted by myself, Representative
Owens, along with the support of Democratic Leader Nancy Pelosi
and Ranking Members John Dingle, George Miller, Henry Waxman
and John Conyers. In order to fully address the issues under con-
sideration today, we hope the committee would receive all the in-
formation requested by Congress.

I understand that the chairman and Representative Maloney
want to focus more on the health registry and the new GAO report
on some of the EPA issues. Frankly, we do not need EPA to be here
to tell us people are sick as a result of exposure to hazardous sub-
stances on September 11. Many of the problems associated with the
health registry stem from EPA failures in responding to the terror-
ist attacks. For example, EPA has never properly tracked the re-
lease of hazardous substances and characterized the site to deter-
mine who has been exposed, what they were exposed to and the
full extent of how far the contamination spread. The EPA instead
drew an arbitrary boundary at Canal Street which the health reg-
istry followed. Even today’s New York Times points this out in a
story on this very GAO report. According to the article, ‘‘There are
still no definitive answers to what exactly was in the dust, how
many people suffered because of their exposure.’’ Again, this is be-
cause EPA never characterized the site consistent with Federal
law.

The article goes on to say that ‘‘Although EPA warned people
working directly in the rubble to wear protective masks, the agency
maintained the dust settled over wider areas including only low
levels of asbestos and generally was not harmful, a position the
spokeswoman said the agency continues to hold.’’ You simply can-

VerDate 11-MAY-2000 12:10 Mar 28, 2005 Jkt 000000 PO 00000 Frm 00023 Fmt 6633 Sfmt 6633 D:\DOCS\98999.TXT HGOVREF1 PsN: HGOVREF1



20

not separate the health effects of September 11 from EPA’s re-
sponse at the site.

I believe it is very clear what the Federal Government should do
to protect the health of all those exposed to hazardous substances
as a result of September 11. The EPA should follow its federally
mandated procedures to characterize the site and the Federal Gov-
ernment should cover the actual medical treatment of those in
need. We must do more than just a screening program. The victims
of the terrorist attack are not just statistics.

The GAO report under consideration today provides more dis-
turbing evidence to the extent that the health impact following
September 11 and the gaps in medical treatment for those affected.
According to the report, 90 percent of the firefighters and EMS
workers at the site had respiratory ailments. Of the 332 fire-
fighters in the study that reported ‘‘World Trade Center Cough’’
only about half have shown any improvement.

The GAO report also found that the people living and working
in lower Manhattan experienced health effects similar to first re-
sponders and that almost 75 percent of respondents living near the
site experience respiratory symptoms. The only assistance for these
residents is the health registry which does not provide any actual
medical treatment.

It troubles me that it has been almost 3 years since the attacks
and we have made so little progress in helping people recover phys-
ically and mentally from the attacks. I am pleased this committee
is continuing to look into the health effects of September 11 and
I look forward to hearing from the witnesses and learning more
about this GAO report so we can move ahead and try to make
progress on this issue.

The first responders, workers, residents and all those affected by
the attacks deserve more from the Federal Government. I stand
ready to work with my colleagues in that regard and I again ex-
press my appreciation to the chairman, Mr. Shays, and the ranking
member, Mrs. Maloney, for following up with this hearing.

Mr. SHAYS. I thank the gentleman and appreciate his statement.
Dr. Howard, you are going to start over again.
[Witnesses sworn.]
Dr. HOWARD. My testimony this afternoon is going to focus on

the most recent CDC efforts to respond to the needs of workers and
volunteers regarding the potential health effects of their exposures
at the World Trade Center site.

Regarding baseline medical screening, in 2002, CDC’s National
Center for Environmental Health granted $4.8 million to the New
York City Fire Department and $2.4 million to the New York State
Department of Health to conduct baseline medical evaluations of
firefighters and New York State employees who responded to the
World Trade Center site in the course of their own jobs.

To assess the health status of the emergency services and rescue
and recovery personnel who were not otherwise covered by the New
York City Fire Department or the New York State Health Depart-
ment, baseline medical screening programs, CDC awarded $11.8
million to the Mount Sinai School of Medicine, Center for Occupa-
tional and Environmental Medicine to establish the World Trade
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Center Worker and Volunteer Medical Screening Program. In 2003,
CDC supplemented this program with an additional $4 million.

Mount Sinai established the program by organizing a consortium
of occupational health clinics both in New York City and across the
Nation to provide medical screening services to workers and volun-
teers. Baseline screening began in July 2002 and as of August 4,
2004, 11,793 workers and volunteers have been screened.

NIOSH scientists, in collaboration with Mount Sinai, analyzed
data from a subset of participants, about 10 percent of the sample
seen at Mount Sinai between July 2002 and December 2002. These
findings will be published this Friday, September 10, in two arti-
cles in the CDC Morbidity and Mortality Weekly Report and will
describe the physical and mental health effects seen in World
Trade Center rescue and recovery workers and volunteers.

With regard to long-term medical monitoring, in 2003, Congress
directed and provided $90 million for FEMA to work with NIOSH
to support long-term followup medical monitoring for World Trade
Center rescue and recovery workers and volunteers, including cur-
rent and retired New York City firefighters. In anticipation of re-
ceipt of these funds, NIOSH held a public meeting in New York in
May 2003 to gather input regarding the content and the structure
of this long-term medical monitoring program. On March 18, 2004,
CDC awarded eight grants for a total of approximately $81 million
to provide New York City firefighters and other rescue and recov-
ery workers and volunteers with medical monitoring examinations
at six clinical centers throughout New York City and over the next
5 years.

Importantly, the New York City Fire Department and the Mount
Sinai School of Medicine provided funding to establish coordinating
data centers to facilitate coordination and communication among
the clinical centers and to assure quality control. Followup medical
examinations will begin in October 2004 after appropriate hospital
review committees have approved the clinical protocols.

CDC and ATSDR are also working to identify the health effects
of September 11 on the people living, working or attending school
in the vicinity of the World Trade Center site. In collaboration with
the New York City Department of Health and Mental Hygiene,
ATSDR has established a registry to identify and track the long-
term health effects of tens of thousands of workers and community
members who were the most directly exposed to smoke, dust and
debris resulting from the World Trade Center collapse.

Launched on September 5, 2003, the World Trade Center Health
Registry will interview registrants about their physical and mental
health periodically over 20 years or more through the use of com-
prehensive and confidential health surveys. More than 59,000 have
been interviewed and enrolled in the registry to date and they in-
clude rescue and recovery workers, office workers, residents, and
school children from each of the 50 States. The registry will be
maintained over time by the New York City Department of Health
and Mental Hygiene and will provide an important picture of the
health consequences of the events of September 11 and can be used
to identify physical or mental health trends resulting from the ex-
posure.
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The New York City Department of Health and Mental Hygiene
and ATSDR will communicate information to registrants and
health care providers as well as posting information updates quar-
terly on the World Trade Center Health Registry Web site at
www.wtcregistry.org. The upcoming October quarterly update will
present for the first time health outcome data collected and ana-
lyzed via the registry.

In summary, CDC and ATSDR are committed to assessing the
health effects resulting from September 11, 2001 World Trade Cen-
ter disaster and to identifying the physical and mental health
needs of affected workers, residents and community members.

I thank you for your attention. I am pleased to answer any ques-
tions you may have.

[The prepared statement of Dr. Howard follows:]
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Mr. SHAYS. Thank you very much, Dr. Howard.
Dr. Heinrich.
Dr. HEINRICH. I too appreciate the opportunity to be here today

as you discuss the health effects of the September 11 terrorist at-
tack on the World Trade Center.

Although people across the country were exposed to the emo-
tional trauma of the attack, the residents and workers in the area
around the World Trade Center as well as responders, not only ex-
perienced the event but also were exposed to a complex mixture of
potentially toxic contaminants in the air and on the ground.

As noted before, almost 3,000 people were killed in the attack,
although a majority of the estimated 16,000–18,000 people who
were in the complex that morning were able to evacuate with
minor or no injuries. An estimated 40,000 responders were at or in
the vicinity of the World Trade Center site or the Staten Island
Fresh Kills landfill.

Concerns have been raised about the short and long term phys-
ical and mental health effects. Under challenging circumstances,
various government agencies and private sector organizations es-
tablished several efforts to understand and monitor the health ef-
fects resulting from the attack. I will describe the variety of phys-
ical and mental health effects that have been reported across a
wide range of people in the aftermath of this attack.

Even though most people did not require hospitalization imme-
diately after the attack, thousands of people were treated for inju-
ries including inhalation, musculoskeletal burns and eye injuries.
In addition, thousands of responders were treated for injuries dur-
ing the 10 month clean-up period. Despite the disaster site being
considered extremely dangerous, and the more than 3.7 million
work hours logged over this period, very few injuries resulted in
lost work days. There was a concerted effort by everyone to work
safely as well as a reluctance to leave the site.

A range of respiratory health effects including a new syndrome
called World Trade Center cough and chronic diseases such as
asthma were observed among people exposed to the dust and debris
of the World Trade Center collapse. Studies present a consistent
picture in findings regarding the conditions among those people in-
volved in rescue, recovery and cleanup as well as those who lived
and worked in the vicinity. Commonly reported conditions include
wheezing, shortness of breath, sinusitis and gastroesophogeal
reflux disease.

Almost all of the New York City Fire Department firefighters
who responded to the attack developed respiratory problems and
for some this has meant their careers ended as firefighters. While
some responders have reported that symptoms resolved after a few
months, many reported pulmonary symptoms 9 months or more
after the attack.

In the weeks and months that followed, many people reported
symptoms associated with post-traumatic stress disorder or PTSD
with people living or working near the site reporting a higher rate.
People near the site also reported more symptoms associated with
depression, stress and anxiety.

The six programs established to monitor and understand these
health effects vary in terms of which people are eligible to partici-
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pate, methods for collecting information about the health effects,
options for treatment referral and the number of years people will
be monitored. These programs are not centrally coordinated but
some are now collaborating with each other. Although five of the
programs target responder populations, the largest, the World
Trade Center Health Registry, is open to people living and working
in the vicinity as well as responders.

The monitoring programs vary in their methods for identifying
those who may require treatment and although none are funded to
provide treatment, they provide options for referrals. For example,
the New York City Fire Department Program offers a comprehen-
sive medical evaluation and mental health screening. People need-
ing treatment may obtain care from the fire department’s Bureau
of Health Services.

The Mount Sinai Program also provides a comprehensive phys-
ical and mental health evaluation. If a person requires followup
medical or mental health services and is unable to pay for these,
they may be referred to the Mount Sinai Health for Heroes Pro-
gram which is supported through donations, or to other safety net
programs.

The Federal Occupational Health and New York State programs
also include medical evaluations as well as self-administered health
and exposure questionnaires. Workers who require followup are re-
ferred to their primary care physicians.

Unlike the other monitoring programs, the World Trade Center
Health Registry and the Hopkins registry obtain information ob-
tained by questionnaire and does not include a medical evaluation
and neither effort is affiliated with treatment. Health effects have
been reported but the full impact is unknown.

The potential for additional long term effects remains, yet the
monitoring programs may not be in operation long enough to cap-
ture information about new conditions and are not set up nec-
essarily to coordinate data and findings.

We continue to hear the concerns about the lack of resources for
adequate treatment of chronic conditions. People really must rely
on the existing patchwork of services.

Mr. Chairman, I am happy to answer any questions you may
have.

[The prepared statement of Dr. Heinrich follows:]
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Mr. SHAYS. Thank you very much.
Mr. Robertson.
Mr. ROBERTSON. Good afternoon and thanks for the opportunity

to be here.
I am going to switch gears a bit and talk about the Federal as-

sistance provided to the State of New York to help the State deal
with the workers compensation claims as a result of the terrorist
attack.

Mr. SHAYS. Basically, we were talking about health effects and
now we want to talk about compensation. There are really two
streams of financing we are talking about. One is a stream of
money for health needs and another to compensate for lost work.

Mr. ROBERTSON. Absolutely.
As you are aware, in the aftermath of the September 11 tragedy,

the New York State Workers Compensation Board faced an unprec-
edented challenge in dealing with claims from workers or volun-
teers who were injured, became ill or died as a result of the terror-
ist attacks or the recovery efforts that followed.

To help the Board meet this challenge, Congress appropriated
Federal funds totaling $175 million. These funds were provided
through the U.S. Department of Labor for the board in three ear-
marked portions, $125 million was to be used for processing claims;
$25 million was to be used to pay benefits to workers associated
with uninsured employers; and last, $25 million was to be used to
pay benefits to volunteers. I am going to divide my comments into
two general areas.

