Che Case of Shaton
Kowalski and Karen
Chompson: Ableism,

Heterosexism, and Sexis

Joan L. Griscom

Today’s debate over the legalization of
and distant from daily life. Furthermo

n seent abstrde @@
ignore the questio
(et
G £

,

skixvas in a head-on collision with a
ain-stem injury, became paralyzed,
t Jolit, aron was in a committed partnership with

dr

Kar
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was finally transferred to an appropriate rehabilitation facility, reunited with
lover and friends, and, in 1991, finally allowed her choice to live with Karen.
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In this article T tell the story of Sharon Kowalski and Karen Thompson.
While the story shows violations of their human rights, it is more than a story
of two individuals. The injustices they encountered were modes of oppression
that operate at a social-structural level and affect many other people. These
oppressions include ableism, discrimination against disabled persons; hetero-
sexism, the structuring of our institutions to legitimate only heterosexual rela-
tionships; and sexism, discrimination against women. Their story shows the
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By November 1983, Sharon and Kare
four years. Karen was thirty-six, teach
State University, devoutly religious, conserva
a fine athlete who had graduated-fre

e
€ ¢

ily to attend
\ Alter she and Karen
ether, and vowed life-

w ks, and doctors were pes-
o urs, daﬂy, talking to her, reading
her neck, shoulders, and hands. It is

indicate answers.o quesiions by moving it. Later she began to tap her fingers,
then slo write letters and words.

parents became suspicious of the long hours Karen was
her, and increasingly Karen feared they would try to exclude
aron’s life. After consulting a psychologist, she wrote them a letter
explaining their love, in hopes they would understand her importance to
Sharon. They reacted with shock, denial, and rage. As the nightmare deep-
ened, Karen consulted a lawyer and learned she had no legal rights, unless
she won guardianship. In March, 1984, she therefore filed for guardianship,
and Donald Kowalski counterfiled.
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Guardianship was awarded to Kowalski, but Karen was granted equal
access to medical and financial information and full visitation rights. She con-
tinued to participate in both physical and occupational therapy. Sharon
improved slowly; Karen made her an alphabet board, and she began to spell
out answers to questions. Later she began to communicate by typewriter, and
in August spoke a few words. But conflicts continued. The day after the court
decision Kowalski incorrectly told Karen she did not have visitation rights,

terfiled to remove him as guardian.

Months elapsed while the legal bat Sha Qq was moved @
several times, regressed in her skills, a a
i 3 e

Minnesota Civil Liberties Union (MCLU

being violated. A tri-cou
of Sharon’s capacity to co
she stated she was gay-
MCLU asked to repres
court refused b

2 last time for over three years.
«% e medical system failed Sharon in at least
' upply rehabilitation in the years when it was

who was starti and to feed herself was locked away for over three

{ nted feeding tube, left insufficiently stretched so that
een starting to work curled back on themselves again. Sec-
deprived of the bombardment of emotional and physical stimu-
aded to regenerate her cognitive faculties. Once in the nursing home,
for example, she was forbidden regenerative outside excursions. Third,
although medical staff often recognized Sharon’s unusual response to Karen,
they failed to explain to her parents its importance. Despite an urgent need
for counseling to assist the parents, none, except for one court-mandated ses-
sion, took place.
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The failure of the medical system was consistently supported by the legal
system. Initially the court ruled that Sharon must have access to a young-
adult rehabilitation ward. But once Kowalski won full guardianship, he was
able to move her to a nursing home without such a ward. In 1985 the Office
of Health Facility Complaints investigated Sharon’s right to choose visitors, a
right guaranteed by the Minnesota Patient Bill of Rights, and found that
indeed her right was being violated. However, the appeals court held that the

ch groups. She recog-
asgating for others, e.g., gay/
5. The reserved, closeted,
1ed into a passionate public speaker
bilitation for Sharon; and slowly she
rnative press responded; national groups

gan publishing concerned articles; Karen appeared
ms; state and national politicians, including Jesse Jack-
anwhile Sharon remained in the nursing home, cut off from
lly regressed, psychologically depressed.

TheWrst break in the case came in February, 1988. In response to a new
motion from Karen, requesting that Sharon be tested for competence, testing
was ordered. In January, 1989, she was moved to the Miller-Dwan Medical
Center for a 60-day evaluation. Kowalski unsuccessfully argued in court
against both the move and the testing. Sharon immediately expressed her
wish to see Karen. On February 2, 1989, Karen visited her for the first time in
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three and a half years, an event which made banner headlines in the alterna-
tive press across the nation. She was, however, highly depressed, with
numerous physical problems: for example, her feet had curled up so tightly
that she was no longer able to stand. More significant was her cognitive abil-
ity; to this day, her short-term memory loss remains considerable.

