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VA’S HEALTH CARE TREATMENT FOR
PERSIAN GULF WAR ILLNESSES

THURSDAY, JUNE 19, 1997

HOUSE OF REPRESENTATIVES,
SUBCOMMITTEE ON HEALTH,
COMMITTEE ON VETERANS’ AFFAIRS,
Washington, DC.

The subcommittee met, pursuant to call, at 9:32 a.m., in room
334, Cannon House Office Building, Hon. Cliff Stearns (chairman
of the subcommittee) presiding.

Present: Representatives Stearns, Smith, Bilirakis, Moran,
Cooksey, Hutchinson, Gutierrez, Kennedy, Brown, Doyle, Peterson,
and Carson.

Also present: Representatives Evans and Mascara.

OPENING STATEMENT OF CHATIRMAN STEARNS

Mr. STEARNS. Good morning, everybody. The Subcommittee on
Health of Veterans’ Affairs will open. I want to welcome you all to
what I believe is a very important hearing.

In testifying before the Veterans’ Affairs Committee in February,
VA stated that the Department has a, quote, well designed and
comprehensive, end quote, health care program for Persian Gulf
veterans. We questioned that statement then, and we question it
now. We ask again today whether the existence of a well designed,
comprehensive VA health care program for Persian Gulf veterans
is a matter of rhetoric or reality.

Certainly, most veterans medical centers are able to respond ef-
fectively to routine medical conditions presented by Persian Gulf
veterans, but our focus is on how VA cares for the thousands of
undiagnosed or ill-defined conditions.

We will hear today from scientists, Government auditors, clinic
personnel who treat Persian Gulf veterans, and veterans. The vet-
erans themselves, perhaps, tell it best. By way of example, let me
quote from the testimony of the American Legion:

“There is little evidence that VA’s overall approach provides ef-
fective medical treatment to Gulf War veterans with difficult-to-di-
agnose and ill-defined conditions. The structure of VA’s medical
system, a lack of treatment protocol to guide VA physicians in the
treatment of these illnesses, the nature of these illnesses, and site
visits suggests that, on the whole, VA does not effectively treat
these illnesses. VA’s policies convey a different picture. With re-
spect to its diagnostic examinations, VA policy calls for counseling
the veterans regarding their registry exam findings, and it calls for
providing a continuum of care to those with multiple symptoms.”

(1)
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We will hear today, however, that veterans seldom receive any
counseling to explain their health problems and that the contin-
uum of care often breaks down.

Is the treatment of Persian Gulf veterans a VA priority? Much
work has certainly been put into establishing a mechanism to es-
tablish veterans and attempt to diagnose their illnesses, but the
question is, what happens when lab studies and examinations don’t
present a clear cut diagnosis? There seems no sure answer to that
question and no system to monitor the effectiveness of the treat-
ment these veterans receive.

After our February hearing, we asked the VA whether the De-
partment had any specific treatment programs for these patients.
VA said no unique treatments have been proven effective for Per-
sian Gulf veterans’ illnesses and therefore no specialized treatment
programs have been established. Yet several witnesses this morn-
ing will testify that there are treatments which can help these vet-
erans even where there is no clear diagnosis.

I am pleased that the VA’s testimony acknowledges that there is
much room for improvement and that it offers some specific propos-
als. I also appreciate the insights and many suggestions our wit-
nesses have offered on this important subject. We hope to learn
more about what additional steps the VA can take to make the
treatment of Persian Gulf veterans the priority it should be.

With that, I call on the ranking member, Mr. Gutierrez, for his
statement.

OPENING STATEMENT OF HON. LUIS V. GUTIERREZ

Mr. GUTIERREZ. Thank you very much, Chairman Stearns, for
calling this important hearing to discuss the provision of health
care to Persian Gulf War veterans.

Once again, recent news stories, based on a recently disclosed
GAO report, have called into question our Government’s efforts to
discover the causes of various ailments afflicting Gulf War
veterans.

I recognize that the Pentagon has redoubled its efforts. I know
that $27 million has been allocated by the Defense Department this
year to investigate the risk factors possibly associated with Gulf
War illness. Nevertheless, despite better-late-than-never initiatives,
I still believe that our Government is failing, failing those who
served in the Gulf War, failing their families, and failing the Amer-
ican people who expect our Government to work honestly and dili-
gently on their behalf.

The Pentagon has not been entirely honest about the Persian
Gulf War. They have admitted this, and have pledged to change
their ways. But what we have now is a situation that feeds the al-
ready growing uncertainty and mistrust surrounding our Govern-
ment’s mishandling of this sensitive issue.

The danger is this: The perception that this mishandling creates
in the minds of the American people, and the perception that our
Government is not disclosing all the pertinent facts regarding the
situation. I feel strongly that it is our Government’s duty to ease
the minds of the brave men and women who served in the Gulf.
It is our Government’s duty to be forthright with any and all useful
information, and to provide adequate care and just compensation
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to the veterans who triumphed over tyranny more than 6 years
ago. In this regard, we have failed.

Many veterans don’t believe that the answers will be provided,
and many veterans don’t believe that they will get the health care
compensation they need and deserve. In the absence of hard facts,
we must try harder, and we must offer the veterans of Desert
Storm the benefit of the doubt by ensuring they receive the benefits
they require.

I believe the subcommittee should conduct hearings later this
year to specifically address the issues raised by the GAO report.
These hearings would offer the Pentagon and the Presidential Ad-
visory Commission a chance to explain their positions and clear the
air.

Today we discuss the provisions of health care to Persian Gulf
veterans at VA facilities. I believe that this is truly one of the most
critical matters we will examine on this subcommittee. While many
uncertainties remain, we know that more than 70,000 veterans of
the Gulf conflict have reported a variety of debilitating or recurrent
illnesses, and they need health care and benefits to get their lives
back on track.

We do know that 26 percent of the veterans who participate in
the Gulf War Registry have undiagnosed conditions. We also know
that our Government has the responsibility to do a better job of
counseling, diagnosing, and following up on Persian Gulf veterans.
Allow me to express my strong support for now departing Secretary
Brown’s expansion of the presumptive period of Gulf War illness
from 2 years to 10 years. This is a positive first step towards as-
sisting Gulf veterans.

I would like to thank once again Chairman Stearns, and I look
forward to questioning our witnesses as time permits.

Mr. STEARNS. I thank my colleague.

Mr. Bilirakis, my colleague from Florida.

OPENING STATEMENT OF HON. MICHAEL BILIRAKIS

Mr. BIiLIRAKIS. Thank you very much, Mr. Chairman.

First let me take a moment to commend you for scheduling the
hearing. The illnesses experienced by Persian Gulf veterans con-
tinue to be a major concern to this committee, and it is something
our VA has got to realize.

Almost 1 million United States soldiers served in the Persian
Gulf region from August of 1990 through 1995. Approximately
700,000 of them served during Operation Desert Shield/Desert
Storm. Many of these veterans, Mr. Chairman, as you know, are
now experiencing unexplained illnesses. There have also been re-
ports of similar unexplained illnesses among spouses of the Persian
Gulf veterans. In addition, concerns have been raised regarding
health problems and birth defects among the children of some of
these veterans.

Despite a broad range of research projects into Persian Gulf War
illnesses, researchers have been unable, apparently, to identify a
single illness, syndrome, or cause of the health problems experi-
enced by many of these veterans, and this is a continuing source
gf f}igstration, as we might expect, for our veterans and their
amilies.
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Since the end of the war, our committee has initiated a number
of laws to assist our Persian Gulf War veterans. Under these laws,
the VA provides Gulf exams and counseling to them. The VA also
provides priority health care services for any health problems
which may have been due to exposure to toxic substances or envi-
ronmental hazards in the Gulf.

The VA has testified that it has a well designed and comprehen-
sive health care program for Persian Gulf veterans who suffer from
undiagnosed illnesses, and Mr. Gutierrez referred to this. However,
questions have been raised as to whether or not VA has made vet-
erans’ treatment truly a real priority.

I have reviewed the written testimony of today’s witnesses, and
they raise many disturbing issues. For example, GAO makes the
following observations regarding the care provided to Persian Gulf
veterans, and I quote them. There is an inconsistency in the con-
duct of registry examinations. Personal counseling seldom occurs.
There is a lack of continuity between the registry exam and any
treatment. There is a lack of post-examination treatment, there is
a lack of empathy from health care providers, and there is a lack
of a mechanism to monitor treatment outcomes.

In light of these observations, certainly, Mr. Chairman, it is easy
to understand why veterans are so frustrated with the care that
they are receiving through the VA, and I personally have always
felt much of the problems we have had with our veterans health
care centers because, in general, I consider them pretty darn good
in terms of being well equipped, the quality, the medical personnel
in general and what-not, but I think it is an attitude problem. We
have heard an awful lot of stories on poor attitudes of a lot of the
employees, and maybe that attitude problem stems not only at the
lower levels but also at the top levels.

I know Dr. Kizer is in the audience. He is a veteran. He can cer-
tainly empathize better than many people in the administration or
in Government in general with these problems. Certainly Secretary
Brown is a disabled veteran. It seems to me we could certainly do
something about this attitude problem, because practically every-
thing always stems from people, what is inside, and maybe what
is inside is not good enouglg.

Obviously, it is incumbent upon us to do all we can to find a so-
lution to the health problems now being experienced by some of the
veterans and some of the active-duty personnel who are still on ac-
tive duty and their families. However, in the meantime, we must
make certain our veterans are receiving the highest quality of care.

I am anxious to hear the testimony of our witnesses, Mr. Chair-
man, and, like you, I have another hearing on energy and power
and deregulation of electricity, which is really very important, so
I will be shuffling back and forth. But I look forward to working
with you and other members of the committee to see if we can do
anything at all to improve the situation.

Thank you, Mr. Chairman.

Mr. STEARNS. I thank my colleague. Mr. Moran.

Mr. MORAN. Mr. Chairman, thank you for scheduling this hear-
ing. This is a very important topic, and I am anxious to hear what
the witnesses have to say. I have no opening statement.

Mr. STEARNS. Mr. Hutchinson.
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Mr. HUTCHINSON. Mr. Chairman, I look forward to the testimony
of the witnesses. I think the issue is whether there is a difference
in the policy that is being implemented and the actual practice that
happens at the hospitals in rendering the service. So I look forward
to the testimony of the witnesses and yield any further comments.

Mr. STEARNS. Mr. Kennedy.

OPENING STATEMENT OF HON. JOSEPH P. KENNEDY II

Mr. KENNEDY. Thank you, Mr. Chairman.

Mr. Chairman, first of all, I want to thank you for having this
hearing, and I appreciate the renewed interest that this committee
is showing in this issue under your leadership.

In addition to hearing the testimony which I think will be impor-
tant in terms of the kinds of treatments that the VA and others
are proposing, I think that it is important for us to deal with the
real health effects that our veterans are facing. It is important for
this committee to deal with, and to speak out on the whole issue
of what appears now to be an additional almost cover-up of what
has actually occurred in the Persian Gulf.

This committee held the first hearings going back over 5 years
ago in terms of listening to veterans who came forward, claiming
they had illnesses that were a direct result of their service in the
Persian Gulf. They were told—and it is an old story, it has been
heard over and over again—that they were malingerers; they were
complainers, and there was nothing wrong with them, that they
were, in fact, never exposed to any chemical or biological weapons
that could have created these kinds of illnesses. It was all put on
the soldiers themselves, and I have met with them individually.

It was very hard to get this committee to even take testimony
directly from soldiers. We heard from so-called experts who were
doing studies, that there was no direct linkage. And now, after a
Presidential Commission and numerous studies by the Pentagon,
and so many different people coming before us claiming that there
was no linkage, we finally have a GAO study that comes back indi-
cating there is linkage. We don’t even get a copy of this study, but
it apg)lears to have been leaked to the newspapers.

I think it would be very helpful if we had this document, and I
am glad that Mr. Backhus from the GAO is here today.

Maybe you can shed some light on this issue.

I don’t know, Mr. Chairman, if that is going to be one of the is-
sues we are going to be able to get into, or if Mr. Backhus has the
authority to comment on the GAO report. Can I ask that question,
briefly, Mr. Chairman?

Mr. STEARNS. Mr. Kennedy, you will certainly have an oppor-
tunity to ask him any question you like.

Mr. KENNEDY. And this is an issue that he is familiar with, is
it, Mr. Chairman?

Mr. STEARNS. Well, I think at this point, let’s just get to the
opening statements and we will come back. But he has been ap-
prised that we will be asking a broad range of questions.

Mr. KENNEDY. I appreciate that, Mr. Chairman.

I also want to, at some point, deal with the fact that several
years ago, we did hear from a Dr. Hyman who was down from Lou-
isiana. Dr. Hyman, I believe, claimed that this was as a result of



6

some kind of chemical exposure and that created, as I recall, some
::Iype of infection in the soldiers. Everybody sort of ran the guy

own, and said he was some kind of faker and he was trying to rip
off the VA and the like.

I know those of you on the committee at the time remember that
he was roundly debunked by everyone. Nevertheless, it seems that
some of the issues he brought up may, in fact, have more validity
than was given to him at the time.

So I would like to come back, and at least get your sense of what
he was talking about, and whether or not, given this new informa-
tion that the GAO has provided, he was onto something that no-
body else would listen to.

In any event, I do want to thank the chairman again for holding
the hearing. I very much appreciate the fact that the GAO has
come forward with this report in the hopes that this will be a major
step forward in terms of giving the soldiers, who served our coun-
try, who have never asked for anything but acknowledgment that
there was direct linkage between their service and the illnesses
that they have encountered. I think if all we say to them is, there
doesn’t seem to be any link and you never were exposed to the
chemicals it leaves them with the feeling that nobody is telling
them the truth, and there has been some kind of cover-up.

I think it is important, if there is information to suggest linkage,
that we have a complete, open-air discussion pertaining to that di-
rect linkage, if nothing else, to just satisfy and honor the soldiers
who served this country.

Thank you very much, Mr. Chairman,

Mr. STEARNS. I thank my colleague. Mr. Peterson.

OPENING STATEMENT OF HON. COLLIN C. PETERSON

Mr. PETERSON. Thank you, Mr. Chairman. I want to thank you
for holding this hearing, and I look forward to getting into this
issue.

I somewhat want to associate myseif with the comments of Mr.
Kennedy. I heard from a lot of Persian Gulf veterans in my State
who are concerned about the way this has been handled, are frus-
trated with the response to their problems, and from what I have
seen, have real problems that have been caused by something. I
think we are starting to get some information that will allow us to
get to the bottom of this, and I hope we continue to work on this
until we get to the bottom of it.

Mr. STEARNS. I thank my colleague.

Ms. Brown, my colleague from Florida.

OPENING STATEMENT OF HON. CORRINE BROWN

Ms. BROWN. Thank you, Mr. Chairman, and thank you for hold-
ing this hearing.

We all know that the Gulf War illness has been a complex prob-
lem to solve. We wonder about chemicals and oil. We worry about
how to treat the veterans who seem to get no relief from the medi-
cal community. All of us have heard from the veterans who are
suffering.

The research into this illness takes time, and we may not ever
get the answers as to why they are sick, but we owe it to them to
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make sure they get the best possible care. To me, what is most im-
portant is that veterans can go to the VA and get good care. We
have heard some praises, and we have heard complaints. As a
Member of Congress having oversight of VA, I want to know that
VA is doing its best in delivering health care services to the veter-
ans with these problems.

Mr. STEARNS. I thank my colleague.

Ms. Carson, do you have an opening statement?

Ms. CARSON. No.

Mr. STEARNS. Mr. Mascara is visiting.

Would you like to have an opportunity to have an opening state-
ment?

Mr. MascaRrA. I do not, Mr. Chairman.

I thank you for holding this meeting. My interest, of course, is
I serve on two other Subcommittees, one of which is Oversight, and
I thought I would partake this morning in this meeting because I
was directly affected, in my District, by two young ladies, both of
whom have received 100 percent disability—I am sorry, one in my
District and one in Karen Thurman’s District in Florida. I did
agree to go before the President’s Commission on Persian Gulf Ill-
nesses to introduce them. The young lady in my District took a di-
rect hit from a SCUD on the barracks, and she survived and other
members from her unit back in my District were killed. So my in-
terest is sincere, and I am here just to listen.

Thank you.

Mr. STEARNS. We appreciate you listening and coming by.

Ms. CARSON. Mr. Chairman, I am sorry, though I don’t know
where the hearing is going, I want to mention the concern I have
among veterans in Indianapolis, from which I was elected, is that
with the wave of cost-effective medical treatment, veterans are get-
ting the brunt of that in terms of not being able to access quality
medical care.

Those who were affected by the Persian Gulf, as well as all the
way back to the Vietnam era, are having a difficult time in
accessing medical benefits through the Department of Veterans Af-
fairs. I am hoping that this subcommittee will ultimately be able
to resolve those concerns, notwithstanding the cost of it.

Mr. STEARNS. Well, I appreciate your comments.

At this point, we will have our first panel, which is Mr. Backhus,
Dr. Kipen, Dr. Clauw, and Major Engel.

You are recognized for your opening statements, and it is cus-
tomary to have a 5-minute opening. We will start with Mr.
Backhus.



8

STATEMENTS OF STEPHEN P. BACKHUS, DIRECTOR, VETER-
ANS’ AFFAIRS AND MILITARY HEALTH CARE ISSUES, U.S.
GENERAL ACCOUNTING OFFICE, ACCOMPANIED BY HENRY
HINTON, ASSISTANT COMPTROLLER GENERAL, NATIONAL
SECURITY AND INTERNATIONAL AFFAIRS DIVISION; HOW-
ARD KIPEN, M.D., M.P.H., INSTITUTE OF MEDICINE, DIREC-
TOR AND ASSOCIATE PROFESSOR, OCCUPATIONAL HEALTH
DIVISION, ROBERT WOOD JOHNSON MEDICAL SCHOOL; DAN-
IEL J. CLAUW, M.D., ASSOCIATE PROFESSOR OF MEDICINE,
CHIEF OF RHEUMATOLOGY, IMMUNOLOGY, AND ALLERGY,
GEORGETOWN UNIVERSITY MEDICAL CENTER; AND MAJ.
CHARLES C. ENGEL, JR., M.D, M.P.H.,, CHIEF, GULF WAR
HEALTH CENTER, WALTER REED ARMY MEDICAL CENTER

STATEMENT OF STEPHEN P. BACKHUS

Mr. BackHUS. Thank you, Mr. Chairman.

Mr. Chairman and members of the subcommittee, I am very
pleased to be here today to discuss our ongoing evaluation of medi-
cal care that VA provides to Persian Gulf veterans. As you re-
quested, my comments this morning will focus on three topics:
First, Persian Gulf veteran satisfaction with VA care; second, the
extent to which VA follows its own guidelines for evaluation and
treatment; and, third, a model of care at one medical center that
Persian Gulf veterans seem to find more responsive to their needs.

Qur information is based on observations and opinions from offi-
cials at VA headquarters, three medical centers, veterans service
organizations, and dozens of Persian Gulf veterans themselves, We
have thus far reviewed the medical records of 20 veterans who
have been examined and treated for their symptoms.

While the scope of our work at this early stage is not broad
enough to generalize to the conditions throughout the entire VA,
we believe that along with other previous studies on these issues,
our work does serve as an indicator of the medical care that these
veterans are receiving.

Regarding their satisfaction with the VA care, Persian Gulf vet-
erans appear to be confused by, frustrated with, and mistrustful of
VA and the care they receive for their illnesses. While they appre-
ciate the efforts of individual staff, they cite delays of up to 6
months in receiving services, unsympathetic attitudes of some
health care providers, some cursory initial exams, poor feedback
from and communication with health care personnel, and a lack of
post-examination treatment.

Regarding our evaluation of care VA provides to these veterans,
VA’s guidance regarding the evaluation and treatment does not ap-
pear to be consistently implemented in the field. For example, some
physicians do not perform all of the symptom-specific tests rec-
ommended by VA’s uniform case assessment protocol, which could
result in some veterans not receiving a clearly defined diagnosis for
their symptoms.

In some cases, physicians appear to stop following the protocol
even though a clearly defined diagnosis has not been reached, and
several of the records we reviewed indicated physicians’ diagnosis
was simply a restatement of the veteran’s symptoms.
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Furthermore, while VA has a quality assurance mechanism for
evaluating the care it provides, the mechanism neither ensures
continuity of care for these veterans nor does it provide for follow-
up with veterans who need continued care. Moreover, personal
counseling of veterans, which is required by VA guidance seldom
occurs.

Registry medical staff and veterans we talked with stated that
feedback on the examination results is typically provided through
a form letter. The letters, however, do not always explain the test
results nor the diagnosis, which leaves veterans obviously frus-
trated and angry.

Physicians’ views are mixed regarding the appropriateness of VA
guidance in the origin of symptoms experienced ﬁy the veterans.
For example, some physicians indicated they believed the veterang’
problems are all in their heads. However, other physicians do dis-
play open attitudes about treating physical symptoms in determin-
ing the origin of their illness.

Several of the physicians we interviewed believed they should
have the flexibility to use their own clinical judgment in determin-
ing which tests are necessary to establish a diagnosis and treat-
ment plan. One physician stated that in most cases veterans’ symp-
toms can be diagnosed without using some of the complex tests
mandated by the protocol.

Turning now to the third topic, in response to veterans’ concerns,
VA is trying to improve service. For example, at one medical cen-
ter, veterans now have the option of receiving treatment in a Per-
sian Gulf special program clinic. The clinic allows veterans to re-
ceive primary care from medical staff experienced in Gulf War vet-
erans and their concerns.

The coordination of the patient’s overall medical treatment is as-
signed to a case manager and, in this case, a registered nurse who
serves as their advocate and facilitates communication among pa-
tients, their families, and the medical staff.

Veterans we spoke with were pleased with the clinic and sup-
ported its operation. They believe it reflects a VA commitment to
take seriously the health complaints of Gulf War veterans and that
the clinic gives them access to physicians who are sympathetic and
understand their special needs. Additionally, VA has recently es-
tablished a system-wide program to obtain feedback and track com-
plaints of Persian Gulf veterans.

Mr. Chairman, this concludes my summary statement. We will
continue to assess these issues over the next several months, which
will include holding many more discussions with veterans and VA
health care providers. We will report our findings and conclusions
when this more detailed evaluation is completed. I will be happy
to answer any questions you or any other members of the sub-
committee may have.

[The prepared statement of Mr. Backhus appears at p. 44.]

Mr. STEARNS. Thank you. Dr. Howard Kipen, welcome.

STATEMENT OF HOWARD KIPEN, M.D., M.P.H.

Dr. KiPEN. Thank you. Mr. Chairman and members of the com-
mittee, 1 appreciate the opportunity to appear before this sub-
committee to describe the work in progress at the Institute of Med-
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icine regarding the adequacy of clinical programs designed by the
Department of Defense and Department of Veterans Affairs to di-
agnose and treat Persian Gulf veterans.

The IOM has two Committees examining this area. The Commit-
tee of which I am a member is charged with assessing the ade-
quacy of the Department of Defense Comprehensive Clinical Eval-
uation Program regarding three aspects of its operation.

The first is the assessment of health problems of those individ-
uals who may have been exposed to low levels of nerve agents, and
we have completed a report on that. The remaining two aspects are
the diagnosis and treatment of stress, psychiatric disorders, and
the relationship between stress, psychiatric disorders, and physical
symptoms; andp then finally, approaches to dealing with difgcult-to-
diagnose and ill-defined conditions, such as chronic fatigue syn-
drome, fibromyalgia, and multiple chemical sensitivity.

We held three workshops, one on each major area of our charge,
in order to gather the latest information from researchers and clini-
cians in the areas. The Committee, as I said, has produced a report
about exposures to low levels of nerve agent as it relates to health
problems, but we haven’t yet produced reports on the stress issue
and the ill-defined conditions issue.

In the report on nerve agents, the Committee stated that no evi-
dence available to the Committee clearly indicated the existence of
long-term health effects of low-level exposure to nerve agent. How-
ever, information reviewed about the types of health effects that
might possibly exist as the result of such exposure, include neuro-
logical problems, such as peripheral sensory neuropathies, and

sychiatric problems, such as alterations in mood, thinking, or
ehavior.

The conclusions that we came to take into account reports sug-
gesting possible toxic synergistic or combined effects after expo-
sures to multiple agents known to influence nerve transmission or
cholinesterase activity. The Committee concluded in its first report
that the CCEP, the Defense Department’s examination registry,
continues to provide an appropriate screening approach to the diag-
nosis of disease in veterans.

However, in view of the potential exposure to low levels of nerve
agents, which has been raised over the last year, we did rec-
ommend certain refinements of the CCEP to increase its value.
Many of these refinements related to improved documentation to
ensure consistency across facilities.

In addition, the Committee recommended that primary care phy-
gicians doing the phase one exams have access to a referral neu-
rologist and a referral psychiatrist during this phase one screening.
We have submitted a copy of the report entitled, “Adequacy of the
Comprehensive Clinical Evaluation Program: Nerve Agents,” to the
subcommittee to provide more detailed information. The Committee
report on the remaining two areas of its charge is now in the proc-
ess of being developed.

Thus, I can’t appear before you with specific recommendations
from the Committee. I can, however, summarize for you some of
the information that we were given in the first workshop on dif-
ficult-to-diagnose and ill-defined conditions. The major focus of this
workshop was on three conditions, as I mentioned before, and their



11

possible overlap. The conditions are chronic fatigue syndrome, or
CFS, fibromyalgia, and multiple chemical sensitivity, or MCS, my
particular area of academic concentration. The information pre-
sented to the Committee was not based on studies conducted on
veterans but, rather, on the research that has been conducted over
the years in members of the general population with the same
conditions.

First, chronic fatigue syndrome. In 1994, CDC convened an inter-
national study group to develop criteria for defining CFS. The
major feature of CFS is the symptom of fatigue that is not due to
exertion, is not relieved by rest, and results in substantial reduc-
tion in previous levels of occupational, educational, social, or per-
sonal activities—a fairly devastating symptom. In addition, the per-
son must have four or more of the following additional symptoms,
all of which have to have lasted for at least 6 months: Impaired
memory or concentration, sore throat, tender lymph nodes in the
neck or under the arms, muscle pain, pain in multiple joints with-
out swelling or redness that would indicate arthritis, and head-
aches of a new type or increased severity, unrefreshing sleep, or
malaise after exertion lasting more than 24 hours.

The second specific undefined condition is fibromyalgia, a dis-
order of widespread pain, tenderness, fatigue, sleep disturbance,
and psychological distress. Other clinical features of fibromyalgia,
as I think the next speaker will talk about, include irritable bowel
syndrome, numbness and tingling of the extremities, frequency of
urination, and social interaction problems,

Problems with classification and diagnosis of fibromyalgia led to
the development of some criteria by the American College of
Rheumatology on joint diseases. In a 1990 study of criteria for
fibromyalgia classification, the American College of Rheumatology
found 81 percent of fibromyalgia patients complained of fatigue and
three-quarters complained of sleep disturbance. In addition, 60 per-
cent of fibromyalgia patients had problems with depression.

I am trying to highlight the overlap between these putatively
separate things. MCS, my particular area of expertise, is a diag-
nosis which is given to patients who show a variety of symptoms
that they attribute to exposures to chemicals but for which no ap-
parent organic cause or underlying physiological abnormality can
be found. There is little agreement on what these symptoms rep-
resent, and no definition has been endorsed for use by a clinical
body, in contrast to the previous two conditions. The most widely
accepted definition is summarized for you in the testimony, and I
think for time purposes 1 will just skip over that now.

Patients with CFS, fibromyalgia, and MCS, in the view of the
Committee and in my own view, seem to have a lot of symptoms
in common; the things they complain about have great overlap. Ac-
cording to some, the conditions may actually overlap and may not
be completely distinct. Dedra Buchwald in Seattle did a study of
patients with the three diagnoses and found that 70 percent of the
patients with fibromyalgia and 30 percent of those with MCS met
CFS criteria, and other studies have shown similar things as well.

There are other disorders which overlap with CFS and MCS
probably. For patients with temporal mandibular joint disorder,
CFS symptoms of fatigue for more than 6 months were very com-
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mon and 30 percent have some kind of reduced activity characteris-
tic of CFS.

An adequate work-up in diagnosis for patients who exhibit the
signs and symptoms common to this spectrum of illness is very im-
portant. It is also important to acknowledge the reality of the pa-
tients suffering. Without doing that, even with a complete evalua-
tion and work-up, even limited approaches to treatment aren’t
going to be successful, because the patient will frequently feel
alienated. In fact, it has been shown patients with these overlap-
ping syndromes often consult many physicians and practitioners in-
cluding people such as acupuncturists, naturopaths, homeopaths,
clinical ecologists, perhaps, in our view and the view of the Com-
mittee, in frustration with the medical system and what they feel
is inadequate work up and diagnosis.

Dr. Buchwald showed in her study that the average number of
visits to a provider in 1 year for patients with CFS, fibromyalgia,
and MCS were 22, 39, and 33 respectively, a huge number of physi-
cian visits. Our Committee at the Institute of Medicine is now tak-
ing this information and trying to develop a final report.

I mentioned at the beginning of my testimony that IOM has one
other Committee concerned with evaluating the protocols for care
provided to Persian Gulf veterans. The second Committee is evalu-
ating the adequacy.

Mr. STEARNS. We have a vote on the House floor. Could the gen-
tleman conclude, and we are going to go and come back.

Is the gentleman almost finished?

Dr. KIPEN. I have one more page. I am almost finished.

There is another Committee looking at the adequacy of the VA
registry, and that Committee, of which I am not a member, has not
concluded—has just barely begun its evaluations and has made
some visits to date but has no conclusions.

At this point, I think I can conclude my remarks, and I would
be happy to answer any questions when the time is proper.

[The p]repared statement of Dr. Kipen, with attachment, appears
at p. 49.

Mr. STEARNS. Thank you, Doctor.

With all respect to the remaining panelists, we have a vote. This
subcommittee will recess, and I urge all members to come back. It
is very timely to have this panel, including the GAO here, so I urge
members to come back.

The subcommittee is recessed.

[Recess.]

Mr. STEARNS. The subcommittee will reconvene.

The third panelist, Dr. Daniel J. Clauw.

STATEMENT OF DANIEL J. CLAUW, M.D.

Dr. CLAUW. Thank you, Mr. Chairman.

I have been involved in both research and the clinical care of per-
sons afflicted with a number of ill defined and poorly understood
medical conditions, which include fibromyalgia and chronic fatigue
syndrome. I have both an Army grant and an NIH grant to study
these conditions.

My opinion, which is shared by many others in these fields, is
that these illnesses, which have affected Persian Gulf veterans, are
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not unique to persons deployed to the Persian Gulf but instead are
the same as tgose which occur commonly in the population. Like-
wise, the problems which Persian Gulf veterans suffer in receiving
treatment for their illnesses are very similar to the problems en-
countered by patients with these ill-defined illnesses in the general
population. I will review the reasons for these opinions as well as
suggestions for better dealing with patients who suffer from these
disorders.

Fibromyalgia, as Dr. Kipen noted earlier, is a disorder defined by
the presence of diffuse musculoskeletal pain and the finding of
widespread tenderness on physical examination. As he noted, in
addition to diffuse pain, individuals with fibromyalgia typically also
suffer from a numger of other symptoms, including fatigue, weak-
ness, and memory problems.

Although ﬁbromyal%-ia is the most common rheumatic disease af-
fecting individuals below the age of 60, involving at least 2 percent
of the population in the United States, I suspect that many of you
have not even heard about this disorder. Yet I am certain that all
of you know individuals who suffer from fibromyalgia, although
many of these persons have not yet been appropriately diagnosed
or treated.

Chronic fatigue syndrome is a syndrome characterized by the
presence of severe, persistent fatigue as well as a number of other
symptoms, including joint aches, memory problems, poor sleep, et
cetera. Again, this illness probably affects about 1 percent of the
population, but, again, you may be unfamiliar with this condition.

Although fibromyalgia and chronic fatigue syndrome are defined
quite differently, most people who meet criteria for one of these ill-
nesses will also meet criteria for the other, suggesting they rep-
resent different ends of the same spectrum rather than discrete
illnesses.

“Somatoform disorder” is yet another term used to describe per-
sons who display this constellation of symptoms. Although I dislike
this label, it is a psychiatric term used to describe individuals who
display multiple types of different symptoms but no “physical
cause” can be found for these complaints, and, once again, many
individuals who meet criteria for fibromyalgia or chronic fatigue
syndrome will also meet criteria for somatoform disorders.

Thus, although the symptom complexes go by a variety of seman-
tic terms, most involved in the study of these conditions feel these
illnesses represent one large spectrum of illness.

The symptoms and findings in individuals with the Persian Gulf
syndrome are generally the same as those of persons labeled with
these other conditions, except the Persian Gulf syndrome is defined
by these illnesses occurring in conjunction with being deployed to
the Gulf War,

Why are these illnesses not recognized and difficult to diagnose?
One of the reason for incomplete recognition is that this symptom
complex is given many different names and many different attribu-
tions. Another reason is, there are no blood tests or other diag-
nostic tests which are predictably abnormal in persons with this ill-
ness. Because of this, these conditions are diagnosed on the basis
of symptoms and by excluding other medical problems which can
cause the same types of symptoms.
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Another significant problem with the recognition and acceptance
of fibromyalgia and related conditions is that these illnesses in gen-
eral have been termed psychosomatic conditions. All of these condi-
tions can either be triggered by or exacerbated by a variety of phys-
ical, immune, or emotional stressers, and there likely is a common
underlying cause or causes for this entire spectrum of illness. Un-
fortunately, however, the root cause for this spectrum of illness is
not presently known.

The link in some cases to emotional stress, and the fact that at
present we have no blood test or any other objective test to verify
the presence of these conditions, has led some to contend the condi-
tions are “all in the head.” Well, in fact, the most recent research
into these conditions suggests they probably do begin in the head
but that instead of these being primarily psychiatric conditions,
these entities are all characterized by dysfunction of various com-
ponents of the central nervous system.

Although our incomplete understanding of the precise mecha-
nisms which lead to these symptoms should not lead to treating
this group of patients differently than those of illnesses we under-
stand better, this is commonly done. Furthermore, the fact that
these conditions can be either initiated or exacerbated by stress
should not be viewed by either patients or physicians as a negative
factor, since we now know that nearly all illnesses, including can-
cer and coronary artery disease, can likewise be profoundly affected
by stress.

Finally, the relationship between these disorders and psychiatric
conditions needs to be clarified. Many individuals with
fibromyalgia and related conditions will have concurrent psy-
chiatric diagnoses. However, in most cases, the psychiatric diag-
nosis is not the primary problem. In most cases, the individual has
developed a mood disorder, such as depression or anxiety, as a re-
sult of the physical symptoms that they experience and the prob-
lems with function that they experience.

In clinical practice, telling an individual with this type of illness
that it is, “all in their head” or there is no “organic basis” for their
symptoms will always lead to frustration and the sense of abandon-
ment by that individual. It is not difficult to see why many of the
veterans with these illnesses, as well as their families and advo-
cates, have become so frustrated with the vicious cycle of no diag-
nosis, no effective treatment, and the psychiatric attribution of
their symptoms.

It may be of little consolation to the Gulf War veterans, but mil-
lions of Americans are struggling with the same issues on a daily
basis when they are seen with these same symptoms in the private
sector. Thus, we should be careful not to place the blame regarding
the inadequate treatment of these individuals solely on the VA or
the DOD. This is actually a much larger problem with our entire
medical system.

Once an individual develops fibromyalgia or a related disorder,
it does not appear to matter what triggered the illness, the treat-
ment remains the same. In fact, this focus on causation is not only
unlikely to be a benefit but may actually be harmful. Instead, it is
more important that patients, health care providers, and policy-
makers begin to focus on better understanding the entire spectrum
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of illness and to use our existing knowledge regarding these enti-
ties to develop multidisciplinary treatment programs for individ-
uals who are afflicted.

Types of therapies which have been demonstrated to be effective
include low doses of tricyclic drugs, graduated low-impact aercbic
exercise programs, and cognitive behavioral therapy. Cognitive be-
havioral therapy is an educational program that focuses on chang-
ing the individual’s life-style and behavior so that they can better
adapt to this type of illness. Other types of therapy may be ve
effective in treating the conditions but have not proven so in blind-
ed placebo-controlled trials.

My personal experience is that the VA medical centers in some
cases are not well versed in the treatment of these conditions, per-
haps in part because the illnesses occur much more frequently in
females and so few women are seen within the VA system, and per-
haps because in the past there has been a cultural bias in the VA
to refer the patients quickly to a psychiatrist. If a physician or
health care provider does not believe that the patient is suffering
from a “real disease,” they will likely be ineffective in treating this
group of patients.

I will end by giving some recommendations. Much more funding
is needed for research into these conditions. Most of the research
that has been done to date has been on what caused the Gulf War
syndrome. Although this is needed, there needs to be a much great-
er focus on understanding the physiology of the illnesses, and de-
veloping more effective treatments.

Number two, most of the experts on these types of illnesses in
this country are not in the VA or military systems. The VA and
DOD have reached out to the private sector to ask the advice of in-
dividuals who have expertise in the disorders, and this needs to
continue.

Number three, and finally, continue to take the veterans seri-
ously. The physical and emotional toll of this type of illness is tre-
mendous, and these individuals developed these problems while
serving our country. View with skepticism anyone who might as-
sert that because there are no abnormalities in blood tests, X-rays,
or other diagnostic studies, that there is nothing wrong or the indi-
vidual is suffering from a psychiatric problem. It is arrogant of us,
as scientists, to feel that because we cannot precisely define a prob-
lem, that it does not exist.

Thank you.

[The prepared statement of Dr. Clauw appears at p. 113.]

Mr. STEARNS. I thank you.

Our next witness is Major Charles Engel, Junior, who is also an
M.D. Welcome.

STATEMENT OF MAJ. CHARLES C. ENGEL, JR., M.D., M.P.H.

Major ENGEL. Mr. Chairman and members of the committee, I
would like to thank you, as a Gulf War veteran, a member of the
Armed Forces, and as a physician, for the opportunity to tell you
about the treatment program that we run for Gulf War veterans
at Walter Reed, the Army Medical Center here in Washington, DC.

I would also like to thank Lieutenant General Ron Blanck, the
Surgeon General of the Army; Major General Leslie Burger, the
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North Atlantic Regional Medical Commander; and regular General
Michael Cusman, the hospital commander at Walter Reed, all peo-
le who have been instrumental in supporting our program as it
as developed over the last couple of years. Mostly I would like to
thank the veterans of the Gulf War for teaching us about their ill-
nesses, about their sacrifices, and about their wartime experiences.
I would like for a minute, if you could indulge me, to have you
think about what happens when you see the doctor. Typically, the
first thing that happens is, the doctor asks you questions. Secondly,
they may lay on hands, they do an examination. In some instances,
perhaps the majority of instances, they do medical testing of var-
ious sorts. This whole exercise—history, exam and testing—is
aimed at coming up with a diagnosis, and the reason that we, in
the medical system, care, and the traditional medical model care,
about a diagnosis is because we use it to derive treatment.

The most classic example of this is infections of various sorts.
You have a sore throat; you see the doctor; they do a throat cul-
ture. If you have strep throat, you are given penicillin, and hope-
fully you get better.

There is a practical problem involving all of health care, not just
DOD or the military, but definitely involving a subset of Gulf War
veterans, in which, if you go through this motion several times in
a row of examining and doing diagnostic tests and you don’t come
up with answers, within the business-as-usual, traditional medical
model, there is nowhere left to go.

What we have attempted to do in the specialized care program,
at Walter Reed, is to come up with, to some degree, or put into mo-
tion, an alternative approach for veterans with persistent physical
symptoms after their service in the Gulf War,

I would underline that this represents a subset of Gulf War vet-
erans with persistent symptoms and not all of them. The subset we
are seeing specifically seems to be high utilizers of the health care
system, which probably isn’t surprising, given that they are not
hearing occurring a diagnosis that can derive treatment, and they
return for increasing evaluations. They have many physical symp-
toms. On average, we find patients report to us 10 bothersome
symptoms in the last month, and they are distressed about their
symptoms.

The goal of our treatment program, rather than to focus on a
narrow symptom like a headache, in which maybe the neuroclogist
might apply a treatment, or belly pain, for which, perhaps, an in-
ternist might apply treatment, is to focus on the overall quality of
life of the veteran and their functional status, and we do that using
an evidence based model of care, which has been implemented for
many years in chronic pain clinics around the U.S. and in Europe.

Our treatment modelpis an intensive outpatient treatment. It is
3 weeks long. We have treated 84 patients using this model to date
in cycles, about four to eight patients per cycle. The treatment con-
sists of a medical, physical, and psychosocial component. The medi-
cal component involves a careful reassessment on the part of an in-
ternist and subsequent explanation of previous medical testing that
has been done.

We found that, on average, the veterans who have gone through
our program have undergone 60 or more different diagnostic tests
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in the process of being evaluated for their Gulf War-related health
concerns. So many explanations are in those tests.

The physical component involves musculoskeletal evaluation for
unique limitations and then gradual implementation of an activa-
tion strategy, a physical activation strategy. And the psychosocial
component involves education, involvement of family members, and
really an attempt to shift the person from a passive thinking that
the system is going to come in and make a diagnosis that is going
to lead to a quick treatment to a more active way of thinking, that
these are things that I can do for myself over the longer haul to
get better.

So far, we found patients improve in their level of functioning in
certain domains, there is diminished illness concern at the time
they leave the program, diminished levels of distress, as well as an
improved sense of psychosocial support. We are following them up
at 1 month and 6 months, clinicalf) , and then up to 2 years, using
a computer-assisted telephone interview, in order to evaluate the
effectiveness of our methods.

Our facility represents about one-third of a ward over at Walter
Reed, although we also utilize occupational and physical therapies
at Walter Reed and consultative services as needed. Our staffin
involves about 15 to 17 different clinical and administrative staff,
some shared and others full-time with us.

Our current challenges at this point really are identifying folks
for early participation in the program prior to their involvement in
retirement, medical retirement proceedings, so that, ideally, we
have optimal opportunity to improve their work functioning in the
future and to open the possibility of opening the program to others,
from other deployments; and maybe, most of all, education for pro-
viders, as well as patients, about persistent symptoms and perhaps
the maladaptive impact in many cases of business-as-usual medi-
cine, the tendency for us to seek diagnosis and causes in the sense
that those will lead to specific treatments, which does not seem to
be the case for many patients.

Thank you.

[The prepared statement of Major Engel appears at p. 131.]

Mr. STEARNS. I thank you, Major.

Let me open up with gquestions, and of course I would like to
start with Mr. Backhus.

We received a draft of the GAO report, I guess on the 17th, and
looking through the results in the brief summary, there are pretty
dramatic conclusions GAO has indicated here: One, that neither
DOD nor the VA has systematically attempted to determine wheth-
er ill Gulf War veterans are better or worse today than they were
when they first examined.

You say that the research is not precise and accurate. Then you
go on to say evidence to support several conclusions under the
Presidential Commission is questionable. These three are pretty
dramatic conclusions by the GAO.

My question is, since the Presidential Commission was 18
months and the GAO was 6 months, are you standing by these
conclusions? And if you are, aren’t you, in a sense, saying that
there is negligence on the part of DOD and the VA? I mean, that
is the bottom line. You are saying there is negligence here. Is it
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negligence, incompetence, malfeasance, nonfeasance, here by the
DOD and VA is what you are saying in these rather dramatic
conclusions?

Mr. BackHus. Mr. Chairman, with your permission, may I call
in reinforcements here?

Mr. STEARNS. Yes.

And would you state your name.

Mr. HINTON. Mr. Stearns, my name is Henry Hinton. I am the
assistant comptroller general for GAO’s national security and inter-
national affairs work that we do.

Right now, what I would like to do in response to that is tell you
where we stand on that report. You did accurately comment on the
conclusions.

Mr. STEARNS. You are standing by those three recommendations,
or three conclusions?

Mr. HINTON. At this point, they are accurate, and let me tell you
where we are in the process, because we have not finalized our re-
port, and I think that is very important. I owe it to—GAO owes it
to this committee, the Congress as a whole, and particularly the
constituencies out there to seek DOD, VA, the Presidential Com-
mission’s comments on this report. That is a part of the process
that GAO goes through on every one of its reports.

Unfortunately, it got leaked. We have not concluded that. We
have those comments right now. We were still getting comments
from VA as of last night. We have not finalized that. I expect this
report to be through and completed in the early part of next week,
at which time we would be happy to come up and brief the mem-
bers of this committee.

Mr. STEARNS. Are you saying at this point you don’t want to talk
about the report?

Mr. HINTON. Yes, sir.

Mr. STEARNS. Okay. Let me ask you this. We have seen some of
the criticism from the DOD and the VA. Without talking about the
report, would you like to comment on some of their criticisms, par-
ticularly what the Presidential Advisory Committee has said?

Mr. HINTON. We have those comments, Mr. Chairman. I take
those comments very seriously, as we do on every report that we
get and send over to the Department, whether it is DOD, VA,
NASA, or others. That is a part of our process that we are required
to go through, to factor that in. It is a very important part, and
let me tell you why.

One, it gives the agencies an important opportunity to critique
our work. It gives the agencies an important opportunity to bring
new information to the table. It gives the agencies an important op-
portunity to say, GAO, you need to clarify some points. That is
what we are going through right now. There were some criticisms
in there. We have to work through those. When our final report
comes out, it will address each and every one of those with our
evaluation.

Mr. STEARNS. So if I understand what you are saying, you are
not prepared to talk about the report, you are not prepared at this
point to answer the criticisms from the DOD or the VA or the Pres-
idential Advisory Commission, but you are standing by the conclu-
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sions, and when the report comes out, at the latter part of this
week—we thought it was going to come out Monday.

Mr. HiNTON. It will be out the early part of next week, hopefully
Monday.

Mr. STEARNS. But you are saying that these results that I have
here, and that the New York Times had in their articles, you are
standing by those three major conclusions.

