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Figure 1 Schaller, K. (2019). You and I [found objects].

Down, down, down they go into the darkness of the grave,
Gently they go, the beautiful, the tender the kind;

Quietly they go, the intelligent the witty, the brave.
I know. But I do not approve. And I am not resigned.

(Millay, 1928, as cited in Scheingold, 2013, p. 66)
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Between the leaves

What is it 

to read to the dying

day after day?

What is it to the listener?

What is it to the reader?

Where do the words fall, I wonder?

I watch the calm arrive

And in the moment, 

we are joined together through the story of

another.

We are together in each word

Each syllable

Each letter.

Tied together in this moment

there is no tomorrow
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there is no death.

The words hold us 

We are entangled by the letters. 

The words in your ears 

Soothe and sedate.

The words in my mouth roll around comfortingly.

The reason we are here in this moment 

shadowed by the book.

The big narrative is but one part

Go in 

                go in

To the sentence

To the word

To the letter

To each stroke

Each serif 

Go in

go in 

and stay 

a while.
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The last dance

I remember the last dance I had with my husband 
in the hospital. I cannot think of this dance 

without thinking of Leonard Cohen’s (1984) song, 
“Dance me to the end of love”. Likewise, I cannot 
hear this song, without thinking of the last dance 
I had with my husband. It is both a beautiful and 
a mournful song, capturing all that I feel about 
that last dance I shared with Richard. When I 
discovered the origins of this song, I understood 
the contradictions of my response to the beauty 
and the grief of the lyrics 

 ...that came from just hearing or reading 
or knowing that in the death camps, 
beside the crematoria, in certain of the 
death camps, a string quartet was pressed 
into performance while this horror was 
going on, those were the people whose 
fate was this horror also. And they would 
be playing classical music while their 
fellow prisoners were being killed and 
burnt. (Cohen, 1995, para 3) 
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And on hearing Cohen describe the birth of this 
song it becomes even more clear why “Dance 
me to the end of love” is the soundtrack playing 
unheard by others to my final dance with my 
beloved—the joy and the despair at this last 
dance. 

Richard had been prone, unable to move from 
his bed for some weeks. Our physical relational 
being together consisted of me sitting and 
standing and him lying down. His body moved 
from bed to wheelchair only with assistance. We 
had not stood body to body since he had entered 
the hospital. We had not met body to body since 
his diagnosis. He had been so heavily medicated 
that one day, after the palliative team had taken 
over the medical treatment and had reduced 
and withdrawn many of his medications, pain 
blockers and the like, I knelt by his bed and he 
lifted his arm and put it around my shoulder.

‘You haven’t done that for ages!’ I said surprised. 

‘I only just figured out I was the one in charge of 
my body,’ he said.

‘What do you mean?’ 

‘I thought I was just a head and arms and a torso 
and legs lying on a bed, in pieces. I didn’t know 
that all the pieces were joined and that I could 
move them.’ 

The pain blockers, had disembodied him, 
fragmented him. He had been reduced to pieces 
lying on a bed. Now he knew he was one piece, 
that he was the pieces, and this was the first 
time he had initiated physical contact. His arm 
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felt welcome on my body, across my shoulders, 
he was connected, we were connected. This was 
the first contact we had had in weeks, except for 
my massaging his hands and feet and kissing his 
head, and so when the nurses asked me to hold 
him in the standing position while they adjusted 
his gown and made his bed, it was the first time 
we had stood body to body for six weeks.

I can feel him now, pressed against me. It took 
all my strength to hold his dead weight. His body 
was thin and bony, his muscles had wasted away 
from not being able to eat. He was wearing a 
white hospital gown, his feet and legs in support 
stockings to stop the blood clotting. We stood 
body to body and this familiar position, from years 
of being together, elicited a tear that squeezed out 
of my eye and rolled down my cheek as the status 
quo was revisited for just a moment and I was 
reminded of all I had lost and all I was yet to lose. 
As he gained his footing, he was able to take some 
of his weight and we started to rock together side 
to side in our final dance. I put my head against 
his shoulder, and he supported my head for the 
last time. Side to side, step, step, maybe four 
maybe six steps, a slow dance like two awkward 
teenagers. But we weren’t awkward teenagers, 
we were long time lovers who had had many 
dances together over the years and we both knew 
this was the last dance. 

THE LAST DANCE
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Dance me to the wedding now, oh dance me on and on

Dance me very tenderly and dance me very long

We’re both of us beneath our love and both of us above

Dance me to the end of love

Dance me to the end of love

Dance me to your beauty with a burning violin

Dance me through the panic ‘till I’m safely in

Touch me with your naked hand, 

touch me with your glove

Dance me to the end of love

Dance me to the end of love

Dance me to the end of love 

(Cohen, 1984)

This was an intimacy beyond words.
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Reading to death

I am reading to Richard and I am getting sleepy...

starting to doze off mid-

sentence.

It is nearly 2am.

The drops seem to have worked.

He has settled

My head is resting on his leg and I am lying 

horizontally

across my little single bed

shoved up against his hospital bed with

the noisy alternating pressure air mattress.

He is lying still.

Occasionally I ask, ‘Are you still awake?’

‘Yes,’ he says.

‘Do you want me to keep reading?’

‘Yes,’ he says.

He always says yes when I ask him!

