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Editors’ Introductions

Editing this issue of Lesbian Ethics has been an experience of great
joy for me and | want to first thank everyone for the support that I have
received and Fox for the opportunity to guest edit this edition. Lesbian
community is a very elusive construct which does not restrain many of
us from still discussing it, being frustrated and disappointed by it, and
both loving it and despairing that it is not more perfect. However, |
believe that we have and will continue to grow as we struggle to figure it
out and work to make it consistent with our sense of what it ought to be

As lesbians, we often seem to have a commitment to and expectation
of perfection that can make us our most acute critics. We are very aware
of the damage that patriarchy has and continues to inflict on us, other
wimmin and children. Our lives, our issues and our efforts to heal
ourselves are fraught with pathos and we have had to endure the loss of
some exceptional and well-loved lesbians. There are times when we feel
an urgency that makes us intolerant and divisive. But we continue and
we go on to struggle another day. It is our very tenacity, our unwilling-
ness to let them defeat us that inspires me to not give up in our darkest
moments.

Lesbian community, whatever else it might be, is dynamic. The
contributions offered in this issue represent that very dynamism. It is
important that we continue to connect with each other and | hope that
this edition of the journal will be yet another opportunity for us to do so.

In lesbian love and struggle,

Jackie Anderson

It was great having Jackie do this issue, I'm going to continue alter-
nating with guest editors, although the editors for LE 6:1 have not yet
been determined. The focus for the next issue, LE 5:3, is Radical Heal-
ing, that is, alternative dyke methods for healing across the whole range
—from headaches to girlhood rape and cancer, from sadness to mad-
ness. There is still time to contribute to this issue, write me to inquire
about deadlines. (Pieces on topics other than the focus are always
welcome.)

Fox




A Lesbian Love Story
o |

When Lesbian Community Works

Linda Strega

On January 29, 1993, | found out | had cancer and needed surgery.
I've had Chronic Fatigue Immune Dysfunction Syndrome (CFIDS, also
known as ME or Myalgic Encephalomyelitis) since 1981 and Multiple
Chemical Sensitivities (MCS) for almost as long. | couldn’t imagine how
| could survive the toxins, stresses and exhaustion of surgery and hospi-
talization, never mind the cancer itself, and | wasn’t sure | wanted to.
My first reaction to the bad news was a nauseating terror about pro-
longed pain, dependency and death that might be in my near future, and
my next thoughts were, “I barely have the energy to get through each
day as it is. How can I do all the things I'll need to do to prepare for sur-
gery and then try to recover? And how am | going to pay for it all?”

There’s no way | can adequately describe the life-saving encompass-

ing support given me since then by Lesbian friends—almost all Separa-

tist—in my home community of Oakland, California, or the warm and

generous support of over seventy Separatists and other Lesbians from the
U.S., Canada, Aotearoa (New Zealand), Argentina, Japan, Australia, and

Europe, who sent me money, information, cards, letters and notes of
loving encouragement. Some of these wonderful Lesbians I'd known for
twenty years, some for less than a year, and some I've never met. Most
are Separatists, and some have very different politics—almost all are
activists.

I’'m writing this to publicly thank them all, to share information that
might be useful to other Lesbians in similar situations, and to share the
good feelings and sense of hopefulness that an experience like this can
give. Like any Lesbian, especially one who's been a Separatist for a lon
time, |"'ve had my share of painful disappointments, betrayals and alien-
ation within Lesbian community, and it feels wonderfully healing to now
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be able to write about an experience where Lesbian community em-
braced me and carried me through a life-threatening crisis. | could not
have made it through surgery and hospitalization, or the times before
and after, without the support | was given, and I’'m not sure | would have
even wanted to make it through. Having been chronically ill and social-
ly limited for thirteen years, | was awfully low on energy, patience and
love of life. The love and support | got not only took care of my physical
needs, it gave me a tremendous boost of relief and joy.

Seven months after my diagnosis I'm less tired than before surgery,
and life has a renewed sweetness. I've been told that because | had an
unusually aggressive type of cancer, my chances of having a recurrence
and/or metastasis are up to 50%. But no matter how short or long the
rest of my life is, | know without doubt that | am well-loved, and | feel
connected with more other Lesbians, especially other Separatists, than

ever before.

