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Reason why I'm here and Chris isn't. 

I want to thank Harold Varmus, Michael Walker and Zach Hall for 

orchestrating this extraordinary event. And I want to thank all of you. It is 

wonderful to see your energy, your commitment, and to know that you 

represent the hopes of millions of people around the world. 

Someday the world will look back on these three days as an historic turning 

point in finding the cure for paralysis. 50 years ago FDR laid down the 

gauntlet to a gathering of.scientists much like yourselves. The result was 

the eradication of polio. Today a similar challenge is presented to all of 

you. 

There are 250,000 spinal cord injured in the United States today, millions 

around the world. 10,000 newly injured each year in this country alone. 

Two thirds of those injured are under 30 years old. Spinal cord injury is 

among the cruelest of all traumas. I recently received a letter from a 13 

year old boy whose best friend had a spinal cord injury. His family, after 
. . 

exhausting all financial resources and unable to continue caring for him at 

home, was forced to institutionalize him. That 13 year old boys best .friend 

is now living in a mental institution. He wants to know if I can 

help? The answer is we can help. 



Neuroregeneration must move to the forefront of NIH research efforts. Of 

course the humanitarian reasons for curing paralysis are obvious. I spent a 

year in rehab at the Kessler Institute, and though I received excellent care: I 

looked out at a brick wall. I am lucky I was able to go home. The majority 

of spinal cord injured spend their lives looking at that brick wall. But there 

are also vital economic reasons. We simply cannot afford not to cure 

paralysis. For the estimated 250,000 severely disabled survivors of spinal 

cord trauma the costs to the federal government exceed $8 billion dollars a 

year. 

That just doesn't make good fiscal sense. 

In the early part of this century a scientist received the Nobel prize for 

proving that neurons cannot regenerate. _I think we have to find that medal 

and get it back. The prevailing thinking until even 5 years ago was that 

once spinal cord injured you were in a wheelchair for the rest of your life. 

There is now a revolution in the neurosciences. That thinking was wrong 

and people in this audience have proved that. 



When I met with the President in May I was heartened for two reasons. 

First, that the president was willing to be educated. He wasn't .fully aware 

of the great strides and breakthroughs recently made in neuroregeneration. 

Second, and one of the reasons we are here today is that he along with 

Harold Varmus increased funding for spinal cord research by $10 million 

dollars. 

In his acceptance speech before the Democratic National Convention, 

President Clinton reaffirmed his commitment to biomedical research. We 

also have the strong support of both the House and the Senate, Republican 

and Democrat. 

The government cannot do it alone, and we are mobilizing the private 

sector. People like Joan Irvine Smith who gave $1 million dollars to 

establish the Reeve-Irvine center for spinal cord research at U.C. Irvine are 

leading the way. We are giving a wake-up call across this country to 

corporate America. 

Drug companies, biotech corporations, the insurance industry, 

petrochemical companies and computer giants are all signing on. 



Most importantly, we have grass roots support across the counrty. 

According. to a 1993 Harris poll 91 % of the American public feel we 

should spend more on medical research. Not only do they support more 

spending; they are willing to pay for it. 

We have the federal government, the private sector and the backing of the 

American people. But their support is meaningless without your leadership. 

You are the key. · 

Some of you in this room have spent your whole careers working on curing 

paralsysis. You have worked alone in isolated labs across the world. 

Your perseverance was not discouraged by the darkness around you. To all 

of you thank you for your vision and your sense of purpose. 

To the scientists in this room who come from other disciplines; from the 

fields of genetics, basic science, study of the eye, microbiology and many 

others: please make the transition to spinal cord injury research. 



And there should be one more goal: that there be a free, open and 

unfettered international exchange of scientific and medical discoveries. 

Duplication of effort must be minimal, and efficiency in research must be: 

strengthened. This is essential. 

As Zach Hall has said, "We don't have the blueprint for curing paralysis yet, 

but after this meeting I'm hoping we will at least have a floor-plan." With 

all of you in one room today we have hundreds of yea~s of scientific 

knowledge focused on this one problem. I believe today marks the 

beginning of the end of this national health tragedy. The President speaks 

of the bridge to 21st century; with your help I and hundreds of thousands 

like me will walk across that bridge into the new century. 

Thank you. 
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EXECUTIVE OFFICE OF THE PRESIDENT 
OFFICE OF MANAGEMENT ANO BUDGET 

WASHINGTON .. D.C. 20503 

August 23, 1996 

MEMORANDUM FOR TIIE CHIEF OF STAFF 

HAROLD ICWKES 
FROM: Jacob J. Lew 

Acting Director 

SUBJECT: Update on NIH's Plans for Achieving the President's Commitment tci 

Increase FY 1996 Funding for SpiriaJ. Cord Research 

PAGE 

On May 15, 1996. Christopher Reeve met with the President to express concern that Nill 
funding for spinal cord research was insut;Iicient. We understand that at the meeting the Pre:sident 
committed to increase NIH funding for spinal cord research by.up to $10 million in fY 1996. 
Christ.Opher Reeve announced to the press that the President had promised to work with NIH "to 
find $10 million that will go to spinal cord research." NIH's initial FY 1996 plan included $49 
million for spinal cord research. 

Given the sensitivity of this issue, we asked HHS to provide a NIH spinal cord research 
plan for achieving the President's request. The NIH plan appears to be consistent with the 
President's commitment The three elements of the plan afe: · 

• NIH indicates that between now and September it.will fund 12 grants and four awards to 
young investigators that would not have been supported otheiv.ise. Thus, this means NIH 
will be spending an additionaJ SS mimon over the $49 million it originally intended to 
spend on spinal cord research in FY 1996. This increase appears to achieve the 
President's commitment to spend up to an additional $10 million on spinal cord research 
this fiscal year. '. 

i. 

• In additio~ NIH intends to increase its planned FY 1997 funding for spinal cor4 research 
by SlO million, which will raise FY 1997 NIH spinal cord research funding by 20%, from 
$50 million to $60 million. , . 

• To foster high-quality spinal cord research grant applications and encourage 'research:rs to 
enter the field of spinal cord injury research. NIH plans to hold a conference on spinal 
cord research at the end of September. 

If you have any additional questions or concerns about NIH spinal cord resear~ or i:f we 
should supply this information to anyone else, please let ~ know. 

::r; 
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T 
lie Km·~rnmt·nr Jra.f Jf1efl/ more 
on m1llfury rt!.l'earc:h and de-
1·elnpmeni i11 the 11ast fOur" · 
year.I' than it has 011 all medi­
cal re.rearch sin,·e tile turn of 

the cenrury. It's 110 wrmder we htJ\'C .~mart 
hnmhs, hw don't have u cure for cancer or 
for spinal cord injury. Our priorities are 
out of whad: .. 

That bomb w11s drupped by Senator 
Tom Harkin (D-IA) speak-
ing in support of CJiW­
rophcr Reeve's campaign too 
lncrea~e t'unCTs"i:or 1i inal 
~ ifliury (~ researc; 
at a pre.r;s con erence m 
Washington. DC. lo spot­
light this effort. 

The May 15 press con­
ference, spom:ored by 
Good Nor.1selc.eep1ng, was 
Reeve's first since the 

horseback-ritling accident that left him para­
lyied more rhan ll year ago. Before a crush 
of camera crews and print photogrtlphcrs, he 
called for an increase of $40 million in SCI 
research su that he and hundreds of 1hou­
sands of peorle like him may someday walk 
again. Reeve explained 1hat medical ad­
vance~ have created optimi.'im ab<lut a trear­
ment or cure for these injuries leing thought 
to be hopeless. However. any bn~akthrough 

n. li&b.ip: Nallan•I nwd.1.1 ...a ...,.'s depends on increased funding to :iupport sci­
ffnt praa canfwrenai llinm ltil accidanl entists in their research. 

With our June cover story by Liz Smith 
on Reeve and his wife. Dana, we launched a GH Lobby directed to Senator Arlen 
Specte.r (R-PA) asking for an increase in SCI research funding. Since then, the re­
sponse has been overwhelming as reader:;; across the. country have joined forces 
to support the Lob.by. In Staten lslimd, NY, Francesca Saccheri ~nlist~d family 
and friends to mail 15.000 Lobby coupons Lo Senator Specter s cifflce. Fran 
Saccheri is rhe mother of 17-year-old Sal. who was paralyzed in a car accident in 
January. "I feel Christopher Reeve is speaking for us." she says. "And I will do 
everything I can to i;upport this fight so that my son and others can walk again." 
The American Paralysis A!<lsoci11tion has also led a groundswell that has spurred 
the mailing uf lhou:.1mtls of cuupuns. 

In our nation's capilal. Sena1or Specter's mailroom is reeling from the deluge of 
lellers, with more arriving daily. We want to applHud Senator Specter, who is chair­
man of the appropriations subcommittee that allocates money for the National 
lrn1titu1es of Heahh. for his promise to advance the SCI research cause. He wants 
everyone lo know that although he cannot answer your lelfers personally, he 
11cknowledges each and every one of them. 

To all of you who participated in this Lobby, I want 
10 extend a personal thank-you on behalf of 
Chrisropher Reeve and the other 250,000 Americ11ns 
who are paralyzed as a result of SCI. You have proven 
once again rhat GH readers really do care. and togeth­
er we have the power to he.Ip and heal. 

14 Good HouaeluieplnglAu11uu 1996 



THE PRESIDENT HAS SEEN 
~- ~o c, <..a 

CHRISTOPHER REEVE 

~-·---­- ---·-

The President and Mrs. Clinton 
The White House 
1600 Pennsylvania Avenue 
Wahsington, D.C. 20502 

May 16, 1996 

Dear President and Mrs. Clinton 

JIM DORSKIND: 
Please coordinate 
the reply. 

Thank you so much for taking the time to meet with me yesterday. Of course it was 
more fun to shoot the breeze about jazz with Billy Crystal the last time we visited !hut 
l was tremendously uplifted by your obvious concern for me and all the others in a 
similar condition. When I announced the $10 million to be spent on spinal cord 
regeneration research there was an audible gasp in the room, followed shortly by an 
announcement by Senator Spector that he would offer an amendment of $40 million in 
this years budget. Thanks to you the gauntlet has been thrown down. l deeply 
appreciate your agreement that research is the real answer to our health care crisis and 
one of the most positive steps we can take to deal with the deficit. The scientists are 
ready and willing to discuss the incredible progress that has been made in just the last 
few years; in fact at yesterdays luncheon Dr. Ira Black gave a description of new 
advances in blocking growth inhibitors that was truly inspirational. 

It seems dear we have entered a new era of progress and possibility in afflictions of 
the brain and centra,l n<;!rv'VJ~ ~yst~m. With sn many memb\~;:.; of Congress wiHing· to 
work together on this issue and with your leadership there is now real reason to hope. 
Thank you again. 

Sincerely, 

Christopher Reeve 



SPINAL CORD INJURIES 

REEVE'S POSITION 

Christopher Reeve supports increasing funding for research on spinal chord injuries by $40 
million each year. He believes that, with an additional $40 million each year, paralyzing 
injuries could be curable in five to ten years. He also believes that ending these injuries 
could mean billions of dollars in savings in Medicare and Medicaid. 

BACKGROUND 

The Impact of Spinal Cord Injuries 

About 200,000 Americans are now permanently confined to \Vheelchairs because of spinal 
cord injury. Each year, about l 0,000 more people are injured, suffering paralysis and loss 
of sensation. About two-thirds of these people are under the age of 30. Specialized care 
for people with spinal cord injury costs as much as $10 billion each year. 

Federal Investment in Spinal Cord Injuries 

National Institutes of Health. The National Institutes of Health spent a total of $47 million 
on spinal chord injury research in 1995. This amount is expected to increase to about $49 
million in l 996 and about $50 million in 1997. Since 1993, spending for spinal cord injury 
research has increased by 3.1 %. 

This increase is actually quite small in comparison to other areas. The total budget of the 
National Institutes of Health has increased by 20. l % since 1993. This includes a 79% 
increase in breast cancer research, a 33.3% increase in AIDS research, and a 9.4% increase 
in Alzheimer's Disease research. 

However, there is promising new research being undertaken. For example, NIH is 
sponsoring research on the development of neural prostheses to restore sensation or 
movement. Already this program has enabled paralyzed people to pick up objects or to 
grasp a cup and drink without assistance and has allowed doctors to implant tiny electrodes 
inside the body to stimulate muscle or nerve cells. In addition, NIH is working on several 
projects to repair damaged DNA or to implant so-called progenitor cells in order to replace 
or regenerate tissue in an injured central nervous system. 

Centers for Disease Control. 

The National Center for Injury Prevention and Control (NCIPC) at the Centers for Disease 
Control and Prevention (CDC) works on spinal cord injury prevention. Christopher Reeve 
recently spoke with Dr. Mark Rosenberg, the Director of NCIPC. NCIPC has two main 
goals in addressing spinal cord injuries: (I) to prevent injuries from occurring; and (2) to 
reduce the impact of injury once it occurs. NCIPC is currently sponsoring research on 
spinal cord injuries, including research on spinal cord regeneration. Dr. Rosenberg would 
be happy to provide Christopher Reeve with a more detailed briefing about NCIPC's 
activities at his home. 



MAY-15-96 09,41 FRQM,QM8 DIRECTOR ID' 

I 
I. 

.. 

.. 

.. 

.. 

Spinal Cord Injury Research 

~ advises that NIH funding levels for spinal cord Injury research are as 
follows: 

(BA in $ millions) 
FY9S FY96 FYc.Yl - - .--
47 49 so 

The ggickest way to add resource~ to this a.tea in FY96 would be to utilize 
the 1 % transfer authority granted to HHS in the FY96 appropriations act . 
(Section 211 of P .L. 104-134). Up to 1 % of any HHS appropriation may be 
transfeaed to another HHS account this year. Once HHS identifies 
appropriate offsetst fonds could be trallSferred ;mri>ediately. 

Other qptions for FY96 include transmitting a supplemental request to 
Congress. It is not clear how likely Congress would be to act on such a 
request; offsets would probably be necessary as well. 

Fgr.rn:z, options include having HHS pledge to use the J % transfer 
, authority requested in t:be President's FY97 Budget (which is. similar to the 

enacted language), as well as transmitting a Budget Amendment. 

It is not clear how nmch additional funding for this sort of research could be 
utilized efficiently; $5:$1 O million may be apmogriale. Far NIH to make 
research grams, it has to have high-quality proposals to fund We will check 
with HHS/NIH to better understand how many high-qnality research 
opportunities tbeie are in this field that could be~t from an immettiate 
infusion of additional resources. 

The Department of Veterans Affair.i is the nation's pre-eminent spinal cord 
injury health care and rehabilitation provider. VA medical centers utilize 
state-of.tfle..art diagnostic and rehabilitation equipment and cutting edge 
research to help about t 0,000 veterans with sphla1 cord injmi~ each year. 
We are checking on exact funding levels for spinal cord lltju:ry health · 
&el'Vf.ces and research (tbe research figure is something less than $25 million). 

We have auached an HHS information §beet on spinal cord injury research. 

PAGE 2/4 
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SPINAL CORD INJURY RESEARCH 

About 200,000 Americans mu ntJW petManantfy confined to whMlch11ln1 
because cf spinal GOtd lnJury. Each year, about 10,000 mare puupJa lire 
ln}ured, suffering parelysll and rou of sensation. About two-thirds of th&5e 
people are under me age of 30. Specialized care for paopte ~ spinal cord 
Injury cosm our Na1ton as much as •to bllllon -=11 yuer. Within the 
National 1rwtitutas of Health, rese.rdt on spinal cord Injury II prtmerHy 
supported by the Nsdonal tnttttute of Neurological Dlaorders and Stroke 
(NINOS) and the NatiOnld Institute of Chlld Health and Human Duvalopmant 
(NICHDJ. 

