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This book is dedicated to the sixteen members of my private Facebook group: Elmdea’s Kith & Kin. More than you can ever know, your love, understanding, prayers, rituals, and unwavering support eased my journey of caretaking and John’s death. 

. 

Thank you Anne, Becky, Cathi, Christal, Dana, Donna, Jenn, Joyce, Kate, Kerrith, Mara, Margi, Sally, Susan, Suzanne, and Suwaylu from the depths of my heart.

* * *
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It is also dedicated to the private Our Wednesday Chats Zoom group. We’ve all experienced deep grief and we are moving forward hand in hand, sometimes laughing, sometimes crying, always understanding and supporting each other as we miss and love our beloveds.

. 

Big hugs (virtual, as usual, lol) to Marie, Nancy, Pat, and Sandy. 

* * *
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Opening Notes

​What I’m sharing here are my journal entries and social media posts, as well as pertinent comments from friends that were written at the time. 

​I’ve included John’s social media posts and a few of his emails and texts to give you a small glimpse into who he was and how cancer and its treatments impacted him. I’ve purposely not used spellcheck or changed any grammar or punctuation in what he wrote. To have done so would diminish the impact of his offerings. He was a wise and gentle man who was a highly respected elder in his communities.

​The names of some commenters have been changed, some have not. All of the doctor’s names have been changed. 

It’s taken five years, four months, two weeks, and six days from the date of John’s diagnosis for this book to reach completion. I thought I’d publish it within two years of John’s death, but realized I couldn’t emotionally handle re-reading everything. It’s been a process of patience, love, and trust. It’s the completion of a promise I made to myself to honor the pain and grief that John and I experienced. This book is a compassionate gift from John and me to caretakers and those with cancer, and late stage esophageal cancer in particular. You aren’t alone in your journey, much as it feels that way. It’s my hope that this book provides insights to those of you supporting caregivers and the grieving.

*
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It never occurred to me to get a second opinion. John was so sure, and it wasn’t my life or my decision. I was in shock and things were moving too quickly.
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* * *
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​Part I – Our Beginnings
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* * *
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John and I first connected sometime in the early 2000’s. I was single and I wanted to know where my partner, my love, was and why he wasn’t in my life yet. I was meditating and I asked. I heard a voice in my head. He said he was John and that we both had things to learn and work out before we could get together. 

Pfffft. That was NOT the answer I wanted. I wasn’t interested in more waiting, so I joined Match.com. Interesting enough guys, mostly, but not anyone who survived the first careful date or two. I left Match and continued my mostly happy single life, dating here and there. At some point, I decided I’d give Match another go. Again, the same “thanks but no thanks”. I was ready to cancel again when one of those “you might also consider” profiles showed up. He looked kinda interesting. Nothing left to lose by getting in touch. 

We exchanged the usual anonymous Match.com protected e-mails. He actually sounded interesting. We exchanged a few more. 

He suggested we get together for an “inspection dinner” (his term, lol). 

I figured why not? If nothing else, I’d have a good meal. We set the time and place for the following week. I can’t remember what came up, but it was something with girlfriends, so I rescheduled it. NOT what you’re supposed to do. He was fine with it. 

Here are a few of our emails before we met in person.

* * *
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Subject: We’ll see if my magic decoder ring worked

From: John 

Date: Thu, Aug 26, 2010, at 11:02 PM

Hi Elmdea,


**Hmmm... hopefully the Lord of the Northern Elementals is feeling benevolent. ;-)** Not one icicle on the house today! It’s actually going to let me take my daughter to the Jefferson County fair on Sat., which will be good. She usually calls me up at 7 pm on a weekend night and asks me if I want to hang out. The concept of planning has not entered her vocabulary yet.

I move around with music too, but I’m always returning to the old Celtic stuff, especially the slow airs. I have the DVD of that Alhambra concert, but I’ve been saving it for when the weather gets cool.

I like bluegrass, reggae, some jazz and old 60s/70s stuff. I’ll listen to one thing for a while and then drift off to something else. Reggae is the bomb for straightening up the house!

I know what you mean about sitting around with the “youngsters” – It really made me laugh a couple of years ago when I was teaching at Shepherd and I heard some of my students talking about “that old guy.”