-

Core Group Community and Networking

My core support group of wonderful Lesbian Separatist friends did,
and continues to do, the major day-to-day work of helping me survive.
They are: Bev, my housemate and my best friend of nineteen years who
also has CFIDS and MCS; Sylph, who is Bev’s lover and my good friend
and has lived in Oakland almost two years; and Elizabeth, Lisa, Karen
and Carol, who have all moved to Oakland within the past two and a
half years. | want to describe some of what they did so other Lesbians
can get an idea of what's needed in a situation like mine, and how much
is possible.!

As soon as | got the cancer diagnosis, Bev called all our friends and
told them, and then began a series of stress-filled phone calls to doctors’
offices to get information about which further tests and surgery | should
have and to find a good female surgeon who accepts the state welfare
health insurance and who practices at a reputable hospital. The informa-
tion came in bits and pieces, much of it was contradictory, some we
knew was wrong, many doctors’ receptionists were cold and nasty—so
Bev was making phone calls for hours every day for weeks. Bev also
ummedla.tely took on most of my half of our usually shared household
}t]:;srl;s.o ie;lgg \;Er:psiizko?c:;sislf; }::iz wo.rk plus he_r anxiety for me was very

. ; ; ontinues to give me the most ongoing
emotional support as well as daily physical help.

o
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Sylph also made phone calls for me in search of medical items and
supplements I'd need, fixed meals for Bev and me, ar)d wrote and
mailed notices to Lesbian publications about my having cancer and
needing money and information. Bev, Elizabeth and L'iZ also called
Lesbians we all know in the Bay Area to ask for donations of safe blood
in case | needed transfusions during surgery. Elizabeth herse.lf gave
blood, and so did Louise and Mady. Other Lesbians had t,hEIT blood
typed in preparation to donate, but found out theirs e t a type | could
use. | did require a transfusion during surgery, and it's great to know |
got safe Leshian blood.

Lisa and Elizabeth went to the Berkeley Women's C'ancer Resource
Center to find and photocopy needed medical information. They called
SMASH (Separatist Mutual Aid Society, Hooray), Lavender L.E.A.F.
(Lesbian Emergency Action Fund) and the Dykefund, so that | got dona-
tions through all three to help with medical bills not covered by the state
insurance. (SMASH was organized by and for Separatists at the 1991
Separatist Conference; L.E.AF. and the Dykefund were created locally
by and for poverty-class and working-class Lesbians.) Lisa took on the
frustrating job of applying for the state welfare medical insurance for me,
which involved countless visits to the state agency and many phone
calls, with all the usual waiting in lines and being given wrong informa-
tion. It was Lisa’s persistence that got me the insurance just in time for
the scheduled surgery on March 15th. There was no way | could have
done it myself without physically collapsing. The cruelty of the welfare

system and the anxiety it put us through was one of the hardest things to
live with during the weeks between diagnosis and surgery.

The money I've received from donations means | don’t have to
choose between medical care and food or other necessities. It also helps
pay for herbs, vitamins, homeopathy and Qi Gong/Tai Chi lessons, all of
which are part of my alternative healing plan and which are doing me a
lot of good. (My surgeon recommended chemotherapy and radiation to
try and kill any remaining cancer cells, but | decided not to accept either
one because both methods kill healthy tissue as well and further damage
the immune system and vital organs.)?

Lisa, Elizabeth, Karen and Carol began cooking meals for Bev and
me right away, and they still bring us two meals a week now, on a rotat-
ing schedule they arranged among themselves. They're great meals, too!
They also did our weekly grocery shopping for us until Kate, a Lesbian
volunteer from the Women's Cancer Resource Center, took over. That
help alone has relieved me from a huge amount of fatigue and relapses
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of CFIDS and MCS symptoms. Carol picked up medical supplies for M€,
and several times picked up medical records | needed on very short NO-
tice. Lisa drove Bev and me to my doctor appointments and pre-surgery
tests and usually came into the doctor’s office with us, to be a witness
and to help us remember things. Elizabeth and Lisa bought Bev and me
an answering machine to reduce the fatigue of dealing with so many eXx-
tra calls. Bev sought out and brought me books about cancer, hysterec-
tomy, and alternative healing.
Lisa, Elizabeth, Bev and Sylph wrote a letter about my situation for all
the Lesbians we know, and Lisa and Elizabeth typed, photocopied, and
mailed it. An update was later written and mailed in the same way to all
Lesbians who responded to the first mailing. Lisa acted as a conduit for
donations and messages received. it
I'm very touched at all the help I also got from Lesbians who didn’t
know me. Rowan happened to phone me the same day | got the cancer
diagnosis, in answer to an ad I'd placed about a Lesbian support group.
She offered help immediately and ended up sending me a large amount
of money each month for three months, which made a huge difference