The NINOS supports aevaral large, multtproject centers devoted to cllnlcal 
and basic research on aoinat cord lllJury, The pnJjact3 rang1 from 
fundamental studiw of C$11uler responses to lnJury to cnnlcal studlN of 
mavument In chronle splnal cord fnJury. A racent ackfttlon to the spinal cord 
tn]urv partfDllO 18 the Multlcent8rad Anlmal Spinal Cord lnjury Study.· This 
consortrum of laboratOrtes tests pnmilaing phamllcoroa1ca1 agents In a 
standerdlzed model of spinal cord lnJui;y. It la hoped 1hllt auch collabomions 
may make more drugp ':M'll8b!8 for ctlnlcaf t~ng.~ · 

One sbutegy being pursued by NINOS grantees to ri..mnt nervous SVS18m 
function is the development of neural ~~ to ·feStore een•tton or 
mavament. Already this prog18m has yl8fded; a hand-grtp prostheals that 
anables paralyzed people to pick up objects or 10 grasp a cup and drtnk 
Without uatatanca: tiny aJactroda, measuring about one-third the width of 
a human hair. that can be implanted Inside ttie body' and uaed to stlmtJlate 
musele or r*"8 cells; r.ew undersmndlng of the nervous system and Its 
pathway• 'that will h•IC> sclentlstl piece future prostheses In the moat 
effective location; a~ arJffcial senso~ that maY help paralyzed patients to 
bett9r control movement. 

DNA damage la preaant in central narvou1 aysl'em (CNS) Injury end detects 
In rep8'r mechanlsms1are asaoclatad wtth naurodagaoaratlve disease. NINDS 
supported a wortcahop, •cNA Damage.and Repair.• in September 1986, to 
bring 10gmer scJentiSts and cllnldans with sxpertise In DNA lnlury and 
ntpair, with Investigators In CNS trauma. to fost8r rneereh In this new area 
of IClence. The partlclpen~ explored the ccnnec:tiana between these flelds 
and ldentffled gap.s tn knowledge In order to expand ~nvestlgations on the 
~s of cell damege. : 

In March 1998. NINOS issued a Raqueat fot Proposals to investlgat:e the UIB 
of Implanted progenitor calls to tteet eemraf nervous system trauma. Recen1 
discovery of tha Pf88'1nce of progenitor ceUp within. the adult nervous · 
avstem ha• auggeated another potential source of replacement tiaua for the 
lnjurad ~. The taaSlbilltY ot using these calla b now unknown. The 

PAGE 3/4 
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coa1Dec:t pmjeot seeks m ldemttY pracursor ceHa tram 1he adutt terrtral 
nervous svsiem, expand these populations In tfsaue cultUra, devalop the 
proux:ol of growd'l filatl>r stimulation necessary to prodUGO stable neurons, 
tmd evaluate the aurvlvel of 'these _neurons after transplantation rrrto the 
ctuonk:aDy-ln)ured adult nervous system.· 

The Nutfomd Centat fOr MediGal Rehat>tlitation Raeserch (NCMRR, a 
component of tha Natlonlll lnstftut& of Child Health and Human 
Development, NIH} Is amphas!zing tha auppon of l'8888l'Ch to promote the 
Independence. prod~tY. and health of people with ..,Jnel cord Injury. 
lnduded In that rwsearch are studies ·seeking: (1 J better ways of preventing -
urtnary tract lnf&Gtfona and skin problems ta which people with spinal cord 
injury are prone, (2) Improvements In uaes of computer-controlled electrical 
Btimulatton to maka wallelng possible, and (3) more effeettva means of 
daallng with the cnronlc pain which many of tnasu people experience. 

-NIH, Total 

DHHs.NnfonaJ ln9tftu1H of Hemlth 

'I& 

Spinal Cord Injury 
01"1 $000) 

.98(ut.) 

48,395 

"97 P.11. 

50,388 
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Date: 05/15/96 Time: 18:13 
CClinton Promises Actor $10 Million for Spinal-Cord Research 

WASHINGTON (AP) Christopher Reeve says his family's support 
and the hope of a medical breakthrough have kept him going since a 
near-fatal accident left him a quadriplegic almost a year ago. 

Speaking at a luncheon on Capitol Hill, Reeve flashed a 
victorious smile as he announced from his respirator-equipped 
wheelchair that President Clinton has earmarked $10 million for 
spinal-cord research. 

''For President Clinton to find $10 million in this year of such 
strife . . . is a very significant step forward, a very significant 
first step,'' Reeve said after the luncheon. 

''I hope it will also provide an incentive for Congress to 
appropriate the funds that are really needed to find a cure,'' he 
said. 

Reeve, 43, was paralyzed from the neck down in a May 27 fall 
from a horse. The ''Superman'' star has teamed up with Good 
Housekeeping magazine to lobby Congress to increase money for 
spinal-cord injury research. He met with Clinton at the White House 
before his appearance on Capitol Hill. 

White House aides said Clinton directed that $10 million in the 
National Institutes of Health budget be dedicated to spinal-cord 
research. The current budget already appropriated $49 million for 
such research. 

At a news conference before the luncheon, Sen. Tom Harkin, 
D-Iowa, and Sen. Arlen Specter, R-Pa., said they support Reeve's 
cause. 

''We will work with you ... , and we will try to help you with 
the necessary funding,'' Specter said. ''When we saw you come in 

and the progress you're making, we really understand that you 
are truly Superman.'' 

Reeve said that as chairman of the American Paralysis 
Association he will spearhead a campaign to seek funds not only 
from the government but from private business. 

At the luncheon, an aide fed Reeve his lunch grilled chicken, 
sauteed vegetables and rice and helped him drink water through a 
straw. 

With new technology and funding for research he hopes to walk 
again in seven years, he said, and not in 10 years as he has said 
in previous interviews. 

How has the accident changed him? 
''I think it's made me value, even more than previously, the 

love and support of people that I'm close to,'' Reeve said. 
Asked his feelings as the one-year anniversary of his fall 

nears, the actor smiled and said: 
''I'm really not thinking of those terms. I don't think in terms 

of one year, two years.'' 
APNP-05-15-96 1816EST 
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Wednesday May 15 3:36 PM EDT 

Christopher Reeve Seeks Funding For Spine Research 

By Joanne Kenen 

W ASHrNGTON (Reuter) - Paralyzed actor Christopher Reeve came to Congress Wednesday to lobby for more funds for 
spinal cord research so that he and hundreds of thousands of people like him could someday walk again. 

Advances in neuroscience have spurred unprecedented optimism about a treatment or cure for spinal cord injurie:;, long 
thought to be hopeless. But Reeve, a screen idol best knmm for his "Superman" films, said the breakthrough could take 
another four decades if funding is not increased. 

If scientists are adequately funded, he said, he might be walking seven years from now, in time for his 50th birthday. 

"I would like to stand up and toast everyone at the party," he told a news conference on Capitol Hill. 

Injured a year ago this month in a horseback riding accident, Reeve is restricted to a wheelchair and severely disabled. But 
he speaks clearly, grins warmly and had a Capitol conference room packed, with standing room only even for members of 
Congress. 

About 250,000 Americans, and many more people throughout the world, are paralyzed because of spinal cord injuiries. 

'·Many people do not know -- and they should know -- that a cure for spinal cord injuries is now obtainable," Reeve said. "I 
will walk again," he said. 

Reeve met President Clinton earlier Wednesday and said the president assured him of at least $10 million more this year 
earmarked specifically for spinal cord research. 

Republican Sen. Arlen Specter of Pennsylvania, chairman of a Senate subcommittee with jurisdiction over health research 
funds, accompanied Reeve and said he planned to put in motion Wednesday a $40 million funding increase. 

The congressional appearance was sponsored by Good Housekeeping magazine, which features Reeve and his wife Dana on 
their June cover. In that article, Reeve said he hoped to continue his career in entertainment as a director of plays and 
movies. 

He is also supposed to be the voice of King Arthur in a new Warner Brothers animation, "The Quest for Camelot" and is in 
demand as a speaker. ··I'm booked for speaking engagements for more money than I was ever offered when l was upright," 
he told the magazine. 

05/15/96 19:35:56 



TALKING POINTS FOR MEETING WITH CHRISTOPHER REEVE 
THE OVAL OFFICE 

MAY 15, 1996 

• I'd like to thank you for your strength and courage. You have really been a model 
for al I of us. 

• I'd also like to thank you for the commitment you have shown to others. As with 
all of the other causes you have taken on during your life, you bring to this effort 
unparalleled passion and dedication. It would have been enough of a challenge to 
focus on your own path to recovery over the past year. Instead, your work on 
behalf of others with spinal cord injuries and more generally for people with 
disabilities has already begun to make a difference in people's lives. 

• I know you are commited to increasing funding for research on spinal cord injuries. 
I would like to work with you, the National Institutes of Health, and Members of 
Congress to make this a priority. 



THE WHITE HOUSE 

WASHINGTON 

May 14, 1996 

PHOTO OPPORTUNITY AND VISIT WITH CHRISTOPHER REEVE 

DATE: 
LOCATION: 
TIME: 
FROM: 

I. PURPOSE 

May 15, 1996 
Oval Office 
10:00 to 10:20 AM 
Alexis Hennan 
Bill White 

To give Christopher Reeve the opportunity to discuss his efforts to obtain increased 
federal funding for spinal cord injury research. 

II. BACKGROUND 

Christopher Reeve, paralyzed in a horseback riding accident in May, 1995, is visiting 
Washington to raise public awareness of spinal cord injury and funds to affect a cure. 
Despite his disability, Christopher claims to be busier. now than before the accident, 
and is currently writing a book, directing a movie, and even perfonning in one. 
During a recent interview, he said, "The choice is whether to wallow in self-pity and 
musing about the past, or take a proactive stance about the future." 

Throughout his career, he was always the activist. taking on the GOP's attempt to cut 
funding for the arts in 1994. During his rehabilitation, Christopher continues to s.peak 
out, turning his attention now to health and disability issues. When Christopher 
learned that his insurance capped his benefits at $1.2 million, he actively worked for 
the passage of the Jeffords amendment, which attempted to raise lifetime health 
insurance caps to $10 million. 

Christopher's current focus, and the purpose of his trip to Washington, is to lobby for 
increased National Institute for Health (NIH) funding for spinal cord injury resear·~h. 
Christopher beJieves that if the government commits an additional $40 mi1lion a year 
to spinal cord research, paralyzing injuries could be curable in five to ten tears. 
Furthennore, Christopher believes additional funding could lead to billion in savings in 
Medicare and Medicaid. 

Christopher will ask for your and the First Lady's support for his initiative. In 1995, 
the NIH spent $4 7 mi1lion for spinal cord injury research. That increases to $49 
million in 1996, and the Administration currently plans to request $50 million for 
1997. You should indicate your continued support for increasing research funding for 
spinal cord research during a time of decreasing budgets. 



Following the meeting, Christopher will travel to the Hill to hold a press conference 
calling for increased federal funding for spinal cord injury research. Speaking at the 
press conference, and a luncheon that follows, will be Senator Arlen Specter (R-PA) 
and Senator Tom Harkin (D-IA). Both Senators Specter and Harkin will speak in 
support of increased spinal cord funding, but will not endorse a specific amount:. 

The ABC News program 20/20 will film the opening greeting at the top of the 
meeting. The footage will be used for an update of the Barbara Walters portrait on 
Christopher's rehabilitation and his efforts with regard to health and disability issues. 

Last month, on Larry King Live, Christopher spoke very favorably of your phone calls 
to him after his accident. Christopher is able to speak and breathe with the assistance 
of a portable ventilator that fits behind his wheelchair. In case of an emergency, his 
medical assistants will be ·holding in the Cabinet Room. 

Ill. PARTICIPANTS 

The First Lady 
Christopher Reeve 

IV. PRESS PLAN 

Closed press. (ABC's 20/20 will only film the opening of the meeting.) 

V. SEQUENCE OF EVENTS 

o You and the First Lady will greet Christopher Reeve upon his entrance into the 
Oval Office. (20/20 will only film the opening of the meeting.) 

o You and the First lady will take seats on the couch. Christopher will be 
situated in his wheelchair near the couches. 

o After I 0 minutes, the First Lady and Christopher will depart the Oval Office, 
and continue their visit in the Map Room. 

VI. REMARKS 

Not required. 

Attachments 
Tab A - Federal Research on Spinal Cord Injury 
Tab B - Lifetime Limits on Health Insurance Benefits 



LIFETIME LIMITS ON HEALTH INSURANCE BENEFITS 

REEVE'S POSITION 

Christopher Reeve strongly opposes lifetime limits on benefits in health insurance plans. 
Reeve has a $1.2 million cap on benefits in his primary insurance policy, a fact which he 
did not discover until after his injury. Because his yearly expenses are about $400,000, he 
expects to exceed the cap in his primary policy in about two more years. 

THE JEFFORDS AMENDMENT AND KASSEBAUM-KENNEDY 

Last month, Senator Jeffords introduced an amendment to the Health Insurance Reform Act 
of 1996 (Kassebaum-Kennedy) which would have required health plans to have a lifetime 
limit on total benefit payments of not less than $10 million. The amendment was 
withdrawn before a vote in committee. Reeve strongly supported the Jeffords amendment. 

The Administration took no position on the Jeffords amendment. We did this because of 
our overall strategy on Kassebaum-Kennedy to avoid supporting controversial amendments 
that might reduce the chances for passage of the bill. As you may remember, however, the 
Health Security Act would have eliminated all lifetime benefit caps. 

BACKGROUND ON LIFETIME LIMITS 

The inclusion of lifetime benefit caps in insurance policies became common in the 1970s. 
The most common limit was $1 million. Currently, about sixty percent of health plans 
have lifetime limits on benefits. 

Lifetime limits have not kept pace with inflation. The caps in most policies have not 
been adjusted for inflation. As a result, the value of limits are much lower today: a $1. 
million limit imposed in 1975, if adjusted for inflation, would be approximately $10 million 
today. 

A growing number of people reach the cap each year. Price Waterhouse has estimated 
that 1,500 people exceeded their lifetime limits in 1995, and this number increases 
significantly each year as inflation erodes the value of the typical $1 million limit. 

The cost of removing lifetime limits is small. A number of private sector actuaries 
(including Price Waterhouse and Towers Perrin) have estimated that the cost of eliminating 
lifetime limits ranges from 1 to 3 percent of existing premiums. 



SPINAL CORD IN.JURIES 

REEVE'S POSITION 

Christopher Reeve supports increasing funding for research on spinal chord injuries by $40 
million each year. He believes that, with an additional $40 million each year, paralyzing 
injuries could be curable in five to ten years. He also believes that ending these 111.1urn:s 
could mean billions of dollars in savings in Medicare and Medicaid. 

BACKGROUND 

The Impact of Spinal Cord In.juries 

About 200,000 Americans are now permanently confined to wheelchairs because of spinal 
cord injury. Each year, about 10,000 more people are injured, suffering paralysis and l.oss 
of sensation. About two-thirds of these people are under the age of 30. Specialized care 
for people with spinal cord injury costs as much as $10 billion each year. 

Federal Investment in Spinal Cord Injuries 

National Institutes of Health. The National Institutes of Health spent a total of $4 7 miHion 
on spinal chord injury research in 1995. This amount is expected to increase to about $49 
million in 1996 and about $50 million in 1997. Since 1993, spending for spinal cord injury 
research has increased by 3.1 %. 