I am thinking ‘I’m going to be tired tomorrow’.
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(I have to get the kids up for school and childcare. The 
big kids will walk to school but someone on the roster 
will pick up the little ones to take them to childcare. 
The roster has been working well. The person either 
stays with Richard to keep him company and I take 
the girls, or they take the girls and drop them off 
and I stay with him. I can’t remember who is on the 
roster for Thursday morning. I know it will be busy. 
His parents will arrive from the country on the 4.30 
am train. He spoke to his mum and dad tonight and 
said, ‘I’ll see you in the morning’. Our friend Jenny is 
driving down from the country too. She and Richard 
really like each other. They get on very well. The 
music therapist is coming I think or is that Friday. I 
can’t remember. She was here today—no that was 
yesterday now. I turned Jo and Steve away when they 
came to visit because she was there. I think Steve 
had left work early. They could’ve come in. I wasn’t 
thinking. I liked the session today. I needed some 
time with just the two of us. There have been so 
many visitors since we came home from hospital. The 
music therapist played romantic songs and sang and 
I, I put my head on Richard’s lap and cried quietly. We 
needed that.)

When I read the last line of the second last chapter of 

A Year in Tibet (Shuyun, 2008), I put it down to my right.

(I am trying to finish the book for him. But in the 
back of my mind I think, ‘I should draw it out because 
I think he might die when I finish the book’. But I 
also have in my mind that he might die on the 29th 
November. It will be the 21st anniversary of our 
relationship. I have read that people often die on 
significant dates or at least wait for significant dates. 
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But I don’t know if he even knows the date. It is the 
25th of November.)

I am too tired to keep on reading tonight.

I have asked the palliative nurses how long he has.

They are not sure they say

not long is all they offer.

Unlike the palliative care doctor, he thinks he has 

ages    

because he is so lucid.

But I think the nurses are right 

his mind is sharp, but his body is 

failing.

I have googled 

‘How to tell when someone is close to death’

Because no-one will tell me what to look for 

and I want to know.

It is only the Buddhists who are direct and

forthcoming with the details I want.

I want to know how long we have together

I want to make sure nothing is left unsaid,

That everything’s planned,

That the children spend as much time with him as 

possible.

I have noticed him picking at the bed clothes.

I have noticed the bruising on his ankles.

I know it will be soon.

READING TO DEATH
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I think we have a few more days together.

I am wrong. 

There is no Thursday morning for music therapy

or visitors 

or

any

thing

else.

And then one day I read,

We have all seen amazing things in the 
care of the dying. Our patients teach us 
about the presence of both loss and gain 
as they learn to accept the inevitable. Ira 
Byock writes that growth at the end of life 
is normative, an expected phenomenon 
that we can use to measure the quality of 
care. (Coulehan and Clary, 2005, p. 383)

…and my heart sings for a wee minute, as I contemplate 

both his growth and the care, I gave him. 

Byock’s words are a gift.
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A premature epilogue

people go
but how
they go

always stays
(kaur*, 2015, p. 126)

Here are the last words I read to my husband 
before he died…

Holding Mola’s hand and following 
her closely, I began to understand 
something that had puzzled me in 
the early days of our filming, when 
I watched Tseten performing all his 
rituals and the villagers coming to 
him for treatment. How had these 
traditions endured? Monasteries could 
be destroyed, Buddhist statues could be 
melted down, lamas could be unfrocked, 
prayer flags could be taken away. But 
in the heart of the people, in remote 
villages and grasslands, in Mola’s 
family, the traditions survive. Mola 

*rupi kaur writes her name in lower case
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was indomitable, an inspiration. I was 
witnessing one woman’s mission to 
carry on the faith. At the centre of the 
villages there was a stupa and rows of 
prayer-wheels. I went around the stupa 
with Mola and pushed the prayer-
wheels alongside her. I silently said my 
prayer. It was that Tibet would endure and 
remain its own spiritual self. (Shuyun, 2008, 
pp. 213-214)

It sounds like the end of the book; I see that now. 
He thought it was the end of the book and said, ‘Oh 
I am so happy everything worked out for them,’ or 
something like that.

I knew that he was not far from his death. I thought 
perhaps days, but I wasn’t sure. He was lucid and 
clear in his conversation. ‘Oh God, listen to you, 
facing your death and worried about characters 
in a book,’ I teased.
I had been reading to him consistently over the 
past seven weeks, since his hospital admission, a 
mere seven days after his terminal prognosis. A 
Year in Tibet (Shuyun, 2008) was perhaps the third 
book I had read to him. This one I read from cover 
to cover, well sort of. This book was chosen, for 
pleasure, a move away from the positive thinking, 
miracle books, that I’d started with. This book 
was a result of the acknowledgement that this 
was the end of his life. No more Lance Armstrong, 
telling us how to ‘live strong’, or other books 
about miracles that well-meaning friends had 
given us. Well-meaning friends who thought that 
his survival was all down to positive thinking and 
diet. Huh!
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The chemo had been interrupted mid cycle, by his 
choice. ‘This is not going anywhere. Let’s just stop 
and save the resources for someone else’. Yes, he 
actually said that to the doctors. ‘This is a waste 
of resources’, followed by ‘How can we speed this 
along?’ The doctors would not and could not help 
with speeding things along. He wanted to know 
what would happen if he just stopped eating. I 
could see admiration on the faces of the staff. I 
admired him too. I don’t think I would have done 
the same thing. He knew though. This was not in 
his hands. What did the palliative care doctor say, 
‘I believe when your time has come, your time has 
come. My job is to make it comfortable’. It is true 
he did not fight. I did a bit. Pushing him to try 
the chemo to extend his life just a little bit, take a 
punt—give his kids a few more months with him, 
maybe even years. We didn’t know it was only 
weeks. My vision of quiet days in the backyard 
as he passed the years and watched his children 
grow, doling out wisdom to last a lifetime, was 
absolutely not to be. The speed took us all by 
surprise.