First, I will talk briefly about how much of the Federal funds
have been used and what they have been used for and then, I am
going to talk about the status of the applications for compensation
that the New York Board has received to give you some perspective
on the number of claims the State is dealing with and what actions
have been taken on them.

Starting with the use of claims, we found as of June 30, 2004,
the New York State Workers Compensation Board had used about
$49 million of the total $175 million appropriated for September 11
workers compensation expenses. If you look at how the funds with-
in each of the three individual earmarked portions of Federal as-
sistance were used, this is what you would find. From the $125
million portion available for processing claims, the Board used
about $44 million to reimburse two State entities for benefits they
had paid to September 11 victims or their survivors, those entities
being the New York State Crime Victims Board and the New York
State Insurance Fund.

In addition to these reimbursements, the Board used about $4.4
million of the $125 million to prepare for any future attacks. As an
aside, I should note that we are continuing to gather information
on whether or not the Board’s use of funds in this particular ear-
marked category of Federal assistance is consistent with the Appro-
priation Act and the grant agreement covering the use of the funds.

Concerning the $25 million earmarked for paying benefits for
workers associated with uninsured employers, we found the Board
had not used any of these funds. However, the Board had used
funds from its Uninsured Employer Fund to pay benefits for Sep-
tember 11 workers who worked for uninsured employers. It plans
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to try to recoup these funds from uninsured employers before draw-
ing upon Federal funds.

Finally, the Board has used about $456,000 of the $25 million
earmarked for paying benefits to volunteers or their survivors.

I would like to move now to the status of September 11 claims.
In that respect, the Board has indicated that as of mid-2004, it had
received 10,182 claims for workers compensation and an additional
588 claims for volunteers that were related to the September 11 at-
tacks. Ninety percent of the workers compensation claims had been
resolved, meaning the Board had resolved all the issues that it
could with the information available at the time.

Representative Maloney I am afraid I am not going to be able to
go too much further than that in defining resolved.

Mr. TIERNEY. May I interrupt you for a second. Did you say 90
or 9?

Mr. ROBERTSON. Ninety.
The remaining 10 percent of claims were pending in that the

Board was waiting for additional information, hearings were yet to
be held or the claimants had not pursued their case after they filed
initially.

Perhaps to head off future questions, I should point out that the
Board does not track data on approval or denial rates of claims be-
cause, according to Board officials, the Board’s core mission is to
process individual claims, not their outcomes. While we can’t say
how many of the worker compensation claims were approved or de-
nied, we can say that 42 percent of the worker compensation claims
received were being paid or were in the process of being paid.

Turning to the status of the 588 volunteer claims, we see the
Board had resolved a lower percentage of these claims in compari-
son with the worker compensation claims, 31 percent versus 90
percent.

The Board indicated that many of the volunteer claims were
pending because the claimants were not actively pursuing their
clams. Additionally, 85 volunteer claims were awarded cash or
medical benefits.

Mr. Chairman, that concludes my prepared remarks. I would be
happy to answer any questions at the appropriate time.

[The prepared statement of Mr. Robertson follows:]
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Mr. SHAYS. Thank you very much, all of you for your concise and
helpful testimony. We will start by turning to Mr. Tierney to ask
the first set of questions.

Mr. TIERNEY. Thank you.
Mr. Robertson, I want to pick up where you left off. You used the

word resolved the claims, so can we explore that a bit and have you
define that for us what exactly you mean by ‘‘resolved claim?’’

Mr. ROBERTSON. I don’t think you will like the explanation be-
cause, as I said earlier, I have given you all I have in terms of the
definition which is basically the Board’s definition. That is they
have in essence acted on any piece of information they had and
made any decision they could based on the information they had
at that point in time. According to the Board, claims can go back
and forth between resolved and pending depending on the informa-
tion that is brought to bear.

Mr. TIERNEY. So they might not get resolved if they think a per-
son has abandoned or neglected their claim?

Mr. ROBERTSON. That would go in the pending category.
Mr. TIERNEY. What items go into the resolved category, what is

the range of decisions that end up being called resolved?
Mr. ROBERTSON. It would probably be easier to define pending

and then anything else.
Mr. SHAYS. Mr. Tierney is going to have more than 5 minutes be-

cause we do need to understand this issue and you do not need to
keep saying you don’t think we are going to like the answer. You
don’t need to presume that. What you are doing is reporting on not
what you are doing but on what someone else is doing. If you could
help Mr. Tierney understand this point by point and the whole sub-
committee, it would be helpful.

Mr. TIERNEY. We are not holding you responsible.
Mr. ROBERTSON. Let me say a couple things. Again, I think it is

probably easiest to define pending and basically say anything else
that is not defined as pending would be in the resolved category.

Mr. TIERNEY. That is only slightly helpful because it doesn’t tell
me at all any characteristics of the other things. If it is pending,
it hasn’t been acted upon, it is in resolved but it doesn’t necessarily
mean it has been acted upon favorably or any other way.

Mr. ROBERTSON. Absolutely, and as I said, the cases can go be-
tween pending and resolved based on the information.

Mr. TIERNEY. And they have no other breakdown of this at all?
Mr. ROBERTSON. No. It was very difficult for us to give a perspec-

tive on how the September 11 claims were treated because we
didn’t have information on typically what is the rate of approval
and the rate of denial for the claims the Board normally processes
and how the September 11 claims compare to that. We didn’t have
that data so that was one of the reasons it was very difficult for
us to provide perspective on what those status numbers mean.

I would like to point out another factor that also limits or inhib-
its our ability to provide the perspective I think everyone wants in
terms of the September 11 claims in comparison with the other
compensation worker claims. The fact of the matter is that even if
we had information on rates of denial and rates of approval, it
could be that the very basic characteristics of the September 11
claims were so different from the typical worker compensation
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claim that you would have to be careful in making that compari-
son.

This is a very long way of saying we have been frustrated in try-
ing to provide perspectives on what was happening with these Sep-
tember 11 cases and the status of the cases.

Mr. TIERNEY. Any other ideas on how we are going to try to re-
capture some of that ground?

Mr. ROBERTSON. We are getting data and we do present some of
the data in the prepared statement on specific types of claims—the
volunteer claims—because those use specific Federal funds and the
Board is following those in terms of providing information on how
many have been awarded and how many weren’t. In that respect
we are getting more information.

Mr. TIERNEY. Dr. Heinrich, with respect to those workers who
were injured and have not been able to return to their former em-
ployment, what did you say in your statement about what is being
done for those individuals? Is anything being done and how are we
doing?

Dr. HEINRICH. First of all, we don’t have good numbers on all the
people who were injured. I think the best of our information is for
people who had musculeskeletal injuries or sprains. They were re-
solved fairly soon after the attack. The major issues really seem to
surround people who have developed chronic conditions as opposed
to injuries.

Mr. TIERNEY. Many of those people have not been able to return
to work. I am interested in knowing what we are doing for that
population of people.

Dr. HOWARD. The only thing I would say is I think we probably
need to hear from the Mount Sinai people who are actually seeing
these thousands of workers and former workers to give some ref-
erence point for that. I don’t have any information from the CDC
perspective. I would imagine if they are covered by workers com-
pensation, there are rehabilitation provisions in the State Workers
Compensation Act.

Mr. TIERNEY. They would be back in the resolved category?
Mr. ROBERTSON. Yes.
Mr. TIERNEY. Thank you, Mr. Chairman. Thank you for your

courtesy.
Mr. SHAYS. At this time, we will turn to Mr. Turner.
Mr. TURNER. I want to thank you again for your efforts to focus

on this issue. This is a very important issue as we all know not
only for the heroes of September 11 but also for the victims of Sep-
tember 11 which through this process will be identified.

One of the issues that was clear when we had our hearing in Oc-
tober on this issue was the issue of misconceptions of how the
agencies relate to one another and responsibilities as to how agen-
cies relate to one another. I would like to ask that the hearing
transcript of October 2003, pages 164 and 165 be admitted to this
record.

Mr. SHAYS. Without objection.
[The information referred to follows:]
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Mr. TURNER. It goes to refute the misconception that Federal
EPA was mandated to undertake decontamination at or surround-
ing the World Trade Center. There is pretty exhaustive response
in there by the EPA as to what their authorization responsibility
is and their mandated responsibilities.

Getting to the issue of the different agencies and how they inter-
act, one thing that was clear in that hearing in October is there
appeared to be a lack of coordination both in registries and infor-
mation being gathered in the processing of claims and assistance
being provided.

I am hopeful that has improved since October and I would like
your thoughts as to how the various interests and parties are work-
ing together to ensure we get a clear understanding of what re-
sources will be needed, what resources are being applied, what in-
formation and data is being collected and how it is being handled
and meshed together so we can have a clear picture of what needs
to be done. Dr. Howard.

Dr. HOWARD. I do have a few thoughts on this issue. The short
answer is I think we are better coordinated than we were but I
think the long answer has to start with September 12, 2001, when
response had to be immediate and oftentimes after a disaster, with-
out existing programs in place, you make the best opportunities
work for you.

I think that coordination wasn’t the first item in the agenda in
late 2001 and 2002. I think that is true in most disasters and I
think I would like to make a relationship between that early re-
sponse that was rapid and some of the money that came out of
CDC very early went to States and grant systems that were al-
ready in place. That is how the New York Department of Health
got money.

As 2002 and 2003 went on, the need for increased coordination
was clear. When NIOSH received the $90 million from FEMA to do
long term monitoring, one of the things we insisted on was coordi-
nation amongst the various medical monitoring programs, the Fire
Department and Mount Sinai. We set aside money within that $90
million for coordination between those two entities and between the
Government agencies.

I think we have grown in our understanding of coordination.
From our department’s viewpoint, the Department of Health and
Human Services, our Office of the Secretary, the Office of Public
Health Preparedness is the coordinator for our program, but we are
not centralized in the traditional sense. All the programs are not
one program because they attempt to deal with different popu-
lations situated in different ways and that have different needs.

I think the take home point I would like to make with regard to
the coordination and centralization issue is that the biggest lesson
I think we have learned from the establishment of these programs
has been that emergency preparedness needs to include right now
and in the future an aspect of medical preparedness also, not only
the immediate need of taking care of people who are acutely in-
jured and have acute illnesses, but also people who will develop
chronic health effects.

I think that the Mount Sinai and other programs CDC has and
HHS have funded have taught a very valuable lesson about the
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value of including medical preparedness for chronic conditions that
will develop from disaster responses. I would say my thoughts are
that coordination has developed over time, we are much better co-
ordinated now, 3 years later, than we were on September 12, 2001.

Dr. HEINRICH. I would like to add that there are institutions and
organizations in place now as a result of our experience with Sep-
tember 11 that weren’t there before. The States and certainly the
city of New York have received money so that they are better pre-
pared for major public health emergencies and bioterrorism. You
have at HHS now the Office of Public Health Emergency Prepared-
ness so that they really do have a mandated coordination role along
with the Department of Homeland Security.

That is not to say that everything is rosy but at least you have
people that are accountable for that coordination effort. Certainly
in New York City we have seen that they practiced on a number
of occasions coordination because of a public health emergency
event, the anthrax incidents, for example.

Mr. ROBERTSON. My perspective is obviously a lot more narrow
than my two colleagues. One of the points I wanted to make today
in regard to the Federal assistance and how well it was used or
well it wasn’t used, is it seems to me now would be a terrific time,
just talking about the narrow issue of Federal assistance, a terrific
time for all of the players at the State and Federal level to get to-
gether and basically identify what worked and what didn’t work.

This lessons learned type of evaluation, I think, is particularly
important now in the world we live in because there is no guaran-
tee that we are not going to experience another tragedy. I would
encourage kind of a lessons learned analysis of how we use the
Federal assistance for the worker compensation funds.

Mr. SHAYS. I think there is almost a guarantee that there will
be future events. Some we will be able to detect and prevent and
some we probably won’t be able to, maybe not as horrific, God help
us, but I go under the assumption that one of the reasons we are
having this hearing is to make sure that we learn from the New
York experience, in addition to helping our fellow countrymen.

At this time, the Chair would recognize Mrs. Maloney for 10 min-
utes.

Mrs. MALONEY. I thank all the panelists. I would like to say that
your report, Dr. Heinrich, is probably the most thorough evaluation
I have seen so far on the Federal response to September 11 health
effects. Reading your testimony, it looks to me like 3 years after
September 11, we still have no idea of the number of people who
are ill or injured from the attacks. We still don’t have that.