This increase is actually quite small in comparison to other areas. The total budget of the 
National Institutes of Health has increased by 20.1 % since 1993. This includes a 79% 
increase in breast cancer research, a 33.3% increase in AIDS research, and a 9.4% increase 
in Alzheimer's Disease research. 

However, there is promising new research being undertaken. For example, NIH is 
sponsoring research on the development of neural prostheses to restore sensation or 
movement. Already this program has enabled paralyzed people to pick up objects or to 
grasp a cup and drink without assistance and has allowed doctors to implant tiny electrodes 
inside the body to stimulate muscle or nerve cells. In addition, NIH is working on several 
projects to repair damaged DNA or to implant so-called progenitor cells in order to replace 
or regenerate tissue in an injured central nervous system. 

Centers for Disease Control. 

The National Center for Injury Prevention and Control (NCI PC) at the Centers for Disease 
Control and Prevention (CDC) works on spinal cord injury prevention. Christopher Reeve 
recently spoke with Dr. Mark Rosenberg, the Director of NCI PC. NCI PC has two main 
goals in addressing spinal cord injuries: (I) to prevent injuries from occurring; and (2) to 
reduce the impact of injury once it occurs. NCIPC is currently sponsoring research on 
spinal cord injuries, including research on spinal cord regeneration. Dr. Rosenberg would 
be happy to provide Christopher Reeve with a more detailed briefing about NCIPC's 
activities at his home. 
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SPINAL CORD INJURY RESEARCH 

About 200,000 Amerm. 8l'8 new petmenetrtly confined to whaelch11lra 
Decause of splll6l GOt'd lnJury. Each year, about 10,000 mote psupla are 
Injured, suffering paralysla and k>a& of sensation. About two-thirds of the5e 
people are under me age of 30. Spacializ8d care for paopte With spinal cord 
Injury costs our Natfon as much as •to blltlon INICh Y911r. Within the 
National lrurtitutas of Health, research on spinal cord Injury la prlmertly 
supported by the Nstlonal I~ of NeurolOglt;eJ Di9ordenl and Stroke 
(NINOS) and the National Institute ot Child Health and Human Davalopmant 
(NlCHD). 

The NINOS aupportB .1118Y8r&t large, multtproject centens devotsd to cllnlc:aJ 
end basic ruearch on soinal cord lrt]ury. The pn>Jact3 range from 
fundamental studi9' Of C$11Uler r&8ponaes to Injury to cflnlcel studln of 
mavument In chronic splnal cord Injury. A recent addition to the spinal cord 
tn]urv portfOliO IS the Multlcenter&d Animal Spinal Cord lnjury Study.· This 
consortium of laboratOries tests promlaing pharmlcotoarcal agent& In a 
stsnclerdlzed model of splnal cord lnJur;y. It is hopad that such collabonnions 
may make more dru~ ':1Wll8b!e for cUnlcel t~ng.; · 

. I 
One strategy being pursued by NlNDS grantees to restore nervous gys18m 
function is the dev•lopment crf neural prosth~ to 'restore sen111tton or 
movement. Already till& program has vl81ded~ a hand-grip proathNl.s that 
enables paralynd people to pick up objects or to grasp a eup and di-Ink 
Without ualstane11; tiny electrodu, measuring about one-third the width of 
a hu.man hair. that can be irnplented Inside tlie body' and used to sttmulate 
muscle or nerve cells; new underSbotndlng of the nervous system and its 
~athways 1hst wlll h•lp sclenthm piece future prostheses In die most 
effective location; and ar'Jflclal senso~ 'that maY help paralyzed potlunta to 
betbtl' control movement. -

DNA damage Is preaent in central nervous system (CNS) Injury snd defects 
In repBlr mechanlsmsiare aHoclatad with nsurodaganeratlve disease. NINOS 
supported a wortcahop, •cNA Darnaga_and Repair.• in September 1995, to 
bring togSther ~tiSts and cllnlclans with apertbe In ONA lnJury and 
repair, with lnvestlgatora In CNS trauma, to foster reseerCh In thiS new area 
of science. The particlpan~ explored the connections between these fields 
and ldentlfted gaps in knowledge In order.to expand ,nvestlgations on the 
l'flU~ism11 of cell damage, : · 

In March 1998. NINOS issued a Request fot Proposals to investigate the uaa 
of Implanted progenitor cells to tteet centrafnervoua system traume. Recent 
discovery of the p .... nce of progenitor cellp wtthln_ the adult nervous · 
system hu• augguted another potential source of replacement tiaue for the 
Injured CN$. The feUibllltV of u.sine these cells Is now unknown. The 
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contrae:t prajeot seeks m ldemfty pracursar ceJla tram 1he adult central 
nervous system, expand these populations In tissue culture, develop the 
protoeol of growth f8ator stimulation necessary to produce stable neurons, 
and evaluate the aurvlval of 1hese _neurons after transplillntBtlon Imo the 
chrontcaDy-ln)ured adult nervous system.· 

The Natfornd Center for M8dical Reh&?>ilitation Raaeatch <NCMRR, ll 
component of the Natlonlll Institute of Child Health and Human 
Development, NIH} Is emphaslZlng the auppon of research to promote the 
Independence. prod~ctlvlty, and health of people wtth aplnal cord Injury. 
Included in tnat research are studies ·seeking: (1) better ways of preventing -
urinary tract Infections and skin problems to which people with aplnal cord 
injury are prone, (2) Improvements in uaea of computer-controlled electrfcal 
atimulatton to malca walking possible, and (3) more effective means of 
dealing with the chronic pain which many of tnese people experience. 

·NIH, Total 

DHHS.NatlonaJ tnstl"tutM of Health 

47,048 

Spinal Cord Injury 
(h .. $000) 

'88 (llllt.) 

48,395 
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50,368 
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NIH Funding for Spinal Cord Injury Research and Other Selected Areas of Rese1:;irch 
{dollars In thousands) 

FY 1993 FY 1997 Pt~rcent 

Selected Research Area Actual Estimate ___91~n9!_ 

Alzheimer's Disease 287,239 314,159 9.4% 
AIDS Research 1,073,957 1,431,808 33.3% 
Cancer Research 2,225,214 2,612,819 17.4% 
Diabetes 285,649 313,334 9.7% 
Infant Mortality (LBW) 301,473 347, 136 15.1% 
Parkinson's Disease 71,934 77,703 8.0% 
Sleep Disorders 58,089 77,294 33.1% 
Spinal Cord Injury & Regeneration 48,842 50,368 3.1% 
Stroke 106,771 121,943 14.2% 
Sudden Infant Death Syndrome 45,353 46,821 3.2% 
Bre 00+ Ca.\llcH ;l.?..~/\3'1 ~o~, sl(( '7 '<.°lo 
NIH Total Budget 10,328,117 12,406,300 :20.1% 

05/14/96 
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Question: 

Mr. Reeve is seeking to increase funding for spinal cord research by $40 million. What 
would be the effect of such an increase? 

Answer: 

There are a number of promising areas in spinal cord injury and regeneration that could 
be pursued, or developed faster, with such a sizable increase in funding across the next 
three to five years. In the area of basic research, projects could be developed to explore: 
DNA injury and repair specific to spinal cord injury; the role ofhonnones in the 
exacerbation of injury; the role of astrocytes and other glia in SCI; animal models of 
cervical spinal cord injury; and the basic mechanisms of cell death and excitotoxity in the 
spinal cord. 

The development of neural prostheses holds great promise to restore nervous system 
function to spinal cord injury patients. The NINDS is in the process of soliciting 
proposals to develop a prosthesis that would allow a paraplegic in a wheelchair to stand 
independently and remain standing. However, the current funding will allow only one 
project to be funded across the next three years; additional funds could allow several 
projects to be pursued simultaneously, or permit expansion of this research to provide th1~ 
ability to walk. A prosthesis is now capable of restoring some hand function to 
quadriplegics; additional efforts could restore full arm movement, including 'Wrist 
movement, and ultimately allow sensation as well as movement. 

In the clinical area, several avenues are ripe for exploration. Additional compounds could 
be screened and selected for testing through the National Acute Spinal Cord Injury Study 
(NASCIS) group to treat patients with acutely injured spinal cords by phannacologic 
therapy. The data analysis is currently underway for the recently completed NASCIS III 
trial (methylprednisolone and tirilaza.d), and this clinical trials structure could be used to 
test other compounds that have shown promise preclinically in animal models of spinal 
cord injury. Early Phase I trials could be developed to evaluate cellular therapy. i.e. cell 
implantation, which is an area of interest to both investigators and biotechnology firms. 
The arena of grov.1h factor therapy for acute and chronic spinal cord injwy (already being 
pursued in Alzheimer's disease) could be explored in early phase I trials with an infusion 
of funding into clinical development. The NINDS research portfolio could expand into 
treatment paradigms for chronic injury including elec:trophysiology, behavior, and 
infection. Finally, there are broad issues, such as methodologies for selecting compounds 
for testing, surrogate endpoints, and protocol design, that require resolution and definition 
before major new Phase Ill clinical trials in SCI could be explored. These major issues 
could be addressed by leading researchers and clinicians with additional funding. 
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NINDS Research Planning and Priorities 

NINDS has always been oriented strongly in the direction of investigator-initiated 
research. This reflects not only a management philosophy, but it is the logical process for 
the neurological sciences. Our Wlderstanding of the brain has expanded dramatically in 
recent years, largely due to the innovative proposals of individual scientists, healthy 
competition to answer questions of major importance, and the accompanying 
development of technologies to support those efforts. This work is now beginning to bear 
fruit in the form of clinical applications, which until recently were very limited for brain 
disease. 

However, the NINDS is not just a passive observer of the scientific scene. For many 
years the Institute's policy has been to award the first 80 percent of uncommitted grant 
funds according to scientific priority score. The remaining 20 percent is allocated to 
projects of special relevance or promise as identified by staff and the National Advisory 
Neurological Disorders and Stroke Council. During the past year NINDS has made some 
major improvements in how those allocations are made, resulting in a more interactive 
process within the Institute and with CoWlcil. As a result, the process has become morE: 
consistent. 

The Institute also takes a longer view of priorities. Each year the intramural and 
extramural components of NINDS identify areas to be emphasized through program 
announcements and contract solicitations, as well as conferences and workshops to be 
supported or organized by staff in order to stimulate or assess given areas of research. 
Future goals include engaging the external scientific community more in this process. 

Planning and priority-setting also occur through interaction with several components of 
the Office of the NIH Director that are engaged in planning and policy for an NIH 
perspective. The Institute interacts in a variety of ways: through its budget office and 
science policy office, which have counterparts in the OD, and with a variety of central 
offices and trans-NIH committees on which its scientific or science policy staff serve. 
NINOS has found that the current structure provides a good balance between the need for 
a unified approach and the need to incorporate the scientific and policy concerns of the 
Institutes and Centers. A good example is the process through which the NIH Institutes 
have been invited to propose areas of emphasis in future budget proposals or advise on 
the allocation of funds controlled by the Director for the current year. 
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2550 Dr. VARMUS. Clearly, Mr. Porter, the magnitude of the 

2551 impact of illness is a factor to be considered as we, put the 

2552 budget together. But as many of my colleagues, especially 

Doctor Lenfant, have pointed out to me, budget building by 

b?~Y .R:o.~t .·~8.~ot.~e.,J:ig~~ .1r•Y -~~ .. 90)1\nor ~~~~,~~mpl_e ,~t.conomic 

impact the right way to go. We have to consider the 
. . ~-·'':.'!".·· . . . . 

opportunities for· scientific - advancement that spread:s more 

2557 widely through our portfolio. We need to consider the 

2558 quality of applications that we get in certain catege>ries. 

2559 We need to recognize that if we simply considered impact on 

2560 the economy or on mortality figures as a major criterion, we 

2561 would be spending very little on rare diseases. We ~now, 

2562 first of all, -that rare diseases are important to those who 

2563 are afflicted by them; and secondly, that many of the most 

2564 important discoveries we have made have come from the pursuit 

2565 of rare diseases. I mentioned just a few moments ago the 

2566 

2567 

2568 

2569 

2570 

2571 

2572 

2573 

2574 

recent discovery of1 ~,gene that is involved in premature 
fK a rtJJetllsu.~L-WU'nt.r's ~'fnO.rDme). 

aging!\ My personal belief is that studying those gem~s and 

their protein products is going to be extremely revealing 

about many components of the aging process, including cancer 

and other diseases.~a~ 8 Q&'H r dnriR! &!ift!. Unless we adapt 

our budgeting of the research monies in accord with the 

scientific priorities as well as the public health impact, 

we're going to be failing to take advantage of many 

opportunities that currently exist. 
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NCIPC Funding of Spinal Cord Injury Related Projects 

(l 987· 1996) 

Project Title: Long Term Renal Function Following Spinal Cord Injury 
Total funding to Date: $602,098 

Project Title: Spinal Canal Geometry Changes in Vertebral Fracture 
Total funding to Date: $395,994 

Project Title: Biomechunics of Cervical Spinal Cord lnju1y 
Tot.al Funding to Date: SJ ,039,471 

Project Title: Rehabilitation Following Lower Extremity Fracture 
Total Funding to Date: Sl,360,701 

Project Title: Rehabilitation Efficacy for lirain and Spinal Jnjury 
Total FWlding to Date: $284,065 

Project Title: Acute Treatment of Contusion to the Spinal Cord 
Total Funding to Date: $694,975 

15:56 No.002 P.04 

Grand Total: $4,37'7,304 
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NCIPC Budqet Figures 

Funding for program activities was appropriatod as follow11: 

Fiscal Year 
NC.. I. (I~ 

Arpropnot1on 

1991 S24.0 mitticm 

1992 $27 .4 million 

1993 S3 l .8 million 

1994 $39.3 million 

199S $43.6million 

1996 $46.Jmillion 

All 
Spent on Rehabilitation: 

f\ 
FX1996 01995 FY 1994. 

$4. l million $4 .1 million $3. 2 million 

\ ..... 
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Lifetime Limits on Health Insurance Benefits 

Background 

Last month, Senator Jeffords introduced an amendment to the Health Insurance Reform 
" Act of 1996 (S. 1028, introduced by Senators Kassebaum and Kennedy) which would 

#' have required health plans to have a lifetime limit on total benefit payments of nc1t less 
~ than $10 million. The amendment was defeated. (The President's health insurance 

proposal would have eliminated all lifetime benefit caps. The House did not consider 
such an amendment when It considered insurance reform legislation in March). 

The inolusion of lifetime benefits in policies became common in the 1970's. The most commnn 
limit was $1 million. Removal of the limit would extend protection for people who most need it, 
and prevent some costs from being shifted to the government. 

The primary arguments for lifting lifetime caps on benefits are: 

1. Lifetime limits have not kept pace with inflation: Most policies do not adjustment their limits 
for inflation. As a result, the value of limits is much lower today: a $1 million limit imposed in . 
1975. if adjusted for inflation, would be approximately $1 o million today. 

2. The cost of removing lifetime limits is small: A number of private sector actuaries have 
estimated the cost of eliminating lifetime limits on premiums. The cost varies depending c>n the 
existing limits and the nature of the benefits covered by a plan, but the range of costs is 
generally from less than I perc:ent to 3 percent of existing premiums for most plans. 

3. A growing number of people reach the cap each year: Price Waterhouse has estimatf~d 
that 1500 people would exceed their lifetime limits in 1995, and this number Is increasing 
signlflcantly each year as inflation erodes the value of the typical $1 million limit. 

