pilation zine is
benefited from a core of daring, witty, and committed authors whose attempts to
publicly articulate their lives are truly humbling. Additionally, this project has
survived the past 2 years thanks to the tremendous amount of emotional, creative
" and financial support offered by my friends and family. Every time I fell down one g
§ of you was there to pull me up again. You have made the word “community” feel \‘t':
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BOOKS ABGUT GRIEF AND LOSS

Grieving Mindfully: A Compassionate and Spiritual Guide to Coping with
Loss by Sameet Kumar, Ph.D.

The Mercy Papers: A Memoir of 3 Weeks by Robin Romm

Aftershock: Confronting Trauma in a Violent World, A Guide for Activists
and Their Allies by Pattrice Jones

The Body Remembers: The Psychophysiology of Trauma and Trauma
Treatment by Babette Rothschild

Trauma and Recovery: The Aftermath of Violence from Domestic Abuse to
Political Terror by Judith Herman

~

ONLINE RESCURCES

.pdf file of the first issue of The Worst: http://zinelibrary.info/worst
The Sent(A)Mental Project--A Memorial to GLBTIQA Suicides:

" http://sentamentalstudios.weebly.com/sam-project. html

Expressive Arts for Grieving People: http://expressive-arts.blogspot.com

' The Icarus Project Radical mental health supports: http://theicarusproject.net/

, Geppetta Puppet Theater; Fables exploring depression, grief, self-harm, trauma &
suicide: http://geppetta.weebly.com/hear-them-howling.html

The Ghost Bikes Project http://www.ghostbikes.org/
0 - e ‘ . = ST =)
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RELATED PROJECTS

SICK: A Compilation Zine on Physical Illness by Ben Holtzman

The Revolution Starts at Home: Confronting Partner Violence in Activist
Communities by INCITE! Women of Color Against Violence;

http://incite-national. org/media/docs/0985_revolution-starts-at-home. pdf

Support by Cindy Crabb; a zine about supporting people who have been sexually abused
Friends Make the Best Medicine by the Icarus Project; on creating community mental
health support networks :

Counterbalance by Kristi; a zine about activist burnout and support

When Language Runs Dry, Issues 1 & 2 by Claire and Meredith, about chronic pain
Scarsongs a forthcoming trauma reader compiled by the Icarus Project
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R THEWORSTZINE@GMAIL.COM .
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GTHER ZINES ABOUT GRIEF AND LGSS

MOST AVAILABLE THROUGH STRANGERDANGERDISTRO.COM

DORISDORISDORIS.COM, OR CLICKCLACKDISTRO.COM

Baby Girl #7 and #8: Lindsey discusses her mother’s illness and death from
cancer. :

Dad: Timothy discusses the death of his father and its impact on his identity and
sense of family history.

Habits of Being #1: Cynthia documents the struggles of herself and several other [
womyn to overcome loss and other life obstacles.

I Dreamed I Was Assertive #11: Celia writes about what it was like to go

through her father’s things after he died. :
Introvert #6: About how Nicole dealt with the death of her 4 month old nephew

to SIDS.

Love Letters to Monsters: Ciara talks about losing her father.

Mutant Superpowers and Lithium Pills: Bipolar Adventure Stories:

Sascha Scatter has some really beautiful writing in here about losing his father.

Vena Cava #5 and #6: Patsy explores the death of her father from surgical
complications. .

What I Saw From Where I Stood: Eva talks about losing her friend Meg in a

bus accident, and how her community responded to the loss.

You Live for the Fight When That’s All That You've Got: more from

=1

Ciara, more intensive coverage of the death of her father. i

| INTRODUC THgN

The first issue of “The Worst” came out in the spring of 2008. For me, it was like someone
had turned on a switch that illuminated a new network of people, stories, and supports,
which grew more densely populated every month as the distribution spread.

It has been amazing for me to see the ways in which people have used the zine as a way to
tell their stories: reading out loud in public or around the dinner table, giving the zine as a
gift to family or friends to break the seal on complex or painful communications, and
inspiring people to put pen to paper themselves. There seems to be something irreplaceable
about the sharing and speaking of life experiences among those traveling similar paths.
Grieving can feel particularly maddening at times, and even more so when you have no |
reassurance that others also feel as lost and confused as you do.

Confronting the world and my daily life in this capitalist society with a grief zine has also
served to illuminate many reminders of why I was compelled to create The Worst in the ;
i first place. The years since the publication of the first issue have been fraught with the
same reiterations of capitalism’s devaluation of human life and concurrent denial of our =
need to grieve for these losses. We have witnessed capitalist democratic government’s choice ‘
to sustain economic markets rather than people with the federal bailout of private lending | ‘
corporations despite the massive foreclosures and homelessness -that resulted from @
" unsustainable and greedy corporate practices. Our tax money still funds the mass o
= jestruction and murder perpetrated by the U.S. military initiatives in Afghanistan since \
2001 and Iraq since 2003, the recently-proposed racist SB 1070 legislation targeting ‘
immigrants and people of color in Arizona, and the increasing militarization of America’s ' |
| borders. BP's oil spill created massive destruction of ecosystems and wildlife, “cleaned up” éé
= with toxic oil dispersants that have already entered our food chain. N n
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of our brain involved in creating verbal or “explicit” memory, while the nonverbal or

I new storage places in our brains and into the realm of verbal understanding (Jones, 37). In

| Noting that language is an inherently social activity by which we communicate meaning to

We are caUgh within the gears of a system that is pnmed to generate oS trauma and
e

¢ while leaving us scrambling and struggling for the resources and social supports we d
grief wh grief. To claim our grief—to claim that our relationships with each ®
(F—%

d demal is itself a radlcal act. -

Tommy Pico was born and ralsed on the Viejas
Reservation of the Kumeyaay Nation near San =
Diego, and now lives and eats in Brooklyn. He §

writes for, and edits, the zine birdsong with
friends in the Birdsong Collective. 3
bu'dsongmag.com L

need to process this
other matter—within this c11mate of isolation an

ress RS 1! :
//'.M/ il l'l’ Ui ‘-'l"‘." i
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The only way out of grief is through it. We cannot truly move on from a loss until we V
have explored its meaning to us, a process we can accomplish by assigning written and
spoken words to the experience. Trauma is a physical or psychological wound that causes é
severe and prolonged distress and disruption in a person’s life. Similarly, grief is a state of ™= Y
deep and poignant distress. While not all grief is defined as “traumatic,” the language of
trauma studies lends great ms1ght mto how we can calm our distress and heal our wounds.
%0 HIRER .

Kathleen McIntyre lives in Queens and goes to
school for social groupwork. She is a member of
the For the Birds collective and a volunteer sexual
assault and intimate partner violence emergency
room advocate. She is interested in the radical
project of putting words to our feelings and
exploring the ways we can help each other heal
from trauma and loss as a way to strengthen our
alternative communities against the necrophilic
capitalist mainstream. theworstzine@gmail.com

. . ' N ‘\\\‘& A
In her book The Body Remembers, Babette Rothschlld explains that traumatic memories N7

are stored in our brains differently than non-traumatic memories. Our brains typically =
store memories through a combination of sensory information and more ling uistically-based
time and space data (20-21). During trauma, stress hormones suppress activity in the parts

NS

“implicit” memory center keeps right on recording (28-29). Thus, traumatic memories are
mostly relegated to the non-verbal, or implicit memory center where they will stay
indefinitely, creating distressing bodily sensations, flashbacks, and waves of feeling that are
often confusing to us because they are not accompanied by the usual verbal information that
might provide us with some insight into our current states (31). Clarity comes when we
begin to assign words to these memories; it’s a process that literally moves parts of them to

“ Cynt:a Ann Schemmer is a writer and native
New Yorker living in Brooklyn. She is currently
working on her MFA thesis in creative nonfiction
at Sarah Lawrence College and is a member of the
feminist collective For The Birds. She has recently
released the first issue of an oral history/creative
nonfiction zine called Habits of Being and has
been published in Feminist Review, Drawn and .
Quarterly, For The Birds Blog and currently §
works on staff as a nonfiction reader for the Sarah
Lawrence literary journal Lumina. Her mother is
always there, on the page, even if just in the white
space. www.habitbeing. blogspot.com;
habitsofbeingzine@gmail.com

her book, Aftershock: Confron ting Trauma in a Violent World, the wise eco-anarcha- e
feminist Pattrice Jones explains that feelings must be spoken in order for healing to occur.

others, she concludes: “one general principle of good emotional health is to talk about your
experiences and feelings” (38). Talk to your family, chosen family, friends, partners,
strangers, therapist, and pets. Write letters journals, blogs, zmes papers and poems. You |
may find that once you start it gets easier.

— Vol s =
Beth Puma. isa mdlca! educator currently living
in sunny Tucson. She is interested in critical
pedagogy, cupcakes, fighting fascists, feminism
and guinea pigs. She misses her partner in crime,
jodi, terribly.

Jacks Ashley McNamara is a queer artist,
writer, activist, organizer, gardener, poet, and |§
performer living in Oakland, CA. In 2002 they & :
cofounded The Icarus Project, a radical mental
health support network and media project by and
for people living with the dangerous gifts that our
“society commonly labels as "mental illnesses,” and
are currently working on editing a reader about
trauma and curating a performance project
around queer/ trans lives and mental health.

"l 1§ ;t il .“,,';Jlf,‘

survivor who lives in Portland with her tot
huntress and sweetie bryan. they ride bikes and
cuddle and sometimes cry and they love each
other very much. to contact her email
bryanandmikki@gmail.com

: Adelalde Wmdsome is transgcnder artist,
t puppeteer, and activist living in Philadelphia.
Above all things, she believes in embracing

melancholy with magical.
http://geppetta. weebly.com
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H} ords are not only spoken and written but also heard and read. Jones continues: “one way W)
TR to help create a healthy . . . community is to listen with empathy when other people talk

W/ about thejr experiences and feelings” (38). Judith Herman reiterates that a traumatic event
'afft?cts not only our sense of self, but also the “systems of attachment and meaning that link &
individual and community” (51). Becoming an active listener/reader/witness of other’s loss B
narratives is an essential part of community healing. Being a safe griefspace for another B%
person entails welcoming conversations about loss that are usually deemed taboo:

= “ ” - . - . .
transforming our “worst experiences into something from which we can and will recover.
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Sam Boyd grew up in a small town in the middle
of the state of Maine. His favorite body of water
+f}| to swim in is a river. He now lives in an attic with
a half moon window overlooking the hills of
Worcester, Massachusetts. He has recently
decided to try out the real world again and got a
job as a 4th and 5th grade math and science

teacher down the road from his hoc

.
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| Compilation zines can give space for what multiple people need to say, and through the act
of writing and “being read” we can discover ourselves in new ways. Likewise, those
offering support don’t often get the opportunity to read a collection of honest accounts of
usually unspoken or nonverbal experiences of loss. The process of reading helps us think
i about how we could begin to respond to these complex experiences in the safe arena of our
OWn_ thoughts. Once sensitized, we may be better able to respond to moments when similar
| feelings and stories are expressed by the people we care about. (The use of zines as a low-

| cost, accessible medium for this sort of healing activity has exploded in recent years for all

the deep dirty south, and canada. Photography,

mixed media collage, writing, and cooking |
fantastic vegan food to share with her family and
friends (and cats) fill her days.
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A 7 ao Ay illustrator living in Brooklyn. She received her types of life experiences from sexual assault to chronic ain—check out th list £
P o . A 2430 - 2 P out the resource list for
e z\‘%\‘3 89 TRl 551 o lstration from the Rhode Island School some related titles.) i SESETEER iz s
¢ P 7 v \ \ : of Design in 2006. She is currently a member of ———Re s A
el S the feminist collective, For the Birds, and #§ This zine constitutes a demand on both mainstream society and the alte

N rnative communities
¥ We create to hold a space for the very human, very necessary and inevitable work of

; S gr.leVmg, mourning, and (when the time is right), helping each other to continue
@ | spite of tremendous 1

Ao

Krista Ciminera lives and works in Brooklyn,
New York, where she is a bike messenger,
musician, and crafty lady. She has a life-long
history with disease, dying, and death and uses
writing as a way of exploring these topics in a way
to better make sense of something that otherwise

regularly collaborates with non-profits and social
justice organizations on various visual art and bysig
design projects. blackandredeye.com : ; _ iving in
i - o v oss. In this second issue I have first and foremost sought to provide a
space for new voices to practice putting words to their experiences. I've also tried to seek

out new themes and types of experiences in the hope that even more people may find

-

f l f i and fl'i hteﬂiﬂg- 3 & 2 " . s somethin that resonat . _ e I
. eels foreign g : Morrigan Phillips lives in Jamaica Plain, M A r. 7, ”n-%g\.—.« _ .ei and p.ezlfhaps decreases their sense of loneliness. i " 7B /’}EZ"}; i
ithi P R s - - S - SRR — = SR
! where she works within the HIV/AIDS We must speak about our losses | w6l 1ehiio: A% |

n order to open up again to new growth. We must en

. . . : gage
with oth.ers about their losses and thglr struggles, because it helps us to stop feeling alone
: at}d reminds us .that we, too, can heal. Society’s model of grief containment perpetuates the
widespread denial that natural and unnatural deaths are happening all around us. This

Zine 1s an invitation to refuse collusion with denial, containment and control. This zine is
for everyone who craves an authentic, collective path to healing. s :

community and is an editor at Left Turn
Magazine. Near as she can tell total happiness can
be found in canoeing, good friends, train trips and

contributing to the good work in the world that
needs doing.