From reading your report, it looks to me that no one from the
Federal Government or anywhere can give us a number as to how
many people are ill because of September 11. It appears that no
one is in charge. Is this a fair assessment?

Dr. HEINRICH. The no one in charge, I would agree with although
as we have heard, there are new efforts to try to coordinate the
programs that are doing the monitoring. I suppose we could say be-
cause most of these programs that are doing the monitoring come
from CDC that one might expect that CDC would take a role in
being accountable for all those programs. The fact of the matter is,
you are correct. We don’t know the exact number of people injured
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as a result of September 11 or the number of people who now have
chronic conditions.

Mrs. MALONEY. Dr. Howard, can you tell me who in the Federal
Government is in charge of coordinating the health effects of Sep-
tember 11?

Dr. HOWARD. As I said, I can only speak for the Department of
Health and Human Services. Certainly as Dr. Heinrich has said,
our Office of the Secretary, the Office of Public Health Prepared-
ness specifically, is our coordinator for all of our programs.

As our Secretary is fond of saying, we are one department. So all
of the programs that emanate from the Department of Health and
Human Services are coordinated. As I said also, that doesn’t mean
that each program looks like the other program. There are at least
five programs that I know of funded by the Department to provide
medical monitoring as well as the registry that ATSDR and the
New York City Health Department administer. So it doesn’t mean
they are all centralized but they are coordinated.

I would also like to point out that there are coordinations that
are occurring at the level that I think are also important, in addi-
tion to the Federal bureaucratic level. That is at the level of the
users of the service, the registrants in the registry, the labor rep-
resentatives of the workers, and the medical providers in the com-
munity. I think there is a lattice work of coordination going on
there that I would say did not exist a couple of years ago but has
developed over the last couple years.

Mrs. MALONEY. You are saying that the person in charge is
Tommy Thompson of Health and Human Services?

Dr. HOWARD. As our Secretary would say and as my director
would say, Dr. Gerberding, the buck stops with all of us in terms
of the managers of all of our programs.

Mrs. MALONEY. One person has to be in charge.
Dr. HOWARD. As I said, the Office of the Secretary and the Office

of Public Health Preparedness is the responsible entity within
HHS.

Mrs. MALONEY. Can you give me the name of who is in charge?
Dr. HOWARD. The office is run by the Assistant Secretary, Stew-

art Simonson.
Mrs. MALONEY. Does he know or anyone in NIOSH or the Fed-

eral Government how many people are still suffering or still sick
as a direct result of September 11?

Dr. HOWARD. I am not sure that anybody could give you an exact
figure. The denominator of people exposed is very rough with a
large margin of error.

Mrs. MALONEY. We have six different areas doing various mon-
itoring and oversight according to Dr. Heinrich’s report from the
GAO. Someone should be pulling all of this together. At the very
least we should know how many people are sick as documented in
these six different programs.

Dr. HOWARD. I don’t think it is hard to come up with an estimate
based on the large margin error with the denominator of people ex-
posed and the number of people that have entered the registry. We
will be able to get an idea from the registry of a prevalence number
of people exposed. My colleague who runs the registry may be able
to respond a little to that.
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Mrs. MALONEY. Yet we know in the registry, only 55,000 people
have gone into the registry, so that is not in a sense an accurate
number. Dr. Howard, since you said your agency is in charge. I
want to get a number of how many people are sick and when are
you going to get me that information? I think that is a legitimate
question and something that should have been part of the GAO re-
port but because we were not coordinated, they were not able to
come up with the number.

I think 3 years after September 11, we should have a better as-
sessment of people’s health conditions that we can talk about. Be-
cause I represent New York, a firefighter just came to my office 3
weeks ago and when he went into a fire, he thought he was totally
well and he lost his ability to speak. The doctors at the New York
Fire Department are saying it is related to September 11. He can
no longer operate as a firefighter. It is an illness that came out 3
years later that he didn’t have at first. We have to have that some
place and you say your unit is going to have that and coordinate
it.

I want to know how many people are still sick based on the six
registries we have going and when can he get us that information.
I think that is a legitimate request.

Dr. HOWARD. I think we will have on September 10 the first peer
reviewed report in CDC’s MMWR which will have a subset, about
10 percent, of the participants that have been screened at Mount
Sinai. We will have a prevalence figure, an incidence figure, of res-
piratory symptoms, muscle skeletal symptoms and others.

Mrs. MALONEY. Dr. Howard, that is just one. I am glad you will
have that on September 10. I congratulate you and everyone who
has worked on it but that is just one of the six different areas that
GAO outlined that are pulling together this information. I am de-
lighted we will have Mount Sinai’s report on September 10.

What about the other five programs? When are we going to have
their report combined together in one getting back to my initial
question, who is in charge? Someone should be in charge of having
this information in the Government and if that is the only thing
that comes out of this hearing, I would be very happy to know
there is one central point that Members of Congress can go to and
the public and health experts to get this information.

Dr. WILLIAMSON. That is a very good question. I can respond
with regards to the registry. One of the reasons the registry was
established was because when you have these other five programs,
there is one registry and five other programs, sets of health stud-
ies. Those sets of health studies are looking at very specific sub-
populations of people who were exposed during and immediately
after, a few months after the disaster.

We were hoping with the registry to be able to capture a cross
section of everyone who was exposed not necessarily just sub-
populations. We think the registry is going to give us the best idea
of how many people actually were injured and/or ill resulting from
the collapse of the World Trade Center Towers.

We are not going to have an exact number because we only have
so many people who have registered and will be included in the
registry but that is a much broader and more comprehensive snap-
shot than any of the other five sets of programs you are talking
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about because it includes all of the people who were potentially and
were exposed during and immediately after the collapse of the
World Trade Center Towers.

Mrs. MALONEY. But it is just one of the six different programs
and when you look at the other five programs, they have more peo-
ple than the 55,000 in the registry. For whatever reason, the reg-
istry is not capturing the people. I think we have a challenge here
and I think it is an important challenge. I think many health ex-
perts have talked about the unique disaster of pulverized glass, ce-
ment, toxins, antitoxins, all these chemicals.

What is that going to mean in terms of long term health effects
for cancer and so forth and how can we be assured that the mon-
itoring will continue for 20 years and maybe longer to really track
this?

Dr. WILLIAMSON. I am not sure we can assure that we would be
able to track it for over 20 years. On an annual basis, we are look-
ing for being able to continue the registry as the registry was es-
tablished a couple of years ago and hopefully we will receive addi-
tional funding in the fiscal year 2005 budget to increase our reg-
istry efforts but we can’t explain whether or not we are going to
be able to have the registry for more than 20 years.

We would like to be able to track as best we can not only the
short term but the long term effects of the disaster. For as long as
we continue collecting the data, analyzing it and find things in the
data that indicate that we need to study more subpopulations, we
are hoping to continue the registry.

Dr. HOWARD. That study over 5 years will provide very powerful
indicators of the future need for funding.

Mr. SHAYS. Before recognizing Mr. Nadler, I want to make a
point that haunts me a bit. I had some doctors who treat cancer
patients, this was 10 years ago, and they came because they want-
ed me to get me to focus more on smoking. They said that 20 years
after World War I, cancer rates went up almost perpendicular. The
identical period of time, they leveled off and they just soared. That
is unsettling because for a number of years, people thought they
were safe and yet they weren’t. That is why the monitoring issue
is something I want to focus on long term.

At this time, the Chair would recognize Mr. Nadler for 10 min-
utes.

Mr. NADLER. Let me state for the record, regarding a comment
made by the gentleman from Ohio a few minutes ago, at the last
hearing when EPA was asked they stated they were not respon-
sible, it would not be lead agency for cleaning up the area of having
no responsibility for decontaminating buildings. EPA did say that
in answer to a question of Mr. Turner’s.

I then asked them in light of Presidential Defense Directive 62
issued in 1998 which specifically makes EPA the lead agency for
dealing with the consequences of hazardous material discharges as
a result of an enemy attack or any kind such as that, did they
stand by their testimony given under oath?

They then said they were not lawyers and couldn’t say yes or no
to that question and would get back to us, which they have not
done as of yet. I can’t let that stand. The EPA ducked that question
and clearly in my opinion under PDD 62 and the CERCLA law, is
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responsible, is the lead agency and is still denying that responsibil-
ity.

That bodes ill for the future because no one is taking the lead
responsibility at this point in the Federal Government for indoor
cleanup or decontamination in case of a future attack or catas-
trophe. No one has taken it in New York at all. The city hasn’t
taken it, the State hasn’t taken it, the Federal Government hasn’t
taken it. It has left residents to their own devices which is why I
believe residents are slowly being poisoned today by toxic environ-
ments and improperly and inadequately cleaned up homes, schools,
fire houses and offices to this day and for the next 20 years.

Mr. SHAYS. Could the gentleman yield for a second? We will go
back and look at any part of the testimony and commitments made
to respond because the agencies have not gotten back to us on cer-
tain issues and I need to make sure they have done it on all.

Mr. NADLER. It’s in the transcript a few pages after page 164.
Mr. SHAYS. We will do that and I want to make sure we don’t

have it and have not been aware we have it. We will make sure
that is followed up.

Mr. NADLER. Dr. Howard, following up Mrs. Maloney’s question
on how many people were affected, we have five programs basically
for firefighters, police officers and different categories of first re-
sponders and then for residents and workers in the area, you have
the registry. The registry, however, was limited by fiat to people
who lived and worked south of Canal Street. What justification is
there in terms of scientific validity of any information we get out
of the registry for an arbitrary line at Canal Street?

Dr. HOWARD. I will let Dr. Williamson handle that one.
Dr. WILLIAMSON. The New York City Department of Health and

Mental Hygiene as well as ATSDR put together a scientific advi-
sory committee of a group of illustrious scientists from Columbia
and Mount Sinai and Johns Hopkins as well as other institutions.
Those people in conjunction with ATSDR and New York City De-
partment of Health and Mental Hygiene decided.

Mr. NADLER. I don’t care who decided, what was that based on
other than arbitrary ruling? Was there a Star Trek type force field
or a 3,000 foot high wall at Canal Street that prevented the toxins
from going north of Canal Street or for that matter across the East
River into Brooklyn? Do we have any scientific basis for believing
that a registry with that geographic boundary has any validity at
all?

Dr. WILLIAMSON. The CDC, ATSDR and New York City, along
with the Scientific Advisory Committee took a look at the informa-
tion provided by different groups including EPA, NASA and
ATSDR.

Mr. NADLER. What is that information? I don’t care who said it.
I want to know what basis do we have for assuming that the south
side of Canal Street might have been polluted but the north side
of Canal Street was crystal pure and clear?

Dr. WILLIAMSON. The registry was set up not to say that some
groups were exposed and others were not. It was set up to say
what groups were most exposed.

Mr. NADLER. What basis do we have to assume that Canal Street
had any scientific validity whatsoever? I am not interested in who
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said it did. What basis do we have that there was something magic
about Canal Street that said people who lived and worked south
of it were at an appreciably larger risk and had to be looked at
than people who lived across the street or a block north of it?

I know the answer to this question I am going to ask is no but
I would like you to answer it. Did anybody do any scientific assess-
ment of where the toxins went? Did anybody do sampling to say
they went here and therefore this is where we will do the registry
and not there?

Dr. WILLIAMSON. There were different outdoor and indoor air
samples available and that information was taken into consider-
ation.

Mr. NADLER. Did anybody do what the Inspector General of the
EPA said should have been done which is to say, taking samples
in a concentric circle going outward from the World Trade Center
so you could say the problem is three blocks in this direction and
3 miles in that direction or two blocks? Do we have any scientific
basis for assuming that the geographic limitation of the registry
has any scientific validity at all, yes or no.

Dr. WILLIAMSON. I am not aware of that kind of detailed analy-
sis.

Mr. NADLER. Are you aware of any scientific analysis other than
an arbitrary, bureaucratic line?

Dr. WILLIAMSON. Only if taking into consideration the data we
had at hand from the different agencies.

Mr. NADLER. The data that was in-hand was incomplete and
showed lots of pollution north of Canal Street, in Brooklyn and all
over the place. What was the basis for drawing a line for this reg-
istry at Canal Street or for that matter, the East River?

Dr. WILLIAMSON. I am not aware of specifically how the lines
were drawn.

Mr. NADLER. Can you get back to us the information as to the
scientific basis for choosing Canal Street, assuming there is a dif-
ference between north of Canal Street and south of Canal Street
and that there is a difference between lower Manhattan and say
Brooklyn Heights because all the satellite photos showed that
plume going all across Brooklyn.