4. Sa\r'ings will occur to the government if lifetime caps are remo\fed: Price Waterho1Jse 
has estimated that the government would have saved $440 million in the Medicaid program 
in 1995 if there had been no lifetime caps. 

w Vi,( V) h ( w ill 
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SPINAL CORD INJURY RESEARCH 

About 200,000 Americans are now permanently confined to wheelchairs 
because of spinal cord injury. Each year, about 10,000 more people are injured, 
suffering paralysis and loss of sensation. About two-thirds of these people arie 
under the age of 30. Specialized care for people with spinal cord injury costs our 
Nation as much as $10 billion each year. Within the National Institutes of Health, 
research on spinal cord injury is primarily supported by the National Institute c1f 
Neurological Disorders and Stroke (NINOS) and the National Institute of Child 

n i\ t c ~ • Health and Human Development (NICHD}. 
~ r ~~ IU."9i i1'l 
µ1-. L \,0 r\1lv'-'Wiij.1f\ (,M: 

~J.. ( The NINOS supports several large, multiproject centers devoted to clinical and 
U ~o,~o-o ~v' basic research on spinal cord injury. The projects range from fundamental 

CM i ~ studies of cellular responses to injury to clinical studies of movement in chroniG 
'3 'i r ~ "".,- spinal cord injury. A recent addition to the spinal cord injury portfolio is the 

'l.. Multic:entered Animal Spinal Cord Injury Study. This consortium of laboratories 
~ h- i· · (\ tests promising pharmacological agents in a standardized model of spinal corcl 

\"\ \\\\'~ injury. It is hoped that such collaborations may make more drugs available for 
clinical testing. 

One strategy being pursued by NINOS grantees to restore nervous system 
function is the development of neural prostheses to restore sensation or 
movement. Already this program has yielded: a hand-grip prosthesis that 
enables paralyzed people to pick up objects or to grasp a cup and drink without 
assistance; tiny electrodes, measuring about one-third the width of a human hair, 
that can be implanted inside the body and used to stimulate muscle or nerve 
cells; new understanding of the nervous system and its pathways that will help 
scientists place future prostheses in the most effective location; and artificial 
sensors that may help paralyzed patients to better control movement. 

DNA damage is present in central nervous system (CNS) injury and defects in 
repair mechanisms are associated with neurodegenerative disease. NINOS 
supported a workshop, "DNA Damage and Repair," in September 1995, to bring 
together scientists and clinicians with expertise in DNA injury and repair, with 
investigators in CNS trauma, to foster research in this new area of science. Thi~ 

participants explored the connections between these fields and identified gaps !in 
knowledge in order to expand investigations on the mechanisms of cell damage. 

In March 1996, NINOS issued a Request for Proposals to investigate the use of 
implanted progenitor cells to treat central nervous system trauma. Recent 
discovery of the presence of progenitor cells within the adult nervous system has 
suggested another potential source of replacement tissue for the injured CNS. 
The feasibility of using these cells is now unknown. The contract project seeks 
to identify precursor cells from the adult central nervous system, expand these 
populations in tissue culture, develop the protocol of growth factor stimulation 

~003 
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necessary to produce stable neurons, and evaluate the survival of these neurons 
after transplantation into the chronically-injured adult nervous system. 

The National Center for Medical Rehabilitation Research (NCMRR, a component 
of the National Institute of Child Health and Human Development, NIH) is 
emphasizing the support of research to promote the independence. productivity, 
and health of people with spinal cord injury. Included in that research are 
studies seeking: (1) better ways of preventing urinary tract infections and skin 
problems to which people with spinal cord injury are prone, (2) improvements in 
uses of computer-controlled electrical stimulation to make walking possible, and 
(3) more effective means of dealing with the chronic pain which many of these 
people experience. 

Funding: 
(In $000) 
NIH, Total 

DHHS-National Institutes of Health 

Spinal Cord Injury 

'95 '96 (est.) 

47,048 49,395 
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50,368 
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DHHS·National Institutes of Health 

Spinal C~i:.d.l'li\llY. 
(J)Qfln in \bolldl\da) 

Participating" I 1993 .. ·····-1994 1995 1996 1 w·· ercen: 
ICDS Actual Aotuar Actual Estimate Estimate Chan e' 