( Jesse Palmer is an activist in Berkeley,
California. He has been a member of the

S Slingshot collective for 22 years and works as an
attorney representing housing coops and non-
profits. He still lives at the Cathaus collective B
house where Jenn died. You can contact the
author by emailing slingshot@tao.ca. §
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' Last year, 1 dtd spend the summer in Cahforma, but mstead of going to the river and
{ eating JuJu B’s at the movies with my dad, I was sorting the many boxes that make up
his archives. As I sifted through the fine details of his long and rich life of song and
A story I began to embrace what may be part of the answer. In all that haste of youth we
i | drive ourselves to tackle each new issue and each injustice as if in our lifetime it must all
-; be solved and we will be the ones to do it. But in reality we have only the time given to
'- us to add to what has been built and leave something more for those who will come
'l‘ next: small victories, stronger movements and in my dad’s case songs and stories of
have just discovered that my calendar — my 99 cent bright yellow calendar - is struggle and times gone by.
gone. Disappeared. Its home for the past one and a half years, my rust infested |

refngerator, st111 remains, but the calendar itself, set on July of 2007, is gone.

anyway”. And there it is...the lesson and the legacy. In what I hope are the many long %=

o ' . - years of my life, I'm going to be working on that same ship as my dad and so many of
In the last vueek of J uly Of 2007 you, J °d1 Tllton, dled I d‘d“ t have the heart to 4 my friends. I will probably never sail on it, but that’s not the point. The point is to be a &

flip the calendar’s page after you were in the hospital, brain tissue hemorrhaged, 2 & part of building it. And there’s time; time enough to explore and learn and grow. To
machine pumping your heart. You died, August came, but the calendar remained EES read every damn book about every damn topic, to study ancient prose and attend every 2.
as was. A reminder, a backdrop, a part of the scenery of my kitchen. - The magnet p 5§ protest, to bake sweet bread and plant blooming lilacs. There is time to breathe and ~§Z
that held the calendar also held a drawing of a bird, wings sprawled, crayoned by there is time to grieve and time enough to sing songs with friends and make pie and #*
Conor the week you were in the hospital, and a photo of you and Beth. The photo grow a garden. There is even time enough to stop and say to your friends, “My heart is &=
and drawing are still there, held by that same magnet. But now the calendar is ] too heavy for this work right now. I need to care for myself and be cared for.” And to é
gone. I checked the sides of the refrigerator, under the refrigerator, and even in the = : not walk away, but just begin to work on a different part of that ship we are all | :
cabinets surrounding the refrigerator. Nothing and nowhere. When I realized the §&
calendar was gone my head started swirling, and it wouldn’t stop, and xt hasn t

stopped since. ; % =

Right now I am imagining where my calendar must be. I just saw a television
special about bald eagles on channel 13. Flying, the show says, is intuitive for the
birds. They practice in their nests, hopping up haphazardly, before they take their &
first plunge and fly. They are not taught what to do with their wings, they just do /
it. Landing is the most difficult thing for a bald eagle to learn. They showed clips P&

of baby bald eagles smacking into branches, attempting to Iand letting us know
= that this is real ’ ! \\ ,,_\\
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didn’t want him to have the transplant. It would have meant more time in hospitals, &

| rather then at home among his friends and loved ones. It would have meant poisonous
anti-rejection meds and the constant fear of infection. But it was still hard to hear. o Tl I told a friend about the calendar on ’\Vednesday. How I can’t let go. One time I
5 2 looked at the calendar and thought of taking it down. July 2007. A long time ago. M

I was planning on spending the summer with my dad before heading to the RNC. But [ =8/ 1 stood and stared eye level with it, contemplating if I should.
exght days after his 73rd birthday and a week before I was to leave, I got a voice i

message from Joanna asking me to call. Based on the urgency of her voice I knew it f& But I didn’t.
had something to do with my dad. I assumed it was another stay in the hospital, It & :
wasn’t. My dad had, quietly and after several days on the couch with friends and his
Unitarian minister visiting, passed away in his sleep, in his home, next to his wife, §
among all the things he cherished. There was a pain I felt in that moment that I cannot &
now imagine having lived through. All the rehearsal in the world had not prepared me [
for that call. i

Now it’s Sunday, and it’s not there anymore. I am imagining where it could have
gone. :

I am imagining my calendar — my beloved, cheap calendar — with equally cheap
= wings, flying through the clouds over Bay Ridge. The wings are not fully
 feathered yet. The bright yellow pages are hazily leaping through the sky, taking
off from this three story brick building in Brooklyn and flying upwards. And
somewhere, not too far off, you are sitting, laughing a belly laugh. My calendar’s .

! pages are flip-flopping in the wind, and months and days do not matter anymore.
. < ; 3 : e iy e ‘ﬁ“’” —

~ My family recently gathered in Nevada City to mark the one-year passing of my dad
. In the weeks before I traveled home I thought a lot about the past year. I thought of
? how I am still afraid of my cell phone, actually afraid of it. Whenever family calls I get |
 this sick feeling in my stomach could it be bad news? More often then not I leave my = =i
phone at home on my windowsill. I thought a lot about my shame over my ShOddY
,,y organizing efforts over the last two years and my lack of staying connected to old *!
<=7 friends. Why didn’t I say somethmg? But mostly I asked myself over and over again
“why didn’t I go out to be with him sooner? Why did I feel I had to stay in DC and
‘:-'*"'7 ~ continue to stumble through a shadow of my life?”

£ Being back at my dad’s house this spring, I felt some relief, It was nice to be among
i family, to be around people I knew for sure understood the quiet and unspoken grief €50
> é 5 that we all carry around. But we didn’t talk about it much. We just enjoyed each B
>/ other’s company, playing music and telling stories. Coming back east to Boston where
‘ now live, I flew out of San Francisco.. My Brother Brendan and Joanna came with me -
: and we spent the day before I left on the beach in S.F. We also stayed in the same hotel .
e Duncan and Joanna stayed in while my dad was in the hospital. Being there made me °
- feel wretched. I should have been there at the hospital with my dad too, I should haye
h ad that experience they had. In the wake of my dad’s death I need to find some
.5" & answers to the questions surrounding my not going out to Ca]‘f"m‘a el bt
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I found out today that someone very close to me died over the weekend Found in

&4 hotel room dead from alcohol poisoning. Maura and I had stopped communicating ove

the past few months but had been really close. We had an intense, complicated
g relationship and dated for a short amount of time. I loved her dearly and let her into g

my heart more than I've let anyone else in during my entire life. So, it is really hard to ik
¥ think about and really hard to process. On the phone my friend told me to feel ...E.-w:

everything I'm going to feel. When her aunt died she let everything hit her that was &
going to hit her. For me so far, it has been waves of contrasting emotion. One momen

I'll look toward the sky, see a ray of light beaming gold in the air and feel some degree

of understanding. I'll be able to make some sense of what happened in some way. See
the silver lining, breathe okay. Suddenly a wave of intense sadness will strike me. I'll
remember being under the covers listening to Animal Collective boom through the room z
into the dark, quiet night. Winter howled outside in frigid Massachusetts but we were 728
warm underneath her heated blanket. Small kisses, big eyes, close cuddles, big big
hearts booming. The pain of the memory will fill me and be draining and consuming.

me. Overtake my body for a few minutes. Wait for whatever wave cormes next. Feel ;
what I'm feeling completely.

&S staying with some friends in Northern California and I'm glad they are around. It is ™

Gy good to be distracted when I need to be. I can't be reflective the whole day, it would ;

31mply be much too hard I wish however my friends would talk to me more about “‘

 even though it is hard to push the w ords from my mouth. But I can tell people don't
know how to respond. How do you respond? There is no comfort that can be glven or i ..'

the traveling, and alI the talkmg came back to that shelter, to those people and to his b &
town. He wasn’t a super star; he was like all the other hard working people who made §
that shelter possible. He was like the rest of us...maybe he just knew it more then we .' y
did.

I tried over the years to spend more and more time with my dad. But looking back it ¢
doesn’t seem like enough. I was living and working far away in Washington DC. Only
now, a year since my dad’s death, can I look back and see that I barely registered the
impact my dad’s health was having on me. During the last year of his life, as I Jumped
from DC to California tried to stay involved in the local projects I was already a part of ¢

= like Books to Prisoners and the local Infoshop. I was also helping set up legal support | j

for the Republican National Convention in St. Paul - and I did it all half assed. I just :
couldn’t pull it together and dig out of my worry over my dad’s health. No one said
anything and neither did 1. I passed the days in a mental isolation. I even avoided my

2 ‘;, - §
= transplant. This shook my dad to his core. When he spoke about the possibility of
getting a new heart, he spoke of his heart with sadness as if he was losing a friend.
After all, his heart had been with him through an incredible life.

I didn’t have to tell many of my friends that my dad was being considered for a heart
__transplant, Before I even returned to DC word had spread. There was even a Facebook

“Cause” page all about it. It all made me want to hide my worry even more. I was
afraid and stretched thin, but still I tried to stay involved. Bumbling as I was, people w

- didn’t say anything about my crappy work.

down for an evaluation that involved a month long stay in the hospital. My oldest #
“brother Duncan came to stay with him and my step mom, Joanna. Together Joanna k

: and Duncan stayed in a hotel at night and with my dad in the hospital all day. I talked :f
- with them often. But I never went out there; I stayed in DC and continued to stumble B

my way through various activist projects and social circles. I was preparing for a trip of .;f

. some sort when I got a call from my dad. After much thought, much deliberation, he
- decided that he did not want a heart transplant. I knew this was coming. The truth is I
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bout Celtic mythology and baking bread. Often I would call my dad, and after some
' chort greetings about how we both were doing and how the cats were fairing 1 uould y‘

i ask a question that would be on my mind. His answers would be more like a story and ‘}' i / 411
¥ would incorporate his vast knowledge of all things: histories, arts, poetry, literature, il g
etc. Often I would call from my community garden plot to ask him about planting and
I
bt

3 i growing. I would sit on a little mound of dirt while he would tell me a tale about
§ § growing things that would take us far, far from the original question.

i
mh
I recall one particular question a few years ago. One morning during a summer I was |
staying with my dad, the New York Times ran an obituary for one of the last
4 commanders of the Abraham Lincoln Brigade. As I sat and read the paper I asked my
[ dad what exactly the Abraham Lincoln Brigade was. I had over the years read a lot 2=
| about the Spanish Civil War; it holds a special part in the hearts of radicals and
) anarchists the world over, But I didn’t really have a clear understanding of who the %
Y Abraham Lincoln Brigade was and why they existed. My dad began to tell me the story éﬁf
g of young WWII soldiers returning home from fighting Nazi Fascists only to find their
own government supporting the fascist Franco regime. They knew what fascism was
and that they had to support the resistance to Franco. Veterans and non-veterans alike
shipped themselves out to fight in the Spanish Civil War as the Abraham Lincoln
Brigade. As he looked down at the paper he began to cry. As he continued, his voice =
cracking, the tears dripped off the tip of his nose onto the newsprint. %& ”

" procedure that I reflected on that morning on the patio, realizing how much my dad &
[l had been thinking about death, even back then. The obituary in the New York Times B

\%
-4

represented the death of another one of his elders...his obituary would be the same for i
many people. He was facing his own mortality and that was something I also had to B2
do. My confidence in my dad’s miraculous recovery from a dire diagnosis of Congestive

B8 Heart Failure was being shaken. I started facing the reality that he had an ever-

{ weakening heart.