One Christmas past, he had suggested a long list 
of books he would like to read; travel/adventure 
books all of them. I got them all as a gift to him 
from me. This of course was way before he was 
sick, but I remember thinking after he died, I 
wonder if he knew somewhere deep down, that 
he would never get to these places and so he must 
read about them. 

It reminded me of my ex-father-in-law in 
Switzerland. He was a big fan of the travelogue TV 
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programs. He would sit down of an evening with 
his pipe, turn on the TV and travel the world from 
his armchair. He knew a lot about many places, but 
he had rarely left Switzerland. What a generous, 
beautiful man he was. We waved goodbye to him, 
my ex-husband and I, through the back window of 
the bus, on the way to the airport. ‘I think that will 
be the last time I see my dad’, my ex said. I was 
shocked. He was not an old man. He was not sick. 
He was dead in less than 6 months from that day. 
Lung cancer. Did he say something to him? Or had 
he noticed his father was not the father of old? 
Did my ex-father-in-law know that his life would 
be short? Is that why he saw the world through 
the box in his loungeroom?

And now my own husband with his long list of 
travel books. Books that he would never even get 
to read, let alone places he would never get to see. 
Books that I cannot even take in my hands, except 
for this one, A Year in Tibet, that connects me to 
him and his last days, last hours. I cannot find the 
other books on the bookshelf, not without some 
hours of searching. Although they remain virtually 
untouched and definitely unread, they have taken 
on the look of all the other books on my shelves. 
They carry the ageing of eight years and the dust 
of seven. They meld indistinguishably with the 
hundreds, maybe thousands, of other books on 
my shelves. One day maybe I will read them for 
him, on his behalf, instead of. Maybe I will go to 
these places, not just read about them, or in his 
case, read the reviews about the books of the 
places he never got to.
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Although, he did go to Nepal, and India. And he 
told me many stories of his adventures there. 
The Ashram, the yoga, the vegetarianism, the 
Himalayan trek, the falling in love with an out of 
reach woman. The trip to Nepal and India, was to 
help him recover from cancer. I write this realising 
for the first time that the two stories of Nepal 
bookend his trip into cancer. Nepal is mentioned 
frequently throughout the book, even though it is 
predominantly about Tibet through Chinese eyes.

First the testicular cancer and the trip to Nepal 
and now the stomach cancer and the reading 
about Nepal. I wonder was he remembering his 
trip whilst I read to him? Was he reminiscing? Was 
he walking up the sides of the mountains with 
the porters, with the newly befriended Canadian 
women, drinking his yak butter tea? I was not 
there, I did not know him then, but I know the 
stories. Long stories told to me in the early days 
of our romance, as we lounged around sharing 
intimacies, telling stories of our adventures, our 
pasts, our unrequited and sometimes requited 
loves. They were his stories, but they feel like mine 
now. I am the holder of his stories. I have seen the 
photos too. They are here somewhere, packed 
away for safe keeping. perhaps I can include him 
in this thesis, through his photos? perhaps I can 
find a photo of Nepal?

And now in writing this I realise that our life 
together was bookended by cancer. I met him just 
after his surgery and radiation treatment. He still 
hadn’t had his one-year-medical when we first 
met. I was part of that early medical life only in so 
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far as he would have a medical and return home 
to say he had the all-clear; the two year all-clear, 
the five year all-clear, the don’t-need-to-come-
back-anymore-all-clear. And then more than 
twenty years later a new cancer. The final cancer, 
the bookend cancer. How could I not have seen 
that before?

On the night of the final reading-out-loud, he 
had called to me. I was in the loungeroom and 
I had fallen asleep in Jeneane’s mum’s chair. 
Jeneane had lent us her mum’s chair. The one 
she had had, when she was dying. It was big and 
plump and had a handle that tipped you up and 
out, because getting out of a chair is something 
that is impossible to do when you have no thigh 
muscles, when you have wasted away after your 
body has been ravaged by disease. The handle 
was on the side. You pulled it up and the chair 
gently tipped you forward and out onto the floor. 
Which was fine if your legs could hold your own 
weight. He used it for one day—after that he was 
in bed the entire time until he left the house in 
the black plastic body bag on a gurney to the 
waiting transport. I sat in it instead. It also had an 
option of the leg rest and it could be pushed out 
to almost horizontal. I would fall asleep in it most 
nights. It was supremely comfortable. After he 
died, I couldn’t wait to get rid of it—but I still sat 
in it, night after night until Jeneane came to get it.