·NrN-os·--··· ··S41,112 s39,1s9 $3 ,251 $41,242 $42.14 .19 
NICHO 2,700 3,233 2.723 2.800 Z.600 0.0·0 
NEI 3,8e50 4,289 3,480 31651 3,709 1.59 
~~~~:~~~~~1:~-~~~~~~~ ti.~¥?:~*~~~~~ ~S:~iffi!~~:D~ ~~~~;,~~~-g~fi~ ~[~=~~:S~l ?!r.€~!~~l J.~~~~~~i~~ 
NIMH 0 0 1.140 1,197 1,197 0.00 
NCRR 394 259 275 305 305 0.00 
NINR 176 200 179 200 210 5.00 
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-
"If you want an example of whether or not it could happen to 

you, here's Superman .... He has a cap of $ 1.2 million. His costs 
are $ 400,000 a year. In three years, he exceeds the cap .... What 
about people who do not have the resources of a Christopher Reeve?" 

April 19, 1996 
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FOCUS - 2 OF 9 STORIES 

SECTION: OPEN SECRETS; 

LENGTH: 134 words 

HEADLINE: Christopher 

Capitol Hill Publishi 

The Hill 

March 13, 19 6 

/ -

BYLINE: Compiled by Eamon Javers; 
Jamie Stiehm contributed to thi 

Craig Karmin, and 

BODY: 
Sen. James Jeffords (R- t.) has a neat idea: e wants to amend 

the Kassebaum-Kennedy he th insurance bill to rai e the lifetime 
limit to $10 million o health care for catastroph' injuries. 
And he is bringing in ome help from Hollywood , actor hristopher 
Reeve, who was rece ly paralyzed in a horseback-riding 
Reeve, who playeg Superman in the movie series, 
Washington to make the case for the amendment, to 
Jeffords' off io/. ~ 

But there'~ one small hitch: Sen. Edward Kennedy (D-Mass.), who 
supports the concept in principle, does not want the catastrophic 



HEADLINE: REEVE'S COURAGE SENDS STRONG MESSAGE TO THOSE IN POWER 

~BYLINE: HILLARY RODHAM CLINTON 

BODY: 
I always admired Christopher Reeve as an actor. I never saw him 

on Broadway, but like most people, I loved his movie portrayal of 
Superman and his role in the fantasy romance Somewhere in Time. 

My admiration has only grown since his riding accident last May. 
Reeve is no longer playing a part that's heroic. He's living one. 

Hooked up to a ventilator and paralyzed from the neck down, he 
has inspired millions with his courageous response to a tragic and 
freak fall from a horse. Who wasn't moved by his candor and grace 
in the memorable interview he gave to Barbara Walters just a few 
months after his spinal cord was crushed? 

Now, along with his painstaking recovery, he faces medical bililijls /\_, 
totaling $ 400,000 a year. With an insurance policy that limits the ~ 
lifetime benefits he can receive, his coverage is due to run out 
after three years. ~ 

Still, he never dwells on his own situation. As a celebrity, he 
knows he can make a living giving speeches and directing films. He 
is far more worried about the tens of millions of Americans who 
can't get or keep medical coverage because of the misplaced 
priorities of our health care system. 

Reeve wants to know why our country is willing to spend billions 
of dollars on Medicare and Medicaid payments to cover nursing-home 
fees for quadriplegics and those suffering from neurological 
diseases like Lou Gehrig's, Parkinson's and Alzheimer's but not 
spend the lesser amounts it would take to find cures. 

I know the heal th care reform effort I worked on was not 
successful. But the issues it raised and the problems it sought to 
resolve are still with us today. 

The United States is the only industrial society in the world 
where insurance companies are allowed to deny coverage to people 
who are sick or have lost a job. And insurance companies continue 
to get away with limiting people's lifetime benefits. 

As Reeve said recently, ' 'These issues are crucial to our 



welfare.'' 

There are ways to make progress without a massive overhaul of 
the health care system. 

Right now, a bipartisan bill that deals with some of these 
issues is stuck in Congress. Sponsored by Republican Sen. Nancy 
Kassebaum of Kansas and 
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The Dayton Daily News, February 18, 1996 

FOCUS 

Democratic Sen. Edward Kennedy of Massachus tts, the bill would 
make long-overdue changes in the ways ins companies treat 
Americans. 

It would prevent insurers from denyi g coverage to a person who 
already has a medical condition. t would forbid insurance 
companies from dropping longtime when they become 
chronically ill. 

And it would require ce companies to sell policies to 
workers who have been covere for at least 18 months by the:ir 
employers so that they remain insured even if they lose or leave a 
job. 

There is also an amend nt to the bill, sponsored by Republican 
Sen. James Jeffords of Vermont, that would help the 230,000 
Americans in situation similar to Reeve's. It would raise the 
lifetime limit on bene its to a minimum of $ 10 million. 

The Kennedy- bill has support from dozens of 
Republicans and De ocrats. It is now ready for a vote by the full 
Senate. Very few egislators have publicly opposed the bill. 

So why hasn 1 it passed? 

handful of senators have used parliamentary 
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RACKGROUNO INFORMATION FOR CHRISTOPHER REEVE VISIT 
WITH PRESIDENT AND MRS. CLINTON 

\.\:=-cc-\~ M¥l ~en b°d ~ 
o Christopher is interested in 3 things: (ll findinq a cure for paralysis; 

(2) reaumi.n9 his professional career (as a director!; and (3) 
maintaining a strong family life. 

0 

0 

0 

The President should inform Christopher that there is a center that was 
established to be the lead agency tor Jnjury prevention; namely, the 
National Center for Injury Prevention ~nd Control at CDC. 

NCIPC is sponsorinq research on the issue of spinal cord injuries, 
including research on spinal coT.d regeneration. 

\b The President could tell Christopher that he knows Christopher spoke 
with Dr. Mark Rosenberg, Director of CDC's National Center tor Injury 
Prevention and Control. The Pr.es1dent miqht urqe Reeve to visit the 
Center, or (the Presjdent could indicate that he would ask) Dr. 
Rosenber9 and some of his colleaques at the Center to provide him with a 
briefing at his home, so that Reeve can learn more about what the 
Government is doin;, or what needs to be done, in order to Cl) determine 
the extent or the problem; 121 improve trauma care; (3) improve 
rehabilitation; (4) determine how and to whom injury-related 
disabilities occur; and (5) reduce disabjlities and secondary 
conditions. 
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Spinal Cord Injury Prevention Activities 
Centers for Disease Control and Prevention 

National Center for Injul)' Prevention and Control 

CDC is the nation's prevention agency--addressing the prevention of disease, injuries, and 
disabilities. CDC's National Center for Injury Prevention and Control is responsible for 
conducting and coordinating injury control efforts in the United States. 

Injuries remain an enormous health problem in the United States. More than 145,000 Amc:ricans 
die each year from injuries and over 70,000 will Jive with a disability resulting from injury. 
Injuries are costly--the impact on the economy is tremendous. Injuries may cost the United States 
more than $224 billion a year. 

CDC tills a unique niche in the field of injury prevention and control. CDC Jinks injuries to health 
outcomes. uses public health methods to address the problem, and works with public health and 
health care communities throughout the country. 

A central part of the CDC's injury prevention and control activities involve disability an;i ·* 
rehabilitation--focusing on traumatic spinal cord and traumatic brain injury. _J 

,. 

CDC does use a unique approach. We look at the entire group of persons who sustain spinal cord 
injuries--not just those who receive care at the tertiary acute care and rehabilitation facilities. It is 
important to know about spinal cord injuries broadly. 

CDC has two main objectives in addressing spinal cord injuries: 

• to prevent injuries from occurring 

• to reduce the impact of the injury once it occurs 

Spimll cord Injury (SCJ) prevention 

Using the public health approach to prevent spinal cord injuries, we ask four questions: 

• WhRt'1 the problem? From our monitoring activities, we know : 

- about 10,000 persons sustain spinal cord injuries each year 
- over 75% of the injuries occur among males 
- young males between ages JS and 34 are at highest risk 
- SCI cost the US economy $7.4 billion 

• What ls the cause? 

- major causes orinjury are motor vehicle crashes, falls and firearms 
- among African-Americans, the leading cause of injury is firaarms 
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• What works to prevent these injuries? 

- CDC supports programs addressing the majt>r causes of spinal cord injuries 
- We are evaluating prevention programs addressing motor vehicle drivers and 
passengers, falls, and interpersonal violence. 

• How do you do It? 

- Lessons learned from our evaluation are disseminated widely 

Reducing the Impact or spinal cord Injury once ii occur5 

Recently, CDC began addressing disability nssociated with spinal cord injury. To address 
health and other problems, such as pressure sores, we need to take the same approach: 

• What's the problem? 

• 

- Persons with spinal cord injury are at high risk of pressure sores. 
- Over 15% of persons with SCI have pressure sores at any given time 
-Medical care for pressure sores may cost over $90,000 for each one ~. -k 
- other problems are depression, substance abuse and urinary tract infection:__..f 

Whnt is the cause? 

- in one CDC study (conducted by the Arkansas Spinal Cord Commission), lacllc of 
knowledge about skin care was associated with more pressure sores 

• What works to prevent pressures sore? 

- the CDC study (conducted in Arkansas) showed that an in-home education 
program for persons with SCI, their families, and care givers about pressure sore 
prevention resulted in fewer pressure sores occurring 

• How do you do It? 

- Lessons learned have been disseminated and additional studies have been fund1ed 

CDC funds ten Injury Control Research Centers (ICRCs), which work in the three phases of 
injury control: prevention of injury, acute care for the injured, and rehabilitation. ICRCs also 
serve as training centers for public health professionals, as well as information centers for the 
public. One of these centers, located at the University of AJabama, is a comprehensive inju1y 
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control research center with research and training projects that address a11 three phases ofinjury 
\...> control, with a specific focus on rehabilitation. Its rehabilitation core includes studies on 

outcomes following severe spinal cord, head, burn, and fracture injuries; science projects thut will 
provide information on the body's rehabilitation process; research on physical complications 
related to spinal cord injury; development; and research on barriers to vocational rchabilitati,on. 

I 

\., .. / 

l ..... 

CDC will continue with these important activities: 

- monitoring the impact of SCI -
We need to know what problems persons with SCI are having so the problems 
can be prevented 

- developing prevention strategies 
We need to develop new and better ways to reduce the impact of these injuries 
once they occur 

- monitoring access to health care of persons with SCI 
With current changes in the delivery of health care, persons with SCI may b1~ left 
out. This needs to be documented for policy makers, so that we can make sure 
this does not happen. 

- funding JCRCs such as the rehabilitation-focused center at the University of 
Alabama. 
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r'.t" mrid,•r11 .mlwrlxin/cmnhnuse, with mn\·ts lri.t M0 liC'tdC'lruir. C hri.fwpher I. 

fl"bc-YI I (i<lc~}' u fc11.• outhui/Jing.t,fo1cf.t, 011d n hlg Rl!l!I'<' stopJ 11eur the fir~plur·e and tilt.'i " van in the drfrc•M'fly. Tht hu:: of a ,'iQM' his head~s1 hm:lc a hit. Still al· R<md· /, 

ho~d~~; /~kJO'Q,. and the ring nf a hammer· iPldirare /ookin,:: us he K'as in hi.~ sis:nature mlc s. 
.tome 1"C11m'fJtion i.'i J:<>ing nn. Upsruir~'i a nf Superman, he lrus a healthy rnlnr, 
litrlc ho:v ff toking a nap. His mmher is and Iris pierdnll blue J.'s sparl.:/,p w1ith l 

3;.Jr<Yo\ _ husy on the teleplume. The man of rhc alerme.t,f. But Chris. 4 , and Dana. 34. a 
hmue is in the lcitC"hC'fl cuting" sufud. hai·e dearly struggled throuRlr oi•er· ( 

In/an ei·er}'thing seems run-of-the· whelmin}l adversity .finC'e last M<ly. d: 
fPlill ur this bucnliC' (f,read in We.ti• M·hen a If.Tl.tty horuhud.-ridin,q aui· le 
chester Cuumy. NY. n/y u new alu· tknt left liim a quadripltlf.ic'. ! \I, 

mi11un1 romp /eudi'1Jl inro the lii'inR My heart was in my mnuth, so wor- I le 
room hlnrs Qt the sudden carastropllt ried was I that I mijlht dn or say tht U! 
that ha.t l>efallen this family. M'rvn~ thin.~. 8111 the Reeves know how I cc 

Finished ""'ith her coils, Dana Reeve 10 set empathetic fir,tt-timt \•isitors QI £ d; 
gruts me M·earing chinos. a flannel ease. They upologiud that the hous' 

I 
rn 

shin. and a faintly distraaed air. Then was "a mtss." And sonn I was l.:idding cr1 
her hu.~ha11d propels himself into 1ht them that I didn't get a gift from my in 
room. blowin~ imn a gt1dge1 that friend Barbara Walters last Christmas mi .. 

;.· ... . ·:·.;:.: .:;< _,,. ;· - . .,;· i;•M"J~ . 



hecu11.tt' .vh,• d clt'rided tn lli~·e her 
money tCJ his foundotiCJft i11sread. They 
lc111:~hed. clfld in.mmrly 11mhinR felr 
:rrranl[C' "' 111/. 

LS: Whal was it like coming home 
aner six months at the rehab center? 
CR: The fir:1r rime I pulled up the 
driveway. I had 3 moment when the 
11~<1rs lel loose. There was a Rip Van 
Winkk effect. I had been away for so 
long. and there I was. home again, but 
under very different circumstances. I 
couldn '1 w:ilk up the sl~ps. Bui day by 
day. you ~et u~d 10 i1. You ~y. "Wail 11 
minute. So I've got a rnmp. 11·~ not the 
end or 1h1: world.·· The essential thing~ 
in life hav~ come to the fore. and the 
minor rhini;~. like nl>I being ;ible 10 flip 
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''We Draw 
Strength from 
Each Other" 
One year after his tragic accident, 
Christopher Reeve is bravely defying 
the odds-and determined to walk again. 
Now he and his wife, Dana, talk 
intimately about their ordeal and the 
love that keeps them together. 

BY LIZ SMITH 

a 1una steak on the grill. have faded. 
I did 1ho~e 1hings; I enjoyed them. 
They aren 'f the essentials. 

When I came home. the doc1ors 
said ii would be a difficult ;idjust­
menl that might lead 10 serious de­
pression. Bur instcild ii was a 
tremendous boost. My doctor vis­
i1ed aflcr ll few days. He found my 
breathing was better. My blood 
pressure, o~ygen levels. blood 

count. and protein coun1-everylhin8 
had gone up. 
LS: How did Will, your 3-ytar-old, 
reacr? 
CR: He had visited me 111 the rehab 
center: it wasn '1 his favorilc thing to 
do. To have both his p11rents ;It home 
all rhe rime ha." senr his spirils soaring. 
LS: I heard that Will said he liked it 
better before you were injured, but 
he was thrilled to have you back. 
CR: He's very straightforward! He has 
a lot of mcmoric" o( things we did be· 
fore: sailing on our ho:it. the Sra 
A11.~rl. and throwing rocks in the water 
down at the dock. Playing. roughhous· 
ing in bed. and !ramping out in the 
\llondS. Will und I had ~tarted owling­
look.ing for owls. But th~ main thing 

is. his greatest fear was not realiled. 
LS: What wa.~ his greate.1;1 fear? 
CR: He thought thar I wasn't going ro 
make it ... whcn they put me in the hcli· 
copter after the accident, and Dana 
wa)li told to say good-bye to me. People 
were talking ;ibour m;iking plans for a 
funeral, and telling her she should be 
ready 10 decide what to do with me. 
Pretty hard stuff 10 take. OanF: coped 
incredibly well with it. But Will saw a 
lot of it. and he sa111 me unconsc:ious .... 
LS: He was there at the time: of lhe 
accident? 
CR: The lhree of us had gone down to 
Virginia for a weekend with nc> nanny. 
no grilndmorher. nobody 10 pass him 
off to. Jr wa!i our weekend. Will and 
his mother IA.·cre back at our hotel al 
the time or lhe acddcnr. but he was 
there when Dan;i got the call. Over rhc 
ncll>t few hcmr.:. he realized something 
was wrong. Then I pulled through the 
opcralion, 11nd he could sec rh~11 I was 
alive. Gradually I could talk. And as l 
improved, he began to develop a 
l'tronger ~nsc: of security. 

J U5ed 10 take him 10 swim da!i!i. He 
'"':is always rdu1.:tant to jump off the 
!iide of the pool. I had 10 c1>ax him: 

I 
f 
i. 
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··come on. jump into my arni,.. ·• After 
the accident and my survival. he sot 
braver. There was a pool at the hotel. 
and he .mirrcd leaping into the water 
and taking off his water wings, swim­
ming und~r water. He became rcarle5..;. 
It wa!I as though he had looked his 
worst fear in the face. and had nothing 
else ro worry about. Hi!> confidence 
mulliplied a hundredfold. 

Now he u~i; me a,. a jungle gym. He 
climbs on me all the time, and when he 
wakes up from his nap. he'll come 
right in and jump on me. I'm so 
pleased. It would have been distressing 
if he had been afraid of me ~cause 
I'm in a wheelchair. 
l.S: What do you remember about 
the accident? 
CR: Nothing whatsoever. My mem­
ory's blank from when l warmed up 
the horse until four days after the acci­
dent when I came to. 
LS: Do you reel any resentment to­
ward the horse? 
CR: Oh. no. Not at all. This was a freak 
accident. He's a wonderful horse. His 
name is Eastern Express and he's now 
with a trainer near Boston. He's in 
;rear shape and I hope someone will 
want to buy him. We were a good 
ream. Acrually. the accident happened 
on one of the easicsr jumps. It wa~ like 
tripping over your shoelaces. [ got into 
rrouble because he stopped very sud­
denly. and r caught my hand in the bri­
dle. The bridle came ofT, and my hands 
were tied up in it, and I c:ouldn 't break 
my fall. Otherwise, ii would have been 
just a sprained wriiit. 
LS: Do you dream about yourself 
pre·accident'? 
CR: Yes, sleeping is great fun. Down 
in Virginia, it wasn't so much fun at 
first, because I would wake up at two 
in the morning and stare out the win· 
dow and feel fairly sorry for my5eJf. 
Now at night, l go on wonderful ad­
ventures-Dana and Will and I go sail· 
ing, and I'm still in one piece. lt 's al-
11.·ayi; a shoc:k when I wake up and 
realize that I'm a liule stuck. 
LS: During those limes in the night 
when you woke up and raced reality, 
did you go through a major depres· 
sion? Did you ever want to die or 
pull the plug? 
CR: No. Four days after the injury. I 
came to. and first realiud my situation. 
Dana and I were alone in the hospital 
room. This was before the operation, 
and the docrors said I might not pull 
through. J remember i;aying to Dana 
that maybe it wasn't worth the trouble, 
maybe we should just let me go. If 
Dana had looked at the floor or taken a 
pause. it would have been difficult be­
cause I would have thought, She's juJr 
beinR nnhle. But without missing a .. 

beat, she looked me right in the eye 
and said, "But you're still you and I 
love you." And that saved my life right 
there. That put an end to any thought of 
fiving up. Then my three kids came 
in-besides Will, I've got Alexandra, 
who's 12. and Mallhew, 16. And I 
uked myself. ''How can I possibly 
leave themr Of course I've had mo­
ments of feeling sorry for myself. I 
look al pictures of our boat and at peo-