Mr. HINTON. At this point, I think that is a fair characterization.
I have to complete the process I just explained to you as we finalize
that product.

Mr. STEARNS. Well, I know other members will want to ask you
some questions, too, on that.

Let me move to the panel—I have some time left—to perhaps one
of the physicians.

The VA, states, quote, there is no evidence of a single unifying
illness to explain the health problems of Persian Gulf veterans. Do
you agree, and does that make a difference in terms of trying to
imgll;ove the care VA provides?

d maybe Dr. Clauw can answer.

Dr. CLAauw. Yes, I do agree, and, no, it doesn’t make a difference
in the care that the VA provides. As we explained, this group of
illnesses probably has a number of different triggers or different
things that can lead to this group of illnesses, and once someone
has this spectrum of illness, it doesn’t really matter what caused
it, the treatment is the same. The kind of things I mentioned and
the other things people have mentioned are the effective treat-
ments for this group of disorders.

Mr. STEARNS. Dr. Kipen, would you want to add anything?

Dr. KipEN. I would now speak for myself, and not for the IOM
Committee. I would add, in general, I agree with what Dr. Clauw
said, except for the caveat that I think the evidence showing that
there are effective treatments for the variety of medically unex-
plained syndromes that we have discussed today is not of great
weight, if it does exist. Designing realistic treatment programs for
VA and DOD should probably be done in the context of research,
not just giving protocols to physicians at various facilities and say-
in% this is what we know works, go do it.

think there is an opportunity here to really advance the science
and care for medically unexplained symptoms and syndromes but
that we probably have to be very careful before we go ahead and
say it is treatment doctrine, just like penicillin for strep throat is.
dlc\lllqr. STEARNS. Major Engel, is there anything you would like to
add?

Major ENGEL. I would agree with what Dr. Kipen just said, that
the strength in the evidence of applying this model of care is sort
of mild to moderate in terms of its validity and it needs to be devel-
oped. It is an evidence-based model for the treatment of chronic

pain.
Certainly, there is a body of evidence that suggests that chronic
pain patients respond with diminished pain, improved return-to-
work rates, and improved levels of morale in response to multi-
disciplinary treatments similar to the one we are offering sympto-
matic patients at the Gulf War Health Center. However, its utility
specifically for symptomatic patients needs to be demonstrated.
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Mr. STEARNS. Thank you. My time has expired.

The Ranking Member, Mr. Gutierrez.

Mr. GUTIERREZ. Thank you very much, Chairman Stearns.

Well, since Mr. Hinton is not going to discuss the GAO report
here today, I will certainly respect that as he wants to go back and
get all of the pertinent information. But, we have the report, and
obviously we have Mr. Backhus’s report, and just a cursory review
of either one of those two reports, the one we are supposed to be
talking about or the one we are not supposed to be talking about
today because it is not finalized, there are some very serious impli-
cations of what is going on at DOD and VA,

I was listening attentively to Dr. Engel. The major described to
us the procedure after somebody shows up at the hospital. He also
described how Walter Reed hospital is treating people.

Given the panel’s explanation of what they are doing, and given
the GAO report about what is happening within the VA %{;%tem, it
is clear VA is not engaging in these types of treatment. at you
are doing sounds like you should send a memo to everybody else,
call them all together, and tell them, at least I have a method to
the madness; we don’t know what Persian Gulf Syndrome is, but
I have a method, and here is how the method is working, and here
is the success rate, and let’s have this, so that everybody is doing
the same thing and gathering the same information so that we can
finally get to the bottom of what is causing this, because treatment
is kind of haphazard.

I mean, I look at this, and this thing about stress. Any human
being, whether you are in the Armed Forces or you are civilian, if
you repeatedly go to a doctor, and you have such trust and con-
fidence in these people, and the doctor can’t tell you specifically
what is wrong with you, what is causing your illness you are going
to have stress. People are used to getting strep throat and being
given penicillin, we all know that—we start with our children with
Amoxicillin—we all know, you get something, you get something to
treat it.

So not getting treatment causes a lot of stress. But the stress,
it isn’t that they served in the Gulf War and came back with stress,
I don’t believe, as much as that they came back from the Gulf War,
they were ill, and then you have the stress because nobody is lis-
tening, especially when people treat you, as we hear in the GAO
reports, with sometimes a callousness—as if it is all in your head.

o wants to hear that? That treatment will cause stress too,
because now you have to go home and say, well, am I all here? 1
have these medical experts either directly or indirectly associating
my illness with mental incapacity. I think it all helps to create one
system. I would like to ask Dr. Engel: Do you think that the veter-
ans whom you have seen, are they suffering from PTSD?

Major ENGEL. I think that there is a subset who have
posttraumatic stress disorder.

You know, if one looks at the comprehensive clinical evaluation
report, or the report on the comprehensive clinical evaluation,
about 1 in 20 patients participating in the program receives a diag-
nosis of PTSD, so it is a relatively small subset.

However, I would also make the point that posttraumatic stress
disorder is a disorder that pertains to catastrophic trauma, like
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combat or abuse in childhood or motor vehicle accidents. And trau-
ma comes in all shapes and sizes, and response to trauma comes
in all shapes and sizes, so to say that the extent necessarily, of
stress, is represented in that 5 percent figure, it is difficult to nar-
row it to that, but certainly, as it pertains to PTSD, it does seem
to be, in our population, only about 1 in 20 patients receives that
diagnosis.

Mr. GUTIERREZ. Mr. Backhus, what can we do, given the GAO—
what can we do so that everybody is on the same page, so that we
can get an answer, and at least get on the road to finding a
solution?

Mr. BAckHUS. I think we observed one particular model in Bir-
mingham that seems to have significant potential for improving the
care that is provided, and certainly the views of the veterans. It es-
sentially means assigning a case manager to each and every vet-
eran who presents themselves as ill and needs treatment. Some-
body needs to follow them through the system, somebody to ar-
range their care, somebody to coordinate it, somebody to teu them
what it means, somebody who is available to them, a person to
manage a multidisciplinary approach to treating someone’s illness.
It is not just a headache and it is not just fatigue, it is several
things that are a bothering a lot of the people. So you need a team
effort and somebody to manage that effort.

If that particular program in Birmingham turns out to be as
good as the preliminary indications seem to be, then I think there
is a lot of potential for expanding that around the system and we
may get much better results.

Mr. GUTIERREZ. Are veterans feeling better in Birmingham? Are
they getting better?

Mr. BACKHUS. This only started in February, so it is impossible
to say at this point. They are certainly more positive about it, and
their frame of mind is better, and that is an accomplishment in and
of itself.

Mr. GUTIERREZ. Mr. Chairman, I want to ask unanimous consent
so that members of the committee can hand written statements
over to be included in the record.

Mr. STEARNS. So ordered.

Mr. GUTIERREZ. You know, we have been here. I looked forward
to this. I have a markup in the Banking Committee. I am going to
get to that and try to get back here as quickly as I can.

Mr. STEARNS. Fine.

Mr. GUTIERREZ. Thank you, gentlemen.

Mr. STEARNS. Mr. Bilirakis.

Mr. BILIRAKIS. Thank you, Mr. Chairman.

This is the beginning of my 15th year in the House, and all of
that time I have served on the veterans committee, and of course
we have had so many hours, so many hearings on Agent Orange,
not that that problem is ever going away, nor should it go away,
but now we have another, quote, Agent Orange type problem. I
guess as long as we are going to have wars, we are going to con-
tinue to have these things.

Dr. Engel, are you an internist?

Major ENGEL. I am a psychiatrist and an epidemiologist.
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Mr. BILIRAKIS, I see. Well, do you go along with the statement
made by I think it was Dr. Clauw.

Is it Clauw?

Dr. CLauw. Clauw.

Mr. BILIRAKIS. I believe Dr. Clauw made the statement that
there has been a cultural bias in the VA to refer the patients quick-
ly to a psychiatrist.

Major ENGEL. Well, I can’t speak to the VA. I certainly can speak
to health care in general. I think that this subset of patients with
persistent, unexplained symptoms tend to be in “No Persons Land,”
that psychiatrists historically find them somewhat frustrating in
that the patients don’t want to talk about the emotional aspects of
their difficulty, and internists find them difficult because they are
trained to look at what is the right diagnostic test and what is the
result, and they don’t get satisfying results from the diagnostic
test, and that is part of the problem.

I think sometimes physicians, out of frustration, as they attempt
to define cause or diagnosis, will say things to patients that maybe
even they don’t really think, but they feel stymied in this attempt,
just as the patient does, to come up with a cause or diagnosis. -

Mr. BiLIRAKIS. Dr. Clauw, you are at Georgetown. Have you had
occasion to see many Gulf War veterans?

Dr. CLAUW. I have only seen about 15, and the ones I have seen
have the same types of symptoms and problems as I see all the
time with people with fibromyalgia and chronic fatigue syndrome.

Mr. BILIRAKIS. They tend to have the same kind of problem that
non-Gulf War veterans have that you can see?

Dr. CLAUW. Yes.

Mr. BILIRAKIS. Mr. Backhus, I realize that the sensitivity here
that both of you gentlemen brought up in the process of your re-
port—and, by the way, I might add that in my 14-plus years, I
have, frankly, been very, very impressed with the work of GAOQ,
and I really want to compliment you on that and the tremendous
knowledge you have and share with us.

Mr. BACKHUS. Thank you.

Mr. BILIRAKIS. But in the process of developing your report,
hadn’t you coordinated with and worked with the DOD and VA and
what-not? I mean, they weren’t completely out of the picture in the
process, were they?

Mr. BACKHUS. Are you making reference to the report that has
to do with the research?

Mr. BILIRAKIS. I am making reference to the report. I mean, you
submitted your written testimony to this subcommittee in prepara-
tion for this hearing, but you also had this report, which appar-
ently has been leaked, in which you say—and I am sure rightly
so—that it is incomplete. But in the process of developing that re-
port, you didn’t do it unilaterally—right?——you coordinated with all
these other groups.

Mr. HINTON, Yes, sir, we have done work at the agencies.

The real issue we are working with, Congressman, right now is,
we go through comments and assessing. The comments we got from
VA, DOD, and the Presidential Commission basically center on the
level of support for the emphasis behind some of the research that
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has been done, that has been done, has not been done, and we are
having that debate.

Through that process, we looked at all the studies that have been
out there, our teams are going through the comments right now as
we finalize our report, and that is what we are doing.

Mr. BILIRAKIS. But your report will still ultimately be an inde-
pendent report.

Mr. HINTON. Yes, sir. Yes, sir, and we stand behind it. We will
be behind that report, and we will stand on its merits, and when
we conclude that, that is a part of every GAO report that is done.

Mr. BILIRAKIS. Let me ask this question. In my opening state-
ment, and I am not sure I did it as adequately as I could have, but
I talked about attitude, and I used the word “attitude” and “atti-
tude problems” and all that. And I have been on the veterans com-
mittee, and I have visited veteran centers around the country, and
much of the concern always has been the fact that veterans are,
to use quotes, treated like welfare and things of that attitude—peo-
ple problems. There have been reports of deaths in veterans facili-
ties and things of that nature. And I attribute much of that to just
an attitude kind of thing, just people not treating veterans the way
they deserve to be treated.

Would you say that much of what you have uncovered is consist-
ent with that?

Mr. BACkHUS. Well, in this particular case, the issue of treat-
ment, we have really only made what I will call initial inquiries.
We have been to three medical centers. I can’t speak to the entire
VA on this matter. However, that is what we hear and have heard
from everyone we have spoken to, or nearly everyone we have spo-
ken to, up to this point.

Mr. BILIRAKIS. So it is consistent then with what—and if it is a
people problem, and I realize you can’t legislate people’s minds and
what-not, but it seems to me we ought to be able to solve that. I
know there is civil service there and protection for employees and
things of that nature, but somehow, you know, if we don’t solve
that problem, I don’t care what else we do, we are never going to
be able to take care of things like this.

Mr. BACKHUS. I agree.

Mr. BILIRAKIS. Okay.

Thank you, Mr. Chairman.

Mr. STEARNS. I thank my colleague. Mr. Doyle.

Mr. DOYLE. Thank you, Mr. Chairman.

Mr. Backhus, I was sorry I got here late and didn’t hear your tes-
timony, but I have been reading through your report, and I think
we share some of the concerns of Mr. Gutierrez and Mr. Bilirakis
about the perception of Persian Gulf veterans that somehow we are
not taking their problems seriously. And I take it, in the part of
your report here you talk about the Persian Gulf Special Program
Clinic, this is the Birmingham clinic you are referring to.

Mr. BACKHUS. Yes, sir.

Mr. DOYLE. It just seems to me—just a comment—that this
seems like a VA center that is on the right track in terms of mak-
ing sure that our Persian Gulf veterans feel like this problem is
being taken seriously, and that they are seeing people who are
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trained and geared towards working on the problems the Persian
Gulf veterans have.

I just wonder, what do you see as the role of a VA primary care
physician in providing treatment to these Persian Gulf veterans
who have the hard-to-diagnose cases? What do you think their role
should be?

Mr. BackHus. They play a key role, in my opinion. These are the
physicians who will coordinate, or potentially coordinate, anyway—
all of the care the veterans will receive. That means any referrals
to any specialty care, consulting with those specialists, receiving
the results of the tests and other exams and work-ups that are
done on the patient from wherever they come, and being the prin-
cipal form of communication between the veteran and the medical
staff. It-is a key role to play, and it determines a lot about the suc-
cess of the treatment and how the patient feels about it.

Mr. DoYLE. I agree with that. Thank you very much, Mr,
Backhus.

Thank you, Mr. Chairman.

Mr. STEARNS. We want to thank the panelists for attending and
their patience because of the vote on the floor, and we would now
like to call up the next panel,

Any member who would like to ask additional questions, as Mr,
Gutierrez indicated, may ask those questions for the record.

Mr. STEARNS. And now we will have Dr. Kenneth Kizer, Under
Secretary for Health, Department of Veterans Affairs.

Dr. Kizer, thank you for waiting, and we welcome the oppor-
tunity to hear from you. And perhaps it might be appropriate for
you to introduce the people that are with you.

STATEMENT OF KENNETH KIZER, M.D., M.P.H., UNDER SEC-
RETARY FOR HEALTH, U.S. DEPARTMENT OF VETERANS AF-
FAIRS, ACCOMPANIED BY: FRAN MURPHY, M.D., M.P.H., DI-
RECTOR, ENVIRONMENTAL AGENTS SERVICE; AND JOHN R.
FEUSSNER, M.D.,, CHIEF RESEARCH AND DEVELOPMENT
OFFICER

Dr. Kizer. Certainly. Good morning.

Accompanying me this morning is Dr. Frances Murphy, Director
of our Environmental Agents Program; and Dr. John Feussner,
Chief Research and Development Officer.

In the interest of time and not to be duplicative of the written
testimony, I am going to make some very brief comments.

We have talked at a number of other forums about the overall
approach the VA has taken to addressing the illnesses and the con-
cerns of our Persian Gulf War veterans, and I am not going to re-
peat what has been said before. I would just note that the majority
of our Persian Gulf veterans have a wide spectrum of medicai con-
ditions. Most of these patients have had their conditions diagnosed
and have been treated according to the best contemporary medical
knowledge.

The overall frequency of the unexplained symptoms among Gulf
War veterans appears to be about the same as in a general medical
practice, although the testimony of the other witnesses this morn-
ing would suggest that the frequency of these types of conditions
is actually higher in the general population than among Persian



25

Gulf veterans. Having said this, though, I would stress that this in
no way diminishes the importance which we place on these symp-
toms and conditions.

The questions that you have posed as a precursor and during the
hearing raise a number of questions on how these difficult-to-diag-
nose and ill-defined conditions are being managed.

The difficulty in managing these conditions been a source of frus-
tration to many VA health care providers, as well as to me person-
ally. We have heard testimony at hearings like this, we have lis-
tened to statements that have been made in veterans forums, we
have talked to veterans one on one—I personally have attended nu-
merous forums with Gulf War veterans—about the care they have
received at VA, and while most Persian Gulf veterans have ex-
pressed satisfaction with the care that they received, we have also
heard complaints and dissatisfaction from some.

Some patients have been dissatisfied with the availability or ac-
cess to care, although these complaints seem to be lessening as we
have done some things to address problems in this regard. Others
have complained about the continuity of their health care, and we
have initiated a number of efforts to deal with this problem, and
not just for Persian Gulf veterans but for all of our patients. I want
to come back to this in a moment. Others have complained about
the reception they have received by VA staff; some patients have
rated the individual clinicians they have seen very highly, but they
have expressed a great deal of frustration that their symptoms may
be due to an uncertain cause. And as has been commented on by
other witnesses, as well as members of the committee this morning,
it is understandable how this would lead to a great deal of frustra-
tion on the part of the patient and the health care provider.

We think that we can address these concerns through both re-
search and providing more treatment options. And, again, I want
to come back briefly to say a couple things about that.

I would also like to put some of this in context. As you know, the
Veterans Health Administration is just about 2 years into a mas-
sive reorganization—a fundamental restructuring and rethinking of
how the system is going to function in the future.

One of the things that has been done is putting in place primary
care teams. We now have universal primary care in VA, although
how that is being implemented is not entirely uniform. This is not
altogether surprising, recognizing the incredible effort that has
been under way in the last 2 years to put in place universal pri-
mary care.

On the one hand, while we have primary care teams available at
all of our facilities, they have not in all cases, and in quite a num-
ber of cases, put in place case management. And I can tell you,
though, that after yesterday’s meeting with all of our network di-
rectors, a major emphasis 1s under way and will continue for the
next year to markedly increasing the amount of case management
that is part of primary care, as well as beyond primary care.

A number OF other things are under way that also will address
issues of continuity of care—things like putting in place multi-insti-
tutional service lines, which we are poised to implement. Some of
the facility integrations that are under way are really aimed at in-
creasing the continuity of care and the access to services. We are
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about to launch a major effort in nurse managed care, and it will
address some of the things that were talked about earlier. Like-
wise, we are moving to implement a health outcomes management
approach to care that really will be on the cutting edge of what is
being done in health care today.

All of these things, as well as others, are aimed at improving
continuity of care. I also would note that we are just about 2 years
out from putting in place customer service standards. For 50 years,
the VA never had customer service standards. Those have been put
in place. We are now routinely surveying our patients to see what
they say about the care, and we are holding management account-
able to improving that, and we can demonstrate that actually care
is improving, although it is not yet at the level I would like to see
it at throughout the system, nor where it will be as we move
forward.

Recognizing that the orange light is on, let me just say a couple
of additional things.

I think I have expressed my interest at a number of hearings in
the past about providing a variety of treatments and approaches to
treatment that VA has not historically done, although I would note
there are quite a number of challenges inherent in doing that.
Some of this was talked about already this morning by other wit-
nesses, as far as some of the treatment approaches to the symp-
toms-based illnesses are not amenable to outcomes research, or
some of the traditional approaches to care, because there is a lack
of a clear definition of what is being treated, there is no clearly de-
fined health outcome, there is no single treatment, and there are
a number of other things that make assessing it technically very
difficult. v

I would also note as an echo to what other witnesses said this
morning, that many clinicians, inside and outside the VA, don't
necessarily endorse many of what would be considered unconven-
tional treatments, where there is a relatively weak-to-moderate evi-
dentiary base supporting the efficacy of the treatment. And while
I would personally like to pursue many of the options, I think there
are a number of folks who would criticize moving forward in these
areas of unproven treatments.

Finally, as one of the other challenges I would note for the record
is that in an era of funding cuts and all the resource constraints
that the VA is confronted with, it certainly would be helpful for
Congress to clearly state its support for the VA to engage in what
would be considered unconventional or alternative treatments for
these conditions which the scientist in me, at least, would suggest
that in time and with further investigation, some of which will be
shown to be of questionable effectiveness. If we are going to truly
innovate and do other things, there needs to be a clear statement
of understanding that not everything will turn out to be efficacious.

Let me just conclude the comments by echoing again what some
of the other witnesses said this morning, and that is simply that
many of the symptomatic conditions experienced by Persian Gulf
veterans, and perhaps even more so in the general population, and
some of the problems they have encountered in the medical man-
agement of these symptom-based conditions go well beyond VA or
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DOD; they really are intrinsic problems to the state of science of
medical care.

I think we can do a better job by our Persian Gulf veterans and
I think we can contribute to the health care in general in the coun-
try if we had some greater flexibility in how we use our resources
in some cases, as well as if there were a clear statement by Con-
gress indicating their desire to pursue some innovative things for
which the evidentiary base is, at this point, weak to mild, as was
commented on by other witnesses.

With that, I will be happy to answer your questions.

[The prepared statement of Dr. Kizer appears at p. 143.]

Mr. STEARNS. Thank you, Dr. Kizer.

We have a vote on the floor, and we have about 12 minutes left.
I am just going to ask you a few questions, and then I will come
back, and I urge other members to come back.

In February, I believe, one of your deputies said you were setting
up well designed and comprehensive health care programs. And in
this evaluation of VA Persian Gulf care, you asked your network
directors to assess, how well a job are we doing with comprehensive
health care.

Have you received any feedback, any appraisals, on how you are
doing with evaluation of VA, Persian Gulf care? I think that is
pretty important to us.

Dr. KizgRr. I believe what you are referring to is the SEAT (Serv-
ice Evaluation and Action Team that tracks trends in customer
concerns) program, and we are getting that feedback. The instruc-
tions to set that out went out in February. Programs have been im-
plemented only in the last couple of months. The feedback, I would
judge, at this point, is still preliminary as they work through that
systemwide, but that is the sort of information we will be looking
at—and I know you will be looking at as well—to see the actual
response that the Persian Gulf veterans are giving to their care.

Mr. STEARNS. So you are getting definite information back—since
February, have you gotten that back?

Dr. KizErR. We have what I would consider preliminary informa-
tion at this point, given these programs have only been up for a
couple months, and the results, at least informally, appear to be
mixed. There have been some very positive things, but the nature
of this structure is to deal with the folks who are unhappy. So I
expect what we will be hearing through these SEAT teams will be
mostly complaints. Indeed, that is what they are designed to do,
i.e., to hear from people who are not satisfied with the care and
how we can use that to improve the care that we provide.

Mr. STEARNS. Both law and VA policy require that veterans be
counseled on the results of the registry exam.

What is your response to finding that veterans are seldom coun-
seled and get form letters instead?

Dr. KiZER. Let me ask Dr. Murphy to comment, who is more di-
rectly involved with that. Overall, I think that is an area we would
like to see some improvement in. At least that is my sense in that,
but let me ask Dr. Murphy to comment.

Dr. MURPHY. I think that you have to refer back to the state-
ments that the GAO made in reporting their very preliminary find-
ings. They are at the beginning of their audit and have had very
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little or at best anecdotal experience with VA medical center Per-
sian Gulf programs or veterans in this regard.

VA Headquarters certainly have, on numerous occasions, given
our registry personnel instructions about talking with veterans
about the results of their evaluations and, in addition, sending a
follow-up letter so they have a written record of the registry exam-
ination results.

But, again, we don’t view that as the end of the process. The reg-
istry examination really is only the beginning of the continuum of
care including primary care team assignment. We expect an ongo-
ing communication as the veteran is followed up and provided both
care and treatment.

Mr. STEARNS. Dr. Kizer, what is your reaction to the idea of com-
petitively awarding some amount of funding to VA medical centers
to develop innovative approaches to providing care to Persian Gulf
veterans with unexplained health problems that is putting some
competition in the wards to these VA hospitals to try to get some
innovative techniques?

Dr. KizeR. I am very supportive of that. As you may know, we
have internally been looking at trying to use some of the medical
care funds this year to do that. And there are a couple of the areas
that you could actually be helpful in that regard, although if you
want to appropriate or allocate additional funds, I certainly would
welcome that as well.

But one of the problems we have is moving medical care funds
into what is, as other witnesses characterized this morning, really
a research endeavor, although it is also treatment. So, it is kind
of that in-between.

So if we had a clear statement that that was something Congress
supported, so when the GAO and others come back and say we
misspent treatment funds to do basically investigative work, that
would be helpful.

Likewise, insofar as these sorts of things may carry over between
fiscal years, so that we may well be able to identify projects with
funds that might be available this year, but by the time they got
implemented and carried forward, they might go across one, two,
or three fiscal years, the ability to manage those funds across time,
which currently is not allowed by law, would be helpful as well.

These are two things that would seem fairly straightforward and
would help us a lot in doing some of this type of thing, which I
think we are philosophically in sync with.

Mr. STEARNS. Do you have any reaction to the GAO report? I
mean, you have heard the gentlemen talk about it, you heard their
three major findings, and I know DOD and VA have reacted pretty
strongly. Is there anything you would like to say in respect to that
GAO report that you feel is pertinent?

Dr. Kizer. I am not sure which of the two reports you are refer-
ring to. On the one hand, their preliminary report this morning——

Mr. STEARNS. This is the one that hasn’t been released, although
many members have copies, and obviously the New York Times had
a copy of it.

Dr. KizeR. Let me come back to that. Their comments this morn-
ing, I think, were based on 20 patients of the more than 200,000
that we have treated. While I will wait to see what they find as
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they expand their universe of inquiry, but I think a sample of 20
is a small sample, to say the least.

As far as the other one, the Department has formally responded.
We think there are some very legitimate questions that have to be
raised about the adequacy of the study. And I will leave it at that.

Mr. STEARNS. Well, we have a vote, so I am going to recess the
subcommittee, and we will come back.

Thank you.

[Recess.]

Mr. STEARNS. The subcommittee will reconvene.

And Mr. Doyle, if you are ready for questions.

Mr. DoYLE. Thank you, Mr. Chairman.

Dr. Kizer, welcome, and as always, thank you for your candid
testimony. I want you to know that many of us on this committee
appreciate that.

I wonder if you could just take a minute, and tell us a little bit
about what research, if any, is going on to look at these health ef-
fects of low-level exposure to things like we have seen in the Per-
sian Gulf. Are we currently at VA doing any types of research to
look at that? Is that being planned? Do you have the money to fund
such research?

Dr. Kizer. There are some studies underway. I am going to ask
the experts on the side of me to comment. I would note, out of all
the areas that are difficult, this is one of the most difficult because
some of the most fundamental things you would like to have to con-
duct research as far as what actually happened to our Persian Gulf
War veterans you don’t have, things like actual exposure dosages,
duration of exposure, a number of other things that go with that.
So the research really is focused more on controlled laboratory
models that you may be able to infer from that to the actual set-
ting. But as far as research, to actually answer the questions about
what may have caused things among the veterans, that is probably
never going to be productive because you don’t have the basic infor-
mation that you need to answer the question.

Let me ask Dr. Murphy and Dr. Feussner to comment on specific
projects. Dr. Feussner.

Dr. FEUSSNER. Dr. Kizer pointed out some of the problems with
low-level chemical exposures. What we did to try to get a sharper
handle on this problem is convened an international conference in
Cincinnati in March in conjunction with the Society of Toxicology
and asked investigators from the United States, as well as from
multiple European countries and the Japanese, who investigated
the sarin subway incident in Japan, to come and help us with some
issues and ideas about how to approach this research agenda.

Now, creating that research agenda is still in process; however,
two of the three recent broad area announcements that have come
out from DOD and have gone through the Persian Gulf research
working groups specifically solicit applications that deal with low-
level chemical exposures, mostly, as Dr. Kizer indicated, in animal
models, looking at toxicology, looking at genetic variation and some
of the enzyme systems that are affected by these compounds.

When the issue—when this issue broke last summer, there were
three research projects from Europe that were part of the previous
review but had not been funded, which were then considered and
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funded. If I recall, those three projects alone cost about $2.5
million.

The review for the first two broad area announcements by
DOD—that DOD has done with the input from the Persian Gulf re-
search working group, are completed, and we should be announcing
in the very near future funding some additional research projects
in this area. And then as we develop our research strategy, we also
intend to publish the proceedings from the international sympo-
sium, and hopefully that will also inform the process.

Dr. KizeR. If I might just interject one thing that I think it is
important to at least put on the record that while the research is
absolutely critical to furthering our understand of this, and hope-
fully better dealing with problems in the future, it is going to take
time. This is a long-term strategy, and in the short term I agree
with, I think, some of the other witnesses this morning that re-
search is not going to provide answers to them because it is a long-
term effort; and we really need to be looking at some alternative
treatment modes that might be useful now even if we don’t know
whether exposures to given toxins or other environmental agents
caused it or not. These veterans have problems now, and we need
to be looking at more effective ways of dealing with them—and re-
search isn’t going to give us that answer right now.

Mr. DoYLE. Doctor Kizer, Mr. Backhus in the earlier panel re-
ferred to a medical center in Birmingham that has put together a
special Persian Gulf clinic. Do you think that is a good thing, and
something VA is going to model some more?

Dr. Kizer. Yes, it is, and I would comment a number of ways.
One is if that turns out it is as effective as the preliminary results
look, it should be promulgated further, and I agree with that. But
I think it is important to note that he did qualify his statement by
saying that the jury is still out on that.

I am very encouraged by it, and it does appear to have a lot of
promise, just as there are other models around the system that are
promising. One of the structural models we have put in place to
deal with things like that is a lessons learned center where we
have people specifically focusing on things like that. Historically,
VA facilities operated i}(’ind of independently, but when someone is
doing something good like that, or if they handled a particular
problem particularly well, we want to generalize that and get that
information out to all of our centers so it can be implemented much
more quickly than has historically been the case. This is a good
case study to actually use that approach with.

Mr. DoYLE. Thank you, Dr. Kizer.

Thank you, Mr. Chairman.

Mr. STEARNS. I thank my colleague.

Before I let you go, Dr. Kizer, here is an overall question that
I would like to ask you: Would you discuss the feasibility of doing
outcome research, actually what works on any aspects of treating
the symﬁtom of syndromes in these veterans; in other words, are
you at the point now you can say this is what works, and we can
now do outcome research to develop the effective models for treat-
in%Gulf War syndrome?

r. KiZER. I want to be a little pedantic just to make sure I am
correct. Most of the conditions that people have are well-defined
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conditions, e.g. diabetes or whatever. So I think what you are real-
ly asking her to do with the ill-defined conditions, the
fibromyalgias, the chronic fatigue syndromes, the multiple chemical
sensitivity syndromes, and those things there is some question
about.

1 have real questions in my mind whether you can do outcomes
research these conditions at this time for some of the reasons I
noted before, as far as not having a clearly defined condition, a
clearly defined treatment and some other things that you need. But
that in and of itself doesn’t mean you can’t put in place treatments
that seem to work, and then you may be able to make some quali-
tative judgment about whether they are working or not. But to do
at least what I am used to thinking about as far as outcomes re-
search, which does have some specific criteria and parameters
around it, it would still be very hard to do that with these sorts
of ill-defined conditions, but I also don’t think that mitigates
against putting in place treatment programs and trying to get some
assessment about what you are doing and how that works over
time, even though it may not meet the rigorous definitions that a
basic scientist would put around it. I would certainly defer, though.

Mr. STEARNS. Dr. Feussner, would you like to comment on that?

Dr. FEUSSNER. Well, if you are talking about undiagnosed illness,
it presents a whole host of problems that Dr. Kizer enumerated,
the definition of the disease, the definition of the intervention.

Mr. STEARNS. Well, I think we are saying, like Dr, Kizer said, we
have had all this experience now with Gulf War syndrome. Are we
at the point now we can actually come up with models of research?

Dr. FrussNer. Well, in some situations I think the answer to
that question is yes. Perhaps the situation we are struggling with
right now is the diagnosis of posttraumatic stress disorder, and last
fall we funded a multisite national VA trial of Vietnam-era veter-
ans, combat-related PTSD, looking at competing psychiatric inter-
ventions, trauma-focused group therapy versus usual counseling.
T}?at is a difficult and complex trial, but we have embarked on
that.

In this particular area, we will be releasing a program announce-
ment seeking additional ideas about treatment focusing on
posttraumatic stress disorder. That program announcement will
come out later in the summer.

In the area of fibromyalgia, chronic fatigue syndrome, there are
a series of treatment strategies that have been proposed that in-
volve combinations of exercise, psychiatric therapy and the like.
The sample size in the preliminary research has been low. It might
be possible to design some larger studies to look at these issues,
b;l: with mixed treatment results, it is not clear where that will
take us.

Mr. STEARNS. Well, I think at this point, I appreciate your pa-
tience in waiting while we went to the vote, and I think we will
call up panel number three. Thank you, Dr. Kizer.

And, again, if any Members would like to insert questions for the
record to panel number two, it is so ordered they be able to do that.

Qur third panel is Dr. Sarah Myers, of the Nurses Organization
of Veterans Affairs; Matthew Puglisi, Assistant Director of Gulf
War Veterans, the American Legion; Joseph Violante, Disabled
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American Veterans; and Jeffrey Ford, Executive Director of the Na-
tional Gulf War Resource Center.

Gentlemen and ladies—I guess Sarah is not here. Well, we want
to thank you for your patience in waiting, and we will take your
testimony. Welcome.

Mr. STEARNS. We will take Matthew Puglisi first.

STATEMENTS OF MATTHEW PUGLISI, ASSISTANT DIRECTOR
FOR GULF WAR VETERANS, NATIONAL VETERANS AFFAIRS
AND REHABILITATION COMMISSION, THE AMERICAN LE-
GION; SARAH V. MYERS, Ph.D, RNC, VICE PRESIDENT AND
LEGISLATIVE CHAIRMAN, NURSES ORGANIZATION OF VET-
ERANS AFFAIRS; JOSEPH A. VIOLANTE, DEPUTY NATIONAL
LEGISLATIVE DIRECTOR, DISABLED AMERICAN VETERANS;
AND JEFFREY S. FORD, EXECUTIVE DIRECTOR, NATIONAL
GULF WAR RESOURCE CENTER

STATEMENT OF MATTHEW PUGLISI

Mr. PugLisi. Thank you, Mr. Chairman. It is a pleasure to be
here today and present testimony on this very important topic. I
would like to thank you for inviting the American Legion and also
thank you for having your second hearing in this Congress on Gulf
War veterans’ health. Gulf War veterans and VA will benefit di-
rectly from this committee’s ongoing oversight.

Gulf War illnesses, or Gulf War syndrome, describe the health
complaints of thousands of Gulf War veterans. Today these com-
plaints have defied a clear definition or diagnosis by the medical
community. The Chairman’s decision to investigate how VA ap-
proaches the undiagnosed health complaints is very wise because
it gets at the heart of the Gulf War illnesses issue.

The essential question this hearing asks is how well does the VA
treat veterans with Gulf War illnesses? There is little evidence that
VA'’s overall approach provides effective medical treatment for Gulf
War veterans with difficult-to-diagnose and ill-defined conditions.
The structure of VA’s medical system, the lack of treatment proto-
col to guide physicians in the treatment of illnesses, the nature of
the illnesses and site visits conducted by the American Legion sug-
gests that on the whole, VA does not effectively treat these ill-
nesses. Outcome studies, once conducted, will show whether VA
care is effective.

There are a number of recommendations that the American Le-
gion has made concerning how VA approaches the illnesses, and I
would like to talk about one specifically, and that is training. VA
should immediately investigate Gulf War veterans’ experiences and
psychological consultations and evaluate the consistency of the ini-
tial psychological evaluation of patients during a registry examina-
tion. Veterans diagnosed with PTSD have consistently complained
of being sent to a wing or ward, along with patients who suffer
from severe mental illnesses. Some have reported they do not re-
turn for care and are therefore left feeling ill.

Should veterans diagnosed with PTSD or depression be sent to
a separate waiting room or wing? VA should immediately inves-
tigate this question and make immediate adjustments if the an-
swer is yes.
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Is it reasonable to dismiss certain risk factors associated with
Gulf War illnesses, given what is currently not known? Although
there are sparse scientific data linking chronic illness with low-
level chemical agent exposure, the peripheral nerve damage found
in some Gulf War veterans is not explained by stress.

The relationship between many of the risk factors encountered in
the Persian Gulf and Gulf War illnesses is currently being inves-
tigated by many scientific studies. Many Gulf War veterans com-
plain when they offer possible explanations concerning why they
are ill, many VA physicians dismiss the explanations by pointing
either to negative lab results or lack of scientific data. This behav-
ior is not exclusively found at VA, but at the Department of De-
fense in some cases and in the civilian medical community as well.
This behavior undermines the doctor/patient relationship and does
not encourage patients to return to VA for care.

Mr. Chairman, I would now like to take the opportunity to raise
an issue that is of great concern to the American Legion. Over the
strong objections of VA’s Persian Gulf expert scientific committee,
VA has decided to delay the completion of its National Persian Gulf
Survey. This survey of 30,000 veterans will answer one of the most
important research questions related to Gulf War illnesses, and
that is, what is the prevalence of Gulf War illness in the Gulf War
veterans population?

VA has explained to the American Legion that the benefits of de-
laying this project, namely improving the design of the final stage
of the study, outweigh the costs which are delaying answers to Gulf
War veterans. The American Legion remains unconvinced. We have
strongly urged VA not to delay the study for the benefits we cannot
measure, and we encourage the Chairman to address this issue at
his earliest convenience with the VA.

In conclusion, there is little evidence VA effectively treats veter-
ans who suffer from Gulf War illnesses. Formal and well-designed
outcome studies provide evidence which reveal how effective medi-
cal treatments provided by VA are. VA should immediately initiate
the studies while it determines which methods are most effective
in treating Gulf War illnesses.

There are also a number of structural changes that the American
Legion recommends VA investigate in order to improve the health
and well-being of ill Gulf War veterans and to pick up on a theme
that was apparent in the first panel when some of the medical pro-
fessionals talked about randomized clinical trials or some formal
way of assessing which treatments are most effective in treating
veterans with these complaints. The American Legion strongly
urges Congress and the VA to look at funding such studies that
will help us figure out how to best approach the illnesses, and
these approaches can be implemented across VA.

Mr. Chairman, this concludes my prepared testimony. I will be
happy to answer any questions that you have after the panel has
testified.

Mr. STEARNS. Thank you.

[The prepared statement of Mr. Puglisi appears on p. 155.]

Mr. STEARNS. We will take Dr. Sarah Myers next.



34

STATEMENT OF SARAH V. MYERS, Ph.D., RNC

Ms. MYERS. Mr. Chairman and members of the subcommittee, as
a legislative chair for the Nurses Organization of Veterans Affairs
and a veteran of Operation Desert Storm/Desert Shield, I am
pleased to present this testimony on care and treatment of veter-
ans with Persian Gulf War illnesses in the Department of Veterans
Affairs. My written testimony includes both background data and
recommendations on the care and treatment of Persian Gulf War
veterans. For the next few minutes, I would like to spend my time
addressing the recommendations in my report.

While much has been done to improve the care and treatment of
veterans with Persian Gulf War illnesses, inconsistencies still re-
main. NOVA would like to make the following recommendations:
One, appoint an interdisciplinary primary care team to identify,
screen and treat veterans with Persian Gulf War illnesses. Mem-
bers of this primary care team should have an express interest in
working with Persian Gulf War veterans. This team would also in-
clude an advanced practice nurse, such as a nurse practitioner. The
cost-effectiveness of nurse practitioners is well-documented in the
literature. For example, outcomes such as increased productivity,
less use of prescription drugs and shorter hospital days have been
reported. The appointment of an interdisciplinary team would pro-
vide more holistic, nonjudgmental and comprehensive care without
increasing costs.

The second recommendation is to assign a female provider with
expertise in the assessment, care and treatment of victims of sex-
ual assault and trauma to the primary care team.

My third recommendation relates to implementing one Persian
Gulf War referral center within each Veterans Integrated Network
or visit.

My fourth recommendation is to provide increased education
about stress as a source of illness. The awareness of the relation-
ship between stress and illness may encourage some veterans to
seek assistance.

My fifth recommendation is to disseminate findings from VA-
funded research on Gulf War illnesses. This education should be di-
rected in the community to vet centers, veteran service groups, the
lay public, and VA as well as DOD staff.

My sixth recommendation is to develop creative strategies to fa-
cilitate maximum return rates of the updated Persian Gulf registry
questionnaire.

And my final recommendation relates to considering a mandate
for all Persian Gulf War veterans who are in the National Guard
or Reserves to complete the revised Persian Gulf registry question-
naire through their reserve unit.

We feel the recommendations are critical in facilitating the con-
tinuity of care in Persian Gulf War veterans. Thank you for allow-
ing me the opportunity to present this testimony, and I will be
happy to answer questions at the end of the panel.

Mr. STEARNS. Thank you, Doctor.

[The prepared statement of Ms. Myers appears on p. 162.]

Mr. STEARNS. Next is Joseph Violante.
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STATEMENT OF JOSEPH A. VIOLANTE

Mr. VIOLANTE. Thank you, Mr. Chairman, members of the sub-
committee.

Since 1920, Disabled American Veterans has been dedicated to
one single purpose, building better lives for disabled veterans and
their families. On behalf of the more than 1 million members of the
DAV and its auxiliary, I wish to express our appreciation for this
opportunity to provide our assessment of the medical treatment of
Persian Gulf War veterans suffering from Gulf War illness.

It has now been more than 6 years since the fighting ceased in
the Persian Gulf and the majority of U.S. veterans returned home.
Yet there is no noticeable decrease in the number of new claims
filed by Gulf War veterans as a result of illness believed to be asso-
ciated with their service in that theatre. The fact there are still
many unanswered questions and conflicting medical opinions sur-
rounding Gulf War illness only serves to exacerbate the situation.

Although most experts concede these veterans were exposed to a
wide range of environmental hazards, such as experimental drugs,
high levels of toxicity and substances from oil field fires, radio-
active residue, parasites, pesticides, lead paint and chemical
agents, there is little consensus in the medical/scientific commu-
nity, as to the residuals, if any, from these exposures. Due to the
confusion surrounding Gulf War illness, we question whether the
veterans are receiving adequate medical care from VA or DOD.

Mr. Chairman, the DAV is extremely concerned with the pro-
posed funding levels for VA health care in fiscal year 1998 and be-
yond, with the outyears being the most devastating on VA’s ability
to provide adequate health care to America’s sick and disabled vet-
erans. If VA health care funding levels are not increased, all veter-
ans, including Persian Gulf veterans, will see their ability to re-
ceive appropriate care diminished. While the lack of appropriate
care will have a devastating effect on all veterans, it will seriously
impact Gulf War veterans as they attempt to recover from the ef-
fects of Gulf War illness as they transition to civilian life.

A frustrating aspect of Gulf War illness is that many of the vet-
erans are also underrated, and when they seek medical care, VA
physicians or private physicians are unable to adequately treat
them because of the unknown nature of their disabilities. In many
cases, these brave young men and women are unemployed because
of the debilitating illness, yet they are unable to receive adequate
compensation or meaningful medical care because of the confusion
surrounding their illness.

An additionally frustrating aspect of this illness is that 6 years
after the end of the war, we are still unable to answer the question
about what is causing these illnesses. Unfortunately, the report by
the Presidential Advisory Committee on Gulf War Illnesses, does
not provide any concrete answers to the question of what is causing
this illness, and as we have heard today, there are additional criti-
cisms of that Committee.

As scientific and medical researchers continue to search for the
answers to the nagging question, our Nation must not forget these
veterans and their families are suffering because of the veterans’
deployment to the Persian Gulf. Accordingly, this Committee must
continue to seek answers to help explain the mystery surrounding
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these unexplained ailments and to ensure that these veterans re-
ceive adequate compensation and appropriate health care.

One of the items that the PAC report did note is that follow-up
treatment is usually problematic. It is noted that staffing con-
straints often result in long delays in scheduling appointments, and
psychiatric staffing is particularly overloaded at some facilities. Ad-
ditionally, many veterans receive follow-up care from a number of
physicians, both government and private sector, and no single case
manager is responsible for their care.

In the past, DAV has noted that there is a lack of coordination
within the VA. VA health care intervention was often organized to
respond to symptoms, rather than focus on possible underlying ide-
ology. No VA medical person has the big picture of a veteran’s mul-
tiple symptoms. Coordination of care and disease tracking would
facilitate the overall understanding of the episodic as well as inter-
relational aspects of the medical problems reported by these veter-
ans. Accordingly, a single manager would not only benefit the vet-
eran, but would also serve to provide necessary coordination of care
and disease tracking. As the VA moves towards primary health
care physicians, it would appear the lack of coordination will hope-
fully be resolved.

Before I close, Mr. Chairman, I would like to caution the mem-
bers of this subcommittee as the House considers the legislation
passed in the Senate yesterday that would bar benefits to veterans
who commit capital crimes. We ask that you would consider all the
ramifications of that law, and we are opposed to any amendment
to deny veterans’ benefits to persons convicted of capital offenses.
While we understand and appreciate the likely unpopularity of
awarding government benefits to perhaps some infamous criminals,
we believe that veteran status, once earned, should, in all but an
extreme limited number of circumstances, be irrevocable on the
basis of subsequent acts and shielded from disturbance on the basis
of popular inflamed passions of the moment.

Thank you, Mr. Chairman. That ends my statement.

Mr. STEARNS. Thank you.

[The prepared statement of Mr. Violante appears on p. 170.]

Mr. STEARNS. Jeffrey Ford, Executive Director, National Gulf
War Resource Center.

STATEMENT OF JEFFREY S. FORD

Mr. FORD. Mr. Chairman, members of the committee, I am hon- .
ored to appear here for you today for the third hearing in a row,
especially pleased to discuss today the health status and treatment
of Gulf War veterans. In written testimony today, I have provided
information from 66 Gulf War veterans, their family members,
DOD and civilian contractors. Information obtained in this self-se-
lected, non-scientific study was gained via the National Gulf War
Resource Center web site e-mail referral system. Since March of
1997, we received 256 referrals, for a total of 676, as of October 1st,
1991. In April alone, we received 105 requests for assistance.

Whether it is the DOD CCEP or the VA registry examinations,
testing, treatment, misdiagnosis, indifference to suffering, a broken
compensation and benefits program are the norm, rather than the
exception. Using the survey below, we randomly selected from our
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database comments from April, May and June and present them to
you today, the veteran’s voice, unsolicited, raw, and if you will no-
tice, very consistent in their condemnations. This is their testimony
and not mine.