We know that ash was sprawling across Brooklyn into Borough
Park and Brooklyn Heights and Coney Island and yet nobody in
those neighborhoods or north of Canal Street is allowed to be in
this registry which I maintain means the registry is incomplete.
Chinatown was also cutoff. What was the basis? We know there
was lots of pollution there.

What was the basis for saying nothing north of Canal, nothing
in Chinatown, nothing across the East River? I am not interested
in what bureaucratic agency said that’s a good idea, I want to know
what is the scientific basis for drawing such a line?

Dr. WILLIAMSON. Again, the point was not to exclude anyone. We
have to collect as much information in as comprehensive a way as
we can.

Mr. NADLER. With all due respect, that is rhetoric. Why was it
drawn at Canal Street and not at say Chambers Street or in a 5
mile radius or a 2 mile radius around the World Trade Center?
What basis was there for drawing the line that was drawn? What
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was the scientific basis for drawing that line? I don’t believe there
was any.

I’d like to hear what the scientific basis for drawing that line is
because if there wasn’t a scientific basis, which I believe to be the
case, then the registry is not including as many people as possible,
it may be excluding 80 percent for all we know of the people who
ought to be in it.

Dr. WILLIAMSON. It is a good question and I will try to get back
to you on that but I must tell you that the registry was set up with
some very specific things in mind in order to try to get as much
information as possible given the resources and the time to reach
so that we could answer the questions you are asking with the in-
formation we have.

Mr. NADLER. It is very nice, these conclusory remarks but why
Canal Street and not Chambers Street, the scientific reason, not
Howson Street but 14th Street, why not Chinatown, why not look
into Brooklyn, not an arbitrary, bureaucratic answer but a sci-
entific basis, what is different scientifically, what evidence do we
have that there is a scientific difference between south of Canal
and north of Canal.

Mr. SHAYS. Will the gentleman yield? I would like to resolve this
now rather than later in part because I am wondering if we did get
information that we had requested in the past.

I don’t know if I would describe your analysis as bureaucratic.
What I am hearing you basically say in the end, and I would like
to pursue this and answer it one way or the other, it seems to me
it was not based on any scientific knowledge. You made assump-
tions in order to begin the registry and to begin to start to get in-
formation. Are you aware that any of this was based on any sci-
entific study that was done? I am not aware of any.

Dr. WILLIAMSON. I am not aware that it was based on any single
scientific study. It was based on information that we got from EPA,
that we got from NASA and with the constraints we had in order
to try to get the registry up and running. With estimates of the
numbers of people we thought we were going to be able to identify
with the resources we had, we said this would be a good first cut
at getting as much information on the people, we felt, not based on
a particular scientific study but all of the information.

Mr. SHAYS. Let me give the floor back to you, Mr. Nadler, and
allow you to pursue a little more but let me make this point.

I think the answer to the question is no and I don’t think we
need to wait for you to get back to us to say no. The answer is,
it is not based on any scientific information. You all tried to do the
best you could without scientific information, it strikes me. That is
what I am hearing you say. I do think, Dr. Heinrich, you could
maybe add some insight here and you have the floor, Mr. Nadler.

Mr. NADLER. Let me just say, I don’t want to take anything away
from officials who had to act in haste at the time. What bothers
me is that I do believe, and I have been involved in this in some
depth, that there is no valid reasons for those arbitrary lines and
maybe it was a good first cut, as you said, but may be those lines
should be expanded now.

In other words, if this registry is going to have validity and the
registry is also funded for 5 years. It should obviously be funded
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for the lifetime of all the people involved in it and it should also
be expanded from the registry to provide health treatments for
those who need we find need it.

Beyond that, the geographic boundaries, if we are to have any
scientific validity, now that we have time, it is 3 years, there ought
to be what the Inspector General said a year ago now or the white
paper in my office said 21⁄2 years ago, there ought to be detailed
samplings, indoor and outdoor and concentric circles going out from
the World Trade Center so we can see where the problem was, so
we can have a better scientific estimate of where the people should
be sampled, of where the registry should be expanded.

I will guarantee you it is a lot wider than Canal Street and what
might have been a first bureaucratic cut based on somebody’s esti-
mate at the time but not based on valid science, which could not
be based on valid science, because no one ever did all that testing.
In all the hearings we have held and everyone has held, we know
no one ever did the testing that needed to be done. The Inspector
General said that and no one has done it since then.

It ought to be done now and the registry certainly ought to be
expanded not only in terms of time so that we can see the effects
beyond 5 years, if there are 20 year effects, which there will prob-
ably will be, but also geographically.

Mr. SHAYS. I thank the gentleman. If you want to make a com-
ment, then I want to take the floor for my questioning.

Dr. WILLIAMSON. I would like to say again that is something that
we hope the registry will allow us to do, to identify the areas and
the subpopulations which need to continue to be looked at and to
expand depending on the information that we get. The subpopula-
tions right now that the other five studies are not looking at quite
so much but the registry has information on, such as the residents
and the school children, that is one thing the registry is going to
allow us to do.

As far as expanding the registry boundaries, what we did was go
through a very scientifically validated protocol from peer reviewers,
so we got that approved and if we were to change the eligibility cri-
teria or expand the eligibility criteria geographically, we would go
back through a very scientific process of putting together a peer re-
view.

Mr. NADLER. Excuse me. With all due respect, there was no sci-
entific process. There may have been people who decided to OK
what somebody decided but there was no valid scientific process
and if there was, we have asked you to submit that to us which
we have not yet seen.

Dr. WILLIAMSON. I am talking about justification for the proto-
cols.

Mr. SHAYS. Dr. Heinrich, do you have any contribution to the di-
alog that has taken place in the last 10 minutes?

Dr. HEINRICH. I do think that in the scientific literature, we have
seen some summaries now of the sampling of the air and there is
more information now than there was when it was set up about
what kinds of contaminants were in different geographic areas. I
think what you have heard is that as they were establishing the
registry looking at the resources they had at hand, they really had
to make some assumptions about who would be the most likely to
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have the largest exposure. At least that is what I have gleaned
from the scientific reviews that we have done.

One issue I would like to bring up is that to the best of our
knowledge, the registry doesn’t necessarily have funds to carry it
forward for all 5 years since much of the funding has already been
expended.

Dr. WILLIAMSON. The registry only received initial startup funds.
Mr. NADLER. If I could just ask Dr. Heinrich, what you just said

was very interesting. You said they made a decision as to where
to focus based on the available resources most effectively which
may very well be the case but that is backward. That is saying we
have a certain amount of resources and therefore we can only do
up to Canal Street.

Mr. SHAYS. Is that what you are saying because that is what it
sounded like to me.

Dr. HEINRICH. There is no scientific justification for the specific
boundaries that we were able to find.

Mr. SHAYS. I think we have to acknowledge that is the fact. I
think we also have to acknowledge, given the resources available,
there were intuitive decisions made but nothing scientific and I
think we can agree on that. I appreciate my colleague’s line of
questioning.

I wrestle with this. Having been in the Twin Towers, thinking
how tall they were, thinking of what was in them, the marble, the
construction material, it was pulverized, the pressure and so on
just pulverized all of that and it was smothering until well past De-
cember or at least to December.

So intuitively, I make an assumption that this wasn’t good stuff
and we would expect there would be some scientific explanation as
to what was there and what wasn’t. We know it wasn’t done right
away. We know workers like the firemen who raced up the floors,
the workers that raced to the sight and we know they didn’t wear
masks, we know they didn’t wear protective gear and we also know
like some of the Gulf war syndromes, that they are sick. There are
a lot of people who are sick.

What I am seeing is a Federal, State and local effort to deal with
this and when Mrs. Maloney is asking the other very pertinent
question besides the question asked by Mr. Nadler, she was basi-
cally saying who is in charge but you can tell me who is in charge
at the Federal level, who is in charge at the State level and you
can tell me who is in charge at the local level but the problem is
we have them all mixed together.

We have the New York Fire Department, they have their system.
We have the emergency medical and certain rescue in Mount Sinai.
We have other Ground Zero responders at the registry. We have
New York State workers who are being examined as separate. We
have the people living and working in the area, they are under the
registry. We have the Federal workers being examined separately.

I think what I would ask you to do is tell me how do we sort this
out. I am not yet aware. My theory is this. If the witnesses don’t
tell us, we are ignorant of what needs to be done unless we find
out from other sources. If they tell us what we need to do and we
don’t do it, the blame rests on our shoulders but right now, you are
letting us off the hook. We need to know what needs to happen to
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bring some sense to this. Who wants to start me out in this proc-
ess?

Dr. HOWARD. I will be the brave one. I would like to suggest that
the description you just gave of the very difficult nature of charac-
terizing the exposures that existed for firefighters, other workers,
volunteers, clean-up workers, rescue and recovery workers, from
this mix of physical and chemical agents and combustion products
represents what we in science call a mixed exposure which really
strains the boundaries of our existing science in terms of under-
standing what the health effects are from mixed exposures.

I think often science proceeds too slowly for all of us but there
is value in the fact that there are multiple different programs look-
ing at this same issue, in different populations, granted, but they
all will, over the next 6 to 12 months, be producing peer reviewed
science articles as the one I referred to coming out this Friday in
CDC’s MMWR, that will help us answer the question that Mrs.
Maloney raised and everybody is interested in: what is the preva-
lence of health effects on a chronic nature that comes from this
population, albeit a sample of this population because we don’t
have the whole denominator.

I think what we need to concentrate on is making sure the exist-
ing programs we have are, and I agree with the committee’s ques-
tions, coordinated well, they are speaking to each other, the people
they are representing, the participants, the registrants and their
representatives are fully involved in all the advisory committees for
those programs and those advisory committees are coordinated.

Mr. SHAYS. The problem is committees create camels when they
are trying to create a horse. Is there a recommendation from any
of you of who should try to coordinate all this? Should it be New
York State, the Federal Government? The Federal Government is
providing most of the money it seems to me. Is that correct?

Dr. HOWARD. Through FEMA. FEMA provides most of the
money; it comes to HHS, CDC, NIOSH, ATSDR and it goes out to
the individuals.

Mr. ROBERTSON. The worker comp program is a State program.
There was $125 million for processing the claims and then two pots
of $25 million each, one for workers associated with uninsured em-
ployers and the other for volunteers.

Mr. SHAYS. I really believe there has to be one person in charge,
maybe somebody who takes charge to coordinate and an agreement
on the part of State and local governments. If it is the Federal Gov-
ernment, let them do it or the Federal Government needs to agree
that it is the State, but one person basically looking to coordinate
all this activity.

Tell me what steps should be taken to ensure that money and
programs will be in place to look at the long term effects. This is
running out, correct? So what do we do?

Dr. HOWARD. As I said previously, I think that the findings that
will be coming from the programs already funded, from the reg-
istry, from the Mount Sinai program which will be funded for 5
years now, that data will speak louder than any of us at this table
and I think it will give us a direction as to where we need to go
in terms of continuing monitoring as well as research.

Mr. SHAYS. When is it going to give us that direction?
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Dr. HOWARD. I would say very shortly. I would say since Mount
Sinai has nearly 12,000 of its cohort participating, monitoring re-
sults—and Dr. Levin will speak to this on the second panel—will
come out very shortly. As I say, the first report will come out this
Friday. I think the report will be of concern.

Mr. SHAYS. But in the case of cancers?
Dr. HOWARD. That is a more long term thing and that is why I

said the findings that come out that we have will inform us as we
go through these periods of time.

Mr. SHAYS. We have one witness who has made some very help-
ful recommendations. I would like recommendations from all of
you. What steps can we take to improve the process, how can we
make sure this is better coordinated, and so on.

Dr. WILLIAMSON. I would certainly talk for the registry. One of
the things we have done since September 11 is try to put into place
a rapid response registry program so that we will be able to more
quickly respond to emergencies. It is important to be able to iden-
tify the expertise that would be available on an as needed basis as
quickly as possible to be brought to bear on the impacted emer-
gency situation as quickly as possible.

We are in the process at CDC and ATSDR of putting together
this rapid response registry program. This is one of the rec-
ommendations we have seen as a result of September 11 that we
are trying to implement, we are hoping to be able to do things on
a much quicker basis.

Dr. HEINRICH. Most of these programs are funded, I think all of
them are funded, through different organizations, entities within
CDC, and one approach might be that we ask CDC to be more
proactive in its role for coordinating these programs. Certainly one
effort it has already started it sounds like is having centers that
have responsibility for coordinating the data because at a mini-
mum, you would want somehow to be able to look at these findings
across these various programs. It sounds like maybe you can do it
for a couple now but not for all.