A mere two years later her own husband would 
need this chair as his strength was drained by 
chemo, surgery, and brain cancer. I don’t know 
how long he was able to sit in it, in the end. I 
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haven’t asked her about his final hours. I don’t 
know where this chair is now and who it is 
escorting off this mortal coil. I wondered if it was 
a bad omen having the chair of a dead woman 
in the house…but probably I just knew our fate 
already.

I had been half awake, half asleep when he called 
my name. ‘Karen, I can’t get comfortable’, he said. 
And then he used that word, the one I always 
forget, the slippery word, that won’t stay in my 
brain, the one that was a clue for the end. Karen, 
‘I feel…’. What is it? The word that was a cue for 
the special drops to soothe his...? His what? Not 
anxiety…not irritable…medicine for…? I can’t 
remember the word. He said it and I knew, this 
was the time for the medicine, which would relax 
him. 

I tried to move him, rearrange the pillows, he was 
a dead weight, so hard to move, even though he 
was only forty-something kilos by now. But he 
had no muscles to help me shift his skeletal form. 
His poor body, my poor husband. How must that 
have been for him, relying on me to move him, to 
try to make him comfortable?

He was completely dependent on me for his 
physical needs—even shifting his body to find 
comfort. But his thinking, his mind, his brain—
lucid and sharp—resolved, accepting, at least 
that’s how it appeared to me from the outside. 
How must that have been, in that body looking 
out? Sometimes I thought I could see the fear in 
his eyes. He’d get this staring look and a grim face. 
For all his looking after us and making it easier 



18

death and dying running through it

for us…although that too disappeared as his focus 
inverted to ‘himself only’ when his identity was 
‘patient’ in the hospital. perhaps that was one of 
the reasons I wanted him home - so he would 
no longer be ‘patient’ but husband, father, son, 
brother, man. When I look back on the photos, in 
some I think I can see fear. He didn’t cry though. 
Never again after the first day of the diagnosis 
when we came home and held each other and 
sobbed, and I punched the air and kicked the 
invisible enemy and wailed into the empty room 
as he held me tight. How was this happening to 
us? To him? To me? To our children? 

There was plenty enough crying going on around 
him after that. ‘please tell my mum to stop crying 
when she comes to visit. Tell her if she keeps 
crying, she’s not to come.’ I did tell her. I did 
everything he told me to. It was his death after all. 
Whatever he wanted.

Restless, uncomfortable, …anxious…irritable…
When he called me, I gave him the drops on the 
tongue—haloperidol…drops for …agitation! 
That’s the word. It is for when he became 
agitated—agitated with facing the inevitable. The 
drops to help him soothe his agitation. I have 
since looked up this drug. At the time I had no 
time for that. I just followed the instructions from 
the palliative care team—this drug, at this time, in 
this quantity—injected into the butterfly catheter. 
This drug for this time on seeing these symptoms, 
in this quantity. These drops for signs of agitation. 
Haloperidol. The name has been missing from 
my head for years but now it rolls off my tongue 
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with familiarity, it is a word I once knew well, 
albeit for a short time. Hal-o-per-i-dol. It is not 
the same with the other drugs, I can’t remember 
all their names. Oxycontin was one, but all the 
others have long gone. Likewise, the names of 
the bags I changed, the dressings, the method for 
injecting into the catheter in his thigh and even 
the method I learnt for inserting the intravenous 
catheter system itself, should I need to at any 
time. The bookshelves became a storage site for 
all things medical. Catheters, drugs—boxes of 
them, dressings, wound creams, bags for the fluid 
dripping from his stomach.

I live in a different house now, but when I 
remember this time, I am transported back to 
that room, that space, and it is as though it is just 
over my left shoulder. As though I could walk 
down the hall and I am there. As though I could 
walk around the room and it will all come back—
that he might come back. He might be there again 
in the bed and we might talk, and I might read to 
him again.

I might get to read the last chapter. Because A 
Year in Tibet wasn’t finished, when he said, ‘I am 
so happy for them’. It wasn’t finished when I read, 

“I was witnessing one woman’s mission to carry 
on the faith”(p. 214). There was another chapter to 
come; the epilogue remained. The truth is I can’t 
actually remember the words I read that night. 
Not exactly. I have poured over the pages as if 
they will take me back to the room, the place. As if 
they will help me retrieve some of the memory of 
that last night. There is much I can remember, but 
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much I cannot. I did not know it was his last night. 
I was completely with him. Completely there for 
him. I was not watching myself. I was attuned, like 
a mother with a newborn—listening, watching, 
attending, being there, with and for, present.

I can’t find a reference to it, but many years ago, 
as a participant in psychodrama, I remember the 
psychotherapist saying that according to Moreno, 
the father of psychodrama, if you are truly in the 
moment, you cannot remember all the details and 
even the event, because no part of you has split 
off to witness…or at least that is what I heard and 
understood. Is this why my memory of events 
around the last night and the funeral are foggy. 
Was I truly present? It felt like it. I don’t think I 
have ever felt so alive. What a paradox. To be so 
alive in the moment of someone else’s death.

I think about this a lot. And I wonder if it is true. 
I think about this duality—being in the moment, 
being fully there, may mean not being able to 
remember it. I wonder if this revisiting those final 
days as I am doing here in this writing, revisiting 
the moment, the words in the book, will somehow 
release me from this place, in which I seem to be 
stuck. Going over and over and over. I wish I had a 
film I could watch of those minutes...hours. Maybe 
that’s what I need to do. Film it and watch it—re-
enact it. psychodrama it!

