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FEDERAL EMPLOYEE FAMILY-BUILDING ACT
OF 1987

THURSDAY, JULY 23, 1987

HouskE oF REPRESENTATIVES,
StBscoMMITTEE ON CrviL SERVICE,
ComMmITTEE ON PosT OFFICE AND CiviL SERVICE,
Washington, DC.

The subcommittee met, pursuant to call, at 10 a.m., in room 311,
Canncn House Office Building, Hon. Patricia Schroeder, chairwom-
an, presiding.

Mrs. ScHrOEDER. Welcome to today’s hearing on H.R. 2852, the
Federal Employee Family-Building Act. This roposal would re-
quire hLealth insurance plans for federal em._.oyees to cover the
costs of adoption and fertility trzatments.

Infertility can be a horrible problem. You seldom die from it, but
the pain is profound. When you want children, the inability to
have them comes as a terrible surprise. It undermines marriages,
careers and self-image. And the problem is widespread: nearly 5
million couples, maybe as many as one out of every five, have trou-
ble conceiving.

In the last few years, medical science has made tremendous
strides in the treatment of infertility. Microsurgical technijues and
drug therapy have given hope to thousands of couples. But, for
many, these advancements mezan little since the cost precludes
them from seeking treatment.

Insurance companies have been slow to cover treatment for in-
fertility. They say it’s too expensive; they say it’s needed by too
small a population; they say it’s experimental; they say it’s not
health related. Their logic is screwy. Fcderal health plans even
cover the costs to become infertile through vasectomies and tubal
ligations, but not the costs to overcome infertility.

The costs of infertility treatments average around $3,000; :he
fees for adoption around $6,000. Although these costs, just as most
health care costs, can be prohibitive when shouldered by individ-
uals, they add little to the Nation’s health care bill when covered
by insurance and spead over the entire employee population.

Although couples of lesser means have a higher incidence of in-
fertility, it is only the well-to-do who can pursue treatment. This
bill will correct this inequity by bringing family building within
the reach of all working couples.

As you can see, we already have a vote, so I will take a temo-
rary recess and be right bacl}; and, hopefully, we can proceed with
the first panel.

(1)
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[A short recess was taken.]

Mrs. SCHROEDER. Thank you.

1 am going to reconvene the hearing. Let me call up the first
panel. First, we have Kim Gore, from the Department of Defense,
speaking for herself. She is accompanied by Jimmy Peters, Holily
and Biyan from Occoquan, VA.

And then we have Mr. Lawrence Miller, accompanied by Benja-
min, and chief administrative law judge, Robert E. Sears from the
Department of Health and Human Services, speaking for himself,
accompanied by Ms. Leeanne Sears and Ashland Victoria, from
Norfolk, VA.

If you would all like to come up to the front, we welcome you
and are delighted you are here.

I must say there are some of the cutest children here. We are
really glad to have the children, because that is what this is all
about. This is not about something special for adults, it is some-
thing special for children. We welcome them, and whoever wants
to lead off. Kim, would you like to lesd off?

Ms. GorE. Sure.

Mrs. ScuroepER. Terrific, Kim, yo are up.

STATEMENT OF KIM GORE, DEPARTMENT OF DEFENSE,
ACCOMPANIED BY JIMMY PETERS, HOLLY AND BRYAN

Ms. Gore. My name is Kim Gore, and I am a DOD employee. I
have worked for the Government for almost 14 years now. And in
December of 1985, we adopted Holly. And Hoily is an in-State adop-
tion, in the State of Virginia, and we got her within 2 months after
applying. And when we sturted going to adoption agencies, we were
really flabbergasted at the expenses, and we were told we would
probably have a child in our home within 14 months, or so.

And then they called us a couple of weeks later and told us to
pick up our daughter. So, we had to come up with $7,000 in less
than a week. And we had to go to the credit union and take out a
loan, and clean out our savings. And we came up with it, and we
paid the money and picked up our daughter.

And then 8 montns after Holly was in our home. I got pregnant
with Bryan. So, now we have two kids and there is 17 months be-
tween them. But with Bryan the medical expenses ran to about
$7,000, but the insurance company paid all but $300. With Hoily, it
cost $7,000 and we got no financial assistance, except through
Jimmy’s company, who had an adoption assistance plan. And they
reimbursed us $1,000; so it came to $6,000 that we had to cough up
ourselves.

And before I got pregnant with Bryan, we just assumed Holly
would be an only child, because we didn’t think we could afford to
do that again.

So, we really support this bill, because it seems like adoption is
only going to be available to the rich. And you know, you don’t
have to be rich to be a goot' parent.

Mrs. ScuroepER. Absolutely. You make a very, very good case.

[The prepared statement follows:]

<
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15 July 1987

Subcommittes con Clvil Service
Committee on Post ufficae and Civit Sarvice
United Statea House of Representatives

Dear Subcomnittee Members: .
On December 13, 1985 (Friday the 13th) my husband and | ware
blessed by ths coming home nf our daughter Yolly Germa.ne Peters.
Yolly came to us through adoption. She was a beaut:ful, alert,

healthy eight weelk old baby. Althouoh she had no ohv3ical or
mental handicaps, she was considered Special Needss/Ya-¢ tc Place
ocoescause Of her raci:al ancestry. Hoily 18 a unique mixture ot

white, black and Indian.

Five months Pprior to becoming Holly's parents, | 10ost a chiid
through miscarriage n the third month of pragnancy. My husband
and ! had L sn together 13 years and this was my f.rst pregnancy

despite the fact | had never done anything to prevent .t. After
iosing this chiid, my husband and | soriously discussed adoption.
e made inquirses to many adoption agencses to acqu-'re
information. We were in no way preparaed for the hard racts
concerning adoption inciuding the extremely high costs to be bore
by the potential adoptive parents.

After discussing the sSituation, we contacted an organization
calied Families Adopting Chiidren Everywhere (F.A.C.E.;, a
support group for adoptiva and potential adoptive parents. Wz
were told by F.A.C.E. members that the rates given to us ware
basically tha average standard rates (approx:mately $3,000 for
domastic, and no less than $10,000 intarnatiunal). We decided to
try adopting through the Pan Amsrican Adoption Agency in
Manissae, Virginia.

Aftar ragistering with Pan Amer ican and Signing a ccntract as a
potential adoptive family in October 1985, a Pan Ameri-an staff
member was assigned to complete a home Study on us, The home
studv procoss consisted of three visits to our home by the Pan
American etaff membaer. Pridr to the visits, my husband and |
compietaed and forwarded autobsographies to the agency. After ai!
visits are complated, the staff msmbar wrote a report oased on
her findings through interviews and our autobiographies. In this
report she mads recommendations rejarding oOur capabiiities as
potential parants. During the ilast visit wa were told ~e would
probably have 4 child 1~ our home by December 1988, 13 months
away. This was a satisfactory arrangement because It wou!d give
us tune to accumulate some oOf the placement fees.

The week after Thanksgiving 1985 the Director of the Pan American
Agoption Agency informed us that there ware two multi-racial
infants availabla through the Catholic .amily Services in
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Roancke, Virginia and asked 1f we would be tnterested. We had
already expressed intorest in bi-racial and multi=racial children

wuring the hora study. We 5t course Sa:id ‘yes'! The naxt Sunday
night she again called us to tell us we were ser 1ously being
considered for one of these ch:idrer, a cird. The very next
night she called agasn and said, “You will be expected 1n Roancke

at 10:00 AM naxt Friday to pick-up your |, ttle girte

We were efated but we had 1:1ttle t;me to prepare for starting our
family. We scurried around trysng to beg, torrow, or buy
necessary bady i:ems. We were also pressed with coming up with
~ore tnar, $6.000 in  ies8 tnan a week. My husbano went to our
cr2dic vnion, the AMC Tecers! Cred.t Ynion., and pl'eadea “or
financ:2l aid. A Credit Union loan officer and my husband

dracussed the S1tuation and came up with a solution that we coulid
probabiy handie financrally. We practicaliy deleted alt savings
and acgui-ed a toan to finance our famsly building. On Friday,
Ceécemdber 13, 1985, two days after delivering the money, we
brought our child home. A year and a halt fater we werae blessed
agasn with the birth of our biological son, Bryan Jennings
Peters, on March 27, 1987.

We fae! very fortunate to have two heal thy chilaren. They are a
blessing no matter how they come to you. We also feel fortunate
to have experienced family buiiding through both adoption and
birth. Although the ent result 18 the same, there are many
ditterences between these two methcds of family building.

My Federal Govarnment Health Insurance Program, Choice, wilil

cover all but approximately $300 of med.cal expenses I1ncurred
during my pregnancy. 't was a difticult pregnancy during waich
many tests were per formed. 8ryan was tn the braech position g0
he was del vered by a Cesarean Section. Therefore, the total

mediCa! costs were over $7.000.

When ! ie¢t the hospital with Bryan | was given a Gitt Pack with
baby formu!a, a baby toy, and many brochures filled with valuable
coupons for free or digcounted baby i1temgs. On my ¢;rst prenatat
doctor’s visit | was given a box of free ;tems. t.2., calcium
tablets, vitamins. etc. On each proceedsng vis:it | had a cho:ce
0¢ other free .tems and mi~gazines with valuable coupons
distributed by the doctor's office. | assume | was put on the
maiiing !1st with manufacturers of baby prooucts because | am
sti1l! rece:ving coupons and free baby puraphernalia in the mait.

In contrast, when we brought our daughter homa we were sent »n
our way with only two disposable diapers anc one bottie
containing e.ght ounces of baby formuia. Tha clothes she was

wearing the ‘irst t.me she was placed 'n my arms were taken back
pri1or to geparting the Catholtc Family Serv.ces tacstirty Wa
received no Gift Packs, ‘ree baby 1tems, or driscount Coupons.
Nor were we placed on any mailing lists. The acdoption @»penses

2




wera not covered by any insurance policy. We were not affordad
the srme advantages and oppcrtinitias as wa received whan we were
birth pesrents.

The expansas$ incurred when building a family through adoption are
2 financial davastat!on. A smeli partion (up to $1,500) of
adopticn faees can be deducted --on parsonal incoma  tax 1 the
adopted child Iz considerad Special Needs or Hard to Place. Many
agencies are no longer placing bi-racial or muiti=racial children
in this category. My husband and | r 3&ad about this daduction in
en IRS tax ragulation on the same page with dedu<tion of gamb!ing
expanses. Our adopti0n expenses inciuded the foliowing.

Initial Ragistration L] 35.00
(non-refundable even 1f you ara turnad down)

Home Study $ 750.00
(separate from agency fges and patd with
no guarantae of being found acceptable
potential parents)

Pan American Adoption Agancy Placement Fees $1,900.00

Roanoke Catholic Fam:ily Services Placement $3,400.00
Feas

Lawyer Faes $ 256.00

(to fina!;ize adoption i1n Courts)

Medical Costs s 80.00
(physical exams required by Agancy)

We wore told the ftees charged by thae agencies were used to pay
for the birth mother's madical expenses, counselifg, boarc and

rocm during pregnancy (1f -equired), foster vare for the child,
and agency staftf salaries. As vyou can see, family building
through adoption 13 very axpensiva. Being cons.dered a middle

incoma family, thess expenses wer@ hard for us to finance

When we tal! our adoption story to friends, relatives, and co-
workers they are appalled to discover tha astronomical expenses
we 'ncurrad to start our famiily. Like oursgselves, they never
imagined the adoption of a chitd would be S0 expansive!

My husband’'s employer, USA Today, which s owned by Gannett

Company, inc. has an adoption gagsistanca program. We ware
plessed and excited Knowing that we could rece:ve financi2l and
moral support from an employar. Gannett will reimburse its

employees up to $1,50C of expanses (ncurred when adopting.

Unfortunately, |ike many other things 1n this country, adoption
IS decoming SO expensiv3 Only the wealthy v.il! be atie to afford

2
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| am abie to maintaln a good standard of 1iving for
! know | will naver be wealthy working for the
Federal Government. Having the good fortune of wealth should not
be a prerequisite for becoming a parent. Anyway, no onc ever
told me you had to be rich to bYe a good parent!

It. Afthough
me and my famlly,

'n light of the abova., | hape you will give H R. BitI 2852,
Federal Empicyeé« Family Bullding Acct of 1387 your totai support.
'Y 80, maybs other families wil, be blessed by God the way mine

anothor child sgsome time i1n the

has. We are hoping %o adopt
i probably be

future. Without both our empioyers’ support 1t w
a financia! impossibilit:,

Respectfully, W
M7, 5> ! W
KiM M. GORE MAR™ IN J ETERS, “JR

HOLLY AND BRYAN PETERS
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Mrs. ScHroEDER. Mr. Miller, would you and Benjamin like to
testify?

STATEMENT OF LAWRENCE M. MILLER, ACCOMPANIED BY
BENJAMIN

Mr. MiLLEr. Well, Benjamin is not talking this morning.

I am here, also, in support of your proposal, and testity particu-
larly with respect to the part of the proposad bill that would cover
fertility treatments and in vitro tertilization. Infertility is, as has
been established, a health probiem affecting millions of couples,
and it affecied us. It has profoundly affected our lives, and I testify
from a personal perspective.

My wife and I went through 3 years of infertiiity tests and treat-
ments, and it was 3 vears of waiting and hoping, wishing and envy
and jealousy, and not knowing what would happen next. Xt was a
very, very emotional period, a period during which, as my wife puts
it, we were paraiyzed by sadness much of the time—it becomes im-
possible to go through the streets and see pregnant women, watch
the news and see stories of unwed junior high school women—
family gatherings can become difficult.

My wife at one point just was not up to attending a baby shower
of one of her best friends, just because of the emotions that were
involved. It was a very, very difficult period. And we, nonetheless
were determined to have a baby.

My wife underwent several invasive fertility tests, including a
test that estabiished that her Fallopia:1 tubes were blocked by scar-
ring. She then had a lengthy microsurgery to remove the blockage
and she became pregnant almost immediatelv. We thougl.t things
were just wondesful, but they weren’t. That is not where Benjamin
came from, because the pregnancy turned out to be an ectopic
pregnancy, the emnbryo was developing in one of those scarred
tubes, one that had been repaired, ratner than in the nterus. And
the tuhe eventually ruptured.

At 5 one morning I heard a loud thud, it turned out to be Maur-
een falling over in the hallway, heinorrhaging internally. We
rushed to the hospital and she was saved, but the embryo, of
course, was lost and we were starting over.

We were told that the remaining tube was very unlkely to
produce anything other than yet another ectopic pregnancy. It was
the bad one that was left and the so-called good one was gone.

My wife is a commissioned officer in the Public Health Corps, a
nurse by background. And tnese fertility treatments were per-
formed as part of her health benefits in military hospital facilities
in this area.

The proposed legislation, as we understand it, would ensure such
coverage to civilian Federal employees. Or even for couples whose
health care coverage does take them up to the point we had then
reached, help generally ends.

There are options for having a family at that peoint, there is
adoption, there is IVF, there are other techniques, but the out-of-
p}cl)cket costs are enough to stop many families from proceeding fur-
ther.
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Despite the setbacks we had experienced, we were intent on
having a biological child at that point. We were looking at other
alternatives, also—there are other alternatives that were accepta-
ble, Lat that was our preferred alternative.

This was to be our first child, we had married fairly late in life, I
was pushing 40, I am pulling it now—my parents didn’t have a
grardchild and this was probably their only chance to have onc.
And we weve guided to in vitro fertilization. That is the procedures
in which the fallopian tubes can be circumvented by removing eggs
from the wife’s ovaries, fertilizing them with the husband’s sperm
in a laboratory, and then just 24 or 48 hours later, reintroducing
the resulting ->mbryo, if there is one, into the wife’s uterus.

The concept is simple, the procedure is very complex. It involves
all sorts of complicated medical determinations with respect to hor-
mone levels and a nwinber of factors. It involves specialized fertili-
ty drugs that are administered daily for extended periods, counting
the period befcre the conception took place and afterward, when
we were lucky to have a pregnancy to nurse along.

I think I gave my wife shots something like 65 or 79 days in a
row. It involves careful monitoring, many, many trips te the clinic.
And in our case, a surgical, medical procedure, although most IVFs
are still being performed, we understand, with a surgical proce-
dure. There is extraordinary discomfort fcr the woman involved.

As I said in here, it is not an attractive alternative to the normal
inception of pregnancy, no one need fear, I assure you. that couples
are going to go off and try IVF and ask for it to be paid for by their
health benefits, who could use any other way to achieve pregnancy.