f le who can walk up stairs, and I think 
've been dealt a lousv hand. But 

through it all, I never had· any thoughts 
of suicide. 
LS: Arc there people who are afraid 
10 come to see you, arraid they will 
deprcs.~ you, or you them? 
CR: A very ood thing happens. People 
visit and ( scn!;C them throwing s;lanecs 
around, being uncomfortable and un­
certain. But v.·ithin moments, I can see 
them relax. I have found no one who 
looki; at me with pit)'. Any anxiety, 
fear. or awbi.·ardnes~ fades away al­
most immediately. 
LS: How muc:h therapy do you do? 
CR: Brcarhing exercises rwo or rhree 
time11 a day for endurance. I'm up to 
90 minutes without rhe respinuor, al­
though J always need the respirator 
when I !lpeak:. The Stim~·1aster bicy­
cle, v.•hich has electrical stimuli, en­
ables me 10 exercise my legs. And I 
gel ,.trapped on a Till rablc and placed 
in a vcnical position, -.·hich allows me 

rr you believe lhe go"emment should help 
rund a search for a cure for the more than 
200.000 Americans pa.ralyzed as a result 
or spinal cord injuries. fill in this coupon 
and mail it 10 Senaror Arlen Specter (R· 
PA). who chai~ the S1~naie subcommirrce 
that decides how fundina for medical 
research within the National ln~titures of 
Health will be !lpent. 

Senator Allen Specter, Chllnnu 
Suhconwnfttee on ubcirt Health •11d ffu111111 

Semces. and Educal~n Appropriations 
Hart Senate Office B11Rding. Room 530 

Washln&tH, DC 20510 

Dear Sena!or Specter: 

Plea.~e add my name 11) the lii;t of sup­
poncrs of increased funding for spinal 
cord injury (SCI) rcsc;uch during fiscal 
year 1997. ScientisL~ t1ave proven that it 
i$ possible for ~pinal cord nervei; in 
animals to regrow and reconnc1.:t. Now 
they need additional funding 10 continue 
their n:!;earch. 

I urge your su~ommi11'.cc to appropriate 
the highest possible le"el of fund~ for SCI 
research. Bel·au~ SCI primarily arnicL.; 
young people with lonJl'. life sp:ins. c:xpcns. 
predict the invesrmenr 1:ould return 
thou~andi: of people to more self-sufficient : 
lives. By investing an additional $40 · 
million a year in SCI. the U.S. iovemment : 
could e"entually Sll"e billions a year in · 
Medicare and Mcdic.iid. 
Sincerely. 

Name.~~~~~~-~~~~~~ 

Addras~~~~~·~~~~~ 

..._·--·-----·····----·-·-·········-·--·--····-·-
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A Year of Miracles 
··-----·---.. -········ ., 

pirator for ten breaths al ll time. Three days later. breathe,; 
for seven minurcs on his own. Doctor,; are impressed. 

May 27, 1995: Christopher Reeve ~haner111wo top 
vertebrae when lhrown from his horse during an equestrian 
event in 'Culpeper County. VA. bi not expa..1Cd to live. 

four days later: Regain" consciousness. recalling noth· 
ing of the accident Doctol'5 give him a fifty-fifty chance 
of ,;urvival. Suffers frorn pneumonia; doctors must wail 
to operate. 

December 13: Leaves Kessler and moves home to 
Westchester County. NY; breathes off respirator for 
15 minutes: di~onrinues use or feeding tube. 

January 10, 1996: The Reeve-Irvine Rel'Carch Center. 
dedicated to spinal cord rese1trch. is founded. (For 
information or donatinns write: The Reeve-Irvine 
Rc~arch Center. UC!. Irvine, CA 92717-S60~.) 

June S: Undersoes i:ix-hour operation at University of 
Virginia Medical Center in Charloncsville. VA: doctors 
implant titanium wire..;, fusing to&erher the two frdcturcd 
verrehrae and stabilizing his head and neck. 

January 16: Ru-:hed lo Northern Welitches1er Hospital 
Center. where he helps doctors diagnose his condition-­
autonomic dysrctlex.ia-rcsulting from a urinary Ir-Jct 
infectinn. Blood pressure hits 210over ISO. 

Three weeks later: Sits upright; ~omc upper-body 
feding is rcslc•red. but le ams he will he a \jUOldriplegic. Janu:ilry 22: Rclca~'CI from hospital. 

June 28: Travels hy airpl:me from U.Va. Medical Center 
to Ke,.slcr Institute for Rehabilitation in We-:t Orange. NJ. 

Early February: Bre.ithcs off respirator for 90 minu"'"; 
15 percent sensation in left leg rl!storcd: increa-:ed 
~houlJer movement. 

May-November: Receives 3.000 calories a ni&ht through 
-- feeding tube. Oocton question if he will ever breathe 

without a respirator. 
March 10: Jet'I to Toledo for first public speaking 
engagement. 

Oc"tober 16: Makes fir..t public appearance al an awards 
dinner in New York. City. at which old friend Robin 
Williams is an honoree. 

March 25: Receiveli tearful litanding ovation at the 681h 
Annual Academy Awards during a surprise appearance. 

May 1~15: Scheduled to lobby for i;pinal cord re.1'earc:h 
Early November: Begini; breathing feebly without res· in Washington. DC. _J 

to experience my body weight again. I 
ali;o have £-srim-clectrical stimula· 
tion-which I do five days a week. 
Electrodes are placed on my legs and 
the mu~cles contract. I love it. Be· 
cause I'm doing 5omethins that"s for· 
ward progress. 
LS: Do you reel any physical pain? 
CR: No. el(cept when I get autonomic 
dysreflexia, which I was hospitalized 
for in January. It"~ a common condition 
with spinal cord injuries-there's a sud· 
den spike of blood pre!'i>Ure to a d:tn• 
g.erous level that can cause stroke or 
hean attack. One or the signs you get ii; 
a pain in your head that feels like an 
ice cream headache multiplied by 
about four thousand! 
l.S: Du you ha,·e any awareness or 
your body? 
CR: I have liensation in my upper 
spine:, and I h1:1vc aim~! normal sensa­
tion in my left leg. When they metch 
my leg:". I can feel all the muscles 
movina. Sometimes my legs feel 
cramped. like I 'vc been sitting in the 
backseat of a car too long. I have mus­
cle lipasms that come with fari,ue. 

We're turning our sarage into a gym 
so I c1in continue to take a pro<11.:tivc · 
role in my recovery. I torally believe 
that within a decade. I'm going to he 
up a'nd \l.''1lking again. So I want lo be 
in sh;ipc. The poinr of rehab is not to 
just sil there with your motor in ncu· 
tral. but 10 move up. 

LS: You have enormous willpower. 
Does It stem from having been so 
athletic? You certainly lived your lire 
lo the fullest. 
CR: I mink so. There's a i;uccc.-.sion of 
picrurei; of me sail in,, riding. flying. 
on the mantelpiece. And 1'1i1e alwayi; 
been an avid skier and tennis player. 
Spons were an important parr of my 
life. and I actually regard this as a dif­
ferent kind or ~pon. 
LS: How did you get to be such a 
good nghter? 
CR: As a kid. I wa!I always comperitive 
and I've always responded well to a 
challenge. If !!Oomeone says. ··You've 
got to try twenty repetitions of this ex· 
ercisc." that give!i me an incenti1i1e to do 
30 or ~5. You have to pu~h. My doctors 
al K~sler had basically 'iven up on my 
breathins without a rei;pirator. But in 
November I said. "I want to try 1his 
asain. - They came 10 my room and I 
trit'd taking ten breaths. I avernged 80 
cc I cubic centimeters) of .iir per breath. 
which wouldn't keep a parakeet alive. 
The next day. my motivation was very 
stron~. and I was abl~ to average 450 
cc per brearh. The doctors were 
stuuned. The next day. I took 560. and 
then the day after that. I s~tid, "Take me 
off the vent lei me 'iCe how Jong I can 
breathe." I breathed for i;even minutes. 
Aftl!r that. it built up rapidly. I just did 
it .... I'm not goins 10 be chained to this 
respirator the rest of my life. 

LS: You are able lo work on a spe· 
cial voice·activaled computer. 
CR: lt'i: a software program ba!ied on 
Dragon Dictate, and it was given ti) me 
by AM Technologies in Newton, MA. 
The!ie guys are wonderful. I taught the 
computer to rec:osni7.e my voice. Now 
when I tell it to wake up and do thi.ngs. 
it doe~. 
LS: It's like a person, almosr. 
CR: Yes! I can also work on the Inter· 
net and !iend E-mail. I can talk re· my 
two older kidi; in England. where ·rhey 
go 10 school. I a.~k. them how their day 
wa..;, and play chl!SS with Matthew. h'i; 
good fun. 
LS: Your marriage has undergune a 
catastrophic event. Would you have 
thought It would be so resilient? 
CR: Yes. because Dana's so terrific. 
When you have an accidcnr like this. i1 
magnifies your :situation. If you h:1d a 
b:td marriase before. ifs going to t?et 
worse. If you have a wonderful mar­
riage. it's going lo set even better. ()ur 
rcfotionship h~1s been fanta..;tic since we 
first got together. Bui I would say t'.his 
is our highe!'t level. 
LS: Have ,-ou bolh had lo learn 
patience? • 
DR: Ye,;, we improved on that. We 
spend more time together now by nc· 
ce~!iity. And we're more focused on 
what rc11lly nlilllers-the family ~ind 
how far love can t01ke you. How far 
commi11n~n1 (nm1i1mi•d on puxc· 171 J 
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REEVE ~ignificant improvements. That is a rel­
atively small sum of money. If we can 
convince Congress that they should fo. 

(nmtinued/mm page 89) people like me, they could iiave billioni> 
can take you. to help you throuth on Medicaid and Medicare. (Set GH 
so1nethint like rhis. We draw !ltrength Lobby c:nupcm. pa;:L' 88). 
from each other. LS: What kind or research is beine 
LS: And Dana, you can't imagine done that would Improve your con· 
lll'alking away l'rom this? dition? 
OR: No. I can't al all. l could easily~ CR: Scientist~ are working on a cure. 
how this could break up a rocky mar- They've proven it i~ possible for spinal 
ri1tge. You'd say. MForget it. l can'1 take cord nerves in animals 10 regrow and rc­
it."' Becau~ ir's a bun.kn. There's a 101 connect So. I'm very optimistic. I have 
about this !hat's a burden. a break in the nerves or my spinal cord. 
CR: I often joke with her abouc the line Jc':.: like the bridge is our. Somebody's 
in our marriage ceremony "in sickness got to come in and rebuild the bridge 
and in health." I say. '"ihis is a little and connec:t those nerves again. 
more than you bargained for ...... And LS: What are you going to do to 
she has never flinched from the com- make a living in the meantime? 
mitment for a ~eeond. We're very CR: l ha\·e a part as the voice of King 
lucky that we were together for five Arthur in the new Warner Bros. ani­
years before we got married. And we mated movie The Quest for Camelot. 
really knew by the time !hat we got to Also, I was supposed to direct a film 
s<iy those vows that they would have last fall. The producers made ir very 
the full intent and meaning. clear that when I was ready to do it. it 
DR: Yes. W~ took it very seriously. was still there for me to direct. The 
Our wedding was tiny and simple. Merchant/Ivory movie company said 
CR: ... just a few people there. they'd be intereslcd in my directing 
LS: And now your life has become something for them. The Williamstown 
complicated... Theatre Festival in Ma!isachusetts has 
DR: But at the same time. oddly sim- :isked me to direct a play this summer. 
plitied. Pared down. I'm booked for speaking engagements 
LS: Chris, how have your parents for more money than I 'W'a.s ever of -
reacted to this? fered "W"hen I was upright. l'm also 
CR: They divorced when I was 4. I writing a book. 
•·as sort of oui of touch wilh my faiher,~i Your insurance bas a 5peodlng 
and we've gotten much closer since the ca . What'are you going to do? 
accident. My rnolhcr is a journalist and : lt"s terrifying. Al this rate, our in­
very organized. She's taken it upon surancc will run oul in three yea~. And 
her!>elf ro deal with my mail. Ir's unbc- since Chris has a prcel(is1ing condition 
licvable. There are boxes of letters he won't be able to set more insurance. 
coming in and I wish I could answer LS: Do you ever get mad that this 
everyone's. I don't know if I'll ever be happened to you? 
able ro do it Bur r do want ro say rhank CR: Of course:. 
you to people. DR: Oh. yes. 
LS: You were always politically ac- CR: Even though I am clearly in rhe 
tive, and now you're taking your position to help a lot of people in my 
fight for spinal cord research fund- situacion. I have moments "W"hcn I say. 
ing to Washington. What do you "Well. I'd rather not bother. I'd rather 
want lo accomplish? jus1 ~·orry abou1 mowing the lawn." 
CR: I hope thar with a groundswell of But I am very lucky. CClmparcd 10 other 
publi~ supporr we can convince people with this kind of injury who are 
Wa~hington ro ~pend money on re- literally lying in a comer ,;omcwhere. 
search to cure ptople with spinal cord I'm ahlc to do more. 
injuries, rather 1han just take care of LS: You have said you would like to 
them. Each year the federal govcmrnent have another child. Is that a reality? 
spends billions of dollars on Medicaid DR: Ye!i, it is a reality. 
and Medicare payments 10 Americans LS: How would you do it? In vitro? 
'W'hO suffer neurological afflictions, in- DR: Probably. We have a meeting with 
clud!ng spinal cord injuries. This does our doctol'l'i coming up to find oul the 
nothing to improve them: it just keeps nitty-gritty details. 
them ticking. An increased investment LS: Are you able to relare to each 
in research to prevent and cure these other in an intimate physical way? 
conditions would radically reduce 1he CR: Yes. we are Jo11er~. and I hope we 
cost" to both t~e public and priv~~ ~c- alway~ will be. You'd be ~urpri~ed. 
tors, no1.1.· esumared at $8. 7 billion a We arc very. very close. I will always 
year. Scientists project that if they spent be in love with Dama. 
another $40 million. a year on research OR: And I will always be in love with 
_,, __ •1.- -•vt ...i .... ,i,. 1h.-r• wt•mlti No! \.hri". T 
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2 OLD 2 DRlVE 
( rnntinued f mm pa.~e 93} 
in daylight, for example-or loi;e 1heir 
lkense allogether. Senior citizens have 
legitimate concerns about the harm thal 
loss of driving privileges would cause. 
A driver·s license is a powerful emo-
1ional and psychologic:al symbol of 
freedom. Take a license: away when a 
person reaches advanced age. and it's an 
In-your-face reminder of mor1ality. 
.. One driver we te!ited s.aid. ·Tue ability 
ro drive is like a test I<> sec if )'ou're 
alive."' says Kalina. ThM eicplains why 
\l.-ithdrawal and depression an: common 
reactions to a ,;cnior's lo:•s of a license. 

Equ11lly important i!: the practical 
matter of mobility. How will grounded 
ciders get around--espc::ially in subur­
ban and rural areas withoul m:iss transit? 

Senior citizen vans a1nd other mass­
transit·style schemes are providing 
spotty service around the country. but 
the real solution may l!ie in an inge­
nious pilot program now opcra1ing. in 
Portland. ME. through the nonprofit 
Independent Tr3n'ipomuion Network 
(ITN). h!i seven volunteers and four 
paid drivers pick up some 151 ITN cus­
tomerli at lheir doors and take them. by 
car. wherever they "W"ant to go. The ~pe· 
cially trained drivers al'l: more attuned 
ro i:eniors · needs than standard cab 
drivers are. They'll csco:rt seniors 10 the 
car. for example, and help with their 
packages. ITN customers pay more 
than they would on a bus but less than 
they would for a cab. 

ITN is al!<:o pcrfec1ly tailored to !he 
new er.a of government spending cuti;: 
1he customers-not the taxpayc:n;--pay 
for the rides. With JTN. customers scr 
up an account into which they c11n 
deposit the money they would have 
spent each year on aulo in.~urnncc. gas. 
maintenance. and re~istration. A local 
auto dealer can tum 1h1: older drivers' 
cars into cash for deposit into the lTN 
account. And loved ones can buy !heir 
elderly rela1ivei; gift cer1itkates. 

The result ha.c: been im:pira1ional. S41ys 
Katherine Freund. executive director of 
ITN. Once-hou~bound ~cniorx who had 
been uncomfortable drivin£ their own 
cars now ui;e the service for church, 
shopping, doctor visits. and even 1ri~ to 
1he symphony. "h's lik1: they've been 
sprung from prison." she says. 

Clearly. impaired old·~r drivers a~ a 
safely hazard that must be addressed. 
The solutions~redible age-based 
scrccnins tests and 5enior-friendly 
transpor1a1ion ahcrnati•,es-arc obvi­
ous. The mis~ins eleme:11 is lcsidacors 
wi1h the back.bone 10 de> what'!' necc:-o­
~ry in lhe face of opposition from spe­
cial-interest groups. * 
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Bill, 

E X E C U T I V E 0 F F I C E 0 F 

13-May-1996 06:18pm 

TO: (See Below) 

FROM: Patrick M. Steel 
Scheduling and Advance 

SUBJECT: RE: Christopher Reeve 5/15 

A couple of things: 

T H E P R E S I D E N T 

The meeting will be in the Oval Office. It is scheduled from lO:OOam - lO:lOam 
(10 minutes). A 20/20 crew (per Mccurry) will briefly film the meeting at the 
top, otherwise it will be closed press. 

I have Caputo, Yager listed on the schedule as the staff contact. You should do 
a briefing memo for the meeting. The Press Office will do an addendum on the 
20/20 piece. 

The contact for Christopher Reeves is Ellen Levine the Exec. Editor of Good 
Housekeeping Magazine (Ph: 212-649-2477). The magazine, it is my understanding, 
is paying the expenses of the trip. Levine is serving as host, escort, etc. 
Reeves also has meetings set up later in the day on Capitol Hill. 

Another number for you to have is Kristine from Accessibility Associates (Ph: 
908-988-4500. I think she will have information as to who exactly is travellihg 
with Christopher Reeves (in addition to his wife Dana, and Ellen Levine). 
Arrangements will need to made to clear all the vehicles in the travelling party 
into West Executive Drive. There is handicapped accesss to the Oval via that 
route. 

I hope this is helpful. 

Patrick 

Distribution: 

TO: William White 

CC: Lisa M. Caputo 



November 20, 1995 

Mr. Christopher Reeve 
Kessler Institute 

for Rehabilitation, Inc. 
1199 Pleasant Valley Way 
West Orange, New Jersey 07052 

Dear Christopher: 

Thanks for your warm letter and the draft of your 
op-ed piece. I appreciate your kind thoughts, and 
I'm glad to know that you are doing better. 

This is a crucial time in the budget debate, and 
your voice on this vital subject is so important. 
I know that Jennifer Klein has been in contact 
with your staff, and I hope you will stay actively 
involved in the effort to save Medicare and 
Medicaid. 

I also want to tell you that the courage you 
display daily in the face of pain and adversity 
is an inspiration to people everywhere. At a time 
when most people in similar circumstances would 
understandably be preoccupied with themselves, you 
have found time to care about others, and I salute 
you for that. 

Hillary and I are thinking of you, and we extend our 
best wishes to you and Dana. 

Sincerely I f~·C•' r· f'l 0 ·~i;·,:~•\\~ 
~n~l ~~jr~~.ijf~ 

BC/SEM/JRS/emu-efr-emu-emu-jfc-emu-ws-emu-ech-jfc 
(Corres. #2523530) 
(10. reeve. c) 

cc:J~ 
Respdn§e sug_g_e.s_t.ed-by Jennifer Klein. She is 
call{ng them. Do not send out letter until she 
confirms that she has spoken to the Reeves. 

Xeroxed copy of personally signed original to NH 
through Todd Stern 

CLEAR THRU TODD STERN 
PRESIDENT TO SIGN 
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MEMORANDUM TO ERSKINE BOWLES 

FROM: Jennifer Klein ; i. 

SUBJECT: Christopher Reeve 

I ... ·· .! 

The Staff Secretary and I thought you might be interested in seeing this. I'm happy to 
follow up on it if that's okay with you . 

• 
Lr s~ l(,ufe/ tY ·-~ 

Jig· ZP'r - bf{)/( 
'f I) 

-· 

.S<. V) vi ro 
l<a. r; e Zo l:ll-vFS 

2 I ·2 -- 5) 0 -- 12 'Jf 
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DeJ1c;1!t•d Ill ihe can· 1J! the physically disabled, Krssler is an JCCreditt:d nnnprPlit hospital ;1tlilia1ed \•111th the_Univt>rsity nl rvkdicine and Dcnrislry n( New lersey. 

October 6, 1995 

Mr. Bill Clinton 