We have listed here some of the questions that we ask, and I will
read some of the responses: Do you feel you are ill as a result of
the Persian Gulf War? Yes.

Are you a veteran of the Gulf War, contractor or civilian em-
ployee? Yes.

Have you registered with either of the Persian Gulf registries?

0.

Have you filed a claim with the VA? No.

Please enter anything that may help the referring coordinator as-
sist you. Need to find out where I need to register and get the
physical.

Another one: My son passed away February 15, 1997, while
working a temporary job in Michigan. Mike called to tell me he was
sick and in the hospital. At 2:08 a.m., February 15, the doctor
called to tell me Mike had passed away. He kept getting colds since
coming back from the service in August of 1994. The coroner said
he died of acute leukemia. He was 27.

Another one: During my initial Gulf War workup, I was essen-
tially blown off. While it was not attributed to my diabetes, which
I developed after the Gulf War, it was attributed to
“somatizations.” This was true of most of the personnel who were
screened at Womack Army Medical Center. Should I go to the Fay-
etteville VA Med Center and have the workup done again?

I have registered with one registry, not sure which one or what
good it does; how to help, get help or compensation.

I am a 27-year-old male that feels 45 since the Gulf War inci-
dent. Please help me or direct me to a resource that can best help
me with treatment and compensation. I feel as though parts of me
are dying. Currently I have an honorable discharge as of 1994. No
ETS physical was given, nor am I receiving any compensation or
treatment of any kind.

Here is an interesting dynamic we hadn’t considered: My former
spouse is a veteran of the Gulf War. He was stationed with the
82nd Airborne Division. Apparently he was at Khamisiyah. My son,
now 5 years old, has been recently diagnosed with a neurobiological
disorder. I am looking for information on how many others have
children being diagnosed with similar disorders. If information is
required from his father, it may be difficult for me to get, as he
does not keep in regular contact with his children.

Another one: I am a nonsmoker. Before going to the Gulf, I had
no breathing problems. I returned from the Gulf in May of 1991.
I retired from the Army in October of 1993. In late 1994, I went
to the Gulf War review at the VA and was told by the VA my lungs
were working at 78 percent, but that there was no environmental
cause for it. I was stationed with the First Infantry Division,
which, of course, after the cease-fire, was camped south of Safwan
in the oil field fires.

Another one: I am getting nonstop headaches that last 4 days.
My stools have blood in them off and on. I forget names, phone
numbers, addresses. I get fits of anxiety and have to take medica-
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tion. I get rashes that look like clusters of mosquito bites. The
rashes pop up in small patches. I have also had some of the com-
mon symptoms of diarrhea, achy joints, chest pains and headaches.
He still is yet to have a hysica{

Another one: Please ﬁelp me find a support group or someone
who can help me. I am on active duty at Fort Campbell, Kentucky.
I don’t know how to go about getting a medical discharge.

Unsure what a VSO is, but after 5 years of trying to deal with
the VA on my own and finally receiving a whopping 10 percent rat-
ing, not to mention having to travel 4 hours to the nearest VA Hos-
pital, I would be very appreciative of any help I could get.

Another one: I think I am dying from Persian Gulf War syn-
drome. I feel like I am dying slowly. My friends are scared I am
dying. I used to be a semiprofessional soccer player. Now I can
hardly run from my car to the front door. My lungs are bad to the
point I almost suffocate and pass out. Blood sometimes when 1 ﬁo
to the bathroom, number two. Diarrhea a lot, muscle twitches, achy
joints like arthritis, tightness in my chest when breathing. I almost
died in 1992 from my lungs. I went to the hospital back then, and
they denied Gulf War syndrome existed. I am a fifth-generation
combat soldier.

Apparently there are soldiers still on active duty in the First Ar-
mored Division in Bamberg, Germany. I could go on and on.

Here is another one who is still on active duty: Been sick for the
last 5 years, memory loss, fatigue, sick feeling, hurting in joints,
night sweats. I have to stay on active duty. I am in Croatia.

I have provided 66 more testimonials here, and one, especially,
that I would also attach to my testimony today, from the parents
of a young man I met about 6 months ago, and with the help of
Dr. Murphy and the White House, we were able to get him to Bir-
mingham to the referral center in time to save his life. Unfortu-
nately, by that time, it was too late, and he is most likely terminal
and will probably die within the year.

I think what the GAO reports are saying and will continue to say
is that we have had enough of the rhetoric research studies, into
more research. I believe we have enough data to proceed, to go
ahead and begin treating these soldiers and not just their symp-
toms, but their ailments, as a cluster, and we will know when that
is finished when we stop receiving reports such as this. Thank you.

{The7%rfpared statement of Mr. Ford, with attachment, appears
on p. 176.

Mr. STEARNS. I want fo thank all of you. I have a few brief ques-
tions, and since we don’t have any Members, I think the Minority
staff might have a few questions for you.

Dr. Myers, were you encouraged by Dr. Kizer’s testimony regard-
ing greater use of nurse practitioners treating Persian Gulf veter-
ans perhaps? Did you hear him talk earlier?

Ms. MYERS. I did hear him, and I was very encouraged because
through telephone interviews with some of the Persian Gulf coordi-
nators regarding the primary care teams, I learned nurse practi-
tioners were not on the teams. I strongly recommend they be part
of an interdisciplinary team in the primary care clinic or a separate
team which specifically deals with Persian Gulf War veterans,
similar to the women that—coordinators throughout the VA Medi-
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cal Center,, so I really advocate they be placed on those teams. I
think they have more time to talk to patients, and in many in-
stances I think that is what patients want. They want someone to
listen to them so they can hear what they are saying and spend
time in dialogue.

Mr. STEARNS. Mr. Ford, while you were giving your testimony, I
looked through some of these summaries, I guess these e-mails that
Cﬁme in. Have you gone back to them and tried to respond and help
them?

Mr. Forp. Unfortunately, due to the fact we are a small organi-
zation without much staff, it is a problem right now. We are trying
to attain grants and funding so we can hire staff. As I said in the
testimony, we have 676 as of 1995,

Frankly, sir, no, I have not been able to go back and contact each
and every one; however, each and every one that I do contact, there
has been more than one time I have gotten off the phone and had
to cry, especially in dealing with this gentleman who lost his son
to acute leukemia, and it hadn’t occurred to him that it may have
been service-connected. And I spoke with him last week and come
to find out he had been coughing blood, and there were many,
many signs that he hadn’t recognized. He was a tough Marine, and
he didn’t want his parents to know he was sick.

We hope to have enough funding here shortly to hire masters’ in
social work to contact these people.

Mr. STEARNS. I have got a solution for you. Every one of those
cases should be referred to their local Congressman or woman. Peo-
ple who had those similar problems who come in, each Congress-
man has 15 to 22 employees, and in the District they have any-
where from four to nine. For these type of things, the veteran
should contact a local Member of Congress. You could do a great
service if you somehow could automatically e-mail back to them or
send them a letter and say, your Congressman is such and such.
Here is a toll free number for DOD, the Department of Veterans
Affairs. Please contact your Congressman. We don’t have the re-
sources to do it. And that Congressman can help.

And in certain cases we have been able to help in my District,
and in certain cases the veteran died. A young man fresh out of
high school went to the Gulf and died, but we brought that case
forward, like other Members here on the Veterans’ Committee can
bring that case forward and bring to bear the publicity that is re-
quired to try to solve this problem. That is just a suggestion.

Mr. ForD. I know in the particular case of the young man that
recently died, I did refer him to Senator Campbell. We also encour-
age every one of our veterans to continue to try to work with the
VA. If they were not happy with their first exam, we recommend
that they try to get another one. We encourage them to get a pri-
mary care physician. We encourage them to call the American Le-
gion, the DAV, the VFW.

Mr. STEARNS. Or just the toll-free number.

Mr. ForD. Toll-free numbers. And we also encourage every one
of one of them to contact Dr. Rostker’s team, who is looking into
incidents that may relate to possible health outcomes. And I tell
my veterans everything we did and saw in Saudi Arabia could have
potential for an answer to what may be making these people sick.
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So we do make an effort, but to tell you the truth, sir, I get an av-
erage of about 15 to 20 cases a week.

Mr. STEARNS. I get over 300 e-mails a week of which maybe 15
are in the district. The rest are just around the United States and
are on automatic pilot.

Let me ask the other veterans’ organizations, you were here pa-
tiently through some of the testimony of Dr. Kizer, and perhaps
you heard the first panel, too. Is there anything that you want to
comment particularly with Dr. Kizer? Is there anything he men-
tioned in terms of new ideas or something that you would want to
put on the record that suggests that we siould expand the role for
physicians’ education, or for research, or for case management, or,
as we talked about just before they left, trying to develop a model
based on what will work from the research studies? Let me start
with any one of you.

Mr. VIOLANTE. I for one would like to certainly see the VA move
forward on any one of those initiatives. I think right now we are
not getting the type of results we would like to see. And I think
some of those ideas that were mentioned would certainly help this
issue to move forward a little quicker than it is right now. And,
again, I stress the need for appropriate levels of appropriations for
VA in order for them to carry out those missions Eecause it is im-
portant, particularly to these Persian Gulf veterans.

Mr. PugList. Dr. Kizer made a comment that looks like a positive
step that VA is taking and letting the divisions, the 22 legions of
the VA, evaluate those and approach Gulf War veterans and treat-
ment issues and within divisions assess how they can do it better
and measure how effective treatments are. That is the SEAT proc-
ess, the Service Evaluation and Action Teams that have been cre-
ated. And they have been meeting since February. That is a posi-
tive step and something that we have recommended in our testi-
mony, and I was happy to hear that that is going to be happening.

Dr. Kizer also seemed reluctant, and he gave some pretty valid
reasons why, he seemed reluctant to conduct outcome studies be-
cause he rightly pointed out the wide range of symptoms that vet-
erans are reporting, and it probably wouldn’t be effective if VA
were forced to look at this in a very broad way, all the symptoms
that go undiagnosed and all the various treatments. But he did
leave the door open a little bit when he talked about being a bit
more focused, and that would certainly be appropriate, and perhaps
looking at a veteran who has particular complaints of fatigue, and
then measuring how VA has been approaching that kind of fatigue.
Is it muscle fatigue after you mow t}})le lawn or take a walk, or is
it being tired all day long? Those subtle differences will tell doctors
what kind of complaint it is and how to approach it, so I did hear
some positive things.

But I want to point out that VA has been pressured from the out-
side in trying to find the cause for Gulf War illnesses and a defini-
tion. And those are important things to do, but this hearing and
other efforts by GAO and Congress are going to encourage VA, and
the American Legion has encouraged the VA, to look at treatment,
because while these basic research projects are ongoing, and while
DOD conducts its investigation into chemical weapons and things
like that, veterans are left remaining ill. And we are not going to
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have all of these studies completed until well after the year 2000,
and they are still going to remain ill, so now is the time for the
VA to start measuring and assessing how effective its treatments
are now and how it could get better.

Mr. STEARNS. Dr. Myers, you will close.

Ms. MYERS. I have three comments and maybe one relates to Dr.
Kizer's comments relating to case-managed clinics, and I would
strongly recommend that because one of the things that I hear
from Persian Gulf War veterans is the insensitivity that they face
when they come to VA hospitals, and this has also been reported
to me by some of the Persian Gulf coordinators at some of the var-
ious VA medical centers, so I think implementation of that would
help a great deal.

Somehow there needs to be a method for VA personnel to be
more responsive and available to the Persian Gulf veterans’ avail-
ability. In my testimony, I mentioned Saturday clinics. One of the
VAs, particularly the Boston VA, addressed that, and that was
very—that was found to be very effective. However, one of the
problems they had was the coordination that that took as well as
the human resources that were needed for that clinic.

And my third comment relates to the need for longitudinal stud-
ies, which are expensive, but I think they need to be implemented
to follow veterans over a period of time to look at differences.

Mr. STEARNS. My time has expired. Anything that the staff
would like to add or like me to add for you?

Ms. EDGERTON. Let me go ahead and just get your responses as
a panel to one final question. We have heard today that many Per-
sian Gulf veterans are experiencing multiple and perhaps
compounding problems. Are there specific symptoms or syndromes
that you all think merit our attention focusing on treatment proto-
cols? I'm looking for you to respond with any of the—maybe even
controversial constellations of symptoms—termed as multiple
chemical sensitivity or fibromyalgia.

Mr. FORD. I know that in my research, and I do communicate
with a number of veterans, and there seems to be a continuing pat-
tern, and that is joint pain, peripheral neuropathy, tingling and a
numbness, fatigue. Most of them are to the point where they can-
not work a full-time job. Headaches, the night sweats and rashes.
Now, every now and then you will get the MCS symptoms in there
also, but I don’t seem to see that in a great frequency.

And one other thing I would like to point out while I have the
chance, on the first week of this month, Dr. Murphy and Dr.
Mather from the VA held a conference in Long Beach where 600
health care providers from the VA system had a 2-day seminar,
and I would like to thank them for putting that together, and I
believe it was very productive in reaching out to referral coordina-
tors, vet centers, Persian Gulf examination physicians. And hope-
fully, if we can somehow keep the VA budget from being cut by
over $2.092 billion over the next 5 years, hopefully Dr. Murphy and
Mather and Dr. Kizer can have some more of the resources that
they need to continue to deal with this problem and the programs
more effectively.

Mr. VIOLANTE. I would have to agree. I think the constellation
of symptoms that we see the most are fatigue, chronic joint pain,
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memory loss and headaches. And I would certainly like to see some
studies looking at those.

I would even go further and say I would like to see something
done with multiple chemical sensitivity. I know in the beginning
there was much talk about that. It is an expensive proposition, but
I believe it is one worth looking into and would like to see some-
thing done in that area.

Mr. PuGLISI. We heard this morning from medical doctors who
talked about things like CFS, MCS and fibromyalgia, and I am
sure that you are aware that multichemical sensitivity is not recog-
nized by the American Medical Association as a diagnosis. It may
be one day, as CFS was not for a long period of time and eventually
was when CDC came up with a case definition in 1988. But looking
at those kinds of illnesses, whether or not they are completely ac-
cepted by the medical community is important to do because there
is so much overlap between those diseases or illnesses and what we
are seeing in Gulf War veterans. And that is why it was very im-
portant, I think, to hear from Dr. Clauw and Dr. Kipen and Major
Engel on the first panel, gentlemen who devote a lot of time and
energy to trying to understand patients who have these things.

And if we are going to look to clinical trials to find an effective
treatment, it would be appropriate to look at how civilian doctors
approach these patients and how VA and DOD approaches Gulf
War veterans with these illnesses. And, again, it is not labeling the
patients with any of the other things that may be occurring at the
same time, and there is a lot of comorbidity with these illnesses of
various other illnesses. And at the same time it is not coming up
with an etiology at all. We are not saying that you are sick because
of chemical weapons or are definitely not sick because of chemical
weapons. It is just an acknowledgment of an illness and that it
looks like a lot of these other things, and we should approach it in
the same way.

Ms. MYERS. I think that more studies need to be done, conducted,
related to the issue of birth defects in children of veterans, and 1
would like to reemphasize the comment I made earlier on longitu-
dinal studies.

Ms. EDGERTON. Thank you.

Mr. STEARNS. I want to thank staff, and I want to thank all of
our witnesses for their patience and for their participation. I think
we have learned a great deal today, and I hope that Dr. Kizer will
take a lot back to the central office, some of the ideas that we have
talked about, that you folks have talked about, what has been pro-
posed, and perhaps we are not any closer to the question of the
cause of the Gulf War syndrome. I think we have a better sense
that improvements can be made to the system of care that is af-
forded to the veterans, and we have a little bit better, Mr. Ford,
as a result of your listing of the different people—those are real
people out there that are having real problems, and I think every
one of us as an elected official has a responsibility to try to answer
their questions. We will be following up on the VA’s efforts here,
and we continue to have more hearings, but again, I want to thank
all of you, and with that the subcommittee is adjourned.

[Whereupon, at 1:02 p.m., the subcommittee was adjourned.]
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Statement of Representative Helen Chenoweth
June 19, 1997
Health Subcommittee Hearing on VA’s Health Care Treatment of Persian Gulf War Illnesses

Mr. Chairman, I would like to express my gratitude to you for holding this hearing today,
and to each of the panelists for lending their insights. While we have held several hearings
concerning Persian Gulf War Syndrome, this is the first hearing to focus solely on the treatment
Gulf War veterans are receiving. This is the most important aspect of our inquiry into the
Syndrome.

1 am interested in the cause of illnesses experienced by Gulf War veterans, but only
inasmuch as that information is helpful in developing a treatment or cure, or in preventing similar
illnesses in the future. The health of Gulf War veterans should be our priority.

Unfortunately, the Gulf War veterans I have spoken to seem almost universally discontent
with the medical treatment they have received. It is unconscionable that Gulf War veterans are
receiving form letters instead of individual counseling, and 1 am concerned that VA’s guidance
regarding evaluation and treatment is not being consistently implemented. The care and attention
Gulf War veterans receive should reflect their honored service to this nation. No less than this
high level of service should be our goal.

1 believe that this hearing is a step in the right direction, and I look forward to working

with this committee and with each of the panelists to improve the diagnosis and treatment (both
physical and emotional) of our Gulf War veterans.
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Statement of Stephen P. Backhus, Director, Veterans’ Affairs and
Military Health Care Issues, U.S. General Accounting Office

Mr. Chairman and Members of the Subcommittee:

We are pleased to be here today to discuss our ongoing evaluation of the medical care
the Department of Veterans Affairs (VA) provides to veterans who are suffering from
illnesses they attribute to their military service during the Persian Gulf war.

Persian Gulf veterans have reported an array of symptoms including fatigue, skin
rashes, headaches, muscle and joint pain, memory loss, shortness of breath, sleep
disturbances, gastrointestinal conditions, and chest pain. VA's program to serve Persian
Gulf veterans is a four-pronged approach addressing medical care, research,
compensation, and outreach and education. The medical care portion includes a medical
examination,' inpatient and outpatient treatment, specialized evaluations at four referral
centers, and readjustment and sexual trauma counseling. More than 656,000 Persian Gulf
veterans have completed the medical examination, or "registry exam."

My comments this morning will focus on information we have gathered to date, at
your request, on (1) veterans' satisfaction with VA care and (2) the extent to which
veterans are diagnosed, counseled, treated, and monitored. We will also discuss a model
of care at one medical center that Persian Gulf veterans seem to find more responsive to
their needs.

Our information is based on observations and opinions from officials at VA
headquarters; VA's Atlanta Veterans Integrated Services Network office; medical centers
in Washington, D.C., Atlanta, and Birmingham; Referral Centers in Washington and
Birmingham; and veterans' service organizations; and from dozens of Persian Gulf
veterans, both individually and in group interviews. We also reviewed a sample of
medical records for 20 veterans who had received the registry exam in two of the three
medical centers we visited to evaluate the registry exam process. We did not attempt to
determine whether the tests, evaluations, and treatment provided to these veterans were
appropriate but rather the extent to which VA followed its guidelines for evaluation and
treatment and whether Persian Gulf veterans were satisfied with the treatment received.
While the scope of our work to date is not broad enough to generalize to conditions
throughout VA, we believe that, along with previous studies of these issues, our work
does serve as an indicator of the medical care that Persian Gulf veterans receive.

The Persian Gulf veterans that we have talked with and who wrote to us, along with
the veterans' service organizations we talked with, appeared to be confused by, frustrated
with, and mistrustful of VA and the care they received for their illnesses. While veterans
appreciated the efforts of individual VA staff, they expressed dismay with the "system,"
which often extends beyond VA to other agencies and, for some, to the federal
government in general. Specifically, veterans continued to cite delays in receiving
services, the nonsympathetic attitudes of some health care providers, the sometimes
cursory nature of the registry exam, poor feedback and communication with health care
personnel, and a lack of postexamination treatment.

On the basis of our work to date, it does not appear that VA's guidance regarding the
evaluation and treatment of Persian Gulf veterans is being consistently implemented in
the field. We observed, for example, that some physicians did not perform all of the
symptom-specific tests recommended by VA's Uniform Case Assessment Protocol, which
couid result in some veterans not receiving a clearly defined diagnosis for their
symptoms. We also found that personal counseling of veterans seldom occurred. In
addition, the form letters sent to veterans at the completion of the registry exam did not
always sufficiently explain the test results or diagnosis, which leaves veterans frustrated.
Physicians' views were mixed regarding the origin of the symptoms experienced by
Persian Gulf veterans. We heard and read physician comments indicating that they

'The Persian Gulf Pegistry Exam consists of a medical history, physical examination, and
laboratory tests. The results of the examination are entered into a database that contains
information on all Persian Gulf veterans who have received the examination.

GAO/T-HEHS-97-168
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believe Persian Guif veterans' problems are only "in their heads." However, other
physicians displayed open attitudes about treating the veterans' symptoms and
determining the origin of their illnesses.

Medical center personnel cited limited resources and increased workloads as reasons
their efforts are not as timely and responsive as they and veterans would like. One
medical center we visited had experienced delays of up to 6 months in scheduling registry
exams. However, steps are being taken at certain VA facilities to improve service. For
example, at one medical center we visited, veterans now have the option of receiving
treatment in a Persian Gulf Special Program Clinic. The Clinic allows veterans to receive
primary care from medical staff experienced with Gulf War veterans and their concemns
and has established a focal point for providing clinical management of Persian Gulf
veterans' care.

PERS, F' VETERANS' EXPECTATION: N UNFUL

The Persian Gulf veterans we spoke with held several common expectations regarding
VA health care. They expected to be scheduled for the registry exam and tested in a
timely manner. They expected doctors to listen to their symptoms and to take the
problems they experienced seriously by performing the necessary tests and evaluations in
order to_reach a diagnosis. The veterans expected to be told their test results and to
receive counseling and consultation regarding the need for further testing or treatment.

Veterans' perceptions of what is provided, however, were considerably different.
Some veterans said they experienced delays in receiving the registry exam and follow-up
testing they requested. Once scheduled for care, veterans said that some VA doctors and
health care professionals projected the attitude that the symptoms Persian Gulf veterans
experience are "all in their heads." Some veterans commented that the exam they
received seemed too superficial to fully evaluate the complex symptoms they were
experiencing.

Veterans indicated that personal counseling is generally not provided on the results of
the registry exam and that this is true for veterans with diagnoses as well as for those
without. The form letter sent to veterans at the completion of the exam generated
considerable anger among Persian Gulf veterans we talked with, who interpreted it to
mean that since their test results came back normal, the VA physician believed there was
nothing wrong with them. Even some veterans who received a diagnosis did not
understand their diagnosis or believe that their treatment was effective. For example,
several veterans believed their medications made them feel worse and discontinued them
on their own.

EXTENT OF SERV] R VE

Many Persian Gulf veterans have received care from VA for what they believe are
service-related illnesses. These illnesses are manifested in a wide range of symptoms in
multiple diagnostic categories. Although VA has developed comprehensive guidance for
physicians to use in diagnosing Persian Gulf veterans, it appears to be inconsistently
followed.

Medi rvi Vi Persi Vi

The medical care portion of VA's approach is provided in a variety of settings. Of the
total 697,000 veterans who served in the Persian Gulf War, more than 65,000 have
completed the registry exam, which is available in most of VA's 169 medical centers.
More than 191,000 veterans have been seen in VA's outpatient care clinics; about 19,000
veterans have been admitted to inpatient care in VA medical centers. Approximately 390
veterans have received special evaluations in referral centers in Washington, D.C.,
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Birmingham, Houston, and Los Angeles; and more than 79,000 have received readjustment
counseling at VA's Vet Centers.”

The diagnoses recorded in the registry exam database for Persian Gulf veterans
spanned a range of illnesses and diagnostic categories. About 25 percent of registry
diagnoses were for musculoskeletal and connective tissue disorders, approximately 15
percent for respiratory problems, 12 percent for gastrointestinal conditions, 14 percent for
skin disorders, 16 percent for psychiatric conditions, 7 percent for cardiovascular and
circulatory problems, 7 percent for infectious diseases, and 6 percent for injury and
poisoning. Twenty-six percent of registry participants did not have a definitive medical
diagnosis, and 12 percent reported no health problem.* The latter group asked to
participate in the examination because they were concerned that their future health might
be affected as a consequence of their service in the Gulf War.

Evaluation and Treatmment of Persian Gulf Veterans
Do Not Appear to Consistently Follow Guidelines

In 1995, VA implemented a Uniform Case Assessment Protocol designed in
conjunction with the Department of Defense and the National Institutes of Health to
provide guidance to the physicians responsible for administering the Persian Gulf Registry
Exam. The protocol consists of two phases. Phase I requires registry physicians to (1)
obtain a detailed medical history, which includes collecting information on exposure to
environmental and biochemical hazards; (2) conduct a physical examination; and (3) order
basic laboratory tests. Phase II, which is to be undertaken if veterans still have
symptoms that are undiagnosed after phase I, includes additional laboratory tests, medical
consultations, and symptom-specific tests. Veterans who do not receive a diagnosis after
phase I may be sent to one of VA's four referral centers for additional testing and
evaluation. At the completion of these examinations, veterans are to receive personal
counseling about their test results. Once diagnosed, veterans are generally referred to
primary care teams for treatment. VA has issued a contract to the Institute of Medicine
to review the appropriateness of its Uniform Case Assessment Protocol. The Institute's
findings are due by the end of 1997.

Presently, the protocol remains VA physicians' primary reference on how to evaluate
Persian Gulf veterans' conditions and to obtain an accurate diagnosis of the symptoms
they report. According to VA's guidance, the veterans registry physician or designee is
responsible for clinical management of veterans on the registry and serves as their
primary health care provider uniess another physician has been assigned this
responsibility. According to VA program guidance, the registry physician's essential
responsibilities include counseling the veteran as to the purpose of the examination,
conducting and documenting the physical examination, and personally discussing with
each veteran the examination results and need for additional care. The registry physician
is also to prepare and sign a follow-up letter explaining the results of the registry
examination and may initiate, if necessary, the patient's further evaluation at one of VA's
referral centers.

On the basis of our review of medical records and discussions with program officials,
including physicians, it does not appear that VA's guidance is being consistently
implemented in the field. For example, while the protocol mandates that veterans
without a clearly defined diagnosis are to receive additional baseline laboratory tests and
consultations, not all such veterans received the full battery of diagnostic procedures. In

*These numbers represent individual veterans provided service in each setting. The same
veteran couid be counted more than once if he or she was seen in more than one setting.
Also, for outpatient visits, VA's data do not indicate whether the veterans were seen for
Persian Gulf-related illnesses.

*Percentages total more than 100 percent because some veterans have multiple diagnoses.
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some cases, physicians appeared to stop folowing the protocol even though a clearly
defined diagnosis had not been reached. In addition, several of the records we reviewed
indicated that the physician's diagnosis was simply a restatement of the veteran's
symptoms. For example, a veteran who complained of major joint stiffness and sleep
disturbances was diagnosed as having major joint stiffness and sleep disturbances.
Furthermore, veterans suffering from undiagnosed ilinesses were rarely evaluated at VA's
referral centers; of the approximately 15,000 cases that VA reported as having
undiagnosable illnesses, only 390 veterans had been evaluated at a referral center.

At two locations we visited, the registry physician was rarely involved in the phase I
examination process, instead delegating this task to a physician's assistant or nurse. In
several cases, medical records indicated that the registry physician did not even review
the results of the examination. After the phase I examination, instead of receiving
ongoing treatment managed by the registry physician, veterans were referred to one of the
medical center's primary care teams for postexamination treatment. Here, Persian Gulf
veterans are seen by other doctors who treat all veterans and do not concentrate on the
specific needs of Persian Gulf veterans. Veterans who expect treatiment designed for
those suffering from Gulf War illnesses appeared more likely to express frustration and
disappointment with the care they receive.

Accarding to VA guidance, counseling the veteran about the examination results is
one of the key responsibilities of the registry physician. However, our work to date
suggests that personal counseling between veterans and their physicians rarely takes
place. Registry medical staff, as well as veterans we talked with, stated that feedback on
examination results is typically provided through a form letter to veterans. The letter
generally states the results of laboratory tests and provides a diagnosis if one was
reached. In some instances, when laboratory results were negative, the veteran perceived
that VA does not believe there is a problem. Even when a diagnosis is reached, the letter
does not explain the meaning of complex or uncommon medical terms.

We discussed these concerns with registry and other physicians as well as VA Persian
Gulf program officials. Several of the physicians we interviewed believed they should
have the flexibility to use their own clinical judgment in determining which tests are
necessary to establish a diagnosis and treatment plan. One physician stated that a good
physician should, in most cases, be able to diagnose a veteran's symptoms without using
the more complex battery of tests mandated by the protocol. We were told that some of
the phase II symptom-specific tests are invasive procedures that could have serious side
effects, and unless the tests are specifically needed, they should not be given routinely
just because a veteran has symptoms. Other physicians resisted prescribing some phase
1I tests because of the associated costs. Furthermore, some physicians told us that they
believed there was no physical basis for the symptoms Persian Guif veterans were
experiencing and that these symptoms were often psychologically based and not very
serious. This attitude may contribute to physicians' lack of enthusiasm for the protocol
exams.

We also noted that VA has established no mechanism to monitor treatment outcomes
for Persian Gulf veterans. The VA official responsible for the Persian Gulf program told
us that if monitoring of treatment outcomes does occur, it will be initiated in primary
care.

MEDI E ! RTS T ROVE
CARE FOR PERSIAN GULF VETERANS

Medical center personnel often cited limited resources and increased workloads as
reasons their efforts were not as timely and responsive as they and veterans would like.
Some facilities are taking steps to overcome the negative experiences of Persian Gulf
veterans. For example, one of the three medical centers we visited uses a different model
to provide care to these veterans. At this facility, veterans have the option of receiving
treatment in a Persian Gulf Special Program Clinic. Although it operates only on
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Tuesdays and Fridays, the Clinic allows veterans to receive primary care from medical
staff experienced with Gulf War veterans and their concemns. Veterans are still referred
to hospital specialists as necessary but, unlike the other two facilities we visited,
responsibility for monitoring patients' overall medical treatment is assigned to the Persian
Gulf Clinic's case manager. The case manager is a registered nurse who serves as an
advocate for veterans and facilitates communications between patients, their families, and
the medical staff. The specific steps that are to be used in monitoring patient care had
not been developed at the time of our visit. The Clinic staff also interacts regularly with
the Persian Gulf Advisory Board, a local group of Persian Gulf veterans who meet weekly
in the VA medical center to discuss specific concerns.

Veterans we spoke with were pleased with the Clinic and supported its continued
operation. They believed that it reflects a VA commitment to take seriously the heaith
complaints of Gulf War veterans. They also believed that the Clinic gives veterans access
to physicians who are sympathetic and understand the special needs of Persian Gulf
veterans and their families. In addition, veterans we talked with who use this facility
indicated a higher level of satisfaction with the care they receive than the veterans who
use the two other medical centers.

Mr. Chairman, this concludes my prepared statement. We will continue to assess
these issues and will report our findings and conclusions at a later date. 1 will be happy
to answer any questions you or other members of the Subcommittee may have.

(101602)

5 GAO/T-HEHS-97-168



49

Statement of
Howard M. Kipen, MD, MPH
National Academy of Sci

Institute of Medicine
to the

House Committee on Veterans’ Affairs
Subcommittee on Health
June 19, 1997

Mr. Chairman, I appreciate the opportunity to appear before this Subcommittee to
describe the work in progress at the Institute of Medicine (IOM) regarding the adequacy
of the clinical programs designed by the Department of Defense and the Department of
Veterans Affairs to diagnose and treat Persian Gulf veterans. The IOM has two
committees examining this area. The committee of which I am a member is charged with
assessing the adequacy of the Department of Defense Comprehensive Clinical Evaluation
Program (CCEP) in three areas:

1. the assessment of health problems of those who may have been exposed to low
levels of nerve agents;

2. the diagnosis and treatment of stress and psychiatric disorders, and the
relationship between stress, psychiatric disorders and physical symptoms; and

3. approaches to dealing with difficult-to-diagnose and ill-defined conditions,
such as Chronic Fatigue Syndrome, Fibromyalgia and Multiple Chemical Sensitivity.

We held three workshops, one on each major area of our charge, in order to
gather the latest information from leading researchers and clinicians in each of these three
areas. The committee has produced a report on the adequacy of the CCEP as it relates to
health problems which might be a result of exposure to low levels of nerve agents.

In its report the committee stated that no evidence available to the committee
clearly indicated the existence of long-term health effects of low-level exposure to nerve
agents. However, information reviewed about the types of health effects that might exist
as a result of exposure include neurological problems such as peripheral sensory
neuropathies and psychiatric problems such as alterations in mood, cognition, or
behavior. These conclusions also take into account reports suggesting a possible toxic
synergistic effect following exposure to multiple agents known to influence

cholinesterase activity.
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The committee concluded in its first report that the CCEP continues to provide an
appropriate screening approach to the diagnosis of disease. However, in view of potential
exposure to low levels of nerve agents, certain refinements in the CCEP would increase
its value. Many of these refinements related to improved documentation to help insure
consistency across facilities. In addition, the committee recommended that primary care
physicians have access to a referral neurologist and a referral psychiatrist during Phase I
screening. We have submitted a copy of the report, Adequacy of the Comprehensive
Clinical Evaluation Program: Nerve Agents, to the subcommittee in order to provide
more detailed information.

The committee report on the remaining two areas of its charge is now in the
process of development. As a result, I am unable to appear before you with
recommendations. I can, however, summarize for you the in-formation we were given in
the workshop on difficult-to-diagnose and ill-defined conditions. The major focus of this
workshop was on three conditions and their possible overlap. Those conditions are
Chronic Fatigue Syndrome (CFS), Fibromyalgia, and Multiple Chemical Sensitivity
(MCS). The information presented to the committee was not based on studies conducted
on Persian Gulf veterans, but rather on the research that has been conducted over the
years on the general population.

In 1994, the Centers for Disease Control convened the International Chronic
Fatigue Syndrome Study Group which developed the criteria for defining CFS. The
major feature of CFS is fatigue that is not due to ongoing exertion, is not relieved by rest,
and results in a substantial reduction in previous levels of occupational, educational,
social or personal activities. In addition, the person must also have four or more of the
following symptoms, all of which must have persisted or recurred for at least 6 months:
impaired short-term memory or concentration; sore throat; tender cervical or axillary
lymph nodes; muscle pain, multi-joint pain without swelling or redness; headaches of a
new type or severity; unrefreshing sleep; or postexertional malaise lasting more than 24
hours.

Fibromyalgia is a disorder of widespread pain, tenderness, fatigue, sleep

disturbance, and psychological distress. Additional clinical features may include irritable
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bowel syndrome, paresthesias, headache, irritable bladder, and social dysfunction.
Problems with classification and diagnosis of fibromyalgia led to the development of
criteria by the American College of Rheumatology. In a 1990 American College of
Rheumatology study of criteria for the classification of fibromyalgia, 81% of the patients
complained of fatigue and 74% complained of sleep disturbance. In addition, 60% of
patients with fibromyalgia report having had significant problems with depression.

Multiple chemical sensitivity (MCS) is a diagnosis given to patients who exhibit a
variety of symptoms that are attributed to a chemical exposure but which have no
apparent organic base. There is very little agreement on what the symptoms represent
and no definition has yet been endorsed for clinical use by a body of physicians. The
most widely accepted definition, primarily for research purposes, appears to be that by
Mark Cullen. This definition has four characteristics:

1. MCS is acquired in relation to some documentable environmental exposure.

2. Symptoms involve more than one organ system, and recur and abate in
response to predictable environmental stimuli.

3. Symptoms are elicited by exposures to chemicals that z;:e demonstrable but
very low.

4. The manifestations of MCS are subjective.

Patients with CFS, fibromyalgia and MCS seem to have many symptoms in
common. According to some, these conditions may represent overlapping clinical
syndromes. A study by Buchwald and Garrity found that 70% of patients with
fibromyalgia and 30% of those with MCS met the criteria for CFS. A study by Hudson
found that 42% of fibromyalgia patients have met the criteria for CFS, while a study by
Goldenberg found that 70% of patients diagnosed as having CFS met the ACR criteria for
fibromyalgia.

There are other disorders which overlap with CFS. For patients with TMD, or
temporomandibular disorder, almost 60% have the CFS symptom of fatigue for more
than 6 months and 30% have reduced activity. Another overlap syndrome is Sjogren’s

Syndrome, an autoimmune disorder that is characterized by dry eyes and dry mouth.
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An adequate workup and diagnosis for patients who exhibit the signs and
symptoms common to this spectrum of illness is very important. It is also very important
to acknowledge that the patient’s suffering is real. Without such acknowledgment, based
upon complete and adequate workup and diagnosis, even the limited objectives of
treatment in this area can not be achieved. In fact, it has been shown that patients with
these overlapping syndromes consult many types of physicians and providers including
acupuncturists, chiropractors, naturopaths/homeopaths, clinical ecologists, perhaps in
frustration with the medical system and lack of what they feel is an adequate workup and
diagnosis. In addition, patients with CFS, fibromyalgia and MCS use a great deal of
resources with yearly visits to a medical provider averaging 22.1, 39.7 and 23.3 visits,
respectively.

The Institute of Medicine Committee now has the task of taking the very detailed
information provided during the workshop by leading researchers, clinicians and the
DoD, and determining whether the CCEP does provide for adequate workup and
diagnosis of Persian Gulf veterans who present with these symptoms and conditions. We
take this charge very seriously and will be pleased to share with you our report with
recommendations as soon as it is completed.

I mentioned at the beginning of my testimony that the IOM had two committees
concerned with the care provided to Persian Gulf veterans. The second committee is
evaluating the adequacy of the Department of Veterans Affairs Uniform Case Assessment
Protocol. The charge to that committee is to answer three questions:

1. Is the protocol adequate to address the wide range of medical assessment needs
of Persian Gulf veterans?

2. How has the protocol been implemented and administered by the VA?

3. What does the IOM committee feel could or should be done to (a) make
veterans aware of what the Persian Registry can do, and (b) educate providers about
Persian Gulf issues?

I am not a member of this second committee, however, I can briefly describe for
you the activities in progress. As part of its information gathering phase, the committee

conducted site visits to three VA facilities and met with Persian Gulf Registry providers,
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specialists who would likely be called upon to see Persian Gulf veterans upon referral,
primary care providers who are not part of the PG provider team, outreach personnel who
are the first point of contact for the PG veteran, and Persian Gulf veterans who have
received services at each of these facilities. In addition, the committee has sent a letter to
veterans organizations and to all VA facilities inviting them to submit information about
their experiences with and perspective on the Persian Gulf Registry and UCAP.

The VA has provided a tremendous amount of information to this FOM committee
regarding protocol development, education of providers, and use of services. The task
now is to carefully analyze the adequacy of the protocol and the implementation of the
system, both in its theory and, to the extent possible, its practice. The IOM plans to
complete this report by December of this year and will be happy to share it with your
committee.

Mr. Chairman, again I thank you for the opportunity to provide you with
information on the activities of the Institute of Medicine as they relate to evaluating the
clinical services provided to Persian Gulf veterans. I will be happy to try to answer

questions, if you wish.
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Howard M. Kipen, MD, MPH
Associate Professor and
Director of Occupational Health
Department of Environmental and Community Medicine

Howard Kipen is associate professor and Chief of the Occupational Health Division of
the Department of Environmentat and Community Medicine at UMDNJ-Robert Wood
Johnson Medical School in Piscataway, New Jersey. He is also Director of the
Occupational Health Division at the Environmental and Occupational Health Sciences
Institute, jointly sponsored by the medical school and Rutgers University, where he also
holds graduate faculty appointments in public health, toxicology, and environmental
science. He received his undergraduate and medical degrees at the University of
California and his MPH from Columbia University Schoo! of Public Health. He had
internal medicine residency training at Columbia Presbyterian Medical Center in New
York, and occupational medicine training at Mount Sinai Medical Center in New York.
He is board certified in internal medicine and occupational medicine and holds joint
faculty appointments in the Departments of Internal Medicine and Family Medicine.

He is currently a recipient of a five year academic award in environmental and
occupational medicine from the National Institute of Environmental Health Sciences
(NIEHS). He chaired the ATSDR meeting on Immune Function Test Batteries for Use in
Environmental Health Field Studies. He is a member of the Department of Veterans
Affairs Persian Gulf Expert Scientific Committee. He has served on both Institute of
Medicine CCEP committees, and recently chaired IOM’s Committee on Increasing
Health Professionals’ Use of Toxicology and Environmental Health Databases. He
chaired a workshop on Multiple Chemical Sensitivities in Berlin for the World Health
Organization International Program on Chemical Safety.

He has published a number of papers on the effects of exposure to environmental agents
including benzene, asbestos, and airway irritants. He recently published a chapter on the
role of environmental factors in Human Cancer Causation and another on the role of
environmental and occupation factors in causing lymphohematoipoietic malignancies.
Recent publications include: Multiple Chemical Sensitivity: A Primer for
Pulmonologists in Clinical Pulmonary Medicine, and editorship with Dr. Nancy Fiedler
of Experimental Approaches to Chemical Sensitivity (a 1997 Supplement to
Environmental Health Perspectives). For six years he collaborated on an NIH funded
study with Nancy Fiedler, PhD, on the investigation of individuals who present with
Multiple Chemical Sensitivities. As an extension of this work, he is Co-principal
Investigator of New Jersey Center for Environmental Hazards Research, a Department of
Veterans Affairs-funded research center (for 5 years at $2,600,000) devoted to research
on the health problems of Persian Gulf veterans. The major goal of this project is to
investigate the health status of veterans of the Persian Gulf War for which Dr. Kipen is
PI for the Robert Wood Johnson Medical School and Rutgers, The State University of
New Jersey portion of approximately $109,000 this current year.

The Institute of Medicine has received funding to investigate the health of Persian Gulf
veterans as follows:

Health Consequences of Service in the Persian Gulf, September, 1993 through
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Evaluation of the Comprehensive Clinical Evaluation Program, Phase I, September,
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Evaluation of the Uniform Case Assessment Protocol, September, 1996 through
December, 1997, $280,815.
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Executive Summary

On August 2, 1990, Iraq invaded Kuwait and the Persian Gulf War began.
The United States deployed almost 700,000 military personnel to the Gulf in
Operations Desert Shield and Desert Storm. Following a brief war, most troops
returned home and resumed their normal activities. Some. however, began to
report various health problems that they believed were related to their
deployment in the Persian Gulf. As reports of a purported “Persian Gulf lliness™
circulated, public concern grew. In response, the Department of Veterans Affairs
(VA) and the Department of Defense (DoD) developed a registry and clinical
programs to track the health of Persian Gulf veterans.

The Comprehensive Clinical Evaluation Program (CCEP) was developed by
the DoD to provide a systematic clinical evaluation program for the diagnosis
and treatment of active-duty military personnel who have medical complaints
they believe could be related to their service in the Persian Gulf. Since the
program began, about 28,600 active duty Persian Gulf veterans have requested
clinical examinations. By December 31, 1996, 24,400 veterans had received
completed evaluations; an additional 4,180 are currently involved in some phase
of the examination process.

In 1994, the DoD asked the Institute of Medicine to convene a committee to
evaluate the adequacy of the CCEP. This committee reached the conclusion that
the CCEP is a comprehensive effort to address the clinical needs of the
thousands of active-duty personnel who served in the Gulf War. In addition. the
committee found that, although the CCEP is not appropriate as a research tool,
the results could and should be used to: educate Persian Gulf veterans and the
physicians caring for them; improve the medical protocol itself; and evaluate
patient outcomes.
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The DoD asked the Institute to continue its evaluation of the CCEP with
special attention to three issues: (1) approaches to addressing difficult-to-
diagnose individuals and those with ill-defined conditions; (2) the diagnosis and
treatment of stress and psychiatric conditions; and (3) the assessment of health
problems of those who may have been exposed to low levels of nerve agents.
This new committee (CCEP 2) was also asked to consider whether there are
medical tests or consultations that should be added to the CCEP to increase its
diagnostic yield. The following diagram describes the output of the two CCEP
committees.

CCEP| —* CCEP | » CCEPI —* CCEP2 —* CCEP2

First Report Second Report  Final Report First Report Final Report
Released Released Released Released Anticipated
December 1994  August 1995 January 1996 April 1997 October 1997

Because of growing concern about the health problems of those veterans
who may have been exposed to low levels of nerve agents. the DoD asked the
committee to address this issue first. A I-day workshop was held during which
leading researchers and clinicians presented the latest scientific and clinical
information regarding possible health effects of low-level exposure to nerve
agents and chemically related compounds, as well as the tests available to
measure the potential health effects of such exposures. Because there is little
available research documenting long-term health effects of low-level exposure to
nerve agents, speakers were asked to address the kinds of effects that might exist.
These potential effects included neurological problems such as peripheral
sensory neuropathies and psychiatric effects such as alterations in mood.
cognition, or behavior.

The committee concluded that, overall, the CCEP provides an appropriate
screening approach to the diagnosis of a wide spectrum of neurological diseases
and conditions. The issue of psychological and psychiatric problems will be
addressed in greater detail in the upcoming workshops and the final committee
report.

The committee agreed that. given the possibility of low-level exposure to
nerve agents, certain refinements in the CCEP would enhance its value.
Although these refinements need not be applied retrospectively, the committee
hopes implementation will be rapid so that as many new enrollees as possible
will benefit from the improved system. Refinements include:

e improved documentation of the screening used during Phase 1 for
patients with psychological conditions such as depression and posttraumatic
stress disorder (PTSD);

e improved documentation of newrological screening used during both
Phase I and Phase I of the CCEP;
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o ensuring that Phase I primary physicians have ready access to a referral
neurologist and a referral psychiatrist;

e ensuring that more complete histories are taken, particularly regarding
personal and family histories, the onset of health problems, and the occupational
and environmental exposures for each patient;

* standardization—to the extent possible—of predeployment physical
examinations given members of the armed forces across the services:

e increased uniformity of CCEP forms and reporting procedures across
sites;

¢ for each patient, the physician should provide written evidence that all
organ systems were evaluated; and .