It is an emotional reller coaster, and I saw looking through other
testimony that is to be vresented today, that’s the common term, it
really is the best way to describe things. But it does offer a reason-
able hope for success for childless counles who are willing and able
to try it.

There is a success rate currently, we understand, of approximate-
ly 50 percent, if a couple is able physically and emotionally, and
financially to try the procedure at least three times. That success
rate has improved sharply over the past several years, as you
would expect with a fai-ly new procedure which is being used more
and more often.

IVF was originally an experimental treatment, it is now classi-
fied as a experimental treatment. It is a treatment which corrects
a health problem, it allows the body to function normally, despite
the symptoms or problems caused by disease, or physical health
problems.

We underwent one IV. procedure, it cost us approximately
$4,000. Military hcalth facilities do not perform that procedure, so
our military health coverage was at an end at that point. The
Public Health Corps will r.ot pay for the procedure to be performed
at civilian facilities. My private insurance did not ccver IVF. Some
of our neighbors have coverage which is written in the State of
Maryland, Maryland requires IVF to be covered, along with cther
fertility treatments. We didn’t have that advantage in the Distric.
of Columbia.

We were very lucky, we could afford to iry the program without
insurance assistance. Others we met though in the waiting room

-
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told us zbout the problems they had had in putting together the
$4,000 for one trv—people who had pu. together everything they
could, borrowed from family, borrowed from friends, gone in hock
to try the procedure once and didn’t expect to be able to try it
again.

There are many other couples, obviously, who could never be in
that waiting room, couples who couldr’t put together the mobey
for even one IVF try. We have spoken to several civil service em-
ployees, as well as members of the military, who had reached a
dead end. They had had the testing, they had had the procedures,
they knew IVF was their fi, e, they couldn’t afford IVF.

A good start to providing .pportunity for such cour :s would
be for those treatments, along with other treatments for infertility,
to be added to federal insurance programs, so that the cost of this
life-creating procedure could be spread over a large group of in-
sureds. That’s what health insurance is all about.

The federal government could be, and we belic .e should be the
leader in focusing attention nationwide on the sensibility of such
coverage.

Having children is of course a fundamental part of every society.
Helping couples financially who face medical problems in having
children through mandatory group insurance coverage of infertility
treatments wotld responsibly address a serious health problem and
benefit society.

Our story, obviously, has a happy ending, and he is sitting here.
We underwent the IVF treatment in May of 1986, and in January
of this year, our son was born. He was six months old yesterday.
We knew all along, theoretically how great it would be to have a
child, we just couldn’t imagine taough what it was really like. We
are very, very lucky people, and we wish that others could he cov-
ered by this insurance and be as lucky.

Mrs. ScHroeDER. Thank you.

And now let’s finish the panel with Administrative Law Juc~e
Robert E. Sears.

Welcome.

STATEMEN1 OF CHIEF ADMINISTRATIVE I AW JUDGE ROBERT E.
SEARS, DEPARTMENT OF HEALTH AND HUMAN SERVICES, AC-
COMPANIED BY LEEANNE SEARS AND ASHLAND VICTORIA

Mr. Sears. Thank you very much.

I hope you recognize it is not very easy to address this subject for
those of us who have been through it without becoming emotional.
It is a very powerful emotional experience. My wife 1s here with
me, and I am going to try to speak for her, with her feelings, al-
though I don’t fully experience them, obviously.

We, also, have a happy ending. And I will say that for the price
emotionally and cost-wise we paid for our new daughter, we would
do much more than that. It is worth it. And we are happy to have
her in every respect.

To say that this is an emotional roller coaster, I think is an un-
derstatement. I have watched my wife and other women be in this
position—talente? and successful as they might be, and yet con-
stantly be fighting the feeling that they are inferior as women.

-~
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That they are not able to become complete as a woman, or as a
human being. And no amount of success that is taking place in the
world seems to be able to overcome that.

And it is something that is not only difficult for the wife, it is
obviously difficult for the husband as well.

I am not going to try to speak entirely for her feelings on that
matter, let me talk to you about the feelings of a husband that, be-
cause of his chosen vocation, is forced to conclude tnat he cannot
afford to give her the things that she wants the most, and that is a
family. To feel that I have the choice to either sacrifice everything
that I have worked for, or on the other hand, elect to Yecome and
rﬁm_ain childless for the rest of our lives, is simply an untenable
choice.

I want to make the point that I haven’t any reason to complain.
The salary of an administrative law judge is well-known, I earn
something close to $8,000 more a year, in addition to that, from Re-
serve activities, mostly in your home state of Colorado, as a matter
of fact, which I find to be a lovely place.

But for us the $11,000 that we spent over the course of a year in
attemnp’ ‘ng infertility treatment, in vitro fertilization, and ulti-
mately adopting was a tremendous struggle. And I simply think to
myself what does that mean for the lower level federal employee. I
can afford it, we can make it by struggling through, but what
about the GS-4, shouldn’t the GS-4 ~r 5 have the same equal
access to infertility treatment, and ultimately adoption as I?

I felt myself, as did my colleague here watching people Zocing
through the program, some of them truly didn’t have a struggle
n};elaeting the costs. They could afford to do it, and not sacrifice any-
thing.

On the cther hand, there were others there that were putting to-
gether virtually everything they had to be able to make a try.

Now, I am not forced with that kind of choice in normally decid-
ing whether I should seek health treatment or not. Generally
speaking, if I contract some sort of a disease, T don’t have to decide
that I am either going to seek treatment and let my family and all
my resources go down the drain, or on the other hand, I am going
to just decide to preserve the resources that we have and preserve
our home and preserve an opportunity to educate my child, and
simply not decide to be treated.

That'’s really the choice we are placing before people who have
infertility problems. Tc¢ say this is something that will just go
away, tnat just get involved in your career, or get involved in your
community an¢ "ou will forget about your infertility is a joke. It
doesn’t werk tl. . way, and to make someone either decide to be
childless, or on the other hand, to decide to sacrifice virtually ev-
erything for the opportunity to overcome this problem, I think is a
cruel choice. It simgly is unconscionable to do that, and we do not
do that in medical procedures, generally.

we are all aware that there are expensive procedures, some of
them that even involve sorne amount of choice with the individual.
But yet the choice as to whether to do it at all, but yet we don't
hesitate in saying that those are procedures that ought to be cov-
ered, so that the individual doesn’t have to fizure out someway to
come up with $10,0G0 or $15,000 for medical expenses.

L
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And my point—and I have talked to federal employee after feder-
al employee, and let me mention in closing the military. The mili-
tary has no choice at all. CHAMPUS either pays for procedures, or
does not pay a procedur¢, as you know. And military members
have called me and said “What can we do? We don’t go outside to
get private insurance, and Lhere is no option for us to choose, so we
are stuck with whether CHAMPUS will pay for it, or not pay for
it.”

Essentially, federal employees are in the same position, we can’t
afford to go out and contract on a.. individual basis for health .n-
surance policy. We simply have to decide among the policies that
are available to us. And presently all of the policies specifically by
wording, exclude in vitro fertilization, as you know.

[The statement of Mr. Sears follows:]

io
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Testimony of the Honorable 2cbert E Sears

Before the Subcommittee on Civil Service of

the Committee on Post Jffice and Civil Service

United States Houss of Repvese itatives

July 23, 198/

Madame Chairmsn, I deeply appreciste the opro..unity to spe.k before you today
concerning what has been, for both my wife ar =myself, & burdan of the heart
fcr over 11 years. Needless to say, I appear nere today as a private c{tizen

and do not represent the official views of my agency.

Por gore thsn 17 years, my c“osen vocation has bean one of ger-ice to the
United Stctes. I entered the United States Alr Porce in 197 «. ing the
Vietnam War and gerved over four yéars as a judge advoca‘e. I lefr active
military service to be appointed as a Unjted States Aduinistrative Law Judge
for the Depsrtmeat of Heslth and Human Services (then the Departument of
Health, Education ard Welfare), Social Security Adminf{stration, and hsve
served in thst capscity through the present date. 1 currently serve as Chief
Judge in Norf.lk, Virginia, and my primary responsibility {5 to hear and
decZde Social Security dissbility and Medicare appeals, cases essentislly
similsr to those in which you and colleagues frequencly express interest when

they involve your constituents.

\
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I appla'd your courage in introducing the Federal Euployee Fanily - Building
Act of 1987 and your sensitivity to the encrmously painful matter of
infertility and its insidious financial i{mplications. My intention {8 not to
provide you with a scientific, legsl, or ztstistical rationale for this
legislation; rather, I represent the thousands of couples who have experienced
the pain of childlessness first~hand, who have shed more tears than they care
to publicly acknowledge, pursuing a blological function most couples take for
granted or ever try to prevent. Por us, {t {sn't a aatter of family planning,
waiting until the opportune time {n our lives. It {s a question of how, not

vhen.

In 1975, less than six zonths before we were married, my wife -inderwent
energency surgery for whst was suspected to be a pelvic tumor. Instead of a
tumor, her surgeon found 2 sassive‘pelvic {nfection of obscure csuse, and
would have performed s hysterectonmy hsd it not been ‘or the fact that my wife

had heen his patient for a nuaber of ysars and he felt ./ncoafortable resoving

all her ferale organs at the age of 20 years. He candidly ~xolzined to both
her and oysclf, however, that the likelihood of her havinz chillcsen was
remote. Over the next five years, ny wife snd 1 Jealt with h-r infertility
prizmarily through denial. Even though we were well awsre of the effect of her
infection, the fires of hops continued to burn and in the recesses of our
hearts, we helieved that somchow the seemingly impossible might still happen.

it didn't.

O
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In early 1981, ay wife was referred to an infertility specialist in Richmond,
Virginia and srrgery was recommended. Through a physician friend, I obtained
8 referral for 3y wife to Dr. Howard W. Jones, Jr., at the Departzent of
Reproductive Medicine of the Eastern Virginis Medical School in Norfolk,
Virginia. My wife, Leeanne, and 1 both felt gratified to be assoclated with
what was becoming recognized, even at that time, as one of the world's
premiere infertility research centers, and our optimism rose. During the next
several years, we entered 2 world of scientific testing and study that we
previoualy were not even aware existed, and tests like the endometrial biopsy,
post~coital studv, sperm cross-watching, and the like becaze old friends to
us, not to mention the procedure which s the bane of Infertile couples, the
basal temperature chart. Two surgical procedures followsd, each with its
cautiously optomistic prooise of success and each with {ts heartbreaking
failure. Finally, {t becanme appar;nt to all concerned that in vitro
fertilization was the only option remaining medically, and a surgical

laparoscpy was performed to screen my wife's candidacy for the procedure.

We experienced geseral emotions at the point that in vitro fertilization was
being considered. On one side, there was a feeling of relief that, even
though everything we had tried had resulted in failure, nevertheless, there
atill remained something that at least held out the possibility of success.
On the other hand, we both wondered hcw nuch more { lure we could withstand,
not to mention the financial burden the piocedure would impose. I think it's
fair to say that we looked at the road before us with aome fear and
trepidation, but at the same tiwe we recognized that this might be the only

way to fulfill our dream of having a child. We decided to go forward,

frras
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Several months before vy wife's laparoscopy, when we could see the poisibility
of in vitro fertilization coming, 1 called the hoze offices of ny federal
heslth insurer because the clinic staff had informed me that most insurers
were refusing to cover i{n vitro fertilization as a pedical expense. 1 talked
with a staff member of the cozpany, who decided to check out the matter with
her superiors and call me back. She called back, indicating that her
superiors believed the procedure wo.ld be covered and that we should go ahead
with {t. A few months later, when we were getting ready to do the laparoscopy,
and thinking about scheduling an in vitro fertilization attempt, 1 called the
insurer again and was told that the procedure would definitely not be covered
baged on the fact that it was "experimental™. 1 can't tell you how zany
suhgequent telephone calls 1 made to the insurer in protest, and 1 spent one
night in oy office until almost midnight going through every shred of paper in
ny files trying to find the written note reco. !ing the events of the telephone
call conths earlier. 1 couldn'c find it, and 1 felt that my only hope of

holding the insurance company to an earlier posi{tion was now gone.

At that point in time, 1983, only one federal health i{nsurance carrier was
specifical xcluding in vitro fertilization in its coverage. The rest, like
my company, chose to deny benefits based on the "experimental™ nature of the
procedure or, more insidiously, on the basis that the procedure did not
“correct 8 bodily malfunction or {llness™. It turned out that =y wife, after
the laparoscopy, was not a suitable candidate for in vitro fertilizacion,

since ner one remaf~’18 ovary could not be reached by the _raditional method
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due to adhesions she had formed froaz her aultiple surgeries. For uys, this was
the apparent end of a road we had traveled some eight years, and waa gne of

the low points of our married life.

In the geveral years that passed after our case was nedically closed, we rode
an ezotional roller coaster. We checked one adoption agency after another,
only to find that most would not even take our naaea onto their waiting liat,
and the few that would had costs ranging frow a low of over $6,000 to a high
of more than $15,000. Even though we knew it would be a financial struggle,
we .e-ertheless pursued adoption znd, as medical gcience progressed, the Jones
Institute discovered that a new procedure, a trans-vessicle approach, would,
finally give my wife an opportunity to attempt im vitro fertilization. 1In
January of 1986, we began the process of attempting to have a biological child
through that mechod. By that time; every federal insurer had specificall,
worded its health coverage policy to preclude payment for in vitro

fertilization or similar infertility expenses, but., degpite the cost, we felt

we had 1ittle choice except to give the procedure a try.

There is no way to adequately convey to you the feelings of an infertile
woman. For my witv, as beautiful and talented as she is, therec was a constant
feeling of ‘nadequacy and incompleteness as a woman. Bven though her
biological function was acmething that she could not voluntarily control, the
knowledge that she could not perform a function {nherent to her wonanhisod and
taken for granted by many women was. at tizes, alwost too much to bear. This

is not a matter of logic; it iz a burden of the heart. Many women can nake a

20
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rational choice and elect not to have children for personal reasons, but for a
wvoman like ay wf“- 108e dream from the days of childhood was to be a mother,
no amount of reasoning can overcome the pain caused by the probability that
the dreaa will 1ikely never come true. Over the years I have seen ay wife and
countless other wozen who are strong, courageous, and talented struggle to
carry on their lives amidst the constant feeiing that they are failures as
women and huzan beings. I have s.en thez alternate between crying their
hearts out, pleading with God, and doggedly pursuing medical and adoptive
procedures, refusing like the Biblical Rachel to be consoled. Make no
amistake: even for the strongest couple, the physical and financial obstacles
of infertility can be devastating, a storm unlike any they have ever .

encountered bzfore.

Up to this point, I have prinarlly‘discussed the pain of infertility from the
viewpoint of a husband who 18 both a part of the couple and the best friend of
the wonan who is suffering and desperately searching for a solution. To say
that this 18 a consuning procesa i{s an understatement; indeed, it becomes the
driving force of your 11fe, a hunger rzfusing to be satisfied, For us, there
v.s 8 requiresent for courage, ecotional fortitude, and sensitivity to each
other unlike anything else we had encountered in near.y 12 years of marriage.
There vere times vhen the exotional strain was alzost too much to bear, and,
in @y own opinion, a couple tithuout a grest deal of stability in their
marriaze, loving support froa family and friends and a foundational fafth in a

loving God would siaply be unabie o withstand the pressure.

O
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fertil{zatfon attempt, I postponed ore scheduled attespt after another becauze
vwe simply could not find a way to pay *he $5,000 zedical fee. I was
attezting to gell our hoze and our debt primar{ly froi our home sortgage was
too substantial to permit refinancing, so the situation for us was financially
hopeless. I gcheduled one atteopt after another, hoping that tt: hose would

sell, and finally when the burden becaxe too great for my wife tc bear, I

Testimony to Coz=ittee -7~
But I also carried a burden that my wife did not bear, one caused by the
constant search for a way to overcoze the financial mountain of infertiirty.
Let me zake 1t clear to you that I have no reason to coaplain about =y
financial sta2tus. Ag & Unfted States Administrative Law Judge, my salar;
approaches $55%,000 per year, and I have remained an active member of rae
Unfted Stutes Alr Force Reserve with the rank of Lieutenant Colonel. The
reserve acti{vities provide me with roughl; $8,000 per year in additional
{ncozme, so my coabined {ncoze of roughly $73,000 per year exceeds the nay cap
of the generazl schedvle and {s not far froa the salary paid to Meabers of
Congrese. We du not live extravagan:ily, and at the tizme the {nfertilfity
expense burden became the greatest'. both @y wife and I drove automobiles .
approaching ten years in age.

don"t think that I can adequately communicate to you the desgpalr and
feelings of {nadequacy of a h.sband who finds that he has to deny 1{s wife the
one thing {n 1ife ghe wants the most, a chance to overcome the burden of
childlessness, sizply because he doesn’t earn enough {acome to seet uninsured
nedical costs. Nothing {n my life has ever weighed on me so heavily. For
nearly a year prior to the point that we actually began an {n vitro

r
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persusded a bank sfficer to let us exiend our debt beyond norzal limits on a

short-tern basis and this provided the money for us to make the attempt.

