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THE \

September 9, 1983

PLEASE, J°7""E, THIS IS VERY IMPORTANT MATERTAL f (

"Let merc+€.1 caring not mercv killing be our answer to their needs."

Richard and Leonie Vatson, 9/2/83

MEMORANDUM TO: Certain Friends of the Unborn and I'andicapped Newborn

FROM: Joseph R, Stanton, M.D.

1 just received from Dr. Nick Vatson in California:

(1) Fis and his wife's beautiful and meaningful testimony
in support of Infant Doe Regulations. To one who has
seen Rick Vatson lovingly care for their little special
son, this beautiful, from the soul, witness is a Christian
manifesto on the meaning of acceptance and love.

(2) Canadian Psychiatric Association Position Paper, May, 1978,
I had not previously seen. 1t 1Is an important document.

(3) The March 13, 1983 Canadian decision in re Stephen Dawson.
Must reading!

Additionally, T enclose Dr. Strain's NLJM paper of Aug. 18, 1983,
Strain is president of American Academv of Pediatrics, the successful
enjoiner, cour sy of Judge Gesell, of the original Baby Doe Regula-
tions.

This material should be a valuable resource in defense of
present Infant Doe Regulations.

Sincerely,

wh S l—

Joseph R. Stanton, }.D.

Enclosure

CONTRIBUTIONS "2 THE VALUF »F ('FF COMMITTEE, INC. ARE TAX DEDUCTIBLE.



RICHARD A. WATSON, M.D., FA.CS.
345-A ARGUELLO BOULEVARD
SAN FRANCISCO, CALIFORNIA 94129

{4155:5612556:
September 2, 1983

TE%FIMONY IN SUPPORT OF PROPOSED
RULES FOR NON-DISCRIMINATION ON

THE BASIS OF HANDICAP RELATING TO
HEALTH CARE FOR HANDICAPPED INFANTS
( 45 CFR Part 84 )

The Department of Health and Human Services has recently
proposed regulations to facilitate reporting and governmental
intervention in cases of deliberate neglect against handicapped
infants. We understand that these proposed rules have raised
serious concern on the part both of families and of physicians.

As the mother and father of seven children, we very much
appreciate the concern of those parents who resent and mistrust
further governmental intrusion into the family, particularly
in this sensitive area of moral decision-making. Still, a
limit must ultimately be set, even to the sovereignty of the
family. A recent decision from the Supreme Court of British

Columbia rules:

I am satisfied that the laws of our society are
structured to preserve, protect and maintain human
life and that in the exercise of its inherent jurisdiction,
this court could not sanction the termination of a life
except for the most coercive reasons. The presumption
must be in favor of life...I do not think that it
lies within the prerogative of any parent or of this
court to look down upon a disadvantaged person and

indae the cmalitv aof that merson's 1ife to be so low
*






Finally, as the parents of an eight-year-old boy
with Down's Syndrome, who suffers from marked retardation
and a severe cardio-pulmonary condition, we do appreciate
both the deep anguish and the countless joys that derive
from caring for and caring about a severely handicapped
child. Yet, when Peter was newly born, how easy it
could have been in the shock of first realizing his weakness,
to have allowed one terrified moment of "No!" to slam the
door on this lifetime of "Yes"es., There is no limit set
on the strength, the growth and the fulfillment that his
love continues to bring us every day. For his sake and
for the sake of all the handicapped newborn, it is urgent
that safeguards be enacted. Let merciful caring, not
mercy-killing, be our . i1swer to their needs.

Respectfully,

* These two reports from Canada lend valuable insights
1@ : hand., We enclose complete copies of
: SRR o) ¢ 1 21 will

full attention.

new telephone number : (415) 921-4636
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The time-honored ethic of medicine, that a live patient
is better off than a dead (ne and that a well person is better off than
a sick one, is a simple ethic seve but it has been an effective one.

Medicine i® the healing profession. Medicine is the
treating profession. Medicine has earned its honored position not only
by appearing to take the patient’s side, but by taking the patient's
side in point of fact. We have become trusted because we deserve to
be trusted.