+  DoD should offer group education and counseling to soldiers and their
families concerned about exposure to toxic agents.

The committee emphasizes that the CCEP is not an appropriate vehicle for
addressing questions about the possible long-term health effects of low-level
exposure to nerve agents. Those questions must be addressed through rigorous
scientific research. The CCEP is a treatiment program. Therefore, it is important
not to attempt to use the findings of the CCEP to answer research questions. The
committee believes strongly that although data from the CCEP cannot be used to
test for potential associations between exposures and health effects, it can,
combined with other information, be used to identify promising directions {or
separate research studies.
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Introduction

A large Iraqi force invaded the independent nation of Kuwait on August 2,
1990. Within 5 days, the United States began deploying troops to the Persian
Gulf in Operation Desert Shield. On January 16, 1991, UN coalition forces
began intense air attacks against the Iraqgi forces (Operation Desert Storm). By
February 1991, more than 500,000 US troops were present and ready to engage
the Iragi army. A ground attack was launched on February 24, and within 4 days
Iraqi resistance crumbled. After the fighting, the number of US troops in the area
began to decline rapidly. By June 1991, fewer than S0.000 US troops remained.

Almost 700,000 US troops participated in Operations Desert Shield and
Desert Storm. The composition of these troops differed from any previous US
armed force. Overall, they were older, a large proportion (about 17%) were from
National Guard and Reserve units, and almost 7% of the total forces were
women.

US casualties were low during the Persian Gulf War. There were 148
combat deaths, with an additional 145 deaths due to disease or accidents.
Despite the low number of fatalities and injuries, service personnel in the Persian
Gulf were exposed to a number of stresses. These included environmental factors
such as pesticides. diesel fumes, microbes, and oi! well fires; and psychosocial
factors such as the sudden mobilization for military service (especially for
military reserves), the different cultural traditions of the region, and the primitive
living conditions into which some troops were placed.

Following the war, most troops returned home and resumed their normal
activities. However, a number of active-duty military personnel and veterans
have reported various health problems they believe are connected to their
Persian Gulf deployment. Symptoms commonly described include fatigue,
memory loss, severe headaches, muscle and joint pain, and rashes (lowa Persian
Gulf Study Group, 1997). As reports of a purported “Persian Gulf Iilness”

4



63

INTRODUCTION 5

circulated, public concern grew. Both the Department of Defense (DoD) and the
Department of Veterans Affairs (VA} developed a registry to track the health of
Persian Gulf veterans and clinical programs to diagnose and treat program
participants. In June 1994, the DoD instituted the Comprehensive Clinical
Evaluation Program (CCEP), the purpose of which is to diagnose and treat
active-duty military personnel who have medical complaints they attribute to
service in the Gulf.

In 1994, the DoD asked the Institute of Medicine (IOM) to assemble a
group of medical and public health experts to evaluate the adequacy of the
CCEP. This committee met four times and prepared three reports between
October 1994 and January 1996 (IOM 1995, 1996a,b). A general discussion of
this committee’s findings appears in the section entitled, “CCEP: The Initial
IOM Report” (page 8). A complete list of the first CCEP committee’s
recommendations appears in Appendix A. Given these recommendations and an
analysis by the DoD of information derived from the CCEP, the IOM was asked
to continue its review of the CCEP with special emphasis on three arcas: (1)
approaches to addressing individuals with difficult-to-diagnose or ill-defined
conditions, (2) diagnosis and treatment of stress and psychological or psychiatric
conditions, and (3) identifying health problems of those who may have been
exposed to nerve agents.

Given the intense interest in and concern about the potential health effects of
possible exposure to nerve agents, DoD asked the committee to focus first on
addressing the health problems of those who may have been exposed to such
agents. To do so, a I-day workshop was held at which leading researchers and
clinicians presented the latest scientific and clinical information regarding
possible health effects of low-level exposure to nerve agents and chemically
related compounds, as well as the tests available to measure the potential health
effects of such exposures.
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The Comprehensive Clinical
Evaluation Program’

OVERVIEW

In June 1994 the DoD instituted the CCEP to provide a thorough systematic
clinical evaluation program for the diagnosis and treatment of Persian Gulf
veterans at military facilities in the US and overseas. Since then, more than
37,800 veterans (of whom about 13% are women) have enrolled in the CCEP
registry. Of those, about 28,580 (about 12% of whom are women) have
requested clinical examinations. By December 31, 1996, 24,400 veterans (or
about 12% of those eligible) had received completed evaluations, while an
additional 4,180 are currently involved in some phase of the examination
process.

The CCEP was designed to: (1) strengthen the coordination between the
DoD and the VA; (2) streamline patient access to medical care; (3) make clinical
diagnoses in order to treat patients; (4) provide a standardized, staged evaluation
and treatment program; and (5) assess possible Gulf War-related conditions.
(Veterans who have left military service entirely are eligible for evaluations from
the VA; personnel still on active duty, in the Reserves, or in the National Guard
may request medical evaluations from DoD.) Phase 1 of the CCEP consists of a
medical history, physical examinations, and laboratory tests. These are
comparable in scope and thoroughness to an evaluation conducted during an
inpatient internal medicine hospital admission (see Appendix B). All CCEP
participants are evaluated by a primary care physician at their local medical
treatment facility and receive specialty consultations if they are deemed

*Portions of this section are based upon workshop presentations by Anthony Amato,
M.D.; Col. Ray Chung; Lt. Col. Tim Cooper; Capt. Andrew Dutka. Maj. Chuck Engel:
Lt. Col. Robert Gum; and Col. Kurt Kroenke.

6
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appropriate by their primary care physician. Evaluation at this phase includes a
survey for nonspecific patient symptoms, including fatigue, joint pain, diarrhea,
difficulty concentrating, memory and sleep disturbances, and rashes.

The primary care physician may refer patients to Phase 1 for further
specialty consultations if he or she determines it is clinically indicated. These
Phase II evaluations are conducted at a regional medical center and consist of
targeted, symptom-specific examinations, lab tests, and consultations. During
this phase potential causes of unexplained illnesses are assessed. including
infectious agents, environmental exposures, social and psychological factors. and
vaccines and other protective agents. Both Phase I and Phase II are intended to
be thorough for each individual patient and to be consistent among patients.

Every medical treatment facility has a designated CCEP physician
coordinator who is a board-certified family practitioner or internal medicine
specialist. The coordinator is responsible for overseeing both the compre-
hensiveness and quality of Phase I exams. At regional medical centers CCEP
activities are coordinated by board-certified internal medicine specialists who
also oversee the program operations of the medical treatment facilities in their
region.

In March 1995, the DoD established the Specialized Care Center at Walter
Reed Army Medical Center to provide additional evaluation, treatment, and
rehabilitation for patients who are suffering from chronic dehilitating symptoms,
A small select group of patients have been referred from regional medical
centers to the Specialized Care Center for an intensive 3-week evaluation and
treatment program designed to improve their health status.

IMPLEMENTATION

The DoD has summarized the information obtained through the CCEP in
reports released to the public. In the most recent published report, which covered
18,598 participants seen through December 6, 1995, the most frequent primary
diagnoses were psychological conditions (18.4%). musculoskeletal conditions
and connective tissue diseases (18.3%); symptoms, signs, and ill-defined
conditions (17.9%); respiratory diseases (6.8%); and digestive system diseases
(6.3%). An additional 9.7% were found to be healthy.

When both primary and secondary diagnoses were considered, the most
common diagnostic categories were musculoskeletal diseases (47.2%).
symptoms, signs, and ill-defined conditions (43.1%); psychological conditions
(36.0%); digestive diseases (17.5%); and nervous system diseases (17.8%)
(CCEP report on 18,598 participants, April 2, 1996).

The most frequently recorded psychological diagnoses were tension
headache, depression, anxiety disorders, adjustment reactions, and somatoform
disorders. For participants with a primary diagnosis of symptoms, signs. and ill-
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defined conditions, the most common conditions were malaise and fatigue
(26.6%), sleep disturbance (17.7%), and/or headache (15.3%). More than 50%
of the patients with a primary diagnosis of musculoskeletal and connective tissue
conditions had pain in joints, osteoarthrosis, and backache.

Five percent of the participants in the CCEP had a primary diagnosis of a
neurological disorder. In addition, 11.8% of all participants were diagnosed with
at least one neurological condition. The most common primary neurological
diagnosis was migraine headache (56%) followed by carpal tunnel syndrome
(9.5%), other peripheral mononeuropathies (0.25%), and benign essential
tremors (2.3%) (DoD, 1996: 68).

Major neuromuscular complaints recorded during Phase 1 included
myalgias, fatigue and weakness. Patients who complained of severe muscle
weakness, fatigue, or myalgias that lasted at least 6 months and interfered with
normal functioning were referred to neuromuscular specialists for evaluation. At
a minimum, these patients had median and sural sensory nerve action potentials
recorded. Additional tests were ordered as deemed necessary by the neurologist.
After extensive clinical, electrophysiological, and histological testing, no
significant, objective neuromuscular pathology was identified that would suggest
a possibly distinct neuromuscular disorder in these patients.

CCEP: THE INITIAL IOM REPORT

In July 1994, Dr. Stephen Joseph, Assistant Secretary of Defense for Health
Affairs, asked the IOM to convene a committee to evaluate the clinical
assessments of the CCEP and to comment on the interpretation of its results to
date. That committee was also asked to make recommendations regarding how
the clinical assessments should be conducted in the future and on DoD’s broader
program of Persian Gulf health studies. Committee members included experts in
general medicine, occupational and environmental medicine, rheumatology,
infectious disease, psychiatry, psychology, and clinical neurotoxicology. The
committee reached the following conclusions (for a complete set of
recommendations of the first CCEP committee, as well as a list of committee
members, see Appendix A):

e The CCEP is a comprehensive effort to address the clinical needs of
thousands of active-duty personnel who served in the Gulf War. The CCEP leads
to a specific medical diagnosis or diagnoses for most patients. The DoD has
made conscientious efforts to build consistency and quality assurance into this
program at the many medical treatment facilities and regional medical centers
across the country.

e DoD efforts to compare the symptoms and diagnoses in the CCEP with
those in several community-based and clinically based populations “should be
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made with great caution and only with the explicit recognition of the limitations
of the CCEP as a self-selected case series. The CCEP results do have
considerable clinical utility, and they could be used to address many important
questions from a descriptive perspective.”

e “The results of the CCEP can and should be used for several purposes,
including (1) educating Persian Gulf veterans and the physicians caring for them.
(2) umproving the medical protocol itself, and (3) evaluating patient outcomes.
The medicat findings of the CCEP should be distributed promptly to all CCEP
primary care physicians.” These findings would also be of “considerable value
and interest to physicians in the VA system and in the community.”

e “DoD should consider developing a comprehensive document for use in
the CCEP that describes the potential physical, chemical, biological, and
psychological stressors that were present in the Persian Gulf theater. If the CCEP
physicians could obtain a clearer picture of the possible range of exposures, they
might be able to counsel their patients more effectively.”

¢ DoD has taken a serious approach to the treatment and rehabilitation of
patients who have treatable, chronic diseases. If the Specialized Care Center
“program is successful in improving the health and functional status of its
patients, perhaps the elements that are most effective in enabling the patients to

. cope with their symptoms could be identified. It might then be possible to
disseminate some of these elements to the DoD medical treatment facilities,
which are close to where the CCEP patients live and work.”

CCEP: IOM REVIEW CONTINUED

Late in 1995, the DoD asked the IOM to continue its evaluation of the
CCEP with special attention to two issues: (1) difficult-to-diagnose individuals
and those with ill-defined conditions; and (2) the diagnosis and treatment of
patients with stress and psychiatric conditions. A new committee was convened
to address these issues. Most members of the newly formed committee were also
members of the first IOM CCEP committee.

With the disclosure in June of 1996 that some US ground troops may have
been exposed to low levels of nerve agents following the destruction of the
munitions dump at Khamisiyah, the DoD asked the IOM to add to its assessment
whether the present CCEP protocol is adequate for evaluating the health of
individuals who may have been exposed to low levels of nerve agents.

In defining the tasks included in Phase II, it is important to note what is not
included in the committee’s charge. It is nor this committee’s charge to
determine whether or not there is such an entity (or entities) as “Persian Gulf
Hiness.” It is not this committee’s charge to determine whether or not there are
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long-term health effects from low-level exposure to nerve agents. These
questions are more properly the subject for extensive scientific research.

The committee charge, then, is threefold. It is to evaluate the adequacy of
the DoD’s Comprehensive Clinical Evaluation Program regarding:

e approaches to dealing with difficult-to-diagnose individuals and those
with no diagnosis, as well as poorly defined conditions such as chronic fatigue
syndrome, fibromyalgia, and multiple-chemical sensitivity;

e the diagnosis and treatment of stress and psychiatric conditions, the
relationship between stress and psychiatric conditions and physical symptoms,
and predeployment screening and mitigation of stressors in future deployments:
and )

e assessment of the health problems of those who may have been exposed
to low levels of nerve agents.

The committee also will consider whether there are medical tests or
consultations that should be systematically added to the CCEP to increase its
diagnostic yield.

A series of workshops was planned to obtain information on these topics.
Given the urgency surrounding the question of health problems of those who
may have been exposed to low levels of nerve agents, DoD asked the Committee
to address this topic first. A t-day workshop was held on December 3. 1996,
during which information was gathered from leading researchers and clinicians
about effects of exposure to nerve agents and chemically related compounds, as
well as about tests available to measure potential health effects of such
exposures. (See Appendix C for the workshop agenda and list of speakers.) The
committee spent the day following the workshop examining and analyzing this
information in detail in order to develop its recommendations.
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Testing for and Identifying Health Effects of
Exposure to Nerve Agents’

Nerve agents are extremely toxic compounds that were designed specifically
to kill or incapacitate. Sarin and cyclosarin (the agents of concern in the Persian
Gulf) are organophosphates that permanently inhibit acetylcholinesterase. This
results in an accumulation of acetycholine at the cholinergic synapses, causing
continued stimulation of the affected organ. The toxic effects of poisoning
depend largely on the intensity of exposure. The effects range from miosis. or
pinpoint pupils, and blurred vision at lower concentrations, to involuntary
defecation, nausea, vomiting, muscular twitching, weakness and convulsions,
and death at somewhat higher concentrations.

Experimental studies on the long-term effects of sarin on animals and
humans have produced inconclusive results. In 1982, the National Research
Council conducted a study examining long-term or delayed adverse health
effects of 15 anticholinesterases tested on about 1,400 military volunteers during
the 1960s and 1970s. That panel conctuded that “although no evidence has been
developed (to date) that any of the anticholinesterase test compounds surveyed
carries long-range adverse human health effects in the doses used. the panel is
unable to rule out the possibility that some anti-ChE [cholinesterase] agents
produced long-term adverse health effects in some individuals. Exposures to low
doses of OP [organophosphate] compounds have bheen reported (but not
confirmed) to produce subtle changes in EEG, sleep pattern, and behavior that
lasts for at least a year.” (NRC, 1982: 33).

* The material in this section is based. in part, upon presentations and discussion hy
Kent Anger, Ph.D.; Arthur Asbury, M.D.: David Cornblath. M.D.. Bhupendra Doctor,
M.D.; Eva Feldman, M.D.; Lt. Col. Robert Gum, M.D.; Pavid Janowsky. M.D.; Richard
Johnson, M.D.; Robert MacPhail, Ph.D.; Peter Spencer. Ph.D.: and Roberta White, Ph.DD.
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Lack of knowledge regarding who might have been exposed to nerve agents
and at what level is impeding researchers attempting to answer questions about
health effects. The extent and frequency of exposure of troops to nerve agents in
the Persian Gulf is still being investigated. Concerns about exposure were
heightened by the announcement that troops in the vicinity of Khamisiyah on
March 10, 1991, may have been exposed to sarin or cyclosarin when US military
personnel destroyed a munitions dump. It is not known whether or to what extent
personnel were exposed. In addition, the military is investigating other potential
exposures to nerve agents in the Persian Gulf. Without definitive information on
the intensity and frequency of exposures, interpretation of research results is
problematic.

Research on exposure to organophosphate pesticides, some of the most
acutely toxic and potentially lethal pesticides in use today, may provide
information useful to those studying the effects of sarin and cyclosarin because
these types of pesticides and nerve agents both inhibit cholinesterase. Acute
symptoms of poisoning from these OP pesticides can be as severe as those found
with any nerve agent, but the long-term neurobehavioral health effects in the
absence of acute clinical effects at the time of exposure are still debated

A study of individuals occupationally exposed to organophosphate
pesticides examined workers without acute, clinical symptoms, but with blood
measurements that showed depressed cholinesterase levels. Neurobehavioral
tests were used in the study but no residual neurologic health effects were
documented in this population (Ames et al., 1995).

Detection, over time, of organophosphate nerve agents in the blood is
impossible because such agents are completely detoxified by a set of enzymes in
the body. Therefore, measuring the presence of nerve agents in the blood aver
time is not a practical approach for determining whether an exposure occurred.
In addition, there is no surrogate marker of exposure.

Another important issue is the use of pyridostigmine bromide (PB) pills
which were distributed to soldiers deployed to the Persian Gulf. Pyridostigmine
bromide is a carbamate that also inhibits acetylcholinesterase. Unlike sarin and
cyclosarin, however, PB binds temporarily with acetylcholinesterase. The DoD’s
intent, therefore, was for troops threatened with exposure to chemical warfare
agents to take the pills so the PB could bind temporarily with their
acetylcholinesterase, leaving little available for the nerve agents to act on. Any
acute clinical response to PB would be short-lived, unlike responses to sarin and
cyclosarin, thereby saving the life of the exposed victim. Acute, short-term
effects of PB can include respiratory problems, nausea, and diarrhea. As is the
case with sarin and cyclosarin, there has been little research into the fong-term
health effects of PB used in healthy individuals exposed to low levels of nerve
agents.

Long-term health effects of low level nerve agent exposure have not been
shown to exist. However, it might be hypothesized that such health effects, if
they exist, might relate to inhibition of acetylcholinesterase and be manifested as
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neurological problems (e.g., peripheral sensory neuropathies) and as psychiatric
problems (e.g., alterations in mood, cognition or behavior). Persons who may
have been exposed to nerve agents could, therefore, be examined for both
junctional myopathies and peripheral neuropathies. Junctional myopathy is
normally associated with life-threatening respiratory muscle damage. not with
acute anticholinesterase effects. Organophosphate-induced junctional myo-
pathies are thought to be caused by excessive acetylcholine activity at the
neuromuscular junction, whereas peripheral neuropathies are thought to be
caused by inhibition of an enzyme known as neuropathy target esterase.

Toxic insults can damage nerve axons, resulting in subsequent loss of nerve
fiber and the development of neuropathy. Symptoms of neuropathy include
numbness, tingling, and prickling sensations with differing degrees of intensity
and duration. Signs of neuropathy include mild loss of vibration at toes,
decreased ankle reflexes early on, and sensory loss later. A conventional
neuropathy diagnosis begins with a careful patient history, followed by a
characterization of the symptoms and electrophysiological tests. These tests
traditionally involve nerve conduction studies and quantitative sensory testing.
Severe neuropathy may extend to the central nervous system, leading to more
critical problems.

An accurate, étiologic diagnosis of a neuropathy cannot be based on
symptoms alone. A simple, reliable neuropathy diagnosis requires a neurologist,
a set of noninvasive diagnostic instruments including a thorough patient history
questionnaire; clinical examination questions about sensory, motor, and
autonomical functions; and simple nerve conduction and quantitative sensory
tests. In addition, physicians must consider other possible etiologies of
neuropathy in patients, including inherited problems, paraneoplastic syndromes.
immune-mediated neuropathy, infectious vectors including HIV status, diabetes.
alcohol use, and the use of therapeutic drugs.

In routine clinical practice, the first choice in diagnosing a neuropathy
would be to perform a routine neurological examination. If the results were
normal, one would end the investigation. If the results were abnormal, or if
controlled scientific research was being conducted on a potential. undefined,
subclinical, or preclinical-type syndrome, one would then perform quantitative
sensory testing and nerve or skin biopsies.

Other important health effects that should be examined include
psychological or psychiatric changes or problems. There are well-known. usetul
neurobehavioral tests for neurotoxicity that are reliable (i.e.. the results are
replicable), valid in the sense that they detect established effects seen at higher
concentrations as well as at low concentration exposure, and are specific for
certain chemical classes and not for others. These neurobehavioral tests for
neurotoxicity are the same tests as are used in neurological evaluations of other
conditions. Neuropsychological tests are generally classified into domains of
function. The domains most commonly applied include motor skills. general
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intelligence and academic abilities, attention, executive function, verbal and
language abilities, visuospatial skills, memory (anterograde, retrograde), and
personality and affect.

In order to apply neuropsychological tests to clinical assessment, the
technique used must allow the clinician first to document brain damage
attributable to neurotoxicant exposure (from subtle to severe) and second, to feel
comfortable attributing any observed deficits to neurotoxicant exposure rather
than some other cause. It is important to explicitly rule out other potential causes
of impairment such as age, education, smoking, alcoho!l use, developmental
disorders, psychiatric disorders, neurological disorders, and motivational states
in which persons consciously or unconsciously sabotage their own test
performance.

A recent study of Oregon veterans investigated psychosocial, neuro-
psychological, and neurobehavioral elements to determine objective memory and
attention impairment. The population-based study used questionnaires as well as
clinical examinations to identify behavioral, psychosocial, and performance
disorders. Results indicate that neurobehavioral tests can identify veterans with
objective deficits in attention or memory and cognitive processes (Anger, 1996,
Unpublished presentation). Whether these objective deficits result in clinical
impairments has not yet been documented. In addition, although neurotoxic
chemical exposure is one possible explanation for these outcomes. other
possibilities exist.
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The charge to the committee was to determine whether the Comprehensive
Clinical Evaluation Program could adequately diagnose and treat possible health
problems among service personnel who may have been exposed to low levels of
nerve agents. The committee reviewed extensive clinical and research results
regarding the effects of nerve agents. No evidence available to the committee
conclusively indicated the existence of long-term health effects of low-leve!
exposure to nerve agents. Because firm conclusions about these effects remain
elusive, the committee reviewed information about the types of health effects
that might exist as a result of exposure. Leading scientists presented information
suggesting that the possible effects might include neurological problems such as
peripheral sensory neuropathies and psychiatric problems such as alterations in
mood, cognition, or behavior.

Recent reports suggesting a possible toxic synergistic effect following
exposure to multiple agents known to influence cholinesterase activity will
require extensive research to determine their significance (Haley and Kurt, 1997;
Haley et al., 1997a.b; Lottie et al., 1993). The results of the research to date,
however, did not appear to indicate any additional possible health effects should
be considered by the committee other than those already identified.

The committee concluded that the CCEP continues to provide an
appropriate screening approach to the diagnosis of disease. Most CCEP
patients receive a diagnosis and 80% of participants receive more than one
diagnosis. Although the types of primary diagnoses commonly seen in the CCEP
involve a variety of conditions, 65% of all primary diagnoses fall into three
diagnostic groups (1) psychological conditions; (2) musculoskeletal diseases;
and (3) symptoms, signs, ill-defined conditions or a fourth group designated as
“healthy.” However, in view of potential exposure to low levels of nerve
agents, certain refinements in the CCEP would increase its value. These

15
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refinements are viewed as part of a natural evolution and improvement process
and, therefore, need not be applied retrospectively. The committee does
encourage rapid implementation in order to provide the benefits of an improved
system to new enrollees.

The committee recommends improved documentation of the screening
used during Phase I for patients with psychological conditions such as
depression and posttraumatic stress disorder (PTSD). The DoD (DoD. 1996)
reported that depression and PTSD account for a substantial percentage of those
receiving a diagnosis of a psychological condition. In addition, if there are long-
term health effects of nerve agent exposure, it is possible that these effects could
be manifested as changes in mood or behavior. The committee will be
conducting an in-depth examination of the adequacy of the CCEP as it relates to
stress and psychiatric disorders at a later time; however, because of the increased
importance of ensuring that all possibilities are thoroughly checked, better
documentation in this area is encouraged. Primary physicians could use any of a
number of self-report screening scales, but consistent use of the same scale
across facilities would ensure consistent results.

The committee recommends improved documentation of neurological
screening done during both Phase I and Phase II of the CCEP. Concern
about nerve agent exposure as well as the number of nonspecific, undiagnosed
illnesses among CCEP patients makes documentation of neurological screening
extremely important. CCEP patients are referred to neuromuscular specialists if
they have complaints of severe muscle weakness, fatigue, or myalgias lasting for
at least 6 months that significantly interfere with activities of daily living. These
patients are evaluated by board-certified neurologists who have subspecialty
training in neuromuscular disease. Based on the description of the tests
administered and examinations conducted, the committee finds that the CCEP is
sufficient to ensure that no chronic, well-established neurological problem is
being overlooked. The documentation of the use of these tests and procedures,
however, could and should be improved. Such improvements would engender
confidence that neurological examinations and treatments across facilities are
comparable.

Given the importance of thorough neurological and psychiatric screening,
the committee recommends that Phase 1 primary physicians have ready
access to a referral neurologist and a referral psychiatrist. As mentioned
earlier, patients are referred to neuromuscular specialists if they have complaints
of severe muscle weakness, fatigue, or myalgias lasting for at least 6 months that
significantly interfere with activities of daily living. Appropriate psychiatric
referrals could include those with chronic depression that is treatment resistant,
an unexplained, persistent complaint of memory problems, or significant
impairment secondary to behavioral difficulties, such as not being able to
maintain productive work due to behavioral abnormalities. While patients
referred for Phase II consultations with a neurologist or psychiatrist are cared for
adequately, it is sometimes difficult for the primary physician to determine
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whether or not a referral is appropriate. In such instances. the physician tends to
refer more frequently than not. It may be that, if the primary care physician had
neurological and psychiatric consultations readily available, referral decisions
could hbe made more easily and appropriately.

The committee recommends that physicians take more complete patient
histories, particularly regarding personal and family histories, the onset of
health problems, and occupational and environmental exposures. While
there currently is grave concern about exposure to nerve agents during
deployment in the Persian Gulf, other factors affect on psychological and
neurological disorders. Patients can perform below expectations on
neuropsychological tests for a number of reasons. In clinical assessments,
therefore, it is important to rule out alternative causes of impairment. In addition,
current and past exposures to occupational and environmental toxicants are
important. Detailed histories are a valuable tool in identifying the etiology of a
patient’s problems.

The committee recommends that, to the extent possible, predeployment
physical examinations given to members of the armed forces should be
standardized among the services. The lack of uniform baseline information
about service members makes diagnosis and treatment of postdeployment
problems more difficult. To the extent that adequate baseline information is
unavailable, physicians must rely on self-reporting. Adequate predeployment
physical examinations, standardized across services, could prove an important
tool for both clinical assessment and structured research.

The committee recommends that DoD increase the uniformity of CCEP
forms and reporting procedures across sites. The CCEP system would benefit
from increased consistency and the knowledge that each service is collecting and
using the same information. Currently, each branch of service and each facility
use different forms to complete examinations, tests, and referrals. Increasing the
consistency of such forms and procedures would provide a more reliable picture
of the care given to patients in the CCEP. As was stated in the 1996 report on the
Health Consequences of Service During the Persian Gulf War, it is extremely
important to create a uniform, continuous, and retrievable medical record. In
addition, the 1996 report stated that the information should be collected
according to standardized procedures and maintained in a computer-accessible
format. (IOM, 1996b) The committee concurs with those findings.

For each patient, the physician should provide written evidence that all
organ systems were evaluated. The CCEP primary care physicians examine
patients, and, if there are problems requiring additional expertise, the patients are
referred to specialists. This is standard medical practice used across the United
States. It would be appropriate, however, for the CCEP primary care physicians
to document that their evaluations covered all organ systems. The committee is
not recommending the use of new or sophisticated testing mechanisms. It is
reinforcing the importance of the components of the basic medical examination.
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This increased documentation could be completed by noting the organ systems
evaluated and whether each was normal or abnormal. For those listed as
abnormal, additional information could be provided.

The committee strongly urges the DoD) to offer group education and
counseling to soldiers and their families concerned about exposure to toxic
agents. Following the revelation by the DoD of possible exposure to nerve
agents due to the destruction of the munitions dump at Khamisiyah,
approximately 20,000 service personnel received a letter from the DoD stating
that their units were in the vicinity during the demolition. Each recipient was
encouraged to contact an 800 number if he or she was experiencing health
problems believed to be a result of service in the Persian Gulf. Given this
revelation, there may be a heightened sense of insecurity and concern among
Persian Gulf veterans and their families about possible exposure to nerve agents.
Risk communication is an important clinical activity. Family and group
counseling can address heightened concerns about exposure as well as other
issues. Such an approach provides an appropriate public health mechanism for
imparting information and addressing concerns and should be made available to
all Persian Gulf veterans.

Although it is beyond the scope of the charge to this committee to determine
whether low-level exposure to nerve agents causes long-term health effects, the
committee believes strongly that this is an important research area that ought to
be pursued. Most of the literature regarding heaith effects of exposure to nerve
agents (i.e., sarin and cyclosarin) addresses exposures high enough to cause
clinically observable effects. These clinical effects are well documented and
include miosis, blurred vision, nausea, vomiting, muscular twitching, weakness,
convulsions, and death. Little known research has been conducted regarding the
long-term health effects of low levels of exposure to these nerve agents. The
application of findings from research on organophosphate pesticide exposure to
the area of nerve agent exposure has limitations. However, even in such pesticide
studies, long-term health effects have been documented only for acutely
poisoned individuals—that is. persons with immediate clinical symptoms.

The committee emphasizes that the CCEP is not an appropriate vehicle for
scientifically assessing questions about long-term health effects of low levels of
exposure to nerve agents. The CCEP is a clinical treatment program, not a
research protocol. It is important, therefore, not to attempt to use the findings of
the CCEP to answer research questions. Those questions must be addressed
through rigorous scientific research.

The committee notes that the CCEP could be useful in identifying promising
directions for separate research studies. Examinations of the health effects—if
any—of various wartime exposures have been hampered by poor information
about the level of exposure and an inability to identify the individuals who may
have been exposed. It is often difficult to retrospectively estimate exposure
levels. However, information about where individuals were and when they were
there could be combined with data regarding the presence of an exposure to
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develop surrogate measures. These surrogate measures could then be linked to
health information and used to examine potential associations between exposures
and health effects.

Although data from the CCEP can not be used to fest for associations, it can
be combined with other information to help identify areas for future rescarch.
For example, the DoD identified approximately 20,000 service people belonging
to units that were within a 50-kilometer radius of Khamisiyah at the time of the
munitions demolition. Examining the health records of these people may yield
insights into whether those who participated in the CCEP (or a similar program
administered by the VA) have different illnesses or patterns of illnesses than do
CCERP participants outside the 50-kilometer radius. More detailed discrimination
of proximity to Khamisiyah (e.g., within 20 kilometers or within the units
directly responsible for the munitions destruction) may provide additional
information.

It is important, however, to understand the limitations of such comparisons.
The results cannot be taken as research findings and generalized to the entire
population of those deployed to the Persian Gulf. Active-duty military personnel
participating in the DoD health registry may be either more or less healthy than
other nonparticipants on active duty. CCEP comparisons on this self-selected
group of patients should not be used to draw conclusions about the entire
population of Persian Gulf veterans.

More broadly, the committee notes that information that helps to identify
where individuals were in the Persian Gulf and when they were there will also
facilitate research into potential service-related health problems. This
information is currently needed to address the question of who might have been
exposed to nerve agents and who could be part of the (unexposed) comparison
groups necessary for epidemiological studies. Such information could also be
used to more quickly and easily identify the exposed and unexposed groups that
would be required to assess any future concerns regarding this or other
exposures.

Generating geographical and temporal information for all 700.000 people
who served in the Persian Gulf would be an immense endeavor. It would not be
prudent to undertake such a task without first thoroughly understanding the effort
required to complete it. It would, however, be appropriate 1o take steps now to
identify and preserve records that could assist in the generation of such a
database in the future. Records-based information is intrinsically superior to
personal recollections, especially several years after the fact.



78

References

Ames, RG., Steenland, K., Jenkins, B., et al. 1995. Chronic neurologic sequelae
to cholinesterase inhibition among agricultural pesticide applicators. Arch
Environ Health 50(6):440 444,

Anger, W.K,, Letz, R., Chrislip, D.W., et al. 1994. Neurobehavioral test methods
for environmental health studies of adults. Neurotoxicol Teratol 16(5):489-
497.

Chaudhry, V., Eisenberger, M.A_, Sinibaldi, V.J., et al. 1996. A prospective
study of suramin-induced peripheral neuropathy. Brain 119:101-114.

Chaudhry, V.,. Rowinsky, E.K., Sartorius, S.E.. et al. 1994 Peripheral
neuropathy from Taxol and Cisplatin combination chemotherapy: Clinical
and electrophysiological studies. Ann Neurol 35(3):303-311.

Davis, C.S. and Richardson, R.J. 1980. Organophosphorus compounds.
Experimental and Clinical Neurotoxicology edited by Spencer, P.S. and
Schaumburg, H.H. Baltmore: Williams & Wilkins. 527-544.

DoD. 1996. Comprehensive Clinical Evaluation Program for Persian Gulf
Veterans—Report on 18,598 Participants (Draft). April 1996. Washington,
D.C.

Dyck, P.J., Dyck, P.J.B., Grant, L.A_, et al. 1996. Ten steps in characterizing and
diagnosing patients with peripheral neuropathy. Neurology 47:10-17.

Feldman, R.G.. and White, R.F. 1996. Role of the neurologist in hazard
identification and risk assessment. Environ Health Perspect 104(2):227-
237.

Haley, R'W., and Kurt, T.L. 1997. Self-reported exposure to neurotoxic
chemical combinations in the Gulf War. A cross-sectional epidemiologic
study. JAMA 277(3):231-237.

Haley, R.W., Hom, J., Roland, P.S,, et al. 1997a. Evaluation of neurologic
function in Gulf War Veterans. A blinded case-control study. JAMA
277(3):223-230.

21



79

22 ADEQUACY OF THE CCEP: NERVIEE AGENTS

Haley, RW_, Kurt, T.L., and Hom, J. 1997b. Is there a Gulf War syndrome?
Searching for syndromes by factor analysis of symptoms. JAMA
277(3):215-222.

IOM (Institute of Medicine). 1994, Committee on the DoD Persian Guif
Syndrome Comprehensive Clinical Evaluation Program: First Report.
Washington, D.C.: IOM.

IOM. 1995. Committee on the DoD Persian Gulf Syndrome Comprehensive
Clinical Evaluation Program: Second Report. Washington, D.C.: [OM.

IOM. 1996a. Evaluation of the U.S. Departiment of Defense Persian Gulf
Comprehensive Clinical Evaluation Program. Washington, D.C.: Nationa}
Academy Press.

IOM 1996b. Health Consequences of Service During the Persian Gulf War:
Recommendations for Research and Information Systems. Washington,
D.C.: National Academy Press.

Towa Persian Gulf Study Group. 1997. Self-reported illness and health status
among Gulf War veterans: A population-based study. JAMA 277(3):238-
245.

Lotti, M. Moretto, A., Capodicasa, E., et al. 1993, Interactions between
neuropathy target esterase and its inhibitors and the development of
polyneuropathy. Toxicol Appl Pharmacol 122:165-171.

Marrs, T.C., Maynard, R.L., and Sidell, F.R. 1996 A History of Human Studies
with Nerve Agents by the UK and USA in Chemical Warfare Agents:
Toxicology and Treatment. New York: John Wiley & Sons.

Morita, H., Yanagisawa, N., Nakajima, T., et. al. 1995, Sarin poisoning in
Matsumoto, Japan. Lancet 346:290-293.

MRICD (Medical Research Institute of Chemical Defense). 1995. Medical
Management of Chemical Casualties, Second Edition. Aberdeen Proving
Ground, MD: MRICD.

NAS (National Academy of Sciences). 1982. Possible Long-Term Health Effects
of Short-Term Exposure to Chemical Agents. Volume 1: Anticholines-
terases and Anticholinergics. Washington, D.C.: National Academy Press.

Presidential Advisory Committee on Gulf War Veterans' Hlnesses. 1996. Final
Report. Washington, D.C.: U.S. Government Printing Oftice.

White, R.F., Gerr, F., Cohen, RF., et al. 1994. Criteria for progressive
modification of neurobehavioral batteries. Neurotoxicol Teratol 16(5):511-
524.

White, R.F, and Proctor, S.P. 1992. Research and clinical criteria for
development of neurobehavioral test batteries. J Occupat Med 34:140-148.

Xintaras, C., and Burg, JAR. 1980 Screening and prevention of human
neurotoxic outbreaks: Issues and problems. Experimental and Clinical
Neurotoxicology edited by Spencer, P.S. and Schaumburg, H.H. Baltimore:
Williams & Wilkins. 663-674.



80

Appendixes



81

APPENDIX A

Recommendations of the Initial CCEP Committee



82

Evaluation of the U.S. Department of Defense
Persian Gulf Comprehensive Clinical Evaluation
Program: Overall Assessment and Recommendations

Committee on the DoD Persian Gulf Syndrome
Comprehensive Clinical Evaluation Program

Division of Health Promotion and
Disease Prevention

INSTITUTE OF MEDICINE
Washington, D.C. 1996

26



APPENDIX A 27
1.) OVERALL ASSESSMENT OF THE CCEP GOALS PROCEDURES:

The Comprehensive Clinical Evaluation Program (CCEP) clinical protocol is a
thorough, systematic approach to the diagnosis of a wide spectrum of diseases.
A specific medical diagnosis or diagnoses can be reached for most patients by
using the CCEP protocol. The Department of Defense (DoD) has made
conscientious efforts to build consistency and quality assurance into this
program at the many medical treatment facilities (MTFs) and regional medical
centers (RMCs) across the country.

The committee is impressed with the quality of the design and the efficiency of
the implementation of the clinical protocol, the considerable devotion of
resources to this program, and the remarkable amount of work that has been
accomplished in a year. The high professional standards, commitment, and
diligence of the physicians involved in the CCEP at the RMCs were readily
apparent at the three committee meetings. The committee commends the DoD
for its efforts to provide high-quality medical care in the CCEP and the success
that it has achieved to date in developing the infrastructure necessary to
efficiently contact, schedule, refer, and track thousands of patients through the
system.

Overall, the systematic, comprehensive set of clinical practice guidelines set
forth in the CCEP are appropriate, and they have assisted physicians in the
determination of specific diagnoses for thousands of patients across the country.

2.) GENERAL RECOMMENDATIONS FOR THE IMPLEMENTATION
OF THE CCEP:

2.1.) Referrals of Patients from Phase 1 to Phase II of the CCEP:

2.1.1.) Structure and revise the CCEP protocol and logistics to aliow
the majority of patients to receive a final diagnosis by Phase I:

Currently, the majority of patients do not receive a final diagnosis until
Phase 11, yet some of these patients have straightforward medical problems.
The Committee recommends that final diagnoses could be reached in Phase
I if more diagnostic resources are made available. This major change would
require the availability of substantial numbers of internists or family
practitioners at MTFs to perform comprehensive evaluations. It would also
require better, more consistent explanations to MTF physicians about the
purposes and procedures of the CCEP. It would require regional medical
center physicians to provide adequate quality assurance of MTF work-ups
and timely feedback to MTF providers.
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On January 17, 1995, the DoD adopted these suggestions by setting goals
that about 80% of patients would receive a definitive diagnosis at an MTF
level. For some patients, this change has required specialty consultations at
the MTF, as well as advice from an RMC physician. These changes
necessitated an enhanced quality control role by the RMC physician and
prompt, appropriate feedback to the MTF physician.

2.1.2.) Curtail diagnostic work-ups in patients not seriously disabled
with minor complaints:

Initially, patients who do not accept their initial diagnosis could request a
continued evaluation all the way through Phase II. The Committee
recommends that diagnostic work-ups in patients not seriously disabled but
with minor complaints should be curtailed. Alternatively, if a physician has
made a definitive diagnosis and appropriate treatment has been given, the
evaluation would be concluded.

On January 17, 1995, the DoD implemented the suggestions that referral to
Phase Il be made on the basis of the clinical judgment of the primary care
physician, and patients were no longer permitted to self-refer to an RMC.

2.1.3.) Require additional efforts to provide more care at the primary
care level:

The Committee encourages efforts to provide more care at the primary care
level, because they will enhance the continuity of care and will foster the
establishment of an ongoing therapeutic relationship.

2.1.4.) Continue referral of subgroups of patients whose illnesses are
difficult to diagnose:

Patients whose illnesses are difficult to diagnose should continue to be referred
to Phase II at an RMC. The decision to refer to Phase 1I should be based on the
clinical judgment of the primary care physician, which, in turn, would be
dependent on the clarity of the patient's diagnoses and the feasibility of the
proposed treatment program at the MTF level. The DoD should continue its
goal of enhanced accessibility of RMC physicians to allow regular
consultations with MTF primary care physicians on patients with more complex
diagnoses.
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2.2.) Systematic Guidelines for Psychiatric Referrals and Adequacy of
Psychiatric Resources:

2.2.1.) Develop explicit guidelines for the identification of Phase I
patients who would benefit from a psychiatric evaluation:

CCEP physicians have noted the need for standardized guidelines for
screening, assessing, evaluating, and treating patients. Such Phase 1
guidelines should be developed to help ensure adequate psychiatric
resources for both the initial evaluation and long-term follow-up care.

2.2.2)) Alert primary care physicians about the high prevalence of
psychiatric disorders:

Two methods that have been proposed by RMC physicians to expedite the
scheduling of psychiatric evaluations would be (1) the more frequent use of
civilian psychiatrists and (2) consideration of using Ph.D.-level psycholo-
gists, as well as psychiatrists, when necessary.

3.) SPECIFIC OBSERVATIONS OF AND RECOMMENDATIONS FOR
THE IMPLEMENTATION OF THE CCEP:

3.1.) Analysis and interpretation of the CCEP results:

3.1.1.) Symptoms and Diagnoses in the CCEP Population:

3.1.1.1.) No evidence has been found that the DoD has been trying
to avoid reaching a single unifying diagnosis:

The committee found no evidence that the DoD has been trying to avoid
reaching a single “unifying” diagnosis when a plausible one was
available. A “unifying” diagnosis is defined here as a single diagnosis
that could explain most or all of a patient’s symptoms.

3.1.1.2.) Signs and symptoms in many patients can be explained by
well recognized conditions:

One interpretation of the CCEP results is that the signs and symptoms in
many patients can be explained by well-recognized conditions that are
readily diagnosable and treatable. The committee concludes that this is a
more likely interpretation than the interpretation that a high proportion
of the CCEP patients are suffering from a unique, previously unknown
“mystery disease.”
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3.1.1.3.) Provide more detailed information on specific diagnoses in
future reports:

By providing more detailed information on specific diagnoses in its
future reports, the DoD might help correct the impressions among the
general public that exist about the high degree of prevalence of a
“mystery disease” or a new, unique “‘Persian Gulf Syndrome.”

3.1.1.4.) Investigate the diagnosis in patients with disability
processing actions:

Disability processing actions in the Services' Physical Disability
Processing Systems have been completed for 246 of the 10,020 CCEP
patients, The DoD has not provided any data about their diagnoses or
their reasons for medical separation from the military. The committee
recommends that the DoD investigate the diagnoses in this group of
patients in future reports, as well as whether or not the disorders could
have been caused or exacerbated by service in the Persian Gulf.

3.1.1.5.) Don’t view CCEP results as estimates of the prevalence of
disability related to Persian Gulf service:

Many other individuals who served in the Persian Gulf have left active
service and, hence, are not eligible for the DoD's CCEP. Some of these
veterans may have disabilities related or unrelated to their service in the
Persian Gulf, and those with disabilities might he more likely to have
left active service. For these reasons, the CCEP results should not be
viewed as estimates of the prevalence of disability related to Persian
Gulf service.

3.1.2.) Evidence of a New, Unique Persian Gulf Syndrome:

3.1.2.1.) There is a lack of clinical evidence of a unique Persian Gulf
Syndrome:

The committee agrees with DoD that there is currently no clinical
evidence in the CCEP of a previously unknown. serious illness among
Persian Gulf veterans. If there were a new or unique illness or syndrome
among Persian Gulf veterans that could cause serious impairment in a
high proportion of veterans at risk, it would probably be detectable in
the population of 10,020 CCEP patients. On the other hand, if an
unknown illness were mild or affected only a small proportion of
veterans at risk, it might not be detectable in a case series, no matter
how large.
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3.1.2.2.) Share the entire CCEP data set with qualified researchers
outside of the DoD:

The committee encourages the DoD's plan to share the entire CCEP
data set with qualified researchers outside of the DoD who might he
able to undertake the kind of research with the methodological
sophistication that the identification of a new syndrome would require.

3.1.3.) Potential Relationship of Hinesses in CCEP Patients to Service
in the Persian Gulf:

3.1.3.1.) Discuss the issue of causality explicitly and unambiguously
in its future reports:

Physicians involved with the development and the administration of the
CCEP have, in various public presentations, acknowledged that some
CCEDP patients have developed illnesses that are directly related to their
service in the Persian Gulf. The recent DoD report on 10020 CCEP
participants, however, only touches on this issue indirectly. The
committee encourages the DoD to discuss the issue of causality
explicitly and unambiguously in its future reports. Such a discussion
might help to alleviate the current climate of confusion and mistrust that
exists among some Persian Gulf veterans and the general public.

3.1.3.2.) Determine the timing of the onset of disease:

The committee recommends that the DoD attempt to determine the
timing of the onset of disease, especially for patients who have
significant impairments. Review of military or civilian medical records
that predate enrollment in the CCEP may provide contemporaneous
documentation of the onset of symptoms in some patients, especially if
the symptoms are serious. In addition, it is important to determine
whether service in the Persian Gulf has contributed to the exacerbation
of preexisting diseases in some CCEP patients.