In my office we have a senior or greybeard wing and a 30’s wing.

Did you see the full moon last night? I went out and sat on the porch for a while before bed. The clouds were gorgeous.

Looks like the turnout for the drum circle tomorrow will be good. It’s really nice when the drumming dancing and the fire all fall into synch – it’s transporting. I’m looking forward to it.

Hope you have a great day tomorrow.

BB

John



* * *
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From: Elmdea

Date: Fri, Aug 27, 2010, at 4:58 PM

John,


Your decoder ring worked just fine! And happy to hear there aren’t any icicles in the offing. 

I saw the moon last night, sat outside in it’s beautiful light, listening to the crickets.

Had an amazing regression session with someone today – they spent most of their time in the between lives space, interacting with their guides. Amazing... I’m so blessed to be doing this work!

I’m fairly eclectic music-wise. Exceptions are hip-hop and rap, and a little bit of country goes a long, long way. Mostly, though, I don’t have anything on. I tend to live in silence.

Have a great time at your drumming circle tonight!!!

Blessings,

Elmdea



* * *
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From: John 

Date: Fri, Aug 27, 2010, at 5:41 PM

Hi Elmdea,


Interestingz, I tend to live in silence as well. That was always my inclination, then a few years back I lost most of the hearing in my right ear. It’s gotten a little better, but the music has to be pretty loud (or headphones). Little memory bubble popped about Paul Winter and all the years I listened to his stuff. IMHO rap and hip hop ain’t music – just children with expensive recording equipment :)

Do you like to sing? I can’t sing very well but I’ve been going to a sacred harp singing group in Berryville for about 20 years. It is really powerful music. They meet about 8 or 9 times a year. I went to a wonderful two day sing with them in Winchester over the summer. It was at the historic Miller house next to the Thai place in Old Town. People from all over the east coast came.

I’m looking forward to hearing about your work – it’s something I’ve brushed up against, but have never really known anyone who was deeply involved. I have done some shamanic trance work, and it was pretty interesting.

I’m hopeful that we get a good turnout tonight. The weather has finally cooled off so that having a fire isn’t an act of lunacy. We did it in July when it was 100. I’ll drum you a tune and ricochet it off the moon!

BB

John



* * *
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From: Elmdea

Date: Sat, Aug 28, 2010 at 5:02 PM

John,


Sorry to take so long to respond – busy day today and so I’ll write more later. Looking forward to meeting you “face to face” tomorrow!

Elmdea



* * *
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From: Elmdea

Date: Sat, Aug 28, 2010 at 11:26 PM

John,


I’d forgotten about Paul Winter. One of my favorites was Taj Mahal. Thank you for sharing and reconnecting me with his music!

I do sing. Used to play guitar and sing – even had a paying gig once. I learned, very quickly, that that was NOT my thing. My genre was folk music.

How was the day with your daughter? I ended up going to the Luckett’s Fair with a friend and a friend of hers. Let’s just say I’ve had better and more enjoyable experiences. Twilight Polo in Warrenton was good – just stayed for part of the first game and touched base with a bunch of folks I know. Then Beth and I went and got a bite to eat in Warrenton and then over to her place to just hang out a bit.

The Census Bureau has officially terminated me for Lack of Work and sent me the paperwork to go apply for unemployment. I’m finding that I’m actually feeling relieved. It was a great experience and I’m glad it’s done. It was a sort of whip-saw experience and it would take me at least a week to get my feet back under me after each operation (there were 3 of them). Now I can settle back into my work with fresh eyes and fresh energy.

See ya soon (and thank you for the energy ricochet off the moon!!!)

Elmdea



* * *
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From: John 

Date: Sun, Aug 29, 2010, at 10:10 AM

Hi Elmdea,


Drum circle was great – we had 2 new people show up and they were both neat. Got some good drumming in and broke at 11. Had fun with my daughter – county fairs are just so .. salt of the earth. Saw the tractor pull, ate hot dogs and funnel cake, listened to some good bluegrass and wandered around the midway. I love watching the people. I’m worried I may be having too much fun this weekend... and it’s far from over :)

I loved Taj Mahal too. Saw him a couple of times in the 70s (yikes!). He was so smooth. He’s still around... :)

I’m impressed that you had a paying gig. Closest I ever came to that was singing folk songs for beer money with a friend outside a bar in Lawrence, Ks. We were asked to go away.