in my life. :
Friends like Barbara Ruth and Jessica, who are themselves disabled
gave me wonderful

by chronic illness and are disability rights activists, :
support, always practical and encouraging, acknowlf:dgmg b_Oth my,
strengths and vulnerabilities, understanding from their own lives just
what | needed at any given time. They also showed deep and U“def' S
standing concern for Bev. Jessica phoned Bev and me at the most'5|gn|f|-
cant times to find out how we were, giving us both a strong ongoing
sense of her caring presence. Throughout the crisis, | could feel Lesbi-
ans’ thoughts, concern and love as an abiding strong and gentle pres-
ence, so that | seldom felt alone when 1 didn’t want to be alone.

Barbara Ruth sent me essential information about how to educate the
surgeon and anesthesiologist about chemical sensitivities, what to re-
quest from the hospital staff, and what to provide for myself, and she
gave wonderful emotional support, telling me, “Trust your intuition, and
don’t let anyone railroad you into anything.” She also sent me an MCS
treasure—my own plastic oxygen tubing so | could wash and air it out
ahead of hospital time. She put me in touch with Amanda, a nurse prac-
titioner who shared information with me about her radical hysterectomy
and hospitalization for cervical cancer, as well as valuable medical in-
formation my doctors didn’t bother to tell me. Judith also described in
detail her experiences with hysterectomy and hospital. Both helped me
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prepare myself better and saved me from panic-creating surprises, like
waking up with a catheter tube and two drainage tubes sticking out of my
lower belly. Barbara Ruth also put me in touch with Ann, a Lesbian doc-
tor who has MCS herself, who gave me a very helpful telephone consul-
tation at a reduced fee.

Many friends who don't live near me, including my longtime Separa-
tist friends Frances and Roxanna, sent emotional support, information
and money. Frances helped me in another way as well. Two years ago
she generously gave me the money to have my mercury amalgam dental
fillings replaced with safer fillings, hoping that might reduce or eliminate
my chronic illness. Though I still have CFIDS and MCS, getting the mer-
cury out of my mouth relieved me of other debilitating symptoms of
neurological damage connected with mercury poisoning. As a result, |
got through my ordeal this year with lots more calm and less pain than |
would have otherwise.

| was busy with preparations all day every day right up to the day of
surgery, even with all the help | got. There’s no way | could have done it
alone or even with the help of just one or two friends. At the very least, |
would have been much sicker and weaker, | probably would have suf-
fered toxic reactions in the hospital, | would have had no choices at all
about which surgeon and which hospital to use, | might have been pres-
sured into accepting harmful procedures, and my recovery would have
been slower and more difficult. At worst, | might not have survived at all.

On the dreaded day of surgery, Bev, Sylph, Lisa, and Karen all came
with me into the tiny curtained cubicle where the last pre-op interviews
and preparations are done. Under the alert watchfulness of my four
friends, every medical person who attended me was very careful and
courteous. Then, while | was in surgery, my friends cleared as many toxic
products out of my hospital room as possible and remade the bed with
unscented cotton sheets brought from home. (Elizabeth had bought and
given me a gift of four sets of new untreated cotton sheets—another treas-
ure to a Lesbian with MCS—because my own sheets were too worn to
bring to the hospital and, anyway, might have got ruined by permanently
absorbing smells from toxic disinfectants and cleaning products in the
hospital.) Then these sweethearts stayed at or near the hospital for the
long hours that | was in surgery and the recovery room, and were there to
get the surgeons’ report about how things had gone. Their waiting for me
when | was brought to my hospital room couldn’t have been a more
wonderful welcome.

