
“A gripping memoir about the advantages of choosing 

self-care, even when it rocks our closest relationships.” 

—Grace Kerina, author of Personal Boundaries for Highly Sensitive People

A Di� erent Kind of Love Story

This raw and often heartbreaking memoir gives voice to the emotional 
struggles of caregivers and provides an alternative way of looking at options 
for survivors and those who care for them. It walks the reader through a 
harrowing journey as author fi nds her way back to fi nding her own life.

“The Reluctant Caregiver is an honest and intimate look into the caregiver’s 
perspective of brain injury and it should be a must read for every rehab 
professional.” —Ashlea Walter, BCom, MScOT, Occupational Therapist

“Devon Ervin’s tender, poignant and accessible memoir, The Reluctant 
Caregiver, was written for us.” —Marilyn Finch Williams, LCSW, Psychotherapist 
and Coach, primarily serving professional caretakers

“Reading this book feels like having a heart-to-heart with a close friend who’s 
come through the fi re stronger than ever. Honest, vulnerable, and relatable, 
it’s a must-read for anyone feeling the weight of caregiving.”
—Maya Bairey, author of Painting Celia

“Devon Ervin writes with an honest and intimate voice that allows us to 
experience her young husband’s ba­  ing stroke, the labyrinth of medical 
intervention, and loving transformation of their marriage. This book is an 
a�  rmation to unexpected caregivers, to people living with aphasia, and to 
the ones who love them.” — Chrissa Kruger, daughter-in-law of stroke survivor

Devon Ervin is a writer and certifi ed life coach who has a passion for using 
words, both spoken and written, to build connections, promote healing, and 
encourage tapping into creativity. 
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Web of Care
March 2008 – Two Months After Stroke

I slam down the phone and burst into tears. Although it’s been a couple 
of months since Tim’s stroke, I am still trying to wrap my head around 

the web of care necessary for his recovery. Managing his disability 
insurance, his medical leave from work, his health insurance bene-
fits, his speech therapy, his appointments with the neurologist, and his 
appointments with his primary care physician is a full-time job. How can 
I be the only one who is navigating and managing this? Why are all of 
Tim’s providers not talking to each other?

I am still shaking as I think about the call that just ended. I was 
speaking with a customer service representative from Tim’s health 
insurance provider. We received a statement in the mail saying the 
claim for anesthesia was denied because anesthesia is considered an 
“alternative treatment.” What the bloody hell? Have we gone back to 
the Dark Ages? Did they expect Tim to bite on a leather strap while 
a neurosurgeon extracted a blood clot from his brain? The represen-
tative blandly assured me, “It was an error” and “of course the anes-
thesia would be covered,” once I called the hospital and asked them to 
resubmit the claim. 

If this were an isolated incident, I would probably laugh about the 
absurdity of it and move on. But it’s not. Earlier this week I had a conver-
sation with this same insurance provider about a single day in the middle 
of Tim’s hospital stay that they were claiming was not covered by his 
insurance. He had insurance benefits the day before and the day after 
but not on that one random day. It made no sense. (It still doesn’t.) That 
representative blandly assured me, “It was an error” and “of course, 
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all of the hospital stay would be covered.” I am starting to wonder if all 
claims run through a random claim-denial process, bumping out claims 
randomly for random reasons, with the hope that some random people 
will overlook them and just make the payment anyway. I wonder what 
people do if they are unmarried, unpartnered, or don’t have friends or 
family members who are able to step up and take care of this part of 
the process. I think I am starting to become very jaded about insurance 
companies. 

I take a few deep breaths, blow my nose, check this insurance call 
off my to-do list, and then, with much irritation, add a call to the hospital 
regarding this claim to the bottom of the same very long list. 

I move down the list and make another call—this one to a physiatrist, 
a rehabilitation specialist who works in the area. A friend had recom-
mended I consider having Tim work with this specialist so his rehabilita-
tion care needs could be managed and coordinated by someone other 
than me. I talk for a while with an assistant, and it all sounds fabulous 
until they let me know that unfortunately, Tim’s insurance doesn’t cover 
this service. I choke back tears, thank her for her time and hang up the 
phone sobbing. 

I wonder how I can return to full-time work. I’m not even sure I can 
return to part-time work. I wonder how I will be able to manage the 
paperwork necessary to keep him in good standing with his job. The 
requirements for short-term disability benefits, long-term disability 
benefits, and disability insurance claims are quite daunting—all 
requiring paperwork to be completed by the employee (or repre-
sentative) as well as by the medical providers. How will I be able to 
manage to get him to speech therapy appointments three times a 
week and the doctor appointments that always fall during business 
hours, which are also my working hours? I feel the pressure of my own 
family leave coming to an end in a month unless I am able to spread 
it out with intermittent leave. The pressure from all directions feels 
completely overwhelming.
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I take a deep breath and cross the physiatrist off my list and close 
my notebook. I can’t make another call today. I know I need to rest. I 
know I am dealing with a system that is broken. The supportive web of 
healthcare in this country is an illusion that disappears the second you 
really need it. 