President of the United States 
The White House 
1600 Pennsylvania Avenue 
Washington, D.C. 20500 

Dear Mr. Clinton: 

Thank you so much for your kind note of September 28. 
It amazes me that with all you must have on your mind, you 
could find time to send yet another message of encourage­
ment to me. And, yes, I did have a very nice birthday. 

I hope you won't mind my taking the liberty of enclosing a 
draft of an OpEd piece I have written for The New York 
Times. It would mean a lot to me if you could circulate it 
among your staff or send it to whomever you think 
appropriate. 

With deepest gratitude for your interest, 

Sincerely, 

~~ 
Christopher Reeve (By Dana Reeve) 

CR:jjp 

Enclosure 

Mailing Addresses: Wl'st & East fJci11ties l'lcasant VJlley Wav. West Orange. NI 07052 (2011 731-3600 

~forth hcility: 300 1'.farket Street. Saddle Ilr0ok. NJ 07662 12011 587-8500 



First Draft - Christopher Reeve OpEd - New York Times 

Like most Americans, I have watched the debate rage on Capitol Hill over the 

best way to fix Medicaid and Medicare. As someone who has now consumed more 

health care services in the past four months than many people will in a lifetime, it 

seems to me that Congress is approaching this problem backwards. In the long run, the 

way to save money in the health care system is to invest now in the research that will 

eliminate the disease and disability that drives costs up. If we do that, we won't have to 

spend tax dollars maintaining people who could have been cured in the first place. 

Spinal cord injuries cost our nation $5 billion every yea_r. That figure includes 

initial hospitalizations, ongoing related health problems, rehabilitation services, 

personal care attendants, adaptive equipment, lost productivity. It's an expensive 

condition. And yet, scientists working in the field of nerve regeneration estimate than 

an a1dditional $40 million investment each year would greatly hasten the day when 

these expenses will be unnecessary. 

Some people argue that the benefits of research are elusive, far in the future, 

not concrete enough to justify the investment. The medical history of this century tells 

a different story. Relatively small investments in research have given us antibiotics and 

vaccrnes against illnesses that once killed millions every year (polio, measles, 

smallpox, diphtheria, influenza, tuberculosis). Thirty years ago, a diagnosis of cancer 

was a virtual death sentence. In the 1970's, the research community received 

additional funds to wage war on this disease. Ask the half-million people who now 

survive cancer every year, and their families, if the investment was worth it. 

Today, researchers are on the brink of discovery for many other devastating and 

costly disorders, including Alzheimer's, Parkinson's, and Multiple Sclerosis. The 

humanitarian and economic argument for giving scientists a chance to progress toward 



these discoveries is irrefutable. It is a tragedy for all of us when important scientific 

work languishes on the laboratory shelves for lack of funding. 

When President Kennedy told NASA scientists early in the 1960's of his vision to 

land a man on the moon by the end of the decade, they said it was impossible. They 

were nowhere near the technology necessary to do it in that time frame. But Kennedy 

stood fast and told them they'd better figure it out. His conviction, his confidence and 

his leadership challenged them to go back to the drawing board leading, of course, to 

th13 stunning success in July 1969. 

Medical scientists today need the same challenge. They need to be able to work 

to!~ether, to share information, and most of all, they need the money and tools to do the 

job. The public must voice our belief that they can stop the terrible diseases that rob 

this country of so much talent and consume so much of the federal budget. We must 

voice our demand that our nation invest in this greatest of human achievements-the 

conquest of disease. The economic realities of today are pushing us towards this 

challenge. The time to respond is now. 

2 
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October 6, 1995 

Mr. Bill Clinton 
President of the United States 
The White House 
1600 Pennsylvania Avenue 
Washington, D.C. 20500 

Dear Mr. Clinton: 

Thank you so much for your kind note of September 28. 
It amazes me that with all you must have on your mind, you 
could find time to send yet another message of encourage­
ment to me. And, yes, I did have a very nice birthday. 

I hope you won't mind my taking the liberty of enclosing a 
draft of an OpEd piece I have written for The New York 
Times. It would mean a lot to me if you could circulate it 
among your staff or send it to whomever you think 
appropriate. 

With deepest gratitude for your interest, 

Sincerely, 

~~ 
Christopher Reeve (By Dana Reeve) 

CR:jjp 

Enclosure 

Mailing Addrcss,·s: Wl'st & bsl F~cilit ics: l'lL"asant Valley \!Vav. W<:sl Orange. N/ 07052 (20 I J 731-3600 

North ~.xilily: .100 Market Street. Saddle llr('ok. NJ 07662 \201) 587-8500 
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First Draft - Christopher Reeve OpEd - New York Times 

Like most Americans, I have watched the debate rage on Capitol Hill over the 

best way to fix Medicaid and Medicare. As someone who has now consumed more 

health care services in the past four months than many people will in a lifetime, it 

seems to me that Congress is approaching this problem backwards. In the long run, the 

way to save money in the health care system is to invest now in the research that will 

eliminate the disease and disability that drives costs up. If we do that, we won't have to 

spend tax dollars maintaining people who could have been cured in the first place. 

Spinal cord injuries cost our nation $5 billion every year. That figure includes 

initic:1I hospitalizations, ongoing related health problems, rehabilitation services, 

personal care attendants, adaptive equipment, lost productivity. It's an expensive 

cond'ition. And yet, scientists working in the field of nerve regeneration estimate than 

an additional $40 million investment each year would greatly hasten the day when 

theso expenses will be unnecessary. 

Some people argue that the benefits of research are elusive, far in the future, 

not concrete enough to justify the investment. The medical history of this century tells 

a diffi~rent story. Relatively small investments in research have given us antibiotics and 

vaccines against illnesses that once killed millions every year (polio, measles, 

smallpox, diphtheria, influenza, tuberculosis). Thirty years ago, a diagnosis of cancer 

was a virtual death sentence. In the 1970's, the research community received 

additional funds to wage war on this disease. Ask the half-million people who now 

survive cancer every year, and their families, if the investment was worth it. 

Today, researchers are on the brink of discovery for many other devastating and 

costly disorders, including Alzheimer's, Parkinson's, and Multiple Sclerosis. The 

humanitarian and economic argument for giving scientists a chance to progress toward 



these discoveries is irrefutable. It is a tragedy for all of us when important scientific 

work languishes on the laboratory shelves for lack of funding. 

When President Kennedy told NASA scientists early in the 1960's of his vision to 

land a man on the moon by the end of the decade, they said it was impossible. They 

we~re nowhere near the technology necessary to do it in that time frame. But Kennedy 

stood fast and told them they'd better figure it out. His conviction, his confidence and 

his leadership challenged them to go back to the drawing board leading, of course, to 

thH stunning success in July 1969. 

Medical scientists today need the same challenge. They need to be able to work 

to~1ether, to share information, and most of all, they need the money and tools to do the 

job. The public must voice our belief that they can stop the terrible diseases that rob 

this country of so much talent and consume ss> much of the federal budget. We must 

voice our demand that our nation invest in this greatest of human achievements--the 

conquest of disease. The economic realities of today are pushing us towards this 

challenge. The time to respond is now. 

2 
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WASH GTON 1 ' 
November 13, 1995 

Mr. Christopher Reeve 
Kessler Institute 

for Rehabilitation, Inc. 
1199 Pleasant Valley Way 
West Orange, New Jersey 07052 

Dear Christopher: 

Thanks for your warm letter and the draft of your 
op-ed piece. I appreciate your kind thougps~~ and 
I'm glad to know that you are doing tivlill:l!w. ~" 

This is a crucial time in the budget debate, and 
your voice on this vital subject is so important. 
I know that Jennifer Klein has been in contact 
with your staff, and I hope you will stay actively 
involved in the effort to save Medicare and 
Medicaid. 

Hillary and I are thinking of you, and we extend 
our best wishes to you and Dana. 

Sincerely, 
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NovemD.r 9, lltS 

Mr. ~i•topher Re•va 
X•••l•r In•titute 

tor ~ehabil1tat1on, Inc. 
1199 ~lGa•ant Valley Way 
West Orange, New Jeraey 0?052 

Singe.:r•J.y, 

~C/SEM/JRS/amu-afr-emu-tftl\l•jfc-em ·wa 
(Corree. i2523530) 
(lO.neve,c;:) 

cc; J•nnif•r Klein 
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THE WHITE HOUSE 

WASHlNOTON . 

October 30, 1995 

Mr. Christopher Reeve 
Kessler Institute · 

for Rehabilitation, Inc. 
1199 Pleasant Valley Way 
West Orange, New Jersey 07052 

Dear Chriatopher: 

.. 

Thank you for your warm letter and the draft 
of your oped piece~a~oae medieal ~esaaEeft'r' I 
appreciate your kind thoughts, and I'm glad to 
learn that you are doing welltiand that you are 
making yeH~self~a en this·w!tal s~ejeat,n-

~ 
I understanc:Ythat my etaf f haa been in contact 
with you) ..(r-weleasiie youi i c.put, ad I hope you 
will stay involved in the weeks and months to 
come. 

Hillary and I are thinking of you, and we extend 
ou.r best wi&1has to you and Dana. 

Sincerely, 

fZ..c,.911. 19 /) t4 ., I 10') 

aa Co..,, r't.S s 

( to14v '\Hiil~ 11ri fi,;~ V1}a.l S1.1";j(CI~ 

'---------------------------
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11\'STITUTE FOR l~EHABIUT/\TION, INC. 
·•· !. : 

D<"dical<'d 10 lh• care of 1hr physically disabll'd, Kessler is an accredited nonprofit hospilal aHilialed wilh 1he University of Medicine and Dentislry of New Jersey. 

October 6, 1995 

Mr. Bill Clinton 
President of the United States 
The White House 
1600 Pennsylvania Avenue 
Washington, D.C. 20500 

Dear Mr. Clinton: 

Thank you so much for your kind note of September 28. 
It amazes me that with all you must have on your mind, you 
could find time to send yet another message of encourage­
ment to me. And, yes, I did have a very nice birthday. 

I hope you won't mind my taking the liberty of enclosing a 
draft of an OpEd piece I have written for The New York 
Times. It would mean a lot to me if you could circulate it 
among your staff or send it to whomever you think 
appropriate. 

With deepest gratitude for your interest, 

opher R~~ Re~ve) 
CR:jjp 

Enclosure 

Mailing Addresses: West & East Facilities: Pleasant Valley Way. West Orange, NJ 07052 (201) 731-3600 
North Facility: 300 Market Street., Saddle Brook, NJ 07662 (201) 587-8500 

'! .... 

."•:.· 



First Draft - Christopher Reeve OpEd - New York Times 

Like most Americans, I have watched the debate rage on Capitol Hill over the 

beist way to fix Medicaid and Medicare. As someone who has now consumed more 

health care services in the past four months than many people will in a lifetime, it 

se·ems to me that Congress is approaching this problem backwards. In the long run, the 

way to save money in the health care system is to invest now in the research that will 

eliminate the disease and disability that drives costs up. If we do that, we won't have to 

spend tax dollars maintaining people who could have been cured in the first place. 

Spinal cord injuries cost our nation $5 billion every year. That figure includes 

initial hospitalizations, ongoing related health problems, rehabilitation services, 

personal care attendants, adaptive equipment, lost productivity. It's an expensive 

coindition. And yet, scientists working in the field of nerve regeneration estimate than 

an additional $40 million investment each year ~ould greatly hasten the day when 

theise expenses will be unnecessary. 

Some people argue that the benefits of research are elusive, far in the future, 

not concrete enough to justify the investment. The medical history of this century tells 

a different story. Relatively small investments in research have given us antibiotics and 

vaccines against illnesses that once killed millions every year (polio, measles, 

smallpox, diphtheria, influenza, tuberculosis). Thirty years ago, a diagno.sis of cancer 

was a virtual death sentence. In the 1970's, the research community received 

additional funds to wage war on this disease. Ask the half-million people who now 

survive cancer every year, and their families, if the investment was worth it. 

Today, researchers are on the brink of discovery for many other devastating and 

costly disorders, including Alzheimer's, Parkinson's, and Multiple Sclerosis. The 

humanitarian and economic argument for giving scientists a chance to progress toward 



these discoveries is irrefutable. It is a tragedy for all of us when important scientific 

work languishes on the laboratory shelves for lack of funding. 

When President Kennedy told NASA scientists early in the 1960's of his vision to 

land a man on the moon by the end of the decade, they said it was impossible. They 

wern nowhere near the technology necessary to do it in that time frame. But Kennedy 

stood fast and told them they'd better figure it out. His conviction, his confidence and 

his leadership challenged them to go back to the drawing board leading, of course, to 

the stunning success in July 1969. 

Medical scientists today need the same challenge. They need to be able to work 

together, to share information, and most of all, they need the money and tools to do the 

job. The public must voice our belief that they can stop the terrible diseases that rob 

this country of so much talent and consume so much of the federal budget. We must 

voic1~ our demand that our nation invest in this greatest of human achievements--the 

conquest of disease. The economic realities of today are pushing us towards this 

challenge. The time to respond is now. 
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Oon't get so wrapped up in the etat1eticG and the policy 
papor• tha~ ~· forge~ our basic obliga~lona. We know as parents 
what we owe our children. We ·knov what ~e try to do in order to 
maet those need$. 

I looked into the faces ju~t a faw minutes ~Qo of mother& 
and fachers who have given up everything to take care of sick 
children -- and who among us would not do the same? 

n~~ ~hon i~ oo~•• to la~l9latin9 and ~akinq policy, parent• 
turn into partisans and qood parental instinct• seem to retreat. 
would we ever say as parents that only one of four ot cur 
children could go ~o a doctor or 9et a vaccination o~ have a 
he•rin9 test? Of co~~se not. We wnuld demand ~nd work for the 
ri;ht to make aura they were all taken care of. 

Would we ever s•y as parents with~ child ~hat had 5pin~l 
biCiJa or conqenitsl heart disease or cystic tibrosia thac thAy 
no 1Qn9er d•eerved ~reatment and care? ot cour1e no~. We would 
do e 1,erything within out power to make sure our child was taken 
care of. 

8~t in thia ti~& wa live in today, with the kind of 
reckless, ideological effort to Meet fixed budget ~arqeta to 
pro~s a poin~, we are underm1n1n9 what p•ren~D try to 4o 
single day. "-· 
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· The Republican budget euta· ~ould e11Minate heal~h care · ---· © 
coverage throuqh Medicaid for nearlr one-half million children in <:.. 
New Vork ~lone, and fcwr and half m llign naeionwide ~y ene year 
2002. 

·--
More t~a" half ot the children on M~dicaid live 1n 

with work1n~ parents ••parents who are!doin9 the best 
to f!arn t.hai.r own l ivin9a, but c;annot meet the medical 
theJ. r children, 

f4mil.le• 
they can 
needQ of 

'l·nat means those children would no lon9er be able to qet -
lmmun1zat1ans or c~eck•upe er other preventive service• no~ 
envered by M~~teald. It ~eana th~t tho~ would use the c~•~9ency 
roo~ as so ~any uninsured families who ~aka j~st a littlo too 
much money in order to qualify for Medicaid do for their ~salth 

' 
care coveraqe now. 

1'1•di"oid iD the pr1J1111ry aourc::e ot he'1lth coverage for 
millions of ehildren ~ho •r• disabled or;whg sutcer rrom chronic 
iUnesa. 

It is the priMary heolth ca~• covera9e for nine out of 10 
children ~ith HIV and AIDS. 

Med1oa1d is the primary source of prenatal and maternal 
health care for low•.lnco~e, pre9nan~ women. · 

"ed1eaid is alao an important source at coverage ror the 
t1~~1~n care or older A•&ricans livinq 1n a~treme poverty or wi~h 
serious disabilities and i~ the lar9c•t inau~•~ ror over ~wo• 
thirds of nursinq ho~e residents. 

Medicaid 1• liter~lly ~ lifeline tor many, many millions of 
.Amar igans. ----·---- ·--~··- ·- -·-··----··':""--·~· ......... ----·--

Ripp1nq apart this safety nat is not the American way. 

It 1s not Che ~msrican way ~o da"y intanec the oho~a ~hey 
need to stay healthy. 

It 19 ~et the Amarioan way eo de"y t~ea~aent to children wno 
are disabled or de•parately ill. 

It i• not the Ameri~an ~~Y ~o pun1•n harQwor~inq parents 
whose fa~ily health care coveraqe vanishA~ with 3 job loca or a 
job chan9e. 

I~ is not tha AMAriean way to make ~he oldoat a~onq ue 9i~e 
up ~heir possessions, sell the!r house, sell their car, and live 
a lite ot pover~y 1t ~heir spouse has to go into a nursing ho~e. 

Cuttin9 $182 billion from Ked~gaid~will tcrce fam11ia~ ~o 
make ~ri~ choices that you or I would ~ot wian to make and no 
A~erioa~ family o~ould b~ fgrced to ~ake. choices be~ween haalth 
care for children or nursinq ho~e care for parent~. Choices 
between educatlon and vaccinations; between food and prescription 
dru9s. 

I •,'I ~J, 
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we know that any mother or father or aunc or u"cle or :!~ 
qrandparenc or concerned adult would not 1take comfort in knowing 
~n•t f1or .1111 the rhetoric we hear, ot~en :.cominq out o~ the United (i) 
Statee conqress abou~ helping children, ~he Republican buQ9et ~ 
will 1n fact deny millions ot children the basics t~ay n~•d to 
live productive 11vaa. 

They will bs denied health oa~• ~hey now hove, schooling 
they can count on, proper food. a safe place to livo, a G•~u~~ 
neiqhDorhood, a1r and water that we can count on as bainq clean 
enouqh ~e bre~the and drink. 

We are "ot talking about only poor children. I wi~h th~t 
-- if that's all we were talkinq about -- there wo~ld be an 
uproar 4nd an outcry trom every person in our country, that we 
should not do ~o the ~o~t vulnerable children amon9 ua what we 
would not let ·anyone do tc our nwn children. 

But: ~naaa buc2qet. cuts 90 much further.. Tl'\ese budqet cuts -­
in the way t.hey under111ino heal th and toad lilf1 lety; t.he way t.hey 
1trip away a"vironmantal protection•; the WQy they put at risk 
many or the services that all Americans and their children count 
