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Advance Praise

“In Chronic Hope, Bonnie O’Neil describes with !rsthand experience 
how parents’ natural desires for their children to lead happy and ful!lling 
lives can be challenged in myriad ways by a chronic disease. "is book is 
enlightening and ultimately a source of reassurance for parents of children 
with newly diagnosed conditions as well as anyone who wants to understand 
their experiences and perspectives.”

—Derek Rapp, former CEO of JDRF (Juvenile Diabetes 
Research Foundation)

“Type 1 diabetes requires around-the-clock care, with life and death 
decisions being made daily. Caregivers of children living with any chronic 
disease have a unique burden, taking an emotional toll for which there has 
never been a clear guide. Chronic Hope is that guide. Bonnie’s experiences, 
advice, and insight form an invaluable resource for parents of the recently 
diagnosed, as well as seasoned caregivers experiencing burnout.”

—!om Scher, CEO of Beyond Type 1

“Before she was even born, type 1 diabetes was impacting author 
Bonnie O’Neil’s life. In her new book, Chronic Hope, she takes the reader 
on a journey from devastation to renewal, providing validation and relief 
to any family living with chronic illness. Real and raw, her words draw 
you in and bring a sense of comfort, encouragement, and belonging. "e 
“Heart to Heart” section at the end of each chapter a#ords the reader an 
opportunity to re$ect on their own unique journey and o#ers the practical 
solutions families crave. Chronic Hope is an authentic guidebook for 
navigating the choppy waters of chronic illness—a lifeline that will pull 
you from despair ultimately to hope.”

—Sarah Lucas, co-founder of Beyond Type 1



“When my family’s life was turned upside down by the impact of 
type 1 diabetes, we searched for the playbook to tell us all we needed to 
know for our new reality. While we never found the book we wanted, 
we were lucky to meet Bonnie O’Neil and gained so much wisdom from 
her experience. Her new book, Chronic Hope, is a “must have” for every 
member of a family struck by a chronic disease. Bonnie packs the pages 
with the ups and downs—and at the end of the book, we are much wiser 
because of the experience she shares. Chronic Hope is a story of resilience, 
love, and unstoppable determination.”

—Matthew Cohn, JDRF Global Mission Board member and 
Director Emeritus

“When a child is diagnosed with chronic disease, parents experience a 
range of emotions and the entire family dynamic changes. Bonnie O’Neil’s 
personal anecdotes illustrate this myriad of feelings, so the reader feels 
validated and not so alone. Bonnie’s wisdom and insight are profound 
and cannot fail to touch the reader’s heart. Each chapter of Chronic Hope 
opens with an inspirational quote and ends with thoughtful questions that 
serve as tools to help the reader examine and process their own feelings. 
From grief to newfound hope, the reader feels like Bonnie has walked in 
the same shoes and shared their journey, which o#ers the reader peace and 
comfort, and ultimately, hope.”

—Elizabeth Weiser Caswell, JDRF International Board, 
Vice Chair of Research

“I want to put Bonnie O’Neil’s book into the hands of every parent 
I know, whether they parent children with chronic illness or not. Chronic 
Hope is beautifully written and weighty with hard-earned wisdom. Deeply 
personal and widely relevant, it will be most treasured by parents devastated 
by a child’s diagnosis, parents worn out by worry or caregiving, and parents 



who can’t seem to shake their fear and guilt. Bonnie stumbled along that 
di%cult path only to !nd herself steadied by the persistent presence of hope.

Her story will be a lifeline for many.”
—Christie Purifoy, author of Roots and Sky and Placemaker

“Bonnie O’Neil’s Chronic Hope is a brave and generous gift to every 
parent who has borne the responsibility of raising and caring for a child 
who su#ers from a chronic illness. Speaking to us in a voice tempered 
by hard experience, Bonnie recalls the days and nights of watching and 
worrying, nights often made sleepless by the duties of care. 

Chronic Hope is the story of a journey, tracing an arc that begins in 
desperation and reaches toward wholeness, toward deep insight, toward 
the hope of the book’s title. "is is an important and beautifully written 
book, honest, humane, and passionate.”