The slow decline of my dad’s health was marked with more frequent hospital visits,
increasing numbers of medications and fewer and fewer shows, Regardless, he was as
alive as ever. I took heart as I saw him work enthusiastically to help establish the first
homeless shelter in I\evada County, Hospxtahty House. For my dad all the stor1es, all
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When I do share What happened my fnends listen with tender ears. I don't like one- :
way conyersations and when I pause I sense the awkward, uncomfortable feeling of my
friends not knowing what to do. I don't expect them to make me feel fine again right
now. I can't feel fine again. Not yet at least. I wish they would keep me talking
though. I have a lot inside of me that needs to spill out even though I don't know what }
it is that I need to spill. I wish they would ask me questions. What's a nice memory of ‘m ‘;
her? What's a cool thing you did together? When was the last time you talked? What [ s
do you think she'd say if she could talk to you? Where do you think she is rxght nowp @
? 2 p ) cma CT)
\Vh;re \;?s hen: fevonte place? How dld she laugh Q@ om é g ‘Eﬂﬂ
'I’ 'JJ"-“ T? ' i m B It D o 0y B ﬁ!.
I'm feeling weird and I'm sure I'm acting weird. How can I act myself when B
something like this happens? I am sure my signals are hard to read. Even though
death is an uncomfortable subject to talk about there's nothing wrong with being direct.
One friend called to tell me that I have her support whenever I need it. She told me to
call her when I'm ready to talk. I appreciate how direct she was. It wouldn't make me
feel uncomfortable in anyway for my friend to ask what I need. Do I need to be alone? :
Do I need to be distracted? Do I need to talk about Maura? Do I need to talk about

weird, cosmic ideas concerning dea

-»d’)

I don't know how I'll feel tomorrow. I don't know if it is going to get harder or better.
Probably both at different times. Maura filled my heart in a lot of complicated ways

that I'll never understand. I'm not sure how the space she occupied will change as I i
think about all of this. Not sure if it will feel empty. Not sure if it will be filled with F&
something else. Not sure if she'll stay there forever. Not sure at all. Today I called a

few of my closest friends and they all told me they love me. It felt really great to hear
that. To be reminded of the love around me. I wish these people could be with me E»
nght now sleepmg be51de me in a blg bed rubbmg my back, big spooning me.




By Jacks Ashley McNamara

L TR e e
getting that phone call from back home telling me
my father had passed away. I was still in high school when my dad was diagnosed with
Congestive Heart Failure. The doctors gave dire predictions of an early death in the
next 5-10 years. Well, my dad surpassed all expectations and thrived for over a decade

with only half a working heart.

My dad was a radical....a radical singer, artist, historian, story teller...so many things.
He was U. Utah Phillips. He was also (more often to me) Bruce Phillips the comedian,

/¢ French fry lover, prankster, gardener, and fierce little league fan. His lessons, many of
-. Which I and others learned from watching him on stage, and his grace, kindness, songs
' and stories are blessedly enduring because he kept on working after his diagnosis.

Through the years the anxiety I felt regarding my dad’s health tested our relationship.
At times I would go months without speaking to him, angry that he was jeopardizing
his health to travel and share his songs. I didn’t want to believe that what he was doing

% was valuable. I didn’t want to see that continuing to perform and take part in his trade

was what kept him going and made him stronger. I just wanted him to stay put and
stay healthy. Over the years the pain and anger that raged in me gave way as I saw the
anxiety he felt over the prospect of having to give up his trade. The road kept him
connected and energized. The last seven years of my dad’s life saw my love for him win
over any anger. Our relationship grew stronger.

My dad’s knowledge ran deep and a large part of our relationship revolved around my
love of learning everything I could from him. He could talk just as deeply about the

/% history of the labor struggles of the Industrial Workers of the World as he could talk

Tiaiaes e
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Years ago, 2 woman I knew said she was going to turn 50 soon, and yet still remembered
her father’s death like it was yesterday. He had dropped dead while walking in the snow
with her and her brother. She was 10 years old.

Listening to her story, in my relatively young grief, I could not imagine how it would be
possible for me to carry my dad’s death with me for so many years as she had.
Simultaneously, I was terrified I would forget him entirely and spend my life searching for
the mysterious force that had once simultaneously been my anchor, and also created more
damage in my childhood psyche than anything before or since. I felt so disorganized; that
this woman was different somehow than me because she had been able to keep the pieces
together as she grew and forged her path.

But as I also grew, and survived some of the hardest years of my life, his memory has only
become more present. In another strange paradox of time and space, I have forged a sort of
makeshift peace with his alcoholism, depression, rules, and toxic behavior, while at the same
- time rigorously examining the ways in which these same parts of him still affect me,
vowing never to forget, lest I drown in lack of awareness and dissociation. I have had to
learn to temper the voice of his grandiose praise into a steady and accurate respect for
. myself. To trust my own writing, speaking, planning, and doing, because he was no longer
there to (I believed) perfect the finished products of my mind. I have also claimed within
myself the good things he gave me: the part that stays strong, that doesn't give up hope,

" and that takes such joy in living in spite of everything difficult that life presents. Tam still

learning how to love without contingencies, how to speak directly on my own behalf
without fear of our family crumbling. I continue to work in order to heal the lineage of
dysfunction and pain we both lived, and I like to think he would be excited about that if he
were still around.

In fact this anniversary, 9 years later, I have come to the realization that without his death,
I would never have gained the strength I needed to try and heal myself. I would never
have gained the perspective that my Self was drowning in his shadow as well as the urgency
to fight my way out of it. Dad, after 9 years it is clear to me how you will always sleep on

disintegration and creative life. I can meet you and work through “us” in this space and it

will be the best and realest bond we've ever had. ? @
& &
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the line of tension between presence and absence, between loss and healing, between
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A MOTHER'S INTUITION

By Mikaela “Sprout” Shafer

I had never known death. I had never felt its fury. I had never known how badly it
hurt. I once thought that death came unexpectedly, swiftly and without notice. For
me death was lingering for months. Death whispered in my ear, entered my
dreams. Death held me captxve =3

=2 T3t
The winter of 2006 I became pregnant I felt a great need to keep this baby despite
warnings, despite circumstance. I just felt differently that when I was pregnant
before and quickly rushed to have it aborted sighing huge heaves or relief. No, this
baby was d1fferent I could feel it msxde my womb, 3

i ey g
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Accordmg to all technologlcal signs I was having a normal healthy pregnancy I
was glowing and growing. The baby was kicking and swimming. I told myself this
daily and yet some dark thought in the back of my mind could not relax. I kept
feeling sad as if I'd already lost her. My partner would tell me not to worry that our
baby was fine we would have a beautiful baby soon. I kept asking “what if she dies”

4 and “what 1f somethmg is wrong.” A mother’s intuition is stronger than any

[ Tos s

[ 3 i.i ELIL; :—-; : 27 . :
My labor started on October 13th, Frlday the thlrteenth 2006 I stood up to a small
gush of yellowish liquid and a bloody pop of my mucus plug. I felt the cramps
getting stronger and stronger until they were contractions. I moaned and rocked

through them. I intended to birth at home with a midwife so it was just me and my

.3
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: " partner and occasionally a doula. For days I went through the constant waves of

contractions. I wasn't dilating but the baby seemed OK. After 3 days I started to
® get a fever. I started to feel hopeless I started to worry. I would shout “something
is wrong, something is wrong” but everyone would tell me to “shh its OK don't give
up.” A mother’s mtuxtlon is stronger than anybody’s words -

11




already gone.

‘ cold They took her away.

On the fourth day the midwife took me to the hospital. I was checked it and given
antibiotics. I had an infection. I was given pitocin to speed things up. “I need 2 c-
section” I shouted over and over “shh your almost done” they would say.

When our daughter paikea came sliding out the room was quiet. I suddenly felt
dizzy and yet calm. I laid down not wanting to look at her. I heard the doctors
talking, medical terms I didn't understand. They told me to hold her hand and talk
to her. I looked at her and she was blue. Meconium was everywhere, Her
fingernails were brown. My face began to get hot as they carried her away I could
barely hold back tears. A nurse came it to "explain” things to me. everythmg is
going to be OK” they kept saying. They transferred her to Johns Hopkins.

I stayed with her at the NICU for nine days. For nine days I read her stories. For
nine days they told me to say my goodbyes. For nine days I sung songs to her, For
nine days they told me she was very sick. For nine days I wanted her to live so
badly. For nine days they told me there is llttle hope. For nine days I knew she was
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On the ninth day we sat in a small room with one couch. I wore a new dress and my
partner wore a vest he made just for this occasion. The nurse told us it was time and
we unhooked our daughter from the machines. I held her and she gasped for
breath. Its a body’s natural reaction when it is taken off life support. A last attempt
at life. We held her hands and held her feet and kissed her. She turned blue and
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: A week later we got her back. A tmy bronze urn sits on a bookshelf. In a way I
knew her fate all along. A mother’s intuition is stronger than anything.

12

s

| le |%

s |

! By Kathfeen Hedntyge §

, R
o, AL e

It's hard to explam how a major loss feels after some time has passed—to someone who has

'MAKING U UPF

§| never lost anyone or to someone who is 1 or 2 years in. For me, it follows a logic that
§| applies nowhere else in theories of memory, attachment, love, hate, or relationships in '
. general.

B R As I grow older, realize my father’s life seems more finite, his 46 years laid out neatly
| before me. I've had time to hear most of the stories I missed as a kid and never got to hear
{ from him, I've read all his old books and letters. There will be no new pictures taken, no
| chance to hear how he weighs in on recent world events, or hell, even the recent events of
| my own life. He is a life, not a-live. On bad days this claustrophobic assurance of “no
. more” makes me frantic and so angry that if the life were made of glass, I would just
- shatter it, its limitations being so useless to me as I grow up alone.

~ On better days, I am quite content with my father’s 46 years, knowing that the layers and

double-meanings, metaphors, and understandings are still so difficult to master that it will
take me the rest of my own lifetime to really figure him out. On these days, the reality of
“all T have left” is so vivid and full of potential, that he feels very alive to me—in the new

way I feel him around since he died.

On these days, I want to talk. I am not sick of it, and I have not forgotten. On these days,
the old jokes are still as funny, the old wounds still as fresh, and the old stories just like the
first time I lived them. It does not feel like I am playing a broken record or grasping at
straws. It is this frozen sense of time that I find the most difficult to explain—that his
death has taken up so much space in my being, and damaged/rerouted so much of my
capacities that engaging with a finite version of his life is truly enough.

Trying to figure it all out is empowering—like a child feeling proud to have moved a large
inflatable ball. Its mass is an illusion—its actually just filled with air, but it's all she’s &

capable of at the time, and it feels alright. **®*= I
e HIHERORTTTN




M physicians as the final expression of my legal right to refuse medical or surgical
4 treatment and accept the consequences from such refusal. If artificial life-sustaining
means have been commenced, they should be stopped. All care necessary to keep me
§ comfortable and free from pain should be given, even if pain-relieving medications
may hasten my death.