Let me tell you what the attempt wvas like. Leeanne, vho had for 11 years
struggled to find a way to conceive, finally had her chance. It was as though
she had been sitting on the bench for years, desperatelv vanting to get {uto
the game, and now {t was her turn to bat! Each phasu of the process brought
vith it the sveet taste of a hard-fought victory: her egizs uatured; the
surgical procedure, though unusually difffcult, yfelded one healthy, mature
egg; the egg fertilized beautifully. Finally, it caze to the time to trsnsfer

the egg into her uterus, and ghe was r{ding on the clouds. .

I'11 never forget my own fezlings driving Snto the hospital that dsy. I

looked at the bufilding and thought‘to oyself, "Somewhere in a room deep in the
bawels of that buflding {s & tiny person, our baby. We're actually going rver
there to pick up our little son or daughter.” I'l11 never forget {t as long as
I 1ive. And my vife? For the first *ime in her 1ife, she had a 1i{fe growing
inside her. How can I possibly describe the depth of thoee feelings? It was

unlike anything we had ever experienced.

But our ‘fttle son or dacghter died. Whether {t was within hours or days,
ve'll never know; but in the pain ~f that death, wve st{ll wvere grateful to
have cone so far. We had our chance. We had gasbled and lost, and there was
no more woney to try again. But God “1d a miracle for us, and a fev months

later, our new sdopted daughter, Ashland Victoria, came home to live with us
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on Noveaber 7, 1986, the happiest dey of our iives. With her came 2 price tag
of nearly $7,000, a bfl1l I had no way to pay, but in the exhilaration of those
days, we didn’t care. Miraculously, God fntervened and our home was aold only

a few weeks later, giving ue the resources to pay the adoption fee.

Msdave Chairman, my argument fs this: {f a Federal employee at or near the
top of the general s:hedule pay level must struggle to afford to meet basic
fanily~ building cos;a efther from medical procedures or adoption, what then
is the position of the GS~4 or even $S-10 employee who ghould have an equal
right to pursue a soluticn to childlessness along with the financially
secure? It was obviouas to me as I looked around at the group going through.in
vitro fertiifzatfon with us in January 1986 that miny of those families had
income levels higher than mine. For them, the financial conafderations were
probably a burden, but one that cot:!ld be borne. Others were there only at
great perjonal sacrifice. 7Inere was one lady there who could not have
afforded the procedure at all had it not been for the fact that her insurer
was paying the bill. She was 2 State clericai .aployee from Maryland, and rhe
was able to attempt the procedure because a Maryland statute provided that all
fnsurers doing business in the State of Maryland were required to cover
infertility expenses inciuding in vitro fe-rilizatfon. It's time we provided
the sane protection to Pederal workers, be they clerfcal exployeea in
Maryland, military personnel in Colorado, or Adminfstvative Law Judges in
Virzinia. After all, tae primary reason for medical fnsurance {g to provide
protection against expensea that otherwiae would plunge a family into
firancial disaster. I obtain healt. inaurance 80 that i{f disease or fllness

strikes, I
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won't have to sell my home or ris. losing everything I have to pay for medical
care, yet our insurers continue to deny coverage for most infertility
expenses, putting Federsl employees like myself in untenable financial

positions.

As a Federal employee, I only have the option of selecting among the various
plans offered to me. To contract as an individual for health protection would
be prohibirive, as we sll recognize. But why, I ssk, {8 it unreasonable to
pay for medical procedures designed to correct infertility? If I contract
cancer or heart disease, I sm not required to choose whether I should go into
debt and obtain treatmen* or alternatively elect not to be treated at all, .
avoid the expense of treatment and preserve wy resources for the benefit of ay
wife an’ daughter. That {s precisely the choice we place before infertile
couples through the Pederal health‘insurance plans. To require Federal
workers to choose between a life without children (even though a potential way
to resolve that problem may well be available to them) or a massive debt load
to pay a medical expense is core than cruel = it 1{s unconscionable. I know

what it feels like to be faced with those choices, and it is an emotional

nightmare.

Over the , st year, my expenses trying to have a child exceeded $1%,000. My
suspicion {8 that virtually every Pederal employee and ind:ed Members of
Congress that did not have some sort of independent financial income other
than their salary, would find it exceedingly difficult to meet that sort of

expense. 1 have firat-hand knowledge of hcw it affects some Pederal
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employees, because, since my involvement with the Jones Institute for
Reproductive Medicine in Norfolk began, I have let it be known to the
administrative staff that I would be happy to serve as a point of contact for
irdividuals, particularly Pederal employees, who are frustrated about the lack
of insurance coverage for infertility expenses., As you undoubtedly know, all
the Fedsral health i{nsurance carriers have specifically exempted in witro
fertilizaticn and siailar procedures fror their coverage by direct language,
and most have gone even further and eliminated virtually any expensc velating
to infertility. This is a tragic and unjustifiable position, one which must
not be allowed to continue, I have had virtually weekly telephone calle from
angry, frustrated Federal employees across the country inquiring whether .
anything can b done to solve this situation. Each one has bean in the same
financia: position: an IRS agen® from New Jersey; an Army sergeant from
Virginia; a research physician in iouisiana; a clerical vorker in West
Virginia, to name just a few. Each one has openly expressed his or her
concern that the medical axpenses of an uninsured procedure are simply

prohibitive, as are even adoption expenses in many {natances.

Madame Chairman, we cannot continue to tolerate 2 situation where a solution
to childlessness {3 avallable either primsrily or exclucively only to the
financially secure. The devastating feelings of {nadequacy and frustration
and the consuming, overwhelming desire to find a .olution are not restricted
to couples of certain races, educational levels or re'igious preference. Like
digease, infertility reaches across ethnic boundaries to wreak i{ts emctional

havoc, 1In a society that has prided itself on its advances in equal
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opportunity and treatment of al’ {ts citizens, I am compelled to argue that we
as Pederal employees deserve the right to engage in family-building procedures
equally with those who work in the private sector, many of whom have insurers

who cover their infertility expenses.

While there {8 no way to legislatively relieve all the pain and frustration of
infertile couples where that pzin is caused primarily by one faiZure after
another, I sincerely hope as one who has been there that C- gress will
aggressively promote family-building procedures by easing the financial burden
and opening the door t¢ those who cou 4 not otherwise continue their quest for
a golution to their infertility. Thi bottom line is that medical costs
related to infertility procedures, and even adoption expenses themselves,
prohibit most Federal workers from pursuing those options except at great
sacrifice. I believe, as many oth;rs do, that the strength of our society
will continue to be built from the nucleus of a strong family unit and,
indeed, we should promote any effort that will build loving, stable families.
In my case, as difficult as the road has been, my marriage is strong and I
have a daughte who has provided more joy to my wife and wys if than we ever
inagined possible, In one sense, I have no complaint. She i{s worth every
sacrifice we made, and more. The cost of obtaining her was roughly that of a
woderately priced new automobile, and to us, she {s worth more than a hundred
automobiles. ut at the same tir ., I shudder whén I think that there are
Pederal employees vho love .is country as much or wore than I and :ho have
served {t fafthfully, but are, at the saze time, denied the deepest desires of

their hearts simply because their ralary level is not adequate to meet an
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acditional financial burden of $5,000, $10,000, or more. We ourselves will
shortly again face the choice of balancing our resources between the difficult
options of providing for Ashland Victoria's current needs and future education

or obtaining a new little brother or sister for he..

On behslf of those employnes, who wrestle with the choices of whether to sell
everything they own, mortgage themselves close to the point of disaster, or
alternatively simply find a way to live with the knowledge that they will
always be childless, I call for an end to the unjust and unfair practices of
the Pederal health benefit insurers that deny reim ursement for {nfertilicy
procedures and 1 strongly urge a ccmmitaent by this Congress to family
building. T can thiak of nothing thet would exert a gore positive effect on
our nation for generstions to come than the encour~gement of procedures that

will build stable, loving f nily units,

Thank you very much,
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Mrs. ScHROEDER. I want to thank the panel.

One of the things that I think is so important to emphasize is
that you are all saying, “Look, we should have coverage for either
way of building a family, whether it is through infertility treat-
meuts, adoption, or both”.

Right now we are discriminating tremendously, in that the only
kind of coverage you have is if you do it in the regular way. Every-
thing else, you pay very dearly for.

I think the U.S.A. Today story about American families is very
sobering, that the economic condition is such that in almost every
family, both people are having to work. And just to get a car and a
house. I thirk your point is very clear, many are going to be denied
the option of having childrer, if this cost is not covered and spread
widely, so that everybody stiares it. The costs of everything have
just gone up way beyond how people’s salaries have.

I want to compliment all of you for your very touching state-
ments. We truly appreciate it.

Thank you all for being here. And beautiful babies.

Let me call up the next panel, Di1. Alan DeCherney, who is the
Jdohn Slade Ely Professor of Obstetrics and Gynecoiogy, at Yale
Universivy School of Medicine, in New Haven. Dr. Nancy Alexan-
der, also a professor of obstetrics and gynecology at the Jones Insti-
tute in Norfolk, VA, and Dr. Maria Zustillo, reproductive endocrin-
ologist, Genetics and IVF Institute, in Fairfax, VA.

We welcome you all this morning for your expertise and your
view of what is transpiring.

And, Dr. DeCherney, why don’t we start with you?

STATEMENT OF DR. ALAN H. DeCHERNEY, JOHN SLADE ELY
PROFESSOR OF OBSTETRICS AND GYNECOLOGY, YALE UNI-
VERSITY SCHOOL OF MEDICINE, DIRECTOR, DIVISION OF RE-
PRODUCTIVE ENDOCRINOLOGY

Dr. DeCuernEY. Thank you for inviting me. And I would just
like to give an overview, I guess some statistics and some of the
things that we deal with on an every day basis with regards to the
treatment of infertility. 8.5 percent of married couples between the
ages of 15 and 44 are infertile. That means that there are 10 mil-
lion infertile people in the country, and there are 5 million infer-
tile couples.

It has been reported that 1 million new patients present for in-
fertility problems in any 1 year. That makes it 4 times more
common than diabetes, it makes it 20 times more common than
AIDS, and it make it 500 tin.es more common than patients with
cancer of the lung.

In 1986, the expenditure for infertility procedures, both diagnos-
tic and treatment, approached $935 million, of which 30 percent
went for medical, MD costs, per se.

Infertility has become in the past few years, a very compelling
problem. “*+ own feeling is this is probably because of the lack of
babies for . ioption. The number of babies for adoption has de-
creased prec., :iously in the past decade, and this is for a numbe:
of reasons. One is the appearance on the scene on therapeutic apor-
tion, the appearance on the scene of better contraception, voung
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women keeping their babies, rather than giving them up for adop-
tion, the stigma of having a child out of wedlock is no longer as
great as it used to be.
And, of course, the increased cost of adoption, especially for un-
derprivileged people, it has become a prohibitive expense.
Infertility also has become a new kind of interest to people, a lot

hias to do with media coverage, it is hard to pick up the paper, as

evidenced by your comments just a moment ago, that dvesn’t have

something to do with reproducticn in some way, or fo.m. So, it is a

very commorly discussed issue in the press, and it is something

that we hear about alot. And patients are very well educated.

b 'The patients are now demanding infertility care in large num-
ers.

The other reason I think that there is a growth in infertility
treatment, or need for infertility is that we can do something for
patients now. The cure rata for infertility, after the Second World
War, 40 years ago, was 25 percent, it now approaches 75 percent.

There are some social issues at hand, one is delayed child-bear-
ing, and increased women in the work force. Another is there is an
increased rate of infection, this is especially true in poor popula-
tions, pelvic inflammatory disease that causes patients to be infer-
tile is on the increase.

There is a difforence between infertility and sterility. Infertility
are patients that can’t get pregnant and need help. Sterility occurs
in patients that are infertile, but for irreconcilable reasons. And
the infertility rate is given at about 10 percent, or 8.5 percent of
the population. The best way to express it is that 100 healthy cou-
ples check into a hotel, and they are not allowed to check out of
that hotel, until they have conceived; 15 patients, or 15 couples will
check out each month for the first six months, so 80 to 90 percent
of the patients will have conceived, another 10 percent will con-
ceive in the following 6 months. And after one year of unprotected
intercourse, that really defines the infertile population.

It is a serious and overwhelming disease for people, as you know,
mainly surrounding the lack of having children. The actual work
up and treatment is not a pleasant course, it is surrounded by a
number of side effects. But I think that if patients could be given a
guarantee that they would go on to conceive, these aspects of the
infertility work up are tolerable.

But the fact that ttese patients have tremendous psychological
trauma, certainly has to go into our formula of understanding
what 1s going on here, as far as the. societal and the health issue.

First, they mourn the loss of personal growth, there is tremen-
dous personal growth associated with having children, and these
people are denied that. They are spared the pleasure of raising
children as a couple, I think it is an important part of the life of a
coup!: to have children and also, what we get to see in older
people, is a tremendous lonelines because of the lack of compan-
ionship of having children.

The work-up costs between $1,000 and $2,900. It includes for the
woman—and I wor’c go into any great detail—tests of ovulation,
tests of cervical factors, and tests that her tubes and the remainder
of her anatomy is normal For the man, essentially, the work-up is
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a seman analysis. There are other tests and I am sure the other
panelists will go into some detail about these.

The treatment of infertility is roughly $1,500. If you look at all
kinds of treatment, it is roughly $1,500, so we are looking at, for an
uncomplicated case, $2,500 is the cost of an infertility work -up and
treatment. Other treatments are very exnensive—the use of Per-
gonol, a drug that we commonly use costs about $1,000 per cycle,
and many patients take up to four cycles to conceive on that. So
the total can be $4,000.

Operating on patients for diseased Fallopian tubes costs about
$5,000 including the fee for the operation and the hospital costs.
Donor insemination has become very expensive, now that we have
to freeze sperm and have to screen donors for AIDS, and that now
costs $1,500 per attempt at AID not per cycle. And in vitro fertiliza-
tion, which has become the mcst controversial area, is approxi-
mately $5,000 per cycle, in most centers.

Insurance coverage is spotty, part of the reason that we are here
today. And my knowledge of insurance coverage is sketchy at best,
but every time I have had any dealings with insurance companies
over this, they have the same cry, that they are only interested in
cause and effect. If you can prove a cause for infertility, like a
pelvic infection, then they are not anxious to pay for it, but they
are willing to pay for it.

But if the patient is infertile and there is no reason, the reasosn is
that she doesn’t ovulate, then they are not happy to pay for it.

And the example that I gave in my written prepared statement
is that if a patient doesn’t ovulate, insurance companies will nnt
pay for her coverage. But if she has a car accident—and we can
remotely tie that car accident to her inability to ovulate because of
a concussion, then they are sometimes willing to pay. That kind of
fuzzy, remote thinking certainly makes it very frustrating for
people that deal within the field.

HMO's are fairly consistent, they exclude payment for infertility,
almost across the board. And this is for any number of reasons, I
think the major reason is that they don’t want to pay for the suc-
cessful treatment, and that is to pay for care for OB, obstetical care
and pediatric care.

From a cursory look at the figures, as far as federal emr ployees, it
looks like there are approximately 50,000 couples in the federal
system that suffer from some form of primary, or secondary infer-
tility. It is a major life crisis for these patients, especially the poor.
It requires two special kinds of care, different than other things
that we do as physicians.

One, there is a tremendous need for psychological support, this is
costly and inefficient, this is not readily available to the poor. And
another, and most important thing s continuity of care. It is im-
portant for infertile patient3 to see the same doctor time after
time. It is not very good to fragment this kind of care, it doesn’t
seem to work well, the success rate is decreased if the care is frag-
mented. And certainly this depends on the amount of money that
people have to pay for their care, if they are to get continuity of
care. The less money you have, the less continuity—that has been
shown in almost every field of medicine.