—Peter Conn, author and Vartan Gregorian Professor of English 
Emeritus and professor of education at University of Pennsylvania

“Parents with a child whose chronic illness requires constant monitoring 
and treatment, brings on recurrent crises, and upends family life will !nd 
direction and solace in Bonnie O’Neil’s re$ections on raising a son with 
type 1 diabetes. Each chapter recounts a learning moment in the journey of 
caring for and equipping her son to take over his own arduous treatment. 
With emotional honesty and the authority of long experience, Bonnie 
o#ers parents hard-won hope. Readers whose lives haven’t been touched 
by chronic disease will !nd their compassion deepened for those who live 
with illness as a daily, demanding fact of life.”

—Marilyn McEntyre, author of Caring for Words in a Culture of Lies 
and Speaking Peace in a Climate of Con!ict
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"e #rst condition of hope is to believe that you will have a future;  
the second is to believe that there will be a decent world in which to live it.

—S&'(( R)**+,, S-./+0*

“When will I get my bracelet?” Austin asks me, his bright eyes rimmed 
with long, feathery eyelashes locking mine.

“I ordered it last week. It should arrive any day now,” I reply, relieved 
as I observe his enthusiasm for wearing a Medic Alert bracelet. I wasn’t 
sure if he would balk at wearing a bracelet indicating he now has T1D.

"ere were eight children in his Montessori class in Connecticut, 
three of whom wore Medic Alert bracelets for their severe peanut allergies. 
Two of these children, Kyle and Julian, happened to be Austin’s two best 
friends. For Austin, wearing the little silver bracelet with the red emblem 
in the shape of a snake wrapped around a sta# was like putting on a 
fraternity pin. It indicated his kinship with his best friends.

"ese two boys set an example for my son of living courageously 
with a life-threatening condition. Every time either of these friends 
wanted to eat even the smallest piece of food he would run to his mother 
and ask for her permission. My son observed this behavior so frequently 
that it no longer seemed unusual to him. Now Austin must also seek my 

Stigma

Chapter Ten
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permission, and a shot of insulin, for every piece of food he eats. I’m 
thankful his two friends normalized this new routine for him.

"e bracelet !nally arrives, and I slip it on Austin’s slender wrist. He 
misses his friends from Connecticut, but somehow this little bracelet is a 
link connecting them across the miles. He doesn’t mind wearing it—he 
looked forward to it—because while it singles him out from among most 
of his peers, it identi!es him as being like the two friends he left behind.

Many years have passed since Austin !rst wore the silver Medic Alert 
bracelet with the red painted emblem. He now wears a more discreet 
rubber bracelet indicating that he lives with T1D.

I open my email from diaTribe, one of my favorite online diabetes 
resources. "e title of the lead article intrigues me: “"e Numbers 
of Shame and Blame: How Stigma A#ects Patients and Diabetes 
Management.” Over the years Austin’s attitudes regarding T1D have 
shifted. It’s not simply his choice of a medical bracelet that has changed. 
Increasingly, he pays less and less attention to his disease despite his 
growing responsibility for managing it. My desire to keep him healthy 
and safe is now in constant tension with his desire to live without 
thinking about diabetes.

I should have known his sense of ease over being di#erent from his 
peers wouldn’t last forever. For almost seven years he remained mostly 
nonchalant about the disease. He rarely complained about the challenges 
he faced and didn’t show signs of embarrassment or shame because of 
it. But with the increase in self-awareness so typical of pre-adolescence, 
Austin eventually grew tired of being di#erent from his friends. He 
became irritable if I had to help him with his infusion site changes. 
Almost overnight, the bracelet became an annoying encumbrance. All he 
wanted was to be “normal.”
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I begin reading the article. “A 2014 study by the diaTribe Foundation 
found that diabetes stigma a#ects 76% of people living with T1D and 
83% of parents raising a child with T1D.”4 

I can’t believe what I’m reading. "e statistics are so high.
Stigma. "e word itself sounds uncomfortable on my lips. Quickly I 

look up the dictionary de!nition of stigma, just to be sure I understand 
what I’m reading. A stigma is de!ned as “a sense of disgrace associated 
with a particular circumstance, quality, or person. It’s also de!ned as a set 
of negative and often unfair beliefs that a society or group of people have 
about something.” So in my son’s case, diabetes stigma is both the sense 
of shame he may feel, as well as the set of negative beliefs others have 
about him and the disease.

