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(1)

FEDERAL HEALTH PROGRAMS AND THOSE
WHO CANNOT CARE FOR THEMSELVES:
WHAT ARE THEIR RIGHTS AND OUR RE-
SPONSIBILITIES?

TUESDAY, APRIL 19, 2005

HOUSE OF REPRESENTATIVES,
SUBCOMMITTEE ON CRIMINAL JUSTICE, DRUG POLICY,

AND HUMAN RESOURCES,
COMMITTEE ON GOVERNMENT REFORM,

Washington, DC.
The subcommittee met, pursuant to notice, at 2 p.m., in room

2154, Rayburn House Office Building, Hon. Mark Souder (chair-
man of the committee) presiding.

Present: Represenatives Souder, Cummings, McHenry, Norton,
Brown-Waite, and Watson.

Staff present: J. Marc Wheat, staff director and chief counsel;
Michelle Gress, Counsel; David Thommason and Pat Dequattro,
congressional fellows; Melia Holst, clerk; Tony Haywood, minority
counsel; and Jean Gosa, minority assistant clerk.

Mr. SOUDER. The subcommittee will now come to order.
Good afternoon and thank you all for being here for this impor-

tant hearing. A special thank you to our witnesses, some of whom
have traveled a great distance and all of whom are going to give
us the benefit of their knowledge and experience today.

The hearing today is ‘‘Federal Health Programs and Those Who
Cannot Care for Themselves: What are Their Rights and Our Re-
sponsibilities?’’ We hope to examine the report provided by the Fed-
eral Medicaid and Medicare programs for the ordinary care of inca-
pacitated citizens who are not in the dying process. The people we
are talking about as incapacitated citizens cannot speak for them-
selves and cannot care for themselves. They necessarily require
long term care of family, community or institutions to live.

Although there are provisions within Medicare and Medicaid
that address advanced medical directives of such individuals, the
provisions do not address many issues surrounding the ordinary
care of incapacitated individuals.

These are issues that have been raised in light of the tragic Terri
Schiavo situation and which now deserve our focused attention and
exploration. First among these issues is whether, in the absence of
some sort of advanced medical directive or express medical power
of attorney, there should be a Federal presumption in favor of life
so that a Medicare or Medicaid patient who is incapacitated is not
denied ordinary care such as hydration and nutrition without due
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process and full exercise of their rights as human beings to fight
their incapacity.

This is our point of departure and although we may leave here
with more questions than answers today, it is important to exam-
ine what types of treatment options are available for incapacitated
citizens who are not in the dying process, whether the various legal
instruments such as advanced medical directives or medical powers
of attorney are sufficient and what protections exist for incapaci-
tated individuals to ensure that their Constitutional rights of due
process are met.

At a minimum, our Federal programs should protect patients
rather than pave the way to hasten their death but we do not have
a Federal presumption where a person’s wishes are unknown and
unknowable. This creates a vacuum where someone else may deter-
mine that a patient’s life is not one worth living and this is most
definitely a slippery slope.

Let me quote at length a homily given by Archbishop Galen
which underlines the importance of staying vigilant against new
developments in the law that run counter to a Judeo-Christian un-
derstanding of human dignity. ‘‘If you establish and apply the prin-
ciple that you can kill unproductive human beings then woe betide
to all of us who become old and frail. If one is allowed to kill unpro-
ductive people, then woe betide the invalids who have been used
up, sacrificed or lost their health and strength in the productive
process. Poor people, sick people, unproductive people, so what?
Have they somehow forfeited the right to live? Do you, do I have
the right to live only as long as we are productive? Nobody would
be safe anymore. Who could trust his physician? It is inconceivable
what deprived conduct, what suspicion would enter family life if
this terrible doctrine is tolerated, adopted and carried out.’’

Archbishop Clemmons Von Galen was not speaking out as a con-
sequence of the Terri Schiavo controversy. He anticipated it. Arch-
bishop Clemmons Von Galen spoke these words from the pulpit on
August 3, 1941 against a euthanasia program being instituted by
the German government. The sermon was aimed at a specific policy
and a specific time and place but he touched upon a recurrent
theme that transcends place and time. It is a helpful warning from
history to guide our footsteps on our uncertain post-Schiavo path.

We have a variety of witnesses joining us today to help us with
some of these important issues. Our first panel consists of Rep-
resentative Dave Weldon of the 15th district of Florida. Congress-
man Weldon is an esteemed former member of the Government Re-
form Committee and former chairman of the Census Subcommittee
of this committee. Congressman Weldon is also a medical doctor
and brings his unique perspective and experience on Federal health
care matters to this hearing today.

Our second panel consists of Dr. Donald Young, Deputy Assistant
Secretary for Planning and Evaluation, Department of Health and
Human Services who in his medical practice has firsthand experi-
ence with end of life care.

Our third and final panel consists of four witnesses: Diane Cole-
man, president and founder of a disability advocacy rights group
called Not Dead Yet; Bob Sedlmeyer from my congressional district
in Indiana. Bob has a 19-year-old daughter, Valerie, who has been
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incapacitated since birth and for whom Bob and his wife, Cheryl,
provide in-home care. Kay Adamson has had a severe stroke and
experienced what is known as ‘‘locked-in syndrome.’’ Although she
was conscious and aware, she was physically, totally unresponsive.
At one point, her doctors withdrew all nutrition and hydration from
her. Last, we have Professor Robert Destro from the Columbus
School of Law at the Catholic University. He served for 6 years as
a commissioner with the U.S. Commission on Civil Rights and led
the Commission’s discussions in the areas of discrimination on the
basis of disability.

I would like to yield to our distinguished ranking member, Mr.
Cummings of Maryland, for an opening statement.

[The prepared statement of Hon. Mark E. Souder follows:]
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Mr. CUMMINGS. Thank you very much, Mr. Chairman.
One of the responsibilities I take most seriously as a legislator

involves protecting the interests of the most vulnerable segments
of our society. Individuals who are incapacitated by reason of ill-
ness, injury, birth defect or advanced age are among those whose
rights and interests we must be most vigilant in protecting.

Decisions affecting a patient’s course of medical treatment are, of
course, among the most personal and consequential decisions that
a person can make or that can be made on a person’s behalf. When
a person cannot make such decisions on his own, society must do
what it can to ensure that the decision is made in the best interest
of the patient’s health and/or in accordance with the patient’s own
wishes and legal rights.

In some instances these interests can be difficult to sort out, par-
ticularly when it comes to deciding whether to provide or withhold
life sustaining treatment for a severely incapacitated person who
stands no realistic chance of improving.

The Supreme Court has made it clear that a person has a Con-
stitutional right to refuse life sustaining treatment if that is what
he or she wishes. In the absence of a clear advanced directive or
living will document, however, determining what a patient who
cannot communicate would want can give rise to an awful dilemma
for the family or guardian of the patient.

We all witnessed this in the controversial case of Terri Schiavo
and perhaps many of us have faced this kind of decision in our own
families. Certainly there can be few decisions more grave or heart
wrenching for a family to confront whether or when to give up on
the life of a loved one who may be a shadow of his or her former
self or for whom the medical outlook is terribly grim or bleak.

For that reason, I think the Schiavo case teaches us that the
most constructive approach we can take as policymakers is to help
families to avoid such dilemmas by encouraging the use of living
wills and by educating members of the public about their rights to
elect or to refuse life sustaining treatment should they become se-
verely incapacitated.

According to a 2002 study funded by the Robert Wood Johnson
Foundation, only 15 to 20 percent of Americans have living wills.
That is why I am an original co-sponsor of legislation that will be
introduced in the House by Representative Sander Levin of Michi-
gan, the ‘‘Advanced Directives Improvement and Education Act of
2005’’ co-authored with Senator Bill Nelson of Florida which would
ensure that a person’s advanced directive is known and respected,
that a person can obtain professional advice in preparation of such
a directive, and that the information on State laws is broadly avail-
able to those who wish to exercise their rights.

While I supported the Schiavo bill, I think the best role for Con-
gress to play in moving forward is to empower our citizens to make
these crucial decisions with adequate planning and forethought.
Moreover, Congress should give thorough and deliberate consider-
ation to any changes we might contemplate making to the existing
system.

There can be no easy or painless answer in an end of life decision
scenario. We can make it easier for families to be sure that the
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rights and wishes of their loved ones are honored and protected
when tragic circumstances give rise to so awful a predicament.

That said, Mr. Chairman, we all know there are many perspec-
tives and many factors, both legal and moral to consider when it
comes to how we formulate policy on caring for those who lack or
lose the ability to care for or make decisions for themselves. We
will hear some of those perspectives today and I look forward to the
testimony of each of our witnesses.

With that, Mr. Chairman, I yield.
Mr. SOUDER. Thank you.
We have been joined by the vice chairman of the subcommittee,

Mr. McHenry of North Carolina.
Mr. MCHENRY. Thank you.
I would like to first thank all of our witnesses today. I look for-

ward to hearing or reading your testimony. Thank you, Congress-
man Weldon, for being here as a medical expert. We certainly ap-
preciate your leadership on this tough and important issue.

Today, we will be examining the support given by Medicaid and
Medicare programs for the ordinary care of citizens who are inca-
pacitated but are not dying. That is the key distinction we are look-
ing at, these individuals who are not dying and whose rights must
be protected. The incapacitated cannot speak for themselves but as
citizens they have the same right to life as you and I, rights guar-
anteed by the Constitution. People who are incapacitated require
long-term care provided by family, community and medical institu-
tions in order to survive. Medicare and Medicaid do not address
many of the issues surrounding the ordinary care these helpless
people need to survive. This is an issue that recently came to light
through the tragic death of Terry Schiavo. We need to fill in the
gaps in the current Medicare and Medicaid system so that in the
future no one else must suffer like Ms. Schiavo and the Schindler
family.

First among these issues is whether there should be a Federal
presumption in favor of life in the absence of an advanced medical
directive or express medical power of attorney. This was the crux
of the situation involving Ms. Schiavo, an individual who was inca-
pacitated, but in many medical opinions, was not dying and where
there was medical uncertainty as to her wishes due to the lack of
an advance medical directive or power of medical attorney. A pre-
sumption in favor of life would ensure that a Medicare or Medicaid
patient who was incapacitated like Ms. Schiavo, is not denied ordi-
nary care such as hydration or nutrition without the due process
that is guaranteed all citizens including those on death row.

This is a very complicated issue, made more difficult by the fact
that State laws are inconsistent and there is currently no Federal
provision to resolve these conflicts. However, we must work
through these areas of confusion to examine three things: first, the
various treatment options available to incapacitated citizens who
are not dying; second, if the legal instruments meant to protect
them are sufficient; and three, whether there are enough legal pro-
tections to ensure that the Constitutional right to due process of
capacitated individuals is met.

Currently, there is no Federal presumption when a person’s
wishes are unknown. I believe that in such situations where there
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is a legitimate due process question, we must always side on the
side of life. Life or death is the most important question and the
most important decision. As such, it must not be made for someone
else when there is even the slightest possibility of doubt as to their
wishes. Human life must be protected.

We are very fortunate today to have four wonderful panels that
will take on these questions and many others. I look forward to
hearing this discussion, Mr. Chairman.

Mr. SOUDER. Ms. Norton, do you have an opening statement?
Ms. NORTON. I am sorry I won’t be here for much of this hearing,

I have two other hearings going on at the same time. I am in-
trigued that the Criminal Justice Subcommittee would be having
this hearing today. I am trying to fathom that in light of the areas
in which you have traditionally concentrated.

I certainly don’t have any objection to the hearing. I think the
Schiavo case raises issues that ought to be discussed in precisely
this kind of setting as opposed to a setting forced upon us in the
past.

I very much regret, though, that this hearing did not become the
opportunity as well to correct some of the impressions that were
left in the wake of the Schiavo hearings. It questions the maligning
of compassionate care at the end of life by hospices by members
and others repeatedly talking about people being starved to death
and people being deprived of water to their death when you don’t
have to be a professional to understand that hospices are embraced
by Americans precisely because they help people avoid a painful
death. They are regulated by the States, sharply regulated. I
thought they did a huge disservice to allow stand. It would have
been good to have someone here to speak to that issue.

It would have been good if we were going to have this hearing
to have some witness come forward to testify about living wills. Ev-
erywhere I go people virtually come up to you and say, make sure
I have told you, now you know it and most of them are saying they
don’t want to continue to live under those circumstances but the
point is, and perhaps one of the most important points driven home
by the Schiavo case is the living will point. I would like to know
more about that as long as we are having this hearing. I regret
there is no witness who can testify as to that.

Finally, I regret that there is not some expert there who could
tell us the extent to which, and it is a huge extent, of families mak-
ing precisely the decision that the Schiavo family made with re-
spect to Terri. That is to say every day of the week, feeding tubes,
if you will, are given up because either a court intervenes or be-
cause the family makes that decision. No family would ever make
that decision if a dying person starved to death and experienced
starvation or if a dying person experienced the need for water and
was denied it. When virtually the entire neurological profession
said that those feelings were impossible in a woman whose brain
had dissolved to the extent that her brain had dissolved, it seems
to me that the kind of fairness you are known for in this hearing
would have required some witnesses to come forward to speak to
at least some of those issues which are also involved.