3.1.4.) Comparison of the CCEP Population with Other Populations:
3.1.4.1.) Be cautious about comparison with other populations:

In its most recent report, the DoD compares the symptoms and
diagnoses in the CCEP population with the symptoms and diagnoses in
several community-based and clinically based populations. In the
committee's view, interpretations based on comparisons with other
populations should be made with great caution and only with the
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explicit recognition of the limitations of the CCEP as a self-selected
case series. The CCEP was not designed to answer epidemiological
questions, such as how the frequencies of certain diagnoses compare
between the CCEP population and a control population. Instead, it was
designed as a medical evaluation and treatment program. Indeed, the
research aims of the CCEP do not appear to be stated explicitly, nor
does there appear to be a concrete epidemiological study plan. Without
research hypotheses, it is not possible to judge whether any particular
comparison group is appropriate. Each individual population should be
described to prevent confusion.

3.1.4.2,) It’s Difficult to establish causal relationships by relying on
CCEP data alone:

It would be extremely difficult to establish causal relationships or to
identify and characterize a new “Persian Gulf Syndrome” definitively by
relying on data from the CCEP alone. The latitude permitted in the
clinical examination program conflicts with the rigor necessary to
answer an epidemiological question.

3.1.4.3.) Consider the CCEP data to have high clinical utility:

The CCEP data do have considerable clinical utility, and they could be
used to address many important questions from a descriptive
perspective. Many case series could be derived from these data. In
addition, the results of the clinical exams could provide guidance in the
selection of research questions and in the design of future
epidemiological research. The CCEP findings could be used to generate
epidemiological questions on other types of diseases that are much more
frequent in the CCEP population, such as musculoskeletal diseases.

3.2.) Specific Medical Diagnosis:
3.2.1.) Psychiatric Conditions:

3.2.1.1.) Make patients aware of psychiatric conditions and their
prevalence and morbidity:

Patients need to understand that psychiatric conditions and disorders are
real diseases that cause real symptoms and that diagnoses are made with
objective criteria and are not merely “labels” applied because physical
abnormalities were not found. The CCEP patients, as well as their
primary care physicians, also need to understand the prevalence of and
the concomitant morbidity that result from psychiatric disorders in the
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general population (major depression, for example). Finally, the CCEP
patients need to be aware that effective treatments that actually
ameliorate symptoms exist for many of these disorders.

3.2.1.2.) Emphasize effects and diagnosis of psychosocial stressors:

In its future reports, the DoD is encouraged to emphasize that

psychosocial stressors can produce physical and psychological effects

that are as real and potentially devastating as physical, chemical, or

biological stressors. The DoD should also emphasize that thorough

efforts to diagnose psychiatric conditions in the CCEP population may
* lead to appropriate, successful treatments.

3.2.1.3.) Identify people with risk of developing depression or Post-
Traumatic Stress Disorder (PTSD):

The committee is particularly concerned about the CCEP patients who
have developed or who are at risk of developing major depression or
PTSD. These people need to be identified and provided with some form
of preventive intervention.

3.2.1.4.) Improve standardization of psychiatric evaluations:

The committee recommends that the DoD consider methods of
improving the standardization of the psychiatric evaluations in the
CCEP. The DoD should consider establishing detailed guidelines for the
psychiatric evaluations and should attempt to obtain greater
standardization of these evaluations among the various hospitals across
the country. These guidelines could provide suggested procedures for
the use of selected self-report instruments for the assessment of the most
commonly diagnosed disorders, as well as procedures for more in-depth
structured clinical interviews when indicated.

3.2.1.5.) Document and investigate the onset and course of
symptoms and psychosocial stressors;

It would be especially important to document the onset and course of
symptoms and to investigate their possible link with psychosocial
stressors associated with mobilization and return home, as well as with
service-related exposures in the Persian Gulf region. This assessment
would require an additional set of questions to supplement the
questionnaire currently used in Phase I of the CCEP. The thorough
assessment of psychosocial stressors is essential information for
treatment planning for patients with complex, chronic symptoms.
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3.2.1.6.) Standardize neuropsychological evaluations:

Standardization of the neuropsychological evaluations is a related
concern. The neuropsychological methods vary from pencil and paper
testing at some sites to computer-administered testing at other sites. One
method of achieving a better consensus is to convene a meeting attended
by one psychiatrist and one neuropsychologist from each center to
attempt to standardize their methods.

3.2.1.7.) Standardize classification and coding of diseases:

In addition to the standardization of psychiatric evaluations in the
CCEP, the classification and coding of these diseases should also be
standardized.

3.2.1.8.) Document headache categories differently:

The classification of different types of headaches into three separate
categories may be consistent with ICD-9 coding rules, but the DoD
should also report a special tabulation that combines all headaches into
one group.

3.2.1.9.) Add explicit written instruction on medical record-keeping
and coding:

More explicit written instructions could be added to the CCEP
guidelines to help prevent the most frequent problems found in the
medical record-keeping and coding. Committee comments about
inconsistencies are mainly aimed at the quality control necessary for
accurate reporting of summary data rather than at the quality of the
medical care itself.

3.2.1.10.) Expand discussion of psychological stressors:

DoD should consider expanding discussion of the psychological
stressors that were present during the Persian Gulf War.

3.2.1.11.) Utilize results of on-going studies to revise CCEP:

It is possible that the DoD will be able to use the results of on-going
epidemiologic studies on psychiatric conditions to revise the CCEP, that
is, to revise the standardized questionnaires or to add or delete targeted
lab tests or specialty consultations. In addition, the CCEP clinicians may
be able to utilize these results in the counseling and treatment of their
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patients. These results may also be useful for the DoD in its planning to
minimize the effects of psychosocial stressors in future deployments
through the use of preventive medicine interventions.

3.2.2.) Musculoskeletal Conditions:

3.2.2.1.) Provide more details of diagnostic categorization of
musculoskeletal conditions:

The draft and final DoD reports on 10,020 CCEP patients do not
provide adequate details for the IOM committee to make a thorough
evaluation of the diagnostic categorization of musculoskeletal
conditions. More explanation about the diagnostic aspects of these
musculoskeletal conditions would be useful, for example, information
on single-joint involvement versus muitijoint conditions or articular
versus non-articular conditions. In addition, details on disease severity
and disease activity would be useful.

3.2.2.2)) Place more emphasis on musculoskeletal conditions:
The DoD and the DVA should consider placing more emphasis on
research on musculoskeletal conditions, since these are the most
prevalent disorders among the CCEP populations.

3.2.3.) Signs, Symptoms and Ili-Defined Conditions:
3.2.3.1.) Clarify types of disorders included in the ICD-9 category:
The committee recommends that in future reports the DoD attempt to
clarify the types of disorders that are included in the ICD-9 category of
signs, symptoms, and ill-defined conditions (SSIDC). Individuals with
these signs, symptoms, and ill-defined conditions should be evaluated in
a rigorous manner, just as individuals with any other symptoms are
evaluated.

3.2.4.) Infectious Diseases:

3.2.4.1.) Infectious disease is not a frequent cause of serious illness:

The IOM committee concludes that infectious diseases are not a
frequent cause of serious illncss in the CCEP population.
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3.24.2.) Veterans are not likely afflicted with some previously
unknown pathogen:

On the basis of the current evidence. it is unlikely that a significant
proportion of Persian Gulf veterans are afflicted with some previously
unknown pathogen that is evading the current diagnostic efforts.

3.2.5.) Chronic Fatigue Syndrome, Fibromyalgia, and Moultiple
Chemical Sensitivity:

3.2.5.1.) Estimating prevalence of chronic fatigue syndrome,
fibromyalgia, and multiple chemical sensitivity is difficult:

The IOM committee’s review of the CCEP protocol suggests that data
on chronic fatigue syndrome (CFS), fibromyalgia (FM), and multiple
chemical sensitivity (MCS) may have been collected by various
diagnostic methods. For this reason, it is not possible to estimate the
prevalence of these conditions from the CCEP data.

3.2.5.2.) Collect data using established diagnostic criteria for CFS
and FM:

In the clinical evaluations, data should be collected by using established
diagnostic criteria for CFS and FM.

3.2.5.3.) Established diagnostic criteria does not exist for MCS:

A widely accepted set of diagnostic criteria does not exist for MCS.
Consequently, the medical evaluation in CCEP cannot be expected to
diagnose the clinical syndrome of MCS.

3.2.54) Include CFS, FM, and MCS in on-going and future
epidemiological research studies:

If more is to be learned about the relationship between these disorders
(CFS, FM, and MCS) and Persian Gulf service, they should be included
among the epidemiological research studies that are ongoing or planned
for the future.
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3.2.5.5.) Continue thorough workup to diagnose sleep disturbances
and fatigue:

Because of the thorough, systematic workup mandated in the CCEP,
many disorders that could contribute to sleep disturbance and fatigue
have been diagnosed. These diligent efforts to unmask occult medical
problems that could substantially contribute -to fatigue have been
productive and should continue.

3.3.) Use of the CCEP results for education improvements in the medical
protocol, and outcome evaluations:

3.3.1.) Use of the CCEP Results for Education:

3.3.1.1.) Continue public release of analysis results of the CCEP on
an on-going, periodic basis:

The IOM committee encourages the DoD) to continue to release its
analysis of the results of the CCEP on an ongoing, periodic basis,
Several audiences that would be interested in these results include
active-duty members of the service, veterans, members of the U.S.
Congress, the lay media, as well as military, DVA, and civilian medical
and public health professionals. The CCEP medical findings would also
be of interest to physicians in the DVA system and in the general
community.

3.3.1.2.) Distribute CCEP findings to all primary care physicians at
MTFs and RMCs:

The medical findings of the CCEP should be distributed promptly to all
primary care physicians at the MTFs and RMCs. This would provide
feedback on their diagnostic decision-making. Information on the
frequencies of particular symptoms and their specific diagnoses made in
the CCEP population could be useful, for instance, in developing a
differential diagnosis for individual patients.

3.3.1.3)) Develop a more concise version of the DoD report for
active-duty service personnel and veterans:

A more concise version of the DoD report on 10,020 patients, written in
nontechnical language and with clearly stated conclusions, should be
developed for a target audience of active-duty service personnel and
veterans. If the DoD developed and distributed a fact sheet or newsletter
aimed at Persian Gulf veterans, the information on the CCEP would be

4467197 -4
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more accurate and more comprehensive than most reports in the general
news media. This would also provide an additional opportunity to notify
the readers about the availability of the medical exam in the CCEP, the
hotline number, and the eligibility criteria.

3.3.14.) Develop a more comprehensive document describing
potential exposures in more detail:

The DoD should also consider developing for clinical use in the CCEP
a more comprehensive document that describes the many potential
exposures in more detail. Any document that is prepared, however, must
make clear what is known and what is unknown about the relationship
between these stressors and the physical or psychological consequences.

3.3.2.) Use of the CCEP Results to Improve the Medical Protocol:

3.3.2.1.) Use CCEP examination results to improve standardization
practices:

The DoD now has results on the examinations of more than 10,000
CCEP patients, which could be used to improve the standardized
questionnaires, lab tests, and specialty consultations.

3.3.2.2)) Refine questions related to potential psychological
stressors:

More refined questions related to potential psychological stressors could
be added systematically to the Phase I medical history. The CCEP
physicians might find this information useful in diagnosing and
counseling their patients. In addition, it may be possible to identify
patients who are at increased risk of psychological problems on the
basis of their experiences in the war. Perhaps explicit questions on death
exposure and other known risk factors could be added to the Phase |
questionnaire.

3.3.2.3.) Determine if lab tests or specialty consultations should be
added to Phase I: '

The CCEP results should be analyzed to determine whether there are lab
tests or specialty consultations that should be added systematically to
Phase [ to increase its diagnostic yield. Diseases that are diagnosed
relatively frequently in Phase 1I may often be overlooked in Phase I. If
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such diseases could be identified, perhaps appropriate screening
instruments could be added to Phase 1.

3.3.2.4.) Compare and coordinate methods and clinical results of
the CCEP and UCAP:

The DVA uses a protocol similar to that used in the CCEP called the
Uniform Case Assessment Protocol (UCAP). The methods and clinical
results of the CCEP and UCAP should be compared to coordinate and
improve the two programs.

3.3.3.) Use of the CCEP Results for Patient Outcome:

3.3.3.1.) Perform targeted patient evaluations:

On the basis of more than 10,000 patient evaluations to date, RMC
physicians could begin to perform a series of targeted patient
evaluations. The most common diseases in the CCEP could be
identified, and suggested approaches to patient treatment could be
developed. Consensus guidelines for the treatment and counseling of
CCEP patients who have the most common disorders could be useful
for primary care physicians.

3.3.3.2) Communicate successful treatment methods hetween
RMCs:

If one RMC has had a lot of experience with a particular disease
category and some measure of success in its treatment, the DoD could
ensure that a description of their successful methods is communicated to
the other MTFs and RMCs across the country.

3.3.3.3.) Review disorders among CCEP patients who have applied
for disability payments of for medical discharge from the service:

The DoD could perform a review of the types and severities of the disorders
among CCEP patients who have applied for disability payments or for
medical discharge from the service. In addition, the final disposition of
these cases could be evaluated. including the potential relationship between
particular diseases and Persian Gulf service. The DoD could use the results
of these disability determinations to predict which diseases are likely to be
associated with the most impairment among CCEP patients in the future.
The DoD could also use these results to develop rehabilitation and early
intervention methods for impaired Persian Gulf veterans, such as the
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Specialized Care Centers (SCC). Another reason to analyze these disability
claims would be to investigate possible preexisting risk factors for the
development of the impairment. If such risk factors are identifiable, then
targeted preventive medicine interventions could be planned for individuals
participating in future overseas deployments.

3.3.4.) Specialized Care Center (SCC):

3.34.1.) The DoD has made serious efforts to develop an SCC
program that has ambitious goals:

The IOM committee concludes that the DoD has made serious efforts to
develop an SCC program with ambitious goals for a select group of
seriously impaired military personnel. The committee’s review should
be considered preliminary, however, because it is based on one visit and
it is still early in the development of the program.

3.3.4.2.) Provide multidisciplinary treatment modalities:

The SCC currently performs a thorough reevaluation of each patient's
medical problems. SCC physicians should consider limiting the
diagnostic role that they play to focusing on the incoming patients who
have been very difficult to diagnose at the RMC level. Instead, the SCC
should focus on providing multidisciplinary treatment modalities that
are not readily avaifable at the RMC level.

3.3.4.3) Need for individualized follow-up and therapeutic
regimens:

The need for individualized follow-up is crucial for the types of difficult
patients who are likely to be treated at the SCC. Medical staff at the
SCC will need to know whether a particular therapeutic plan is feasible
at the patient’s nearest MTF and whether long-term follow-up care can
be performed. The primary care physician at the MTF needs to
encourage continuous patient compliance with the carefully designed.
individualized therapeutic regimens.

3.3.4.4.) Develop objective measure of functional status for follow-
up evaluation:

The SCC physicians should develop a set of relatively objective
measures of functional status for the follow-up evaluation. These could
include (1) appropriate utilization of medical care, (2) appropriate use
of medications or other methods to cope with symptoms, (3) general
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level of activities of daily living, (4) employment status, and (5) status
of interpersonal relationships.

3.3.4.5.) Evaluate the SCC program itself:

The SCC program itself needs an evaluation component after several of
its graduates have returned for their 6-month reevaluations. Several
issues will need to be evaluated in light of the successes and barriers
that the program has experienced, including eligibility criteria for
patients; roles of the SCC in a diagnostic reevaluation of patients;
successful continuity of care of patients, with shared responsibility by
the SCC and MTFs; and the unique need for the SCC, beyond the usual
standard of a tertiary care medical center.

3.3.4.6.) DoD has taken a serious approach to the treatment and
rehabilitation of these patients in the SCC:

The committee believes that the DoD has taken a serious approach to
the treatment and rehabilitation of these impaired patients who have
treatable, chronic diseases.

3.3.4.7.) Investigate costs and benefits of the SCC program:

Because this program is very labor intensive, it is probably very
expensive on a per-patient basis. At the same time, the potential benefits
for each patient could be high, if successful rehabilitation of serious,

" long-term impairment can be achieved. Subsequent evaluations of the
SCC program should investigate its costs and benefits, if possible.

3.3.4.8.) Identify the most effective elements of the SCC program:

If the SCC program is successful in improving the health and functional status
of its patients, perhaps the elements that are most effective in enabling the
patients to cope with their symptoms could be identified. Perhaps sdine of these
elements could be disseminated and integrated into existing MTF programs that
are close to where CCEP patients live and work.
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3.4.) Research Relevant to the CCEP:

3.4.1.) Epidemiological Research Relevant to the CCEP:

3.4.1.1.) Utilize on-going epidemiological studies for revising or
improving the CCEP:

The results of on-going epidemiological studies may be useful for
making revisions or improvements in the CCEP medical protocol itself,
for example, to revise the standardized questionnaires or to add or
delete targeted lab tests. The study results may also be useful in the
counseling and treatment of CCEP patients.

3.4.1.2.) Acknowledge the serious limitations of the CCEP data for
epidemiological purposes:

Data from individuals in the CCEP are also being used in some of these
epidemiological studies. In these studies, the serious limitations of the
CCEP data for epidemiological purposes that were previously identified
must be kept in mind.

3.4.2.) Exposure Assessment Research Relevant to the CCEP:

3.4.2.1.) Investigate experiences of individuals in UICs with higher
rates of CCEP participation:

The IOM committee encourages DoD to perform further investigations
on the war and postwar experiences of individuals in the Unit of
Assignment Codes (UICs) with higher rates of CCEP participation.

3.4.2.2)) Investigate exposures restricted to particular locations or
special occupational groups:

The committee encourages the DoD to investigate exposures that were
restricted to particular focations or special occupational groups, such as
troops who had direct combat exposure. The types of symptoms and
diseases in CCEP participants in these special groups and UICs could
be analyzed and contrasted with the symptoms and diagnoses of CCEP
participants in other units.
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Outline of the CCEP Medical Protocol

FORM REQUIREMENTS

At the MTF level, the CCEP record should include all CCEP forms and relevant
medical data to the program.

Blank forms included with this guide supersede previous editions of these forms
and are intended to be used with the new CCEP.

All individual forms will be complete and legible.

Forms forwarded to NMIMC and maintained in the participant record shall be in
the following order:

Phase I completed:
MTF Phase I Diagnosis Form
Patient Questionnaire
Provider-Administered Symptom Questionnaire

Information Release Form
Declination/Completion Form

Phase II completed:

RMC Phase II Diagnosis Form
Declination/Completion Form

44
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MEDICAL PROTOCOLS

The CCEP is based upon a thorough clinical evaluation which emphasizes
comprehensive and continuous primary care. The local MTF primary care
provider maintains responsibility for patient evaluation and care throughout the
CCEP process.

Medical Treatment Facility (Phase I)

Phase I will consist of a comprehensive history and medical evaluation with
completion of Phase 1 questionnaires and related forms. The examination, both
in content and quality, should parallel an in-patient admission work-up. The
Phase I examination will include a complete medical history including: family,
occupation, social (including tobacco, alcohol, and drug use), exposure to
possible toxic agents, psychosocial condition and review of symptoms. The
provider will specifically inquire about the symptoms listed on the CCEP
Provider-Administered Patient Questionnaire. A comprehensive medical
evaluation, with focused attention to the patients symptoms and health concerns,
should be conducted.

Individuals who, after completing MTF Phase I evaluations do not have a clearly
defined diagnosis which explains their symptoms should be reviewed by the
CCEP designated physician for further evaluation and consultations needed
and/or for referral to the RMC.

Phase I Level Evaluations are performed only after complete clinically
indicated evaluations (including appropriate specialty consultations) are
conducted at the MTF and the RMC.

Phase 1 Lahoratory Tests
CBC

U/A
SMA-12

Regional Medical Center (Phase II)

Phase 11 evaluations consist of the following laboratory tests, consultations and
as necessary, symptom-specific examinations. J Elements of the Phase 11
evaluation may be accomplished by the local MTF as needed in the
comprehensive evaluation of the Phase I patient in order to obtain a definitive
diagnosis.
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Phase II Laboratory Tests

CBC Hepatitis serology
Sedimentation rate (ESR) HIV testing
C-Reactive protein VDRL
Rheumatoid factor B 12 and folate
ANA v Thyroid function tests
Liver function

CPK

Urinalysis

TB skin test (PPD) with controls

Chest X-ray

Phase 11 Consults

(if not accomplished at MTF level)

Dental: Dental only if participant’s annual screening not done

Infectious disease

Psychiatry: With physician-administered instruments:
Structured Clinical Interview for DSMIII-Rcm
(SCID) (delete modules for mania and psychosis)
Clinician-Administered PTSD Scale (CAPS)

Neuropsychological Testing: Only as indicated by psychiatry consult

SYMPTOM-SPECIFIC EXAMINATIONS

The RMC CCEP Physician ensures that Phase II patients with the following
undiagnosed symptoms receive the tests and consultations listed below.

Diarrhea Abdominal Headache
GI consult GI consult MRI—head
Stool for O and P EGD with biopsy/ LP (glucose protein,
Stool Leukocytes aspiration cell count, VDRL,
Stool culture Colonscopy with oligoclonal myelin,
Stool volume biopsy basic protein,
Colonscopy with Abdominal pressure)

biopsies ultrasound Neuro consult
EGD with biopsies UGI series with

and aspiration small bowel FT

Abdominal CT scan
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Muscle Aches/
Numbness
EMG/NCV

Chronic Fatigue
Polysomnography
and MSLT

Chronic Cough/SOB

Pulmonary consult

Pulmonary function

Tests with exercise
and ABG

Methacholine
challenge

If PFTs are normal,
consider broncho-
scopy with biopsy/
lavage
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Memory Loss
(Only if verified by

psych evaluation)
MRI—head
Lumbar puncture
Neuro consult
Neuro psych testing

Chest Pain/
Palpitations

ECG

Exercise stress test
Holter monitor

Reproductive
Concerns

Urology consult
GYN consult

47

Vertigo/Tinnitus
Audiogram

ENG
BAFR

Skin Rash
Dermatology consult
Consider biopsy
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Workshop on the Adequacy of the CCEP for
Evaluating Individuals Potentially Exposed to
Nerve Agents: Agenda and Speakers List

NATIONAL ACADEMY OF SCIENCES
INSTITUTE OF MEDICINE

December 3, 1996
Foundry Building FO-2004, Georgetown

AGENDA

10:00-10:15 Welcome/Purpose and Conduct of the Workshop
Dr. Dan Blazer, Chair, Committee on the Evaluationt
of the DoD Comprehensive Clinical
Evaluation Program for Persian Gulf Veterans

10:15-12:00 Woarkshop Session [—Issues regarding the CCEP
Dr. Raymond Chung, Origins/Background
Dr. Charles Engel, Mental Health
Dr. Andrew Dutka, Neurologic Conditions
Dr. Timothy Cooper, Pain
Dr. Anthony Amato, Neuromuscular Symptoms
Dr. Kurt Kroenke, Diagnostic Approach/

Generalized Symptoms

12:00-1:00 Lunch in meeting room

1:00-2:45 Workshop Session II—Issues regarding
organophosphates, anticholinesterases and nerve agents
Dr. Peter Spencer, Neurotoxicology of
organophosphates
Dr. Robert MacPhail, Behavioral toxicology of
organophosphates and pyridostigmine

48
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2:45-3.00
3:00-4:45

4:45-5:00

5:00-6:30

6:30
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Dr. Robert Gum, Possible health effects in humans
Jrom low level exposure to nerve agents

Dr. Bhupendra P. Doctor, Endogenous detoxification
of sarin

Break
Workshop Session [1l—Issues regarding neurological
testing protocols

Neurophysiological testing
Dr. Eva Feldman

Dr. David Cornblath
Neurobehavioral and neurocognitive testing

Dr. Kent Anger

Dr. Roberta White

Break

Workshop Session IV—Moderated Discussion
Dr. Dan Blazer, Moderator
Dr. Richard Johnson
Dr. Arthur Asbury
Dr. David Janowsky

Workshop adjourns
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SPEAKERS LIST

December 3, 1996
Foundry Building, Georgetown

Anthony A. Amato, M.D.
University of Texas San Antonio
Department of Neurology and
Medicine

W. Kent Anger, Ph.D.

Associate Director for
Occupational Research and
Health Promotion

Oregon Health Sciences
University

Portland

Arthur Asbury, M.D.

Van Meter Professor of
Neurology

Hospital of the University of
Pennsylvania

Philadelphia

Col. Raymond Chung

Gulf War Health Center

Walter Reed Army Medical
Center

Washington, DC

Lt. Col. Timothy W. Cooper, M.D.

Infectious Disease Service
74th Medical Group Hospital
Wright Patterson AFB, OH

David Cornblath, M.D.
Pathology Department
Johns Hopkins Hospital
Baltimore, MD

Bhupendra Doctor, M.D.

Director, Division of
Biochemistry

Walter Reed Institute of Research

Washington, DC

Capt. Andrew J. Dutka, M.D.
Neurology Service

National Naval Medical Center
Bethesda, MD

Maj. Charles C. Engel. Jr., M.D.

Chief, Gulf War Health Center

Walter Reed Army Medical
Center

Washington. DC

Eva Feldman, M.D., Ph.D.
Associate Professor
Department of Neurology
University of Michigan
Ann Arbor

Lt. Col. Robert Gum, M.D.

Chief, Chemical Casualty Care
Office

U.S. Army Medical Research
Institute of Chemical Defense

Aberdeen Proving Ground, MD

David Janowsky, M.D.
Department of Psychiatry
University of North Carolina

Neurosciences Hospital
Chapel Hill
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Richard Johnson, M.D.
Director

Department of Neurology
Johns Hopkins University
School of Medicine
Baltimore, MD

Col. Kurt Kroenke, M.D.

General Internist

Uniformed Services University
of Health Sciences

Bethesda, MD

Robert C. MacPhail, Ph.D.

Neurotoxicology Division

Environmental Protection
Agency

Research Triangle Park, NC
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Peter S. Spencer, Ph.D.

Director

Center for Research on

Occupational and
Environmental Toxicology

Oregon Health Sciences

University

Portland

Roberta White. Ph.D.

Environmental Hazards Center

Department of Veterans Affairs
Medical Center

Boston
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DoD Memorandum for Persian Gulf War Veterans
Concerning Khamisiyah, Iraq

52
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DEPUTY SECRETARY OF DEFENSE

1010 OEFENSE PENTAGON
WASHINGTON, DC 20301-1010

October 1996

MEMORANDUM FOR PERSIAN GULF WAR VETERANS CONCERNING
KHAMISIYAH, IRAQ

The Department of Defense is continuing its wide-ranging investigation of
incideats that might be related to Persian Guif veterans’ illnesses. We are asking for your
help in providing us with important information.

Evidence from an ongoing investigation indicates that chemical weapons were
preseat when U.S. forces destroyed a series of ammunitioa storage bunkers and crated
munitions in an open pit ares at & complex called “Khamisiyah” or “Tal al-Lahm,” sbout
15 miles southesst of “An Nasiriysh” in southern Iraq. Ovur records show that your unit
participated in the demolition operations at Khamisiyah in March 1991.

To our knowledge, service members at that time did not report the syptoms
associsted with ecute exposure to chemical sgeats (nerve gas), but our search for
information continues. Since you may bave been part of the demolition operations, we
need to hear from you, not only about your experience st or near the site but also any
health problems you think may be & result of your service during Operation Desert
Stotm/Operation Desert Shield.

We urge you to call our PERSIAN GULF INCIDENT HOTLINE at
1-800-472-6719. When you call please indicate you were & member of the Khamisiyah
demolition team. The person answering the telephone will ask you a few simple
questions and then, if you desire, refer you to an sppropriate medical facility for medical
evaluation and care. We want to be sure you receive any health care you may need for
health problems related o your service in the Guif War.

Be sssured, the Departments of Defease and Veterans Affairs are working
together to bring all necessary resources to bear on this issue. But we can not do it alone.
To understand the events at Khamisiyah and o address the concerus of our Gulf War
veterans, we need your belp in this efforc

We are indebted to each one of you for your service to our country during the
Persian Gulf War.

Encl Frequently Asked Questions and Answers
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Frequently Asked Questions and Answers About Khamisiyah

Here are the answers to several frequently asked questions relating to the eveats at Khamisiyah.
Q: What kinds ef weapons were destroyed by U.S. forces at Khamisiyah?

A: Khamisiyah was a large Iraqi ammunition storage site. Of the approximately 100 bunkers destroyed in
March 1991, one has been assessed by UNSCOM (United Nations Special Commission) to have held
122mm rockets contsining chemical agents (the nerve agents sarin and cyclosarin). In addition, rockets
containing these nerve ageats were found by UNSCOM inspectors in an open pit near the bunker complex,
where U.S. forces also conducted demolition operations in March, 1991.

Q: What are the effects of these chemical weapons?

Y Y

A: As you may recali from your i create serious i diste symp (blurred
vxsion.dﬁmhhebmmwmmm)anlfmumtummwded,un

incapacitate or kill troops on the battleficld. While research continues, the best current medical evidence -
indicates you should not experience long-term hesith problems from low level exposure to chemical nerve

agents.
Q: Were any such symptoms experienced by our troops during the Gulf War?

A: To our kmowledge, service members neither died or reported such immediste symptoms in connection
with Khamisiysh Soldiers reported possible chemicsl events during the way, but we bave been unable to
confirm any nerve agent exposure from these reports.

Q: What are the long-term health effects of nea-lethal exposure to nerve agent?

A: Although they are limited in number, studies of human exposure % nerve sgent suggest that no long-
term health effects from low level, short-term exposure to aerve agent are likely, even when doses are large
enough ta produce some immediate symptoms. We are stepping up the research directed toward finding 3
more definitive answer to this question.

Q: I 1, 83 a Gulf War veteran, experienced no symptoms st the tinme and studies indicate there sre no
leng-term heaith effects, why am [ receiviag this lefter and being asked to call the botlines?

A: First, we are asking your belp in our understanding of the events ding Khamisiyah. S d, we
want to be sure you receive sny health eare you may need for bealth problems related to your service in the
Gulf War.
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APPENDIX E

Persian Gulf War-Related Events: Timeline

Evaluation Program's second report submitted to DoD

Date TSigniﬁcant Event
1990 August 2 i Iraq invades Kuwait
1990 August 8 I U.S. Air Force arrives in Saudi Arabia
1990 August 9 | U.S. ground forces arrive in Saudi Arabia
1990 November 29 | UN Security Council authorizes use of force to eject Iraq
1 from Kuwait
1991 January 12 i Congress authorizes use of force to eject Iraq from Kuwait
1991 January 16 | Operation Desert Storm commences as U.S. warplanes
1 attack military targets in Iraq and Kuwait
1991 January 17 i First hostile fire
1991 January 20 I First oil well fires started in Kuwait
1991 January 27 i Coalition forces declare air supremacy
1991 February 19 | Majority of oil well fires ignited
1991 February 24 I Ground war begins
1991 February 25 i SCUD attack in Dhahran killing U.S. troops
1991 February 28 i Cease-fire takes effect and offensive operations end
1991 March 10 i U.S. troops destroy munitions dump at Khamisiyah
1991 June 13 I Last U.S. ground troops return to the United States
1992 August | Expert Panel on Petroleum Toxicity established
1993 July ) Office of Technology Assessment Workshop on Persian
1 Guif Health held
1993 October : Start of IOM Committee to Review the Health
1 Consequences of Service During the Persian Gulf War
1993 December i Defense Science Board established
1994 January | Persian Gulf Veterans Coordinating Board established
1994 April ; National Institutes of Health Technology Assessment
I Workshop Panel held
1994 May : Independent Council Harrison Spencer (dean, Tulane
t University School of Public Health) appointed
1994 June : IOM Committee to Review DoD's Comprehensive Clinical
1 Evaluation Program established
1994 December 2 : IOM Commiittee on the Comprehensive Clinical
t Evaluation Program’s first report submitted to DoD
1995 March : Senior-Level Oversight Panel. Persian Gulf Investigation
t Team, and Declassification Program established
1995 March : Task Force on Analysis and Declassification of
t Intelligence Records established
1995 May 26 : Presidential Advisory Committee of Gulf War Veteran's
t Tlinesses established
1995 August 7 : IOM Committee on the Comprehensive Clinical
'
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56 ADEQUACY OF THIE CCEP: NERVE AGENTS
Date : Significant Event
1996 January : IOM Committee on the Comprehensive Clinical
1 Evaluation Program’s final report submitted to DoD
1996 March : DoD relcases report, “The Possible Role of Vaccine
1 Adjuvants in Persian Gull War Veterans lliness™
1996 March 11 : Congressional hearings held on “Status of Efforts to
| Identify Persian Gulf War Syndrome Part I”
1996 March 28 : Congressional hearings held on “'Statug of Efforts to
1 Identify Persian Gulf War Syndrome Part 11”
1996 June 21 : DoD announces that suspected chemical weapons might
i have been at the Khamisiyah Ammuni(ion Storage
: Depot (300-400 U.S. troop potentially éxposed to nerve
| agents)
1996 June 25 | Congressional hearings held on “Status of Efforts to
1 Identify Persian Gulf War Syndrome Part 11
1996 August 2 : CIA releases report on Intelligence Related to Gulf War
1 Hliness
1996 August 4 : DoD releases report on “Coalition Chemical Detectons
1 and Health of Coalition Troops in Dectection Area™
1996 August 8 : DoD releases “Report on Possible Effects of
1 Oganophosphate ‘Low-Level” Nerve Agent Exposure™
1996 September 4 : DoD releases CCEP Database for Independent Scientific
1 Investigation
1996 September 19 : Congressional hearings held on “Status of Efforts to
t Identify Persian Gulf War Syndrome Part IV"
1996 September 19 : DoD revises estimate of number of troops potentially
1 exposed to nerve agents to 5,000
1996 October 2 : DoD revises estimate of number of troops potentially
1 exposed to nerve agents to 15,000
1996 October 22 : DoD revises estimate of number of troops potentially
| exposed to nerve agents to 21,000
1996 November : Special Assistant to Gulf War Veterans lllnesses
1 appointed
1996 November : Special Assistant to the President for Gulf War Veterans
1 Hinesses appointed
1996 December : Second IOM Committce to Review DoD's
1 Comprehensive Clinical Evaluation Program established
1996 December 10 : Congressional Hearings held on “Status of Efforts to
1 Identify Persian Gulf War Syndrome Part V"
1996 December 31 ! Presidential Advisory Committee submits its final report
1997 January 9 : Senate hearings held on “Persian Gulf War llinesses”
1997 January 21 | Congressional hearings held on “Status of Efforts to
f

Identify Persian Gulf War Syndrome Part VI™
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Statement of Daniel J. Clauw, M.D., Associate Professor of Medicine,
Chief of Reheumatology, Immunology and Allergy, Georgetown University
Medical Center

BACKGROUND. My name is Daniel Clauw. | am an Associate Professor of
Medicine and Orthopedics, and the Chief of Rheumatology, Immunology, and Allergy,
at Georgetown University Medical Center. | have been involved in both research and
the clinical care of persons afflicted with a number of ill-defined and poorly understood
medical conditions, which include fibromyalgia and chronic fatigue syndrome. | have
both an Army grant and an NIH grant to study these conditions. My opinion, which is
shared by many others in these fields, is that the illnesses which have affected Persian
Gulf veterans are not unique to persons deployed to the Persian Gulf, but instead are
the same as those which occur commonly in the population. | will review the reasons
for these opinions, as well as suggestions for better dealing with patients who suffer
from these disorders.

DEFINITION OF FIBROMYALGIA AND CHRONIC FATIGUE SYNDROME.
Fibromyalgia is a disorder defined by the presence of diffuse musculoskeletal pain, and
by the finding of widespread tenderness on physical examination. In addition to diffuse
pain, individuals with fibromyalgia typically also suffer a number of other symptoms
including fatigue, weakness, and memory problems. Although fibromyalgia is the most
common rheumatic disease in individuals below the age of 60, affecting at least 2% of
the population, { suspect many of you have not even heard of this disorder. Yet, | am
certain that all of you know individuals who suffer from this condition, although many of
these persons have not yet been appropriately diagnosed or treated.

Chronic Fatigue Syndrome is a syndrome characterized by the presence of
severe, persistent fatigue, as weil as a number of other symptoms such as muscle and
joint aches, memory problems, poor sleep, etc. Again, this iliness probably affects
about 1% of the population, but you also may be unfamiliar with this condition.

Although fibromyalgia and Chronic Fatigue Syndrome are defined quite
differently, it turns out that most people who meet criteria for one of these illnesses also
meet criteria for the other, suggesting that these disorders represent different ends of
the same spectrum, rather than discrete ilinesses.

Somatoform disorder is yet another term used to describe persons who display

this constellation of symptoms. Although  dislike this label, this is a psychiatric term
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that has been used to describe individuals who display muitiple differsnt types of
symptoms, but no *physical” cause can be found for these complaints. And once
again, many individuals who meet criteria for fibromyalgia or Chronic Fatigue
Syndrome will also meet criteria for somatoform disorders, and vice-versa.

The Venn diagram below displays the overlap between fibromyalgia, Chronic
Fatigue Syndrome, and somatoform disorders, and also shows that most individuals
who returned from the Guif War with unexplained symptoms will also meet criteria for
one or more of these other disorders.

Thus, aithough these symptom compiexes go by a variety of semantic terms,
most involved in the study of these conditions feel that these conditions are one large
spectrum of illness. The symptoms and findings in individuals with the Persian Guif
Syndrome are the same as those of persons {abeled with these other conditions, except
that the Persian Guif Syndrome patients developed these problems during or after to
deployment to the Guilf War.

WHY ARE THESE ILLNESSES NOT RECOGNIZED, AND DIFFICULT TO
DIAGNOSE? One of the reasons for incomplete recognition of these conditions is that
this symptom complex is given many different names, and many different attributions.
Another reason is that there are no blood tests or other diagnostic studies which are
predictably abnormal in persons with this illness. Because of this, these conditions are
diagnosed on the basis of symptoms, and by excluding other medical problems which
can cause the same types of symptoms.

Ancther significant problem with the recognition and acceptance of fibromyalgia
and related conditions is that these illnesses in general have become known as
“psychosomatic™ conditions. All of these conditions are either triggered or exacerbated
by a variety of physical, immune, or emotional stressors, and there is likely a common
underlying cause or causes for this entire spectrum of iliness. Unfortunately, the root
causes for this spectrum of iliness are not presently known.

The link to emotional stress, and the fact that at present we have no blood test
or other objective diagnostic tests that can verify the presence of these conditions, has

led some to contend that these ilinesses “are all in the head.” Waell, in fact, the most
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recent research into these conditions suggests that these illnesses really do begin in
the head, but that instead of these being primary psychiatric conditions, these entities
are characterized by dysfunction of various components of the central nervous system.

Although our incomplete understanding of the precise mechanisms which lead to
symptoms in these disorders should not lead to treating this group of patients differently
than those with ilinesses we understand better, this is commonly done. Furthermore,
the fact that these conditions can be either initiated or exacerbated by stress should not
be viewed by either patients or physicians as a negative factor, since we now know that
nearly all ilinesses, including cancer and coronary artery disease, can likewise be
profoundly affected by stress.

Finally, the relationship between these disorders, and psychiatric conditions,
needs to be clarified. Many individuals with fibromyalgia and related conditions will
have also have concurrent psychiatric diagnoses. However, in most cases, the
psychiatric diagnosis is not the primary problem. In most cases, the individual has
developed a mood disorder such as depression or anxiety disorders as a result of the
physical symptoms.

THE PROBLEM WITH CONSIDERING THESES ILLNESSES AS PSYCHIATRIC
CONDITIONS. In clinical practice, telling an individual with this type of iliness that it is
“all in their head,” or that there is no “organic” basis for their symptoms, will always lead
to frustration and a sense of abandonment by that individual. It is not difficult to see
why many of the veterans with these illnesses, as well as their families and advocates,
have become so frustrated with this vicious cycle of no diagnoses, no effective
treatment, and psychiatric attribution of symptoms.

This may be of little consolation to the Gulf War veterans, but millions of
Americans are struggling with all of these same issues on a daily basis when they are
seen with these same syndromes in the private sector. Thus, we should be careful not
to place the blame regarding the inadequate treatment of these individuals solely on
the VA or military hospitals. It is actually a much larger problem with our entire medical

system.
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WHY WOULD GULF WAR VETERANS DEVELOP FIBROMYALGIA AND
RELATED CONDITIONS? Why and how could this happen? There seem to be a
variety of physical, immune, and emotional stressors that are capable of triggering or
exacerbating this entire spectrum of illness. Physical trauma such as motor vehicle
accidents, immune stressors such as infections, and emotional stressors of virtually any
type are the best described triggers of this fibromyalgia and related illnesses.
Individuals deployed to the Persian Gulf may have been exposed to any or all of these
types of stressors. | am aware that there is an ongoing debate regarding the potential
role of biological, chemical, or toxins in the development of these symptoms. | feel that
these questions remain unanswered at present, so | will not offer opinions about
whether these types of environmental exposure may have played a role in causing
symptoms in some of the veterans. However, from a biological standpoint it is quite

/ausi il i n fri i
environmental exposures. Also, studies suggest that the risk of developing these
symptoms had little to do with where in the Persian Gulf an individual was deployed.
And this same set of symptoms has occurred after nearly every confiict that the U.S.
has been involved in, although different names have been used to describe the
symptoms. Thus, if specific environmental exposures are involved in the development
of these ilinesses, they probably play a minor role.

IF THESE INDIVIDUALS SUFFER FROM FIBROMYALGIA AND CHRONIC
FATIGUE SYNDROME, WHAT SHOULD WE DO NOW? Once an individual develops
fibromyalgia or a related disorder, it does not appear to matter what triggered the
iliness; the treatment remains the same. In fact, this focus on causation is not only
unlikely to be of benefit, but may actually be harmful. Instead, it is more important that
patients, health care providers, and policy makers begin to focus on better
understanding this entire spectrum of illnesses, and to use our existing knowledge
regarding these entities to develop muiti disciplinary treatment programs for afflicted
persons.

Types of therapy which have been demonstrated to be effective include low

doses of tricyclic drugs, graduated low-impact aerobic exercise programs, and
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cognitive-behavioral therapy. Cognitive behavioral therapy is an educational program
that focuses on changing the individual’s lifestyle and behaviors to better adapt to this
iliness. Other types of therapy may be effective but have yet to be proven so in double-
blind, placebo-controlled trials.

My personal experience is that in some cases the VA Medical Centers are not
well-versed in the treatment of these conditions, perhaps in part because these
illnesses occur more frequentiy in females (and so few women are seen within the VA
system), and perhaps because there is a cultural bias within the VA system to quickly
refer these patients to psychiatrists. If a physician or other health care provider does
not believe that these individuals are suffering from a real disease, they will likely be
ineffective in treating this group of patients. )

| will end by giving a few discrete recommendations:

© Much more funding is needed for research into these conditions. The
problems regarding the diagnosis and treatment of Persian Guif veterans are a
symptom of a much [arger problem in this country. Amazingly enough, despite the very
high prevalence of these ilinesses in the population, the aggregate amount of yearly
funding for these conditions through all institutes at the NiH, and through other sources
such as DOD, may perhaps reach 20 million dollars. This spectrum of iliness costs the
government alone billions of dollars in lost productivity, disability, and health care
costs. The costs to the private sector are much larger.

Most of the research to date has focused on what caused the Persian Gulf
Syndrome. Although this is needed, there needs to be a greater focus on
understanding the physiology of these types of illnesses, and developing more effective
treatments.

e Most of the experts on these types of illnesses in this country are not in the
VA or military systems. The VA and DOD have reached out into the private sector to
ask the advice of individuals who have expertise in these disorders, and this needs to
continue.

o Continue to take these veterans seriously. The physical and emotional toll of
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this type of iliness is great, and these individuals developed these problems while
serving our country. View with skepticism anyone who might assert that because there
are no abnormalities on these individuals’ blood tests, x-rays, or other diagnostic
studies, that there is nothing wrong, or that the individual is suffering from a psychiatric
condition. It is arrogant of us as scientists to feel that because we cannot precisely

define a problem, it doesn't exist.
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Invited speaker, Institute of Medicine, “Difficult to Diagnose and ill-Defined
Conditions”

Conference Organizer, “Meeting of Federal Researchers on Persian Guif
Veteran's llinesses, Ft. Detrick, MD; invited presentation, “Overview of
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Invited Speaker, University of Virginia Rheumatology Grand Rounds,
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Update on the Pathogenesis and Treatment of Fibromyalgia”
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Administration Endocrinology and Metabolism Division
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6/90 "Treatment of the Eosinophilia Myalgia Syndrome" Los Alamos Conference
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Mr Chairman and Members of the Committee:

Thank you for this opportunity to speak to you about the Gulf War Health Center
We at the Gulf War Health Center are honored and appreciative that vou have asked to
hear about the treatment we use to help veterans experiencing persistent physical
symptoms after their service in the Persian Gulf 1am a veteran of the Gulf War, having
served as the Division Psychiatrist in the Army’s First Cavalry Division, and I have
research and clinical expertise in the treatment of persistent, unexplained physical
symptoms. If I may, I would like to thank LTG Ronald Blanck, The Surgeon General,
Army, for endorsing the Gulf War Health Center’s initial charter in early 1995 when he
was the Commanding General of Walter Reed Army Medical Center and MG Leshe
Burger, the current Commanding General at Walter Reed Army Medical Center, for their
continued support of the center. Indeed, all of us who work at the Gulf War Health
Center are thankful to the entire Army Medical Department for the opportunity to provide
this unique health service for veterans of the Gulf War. Mostly, we thank the veterans
themselves for their service to the country.

The purpose of my testimony today is to: 1) to present the history of the Gulf War
Health Center, Walter Reed Army Medical Center’s program for evaluating and treating
Gulf War related health concerns; and 2) to describe the Gulf War Health Center’s
Specialized Care Program, a partial hospital program providing intensive treatment to
individuals with persistent, disabling Gulf War related physical symptoms that employs

methods used in chronic pain centers internationally.