 To effect my wishes, I designate ____residing at ___ or if he or she shall for any

. reason fail toact, I _____residing at ___ (in that order) as my health care

| agent/surrogate, that is, my attorney-in-fact regarding any and all health care

. decisions to be made for me, including the &ecision to refuse life-sustaining
treatment, if I am unable to make such decisions myself. My agent/surrogate's
authority shall become effective when my primary physician determines that I am
| unable to make my own health care decisions. This power shall remain effective

¥ during and not be affected by my subsequent illness, disability or incapacity. My

i surrogate shall have authority to interpret this document, and shall make decisions

§ about my health care as specified in my instructions, or, if or when my wishes are
not clear, as the surrogate believes to be in my best interests. I release and hold
harmless my health care surrogate from any and all claims whatsoever arising from
& decisions made in good faith in the exercise of this power.

[Sign and date, and have witnessed by two un-related persons who are over 18, not
| named in the living will, and who won't receive any property upon your death,

They should confirm in writing near their signatures that you are of sound mind at
the time you sign.]

—

Bl

She washed her I:mds before she put them down her throat, and then she washed them
again. She rinsed her mouth out with water, but didn’t brush her teeth. Then she laid
down on the bathroom floor and fhought about vomiting again. Her damp skin stuck
to the tiles like it was the tiles. Her body made involuntary motions- she groaned and
gasped so that perhaps someone on the other side of the door would think that she was
masturbating, or softly crying or slowly dying. And then it began to rain. Softly at
first but then hard, definite pangs upon the window pane. Although she agreed that a
sunny day might seem insulting, the rain did not fit her mood. IF woulfl be bette.r if the
sky turned white and the oxygen left the air, and she could live like a fish in a fishbowl
inside the bathroom. Everything outside of the bathroom would be dead and she would

be, too, if she left.

For a long time she remained like this, not conscious or unconscious, but teetering in a
state that lies just beyond definition and is reserved for those in immeasurable pain.
For today was Thursday, and on Wednesday her sister stopped living.

P P

The neighbor’s dog hung itself, her mother said one afternoon when Julius was a child.

There are certain statements, certain occurrences that when spoken of, broke the bones [
of the skeleton of reality she attempted to construct in her young mind. -Her mother
"had been in the kitchen drinking tea with some of the younge'r ‘ww.es of the
= neighborhood when this was said, and the little girl stopped her idle drawmg in the next

; 3% 1 Yroom, her ears now pricked to their conversation.
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LIVING WILL AND APPOINTMENT OF ATTORHEY
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Apparently, the dog was left tied to a door knob, and its nervous jumping tangled the BJ 38538 D. Pafm
leash around the knob until it suffocated. They found it swinging from the door when P To my famlly, my frlends, my physxc1ans, my lavwer and all others whom it —
they got home.” The adults shook their heads forlornly, then shrugged their shoulders concern:
in haste and moved onto a different topic. Julius, however, was frozen in her small o
chair, with a crayon poised slightly above a piece of marked paper, as if two great hands ‘ ] being of sound mind, emotionally and mentally competent, and
_ understanding the full import of this directive, make this statement of my wishes
5 and instructions concerning medical treatment.

4 = - : o 4 - I intend this document to be legally binding. I am a resident of . I direct my
B She tip-toed to the large, low window that faced the street and peered out at the ' B physicians, other health care providers, my family and any surrogate designated by
8 neighbor’s house in disbelief. It sat on the corner where a new lane began in the middle D :_( me or appointed by a Court, to carry out the wishes stated in this document. If I

of her street. It was as unassuming as all of the houses in her neighborhood, but now ; ' become unable, by reason of physical or mental i incapacity, to make decisions about
its familiarity was unsettling. There was a new desperation in its conformity. There it B my medical care, this document prov1des the guidance and authority needed to

| sat, pleading to be like the others, but Julius knew it was not. Forever now it would be | " make any and all such decisions.

marked by mlstake known as the house of the dead dog. : ; S s

b

If at any time I have an incurable injury, disease or illness certified to be a terminal

4 condition by two physicians, one of which is the attending physician, and where the e

imagined, for she had never been inside this neighbor’s house, a darkened hall\’v ay with 28 application of life-sustaining procedures would serve only to artificially prolong the

a yellowed door at the end. On that door, hanging from the knob, was the dog. Her |/ moment of my death and where my phy51c1an determines that my death is imminent
| breathing quickened as she saw its esophagus, a piggy pink, becoming folded and Jf/Bige [ Nt P Ru N ST R BT ot NN NI TR my life shall not

& be artificially prolonged and that life prolonging procedures shoul i
“i tongue and dribbling out of the heaving mouth. Its eyes, at other times demure and i withdrawn, and that I be permitted to die nfturgalll)y ould be withheld or

1| dark, were now filled by the life that was rapidly emanating from it. And just as
' quxckly as life filled the dog, it receded into the smoky corners of the hallway. Limp ’ In addition to the above, I do not want my life to be prolonged if I have become
and langmd agamst thedoor, it swayed in heavy tne to the faded beat of its heart. //, N B unconscious and, to a reasonable degree of medical certainty, I will not regain
B T S R T - £ consciousness.

Her eyes focused momentanly on the faded reflectxon of her self in the window, and | : &
then again she looked past, and this time two of her eyed the house across the street— | | Finally, I do not want my life to be prolonged if I have an incurable and irreversible La
the child from before and the person she would one day become. Still, the child gave condition and life-prolonging treatment imposes risks and burdens of treatment that

pause. If such a fate could befall upon as innocent of a creature as that, she wondered, outweighs the expected benefits, even if my death is not imm ediately imminent.
what would become of us? -

¥

In the absence of my ability to give directions regarding the use of life-sustaining
procedures, it is my intention that thls directive shall be honored by my family and

o ﬂ




While death is a natural part of life, the healthcare industry and cultural norms that try to
hide death have limited self-determination at the end of life. Just as many people are

| battling the inhumane corporate machine that is killing the earth and dominating most
§ aspects of human life, we need to struggle so that the healthcare industry serves human
3 needs, not corporate greed, at the end of life. That means fighting for freedom from

# tech medical procedures at the end of life.
For many people, having a good death may mean one connected to community, not
¢ machines. With help from friends as well as caring medical professionals, we can organize :
{ our own do-it-yourself deaths.

Promoting self-determination at the end of life doesn't mean cutting off money to

¥ people who want to use healthcare to the max — it means giving everyone more options.
g There is a lot of evidence that the more open the dialog, and the more options available, the

cheaper overall end of life healthcare will ultimately be, because many empowered people

will not request every last procedure. But the main reason to struggle for a more humanistic
8 culture around end of life issues is to avoid suffering, not just to save money. A Iot of the

el fancy high tech healthcare procedures are causing, rather than preventing, human misery,
¥l By engaging in hard discussions about death and learning to think about death as a part of

life, rather than as a terrifying unspeakable topic, we can help build a culture that supports

¥ individuals where it is okay to ask for help, as well as decline corporate care.

I'wish to thank the excellent doctors and other medical staff at Herrick Cancer

Y Center who cared for Jenn and exemplified the best of what the medical system can offer
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people.

For information on Oregon's Death with Dignity Act, check out
wmv.deathwithdignity.org_
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El hLer, and the air hissed with a tinged volatility that sin
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“Tulius!” her sister’
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| scrambled out of the bathroom
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Mold peppered the ceiling and cascaded softly down walls of the bathroom, claiming its
space as a living thing among decay. = If Julius remained still, the spores would 2%
eventually take hold and slowly paint their place over her body, but even in her sleep
she churned by a force that was not her own. . The acids in her throat and mouth, Sy
fermenting in the folds of her gums and the furrows of her cheek, where now all about ‘
ged her exposed skin and pinched =)

z; noise deep within the apartment that she share'd W1It1; '}:;::;
but as a sight behind her closed eye}lds. = g
f light that slowly began to pain the‘thxf; P
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he became aware of :
sister. At first it acted not like a noise,
darkness there became small, soft spt?tst oc
thoughts of her hefd_fu}:i proddefi her_le o__'
s B € = EEe ol ‘ 3
s voice yelled. “Julius! >
She blinked. The voice continued. A full chest of air propelled her.upward and she
and into the narrow hallway that connected their two F==|

owly

s ”
S

urning Vthe knob, the door gave way to her sister’s bed. On
of blankets and immediately Julius grabbed them and pulled them off and onto the

floor. ‘;’glﬂ’,f ). B ¥
fiehy ~av outli led sheet. She &8
NESSE R : :h the gray outline of a crump
rvl” she cried, her eyes filling wit S ﬁer O« throbbed in her head. Her

n the empty be
haﬂd:{ all her strength and her eyes darted around the ;oorr;,s}r::; :
wi ling the weight of her sister’s voice around her. On the {loo she pushed
el g2

d searched under the bed. "
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“Julius!” the voice commanded attention. It was said as if to someone across a crowded W)
room, paired with the waving of a hand intended not as a greeting, but to gain notice. '

\
She crawled on her knees to her sister’s desk and swept the contents onto the floor. Sh
cried out her sister’s name frantically, hurling piles of scattered clothes and books until

{

e she lifted her head to a place she had not looked. : () “

# There, in the farthest corner, hung a golden cage that swayed powerfully in the air,

§ “Julius!” came the voice from’insifie th.e cage. Prudle, the blrd: was turning about on competent to make and communicate health care decisions. The doctor has o advise the
{ his perch. He mimicked his sister’s voice perfectly, save for a tinny note that sounded patient about alternatives, including palliative care, hospice and pain management options,

somehow hollow. “Julius!” v ; And the doctor has to ask the patient to nozify next of kin about the prescription. There are
Hm“ - _ / forms that all parties have to fill out and file on the Oregon Department of Human Services s
Julius uttered a sharp protest and brought her hands to her mouth. Prudle sensed that website ;f]d 't_:S impr essxvgto see ;H the Safegu-ards built into the law. o
he was discovered and this threw him into a frenzy as he repeated Julius's name with a [ ince 1ts passage, Mregon has kept detailed records about how people have used the -~

. : - i law, which are reported annually, From 19 : . g0
™™ Leightened fervor, pitching the cage about the corner. The room filled with sharp light g N dictne prz scribed tn der};he f:: N907ttec\)75009’ 469}101'@80“13115 have taken their lives
,’ and the bird’s voice became piercing. Without thinking, she grabbed the black slipcase : ryone who requests and gets lethal drugs

In 1997, Oregon passed the Death with Dignity Act, the first law in the US to TP
permit doctors to legally prescribe lethal drugs to terminally ill patients who request them. -

The law prevailed over court challenges and Washington State has since passed a similar
i law. These types of laws are more common in Europe than in the US,