I note and I asked when I came in were there any other wit-
nesses and they said there was a witness that could not attend and
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that the minority was given but I just raise these issues because
I think the kind of discussion you have started here is an impor-
tant one and I congratulate you for starting it. That is exactly what
we need but I think we need to have all the elements brought into
the discussion and they do not seem to be included in the witness
list.

I have two other hearings going on, literally, important hearings
and I cannot stay for this hearing but I certainly have staff here
so that I can begin to understand whether some of these issues
were discussed.

I thank you again, Mr. Chairman, for starting this discussion in
the Congress, a vital discussion indeed.

Mr. SOUDER. Thank you and if you could briefly explain the proc-
ess of how this happened. At the beginning of this session, the De-
partment of Health and Human Services was moved to our commit-
tee. As the gentlelady knows and everybody here, we can barely
cover all the other things that we are covering but we start to occa-
sionally have hearings in the Department of HHS along with the
full committee, for example, the COX2 inhibitor hearings are going
to be in the full committee and occasionally those hearings will be
there and occasionally in this subcommittee.

Ordinarily, this was going to be a full committee hearing. They
asked to move it to the subcommittee and at my request, we have
tried to have it not focused just on the Terri Schiavo case where
it was originally headed and try to look at the issue from a broader
perspective and hopefully not only this committee but others will
look at it in many of the ways and aspects that you raise.

Congresswoman Brown-Waite, do you have an opening state-
ment?

Ms. BROWN-WAITE. Yes, I do.
I want to thank you very much for calling this hearing on how

to best protect the rights of those who cannot care for themselves,
including the terminally ill and those Americans who are incapaci-
tated but not in the dying process.

The controversy surrounding the death of Terri Schiavo hit close
to home for all of us. One lesson we can take from her passing is
the importance of creating a living will and completing a health
care surrogate form. These forms make a person’s wishes clear and
ensure they are clearly documented and legally binding.

I have agreed to co-sponsor House Resolution 217 which is a bi-
partisan resolution encouraging all Americans to set forth their
medical wishes through a living will. By drafting a living will, indi-
viduals are able to ease the burden placed on their loved ones by
making serious medical decisions before they are incapacitated or
unable to articulate their wishes to medical personnel.

This oversight hearing also seeks to examine the Federal role in
decisions relating to long term care of incapacitated Americans that
rely on Medicare and Medicaid programs. The proper role of the
Federal Government in these situations presently is not clear. We
must, however, be very careful that we are not usurping any family
decisionmaking given the importance of this issue raised by recent
events.
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I thank the chairman for holding this hearing today and I look
forward to our discussions and hearing from our very capable wit-
nesses.

Thank you and I yield back the balance of my time.
Mr. SOUDER. Before proceeding, I would like to take care of a

couple of procedural matters. First, I ask unanimous consent that
all Members have 5 legislative days to submit written statements
and questions for the hearing record and the answers to written
questions provided by the witnesses also be included in the record.
Without objection, so ordered.

I also ask unanimous consent that all exhibits, documents and
other materials referred to by Members and the witnesses may be
included in the hearing record, that all Members be permitted to
revise and extend their remarks. Without objection, so ordered.

If there is a Member of the House or Senate who is testifying,
they are always the first panel. It is customary to ask all our wit-
nesses to testify under oath but as Members of Congress, we take
that oath at the beginning of the year.

Our first panel is Dr. Dave Weldon.
Dr. Weldon. I would be very happy to take the oath again, Mr.

Chairman, if you would like.
Mr. SOUDER. Our first panel is Dr. David Weldon, a Member of

the House of Representatives. Thank you and we would welcome
your opening statement at this time.

STATEMENT OF HON. DAVE WELDON, A REPRESENTATIVE IN
CONGRESS FROM THE STATE OF FLORIDA

Dr. WELDON. I am delighted to be here, Chairman Souder, and
Ranking Member Cummings and members of the committee. I ap-
preciate the opportunity to testify before the subcommittee and to
discuss the issues surrounding the rights of the disabled, our re-
sponsibilities to protect the disabled in end of life decisions and the
nexus of Federal health programs with regard to protecting vulner-
able adults.

As you know, I introduced H.R. 1151, legislation designed to give
greater legal scrutiny to incapacitated individuals in situations like
that of Terri Schiavo to ensure that before their life is ended by
depriving of necessary fluids and nutrition, a final review be grant-
ed through the Federal courts.

I want to thank you, Mr. Chairman, as well as the ranking mem-
ber and Mr. Danny Davis of the committee for co-sponsoring that
legislation. In addition, I am thankful to the broad spectrum of
support we received on this issue from such people as the Reverend
Jesse Jackson, Ralph Nader, Nat Hentoff and many others.

This issue we are about to discuss today transcends party labels.
By introducing H.R. 1151, I was attempting to address the defi-
ciencies of a system that advocates starvation and dehydration of
those who are dependent on others for their care. While many have
taken from the Terri Schiavo a heightened interest in living wills,
I believe it would be wise for us to broaden that discussion beyond
legal documents.

I was shocked to learn in a recently released report that 80 per-
cent of States now allow doctors and hospitals to controvert the ex-
press wishes of individuals in those legal wills and advance direc-
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tives. The problem goes deeper than not having the proper forms.
That same report goes on to say that ‘‘Increasingly health care pro-
viders who consider a patient’s quality of life too low are denying
life preserving measures against the will of patients and families
and the laws of most States provide no effective protection against
this involuntary denial.’’

I encourage this committee to look at and consider deficiencies
that exist in Federal laws that set conditions for participation in
the Medicare and Medicaid programs and how essential care such
as food and fluids are being dispensed. Medicare considers the pro-
vision of food and fluids through a feeding tube as a prosthetic
medical intervention. Yet, the enforcement of this requirement is
clearly lacking.

To address this weakness, I believe it is imperative to create a
substantive standard addressing when food and fluids can be with-
drawn to ensure that the rights of incapacitated individuals are not
violated. In my view, that standard would presume that vulnerable
adults would want to be fed and given fluids unless they had ex-
pressly expressed otherwise. It is important that we err on the side
of providing this type of care in the absence of an explicit written
directive and that the Federal standard be expressed clearly to all
health providers.

Our legal system is weighted very heavily toward ensuring that
we do not convict the wrong person and we are improving upon
this system every day, as an example with the addition of DNA evi-
dence in particular. Should we not also as a society err on the side
of preserving the life of an incapacitated individual? Incapacitation
is not something any of us would choose but to bring about an end
to that condition based on hearsay or anecdotal evidence should not
be sufficient in the eyes of any court or legislative body. The lack
of a standard that says we ought not starve incapacitated persons
to death is in part the result of a chilling trend that substitutes
utilitarian judgments of medical ethicesis for the minimal care and
compassion required to simply feed someone and provide them with
water.

This march toward redefining humanity and classifying the inca-
pacitated as non-persons is a dangerous step that strips the most
vulnerable of the founding principles on which this country was
founded. We must be careful as a Nation not to travel down the
perilous path of nations that have treated those with disabilities
including those with severe brain damage as less than whole per-
sons. History has not judged favorably those societies.

The utilitarian trend plays into the epidemic of elder abuse and
neglect occurring in many long term care facilities around America.
What is needed is accurate data and information about gaps in de-
tection, investigation and intervention into the neglect and exploi-
tation of vulnerable and incapacitated adults wherever it may
occur.

With this committee’s assistance, it is my desire to introduce leg-
islation that would address the needs and deficiencies I have cited
by one, establishing a clear, substantive standard regarding basic
care such as food and water; two, initiate an appropriate study to
clearly identify areas of neglect and abuse that our vulnerable and
incapacitated adults and children face today; and three, to estab-
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lish a Federal presumption in our Medicaid and Medicare programs
that fluid and food will not be denied absent an explicit wish to the
contrary.

Mr. Chairman, these past few weeks have shown us that what
we may have considered normal, appropriate care for incapacitated
individuals, namely the provision of food and fluids, is now being
challenged. Congress must step up to this challenge and be pre-
pared to affirm the full protections and rights of every American
but most especially those dependent on others. Let it not be said
that we ignored so important a value.

Thank you for your interest in this subject. I would be very
happy to field any questions you or the others may have.

[The prepared statement of Hon. Dave Weldon follows:]
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Mr. SOUDER. Let me read a statement from the U.S. Conference
of Catholic Bishops and if you could react to this as a doctor, I
would appreciate it. They said, ‘‘We reject any omission of nutrition
and hydration intended to cause a patient’s death. We hold for the
presumption in favor of providing medical assisted nutrition and
hydration to patients who need it which presumption would yield
in cases where such procedures have no medically reasonable hope
of sustaining life, propose excessive risk or burdens.’’ Practically
speaking, as a doctor, how is a decision reached that a procedure
has ‘‘no medically reasonable hope of sustaining life or pose exces-
sive risk or burdens?’’ Should those considerations override Federal
presumptions to support nutrition and hydration?

Dr. WELDON. That statement from the Catholic Bishops, I have
seen and, it is probably one of the most thoughtful statements on
this issue that I have read. These issues are very, very tricky and
as I said on multiple occasions during the controversy surrounding
the Terri Schiavo case, there were instances where I withdrew food
and fluids. An example would be dealing with somebody who was
very elderly and perhaps somewhat disabled with failing health,
multiple medical problems, say they had an underlying heart or
lung condition and then developed another complication and would
have say a massive stroke. They would be in the hospital and we
would get into these issues. It is a very fine line and requires very
skilled and experienced judgment when you are crossing over the
edge where you are no longer preserving life but you are now pro-
longing the dying process. In that circumstance, I would sometimes
either not initiate food and fluids or if they had already been initi-
ated on occasions I would stop them. Of course this was after full
and detailed consultation with family members.

In that statement, the Catholic bishops have a presumption that
you will give food and fluid but they go on to qualify that which
presumption would yield in cases where such procedures have no
medically reasonable hope of sustaining life or pose excessive risk
or burden and that is the kind of circumstance I was talking about,
somebody who was clearly in the process of passing away and what
would otherwise be a process that might take 2 or 3 days, it can
be viewed as inhumane to drag that out over weeks or months.

I don’t think the Terri Schiavo case fit that description I am de-
scribing to you at all. I think it was a very, very different cir-
cumstance. Any change in Federal regulations involving the Medi-
care and Medicaid programs have to take these kinds of nuances
into consideration. If we are going to establish a standard that food
and fluids will be a requirement, it has to be caveated in such a
way that it allows for professional judgment in situations where
you are not prolonging life, you are actually prolonging the dying
process.

As well, obviously any change in Federal laws or regulations
have to take into account any advance directives that the patients
may have put forward.

Mr. SOUDER. You have been involved in variations of this issue
since you have been in Congress. Have you seen HHS take any
intervention, set any guidelines and is your bill trying to address
some of that?
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Dr. WELDON. I have not personally seen any HHS directive, but
I believe you have a witness from HHS coming forward. The trend
I am concerned about and why I think it is appropriate for us to
intervene in this situation is 10 years ago, 15 years ago, you would
often have families wanting to withdraw food and fluid in what
was perceived as a helpless situation and you would have health
care providers who were not comfortable with that decision and
wanted to continue to administer food and fluid. Some of those
cases ended up in court and I believe the Karen Quinlan case fell
into that category.

Now what you are actually seeing in the health care delivery sys-
tem is circumstances where either you have no advance directive
or you have stated directives from the patients to have food and
fluid and sometimes actually written directives as the report I cited
to you stated, family members who are wanting it and health care
providers who are saying the quality of life here is insufficient to
justify this and they are unilaterally withdrawing food and fluids
over the objections of patients and family members and there is no
standard in many States in law to basically contravene any of this.

Mr. SOUDER. Mr. Cummings.
Mr. CUMMINGS. As I was listening to you, I could not help but

think about the many people who called my office with regard to
the Schiavo case and many of them very emotional. I have never
seen anything like it. These were people who felt that for the most
part they should just let her pass away. The interesting thing is
a lot of them had been through the experience.

I think it is so sad that this has gotten so tangled up in politics.
Different people have different perspectives. I was hoping this
hearing would put the politics aside, which I think we are trying
to do, and try to address what you just said. Listening to what you
just said, it kind of makes me understand how it could get so emo-
tional because what you just said to me is a pretty complicated, in-
dividual kind of decision. I heard what you said, instead of prolong-
ing life, you are prolonging death. I take it doctors can disagree or
agree on that? Is that reasonable to believe? I don’t know, I am
asking you. Is that the standard and how do you codify that? Do
you follow me?

Dr. WELDON. Absolutely. Let me share with you, politicians
aren’t the only people who disagree on issues and doctors fre-
quently caring for patients will disagree on treatments and inter-
ventions. What I had seen 10 and 15 years ago was a tendency,
and I think some of this grew out of concern for litigation, that a
lot of doctors would just throw technology at anybody and every-
body and put lots of people who shouldn’t have been put on life sus-
taining modalities, on them and you would frequently have patient
family members coming forward and saying, no, we don’t want this.

The trend now seems to be actually in the opposite direction
which is I think beyond the Schiavo case, for the Congress actually
looking at this. People against their written directives, people
against their family members’ desires are having food and fluid
withdrawn.

Regarding the specifics of the Schiavo case, we need to keep in
mind that case, while the media I think went to great lengths to
portray it as a Republican-Democrat kind of thing, it totally tran-
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scended that when you actually looked at the yeas and nays and
when you looked at who signed on the original bill. Some very seri-
ous concerns were also expressed about the way that case was han-
dled.