Medicine betrays its identity, and fails in its public
trust, when it finds>any reason to dicker Qi%h death ~ when it accepts
the death of an individual as a means of solving the problems of either
the family or of society,

In this context using terms such as "ordinary means
of treatment'" and '"extraordinary meana of tréatMent" is irrelevant,
These concepts are outside that range of attitudes which the physician
can 1dopt without running the risk of becoming aﬂ agent of harm to
his patient,.

The physician must be on the side of his patient. Thais

13 his traditionsal role, this is his moral role, and this is his only

role.

The Clinical Reality

Psychiatrists have had the priviledge to become those

b !

1) ]
usually happy, and warmly responsive group of people our society

usually calls "mongoloida." They have taught us much about the apprec-

iation of life, and they have shown us by their example the virtue and the
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mental hospital population by the successful treatment of the psychotic
illnesses causel by nutritional deficiencins.

In the forties we took part n the virtual elimination
of General Paresis of the Insﬁno. Till th.-n patients with this dig-

)
order had occupied 5% of mental hospital bcds.

In the forties and fifties we have seen the scourge of
Manic-Depressive Psychosis become a highly treatabhle illness; first
by the use of electro-shock therapy, then by the use of anti-depressant

drugs, and more recently by the use of the simple salt lithium car-

bonate.
L

In the mid fifties the introduction of the ma jor
tranquilizers enabled us to obtain dramatic symptomatic improvement
in the large number of our patients who suffer from schizophrenia.

During thesc same decades refinements of the techniques
of psychotherapy brought about significant progress in the treatment of
the psychoneuroses.

During the sixties we observed with delight the normal
development of children born with phenylketoneuria and other inbhorn
errors of mtabolism which until then had invariably produced severe
mental retardation. This advance was made possible by special diets,
In the same decade because of improved surgical techniques we have
watched large numbers of children growing up with intelligence in the

tr rmé rang who would otherwise have been profc ly retarde ° bec se

of hydrocephalus.

Of all times in history, tnis_iﬁ not the onein which to
be pessiméstic about the possibility that still more major breakthroughs
will be made in the treatment of mental ¢ 3sor :@rs. 'Tﬁe reasonable man
now has good cause téngnticipate the development of a biological

method of treatment to correct or *~ —mn. €y the €fect of the genetic

defect which causes Down's syndr:






on the one hand, and persons who hold a system of ethics centered on
"the quality of life'" on the other hand.

These‘;alua Arientatiuns weigh upon physicians i1n a
particularly unique way. Our moral judgements, whaether they be right
or wrong, can exert undue influence on others because of our social
role; and also because we are interacting with the members of the in-~
fant's family at a time when their lives are in acute crisis.

' Sweating from the heat of this philosophical and
ethical confrontation, we find helpful direqtion from our awareness
that there is a prof and distinction betweeﬁ maintaining life and

prolonging death. Physicians can determine when death is inevitable

with reasonable certainty. Merely postponing the time of death has
never been accepted as good medical practice,

Our profession had incorporated this principle into
its definition of good medical care long before the much heralded ad-
vances in bio-medical technology of the last few decades - which
advances are now errconeously proposed as the reason for our having to

rethink our ethics on the issue being discussed in this paper.

We recognize the logic in the sentiment expressed by
Freeman that it is time that society, and medicine, stopped perpetuat;ng
the fiction that withholding treatment from ﬁﬁose who will thereby con-

y 1 1 .

We are also uncomfortably aware that it is all too
easy to slip into "doublethink” in thias complex area of moral decision
making as we exercise our medical responsibility, Ogr'minds can easily

1. 0 the g« ly desi » (held we | >e by al" physicians) for

rich, full and sati;}ying life for mver;onb; to the recognition that,

as we perceive their present situ- .lon to hé)theaa children may never









IN THE ’ COURT OF BRITISH COLUMI~2A

IN THE MATTER OF STEPHEN DAWSON AND IN THE
MATTER OF A JUDICIAL REVIEW OF A DECISION
OF HER HONOUR DGE BYRNE, A JUDGE OF THE
P WINCIAL COl OF BRITISH COLUMBIA, RE-

SPECTING A INFANT BORN MARCH 29TH,

1976, (STBE JAWSON)

NO. C831628
Vancouver Registry

BETWEEN:

THE SUPERINTENDENT OF FAMILY
AND CHILD SERVICE ‘

PETITIONER

AND:
ROBERT DAWSON and
SHARON DAWSON
RESPONDENTS

NO. 830797
Vancouver Rggistrx

BETWEEN:

PHILIP J. RUSSELL, British
Columbia Association for the
Mentally Retarded, the Public
Trustee for the Province of
British Columbia and STEPHEN
DAWSON by his Guardian ad
Litem, the Public Trustee for

the Province of British’Columbia

PETITIONERS.