Q J
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So, patients need acquisition, this depends on education of the
patients, the availability of the care, and the financial ability for
patients to pay.

One interesting study by Hersch and Masher, published in Fertil-
ity and Sterility in April 1987, showed that looking at just educa-
tional level, in patients that completed a high school education
compared to patients who didn’t complete a high school education,
94 percent of the patients that presented with infertility had com-
pleted a high school education. Certainly indicacing that there is
some real social value system at work here that selects these pa-
tients.

So, in summary, having a family is a basic human want. The in-
ability to have a family is as painful, and as serious as any disease
known to man, or women. And since this affccts young people, the
pain is of much longer duration, and perhaps of greater magnitude.

As physicians and a society, I think we are obligated to lighten
the burden of these unfortunate couples through better health
care, higher quality research and most importantly, through finan-
cial support.

Thank you.

[The statemer:t of Dr. DeCherney follows:]
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Stateient to the U.S. Congress

Alan H. DeCherney, M D.

Infertiity is a problem of national scope. It affects approximately 15% of
couples 11 the United Statec in the child bearing age group, representing
approximately 10,000,000 couples or 20000000 people. Recent changes in
health care have made infertility a more compelling problem. In the past
babies were available for adoption in order to solve this life ciisis. Now,
with single women kzeping their infants, and the appearance on the sccne of
therapeutic abortion on a large scale these babies are no longer available
for adoption. The increased cost of adoption has also made this not a
viable alternative for the poor. This has compelled patients to find
medic.s help in order to treat their infertility. The statistics indicate a

large increase in the volume of infertility practice in the last few years.

A good portion of this has to do with better education of the public, in the

past patients were unaware that infertiity was a treatable disease.

Other problems have become important in regard to infertility. One 1s the
delayed child-bearing of women. Since 1t has been well documented that
fertiity begins to decline at age 35 this has caused a nse in the

infertihty rate and impacted on the workforce as women are forced to make a

choice between career and child-bearing.

Infertiity is caused by the male factor 40% of the time, the female 40% of
the time and 20% of the time it is a couple problem, with both the male and

femalc naving problems of sub-fertility.

Q
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Most couples view infertdity as a major hife crisis, and us devastating as
any disecase possible. They mourn the loss of personal growth through child-
rearing, the shared pleasure as a couple in having children, and the loss of
companionship of children. Infertility patients arc frustrated, desperate
and panicked by what they perceive as the loss of control. In addition to
the effective, yet relatively ~mensive, medical care available these

patients require costly social ans ,sychological support as well.

The work-up of the infertility paticnt nvolves a thoruagh history and
physical, with special attention to specific implications, ie. exposure to

toxins, sexual adjustment in the marriage and chronic illness. This is
followed-up by a semen analysis on the male that looks at the number of
sperm he produces and the ability of those sperm to swim n a progressive
fashion In conjunction with this, the first prerequisitc for the woman is
that she produce an cgg each month. In conjunction with the production of
the cgg, and as a marker of this cvent, a hormone, progesterone, is produced
starting at midcycle.  The presence of progesterone, indicating that
ovulation (cgg production) has cccurred, is marked by measuning either a
change in basal body temperature or by measuring progesterone levels in the
blood. If the sperm count is adequate, and the woman is producing eggs. the
next test performed is a post-coital test. In this test the couple has
intercoursc and two hours later it is assesscd whether sperm arc getting
through the cervical canal to begin their assent into the uterine cavity to

the fallopian tube, where fertilization occurs. If the postcoital test is

normal (h'e next test in the schema is a hysterosalpingogram  This is an X-

ray of the patient's fallopian tubes to make surc that infection has not

-
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caused them to be closed. If this 1s normal the last test in the work-up of
the female is a laparoscopy. This is an operative procedure performed under
general anesthesia where a periscope is placed through the patient’s navel
and her pelvic organs are inspected for evidence of abnormality.  This
includes inspection of the uterus, tubes and ovaries. A frequent finding in
this examination 1s the presence of endometriosis, a common cause of

infertility.

This 15 a proposed, step-wise work-up of patients, rather than doing all of
the tests at once. Although prolonging the work-up, this 1s a more

efficient way to get to the proper end-point: diagnosis.

Once the disease entity is identified by an abnormality in any of the
diagnostic tesis that make up the basic work-up, proper indepth evaluation
and treatment is indicated. If the sperm count is abnormal then perhaps
intrauterine insemination, placing sperm inside the uterine cavity, will be
cffective. On the other hand, if the man makes no sperm at all, then donor
inscmination is a possibility. If the woman does not produce eggs, then
agents to induce ovulation are used, the common ones employed are clomiphene
and PergonalR. 1f there is a severe underlying endocrine disease, i.c.
thyroid discase, then this must be corrected before proper ovulation can be
assured.  If the after-intercourse test is poo . then the patient must be
-valuated for the production of sperm antibodies. If t'.c tubes are damaged,
then surgical correction or in vitro fzrtilization would be the treatment of

choice.
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The field of reproductive endocrinology and infertility has seen a
burgeoning 1n the last few years of new technology in order to help
infertile paticnts. This has effected a great revolution in what is done,

but has also helped to treat a great number of patients. The halimark event
surrounding this 1s in vitzo fertihzation. In vitro fertilization is where

the eggs are aspirated through either a laparoscopic or ultrascund approach,
placed into a petri dish in thc lab, mixed with spermatozoa and then the
embryos arc replaced into the uterine cavity after a given period of time.
The technological facts surrounding in vitro fertilization and its
compartmentalization of care has added an atmosphere of commercialism to

this aspect of infertility treatment.

The insurance industry covers various aspects of infertiity diagnosis and
treatment. It depends tremendously on the company, on the insured, and more
specifically on the policy that is coptracted for the individual patient.

An interesting aspect of the insurance industry’s philosophy in regard to
the funding of infertility treatment 1s that if they can find a exogerous
cause for the infertility they are more apt to be willing to pay. An
example of this would be if a patient did not ovulate and necded medication
they would not pay for it, but if that very same paticnt was in an
automobile accident, had a concussion and this could be remotely tied to her
inability to ovulate, the insurance carricrs would be more willing to

underwrite the bill.

It would appear that legislators are morc anxious to insist on payment for

coronary artery by-pass than for infertility orobiems, but this 1s primanly
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because the people that are involved in law-making are more likely to have a
coronary by-pass; and, if they have had an infertility problem this is a
problem that has been dealt with in the distant past. The funding of
research for infertility is also importan:, not only because infertility
itself is a discase, but because bstter understanding of reproduct.»n and

its control will lead tc better and more efficient contraceptive ~=asures

Acguisition for infertility services depends on two factors; one is
education and the other is availability. Patients today are extremely well
informed about infertility and what can be done for 1t; so, that arm of
acquisition in most areas is not a nroblem Some aspect of infertility
seems to be mentioned daily in the news. Accessibility, in regaard to care
providers, was a problem in the past, but morc and more physicians are
getting interesied in infertility because of the excitement of new ideas,
obstetrical malpractice problems, and a fairly lucrative and f{or the ume

being, non-threatening way to practice medicine.

Infertility treatment and evaluation requires a continuity of carc that is

not always available in a clinic setting.

Having a family is a tasic human want. The inability to have a family is as
painful, and as dcvastating as any discase known to man; and, since this
effects young people, the pain 1s of much longer duration  As physicians,
and as a society we are obligated to lighten the burden for these

unfortunate people.

.
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Mrs. ScHROEDER. Thank you very much.
Dr. ALEXANDER.

STATEMENT OF DR. NANCY ALEXANDER, PROFESSOR OF OE.
STETRICS AND GYNECOLOGY, DIRECTOR OF APPLIED FUNDA-
MENTAL RESEARCH, JONES INSTITUTE, NORFOLK, VA

Dr. ALEXANDER. What Dr. DeCherney talked about in his exam-
ple of a hotel, is a definition ot fecundability, the chance that a
woman will produce a viable offspring in any given month. Fecun-
dability is strongly influenced by maternal age, il is maximal at
age 24, with approximately a 50 , rcent reduction after age 35.

And yet, as you, Congresswoman Schroeder, pointed out, increas-
ingly greater numbers of women are pursuing professional careers
and eschewing childbearing during their most fertile time. As they
become older, they are less fertile, and there is less time for them
to conceive and bear children. Such couples require rapid evalua-
tion and treatment. The total number of women in the United
States who are age 35 to 40 is projected to increase 42 percent.
Therefore, the number of desired births will also rise.

As has been pointed out this morning, infertility is a unique clin-
ical situation. It involves both the couple and the individual. About
50 percent can be expected to be treated and cured, for those that
are cured as weil as those couples who are unable to conceive, de-
spite treatment, the financial and emotional strain can be enor-
mous.

Infertility affects self-esteem, sexual identity, marital stability
and life goals. Some of the patients at the Jones Institute say that
they feel less adequate than dogs and cats, who can mate and have
offspring, whereas they cannot.

We have entered a new frontier for reproductive medicine. And
many new techniques are available. We have heard today alout
IVF; other techniques involve cryopreservation of oocytes and
sperm and even embryos. With techniques of IVF, for example,
many centers boast a 20- to 30-percent success rate per cycle.
Throughout the vorld thousands of babies have been born t y IVF.
The Jones Institute has produced 312. Yet, some insurance compa-
nies prefer to think of IVF as experimental, even though other
companies and even States, recognize the value of this procedure.

IVF is actuallv a less expensive way to produce a baby than
tubal repair. As you heard this morning with our first speaker,
even under the best circumstances, the success rate for tubal repair
is only about 20 percent, and then there is a high chance of an ec-
topic pregnancy. The cost of this procedure is $4,000 to $15,000.
IVF by contrast, at the Jones Institute, costs $5,600. Since the suc-
cess rate is about the same with that of tubal repair, and the tubal
pregnancy rate is much lower, it is not difficult to see on a simple
cost per baby calculation, that TVF is cheaper than surgicz. repair,
yet oftentimes surgival repair, even done twice, will be covered by
insurance, where IVF will not. Moreover, it is obvious that the
long-term and short-term morbidity and mortality are less, and the
loss to society in lost work days is less with IVF.
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Is it fair that the new reproductive modalities are available only
to the rich, to those with foresight and opportunity, or to those
with insurance plans that are more comprehensive?

The administrator of insurance payments for the Jones Institute,
Linda Lewis, says that it breaks her heart to tell a sailor that the
cost will be too great for him and his wife to avail themselves of
IVF, the only solution to their infertility. Such a man is serving hi»
country, and yet le is being discriminated against because his
income is too low and his insurance does not cover IVF. The same
holds true for many civil servants. Cost also prevents minorities
from being provided with the infertility service that they require.
One couple sold their house and they used the equity for two IVF
attempts, Unfortunately, now they are withoat a house and with-
out a pregnancy.

As Dr. Sophis Kleegman has said, “Infertility patients are not
sick, but they are heartsick, and the help they seek is to them as
urgent as any other medical practice”. I* is only right and appro-
priate that medical coverage for infertility, includirg IVF and
donor insemination, be provided to federal employees.

{The statement of Dr. Alexander follows:]
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Witness: Nancy J. Alexander, Ph.D.
‘“he Jones Institute
The Eastern Virginia Medical School
700 Olney Road
Lewis Hall 2126
Norfolk, VA 23507

My name is Nancy J. Alexander, Ph.D. I am a Professor of
Obstetrics and Gynecology at the Jones Institute for Reproductive
Medicine, Eastern Virginia Medical School in Norfolk, Virginia.
Prior to joining the Institute last fall, I was Director of the
Andrology Laboratory at the Oregon Regional Primate Research
tenter. I am currently the Director of Applied Fundamental
Research for CONRAD (Contraceptive Research and Development) at
the Jones Institute and I am on the Roard of Directors of the
American Fertility Society. I have a strong interest in

infertility and contraception.

About 3.7 million babies were born in the U.S. in 1986.
Yet, one of every ten couples in the U.S. is involuntarily
infertile, that is, unable to conceive or bear live offspring.
My testimony concerns the fraction of those babies born o
result of medical assistance to those infertile couples, My
testimony also concerns the babies who were dessired but who could
not be conceived or could not be carrie? to term. My testimony
describes the men and women who undergo months and years of

medical diagnosis and treatment in order to try to have a baby.

Infertility is defined as the "nability to conceive after a
year or more of regular sexual relations without the use of
contraceptives or the inabilit to continue a preghancy to a live
birth. 1Infertility may be classified as primary, when there is

no hiriory of pregnancy, or secondary, when inability to conceive
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occurs after one or more prior pregnancies. Demographic studies
suggest that the chance of 2 woman producing one viakle offsprang
per menstrual cycle is 20% (fecundability). Life-table analyses
indicate that the chance of having a normal pregnancy is about

90% after 12 months when all conditions for ccnception are ideal.

Fecundability is strongly influenced by maternal age. It is
maximal at age 24, with an appr. ..mate 50% reduction after age
35. Increasingly greater numbers of women are pursuing
rrofessional careers and escheving child-bearing during their
most fertile years. As they become older, they are less fertile
and there is less time for them to cecnceive and bear their
children. Such couples require rapid evaluation and treat ent.
The total number of women in the U.S. who are age 35-40 is
projected to increase to 42%; therefore, the number of desired

births will also rise.

Infertility is a unique clinical situation; it involves both
the couple and each individual. A male subfertility fac.. is
identified in about 30% of cases, a female factor in

approxirately 40%, and a combined factor in 20%. Ten percent >f

infertility is of an undefined or idiopathic nature. Appropriate
tilerapy results in a cure in 50% or more of treated couples.
Infertility evaluation can take several months, and in
corjus.ction with therapy, lornger. Pregnancies may not occur

until 6-18 months aft:r a surgical procedure. However, couples
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are anxious and apprehensive after only a few months of failing
to conceive. The frustration and confusion of the husband and

wife are compounded by the costs of evaluation and treatment.

The last t /o decades of infertility research have elucidated
many anatomical, physiological, psychological, biochemical, and
genetic abnormalities associated with human reproduction.
Treatment can consume years of the couples' lives and thousands
of dollars of their savings. For the 50% of couples unable to
conceive despite treatient, the firancial and emotional strain
can be enormous. Infertility affects self-esteem, sexual
identity, marital stability, and *ife goals. Some patients at
the Jones Institute say that they fe:l less adequate than dogs

and cats, who can mate and have ol“spring, whereas they cannot.

We have entered a new frontier for reproductive medicine.
Many new techniques are now available. These techniques involve
gamete intrafallopian transfer (GIFT), in vitro fertilization
(IVF), and cryopreservation of oocytes, sperm, and even embryos.
With the technique of IVF, for example, many centers boast a 20-
30% success rate per cycle. Throughout the world thousands of
babies have been born as a result of IVF. The Jones Institute
has produced 312 babies. Yet some insurance companies prefer to
think of IVF as experimental, even though other companies and
even states recognize the value of this pro.edure. IVF is

actually a less expensive way to produce a baby than tubal
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repair: under the best circumstances, the success rate for a
microsurgical tubal repa.' ‘s only about 20%, with a cost of
$4,000 to $15,000. oOne must also add to this cost the subsequent
medical care for thc.e patients who conceive a tubal pregnancy
following strgery, not an uncommon occurrence. IVF by contrast,
costs $5,600 at the Jones Institute. Since the success rate 1s
about the same as after tubal repair and the tubal pregnancy rate
is much lower, it is not difticult to see that on a simple
cost-per-baby calculation, IVF is cheaper than surgical repair.
Moreouver, it is also obvious that long-term and short-term
morbidity and mortality are less, and the loss to society in loct

work time is also more favorable.

Is it fair that new reproductive modalities are available
only to the rich, to those with foresight and opportunity, or to
those with insurance plans that are more comprehensive? The
administrator of insurance payments for the Jones Institute,
Linda Lewis, says that it brezks her heart to tell a sailor that
the cost will be too great for him and his wife tc avail
themselves c¢f IVF, the only solution to their infertility. Such
a man is serving his country and yet is being discriminated
against because his ‘ncome is low and his insuranc. does not
cover IVF. Cost also prevents minorities from being provided the
infertility services they require. oOne couple sold their house
and used the equity for two IVF attempts. Unfortunately, they
are now without their home and still without a pregnancy.