Brief History of the Gulf War Health Center’s Specialized Care Program.

On August 2, 1990, Iraq launched a surprise invasion of the oil rich neighboring
nation of Kuwait. This marked the beginning of a rapid overseas deployment of US and
other armed forces. Eventually nearly 697,000 U.S. troops served in the Persian Gulf Six
weeks of US and coalition bombing of Irag commenced on January 16, 1991 and was
followed by a 4-day ground war. Troops faced a range of environmental exposures during

the conflict and its aftermath, including smoke from burned excrement, oil well fires, diesel
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exhaust, toxic paints, pesticides, sand and other particulates, depleted uranium, infectious
agents. chemoprophvlactic agents, immunizations, and chemical/biological warfare agents

Subsequent reports suggested that some veterans and their families were
experiencing persistent symptoms since returning from the Persian Gulf. Some suggested
the emergence of a specific syndrome involving fatigue, aches, pains, rashes, headaches,
dizziness, and concerns were raised regarding congenital anomalies among family
members. To investigate further, Department of Defense (DoD) and the Department of
Veterans Affairs (DVA) initiated registries of symptomatic Gulf War veterans. In June,
1994 DoD tnitiated the Comprehensive Clinical Evaluation Program (CCEP), a centrally
coordinated and DoD-wide health care program designed to provide rapid, accessible. and
expedited clinical assessments for Gulf War veterans with Gulf War related health
concerns. The Gulf War Health Center was initiated at Walter Reed Army Medical Center
to coordinate CCEP activities among the 23 Army, Navy, and Air Force medical facilities
in the Northeast portion of the U.S | to perform tertiary care CCEP evaluations for the
region, and to complete primary CCEP assessments for those in the immediate Walter
Reed vacinity.

CCEP findings were subsequently presented to the Institute of Medicine in a series
of reports. Particular attention focused on a subset of about 10-15% (the fraction has
fallen over time) of CCEP patients with incompletely explained physical symptoms. In
December of 1994, DoD decided that a multidisciplinary treatment program was needed
to help Gulf War veterans with persistent physical symptoms, and in March of 1995 the
Specialized Care Program treated its first patients at the Gulf War Health Center. In May,
1995 a panel of experts on the multidisciplinary treatment of individuals with chronic pain
was convened, and the Specialized Care Center methods were reviewed and refined.
Currently, the Specialized Care Program is the only treatment program offering this
multidisciplinary chronic pain treatment approach tailored to the needs of those with

persistent Gulf War related physical symptoms.
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Mission, Objectives, and Description of the Specialized Care Program.

The mission of the Specialized Care Program is to provide a multidisciplinary
treatment program, the Specialized Care Program, for people with persistent Gulf War
related physical symptoms. The broad objectives of the Specialized Care Program are to
help those with persistent Gulf War related physical symptoms reduce those symptoms
and improve their quality of life, functional status, and occupational performance. More
specifically. the Specialized Care Program works with each individual to:

1) maximize control over symptoms through the formulation and initiation
of an individualized wellness plan;

2y significantly reduce overall symptomatology;

3) improve morale and mood;

4) maximize active coping with persistent and disabling physical symptoms:

5) develop a consistent, primary care-based follow-up plan;

6) address psychosocial contributors to symptom-based disability,

7) improve relationships with health care providers and significant others;
and

8) reduce excessive and potentially harmful use of the health care system.
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Figured. The Specialized Care Program is organized around 3 conceptual
rehabilitative teams with overlapping objectives and staffing

The Specialized Care Program emphasizes comprehensive, multidisciplinary
collaboration aimed at reducing persistent symptoms and associated functional
impairment. Family involvement is extremely important, and extra efforts are taken to
maximize their collaboration with the health care team (e.g., paid travel, long distance
telephone assessment). Specialized Care Program patients work closely with an internist
and a health psychologist. Other members of the health care team include a physiatrist,
occupational therapist, physical therapist, fitness trainer, wellness coordinator, clinical
social worker, and a nutritionist. A range of medical specialists such as occupational
medicine, preventive medicine, infectious disease, and others are available for consultation
depending on a given patient’s estimated medical needs.

The Specialized Care Program staff can be divided conceptually into three
overlapping teams, each oriented to an aspect of the patient’s health and rehabilitation
needs: the medical team, the physical team, and the psychosocial team. (figure 1) The
medical team is primarily concerned with evaluating each patient for the presence and
severity of diseases and to make certain that patients’ are medically appropriate for the

Specialized Care Program. Given the Specialized Care Program emphasis on chronic
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symptoms, it 1s imperative to make sure that patients are not suffering from acute or
unstable illnesses. The medical staff also thoroughly explain patients’ medical status and
review completed medical testing with them. The physical team helps patients initiate an
exercise program individualized to their unique musculoskeletal and medical limitations
and exercise history. Exercise is the cornerstone of treatment for many patients. It allows
them to develop stamina and control over their health concerns and to minimize the impact
of symptoms on their functioning. The psychosocial team offers various kinds of support
during the treatment process. Typically, bothersome symptoms wear patients down,
reduce the quality of their relationships, and diminish morale and mood. Similarly,
depressed patients may dwell more on their symptoms, experience more symptoms, and
lack energy to function through their symptoms. Psychosocial team staff offer various
types of support, therapy, and counseling as patients request and need it. The psychosocial
team is also responsible for coordinating the educational portion of the Specialized Care
Program. Participatory seminars (see table 1) encourage education and discussion
designed to help patients improve their use of the health care and disability compensation
systems, communications with providers, their understanding of persistent symptoms, and
their knowledge of what is currently known about Gulf War health issues. Anticipating

obstacles to aftercare is also an important task of the psychosocial team.
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Table 1. Common seminar topics given for participants in the Specialized

Care Program

+ Orentation & overview
» lliness senes
- Disease and iliness
- Acute and chronic iliness
— Miness, beliefs. & behavior
- Hiness, mood. & anxiety
« Users' Guide to
- Your doctor
- Prescripton meds
~ Disability compensation
— Medical labs & tests
+ Learning about your body

Learning about body (cont'd):

- The nervous system

- impact of diet on symptoms

— Review of common symptoms
- Guif War exposures & heaith

Strategies for coping with iliness

~ Overcome iliness flares
- Pacing yourself

- Sleep hygiene

~ Setting realistic goals

— overcoming inactivity

- Relaxation techniques

- Actvity and morale - Problem-solving
-~ Communication skills

Bringing The Parts Together.

Each week of the Specialized Care Program has a slightly different emphasis. The
first week emphasizes medical reassessment and trust and rapport-building between staff
and patients. Many patients enter the program concerned that there is a conspiracy to
invalidate the physical reality of their health concerns. Other patients simply feel that
previous providers have minimized thetr concerns, blamed them for their problems, or
suggested their symptoms are psychological. Because of this, substantial effort is taken to
listen to the patients’ concerns and reassure them that we know that their symptoms are
real. By week two, patients are feeling more comfortable discussing the ways their
physical symptoms limit their lives and cause them emotional discomfort. Week three

emphasizes behavioral coping, goal setting, and discharge planning.
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Table 2. An example of patients' daily schedule for patients during the
Specialized Care Program

0600 Individualized Fitness Training
0700 Hygiene and Breakfast
0800 Participatory Seminar
0900 Occupational Therapy
Individual Therapy
to Physical Therapy
Physician
1130 Team Rounds
1200 Lunch
1300 Weliness Activities
Medical Tests PRN
to Physical Therapy
Nutrition Therapy
1500 Medical System Review Group

Table 2 displays the patient schedule for a typical Specialized Care Program day.
The day begins with individualized physical training followed by shower and breakfast.
After breakfast, patients meet together with one or more of the staff for the morning
meeting and participatory seminar. Patients can use this forum to address any pressing
issues. The rest of the morning and the early part of the afternoon is scheduled with
various providers according to each patient’s treatment needs. The afternoon sesston
closes with Medical Systems Review group followed by an hour with the wellness
coordinator for practicing wellness strategies such as relaxation techniques.

Morning and afternoon is broken by rounds and funch. The basic purpose of
rounds is to develop patients’ treatment plans, to track patient progress, and to keep the
multidisciplinary staff in tune with what one another are doing for each patients. A
multidisciplinary program can undermine itself if providers from different disciplines do
not respect each others’ clinical input. Most days, rounds last 30 minutes and entail brief
‘housekeeping’ visits between staff and patients, followed by staff treatment planning and

coordination. Once weekly, rounds last for an hour without patient participation.
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Table 3. Demographic Characteristics of Specialized Care Program panicipants
compared with ch istics of C. hensive Clinical Evaluation Program
panticipants and all military personnel deployed to the Gulf War.

Specialized Care Program  CCEP Panicipants’ Al Gulf War Veterans

{Mean (£sd) or N (%)) {Mean or %} {Mean or %)
Agpe at the Gulf War 33.3 (2K.3) 26 26
% Female 2027%) 12% 7%
Ethnicity
White 42 (57%) 57% 70%
Black 24 (32%) 2% 23%
Other 8(11%) "% %
Rank
Junior Enlisted 15 (20%)
Non-Commissioned Officer 36 (49%) -
Senior Non-Commissioned Officer 20 (25%)
Commissioned Officer 7 (10%) H% 10%
Service Branch
Army 54 (73%) R % 50%
Navy B (1% 4% 23%
Air Force 3( 4%) 10% ne
Marine R(11%) 4% 15%
Service Status
Active 55 {74%) ¥3% &3%
Reserve/Guard 13 (18%) 13% 17%
Other 6( K%) 4%

Preliminary Data on Health Outcomes.

Since August, 1996, an aggressive outcomes evaluation program has been
developed and piloted. Available medical records were abstracted from past participants
and a computer assisted telephone interview has been developed to obtain longitudinal
data. To date, 84 patients have completed SCP treatment. Once started, only one patient
failed to complete the 3-week program. Table 3 shows demographic data from SCP
patients, comparing them to Comprehensive Clinical Evaluation Program participants and
to the entire group of military personnel deployed to the Gulf War. Compared to these
other groups, SCP patients were older at the time of the Gulf War, and a larger proportion
of SCP patients are female. SCP patients are comparable in ethnic mix to CCEP
participants, but a larger proportion of both SCP and CCEP patients are from various
ethnic minority groups than was the case for all Gulf War veterans. The proportion of
commissioned officers is similar among SCP patients, CCEP patients, and all Gulf War
veterans, Compared to CCEP participants, Air Force personnel are under-represented

among SCP patients, and Navy and Marine Corps personnel are over-represented.
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Table 4. Bascline health status and health care use among Specialized Care Program
panticipants. (daw are for the last 19 SCP patients unless otherwise noled)

Mean (+SD

Serious Undiagnosed lliness Concerns 15/19 (719%)
Number of Disgnoses 5.9 23
Bothersome Symptoms (¥ in Past Month) 10.3 (2 3.2)

CCEP Uiilization:
Ambulatory Visits 16.9(+ 8.2)
Laboratory Tests 55.6 (£28.6)

Radiographic Tests 2.2+ 21
Other Tests 42 3.8
PRIME-MD Screens:
Anxiety Disorder 17 (90%)
Depressive Disorder 13 (68%)
Eating Disorder 6 (32%)
CAGE Criteria 0( 0%)

Reporned Service Use (Past 6-Months)
General Medical Care 12,5 (£25.2)
Mental Health Care 1.6(x 3.7
Alternative Health Care 1.1 3.9)

Reported Medication Fills (Past 6-Months)
Any Prescription Medication 13.1 (x10.9)

Pain Medications 29 2.7
Psychoactive Medications 2.8 (% 4.0

Baseline health status of SCP participants can be found in tables 4 and 5. Even
though patients were selected on the basis of having an inadequate or incomplete physical
explanation for their symptoms, they have still been given nearly 6 ICD-9 diagnoses on
average and as many as 13. Nearly 80% of patients describe concern that they might have
a serious undiagnosed medical condition. Data abstracted from available CCEP records as
well as self-report data regarding recent health care utilization suggests that SCP patients
are high service utilizers, especiaily when one considers that the average patient is only 38
years old. We find clinically that many patients are distressed about their physical
symptoms. Indeed, our research indicators also suggest that many of our SCP patients are
psychosocially distressed. Data from mental illness screening suggests that SCP patients
are often psychosocially distressed. Data from the Brief Symptom Index (BSI) (table 5)
suggests that specific areas of distress are obsessive worry and physical symptom concerns
(obsessive-compulsive and somatization subscales respectively). Patients describe
generally poor functioning at baseline. The SF-36 summary scales of physical and mental

health functioning have been standardized against population norms. For both of these

10
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scales. population mean scores are 50 and the standard deviation is 10. SCP patients
report levels of physical health functioning nearly 2 standard deviations and mental health
functioning nearly | standard deviation fower than population norms.

Tahle §. Indicators of health outcome: Comparison of participant status at exit from
versus at entry to the Specialized Care Progrem.

SCPEnrv SCPExit Mean A Effect Size Significance
Functional Status (SF-36)

General Health 31 33 2.7 02
Physical 49 48 -1.8 -0.1
Social 53 61 6.2 03
Role. Physical 26 33 6.6 0.1
Role. Emotional 48 70 222 04
Pain 42 45 37 0.2
Mental Health S8 68 9.3 0.6 hd
Vitality 30 37 6.7 0.3
SF-36 Summary Scales
Physical Health Functioning 32 30 -0.9 -0.2
Mental Health Functioning 41 48 6.5 0.9 hiad
Physical Health Concerns itelv Index 60 53 -6.7 0.3
Social Support Rating (SSS) 66 74 8.1 03
Distress Ratings (BS
Giobal Severity Index 2] 17 -33 0.6 had
Somatization 30 28 -1.2 0.1
Obsessive-Compulsive 39 34 -3.0 0.2
Interpersonal Sensitivity 15 11 - 3.1 0.3
Depression 17 13 -37 0.4
Anxiety 19 15 -37 0.6 .
Hostility 17 11 -5.8 0.6 .
Phobic Anxiety 1] 9 -22 6.3
Parancia 18 15 -2.2 0.2
Psychoticism 12 8 -3.8 0.8 e

Data on early SCP outcomes suggest that patients’ status improves compared with
status at entry to SCP. Table 5 expresses the mean change from baseline as an effect size
for each outcome measure. Since outcome measures have differing variability, each
measure is adjusted for its degree of variability so as to allow comparisons across different
measures. Effect size is calculated as the mean change from program entry to exit divided
by the standard deviation of the change. If the change is in the direction of improvement,
the effect size is positive. Effect sizes of 0.20, 0.50, and 0.80 are considered small,
moderate, and large, respectively. Of the 22 outcomes measured in table 5, 18 (82%)
suggested at least a small change in the direction of improvement. 2 outcomes showed
large improvements, the summary mental health functioning score of the SF-36 and the
psychoticism scale of the BSI. Indeed, the summary mental health functioning score

approached population norms. Improvements in unusual health beliefs may account for the

11
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improvement observed in the psychoticism domain. Another 5 outcomes suggest
improvements in the moderate range, the BSI anxiety, hostility, and global severity (a
measure of overall psychosocial distress) scales, the global social support scale from the
SSQ, and the mental health scale of the SF-36.

It is noteworthy that physical functioning seems the most refractory to change
during SCP. Small negative changes in the SF-36 physical functioning and summary
physical functioning scales suggest minor decrements may occur in these areas during SCP
treatment. Similarly, only minimal improvement is observed in the SF-36 role functioning-
physical scale (i.e., the extent that physical health problems impaired one’s ability to
perform in various social and occupational roles). Individualized and gradual physical
conditioning is a cornerstone of SCP treatment. During the 3-week program, patients are
equipped with a conditioning plan. If the plan is too aggressive, patients become more
symptomatic and do not adhere to the plan. Goals must be set and gains consistently
realized over a long period, 6 months to a year, before meaningful change in physical
functioning parameters can be realized. We are currently collecting follow-up data every 3
months for 2 years to determine the time-course of treatment response.

These pilot data suggest that there is sound basis to suspect that a multidisciplinary
multifaceted intensive outpatient treatment like SCP can and is benefiting individuals with
persistent post-deployment physical symptoms. The data presented, however, have
important limitations. Findings may be confounded by the passage of time (i.e., patients
may simply improve over time). Similarly, nonspecific elements of the intervention, such
as performing long outcome assessments, may impact on findings. Therefore, we have
proposed to evaluate the medical and cost effectiveness of this treatment using a
randomized design comparing SCP to usual medical care. This grant proposal was
submitted to the US Army Medical Acquisition Activity on April 30, 1997. If the project
is found to be designed well and is funded, the money is expected to be available in the

first quarter of fiscal year 1998.

12
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ERbw

Mr. Chairman and Members of the Subcommittee:

[ welcome this opportunity to discuss VA’s medical management of Persian Gulf War

veterans having difficult to diagnose or ill-defined conditions.

Before commenting on the specific subject of today’s hearing, I will take this opportunity
to refresh your memory about VA’s overall response to Gulf War veterans’ healthcare
needs, describing specific elements of our approach to the diagnosis and treatment, as well

as research, of the illnesses of these veterans.

BACKGROUND

On August 2, 1990, Saddam Hussein invaded Kuwait, and American military personnel
were deployed to Southwest Asia soon thereafter. Ultimately, nearly 700,000 U.S. troops

were deployed to the Persian Gulf in Operations Desert Shield and Desert Storm.

It was clear to the military leaders planning this action that military personnel engaged in
these actions would be exposed to a variety of risks. A number of preventive measures
were taken for the purpose of protecting them from biological and chemical weapons;
these measures included the administration of pyridostigmine bromide and special

vaccinations. After months of tense military build-up in a stark and hostile desert
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environment, coalition military forces fought a successful air war, followed by a four-day

ground war.

For some Gulf War military personnel, however, the trauma and pain of war did not end
with the ceasefire. Veterans returned home, and began to come to VA for help with a
variety of symptoms and illnesses. They reported a long list of environmental exposures
which occurred during their service in the Gulf War. We listened to the veterans’
concerns and utilized the increasing knowledge gained to design and implement special

healthcare programs to serve their needs. These special Persian Gulf War programs are a

supplement to the comprehensive healthcare services VA provides for the nation's

veterans of other conflicts.

VA’s Persian Gulf Registry health examination program was the first component of VA’s
comprehensive Gulf War response. VA developed the Registry in 1991, and implemented
itin 1992. Persian Guif War health programs in the days soon after the war were given
high priority. Of note, the Persian Gulf Registry was not intended or designed to be a
scientific research study. Neither was it designed to be a “stand-alone” healthcare
program, nor to provide longitudinal follow-up to Gulf War veterans. It was never
envisioned to be a mechanism to monitor health outcomes. Instead, the Registry was
established primarily to assist Gulf War veterans gain entry into the continuum of VA care
and to act as a health screening database. As such, VA staff are instructed to encourage all

Gulf War veterans, symptomatic or not, to get 2 Registry examination.

VA's Persian Gulf War Registry serves a valuable function. but it also has significant
limitations, including providing information only on a self-selected population and being a
single evaluation of veterans examined over a variable time period since their Gulf War

service.
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Since the Registry examination program was initiated, VHA’s Gulf War programs have
grown to encompass a comprehensive approach to health services, addressing relevant
medical care, research, and educational issues. In 1993, at the request of VA, Congress
passed legislation later enacted as Public Law 103-210, giving Persian Gulf War veterans
special eligibility (priority care) for VA healthcare. This law gave VA the authority it
requested to treat Gulf War veterans who have health problems which may have resulted
from an environmental or hazardous exposure during Gulf War service. VA now provides
Gulf War Registry health examinations and hospital and outpatient follow-up care at its
medical facilities nationwide, specialized evaluations at four regional Referral Centers,
and readjustment and sexual trauma counseling to Gulf War veterans. To date, more than
66,000 Gulf War veterans have completed Registry examinations; more than 1.8 million
ambulatory care visits have been provided to 191,000 veterans; more than 19,000 veterans
have been hospitalized at VA medical facilities; nearly 400 veterans have received
specialized Referral Center evaluations; and more than 74,000 Gulf War veterans have

been counseled at VA’s Vet Centers.

REGISTRY EXAMINATIONS

Gulf War veterans participating in the Registry examination program have commonly
reported that they suffer from a diverse array of symptoms, including fatigue, skin rash,
headache, muscle and joint pain, memory problems, shortness of breath, sleep
disturbances. gastrointestinal symptoms, and chest pain. These muitisystemrsymptoms
have been treated seriously, and veteran patients have received medical evaluations, as
appropriate. Of particular note, 12 percent of the VA Registry examination participants
have had no specific health complaints but, have wished to participate in the examination
because they were concerned that their future health might be affected as a consequence of
their service in the Persian Gulf War. Overall, while 26 percent of the Registry
participants rated their health as poor, 73 percent receiving this examination reported their

health as all right to good. To date, the diagnoses received by Registry participants do not
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cluster in one organ system or disease category. Instead, the diagnoses span a wide range
of illnesses and diagnostic categories. This data has been provided to the Subcommittee

on a number of occasions.

Only a minority of symptomatic Gulf War veterans who have been evaluated in the VA
Registry have unexplained illnesses. Depending on the particular nomenclature used,
between 10-25 percent of veterans from the Registry who have been examined have been
found to have unexplained illnesses. While some symptoms of Guif War veterans are
difficult to diagnose and remain unexplained, there is consensus among government and
non-government physicians and scientists alike that current evidence does not support the
commonly held lay impression that these illnesses represent a single. unique illness that
can explain every Gulf War veterans symptoms. As such, the unexplained illnesses of

Guif War veterans do not meet the clinical definition of a medical syndrome, per se.

As previously stated, the majority of Gulf War veterans have a wide spectrum of
diagnosed medical conditions. The overall frequency of unexplained symptoms among
Gulf War veterans appears to be about the same as in a general medical practice (i.e., a
non-VA or non-military general medical practice). I should stress. however. that this in no
way diminishes the importance of these health problems or the intensity or type of
evaluation the symp.tomatic person receives at VA facilities. Also, does this mean that
care for Gulf War veterans with diagnosed or undiagnosed illnesses has been ignored by

VA? The answer is absolutely no.

We recognize that the wide variety of medical conditions diagnosed in Gulf War veterans,
and the lack of a unique Gulf War Syndrome per se has created a significant set of
challenges for VA clinicians. We believe that Gulf War veterans who seek care from VA
are suffering from genuine illnesses and, as indicated already, we are providing a

substantial amount of healthcare and treatment for these veterans.
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TREATING AND MANAGING PERSIAN GULF WAR VETERANS’® ILLNESSES

This Subcommittee has asked that I address the Department’s efforts to treat and manage
the relatively small group of veterans having ill-defined health problems, as well as VA’s

evaluative findings regarding the treatments provided.

The difficulty VA has with monitoring and evaluating the results of treatment and
precisely determining the outcomes of our healthcare efforts are directly related to the lack
of a single consistent, definable medical condition in Gulf War veterans. Approximately
75 percent of symptomatic Gulf War veterans in our Registry who have been examined

have had their condition definitely diagnosed and treated. Treatments are based on the

best contemporary medical knowledge and are tailored to the individual veteran’s
complaints and symptoms. There is no cookbook or formula approach to treatment that
will give relief to every Gulf War veteran who is treated. We must rely on the clinical
skills and best medical judgment of VA’s physicians and other practitioners. VA
clinicians must also carefully evaluate the latest and best available therapies for “symptom
syndromes” such as chronic fatigue syndrome and fibromyalgia that are seen in a number
of Gulf War veterans. We encourage the use of innovative and non-traditional forms of
therapy, although specific treatments employed remain the prerogative of the treating
clinician. We use both monitored clinical and research approaches to obtain the maximum
information from our efforts. These ill-defined symptoms provide equal challenges to VA
and non-government healthcare providers alike. Treatments provided by VA healthcare
providers meet the high standards that we set for VA healthcare in general. The quality of
care for veterans, including Guif War veterans is subject to continuous external and

internal peer-review and scrutiny.

Your questions do raise some significant issues that have been a source of frustration to
VA healthcare providers and to me personally. We have heard testimony, listened to

statements made in veterans forums, and heard from veterans one-on-one in our
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examination rooms around the nation. Some Gulf War veterans are dissatisfied with the
availability of or access to VA care. Others complain about the continuity of their
healthcare. Still others rate individual clinicians highly, but are very frustrated that they
have symptoms from an uncertain cause. We share these frustrations and have tried to

restructure services to deal with these issues.

As you know, the Veterans Health Administration is undergoing a massive reorganization.
We are in the process of transitioning from a predominantly inpatient system to an
outpatient-based healthcare delivery system. We are implementing primary care teams
nationwide for every veteran, including Gulf War veterans. It has been our judgment that
primary care would be helpful in providing both better access to and continuity of
healthcare. On the other hand, primary care teams have not always provided an acceptable
solution for some veterans with complex medical problems. Many of these veterans, and
certainly the most complex Gulf War cases, need a system of care which utilizes case
management. This is one of the reason that increased case management will be targeted in
our VISN Director performance contracts. We believe that case managed care should be
an integral part of VA’s healthcare delivery system, if not the foundation of the system
since VA treats so many patients with complex medical and socioeconomic conditions.

As we move forward in these areas, we will keep the Committee informed of our progress.

While VA has been a leader in the development of veterans healthcare programs,
improvement of understanding concerning PGW health issues and dissemination of
knowledge on Gulf War-related health issues, and while we believe that our programs
have been well designed, we also know that they are neither uniformly delivered nor

perfect. We also recognize that some veterans have not received the kind of reception or
care at VA medical facilities that we can be proud of. To both you and those veterans |
pledge that the Veterans Health Administration (VHA) is working diligently to improve

their satisfaction with our services.
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In this regard, VHA has established quality monitors and performance standards for the
Registry program. In February, [ established Service Evaluation and Action Teams
(SEATs) within the Veterans Integrated Service Networks to evaluate and improve
healthcare delivery and customer satisfaction. The SEATS are envisioned to first address
Gulf War veterans and, if successful, later be used for other programs. VHA has also
developed a new customer satisfaction survey which over-samples Gulf War veterans.
This survey will, for the first time, provide us the opinions of Guif War veterans. The
survey will produce adequate statistical power from which to draw valid conclusions about
these data. These programs will allow us to collect data for quality improvement of VA

programs and support our goal of providing the highest quality care to veterans.
EDUCATION

In order to keep our healthcare providers well informed about the latest developments
related 10 Gulf War veterans, VA has utilized a wide array of communication vehicles,
including periodic nationwide conference calls, mailings. satellite video-teleconferences
and annual on-site continuing medical education (CME) conferences. In 1995 and 1996.

we broadcast teleconferences on undiagnosed illnesses and on the evaluation and

management of chronic fatigue syndrome. A 1996 CME conference was comprised of
workshops focused on evaltuation and management of common symptoms and medical
conditions identified in Gulf War veterans. The latest national Persian Gulf War CME
conference was held on June 3-4, 1997, in Long Beach, California; it was judged by

participants as being highly informative and useful.

VA’s past internal educational efforts have been primarily aimed at developing a dedicated
cadre of well-informed Registry physicians and staff, who in tum provide a source of
education and consultation to other healthcare providers at their facilities. However, with
the advent of primary care and the growing recognition that the health problems of Gulf

War veterans span ail medical subspecialties, we believe VA needs to expand its
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educational programs. We see an opportunity to improve the understanding of Gulf War-
related health issues by other medical personnel. Our goal is that ail VA healthcare
providers will have a working understanding of Gulf War exposures and health issues and
will be able to discuss with their Gulf War patients how these issues could impact on their
current or future health status. In order to meet this challenge and continue to improve our
programs, the Veterans Health Administration has developed and will publish a self-study
Persian Gulf CME program for every VA physician this year. We will make this available
to non-V A physicians, at cost, as well. The Presidential Advisory Committee found that
our Registry and Referral Center personnet were indeed knowledgeable and well-informed
about all aspects of Persian Gulf War veterans’ health issues. However, they opined that
education of healthcare providers not directly involved in the Registry program and VA's
risk communication efforts should be enhanced and augmented. VA agrees, and efforts to

accomplish this are already underway.
RESEARCH

In order to get the best assessment of the health status of Gulf War veterans, a carefully
designed and well executed research program is necessary. VA, as lead agent for
federally- sponsored Persian Gulf War resee;rch programs, has laid the foundation for such
a research plan. Under the auspices of the Persian Guif Veterans Coordinating Board's
Research Working Group, VA has developed a structured research portfolio to address the
currently recognized, highest priority medical and scientific issues. More than 90 research
projects are in progress and or have been completed. We continue to search for answers
and to expand our understanding of the complex array of issues related to Gulf War

veterans’ illnesses.

VA’s own research programs related to Gulf veterans’ illnesses include more than 30
individual projects being carried out nationwide by VA and University-affiliated

investigators.
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After initiating a nationwide competition in 1993 VA established three Environmental
Hazards Research Centers in 1994. All three Centers are carrying out projects which
address aspects of the potential adverse health outcomes of exposure to a wide variety of
hazards, including chemical warfare neurotoxins. In 1996, we established a fourth center
at the Louisville VAMC for investigation of adverse reproductive outcomes. In addition,
VA’s Environmental Epidemiology Service has completed an initial Persian Gulf Veterans
Mortality Study and has begun a long-term mortality study. The VA National Health
Survey of Persian Gulf Veterans and Their Families is being carried out by the VA’s
Environmental Epidemiology Service. Phase I, a postal survey of 15,000 Gulf War
veterans and a comparison group of 15,000 Gulf era veterans, was completed in August
1996. The questions on this survey asked veterans to report heaith complaints, medical
conditions, and possible exposures to a wide variety of possible environmental agents,
including potential nerve gas or mustard gas exposure. Phase II will consist of 8,000
telephone interviews and a review of 4,000 medical records. Phase II will address the
potential for non-response bias, provide a more stable estimate of prevalence rates for
various heaith outcomes, and verify self-reported heaith outcomes in medical records. The
Phase [II examination protocol for the examinations of veterans and their family members
is in final planning stages. Details of these and other government-sponsored research

studies are included in the report Federally Sponsored Research on Persian Gulf Veterans

Illnesses for 1995. Copies of this report and its update have been previously provided to

the Subcommittee.

Lastly, you asked that I discuss current or planned VA research regarding health outcomes
associated with particular approaches to treatment or management of the health problems
of Gulf War veterans. Research on Gulf War health issues has proceeded according to an
orderly and coordinated strategic plan. It has progressed from initial descriptions of
individual veterans’ health problems, to cluster investigations, to descriptive epidemiology
studies and basic science investigations of the potential adverse health effects of specific

exposures which occurred during Guif War service. While these efforts represent a



152

reasonable approach and a good beginning, I have asked VA’s Research Service to take a
completely fresh and comprehensive look at these issues in light of the growing realization
of the complexity of the medical issues involved. This new effort will be fully

coordinated with the Persian Gulf Veterans Coordinating Board.

Specifically, first I have asked them to develop a research strategy for studying the health
effects of low-level exposure to chemical warfare nerve agents. During March of this
year, VA sponsored an international conference on the health effects of low-level exposure
to chemical warfare nerve agents. The findings and conclusions of this conference will
play a key role in the development of our research strategy. Low-level chemical exposure
issues are of great importance to veterans of the Gulf War, as well as to the entire U.S.
population. I also believe it is essential to bring together a multi-disciplinary interagency
group of experts to focus on finding innovative solutions to these perplexing issues.
Further, I agree that it is now appropriate for research to look at reatments for those
conditions that occur in Gulf War veterans for which a case definition exists and which.
therefore, lend themselves to prospective research studies (for example chronic fatigue
syndrome and fibromyalgia), even though the occurrence of such conditions may not be
widely supported by medical scientists. Finally, I have asked the Office of Research and
Development to provide increased focus on outcomes research for Gulf War and other

veterans.

A question that naturally arises is whether there are effective ways of treating
undiagnosed, symptom-based illnesses which may not have measurable physiologic
findings. In the traditional view of treatment outcomes research such undifferentiated,
symptom-based illnesses are not amenable to outcomes research because one or all of the
following requirements for a treatment trial are lacking: a clearly defined definition of the
disease, a clearly defined health outcome, and a singie treatment aimed at a biologically
plausible etiology. Treatment trials are the foundation of evidence-based medicine, which
is changing the way clinicians carry out their mission by informing them of the best, most

effective approaches to treatment and care.
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The VA Office of Research and Development has a long tradition of supporting outcomes
research and devotes over $40 million per vear in this area. As an example of the type of
studies it supports, VA has recently launched a new cooperative (multi-center) trial on
treatment for PTSD. This study expands traditional pharmacological approaches to PTSD
to include more complex non-pharmacological treatment approaches. The primary
objective of this trial is to evaluate the efficacy of trauma-focused group therapy for
treating PTSD symptoms. VA is also interested in additional ideas for treatment of
patients with PTSD. and will shortly circulate a program announcement for additional VA
cooperative studies. We will be specifically soliciting trials of non-pharmacological and
innovative treatments of PTSD; trials for treatment of PTSD in special subpopulations
such as women, Gulf War veterans, the Vietnam veterans, the so-called “atomic veterans”
and others; studies of treatments aimed pﬁmarily at comorbid disorders prevalent among
PTSD patients; and studies of the effects of treatments on “preclinical” markers that might
be used as screens for treatment strategies which would then be subject to additional
scientiﬁ(.: testing. The findings of such research, along with the development of novel
methodological approaches to outcomes research on non-pharmacological and non-
conventional treatments of PTSD, should have multiplicative benefits for research and

treatment for undiagnosed illnesses.

Research related to the ilinesses of Gulf War veterans is highly complex, and this is
equally true of outcomes research. VA is committed to meeting these challenges and
providing quality healthcare and the most effective treatments to Gulf War veterans. We
will continue to solicit the advice of scientific experts, oversight groups and this Sub-
committee to improve our programs for veterans. VA healthcare providers are dedicated
to providing compassionale'caxe and answering important medical questions. President

Clinton has made it clear that no effort should be spared in this regard.

Although both the treatment and research for Persian Gulf veterans have been strong, we
have proactively taken steps to improve the program when weaknesses have been

identified. We believe the approaches being pioneered for these veterans will benefit
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others in the future. We welcome your specific suggestions for how VA care can be

improved and how VA can be more responsive to those who it serves.

That concludes my statement. I will be happy to answer your questions.
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ON
MEDICAL TREATMENT PROVIDED TO GULF WAR VETERANS WITH DIFFICULT
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E 1997

Mr. Chairman and distinguished members of the committee:

Thank you for inviting The American Legion to provide testimony concerning
medical treatment offered by the Department of Veterans Affairs (VA) to Gulf War
veterans with difficult to diagnose and ili-defined conditions. The American Legion
would like to take this opportunity to commend the Chairman for convening a
second hearing devoted to Guif War veterans’ health so early in this Congress.
Gulf War veterans, and VA, will benefit from the Committee’s ongoing oversight.

Gulf War lllnesses {(GWI), or Gulf War Syndrome, describe the health complaints of
thousands of Guif War veterans. To date, these complaints have defied a clear
definition or diagnosis by the medical community. The Chairman’s decision to
investigate how VA approaches these undiagnosed health complaints is very wise
because it gets at the heart of the GWI issue. The essential question that this
hearing asks is: how well does VA treat veterans with GWI?

There is little evidence that VA’s overall approach provides effective medical
treatment to Gulf War veterans with difficult to diagnose and ill-defined conditions.
The structure of VA’s medical system, the lack of a treatment protocol to guide
VA physicians in the treatment of these illnesses, the nature of these ilinesses,
and site visits conducted by The American Legion suggest that, on the whole, VA
does not effectively treat these illnesses. Outcome studies, once conducted, will
show whether or not VA care is effective.

Background

Public Law 102-585 mandated VA'’s Persian Gulf Health Registry (the Registry) in
August 1992. The Registry was created in the wake of Congressional concerns
over the short and long term health effects of veterans’ exposure to the oil well
fire smoke in the Persian Gulf. Any Gulf War veteran is eligible for a free,
complete physical examination with basic lab studies, whether or not the veteran
is ill. The examination protocol has been revised and improved over the life of the
Registry, and as of today over 65,000 Gulf War veterans have taken advantage of
this health examination. VA has designated a physician at every VA Medical
Center (VAMC) to coordinate this program.

Gulf War veterans are eligible for medical treatment from VA where an illness
possibly related to exposure to an environmental hazard or toxic substance is
detected during a Registry exam. Follow-up care is provided on a higher-eligibility
basis than most nonservice-connected care. This follow-up care is the key in
returning sick veterans to good health.

An expert committee convened by the Institute of Medicine (IOM) is currently
evaluating the Registry, but another IOM committee judged the Department of
Defense’s (DoD) Comprehensive Clinicai Evaluation Program (CCEP) “excellent” for
the diagnosis of iilnesses (IOM, 1996). DoD’s CCEP and the Registry share
identical protocols, and the Presidential Advisory Committee on Guif War
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Veterans’ llinesses (PAC) therefore assumed that VA’s Registry would be similarly
judged by IOM. The American Legion, however, has found that in practice the
Registry may not be as excellent as the PAC assumes, and | will discuss why later
in my testimony.

The PAC found that VA provides “high-quality health care” to Gulf War veterans
(PAC, 1996). This finding was based on several site visits to VAMCs by PAC
staff, and the public comment received by the PAC at its meetings. This sparse
data hardly supports such a definitive finding concerning VA health care.

In the last fifteen years, outcomes research has examined the subjective
experience of patients under real-world conditions. The goal has generally been
not merely to test the efficacy of interventions (“can drug treatment for a particular
disease make patients feel better”) but whether a given group of patients actually
feels better after specific forms of treatment.

Do Gulf War veterans feel better after they receive treatment from VA? VA has
not formally measured health outcomes for Guif War veterans after they are
provided health care. The American Legion, short of providing data collected from
an outcome study, will present the evidence that it has collected to date that
suggests the aforementioned question would be answered in the negative.

‘s Per |
The American Legion has evaluated the Registry through: site visits; the
observations of a medical expert; and through experiences reported by Gulf War
veterans and local American Legion officials throughout the country.

The American Legion maintains a Field Service division at its Washington Office.
The mission of the Field Service is to conduct site visits to Veterans Health
Administration (VHA) healthcare facilities to examine specific aspects of VA's
delivery of services. Four Field Representatives are assigned specific geographic
areas to conduct visits, and the division visits 50-60 facilities per year. The
division has visited 25 sites so far this year.

The American Legion also enjoys the services of a medical consuitant, Dr. Michael
Hodgson, M.D., M.P.H., an associate professor of medicine at the University of
Connecticut Medical School. Dr. Hodgson has evaluated the Registry through a
review of VA’s Uniform Case Assessment Protocol (the Registry’s protocol}, U.S.
General Accounting Office (GAO) and Legion reports, site visits to a VAMC,
interviews with VA physicians, and the available medical and scientific literature
concerning the treatment of fatigue and other ill defined illnesses.

Although The American Legion has not conducted a formal survey of Gulf War
veterans, it has provided tens of thousands of Gulf War veterans with assistance
in seeking VA benefits. These veterans share their experiences with Legionnaires
and this provides local, state and national Legion officials with a vast collective
knowledge of veterans’ experiences at VA.

I

Field Service Representatives review designated topics during their site visits. For
example, many site visits in 1997 have focused on the changes involved with
establishing the Veterans Integrated Service Networks (VISN) system and the
development of a primary care approach at VHA. Topics for the site visits are
determined through evaluating: VA reports; GAO reports; responses to briefing
questions by VA staff; interviews with VA personnel and patients (as available);
and, input from state or local American Legion officials.

Strengths
The American Legion’s Field Service provides first-hand observation and advocacy
regarding local concerns. It is able to discuss the Registry with various
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sdministrative coordinators and some clinical providers. The division aiso
conducted site visits to three of the National Referral Centers (NRC} so far this
year, and the fourth NRC will be paid a visit before the end of the Summer.

Limitati
Site visits are not an audit or scientific review, and personal cortact with Gulf War
veterans is often difficult to arrange while they are visiting a VAMC.

Obgervations
VA’ i Regql:

Strengths

Registry providers on the whole appear concerned and dedicated. The Registry
examination is widely available, and it has been improved since its inception.
Many physicians at VAMCs have become familiar with the protocol, and over
65,000 exams have been conducted. Site visits, reports from local Legion officials
and comments from Gulf War veterans suggest the Registry is developing into an
appropriate introduction for veterans to VHA.

First year residents in primary care teams are very likely to conduct Registry
examinations at @ number of VAMCs. These residents have little experience in
undiagnosed ilinesses and symptoms, and are in many cases confronted with
patients who sare extremely challenging to manage for even experienced
physicians.

Fatigue is the most common complaint of Guif War veterans who report poor
health during a Registry examination, yet the Registry’s protocol does not direct
physicians to conduct standard clinical testing under current diagnostic strategies
in primary care for fatigue. Veterans are not likely to be treated appropriately for
fatigue, and are therefore likely to continue to feel ill.

Guif War veterans’ most consistent complaints concerning the medical treatment
provided at VA are: the care’s ineffectiveness; *insensitive” physicians who are
quick to dismiss patients’ concerns and ideas regarding their illness; and the
sometimes disorganized and haphazard follow-on care process after a Registry
examination. Many compiain that they “slip through the cracks” after the Registry
examination. Those who do not seek the assistance of the patient representative
or a veterans Service organization may become *“lost” to VA and not provided
medical treatment at all. This is a great concern of The American Legion.

The anger Guif War veterans express concerning psychological diagnoses and
psychological consultations during and after the Registry process is well known,
and likely the most widely reported aspect of GWI by the media with the exception
of chemical warfare agents exposures. The American Legion recognizes the
general stigma attached to mental illness throughout our society, and earlier
batties over the recognition of Posttraumatic Stress Disorder (PTSD) have
displayed that veterans view mental iliness no differently than the society in which
they live. Available data clearly shows that although there are Guif War vetsrans
who suffer from PTSD, PTSD is not an explanation for GWI. However, a veteran
can be ill from chemical weapons exposures and clinical depression at the same
time. One would expect that chronic poor health that goes undiagnosed would
lead to poor mental health in some veterans. The pressures of chronic poor
heaith, iack of answers, unemployment or underempioyment and maddening
government bureaucracies is a cruei fate faced by many who served their country
so well in the deserts of Southwest Asia. Yet, if this is the case for some Guif
War veterans, the ilinesses that the medical community, and VA, are most able to
treat effectively {psychological ilinesses} are the diagnoses associated with the
worst experiences veterans have had with VA, If some Gulf War veterans suffer
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from nerve d ge due to chemical warfare agent exposures, that nerve damage
cannot be effectively treated by any known rmethod today.

It is not known if this nerve damage can eventually lead to death, Yet studies
suggest that men who suffer from depress:on, and who do not seek treatment, are
at greatly ir d risk to id The statisticaily significant rise in
singie vehicle auto accidents in deployed Guif War veterans suggests that suicides
may already occur at a greater rate in this population. This behavior was observed
in Pittsburgh with unemployed steel workers in the early 1980s. They chose to
take their lives in such a way S0 as not 10 prevent insurance companies from
paying their survivors benefits.

Given the negative experiences of many Gulf War veterans at VA, are some Gulf
War veterans going untreated for mental iliness? If so, this predominately male
population is being put at a greater risk for suicide and deteriorating health.

After the Registry Exam: Treatment

information from subsequent specialty consultations do not get back to the
physician who conducted the Registry examination in ail cases. At many VAMCs
there is no one individual who is tracking or managing a Gulf War veterans’ follow-
up treatment after the initial exam. The primary care model, which VHA is moving
towards, addresses this shortfall. VHA is not, however, moving to designate
primary care physicians, but primary care teams. It is likely that these teams will
be more effective than the current model at VHA in caring for veterans with GWI.
Primary care teams, however, will likely not offer veterans as high quality care as
a primary physician would.

National Refercal Centers (NRC)

VA advertises the NRCs as the place where veterans are sent if they do not
receive a diagnosis after & Registry exarmnatlon in whtch they have a health
complaint. Phase ll of the Case A i through
this in-depth examination process. The goal of Phase 1l ls to absolmely get to the
bottom of what ails the patients. VA reports that most patients, after completing
Phase Hi, do indeed ive a diagnosis. VA has designated four VAMCs as NRCs:
Washington, DC; Birmingham, Alabama; Houston, Texas; and, West Los Angeles,
California. In practice, however, this is not the role of the NRCs.

Strengths

The NRCs provide a level and sophistication of inter ion that should sddress
difficult to diagnose patients. They siso have the resources to admit patients for
an extended period, and they provide continuity of care and control of the patient
as the examination process evolves.

Limitations

Less than 1,000 veterans have been referred to the NRCs, yet approximately
13,000 have not received a diagnosis during 8 Registry examination. Why have
so few veterans been referred when so many do not receive a diagnosis?

Some veterans have expressed that they have no desire or ability to travel such a
grant distance and for such a long period of time as is required to attend an NRC.
Some VAMCs can provide the wide range of diagnostic workups required in the
Phase |l examination offered at the NRCs and therefore do not refer patients.
During site visits several VA physicians admitted that they refer “problem” patients
to NRCs, those patients who “make a lot of noise” concerning their care at VA.
These physicians refer the patients in order to convince the patients that VA is
doing all it can to diagnose their iliness, not because of any particular merlt in the
NRC system.
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Another limitation is that the NRCs visited to date (Birmingham has not been
visited) do not always have assigned teams who administer Phase Il examinations.
Patients see the specialist on call, and this has prevented any growth in the
collective knowledge at the NRC concerning Phase Il examinations and the nature
of GWI.

Becommendations

VA should conduct formal outcome studies to measure the effectiveness of the
medical treatment provided to veterans suffering from GWI, and to measure these
patients’ subjective experience at VA. The findings of such studies will aid VA in
either validating its current health care approach, or offering it clues as to how to
improve this approach.

in other diseases without a known “cure,” the U.S. health care mode! has evolved
an approach over the last 30 years, namely randomized clinical trials of various
possibly effective treatments in an attempt to weigh the benefits and costs. The
logical approach to GWI is then to conduct randomized controlled trials comparing
various treatment approaches. Congress should investigate funding this proposal
in the budget currently under consideration.