This issue is going to continue to be a problem in my opinion and
we as a body are going to come under increasing pressure to help
contain costs in the Federal health programs and as well insurers
are going to come under increased pressure from policyholders, pre-
mium payers to contain costs. So when you are talking about some-
thing as fundamental as food and water, I think it is very appro-
priate for the Congress of the United States to explore this issue.
I think a standard needs to be established and any standard we
establish in the Federal programs have the high likelihood of be-
coming a standard in private practice as well.

Mr. CUMMINGS. When you say costs, you are not talking about
the food and the water. Costs go to a person being in a bed in a
facility with people looking after them. You said the reverse has
now happened where the doctors may take them off the food and
water.

Dr. WELDON. That is happening today in America.
Mr. CUMMINGS. I want to ask you this. Do you think a lot of that

has to do with costs?
Dr. WELDON. Yes, I do. I think a lot of the physicians in the in-

stitutions look at the cost of sustaining people and it takes you
down what is called a utilitarian path of medical ethics where we
are no longer looking at the sanctity of human life and the need
to preserve human life, but we are looking at these broader issues
of social good and the cost to the programs.

I have not yet concluded drafting my legislation but I am pretty
close. I am trying to you might say divide the baby here very accu-
rately. It is a very, very tricky issue. My own personal experience
was that most physicians get this right. We were very focused on
the case of Terri Schiavo a few weeks ago. However, these kinds
of decisions are made on a regular basis in most hospitals and
nursing homes and hospice centers in the country and there is usu-
ally no controversy surrounding them. There is an increasing trend
that I think warrants a Federal standard to be established.

Mr. CUMMINGS. Last but not least, as we get older, people living
longer, I guess it is reasonable to predict that there will be more
of these situations, would you agree? Is that reasonable to assume?

Dr. WELDON. Yes, I think it is quite reasonable to assume that.
Mr. CUMMINGS. I take it part of what you are saying is that we

see this reverse thing going on, the withholding of food and water
and we see people getting older, so therefore there is going to be
more of this. We see the cost of health care going up and some kind
of way in that climate, we had better prepare ourselves to set some
kind of reasonable standard.

Dr. WELDON. I would describe it as a minimum moral and ethical
standard that is biased toward life, in particular the fundamentals
of life, food and water. I would not want to venture into the broad-
er issue of when do you intervene with drugs or machines. Those
kinds of issues I think are best left to professional associations and
institutions but when you are talking about the fundamentals of
food and fluid, one of the things unique about the Schiavo case is
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the judge’s order from the bench was you could not bring a glass
of water to this woman’s lips. While it may seem extreme, it is not
unprecedented. There have been similar cases in the past. To me
that warrants what is called a substantive standard in Federal law
or regulations be established regarding when it is inappropriate to
do that and that standard should be biased toward life. Otherwise,
we would begin going down a dangerous path of denying food and
fluid to a lot of disabled people who have a will to live.

Mr. CUMMINGS. Thank you.
Mr. SOUDER. Mr. McHenry.
Mr. MCHENRY. Dr. Weldon, I certainly appreciate your testimony

thus far and appreciate your depth of knowledge on this issue. I
think you are in a unique position in Congress because of your
medical background to address this issue.

You said a bias toward life, and this is only in cases where there
is a controversy, a legal controversy about the incapacitated indi-
vidual’s life? Is that correct?

Dr. WELDON. No. What I am looking at is introducing legislation
and I am actually soliciting input from the committee on this issue.
A standard for when it is inappropriate to withdraw food and fluids
really in any circumstance, not just when you have a family con-
troversy like you had in the Schiavo case.

Mr. MCHENRY. Would this be geared directly toward Medicare or
Medicaid patients?

Dr. WELDON. I would favor that and the reason I would favor
that is we are the principal funder of Medicare and Medicaid and
if an institution is going to receive those funds, they should be held
to a standard that is biased toward giving essential nutrients and
favoring a respect for human life.

Mr. MCHENRY. Is it in essence sort of a standard of case issue
with Medicare and Medicaid?

Dr. WELDON. I would describe it as an extension of care issues
because there are lots of standard of care issues within the Medi-
care and Medicaid programs that currently exist today. It is these
fundamental issues or requirement of food and water have never
been established before in law or in regulations.

Mr. MCHENRY. So in essence, it would be just as though Medi-
care and Medicaid have a certain standard of care that they de-
mand?

Dr. WELDON. In order to be eligible to receive reimbursement
through the Medicare and Medicaid program, if you are going to be
taking care of these patients I think you should be held to a mini-
mum standard of delivering food and water to people except it
needs to be qualified in such a way that you are not forced to give
food and fluids to people who are obviously in the dying process or
people as well who have an advanced directive indicating they
would not want to receive food and fluid.

Mr. MCHENRY. So in the absence of a medical directive and with
the basic standard of care, so it would be an extension of current
Medicare and Medicaid policy and just putting in a certain level of
care that every doctor must provide for their patients?

Dr. WELDON. Correct.
Mr. MCHENRY. Thank you and thank you, Mr. Chairman, for

having this hearing.
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Mr. SOUDER. Ms. Brown-Waite.
Ms. BROWN-WAITE. Thank you and thank you, Doctor, for being

here.
You and I have had many conversations about this very difficult

issue. I would like you to clarify a couple of comments you made.
One was you find it disturbing that an increasing number of doc-
tors in hospitals unilaterally are withdrawing food and water.
Could you quantify that? Is it in the tens or is it 20, is it hundreds,
thousands?

Dr. WELDON. The National Right to Life Committee provided me
a report and I would be very happy to make a copy of that report
available to you as well as to the record. It is entitled, ‘‘Will Your
Advance Directives Be Followed?’’ The report is full of cases where
family members report advance directives in favor of administra-
tion of food and fluid were properly executed and family wishes
were present that food and fluid would be continued and health
care providers and institutions shut off the food and water allowing
the person to die based on sometimes a medical ethics committee
at the institution making the decision, sometimes it is the individ-
ual providers.

The concern I have in this is there is no standard in 80 percent
of the States, in 40 States. There is no legal remedy that the family
members can go to in order to prevent that from happening once
the institution makes that decision. In terms of the absolute num-
ber, I can provide the report.

Ms. BROWN-WAITE. That would be very helpful.
In today’s world where we have such a litigious society, doctors

tell me they wouldn’t do this because of fear they would be sued
for either wrongful death, even though it is a premature death, or
medical malpractice. I hear from doctors back in the communities
that if anything, they actually are erring on the other side, putting
feeding tubes in and keeping them in for the fear of litigation.

Dr. WELDON. Yes, there is some of that. Indeed, I had a very in-
teresting conversation with a tort attorney who actually makes his
living suing nursing homes. One of the things he most often sues
for is failure to provide adequate food and fluids that leads to medi-
cal complications. In that same milieu, there is the other side of
the story and it typically involves people with disabilities and most
often it is people with severe disabilities and institutions are mak-
ing decisions to withdraw food and fluid and it is typically based
on a quality of life analysis. To my knowledge, none of those cases
have been successfully litigated through the court system.

Ms. BROWN-WAITE. The last question for you is, if we set a stand-
ard for Medicare and Medicaid and private insurance companies
don’t follow it, do we have a system of unequal rights? In other
words, the Medicare or Medicaid patient, we would err on the side
of food and water and the private pay or one of the individual in-
surance companies, they would never adopt this standard. Help me
to understand why we would have two standards?

Dr. WELDON. The remedy for that would be a universal Federal
standard that not the Federal programs would have to adhere to
but as well private insurance companies would have to adhere to
it. One of the issues you would get into there if you try to move
such a legislative act through the Congress is that you are usurp-
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ing State authority, State law, State regulatory processes and peo-
ple who hold to a very strong Federalist opinion may not want to
go down that path.

My experience is the majority of these cases are within the Fed-
eral programs but your point is actually well taken and if you are
alluding to the fact you would like to see it broadened, then I
would be very interested in your input on that issue.

Ms. BROWN-WAITE. You sparked another question for me and
that is would you have government intervention in a case similar
to Terri Schiavo’s where allegedly she expressed her views to peo-
ple but it was never written down, so is your goal to override a
family member carrying out the person who is in the hospital or
in the nursing home or hospice, override their decision even if it
wasn’t in writing?

Dr. WELDON. What you are really getting at is if we had the
standard in place during the Schiavo incident, how would that
have played into the deliberations in that case?

Ms. BROWN-WAITE. Correct, because she was on Medicaid.
Dr. WELDON. Yes. I am not really sure and I would have to defer

to legal scholars on that. I have not even finished the process of
drafting my legislation. As you know, I am a physician, not a law-
yer. It is not my intent to replay the Schiavo case in current law.
What has been drawn to my attention mainly by some of the people
sitting behind me who represent some of these disability groups is
a strong level of concern about a trend in health care delivery
which I think is being driven a lot by cost issues Mr. Cummings
brought up and that you are going to see more and more people
who are less and less disabled being denied care if we do not at
least establish some sort of floor or basement or fundamental
standard.

Ms. BROWN-WAITE. But again you would have two sets of health
care, those on Medicare and Medicaid and those not covered by
Medicare and Medicaid. I know you are working on a very thought-
ful bill.

Dr. WELDON. I am not exactly sure what your concern would be
because my experience is the Federal standards are usually adopt-
ed by private industry.

Ms. BROWN-WAITE. That may have been the case but with in-
creasing health care costs, I am not sure unless it was mandated
that insurance companies would follow through on that. I look for-
ward to seeing your bill.

Dr. WELDON. If it was a standard in Medicare-Medicaid, it would
probably involve funding and it would be targeted basically to fa-
cilities.

Mr. SOUDER. Our challenge in Congress is which rights are basic
and fundamental and transcend. Is this a right to life, a right to
certain types of services? Clearly in Medicaid and Medicare we
make decisions and they are interpreted through the Department
of Health and Human Services that are very difficult decisions.
This limb constitutes this much, this limb constitutes this much
and private pay can cover different things. There are different
standards. The question is does the right to water and food tran-
scend public-private, is that a basic right or is that a right tied di-
rectly to our funding? We certainly are feeling the cost pressures
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here. Everybody is raising health care cost questions. Businesses
are raising it, doctors are raising it, hospitals are raising it, how
many hearts are you entitled to, how many of this and that, how
do we sort through this very difficult cost, quality of life question?

What we are saying and I think you brought up really well and
hopefully we can work through this hearing is we have to be very
careful about having quality of life be the sole determinant here.
Are we in effect making one whole class of citizens second class
citizens. Hopefully as you develop this and I know we had talked
about this before the Terri Schiavo case and will continue to talk
about it afterwards, but this certainly put a different heightened
awareness in the case.

Thank you for coming today and testifying.
We will move to our next panel. Dr. Don Young, Deputy Assist-

ant Secretary for Planning and Evaluation, Department of Health
and Human Services whose job it is to provide as much and total
health care for everybody at basically no cost and make sure every-
body gets absolute service.

We do need to swear you in.
[Witness sworn.]
Mr. SOUDER. Let the record show the witness responded in the

affirmative.
Thank you for taking time today to come and address. We look

forward to your testimony.

STATEMENT OF DR. DONALD A. YOUNG, DEPUTY ASSISTANT
SECRETARY, PLANNING AND EVALUATION, DEPARTMENT
OF HEALTH AND HUMAN SERVICES

Dr. YOUNG. Thank you for inviting me today to discuss the role
of Medicare, Medicaid and advanced directives for those who can-
not care for themselves.

We are committed to ensuring that Medicare and Medicaid bene-
ficiaries receive appropriate care tailored to their own needs and
that they understand their rights and options in all care settings.

As the subcommittee undertakes an examination of policies re-
garding the status and legal rights of incapacitated individuals, I
appreciate the opportunity to provide an overview of the role of the
Medicare and Medicaid programs as well as other programs within
the jurisdiction of the U.S. Department of Health and Human Serv-
ices.

Medicare and Medicaid both play an important role in financing
care for patients who may need to make choices about the types of
health care they want. Medicare and Medicaid serve to protect the
health of individuals at every stage of their lives, including when
they cannot speak for themselves. However, decisions about health
care itself are not made by Medicare and Medicaid. Such decisions
are made by individuals and their families in consultation with
their physicians.

The Federal Medicare and Federal State Medicaid programs pro-
vide coverage for hospital, skilled nursing facility and home health
service and hospice care as well as nursing facility services for long
term care for Medicare beneficiaries. Hospice covers a broad range
of medical, personal assistance and social services with the goal of
keeping the patient comfortable and pain free and supporting the
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family. Hospice was added as a benefit under the Medicare Pro-
gram in 1983 and as an optional benefit under Medicaid in 1985.
The number of beneficiaries electing hospice care and the number
of agencies offering such services has grown steadily ever since.

The Centers for Medicare and Medicaid Services developed condi-
tions of participation that health care organizations must meet to
participate in the Medicare and Medicaid programs. These stand-
ards are used to improve quality and to protect the health and
safety of beneficiaries. Conditions of participation vary by facility
type and include requirements related to patient rights, medical
staff, skilled nursing and rehabilitation services, food, dietetic serv-
ices and needs.