7
e

Under the Oregon law, a patient has to be well enough to self-administer the lethal m
drugs. Patients have to make repeated requests to their doctor
and in writing. The doctor and another physician have to fill out forms diagnosing a —
terminal illness with six months or less to live and finding that the patient is mentally =

s over a period of time, orally w=s

—

. : oy =2 2 . actually takes them. Just having options can be helpful and comforting t
| under the cage that her sister used to cover it at m_ght and tu.gged it on v:olezltly.”W1th In 2009, there were 95 prescriptions — 53 patients took the pilllr;gan C:l l;lic':rclly ;;(:1?:1. o
.' DO ORUGHRICE 2 0 OF D18 G & % breathh_avxly and whispered, softly{c! their illness, and 12 were still alive at the end of 2009, 98 percent of the patients’who took
LA MIEHTIT T00 AR T AL AL DI

the drugs died at home. On forms asking doctors to assess the reasons patients requested the
She felt faint and collapsed onto her sister’s bed as a new horror washed over her, more

drugs, the most frequently mentioned end-of-life concerns were: loss of autonomy (96.69%),
acute than the day before. Her pain could not be contained and contorted her body as loss of dignity (91.5%), and decreasing ability to participate in activities that made life
' the only means of expression, for there were no words that could be spoken to release ' e g

enjoyable (86.4%). == i e
the thoughts in her head. The twisted sheets mimicked her movements, turning as she
thrashed about. How cruel, she thought, now loosely trapped in folds of the sheets,
how powerfully lifelike a simple item like linen can become when tossed with such
emotion. She fought with them, eyes closed, becoming more entangled, her mouth
emitting one long, strangled cry. Pounding one limp fist upon the bed, she yielded to
the strength of the sheets and her movements slowly died out.
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I find this law important and interesting - despite the hyper-state orlenta}:ion of
forms and permissions - because of the way it opens up end of life options and dialog. The =
reasons patients request lethal drugs is especially interesting. These people haven't given up P
on life -- rather, they are empowered and engaged in defining for themselves how they ;
want to live, including when and how they want to die. This seems to me the polar opposite 3
of people caught up in a medical system intent on delivering procedures disconnected from % :
the potential costs of benefits to patients or society, While not everyone will want or use -
such optlon ?fhlng to extend them \Vldeqs the space ig_grapple with thest? 1.'ssues. o

otected her sister’s live, warm body now wrapped Julius as if in
" preservation. And wet like her they became with her tears.
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‘What can we do to make these difficult conversations easier and more common, so ' = ; e

more people can have humane deaths surrounded by their friends? The process around o 75 A S ) 358 B850 5o ot
Jenn's death was easier because the medical establishment in Berkeley was experienced and e RLIETED W gEsE L A B F 0 e
supportive of alternatives, because of the type of person Jenn was, and because her At R =8k 222 283 *’
community was ready to participate. FLEY : A%z = 2088 as
I can imagine things being a lot more difficult when children are trying to relate to elderly . %5 2l 2 mSmo s S-S :

parents across cultural divides, when the healthcare system is less supportive, and when the
person dying doesn't get information about alternative options or doesn't feel comfortable
asking if there is another way.
I don't have any brilliant ideas about how to change this dynamic other than trying
to stimulate discussion about death and dying.
I think it can help to talk about end of life issues with your friends and loved ones
| before there is a crisis even though this is far from easy. One tiny part of opening discussion
may be getting people to sign living wills. A living will is a document you can sign
instructing your loved ones what you want done if you become seriously ill or injured and
® can no longer communicate your wishes about medical care. They usually appoint one or
more persons to make decisions on your behalf. A person who signs a living will may, for
instance, request that their body not be kept alive artificially when there is no hope of
recovery. They permit people to limit the excesses of the high tech healthcare system.
When you sign a living will, you have an opportunity to talk with the people you
are appointing to make medical decisions on your behalf about your wishes and your values
around end of life issues and how you want to use the healthcare system. This can stimulate
discussion and cultural development all around. I've put a sample living will at the end of

{ this artlcle and on-line in case you want to try thls
ST AP S SR e T e

¢ Death Hith Dtgntly :

=

Even more taboo than openly discussing end of life issues is the movement to permit
terminally ill patients to obtain lethal drugs to hasten their deaths. This allows terminally ill
people to have some measure of control over their deaths. I see this as lying along a
continuum of contemporary responses to the end of life — from using high tech medical care
to aggressively extend life, to declining care, to using palliative care and hospice to control
suffering at the end of life, and extending to a patient ending their life before they would
otherwise die naturally to avoid prolonged suffering. The common goal is self-
determination and empowering each person to decide what is right for them. No one path is
right for everyone so the key is opening a variety of options.
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participating in these discussions. Learning to have these discussions is much more about ‘ |
changing general cultural norms. Dying people may not feel comfortable talking honestly ¢ .
- with their families because they don't want to scare the people they love, or themselves, Kok,
- y i . St i' i i : Caregivers don't want to honestly discuss death issues with the dying because they don't \
ok s dying. By the time I finish this, he may already be “:al'ft to seem }1!«3 they are giving up hoge. The mutual fears and inhibitions are making A
' As I write this, my grandfather ls';,e t}'lngr-l  person knowing someone to the point at difficult transitions harder for everyone involved. 'g
: se betwee

9 moments that elap . ) : .
3% de}z:..di1 '51;2 low someone who has passed, is a river hard to navigate. That is the
whic

' opular metaphor, right? Time is like a river? I understarg the metaphor in the sgni |
0op ’ L E k p e ke, 25 g
fhat, time is fluid, as are memories, which Vplay in reverse. ¥

vﬁﬁ\"‘
y Grand ather Henry is nOt X R ,. ; i .,,,('. ; P :
’ ) en my biological grands '
ofah - grandtather, M :
v:'deose;r}: attack when I \:.'as a child. He left my grandmother befoney Igr—al ndfathe’: died
ave seen of me interacting with my biological granda e o inthe §

Henry, my Papa, has been 2 constant in my life, When my g xcn distant.

f4 parents took over the parental roles, I spent every holidag wit;ls tilg’orc;d, my
m, 1 spent

ubway stops awa

I can remember, as Jenn's cancer spread throughout her body, how we both avoided
.3t talking about her impending death, even when it would have helped to be able to discuss it
322 openly. We were lucky to finally have frank discussions towards the very end, but it was
never easy. Her doctor greatly helped in the process by telling Jenn at a particular point 2
that there were no more realistic treatment options and that her focus should switch to e f%
palliative care -- care designed to manage pain rather than fight her cancer. Jennwasso [l
- used to fighting that I think she would have tried more long-shot treatments right up until i
the end had her doctor not given her permission to pull back and change her focus from g
fighting to dying. e
- While it would be easy to confuse this transition with giving up, I think of those last £
few weeks of Jenn's life as particularly meaningful for her. We began visiting outdoor =
S8 ) places she loved and scheduling visits with her friends so they could say goodbye, She wrote I ;‘J
Yy from them, He g a will to provide for her cat. We talked about what she wanted done with her body. She
7 - gave away her camping gear and materials she used as a high school teacher -- symbolically

¥

% : ¥
;

grandparent’s apartment, he vis; : st village by m i \¥Wa77 wrapping up loose ends. Jenn could have missed some of these opportunities to wind up her S
some facts about hjm, I 1’ € Visits fruit stands but doesn’t paw the produce. Thesi —y Q‘-'\’\é\life had she kept on fighting and trying more treatments until the very end. ,\‘i\‘;‘"\\‘;"'\\“\f Y
would be to trivial; 'h- e srandfather. I can’t descrie b m; to list his ey Py N \& :‘:.g“‘&'!lt\‘.of-fa RENNIAL OGPV R et s vt e N Yl ‘\

: - ze e * SRR T Qo 2Ny At a housemeeting a week before she died, Jenn discussed her wishes regarding her care and’ -

\
b S 3 E .;\ “ the role hospice would play in permitting her to die at home. She asked housemates not to AN
' 1m Ifibrida: ‘his lungs and heart failing, o “\ S panic and call an ambulance when she got sicker because she didn't want to be taken to a BOY
in a hos :

Tl
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Knowing that my grandfather 18 ‘;{ \\:.’
)

A
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: DA K
fucking breaking my heart. I can’t re;!.ch my :‘,ZS \;‘\"@ hospital or connected to tubes or wires. She signed a do-not-resuscitate order so that if
. sk ugh. Iam so - 1
hi it here in my apartment, i,  there fast enoUg 2
while I sit }:to touch him. Even 2 plane won't get m ‘\\\ ‘ doctor prescribed pain medication, anti-anxiety pills and other drugs to limit her suffering
long enoug \‘4 as much as possible. An acupuncturist made home visits to reduce annoying hiccups and
: ; 1t this tightening . N
ad ‘bad news. I‘ fe' this 1 o )
sister in I into our kitchen to te}l us that he h Badinews L b s j: .:‘“““& P )
rt;in My papa with his heart so big- .

S k. b and I ‘b' ‘ I lauledics were Cal dr hey w 1 i . .
W oI W W i (4 tic 1ng y ; l t
i i him. These mlnutes ar e
ifi V. i 11 m%n to mls
'helming terﬂfled f hat lt 1 ou d n :' I ]
g that ones b()(ly goes thrﬂl ] ) "
i here was no ay to i 11 . ,

Wit
d took
© don’t know if he is still alive. I have felt this dread before; 2 few years ago my da “1“! tehing. Most of al, we schedvled her fiends to st with her 24 hours s dag dorfns het Tast
24 : QR ‘.: ‘\\
'. "s“‘! fairly humane fashion. \
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‘ "“ \ as it shuts down, all of this planning, communication and support helped Jenn departina ".“
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Death Panefs

A tragic detail of the past year's struggle over healthcare reform was the moment when a
proposal to pay doctors to consult with patients about end of life care was demonized as
calling for "death panels" intent on "murdering grandma". The proposal was immediately
dropped from the bill, squashing a chance to have an honest discussion about how corporate,
Western medicine mis-handles death. Under Medicare, the government healthcare benefit
for people over 65 and disabled people, doctors are not paid for these complex and time-
consuming consultations, which can be crucial for dying patients. But doctors are paid for
procedures, regardless of whether these procedures are helpful or just prolong a dying
person's suffering while providing no real benefit.

Whereas death is inevitable for all of us and a normal and natural part of life,
modern health systems can sometimes treat death in a2 dehumanizing, mechanical way --a
problem that modern technology should somehow seek to "solve." Rather than being able to
end life at one's own pace, people are put through increasingly desperate, painful and
invasive medical procedures to buy a few more days or hours,

The hopeless struggle to defeat death costs not just quality of life for patients, but
accounts for a huge portion of healthcare expenditures. The five percent of Medicare

patients who die each year consume about one-third of Medicare expenses, with aggressive

e - treatments during the final month of life eating up almost a third of that sum, according to
government statistics. The mainstream healthcare system is in crisis not just because
millions of people lack coverage, but because the cost of coverage is increasing so rapidly.

F| End of life care-is a big part of this increase. As medical technology gets better and more
| complex, there are more and more ways to spend a lot of money at the end of life.

i There is not an endless pool of money to pay for healthcare, especially as the
population ages. Money spent on expensive end of life care that doesn't improve a dying
patient's quality of life is not available for other care. :

Cultural attitudes about whether it is always appropriate to use every available
medical technology to prolong life has to somehow evolve along with technology. This
requires opening space to honestly and earnestly discuss end of life issues,

- " what was closed down with the "death panel” rhetoric. :

e )
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Learning to talk about death is not about government programs or changing the medical

system — although it certainly would help to make sure doctors could be paid for
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“Tt doesn’t spoil/my time is what spoils my time.”
-Matthew Zapruder, “Aglow”

I can’t remember if it’s my first memory or my first dream: My mom’s baggy red
“wWild Bunch” jacket (the reservation’s all-female softball team). We'reata
funeral, standing around with my aunt Cossie. A casket. Marble. Mounds of

earth. Early morning it’s a cloudy day and people are standing around drinking R et i best Eiend Jeum as e died from caneer. Har detth wag e

coffee and sniffling. People are lining up to view the bo.dy 3116 an old face. e . overwhelmingly difficult and yet it was also somehow beautiful, natural, humanizing and
Handfuls of dirt, everyone, before the gravediggers begin to pile it on. And then I | reassuring. Her final moments were nothing like what you see on TV. Rather, they were
the real wailing: no vanity no self-consciousness. The kind of unfurling in a child’s ZG,|EEE raw and animalistic, unmediated by culture or language, almost like a reversal of birth. 2
laugh. This is the only thing happening and the only thing real, and the earth is [y " Since seeing her death, I haven't felt afraid of my own death. i
slowly swallowing this person forever. I remember I feel lost awful, I wail. I S While her life was cut short to only 35 years, it seemed like she had a good death. !
remember feeling a grief that was not mine, but was. My community’s. i She didn't want to lose autonomy or be connected to a bunch of tubes or wires, isolated in 2
. scary hospital. And so she actively directed her own death process. With help from her
. doctors, housemates and hospice, she was able to end her life totally naturally with no
extraordinary medical 1ntervent10n, m her own bed, in her own room, cared for by her
friends and loved ones.
We're all going to die but most people feel inhibited talking openly about death
s because of cultural taboos. Discussing death openly and in detail can seem negative or sca
" My brother is 12 years older than me ’ ' ] TN + == like if we don't talk about it, maybe it won't happen. But with a high tech,gprofit-drivenry
So I never really competed for my parent’s affection , 4 .. medical care system, our culture needs to figure out how to honestly discuss death, both so
Before you lived with us, N L ‘ i the dying can have as good a death as possible, and to stop runaway end of life costs from
And everything you did pissed me off, 1 " bankrupting the healthcare system for the living.
Especially the scrape of your front teeth : A AT TS g 3 We need to build a culture that discusses the death process so each individual can

o) (= ZA\ Y decide for themselves when more advanced healthcare makes sense, when it is time to give /
%@ m 0 M N[ 3‘\‘ 3 up the flght and even when'it m1ght make sense to request lethal drugs to hasten our own ?// A

; Death isa hard topic to face or write about thh any honesty, modesty or accuracy Five

I remember eating cereal with you,
Watching weekday morning cartoons,
Waiting for the school bus.
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The slurp of milk with every god. damn. bite.