THE SUPERIN’” _IDENT OF FAMILY
AND CHILD SERVICE FOR THE °
PROVINCE OF BRITISH COLUMBIA
ROBERT DAWSON AND SHARON
DAWSON

-
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ORAL REASONS FOR JUDGMENT

OF THE HONOURABLE

MR, JUSTICE MCKENZIE

10

11

12

13

14

15

16

17

18

19

2]

22

23

24

25

26

27

28

30






The subject of these proceedings is a severely retarded
boy approaching 7 years, who shortly after birth suffered
profound brain damage through meningitis which inflamed the lining
of his brain and left him with no control over his faculties,
limbs or bodily functions.v At the age of 5 months life-support
surgery was perfogmed by implanting a shunt which is a plastic
tube which drains excess cerebro-spinal fluid from head to another

body cavity from which it is expelled or absorbed.

As perceived by his parents the boy is legally blind,
with atrophied optic‘nerves, partly deaf, incontinent, cannot
hold a spoon to feed himself, cannot stand, walk, talk or hold
objects. They say that he has no method of communicating with
his environment and think he is in pain. The sounds he makes
are too soft to be heard from any distance. He is subject to
seizures despite anti-convulsant medication. He is restrained
by splints'which are bandages on his arms to keep his elbows
straight so that he cannot chew on his hands and roughly handle
his face. Staff carry him from bed to wheelchair, which has

a molded "insert" to ensure he is held securely and he is

belted in with a hip belt.

-

This description applies to his condition as it existed
when he was a patient in Sunnyhill Hospital before the shunt
detected and the parents gave their consent to remedial surgery

but, after a day's reflection, withdrew their consent on the

>

I

11


















retarded with no coni >1 over his faculties ar 1limbs. ( 14
February 1983 he observed the apparent shunt defect. Since 14
February he has noted marked deterioration owing to increased
intercranial pressure, In his opinion more delay will cause
further deterioratin and is likely to cause death, but he is not
100% sure, sometimes the body can establish a balance, but the

pressure is deleterious to the brain, causing pain and distress.

Before the bloékage Dr. Hill found very little capability
but to him Stephen seemed happy, résponded to others and smiled
or laughed when stimulated. He seemed to be in contact with his
surroundings and capable of rudimentary communication, such as
babbling., He seemed to show some response to verbal interaction.
He believes that surgery would be in the child's best interest

because "he is a happy little fellow despite his handicaps.”

2) .Dr. Patrick Murray is the neurosur eon who was
originally scheduled to perform the surgery until the consents
were withdrawn. He will still do it if the parents consent or |
is given lawful authority. He saw Stephen on 15 February 1983
in his padded cot. He ;eemed to be responding to pain but not
to sound or light. HKe had a withdrawal response in his limbs.

He found the shunt was not functioning and intercranial pressure

Surgery was booke pendir parental consent. On the planned day
the parents asked him not to do it - to allow him to die with

dignity. They said they had hoped for an opportunity like this
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became an extended care patient under her care. She sees him as
generally happy, when touched he smiles. "In his environment he
is a happy child"”. She relies on her consultations with other

staff members - teachers and physiotherapists - who confirm this

view, ©

Before the blockage Stephen's general health was good, he
was fully conscious and responied t¢ a touch. There were no
contractions of his joihts, he sat in a regular wheelchair with
an insert, he could hold his head up. He was capable of further
development. She sees great chanues in such children with
schooling and therapy. She does not consider it terrible that he
needs diapers - many adults do and the diapers are now easily
disposable. She thinks he will be a cardidate for toilet training
in the future. The parents have never asked to see her although
she does talk to parents when asked by them. There is no record
cof him being home overnight, although other parents can and do

take their children hon

She tried to pefsuade the parents to allow surgery. The
father said the boy was in constant pain. Dr. McConnell said
"No, if you thought so you shouléd have told me, I don't leave
my patients in constant pain". The social worker present at the
tin said to tr fathe t} : Stephen seemed happy and was making
cains. The father said he had considered killing Stephen.
father said he had discussed this with Stephen himself and he had
agreed, Dr. McConnell was upset and suggested he could be tried
for murder and the father responded that he felt the law would be

t .