Or is it that I just want more time with him, and I

haven’t reconciled he has gone from me forever?

Is true presence, to be truly in the moment, is it 
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an enigma?

What is it I think I had, that I want, that I am

looking for? 

Where did I get these ideas about presence and

life? 

After he died 

and the nurse from the hospice came,

after we took all the tubes out together,

after she left,

after I made the calls to family and friends to say 

he  had  gone,

after I called the funeral home,

after the children woke up 

and I told them their daddy had died,

after my daughter came home from a sleep over 

and I rushed to meet her before someone else

told her 

that her darling daddy had died...

and my friend said—I didn’t know it was so close,

people started to arrive…

lots of people.

I can’t remember everyone who was there.

The local GP came and signed the death certificate,

my girlfriends came with their children,

their children sat with my children.
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My family came.

I don’t remember much at all except 

sitting in the chair in the room with him,

and others sitting there too, talking about him.

But which others?

Laughing

Having a champagne—toasting him.

Who fed us?

Who made tea?

Who cooked?

The funeral home people came.

I selected his clothes.

They zipped him up in the bag—he left.

I can’t remember anything after that until

later that night.

My children asleep.

My mother stayed the night on the couch, I think.

I tried to find the last part of the book I had read

to him.

(I write this, and I am so sad all over again.

Did this really happen to me?)

I couldn’t find it, I couldn’t remember.

I was driven to find the place where I finished.

I thought I would remember...but I couldn’t.

Instead I finished the book till the end. 
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And I read the epilogue that he would never hear.

So, whilst I can’t remember the exact last words, 
I read to him, I can remember what I thought. I 
remember thinking after he said he was so glad 
for them - I remember thinking, ‘but it’s not the 
end of the book yet’. I remember thinking, ‘you 
think it’s the end’. I remember thinking ‘I won’t 
tell you it’s not the end because you think it is.’ 
I remember thinking, ‘I hope you don’t die now 
because you think it’s the end of the book’.

And then you did. You did die.

I drifted off after that last chapter I read to you. 
I put my head on your bony thigh and took your 
hand in mine and we drifted off to sleep you and 
I, except I woke up and you never did. I woke a 
couple of hours later and there you were, eyes 
wide open, staring, still breathing, chest rising up 
and down slowly. Alive, but not here anymore.

I rang the hospice. 

It could be hours or days they said.

I looked deeply into your eyes.

I noticed a small blood clot in the corner of your 

left eye.

I shook you gently just in case.

I whispered your name.

It was the saddest of times. It still is now when I 
remember these moments, but I didn’t cry. This 
was the moment we had been waiting for. The 
death. We had prepared; we had talked about it. It 
was here. This was it.
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I stood up and went to the CD player. 

I remember this part clearly.

I chose Satie and thought to myself, ‘music to die 

to’. Is that macabre?

At this point it was as though I were in a film

I was watching myself.

How ludicrous I thought, to be choosing music 
at this time. I was glad we were alone, glad there 
was no one there to judge me as I chose the music 
for the cd player. But the time was here and there 
was nothing more I could do.

I knew you would like this music and I wonder 

now, could you hear Satie?

Did you know I stayed…

…with you till the end?

I closed the front French doors; it was cooler 
now. The warm spring rain was falling through 
the Magnolia leaves, the Magnolia mediating the 
sound as the drops landed on the ground.

I laid down and listened to Satie, it was 2 am, I 
was tired. Tired from nursing and mothering and 
wife-ing and dying and tired because it was time 
to rest. I put my head on your leg once again, held 
your hand once again and turned my face towards 
yours.

When I woke the disc was stuck.

perhaps I woke because the disc was stuck.

The same sound going over and over and over.
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A pREMATURE EpILOGUE

I looked to you.

You were gone.

perhaps this was why I woke.

No rise and fall, no breath, no heartbeat. 

You had left,

very quickly, and I thought

‘Thank you for making this so easy for me’.

No fight, no struggle

No screaming out

No guttural breathing

No lurching forward.

Just gently slipping off into the night.

What a responsibility I had that night 

to see you off.

But we did it you and I.

We did it, didn’t we?

Our last act together, seeing you away.

We did it. Our final act of love.

Then, I was left

alone

as I would be for some time to come.

But for now, 

I was still caught in the adrenaline of  the 

moment.

The dying.
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The ease.

The lack of pain.

And you still felt here…not gone.

I was completely attuned and 

in a place I cannot explain.

I stayed there for a while.

I stayed there until I was no longer there. 

I stayed there until the second mountain

emerged. The mountain of responsibility,

alongside the mountain of bereavement.

But you left before the epilogue. 

You thought the book was finished, 

and I didn’t tell you otherwise. 

I didn’t contradict you. 

Just as I had all through your dying, 

I let it be your way, 

your reality, 

your truth.

I flick through the pages of A Year in Tibet. Each 
of the pages connects me to you, in that time. I 
am fond of these pages and even though I cannot 
accurately pinpoint, with certainty, the last words 
I read to you, there are many, many words we 
shared. What I do know is that the last words 
were the end of a chapter and that they were not 
the end of the book.
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And so, I have two choices. The end of Chapter 10 
or the end of Chapter 11.