Elizabeth came to spend that first night in the hospital room with me.
She “slept” on the uncomfortable little fold-out chair provided by the
hospital, except there was no sleep that night, what with the male nurse
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constantly coming in to wake me and check my vital signs, and the
frequent loud beeping announcing that one of my IV additives had run
out, and the constant clack-clack of the contraption that squeezed my
legs to prevent blood clots. Carol endured the same experience the next
night. It was so reassuring to have a Lesbian friend with me who sat up
or got up every time a nurse came in to tend me, making sure | was all
right and that no harm was done to me. Without them, | think the night-
mare feelings that hovered close to me those first few nights would have
closed in and shaken me badly. Lisa, Carol, and Elizabeth had sched-
uled for one of them to stay with me every night, but by the third night |
felt more confident and decided that from then on it was more important
that they not lose sleep in the hospital, and | knew I'd need their help
more in other ways.

| did need more help, and my friends came through each time.
Elizabeth made an emergency trip to pick up and deliver a homeopathic
remedy for me one night when she was already exhausted from work,
and she didnt get cranky about it, either. She was downright sweet
about it. Bev went to several natural food stores one exhausting after-
noon to pick up and bring me a huge assortment of fruit juices and other:
liquid foods when | was finally taken off the 1V and couldn’t keep any-
thing in my neglected stomach. | was in a san Francisco hospital, and
trips over the San Francisco-Oakland Bay Bridge are not quick or easy.

| was impressed with my friends’ abilities to put aside their own fears
and insecurities while they were with me during the hardest times, so
that | didn’t feel as if | had to take care of them. | knew there were some
rough times for them, in doctors’ offices, in the hospital, and when |
talked about my own fears. It also couldn’t have been easy to add this
extra work to their already full lives, and some were going through hard
times of their own.

After 10 days in the hospital, | was suddenly told one morning that if
| could keep breakfast down | had to be out by 2:30 pm. So, on that
short notice | phoned Lisa and asked her if someone could come bring
me home. She and Karen and Petra arrived just before 2:30. They did all
the packing-up | hadn’t been able to finish and brought me triumphantly
home. We attracted a lot of stares and second looks from the hetero-
sexuals in the .h05pital hallways and elevator—me, in my Lesbian
clothes and with an 11-day beard, in the hospital wheelchair, a lilac
blossom from hom'e in my han_d and happy tears in my eyes, accompa-
nied by three dashing and obvious Lesbian friends. | was quite proud

and happy.
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Unexpected Community

The outreach my core-group friends did to other Lesbians was what
brought me most of the outpouring of warm messages and donations
from Lesbians outside our home community and even outside our Sepa-
ratist community. Many of the Lesbians who wrote to me had read
Dykes-Loving-Dykes, which | co-authored (with Bev and Ruston), and
the book had meant a great deal to them, so that had formed a connec-
tion | hadn’t been aware of before. | learned that every single message,
even a short note on a scrap of paper, means a lot during a crisis. | re-
membered the times when others were in crisis and I'd thought what |
was able to give was so inadequate to the size of the crisis that it might
only be annoying. Now | know better. | also learned how good it feels
when someone is clear and specific about what she can do, with no
unnecessary apologies about what she can't do, and | was impressed by
how many Lesbians know how to do that.

It was heartening to get help from friends and acquaintances who
don’t socialize with me any more but who said they still care about me.
| even received some cards and donations from Separatists I've had pain-
ful conflicts with in the past. It was a profoundly emotional and aware
time in my life, and | felt these messages and gifts came from Lesbians
who have a sense of us belonging with each other as Lesbians and as
Separatists in ways that go beyond personal differences or discomforts

with each other. Maybe life-and-death crises also help remind us of the
things we do like about each other.

A Caution about Professionals

In contrast to the support given me by other Lesbians, | was badly let
down by one Lesbian doctor who is part of the wider local Lesbian and
feminist community. Though she was my doctor for several years, during
which time | had obvious symptoms of cancer, she failed to give me
needed information about further testing and even falsely reassured me
when | developed a copious watery discharge—a clear danger sign of
advanced cancer—telling me it was an improvement over the previous
bleeding. I'd been having annual check-ups and Pap smears, which
always showed negative for cancer. When I asked her if | needed to go
to a gynecologist, she said no. This doctor didn't tell me about adeno-
carcinoma of the cervix and that it's usually not detected by a Pap smear
until well advanced and that it's been increasing in frequency to as
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