It is cold in Brooklyn in my windowless room and
- I just learned that you wrapped your car
Around a telephone pole.

Full night cry, I think of spoons.

Car crashes and Indian country: there are studies. “Accidental” deaths. “Risk-
taking behavior.” Diabetes and of course alcoholism. Other drugs there was a big
meth craze for awhile in I think the 80’s. Guns, suicides. I know someone who
drank motor oil in 8th grade. And of course a loss, an ancestral loss. Hair and
blood. I came to an understanding that people die, lots, before I learned how to
read (oh and I started early). My family and I, we went to every funeral that ever
happened on any reservation in the county (af least) and San Diego County has the
most reservations of any in the United States. But they are all small and very
spread apart so. Dusty car trails and the windows rolled up. Where were we going e
now, Yuma this weekend Santa Ysabel next weekend. Someone up in Cocopa
passed. Campo. Manzanita. My parents were something like prayer leaders, lit
candles through the all-night wakes. Rosaries sorrowful mysteries, dusk-to-dawn.
My mother would sing the old Spanish songs. Fire pits. Stealing cigarettes from
the clubhouse. I don’t feel comfortable telling everything because some things are
for us, only. But be assured there is a ceremony to each one. (Things you will
never know). It’s weird: when I was a child, wakes were kind of fun. There was an
element to them. It'd see all my cousins. . SIT DOWN. BE STILL BE QUIET!!!
What did I know? Climb that tree with all the limbs cut off. Remember that one
time Popei fell asleep up there? Seeing who could stay up the latest. And then
without fail someone caught you— INSIDE THE TRIBAL HALL! Listen to the
rosary pay your respects! People would get up and tell stories about the dead, and
. everyone cried. Hard. Even grown men (you see where I'm
- weakness). A\ AU/ WA TSI
, - Cx=



(that smell has always made me nauseas)
| And the blue of late-night TV blinks across your cheeks
' In the dark in the waiting room in the hospital.
When we hear wails from the next room, ) 3
You know.
And you know.
Inhales quick diaphragmatic,
The single popcorn kernel fall from your lips,
One, trembling at your fingertips.
They had you make the call-

“Let my daddy die.”

Sometimes I am very business very serious, like— I am no fun at all. And it’s true,
sometimes it’s hard for me to “have fun.” Childhood wasn’t a kingdom for
everyone. Sometimes I joke with my friends that I'll be the last man because I'm
the only one who can take it, because I've already known so many people to die.
§\> They laugh but I'm not so sure it’s a joke. So sometimes I'm serious, not so new

| / and curious. I'm not cold. But I understand the impulse: pulling back because loss
’ 75Y/7Ad is so painful, so personal and monumental (and inevitable!). But somehow, apples

i lv’ ripen. Car breaks sound the exact same as they always have and the Mister Softee
“,\: jingle still bores through the park.

DS .

“’\v’/ > I didn’t make it to your funeral because.
: m(//',, ‘é’/ Because I was too busy being a Brooklyn hipster.,
= I have never admitted that to myself before)
\{"{7 ( Y.

/ Z u Z If I close my eyes real tight. I can almost (
ARG Th See your face, like it's like the stars

== You can only see in your periphery,

’_,\\\\\ And someday. Sometime soon I guess,
\<q’ EE I won’t remember your face
IRV AT From knowing you, at all,

-/ /S

22 _

IO : P S %Ji':‘ é'”-é*‘"fi"z |
In the end, I feel like in order to escape the emotional loneliness I feel every single - ;
day, I must throw myself back in the environment where this all began. You have -v:
to start at the beginning to get to the end, you know? Maybe by leaving this N
concentrated city and having days upon days of time to myself, with my family,
without any distractions, I will be able to dig deep into the caverns of my mind and
dissect all the pieces that have been dormant for the past two years, and after an
indefinite amount of time my brain will yawn and stretch and say, “Oh, good
morning.”

: - en as the “young one”, I know I can find my voice and
W}'“le I'maytafzwra;: lt):): ::ad. Actually, I just did, and I will again and again and
g vrice e t going to shatter. Talking about death is made out to be this tabo?
o gbrings it up in fear of breaking you. Everyone forgets all)‘out 1: ::
ver forget. You will always remember, ?md although you

/2
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again. I a

thing, so no one bl
cept you. You will ne g R :

E);d;)isn't eternal, your will is. It is unstoppable. L |

S

i3

: o G 3 ST N L

This piece was written in September 2008, two years after my mother's death. It was the
| first piece of writing I had produced about the subject, so I view it as a significant
progression in my grieving and writing process. A lot of the feelings have changed
S drastically and some decisions were never carried through (grief and love are constantly
. evolving forces). While it's hard for me to read this today (mostly for literary reasons), it
was definitely a catalyst to healing. There was a time I thought I'd never be able to put this
experience down on paper, but after writing "The Young One" I haven't been able to stop.
An:{i for thaf, I am ’ it 7] 43 ;
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I'm not a big monument kind of person; I much prefer the raspberry tarts to the
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Eiffel Tower. But the catacombs were different you know—rooms of stacks of
bones, surprisingly sans graffiti, and down much farther than I'd imagined. And of
course! All the imaginary lives: who these people were, who they were too shy to
talk to, who they were too busy for. This was Regina and her favorite thing about
the morning was the curl of her lover’s arm. And then back to the light and
afterwards I was pretty grave. And Lauren, without turning without a blink, says:
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“Woah. We really don’t have any time to waste.” A RS RO PRI
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I see flashing lights down Graham Avenue—
Someone is in shock, someone will feel the loss. 3
I see flashing lights down Graham Ave.,
Too far down to make anything out.

But someone is in shock will feel the loss.

L. I hear the sirens down Graham and someone
Down there is lost.

None of this applies solely to him. I've noticed that I've done it to the closest people
in my life. It's a terrible habit that the new “me” has picked up. I hate this new me.
I am a different person than I was three years ago and I feel it every day. I can’t
completely remember the old me, but I do know that she didn’t cry this much, that
she was much less serious, and that her heart wasn’t as heavy. I feel like I never
have anything to say anymore. I am quiet and bored when I was once outspoken

and full of idéas. Something needs to bring that girl back.
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2 = school for creative nonfiction! Aren’t you proud? You are the only topic I ever want

Whether or not I am ready to acknowledge my mother’s death is not the decision of
anybody else but myself. It's not a matter of wanting, but rather a matter of being
mentally ready to release her. I know that hypothetically I am ready to do this, and
I feel that by moving back home I will get the closure I need to do it. I will form an
improved relationship with my father, with better communication, and create a new"
feeling in that home. I will learn that it is okay to cry to my family, because no
matter what, we are all feeling the weight of this loss. I will learn to cope with the
voids left with her passing, and I will fill them with new strengths and new cures, I
won’t put as much pressure on my partner, because I will learn to support myself
and not fully depend on others to keep me emotionally stable. I will visit her grave
regularly and I will talk to her at night and say, “Hi, Mom. I am going to graduate

to write about because I miss you so much. We all do.” Z a0 N =7 =
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' P: VIN 3 IN IES."NES | | N rilcs and miles away as I stared at my mothe's leathery face. It reminded me of a

., baked potato on the verge of bursting in the microwave, just begging for some fork.”
S — s -.:v.v'i‘ i, to be the hero and pierce through its tough skin to release the steam. I looked at her:
: ,E. iy Al Y R S wilted hands crossed over her body and thought about the last time we spoke, after
31 Beth Puma s, | she seized and right before she fell into the coma. She had sat up in the hospital bed
: s ’ il B s e R — N ! and held my head between her two boney hands. “I love you so much it hurts,” she
h The ripples of her death still affect me as they vibrate into the nooks anci crie % { sturred. She was S.O drugged up, a:nd T caukda tstard it She kf:p R e
of my day to day. When Jodi died I made some serious changes in my life, including for what seem.ed e h ottrs and kissed my-face repeatedly. [ didu't cry at the time,
but I don’t think I will ever be able to control myself from crying when I think of

moving across the country. A new friend, in my new city once very bluntl ed, o |
. ry y very bluntly asked, {88 that moment now. \\\\\\\\\\\\\\\\\\\\1)\\\\\\\\\\\\\\\\I\\a\'S

& "What was so special about this girl that everyone that knew her is fucked up by her f&
death?" The question although an innocent and sincere one, left my insides burning. I § 1133383 b my arm, and I was rought back to reality. 1 w

didn't shit for days—which brings me to my piece. it 1 felt my Gr:a.ndmothf:t'l.gl‘?1 : w}::s 1001'<ing at my mother’s lifeless body. I was told
% Jodi had a serious autoimmune disorder called colitis that fucked with her | instantly ang.ry as 1 e 1ze1 ed casket since she had lost an unhealthy amount of
B8 digestion and did not allow her body to absorb nutrients properly. She lived with the TS that the service would be c ?{5 from the fall of the seizure. No one wanted to

disease everyday, often with bloody, violent diarrhea, drastic weight loss, and a t. - weight and als(? b . P T he was, puckered and orange, with no trace of
hardened and tender stomach. For years it was managed by diet. In 2007 there was a fi* 44 remember her like that. Yet tht;-rihs v nd ;slzed him why no one had said anything
% series of flare-ups that disrupted Jodi's independence and autonomy. She reluctantly 1 black and bluf:. T looked itd:ldy 1a u:; jmd he should have told me. T looked around
3 decided to try a new medication. It lowered her immune system so her body wouldn't to me. He said people ne I sctg;d with my back to the coffin weeping loudly. I

_0: attack her own body anymore. It backfired. She caught some type of bug because of her the silent funeral h?me as X o ‘a3 90N,

PO compromised immunity. She was dead in three weeks. could read everyones thoughts: “What a shawe

." She was angry at her body. It had betrayed her. I was angry at her body too. ' ‘\\\\\\\\\\\\\\\\\\\\\\\\\\\\\\\\\\\

'; ?:,[zybffi E:ii?c é:dd}f:ﬁz (i;riitxiasgsand after h;:' death. It bega:m responding stimuli in a C ’tl:alkhing to my family a.ﬂ:‘:out my t.nother's death has been troublesome fdr me. My
. . — <.)ms. s my commumt.y gr:xeved for. Hiollostor : rot. ers each !1ave .famllles of their own and my father has recently started datin
‘\ 'the rock t!mt was Jodi, my body dealit .Wlth her death by attacking itself. I didn't realize | While I am still trying to understand my feelings, they have all reached .
2 it at the time my body mourned Jodi in a very different way than my heart and brain. § My brothers both tell me I can talk to them about it alw : c acc.:eptance.
i After so many doctors and so many tests, I have come to some peace with myself that ( but it isn’t so easy. I feel as if bringing it up only re aly iy aDprec.late thfit’