An important condition of participation is the requirement re-
garding advance directives. The Patient Self Determination Act of
1990 requires that all adult patients in all covered settings be in-
formed of the right to accept or refuse treatment through an ad-
vance directive. An advance directive is a written instruction such
as a living will or durable power of attorney for health care. It is
recognized under State law relating to the provision of health care
when the individual is incapacitated. This also includes do not re-
suscitate orders. Compliance with this requirement is a condition
of participation under the Medicare Program for hospitals, hos-
pices, skilled nursing facilities, home health agencies and Medicare
advantage plans. Medicaid managed care organizations also must
comply with identical requirements.

Advance directives address both treatments individuals do and
do not want. For example, an individual may prefer that health
care providers perform all possible life prolonging treatments. Con-
versely, a person may elect to receive non-curative care. Therefore,
if an individual has specific treatment preferences, they would be
able to document them in an advance directive. The Social Security
Act which codifies the Patient Self Determination Act of 1990 man-
dates that all institutions receiving Medicare and Medicare funding
inform all patients regardless of whether they are entitled to Medi-
care and Medicaid of the right to accept or refuse medical treat-
ment through an advance directive.

All health care institutions must maintain written policies and
procedures concerning advance directives with respect to all adult
individuals receiving medical care. We are required to provide writ-
ten information to such individuals. In addition, providers must
document in the individual’s medical record whether or not the in-
dividual has executed an advance directive and may not discrimi-
nate in the provision of care to an individual based on the existence
of an advance directive.

Providers must also comply with State laws regarding advance
directives and provide for education of the staff and communities
on issues concerning advance directives. In addition to Medicare
and Medicaid, other government programs and services are avail-
able to families addressing health care issues for vulnerable indi-
viduals including Federal, State and local government partnerships
that include ombudsmen protection and advocacy groups, adult and
child protective services. These include the Health Resources and
Services Administration programs that provide services and bene-
fits for persons with traumatic brain injury.
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The Administration on Aging has a strong commitment to pro-
tecting the rights of seniors and helping them to make end of life
care decisions. Nearly 1,000 AOA funded legal providers help sen-
iors to obtain medical and financial powers of attorney, living wills
and advance directives. The AOA also administers an ombudsmen
program under which local ombudsmen work on behalf of residents
in hundreds of communities throughout the country. AOA also sup-
ports the National Family Care Giver Support Program.

In conclusion, we are committed to ensuring that vulnerable
beneficiaries receive appropriate care through Medicare and Medic-
aid that is tailored to their needs and that they understand their
rights and options.

As you can see, a variety of protections are in place in Medicare,
Medicaid and beyond these programs to ensure that beneficiaries
receive appropriate health care.

I thank you for holding this hearing and I am happy to answer
your questions.

[The prepared statement of Dr. Young follows:]
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Mr. SOUDER. Let me see if I understand this correctly. The medi-
cal decision whether to spend the money, the Medicare-Medicaid
money, is made at the doctor or hospital level and you don’t mon-
itor this unless someone makes a complaint?

Dr. YOUNG. No. Let me make a very important clarification here.
I was speaking of the conditions of participation. The Medicare Pro-
gram sets those conditions of participation and surveys facilities to
be sure they are adhering to those conditions of participation. One
of the requirements within those conditions of participation is the
requirement they offer an advance directive. The Medicare and
Medicaid programs set similar policies related to reimbursement to
which your question was directed.

Once conditions have been set for reimbursement, once decisions
have been made on what is a covered service and what is not a cov-
ered service, if the physician is furnishing it in a way that meets
professional standards, we don’t get into the examining room be-
tween the physician and the patient.

Mr. SOUDER. What did you think of Dr. Weldon’s statement
which he said came from a right to life report that many hospitals,
up to 80 percent, have often violated the express will of the patient
and is there monitoring of this?

Dr. YOUNG. I was first of all surprised by that. I had not seen
that report. I intend to obtain that report and look at it very soon.
Amongst the kinds of questions I had were if indeed there were 80
percent, was it 1 patient out of 1,000. That is, did something hap-
pen that could have been inadvertent or willful? We have some in-
formation related to nursing homes. We do not have a lot of good
information on this. A substantial proportion of nursing homes are
following the rules but not all of them and there are times we have
to go in and cite and encourage them to adhere to the rules they
say they are adhering to.

Mr. SOUDER. Do you know of any cases where you have inter-
vened in a feeding type situation?

Dr. YOUNG. The Department or the Medicare Program?
Mr. SOUDER. Yes, where there was somebody who had a state-

ment, the hospital didn’t want to provide it and the Department of
HHS has intervened and said look you are supposed to provide that
either by fining them or rebuking them? Do you have a penalty if
they don’t?

Dr. YOUNG. First of all, I am not aware of that having occurred.
In terms of our conditions of participation and our overall require-
ments, we do have surveys and we do check. There are penalties
that are on institutions for violations of those. They can be civil
money penalties, monetary but for very egregious violations of con-
ditions of participation, providers can lose their ability to partici-
pate in Medicare and Medicaid which essentially effects their pro-
viding services to everybody.

Mr. SOUDER. Are almost all of those cases brought to your atten-
tion by the system you set up for elder abuse reporting or disability
reporting, national family care giver support programs or are these
being found and discovered by HHS investigators?

Dr. YOUNG. They are being found by either the staff responsible
for drafting and enforcing the standards and frequently that is
done at the regional office level not centrally.
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Mr. SOUDER. You had in your full written statement that accord-
ing to the Patient Self-Determination Act of 1990, it mandated that
most institutions receiving Medicare and Medicaid funding inform
all adult patients. What would be the exception category, do you
know?

Dr. YOUNG. All of what we call providers and provider facilities
are covered by that—hospices, nurses, skilled nursing facility, long-
term care hospitals, acute care hospitals. All those things that we
would call an institutional provider plus a hospice, which may be
without walls, are covered by that.

Mr. SOUDER. I would be interested in your personal reaction,
since you are a physician as well, to what I asked Congressman
Weldon about the U.S. Conference of Bishops. I know you were
here and heard the question about this difficult question that, prac-
tically speaking, how is a decision reached that a procedure has no
medically reasonable hope of sustaining life or poses excessive risks
or burdens, and should this consideration override Federal pre-
sumption in support of nutrition and hydration?

Dr. YOUNG. There are some very, very difficult judgments embed-
ded in that. When a patient looks like they are end of life, you can
look at their brain functioning, you can do a whole host of studies
and tests to see is there any probability of recovery here. If they
have advanced diseases such as cancer, you know approximately
what their life frame is. Having all that information, that still boils
down to an extremely difficult decision to be made.

And if you are talking about some of the things we were talking
about here today, the physician needs to involve the family and
know the family’s wishes and the patient’s wishes. If you do not
have an advanced directive, and it would be nice if you always had
one, then you have to have some understanding what you and the
family believe the patient would have wanted and what they would
have wanted. And your concern, ultimately, is still the welfare of
the patient. So, as Dr. Weldon said, there is a time when there is
severe suffering and that has to be a factor you and the family con-
sider in making your determination.

Mr. SOUDER. Thank you. Mr. Cummings.
Mr. CUMMINGS. If the problems that Dr. Weldon talked about

that he read in the Right to Life document that he just referred
to a moment ago, if that were something that were happening—
and I am not saying it is not, I do not know—who would know
that? It seems like that is the kind of information that would come
to some office in HHS. Is that reasonable to guess?

Dr. YOUNG. Let us assume that there have been violations and
there are more than random violations, which you may not find,
the patient, the patient’s family can report it, they can report it to
one of the various hotlnes, they can report it to the IG, they can
report it to HHS directly. Providers in that hospital could discover
it and report it via one of those mechanisms. Routine audits of
medical records could determine it and it could be reported through
the hospital’s own quality oversight and medical audit review, pro-
fessional standards review organizations. There are numerous
places within the health care system where there is oversight that
hopefully would identify and report up that kind of problem.
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The question I have that you are going to have to ask the legal
authority, Justice Department, is, if, indeed, these determinations
have been made by the patient, how can they be overturned by the
hospital? And I do not have enough detail to understand that re-
port from Dr. Weldon. But I think embedded in that is a very im-
portant legal question that needs to be answered as well, if, indeed,
that is happening more than on rare occasions.

Mr. CUMMINGS. So I would take it, based upon what you just
said, that you were a bit surprised by that comment of Congress-
man Weldon that this was something that apparently has hap-
pened quite a bit. Were you surprised?

Dr. YOUNG. Yes, sir, I was surprised. I am not aware of that re-
port.

Mr. CUMMINGS. OK. You prepared a statement to come here
today, did you not, and it is a very good statement. I was just won-
dering, I know it may have caught you by surprise what he said,
but in your discussions with the people in your office, I am sure
you had discussions generally, did you hear about anything like
this?

Dr. YOUNG. No.
Mr. CUMMINGS. One of the things that Dr. Weldon said that I

think just deserves a lot of consideration is he talked about wheth-
er you are prolonging life or prolonging the death process. And you
have said it to a degree, that this is a judgment, this is a pretty
significant judgment call. I am just wondering, the chairman asked
you about monitoring and how is it monitored, I would guess that
even if you were doing some monitoring, there might at this point
be some question as to—let us say you have somebody who says,
look, that doctor withheld water and food and it was a directive of
my loved one to have everything possible to sustain my life, food
and water to save my life. Is there not a question then, is this sus-
taining the life, or is this sustaining the death?

Dr. YOUNG. You put your finger on an extraordinarily not only
complex, but very, very difficult judgment. The body is a very, very
resilient thing and predicting how different people will react under
differing circumstances, even those who are very, very sick, is very
difficult and fraught with error.

Mr. CUMMINGS. When I practiced law, we often had to have
guardianships over people because they could not do for them-
selves, and quite often dementia set in. When you are trying to fig-
ure out what is in the best interests of this person, it does become
a bit complicated. One of the standards has been that you want to
do everything you can do to protect the person, almost like you
would protect a baby, because they cannot protect themselves.

So, in this instance, it seems as if one of the things that we are
trying to do, and I think—I think—part of the reason for this hear-
ing is to protect those who are most vulnerable and those who find
themselves in a situation because of illness or what have you
where they cannot—well, it depends, if they made a decision, try-
ing to carry out that decision, if they have not made the decision,
trying to figure out what you do from there. Do you think there is
enough in the law right now to protect people, you following me,
with what you are familiar with?

VerDate 11-MAY-2000 10:45 Sep 27, 2005 Jkt 000000 PO 00000 Frm 00040 Fmt 6633 Sfmt 6633 D:\DOCS\23407.TXT HGOVREF1 PsN: HGOVREF1



37

Dr. YOUNG. Yes. Yes, I do follow you. I understand the question.
I think the most important protections that are there are through
the Medicare conditions of participation that apply to everybody,
and that is the requirements related to an advanced directive. The
deficiency that we have, and I think it applies to all of us, is we
probably need to do a better job educating the public to fill out
those papers and to do their advanced directives, because we still
have a substantial number of people who have not. If we had those
advanced directives for everybody, if the loved ones, the family, the
physicians knew the wishes, then the kinds of decisions and discus-
sions that we are talking about today would be very rare and might
not be there at all.

Mr. CUMMINGS. I was just reading and listening to what you had
to say about the ombudsman. They play a pretty significant role.
How prevalent are they, doctor, the ombudsmen? It seems like a
really wonderful position. I see some of them are voluntary, so I do
not know how widespread they are. Are they controlled, by the
way, do we have anything under HHS that sets any criteria for om-
budsmen, what they are supposed to do, what they are supposed
to be looking for? Or is it just something where people kind come
into hospitals or hospices and say, look, I am volunteering, I want
to just kind of watch over things. Because I am wondering, if it is
not something that is pretty concrete, maybe that is something that
we might want to look into.

Dr. YOUNG. They are voluntary. But the program itself is one
that I do not have the details on, I would be happy to get you more
information and submit it for the record.

Mr. CUMMINGS. But from what you have written here, I am al-
most finished, Mr. Chairman, they do and can play a significant
role. As a matter of fact, it sounds like they could possibly play the
role of a whistle-blower at times. Is that reasonable to conclude?

Dr. YOUNG. Well, yes. And there is not one single ombudsman or
ombudsman program. There are people out there who are very in-
terested in Medicare beneficiaries, there are centers who are fund-
ed to look at, to help, and to provide advice and guidance to Medi-
care’s beneficiaries with problems, help intercede on their behalf.
But I will get you more information.

Mr. CUMMINGS. Last, but not least, what would you like to see
us do, if anything? Can you think of anything? You know the sub-
ject matter here, what we are looking at. Do you see loopholes? We
are trying to figure out how we can help in this process to clarify
or to draw the line. Do you have any recommendations about any
of this?

Dr. YOUNG. Yes. I have listened carefully to the proceedings so
far, to Dr. Weldon. I do not have any suggestions and recommenda-
tions. A lot of this is very much personal that belongs with the
family, with the doctor, with the patient’s wishes. If you identify
something that you think would be the appropriate subject of Fed-
eral legislation, we would be happy to look at it, give you our opin-
ion and our advice.

Mr. CUMMINGS. OK. Thank you.
Mr. SOUDER. One thing that would help as a start, our staff tried

to get data under Medicare and Medicaid as to any numbers that
you might have on people in minimally conscious state or persist-
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ent vegetative state that are funded under Medicare or Medicaid.
We do not have any idea of the universe of people we are dealing
with. Is this a little problem? A big problem? Does such data exist?