As Dr. Sophia Kl:egman has said, "Infertility patients are
not sick, but they are heartsick, and the help they seek is to
them as urgent as any other in the medical practice.” It is only
right an. appropriate that medical coverage for infertility
(including IVF, and donor insemination) be provided t federal

employees.
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Mrs. ScHROEDER. Thank you very much.
Dr. Bustillo.

STATEMENT OF DR. MARIA BUSTILLO, REPRODUCTIVE
ENDOCKINOLOGIST, GENETICS AND IVF INSTITUTE, FAIRFAX, VA

Dr. BustiLro. Infertility, as you have heard {rom my colleagues,
is a devastating problem to a couple, and it does seem to be ¢n the
rise, as Dr. DeCherney pointed out.

What I think is importani to remember is that the diagnosis and
treatment of infertility requires repeated medical interventions,
usually over a period of time of one tc 5 years. These diagnostic
procedures usually, because they are timed to the woman’s men-
strual cycle, can take several months and repeated office visits to
complete,

Ofter when a relatively simple problem is found, that problem
being amenable to treatment, it is treated for as Inng as 6 to 12
months. This treatment 'nay result in pregnancy, but however, it
may fail, therefore, leading to more invasive diagnostic procedures
and testing. The whole process of diagnosis and treatment, and fur-
ther diagnostic process can be financially very costly and psycho-
logically devastating for a couple.

Couples often feel a lack of control at the failure to achieve a
pregnancy, and obviously feel a great financial strain, if they have
no insurance coverage. In up to 15 percent of couples medical sci-
ence to this day cannot presently find an explanation for this infer-
tility. This couple is usually very frustrated, and particularly, if
they have insurance that does 10t cover infertility, and we have no
causative effect, we cannot get any medical coverage for them

Medical and surgical treatment of infaortiiity does result in con-
ception in approximately 50 percent of couples. Therapeutic proce
dures are aimed at correcting the obvicus causative factors. The
new and exciting technclogies of IVF and GIIFT, gamete intrzfallo-
pian transfer, are used as treatment when other conventioral sur-
gical and medical options have been exhausted In viuo fortiliza-
tion candidates have often f-.ied to conceive after repeate , expen-
sive tubal suvrgeries and they would be unaple in the _sence of
IVF to have their own biologic children.

In order to make these technologies simpler and less risky and
less expensive, advances have been directeJ nt mexring thete tech-
niques nonsurgical. By utilizing, for instancr, ult: sound guided
techniques, in vitro fertilization can be perferyued ir an out-paiient
setting without the need for general anesthesia and at reduced
costs.

Because the success of these technologies resulting in liveborn
offspring is usually only in the nrder of *9 to 20 percent per initiat-
ed treatment cycle, .ney must often be : peated in an individual
couple. This, obviously, is a great financial strain to those who
have no insurance coverage.

Thank you.

[The statement .7 Dr. Bustilio follows:)




41

HEARING ON H.R. 2852

Maria Bustillo, M.D.
Genetics & IVF Institute
Fairfax, VA

The diagnosis and treatment of infertility requires repeated
med.cal interventions usually over a period of one to five years.
Diagnostic procedures, because they have to be timed to the
woman's menstrual cycle, can take several months and repeated
office visits to complete. when & relatively simple problem
amenable to treatmen. is discovered, it is treated for 2s long as
six to twelve months. This treatment may result in successful
prec cy; its failure may lead to more invasive diagnostic
testing and discovery of other causative factors. This whole
proces~ of diagnosis and treatment and further diagnostic
procedures can be financially costly and psychologically
stressful. Couples often feel lack of sjtuational control at the
failure to achieve the greatly desired goal of having a child. In
up to 15% of couples, medical science can not presently find an
explanation for the infertilitv.

Medical and surgical treatment of infertility results in
conception in approximately 50% of couples. Therapeutic
procedures are aimed at correcting the presumed causative
factors.

The new technologies of in vitro fertilization (IVF), and
gamete intrafallopian transfer (GIFT) are used as treatment when
other more conventional surgical and medical treatment options
have been exhaustec. In vitro fertilization candidates have often
failed to conceive after multiple tubal surgeries and would be
unable to have their own biologic children without this
technology. In order to make these technologies simpler, less
risky and less expensive, advances have been directed at making
these techniques nonsurgical. By utilizing ultrasound guided
techniques, IVF can be performed in an outpatient setting without
the need for general anesthesia. Because the succes. of these
technologies resulting in liveborn offspring is only 10-20% per
initiated treatment cycle, they must often be applied repeatedly
in an individual couple.
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OVERVIEW OF INFERTILITY

Maria Bustillo, M.D.
Genetics & IVF Institute
Fairfax, va

Infertility is defined as the inab‘!ity to conceive after
trying for at least one year. Approximateiy Yo% of couples in the
U.S. achieve pregnaency in the first year it is desired. There are
many ca.sative factors in infertility.

Female factors account for 50-70% of infertility. ‘fhese may be
overestimated because men are less 1likely to be examined and
because unexplained infertility is often arbitrarily attributed
to the feamle.

Female factors include tubal damage, ovulation disorders, and
endometriosis. Tubal inflammation, damage, or distortion can
result from pelvic inflammatory disease (gonorrhea, chlamydia),
postpartum or postabortal infections, endometriocis, and
tuberculosis.

Ovulation disorders result from hyperprolactinemia, polycystic
ovarian disease, and thyroid, adrenal, and pituitary disorders.
They account for at least 20% of female infertility.

Endometriosis, the presence of ectopic endometrium, has long
been a..ociated with infertility. It can cause pelvic adhesions,
and tubal damage thus impairing the ovum pickup mechanism. Even
small amounts of endometriosis not anatomically impairing tabal
function are often seen in infertile womer.

The success of surgical treatment of infertility depends on
the restoration of normal pelvic anatomy and on the initial
damage present in the fallopian tube.

Treatment of ovulation disorders 1is aimed at the causative
factor. The administration of bromoergocciptine, clomiphene
citrate, human  menopausal gonadotropins, or gonadotropin
releasing hormone is widely used and successful in achieving
ovulation and pregnancy in many women.

Male factor accounts for at least 30% of infertility, and
contributes to an additional 20%. There are few successful
treatments for male infertility probably becase of our relatively
poor understanding of mal- reproductive functions. Artificial
insemination with donor semen is often used as treatment in
couples where the husband has azoospermia or severe oligospermia.
Active research in this area promises to lead to better
understanding of sperm physiolngy and transport and will
undoubtedly result in new and improved therapeutic modalities.

This is an exciting time for those taking care of infertile
couples. The new technologies (IVF, GIFT) have and will lead to
better diagnostic testing and more directed treatment options
making it possible to help the majority of couples achieve a much
wanted pregnancy.
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Mrs. ScHROEDER. | want to thank all of you. I know you have,
in your medical experience, had to deal with insurance companies
before, and this triggering word of “experimental”.

I know on the Armed Services Committee, as we looked at
CIHAMPUS programs we dealt with the issue of kidney trans-
plants.

Do any of you know—I realize you are not insurance experts, but
do any of you know when or how they define “experimental’”? In
other words, the success rate that you are having certainly sounds
like it is much better than what we had with kidney transplants. It
finally reached a magic point where they moved it over the experi-
mental line.

Dr. DECHERNEY. Well, it is easy to know what they call “experi-
mental,” that is any new technology that appears on the scene that
begins to be used on a routine basis.

The question that I can’t answer is what allows them, or what
forces them to change something from an experimental procedure
to something that becomes a so-called routine procedure. Heart
transpiants are still experimental, even though they have been
done for 15 years, and a fair number of them are done each year.

So, it is difficult to tell what forces them to do it. Their desire is
to keep things as experimental procedures as lcng as possible. So, I
don’t know what the compelling force is that changes their minds.

Mrs. ScHroEDER. We have certainly found that in the Armed
Services Committee. We have never found a uniform definition, to
determire a success ratic which would then trigger a procedure
over the experimental line and make it a 1outine treatment.

But you don’t know that definition either. Insurance companies
just are not inclined to pay. And as long as they can keep it experi-
mental, they will.

Have you had experiences with people using the IVF procedure
two and three times, who have become pregnant each time?

Dr. DECHERNEY. You mean repeated cycle?

Mrs. SCHROEDER. Yes.

Dr. DECHERNEY. You mean they get pregnant once and then
come back for a second baby?

Mrs. ScHROEDER. And then come back for a second baby, or a
third baby?

Dr. DECHERNEY. Yes, this ‘s definitely part of all of our programs
that we hcve had repeats. We don’t have more than two children
in our program, we don’t have anybody with three children, but I
don’t think that the program has been in existence long enough to
have three. Only probably yours, and that would be 6 years. So 3
children in 6 years, that’s pretty hectic.

Dr. ALEXANDER. There are couples who have come back, as Alan
said, and have had a second child.

Mrs. ScEROEDER. So, while it is a very difficult procedure, and
very stressful, people have found it worthwhile doing it agair if it
is positive, and have aven gone through it again if it has been nega-
tive, clearly to mal:2 another try at it.

Dr. DECHERNEY. Even failure patients go through two and a half
times. So, even those patients that are not successful—I mean, you
can understand why somebody who is successful will come back for
a second child. I mean, this is a pleasant experience, because the
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end point is pleasant. But even patients that fail zome back, and in
fact, we don’t do patients more than four cycles. And many of them
would like us to do them more than four cycles, even though tkey
have not been successful.

Dr. BustiLLo. In our program we do patients more than four
cycles. We do have a patient who is presently just about to deliver,
who got pregnant on her eighth initiated cycle in vitro.

We have a patient who has done 11 cycles and is ready to do it
again. I think part o! the reason is because we have simplified it
and tried to make it without general anesthesia and it is an out-
patient procedures.

But in spite of that, I think the patients undergo a tremendous
amount of stress coming in every morning, having their blood
drawn, going through all of these repeated testing procedures. But
I think that the motivation of these couples is so great, that they
will do anything—they tell me if you tell me to stand on my head
for half an hour every day, I will do it, if you think it will improve
my chances of getting pregnant.

So I think that this doesn’t stop them, if they can afford it and
they sort of pick themselves up by their boot straps, in terms of
their psychological makeup and their relationship, and they contin-
ue.

Dr. ALExaNDER. I would like to add one thing there. And that is
that I think it is reasonable for insurance companies to put a limit
on the number of cycles that they would cover. I am not against a
couple coming in 11 times. On the other hand, it would seem that
there could be some—say, three cycles that would be reasonable for
coverage.

Mrs. ScHroeDER. Well, when you have gone through this process
for some—whatever number of cycles, and they have not been suc-
cessful, is there a way to diagnose why? Or are we still out in a
never-never land?

Dr. DECHERNEY. If a patient doesn’t fertilize—none of her eggs
are fertilized by the sperm, we know, but that is a rare occurrence.
So, most of the time we do not know why patients don’t conceive.

We don’t know why patients that are healthy conceive in any
one cycle. People don’t conceive eve'y month that don’t have a
problem. We don’t know why you will conceive one month and not
another.

Mrs. SCHROEDER. There is an awful lot of experimenting, then.

Dr. DECHERNEY. Trial and error.

Mrs. ScHROEDER. Going back to the definition of the word “exper-
imental”, it really is much broader than insurance companies
would care to admit.

And I take it from all of your testimony, that you have had to
turn peopie away that can’t pay.

Dr. DECHERNEY. We definitely turn people away that can’t pay,
and we definitely accept a certain number of patients in our pro-
gram that we underwrite the cost of the procedure. But we have
limited resources and can only do so much of that.

Mrs. ScHROEDER. Under an IVF procedure, what percentage of
that would be covered, if you had a health plar that only covered
diagnesis of infertility?
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If you had a health plan that covered diagnosis of infertility and
the person was diagnosed and went to IVF, is there any portion of
the IVF that would be paid?

Dr. DECHERNEY. A very small portion, probably the initial inter-
view, the sperm count, and some other basic tests that are done.

Now, you could, I guess, be in collusion and trick the insurance
companies and say that things like ultrasounds that are done are
part of diagnosis. But to be honest, that wouldn’t really be true.
The majority of the costs, 75 to 80 percent of the costs are for ther-
apy in an IVF cycle.

Mrs. ScHrOEDER. Did you mention how many infertile couples
are suitable for IVF, what percentage?

Dr. DECHERNEY. I can't tell you that, I tricd to figure that out
this morning. And I just cannot tell you what the magnitude is. I
know there are 450,000 women that have tubal disease, and 2t best,
tubal disease is cured in 20 percent by a surgical att ‘mpt.

So that leaves about 300,000 or 250,000 women in that category
for IVF. And each person, or each couple has to be multiplied by at
least two for IVF, because they usually go through it at least twice,
if they are not successful the first time.

So the magnitude is quite large, but I caax’t really—I tried to
come up with a figure, because I knew that would be an important
figure. But give me a little more time, I will come up with one.

Dr. BustiLro. I think we have to add to that that IVF is also ap-
plied for other indications. So that tubal disease, for instance, in
our program, it is only about 50 percent of our patients.

Dr. DECHERNEY. It is good for patients with unexplained infertil-
ity which makes up 15 percent of the total, and it is good for cou-
ples with male factor infertility, which makes up 40 percent. That’s
why the mathematics is difficult.

Mrs. SCHROEDER. I've often heard that pregnancy can help pre-
vent certain kinds of cancer. Is that true?

Dr. DECHERNEY. Yes, epidemiologically women that are parents
are less likely to have endometrial cancer, and actually they have
a slight increase in the incidence of ovarian cancer.

Mrs. ScHROEDER. Do you think that the success rate for IVF will
improve over a period of time? I take it there has already been ini-
pgovement. Do we know why, or is it that we are getting better at
it?

Dr. DECHErNEY. Well, we are better at it, and I think that is why
it has improved in the last 5 years. But my own feeling, and I
would be interested to hear what the other panelists have to say, is
that I think that it has reached kind of a plateau as far as success.
I don’t think in the next 5 years we will be doing things better as
far as the basic procedure is concerned.

So that success rate will be about 20 percent per cycle. There will
be a slight increase in the success rate as we get better with cryo-
preservation, because we will be able to take embryos from the
first cycle and freeze some of those emkryos and then place them
in the uterus in another cycle.

So, if you add the success rate from cryo-preservation it becomes
10 percent, then we will actually be making the success rate per
cycle, or ovum capture, 30 percent. But thut is kind of a spurious
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increase, that is a trick in numbers really, and it really doesn’t in-
dicate that we have done much better with the process.

And I think that we have reached a plateau, and it will take
some other major breakthroughs and they usually come siowly in
science. The nature is that there is a breakthrough and it gets in-
culcated into the body of knowledge, people get good at it, but it
takes time for another breakthrough to occur.

Dr. ALEXANDER. If a couple has intercourse right in mid-cycle
anc if nothing is wrong, they have a 20 percent chance of conceiv-
ing in one given month. And so it is unreascaable to think that
IVF can be much, much more successful than Jhat. And, therefore,
I think that IVF success has increased by all the things that v.e
have learned, and has become quite successful, and we can not
expect much additional increase.

Dr. BusTiLLo. I agree with that,

Mrs. SCHRGEDER. Some have said that it might be reasonable to
limit the number of IVF tries. Now, you mentioned cycles, but tries
would be different right?

Dr. DECHERNEY. Well, the difference is whether you get an egg,
or not. If the patient does not have an egg captured, then she has
no chance to get pregnant. So that really shouldn’t count against
the patient. I mean, it’s a fine detail.

So, it really should be based on the ability to get an egg. If the
patient is given medicativn and dossn’t respond well, that
shouldn’t count agaiust her, if you set the limit at four. It should
really be four successful ovum captures.

Mrs. ScHROEDER. Would you two agree that four successful o/um
captures would be a reasonable number?

Dr. ALexanpzr. Well, I would be in favor of four, but I would be
willing to negotiate to three, and say that a good percentage of cou-
ples conceive after three cycles in which eggs have been produced
and fertilization attem pted.

Mrs. SCHROEDER. Aud you would agree?

Dr. BustiLLo. I would agree, but then you should tulk about cap-
ture or transfer of embryos, because I think sometimes we utilize
IVF when there is a questionable male factor problem, we almost
utilize 1VF as the final diagnostic technique. Then the woman also
has a problem, you then discover the husband’s sperm is unable to
fertilize, and then she wants to continue doing IV¥, should you
count that, when she didn’t get an embryo?

So it becomes very confusing. And I think one of the confusions,
also, is how people report successes—is it by start, or is it by the
end point, which is actually the embryo transfer?

So it is very difficult. I think patients should be allowed at least
four embryo transfers, and it may take eight initiated cycles to get
to that point.