3 My stomach problems were caused by my grieving intestines. \ { my father. I know that I will start crying “nconyn- I?D;Ins the wour}d, espec1ally.W1th
’. The week Jodi was in a coma in a hospital was the first time I noticed a violent SO myself into a frenzy while they stand by and ; al ey pox,n blikse Thimuy

change in digesting. I wasn't eating too much, but my stomach was too twisted. I N\ coddled young one anymore ' Yy and console me. I don’t want to be the

’~ wasn't sleeping, as I found myself in vigil in the ICU waiting room. My face was ; § \\Nilimrzm, -~ 2 - : \\\\\\\\\\\\\\\\\\\\\\\\\\\‘w

\‘o swollen from crying. I started to shit my brains out. I haven't had diarrhea since being "} N //:/% > ‘\\\\

.0. a little girl, but throughout my week stay in that waiting room I found myself lunging D ”' . T avoid talking to my family and instead seek salvation in my partner. A constant
o for the toilet. To be honest, under normal circumstances I was among those who would .s\’..:' = source of support and love in my life, I break down to him regularly. I understand

S avoid shitting in public at ridiculous costs. My body was sleep deprived and nutrition g all of my emotions ofito him without help from my family is a strain

5
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I am a very sensitive and emotiona I acknowledge this. I am my mo - j i
: N

(L) e T —

K i deprived, adrenaline searing through my veins. I had very little control over my bowel
and she is gone. We understood each s movements. Of course while on the hospital shitter, completely mortified, with very
and flesh. Now being the only feme::le .Other‘becauS.e I was created from her heart B 7««:\4, B little strength to even stand, my head raced at the realizations that this was only a
4 e D), Dol s in my immediate blgo-d-related family (father " : J glimmer of what Jodi had to deal with when her colitis flared up. :
more concentrated edition of my own emotions , ¥ Gz é Jodi died that week in July. I tried to regain my sanity. I slowly attempted to

in a less emotional envi : : y 4 :

| ditferently, since 1 TotmcHi, EVE‘"{’O"C still grieves, but they grieve less, or “P -t nut nutritious food in my body, slowly trying to find a regular schedule~for me that is

1l ¥, since they have all dealt with the situation, My grieving process has 7/ ) o
/

- been stunted due to a few r i
€asons, one of them being me movi :
house to Brooklyn a month after x o

3‘ time being. I am a teacher; I really don't know what I would have done without a E
1 summer vacation to buffer my healing process. I traveled to different cities, looking for
k%" hugs from friends and vegan cake and adventure to nurture me. I did a lot of writing
§%" that summer, and made the decision that at the end of the teaching year, I was going to
s 9"- o f't: (. h om0
g =% ¥ Just as I was, a lot of friends where stru
& ways-—some were even suicidal. At the time I thought they were having a "harder" e

¥

T _ﬁi

o

~ Another reason I believe I have emotionally fallen behind is due to always being.
seen as the “young one” in my family. The youngest of three children, I am at least §
12 years younger than my two brothers. Throughout my mother’s illness I was often LY
¢ left in the dark because it was believed that I would take the news the hardest, :
While that was true, it also led me to believe that death just wasn't in the cards, T KB(31

was told things were fine when they weren’t even close to being fine. I would find ¢ &
out she had been admitted into the hospital for serious issues, like a seizure caused ‘
by the disease spreading to her brain, three weeks after the fact. I was never told ‘
these things while they were happening because my family didn’t want me to see
, her at her worst. Also, because my mother wanted me to graduate from college that 8
year and coming home every time her condition worsened would prevent me from

doing so. As you can imagine, when I was told that she was in a coma and the
g doctors didn't expect that she would be coming out of it, I was shocked. I was
@l beyond shocked. I was completely outraged, yet at the same time, it was too surreal

i to actually believe after a year of being kept ignorant by my family and my own

B8 denial. She was put into hospice immediately and three weeks later she died.

™ with it. Looking back, grief is not measurable and not comparable. One person's @~
experience with loss affects them in a completely different way than another’s. You

4 matriarch to my group of friends. I still cried myself to sleep, desperately needing to be
held by supportive partner or a comforting friend, but I listened to every phone call and 2

| swallowed my tears and sadness-in an attempts to be a good friend. But this stuff
| doesn't just go away, and the grief began to harden against my intestinal walls.

) Jodi had encouraged me to pursue. I cried my first day of the job, in front of my new
boss, because the flood of Jodi's death had overtaken me. Teaching is a very stressful
gig, but compounded by the fact that I had lost my best friend made it extremely
difficult to act like I had it together to a classroom full of 3rd graders. I started to have
severe pains in my abdomen. I could feel food moving through my stomach and
intestines like rocks making their way down a chute. I started having a lot of trouble B
shitting. I wouldn't shit for days and days at a time. There were times my abdomen
would grow hard and swollen. Again, my emotions were foggy, and at the time I g i
didn't realize that Jodi had had similar symptoms. :

B#g The entire wake my Grandmother kept crying to me, “What are you doing to do [
;,; without your mother?” as we sat in the first row looking at her body. I knew what
she really meant: how am I, a weak girl, still so young, going to get on in life
without my mother? I blocked her crying out. There was just a faint hum from

ins
diet, pumping it full of fruits, vegetable and whole grains. I tried to avoid (to‘ some

5 always a way to try to put myself back on track. My stomach troubles subsided for the -

Ly e ,:-: R ‘,:-:. :j &
ggling with Jodi's death in different [ -

can't measure yourself up against another person's grief. I tried my best to be this stone ‘
{ read every email from others who were struggling with her passing. Many times, I _ i

September rolled around, and I started teaching again at a new school-a job that *

. 1 . . A E i
I hated doctors, and still hadn't entirely figured out how to navigate the § i
arance system so I didn't go to the doctor right away. I tried to take control of my ;
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*jdegree) sugars and vegan baked goods, that I had probably relied on a bit too muc

as

“ much of an appetite, not wanting to clog the pipes any more. At one point I took some !
‘. laxatives (something I greatly feared) but nothing happened. Still, I did not go to the
00 2 doctor. :
‘0 Then one day, a few weeks into the school
" Train to work. It was a hot day, and my bag was heavy,
" still early in the year and I was trying to get to school an hour early still. T jumped on a
% very crowded Dekalb stop subway car, trying to surf the
[ ) grab onto. I had a decent breakfast that day, woken up the same time I always do, but
O [ felt completely lightheaded. My vision had started to go blurry, and I lost my hearing ¥
for a moment. As soon as I got off at Graham Avenue, where my school is I dodged [
Q‘ into a bodega to get some orange juice. I felt better, but was totally freaked.
\. The next day the same thing happened, except I had to get off the train before
.Q' my stop for work. I was seconds away from calling for help, which is a terrifying &
.0 e:fperimce when you are alone in a subway station. People often think of New York ‘
\‘ City as a place, where if people were to fall sick on the ground, others would step right @
3 over them. I don't actually believe this, but my body pumped itself with terror, I

& :
MM fumbled through the subway station to the nearest bodega, again my vision blurring. I
'4 s &

pe sipped on the orange juice,

hospitalized she had told a story of how she gotten lost on the subway around her work.
She said her medicine was making her woozy and foggy. She ended up 20 blocks south &
of her job, and a 1/2 hour lunch turned into a 2 hour outing. She doesn't remember how -

®

[y, started to cry as I made my way to work.
A It didn't end there. I got to work, with very little time to prepare before I had to .
P | pick up my class. 3rd graders are not forgiving if you come to work not ready to go. I :
LYY rushed to do my morning prep, and felt nauseated. I threw up all the orange juice I had -
U just drank and my head rushed. It felt like I was throwing up straight whiskey or §
L K battery acid. I heaved all over the floor near my teacher’s desk. I have thrown up a few
times in my life (well more than a few) and several times from an over indulgence in
whlskg. This as a lent kind 'of burn, as f ‘ ol't get air while pell. I
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JCY therapeutic. I drank tea and more water. Nothing was working. When I finally did g
,GO shit, it was violent, painful and quick, like vomiting rocks. Usually by day 3, I lost H

year I was racing to catch the I,
and I was booking it-it was 4

train, as there was nowhere to R

[

(3 drank some orange juice, my hearing and vision restored itself, but was shaken. I

K nervously chewed on the plastic straw and waited for the S
{ Anext westbound train when I had a flashback. A day or two before Jodi was E

it happened, but when the fog lifted she remembers be shaken with all the what ifs. I [§ 2
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I understand that there is no “normal” amount of time to grieve and that each
person is different when dealing with death, but my process has been seriously

delayed. My question is, how do the grieving overcome this daunting fee_ling of ".‘
emotional loneliness, and why was I left so far behind? %" i g

her own seeds are prematurely planted in the earth and why she, a non-smoker, is d
gone with no explanation. Every time I go to the cemetery, I think about the ﬂ
funeral and all events leading up to it. The year before her death was filled with

 hospital rooms, medications, seizures, black eyes, drug highs, comas, my senior

thesis, and eventually the funeral. I want to be able to think of other memories — I
\

f
|
i |



B 3
tried to make it through the day, I was still new to this school and still trying to recover
Yo, from the first impression, and but felt completely in a haze. I talked to my assistant

 principal, who quickly and compassionately found a cover for my class, and arranged
e for a teacher to drive me home. I made an appointment with my doctor, and terrified

:-'Manhattan.-.‘ '_“_ /, \
S Tl S VE )

L] explamed all the weu‘d symptoms I was having to my doctor There was a lot
of scratching of her head, as all the symptoms were severe, but no conclusive
= connection. My doctor is not a pill pusher, and made some suggestions. She told me to
do XYZ with my diet to help with the constipation and follow up in two weeks. I
- listened c_arefull‘y, took notes, even though I felt like I had tried these things already.
The vomiting, faintness, and inability to go the bathroom continued. I felt
lethargic. Eating was difficult. Most smells nauseated me. I didn't want to eat
- anything at potlucks. I didn't want to.meet my friends for a beer at a bar. I stopped
. going out for a while. I would stay home on Friday and Saturday nights, clutching my
side desperately wanting to call Jodi on the phone. She was (and still is) programmed ¥:
in my phone. I don't know what it is like to have colitis, but everything in my abdomen
= was pulsating with memories of her. i
' I followed up with the doctor. I was referred for blood work and to a GI »
specialist. My GI doctor scheduled a colonoscopy. It was horrific prepping experience. ?
You have to take drink this horrible medicine (that is pharmaceutical salt water as far
las I am concemed) that flushes out your system. I had a really difficult time B

at®e”

In her book, On Death and Dying, Elisabeth Kiibler-Ross outlined the five stages of
death and grieving experienced by the termmally ill and their famlly members:
§ First Stage — Denial and Isolation gEassyss

. Second Stage — Anger :
®8 Third Stage — Bargaining

i Fourth Stage — Depression

Flfth Stage — Acceptance

in the Lower East Side of Manhattan this past spring. It was led by a good friend of ¥
B mine who had recently released a self-published compilation zine on grief and ,?
i dying. She asked me to contribute, knowing that my mother had recently passed, Jgi
| but I just couldn’t bring myself to do it at the time. I wasn’t ready to document my g /
experience, turning an awful nightmare into an even more awful reality, so instead @fPg
I listened to the contributors read excerpts and talk about their own experiences. For /i
the first time since I had lost my mother, while I listened to their stories of heartache &
and struggle, I didn’t feel alone. It felt like we were all a part of a secret society
that mght, llke we should have had a secret hand sign that meant, “Don’t worry,

e too.” I T

AT :
VVhen the discussion ended T took the subway back to Brooklyn by myself. I was

1 , alone again. My entire life was filled w ith little moments used to distract my brain
from reality. I decided the next day I would go out and buy Kiibler’s book and it
would be my first step towards recovery. As I walked home and thought about my
|l impending release of emotions, I noticed a bag of books on the curb with a sign that

Ml read  “FREE.” I peeked inside and let out a gasp that made my lungs ache. On the
HilL top of the pile lay On Death and Dying. 1 dldn t know what to do with myself as I

L

- f"ﬁm I argued w1th msurance compames I kept seeing doctors I was in pain. 1 fost
.Welght but my stomach was always hardened. There was no conclusive answer. I &
finally decided to talk to my therapist about these physical symptoms. I had been [£}
i) seeing her to sort out a few things and we were working through various aspects of j{"
i:, Jodi's death. She very bluntly responded, "Well, you do have a problem w1£h_ hOIdl.r.l,g.