Dr. YOUNG. We have some limited data. On the Medicaid pro-
gram side, there was a study done, it is probably 4 years, 5 years
old now, but under that study, it was estimated there were about
2,500 people accountable for about $600 million in spending for in-
patient care with a diagnosis of persistent vegetative state. So that
gives you some notion. It is not an inconsequential number of peo-
ple or an inconsequential number of dollars, and that is only for
the inpatient hospital setting. Were that done in nursing homes,
you would certainly find additional increase.

Mr. SOUDER. So you do not have reporting data that would iso-
late that? That was a study done, a sampling?

Dr. YOUNG. Yes. All of this would have to be done either as a
study using claims data, or as a research project that was designed
specifically to get at the questions that are being asked.

Mr. SOUDER. Because one of the things, in addition to this group
of individuals, really, what is underneath the concern here is, as
we grapple with incredibly intense cost pressures, from our funding
level that is going to HHS, to the State level, flat funding Medicaid
all over the country as we block grant more to them, that the goal
of hospitals and nursing homes is to cap the number of Medicare
and Medicaid patients that they have and try to blend it as much
with at least private payer, blend it and this cost pressure. What
we have as a fundamental concern here is that those who are least
able to speak for themselves and those with disabilities are going
to get shunted aside or at least have less of a voice.

There needs to be a fair public debate about how we are going
to resolve this difficult question. Because they probably take a lot
of dollars per patient, for a long period of time, have, depending on
the nature of their disability, more specialists involved, and, there-
fore, become vulnerable, especially if their spouses or children may
not live in the area, may not be alive. So how do we as a society
make these kinds of decisions? And if we do not have some basic
data in addition to casual sampling, the pressure—let us say if
there is a hospital that is already cost-squeezed and there are 10
patients at that hospital as opposed to none at a private pay hos-
pital, how do we sort through, and what is our responsibility as a
Nation to protect individuals’ fundamental rights, like we did
under ADA or other types of legislation?

Dr. YOUNG. I very much agree with you, Mr. Chairman, on the
problem with costs. We, as a Nation, are struggling with that. I
think we will continue to struggle with it. But we need to do some-
thing about that because of the downside in terms of numbers of
people who are uninsured and other issues.

In terms of health care spending, we have always spent the most
on the sickest. Twenty-seven percent of Medicare’s expenditures
are for people in the last year of life. Now having said that, let me
add very quickly a large of amount of expenditures are also for peo-
ple who live longer than that year. And it is a very slippery slope
if you start to raise this issue. This spending does not occur once,
and people frequently do not get into a condition where they are
on life support tubes as a single event. It can happen, you are very
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healthy, you go into the hospital, you need to have breathing as-
sistance after surgery, then something else happens and you need
to have food and water, then something else happens and you need
to have kidney dialysis. This occurs over time. It is not a one-time
kind of thing and that spending occurs over time. So we put, as a
Nation, and in the Medicare program, a large amount of our re-
sources on the very sickest people, and that is appropriate.

Mr. SOUDER. I want to reiterate again, unless we have data, it
is tough to monitor. I know you have all kinds of pressure to get
all kinds of data, too, and we have reams of it stacked that nobody
ever looks at. It is one of the favorite things of Congress to do is
ask for data and then have nobody look at it, or find it so inacces-
sible that you cannot find what you are looking for. Nevertheless,
this type of question, in addition to the occasional study, if we are
going to make sure, otherwise, we are, in fact, dependent on the
ombudsman and the occasional kind of whistle-blower calling this,
because we cannot really do oversight, we cannot really do plan-
ning in the agency or in Congress if we do not know how many we
are dealing with, what percentage of cost that is other than in a
random study, which may, in fact, be enough if the studies are ac-
curate and repetitive enough.

Dr. YOUNG. I understand your point, Mr. Chairman, and I will
certainly carry it back to the Department to the various compo-
nents that are involved in doing research and analysis.

Mr. SOUDER. Otherwise, we could pass legislation that is so
sweeping but not be relevant.

Dr. YOUNG. I agree with you. I do policy primarily for a living,
and data research and analysis is the core tool for our work.

Mr. SOUDER. Ms. Watson, did you have any questions of this wit-
ness?

Ms. WATSON. No. I will pass.
Mr. CUMMINGS. I have one other.
Mr. SOUDER. Mr. Cummings.
Mr. CUMMINGS. Just one question. I just missed that 20-some

percent you said. What was that, last year?
Dr. YOUNG. Yes, 27 percent of Medicare’s expenditures were for

people during the last year of their life.
Mr. CUMMINGS. Twenty-seven percent?
Dr. YOUNG. Yes. But a very large number are for people who do

not die that year but continue to live. It is very risky to look at
this and say, gee, 27 percent go to people who die, because you also
know that 27 percent go to people who do not die. You have to look
at both pieces of that spending. There are very sick people who
live, and there are very sick people who die in a given year.

Mr. CUMMINGS. As we look, going back to something I asked
Congressman Weldon, as we look at the fact that we are living
longer, at HHS, are you all paying attention to that? It seems like
it would be almost impossible for you not to be. Because based
upon what you just said, people are living longer and we are spend-
ing 27 percent of our Medicare dollars in the last year of life, and
you have more people you are doing that for. And I understand all
you said about some live and some do not. So what are you all
doing?
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Dr. YOUNG. Much of that work is being done through the Na-
tional Institutes on Aging. They have done a great deal of work;
they have ongoing studies. Amongst the findings, for example, are
as the population has gotten older, the age at which people become
disabled or limited has also moved out dramatically. So the 65 year
old person today continues to work and contribute to society. Twen-
ty years ago, the probability of that was less. There are people now
75 and 80 who are very, very healthy. So old age by itself, however
you want to define that, is frequently associated with very robust
life.

Mr. CUMMINGS. I have to tell you, old age is a moving target. The
older you get, the more it moves. [Laughter.]

Dr. YOUNG. We want to keep it moving out.
Mr. CUMMINGS. Thank you.
Mr. SOUDER. Thank you very much for your testimony. We may

have some followup. I wanted to clarify for the record, the Right
to Life report said that 80 percent of the States do not have laws
effectively protecting against hospital denial of food and fluids.
That is different than saying 80 percent had not done that. That
is a substantially different statistic.

Dr. YOUNG. Yes, sir. Thank you, sir.
Mr. SOUDER. Thank you for testifying today.
If our third panel could come forth; Diane Coleman, Bob

Sedlmeyer, Kate Adamson, and Robert Destro.
I will administer the oath.
[Witnesses sworn.]
Mr. SOUDER. Let the record show that each of the witnesses re-

sponded in the affirmative.
We are going to start with Diane Coleman, who is president of

Not Dead Yet. Thank you for coming today, and we appreciate your
testimony.

STATEMENTS OF DIANE COLEMAN, PRESIDENT, NOT DEAD
YET; BOB SEDLMEYER, FORT WAYNE, IN; KATE ADAMSON,
REDONDO BEACH, CA; AND ROBERT DESTRO, PROFESSOR,
COLUMBUS SCHOOL OF LAW, THE CATHOLIC UNIVERSITY
OF AMERICA

STATEMENT OF DIANE COLEMAN

Ms. Coleman. Thank you. Thanks for the opportunity to talk
with you today. I have a J.D. and an MBA from UCLA, and I am
on the adjunct faculty at the University of Illinois at Chicago, co-
teaching a graduate course series in disability and medical ethics.
I am also the executive director of Progress Center for Independent
Living in Forest Park, IL, which is a nonprofit service and advo-
cacy center operated by and for people with disabilities.

I have a neuromuscular disability and I have used a motorized
wheelchair since I was 11. The first thing I would like to do, be-
cause of the topic of this hearing, is to acknowledge Congressman
Danny Davis, who is also a member of this committee, for his lead-
ership in cosponsoring MiCASSA, the Medicaid Community Attend-
ant Services and Supports Act, which would give people with dis-
abilities, old and young, the choice to receive long term care serv-
ices in their own homes rather than being forced into more expen-
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sive and dehumanizing nursing homes and other institutions
against their will. For an indepth discussion of that, I refer you to
the testimony of Bob Kafka which was submitted in writing for this
hearing. I am sure it is over on the table there. I hope that you
and many of your colleagues will become cosponsors of this impor-
tant legislation.

When I was 6 years old, my doctor told my parents that I would
die by the age of 12. I am 52, so, so much for predictions. But 3
years ago, I started using a breathing machine at night. I had two
friends about a decade ago, one was in her 30’s and one was in her
50’s, who needed the same thing. But their doctors, who were in
Nashville at major hospitals, discouraged them from it without
really saying what would happen as a result. At an early age, they
each went into respiratory distress, and died each within a month
of that from infections. I have had many friends say they were
pressured to sign do not resuscitate orders, and some who said the
doctor told they are under one whether they like it or not, hospital
policy.

Frankly, I am a bit worried about what might happen to me if
I get into some kind of a medical crisis and wind up in a hospital.
I have a health care proxy, but I am worried that his decisions that
I have entrusted to him might not be followed. I am not at all con-
vinced that decisions to live are still treated with the same respect
as decisions to die.

By the time the Schiavo case reached major national attention,
26 national disability organizations had said that Terri Schiavo
should receive food and water, that her rights had not been pro-
tected, she had not selected her own guardian, the evidence was so
conflicted it did not meet Constitutional standards. So I have at-
tached to my written testimony a 3-page statement that was issued
by 23 of those organizations in October 2003, and also a more re-
cent article co-authored by Steve Eidelman, who is the head of the
Arc of the United States, formerly known as the Association for Re-
tarded Citizens, and Steven Drake, who is research analyst for Not
Dead Yet.

We have wondered by pro-life and religious groups have received
so much attention while so many prominent disability organiza-
tions have been ignored. It appears that disability rights advocates
do not fit a script that the media and many others have seemed
determined to follow. For the last three decades, certain
bioethicists have told you that euthanasia is about compassionate
progressives versus the religious right. Never mind that these
bioethicists are actually talking about the legal parameters for
statutory guardians and health care providers to medically end the
lives of people with disabilities on a discriminatory, non-voluntary
or outright involuntary basis. Concerned disability groups do not fit
the script and so we have been ignored.

The bioethicists who have shaped this debate apparently think of
themselves as progressives, but they never seem to discuss cutting
unnecessary health care marketing costs or profits before cutting
lives. People with disabilities would like to educate them about the
difference between a dying person and a person with a disability
who is nowhere near death but depends on medical treatment to
live.
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We have a lot of information and arguments and we have tried
to put them forth—in fact, we filed three amicus briefs in the
Schiavo case—but, again, we are ignored. Many of these
bioethicists have actually had hundreds of millions of dollars to
work with over the last 15 years from major foundations, and they
have used it to build a steamroller that is decimating the civil and
Constitutional rights of people in guardianship. They have been
making rules about who lives and who dies, changing State laws
state-by-state, influencing attorneys general state-by-state, and
Hollywood screenwriters, all of this pretty much behind closed
doors and under the public radar screen. We agree that many
things are private family matters, like parental discipline of chil-
dren, for example, until they go too far.

Is there a Federal role? I think the disability community feels
that there is. It is a civil rights issue. It is one of those States
rights can be States wrongs kinds of things. But we do agree that
there are a lot of complexities, a lot of people affected by this, a
lot of experiences that people have had that influence how they feel
about it. And we feel that we need to be very deliberate and pro-
ceed carefully, not in a rush, but rather to come together and figure
out how best to honor and respect all individuals. So, in a way, we
feel like we need a time out.

The ideas of collecting information are really useful. It is kind of
shocking that the Cruzan opinion came out in 1990 and somehow,
with all those hundreds of studies of advanced directives and hun-
dreds more of so many other things relating to so-called end of life
care, some end of life care is good, but others is more about ending
lives, and we are trying to figure out the difference here, but with
all those studies, we do not know who is dying by withholding of
treatment, who made the decision, what treatments were withheld,
under what circumstances. We do not even know that for people in
Medicare and Medicaid. And we could not even go back and do a
retrospective study of medical records because the cause of death
is written as whatever the underlying condition is and not the
withholding of treatment. So it is going to have to be a very delib-
erate process that figures this thing out.

Regardless of our abilities or disabilities, none of us should feel
that we have to die to have dignity or be relieved of pain, or that
we should have to die to stop burdening our families or society. We
would like all of this committee to reject the script, the right-left
script. Listen to the disability rights movement. On that issue of
the coming wave of aging baby-boomers, we are your advanced
guard. We have been doing this for decades, working out what are
the ways to best deal with empowering individuals and families
and supporting individuals and families to live to their highest po-
tential, and in a way that is as cost-effective and consumer-directed
as possible. That is what we are about. We would like to help ev-
erybody figure out how to do that in time that a decade or two from
now we will be glad who we turned out to be.

[The prepared statement of Ms. Coleman follows:]
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Mr. SOUDER. Thank you very much for your testimony. All of the
witnesses’ full statements will be included in the record.

Our next witness, Bob Sedlmeyer is from my hometown of Fort
Wayne, IN. He and his wife Cheryl, and I know he will tell us some
of the story, but I want to say to those, in addition to those in the
room, to those who are watching on television, Members or staff,
the media, we can argue about what our Government policy should
be, but Bob and Cheryl have practiced what parents who have
loved their kids and have watched their lives be impacted for I
think 19 years now, somewhere in that amount, of where they can
go on vacation, what they can do, how much money they are going
to have, they are not a rich family, they are a hardworking family,
and yet they made keeping and feeding their daughter a center of
their lives and really appreciate that example of love, regardless of
what government does. And so we are looking forward to hearing
your testimony.