Looking forward to seeing you!

John



* * *
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​Sunday, August 29, 2010

We got together for our “inspection dinner”, meeting in the town square near the restaurant where we’d be having dinner. I looked at him from a distance and thought “Well, a free dinner. He looks really old, too many wrinkles, and overweight. Not the kind of guy I’m looking for.” 

Twenty minutes into dinner, I realized something else was going on. This felt different. 

[image: ]

We ended up sitting on a bench in the park, talking for another three hours. We were both sharing things you don’t usually share until you’ve known someone for months or years. He walked me to my car and gave me a kiss on my cheek and said he’d be in touch.

On my way home, I nearly ran a red light. When it happened a second time, I knew I was in altered consciousness and needed to really pay attention. I opened the windows so the air was moving around me. 

*
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Monday, August 30, 2010

John told me today that he’d taken the wrong road west, making a normal one hour trip two hours. 

We agreed that there was something else going on here. There was.

To paraphrase a quote from somewhere, we are re-learning the songs of each other’s hearts and singing them to each other because we’ve forgotten them in all these years in this incarnation.

*
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Wednesday, October 6, 2010

It’s been an intense month or so. I met my soul love, John, at the end of August. On September 10, my father died. On the 13th, John and I went to New York for a druid gathering. I could feel the protective energy bowl that had been put up over the camp. 

A few days ago, I sat on my back porch steps, meditating and seeing if I could reach my father’s spirit. I did. Took me totally by surprise. 

He was pumping his arms up and down saying “I did it! I did it!” 

“Did what?” I asked. 

“Lived exactly the kind of life I’d planned so I’d have exactly the experiences I wanted to.”

By the end of our conversation, I was able to honestly thank my father for how he helped shape me into the person I am. He was a bigot, a misogynist, an alcoholic. What I’ve taken away from that is that, no matter how messy someone’s life looks from the outside, they may be exactly on track for what their soul wants to experience in this life. 

*
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Saturday, October 9, 2010

John and I spent another wonderful day at his house up in the West Virginia hills. I feel so relaxed, so at peace, when I’m here. The house is on the top of a ridge, with no close neighbors. It’s just so quiet. I love the dragon flags he’s hung between the posts of the front porch! 
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Sunday, November 21, 2010

Gorgeous day here – based on the weather forecast, this may be one of the last semi-warm days for quite a while!! There is a sweet chorus of birds and the light has that luminous fall quality. Time for a walk (with my darling John), to be IN the woods, WITH the birds. 

I’m grateful for the walking path behind my condo. I found a seven foot long branch that’s been shaped by vines. It needs to sit for a year or so but it will make a beautiful staff. 

*
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Friday, November 29, 2010

It’s been a lovely long weekend at the beach, at John’s dad’s beach house in Lewes. Last night, there was a 15 mile back-up on I-70 going into Baltimore/Washington, D.C. Soooo grateful we were going the OTHER direction!!

*
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Friday, December 10, 2010

John proposed tonight. I said yes! It’s been both scary and amazing. And it feels beyond right. 

I suspect my sister and a good number of my friends are going to question the wisdom of this. We’ve only known each other a little more than three months. And we’ve known each other for much longer. I had a “vision” sometime in these past months. It was a series of quick snapshots in my mind, each of a different life John and I have shared. We’ve done this life dance many times. We waited until later in this life to re-connect and move forward together. 

*
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Sunday, December 19, 2010

I’m feeling very loved. John is fixing us spaghetti and homemade meatballs (he’s making them!), with salad and garlic bread for dinner tonight. Yummmmm!!

*
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Wednesday, December 29, 2010

John invited me to celebrate his birthday with him. He had already purchased a ticket for a ten-day Caribbean cruise for himself because he never liked that his birthday was in the middle of cold, snowy winter. I accepted the gift. He’s purchasing a second ticket for me. It will be a sort of trial run of how well we get along together while traveling and in close quarters. Not everyone is good travel company, let alone living together company. 