VA should immediately reevaluate the merits of the NRC system, and investigate
the merits of creating VISN level referral centers. Each VISN, theoretically, is self-
sufficient. Each should be able to offer a Phase Il examination without referring a
patient outside the VISN. The ongoing Service Evaluation and Action Team
(SEAT) process at the VISNs offers a vehicle to evaluate this recommendation.

VA should also investigate the assignment of GWI patients to one primary care
provider. This would provide continuity and coordination of care that is not
currently evident at many VAMCs. This may address the lack of coordination and
focus that many veterans confront after they undergo a Registry examination, and
it should lead to more effective care offered by VA. It should aiso iead to heaithier
veterans, the outcome we all are seeking.

VA should immediately investigate Gulf War veterans’ experiences at
psychological consultations, and evaluate the consistency of the initial
psychological evaluation of patients during a Registry examination. Veterans
diagnosed with PTSD have consistently complained of being sent to a wing or
ward along with patients who suffer from severe mental illnesses. Some have
reported that they do not return for care, and are therefore left feeling ill. Should
veterans diagnosed with PTSD or depression be sent to a separate waiting room or
wing? VA should immediately investigate this question and make immediate
adjustments if the answer is “yes.”

is it reasonable to dismiss certain risk factors’ association with GWI given what’s
currently not known? Although there is sparse scientific data linking chronic
iliness with low levei chemical agent exposure, the peripheral nerve damage found
in some Gulf War veterans is not explained by stress. The relationship between
many of the risk factors encountered in the Persian Gulf and GWI is currently
being investigated by many scientific studies. Many Gulf War veterans complain
that when they offer possible explanations concerning why they are ill, many VA
physicians dismiss these explanations by pointing either to negative lab results or
lack of scientific data. This behavior is not exclusively found at VA, but at the
Department of Defense and in the civilian medical community as well. This
behavior undermines the doctor-patient relationship, and does not encourage
patients to return to VA for care.
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Conclusion

There is little evidence that VA effectively treats veterans who suffer from GWIL.
Formal and well designed outcome studies wili provide evidence that will reveal
how effective medical treatments provided by VA are. VA should immediately
initiate such studies, while it also determines which methods are most effective in
treating GWI. There are aiso a number of structural changes that The Amarican
Legion recommends VA investigate in order to improve the health and well being
of il Guif War veterans.

Mr. Chairman, this concludes my testimony. | will be happy to answer any
questions.
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Mr. Chairman and members of the Subcommittee, I am Dr. Sarah V. Myers, Ph.D., RNC,

Supervisor and Gerontological Clinical Nurse Specialist at the Vi Affairs Medical Center,
Atlanta, Georgia. As Legislative Chair for the Nurscs Organization of Veterans Affairs (NOVA)
and a veteran of Operation Desert Storm Desert Shield, I am pleased to present this written
testimony on Care and Treatment of Veterans with Persian Gulf War Illnesses in the Department
of Veterans Affairs (DVA) on behalf of NOVA. I speak for our membership and the more than

40,000 professional nurses loyed by the DVA.

L

INTRODUCTION
NOVA is a professional organization and our mission is: Shaping and Influencing
Professional Nursing Practice within the DVA Health Care System. NOVA is very interested in

assuring that all Persian Gulf War receive comprehensive, ible, and cost effective
health care within the DVA. As outlined bye Secretary Jesse Brown in his testimony to you
carlier this year, Persian Gulf War veterans are being treated bascd on identified symptoms and
problems. More than 62,000 veterans have completed the Persian Gulf War Registry
examinations. Recently, the DVA mailed out it’s revised Persian Gulf War Registry Questionnaire
to Persian Gulf veterans who were participants in the initial voluntary registry examinations. The
symptoms reported by Persian Gulf War veterans are treated seriously during 19,000 hospital
stays, 187,000 primary health care clinic visits and 74,000 Vet Center visits.

Care and Treatment of Veterans with Persian Gulf War Hinesses.

Since the DVA is the Nation’s largest empl of nurses, especially ad dp

nurses, these nurses could be utilized in key positions to affect education of and positive health
outcomes for Persian Gulf War veterans. These positions could include assignment in
Compensation and Pension exams and in primary care clinics with a focus on health promotion.

The literature cites countless examples of cost effectiveness of nurse practitioners. For example,

outcomes such as shorter hospital stays, i d productivity, less use of prescription drugs,

decreased use of the emergency room by pati improved clinical and fewer hospital
admissions have been reported (Buppert, 1995; Brown, 1995). Nurse practitioners positively
impact access and quality of care, patient satisfaction and patient functional status. Nurse
practitioners could potentially have a significant impact on Persian Gulf War veterans and quality

care.
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Persian Gulf War are ly being P d in a timely manner with the

assistance of veteran service organizations. More than 44,000 letters have been mailed to veterans

ing new entitl Approximately 11,000 cases are being reviewed for claims and
27,000 service-connected veterans are receiving benefits,
The clinical assessment protocol addresses @ broad range of needs of Persian Gulf War
Veterans. Health care providers in the field reported that the Persian Gulf Registry (PGR) clinical

]

protocol is appropriate for the scope of medi ded by this veteran population.

The knowledge base of health care providers has increased markedly, and the protocol has been

expanded to include additional el for evaluation. The

¥ P

! also serves as a guide for

specific procedures to be followed for the tweive most commonly reported Guilf symptoms.
Additionally, data is now collected on reproductive problems. The expertise of DVA practitioners,

advances in computerized technology including ei i its, el ic health care

summaries, electronic records and patient care encounter forms has resulted in effective and
efficient care for these veterans as well as more efficient data tracking.

While there has been some imp: inthe p 1 there are also some perceived

fimitations. One weakness of the protocol is it's inability to identify heaith problems resulting
from service in certain areas of Southwest Asia. The majority of Gulf War veterans received their
clinical protocol exams during the early implementation phase of the Registry program.

These veterans were not assessed for the additional elements related to reproductive health

problems. Another weakness of the protocol is related to the p of data collecti V

ily identify probl after the assessment data has been compieted and submitted.

Although veterans receive treatment for these problems, it is not submitted as part of the Persian

Gulf War Registry data and findings from the ination to the health care providers.
IMPLEMENTATION OF CLINICAL ASSESSMENT PROTOCOL

One of the major problems in implementation of the PGR clinical protocol is related to
educating the veterans about the program. Many Persian Guif War veterans failed to seek medical

care at the VA medical centers because of a lack of knowledge. This lack of knowledge of the

Trod

in an inadeq 4 ding of y

examination and how to access the system
expectation of the system as well as the examination. Mistrust of federal agencies continues.
Mistrust toward the VA system is also reported as an obstacle in seeking health care services.

However, placing advanced practice nurses in key positions, as mentioned earlier, could reduce

3
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this barrier. A final concern reported by Persian Gulf War veterans is the different methodologies
used in implementing the protocol within the VA network. Again, educating advanced practice

nurses in a standardized training program would ensure i impl tation throughout the

DVA.
OUTREACH PROGRAMS

Telephone interviews with Persian Gulf Coordinators revealed that a variety of approaches

have been utilized in an effort to reach Persian Guif One approach included a large mail

paign informing of the PGR program and inviting these veterans to come to VA
medical centers for free examinations. Outreach efforts to educate both the public and veterans of
services available to Persian Gulf War veterans have utilized both local and national coverage.
Evaluation of this program reflected that Persian Gulf War veterans did not seek health care from
the VA medical centers nor receive their registry examination. .
A major concern voiced by Persian Guif War veterans is the unexpected waiting time

experienced at VA medical cent Creative such as the Persian Gulf Saturday Clinics

at Boston, Massachusetts VA Medical Center have been very effective. These Saturday clinics not
only provided registry examinations but also provided a comprehensive approach to their health

1 eninls h Q 1

care. The Boston clinic used an i p Yy app y clinics can serve as a model

for delivering health care to Persian Gulf War veterans. Saturday clinics such as those held at the
Boston VA have also proven to be effective in meeting the needs of veterans who are employed in
settings where granting time off for any reason is a major issue. These clinics were very
successful in screening more than 1,098 Persian Gulf War veterans and enrolling 460 of these
veterans into primary care clinics.
READJUSTMENT COUNSELING CENTERS

Vet Centers across the country proy)ded a full range of services for Persian Gulf War
veterans. After an initial intake asseé‘t/leﬁtﬁhe veteran is referred to an interdisciplinary team and

—

appropriate individuals and agencies for specialized assi Currently, Vet Centers offer

services such as ling for Post T ic Stress Disorder, marital and family counseling,

psychological and sexual trauma ling, depression and sut abuse ling and

for other d health care issues and social problems. Employment assistance and

P

career planning are provided through working agr with state job services and state

colleges.
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Community education and post hospital follow-up for veterans suffering from war traumas also

provide psychological support with referral to community and federal agencies.

RECOMMENDATIONS

While much has been done to improve the care and treatment of veterans with Persian Gulf

War illnesses inconsistencies still rernain. NOVA would like to make the following

recommendations:

1.

Appoint one interdisciplinary primary care team to identify, screen, and treat veterans with
Persian Gulf War illnesses. Members of this primary care team should have an expressed
interest in working with Persian Gulf War veterans. This team should also include an
advanced practice nurse,

Rationale: Primary care providers with expertise in screening for Gulf War Illnesses (GWI)

will over time develop expertise in the identification of the constellation of symptoms and

ilabl t, provide emotional support and validate the symp experienced by

veterans with GWI, and provide more holisti jud, tal, P ive care
without increasing costs.

Assign a female provider with expertise in the assessment, care, and treatment of victims
of sexual assault and trauma to the Persian Gulf primary care team.

Rationale: The number of fernale veterans with GWI associated with service in the
Persian Gulf War has increased.

Implement one Persian GWI Referral Center Jocated within each Veterans Integrated
Service Network (VISN).

Rationale: The center would decrease travel and waiting time and provide continuity for
determination of service connection.

Provide increased education about stress as a source of illness.

Rationale: The stigma of mental illness continues to be prevalent within our society.

Many veterans may be reluctant to admit they are experiencing psychiatric problems as a
consequence of the Persian Gulf War. Awareness of the relationship between stress and

illness may agy to seek

Digseminate findings from VA funded research on Gulf War [llnesses.

Rationale: Providing up-to-date information can reduce anxiety and reduce paranoia. The

VA should expand educational and support programs to include education of in

5



167

community settings, Vet Centers, veterans services groups, lay public and all VA and
Department of Defense staff regarding the following topics: ‘GWI status, outcomes of
research projects in the past seven years, and alternative treatments available such as the
non medical model research projects being funded by the National Institute of Health.
Develop creative strategies to facilitate maximum return rates of the updated Persian Gulf
Registry Questionnaire.

Rationale: Data gathered from the revised Persian Gulf Registry will add to the existing
knowledge base for use in planning effective and efficient clinical programs, and
identifying areas for further study.

Consider a mandate for all Persian Gulf War veterans who are in the National Guard or
reserves to complete the revised Persian Guif Registry through their reserve unit.
Rationale: Persian Gulf Registry data will add to the existing profile of Persian Gulf War

veterans.
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SUMMARY

It is extremely important to educate VA staff and veterans about the Persian Gulf Clinical
Program. Medical staff and all other professionals should be informed about current issues of
Persian Gulf War Veterans. Relevant research findings by investigators should also be shared. (
For example, health care providers should be familiar with the new diagnostic criteria related to
multiple chemical sensitivity and chronic fatigue. Staff also need to be aware of the Persian Gulf
War Services offered throughout the VA and other federal agencies. All current research

committees such as the Presidential Advisory Ce ittee’s recc dation, government response

should be widely publicized.

This information should also be made available to the team working with this group of
veterans at each VA Medical Center and Outreach Center. Gulf War Veterans is a special group
of veterans who actively seek out information. They are very critical when they encounter
medical staff and other professional staff who are not well informed on subjects of interest to
Persian Gulf Veterans. Education sessions which assist health care providers who are working
with Persian Gulf Veterans to understand the nature of the complaints of these individuals is
extremely important. Veterans have also reported that these sessions are beneficial and they feel
that their issues are taken seriously when they can provide input.

1 would like to thank NOVA’s President, Dr. Maura Farrell Miller, Ph.D, ARNP, CS,
Legislative Co-Chair Barbara Zicafoose, MSN, RNCS, ANP, Jacqueline C. Hall, MSN, RNCS,
NOVA members, and the Persian Gulf War Coordinators who participated in the telephone

interviews for their assistance in the preparation of this testimony.
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MISTER CHAIRMAN AND MEMBERS OF THE SUBCOMMITTEE:

Since 1920, the Disabled American Veterans (DAV) has been dedicated to one single
purpose: building better lives for disabled veterans and their families. On behalf of the more
than one million members of the DAV and its Auxiliary, I wish to express our deep appreciation
for this opportunity to provide the Subcommittee with the DAV’s assessment of the medical
treatment of Persian Gulf War veterans suffering from Gulf War illness.

The issue of Persian Gulf War illness is a serious problem made more difficult because of
its complexity, the lack of scientific/medical evidence, the failure to maintain complete military
and medical records, the failure of the Department of Defense (DoD) to come forward with
critical evidence establishing the possible exposure to chemical agents by U.S. troops, and the
conflicting reports and conclusions being reached by various scientific/medical commissions and
individuals. These are not new dynamics for veterans. Veterans returning from all our Nation’s
wars and military conflicts have been faced with similar problems in attempting to establish the
foundation for recognizing the onset of certain conditions as service-connected; however, Persian
Gulf War veterans, as a group, appear to be sicker and more severely disabled as a result of their
service in the Persian Gulf than their predecessors. It has now been more than six years since the
fighting ceased in the Persian Gulf theater and the majority of U.S. veterans returned home, yet
there has been no noticeable decrease in the number of new claims filed by Gulf War veterans as
a result of illness believed to be associated with their service in that theater. The fact that there
are still many unanswered questions and conflicting medical opinions surrounding Persian Gulf
illness only serves to exacerbate the situation.

Mr. Chairman, the plight of Persian Gulf War veterans suffering from undiagnosed
illnesses continues to be one of our foremost concerns. In addition to not receiving adequate
compensation for their disabilities or illnesses, Persian Gulf veterans face many other dilemmas.
Although most experts concede that these veterans were exposed to a wide range of
environmental hazards, such as experimental drugs, high levels of toxicity in substances from oil
field fires, radioactive residue, parasites, pesticides, lead paint, and chemical agents, there is little
consensus in the medical/scientific community as to the residuals, if any, from these exposures.
Due to the confusion surrounding Persian Gulf iliness, we question whether these veterans are
receiving adequate medical care from the VA or DoD.
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In general, Persian Gulf War veterans face the same difficulties as other veterans in
receiving adequate health care from the Department of Veterans Affairs (VA). While some of
the inefficient and inflexible aspects of the health care delivery system have been eradicated by
the reorganization of the Veterans Health Administration (VHA) into 22 Veterans® Integrated
Service Networks (VISNs). a number of veterans still feel that they are not being provided with
adequate health care services. However, these complaints are not very numerous and are
scattered throughout the country and. therefore. there does not appear to be a system-wide
deficiency in the care provided to Persian Gulf veterans. The change instituted under Secretary
of Veterans Affairs Jesse Brown and Under Secretary for Health Kenneth Kizer have increased
customer satisfaction.

Mr. Chairman, the DAV is extremely concerned with the proposed funding levels for VA
health care in fiscal year 1998 and beyond, with the outyears being the most devastating on the
VA’s ability to provide adequate health care to America’s sick and disabled veterans. If VA
health care funding levels are not increased, all veterans, including Persian Gulf veterans, will
see their ability to receive appropriate care diminished. While the lack of appropriate care will
have a devastating effect on all veterans, it will seriously impact Persian Gulf veterans as they
attempt to recover from the effects of Gulf War illness as they try to make a transition to civilian
life.

One of the most frustrating aspects of dealing with Gulf War illness is the medical
community’s desire to provide a diagnosis for these veterans’ illnesses. Physicians are trained to
provide a diagnosis, in other words, to “pigeonhole” the problem with their best guess. There
appears to be some inconsistency in whether a veteran is provided with a diagnosis for his illness
or whether the illness goes undiagnosed. In other words, two veterans with similar symptoms
may find themselves treated very differently by the VA if one is provided with a diagnosis, and
the other is determined to be suffering from an undiagnosed illness.

Another frustrating aspect of Persian Gulf illness is that many of these veterans are not
only underrated but, when they seek medical care, VA physicians or private physicians are
unable to adequately treat them because of the unknown nature of their disabilities. In many
cases, these brave young men and women are unemployed because of their debilitating illness,
yet they are unable to receive adequate compensation or meaningful medical care because of the
confusion surrounding their illness.

An additionally frustrating aspect of Persian Gulf illness is that, six years after the end of
the Persian Gulf War, we are still unable to answer the question about what is causing these
undiagnosed illnesses. Unfortunately, the report by the Presidential Advisory Committee on
Gulf War Veterans’ Illnesses (PAC) does not provide any concrete answers to the question of
what is causing Persian Gulf illness. While the PAC has stated that “veterans clearly have
service-connected illnesses,” they conclude that the current scientific evidence does not
demonstrate a causal connection between so-called Persian Gulf illnesses and the environmental
risk factors that veterans were exposed to in the Persian Gulf. These environmental risk factors
include: pesticides, chemical and biological warfare agents, vaccines, pyridostigmine bromide,
infectious diseases, depleted uranium, oil well fires and smoke, and petroleum products.
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The PAC does note, however, that further investigation is required to determine the long-
term effects of exposure to low-level chemical warfare agents and the synergistic affects of
exposure to pyridostigmine bromide and other risk factors. The PAC also cautioned that some of
the environmental risk factors were potential carcinogens and that there was a possibility of an
increase in the risk for cancers after decades following the end of the war. It is our sincere hope
that DoD) and VA will continue to track these veterans and monitor them for any increased
cancer risks.

The PAC report focuses on stress as a likely contributing factor to the broad range of
physiological and psychological illnesses currently being reported by Persian Gulf veterans. Itis
noted that currently, scientists are beginning to “unravel the psychological connection between
the brain and various other parts of the human body” (p. 124). Additionally, it was noted that,
based on decades of clinical observations, physicians recognize that many physical and
psychological diagnoses are the consequence of stress. This led the PAC to conclude that “stress
can contribute to a broad range of physiological and psychological illnesses. Stress is likely to
be an important contributing factor to the broad range of illnesses currently being reported by
Gulf War veterans” (p. 125).

We note with great interest the PAC’s statement that decades of clinical observations
demonstrate a causal connection between stress and many physical and psychological diagnoses.
For decades, the VA has denied any connection between service-connected Post Traumatic Stress
Disorder (PTSD) and most physical or psychological disabilities. Veterans have routinely been
unsuccessful in attempts to obtain service connection for mental and physical disabilities as
secondary to PTSD. Why are these claims being denied if decades of clinical observations show
a causal connection between stress and physical ailments? Congressional oversight in this area
would clearly be appropriate and we urge this Committee to exercise that authority.

As scientific/medical researchers continue to search for the answer to the nagging
question of Persian Gulf illness, our Nation must not forget that these veterans and their families
are suffering because of the veteran’s deployment to the Persian Gulf. Accordingly, this
Committee must continue to seek answers to help explain the mystery surrounding these
unexplained ailments and to ensure that these veterans receive adequate compensation and
appropriate medical care.

With respect to follow-up treatment, the PAC notes that follow-up treatment is usually
problematic. It is noted that staffing constraints often result in long delays in scheduling
appointments and that psychiatric staffing is particularly overloaded at some facilities.
Additionally, many veterans receive follow-up care from a number of physicians, both
government and private sector, and no single case manager is responsible for their care.

In the past, DAV has noted that there is a lack of coordination within the VA. VA health
care interventions were organized to respond to symptoms rather than focus on possible
underlying etiology. No single VA medical person had the “big picture” of a veteran’s multiple
symptoms. We have found that if a veteran presents him or herself to a VA medical clinic with a
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number of different symptoms, he or she is referred to each clinic that handles the specific
symptom. In other words, a veteran suffering from headaches, rashes and a gastrointestinal
disorder is sent to three different clinics. Sometimes, by the time the veteran is seen, the
symptoms have disappeared, only to return at a later date. Coordination of care and disease
tracking would facilitate the overall understanding of the episodic, as well as interrelational
aspects of the medical problems reported by Persian Gulf veterans. Accordingly, a single case
manager would not only benefit the veteran, but would also serve to provide necessary
coordination of care and disease tracking.

As the entire VA health care system moves toward primary care physicians, it would
appear that the lack of coordination of care will be resolved.

This concludes my statement. 1 would be pleased to answer any questions you or
members of the Subcommittee may have.
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Motlo: “9) 9 cannl spach good of my comrads, 3 will wol spech ill af him.”

DISABLED AMERICAN VETERANS

NATIONAL SERVICE and LEGISLATIVE HEADQUARTERS
807 MAINE AVENUE, S.W,
WASHINGTON, D.C. 20024

£202) §54-3501

DISCLOSURE OF FEDERAL GRANTS OR CONTRACTS

The Disabled American Veterans (DAV) does not currently receive any money from any
federal grant or contract.

During fiscal year (FY) 1995, DAV received $55,252.56 from Court of Veterans Appeals
appropriated funds provided to the Legal Service Corporation for services provided by DAV to
the Veterans Consortium Pro Bono Program. In FY 1996, DAV received $8,448.12 for services
provided to the Consortium. Since June 1996, DAV has pmvxded its services to the Consortium
at no cost to the Consortium.
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1975 Bachelor of Arts, History and Political Science, University of New Mexico
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Whexy Jemes

Dobbin Sukd, K. Mr. Chaitman, Mambers of the Coramittee,
Foal Lyous 1 am honored 10 sppesr befose you today for the thind bearing in # row, and eapecially
Incice Diows pleased to discuss today the health staius and treatment of Gulf War voterans. In written
R tostimony today I have provided formation frum 66 Persian Guif veserans, their family

members, DOD and civilian contractors. Information obtained in this self-selected non-
Jma LTl o cedific study wos gained via the NGWRC wob-sito c-mail roforval systom. Since March 13,
ﬁ._ 1997 we have received 256 referrals for & total of 676 as of Oct 1, 1995, For the month of
Brown

Awil, 1997, we jved 108 roy) for asi For May, 79 and so far in the month of
Tune, 33 Guif War vetersns or their famities have contacted NGWRC for assistance.
Problens they have are across the board and wide ranged. Whether it ix the DOD CCEP or
the VA registry examinations; testing, weament, misdiagnoscs, indifference to suffering and &
broken compensstion and benefits program are the norm rather than the exception. Using the
survey below we ramdomly selected from our database comments from April, May and June,
1957 and present them to you today, the voterans voise, unsolicited, raw and # you will
notice, wry consistent in their condemnations. This is their testimony, not mine,

Questions asked on onr sloctronic survey located at http:\\www.gulfweb.org

Nanw, Phone or, o-mail, Mailing Address, City, State, Country, Postal Code,

Do you focl that you are il a8 a result of the Persian Guif war?

Are you s veteran of the Gult War (includes contractons, civilian employees, etc.)?

If No, arc you refated 10 a Gulf War veteran?

If Yes, what i yoar relation?

Have you registered with zither of the Persian Gulf Registries?

Have you filed 2 cladm with the VA, or are you being/have you besn processed for 2
medical dischwge by the Military?

*  Please enter anything thar may help the referral coordinator assiat you:

> ® 0 ¥ o



e - Do you foel that you arc ill as a rosult of the
Persian Gulf war?
Yes

- Are you a vetoran of the Gulf War (includes
contractors, civilian employces, etc.)?
Yes

- Have you registered with cither of the Persian
Gulf Registrics?
No

- Have you filed & cixim with the VA, or are you
being/have you been processed for & medical
discharge by the Military?

No

= Please enter anything that may help the refesral
Need to find out where I need to register or get
the physical.

o My busscs st my wotk arc partially

aware of my illncsscs, they would be fully aware,
but 1 can not think of all of the probiem that 1
hxve. Oue illness soems to lead to another.

T would be giad to get together some of my VA
history for you and let you look over it. 1 am not
used t0 help other veterans, but I don't really want
my name to be published. ¥ someone was to nood
to contact me then they could contact you. 1had
a Persian Gulf exam in August of 1994. I was
retosted about 8 woek later for blood in my usine.
1 was told that I had s hemis and 1 noeded to
take a couple of days off and rest. Next I got
three amall red patches. The next day the patch on
my chost was the size of a quarter and burned,

1 wont to the VA and they sald that it was 2 bug
bite. The next day it was the size of my fist and
the akin was pecling off of my body. I went

to the emargency room and the doctor said that it
had already been diagnosed 28 2 bug bite and I
was wasting his time. I returned two days inter
and was treated for a chemical burs. The
doctor said how could sy of those other
dm:dhpmﬂm-;-_bqwr. Tkept
getting sicker and I gained 27 pounds in three
days. Iretumed to the emergency room and

found the same doctor that had hasaled me
bofore. He said that I had eaten Wwo

much Thankegiving dinner and I was just
‘wasting his time and I wanted some

froe disability money. I complained about the
doctor and never seen him again. 1 was put in the
VA hospital for about four days. 1 was released
for two days and then placed in the V A hospital in
Jackson MS and they took a kidney sample and
sent it to the University MS lab. [ was disgnosed
with Chronic Idiopathic Gloumeral Nephritis and
toid that I would probably die in two years. 1
do not remember most of the details, but my
mother talked to the doctor quite froquently and
has most of the details about nty case for that
time. I suffer memory lapses and I can not
remember most of the last two or three years. 1
remenaber the birth of my son, getting ill and
being diagnosed with the discase and being told
that it is incurable, the day I was finally able to go
back t0 work, and the day that I roalized

that there arc more important things to live for
and not feol sorry for myself. Ihave been treated
with chemo therapy for six months, and steroids
for one year. I completed the treatments July 96
and Jan 97 respectively.

¢ Thanks for contacting me. I have
unexplained rashes and dark spots appearing all
aver mry body. I did not have any of this things
prior to going to the Gulf. My first child was
born with a ptosis of is cye. Please contact me.

¢ Onc of the things that has happened to

me is I got these " mysterious infections®. My
civitian doctor calicd them staff infections. They
were located on niy spine (approx. S over 3 one
year period), and one on my stomach. Thoy
would lay me up for 2 few days and I generally
had to take four dsys off of work. The other
sympioms I have had was: tivednoss in the middie
of tho dsy, weight gain loss( but not dramatic),
and some PTSD with some nightmares to the
point that my neighbors wake up, 1 have not
been to the VA or am sure at times If ] want to
g0 because I have heard some " stories” about
them from my uncle, who Is a ‘Nam vet.



« 1was s Neval Rescrvist sctivatod from
15F¢bP1 o 10Apr91. During this short amount of
time I was in Daharan foc app. 4 days beforo
‘being traneported 1o my ship the USS MT.
HOOD AE-29 were I spent the duration of my
service in the Persian gulf. We ware not issusd
gas masks during nyy few days in Daharan and we
did witness ofi refineries biown up and had
dally air raids. I do not remember any smells but
1 do remamber the haze that was wually in the air.
Abso my wife and I had 2 s0n in Ang of 92 and
be had some fused fingers and toes and & beart
murmur. Surgery corrected the web fingers.
He has slso recently been diagnosed Attention
Deficit. Other than these yymptomss he is a bright
heatthy boy.

o 1 have registored with one registry..

pot sure which ome.. or what good it does, bow
to get help or compensation. Tam a 27 year old
male that feels 45 since the Golf War incident.
Floase help me or direcs me to & resource that can
1 feel as though parts of me are dying.
Currcrdly [ have an hanorable discharge as of
April 1994, No ETS plrysical was given, nor am |
recciving any compensation or trestment of any
kind. Please contact me as soon as possibie.

« My former spouse is s veteran of the

Guif War. He was stationod with 3/504 PIR,
explosion and soving the smoke risc at
Khamisiysh. My son (now § yrs olf), was
conceived within 2 1/2 mos. of his fathers’ reurn
from the war. He was recently disgnosed with a
neuroblological disorder. I'm looking for
information on how manry others have children
being diagnosed with similar disorders. It is not
usually a detectable syndrome until the child is of
school age. 1 just happen to work with children
and was abic to sce the problem and push for an
carly diagnosis.

I infosmation is required from his father, it
may -be difficult for me to get. Fe does not
keep i contact with kis children on & regular
besia,
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« I was s contractor supparting the troops on
the Abrams/Bradlcy vehicles from 1 Feb- 15
May 1991, I was laid off the day of thw Fragi
invasion of Kuwait under the cmnpioyment of
Chrysler in 1990. X was part of the on going
downsizing of the military complex. In Nov of 90
they called me back off iy off to support their
financial gains as they could not find anyone else
within the company to support the test equiprcnt,
the troops or the FREEDOM we all enjjoy in this
country. If I had not accepted the offer sy
bridging benefits to the next job would have been
stop. At that time Chrysler designed and
mamfactured the sutomstic test equipment that
the M1 Abrams battic tank and M2 Bradley
fighting vehicle for over 15 yours in timos of
peace. As I continue to work in the same field of
tanks and visit numerous sites all over the world

reading on GWS. In January of 1997 Chrysler
dacided to sell this division to private investors
and the medical benefits I had earned ceased.
Since Desert Storm I bhave been requiring
various drugs to relieve chronic and at times
acute respiratory and muscular / skeletal
problems. I did not need or use this type of
medication prior to that time.

1 am looking for legal assistance in drafling &
letter to my former employer Chrysier sbout the
situation before the statute of limiiations runs out
10 protect oy family . I am nof jooking 1o jump
on the train of possibic catificrnents of the
active/reserve troops who served in the Guif.

1 am a Vietnam vet and still beliove opprossion of
the freedoms we enjoy is worth fighting for.

¢ Iam anon-smoker. Before going to the

gulf, Ihad no 1 retumod from
the gulf in May 91. 1 retired from the army in Oct
93, In lats winker 94 I went through the gulf war
roviow st the VA. I was told by the VA that my
lungs were working st 78%, But thet there wes
no environments] cause for it. I was stationed
ONE), afier the cease fire, we were camped

- south of the Iraqi city of Safwan, between the

Raunkstain and Sabriysh oil fieids.



o I'm getting none stop headaches that
last for days. My stools have blood in them off
and on. I forget names, phone numbers and

sddresses. 1 get fits of anxisty and have to take

medication.

o 1 get these rashes that Jook like s

cluster of big mosquito bites. These rashes pop
up in smail patches of a dozen or more on
different pars of my body and then itch. After a
while they just go away. I also have flaky skin on
my head , behind my cars and for awhile on my
face. I've also have had some of the common
symptoms of disherra, achy joints, chest pains,
headaches. The symptoms come and go dbut
when they come I usually deal with them for
about a month or two and then they go away. 1
have not had a check up since being relcased from
active duty in 1994 but I'm definitely going to
mTINgS ONC 3000,

e Since rotum from Gulf in 1991, 1 have
cxpericnced a number of recurrent symptoms

- alcohol addiction

- extreme fatigue

- muscle/joint achos and stiffocss

- an undiagnoscd tump undemesth chin area
- headaches

- sleep disorder

- noed for isolation/non-communication
To date, I have been unable to receive
adequate attention far these problems.

o Ploase help me find a Jocal support or
somoone who can beip me. I am on active duty
at fort Campbeil, Kentucky. 1 don't kmow how
to go about, getting 2 msdical discharge.

¢ diagnosed with testicular carcinoma

12 months after being discharged from the
Navy. had cancer of the lymphnodes and had 2
skin cancer on my left shoulder. Was assigned to
the USS Saratoga (CV-60) during Dessert Storm.

®  When the so-called Guif War Syndrome
was first announced. I suspected that there was
a lot of Vet's trying to take the government for
8 ridel] Since that time I have suffered from
Headaches in different severity's and Knee
problems and & virtue of pain in the joints in
the lower estremities of my body. I have also
recently undergone back surgery. While in the
hospital I read an article in the Novernber 96 issue
of ncws weck. Thia article is the only one in
which was able to tell me exactly where chemical
weapons where destroyed and where the poison
went. T was in that area at that time (Log base
Ecco and KKMC )and am extremely concerned
about the issuc. I would like 23 much information
mailed o me as soon as possible. Thank you for
any and afl the help. PS 1 have registered in the
Gulf War Registry but have never been
contacted by them. How do I find out if I'm
registered??

®  Unsure what a VSO is but afier S years

of trying to dcal with VA on my own and finalty
receiving a whopping 10% rating not to mention
having to travel 4 hours to ncarost VA hospital
dospite having & VA clinic bers in Redding, Calif.
I would be very appreciative of any help I could
get. Thank you for your time and all the efforts
you have made. Your Mailing list has been my
anly real touch with other veterans in my position
and has on more thaa one occasion kept me
from gaing crazy and doing something stupid.

¢ VA is helpful but slow and indscisive -

1am no longer able to work fike ¥ did I have
become a semi cripple with fatigue is there anyone
out there with a cure? I think I am dying from
Persian Gulf War syndrome foel tike I am
dying, slowly. My friends are scared I am
dying. I used to be a semi-professional soccer
player, now I can hardly run from my car to
the front door. Night sweats, disorientation
(somctimes), distinct memory loss. My lungs arc
bad to the point where I almost suffocats and pass
out. Blood sometimes when I go to the
bathroom, #2. Diasthoa alot. Muscular twitches,
achy joints like arthritis. Tightness in my chest



when bresthing(every day). I almost died in 92
from my lungs, I went (o the hospital back then
snd they dented Gulf War Syndrome existed. I
am s fifth genoration combat soidier. Nonc in
my family is sick ke me.

My personat opinion about my iliness: A
mixture of *O8 well smoke, oif rain(black rain),
the destruction of the chemical weapous plant up
towards Baghdad, chemical weapons in the ammo
tunkers; 1 mysclf have personally destroyed one
in Southem kraq. Possible gesmn warfare, littie
perimeter before the ground war stasted, possibly
dropped by the white four-wheel drive trucks that
kept driving by our perimeter. The pills I(we)
took to boost our imnwne level against chemical
wospons.” My company was stiached to the
470th tanker unit..

First Armor Division,
Bamberg, Germany

» PLEASE ADVISE ME HOW TO
PROCEED AFTER BEING DENIED
DISABILITY AND COMPENSATION FOR
AILMENTS I BELIEVE WERE RELATED TO
GULF WAR PARTICIPATION. THANK
You

s ITHAVE SUFFERED FROM IDIOPATHIC
GLOUMERAL NEPHRITIS FOR A COUPLE
OF YEARS. 1 HAD FAILURE OF BOTH
KIONEYS IN DECEMBER 1995. I HAD A
BIOPSY. MY SERVICE CONNECTION
DISABILITY CLAIM NUMBER I8 { 1
YOU CAN OBTAIN MY RECORDS FROM
THE REDDING CA VA CQINIC, THE
MARTINEZ CA YA CLINIC, OR THE RENO
NV VA HOSFITAL. I AM STILL WAITING
TO HEAR BACK FROM THE VETERANS
ORAL HEARING BOARD THAT I WENT TO
LAST SEPTEMBER 1996. I TOOK TWO
PILLS AND TWO SHOTS BEFORE
ENTERING THE PERSIAN GULF THEATRE
OR OPERATIONS IN SEPTEMBER 1990. I
FIND NO RECORD OF THE PILLS THAT I
TOOK. 1 AM CURIOUS WHY MY
KIDNEYS FAILED AND WHY [ HAVE
THE SYMPTOMS OF THE PB PILLS IF "1
WAS NEVER GIVEN THEM". 1 WAS
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PLACED ON CHEMO-THERAPY FOR SIX
MONTHS AND ON STEROID
TREATMENTS FCR ONE YEAR. I HAVE
BEEN TOLD THAT 1 STILL COULD DIE
OR LOSE BOTH OF MY KIDNEYS
WITHIN TWO TO TEN YEARS. IT HAS
BEEN ABOUT ALMOST TWO YEARS
SINCE 1 FIRST BEGAN TO REALIZE
THAT I WAS ILL.

"« Migrsine headaches, some memory loss,

weight loss, fatigue

+ 1am in the process of filing a claim with the
VA. 1am certain that my wife and kids have
been effected. 1 amn really concerned about the
long term effects to me and my family

¢ 1AM DIVORCED FROM MY GULF
WAR SPOUSE AND DO NOT KEEP IN
CONTACT WITH HIM. BEFORE OUR
SEPARATION HE WAS DISPLAYING GWS
SYMPTOMS WHICH WAS A
CONTRIBUTOR TO OUR DIVORCE. 1
HAVE SINCE REMARRIED AND AM
ALSO EXPERIENCING CERTAIN
SYMPTOMS AS DESCRIBED BY MY EX-
HUSBAND AND OTHERS VIA THE WEB,
MY CURRENT HUUSBAND IS VERY
CONCERNED FOR MY HEALTH AS WELL
AS MYSELF AND OTHER FAMILY
MEMBERS. MY DOCTOR'S MASK MY
PROBLEMS WITH MEDS OR TELL ME
THERE IS NOTHING WRONG. IFEEL AT A
LOSS AS TO WHAT I SHOULD DO, IITIS
NOT IMPOSSIBLE FOR ME TO CONTACT
MY EX-HUSBAND AND WILL DO SOTF IT
WILL HELP ME FIND AN ANSWER TO MY
PROBLEMS. IJUST DON'T KNOW
ENOUGH ABOUT GWS AND IF IT
TRULY I8 CONTAGIOUS...IS IT ME OR IS
IT GWS??? ANY HELP WOULD TRULY BE
APPRECIATED.

o 1 am the ex-wife of an army sergeant, after
hix return from the war, bim my daughter and
now myse¢if have fallen ill. All the symptoms
seem to be the same. And we have resson te
believe it is from the same source. We



have had no support from the government, of
course and have Hitle recourse at this time. Is
mmmmawmwamm
or st least some answers.

o [ am still on active duty. 1 have

been sick for the last five years. Momory ks,
sweats, ctc. | have to stay on active duty, am
currently downrange in Skavonski Brod,
Croatis. '

e Idon't reslly think 1 am suffering

the usual symptoms, however, the more I read
about them the more I wonder if I'm not suffering
at Jeast 2 fow, but they conld very well be non-
GW related. There is one area in which I do feel
may be related to the GW. Since my retarn from
the Guif, my wife has had 3 miscarriages.

We have a $ 1/2 year old son who is perfectly
normal Her doctor feels that the problems we
are having now may be » genetically
inconypatibility, the question is, if we have a child
alrosdy, how is that possible? Since we have no
genwetic sample from before 1ieft, we obviously
cannot compare with my gonctica now.

Should I register with the VA? 1 really don't
know what to do at this point. 1 was stationed
on the USS Nimitz, and others who were there
with me have had successful child births, so we
really just don't know. I was in the Gulf from Apr
0 Junc I bebieve, if that helps any.

* since my return from the Persian guif war
in 1991, § have experienced some medical
problems that nefther my doctor or myself can
fully expiain. I have watched alot of programs
on CNN/extra, and vatious other talk shows and
feel that I need some medical attention that I am
not getting with myy personal privase doctor, I
wish that somebody would come up with 2 solid
and final answer why 50 maay of us veis who
went to Sight for the Sreedom of others under cur
glorious flag, are being told that what we have is
not rolatod $o the Porsian gulf war. how ona so
many soldicrs and countries have the same or
similar type of Rlnesses, if sccording to
bureaucrats say that we are not 1. thank you
for listenting to me.

+ For the past year and a half T have had night
swests, vomitting, and disrrhes. My bowls seem
10 do as they plcase. I have put my self on all
registrics. I got a lotter from the Amnry stating nvy
Unit was in & 30 mile radius of the bunker
explosion in Khamisivah,Iraq. All I would lke is
to got a physical. I have bosn trying for the
past sivx months. Thank you.

« Just trying to get some anywers. I hive -
been though all the medical exams at
Fitzsimons Army Medical Center. This

was in 1994, 1 was given ali the medical records
and was {old to fiie a ciaim. 1 did but my cisim
was declined, Becauss my Military Medical
Records were Jost. Is there something I can do
or Is this a lost cause.

We have taken to a family of s guif war
veteran, Donald. He is marriod and the father of
3 children. Our reiationship started 2 years ago
when nry lusband and 1 bought an carthquake
damaged mobile home, fixed it up and put an sdd
in the local paper hoping 1o sell it and make
enough of & profit so thas 1 could stay home with
my childrent. The first couple and their two
chidren were the [ ] Iimmediately liked
them, but because of the relationship kopt nyy
distance. For the next year of 3o, this couple
struggled with his declining bealth, lack of
income, a sense of hopelessness. All the while
no one would conflrm Mr. [ ] iness, how
frustrating! They trisd desperately to meet af
their obligations, but where let with their rent to
the park several times, and missed their payment
o v for the mobile home. Never were they over
30 days late. Last November we siepped in to
help them. First for cur own scifish reasons, but
then because we began to care for this family. In
axchange for Nita coning #n fo our home and
watching our children{my children adore her and
her vesy well behaved children) we would not
expect payment and help thom in whatever way
woukl could without giving them chaxity. Don
became more 1l and finally his ilineas was
validated amd he was put on disabitity wod
trested. Hc is now trying to work &5 & socurity
officer whaere their is little physical iabor involved,



but be gets very tired. Yesterday the VA doctors
told him he had Hepatitis C. In all this the mobile
home park has decided 1o evict them. We have

tried everything and they will not allow them to.

stay. Where can we go for help 5o that this
family does not Joose to home that they
sincersly love. Your help is apprecisted. Thank
you, just a friend.

o They sxy I had a stroke at 29. T have
intense migraines, face numbaess, lesions on
my brain that might be MK, always tired, leg
and arm on left side feel heavy and hard

to use, a razh on my hands and feet that no one
inows wiat it is. The doctors NEVER listen
and offer the same meds over and over. Iwas
medically discharged, there was no tax on the
severance thoy SAID, did not write, that ny
ifinces was somehow war related. 1 aleo have
for only being now the very old sge of 32, I
feel like 1 should be at least 60.

e Once in the snviabie position of having
perfect health prior to enlisting in the service, 1
now am suffering from chronic fatigue,
unexpiained rashes, muscle pain and cramping,
and hyperthyroidism. My husband, also 3 Guif
‘War veteran, now has recurrent kidavy stones
and chronic fatigue. We have both filed

and his kidney stones. It has becoime difficult
to maintuin acceptable sttendance at work.
Every attempt to readjust ciaims has failed,

e I am engaged to marry a man who served in
the Marines for 8 yrs. he was in the guif war.
His job was & sniper/ infantry. My concem is for
his heakh. so far be is O.K. the only problems
have been nightmaros, but they have stopped
considersbly in the past yr. I am mainly
concerned about the problems the vets. arc having
question s this, is there any way of knowing if
the chances of having an unheslthy child

exists? He s very confidant that everything s
finc, but T worry that alot of that is denial. I
would appreciate any information you could send
me about this matter. Thank you.

o I get the shanks for no reason. I xm not a
drinker or drug taker. My bady functions are not
as good, before the War. And § do thing its
becsuse I am okder now. Am just 36 now. We
had 2 people that went with us get medical
discharge and he was with me and our unit during
Desert Storm. Our camp also got the shits do too
bad water. 1 also have my orders of this time.

s I may be interested in filiug a claim based
on my medical condition, but I am sho
concerned sbout the potential impact upon my
military reserve career (1 am curreotly s Army
Reserve Captsin). Do I run the risk of filing a
claim, and then being discharged as unfit for
duty? I was in Kamisiyah with 2/4 Cavalcy
{24th Infantry Division) during the time of the
ammumition depot explosions - T know that my
unit is considered & "key unit” for the Persian Gulf
Registry. I would appreciatc any help you can
give me.

+ 1 was one of the troops sent on the advance
party to the kihamisiyah site.
Currently bave often muacle spasming and
jolutp-ln,hckohlhpl’ﬂmv memory
Major s are why after T have
eomcteds!tbnup!d 1-808-help us help you
numbers, no information of any kind has been
sent to me. Specifically if the syndrome can be
passcd on to nyy family. Also have several pictares
with soldiers and pysclf holding tank rounds on
our shoulders in front of bunkers we destroyed.
would greatly appreciate an answer or reply

¢ My original claim, approximatcly two yoars
2go, resulied in the Cincinnati Veterans Hospital
dismissing sy complaints as "'non desert storm
related.” Since that ime 1 have experienced
continued chronic migraine headaches, tooth
and gum disorders not expiained nor aided by
dental treatment, continued depression
medication, coatinuous sleeping disorder, and
several other difficuilties resuiting in absence of




work Please advise on miy next siep to obtain
recognition. or help.

+ Iam suffering from muscle pains, dizzincs

and
problems with my neck and thaoat.
T asvive st Saudi Arabia with the 311 gmgrv.reg
Co.and was attached o Co. A 101st.support
group.(Big Red On).1 spent 11 days doing scarch
and recovery operations for decease personned in

« Randy has unexplained lesions on his
brain, fatigue, numbness in his face, weakness
in his arm and leg. the list is Jong

and we don't kmow what elae to do.

o Twas an Md. working on a contract basis at
camp pendelton.i gave exams to retuming gulf
vets and have boen il over since. would
appreciate Jocal logal reforral and orgs.

T've been diagnosed with;  (by the va)
chronic fatigue syrdiramos
brain atrophy

hepatitis
Ineed help ! I'm currently filing papers with social
security. They tamsd me down once already.