Was it the end of Chapter 10, “I decide I will not 
ask him any more questions. I will leave him in 
peace, if peace it is” (p. 197), or the end of Chapter 
11, “I silently said my prayer. It was that Tibet 
would endure, and remain its own spiritual self” 
(pp. 213-214).

One of these felt like the end of the book to him. 
So be it. As you wish. The end of the book and you 
said, ‘You were the love of my life’ and I have this 
as mine forever. It is up to me to read the rest, read 
the epilogue, maybe see the film about the book, 
read other books by the same author, perhaps 
even go to Tibet. The next bit is left with me alone.
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Presence in absence

Today I had an inkling 

of what people mean when they say

they are losing their feel or grip 

on the person who has died,

and that they feel guilty about that.

I am feeling that.

I feel a bit panicky about that.

And now

sad

as I write those words because I feel

he is leaving me now.

Until now I could almost feel his touch, 

his breath,

his presence 

even in his absence.

I could feel him walking with me...

I stop writing, my throat is constricted,
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it is hard to swallow.

pain, like I need to cry. 

A single tear is rolling down my cheek

almost tickling me as it rolls

but still the grip on my throat.

7 months.

He has been dead 7 months.

How can that be?

Now I want to sleep so I can lie here 

and be with him...

and now again the sadness

wells at the thought of these words

because of course

I won’t be with him,

I can never be with him again.

The grip on my throat again,

but I don’t want to cry 

I don’t want to howl out again,

I’m tired of the sadness and the grief,

it is exhausting and it doesn’t change a thing…

it won’t give me my husband back.

It will relieve the pain in my throat,

it might help me sleep. It is now 2.19 am.



31

Moving on in absentia

How do you move on, I wonder

When you are still a wife

Still married

No matter he is no longer alive,

His absence a continual presence.

This marriage, 

this relationship did not end or stop

It continues with an unpresent other

An absent man

A dead husband

Marriage in absentia.

A lonely marriage of one alive other 

to one dead other.

Tied together by love and longing,

Memories and hopes.

presence looms large in absence.

I think about European brides married by proxy

What am I?

A wife with no husband,
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a wife all the same.

You are no longer here.

I watched you die.

And yet you are present

Every day you are present.
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Leaning into absence

Is the search for presence,

as a holy grail,

as useless as the pursuit of happiness,

if that means avoiding the unhappiness?

Is presence a continuum?

Absence………………..presence…………….

Is presence on the continuum of being and becoming?

Being…………………………presence……………………becoming

Is presence one point on the continuum?

……………………………………presence…………………………………..

presence, not as destination but as what?

presence as process?

presence as poetry?

presence poetics and actual absence

Synonym for actual: absolute and authentic.

Antonym for actual: pretended

pretended presence and actual absence

absencing into presence I stay with absence.
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I stay with absence.
Lean into it and ask what are my actual absences?

absence of him

absence of touch
absence of sex
absence of love
absence of listening
absence of support
absence of holding
absence of talking
absence of sharing
absence of reflecting
absence of advising
absence of agreement
absence of disagreement
absence of parenting
absence of thinking about
absence of planning
absence of dreaming
absence of family holidays
absence of holiday house
absence of volunteering
absence of masters

absence of coffee in bed
absence of morning
absence of night
absence of money
absence of intelligence
absence of father for my 
daughters
absence of father for my son
absence of role modelling 
good marriage
absence of discourse
absence of architecture
absence of nights out
absence of design
absence of aesthetic
absence of security
absence of softness
absence of wisdom
absence of old house
absence of fathering
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absence of strength
absence of rock
absence of cooking
absence of the new
absence of technology
absence of cleaning
absence of gardening
absence of outdoors
absence of celebration
absence of ritual
absence of conversation
absence of safety
absence of travel
absence of certainty
absence of optimism
absence of dinners out
absence of growth

absence of choice
absence of courage
absence of realness
absence of authentic
absence of ally
absence of flirting
absence of music
absence of witness
absence of adventure
absence of energy
absence of vigour
absence of husband
absence of partner

absence of me

LEANING INTO ABSENCE
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In the opening paragraph of all about love, bell hooks 
(2001) says,

When I was a child, it was clear to me 
that life was not worth living if we did 
not know love. I wish I could testify that I 
came to this awareness because of the love 
I felt in my life. But it was love’s absence 
that let me know how much love mattered. 
(p. ix)

I felt her profound loss but in the moment of reading 
this I realised for me it was precisely because I had known 
presence that I knew it mattered and that I might write

But it was presence’s absence that let me know how 
much presence mattered.

I was beginning to see the complexity of presence, 
the dance between presence and absence and maybe 
presence and love.

* bell hooks writes her name in lower case letters
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LEANING INTO ABSENCE

Figure 2 Schaller, K. (2019). You and I rearranged [found objects].

And it’s hard, the days just seem so dark 
The moon, and the stars, are nothing without you 

Your touch, your skin, where do I begin? 
No words can explain, the way I’m missing you 

Deny this emptiness, this hole that I’m inside 
These tears, they tell their own story

You told me not to cry when you were gone 
But the feeling’s overwhelming, it’s much too strong 

Can I lay by your side, next to you, you
And make sure you’re alright 

I’ll take care of you, 
And I don’t want to be here if I can’t be with you tonight.