The competency evaluation nevertheless demonstrated that she could
communicate on an adult level and had significant potential for xehabilita-

ment,” and added:

We believe Sharon has shown areas of potential and abll'
choices in many areas of her life. She has consiste
return home . . . to live with Karen Thom

al staff testified unani-
elf what relationships she
t' d that she was capable of
gbest qualified to care for her in a
owalskis opposed the petition. The
omfortable with the national publicity.
ron and Karen to fly out to San Francisco
oman of Courage Award from the National Organi-
¢ he réfused Sharon permission to attend the first Disability
totoHe issued a gag order against Karen, which was over-
Finally, in April, 1991, he denied Karen guardianship and
2 supposedly “neutral third party,” a former classmate of Sharon
who livedbnear the Kowalski parents and had testified against Karen in a 1984
hearing. This decision raised the alarming possibility that Sharon might be
returned to the inadequate facility. Karen appealed it.
In December, 1991, the appeals court reversed the judge’s ruling and
granted guardianship to Karen, on two bases: first, the medical testimony that
Sharon was able to make her own choices; and second, the fact that the two
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women are “a family of affinity” that deserves respect. This is a major decision
in U.S. legal history, setting important legal precedents both for disabled
people and gay/lesbian families. Sharon and Karen now live together.

© Zhe Zhree /Modes of Oppression

Sharon and Karen were denied their rights by three interacting
oppression: ableism, heterosexism, and sexism. Originally
that their difficulties were merely personal problems. i
believed that our social institutions are basically fair,

individual rights. In the book! she co-authored wijt i

were involved in their supposedly perso
they experienced was systemic.

bility to spea
u

SO
L@were
Sharon,

thers spoke to She were a
€T presence as j t there. When
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Qg was that Karen talked

e Handicap Services Pro-
tions with her, the courts did not
, relying instead on testimony from
agtion with her. A major article in the St. Paul
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gerily silent daughte trapped in her twisted body.” Eerily silent? This is
the person wha<typed\out “columbine” when asked her favorite flower,
answereg\arj{iing questions correctly, and responded to numerous ques-
¢, feelings, and wishes. She also communicates nonverbally

ks to ableism, Sharon was often stereotyped as helpless. The pre-
sumption of helplessness “traps” her far more severely than her “twisted
body.” Once a person is labeled helpless, there is no need to consult her
wishes, consider her written communications, hear her testimony. When
Sharon arrived at Miller-Dwan for competency testing, Karen reported with
joy that staff was giving her information and allowing her choices, even if her
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choice was to do nothing. Most seriously, if a person is seen as helpless, then
there is no potential for rehabilitation. As Ellen Bilofsky? has written, Sharon
was presumed “incompetent until proven competent.” If Karen’s legal motion
for competency testing had not been accepted, Sharon might have remained
in the nursing home indefinitely, presumed incompetent.

Finally, ableism can lead to keeping disabled persons hidden, literally out
of sight. Kowalski argued against day passes, resisted Karen’s effoys to take
Sharon out, and testified he would not take her to a church or shoppihg center

straight or anything because she’s laying
rest in peace.”

half years of loss, lonelines
depression and respond

Because she was not “family.” See-
clest interceded, brought information,

are of the three-and-a-half year separation. While
xPal partners might have trouble securing guardianship,
ould not.

e~of heterosexism, Sharon’s emotional need for her partner and
Karen’s rehabilitative effect on her were not honored. Because of Sharon’s
response, Karen was often included in the therapeutic work. Yet, prior to
1989, medical staff often refused to testify to this positive effect. Perhaps they
feared condoning the same-sex relationship, perhaps they wished to stay out
of the conflict. One neurologist, Dr. Keith Larson, did testify, although stipu-
lating that he spoke as friend of the court, not as witness for Karen.
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The reason I'm here today is . . . to deliver an observation that I have ago-
nized over and thought a great deal about, and prayed a little bit. . . . I can-
not help but say that Sharon’s friend, Karen, can get out of Sharon physical
actions, attempts at vocalization, and longer periods of alertness and atten-
tion than can really any of our professional therapists.