* TI'm concerned sbout the lack of attention to
support personnel. I personally was in a
transportation company and moved around
alot. T was at s0 many places and for various times
and supported to many units W remember I have
been denied benefits due to the fact that I did not
report any problems when they gtarted. 1 come
from a very small town and wae at Jeast a 150
miles from a VA hospital, and was not financially
ablo t0 806 & private phrysician. Thesc things I feel
were ot faken into consideration and I am very
concerned about some people I served with
They have received compensation for that. Do 1
noed 1o go through that to reccive compensation?
How can I find out if I'm going to have those
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problems and what I can do? Axy inpwt or
rectirection would be appreciaked very much, not
knowing and feeling like I'm being calied s Har
i not enjoyable

¢ Three wives have had total of 6
miscarrisges....2girifriends one
cach...Halrloss....Major deterioration of teeth
and gums..

o 1 was told it is no longer possible to be put
on the registry. is this true? if not, howdo 1
register? 1have a great deal of minor, chronic
problems and I belleve the gulf war may be
cavse. Tam still ctive duty and the military
medicine at fort hood treats soldiers like they
are on 2n assembly line. chronic joint pain is
trested with motrin repeatodly. Then when you
take so much motrin your siomach starts to give
you problems, you are given tagamet. pleass send
me information on the registry, how it works and
how to get on it

o My daughter is sick sl the time. The
military doctors seem to just ignore her and
gave her prozac. Am very npset about

this. She lives in Horrington, KS. She was in the
Guif War. I belicwe she was there for 6 montha,
Aty information would help us. The doctors just
think she is making everything up. Civikan doctors
don't know a thing. She has rashes all the time.
Her joints ache. Her stomach is » mess.

Her halr is faliing out. Sheis sureshe is
joosing ber mind most of the time! Everything
1 bave resd in this ares is describing her
problems.

¢ 1was on the atafl of Third U.S. Army (rank
Masjor) and was scheduled to deploy to SWA in
Feb 91. 1had not boen on AD since 1985 and
had no meds since 1984. 1received all
deployment meds and PB at Ft. McPherson
Clinic. I was diverted st the last moment and dicd
not deploy with the rest of the reservists that had
becn mobilized to fill out the TUSAHQ in SWA.
I became violently Il with all the symptoms of
2 Nerve Agent attack at my residence. [ was
told 1 likely had the flu. Over the next 18
months the Army admitted that all my various



Hinesses occurred Is the tne of diuty. | have
been unemployed and very i since 1992, The
Incal paper (The State) recendy did an article on
my sforts t0 address PB a» 3 cauec of Descrt
Dincss. Retired Chicf Judge of the Coust'of
Military Appoals, The Honarsble [R. E.} is acting
a8 my Jogal counwel. Ploaso contact me as 1
‘believe that we will be able 10 help many people.

o  Affer leaving USAF in Dec.93 and moving to
the UK 1 have suffered from severe headaches
and sbout 351bs weight loss and suffer from
unexplained extremaly i fover and Bu like
symptacas about 2 or 3 times a year. The local
inconcinsive results and finally s young Canadisn
doclor poitnted me in your direction I served in the
UAE prior to airwar and then we were seat to
KKMC Iwas sn F16 crewchicf

e I am still on sctive duty, USN, and 3 weeks
ago I was Dx with PTSD, ! have had some

pulmonary problems and enjarged lymph
lodes,

e T have gotten respirstory problems, such as
bronchitis and asthma, in which I never had
this prior to gaing to the Persian Guif. 1did
receive modications while there, and { did take
them. 1 have bad problems with fatigus since

has had my nights interrupted several times in the
middle of the nighix(restisssncss). I have had the
breaking out on my clbows snd knees with littie
tinry white pussty chustered bumps, Over the years
they have become excessively dry and pecling
areas on my body. Although, I may have beento
the Veterans Hospital only on one occasion. I also
informed the doctor of the stiffncss I had in my
Joints, I had experienced this only sfter coming
back from the Porsian Gulf War. I havent
received any response on the out come of my
Veteran's Prefosence yet, My appointment was
Fobruary of *96. I do understand that this
dopartment(Veteran's Affairs Departmont)
mmmmmmmamy
additional information that could be given to me
for me to contact thom, or have them contact me.
Thawe been discharged from active duty since
February 14, 1994, At the present time I don't
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have sy modical cowrags snd neither does my
spouse. My children are now covered by a private
charity, other than that [ have no medical
covarage for myself. I hope to receive at s medical
card for myself, so that my wife could possibly
ot hor own voverage. T ask that somoone check
into this maticr as s0on as pomsibie it would be
greatly spprecisted for and please feel free to
contact me personally. All your help will be
greatly acknowledged.., Thank You

- o Myself, slong with others who foel we are
sufforing memory loss and other symptoms due to
the Guif War, are apprehensive about registeting
with DOD or VA. Friends of mine who I was
stationed with at Doha, Qatar know of individuals
who have been medically dischargod after they
complained of Gulf War Syndrome. We don't
know who to tam to}

o T'm having a Jot of medical problems since
returning from the Gulf war. Some of the
probicms were identificd to ms by the wife. I'm
pain, losc of memory, chronic fatigue, sloop
disorder, lose of interost in hobbics and other
thingz, lose of appetita(ap), a Jot of pain in the
knces, legs, foct, headaches. As well as confusion,
and, depression. I went to the doctors st
FtRucker today and they helieve I might have a
severe case of deprossion (desert Storm
Syndrome)? While station in Haveadi, I believe I
was registered at Trippier Armyy Hospital. the
doctors name is [}, he works with internal
Modicine. I don't know whst you can do for me,
but have no where to tam to. Any information
would be greatly apprecisted.
CW3, Ft Rucker, AL

¢ FREQUENT COLDS, PERIODS OF
DEFRESSION, PERIODS OF LACK OF
ENERGY, OCCASIONAL BLOODY NOSE
(NO RECOLECTION OF PAST
EXPERIENCES)

o [ have been disgnossd with having ssthma,
mmmww




o Plesse note, the c-mail address i for hia
brother in Californis. We have been searching for
2 pouTCE 10 help got medical attention

for this veteran and get some finxnclal benefits
that he is entithed 10, If for some reason you are
unable to contact him, please reach {fim  Jat
tho e-mail addrons. His condition i quitc bad and
his Mother, who is 75 years old hae to attend him.
Thanks for arvy help or ssistance you can render.

*  Inocd to contact anyonc that was out west
with 18th Airbome corp and the French Foreign
Legion. Iwas attached to an MRLS unit to
provide thort range air defense a8 2 Stinger
missile operator. Iam have had serious problems
from neurotic problems, psychological break-
downs, and physical problems cven slipping into &
coma. Anyonc that was there as we went north to
Then Since wWe WETe an Arcent asect we went
hundreds of miles cast 1o BASRA. Anyons from
the MLRS unit that was from Fort Sili or from
Alpha Battery /62 Air Defense Artifiery write
me. Or anyone that traveied the saros path as e
during the war. Ilerc is why: Ican dcal with oy
pain but Monday, March 24th MY 4 YEAR OLD
SON WAS ADMITTED TO THE HOSPITAL
bere in Maryland and he has & fever (105
degrees), s rash on his entive body, severe body
pain, severe hesdache, and stomach pain.

He has spent three days in the hospitsl and no
docior has a clue what is wrong with him. They
have taken biood from his poor arm 8 times and
he is on an iv. I told them about the Gulf and
they arc tosting for Mycoplasma. They think he
might have viral syndrome. It is very scary for
our family, Please write if you or your family has
gone through this. I just went for the registry and
gave my blood for tests and I have a physical on
April 29th.

o 1 waaput on the TRDL by the USMC may,
96 from Carap Lajeunc, NC Isent all my
paperwork, ie. modical record, forms for
disability rating from the VA However the Last
siep was 10 give them a copy of my DD214. The
VA rep st Camp 1gjeunt told me pot to submit
this because I was refocating to my current
address. [ have been going to the Westhaven
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branch of the VA in CT. I earolled in the va and
was given & service connecied disability card and
fiave been soen several times and roceived
bocause I am not in there system. 1 could use
some advioe on how to expedite getting my
records sont to CT.

s [wasa Dept. of the Amyy Civilian assigned to
Khobar/Daheran KSA during June 81 to Dec 81
n the fall we were exposed to danse smoke doud
for almost three woeks. As a Civilian, what
mcourse do X have for reparation. I am 2 military
veteran also. T have been initially screened at
Wright Patterson Air Force Base Medical Center
in 1995. Undetermined causes were stated for
advise. Is there an ongoing study? Have aay ather
civilians beon cvalaated. Is there » follow-up
process from phase 1, II? It's really stressing me
out after being both active and

a dedlling Roscrvist for twenty-cight years, and
now I can't evea foel good in the meming, My
provicus symptoms have not gons away, and
soom to be getting more pronounced. Ploase help.

* Claim came back denied by the VA becamse I
didn't complain about sy of the symptomns while
1 was still on active duty. I retired four months
afler retuming from the Guif. 1 recently got this
computer and was giad when I got on the net and
found others seemed to be as frustrated about the
VA a2 I am. I have several of the symptoms but
was told that it was cither genetic or bocause my
body is getting older. I sould really tell some
horror stories about the way I have boen treated
bythe VA.

s How do ] register with the Persian Gulf
registries? Is there still an 800 number for the
VA concerning Persian Gulf ilinesses?

* 1 was stationed in Manama, Bahrain during the
Gulf War. About a year after my roloase I started
expericncing neck and back pains, but now it's
gone as far as oumbnoss in my anme and legp,
excessive fatigue, amony other things. I vwas
diagnosed taday as having chronic degenerative
bone disease in a1y neck but the doctor has no
idea what mury have caused 2. T'm not sure



cxactly what the Gulf War syndrome symptoms
are but I do know I have a problem and don't
know what to do. Any help you can give would
‘oc much appreciated.

* My son passod awsy February 15, 1997 while
working at a temporary job at Farmington Hills
Michigan. AT 10:08 p.m. Feb. 14, Mike called to
tell me he was sick and in the hospital. At 2:08
am. Feb. 15 the Docior called to tell me Mike
had passed awsy. He kept getting “colds” since
coming back from the servico Aug. 1994. The
coroner said he died of acute leukemia. He was
27. His name was | . We want to find
out if his death was connccted o his service

in Kuwait, Saudi Arabia, Somalia. Please help if
you can. We could have understood losing him in
Dbattie, but this is very difficult. He was very proud
of being a Marine and he considered it 2n
absolute honor to serve his country.

Thank you.

o During my initial "Guif War workup” I
was essentially blown off, What was not
attributed to my diabetes, which I developed after
the Guif War, was attributed to "somatizations”.
This was true of most of the personnel who were
screenad at Womack Armry Medical Center.
Should I go in the Fayetteville VA Med Cen and
have the work up done again?

o As a quality assurance inspector 1 performed
iso dock inspections an just about every c-5
aircraft that weat 1o and came back from

the Persian gulf. I was called up as an air reserve
technician to active duty during descrt shicld and
storm. Although I didn't doploy to the gulf I am
pain. 1 also had a brain temor removed in Sept
1996. Judging from the size of the tumor md
sverage growth rate, it originated right after the
gulf war. I was in excellert hoalth before the war
and now ] am not. How can this be explained? I
am prescatly in p4 status and s soon an the
gulf war clinical evaluation program is finished
teating me I will go before 2 reserve medical
evahuation board. I am faced with loosing both my
carcer. Can anyone heip? Need some good
advice!!§!
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o He ks not getting counseling - The charges
were upgraded to Capital Murder. The state of
Virginia doos not have & diminished capacity
defense, 30 he is eithor guilty or insanc - insanity
is impossible to prove in this state, 50 he will
cither got 68 years minimum or the death penalty.
Right now he is so tired, after coming back from
the war, then 4 years of constant turmoil with his
ex-wife, he just wants peace.

"He has decided that if the doctors don't find

any thing wrong with him, to plead guiity to
Capital Murder so that they will sentence him
to die. He doesn't want 1o put his family through
any more pain. The lawyers know about gulf war
syndrome, but feel it is a "phrysical® problem, not
mental. Isn't that iromic, since cveryone who
manifests phyzical symptoms arc being told it is
mental not phiysical. Alll can do is wait, and
waich a good & docent man dic. His iwyers are
doing evarything they can, and there could be
some chango down the road, but as of this
moment, that is how it stands.

o Could you ploase tefll me wheother thore has

boen s marked increasc noted among the Gulf

War vets in liver and/or pancreatic cancer? A

close friend died of this recently and was s gulf
war vet. His widow is wondering if there would
be any evidence that this may have been caused
by this syndrome.

e Attempted 10 obtain niy medical records from
the USAF after my retirement to continue the
treatment that I was receiving after my return
from Desert Stormy/Shicld. The USAF stated
that my Medical records were lost and could not
be located. I have copics but not the official oncs
from USAF. Afier my return from tho Guif I
unabic to run and was taking motrin by the hand
full to rid myscif of the joint pain. Only by using
motrin was I able to.walk and work but had to
retive in 1994 because I could not make the

to Gulf 1 ran 6 milcs a day with an avorage 7
minute miles. Duc to inactivity I have gained over
60 pounds and can't exercise and sleep almost 12
howsadsy WhatdoIdo?
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Our san Anthony Gene Ot was & member of the Army National Guard 142nd Fiald Artiflery from
Rogars, Arkangas. The Unit was called 1o active duly in Nuvember 1880. They were sentto the
Persian Gulf in January 1901 being seeigned to the 7th Corp. While In the Persian Guif this unit
traveled extensively and were vary nesr the oil well fires in Kuwalt. | remember Tony callng

us from a pay phona in Kuwait and we talked sbout the fact that it was noon there and very dark
due to smoke from the fires. The 142nd retumed to the U.S. in mid May 1981. Tony was then
discharged on June 8, 1891, His original discharge date would have been aarlier had he not
been callsd to active duty.

two weeks following his return Tony went back to work at All States Credit in Springfield, Mo.

At this time we live on Grand Lake near Grove, Ok. About § months after Tony retumed from the
Persian Gulf we began to notice that he had developed what appearad to be "aliergies”. Since
he haa never been allergic we thought perhaps he had been away from all of the trees and
grasses and was having to readjust to them. Tony always sald oh Mom it is just & coid Or sinus.
After many months f not @ yeer of snsezing, running noss and wetering eyes hs developed a
chroni¢ type cough and bagan having headaches. Please understand the Tony has atways
been into a healthy lifastyle. He has worked out 6 days m week since before he graduated from
college in 1881. He has always watched his diet and maintained a low fat to lean ratio.

As time progressed Tony went 1o various heaith care professionals end while sevarat gava him
antibiotics the cough aiways retumed and progressively worsened, At the time we moved to Mo,
in late 1995 It was very evident whatever Tony has was progrossively debllitating him. By early
1996 he litarally could not cough bacause doing 80 caused excruciating pain in his neck that
radiated through his head. He went 10 a internal Medicine Physician (Dr.Pannington) at the Ferrsit
Duncan Clinic who orderad CAT scans of the nack which did not show anything conciusive. By
this ime he was missing work frequently and had ceased alt workouts at the gym.

In aarty March 1996 Tony went to the Veterans Administration Clinic in Mt.Vernon, Mo, fur a Guif
War physical. Lab work was drawn and he got hig identification Card. Mo returned to V.A. Clinic
on March 21, 10965 and was seen by a Dr. Kime wha scheduied a follow up visit in 90 daye. On

June 19, 1996 Dr. Kime ordersd x-rays of the neck looking for the cause of the sevare haad and
neck pain. On July 18th Dr. Kime referred Tony to a V.A. Neurology Service at the Harry S, Truman
Veterans Administration Hospital in Columbia, Mo. An appointment was made for August 20, 1896.

On August 13, 1996 the pain bacame 3o severe Tony was taken to the Emergency Dept. st Cox
Modical Center in Springfield, Mo. He was basiCly knocked out with pain medicine and given

pain plils. It is ditficuit to describe the kind of pain he was in. The best | can coIs that it 18 ke
having an explosion in your nock that hurts beyond deacription and radiates intv the head. Thers
wera times when a spasm of pain would drop him in his tracks, grabbing his head and writhing in
pein.. On August 14th my brother want to Springfisld and took Tony back to the E. R, at Cox. Thay
suggsestad he go to the V.A. Emergency Room in Columbia, Mo. On August 15th my brother took
Tony to the Emergency Room st ihe HST V.A. Hospital in Celumbia. Mo. He was seenbe a
physician named Geeta Katwa (White Team). Dr. Katwa freatad Tony as if he were a drug addict.
Aner_a.hnemeumlmlca

I tyne exam she giated that thare was nothing wrong with him and thet he
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needed to leam to relax. She prascribed Motrin and told him to cancel his neurclogy appointment
scheduled for the naxt week. Tony was brought back to our home In horrible condition. The next
moming 1 ook him to our family physician Dennis Younker, M.D. Dr. Younker told us he had
worked at the V.A. hospital when he was In Med school and that we should ignore their diagnosis
as they were presuming that evoryone who comes to the E.R. is seeking “drugs”. He telt we
should keap the V.A. Neurclogy appeintment and he aloo reforred us to Jeffrey Greenberg, M.D,
who is a Neurosurgeon. Dr. Younkar ssid he would take care of the pain medicine untl we could

get the sltuation under control.

August 20,1996 HST V.A. Hospital, Columbia, Mo. saw Dr. Ben Moore in Neurology Clinic. He was
surprised that Dr, Katwa had not called in the Neurologist on call when Tony presented at the E.R.
on the 13th. Dr. Moore stated he needed an MRI as soon as possible. I it were up to him it would
be dona that cay but since it was the V.A. all he could do was order the MR! and the V.A. would
send us &n appointment for t. Me ordered a carvical collar.

August 22, 1396 Tony saw Dr. Jeffrey Greenburg, Neurologist our family physician referred us to.
An MRI was ordered and performaed on August 27, 1996. The MRI confirmed three lesions in the
brain. Dr. Greanberg advised the situation Is very serious and explains the terrible pain. He then
ordered full body CAT scans to see if these were losions secondary to some other primary sile,
Steroids were ordered to reduca the inflammation and prapare Tony for poesibic nourosurgery.
CAT scans performed on August 28th. We reviewed all results with Dr. Greenberg on the 20th,
All tests were negative excapt for the MRIs.

Tony entered the hospital on Sept. 5, 1996 for a CT localization of mass and was scheduled for
surgery the next moming. When they ware unable to locate the masses on the CT with double
dose of contrast @ epinal tap was performed immedietely. At this point Dr. Greenberg began

10 question If Tony had been out of the country or had ever besh exposed to any chemicals.

We explained ihie Persian Guif was the only tme he has ever been out of the United States and
that he works in a business offive environment which shouid prectude any exposure to chemicals.
Since the brain lecions were sterold responsive the exploralory surgery was cancelled.

Sept. 10, 1996 ws met with Dr. Grecnberg. All fest resulis wers negalive. A repeat MR was
ordered for a month later and Tony was instructed to continue decreesing stercids until he was
off of them. By Sept.18th he was off of them. Within 48 hours he was again in terrible pain, and
was barely able to swaflow. He was again unable to drive or work and was put back on steroids.

October 8, 1988 repeat MR!s showed changes in lesions, some lessenad and some expanded.
Dr. Greenberg advised this would be a very complex case as he had never observed this kind
of extensive demylinization in a patient. He again questioned the exposure issue and advised
us 1o kesp our V.A. appointment stating they should have the resaarch facllities to handle this
kind of compicated case. :

October 9,1996 | called Shirlwy Sapp, Patlant Representative at HST V.A. Medica! Center to
question why we ncver heard from the MRI ordered by the V.A. Neurologist on August 20,1996.
Shirlgy callad back to say Tony's only diagnosis wea neck pain and that the MR! wus scheduled
for Octobar {7th. | then faxed her coples of the Freeman Hospital MRI reports. She had a Dr.
Harry White cali me back. Dr. White advised us to keep the MR! appointment (whioh we only
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found out about thru @ phone call) and an appointment the same day with Dr. Katwa, Dr. White
said to have Dr. Katwa call tha neurclogist on call.

October 15, 1696 Tony and | met with Chris Andrew, M.D. who reviewed his case for Dr. Greenberg
and suggested we continue with the V. A. as thoy should have the resources and the medical
history as to any injections or pesticides Tony was given, He too stated it is a very unusual and
complex case especially In light of hig age. (37 yrs. old)

Ottober 20, 1998 MRI performed at M.V, then we went for scheduled appointment with Dr.Katwa.
She did call in Dr. Kahn, neurologist and she also ordered an HIV test. She ssemed to be in
shock when she read the MRI reports we had taxed them - as in how could ! make such a emor.
We entered Lhe exam room that day at 4:00 p.m. and were there unti 8:00 p.m. Dr. Kahn after an
extensive examination cafled Dr. Eric Nottmeier, a heurosurgeon , over from M.U. who then
repeated the neurology examination. Dr. Notimeier sald he would get the new MRI's,( we gave
him all of the Joplin MRl films) and confer with Dr. Sundroni, He was supposed to contact us back
on the 21st or 22nd. When we called back on the 23rd to gee why wa did'nt hear from him he said
he had given ali of the information to the V.A. doctor who was to call us. | really broke down when
explaining Tonys worsening condition and pain level. Dr. Nottmeler called right back and said

that a Dr. Callipinto and neuroradiologist Dr. Rodriquez agree that thera is not an immediate

need for surgery. The demylinization appears to be a condition for Dr. White or Dr.Batchu to
work-up and develope a treatment plan. Dr. Callipinto said not to get a Resident but to insist

that Dr. White or Dr. Batchu handle this case as a MS case.

October 25, 1998 Dr, White called back and said he would admit Tony on 10/28/96 for testing. |
spoke with Shirley Sapp on this day because when | calied Linda Duffen she insisied we needed
to schedule Tony for a Guif War exam which | told her he had in March 1896. Shirley called back
and said their records did show he had already had his Guif War phase | exam in March. These
people don't seem to have a ciue &s to what they have or have not done.

QOct. 28th (Mon)Tony was admitted to HST V.AM.C.  Steve Williams and Rowena Tabamo began
his testing with a spinal tap. Since it was Dr. Williams first spinal tap it took a very long time, like
about 10 times &8 long s it took Dr. Greenberg to do his first spinal tap. Another Resident, Frank
Edelman joined the Williams-Tabamo team the next day. Tony was moved to lodger status on
Tuesday. On Thursday Dr. | lennesy from Washington University examined Tony. Friday Nov.
1,1996 a case review was held at M,U. with numerous neurologists present. Dr. Horawitz from
Washington University could produce some strange rofloxos - two other doctors also parlicipated
in the examination and many other observed. Following the case review Tony went to a scheduled
pulmonary function test. We were dismissed at 2:00 p.m. on 11/1/08 with instructions to cut down
on the steroids end they would schedule a follow-up visit to go over all test results with us,

Nov.1st Tony again began decreasing the dosage on the stercids. By November 12th he was no
longer able to work or drive due to the neck and head pain. By the 15th he was brought to our home
In Jopiin. My husband was In very serious condition in the hospital at this time. Our family went
back and forth to check on Tony as | was spending all nights at the hospital with Gene.

Nov. 18, 1996 Tony's coworker Russ Bingman took him to Columbia. He saw Dr. Tabamo in
Clinic 1 which | believe is the Emergency Room. She sald she pluns to refer him to several other
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doclors. He was given Percocet and Midrin for pain - retuming home &t 9:00 pm. itis & S hour
drive each way to Columbia, Missourl. The Midrin did nothing and the Percocet baraly helped.
Nov. 20,1068 Pain leve! continues to bulld again. Tony seems in deap pain and barely able

to function, also appears to be exhausted.

Nov. 21, 1996 | called Dr. Tabamo and she said to go to the nearest Emargency Room and have
them call her. We went to Freeman Hogpital and Dr. Donald Cotton called Dr. Tabamo. Tony was
given Tordo! which had no effect at all. Then he was given a Demerol and Vistaril injection. This
injection made him sleepy but you could still see the spasms in is head by the grimaces as he
dozed. His chin was by this time drawn as far down on the sternum as possible. He was barely
able to swallow the Parcocet which truly did no good anyway. [ called Dr. Tabamo and she said
to get him to the V.A. for admission. My sister and her husband drove us on to Columbia from the
edge of Kansas City. They agreed they had never seen or heard of anyone in this type of pain.
Dr. Kahn, Neurologist saw Tony in the E.R. and admitted him. Since he was on the sertously ilt
list. we were able to stay with him around the clock the first 6 days. Tony has no memory of the
first three days for which | am very thankful. | asked Dr. Kahn in the €. R. if he had ever observed
a MS patientin this kind of pain and he said he had never ¢een this kind of pain in anyone. To be
truthful it is inhuman to let anyone (an animal much less @ person) get in this condition. Tonys
Jaws were locked in a grimace, his mouth and lips were caked with crud. He was no longer
drooling because he was 8o dehydrated. CAT scans were performed on admission and again
the next moming. | will not bore you with the details of the 13 day stay except to say that the
nursing staff did everything they possibly could to help my son, There are serious flaws in the
VA system by which physicians write orders for medications that are not in the formulary at V.A.
and the nurses must then run the doctor down and get @ different order. In gstting Tonyon a

pain management program until the steroids could reduce the Inflammation we had numerous
problems with medication orders. Tony was admitted Thursday Oct.21,1998. His attending
physician Dr. White left on Friday for 8 days. When he ratirned we found out he was no longer
going to be Tony's attending physiclan. On Friday Nov. 28th while Tony was out of the room

for a Barium Swallow test { talked with Dr. Tabamo about his case and she indicated that thay
would begin to look at the more exofic possible causes a¢ this dces not fit any MS. In fact she
said it may still te 8 Vasculitis. She geemed very interested in the case. On Sunday evening

Dr. Tabamo came by al 10:30 p.m. to say she had been rotated off the case and a different
Resident would be assigned the next day. Or. Sophia Ahmed was the new Resident.

On Friday Nov. 20th when | asked Shirly Sapp about the Phase li exam she made it very clear
that only Linda Duffen knew anything about that end Linda should be back on Monday. Mrs.
Sapp also stated that when Jim Byer the VSO fold Tony he did'nt need to send the Army a
medical records request he was ali wrong. $o we filled it out ourse!f and gant it off. As of this
date Jan. 14, 1897 we still have not heard any response from the Amy.

Monday Dec. 2nd Tonys 12th day at the hospital | met with Linda Duffen at 2:00 p.m. She
advised a Dr. Cerios Sanchez is the Environmental Physician at HST VAMC and he alone
could make any referral in Tony's case. Sl had a “there can't possibly beé anything wrong
with these guys attitude” and mads sure that | understood that if they did refer Tony it would
ba thelr first in over 200 Gulf War examinations. Whon | Guestioned her about the Oct.21st
VAMC Video Confarence on the Gulf War Veterang programs she became very vague and
said Dr. Sanchez was the only physician thers who would have geen it and he wae not

06/18197 Page 4



192

avaiiable that day. | offered her a copy ¢f the tape but she said she thought they had &
somewhere. VWhat this lady does not understand is that | do not care if my son is one in a
million who neads 8 referTal 1 expact it to de done as soon s humanly possible.

Tues. December 2nd Tony was dismissed to retum on Friday for the MR that was ordered
shortly after he was sdmitted 13 days ago. He was toid it would be a couple of weeks before
2l of the biood cultures and apinal fiuid exam cultures wers in. Dr. Burgor said if they wers
not conclusive he wouid then do & referral.

Friday Dsc. 6, 1995 wa wen for the MRI at the Med Center and picked up the Joplin films
from the V.A. as we no longer feit they were safe there, To be truthful when we started to the
car with them we noticed they not only gave us the Freeman Hospital Joplin films but aiso
had given us many other X-ray fime on Tony that belonged to the V.A. | read the reports

on the outsido of the jackets and took them immediately back to the Radiology department.
in both interactions with radiology we were not asked for identification. | hope it was
because they recognized my son ae the patient.

On 12112/96 when | called to see when the follow up visit was scheduled we were told the
first time we could ses Dr. Burger is March 1897. Once again | hung up and called Shidey
Sapp who had the Neurology secretary call me back and we schaduled the appointment
for Dec. 31, 1996. As always the most simple interaction Is complicated.

Dec.31, 1996 ws mel wilh Dr, Burger snd Dr. Ahmed. Physical exam is basicly unchanged.
They have all tast results back and do not hava any diagnosis. MS tests are negative.
They will be making a referral 1o Birmingham, Al Dr. Burger said lo schedule a follow-up
visit in 4 weeks and reduce sterpids by Smg. at 8 time until he gets to 20mg then reduce

by 2.5 mg. At least this fime the clerk scheduled the retum vieit in 4 wocke, The clerk for
Clinic 2, James Clasby Is positivly the most hateful obnoxious parson | have ever seen

in @ position that meets the public. | am not concerned at how he treals my son, we can
ignore his behavior, but to see him be so rude o the fine of elderly veterans each day

is pathetic to say the least.

Jan, 8, 1997 Tony continued decreasing steroids. When he got fo 30mg per day the pain
level wae already increasing. He called Dr. Ahmed for pain medicine which arrived on
Jan. 13ih. | called on the 9th to sse where the referral procass is and was toid Dr. Burger
will retum on the 13th. | then asked for Dr. Ahmed who seid she would check things out
and get back with me. As usual we not heard another word. | also called Dr. Sanchez
who sald Dr. Burger is handling everything 80 who knows. These physicians all seem
oblivious to time and quality of life considerations.

MY SON HAS BEEN GOING TO THE V.A. FOR 10 MONTHS NOW AND WE TRULY
HAVE NO MORE iINFORMATION THAN THE PRIVATE NEUROLOGIST GAVE US
WITHIN A WEEK OF MEETING OUR SON. WE FIND HIS TREATMENT (lack of) NOT
ONLY TO BE INADEQUATE, WE ARE SINCERELY ASHAMED THAT ANYONE IN
THIS NATION COULD RECEIVE TI IS TYPE OF TREATMENT. THERE ARE MANY
PEOPLE WHO ARE WILLING TO TESTIFY TO MY SONS TREATMENT, WE HAVE
BEEN RELUCTANT TO DESTROY OUR PRIVACY BY GOING PUBLIC, HOWEVLR
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IT APPEARS THA IS OUR ONLY ALTERNATIVE AVAILABLE. | AM THANKFUL
THAT WE HAVE DOCUMENTED AS MUCH AS WE HAVE. ALL OUR SON WANTS
IS TO HAVE HIS LIFE BACK AND IF THAY IS NOT POSSIBLE TO UNDERSTAND
WHAT IS WRONG AND WHY, WE SUPPORT HIM IN THIS EXPECTATION.

Note: .
All information above this line was faxed to the White House Lialson Officor on Jan 14, 1997

Upon speaking with the Liaison Officer she immediately asked for a refarral from a
physician so she could speak with Dr. Mark Hallett. Dr. Jeffrey Greenberg made this
referral. Shortly after the releass was sent to the White House we began to get calls
from V. A. persunnel who wanted to heip us. | believe they reviewed the manner in
which our son had been shifted from doctor to doctor with no real treatment plan and
decided to handie the caso differently. Linda Duffen the Perslan Gulf Coordinator for
the VAMC in Columbia, MO proceased the referral to Birmingham. Linda also took
care of our travel arrangaments to fiy o Birmingham and while there were several
hitches like our tickets had been cancelled when we arived &t the Kansas City airport.
Linda corrected the problems as quickly. This was the only trave! that has connected
to our son's iliness that has been paid for by the V.A, During this ime we received
several catls from Dr. John Bauer the Chief of Staff at the Columbia, MO VAMC. He
was most helpful and seemed to be truly concemed regarding Tony’s care.

The Bimingham VAMC Persian Gull Courdinator, Ms. Windia Wilbert met us at the
alrport and was a tremendous help during our stay . We arrived there on Wed. Jan26th
and they began running tests on Thursday the 30th, Many physiclans saw our son
but his primary care was coordinated by Dr. James Geyer & Neurologist and

Dr. Christopher Cai @ Neurosurgeon. Dr. Geyer had a Dr, Whittaker a specialist in
Muitiple Scleroeis review Tony's case and he said this is not MS of any kind. After
the reviews the doctors falt a Stersctactic Biopsy was the only was to get answers to
the puzzie $0 one was performed at UAB on 2/6/97 by Dr. Cal and Dr. Guthris. Tony
was taken to UAB by wheelchair which caused pain beyond my ability to describe.
He was moved back to the V.A, intensive Care Unit by ambulance. While at UAB |
had to explain where the referral form and lab reports were in the chart that Ms Wilbert
had so carefully prepared for them. The day of Tony's biopsy was like nothing | have
ever encountered and | sincerely believe the most wretched awful people on earth
should not be treated as we were that day. The day ofter the biopsy my son was
dismissed with the results to be forwarded to hig VA physiclans in Columbia, MO.
With the exception of the day at UAB the Birmingham staff were concermned and
sesmed to be intarested In finding out what is wrong with Tony. The Persian Gulif
group meetings | attended both weeks were helpful in dealing with this nightmare.

My personal cost was well ovar $1,000. for the 10 days we were there and while |

do not expect anyone to pay for that | mention it because many famifies would not
havo the resources avallable (o yo with thelr veteran. It was and still is a necessity
that somecne be with my son as he gets lost and confused very easily. His sense

of reality at times is very peer. | do not know the outcornes of the psychological

tests that were performed in Birmingham but they could not possibly have besn
normal by any standard. Unlike private medicine the V.A. does not follow up on
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results with the patients. Vvhile | have met many pecpie who are somewhat
paranoid about this | beliove with all sincerity that it is simply just a matter of too
many pataients and not enough resources to adequately raspond to thelr needs.

On Fabruary 14, 1997 we went to tho VAMC in Columbia to have L stitches from
the brain biopey. Tony was assigned to & treatment team and a primary care
physician Dr. Willlam Patterson. Dr. Bauar the Chief of Staff had toid us this would
happen and wa are certainly forever grateful for this change in how Tony's care is
handied. Thera wers many changes evident when wa made the February visit

.10 Columbia. First the rude man in Clinic 2 is no longer at the receptionist desk.
He is still in the facility but does not interact one on cne with patients and families.
The whole treatmunt team concept works very well and provides for continulty
of care that had been lacking to this point. Dr. Patterson treats Tony as person not
a"case™. While | know he must have endiess duties as Medical Director ha does
foliow up on things and has called to check on Tony several imes. We sawa
pain management doctor on 2/24 and Dr. Patterson on the 28th. Tony tried taking
Cyclosporin to lessen the inflammation but the side affects were such that he had to
stop the treatment Dr. Harry White the Chief of Neurology ot Columbia called at
this time to advise that the preliminary biopsy resuits ruled out several things but
once again they have no idea what is wrong or how to treat it. By this ime Tony
was having dificulty controliing his blood pressure so additional lab tests wero
performed and he was started on another medication. The side effects from the
steroids are such that people who saw Tony during the holidaye are not able
to recognize him.  In his phone call Dr. White stated "i just do not know what the
futura holds for Mr. Ott”. While | appreciate Dr. White's honesty | cannot accept
thaet svery possible gvenue has been investigated. Dr. Patterson orderad an MRI
on April 11th to check on the Jesions in the brain and sping. While there were not
any changes in the brain lesions there appears to be changes in other parts of the
spine as his condition continues 150 declins. By this time his thumbs ere drawing
into his paims inveluntarlly and the tremors in his arms and legs are worss, At this
time Dr. Patterson made a referrat to a team of Neurclogist at the Oklahoma City
VAMC.

During the time all of this has baen going on we have continued to exchange lettars
with the Adjudication officer in St. Louis. | have promptly responded to their every
request even when the requests make no sesnse at all. For instance we were sent
to the VAMC in Fayettaville, Arkansas on March 11, 1887 for a disabllity physical.
The physician assigned to the examination had never sean Tony bafors, and they
do not have any neurclogy services at the VAMC were he is a coniract physician,
Tragicly on that day we saw soveral other Persian Guif Veterans who were glso
there for physicais, The one | will always remember was much ilke my son in gait
and orientation only he appeared to be at loast ten years younger than Tony.

The Fayettaville physician sald If aii thesa Neurologists cannot diagnose this case
what would a peon like me be able to 8dd. He was truly concernad and $ald our
son was the 4th Persian Gulf Veteran he had seen that day with neurviogicat
damage. |wrote to the Adjudication Cfficer and asked why our son was ssnt to
Fayetteville for this sxam but as usua! there is no rasponge to daie. | have made
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a concious effort to focus only on medical care for our son.  There will be a time in
the future to deal with the adjudication issues, One thing for certain | will never ever
call that Depariment again without recording the conversation. The one call | made
to them le still kke something out of a bizarre novel. | try 1o forget it ever happened.
Tony hae not had a cont of income [n over seven months and we are told they have
no idea when this might be resolved. | guess this explains all of the Veterans in the
Homelass Sheltars. Most familles do not have the financial resourcoas to deel with
this kind of situation and many Veterans do not have famifies to fali back on.

On May 20, 1997 my son was examined by three Neurologist's in Oklahoma Clty.
They will report back to Dr, Patterson with recommendations. The last time we saw
Dr. Patterson on June 5th he had still not been abie to reach the Oklahoma City
physician's. During our trip to Oklahoma City Tony picked up a shouider bag

that weighed less than my purse. When we werg walking out of the hotel it feil

off his shoulder causing what we thought was a pulled muscle. Over the next few
days the pain worsened to where | called Dr. Paticraon the day after Memorial Day.
in his usual kind manner he said to bring him In the next day at noon. | am certain
he saw Tony on his lunch hour. He ordered x-rays which showed a compression
fracture in Tony's back. The sterolds that keep the swelling down in Tony's brain
have thinned his bones to where the slightest etrain causes severe damage. | 8o
wish anyone who reads this could observe what the first two weeks of recovery from
the stress fracture have been like. One thing about it he no longer argues about the
need to ride in a wheel chair. We retumed to Columbla a week later for foliow-up
care after stopping by the V.A.Clinic in Mt. Vemon to deal with another one of the
demande by the Faycttoville VAMC. 1 explained this to Linda Duffen the Persian
Gulf Coordinator at Columbla who has attempted several times to help resolve the
neurological referral, adjudication and social security issues. Linda colobrated

her 25th anniversary with the V.A. on June €th 80 8he Is not a novice in dealing with
complex cases such as our sons, Only the other parents | have mat can understand
the frustration in dealing with this system. | thank God every day that my son is still
a positive caring pargon. While hig health has been totally destroyed he is always
appreciative of the many efforts of others on his behalf. | lack both the wisdom and
courage he has because he still believes in his country.

Any parent who has seen their child suffer like this and live day to day on all kinds

of drugs will know where | am coming from. Tony starts sach moming with an injection
of Miacalon, then he takes Dexamethasone (steroid), Verapamil, HCTZ and Clonidine
for blood pregsure, Potassium Chioride, Calcium, Amitriptyline for sleep and the
only thing that helps with the nack and now back painis Vicodin. J understand this

is & narcotic but frankly at this point my son becoming addicted to something is the
least of my concerns. | wonder if he wouki be able to get any medicine at aft if we
wera unable to pay his copay on the medications for him? | kept hoping that Tony
would gel strong enough that | ¢ould get the kcal DAV to take him to the VAMC

for his appointments but { now must face the reality that his condition only worsens.

| am taking a leavo of absence from my job because it is nut the kind of position you
can ieave the amount of time | have been out in the last year.
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IN CLOSING MY MOST SINCERE AND OBJECTIVE OPINION IS THAT THE SYSTEM
CURRENTLY iN PLACE DOES NOT WORK, THAT IS NOT TO TAKE ANYTHING
AWAY FROM THE VERY CARING COMPASSIONATE EFFORTS OF PROFESSIONALS
LIKE DR. BAUER, DR. PATTERSON, LINDA DUFFEN, WINDIA WILBERT AND THE
HUNDREDS OF OTHERS WE HAVED MET WITHIN THE V.A. SYSTEM. |ONLY
HEAR OF FUNDING CUTS AND DENIALS THAT ANYTHING EVEN HAPPENED TO
THE PERSIAN GULF VETERANS, F THE MEMBERS OF THE COMMITTEES
THAT OVERSEE THE FUNDING OF THESE PROGRAMS COULD PUT ASIDE
POLITICS AND DEAL WITH THE VERY REAL ISSUES OF ADEQUATE CARE FOR
AMERICA'S VETERANS IT WOULD BE A GREAT FIRST STEP. WHEN | HEAR
THAT A CONSPIRACY EXISTS TO COVER UP WHAT HAPPENDED TO VETERANS
IN THE PERSIAN GULF | FIND IT HUMEROUS. | HONESTLY BELIEVE WE LACK
THE ABILITY FOR A CONSPIRACY AND THAT THE MILITARY BUNGLED THE
MEDICAL INFORMATION SO BADLY THAT THEY TRULY DO NOT HAVE ANY
RECORDS OF WHAT MEDICATIONS THEY GAVE TO WHO IN PREPARATION
DEPLOYMENT TO THE PERSIAN QULF. THEY MAY WELL HAVE CAUSED MY
SON AND THOUSANDS OF OTHERS A HORRIBLE DEATH IN THE PROCESS,
BUT AS ALWAYS IN AMERICA WITH MALICE TOWARD NONE. { DO NOT OFFER
ANY APOLOGY FOR THE ANGER | FEEL. AS AN AMERICAN | AM SHOCKED
AND DEEPLY ASHAMED OF THE WAY THE VETERANS ADMINISTRATION AND
THE PATIENTS THEY SERVE ARE TREATED. SHRINKING RESQURCES AND
INCREASING DEMANDS CAN ONLY LEAD TO DISASTER, T IS TIME FOR THOSE
IN AUTHORITY TO ACCEPT RESPONSIBILITY FOR WHATEVER HAPPENED TO
CUR VETERANS AND SEE TO IT THAT THEY GET THE BEST IN MEDICAL CARE
IMMEDIATELY. | KNOW THAT THE V.A. IS TRYING TQ IMPROVE BUT THEY
CANNOT PROGRESS WHILE BE SHREDDED IN THE BUDGET EACH YEAR.

IWILL CERTAINLY DO ANYTHING | CAN TO ASSIST ON BEHALF OF ALL THE
AMERICAN VETERANS. MY SON IS IN DESPERATE NEED QF VERY COMPLEX,
EXPENSIVE MEDICAL CARE. HE AND MANY OTHERS DO NOT HAVE TIME TO
‘WAIT* WHILE CHANGES ARE IMPLEMENTED S0 | BEG YOU TO ACT NOW.

Janet R. Ott - Mother of Anthony Gene Ot 486-70-5628
130 Gum Road
Cart Juntion, Mo, 64834

Home phone 417-781-8349
Office 417-826-3030

06/16/97 Page 8



ISBN 0-16-055774-7

“HH 90000
60"557743

97801



	61877.001A
	61877.001B
	61877.002A
	61877.002B
	61877.003A
	61877.003B
	61877.004A
	61877.004B
	61877.005A
	61877.005B
	61877.006A
	61877.006B
	61877.007A
	61877.007B
	61877.008A
	61877.008B
	61877.009A
	61877.009B
	61877.010A
	61877.010B
	61877.011A
	61877.011B
	61877.012A
	61877.012B
	61877.013A
	61877.013B
	61877.014A
	61877.014B
	61877.015A
	61877.015B
	61877.016A
	61877.016B
	61877.017A
	61877.017B
	61877.018A
	61877.018B
	61877.019A
	61877.019B
	61877.020A
	61877.020B
	61877.021A
	61877.021B
	61877.022A
	61877.022B
	61877.023A
	61877.023B
	61877.024A
	61877.024B
	61877.025A
	61877.025B
	61877.026A
	61877.026B
	61877.027A
	61877.027B
	61877.028A
	61877.028B
	61877.029A
	61877.029B
	61877.030A
	61877.030B
	61877.031A
	61877.031B
	61877.032A
	61877.032B
	61877.033A
	61877.033B
	61877.034A
	61877.034B
	61877.035A
	61877.035B
	61877.036A
	61877.036B
	61877.037A
	61877.037B
	61877.038A
	61877.038B
	61877.039A
	61877.039B
	61877.040A
	61877.040B
	61877.041A
	61877.041B
	61877.042A
	61877.042B
	61877.043A
	61877.043B
	61877.044A
	61877.044B
	61877.045A
	61877.045B
	61877.046A
	61877.046B
	61877.047A
	61877.047B
	61877.048A
	61877.048B
	61877.049A
	61877.049B
	61877.050A
	61877.050B
	61877.051A
	61877.051B
	61877.052A
	61877.052B
	61877.053A
	61877.053B
	61877.054A
	61877.054B
	61877.055A
	61877.055B
	61877.056A
	61877.056B
	61877.057A
	61877.057B
	61877.058A
	61877.058B
	61877.059A
	61877.059B
	61877.060A
	61877.060B
	61877.061A
	61877.061B
	61877.062A
	61877.062B
	61877.063A
	61877.063B
	61877.064A
	61877.064B
	61877.065A
	61877.065B
	61877.066A
	61877.066B
	61877.067A
	61877.067B
	61877.068A
	61877.068B
	61877.069A
	61877.069B
	61877.070A
	61877.070B
	61877.071A
	61877.071B
	61877.072A
	61877.072B
	61877.073A
	61877.073B
	61877.074A
	61877.074B
	61877.075A
	61877.075B
	61877.076A
	61877.076B
	61877.077A
	61877.077B
	61877.078A
	61877.078B
	61877.079A
	61877.079B
	61877.080A
	61877.080B
	61877.081A
	61877.081B
	61877.082A
	61877.082B
	61877.083A
	61877.083B
	61877.084A
	61877.084B
	61877.085A
	61877.085B
	61877.086A
	61877.086B
	61877.087A
	61877.087B
	61877.088A
	61877.088B
	61877.089A
	61877.089B
	61877.090A
	61877.090B
	61877.091A
	61877.091B
	61877.092A
	61877.092B
	61877.093A
	61877.093B
	61877.094A
	61877.094B
	61877.095A
	61877.095B
	61877.096A
	61877.096B
	61877.097A
	61877.097B
	61877.098A
	61877.098B
	61877.099A
	61877.099B
	61877.100A
	61877.100B
	61877.101A
	61877.101B
	61877.102A
	61877.102B

		Superintendent of Documents
	2011-05-02T17:48:23-0400
	US GPO, Washington, DC 20401
	Superintendent of Documents
	GPO attests that this document has not been altered since it was disseminated by GPO