STATEMENT OF BOB SEDLMEYER

Mr. SEDLMEYER. Thank you for that affirmation, Chairman
Souder. Good afternoon. I play many roles in life. I am a teacher,
consultant, youth minister, son, and husband. I speak to you today,
however, as a father, the father of Pam, Rob, Valerie, Vanessa, and
Tim.

Let me begin by telling you about my daughter, Valerie. Valerie
is 19 years old. Her name comes from the Latin word for
‘‘strength,’’ but if she were by my side today you would think that
she is one of the weakest persons you have ever seen. Valerie suf-
fers from a congenital defect of her circulatory system called an AV
malformation. It is a condition that results in a knot of blood ves-
sels instead of an orderly array of arteries and veins. Her knot was
formed deep inside her brain. From the moment she was born her
brain was starved for oxygen. A series of experimental surgeries
saved her life but could not prevent the extensive and permanent
damage to her brain.

Valerie is not unlike Terri Schiavo. Spinal fluid fills the areas
where her brain has withered and died. Some would say that she
is in a persistent vegetative state. She cannot speak. What she sees
and hears is a mystery. Her fingers curl tightly into her palms. She
has metal rods in her back and right leg to support her fragile
bones. She must be carried or carted everywhere. She has been fed
through a tube three times a day for the past 17 years. She is
given medication to control her seizures and to relax her ever-tense
muscles. Her care has cost many thousands of dollars, a financial
burden that has been carried in large part by insurance, Medicaid,
and the generosity of those physicians who have attended her.

Valerie’s prognosis is not hopeful. She will never gain more
awareness of herself nor the world around her. When she was 2
months old and well enough to be released from the hospital, her
mother and I were invited to an exit conference with the attending
neurologist. He was blunt, and his words will forever be etched into
my memory. ‘‘Everything from the ears up is gone,’’ he said. ‘‘I rec-
ommend that you place her into an institution.’’ We took her home
instead.
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Caring for Valerie has never been easy, but it has become rou-
tine. A typical day for her begins at 5:30 a.m. Her mother wakes
her up, dresses her, feeds her, and places her into a wheelchair. A
bus picks her up and takes her to the local high school where she
joins five other students in the special needs classroom. She is
given occupational and physical therapy and is taken on occasional
field trips. She receives abundant attention from teachers, aides,
and her fellow classmates. One boy even calls Valerie his girlfriend.

When she comes home, we place her on a cot in the family room.
Sometimes, when the weather is nice, we take her for a walk or
just let her sit in the warm sunshine. About 8 p.m., after she is
fed and diapered, we carry her to bed.

Besides the excellent educational services Valerie receives, we
are also grateful for other services for which she qualifies through
the Medicaid waiver program. A therapist visits her once a week
in our home, and a caseworker tracks her well-being quarterly. She
also receives several hours a month of respite care. This has given
us welcome breaks from the intense physical and emotional stress
of caring for her, and afforded our family opportunities to take
much-needed vacations. This program also pays for her food and
diapers. And since she turned 18, Valerie receives SSI. These funds
supplement our household income to provide for her clothing,
transportation, medical, and assistive device needs.

Valerie will ever remain in need of total care. She will never hold
a job. She will never vote in an election. She will never exercise her
freedoms of speech, assembly, or religion. She will never make a
positive contribution to society. Of what value, then, is her life? For
what purpose, then, should her life be sustained?

I am not a philosopher, I am not a theologian, I am not a physi-
cian or a judge. I claim no special knowledge. I am a father. And
I am a man of simple faith. I have had to wrestle with these ques-
tions for many years. I know that my answers will find little favor
with current polls and pundits. I believe the merits of Valerie’s life
cannot be determined by how she can think or what she can do.
I believe her worth cannot be evaluated by how much she is want-
ed either by me or anyone else. I believe that her value cannot be
judged by the ones who may see her as less than fully human, but
only by the One who sees her as made in His image and likeness.
And it is only through the eyes of faith that I have come to see her
in that way, too.

I have come to realize that her life, as wounded and powerless
as it is, is not a burden to bear but a gift to cherish. It is not some-
thing over which to exert control but to assume stewardship. I
began to see that her long-suffering has a purpose. She has taught
me how to love unconditionally, how to give sacrificially, and how
to serve humbly. She has made me a better husband and father.
I will forever be grateful to the many doctors, nurses, social work-
ers, therapists, teachers, clergy, family, and friends who have also
seen the value of her life.

Many have concurred with the sentiment that they would not
want to live like that. Many have asserted that Terri Schiavo had
a right to die. It is frightening to me that the value of Ms.
Schiavo’s life, as measured by the scales of our justice system, did
not merit even food and water. I fervently hope that such scales
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will never be used to assess the value of my daughter’s life, and
dreadfully anticipate the day when her right to die may become her
duty to die.

So I appeal to this subcommittee to promote policies and pass
legislation that both protects the lives of incapacitated citizens like
my daughter and encourages and enables their families to provide
for their needs. Thank you again for the opportunity to testify on
these matters, and may you be guided by wisdom and compassion
as you consider your recommendations.

[The prepared statement of Mr. Sedlmeyer follows:]
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Mr. SOUDER. Thank you.
Our next witness is Kate Adamson, from Redondo Beach, CA.

STATEMENT OF KATE ADAMSON
Ms. ADAMSON. My name is Kate Adamson. The left side of my

body is partially paralyzed. I was once completely and totally para-
lyzed; I could not move at all, I could not even blink my eyes. Yet,
I was completely conscious and aware and I was able to feel pain.
I just could not tell anyone about it. I know what it is like to be
hooked up to respirators, to be fed by a feeding tube, I know what
it is like to have your feeding tube turned off for 8 days. Today,
you will hear my opinion and hear about my personal experience
and unique perspective on the question before this committee.

One night I was fit and healthy, a 33 year-old mother of two
small toddlers with everything to live for, and the next morning I
was totally paralyzed. According to the doctors, I had less than one
chance in a million to survive. Ten years ago, before this happened
to me, I thought I was pretty clear about what I would want if I
ever suffered a catastrophic injury or illness. I was sure that I
would rather die than be a burden to anyone. I wanted no heroic
measures taken when my time came. Of course, I never expected
my time to come soon. But for me it came at 33. And as I hung
onto life, for dear life, I realized how little we know about things
until we have been there ourselves.

We do not know it will be like, or what we will want until it hap-
pens to us. When I found myself in that condition, I knew that I
wanted to live. And as I lay in the hospital bed listening to the doc-
tors talk about my impending death and their plans not to treat
me, I can assure you that my idea of the right thing to do for an
incapacitated person had drastically changed.

Let me tell you what it was like to be aware of what is going
on but to have to rely on others to speak for you. When they in-
serted a feeding tube into my stomach, thinking I could not feel,
in fact, I could feel everything but I could do nothing. I felt every-
thing they were doing. I felt every cut, every second. And I had no
way to communicate. I was totally locked into my body, unable to
speak, unable to move a muscle. And at one point my tube was
turned off for 8 days and I suffered all the pains and agonies of
starvation. I was in excruciating pain, in silence. I was on the in-
side screaming out: I do not want to die. Do not starve me. I want
to live. Please feed me something.

Now if you asked me today if it was worth going through every-
thing I went through to live, I would say without doubt, without
a hesitation, yes. As a disabled person, my life is as important as
any life. My children love me as much as any children love their
parents, my husband loves me as much as when I had the use of
two good arms and two good legs.

When I waged my fight to get treatment, the way life was viewed
in this country was a potent weapon in my husband’s fight to save
me. It would not be so today. In 1995, you did not do your best to
speed up death. You did not starve people to death assuming that
it would be a painless death. Today people do. Today, courts back
up selfish disregard for human life with court orders that termi-
nate life. The courts do not even require evidence proving the
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issues of life and death beyond a reasonable doubt. You can take
a life is the person’s life is deemed by so-called experts to be not
worth living. Courts are even willing to end lives based upon flimsy
hearsay evidence presented by guardians who may no longer have
their ward’s best interests at heart or may even have a conflict of
interest.

In this country, in the year 2005, Federal judges and State
judges said to people like me that we do not count. A judge said
to my family that I was not worth as much as an able-bodied per-
son. You think I am wrong? Then tell me of one case when this
Congress or any courts of this land would allow you to starve to
death an able-bodied male or female. Yet, that is just what was
done in the Terri Schiavo case. If I am wrong, then explain it to
me or to the other millions of disabled people in America, who, I
might add, vote.

No person should be put to death in this country again without
providing that person the same rights you afford to mass murders.
Michael Schiavo had the right to hire all the experts he wanted,
and he had the money to do it using the $1.3 million he received
in the malpractice case. Unbelievably, he was able to hire attorneys
and experts who are proponents of euthanasia using the very
money that was supposed to be used to treat and try to rehabilitate
Terri. Scott Petersen, at the people’s expense, got all the experts
he needed to defend his life. But faced with the prospect of having
a judge end her life, Terri Schiavo initially had no experts to speak
for her and had no attorney to speak in her favor for her life, and
she could not even use the funds recovered in the malpractice case
for her to get the help she needed in the legal system. There is no
balance of fairness afforded to her.

So here comes my opinion. Never again allow judges the sole dis-
cretion to make these kinds of decisions without affording the con-
demned all the rights of a criminal accused. Give the courts clear
direction forcing them to make the guardian prove every element
of a case that would result in taking a human life, no matter what
condition that human life is in, beyond a reasonable doubt. Never
allow simple hearsay evidence on any matter that would take a
life. Make it mandatory for every disabled person to have a lawyer
whose sole job is to argue for his or her life with the presumption
in the favor of life. And in all such cases pay for that lawyer if the
person cannot afford it. Provide that lawyer with all the tools he
or she would have if they were defending a mass murder.

We are not asking for special rights. Disabled people do not want
to be treated as special human beings. They just want to be treated
as human beings. Thank you.

[The prepared statement of Ms. Adamson follows:]
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Mr. SOUDER. Thank you very much for your testimony.
We will now close with Mr. Robert Destro, professor at Columbus

School of Law, The Catholic University of America. And you really
did not have to have an accident to try to testify today. [Laughter.]

STATEMENT OF ROBERT DESTRO

Mr. DESTRO. Thank you, Mr. Chairman. I do apologize for not
getting a statement in to you. But as you can see, I am living proof
of the adage that anyone can become disabled at the blink of an
eye. And mine was, unfortunately, at the blink of a Washington
flyer taxicab that rear-ended my car last week. So I did not get a
chance to finish it. With your permission, I will submit the written
comments for the record.

I appear today not only as a civil rights advocate who specializes
in discrimination on the basis of disability and religion, I was privi-
leged to serve as counsel for both Governor Bush and the Schindler
family in the Schiavo case. And if I can underscore anything in my
testimony today, it would really be that I really do not think, based
on my experience certainly as a member of the Civil Rights Com-
mission back in the 1980’s, as well as in my experience throughout
the Schiavo case, that either the courts or the media really under-
stand the issue of discrimination against people with disabilities,
especially those involving disabilities caused by a brain injury or
a disease.

I think that it is kind of the ultimate when you listen to the dis-
cussion of people on CNN and Fox News and MSNBC, you can al-
most hear the, ‘‘Well I really would not want to live that way if
that were me.’’ But it is not them, and it is not the job of the law-
yers or the doctors or the guardians or the judges to project their
feelings on someone with a disability.

As my colleagues on the panel have pointed out, and in far better
terms than I could ever do, the reality of what a person with a dis-
ability experiences is known to them and can be experienced. And
as one of the commentators on Fox News pointed out to me when
I told him that really our goal in the Schiavo case, after Congress
passed the law, was to get the case in front of a jury, and he was
a little bit surprised about that because he assumed, like many
people did, that this was just a bunch of crazy pro-lifers who were
out to keep somebody who really wanted to die alive. But the fact
of the matter is that Judge Greer himself abrogated Florida law
when he found that Terri was partially cognizant of things and
that, as a matter of fact, under Florida law she was not in a per-
sistent vegetative state. And he was quite shocked. He said, ‘‘Do
you really want to go to a jury? Why?’’ And the answer is, ‘‘Well,
we really do need to know what her condition is.’’

Before we start making distinctions and make determinations
that can never be reversed, we need to know what is the actual
condition of the patient. We would expect that in an informed con-
sent proceeding for a person who does not have any disabilities but
who is about to undergo some kind of corrective or even cosmetic
surgery. And there is no excuse for not doing it in the case of a
person who is alleged to be in either a persistent or a minimally
conscious state.
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The problem I think is twofold, especially in dealing with severe
brain injuries: We really do not know what happens in the brains
of people who are in these conditions. The technology exists now to
start to learn how they deal with things. In fact, it was extraor-
dinarily frustrating for me as one of the attorneys when we were
in court and the judges would say how do you intend to prove X?
And we would say, ‘‘Your Honor, we have these witnesses right
here, we can just swear them.’’ ‘‘Well, we do not really want to hear
about that right now. Let us go on to the next one.’’ And we would
say, ‘‘Well, we have got these witnesses that we can swear and they
can tell you about that.’’ ‘‘Well, no, we do not really want to hear
about that now.’’ And at the end, what they basically decided is
that they did not really care about the evidence because, in the
end, people like Terri probably really would not want to live that
way anyway.