on his side.
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(b)

(c)

-~

(vi)

(vii)

-13-

Has clapping and tapping ability, (bringing
his two hands together or against a tray);

Will pull up fraom a supine to a sitting
position, with assistance;

Freding Skills:

(1)

(11)

Does not exhibit primitive reflexes;

Is depandent in the feeding process, although
he participates voluntarily, if stimilated,
in the non-reflexive manner, including:

{A) Fram a hcac~down position, Stephen
will respond to a spoon touched to
the side of his mouth by 1lifting his
head up, and opening his mouth ard
clearing a spoon of food with his lips;

(B) Indicating, in my opinion, his being
full with a meal, by not lifting his .
head or opening his mouth;

(C) Closing his lip on the edge of a cup
to drink, as a refinement from biting
the edge as he was initially doing;

Equipment:

(1)

(11)

Fram his wheelchair, with a foam and ply-
wood in t to serve as a support, Stephen
initially had a headrest, hip belt, shoulder
and chest strap, but, e it for the hip belt
ard with exceptions for ds, the foregoing
has been removed. They were removed in late
October, 1982, and I would infer that their
rémoval demonstrates  ogress fram an earlier
point, before I met Stepl

The tray was installed, on the wheelchair,
in response to Stephen's ability to reach
out and manipulate objects with his hands.
Further a dowel apparatus has been fabricated
to suspend objects fram the top of the dowel,
ra;
11
suspended theretraom;
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6. THAT in Sep! ber of 1982 when Stephen was presented
to my class at school, he appeared to be a grossly under-
stimulated child who constantly sucked his hands.

7. THAT I was able to observe that within a period of a
foew wieks Stephen was able to show a very good response
to the verbal comand, "No Stephen, hands out", This
situation pf®gr sed to the point that by Jamary, 1983
on such camand, Stephen would take his hands out of his
mouth for periods of up to thirty (30) minutes.

8. THAT as a result of Stephan's progress with respect to
verbal camrands to take his hands fram his mouth, he was
chosen as the only child out of fifty (50) or more children
at the Sunnyhill School, for daily one-to—-one music therapy.
I arranged this due to the belief that Stephen was one
child who would benefit very quickly fram this type of
intervention: the rational for this was that Stephen's
hand-sucking clearly irdicated that he was seeking stimula-
tion and his response to our request for hands out, showed
that he was open to new ways to obtain stimlation.

8. THAT during the course of my involvement with STEPHEN
DAWSON, 1 observed that he obtained great pleasure and
smiled a great ¢ 1 in vocalizing sounds, particularly the
sounds "SSS", "K" and "HU". The fact that :ephen would
atterpt to copy these sounds when made by ot  individuals
plainly showed that he was able to respord to his environ-
ment and make progress towards the n iments of social
interaction. )

10. THAT prior to the discovery of STEPHEN DAWSON's blocked
shunt, I did not notice Stephen to ever be in pain as he
always appeared to be a fairly happy child and was never
observed crying.-

11. THAT during my involvemant with STEPHEN DAWSON, not
only did he progress to the stage of removing his hards
fram his mouth, he also be=gan to interact with his ernvirom
ment in various ways including clapring on his chair tray
and learning to work the levers on an electronic toy which
would operate a fan or tape—-recorder.

- . SR ataaatlon CHE XXX Yo E PR - U P
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more potential than he previousily exiiosccu.
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More coning could kill him. Dr. Crichton cannot tell if Stephen

will necessarily die without the operation.

8) Dr. Bizma Tischler was called by the Child Advocat
appointed by the Attorney General. She is a pediatric specialist
who for 15 years has been the Madical Director of Woodlands
Hospital where are found mostly scverely and profoundly retarded
chilédren and adults. She has never scen Stephen but has spoken

to Drs. Hill and Murray. She has not seen his brain scan.