" your shit in. You are trying to control yourself from losing your shit." g FR
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had been over 7 months since she had died. I had thrown myself into a new job trymg r

| W she expenencedl‘

see improvement. I made it a point to talk about Jodi's death and how it was affecting ¥
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| to occupy the thoughts of sadness, guilt, and longing for my friend that crept into my
_ head when I was least expecting it. I was working hard (at the negligence of myself) ¥ J
to be a supportive friend and partner to all the others who were suffering. I would cry ™"
with friends, but very rarely verbalize that I felt like falling apart. So I kept /g @
swallowing and swallowing the sadness. It made sense that every time my intestines &4

would writhe in pain, I thought of her. In a morbid way I felt connected to her past the &
grave. I don't know if that is fucked up to say. I had only the tiniest gllmpse of what \

P, T oot

, ; i @
: 'JWhen I started treating these physical symptoms more hohstlcally, 1 started to '0

my body with my therapist. A close friend and I started going to yoga every week for 3
the first time together, partially because exercise and taking care of the body became g
super important to me after her death, partially because it was a way of a supportive Jg8 e2 ore be 0
friend insisting I made it out of my house outside of work. When I acknowledged that ) OVE re ed € es and objectio ove req
her death was still earthing itself into my day to day, with a few changes in diet and Q€
exercise, my symptoms began to ease. However, I had to prioritize my healing from 0:0
her death. It is not that I stopped listening to others or focusing on my job, but I forced g4
myself to make time for myself to cry: to allow myself to cry. I allowed myself to g% ad other idez 9 -
admit that I didn't have to be strong for everyone-not even for myself. Most of all I3
started making those phone calls to friends when I felt sad. Slowly my abdomen
muscles relaxed. The faintness stopped.

No doctor was able to give me a direct answer, with direct responses about the
pain I was suffering. Of course, none of my doctors knew Jodi, they hadn't known the
joy of her laugh, her snarky comments, her commitment to her friends. None of them
knew the trauma of watching her sit in a hospital bed slowly losing her motor functions
and violently falling into a coma before dying. I am no doctor, but the only thing that |d o B SuldiBe frae
has given me peace with this scary time in my life, is that my body found a way to force
itself along the grieving process. Perhaps I was crazy. Perhaps though, I desperately ."
missed my best friend. ¢ 0‘ A 0. OOOGO) ‘e %0 0,70 0
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i when things happen that should not happen —

R

tRE

to look exactly like you, back when you could walk,
and tells me to call her Kim, which was your name,
even though she is young, blonde, and obedient
which you were not.

i I start screaming like a child in a war zone

to make sure everyone knows

¢ that my mother is dead and this

is disrespectful, don't you think?

When morning comes, in the dream,

I expect a man who loves and terrifies me

to kiss my cheek and try to know my mind.

Instead they have brought a doctor

and enclosed my wrist in a plastic band

marked with the first date I was held down

by three nurses and given a shot

for my own good. I was two.
Now I am not allowed to speak.
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OR MAMA

i my father appears with a woman groomed and coached

)
'

L G A o i
by Adefaide Windsome @ FEBRUARY 2007
; -:’t!"ﬁ: " T R e P - .
I remember when I first met you in 2003. I talked to you on the phone and you gave me
directions to the church Food Not Bombs served at. My first sight of you was through three
stacks of milkcrates you were carrying you were carrying to the basement. Your beard
stuck out from the sides.
I remember how you stood out in the hectic kitchen. You rode the chaos like bodysurfing a
wave or a seed in the wind. Everything always ended up where it should.
You stopped coming shortly after I started.

I remember my twentieth birthday. Taking all your stuff to a friend’s house down the
street. By this time you were having lots of trouble physically and mentally. Your space
seemed to mirror this with years of stuff scattered everywhere. Teeth in your shoe. Political
buttons caked together with rust. Fliers and bank statements pouring out everywhere.

Though we knew the nature of the disease, it was depressing and frustrating not to see you
get better despite our efforts. You can know something is true, but sometimes your heart or
some part of you does not believe it.

For two hours I was there holding your hand. You were quiet and sleeping. At some point I
heard a deep breath and a pause. I look up. Another deep breathe and then nothing...

I walk around the room and cry. Eventually I walk out in search of a doctor. 1 try and
have a calm demeanor. I don’t know why. My friend just died.
I manage to squeak out to a nurse that you had stopped breathing.

M
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I sit in the room and cry. I check your pulse again and again. I
7 see your lips turning a blueish purple.
\, I don’t know what to do?
What to do...

They found her overdosed on insulin. From one of her friends we learned it was
| probably an accident- they had been taking insulin to lose weight. T think this fact more
§l than anything fills me with sadness. People deal with trauma in different ways, and
now, after 6 years have passed, I think her way of dealing with all the fucked up shit
§ that had happened to her was to try and live in a prescribed normalcy that is
perpetuated in this society. In my own life, I support radical mental health, which is not
to say it fixes everything that wrong, or that aspects of traditional mental healthcare ¥
: i are not valid. I don’t know... I wish she had a place where she could have freaked out if &
% 1 sit outside your room crying. An elderly woman walks up to me. Her name is Nancy and ' Y she needed to and it would have been ok. I wish she would have known there are other
K Y she has Alzheimer's. She used to be a swimmer. gl avenues to surviving in this world than the path she chose. Or the path she was told ’ﬁ:-
] would be best for her by doctors in sterile white rooms (go to schoo

i : “Are you a bO}’ ora girl?” "1 "l ‘ married.. . put the past behmd }Tou) or whatever it was,
|
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. Eventually I leave the room. Someone is waiting so they can go in and clean up. They
3% /' comb your hair and I can’t recognize you.

one t s and had
B Detter boyfriends than the ones she had. I wish she could have become a nurse. I wish
“#l she would have known how beautiful she was. .And I wish I could say that time and &x
¢ v g Sty W space makes it easier for the ones still here. When she was still alive I saw her [
n;.\ “Did you make it?” . S A # 3 boyiriends mirror each other- I saw her grow sad time and again, slice her arms, go for [
\\ ; : WE, o L e J stays in fairfax mental institution. Every time she reacted to her sadness in the same [§
i “yES| - T Yol ] B g way, she received the same treatment. Isn’t that the first sign of insanity? Doing the
i ' " ; 5 S £ MRl - same thing over and over and expecting a different result? And maybe a different
~.. (more crying) N P AT 673 oK ¥ i ¥ "M approach would have helped. But who knows... I wish radical mental health collectives
- “Well I guess you can come with me...if you want.” PRGN B : : #%iie’[::rleo:; ?:::, :lobzz’t'btﬁl Eef.e?: Zt;llll(;::pi rwmg, crppmg! o

S . ”
Z S “I dunno...What are you holding?

' “Oh I don’t know... It's a bowl I suppose”  Baf « *

In two years I will go back for my high school reunion. And I will see the classrooms
: T lew where we stole kisses, and held hands, and cried, and held each other. Only they will be
Lnish PR B - Wbl UL "%M I % L different rooms with different stories than ours. There will be no “remember when...”

S - ‘ : d followed by laughter. There will be no shared memory of specific instances. There will
only be mine, which I will probably keep to myself to avoid making other people feel
uncomfortable. And perhaps afterwards I will finally go say goodbye at her marker in F

| the cemetery down the street.*

Thank you, Nancy. For saying the right things, for saying something.

i I miss you so much. I miss our walks in the arboretum, eating bagels, laughing maniaca]ly.‘ ;
- The fantastic things you said, the amazing things you did throughout your entire life. You =
will always be an inspiration to me. Making my life resistance, being persistent, and
- knowing my boundaries.

* Since writing this I decided to bail on my high school reunion. The friends I want to
see and I are going to New Orleans instead. AP SYeSE
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&It wasn’t as 1f it was one of those horrible breakups preceded by months of growmg
# bitter and hateful. It was time and place and circumstance. Moving into new lives, new
places And there was never any intention of staying together Which was not to say

- The last t1me I saw her we sat on my couch dnnkmg beer in an awl\ward silence. “I
think you're the only woman I have ever loved. And I did. And I do, and it’s just...
she says. It’s time and space and circumstance. And our love stays in the memortes of

I don’t remember who called me that night, a few wek before Christxa "
after that conversation on my couch. I remember sobbing under the covers, clawing at

the skin on my arms, trying to scratch some sense of reason out of the situation with my i

fingernails. Screaming into pillows. Staring numbly at the computer screen at wor

during the day. My partner bringing me boxes of tissues. Later, me calling Megan and [
talking for hours and hours. Talking through the sadness and loneliness. Me deciding -
not to fly back for the service because I did not want to say goodbye amidst classmates, 3

high school reunion with saying goodbye to someone I love. Sometime I will go see her
marker and say goodbye in the way society prescrlbes, but now I say goodbye to her by

three years
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A few months ago, I rewslted artwork, poetry and photography from the year 2006. I
never kept a written journal relying on other mediums to capture the essence of the past.
The above letter was the most explicit piece I ever wrote.

[ i During this year, I came out as transgender to my family and community and experienced
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% and a number of people who supported us through the process by helping make meals or § °

%! Eric or talked down to him because he commumcated differently. Whatever state Eric may |

a relapse into suicidal depression.

" Throughout this, I care partnered full-time with Eric Weinberger, who at that point had

late Alzheimer’s disease. There were five of us working with Eric, twenty-four hours a day,

just making time to talk. The simple gestures mattered thie most.

As someone confronted with such emotional turmoil, I felt too selfish and needy to ask for . "

support or communicate exactly what I was dealing with. All my friends were activists. I

d1d not wish to be burden upon other people’s abthty to organize more effectively than me. ’ ‘

" There was no outlet for release or respite. In response, I internalized a lot of self-hatred.
In many ways, I owe Eric for saving my life.

Eric was in a wheelchair for much of that year. Bringing him to events and protests was

difficult since most of the time a flyer never saird whether or not a space was accessible, b

many times it was not. So many people, even people who once knew him, simply ignored

haye been m, he felt that.

1. T cannot participate in activist project that ignore self-care and anti-oppression as a vital
part of the process. This is not a bridge you can simply cross when you reach it.

2. Grief irrevocably changes who you are.

£




Eric hanging out at
Jamaica Pond in Boston.

§3 e Bt , - S - -
“# After Eric's death I expected to fall back into a lifestyle I had previously: attending

i meetings, working on projects, and traveling to different conferences and actions. I tried _
" . . . %,
working with several environmental groups who were not eager or unwilling to connect to *

issues of self-care and anti-oppression. This model of activism had not been sustainable for
" me and now I realized that.

[

sk | TR B

“: ’ PR AR S s
These days, I create lots of artwork and performance stemming from a lack of empowering
language around mental health issues and as an outlet to discuss social justice. I find solace
in fairy tales and fables, and find fiction connects to a different kind of audience. I call this

activism even though it looks very different from how I originally learned to be an activist.

Nearly four years later, I still cry sometimes when I think of Eric and will forever draw
strength and inspiration from his indomitable spirit.

Grief will change us; grief will fuse with our hearts. Still, we have the ability to facilitate
this change in a positive manner, for survival and to honor the past.

Eric was a dedic e participa

South working with groups such as Congress for Racial Equality (CORE) and Student |
Nonviolent Coordinating Committee (SNCC). He went on to organize with anti-war and

ant-nuclear movements in the 70s and 80s. While in Boston, he became a pillar in Homes

#4 Eric being arrested during a march from Chattanooga, TN
to Jackson, MS during the Civil Rights Movement.
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