*​
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Monday, February 7 – Tuesday, February 18, 2011

We had a wonderful time on our cruise, made some good friends, and just enjoyed the warmth and being away from winter. Close quarters wasn’t an issue and we had fun just being together. I love that man. 
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Saturday, April 2, 2011

Today I moved. I’m now a West Virginia woman. So many boxes to unpack and then find room for everything. And it’s all good. It feels so right to be here, with John, knowing I don’t have to leave to go home again. I’m home now, here, with him. 

*
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Friday, May 6, 2011

John called to me to come to the front porch quick. A rainbow. Right there across the road, so bright against the storm darkened sky. We just watched until it faded, feeling blessed. It’s the first one we’ve seen together up here. 
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Sunday, May 15, 2011

Today, a dear friend and Druid Priestess handfasted John and me in the presence of a few friends. 

“Make no mistake – you will be bound together, through this life and those following, whether you stay together in this life or not.” 

John and I both feel this and celebrate the rightness of our bond of love, respect, and partnership. A friend told us he wasn’t sure he’d ever seen anyone look at each other quite like we did. 

This is our true marriage, in our hearts. Next weekend we’ll have a traditional wedding 

[image: ]

Saturday, May 21, 2011

Today, my good and dear friend Suwaylu married John and I in the presence of his family and mine, as well as many friends. As requested, people brought food to share as their wedding present. It was a beautiful and affirming celebration.
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It did feel odd to take our wedding rings off. We’ve been wearing them since last Saturday and they got to be blessed again. It feels like an affirmation of our commitment and love to and for each other. 

*
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Friday, November 25, 2011

What an amazing day! First the book festival, then John took me out for dinner, and then BACK to the MAC Ice House for the Roots Music Concert – local bluegrass and rock-a-billy music – multi-generation, multi-family groups playing absolutely first-class music. I am blessed to be living in this community! We both loved it and I’m looking forward to more concerts. 

*
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Saturday, December 17, 2011

John took me out to dinner tonight. Got called “miss” by the server. I can’t remember the last time that happened. It was fun. The homemade coconut cake for dessert... well... remember that scene from When Harry Met Sally and the other diner said “I want what she has.”? That cake was that good. OMG!!!

*
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April 6, 2011

This popped up on my timeline this morning, as I recreate my life in partnership with John. Old patterns and new choices being seen. What richness!! It’s wonderful. John and I are both committed to our individual growth and our growth as partners. It’s a lovely (and loving) synergy and flow!!


“Don’t grieve. Anything you lose comes around in another form. The child weaned from mother’s milk now drinks wine and honey mixed.”



~ Rumi

*
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March 22, 2012

John: Turkeys were out before dawn... mist spun their gobbling round and round.

* * *
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And so our lives progressed as we continued to learn more and more about each other, appreciating the wonder and beauty of how we both complement and match each other. There was always something new to learn about John, not because he was hiding anything, but because of the depth of who he was and his years of experiences. I know he found the same with me.

In 2014 and 2016 I had some medical issues, some more serious than others and all treatable and treated. John was there for me through it all, holding my hand, reassuring me, loving me. 

* * *
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Looking Back

My only regret is that I didn’t fully realize how precious the ordinary, everyday moments are: having dinner as usual, the smell of John’s morning coffee, John making up stories and roaring with laughter when I finally caught on, quick hugs, waving at him sitting on the front porch as I drove into town, and watching him play one of his on-line games when I came into our shared office. Seeing John’s ritual before he went to sleep: lying on his left side propped up on his elbow, left hand keeping his book open, and Miz Alice kitty keeping him company as he munched a blueberry turnover. 

And yet, until those ordinary everyday kinds of moments began to disappear, there was no way for me to fully realize how very precious they really were. 

* * *

[image: ]




	[image: ]

	 
	[image: ]





[image: ]


​Part II – Ill Health
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* * *
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Monday, July 30, 2018

On July 20th, I had back surgery to remove a piece of herniated disc that was lodged against my sciatic nerve for seven months. I couldn’t drive, between the pain and the Percocet I needed to control it. The surgery wasn’t the instant fix I’d hoped it would be. I’m learning what the nurse meant when she said nerves can take up to two years to heal.