It is the Federal Government that has the money but you have
to form a partnership with the people on the ground and I think
that is what they are trying to do but the mechanism for that is
the one they are using which is the cooperative grant program.

Mr. SHAYS. If there is ever a justification for a committee to
write a report on recommendations, this is one of them because if
everybody is doing their job to the best of their ability and in many
cases, quite well, but they are all part of what I view as not a co-
ordinated effort. Mr. Robertson, what happens when the $25 mil-
lion in Federal funds designated for volunteers and workers comp
has disappeared?

Mr. ROBERTSON. That is a great question and I think it illus-
trates some of the points you have tried to make. Basically, when
those funds are used up, the benefits for those volunteers are used
up. We probably should do more thinking in terms of trying to do
some analysis now to figure out if and when those funds will run
out and what we will do under those circumstances.

Mr. SHAYS. We need to get to the next panel. Is there anything
you felt needed to be a part of the record that is not part of the
record?

VerDate 11-MAY-2000 12:10 Mar 28, 2005 Jkt 000000 PO 00000 Frm 00107 Fmt 6633 Sfmt 6633 D:\DOCS\98999.TXT HGOVREF1 PsN: HGOVREF1



104

Mrs. MALONEY. I have one brief question. In your testimony, Dr.
Howard, you talked about in collaboration ‘‘with informal network
of occupational specialists, CDC helped facilitate the production of
a guidance document to assist community-based physicians in the
medical evaluation of patients exposed to the disaster.’’ I want to
compliment CDC on their response to SARS and sending out medi-
cal directives but I have not found one doctor who got this commu-
nication. I have had many cases reported to us where people went
to doctors and were told they had asthma and then found they
really had glass in their lungs.

If there is such a document that you provided, probably one of
the leading authorities is Dr. Levin. Several of you mentioned he
is going to be releasing this report on September 10 and I would
say he is definitely considered a leader in the field. When I talked
to him about this issue, he said he had not received any guidance
from CDC on the health response to the World Trade Center disas-
ter. So if you do have a document, I would like to have that as part
of the record.

I would like to close with what I think is the most important as-
pect, that there is no health coverage for people we call heroes and
heroines and we talk about how they selflessly gave their lives or
injured themselves in helping others and yet they have no health
coverage. I had one firefighter who 3 years later can no longer
work. He said he saved two lives, pulled them out of the debris.
Now his health condition is so terrible, he can no longer work and
he has no health coverage. What are we going to do for health cov-
erage?

Mr. SHAYS. Let us close quickly with that question and get on to
our next panel. Is there a comment about health care coverage?

Dr. HOWARD. It is hard to quickly respond to that. Obviously
health care provision is not contemplated in these medical screen-
ing programs. It is a large public policy issue and I have no exper-
tise.

Mr. SHAYS. So the answer basically is they are not covered and
this rests on whose responsibility? Is this a Federal, State or local
responsibility? Is this something we need to be debating? The bot-
tom line is you are putting on the record there is no health cov-
erage?

Dr. HOWARD. My understanding is these are medical screening
programs, and medical monitoring programs, not medical treat-
ment programs, but in the case of the Mount Sinai program with
which I am most familiar, referrals are made for medical treatment
when appropriate.

Mr. SHAYS. To be continued.
Mrs. MALONEY. And we have put in the ‘‘Remember 9/11 Health

Act’’ which would provide health coverage to those who were in-
jured at September 11.

Dr. HEINRICH. Just one comment on that final point. Many of us
learned in public health that there is something ethically wrong
when you screen for disease, find it and then don’t treat it. That
is the dilemma we are in.

Mr. SHAYS. Let us end on that note because that maybe will get
us all thinking about what we do about it.
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Thank you. You have been an excellent panel. We appreciate
your work in government and your effort to make this a better
place and to help these victims. Thank you.

The Chair will now recognize our second panel. We have Dr. Ste-
phen Levin, co-director of the World Trade Center Worker and Vol-
unteer Medical Screening Program; Dr. Michael Lonski, director,
training and program development, Life Matters; Dr. James
Melius, administrator, New York State Laborers Health and Safety
Fund; Mr. Stan Mark, esq., program director, Asian American
Legal Defense and Education Fund; and Ms. Micki Siegel de Her-
nandez, health and safety director, Communications Workers of
America.

Mrs. MALONEY. May I request we place into the record a report
written by the Sierra Club, ‘‘Pollution and Deception at Ground
Zero?’’

Mr. SHAYS. Yes. Without objection, so ordered.
[The information referred to follows:]
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[Witnesses sworn.]
Mr. SHAYS. I would appreciate it if our witnesses could give their

testimony in 5 minutes. We have some time restraints. We have
some votes on the floor and testimony on the floor we need to par-
ticipate in.

Dr. Levin, thank you.

STATEMENTS OF DR. STEPHEN LEVIN, CO-DIRECTOR OF THE
WORLD TRADE CENTER WORKER AND VOLUNTEER MEDI-
CAL SCREENING PROGRAM; DR. MICHAEL LONSKI, DIREC-
TOR, TRAINING AND PROGRAM DEVELOPMENT, LIFE MAT-
TERS; DR. JAMES MELIUS, ADMINISTRATOR, NEW YORK
STATE LABORERS HEALTH AND SAFETY FUND; STAN MARK,
ESQ., PROGRAM DIRECTOR, ASIAN AMERICAN LEGAL DE-
FENSE AND EDUCATION FUND; AND MICKI SIEGEL DE HER-
NANDEZ, HEALTH AND SAFETY DIRECTOR, COMMUNICA-
TIONS WORKERS OF AMERICA

Dr. LEVIN. I am Stephen Levin, medical director of the Mount
Sinai-Selikoff Center for Occupational and Environmental Medicine
and I am co-director of the World Trade Center Worker and Volun-
teer Medical Screening Program.

I want to thank Congresswoman Maloney and you, Congressman
Shays, for inviting me to speak today about the health con-
sequences of exposures during World Trade Center recovery efforts
and what we see as the unmet needs of the people whose health
has been affected.

Our Center for Occupational and Environmental Medicine at
Mount Sinai has a long history of providing medical services to the
working people of the New York Metropolitan area, their unions
and their employers. We were well known to many of the workers
who responded to the attacks on the World Trade Center Towers
and to their unions and began seeing responders, evacuees, return-
ing office workers and residents of lower Manhattan within a few
weeks of the World Trade Center attacks.

It was clear to us almost immediately from this clinical experi-
ence that the exposures to the mix of respiratory irritants like pul-
verized concrete, hydrochloric acid mist and fibrous glass present
in the air at and near Ground Zero caused respiratory problems,
including sinusitis, laryngitis, asthma and bronchitis, acid reflux
from the stomach known as GERDS and that the horrors that
many had witnessed there caused stress-related psychological
symptoms and depression.

Responding to the appeal of organized labor who were aware of
the problems their members were developing and whose members
made up the majority of the workers and volunteers involved in the
rescue and recovery work, the cleanup and the restoration of essen-
tial services in lower Manhattan, the New York congressional dele-
gation was successful in securing funds to establish two medical
screening programs, one for New York City firefighters and another
coordinated by our group at Mount Sinai for all other World Trade
Center workers and volunteers, each to evaluate clinically some
12,000 World Trade Center responders.

We are grateful to the Centers for Disease Control and to the Na-
tional Institute for Occupational Safety and Health for their sup-
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port and their assistance in establishing these important programs
whose mission it was to identify those who were ill as a con-
sequence of their World Trade Center efforts and to make sure
they were referred for appropriate care but not to provide that care
since no resources were made available for treatment of World
Trade Center related illnesses or for additional medical testing and
individual responder might need. The firefighter and Mount Sinai
programs have identified similar health consequences among World
Trade Center responders, asthma, bronchitis, sinusitis, laryngitis,
digestive problems. These illnesses are remarkably persistent.

We analyzed what was found clinically among 250 of the first
500 responders that we examined at the Mount Sinai program and
we began seeing responders in August 2002 far too long after the
event occurred and reported that nearly half of these men and
women still experienced at the time of their examination at least
one pulmonary symptom. By that, we mean wheezing, chest tight-
ness, cough or shortness of breath and this was a minimum of 10
months after the September 11 event. Over half had persistent ear,
nose and throat symptoms and over half had persistent evidence of
psychological distress severe enough to warrant further evaluation
by a mental health professional.

We recently updated our analysis to include the medical findings
of over 1,100 responders seen in our program and that has been re-
ferred to several times today. It will be appearing in the MMWR
in 2 days. I am not allowed to cite actual data from that figure
until the report is released but I can tell you this. The results point
to similarly high rates of persistent respiratory, digestive tract and
psychological disorders in this larger group.

We know that we have examined only a fraction of the workers
and volunteers whose health may have been affected by their
World Trade Center efforts and there is reason to believe there are
many who have not undergone screening examinations who have
persistent World Trade Center related illnesses. Fortunately, fund-
ing has been obtained from the CDC and NIOSH for medical fol-
lowup exams of the World Trade Center responders for the next 5
years and we will be able to bring in additional workers for their
baseline examinations during this first year of the longer term pro-
gram.

This program will give us an opportunity to evaluate the course
of these shorter term illnesses and to some extent the response to
various treatment approaches and to identify those who still need
medical and psychological care for those conditions that occurred
shortly after exposure but there remains the issue of long term con-
sequences of World Trade Center related exposures. This witches
brew of airborne materials found at and near Ground Zero where
a number of carcinogens, cancer causing agents, including asbestos
and the class of compounds known as PAHs, polycyclic aromatic
hydrocarbons, the cancer causing chemicals in tobacco smoke.

If we are to detect the cancers that may develop as a result of
these exposures encountered during the recovery effort at a time
when treatment may be more effective, this group of responders
has to be followed for at least another 20 plus years since such can-
cers most often occur at least 20 years after the onset of exposure
to the cancer causing agent. I think our description of what hap-
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pened after the World War I cigarette smoking experience is ex-
actly what we are concerned about here.

This is an especially important issue for those who spent long
hours without respiratory protection on the pile at Ground Zero
where the fires burned until December 2001 and for the workers
who cleaned up the office and residential buildings nearby Ground
Zero, disturbing dust contaminated with carcinogens day after day
for months, no warnings, no training, no masks.

Our screening pilot program has found many people who needed
followup care for the physical and emotional problems they devel-
oped in the course of their World Trade Center efforts. Making sure
they obtain adequate care has been a difficult challenge. For many,
the workers compensation system should have been a resource but
for all too many it has been an obstacle course of claims fought and
delayed, almost impossible to navigate for these heroes whose toler-
ance for additional stress is often very limited. Many have no
health insurance. At Mount Sinai, we have received limited funds
from private philanthropic sources to provide care for these re-
sponders but it isn’t enough to meet the need.

I believe that a public health response to a public health problem
calls for Federal funding to pay for needed care. It shouldn’t be left
up to a badly fragmented health care system to ensure that the
special testing people need and the medication these responders
need will be made available. Our experience tells us it simply won’t
happen.

[The prepared statement of Dr. Levin follows:]
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Mr. SHAYS. Thank you, Dr. Levin.
Dr. Lonski.
Dr. LONSKI. Thank you for inviting us to testify today.
The most helpful aspect of this hearing so far for me I have to

say is that so many people have turned out today to try to continue
to understand the after-effects of September 11 and how devastat-
ing the impacts are and how tenacious the impacts continue to be.
For unless you live and work in New York or have a particular in-
terest or involvement or a capacity or tolerance for understanding
the depths of the painful after effects, you miss the fact that each
report you have heard today from each of these agencies represents
the personal experiences of thousands and thousands of people, ac-
tive and retired, families and children, of people we have been able
to reach out to through our organization and collaborate with other
existing programs like Red Cross and Mount Sinai.

The fire, the police, the iron workers, the electrical workers, the
New York City agency employees, family members, the National
Guard, immigrant populations, there is a great deal of despair be-
cause the World Trade Center attacks forever altered the way
many people see the world. The ensuing grief, trauma, stress, anxi-
ety and despair worsened existing problems. It reactivated negative
coping habits such as substance abuse, smoking and overeating. It
overwhelmed peoples’ abilities to control their emotional response
and resulted in increased violence, depression and especially isola-
tion.

Just check the corner newsstand to witness the breakdown in
September 11 victims coping abilities, policemen setting bombs in
train stations, firemen brawling with chairs, volunteers robbing
banks, DWIs, extramarital affairs. People in New York are scratch-
ing their heads and wondering will it ever end? We are here to tell
you from a mental health standpoint, this is just the beginning. In
New York, September 11 was a mushroom cloud whose fallout is
just now making itself known.