Without a shunt revision she believes that Stepehn will not
necessarily die but may live for months or years. If he lives
without a shunt there will be additional brain damage, his
function level will decrease, he will suffer pain from headaches
mainly. A state of equilibrium may be reached in that the fluid
production may decrease. She has a 12 year old patient in
wWoodlands who is congenitally hydrocephalic who has a head

circumference of 38" and requires complete bed care and nursing.

He has never had a shunt.

In considering the application of the parens patriae

Jurisdiction I recognize that the central concern is to discover

what 1s in Stephen's best interest. This is not a "right to die™

sitvation where the courts are concerned with people who are
terminally ill from incurable conditions. Rather it is a guestion
ett - : has t}r ri_»t to 1 :eis

and surgical care of a relatively simple kind which will assure to

him the continuation of his life, such as it is.

-
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ness or otherwise of his life in its own context as a disabled
person - and in that cc text he would not compare his life with
that of a person enjoying normal advantages. He would know nothir

cof a normal person's life having never experienced it.
"

An English case which raisz=3d rather similar problems is
In Re B, The Weekly Law Reports, Nov.rber 27, 1981, in the Court

of Appeal and I quote from the reasons of Templeman, L.J.:

It concermns a little girl who was born an July 28,
1581. She was born suffering from Down's syndrame,
which r 1s that she will be a mongol. She was also
born with an intestinal blockage which will be fatal
unless it is operated upon. Wwhen the pa: ts were
informed of the condition of the child they took the
view that it wc be unkind to this child to operate
upon her, and that the best thing to do was for her not
to have the operation, in which case she would die
within a few days. During those few days she could
be kept from pain and suffering by sedation. They took
the view that would be the kindest thing in the interests
of the child. They so infooned the doctors at the
hospital, and refused to consent to the operation taking
place. It is agre=d on all hands that the parents came
to this decision with great sorrow. It was a firm
decision: they gsnuinely telieved that it was in the
bzst interests of this child. . . .

What hapoened then was that the doctars being informed
that the parents would rot consent to the operatian
contacted the local auvthority who very properly made
the child a ward of court amd asked the judge to give
care and control to the local authority and to authorise
them to direct that the operation be carried out, and the
judge did so direct. But when the child was moved frum
the hospital where it was born to another hospital for

~p ———

parents 6bjectad.
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kind of decisi  the views of responsible ard caring
parents, as th 2 are, should be respected, and that .
their dacision that it is better for the child to be: -
allowed to die should be respected. Fortunately or
unfortunately, in this particular case the decision

no longer lies with the paremts or with the doctors,
buot lies with the court. It is a decision which of
course must be made in the light of the evidence and
views expressed by the parznts and the doctors, it at
the erd of the day it d=volves on this court in this
Farticular instance to decide vhet}? - the life of this
child is deronstrably going to be so awful that in .
effect the child rust be comdzmned to die, or whether
the life of this child is still so imponderable that.
1t would be wrong for her to be conda=med to die. . -~
There may be cases, I }'now ot, of severe proved »
Samage where the future is so certain and where the
life of the child is so boud to be fu'' of pain and
suffering that the court might be driven to a different
‘conclusion, but in the present case the choice which
lies before the court is this: whether ta allow an
“greration to take place which may result in the ch:le
{:ving for 20 or 30 years as a rongoloid or whether
kand I think this must be brutally the result) to
terminate the life of a rongoloid child because she

" ©1so has an intestinal complaint. Faced with that .
"thoice I have no doubt that it is the duty of this

rourt to decide that the child must live. The judge
sas mxch affected by the reasons given by the wents

- and came to the conclusion th * their wi ze.sc:ught.ta
“#e respected. Innyjudgmenthee.rredmthatthe»

&uty of the court is to dacide whether it is in-the
miterests of the child that an operation shou ake
place. The evidence in this case only ¢ i t« O
that if the operation takes place and is successful
then the child may live the normal sgan of a mongoloid
zhild with the handicaps ard d=fects ard life of a -

" ‘songol child, anmd it is rot for this court to say
“:at life of that description ovght to be extinguished.