*
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Tuesday, October 2, 2018

John saw his GP today for his regular six month check-up. There wasn’t anything remarkable per the doctor. But I have my doubts. I feel like John isn’t telling me something, perhaps to protect me, since I’m still recovering from my back surgery in July. It just doesn’t seem like John is eating as much.

*

[image: ]


Sunday, October 28, 2018

John isn’t eating as much as he used to. I make the same amount of food as I always have and there’s more left over. I don’t want to pester him, but something isn’t right. He’s always been hungry, always munching on something like cheese sticks, except he isn’t eating as many now. I don’t think he’s replaced it with something else. I do most of the food shopping, so I’d know. 

He loves his Diet Coke, drinking four or five a day. He’s drinking three or four a day now. Not a big change, but still. It all has me wondering. 

I’ve got my doubts about how good his GP is. Time will tell.

*

[image: ]


Thursday, November 22, 2018

I fixed us Cornish Game hens for Thanksgiving today since neither of us much like turkey. John took two bites of his, then excused himself in a hurry and went into the bathroom. I could hear him trying to vomit. When he came back to the table, he said it wasn’t the food. He was just having problems swallowing every now and then. He asked me to put his dinner away because he just wasn’t hungry anymore.

*

[image: ]


Wednesday, November 28, 2018

He visited his doctor, who said everything looked fine, although John had lost some weight. 

We know something is wrong and we’re thinking maybe a hernia. At the outside, Barrett’s Esophagus. 

*
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Tuesday, December 4, 2018

John saw his doctor again today and it was agreed he needed to see a Gastroenterologist. I’m relieved something is finally getting done.

*
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Friday, December 14, 2018.

I’m sooooo unimpressed with John’s GP. They’d been very slow getting the appointment set up (a week) and then it was with a medical group that didn’t accept our insurance. John let them know.

Today, his GP’s office called quite pleased with themselves. They’d found someone who could see John in April.

I said “John, I’m making an appointment for you with my GP, Dr. Grant.” John nodded yes.

*
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Monday, December 17, 2018

We saw Dr. Grant today. He was very concerned and had his staff start immediately with getting John referred and scheduled for a barium swallow.

*
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Saturday, December 22, 2018

I’m starting to get concerned. John couldn’t do the barium swallow yesterday (he literally couldn’t swallow the liquid), so he was scheduled for a CT scan today. It showed “something of concern.”

*
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Sunday, December 30, 2018

John’s endoscopy is scheduled for Wednesday, January 2. Thank God! We can find out what’s really going on. He’s lost about 14 pounds in three to four months. He weighed 277 pounds in early October. In early December, he weighed 263. He can only eat liquids now. His barium swallow showed his lower esophagus is 2 or 3 mm wide, about the size of a pencil – not very!

I’ve been thinking I’ve been doing well, and had some anxiety stuff last night. Hmmm. Guess not. At least I seem to be catching myself earlier.

I just don’t have a good feeling about this. But I don’t know how much of that is intuitive and how much is catastrophizing. I find myself “playing” at “I live alone, without John.” It’s good and it’s bad. If it’s as bad as I’m afraid it will be, the grief will be way more than I’m willing to acknowledge right now. Which is reasonable. We don’t have enough information yet.

John just “feels different” – like he’s almost not here? Shifted somewhere? It could well be his own way of dealing with this. He really, really doesn’t like change and he’s got that blasted “I’m strong, I’m man, I’m not weak/vulnerable/scared” thing going on.

I’m grateful I have Margi, my therapist, to work with on this. I see her on Thursday.

*
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Monday, December 31, 2018

John 


So I got my dad and his GF some xmas presents which were delivered on 12/11/18. Little stuff iPad case and a book reading stand. I asked them if they had arrived, and they said no.

I checked delivery info to make sure – they live in an apt complex, so things go missing. I reordered another set which got there today. My dad said they were exactly the same as the presents he had gotten for his GF.

<I scratch my head??> Later on he mentioned that he didn’t remember ordering anything.

When I got off the phone with him I was giggling. What happened is my first set arrived and he gave it to GF. She assumed he had ordered it for her and was happy.

My dad is 96. I’m keeping my mouth shut.