My name is Dr. Michael Lonski, Clinical Psychologist, Co-Found-
er of Life Matters. With me here today are Dr. Evelyn Llewellyn,
also Clinical Psychologist, Co-Founder and Executive Director of
Life Matters; Stephen Careaga, Executive Director of Firefighters
National Trust who so generously underwrites much of our fire
union endorsed work with active and retired first responders and
families of the Fire Department of New York and board member,
Lou Chinal, a September 11 survivor who retired from the Fire De-
partment of New York after 29 years of service and who guides and
serves us.

Life Matters is a not-for-profit organization created to meet the
urgent need for counseling outreach and crisis intervention after
the attacks. We teach people to understand, to cope and ultimately
heal their trauma. We have embedded clinicians, trusted peers and
support personnel in firehouses and social networks giving us the
unique ability to quickly find and help people before they take ac-
tions that harm themselves or others. We have helped more than
30,000 persons remain healthy, productive and involved on their
jobs and in their lives since the terror attacks. We continue to
serve an estimated 15,000 New Yorkers a year. Let us put those
numbers in perspective.
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The Red Cross and the New York Psychological Institute esti-
mate there are between 125,000 and 150,000 Manhattan residents
alone who have fully diagnosable post-traumatic stress disorder.
Mount Sinai researchers working with Ground Zero workers say
more than 40 percent are suffering from mental health issues. A
recent study by Smithers at Cornell’s School of Industrial and
Labor Relations found significant evidence of continued depression,
stress, anxiety and grief and an increased risk for drinking prob-
lems among activity FDNY members post-September 11. So in 3
years, we have reached barely 20 percent of those who most dra-
matically need our help.

Let me explain what someone suffering from PTSD goes through
and why this is a problem for us all. PTSD moves on a very pre-
dictable course from shock, to upset, to dysfunctionality. Key to
their trauma is their perception that the world is not a safe place
and that those in charge of protecting us have failed to do so. They
are continually flooded with uninvited thoughts, flashbacks, day
dreams and rivalry, nightmares and night terrors. Everything be-
gins to look like a threat.

To protect themselves, they withdraw emotionally, buffer or
medicate themselves or act out. They engage in negative behaviors
to feel good, to feel alive or simply to feel anything at all. They be-
come so preoccupied with warding off reminders that they lose
their perspective of right and wrong. They fail to discriminate be-
tween external and internal triggers, judgment becomes impaired
and anyone suffering from PTSD can become a time bomb.

Their explosions and implosions rock us all. Suicide, domestic vi-
olence, murder, divorce, criminal activity, inappropriate sexual ac-
tivity, feared and actual debilitating disease and premature death.
The loss of the talents and contributions of people who are other-
wise vital and valued members of our society, that tragedy enve-
lopes spouses, children, family and friends in the cycle of trauma,
grief and loss is then renewed. We lose another generation and ter-
ror wins, no further attacks, just collateral damage from the origi-
nal impact.

Those in need must understand that help is available and self
help is possible. Those in power must commit the resources, finan-
cial and otherwise, required to prevent what uniformed first re-
sponders call a BLEVE, a boiling liquid expanding vapor explosion
or be prepared to suffer in the fallout. We must rebuild victims’
trust and help them reconnect with the world.

In our work, we continue to find ways to respect peoples’ privacy
and their integrity while reaching through their self protective iso-
lation. Through flexible, tested and true, theoretically based,
proactive outreach, education and support, we walk with them the
paths of health, resiliency and hope. At issue is not just one man’s
unease but a family’s ability to function and ultimately security for
us all.

Thank you.
[The prepared statement of Dr. Lonski follows:]
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Mr. SHAYS. Thank you.
Dr. Melius, you have a very long statement. I will be crushed if

you don’t get to your recommendations, so don’t play a trick on me
and use up all the other time and force me to not let you do your
recommendations. I want to hear every one of your recommenda-
tions. Don’t leave them out.

Dr. MELIUS. As I have been sitting here, I have been planning
to skip most of the beginning of the statement and go directly to
the recommendations.

Mr. SHAYS. We really appreciate your recommendations. Very
helpful.

Dr. MELIUS. Thank you for holding this hearing and for your con-
tinued interest in this issue. I think it is important. Clearly in the
absence of anybody at the Federal Government level, the agencies
being in charge, it is a badly needed function. I really do applaud
you for making this effort.

I represent people in the construction industry working for the
laborers’ union in New York. Throughout the country, I also work
with our international union. I have also served many years as an
advisor for the firefighters union around the country and have ex-
perience in dealing with other emergency incidents with them.

My testimony covers the involvement of the construction work-
ers, what our exposures were, what some of our concerns were. As
I said, I will skip that and go to the recommendations.

Mr. SHAYS. Your full statement will be in the record.
Dr. MELIUS. I would like to say that one thing that was very im-

portant to us as a resource in New York that without would have
been a bigger problem to address and that was Mount Sinai Hos-
pital. They really had the expertise and the capability to be of
great assistance while these programs were being set up. We were
able to refer many people there for treatment.

In my statement, I made six recommendations. I will go through
each. They deal with both the World Trade Center medical follow-
up as well as with followup for other incidents.

The first repeats a point that I think you already made. We need
a comprehensive and rapid medical response for these types of inci-
dents. We can’t wait a year or two to get a program in place. We
need to have people in a coordinated fashion there immediately. We
need them there because we can’t expect local governments, local
construction companies, local agencies to have the expertise, the re-
sources and the capabilities to deal with it. This needs to be set up
and included in planning efforts for future disasters.

That program can’t wait 2 years for setting up a medical pro-
gram or a year. It needs to be set up as quickly as possible and
needs to think about the need for monitoring. The issue Congress-
man Nadler raised, we need and should have had and in future in-
cidents we need comprehensive environmental sampling that will
think about the possible health risks for people involved. It is need-
ed to help protect them and needed to be able to address who is
at risk, what type of future medical programs do we need for those
who have been exposed.

In my testimony, I mentioned some of the frustrations at the
time in dealing with both this incident and getting environmental
data, as well as with the simultaneous efforts going on with the an-
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thrax incidents where people in the medical community or in my
case representing workers involved, where it was very frustrating
to figure out who to call to get information. That needs to be devel-
oped immediately after these incidents.

Three, we also need to recognize these programs need to go on
for a long period of time. As I mentioned, I previously worked for
both Federal and State Government and have been involved in
other incidents usually involving fire departments and response to
toxic exposure. One was the Elizabeth chemical control fire in New
Jersey across from New York over 20 years ago where there was
an immediate response but then nothing was done long term for
the people involved.

It is difficult to budget that, to estimate what kind of resources
may be needed but we have to have a mechanism in place whether
through Homeland Security in these instances, through Health and
Human Services, I don’t know but there should be a program place
that can fund those programs over the long term, provide the sup-
port and guidance needed to implement that type of program.

I think we have already heard some of the problems because peo-
ple develop programs in response to the resources that were avail-
able rather than to projected needs. Because of that, we may never
know the number of people that were affected or will be affected
from the World Trade Center. This has to be done up front. People
have to know full resources will be available.

That program has to also be comprehensive and include every-
one. We can’t make arbitrary decisions based on a street, where
people worked on a site, whether they worked or whether they
were a member of the general public that were exposed. It may
take some time to sort out, some people may need different
amounts of medical followup to different degrees but we need to
have that comprehensive program in place that covers everybody.

My fifth recommendation is that we need to think about the fu-
ture rights of these people. They need to be protected. This ad-
dresses issues related to the workers compensation. A lot of con-
cern about the reluctance of our members and other union mem-
bers to participate in the registry programs, is because we don’t
feel the rights of our members are being protected and some of that
information may be used against them 10 years from now.

Mr. SHAYS. Give me a short example of how information can be
used against you.

Dr. MELIUS. For example, if someone does an analysis of that
data, especially given how incomplete it is, it only covers such a
small number, and there is a report that says we found in a certain
subpopulation no health effects.

What if one of our members who could fit the definition of that
subpopulation applies for workers compensation? Their employer or
insurance company may use the information in that registry to con-
test that claim. Also, it is not completely clear how their privacy
will be protected in that registry.

Will somebody be able to go in and get information on them and
other participants and somehow use that to discriminate against
them in some way? We are particularly sensitive to that given
some of the problems with the workers compensation system in
New York as well as other States.
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At the same time, it is important that we assure people there is
a long term, comprehensive, compensation program for them. I ap-
plaud what you have done so far.

Finally is the treatment issue. The programs put in place must
include more work on treatment. There needs to be resources for
people to get treatment as well as some medical research and effort
made to try to determine what are the best treatments. We don’t
know that for some of the conditions related to the World Trade
Center. We need to learn more about that and provide resources.

In Mount Sinai and the other programs we are doing an excel-
lent job of referring people but not everyone has complete health
insurance, not every physician is as familiar with what kinds of
treatment might be needed and there are limitations. People aren’t
getting the treatment they need because of that. I think that is a
disservice to them.

Thank you. I will end there and be glad to answer questions.
[The prepared statement of Dr. Melius follows:]
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Mr. SHAYS. Thank you very much.
Mr. Mark.
Mr. MARK. I would like to start with my recommendations.
My clients at the Asian American Legal Defense Fund as well as

many of the community people I work with support the ‘‘Remem-
bering 9/11 Health Act’’ and the fact that it would cover many of
the people in the lower East Side and Chinatown who are without
insurance or don’t have the right insurance coverage. We feel that
particular legislation should be passed.

In addition, I think it also addresses some of the concerns raised
in the previous panel about coordinating efforts. One of the prob-
lems we had in my office was we believed that the funding for
Mount Sinai would cover treatment as well but we understand that
it did not. When we heard that, we felt it really undercut our ef-
forts to try to get funding for our joint clinic work with many of
the organizations and specifically partnering with Bellevue Hos-
pital to address the health needs of people in the lower East Side
and Chinatown.

I would also mention that at this point we are now engaged in
this joint clinic. We can’t wait for that coordination to take place,
we can’t wait for that funding to take place, so in the last 4 months
or so, we have been going through 400 apartments and visited 400
families, we have done outreach tables in the summer months
reaching thousands of people, trying to get people who were
harmed by September 11 to participate in this clinic program. We
have now booked many appointments for people to be screened and
treated at Bellevue Hospital at the Asthma Center. There is at
least a month’s waiting list.

I am bringing this up as a point that studying the health impact
shouldn’t be limited to Ground Zero but that they extend way be-
yond Ground Zero and include communities of color in the lower
East Side and Chinatown which have not gotten sufficient re-
sources when it comes to health care.

My office is a civil rights organization. We represent many gar-
ment and restaurant workers on the Lower East Side and China-
town who work in sweatshops. We also represent people who are
South Asians and Muslims, who have been denied due process
after September 11, and who have been detained preventatively
and secretly. We also have had work in voting rights and on a
weekly basis, we register people to vote at the courthouse, about
300 people every week, who are sworn in as new, citizens are reg-
istered to vote.

Since the September 11 attack, our Federal and local agencies
have not fully addressed the public health emergency resulting
from the collapse and fallout from the World Trade Center. Lower
Manhattan residents in the neighborhoods adjacent to Ground Zero
and surrounding areas such as Chinatown and the lower East Side
witnessed the attack and now live and work in buildings that are
contaminated or recontaminated with asbestos, mercury, lead,
dioxin and other toxic compounds. Many have respiratory ailments
and lung damage, skin rashes, gastronomical disorders and other
illnesses, or express anxiety about their health and the health of
their children. Many are under the care of doctors while others liv-
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ing east of Ground Zero are still seeking health coverage and medi-
cal treatment for these illnesses.

Federal resources for treatment and long term studies must be
made available immediately to address the unmet health needs of
thousands of people who live and work in lower Manhattan. Fur-
thermore, resources must be made available to strengthen the pub-
lic health infrastructure in order to meet the threat of chemical or
biological attacks such as anthrax.

The full scope of the public health emergency and the resulting
environmental health impact have not been adequately addressed
and acknowledged by the Federal and local government agencies.
Government agencies did not conduct representative sampling
which uses detection devices laid out in concentric circles from
Ground Zero to collect air, dust and water samples to measure the
fallout, its range and to gather data.

The Center for Disease Control did not issue health advisories
urging health professionals to look out for the symptoms of ill-
nesses resulting from the fallout. For months, the dust and stench
filled the air throughout lower Manhattan and seeped into the
homes and offices, factories and businesses. Trucks hauled debris
from the fire at Ground Zero.