Mrs. SCHROED.R. So you would say not only egg, but fertilized
egg?

Dr. BusriLto. Yes.

Mrs. ScHrOEDER. OK, anybody else?

{No response.]

Mrs. ScHROEDER. Well, I thank this panel very much. You have
been most helpful and we appreciate all of your work and every-
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thing that you are doing. Thank you for taking time out of your
very busy schedules to be here.

Thank you.

Our last panel this morning is Jane Edwards, whe is the director,
Spence-Chapin Services in New York; Mary Durr, who is the direc-
tor of Adoption Services Information/ASI2 of Washington, DC; and
Linda Brownlee, who is a clinical social worker in Alexandria, VA

We are very honored to have you here this morning, and thank
you for taking time out of your busy schedules to come heip us
with this legislation.

Ms. Edwards, would you like to begin?

Ms. Epwarps. All right.

STATEMENT OF JANE EDWARDS, DIRECTOR, SPENCE-CHAPIN
SERVICES, NEW YORK, NY

Ms. EpwarDs. Good morning.

Mrs. SCHROEDER. Good morning.

Ms. Epwarps. Thank you very much for inviting me to speak
before the panel.

My name is Jane Edwards, and I am the executive director of
Spence-Chapin Services to Families and Children, whicr: is an
adoption and family service, not for profit agency in New York
City, serving families and children for adoption all over the United
States and children from other countries as well.

We are also members of the National Committee for Adoption.
And I thank you and the members of the subcommittee for your
leadership and support that you have demonstrated in health and
social services causes.

The insurance funding which you are recornmending for the fed-
eral employees in H.R. 2852 will help people who seem unable te
bear children and are longing to be parents, to afford the medica:
procedures necessary for them to build families biologically.

Mosc peogle will go to any lengths, exhausting every medical pos-
sibility, if they could afford to do so, before then turning to adop-
tion. H.R. 2852 wili hel,, (hem, also, to build families by adopting
children.

So, in many ways by helping families to adopt, we will be helping
children who wait for families, .vhile helping the Government and
the taxpayers as well.

There are millions of women in the United States who are
unable to bear children and for whom medical science offers some
hope. Many of them are dealing with the reality and accepting
their fate, while others are trying new avenues, some illegal and
some qu#stionably legal, including surrogate parenthood.

The point is people who want to build families will find a way.
Unfortunately, they will have to pay a substantial price for the
medical procedures and a substantial fee for the adoption service,
to an attorney, or to a voluntary licensed adoption agency. The av-
erage fee across the United States is $10,000. At Spence-Chapin we
use a sliding scale, based on income and our lowest fee is $6,000.

We a: aware of the difficulty many families have in raising the
fee, the money to pay the fee and we help them as much as possi-
ble by lowering it, or even waiving it where there is a considerable
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hardship, because the fee doesn’t pay all of the costs for our

agency. More than half is paid for by the agency fund from fund-

z‘a,ising events, contributions, foundation grants and the United
ay.

Some adoptive couples are fortunate in that one or both enjoy
the benefit of their employer’s paying the whole fee, or part of it.
For most, in the lower income categories, as you spoke to before,
Mrs. Schroeder, families earning from $20,000-$30,000 find it next
to impossible to pay the fee, what with paying high rents, trying to
buy a house, or a car. And those in the higher income brackets
think the fee is quite reasonable, if not somewhat low.

We have no problem finding adoptive parents for Caucasian in-
fants. The families wait for children, but it is unfair that only the
people with higher incomes can afford to build families without a
tremendous hardship.

As for the children of minority backgrounds, and children with
physical or emotional problems, the disparity of numbers is the re-
verse. These children wait for adoptive homes. And these children
are American children, not children brought into this country from
other countries.

To give Black birth parents even greater choice in selecting adop-
tive parents for their children, to find adoptive parents for their
children, we have reached out to try to find Black couples among
18 New York corporations that offer adoption benefits to their em-
ployees. We expanded our paid advertising to additional ethnic
newspapers and to the competitive Yellow Pages market, and we
advertise in Black magazines across the country. We also advertise
in The Chief, a newspaper for Federal employces.

And the results of our advertising strategies have been encourag-
ing, increasing the number of families interested in adopting in-
fants of minority backgrounds. Still more families are needed for
these infants who wait. And this is sad. because the program en-
ables young women with unintended pregnancies to consider the
adoption alternative, and if they prefer adoption, they can go on
with their lives without going on public assistance. Their infants
are then adopted without going through the public system, and at
no cost to the Government and the taxpayers,

And as long as we have adoptive parents, the infants do not have
to go into Government-supported foster care and are placed in
adoptive homes without Government subsidies.

However, most black families find it difficult to pay a fee. Many
of these families are responding to our appeal, to make room for a
waiting child, and feel that they have already biological children
and cannot afford a service fee, and we shouldn’t even expect them
to pay one. And while we have no problem with fees being paid by
a white affluent family, our deficit in the minority adoption pro-
gram is over $500,000; half of which would have been covered by
fees, if the adoptive parents could have afforded to pay them.

Bat the Government-supported foster care and adoption system
is not the answer, because bureaucratic regulations prevent an
early rzasolution of the birth parents plans and children remain in
10ster care inordinately long, until often they are too old to be
easily adopted. Not tc mention them having problems, other than
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age, which result from the revolving door living arrangements and
inadequate parenting.

We, in the voluntary agency sector feel that we could expand the
serv.ces to birth parents and infants, and help people to build fami-
lies, if we could afford to do so. The fees for service are necessary
for our continued program operation. If the fees were reimbursed
to federal employees, or paid by insurance, this would serve to en-
courage adoption by those employees and the programs would be
an incentive for private corporations and industrial organizations
to emulate.

In conclusion, the Federal Employee Family Building Act would
help people by providing insurance to cover the medical expenses
of building families biologically, and would be a way for the Feder-
al employees to build families by adoption, and simultaneously
meet a social need of children waiting for families, preventing the
need for foster care and the expenditure of millions of Government
funds for foster care and adoption subsidies.

Also, couples and single people of lower income could build fami-
lies equitably, along with the more affluent.

Again, I want to thank you, Mrs. Schroeder, for all of your ef-
forts on behalf of these families and children, and for he opportu-
nity to appear before you this morning to | resent my views.

[The statement of Ms. Edwards follows:)
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STATEMENT OF JANE EDWARDS, EXECUTIVE DIRECTOR, SPENCE-CHAPIN
SERVICES TO FAMILIES AND CHILDREN, NEW YORK, NEW YORK

My name 1s Jane Edwards and I am the Execut:ve Director of
Spence-Chapin Serwices tc Families and Children in New York Tivy,
which 1s an adoptizn agency, and my experience in adoption :s over
Z5 years.

I am a member of the Child Welfare League of America and the
Naticrali Committee For Adoption, and I am on the Board of
Directors of the Harlem-Dowling Children’s Service, a minority
managed adoption and foster care program in Central Harlem in New
York City.

There are several reasons related to adoption why the Federal
Emplovees Fam:ily Building Act should pass into law.

There are thousands, probasl, s....0n5 of womeun in the United
State sho are unable to bear ch:ldren and for h-m medical
science cifers no ncpe. Many of them are dealing with %he real:ty

and accept:ing there fate while others are trying many new avenues,

[N

scme illegal others questionable, :incluelding surrogate pareantnzod.
Feople who want %0 build families will sry to find a way.
Unfortunately, they will have tc pay a substant:al fee for %%
adoption service, %o an attorney or to a volentary licensed
adoption agency. The erage fee across the United States 1s
$10,000. At Spence-Chapin we use a slid:ng scale based oh income
and our lowest fee 1s $6,000. We are aware cf %he difficulty many
famil:es have in rai1s:ing the money to pay the fee, and we hel.p
them as auch as possible by lower:ng 1%, even waiving 1t where
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Page 2

€osts to our agency. More t.an half :1s pa:d by agency furnds from
fund rais:ng eve.ts, convr:ibuti~zns, foundat:on grante and the
United Way. 3Some adsptive couples are fortunate in that one or

Zcth enzey cre Zexe 1v of their employers paying the whole fee or

g

a par*t cf 1+, Sr mist 1% the lcwer .-c:ime categor:es, parvicu-
larly the young couples vhom the Lirth pareats prefer to adopt
their ch..dren, earnin¢ in th2 $20,000 e $3..°" racket, fing 1%
next %o impossible to pay tl.e fee what with tay g h:igli rents,
needin¢ an automobile, etc. Those in the bigher income brackets
think tvhe fee 1s qu:te reasonable, :f not somewhat low. 'le hive

nc prcblem find:ng adop:ive parents for (Caucasian infants. The

fam:lies wa.¢ fr. chiidren hut 1t 1s unfa.r tnat only the families

wlth higher incomes can afford to build families without a
vremendous hardship.

As for children of mirority backgrouad, children with
physical or emotvioral problems and older children, the disparity

of numbers is reverse. These children wait £or adoptive homes.

The need for foster care and subs.quen%t adoption for blazk
children which was ‘remendous during the ’'50s, has returned. We
are finding the admissions to foster care suddenly 1acreasin~ now
after many years of children rap:dly leav:ing care. Housing and
employmert problems in the pc.r zlask community an” drug depen-
dency of youth 1S now 1n 2risis proportions. Teenage pregnancy
throughout the USA is an epidem:iC with most of these birth pc ents
keeping their infants, cont:inuiag the cycle of poverty which 1s a

great cos* to them and 5 nur goverament.
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Operating on the suppcs;t:dn tha*t mcst unwed mcthers were
completely unaware of the adoption option as a desirable a'terna-
t:ve to early parenting, two years ago we set out %c inform and
educate yYouth with unintended pregnancies so they ccould make
informed decisions.

The strategies used by the Spence-Chapin Adoption Opt:i:-n
Program produced a 3U-35% increase in birth parent clients
overall, a 25% :ncrease 'n white birch parents and a 64% increase
in black birth parent clients seen and &£3% more black and white
infants surrendered for adoption. Qur activities included Fublic
Service announcements, vadio and T.V., interviews, paid advertising
1n ethnic newspapers and Yellow Pages and the distribution of a
new brochure, ie have established working liaiscns with schools,
hospitals and maternity shelters, and we have initiated group
~ourseling services for pa ents before and after surr >der.

To give biack birth parents even greater choice in selecting
homes for zheir babies, and simcltaneously help couples to bu:ld
fanmi1l:es, we tried %o recruit adoptive parents ameng 18 New York
corporations that cffer adoptivi. benefits to their empicyees.

We expanded our paid advertvising tc addivional ethnic
newspapers and to the competitive Yellow Pages marke*. we
advertised for black adoptive homes :n black magazines with
actional publication and we advert:ised for black adoptive parents
:n The Chief, a newspaper for Federal employees.

The resulis of our advertising strateg:es have been excel-
lent, increasing greatly the number of families interested 1in

acdopting infants of minor:ity background.
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This program enables yzuag wIren with unintended pregrnanc:ies
vo cons:der %ne adoption al+ernative and if taey prefer adsrtis:h,
they can gc on with their lives wi%nzut going on putlic assis-
tance. Their :infants are +then ad:ipved without going through ne
public system and at no ccst tz the gcovernment and wo vanpavers.

As long as we have adopt:ive parents, the infan%s do nze g%
into government suppcrted fosver care and they are placed :a
adoptive homes without geveranment subsidies.

Since July 1, 13986, we have placed 39 biack infants and 38
white infants in adoptive homes without government subsidy.

However, this program is very costly to our agency. It costs

the agency $14,000 to place an :nfant :n an adoptive home. This

racludes approximavely $11,000 :n birth parent and child related
costs for medical care, maternity residence anad boarding care for
the chil4d, and $3,900 for adoption related costs, recruitment,
Home Study and supervision costs.

Alvhough we are a fee char ing agency (fees are paid on a
sliding scale) and adoptive parents are asked to pay serv:ce fees,
most biack fam:lies find 1t difficult =c pay a fee. Many cf <«<nese
famiiies are responding %o Oour apreal +: Take room for a waiting
child and feel that they already have biological childrea, zanncs
afford a service fee and tha% we shculld rnot 2uvpect <hem to pay a
fee. MWhile we have no problem :n fees being pa:d by white
families, our dericit 1n the mincri%y zdoptich prcgram 135 apprcii-
mately $550,000, nalf of which would have been ccvered by fees .f
the adopting paren%s could have affcrded *o pay them. Only
339,000 was ccllected 1n fees from parents adopting ch:i:idren of

m:nority backgrouad, an average 5f $1,900 per ch:ld.

n
“~

ERIC

Aruitoxt provided by Eic:




54

Page S

The government supported foster nare and adofp~.on system 1s
not the answer because bureaucratic regulations prevent an early
resolution of the birth parents” plans and childrern remain in

N fosver care inordirately long = until often %hey are too old to be
vasily adopted, r~% to mention their having problems other than
age which result Irom revolving door living arrangements and
inadequate parenting.

We in the voluntary agency sector feel that we could expand
these sexvices to birth parents and infants and help people to
build families if we could afford to do so. The fees for service
are necessary for our continued program operation.

If the fers were xz ~bursed %o Federal employees, this would

serve to encourage adoption by those employees and the program

would be an ince tive for large private corporations and indus-
trial orginizations to emulate.

In conc usion, the Federal Employee Family Building Act would
be an equitable way for Americans to build families and simul-
taneously meet a social need of children waiting for families,
preventing the need for foster care and the expenditure of
milliuns of government funds for foster care and adopvion sub-

sidies. Also, couples and single people of lower income could

JDE:tg

buiid families equitably with the more affluent.
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Mrs. ScuroEDER. Thank you very much, we really appreciate
that.
Ms. Durr.

STATEMENT OF MARY DURR, DIRECTOR, ADOPTION SERVICE
INFORMATION AGENCY SERVICES/ASIA, WASHINGTON, DC

Ms. Dursr. It is my privilege to be here today and t¢ hare with
y?u t§1e reasons for my support of the Federal Family Building Act
of 19817.

There comes a time in the lives of most people where they want
to be parents, to raise the next generation. Most of us are able to
become parents at will, but for a significant number <! couples this
is not so. Due to a variety of reasons, they cannot conceive a child
to fulfill their need to nurture.

As pregnancy eludes them, most turn to the medical profession
for help in diagnosing and remedying that situation. This takes
time. One consultation after another, tests, procedures, and medi-
cation fellow, always with the hope of producing the desired preg-
nancy. Some couples find rather quickly that their chances for con-
ception are minimal, and they begin to deal with that fact, others
continue, relying on medical technology with the hope for future
success

Those who are good candidates for artificial insemination or in
vitro fertilization have to decide whether to pursue these possibili-
ties, which may have to be repeated multiple times. One factor in
the decision must be the cost of these procedures, which often are
not covered by medical insurance. Those who become pregnant
through this technology feel the result is well worth the cost.

The pursuit of a binlogical child through this means is an expen-
sive, long, emotionally and physically draining process. At various
junctions, some couples change course and turn to adoption.

Also turning *o adoption are those couples who for genetic rea-
sons choose not to have a child, fearful of inflicting a dreadful dis-
ease on an innJcent child. Some couples choose to raise a child who
is already born, rather than bringing another veing into the world.
The adoption process, at its best, includes examination of the cou-
ple’s readiness and ability to parent an adoptive child. This is also
the time for professionals to work with the couple in assisting them
yvith any unreslved feelings and ambivalances that they may
nave.

During this process, agencies are responsible for educating fami-
lies about the differences between biclcgical and adoptive family
building—these are children with different genes, often from an-
nther culture or race.

Couples who are candidates for adoption do not all have equal
acczss to it. The cost of adoption is a hardship and a deterrent.
Public social services do not charge fees, but they have few infants
for placement and waiting periods of several years. Couples who
are able to adopt through private agencies which have a.cess to in-
fants have briefer waiting periods. They save or borrow to cover
the fees which run thousands of dollars.

Our agency enconrages each couple to save ahead and cover the
cost of adoption Lefore placement, in order to make easier the fi-
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nancial responsitilities inherent in building a family. There are
qualified perspective parents for whom this financial commitment
is impossible.

The desire to j.cocreate and raws~ the next generation should be a
choire. The Federal Employee Famiiy Building Act would open pos-
sibilities for some to »ear children, and others to create families
through adoption. This act would take its equitable place, joining
medical insurance, disability insurance, social security insurance,
SSI and others.

Thank you.

Mrs. ScuroepER. Thank you very, very much.