*
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Tuesday, January 22, 2019

John may have esophageal cancer. A PET scan is being ordered and the biopsy’s done. They tried to put in a stent yesterday in Baltimore. It wouldn’t fit. So we wait and John remains on his liquid, highly pureed diet. He’s lost 66 pounds since the beginning of October. That’s only 3½ months.

* * * 
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Looking Back

While we both knew something was going on, neither of us suspected cancer. We had thought maybe a hiatal hernia or, at worst, Barrett’s esophagus. Cancer never entered our minds, or at least mine. I have no idea if it had entered John’s. 

We were in shock. We stood by each other as we always had. We did a fairly good job of taking it one day at a time. 

And we were human: scared, sometimes in tears, holding each other, and discovering humor was still alive and well.

* * *

[image: ]




	[image: ]

	 
	[image: ]





[image: ]


​Part III – Kith & Kin
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* * *
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Thursday, January 24, 2019

I’ve decided to set up a private social media support group of close friends and family for myself. I need to be able to share what’s happening easily and quickly. I’m calling it Elmdea’s Kith & Kin. I anticipate I’ll need a place where I can safely share what I’m going through and ask for support. 

Posting on my public page isn’t an option. I don’t want all kinds of advice from all kinds of people. It’s too much to keep track of and deal with. There are sixteen people I’ll be inviting to join. John isn’t part of this group, by choice, and by his agreement. 

I need to be able to rant, worry, vent, cry, and who knows what else that John won’t be able to see. I need that space to ensure I can be present to John’s needs, without projecting (too many) of mine on him. 

I suspect I’m really going to need that space and that support. 

*
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Friday, January 25, 2019

Kate posted some pics earlier this week of a vintage rug loom her elderly neighbor is selling. Just looking at it made me happy. I went over today to look at it and I bought it. Now to figure out how to get it home. It was her husband’s, and he’d inherited it from his father, who had bought it new. An old Union 36 Rug Loom.

By the time I got home, John had heard from Dr. Grant. John has esophageal cancer. We’re now waiting to get a PET to see if/where it has/hasn’t spread.

*
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Saturday, January 26, 2019

It’s an “interesting” experience. Yesterday was calm and felt like before all this started, until we got the news from Dr. Grant. Today, not so much. Almost in tears a number of times. John didn’t do his usual routine with taking his meds and he had erps all day. It’s so hard to watch (and listen to), knowing there is nothing, nada, zero I can do to help.

The good news today was I got some leads on how to take the loom apart to move it, so I can tell my moving guy what needs to be done! And John had a dream about the loom last night. It had us both smiling.

*

[image: ]


Monday, January 28, 2019

Aaaand... my rug loom is home. So glad I hired some moving/handy people to do it. Not sure what her name is yet, but I know she’ll let me know. Now to weave a rug, or two or three. I basically see this as a meditative thing for me to do.

*
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Tuesday, January 29, 2019

Success! The PET scan is scheduled for this coming Friday at 10 at Robinwood in Hagerstown and... he’s on the waitlist. It won’t be Wednesday as we’d hoped cuz their machine is down for routine maintenance that day. But we’re both relieved. Progress is happening.

The PET scan will take anywhere from 2-3 hours, between the injection (45-60 minutes for it to be fully in his system) and the scan (1 to 1½  hours).

John informs me that the cafeteria has really good hamburgers (they’ve been on his mind a LOT lately) and (he said as an aside) “they have your kind of stuff too”. Which means salads and veggie kinds of things.

John claims he was born hungry. I can believe it. Now, he literally can’t swallow his food, even if he chews it and chews it. It has to be totally pulverized in the blender with some liquid and then he takes bitty sips. He can manage about 1/3 cup and then has to stop so it can move thru the constriction. If he tries to hurry it, it comes back up with lots of mucus for hours, literally.

*
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Friday, February 1, 2019

Today was John’s PET scan in Hagerstown to find out if the cancer is contained or if its spread. And today it’s snowing.

I normally don’t venture out on days like this, but this Had. To. Be. Done!

Three cheers for growing up in Colorado and learning how to drive in the snow. Those early lessons stay. And... the idiot drivers seem to have stayed home.

Now to wait for the results.

*
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Tuesday, February 5, 2019

No news re: the results of John’s PET scan yet. He’s thinking Friday, I’m hoping sooner. This hold and wait is hard. The loom is helping. I hope all of you like rag rugs cuz I’m going to have plenty!