These trucks and dumpsters were parked on the streets on the
lower East Side and Chinatown, along Henry, Clinton and Jeffer-
son Streets and behind Stuyvesant High School. The debris was
eventually hauled to the Freshkills Landfill. The World Trade Cen-
ter dust circulated in the air and was blown throughout lower
Manhattan and continued to make people sick. People who live and
work in the buildings located in Battery City, John Street, Cedar
Street, Liberty Street, Pearl Street and downtown Broadway have
testified at public forums and hearings about their poor health and
the lack of adequate testing and cleanup.

These residents continue to struggle with government agencies to
test and clean their buildings still contaminated with dangerous
heavy metals and toxic compounds that remain or spread through
heat and air conditioning systems, elevators, carpets, window
ledges and other common areas. Recontamination remains a seri-
ous concern since the clean up 1 year after September 11 was at
best incomplete. Without full participation and cooperation to clean
an entire building, this leaves the distinct possibility that re-
contamination would occur, even assuming the initial cleaning for
some apartments was properly done for part of the building.

During 2002, at community town hall meetings, rallies and
marches in New York City and Washington, DC, thousands of
Chinatown residents assisted by a group known as Beyond Ground
Zero Network, which my office is part of, had demonstrated and de-
manded that health care coverage, medical treatment and research
studies must be at the top of priorities for our government agencies
and institutions committed to rebuilding New York. Health care
must be made a priority with adequate resources to cover long
term treatment and studies for all people affected by September 11
including residents of Chinatown and the lower East Side.

Government officials and agencies must be held accountable for
the delay in initiating full health coverage, treatment and studies
covering the residents of Chinatown and the lower East Side.

VerDate 11-MAY-2000 12:10 Mar 28, 2005 Jkt 000000 PO 00000 Frm 00156 Fmt 6633 Sfmt 6633 D:\DOCS\98999.TXT HGOVREF1 PsN: HGOVREF1



153

Given the wide scope of harm and the shortage of resources tar-
geted for health care and the research studies covering people of
color living in Chinatown and the lower East Side, we need a
stronger commitment from our leaders and institutions to make
these resources available.

[The prepared statement of Mr. Mark follows:]
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Mr. SHAYS. Thank you.
Ms. Hernandez.
Ms. HERNANDEZ. Thank you for keeping this issue current as it

has been for us since the beginning.
My name is Micki Siegel de Hernandez. I am Director of Health

and Safety Programs for the Communications Workers of America
and CWA District I which is the northeast district of CWA. I am
also the Alternate Community Liaison to the EPA Expert Technical
Review Panel, so I also bring a collective view from both residents
and also labor groups in the area.

I am here today because of the effect the World Trade Center has
had on our members. Many of our CWA members have developed
September 11 related illnesses. We don’t know what the future
holds in terms of chronic disease. We believe there are still huge
gaps that need to be filled in the government’s response to assess
the September 11 health effects.

Our members have been part of both the evacuation, we had 11
members who died in the collapse of the Towers, we have thou-
sands of members who work in downtown Manhattan and we also
had thousands of members who worked at Ground Zero. At Ground
Zero, our largest group was the telecommunications workers from
Verizon and some from Lucent who repaired the telecommuni-
cations infrastructure in New York City.

The report that Dr. Levin and also the GAO referred that came
from the WTC Worker and Volunteer Medical Screening Program
that looked at the sample of 250 of the first 500 responders, 44 per-
cent of that group were CWA members.

The World Trade Center Worker and Volunteer Medical Screen-
ing Program is severely underfunded. There have never been Fed-
eral funds for treatment. It is a wonderful program but it stops.

We also don’t know what kind of followup care our members are
getting. The new Worker and Volunteer Medical Monitoring Pro-
gram is only funded for another 5 years, so we are talking about
approximately three exams for those workers who came for their
baseline and again, there is no future. We need some early recogni-
tion and treatment of disease.

We also believe that the model in terms of the funding from the
Federal Government is what should be adhered to. We believe the
Consortium of Occupational Health Clinics should play the key role
in that continued program. We have also had experience that when
there is an employer-sponsored program, not only is it not as good
in terms of quality but that information remains varied.

We have had that with two employer-sponsored programs, one is
with ABC, we represent broadcast technicians at ABC. They did a
company-sponsored program early on. We have never received any
information about the health of our members who went through
that program. With Verizon we also were negotiating with them to
have our members be allowed to go to the World Trade Center
Screening Program on paid work time. We thought it was that im-
portant. We spent many months negotiating and we thought we
were getting close.

Coincidentally at about the time the World Trade Center pro-
gram started, Verizon sent a letter home to employees saying they
were going to institute their own program, employees could go on
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paid work time to a number of clinics, not the Consortium of the
World Trade Center, and they could go for a one-time free screen-
ing by the end of September. They would not be given paid work
time to attend the World Trade Center Worker and Volunteer Med-
ical Program.

We have asked Verizon since that time what has been the re-
sponse, what has been the analysis done about their program. We
have received no information. When we asked for the total number,
not even the names just the total of CWA members who partici-
pated, Verizon’s response was again this was not information that
was tracked, it is embedded in each member’s medical records and
would require manual effort by a nurse to go through each of the
900 plus records to make this determination. When we asked for
general reports or analyses of the findings, not individual medical
records, the response was no such reports were prepared.

We also heard anecdotally from members that many of the work-
ers comp cases were being controverted meaning that the employer
just said no, we don’t recognize this is the case, we don’t agree this
should be a workers comp case, that it is not work related.

We tried to get information from the Workers Comp Board to
find out for particular employers how many of the cases being ap-
plied for were being automatically controverted. We never got that
information.

Mr. SHAYS. I don’t understand. Is that information not available
or it is just not being shared?

Ms. HERNANDEZ. From the Workers Comp Board? According to
what the GAO said this morning, the Comp Board claims they
don’t track information in that way. I find that hard to believe but
we have never been able to get that.

We were able to go to one of the law firms that handled many
CWA cases of our members and they did manual search and were
only able to find some because of how the cases are applied for in
certain parts. They were able to locate some cases only for New
York City. Of 18 cases, Verizon cases that were illness related not
injury, 16 of them were controverted, meaning the company just
said no, we don’t believe this is work related. These were for a com-
bination of respiratory illnesses and PTSD.

We believe we need additional Federal funding for medical serv-
ices. There is a great need for medical services. We do not support
use of the funds for the World Trade Center Registry. We do not
believe the registry is a substitute for a medical screening program,
we believe it is diverting resources that could be put to better use.

We also believe that due to poor design, the registry cannot yield
valid results, nor will it ever be able to answer the questions it
claims it will be able to answer about the health of New Yorkers
affected by September 11. Poor participation rates further erode
the validity of the data collected. Without the statistical power as
calculated in the registry protocol, the true extent of specific health
effects such as asthma cannot be accurately determined. This can
lead to a gross underestimate of disease in the population of af-
fected workers and residents. There is also no apparent system in
place for decisions about what research will be conducted using the
registry data collected.
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A couple of the recommendations would be adequate funding for
the World Trade Center Worker and Volunteer Medical Program.
In the event of future disasters, we need to have a system in place
so there is an immediate system workers can turn to. We also need
to broaden the scope of who we think of as workers that respond
to an emergency not just workers like telecommunications workers
but many public sector workers, transit workers at the site.

We do not believe additional funding should be provided to the
registry as it is currently crafted and also would like to recommend
for future emergencies, agencies not be allowed to get rid of laws
that protect workers and the public as happened with several of
the agencies in the September 11 response such as OSHA who was
there on a consultant basis, the DEP who did not enforce their
laws for cleanup of asbestos in buildings and so forth.

[The prepared statement of Ms. Hernandez follows:]
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Mr. SHAYS. Thank you very much.
Mrs. Maloney, you have the floor for 10 minutes.
Mrs. MALONEY. Thank you all for your testimony.
Briefly with 10 words or less, I would like each of you to respond

to this question. Has the Federal Government responded ade-
quately and if not, what should they be doing or what needs to be
done? Dr. Levin? Has the Federal response been adequate, yes or
no, and very briefly, what needs to be done, your top priority in 10
words or less?

Dr. LEVIN. The Government’s response has been a partial re-
sponse. It has enabled us to identify illness among a small section
of those who responded and were affected by World Trade Center
exposures. What is needed is one, resources to evaluate those who
were exposed who have not yet been examined, resources to pro-
vide treatment, additional testing when diagnostic work has to be
done beyond what screening programs can do and we surely need
to have in place a mechanism for a rapid clinical response, an eval-
uation response and a treatment response should there be disasters
in the future that pose the same sorts of risks.

Dr. LONSKI. It has been mixed. The Federal Government’s re-
sponse has been frustrating for us as an organization. I think you
heard today we are probably the only group represented today who
does treatment, proactive treatment to not only directly with men-
tal health stresses involved in ongoing work as uniformed and civil-
ian first responders and civilian members after September 11 but
we are the only organization that links between the Chinatown
community, the Mount Sinais, the labor organizations and tries to
get out the word to those people about the kinds of screening and
help that are available behind the scenes.

Aside from the funding, we mentioned earlier through Fire-
fighters National Trust which allows us to do the only educational,
proactive outreach program for the Fire Department of New York
in which we go out to active and retired members and help them,
give them a tool to identify when they look at themselves and the
people around them who they care about what you’re looking for
in terms of being operationally overloaded.

With that tool, those members can identify for themselves and
others much better than us. There will never be enough profes-
sionals, never enough people from the counseling unit out there.
Once they know what to look for, they can help each other get the
help available but in terms of our Federal funding through the ef-
forts largely of Mr. Ron Dickens who is the contract supervisor
from the New York State Crime Victims Board, the Grant Division,
not the Compensation Division, we were able to get two rounds of
funding.

Unfortunately the frustration with that is the application process
for the first grant began in October 2002. Those funds come from
the Department of Justice. We were notified in April 2003 and this
is for September 11 work, that we were approved for a grant. The
first amount of money didn’t come to us until July 2003.

Mrs. MALONEY. That is a challenge but you are over your 10
words.

Dr. LONSKI. What we need according to Mr. Dickens in helping
that process along with Federal funds is to reevaluate the conven-
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tional methods of getting moneys out to take out some of the mid-
dlemen like the New York State Crime Victims Board and allow
the Federal Antiterrorism and Emergency Guidelines to give
money directly to organizations like ours. That is recommendation
No. 1.

Two, in terms of the linkage between stress and medical issues,
there are so many studies going on that have been designed by the
best minds.

Mr. SHAYS. You are losing me here because her question was
much simpler.

Mrs. MALONEY. We will come back to mental health. My question
is has the Federal Government response been adequate or not and
if not, what should we be doing briefly, Dr. Melius.

Dr. MELIUS. It is not an adequate program. It is not comprehen-
sive and nobody is in charge or can be held responsible for the pro-
gram.

The program needs to be expanded. We all made recommenda-
tions on the way that needs to be done. The numbers of people cov-
ered need to be expanded, the agencies need to stop thinking of
this as a scientific study. It needs to be scientifically based but it
needs to be a program for the people that were impacted by the
World Trade Center. That includes many who aren’t included in
the current program. Finally, it needs to consider the long term
needs for treatment, followup, counseling and that needs to be
made a part of the program also.

Mr. MARK. I would say that we must strengthen the public
health infrastructure in order to deal with public health emer-
gencies of the nature of September 11. In addition, I would say
there has to be a greater Federal role in coordinating as suggested
in your legislation by Government agencies such as HHS or other
appropriate entities in order to make sure that the public health
and the health of all the residents such as folks in lower Manhat-
tan including the lower East Side and Chinatown, get the treat-
ment.

Furthermore, I would say we need to continue to fund two stud-
ies that provide for treatment as well as research for people outside
of the Ground Zero area. One is a study conducted by SUNY at
Stoneybrook, Dr. Anthony Szema and Dr. Alan Iso and other co-au-
thors, who showed a rise and spike in asthma among Chinese chil-
dren within a 5 mile radius from Ground Zero. Those incidents that
occurred at least warrant further research to show the full impact
of September 11.

Furthermore, Dr. Joan Reibman had a sample of about 2,000
people in the Chatham Green, Chatham Towers and Smith Projects
on the lower East side of Chinatown. She showed a spike in new
incidences of asthma and respiratory problems.

So in both instances, the health problems that resulted from Sep-
tember 11 go way beyond the area downtown and Ground Zero. It
extends to all areas and neighborhoods. I described that in my
written testimony. You have to fund these institutions such as the
hospital as well as the asthma center run by Dr. Joan Reibman
and institutions like Charles B. Wang Health Center which helped
address the needs of people in the local area.
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I think there are other things mentioned in my testimony but I
would say there has to be better coordination with an increased
Federal role in making sure there are no gaps and that the re-
sponse is an anticipatory mode as opposed to a reactive mode.