Ms. Brownlee.

STATEMENT OF LINDA BROWNLEE, CLINICAL SOCIAL WORKER,
ALEXANDRIA, VA

Ms. BrowNLEE. Thank you for letting me come and speak to you
today. I am coming here not only as a clinical social worker in pri-
vate practice, but as an infertile woman, as the mother of two
adopted children, who are five and eight years old. And, also, be-
.ause I wanted to have an opportunity to do something which I
consider real and tangible for the infertile clients that I work witl,
clients who come to me, to receive some help with their infertility,
and the psychological pain with which they are dealing.

Iet me tell you a little bit about what infertile couples go
through. They work very hard, they go to some of the doctors that
you heard speaking earlier. Hopefully, *hey will also seek psycho-
logical counseling, which is a very big part of the help they will
need. No one can be expected te get through this process without a
great deal of support.

The issue of infertility is never very far away from their minds.
They are almost obsessed with it. They have several monthly ap-
pointments. If they are in an IVF treatment that particular month,
they are spending 5-10 mornings of their cycle at the clinic, or
wondering whether or not they are pregnant after the medical
treatment is completed.

These couples proceed through five stages, which are very simi-
lar to what you go through during the stages of death and dying.
The first one is a state of denial, you can’t believe that this could
possibly be happening to you. You thought that you were going to
grow up, get a job, marry, and have children whenever you chose.
It was the whole picture that you felt you were entitled to have.

But slowly it starts to dawn on you as the months pass that con-
ception is not occurring. When you start to realize that something
is wrong, you begin to bargain. I remember my bargain with God,
as a good Catholic girl, that if God gave me a son, I would certainly
give him back a priest. I don’t know if He wants my son, Matthew,
but He can have him. Matthew kas a wonderful sense o1 humer
and a loving way, and we are thriiled to have him and his sister,
Lauren, in our family.

You can see that even as I speak about this, I become emotional.
It was emotional for me to just see the families and children in this
room today, because it brings back what it was like for me to expe-
rience infertility.

&0
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After the bargaining, comes feelings of anger. Why is th. hap-
pening to me? Why was I chosen? Anger is frequently directed “o-
wards the doctors, the doctors who don’t seem to be helping you to
get what it is that you would really like to have, a baby. Anger is
easily noticed—you have short tempers, you are angry at every
one, and marital distress surfares

Loss, I think, is one of the hardest stages for a couple to feel. You
feel the loss in the empty arms that you have, the wish to see the
child that you never had. The most frequent comment I get is that
it seems like everyone in the superm.>riet is pregnant. Every time
vou see a person who has a child, or even a diaper commercial on
television, you feel sad and you feel anger, because you don’t have
a baby.

Working through this process though, there is a happy ending to
all of this, whether you choose to have a child-free life, choose to
adopt, or are fortunate enough to have a biological child. You are
able to love, work, laugh and play again, which I think is real im-
po-tant, and your life is much brighter. But you don’t get there all
by yourself. Yor. n2eu medical intervention which is expensie, you
need interventicn by adoption agencies, and psychological counsel-
ing.

Since the time, [ was working through my infertility issues, the
state-of-the-art has certainly improved. Now it costs a great deal to
go through an IVF procedure, $5,000 to $6,000 a cycle. When a
couple is trying to get the money together to be able to do this ex-
pensive procedure, they are really chipping away at whatever sav-
ings they might have. whatever money they would have with
which to begin a family.

Last month a woman came to see me, a very attractive 28-year
old woman, who bad just had a laparoscopy and discovered as a
result of that process, that her tubes were blocked. Her husband is
a military pilot the only insurance they have is CHAMPUS. This
woman came in, knowing that she was prevented from concieving a
baby without IVF. They did not have the money to pay for an IVF
procedure. Their insurance wasn’t going to pay for it and they did
not have the money themselves. She had to begin the process of
giving up her dream child, the child that she and her husband
would have had. It is painful for her, it is , ainful for all the people
who are affected—there are grandparents who are not going to be
& andparents, and there are cousins who are not going to have an-
other cousin with whom to play.

I think this system is inequitable. There are people for whom in-
fertility treatment is only possible because they have the money to
pay for it and that really is not fair. Infertility doesn’t affect onty
those who can afford it, it affects 1 out of 6 couples regardless of
income.

Thank you for the opportunity to express my views. I certainly
am in favor of the Family Building Act. Thank you.

[The statement of Ms. Brownlee follows:]

"y -
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Testimony of Linda R. Brownlee, L.C.S.W., in support of
H.R. 2852, The Pederal Employees Pamily Building Act before the

Subcommittee on Civil Service.

I want to thank the subcommittee for the cpportunity to
testify in support of the Federal Employees Family Building Act.

I am a wife of a federal employee, the mother of two adopted
children, and a clinical social worker in private practice working
with couples who are experiencing infertility problems. My
testimony reflects my own personal experiences as well as the
experiences of other infertile couples in their struggle to buiid
a family.

Infertillty, as defined by tne American Fertility Society,
is when a successful pregnancv leading to a live birth has not
occurred withir a year of regular sexual relations without
contiraception. This definition includes miscarriages and
stillbirthe which are not o“ten thought of as an infertility
issue. In the U.S., this means approximately one oul of six
couples is having difficulty conceiving or carryiny a pregnancy to
term.1 During the first year of trying to conceive, 80 percent of
all sexually active couples will conceive; 15 percent in the

second year; and a smaller group in the third year. The

1y *a, B.E., In
couyple. . Jersey: Prentice-Hall, 1977.




59

remainder, approximately nine percent, will have a decreasing
abili*v to conceive without medical intervention.2

Many factors account for infertility. Among them are
ovulatory problems, endometriosis, delayed childkearing for
educational, financial, or career reasons, pelvic inflammations,
responses to various drugs (DES, radiation, environmental
pellution, chemicals), and venereal disease. Causative factors
for infertility reside 40 percent female factors, 40 percent male
factors, ten percent combined male and female causes, and ten
percent nexplained infertility.

Infertile couples are your neighbors, your grown children,
your fellow employees who suffer internally with the invisible
stigma ~f infertility. Outwardly, there is no scar, they appear
whole, capable, and in control. Invardly they are on an emotional
roller coaster. Every month the painful cycle of highs and lows
parallels the menstrual cycle. dill this be the month I finally
conceivi? The month is filled with medical appointments for
tests, injections, ovulation stimulation, inseminations, sex on
schedule and then watching, waiting for the daily .emperature
chart to continue with an elevated temperature indicating
pregnancy has occurred. When menses occurs, the whole body mourns
the loss of the baby that wasn't conceived. You feel like the
bottom has droppzd out of your ife; you f. 1 empty and defective,

and out of control.

2Mazor, Miriam D., M.D., and Harriet F. Simons. Infertility:
tional and Scci 2 8. Hew York, N.Y.:
Human Sciences Press, Inc., 1984.
2
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Many couples, overwhelmed with helplessness, anger and loss,
are unable to learn from other infertile couples that what they
are going through is nearly universal. Denial, bargaining, anger
and a sense of loss -- four of the emotional stages of infertility
- too often prevent the sharing and mu:ual expression of these
predictable feelings. Often the wife goes through the stages of
infertility more openly than when compared to her husband. He may
be supportive, and want to "fix"™ his wife, but he distances
himr»1¥ from the painful emotions involved. Marital distress
followed by questioning whether or not to continue Lhe marriage in
the face of this crisis exacerbates the situation.

As the months of trying to conceive pass, the annoying doubt
that maybe you can't have a baby begins to surface. The first
stage of infertility's psychological prccess is denial. For some
couples, denial is shattered by a blunt discovery: no sperm are
present or fallopian tubes are blocked making pregnancy
impossible witnout expensive and intensive medical intervention.
It seems impossible to absorb such painful information. Tests
are repezted, but the conclusion remainy the same. For others,
months of trying to conceive turn into years of seeking more and
more informatijn, another doctor or a new technique, all ‘n hopes
of regaining control of your reproductive functioning.

From denial, you move on to bargaining, usually with God, ors
sc .etimes with yourself. You promise to be good forever if only
you can be revarded with a child. With each new treatment, you
offer up another bargain, any bargain to guarantee success. "Give

me a son, God, and I will give you back a priest," was one of my
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Yargains. An examination of your life is undertaken, reviewing
anything that you may have done that wculd have caused the
infertility. This is espccially guilt-producing for couples who
have had abortions in the past, or used contraception that might
have caused the irnfertility.

when the bargaining doesn't work, anger, the third stage of
infertility, begins to set in. You are angry at your situation,
at fate in general. It seems so terribiry unfair. Why me? 1t is
never taken for granted that anything will work out again.
Fr2quently, anger is directed at the doctor, whko may have been
insensi..ve. Some doctors callously tell very painful information
over the phone, rather than scheduline an office visit. Having an
enlightened social worker or a nurse who ir, trained in the
psychological process available in the doctor's office can be of
tremendovs assistance to both the doctor and the coup’e at such
difficult times. Counseling individually or in a group can
decrease the isolation and provide 2 supportive network for the
couple while working through the medical work-up and making the
choices involved.

It seems that every woman in the supermarket is pregnant.

The infertile couple finds themselves avoiding friends with babies

and staying away from baby showers and family celebrations
involving children. Attending these events is simply too painful
a reminder of your not having a child. The isolation is
protective in nature. Telling family members of your infertilaty
means that you are also telling them that they will not have a

biclogical grandchild, a cnousin, a2 niece or nephew. It means
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sharing sexual information with others who do not always know hew
to provide the support you need, often giving you pat responses
such as "relax, you'll get pregnant,” which is not helpful. Or
*adopt and you'll get pregnant,” which statistically only occurs
five percent of the time.

puring the anger stage, interest in sex may diminish. Making
love and having sex to conceive a baby are not the same. Some
couples withdraw from each other, needing to repair their hurt by
themselves. Short tempers, tension, stress and avoidance of
intimacy are the side effects of anger and isolation. Anger is
sometimes felt towards the person who is infertile. The male
partner expresses this sometimes non-verbally through temporary
impotence.

Compensating for feelings of inadequacy and loss of self-
esteem, some throw them-elves into their work, accepting a greater
workload and seeking a frantic pace of ever-increasing
obligations. A sense of humor, which helps to get through tough
times, disappears.

Anger and isolation are followed by the stage of logs. It is
the loss of the biological child who has your blonde hair and your
husband's crooked little finger. I remember feeling empty arms
imagining what my child would have looked like. 1I'll never know
for certain what he or she would have been like and it still makes
me sad never to have seen the child we would have had together.
There is no funeral for our dream child, no sympathy card, no

.tward marking of the emptiness we feel.
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The fifth and final stage of infertility is resolution, which
comes from accepting the feelings and integrating them into your
sengse of self. Resolution brings renewed energy to love, work,
and play. A sense of humor r:2turns. You can walk away from your

nfertility, having learnzd essential tools for living. The
infertile couple is then free to build their “amily as adoptive
parents or choose a child-free life style.

Against this backdrop of psychological pain is the
aggravation of how much of the medical expenses the insurance
company will pay. Money magazine reports that insurance companies
may not regard infertility as a disease and will not pay for
treatment because it is considered experimental. The way the
doctor words the bill to the insurance company determines whether
payment will be made. 3

Let me illustrate how the money issurs affected a couple whn
are both employed by the federal government in a professional
capacity. 1In 1986, the husband needed microsurgery in another
city to improve his sperm count. The surgeon demanded his fee of
$10,000 one month in advance of the surgery. The couple paid this
fee in advance, not knowing whether or not Blue Cross and Blue
Shield would reimburse them. They filed tor compensation
immediately after the surgery and six months later the couple was
reimbursed by Blue Cross and Blue Shield for 8 percent, of $6,000

which Blue Cross and Blue Shield considered to be thLe usual and

34arris, Diane, "What It Costs to Fight Infertility." HMoney
Magazine, 201-212, Dec mber 1984.
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customary fee for this surgery. 1In 1985, this couple's income tax
return reported $15,000 of unreimbursed medical expe.ses.

Last month, an attractive 28-year-old woman came to see me
for psychological counseling for infertility after she learned
that her tubes were blocked, making pregnancy possible only
through in yitro fertilization (IVF). Her husband is a career
military officer and the IVF treatment option is not available to
her because her insurance considers IVF to be experimental. She
is saddened by the loss of the child that she cannot have and
angry at the inequity of the system that allows the privilege of
IVF treatment for some, but not for her because of the lack of
reimbursement by her insurance company.

Hany couples who have sought medical treatment for
infertility, reach the point when they lave to let financial
considerations determine whether or not they will continue
treatment or seek adoption. Adoption fees can run up to $10,000,
which is equal to two IVP procedures. They have to make a choice
between the two options knowing they can only choose one.
Stopping short of trying every option, leaves many couples feeling
guilty and unresolved. If or'y we would have tried this
procedure, they ask themselves, maybe we would have had a child.
Resolution of the infertility issue makes the bonding to an
adopted child more likely to occur. This is preventive family
therapy and helps to build a stronger family.

The stress and psychological pain are real. Infertility,

though frequently invisible is real. The financial barrier to
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medical treatment of infertility is real. High adoption costs are
real.

When couples are fortunate enough to conceive a child through
medical intervention, tuney often begin their family with less
money in the bank due to the costs of treatment. Many adoptive
families are aware ot the debt caused by the adoption fees.
Although chey are grateful for the child, they are beginning cheir
¢ eam of a family with a financial deficit.

I support the Federal Employees Family Building Act which
would requir. “ealth insurance plans to provide coverage for
fertility treatmerts and adoption.

Thank you v-cy much for this opportunity to present my ' iews.
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Mrs. ScHrorDER. Thank you all very much.

I wanted to ask whether it costs as much to adopt an older child
that has been in foster care?

Ms. Erwarps. No, it doesn’t because that child would be in the
p}t:l‘ihic system, and the government would pay the fee for that
child.

Mrs. SCHROEDER. So that is less expensive. And of course one of
the tragedies is how little families receive for providing foster care,
at least in my area. We are having great t:ouble finding foster care
parents and a lot of them tnen wan. .o adopt, and there are prob-
lems with that, too. But konnel fees in my area are higher than
what we pay for foster care, and thar really tells you something
about priorities.

As we talk about minority and lower income families, statistics
show that they have ¢ higher incidence of infertility, and yet they
haven’t shown up as n.ach for adoption. Do you think it is because
they think they can’t afford it?

Ms. Epwarps. I disagree with you that they haven ¢ shown up
for adoption. I think that in the categories of people who usually
come to adopt, black families do show up in large numbers. And !
think that maybe even a higher percentage than white families.
There also s a crltural pattern of quasi-adopting relatives children
and neighbors’ children who have special needs. But I think they
do show up, they have a tremendous problem paying the fee, they
absolutely cannot afford it.

And when they do, it is at a great hardship to them.

Mrs. ScuroEDER. Has anybody got statistics on how many couples
you must turn away in a year, because they can’t atford the fee?

Ms. Euwarps. We do n-t turn them away, but many drop out on
their own, because of the fees.

Ms. DURR. We don’t turn awav but we ‘ell them the fee—they
sort of selfselect. So we don’t ki : v exactly the number, but here
and there they tell us “We can’t afford that”.

Als~ T know that the families that do come, some of them—you
know, a coal miner from West Vivginia, a maintenance man from
south Virginia—it is very, very hard.

Now, once they have the child, you know, it is wo..h everything
a}r:d tl »y are happy to have * e child, but the cost is just one of the
things.

Mrs. ScHrOEDER. Do you require, Ms. Durr, that couples have a
certain amount of savings to qualify?

Ms. Durr. No, thev don’t have to have that.

Mrs. SCHROEDER. 50, I take it that what everyone is saying is in-
surance coverage vould help, that at least it would pay some of
those costs. And you would be able to be much fairer, it wouldn't
be money selecting people out.

Ms. Epwarps. Well, you car tell the difference right away, when
a family knows that their fue coverage is going to be paid by the
employer, because they are much more eager and much more hope-
ful. And the others are quite worried about how they are going to
get it togr ther.

Mrs. ScCHROEDER. So, you think it would really expedite the whole
process?

Ms. EpwaARDs. Yes.

U
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M.s. ScHrOEDER. Thank you all very much for being here, I
really appreciate your shedding light from your perspective on this
icsue.

And with that, we have ended the first day of hearirgs on this
bi't. We thank you all for your participation and insight.