*
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Thursday, February 7, 2019

I’m sitting here with tears rolling down my face. Just heard from the doctor. John’s cancer is definitely Stage 3 (it’s spread to some lymph nodes). It might be Stage 4 (there’s a spot in his lung they aren’t sure about, but it might be cancer). We’re being referred to a different team in Baltimore who we should hear from by Monday for an appointment to get treatment going. At this point, it will be radiation/chemo before surgery to remove the tumor.

I’m letting myself be all weepy, alone, until I’m not. I just have to. I can’t keep it in. And I don’t want John worrying about me. His worries are so much more than mine.

*
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Friday, February 8, 2019

I’m doing better this morning and so is John. I absolutely know that the love all you here in my Kith and Kin group are sending is helping.

John and I know it’ll be up and down and we’re focusing on today, which is a good day. We’ve no real idea of what’s coming and I can already tell that having that on-line support group is going to be a sanity and heart saver for me. I’m crying grateful tears for the people who support and love me. 

* * *
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John heard from the doctor in Baltimore today. We’re meeting with the multidisciplinary team (we’ll find out exactly what that means when we get there) next Friday, the 15th at 2. They only meet on Fridays so that was the soonest appointment.

The next day (the 16th) is John’s birthday.

We’re grateful we’re getting in as soon as that. We both suspect things will pick up speed after that.

*
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Saturday, February 9, 2019

Turns out we’re going to one of the better places in the country to treat John’s kind of cancer. I’m amazed at how many people/disciplines come together for this. I suspect we’ll be getting to know some of these folks very well.

It’s making a difference, mentally and emotionally, for us to know we’ll be working with people who are among the best in the country!

* * *
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Tomorrow is a different sort of big day. John’s father (who will be 97 in a couple of weeks) and his partner, Ero (who is 82) are coming out to see John. Ero’s daughter is driving them out from Washington D.C. John is an only child.

His dad hasn’t been super healthy lately, so it’s even more important. They’ll be here about noon and I’m “fixing” a grazing sort of lunch: sandwich makings. Our thought is it will make it easier for John and his dad to have some time on their own, while Ero, Mara, and I chat and... maybe I show them my loom?

On the self-care front, I went to a thrift store yesterday. It was $5 a bag day. Scrubs, flannel jammie pants, sheets, curtains, and tops. I got the ties cuz I saw something in the Sakiori Japanese weaving book that looked really interesting... after I get a little better at this weaving thing. I’ve got lots of cutting and sewing-strips-together opportunities. That stills my mind.

The ties don’t have food spots on ’em! I’ll be collecting ties for a bit to have enough to do...? I’ll be checking out other thrift stores too. 

*
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Sunday, February 10, 2019

John’s a little nervous this morning, but looking forward to it. I’m feeling pretty relaxed, especially compared to how I used to be: everything needing to be perfect. Yay for learning to relax around that!

* * *
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It was an absolutely wonderful visit! We pretty much left John and his dad alone in the living room while we (me, Ero, Mara, and Mara’s boyfriend David) hung out in the kitchen/dining room or the 2nd porch aka loom room. It was a very loving visit all around. John was/is grateful to have had that time with his father.
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One of the lovely things that happened was John and I gave Mara the staff we made from the heavy vine sculpted branch we found in November of 2010, soon after we’d met. Mara loved it. And so did John Sr.

*
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Monday, February 11, 2019

A wonderful and beautiful thing happened today. John set aside his pride (a HUGE letting go) and asked his friends for help. He’s setting up his own private FB group: Planning For John’s 70th Birthday Party. 

John wants me in his group. I asked why and he just shrugged. Looking at who the members are of each group, I’ve realized how different their focuses are. This one is for support as I navigate caring for both me and for John, making sure I do good self-care. John’s is about support in healing and navigating the rough physical and emotional road ahead of him.

In many ways, it still doesn’t feel real to me. I’m appreciating this time because I know it will soon be very real as he begins treatment. Thank you again for being here for me now and as this unfolds.

*
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Monday, February 11, 2019

John on his social media page:


I’m going to be needing a little help from my friends.