on -- ls an assault. on every child's future -- m~ child. a~ wall 
ae any =hild in ~hie ~oom, or 1iv1ng within a few blocks of this 
hospital. 

We as a society are doing thinqs we weuld never 4 0 as 
parents. How can we legislate what we would not approve of es 
parents? How can we vo~e tg~ p&ople ~ho would do th·t~. 
we per~it it to happen? ~ How can 

Any tamily does its best tg t~~e care Of its old nd 
~oun9. Tnere is an 1nner-ganer•~in"al ~ompact Lhat 1: ita 
!mpo~tant than any kind ot contraot tor legislation. more 
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That compact says loud ~nd olearly: "We o~e each other 
somethlnq, We have obli9ations to one another and besides 
never know what ~i9n~ happen tc ue." ' we 

There, but for the grace of ~od, qo our child. our spouse. 
our parenc -- and we ought to be a little mora huMble i•, the tace 
in the u~predictabillty ~hat l1te deals all of ~s. 

our children are our prase~~-and our futuce, a test of our 
humanitI and our faith. And our children a~e wa\ohing. w111 we 
pa~s th a test or will we !ail them and ourselves? 
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Last week, Republicans in both houses of Congress passed 
reconciliation bills slashing health care, education and other 
essential programs for our nation's children. As the debate over 
the federal budget continues, I hope that all of us will take 
part in this discussion not as Republicans or Democrats, but as 
parents, grandparents, aunts and uncles. 

As parents, we know what our children need, and we do 
whatever we can to meet those needs. For most Americans, that 
means working hard to put food on the table, sitting with our 
kids as they struggle with their math homework, and missing work 
on the rare occasions when a child has the flu. For others, 
meeting their childrens' needs poses greater challenges. On a 
recent visit to Babies and Childrens' Hospital in New York, I 
talked to mothers and fathers who have given up everything to 
take care of sick children. As each family told their story, I 
was struck by the tremendous sacrifices they had made and by the 
powerful feeling that I would of course make equal sacrifices for 
my own child. And I guarantee you that each of us would do the 
same. 

When it comes time to legislate, however, it seems that 
parents turn into partisans. Would we ever say as parents that 
only one of four of our children could go to a doctor or get a 
vaccination or have a hearing test? Of course not. We would 
make certain that all four were treated. Would we ever say as 
parents of a child with spina bifida or congenital heart disease 
that the child no longer deserved treatment and care? Of course 
not. We would do everything in our power to make sure our child 
got whatever care he or she needed. 

But in an ideological, even reckless, attempt to balance .the 
budget in too short a time and to cut taxes for wealthy 
Americans, Republicans in Congress are forgeting what they would 
do as parents and undermining what parents across the country try 
to do every single day. 

Let me give you just a few examples. The Republican budget 
would eliminate HeadStart -- the program that helps children get 
ready to learn -- for 180,000 American children. It would 
eliminate Goals 2000 which sets standards for teaching and 
learning in America. It would cut nutrition assistance for 14 
million children and reduce funding to keep drinking water clean. 
It would do away with the President's national service program 
known as Americorps in which young men and women earn their way 
to ccllege by performing community service. 

The Republican budget cuts would eliminate health care 
coverage through Medicaid for four and a half million children 
nationwide by the year 2002. 

Medicaid is the primary source of health coverage for nearly 
one-~uarter of all children in the United States and one-third of 
all children under 3. More than half of those children live in 



families with working parents. 

Medicaid is the primary source of health coverage for almost 
one million children who are disabled or who suffer from chronic 
illness. 

Medicaid is the primary source of health coverage for nine 
out of ten children with HIV and AIDS. 

Medicaid is the primary source of prenatal and maternal 
health care for low-income, pregnant women. 

And Medicaid is an important source of long-term care for 
older Americans. Nearly seven out of every 10 nursing home 
residents get some help from Medicaid. That's not surprising 
given that nursing homes cost an average of $38,000 a year. 

Medicaid is literally a lifeline for 36 million children and 
families in this country. 

Ripping apart this safety net is not the American way. 

It is· not the American way to deny infants the shots they 
need to stay healthy. 

It is not the American way to deny treatment to children who 
are disabled or desperately ill. 

It is not the American way to punish hardworking parents 
whose family health care coverage vanishes with a job loss or a 
job change. 

It is not the American way to make the oldest among us give 
up their possessions, sell their house, sell their car, and live 
a life of poverty when their spouse has to go into a nursing 
home. 

Cutting over $170 billion from Medicaid will force families 
to mcke grim choices that no American family should be forced to 
make. Choices between health care for children or nursing home 
care for parents. Choices between education and vaccinations; 
between food and prescription drugs. 

We know that any mother or father or aunt or uncle or 
grandparent or concerned adult would not take comfort in knowing 
that for all the rhetoric we hear about helping children, often 
comirg out of the United States Congress, the Republican budget 
will in fact deny millions of children the basics they need to 
live productive lives. 

It will deny children the health care they now have, 
schooling they can count on, proper food, a safe place to live, a 
secure neighborhood, and air and water that are clean enough to 
breathe and drink. 



We are not talking only about poor children. I would hope 
that if these cuts effected only the poor, every person in our 
country would cry out that we should not do to the most 
vulnc=rable children what we would not let anyone do to our own 
children. But these budget cuts go much further. They are an 
assault on every child's future. 

How can we legislate what we would not stand for as parents? 
How can we vote for people who would do that? How can we permit 
it to happen? 

Every family does its best-to take care of its old and its 
younq. There is an inter-generational compact that is more 
important than any so-called legislative contract. 

That compact says loudly and clearly that we owe each other 
something. That we have obligations to one another, especially 
to our children. and besides, we never know what might happen to 
us. There but for the grace of God go our child, our spouse, our 
parent -- and we ought to be a little more humble in the face of 
the unpredictibility that life deals all of us. 

Our children are our present and our future, a test of our 
humanity and our faith. And our children are watching. Will we 
pass this test or will we fail them and ourselves? 



FIRST LADY HILLARY RODHAM CLINTON 
REMARKS FOR THE CIRCLE OF CARE CONFERENCE 

THE NATIONAL INSTITUTES OF HEALTH 
SEPTEMBER 27, 1995 

[Acknowledgements: Dr. Harold Varmus; Scott Oki, organizer of 
Circ~e of Care; David Nathan, Physician-in-Chief at Children's 
Hospital in Boston] 

Thank you all very much for inviting me to join you for this 
historic discussion of children's hospitals and their vital place 
in our health care system. It is a privilege to be a part of such 
a formidable gathering of concerned citizens and health care 
professionals and to serve as honorary chair of the Circle of 
Care. 

I have been very fortunate in my life to have been 
associated with Children's Hospitals, particularly Arkansas 
Children's Hospital, where I served on the board and helped raise 
money, and where my daughter was born. 

Like many of you, I have experienced children's hospitals as 
a parent and I think we all agree that there is something 
undeniably special about these hospitals. 

I know from my experience on the board of Arkansas 
Children's what it takes to raise private funds through private 
philanthropy. And it is because of committed, dedicated, and 
generous citizens like you that these hospitals continue to lead 
the way in the research and treatment of children's diseases, as 
well as the training of doctors and specialists to care for 
children. 

I also know that the continued existence of children's 
hospitals depends on government support -- support that 
appreciates the important differences that go into the treatment 
of children and adults. 

It is fitting that this first Circle of Care conference is 
being held here at NIH, which is synonymous with so much of the 
cutting edge medical research being done in our country. 

NIH is a symbol of our government's historic commitment to 
medical research. Similarly, the cardiologists, radiologists, 
oncologists, surgeons, and nephrologists at children's hospitals 
around the country were able to develop their expertise and 
training because the federal government decided to help defray 
the costs of training these medical specialists twenty years ago. 

It is precisely that commitment to medical research and to 
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our academic health centers that is at risk in the current debate 
going on in our country over health care today. 

It is a debate filled with statistics, policy statements, 
and budget numbers. But behind the charts and graphs and position 
papers, it is really a debate about our core values as Americans 
-- about what we believe in, how we define ourselves as a people, 
and how we envision our future. 

Throughout our history, we have thought of ourselves as an 
American family. A family whose greatest priority was our 
children. A family that was committed to helping the most 
vulnerable among us -- so that they, in turn, could help 
themselves. 

As Americans, we have always prided ourselves on our 
compsssion . . and on the high expectations and aspirations we 
hold for our children and for ourselves as a people. 

for decades, this has been the American way: to put people, 
especially children, first. And because we have adhered to the 
American way, the American Dream has stayed alive for generation 
after generation and our country has remained the strongest on 
earth. 

But today, we are losing our sense of ourselves as an 
American family. We are allowing ourselves to be torn apart, 
divided, put in competition with each other over resources that 
are ever more scarce. 

As the traditional underpinnings of our larger family are 
undermined, individual families are being jeopardized. 

Most parents in America are working as hard as they can to 
be good parents. I have met with working women across our country 
over the last few months, and I know that they and their husbands 
are making huge sacrifices to put food on the table, pay the 
mortgage or rent, cover the medical bills, and instill an ethic 
or work and responsibility in their children. 

Of course, parents bear the primary responsibility for their 
children, and they should. Parents must provide the care, 
nurturing, love and discipline that every child needs. 

As the National Council of Catholic Bishops said in a 
pastoral letter in 1991 entitled, Putting Children first: "No 
government can love a child, and no policy can substitute for a 
family's care." 

But at the same time, the Bishops go on to say: "Government 
can either support or undermine families as they cope with the 
moral, social, and economic stresses of caring for children." 
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Let's not fool ourselves. National policies -- whether they 
are about education, health care, work, welfare, taxes -- are 
mirrored every day in the lives and experiences of our children. 
And qovernment has played an invaluable role in safeguarding the 
interests of children and their families. 

Unfortunately, what is happening today is no less than a 
rejection of America's historic commitment to children. 

Today, the social safety net known as Medicaid is being 
dismantled at breakneck pace. It is being dismantled with very 
litt~_e discussion and no real dialogue. Decisions are being made 
in great haste -- not only about who pays for health care in 
America -- but about who gets health care, and who doesn't. 

We are all for balancing the budget. And we are all for 
giving states greater flexibility to administer programs. 

But as the President has said many times, there is a right 
way and a wrong way to get our economic house in order. 

The wrong way is to cut health care coverage for millions of 
children, disabled citizens and the poorest of older Americans 
all to finance a $245 billion tax cut for the wealthiest families 
in our country. 

Let's not confuse flexibility with what is really going on 
here: raw and mean-spirited budget cuts that affect real people. 

Medicaid is the primary source of health coverage for nearly 
a qu21rter of all children in America -- and one third of children 
under age 3. More than half of those children live in families 
with working parents -- parents who are not receiving welfare 
checks. 

Medicaid is the primary source of health coverage for 
millions of children who are disabled or who suffer from chronic 
illnesses. 

Medicaid is the primary source of health coverage for 9 out 
of 10 children with HIV and AIDS. 

Medicaid is the primary source of prenatal and maternal 
health care for low-income pregnant women. 

Medicaid is an important source of coverage for older 
Americans living in extreme poverty or with serious disabilities, 
and the largest insurer for over two-thirds of nursing home 
residents. 

It is a lifeline -- literally -- for millions of children 
and families in America. 
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Ripping apart this safety net is not the American way. 

It is not the American way to deny infants the shots they 
need to stay healthy. 

It is not the American way to deny treatment to children who 
are disabled or desperately ill. 

It is not the American way to punish hard-working parents 
whose family health coverage vanishes with a job change. 

It is not the American way to make the oldest among us give 
up their possessions and live a life of poverty to pay for a 
spouse's nursing home costs. 

Cutting $182 billion from the Medicaid program will force 
families to make grim choices -- choices between health care for 
their children or nursing home care for parents, choices between 
education and vaccinations, between food and prescription drugs. 

You of all people alsoknow that it will mean grim choices 
for children's hospitals. Children's hospitali represent only 
one percent of all hospitals, but they provide vital health care 
services to many children -- including the poorest, sickest and 
most vulnerable. 

They devote nearly half of their care to children of low 
income families and more than three-quarters of their care to 
children with chronic or congenital conditions. 

They care for the premature baby who needs intensive care 
for the first months of his life and extensive rehabilitation 
therapy for years to come. for the small child who is severely 
injured when she is hit by a car and sent to a pediatric 
intensive care unit at a nearby children's hospital. 

And they care for the eight year old boy who contracts 
viral encephalitis, loses his health insurance, and is covered by 
Medicaid because of his high medical costs and severe 
disabilities. 

The proposed cuts in Medicaid will be particularly 
deva=;tating for children's hospitals. Medicaid patients on 
average account for 46 percent of the inpatient days in these 
hospitals. 

As you well know, it costs more to care for sick children 
than adults. And children's hospitals are not able to shift 
these higher costs to adult patients like other hospitals can. 
Already Medicaid pays children's hospitals on average less than 
80 cents for every dollar spent to care for a child. The impact 
of a $182 billion in Medicaid is clear; children's hospitals 
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simply will not be able to provide all of the crucial health 
services that they do today. 

We need to protect the safety net provided by our children's 
hospitals. A safety net that enables children to continue to have 
access to desperately needed specialized care. That continues to 
train pediatricians and other care-givers for children. And that 
pursues research on the prevention and treatment of childhood 
disease. 

As this health care debate continues in the weeks and months 
ahead, I hope that policymakers, wherever they are, begin to 
think about these issues not as partisans, but as parents. 

I hope that they will not get so wrapped up in statistics 
and policy papers, budget battles and partisan rhetoric that they 
forget the most basic concern of all: the well-being of all of 
America's children. 

Many of you know from your own experience what it is like 
when your child is very sick. Nothing else in the world matters 
to you. Will he or will she feel better? Is this a passing flu 
or the beginning of something really threatening? Is the life of 
the most precious person in the world in any danger? As parents, 
we want answers and we want cures. And we want them fast. 

As parents, we use our wisdom and knowledge to plan ahead 
for the health of our children. We make sure they get the shots 
they need. We try to get them to eat right. We try to avoid 
exposing them to other kids who might be sick. And when they do 
get sick, we try to get treatment from doctors and nurses trained 
in children's medicine. 

But suddenly, when it comes time to legislate and make 
policy, parents turn into partisans and good parental instincts 
retreat. 

Would we ever say as parents that only one of our four 
children could go to the doctor, or get a vaccination, or have a 
hearing test? Of course not. We would demand the right to take 
each of them whenever they needed care. 

Would we ever say as parents that a child of our own with 
spina bifida or cerebral palsy no longer deserves treatment and 
care? Of course not. We would give up the summer vacation and the 
new car to make that child's life as pain-free and as fulfilling 
as possible. 

But in a precipitous and even reckless attempt to meet fixed 
budget targets, we are now as a society doing things we would 
never do as parents. We are ratcheting back the medical care our 
children. We are violating our most sacred duty and value: caring 
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for your young. 

How can we legislate what we would not approve as parents? 
How can the restriction of medical care for our children become 
the public policy of our nation? 

The answer is it must not. 

As the Bishops said in their pastoral letter: Our children 
are our present. Our children are our future. Our children are a 
test of our humanity and our faith. 

And our children are hurting. 

Thank you for doing your part to ensure that every child in 
America has the opportunity of health care and the chance for a 
healthy and productive life. 

### 
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