And so, as Mr. Sedlmeyer pointed out, doctors assume a lot. The
medical textbooks are replete with all kinds of quackery that today
we recognize as quackery, that 15 years down the road we recog-
nized that we had an obligation to people.

The courts simply do not get it either. They will rely on doctors
who, as Dr. Cranford in the Terri Schiavo case pointed out to me,
he said, you know, they really did not cross-examine me very well.
He said, of course, if somebody would have asked me, I would have
said that Terri Schiavo should have been put in a functional MRI
machine and we should have seen how her brain worked. But the
court would have not gone along with it and neither would Michael
Schiavo. Well, the fact of the matter is, as Ms. Adamson put it, we
would not starve Scott Petersen to death because under the Geneva
Convention that is considered a horrific crime. But in the case of
Terri Schiavo, the judge himself recognized that she might have
been cognizant of what was happening to her, and we certainly be-
lieve that she was.

So what you have here is a debate that focuses on whether peo-
ple should be allowed to die. Dr. Young talked a lot about the sta-
tistics and how many people, and, gee, we really do not want to be
getting involved in these processes. Well, the government is in-
volved in these processes. It has been involved for a long time
under Medicare and Medicaid. And as a matter of fact, Terri
Schiavo, who was not dead yet and who was not dying, was in a
hospice. My own view is that somebody ought to be looking at the
Medicare and Medicaid problems associated with that one, because
beside her brain injury, she was as healthy as a horse and that is
why it took her so long to die.

So that what I think we have here in the case of people with dis-
abilities is there is a lot of projection that goes on. People who we
might call in other context do-gooders are really paternalistic. And
as Ms. Adamson pointed out, all you really need here is for people
with disabilities to get the same rights as everyone else. But, you
know, we have a system in which people with disabilities and fos-
ter kids get lost. And if you look at Terri Schiavo’s case, and I
know I am out of time and I will be done in 1 second, the Florida
Department of Children and Families had an obligation for 15
years to look in on Terri Schiavo, but they lost her just like they
lost those kids in foster care. And they could not even show up on
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the last day at the hearing. They said they were going to be in the
Federal court to support us, but they did not even show up for the
hearing then. So we have a lot of people paid for with Federal
money who are asleep at the switch. I will leave it at that. Thank
you, Mr. Chairman.

Mr. SOUDER. Well one of the important things about this panel
is that none of us move probably an hour, 30 minutes, without
somebody bringing up cost pressures. In other words, when we go
back to our offices we will read memos, we will read articles, we
will have groups come in on health care. We hear this constantly.
And to have a human face on the tradeoffs we make is really im-
portant because it is so easy to just move the numbers around and
look at the numbers. These are tough decisions because when dol-
lars are spent on high-risk cases, it means there are less dollars
for other things, and how we prioritize this. We need to know the
human faces and what moral and ethical decisions we are making,
and what less than medical knowledge decisions we are making,
and how the legal process, Congressman Cummings said earlier,
for all kinds of children’s cases we have advocates and guardians,
how do we work through this kind of process. It is amazingly dif-
ficult. But you have really put a human face on this.

Now in a question that we have had several times, and I just
want to make sure we get this on the record to clarify, we have had
several references today to Scott Petersen, whether or not there is
pain, one member said earlier and I heard all over the media, that
this is not painful, Ms. Adamson had a little bit different type of
testimony, and if you want to start with this one, but even at the
end process, if it is so painless, why would we not use that process
as opposed to the electric chair? Maybe Mr. Destro can respond.
And even if it is painless, if you can drug somebody enough, does
that mean it is right? Those are some fundamental questions here.
Anybody want to talk to that?

Ms. ADAMSON. Well, that is exactly one of mine. With Terri
Schiavo, if she was, in fact, like they are saying, not able to feel
anything, then why give her all that morphine?

Ms. Coleman. There is an issue here about end of life, actual end
of life care for people who are eminently dying. When my father
died of bone cancer, in the last 5 days of his life he stopped con-
suming; he did not want to drink or eat. And he was in hospice at
home and getting very good care. We moistened his mouth and pro-
vided the medications. I think that it would have been painful to
him to get fluids because he was physiologically shutting down, he
was in renal failure.

That is not the same thing as taking away food and water from
a healthy person or even an ill person who has still got time ahead
of them. What has happened is that some of these bioethicists have
conflated these issues. They have gone on television and told every-
body that the one situation is the same as the other. And because
so many people have been through the other, they think that we
are lying. It does not make any sense, but it does seem to be how
hard this agenda has been pushed with falsehood, really.

Mr. SOUDER. Mr. Destro.
Mr. DESTRO. Mr. Chairman, if I can just add. I think one of the

most telling parts of the Terri Schiavo story is that her guardian,
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during the period of time in which Terri’s law was applicable, he
was all over the news media, on CNN, particularly, they had him
on, and they really gave the impression that he was a doctor. He
did have a doctorate, but his doctorate was in public health and his
specialty was in health care finance. He was appointed as Terri
Schiavo’s guardian. Now why someone with a doctorate and a spe-
cialty in health care finance is looking at the brain capabilities of
someone in allegedly minimally conscious state, I do not know. But
I think that fact alone tells you a big story.

Mr. SOUDER. Mr. Destro, and whoever else on this panel may
know the answer to this question, how common are these cases or
similar cases, and what numbers are we dealing with? You heard
Dr. Young say 2,500 in the one study was an estimate. What famil-
iarity do you have, and what kind of range and type of cases are
we talking?

Mr. DESTRO. Well, I think there is a large range of cases. I think
if you are talking about people who are in a persistent vegetative
state, if you take, on the one extreme, people who are in a coma,
and then you take people who are just affected, like my great aunt
is, with dementia, the beginning stages of Alzheimer’s or dementia,
if people are developing these mental disabilities, all you need to
do is go down and find the nearest nursing home and walk down
the hallways and see how people are treated there. We treat them
as warehouse patients. And there is a lot of those cases, and the
Federal Government is picking up a lot of the tab. The Schindler
family certainly would have been happy if they had sent Terri
home. It would have been a lot cheaper to have her at home than
if we had had her in this hospice, that I am absolutely sure that
the Federal Government paid for.

My point is that I think this population is quite a bit larger than
people make it out to be. And it is in the lack of rehab where I
have my concerns. We know enough now, U.S. News and World Re-
port, USA Today, all these things are coming out with all the magi-
cal ways in which the brain works. And we really do not know
what that rehab is doing and what effect that attempt at least to
mainstream Mr. Sedlmeyer’s daughter is having on her. We will
never know unless we can open her up to the point where she can
tell us.

Mr. SOUDER. Ms. Watson.
Ms. WATSON. I guess it is attorney Destro?
Mr. DESTRO. Yes, ma’am.
Ms. WATSON. What are you asking of Congress? As an attorney,

are you asking us something along legal lines to determine when
a person gets cutoff from life support? Are you asking for us to play
role in the decisions? It is not clear to me. I would like to take this
off of the Terri Schiavo case; that is one case. And as I understand,
there are thousands of them. I am trying, for my own edification,
to see what role people out there want Congress to play in these
decisions. So as an attorney, can you enlighten us. What is it that
you would be seeking?

Mr. DESTRO. That is a very good question. I appreciate your ask-
ing it. I think if we had a clearer answer in the Schiavo statute,
it would have been helpful. What I would say is that we want to
make sure that for every Federal dollar spent the patient or the
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patient’s advocate—and in cases where there are not advocates for
the patient, that there should be some—that the patient or the pa-
tient’s advocate has the highest level of informed consent and pro-
cedural due process possible. If we go back many, many, many
moons to one of the worst civil rights cases that has ever been de-
cided, which is Dred Scott, Justice Tawney talked about Black peo-
ple not having any rights that White people were bound to respect.
And what I am telling you is that it is in the process, that is why
we have a due process clause, it is in the process by which we deal
with people with disabilities that I think the discrimination takes
place. And so what I would like to see Congress do is craft some
rules that talk about the process that you go through in the deci-
sionmaking process.

Ms. WATSON. Relative to State courts, district courts? I am trying
to pin down—see, this was an individual case.

Mr. DESTRO. Yes.
Ms. WATSON. And I am not sure if we had a role to play in that

decision. There has been a lot of critique on the various levels of
courts that were involved in this decision. And so, as an attorney,
when you say an ‘‘advocate,’’ this would not be the guardian, this
would not be the family, this would not be the medical professional.
I am trying in my mind to narrow down what role, what respon-
sibility we have. And are you talking about changing the courts?
What is it that you see there is a gap or a loop and we need to
fill it?

Mr. DESTRO. Well the first gap would be in hotly disputed cases,
like you had. I would suggest strongly that you amend the habeas
corpus rules to allow for a due process review, just like you would
in a Scott Petersen case. But on the other end of the spectrum, I
think that we desperately need in Federal programs training for
judges, for advocates, for court-appointed special advocates, and for
guardian ad litem with respect to the reality of the problems of
people with disabilities. And that I do think is an appropriate Fed-
eral role.

Mr. SOUDER. Ms. Watson, could you let Ms. Coleman respond.
Ms. WATSON. Yes, Ms. Coleman.
Ms. Coleman. To answer part of the question with a study, there

have been a number of studies of caregiver family members of peo-
ple with Alzheimer’s, in one that was reported last year, it was
about the sixth of such, it had found that the caregiver family
member underrated the quality of life of the individual with Alz-
heimer’s lower than the person themself rated their own quality of
life with Alzheimer’s. This sixth study tried to figure out why. And
they learned that the caregiver was projecting their own personal
misery at the burdens of caregiving onto their relative and thereby
underrating their quality of life.

Now the disability community has been kind of locked out of all
these discussions. But I just want to say, to coin a popular phrase,
well Duh. We know this. This is the way the world is, that it is
not uncommon. Many caregivers are not like my co-presenter here
today. So people with disabilities feel that we need protection, legal
protection for those situations where our existence is not respected,
be it by family members, health care providers, all kinds of folks.
We still feel that our rights deserve, we deserve equality under the
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law, and there should not be a cognitive test for personhood under
the Constitution of the United States.

Ms. WATSON. Many years ago, Public Law 94–142 specified, and
I think you might know that, in education what needed to be done
for the disabled. And I feel the disability community has been very
strong and up to the challenge in the past. What I am trying to
get out, and maybe this panel is not the right one, and maybe this
committee is not the committee, maybe it should go to Judiciary,
what is it that all of you here who came to testify would like to
see us do at the Federal level in terms of refining the law? We do
not make laws for the States; we do over-arching laws that are na-
tional. So, what is it that you would like to see us do for the dis-
abled community? Can anyone address that?

Ms. Coleman. I think that what we have been trying to do is
come together as a community, the same groups and others as the
ones you were referencing who worked on Public Law 94–142, but
we have not yet had the time, given the rush of this process, to
really try to bring together all the diverse communities both within
and without the disability community to iron out what do we think
would work best.

We do think that there needs to be some kind of substantive
standard. We would certainly be willing to look at what Congress-
man Weldon was talking about earlier today, and perhaps there
are other ideas, and we would like to be able to bring them back
in an appropriate way, perhaps the committee that you are sug-
gesting, Judiciary. We are here to work this through.

I do not think there are really easy answers about the sub-
stantive response. I do think, though, that we need information
and data that has not been collected. We feel that the failure to col-
lect that data has been, to some extent, engineered by the bioethics
agenda, which is about creating a standard for health care ration-
ing we think that has to do with based on disability. We would like
to see that looked at and sorted through and get real data to work
with.

Ms. WATSON. Maybe let me just suggest, if I have a minute, Mr.
Chairman, Danny Davis, Representative from Illinois, has H.R.
910, but it deals with Medicaid and community-based attendant
services.

Ms. Coleman. MiCASSA. We support that.
Ms. WATSON. Yes. And I would think you might want to get in

touch with the sponsor of this bill. It is moving I guess on a track,
but you would have time, I am sure, to meet with your commu-
nities and maybe suggest some amendments if this is not inclusive
enough. You might want to get in touch with office as to some
ideas that the Association comes up with.

Ms. Coleman. I think we will talk to the group that is the lead
sponsor of that. I am from Illinois, so it was actually Congressman
Davis that helped me connect up with this hearing today.

Ms. WATSON. Thank you, Mr. Chairman.
Mr. SOUDER. Thank you. Mr. Cummings? And I know, Ms. Cole-

man, if you need to leave, you have a plane.
Ms. Coleman. Yes, I do. Thank you.
Mr. CUMMINGS. Mr. Coleman, if you leave, I just wanted to thank

you. And I want to say to all of you, I thank you for your testi-
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mony. I think the sad part about this entire thing is all about we
are in a political atmosphere. I think politics has just made this
total thing a mess. And the sad part about it is that a lot of times
when you get the political piece in it, you forget about the disabil-
ities community that you talked about. I know that when this issue
came before us, a lot of us did not like the idea that it was brought
before us, but we had to make decisions. It was a tough decision,
talking about Schiavo now, and the interesting thing is that I think
most Members of Congress when they look at this from a disabil-
ities standpoint, they have to at least pause and say let us really
look at this very carefully. The sad part about it is that when the
politics comes in, the considerations become more difficult to make
because it all becomes a part of a whole ball of wax, sadly.