Ms. HERNANDEZ. The quick answer is no, there has not been an
adequate response with a few exceptions. I would like to add that
there has not been an adequate response at the State level either
or at the city level.

Certainly to help the current problem, we need more funding for
the World Trade Center Worker and Volunteer Medical Program
that extends the boundaries to whoever needs it and includes resi-
dents. We need a greater role for the Federal Government in the
coordination for this and for future events. We also need a charac-
terization.

We still don’t know how much contamination is left in downtown
Manhattan. No workplaces have ever been assessed by any agency,
so we need a scientific characterization to understand what kind of
ongoing exposures may still be occurring.

Mrs. MALONEY. I want to note that all of your comments are en-
compassed in the ‘‘Remember 9/11 Health Act’’ that is offered by
the chairman and myself. It covers treatment, continued monitor-
ing throughout the life of a person, research to find out what these
toxins mean and how to better prepare for them and coordination
under Health and Human Services. I urge you to look at that bill
and see if you can help us gain more support because we do need
at the least to cover the health needs of the people who sacrificed
their health coming to help others.

Dr. Lonski, the GAO recognized six entities who were providing
health monitoring but mental health was not being monitored
within any of these six programs. Is that correct?

Dr. LONSKI. I don’t know. I do know that we are not wired to
wait for the results of these scientifically based studies. What we
know is what you know. We know all the personal stories, anguish
and grief and the fears.

Mrs. MALONEY. How great is the need? If we are not monitoring,
we have a sense from these programs how many people are sick be-
cause they are monitoring them, they are documenting their phys-
ical sickness is totally related to September 11. That is one purpose
of these monitoring programs. They are scientifically documenting
that people are sick, so we have a sense of what is out there. We
need a better sense but there is no one documenting, according to
the GAO report, mental health.

Dr. LONSKI. We reported statistics earlier from the Red Cross
and the New York State Psychiatric Institute that estimate that up
to 150,000 New Yorkers, Manhattanites alone have fully
diagnosable PTSD, not talking about post traumatic stress, not
talking about the New York Times Sunday study that links stress
equals illness, not talking about the study that was in the paper
the other day, $300 billion in costs of stress, health related stress
issues in this country alone.

When we go into the firehouses, we don’t argue. If we can be the
front end engine to get out there and let those people know wheth-
er it is construction, Chinatown, wherever it is, there is still help
available, we need to know once we get them that there is money
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from the Federal Government, the State, the city, somebody can
pay for the treatment. What kind of treatment? Somebody used the
term mixed exposures in describing what happened at Ground
Zero.

That reminded me of a couple of guys who recently got married
after September 11 who worked in what they described as a sacred,
toxic, waste zone for 7 months doing rescue and recovery. What
does that mean to them? It means they are afraid to tell their
wives they are afraid to have children with them because they
don’t know genetically what is going to happen to those babies and
they don’t know what is going to happen to them 5, 10, or 20 years
down the road. I don’t now how much of that is a medical condition
brewing or how much is stress related.

We know there isn’t enough money to pay for these guys to get
the kinds of proactive medical screenings they are looking for. They
are looking for a full body scan once a year so that if there is some-
thing percolating in their system, the experts can help them get
help right now for it. Open the windows of opportunity to other
populations.

Mr. SHAYS. I would like to ask a few questions.
First, I want to know who is getting help, who has such good cov-

erage that they are not at the table? Tell me who they are? Is it
the fireman? I believe that because there would be such a public
outcry if all those who were impacted were not getting help. Some
are getting help. I want to know who the some are.

Dr. LEVIN. I can speak for the Fire Department’s program. I
know it indirectly and I know they do provide care to the fire-
fighters who have been harmed by their exposure there. We have
in our program at Mount Sinai philanthropic sources to provide
care to some individuals we have identified mainly through our
screening program.

Mr. SHAYS. Are you choosing which lives and which dies? That
is an exaggeration but are you helping everyone or just deciding
who gets help and who doesn’t?

Dr. LEVIN. We take on the responsibility of trying to assure that
every individual we identify who needs care gets into care in some
fashion, some through our supported programs, some through ordi-
nary medical channels if they have insurance, some through work-
ers comp in the relatively rare instances that these occupational
disease cases are accepted by the insurers.

Mr. SHAYS. The workers comp issue, they are sick plus they can’t
work.

Dr. LEVIN. No. Some are working and ill, working with symp-
toms because if they go out because of their illness, the maximum
they can get through a long and difficult process is $400 a week
in New York State if they are declared totally disabled. Most of the
people who went down to that Ground Zero area were making
much more than that in order to pay their mortgage or rent. It is
hard for them to accommodate to $400 a week. What they don’t get
is access to medical care and their medications.

Mr. SHAYS. Someone who has basically good insurance, the fire-
fighters are getting their health care needs but are working on the
job, still in the job.

Dr. LEVIN. Some.
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Mr. SHAYS. And some are getting compensation. They aren’t lim-
ited to $400 are they?

Dr. LEVIN. The firefighters have a different program entirely.
Mr. SHAYS. It strikes me that the firefighters, basically because

they do work in this kind of stuff, this is not new experience as a
general rule?

Dr. LEVIN. I would not agree with that. I don’t think they would
either even though they have fought many fires including some
toxic fires. The breadth and seriousness of what they encountered
down there often without adequate respiratory protection has yield-
ed a rate of respiratory problems never before seen.

Mr. SHAYS. That is because rather than putting out a fire in the
common sense, they were helping to do rescue and move construc-
tion material in some cases?

Dr. LEVIN. Day after day, 12–16 hour days on that pile.
Mr. SHAYS. What are the parallels and I have no right as a doc-

tor given that I am not to make these analyses but I will tell you
as someone who sat in on countless hearings on illnesses, the one
thing that impressed me is when people are under stress, their sys-
tem functions differently and may become more receptive to serous
illness. There was huge stress here. Tell me who is getting help.

Mrs. MALONEY. May I ask a clarifying question? Dr. Levin, if
someone is a firefighter and comes to you for help, his insurance
and his job covers it but if they become so ill they can no longer
work, don’t they lose their health coverage?

Dr. LEVIN. Let us not talk about the firefighters who are in a
very particular position. The construction workers are exactly as
you said.

Mrs. MALONEY. Workers have told me they have become so sick
that they lose their job and then don’t have health benefits.

Mr. SHAYS. That is why I want to go there. It is easier to find
out who is getting health care and maybe the compensation be-
cause there are less of them. Firefighters would tend to have a bet-
ter shot.

Dr. LEVIN. Yes.
Mr. SHAYS. Who else?
Dr. MELIUS. I think the unionized construction work force would

as long as they can continue to work. Once they stop working ei-
ther because of economic down turn or because they are disabled,
then they lose their health coverage after a period of time, so they
become more vulnerable. The other factor depends on the health
condition they have and the type of treatment, how much coverage
they have, how much medication, how much of the medication is
covered. Medication costs can get into the thousands of dollars per
year that may or may not be covered depending on their health
plan.

We have people that work in construction and other jobs with no
health coverage and are certainly the most vulnerable.

Mr. SHAYS. The people who can come to the hospital to basically
have their condition reviewed are workers not residents?

Dr. LEVIN. Right. The residents can come to our Center for Occu-
pational and Environmental Medicine but cannot get access to that
screening program that is federally funded.

Mr. SHAYS. But you do not take on the firefighters or you do?
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Dr. LEVIN. The New York City firefighters have their own pro-
gram and are not eligible to be screened in our program. They can
come to us for treatment.

Mr. SHAYS. Their treatment is covered by their own plans?
Dr. LEVIN. If that is possible. Wherever that isn’t available, we

will provide care with no out of pocket expenses for them as we do
for all the others who come to us in the treatment program because
our mission is to provide care with no out of pocket expenses. We
will accept insurance wherever we can get it to preserve the re-
sources of the program.

Mr. SHAYS. You have very important points you want to make.
Dr. Lonski.

Dr. LONSKI. I would like to echo what Dr. Levin said. If you
think it is confusing to you about what is available, you should see
what happens to these guys and their family members across the
board when they try to go for help. They are afraid to go. Once they
get into the system and start to file the paperwork as soon as it
breaks down, there is almost an immediate feeling of what is the
use. It is the same old nonsense over and over again. I would rec-
ommend to the extent that a clear communication can come out of
these hearings about what exactly is available with all the six dif-
ferent surveys going on, how to get in, who is still eligible, what
the filing dates are, that would be helpful because the people who
are still trying to get help can’t find their way through the morass
and don’t have the emotional stamina to put up with it.

Mr. SHAYS. We would have the returning soldiers from the Gulf
war testify after the government would say no one is sick and their
testimony was they were sick, and you could tell they were sick
and they had documentation they were sick and were being told it
was basically post-traumatic stress disorder and it wasn’t physical.
We then started to switch it so they went first and the Government
came second. So we got through that hurdle and the Government
finally acknowledged it.

There was enough pressure on us that we needed to deal with
this issue. I am not feeling the pressure from the ill folks and
maybe partly it is because it was the war in the Gulf, it was clearly
a Federal responsibility, here because it is all three, it is being de-
flected.

Dr. LEVIN. I think what also is happening is that many people
who do have insurance or have the capacity to pay out of pocket
which is more limited, are seeking care through the regular general
medical health care system. The problem that has been identified
and talked about is the care people get from the regular medical
system is very uneven. That is because physicians in our country
are not trained in occupational and environmental medicine and
have too little experience knowing how to deal with such.

Mr. SHAYS. The parallel to the Department of Veterans Affairs
was out of the thousands and thousands of doctors there were only
two that knew this kind of treatment. Our military was in their
workplace, it was toxic, there were parasites, they were being given
medicines they shouldn’t be given, drugs they shouldn’t be given
and so forth.

First, we didn’t properly monitor from day one and it would
strike me any report this committee comes up with there should be
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a Federal immediate response to any type of tragedy that comes in
and tests the condition of the work environment. We understand
why that didn’t happen in this instance. We wanted to jump in
right away but there needs to be a mechanism to do that. There
needed to be absolute requirements on the workers that they have
proper equipment and if they wanted to go in, people should have
held them back until they had better equipment because in trying
to save a life, they put their own lives in huge danger.

It seems to me you need to monitor and we need to sort out
whether it is Federal, State or local but there needs to be the mon-
itoring, Federal dollars maybe but constant monitoring of the con-
dition, knowing the pool we are dealing with and then they need
counseling, health care. Lord knows what it must be like for the
families and individuals involved.

I am going to encourage my staff to do some additional home-
work on this without a hearing to try to make an assessment. I
don’t think we can get a report done before we adjourn but it will
be my goal to make sure this subcommittee follows up on this be-
cause it simply has to happen.

Mrs. MALONEY. I wanted to thank you for your leadership and
state at the very least we can followup on Dr. Lonski’s rec-
ommendation that we come forward with a listing of what is avail-
able, where people can go which would be helpful. All of you point-
ed out we need treatment and I thank all of you for your work.

Mr. SHAYS. Dr. Lonski.
Dr. LONSKI. Our treatment request is for funding because in 3

weeks our Department of Justice grant will expire, in 3 weeks and
there is no, as of yesterday morning from Mr. Dickens, there is no
Federal funding available to organizations like ours direct or
through grants.

Mr. SHAYS. When does other funding run out?
Mr. LEVIN. For the monitoring program, we will continue for an-

other 5 years.
Mr. MARK. In the current registry, I believe there would be much

greater participation if it was publicized that people would be given
treatment as well and not wait 2 years later for its startup. I would
add that any type of monitoring or response must include an edu-
cational campaign not only for doctors but come from the CDC, and
also a campaign that actually tells people what is available and
they will get treatment. That would be an incentive to step forward
and participate in long term studies.

Ms. HERNANDEZ. I agree with what Stan said. We need a long
term solution to this problem. One thing clear from the beginning
is every step of the way has been frustration and piecemeal and if
we can start pulling that together, I think that would go a long
way to protecting the health of our workers and the residents.

Mr. MELIUS. I have nothing further.
Mr. SHAYS. I appreciate your getting us started with rec-

ommendations. We appreciate the testimony of all our witnesses on
both panels.

If there is nothing further, we will adjourn.
[Whereupon, at 3:05 p.m., the subcommittee was adjourned.]
[The prepared statement of Hon. Edolphus Towns and additional

information submitted for the hearing record follows:]
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