(Smith, 2014, 0:10-1:36)
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8 years, 9 months, 22 days

Today I saw myself in the mirror.

Me.

Myself

The self I recognise as the self from before.

Be-fore.

More me than I have been since...

It is something in the eyes.

The veil is lifting.

Is it lifting?

Or is it falling?

Or is it dissipating?

I can’t say with absolute certainty.

I can say something is different

I can say I have had a glimpse 

into what might one day be…

And I get the sense that the veil over my eyes, 

Flowed inward and

Formed cataracts over my heart



40

death and dying running through it

Cataracts over my soul.

Cataracted!

Impairing my vision out

And impairing the vision in.

And I wonder

how can a clouding of the lens

also be a large waterfall?

A cataract, “A descent of water over a steep surface”

(Dictionary.com)

And now I can see the tears

pooling in my eyes

Spilling over the lower lids

Coursing down my steep cheeks.

Cascading, flooding, streaming…

The clouds on my eyes have become the waterfalls

on my steep cheeks.

From cataract to cataract.

Shifting.



41

Presenting presence

A unique opportunity presented itself. A group of 
students from MIECAT and a group of students from 

the University of Melbourne were to come together to 
share our journeys in research thus far. I had been reading 
Gunaratnam’s (2007), “Where is the love?”, at the time and 
was particularly drawn to her work on presenting and I 
wondered about the relationship between being present 
and presenting.

Gunaratnam described an experience of a song playing 
over and over in her head, and I recognised myself in 
this experience. Just as “Pieces of me” (Simpson, 2004), had 
been playing in my head during the writing stage of this 
inquiry, so too was the line “every time I turn around, I 
run into myself’’(Dixie Chicks, 2006, 1:34) playing in my head 
as I prepared for the presentation. Why this song? This 
warranted further investigation. My experience is that 
when a song reveals itself to me, there is a reason, this is 
beyond the intellect, this is a different way of knowing, a 
way of knowing that I don’t have words for. It is as though 
some part of me that I can’t name is suggesting I listen—
and so I do.

I went to the CD rack found the Dixie Chicks. It is from 
the CD The Long way, and the song is “Everybody knows”. 
I know this song; I can hear the first few bars of the 
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introduction in my head before I even turn it on. I know 
the history of this song too. It was written after the Dixie 
Chicks came back from a period of critique and ostracism 
because they took a very public, political stance. I put it 
into the CD player.

I can change like colors on a wall 

Hoping no one else will find what lies beneath it all 

I think I hide it all so well

stepping out, everyone can see my face 

All the things I can’t erase from my life 

Everybody knows 

Standing out so you won’t forget my name 

That’s the way we play this game of life 

Everybody knows 

Looking through the crowd 

I search for something else 

But every time I turn around 

I run into myself Here I stand 

Consumed with my surroundings 

Just another day 

Of everybody looking 

I swore they’d never see me cry You’ll never see me cry… 

Everybody knows, 

I’m just barely getting by. 

(Dixie Chicks, 2006, 0:34)
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There was much for me here. The smile that hides the 
sadness, the not being able to escape myself, the stepping 
out when all I want to do is hide…

I decided to take a leap of faith. I would include this song 
in my presentation. I would perform. I would put myself in 
the same position as Ganaratnam (2007), when she wrote,

What I have learned through my 
experiences and experiments with using 
art in public presentations—through my 
breathing, nervous hands and faltering 
voice—is that the value of aesthetic 
experience—creativity and receptivity—
can be less about the representational 
qualities of a medium and is more about 
the mutual social, emotional and corporeal 
vulnerability that connects us to one 
another. A vulnerability that is all too often 
resisted, denied, or avoided in research 
and in professional practice. (p. 284)

I would leap into the unknown and ‘present’ in a way 
I had not ‘presented before’. I would sing, publicly, to 
experience all that she described. The fear, the shaking 
hands, the trembling voice. I would open myself up to 
the opportunity for transformation through presenting, I 
would create the circumstances for myself to be ‘present’ 
and to learn something new about my inquiry into 
presence. This would be a risky move for me. This would 
show my vulnerability. I may cry.

I wrote a brief abstract to ‘position’ myself and 
my inquiry for the viewers/participants/listeners/
collaborators before the performance and the powerpoint 
presentation, unaware at the time that reading this would 

pRESENTING pRESENCE
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also be ‘a performance.’

It ended with

Since her partner’s death and since starting her 
Professional Doctorate with a view to explore 
presence, presence has mostly eluded her. She 
is beginning to understand why and seeks to 
further understand it by inquiring into presence, 
once again ‘around the kitchen table’ with a 
group of women friends, using art materials and 
the principles she used as a student at MIECAT 
and in the service of her foster children and 
dying husband.

How is it to read about oneself in the third person? To 
read about one’s life and experience from a distance…why 
did I write it this way?

After I presented, I received an inter-subjective response 
from prof Warren Lett

Karen ‘finding you in the now.’

blue an entry

into other ways

of possible being

with other forms

of showing and finding

ways of access

to inner truth

of NOW presence

in finding balance

of experiencing
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to voice in

many forms

of being present

and texture will

also speak

with coloured form

I trust my own

voices as balancing me

the truth being I am

when I allow and

accept, for NOW

the past may hold and

other voices

how shall I hold these?