I am asking my friends for their prayers, healing energy and support.

Long story short, I had what I thought was acid reflux which kept getting worse. Couldn’t swallow and have lost a lot of weight. I am now diagnosed with esophageal cancer. I am grateful I have been accepted as a patient at the University of Maryland Cancer Center in Baltimore. I am going there on Friday to discuss treatment options.

The whole experience has been surreal. I haven’t felt sick, just weak from not being able to eat. I have been living on protein shakes, jello, etc., for about 3 months, but really not being able to get enough calories to stop my weight loss. I would wrestle a pack of bears for a cheeseburger.

I am likely looking at the whole nine yards treatment wise – chemo, radiation, and surgery. I know that will be rugged. My hearth gods have strongly suggested that I set my pride aside and reach out to as many of my friends as I can because I have many wise friends. I have very good support from my family and local friends, but I’m going need all the support I can get.

I have set up a private FB group for anyone who is interested in coming along for the ride. PM me if you’re interested.



* * *
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Many thanks to all who responded to my posts! Right now I’m sort of in holding pattern waiting until I go to Baltimore on Friday to find out what is next. It is good to have friends by my side :)



​*
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Wednesday, February 13, 2019

John to his group


Been thinking today about feeling old and vulnerable. I’ve enjoyed pretty good health most of my life and have always been physically strong. Not so much these day. The tumor has largely blocked my esophagus and some days I can swallow limited amounts of protein shakes, cream of wheat, etc. Other days not much goes down except water and jello type things. I haven’t been able to eat “real food” (anything that won’t go through a pretty fine strainer) for months.

Not getting enough to eat for a long time makes you crazy. I see a truck with cheeseburgers on the side and want to hijack it. I want to rob a chinese restaurant and steal all the food. I get cravings for stuff that I really never liked and haven’t eaten in years. Kind of like the stories about shipwrecked sailors.

This particular issue will be fixed. I have already had two endoscopies and one attempt to put a stent in. I am going to be very clear when I meet with the doctors Friday that I am probably marginal for chemo and radiation unless my nutrition comes way up. Choices are a stent opening up my esophagus, a stomach feeding tube, or a tube into my lower intestine. My research shows me that when chemo and radiation are done, I’m looking at major surgery to get rid of the bad stuff and hook up the good stuff, and that some kind of feeding tupe will be required. But that’s done the road a bit.

So being physically weak makes me feel vulnerable, No real surprise there. My body image is usually a few years back – I’m really not that old – 69 on Saturday – but I guess that I had hoped that my “major life adventures involving shitty stuff” were done. Been through a few of those and survived. The path set by the Gods doesn’t have to make sense to me. I just need to do what I can do to effect the present and influence the weave.

Right now I’m just waiting for things to unfold. Thanks for a place where I can just let stuff out without worrying about getting it right .

A reconstruction of my esophagus is what I’m looking at after they neutralize the “chaos energy” causing the problem.

Elmdea is being a huge help getting me through this.



*

[image: ]


Thursday, February 14, 2019

It’s been a quiet week for me. I still feel pretty centered. We leave about 11:30 tomorrow for our appointment at 2 in Baltimore. It’s scheduled for an hour. John and I both have questions (which will probably be answered before we ask them). Not much else we can do to prepare.

I’ve got John’s med list done and he’s writing up his Quality of Life “things”. I suspect top of his list is enough food to actually feed his body’s needs. What has been hard is knowing how little he’s been eating because it just won’t go thru that tiny opening.

He’s scared. I sooooo understand that. If nothing else, all my medical issues these past few years have granted me greater empathy.

I think I’ve been purposely not thinking about what they’ll be sharing, suggesting, saying so I can stay focused and not freak out too much.

I discovered yesterday that there’s an easy “record” utility in my phone! I’m taking notes AND I’m going to record it.

In other news, I’m scheduled for my next Transforaminal injection for my back next Wednesday. It also turns out that WxRisk.com is saying there’s a strong possibility of an ice storm Tues/Wed. He’s rarely wrong.

The pain doctor’s office is in Winchester, an hour away. I’ve made a backup appointment. March 13, three weeks away, was the soonest opening they had. I’m also on their wait list. I really don’t want to have to wait that long.
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