What I am saying to you is, I listened very carefully to Ms. Wat-
son’s questions, and one of the things I thought about as she was
asking the question, I think we all want to, I am sure Chairman
Souder does too, want to come to some conclusions and try to figure
out how do we be fair and protect those who are vulnerable. All of
you, the stories have been just incredible.

Ms. ADAMSON. Mr. Cummings, could I say something?
Mr. CUMMINGS. Sure.
Ms. ADAMSON. I want to mention, I have had an incredible recov-

ery. I am still paralyzed, but I have had 10 years in and out of
rehab. Had it not been for my husband being an attorney and
screaming and yelling to get the insurance company and the doc-
tors to give me treatment—and I had private insurance, now look
at the people who do not have any insurance—they wanted to ship
me off to a skilled nursing facility. I cannot tell you around the
world how many e-mails I get from families who are told this is a
hopeless situation, give up, and the families do not want to give up.
And had it not been for my husband fighting for me, and then I
had to be willing to do the rehab not knowing if I would ever get
better. I think that was the most scariest thing for me, not having
the answers but trusting that I just had to live in the moment and
take it day by day and give it my best effort. So you are looking
at somebody who has had a lot of rehab. Unfortunately, people that
do not have health care insurance, they do not have an advocate
who is that squeaky wheel, do get shipped off and warehoused.

Mr. CUMMINGS. And not only get shipped off and warehoused,
but often die.

Ms. ADAMSON. Yes. And what is scary, too, is that rehabilitation
program that I went into in 1995 is no longer available; 20, 30
years ago, a patient would be looking at 9 months in the hospital
to recover.

Mr. CUMMINGS. Excuse me. Dr. Coleman, I understand. You look
like you are trying to be very polite, but we do not want you to be
so polite that you miss your plane.

Ms. COLEMAN. Thank you.
Mr. CUMMINGS. Excuse me, Ms. Adamson.
Ms. ADAMSON. But I wanted to say—what was I saying?
Mr. CUMMINGS. You were just talking about your rehabilitation

and a program that no longer exists that existed back then.
Ms. ADAMSON. Right. Now, you are lucky if you can get 6 weeks

and they want you out. That is the scariest thing to me. Based on
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the fact that I was 33, they looked at it, as opposed to someone who
was in their 70’s or 80’s, I got turned down by rehabilitation as
well because they felt that I had no chance of recovery. And I went
in on the spinal cord team, not the stroke team, because of my con-
dition. So had I not had an advocate who was going to fight, I
would not be sitting here.

Mr. CUMMINGS. I think that Senator Obama has an expression
that I would use so often, and it is just so accurate. He says,
‘‘Sometimes in our society we have an empathy deficit.’’ I think
that we need to figure out how it is that we can be fair to all of
us, period, to ourselves. It seems like everybody kind of thinks that
they will never find themselves in these positions, or they will
never have a family member in these positions, and so they kind
of just float on down the road. But these things are happening
every day.

I really do appreciate you all coming in and telling the Nation
and telling us about your situations. I think it has to cause all of
us to just pause and figure out, again, like I said, what we can do
to be fair, to make sure that we are not just guided by financial
considerations. Because let me tell you something, if it is just fi-
nance, a whole lot of people are going down the drain, period. I
think we have to also look at how is it that we can look at our
Medicare/Medicaid system and see what it is that we can do within
that system to try to come up with that fairness and value
everybody’s life.

Mr. Sedlmeyer, I want to thank you, too. When I listened to your
testimony, I could not help but be moved when you said one of your
favorite roles is being a father. I can relate. I think you said a lot
for fatherhood and your wife has said a lot for motherhood, too. I
am just glad that you were here to share your story, and you too.

Mr. DESTRO. Mr. Cummings, if I could just add something just
briefly. I think that in one respect the question really is not how
can we be fair. I think the question is really how can we be in-
formed and how can caregivers be informed. As a matter of in-
formed consent, all of us have the right to choose. But the choice
should be based on facts out there. And I think that the Federal
Government has a superb role to play in making sure that care-
givers are well-informed. If there is going to be Medicare or Medic-
aid payment, that the caregivers need to be trained and they need
to be well-informed.

I found out during the course of the Schiavo litigation that just
a superb judge in King County, WA, set up the court-appointed
Special Advocate Program because he noticed that in juvenile
courts these people in guardianship proceedings just were not get-
ting good representation, either by the attorneys or by their special
advocates. And so what he set up was a training program. And it
seems to me that judges have to do mandatory continuing judicial
education, lawyers have to do mandatory continuing education. It
seems to me that we would all be better off if we understood the
nature of these conditions. And I think that is something that you
all could really do. Thank you.

Mr. CUMMINGS. I know in our State courts we have quite a few
judges in each county. In Baltimore, for example, there may be 35
judges and 2 or 3 of them are assigned to these kinds of cases. So
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it would not necessarily require the training of all the judges, but
some who would deal with these.

Mr. Chairman, as I close, I would just ask unanimous consent
that the statement of Arthur Kaplan with the Department of Medi-
cal Ethics, University of Pennsylvania, be admitted. We had want-
ed him to appear but he could not. And that the case of Cruzan
v. Director, Missouri Department of Health, a Supreme Court case,
497 U.S. 261, be made a part of the record.

Mr. SOUDER. Without objection, so ordered.
Congresswoman Watson, do you have anything?
Ms. WATSON. Yes. I, too, would like to thank all of those who

took the time to come today. I represent the State of California, Los
Angeles, and I served as chair of the health and human services
committee for 17 years. We had cases like this in front of us often.
So what we did, what I did was carry legislation to require every
single hospital to have a biomedical committee that would discuss
these end of life issues. As was said by Representative Cummings,
we are political figures and very few sitting in our chambers, I was
in the Senate, were medical doctors. But we required every hospital
that served the public to have a biomedical committee to discuss
these ethical and moral issues. It was very difficult to deal with
them from our position.

No. 2, we argued against allowing the HMO movement, health
maintenance organizations, because, Ms. Adamson, they did control
the amount of hours and time, you would dial into a number and
the person at the other end can tell you whether that is a particu-
lar service or procedure that could be provided. And I think there
was something wrong with that. What we did, we had to put it into
the hands of those people who were trained. So I carried legislation
that said we should have informed consent when you do an
invasive treatment, so that the patient along with the provider
could exchange information and raise the right questions, so when
a patient made a decision to go ahead, that patient would know all
about it. So there are a lot of things that need to be done. The
problem is we have 50 States.

Ms. ADAMSON. I am in California, too.
Ms. WATSON. So I am trying to glean out of this, Mr. Chairman,

just what we can do. Also in our State, we have continuous edu-
cation required for not only our justices, but our judges and attor-
neys at will. But it is always out there. You know, there are new
technologies, new medical provisions, and methods and so on that
change rapidly. And so how you grapple with this and not get spe-
cific to an individual case is really a challenge that we have.

So, if any of you, or all of you, would like to write to me and en-
lighten me on what we could do, I would be happy to consider it.
Because, believe me, and I am sure the Chair also, there are so
many, on this Schiavo case, there are so many intricate facts that
we just do not know, and I understand it was heard before 24
judges in 6 courts, and there was representation on both sides, and
so on. So I wanted to get away from a specific case, not having all
the facts and not having all the professionals in front of us. But
I would entertain any kind of information you provide me with.

Ms. ADAMSON. Well we may just have to do lunch because I am
from Los Angeles. I may write to you. [Laughter.]
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Ms. WATSON. Good, and I would welcome that to help us through
this.

Ms. ADAMSON. I think, yes, we need to clarify the rights of the
disabled.

Ms. WATSON. Thank you, Mr. Chairman.
Mr. SOUDER. Do any of the witnesses have any closing com-

ments?
Mr. DESTRO. I do have one, and that is, I think we should make

sure that we try and understand that not all of the things we are
talking about are very expensive. One of the things I have learned
in watching my wife, who has a doctorate in social work, work
through a national training program on adoption awareness, crisis
pregnancy counselling for women with unplanned pregnancies, is
that many times the advocates simply just do not know. And these
training programs are extraordinarily cost-effective. And in the
course of that, I came to know an excellent nurse practitioner who
has done quite an interesting job in training judges, domestic rela-
tions judges. One of the most effective ways of judges keeping con-
trol of violent people in their courtroom, which we saw down in
Georgia, is to have some food, crackers, in their drawer, because
people who have a can of coke or some crackers to munch on do
not shoot people.

Ms. WATSON. Give them some chocolate.
Mr. DESTRO. Exactly. And it makes them feel good. But a lot of

this stuff is a lot more cost-effective if you give control back to peo-
ple and do not leave it in the hands of the so-called experts and
committees. As my former colleague and friend on the Civil Rights
Commission, Mary Frances Barry said during a discussion of AIDS
related discrimination about 15 years ago, and she pointed right at
one of the bioethicists, and I will leave his name out of the record
today, and she said, ‘‘How do you get to be one of those? Do you
just hang your shingle out and become a bioethicist?’’ There is no
question that there is an ideology there and that it is at odds with
what I believe are the duties that we all have to our neighbors and
friends with disabilities. They are more concerned about the fi-
nances than we are. So it seems to me that a lot of the stuff that
we can do is actually pretty cheap and cost-effective if you just give
it back to people and let them use their ingenuity. Thank you.

Mr. SOUDER. Mr. Sedlmeyer, do you have any comments?
Mr. SEDLMEYER. Am I on? Yes, I would like to make a comment.

I would like to direct it to Ms. Watson, because you have said more
than once tell us how we can help you, tell us what we can do. And
from my perspective as a caregiver, I would like to suggest two
things that you might be able to do.

One, of course, and I know we are very limited on this, but
money does make a big difference. Having the funds available to
give the care that is needed to one that you love is indispensable.
And it is through programs like the Medicaid Waiver Program that
we have been able to keep Valerie at home. And I know you have
to make difficult decisions on budgeting, and I know the Medicaid
funds to the States have been reduced, and we understand and we
are willing to make those kinds of financial sacrifices to keep our
daughter at home. But as you pondering your budgets, your Medic-
aid, your Medicare budget, please keep in mind those programs
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that may in the long run yield beneficial results in terms of the
bottom line. I think the longer we can keep Valerie at home with
us, the better it will be for everyone—her, us, and the whole health
care system.

Second, I have heard Mr. Cummings address this, you all say
you are political creatures. But you know what? You are leaders of
this Nation and your perspective on issues of this magnitude is im-
portant. In a sense, you all have bully pulpits. And one of the
things that really concerned me early in Valerie’s life, it was at the
point where her feeding tube was going to be inserted—I did not
say this in my testimony, but Valerie is a twin, her twin sister is
Vanessa, Vanessa is perfect in every way—my pediatrician came
up to me before the surgery and he said to me, ‘‘If something goes
wrong during the surgery, what do you want me to do?’’ And I
looked at him and I said, ‘‘I want you to do the same thing that
you would do for her sister.’’ So, you see, in some sense it is all a
matter of perception.

I believe you in Congress and you in the Senate have the ability
because of your positions, because of your access to the media, be-
cause you have a strong voice in this Nation, you can change the
perception of people in our Nation to treat, as we have heard all
the other ones on this panel say, we do not want special rights ei-
ther as individuals or for our children, we just want the same civil
rights as everyone else.

Mr. SOUDER. Thank you very much. And I think on that note we
will conclude. I want to thank Ms. Adamson, too. I watched you
multiple times on television during the national debates, as well as
Mr. Destro.

We are in an interesting situation here in Congress. Had we
been discussing this issue a few weeks ago, everybody in the world
would have been focused very closely. But this is the real business
of how we govern, not kind of a TV show. We had both good and
bad come out of that whole process in Florida. The good thing was
we had some public discussion and kind of first awareness. The bad
thing is now people are so confused that it may be more difficult
in fact to move legislation.

It got into the political arena, which happens with any bill we
move through. But we knew potentially by coming back that Sun-
day night, when were in a very kind of end of the alternative road,
that it was going to get to become a political football, which it did.
All of a sudden what was bipartisan support and trying to deal
with the broader issue became focused on one case, very confused,
and family questions, what did the judges see and not see. And in
reality, we have to learn from that experience, when it was an ex-
perience that was so public that now people are just loaded with
opinions that may or may not be factual, and all of us are confused,
Members of Congress are confused, because we all tended to choose
sides and only wanted to get the information that came from that
side.

Now we have to try to sort through actual legislation and go back
and kind of reinvent the wheel to where we were before the case,
but with now a much more quasi-informed public, quasi-informed
Members, and at the same time everybody understanding we have
some problems around the country. Often, these types of cases,
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sometimes it was like, as I argue, the Judge Thomas hearings for
the Supreme Court did more to define sexual harassment in Amer-
ica, which was not necessarily relevant to anything he did, but be-
cause people watched the debate, people changed their behaviors
and they started to adjust and learn.

Hopefully, as an oversight committee, this helps move that for-
ward. As legislation moves, it will move through different commit-
tees, and in our HHS oversight we will continue to look at this, and
we also have Justice Department oversight. So as we look at this
among the many issues we deal with, this has been a very helpful
first hearing for you to put a human face on it, and we thank you
very much for taking the time to do so.

With that, this subcommittee stands adjourned.
[Whereupon, at 4:52 p.m., the subcommittee was adjourned.]
[Additional information submitted for the hearing record follows:]
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