Now, allowing

my vulnerable voice

that I may have let go

but everyone else

may know me some

is it true that I may know me

through others giving love to me?

HAIKU

Is it true

pRESENTING pRESENCE
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That I may know me now

Through others giving love to me?

(Lett, 2016, personal correspondence)

Some years later I responded with my own                   
inter-subjective response to Warren, one that he would 
never read.

With listening eyes
heartscapes of space created.
Words of love drop in.

Sweet companioning.
Golden moments in presence;
seen, heard, felt knowing.

Tuneful beingness,
harmonious offerings,
wise language gifted.
and you said to me:

“Is it true that I may know me now through others
giving love to me?”

And I say to you:
Farewell and thank you.

And death has visited again.
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I chose to shake things up

I made the choice to say my husband had died.
I made a choice to show my grief.

I made a choice to sing
to present someone else’s song 
because the words spoke to me
And revealed something of me.

I chose to experience the ‘presenting’ in the hope 
it would reveal something of myself to me,
Not dissimilar to me jumping out of an aeroplane 
before I was thirty
in an effort to bring change to my life.
The belief being that to do something frightening,
to draw on my courage,
would be transformative.

Jumping out of planes
Singing in public
Discursive narratives
Reading my stories.
Acts of courage
To help ME be present to self and others.
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No gold today

My friend’s son has died 

Tragically 

Suddenly. 

In a Facebook post she told the world 

‘we are broken’ 

We are broken. 

Broken 

Such simple eloquence 

There is no kintsugi* for this moment 

I have no golden words 

To mend her breaks 

I have nothing. 

*Kintsugi the ancient Japanese art of mending broken pottery with gold, 
making the gold a feature. (patowary, 2014).
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Absence

Where is the death and dying?

Nowhere to be seen

Forgotten

merely an instigator of inquiry.

Where is the death and dying?

Absent.
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Playing “daddy”

I am in the kitchen writing. 

I can hear the girls in the living room. 

‘Daddy’s here’, says the little one. 

I want to go and see what she means. 

I quietly poke my head around the corner… 

She is wearing one of Richard’s ties. 

‘Daddy’s here’ she says again. 

Just one of many references to her now dead 

daddy across a day. 

Now she has his glasses on too 

and she is reading books.

A pile taken off the shelves 

and resting on her knees

She is ‘the dad’ in the game with her sister. 

They are in a hurry, pretending to go the shops 

‘Come on daddy’ says her sister.
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Presence in absence 2

Yesterday I looked through the last photos we took of 
Richard. They were taken in the hospital and during the 
last week at home.

The images taken

by him

of us and of me,

move me the most.

When I look at these images,

I am seeing the world through his eyes.

I am seeing us through his eyes. I see that he saw us 
loving him and each other and I imagine now that there 
would have been some comfort in this for him. He has 
captured us as a unit, as a family. This would have been 
reassuring. When I look at these images that he has taken

I am, for a moment ‘him’.

I am looking through his eyes, and he is for a moment 
‘here’. This notion of perspective is powerful. I am for a 
moment truly seeing through another’s perspective. He 
has gifted me a way of seeing us, our family, our unit, 
without him and yet he is there as the taker of the image. 
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I think of how I feel connected to him when I look at

the photos he has taken

and the words he has written

and the paintings he has created—

he is present in his absence.      

  

presence in absence
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Still unravelling

One small poke with even the tiniest of sticks,

One word with a just-hidden judgment

One eye roll

Unravels me…

And then I know I am still not repaired

I am still not recovered

I am still not my old self.

I am still vulnerable.

You judge, you poke, you eye roll

And the barbs from this action don’t bounce off 

a strong taut shell.

No, they sneak in through the multitude of cracks…

Sneak into my heart, my soul, my me

And unpick the carefully sewn stitches

Unravel the threads of the woven tapestry

Dissolve the meticulously applied glue

Rip the staples out with a force unexpected.



58

death and dying running through it

And there I am again

Laid bare

Wound lying open and weeping in the wind 

and the rain 

and the sun.

Lying open to the world.

And I know I am not my old self,

and remind myself,

nor will I ever be

that old self again.

I will carry this fragility and frailty with me forever.
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The funeral

you were never more 

present than when you were 

absent at your father’s funeral

you were everywhere

and you were nowhere

you were in your mother’s eyes

you were in your brother’s eulogy

you were in your children’s minds

you were in every awkward silence

and you were with me 

in the car 

all the way 

on the long drive

as I silently and solely steered our family home.
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Nothing but death

Hours

have

become

days

reading 

rereading

immersing myself in the writings of past years.

It is hard to see the presence

When

There

Is nothing

But

Death.

But it is there.
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And then Dawkins (1998) reminded me, 

We are going to die, and that makes us the 
lucky ones. Most people are never going 
to die because they are never going to 
be born. The potential people who could 
have been here in my place but who will in 
fact never see the light of day outnumber 
the sand grains of Arabia. Certainly, those 
unborn ghosts include greater poets than 
Keats, scientists greater than Newton. 
We know this because the set of possible 
people allowed by our DNA so massively 
exceeds the set of actual people. In the 
teeth of these stupefying odds it is you and 
I, in our ordinariness, that are here. (p. 7)
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