.Accordingly the appeal must be allowed and the local

m-rority most be authorised tharmselves to authorise
ad direct the opzsration to be carried out on the
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I cannot acce t their view that Stephen wout~ 31 be better
off dead. If it is to be decided that "it is in the best
interests of Stephen Dawson that his existence cease", then it
must be decided that, for him, non-existence is the better
alternative. This wou}d mcan regarding the life of a handicapped
child as not only lesé valuable than the life of a normal child,
but so much less valuable that it is not worth preserving. I
tremble at contemplating the consequences if the lives of

disabled persons are dependent upon such judgments.

. To refer back to the words of Templ an, L.J. I cannot
in conscience find that this is a case of severe.proved
damage "where the future is so certain and where the life of
the child is so bound to be full of pain and suffering that the
court might be driven to a different conclusion®.. I am not
satisfied that "the life of this child is demons’ 1ibly going t
be so awful that in eff?ct the child must be condemned to die".
Rather I believe that "the life of this child is still so
imponderable that it would be wronag for her to be condemned

to die".

There is not a simple choice here of allowing the chil ™’
to live or die according to whether the shunt is implanted or
not. There looms tf awful possibility t} t wi''out ""e s}

the child will endure in a state of progressing disability ar

pain. It is too simplistic to say that the child should be
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allo :8 to die in peace.

In conclusion I order that interim cu :ody b- granted to
the _aperinten¢ 1t pending a hearing pursuant to s.13 of the
Family and Child service Act and while in that nterim custody
the surgical procedure be carried out pursuant to the authority

of { is court. The matter is remitted to the Provincial Court

for the s.13 hearing.

A -

Vancouver, B.C.
March 18, 1983.
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F ther, I am ¢ ing a letter f:  Inspector G¢ ‘:ral Kusserow as well
as a listing of 74 tederally funded clinics involved directly with
abortion.

I have written to Mrs. Marjory Mecklenburg about the aforementioned list,
and a copy of her response is attached.

In furtherance of the management initiatives to be taken by the Reagan
Administration in comection with the formulation of the FY 1985 budget,
I hope that you will "clean up the act' of Title X by taking the four
minimal steps I have suggested.

Please call on me for further information.
With God for Life

) : -
AL e /) LETLLTE e

%
Mrs.) Judie Brown

President (-

enclosure
JB/mb
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Attac’ it 2

TION 1( 3.....

(a) e of the funds authorized to be appropriated
wer this title shall be used to~ f m abortions

¢ to provide . ortion related services.

t ) one of the funds authorized in this title may be

used to:

1) 1lobby or otherwise infli e legislation

pending in Congress or before any state
or local legislative body

2) assist in supporting or defeating any refe:
dum or initiative or other state or local
ballot measure.

(c) The term "to lobby'" in subsection (b) is defined as:

-insert definition contained in proposed A-122

regulations-

|-
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MAILING ADDRESS PO BOX 430, STAFFORD, VA 22554
OFFICES ROUTE #6 BOX 152-F STAFFORD, VA 22554
(703) 659-41/71

NATIONAL HEADQUARTERS

September 15, 1983

Mr. John A. Svaln

Assistant to the President for Pollcy Development
The White House

Washington, D.C. 20500

Dear Mr. Svahn,

As the administration formulates the FY 1985 Budget, you will
be required to m e recommendations concerning a very contro-
versial program, the Title X Public Health rvice Act, which
expir on September 30, 1984.

Prior to making a decision about this program, I request a
meeting with you to discuss the major deficienci  in this
Title X program as evidenced by two highly critical government
accounting office reports that show massive waste and abuse

in this program.

The Administration must positively address the problems in this
program prior to a final decision on the FY 1985 Budget.

A decision, by default or otherwise, to reauthorize this progy
will make a mockery of the 1980 promises to clean up the mess in
Washington. Non-action against the waste and abuse in the Title X
program will be a clear signal that the social pork barrel is
alive and well, even in the Reagan Administration.

I look forward to meeting with you to discuss this vital subject.
With God for Life,

»

¢ .Y JudieB n
President

ALL .. . tforGod, tor Life, tor the Family, tor the Nation

"But because thou art lukewarm, and neither cold, nor hot, I will begin to vomit thee out of my mouth” (Rev. 3:16)