And if there is anything people think we have overlooked, we
would be more than happy to have it submitted for the record. And
we will put all the witnesses’ full testimony in the record.

With that, the hearing is adjourned.

[Whereupon, at 11:30 a.m., the hearing was adjourned.)

[The following information was submitted for the record:]
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National
Committee
For

A ]
d Op t l On Suite 51277925 M Street, N.W./ Weshington, D.C  20036/202.463-7559

August 18, 1987

The Honorable Patricia Schroeder
U.S. Housc of Representatives

n A

Washington, 0.C. 20515

Dear Representative Schroeder:

Orn behalf of the membership and Board of lirectors of the
National Cormittee For Adoption, I am writing in regards
to H.R. 2852 **a “Faderal Employees Family Buiiding Act
of 1987." ( gain, we wish to thank you for providing
leadership in addressing ‘e barrizrs to adoption.
Certainly, the necessary costs of adoption provide an ob-
stacle to many families who wish to provids a home to a
child through adoption.

The National Committee For Adc-~“ion, with more voluntary
sector adoption agencies in nemmership than any other
national, non-seci. ~ian organization, fully endorses the
provisions of H.R. 2352 that would reimbuirse Federal em-
ployees for adoption expenses. We are unable to fully
endorse the entire Act, however, not Lecause of any oppo-
sition to infertility treatment but rather because the issue
of fii.ancing of such treatments is cutside our expertise

and purview.

We Took forward to working with you to see the adoption
provisiors of H.R. 2352 enacted into law and thank you
again for being such a strong supporter of wdoption as
a means of family building.

Sincerely,

Bl e

William L. Pierce, Ph.D.
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Director, Reproductive Endocrinologe Major technological breakthroughs have occurred in our own pre-
Department of Obstetnics and cisely defined area of specialization; and we can only be overjoyed
Gynecology and exhilarated and consider ourselves extremely fortunate to be
Yole Unweraity School of Medicine, working during s period of time when such paramount advances
New Hoven, Connecticut have been made. How thrilling it must have been to be Chaucer

writing when Gutenbe:g invented the printing press, or be a physi-
cist working on the Manhaitan Project!

Very few have this opportunity to ne present at the n.zcence of
profound new ideas and applications 20 intimately related to one’s
own field.

Clearly, this advance, like children, offers not only great joy but
\lso a tremendous amount of responsibility. This is always the case
when knowledge has outdistanced wisdom. The editorial by Jones?
in this journal 1 year ago explored basic ethical, religious, and
moral issues associated with this new technology. Now we have t

come to grips with the mere mundane and pragmatic issues associ- 14
ated with IVF.
Two of the main subjects to be sddressed are craftsmanship and
commercialism.
On craftsmanship: our primary goal must be that we remain
physicians, members of a learned profession; we must not fall into
the dual trap of becoming technicians or merchants. In IVF, it can
—_— be slluring to divide work into comprehensi' ' units, so that ulti-
Received October 19, 1983 mately no one understands all of them. Such sprcialization would be
Reprint requests Alar, H DeCi.er- a giant error, because specialization should increase one’s depth
2”' M D, Duszcter, Reproductive En- instead of making one 1nore narrow.? Individual growth (keeping
ocrinology, Depsrinent of Obstetrics A , . , .
and Gynecology, Yale Univeraty up) is essential. As Eddie Arcaro, the famous jockey, once said,
School of Medicine, 333 Cedar Street, "Once a guy starts wearing sil < paj.mas, it’s hard to get up early.”?
New Haven, Connecticut 06510 The problem is that we have never been so dependent on nonphysi- -
724  DeCherney Editor's corner Sertility and Sterslity
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cians—that is, the reproductive physiologist—for
success. To become a superb inducer of ovulation
or an expert aparoscopist or excelient at embryo
transfer is not enocugh. We must maintain excel-
len < in understanding all aspects of this craft if
we are not {0 become mere technicians. For
rhould thut come about, the next step is likely to
be commercial control of our endeavors.

On commercialism: how this new technology
will be distributed to the pubiicis a second timely
issue. Hoechst Pharmaceutical has given a $70
million gift to the Massachusetts Genera! Hos-
pital for studies in molecular biology. Yale now
requires annual disclosure of consultative ar-
rangements, as well as substantial investment
holdings, eic. The engagemont of industry and
academic medicine has been announced, with
marrisge | ‘anned soon. What better area couid
there be to test out commercialized medical crafts
than the area of IVF. This field is potentially
highly profitable, limited in scope, and based on
high technology.

It seems to me that there are at least three
pathways the commercial aspect of IVF might
take in the future. They are (1) the continuance of
strictly academic centers, (2) individusl privately
owned IVF clinics dictated by geography, and (3)
an IVF industry. Only the third idea is controver-

Istion and contre® provide the human element of
the practice of medicine by yielding to pristine
white centers managed by administrator-busi-
nessmen and white-frocked technodocs, we might
lose much of what we consider important in medi-
cine. Should we use our newfound knowledge to
create centers where babies can be officially
manufactured, with children becoming a com-
modity, as su zgested in the 7'ime magazine essay
“Thz Baby Factory™: “Technological purenthood
may have the trapping of business, but it is not
big business; it is the answer to someone’s most
personal prayers.”

The less theatrical alternatives have inherent
problems as well. Many private sector clinicsare
nesded worldwide. How many cases should they
handle per unit to be efficient? What is the mar-
ket? Wouldn't they suffer from lack of quality
contro}? Ien't there a potential for tremendous
exploitatior? On the other hand, the university
hospital and academia have tended not to be very
supportive of this endeavnr #ither. Perhaps they
Inck the resources. An article by our group simi-
lar to the cne published in this issue w1 Fertility
and Sterility’ was rejected by a prestigious jour-
nal catering to broader irterests. It was rejected
for a number uf reasons, but the most cogent one
was that the editors questioned the usefulness of

0oL
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sial and yet creative, threatening to catapult the
obstetric-gynecc’ogic community into Relman’s
medical industrisl complex.®

Health maintenance organizations and 1100
proprietary hospitals are already well established
on the medical scene. Dialysis has become an in-
dustry. Frofessionally planned IVF centers, man-
aged ana marketed, seem a likely extension of
this concept. Ten years ago this route of medical
care seemed odious and unethical, but today it
might rey ‘esent what the future holds for all of
medical ¢ :ence: a technocracy. With rapid and
extreme technological advance comes a desire for
regulation. Wouldn't industry .nd business te
best at this? The National Institutes of Health
and federal government, by failing to reconstitute
its ethics committee as it was directed to do by its
own staff, has opted out of leadership. The insur-
ance industry as well hes relinquished responsi-
bility by refusing to pay for these nrocedures. Yet
regulating ourselves could backfire, in that the
march of progress might be slowed and innova-
tion stymied as the regulators are made less pro-
ductive by having to perform administrative
functions. And so we have a paradox: since regu-

Vol 49, No. 6, December 1983
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a situation where 9 full-time emplovees devoted
their i:me to 66 patients. They suggested it might
be more importani for Yale to do research ~nly
with reqard to IVF, rather than trying to provide
a serv. e, %00!

Therefore, if proficiency and efficiency are the
major concerns, the marketpiace m-y be a desir-
able setting in vhich to provide in vitro services
for patients. Since technology has made viable all
of the alternatives discussed, it then becomes a
question of the medical profession properly allo-
cating health resources in these times of economic
responsibility. If anyone doubts that this new
technology represents a new way of thinking
abou. the ~ractice of medicine, one only has to
remembe’  1at the UCLA.Harbor Group ..as ap-
plied for .. ,.atent for their in vivo ~rocess. I won.
der whether trenchant evaluation of the market
for in vitro services will cause us to determine the
proper commercial course.

Everett Dirtksen said, on nominatinz Barry
Goldwater as 2 presidential candidate, "There is
nothing so powerful a3 an idea whose time has
come.”® This is evidenced by the five articles on
IVF in this issue of Fertility and Sterility.™!!

DeCherney Edifor's corn 725
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They cover all aspects cf the procedure, including
polyspermia, ovulation induction, and predicta-
bility and determination of success rates. Most of
the specific technical advances, past and future,
were considered, in an unrandomized way, in Ed
Wallach’s editorial in this journal a year ago.!?
Some components require further inquisition,
though, incJuding eryobiology, the possible aboli-
tion of tubal surgery, sex selection, the orphan
embryo, ovum capture utilizing ultrasound only,
genetic engineering, and the possibility that
every patient undergoing a laparoscopy for any
fertility-related problem should also have a con-
ccmitant shot at IVF. Also, we must not Jose sight
of important advances that might not relate di-
rectly to IVF but are spin-offs: for instance, our
improved = ~*+ of processing sperm for intra-
uterineinse  ation and heigh‘ened inquisitive-
ners into ovulation induction, as well as our un-
derstanding of follicular metabolism, which has
already grown at # rate that has rapidly out-
stripped our ability to integrate this material. It's
a Jittle like man getting to the moon. Yes, it was
wonderful that man could walk on the moon; it
was a dream of mankind’s come true. But many of
the important technical advances were spin-offs
from the main achievement—computer growth

and the development of distant sensors. These
have enhanced scientific understanding as well as
influenced our daily lives. IVF will undoubtedly
do the same for reproductive endocrinology. It is
not beyond the scope of one’s imagination that in
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future of our field, guard against an uncontrolled
technology, and recognize that, paradoxically,
constraint may ultimately provide greater free-
dom. The integration of craft and commerce as
well as maintaining traditional ideals must be
constructively planned for now.

EPILOGUE

Perhaps some decades from now a child ironi-
cally conceived in fallopio will go into the field of
reproductive endocrinology as 8 technodoc. She
will look back at us and snicker at our naivete.
She will understand well this in vitro process that
we are now 8o crudely manipulating. She might
think: How quaint that a 20% success raie was
considered acceptable; tha! we were unaware of
the repressor substancet, in follicular fluid which
inhibited proper maturation which, once discov-
ered, allowed for an 80% success rate. Even then,
when newborns may be delivored to their waiting
parents on Petri platters, when a masked gyne-
colugist holding a Japaroscope may have replecsd
the Virgin Mary, kneeling,’® I would stili rather
have been Wolfgang Amodeus Mozart than Ar-
thur Rubinstein.
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THE FEDERAL EMPLOYEES FAMILY BUILDING ACT
FACT SHEET

¥hat does the legislation do?

®* The bill reguires that all Pederal employee health
insurance plans cover family building activities.

#  Pamily building activities include:
a) medical procedures necessary to overcome infertility
so as to achieve pregnancy and to carry it to term; and,
b) necessary expenses related to the adoption of a child.

#  Coverea adoption expenses include agency ai . glacement
fees, legal fees, counseling fees, medical costs, foster care
charges, and travel costs.

*  The employee may use cick leave for family building
activities.

% Th: emplcyee may appeel any interference with his or her
right to leave for family building activities.

Why is the legislation needed?

* Infertility is a major health problem.
One out of six couples have a problem corceiving.
* Pairness and equity require insurance coverage.

Pe( 2ral employees have the costs of pregnancy and childbirth
covered by health insurance, but the ccsts of infertility
treatments and adoption currently are not.

£ The cos{s of infertility treatment and adoption can be
prohibitively high.

The risk of infertility is 1 and 1/2 times greater for blacks than
for whites, and is more common among couples witi less than a high
school education. Yet, whites and those with higher incomes are
mor: likely to pursde infertility treatment and adoption. Just as
miduse income emplcyees need insurgrce to help with the costs of
heart problems or broken hones, théy should receive similar
assistance to build families.

" What will be the results?

* adoption & . 1nrer£111ty treatments will become less a
privilege of the affluent, and more available to employees o
different economic _lasses.

¥ Treatment of infertility will help provide answers to the
causes and prevention of guch pr.blems.

;e
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INFERTILITY PACT SHEET

What 1s 1¢?

¥ Infertility 1s the fallure to concelve after one year of trying
without contraception.

* HMany disease conditlons and environmental factors can affect
the reproductive process and interfere with normal reproduc:_sn.

*  Pregnancy reduces the risk of ovarian, endometrial, colon,
rectal, breast and large bowel cancers. Successful treatment of
infertility might ultimately result in significant reductions 1n
the occurrenc» of these 1llnesses and rel :d treatment costs.

* Stresses of trying and fdiling to concelve for an extcnded

period have serious effects on individuals, relationships,
careers, and health.

Who 1s affected?

* Of the 55 million American women of child bearing age (15-44),
10% have trouble concelving.

* In the last 20 years, the number of infertility-related visits
to doctors has nearly quadrupled.

# Nearly 1 million couples seek medical advice or treatmert for
infertility each year.

* Infertility among tcaples aged 20 to 24 increased an alarming
177% between 1965 and 1982.

*# In B0% of infertile couples the female 1s infertile, 1in 0% the
male, and in 20% both. have fertility problems.

Y
* Infertile couples are more likely to be black, more likely to
be clder, and more likely to have recelved less than a high school
education. Yet, a larger proportion of younger and white couples
pursue treatment.

Wnat are the costs?

* The average fee for infertility care (consultation, di~-nosis,
and surgical treatment) 1s between $2,500 and $3,000.

* In 1982, reproduction-related health care accounted Tor only
5.5% of total health care spending. Only 1% or less of that 5.5%
figure was for treatment of infertility.

-~ total health care Spending $322 billion
-~ reproductive-related $17.8 billion
- intertilicy $200 millien
1 " -
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* It has been estimated that $200 million was spent in 1982 for
infertility treatment - if the 1987 amount i3 twice as high, the
overall estimate for reproduction-related health expenditures
#ould increase by only i%.

* The costs of not treating infertility are substantial:

~ loss of human resources, loss of workforce.

- increased risk of cancer, and consequent high medical
~nsts. in women without children.

What can be done?

* 50-60% of infertility can be successfully treated with drugs or
surgery and result in live birtha. Other means of treating
infertility include: '

4 artificial inseminetion:

- An estimated 10,000 couples per year turn to artificial
insemination. About 80% of women receiving artificial
insemination conceive within 3-6 months. 1In 1984, an estimated
8,000 children were born as a result of artificilal insemi-ation.

- Usually 2 or 3 inseminations &are performed each cycle at a
cost of approximately $75 per insemination.

* In vitro fertilization (IVF):

- A process by which an eg,_ .8 fertilized outside the body
of the mother and then transferred back into the mother to
establish a pregnancy. '

- IVF has matured from an experimental therapeutic procedure
to an effective ani wicely applied infertility treatment. There
are now 220 IVF progrims worldwide with about 75 active IVP
programs in the United States. An estimated 12,000-15,000 IVF
procedures have been performed worldwide, resulting in over 2,000
live births.

~ Among experienced IVF programs, pregnancy rates have r’ sen
steadily over the past 5 years intv the range of 20 to 30%. The
IVP success rate cf 20% per attempt is compz~able to the rate for
fertile couples trying to conceive.

- IVF procedures generally cost $3,000 - $5,u00 per attempt;
often several attempts are required to achieve a pr.zgnancy.

- IVP aids 1in the study of contraceptives, the causes of
infertility, cancer, the effect of grugs on the embryo,
chromosomal abnormalities, and cell’growth and differentiation.
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ADOPTION FACT SHEET

* Adoption is a legal procedure in which a person or couple takes
a child that is not their offspring into the family and raises it
as their own; the child may be unrelated to either adoptive
parent, may be a child of one member of the couple, or may be
related in some other way to the adoptive parents.

¥ In 1982, there were 141,861 adoptions. Thirty-six percent of
these were unrelated adoptions:

17,602 healthy infants

5,707 foreign adoptions

14,005 special needs

9,591 adoption of children by foster parents

: In the U.5., it is cstimated that there are at least 2 mi
couples of childbearing age, plus an estimated m.llion singl
L :rsons, seeking to adopt,.

© ks

* 1n 1982, 38% of unrelated adopticns were arranged by public
agencies; 33% by private individuais; and, 29% by private
agencles,

* VWomen who udopt tend to be white and of higher educational and
income levels. Black children constitute 14% of the child
population, 34% of foster care, and 41% of children free for
adoption.

* The cost of adoption can range up to $10,000, with the average
roen-profit agency:fee in 1¢85 being $6,000.

¥ The Federal government has taken a very high profile in urging
private companies to provide adoption benefits for their emplosees

but offers none to its own. .

* Almost 50 private employers offer an adoption benefits plan

that financially assists employees w th expenses related to the
adoption of a child or provides leave for.the adoptive parent.

* There are more than 36,000 special needs children now walting
to be adopted.
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