Why was it necessary to “agonize” over this testimony? Pray about it? Make
such a tremendous effort? Clearly, were one of the partners male, Larson
would have had no difficulty. He simply would have reported that the patient
responded to her partner. Some medical staff did testify

effort; and after 1989, testimony from medical persg and
unanimous. However, repeatedly, the courts ignored-i
Finally, heterosexism is evident in a 0 exaggerate

the role of sex in same-sex relationshifs. k that\the 1'3765 @
iden 1

gay/lesbian people revolve around se
psychological research is that homosexu
than heterosexual people. Further;-gay/les

e NO more sexyz
is often percei -

L. Wilson,

volved in bathi Kowalski behind a

period of tj ) Thompson has [also]
skithat existed prior to the
est medical judgment . . . I feel

at this, time would expose Sharon Kowalski

>

e nursing home staff not to let Karen visit.
tes, Karen could have continued to visit while the
1 appeal, the nursing home was obliged to obey the

Accordingly, Wils

though under
court decisions axgre un
doctor’s

e, ableism and heterosexism merge. If they were unmarried
rtners, sexual abuse probably would not have been an issue. If
married, the issue would not exist. Ableism often denies disabled persons their
sexuality, though a person does not lose her sexuality simply because she
becomes disabled. Also, a person who loses the capacity to speak has a special
need for touching. What were Sharon’s sexual rights? When she was starting
to emerge from the coma, she once reached out and touched Karen’s breast,
and later placed Karen’s hand on her breast. At the time Karen did not dare ask
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medical advice for fear of revealing their relationship. Even to raise such ques-
tions might have exposed her to more charges of sexual abuse.

While same-sex relationships are often called “anti-family” in our hetero-
sexist society, actually such relationships create family, in that they create
stable emotional and economic units. Family, in this sense, may be defined as
a kin-like unit of two or more persons related by blood, marriage, adoption,
or primary commitment, who usually share the same household. Sharon and

tently said she was gay, Karen was her lover, she wa
While marriage has historically occurred between two 3ex
determine its definition. In U.S. history, marriag¢ betwee
persons was forbidden for centuries. In 49 %
finally declared miscegenation laws u L-there wi
laws in sixteen states.

subordinated to men. Wo
were expected to marr
intrinsically sexist
Karen was illegiti
the father.

/ Firally, our society devalues
Oifice, very early, a doctor advised
emarks was that “Sharon’s parents will

o deal with this, but you don’t. Maybe you
r own life.” Friendship between the two

clear that the modes of oppression work simultane-
Lorde?, I argue that “there is no hierarchy of oppression.”
ot more important than sexuality in curtailing Sharon’s free-
doms; they worked together seamlessly, in her life as in the legal and medical
systems. Admittedly, any individual’s perspective on the case may reflect the
issue most central to her or his life: e.g., the gay press, reporting the case,
emphasized heterosexism, and the disability rights press emphasized
ableism. Working in coalition on this case, some women were ill at ease with
disability rights activists; and some disability rights groups were anxious
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about associating with gay/lesbian issues. But there are lesbians and gays in
the disabled community, and disabled folks in women’s groups. Karen expe-
rienced the inseparability of the issues once when invited to speak to a Pres-
byterian group. They asked her to speak only about ableism since they had
already “done” gay/lesbian concerns. She tried, but found it nearly impos-
sible; she had to censor her material, ignore basic facts, leave out crucial con-
nections.

In each mode of oppression, one group of persons takes pywer over

>

Karen Thompson’s and Sharon Kowalski
ity of life were taken from them. Sharo
been saved. As the Minnesota Civil Lib

criminal loses only his or her liberty; Sha alski has lost tHe ri
choose whom she may w ay like, and who m

change this picture took n years of struggle by ho lived
out her vow of lifetim d the work mitted per-

sons and groups.

provide rehabilitation for Sharon

disability rights activists, gays and lesbians,
civil rights groups. In addition there were

nk driver, become disabled, and in the process lose
ts. The Kowalski/Thompson case stands as a warn-
divided society, freedom is still a privilege and rights

ing in nontraditional families need legal protection to secure
legal andenedical rights. Karen Thompson stresses the importance of making
your relationships known to your family of birth, if possible, and informing
them of your wishes in case of disability or death. Also, it is essential to exe-
cute a durable power of attorney, a document that stipulates a person to
make medical and financial decisions for you, in case of need. Copies should
be given to your physician. While requirements vary between states and pow-
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ers of attorney are not always enforceable, they may protect your rights.
Information about how to execute them may be found in your public library,
in consultation with a competent lawyer, or in Appendix B of the book Why
Can’t Sharon Kowalski Come Home?

Sndnotes
IKaren Thompson and Julie Andrzejewski. Why Can’t Sharon Kowalski
San Francisco: Spinster/Aunt Lute, 1988. All quotations in t
book.

2Ellen Bilofsky. “The Fragile Rights of Sharon Kowalski.” Heqlt
19, 4-16.

3Audre Lorde. “There Is No Hierarchy of O
Bulletin, 1983, 14, 9.
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Questions
1.

¢ct in this case?

i example of how &st two forms of oppression/privilege inter-

your state and find out whether Kowalski and
ces might be similar or different today.

e to make a case for the recognition of same-sex
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