"e article continues. “"e majority of respondents who believe T1D 
is associated with social stigma identi!ed the top three drivers of diabetes 
stigma—a perception of failure of personal responsibility, a perception of 
being a burden on society, and a perception of having a character $aw.”5

I cringe as I read these !ndings. Not many diseases carry the same 
weight of shame and blame as T1D. I know that. I’ve been surrounded 
by the disease my entire life, so I’ve witnessed the shame and blame 
!rsthand. But still, the !ndings haunt me.

Does my son feel like he’s a failure when his blood sugars don’t 
cooperate and do what he wants them to do? Maybe he does. I know as 
his parent and caregiver I feel like a failure when his A1C—the measure 
of his three-month average blood sugar—isn’t what I had hoped it would 
be. Does he feel like he’s a burden on society? On his school? On his 
family? Oh, I hope not. I can hardly even reread that last driver of stigma 

4     “"e Numbers of Shame and Blame: How Stigma A#ects Patients and Diabetes 
Management,” diatribe.org,  Aug. 7, 2014, https://diatribe.org/issues/67/
learning-curve.

5      Ibid.
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on the list. Does he feel like he has a character !aw simply because he has 
T1D? My heart rises up to my throat.

When we live in a world so obsessed with picture-perfect health, 
beauty, and body image, it’s easy to see yourself as damaged goods when 
you live with chronic illness.

How can I help my son navigate living with chronic illness in such 
a way that he doesn’t fall prey to the shame and failure associated with 
disease stigma? Rereading the statistics, I pause and ask myself another 
question. How do I as his parent carry disease stigma? "e survey tells me 
83 percent of us parents raising a child with T1D are a#ected by it. Am 
I a part of that 83 percent? When his physician suggests we make some 
changes to achieve better outcomes, do my reactions model for my son 
my own feelings of failure, guilt, or shame?

Whether we talk about it or not, stigma deeply a#ects most people 
living with T1D and many other chronic diseases. Diabetes stigma drives 
feelings of failure, guilt, shame, blame, embarrassment, and isolation. 
Trying to manage a disease that has so many variables a#ecting it is like 
trying to pick up fallen autumn leaves in a windstorm.

With a complex disease to manage, both the caregiver and the child 
have to focus on many objectives simultaneously. If we’re not careful with 
our language, we can pepper our children with a steady stream of target 
goals all beginning with the word should. Feelings of failure, guilt, shame, 
blame, embarrassment, and isolation are the o#spring of a lifetime of 
unful!lled shoulds.

Feelings of failure, guilt, shame, blame, embarrassment, and 
isolation are the o!spring of a lifetime of unful"lled shoulds.
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Like the seasoned orchestra conductor interrupting a rehearsal when 
he detects one false note among the ninety performers, I can often focus 
all my attention on the one problem I want my son to address among all 
the things he’s doing right. I don’t even mention what he’s doing well; I 
just zero in like a laser beam on the one thing that needs improvement. 
I’ve heard that for every negative comment we give someone, we need to 
make at least !ve positive comments to counterbalance the e#ect of the 
criticism. Why, when I know this to be true, do I continue to harp on 
what my son could do better, rather than focus my energy on praising 
what he has done well?

It’s hard work paying such close attention to my attitudes and 
language. But I realize more is at stake here than my “getting everything 
right” as I oversee his care. Yes, I want to teach him how to manage his 
disease, but it’s much more important that I o#er him words of love 
and support every day. I hold my son’s tender life in my hands, and 
the messages I convey—both spoken and unspoken—about who he is 
despite the disease really do matter.

I don’t want my words to contribute to his feelings of failure or 
shame. Instead, I want to help him recognize the voice of shame as a lie 
and teach him to refuse to give into its power. We help our children break 
free from shame when we model for them that we are no longer held in 
its grip.

I’m learning to pay attention to how I carry stigma so as not to project 
my own feelings of failure and shame onto my son. When he was little, I 
was in charge of every decision related to his care. If the endocrinologist 
was pleased with my son’s blood sugar readings during the prior three 
months, I was proud—of both my son and me. When the results were 
not as the doctor or I had hoped, I felt like a failure. Like a bad mother. 
I felt judged. But maybe I was just judging myself. I told myself I had 
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to try harder because my son’s health and life were at stake. Sometimes 
the prospect of improved outcomes felt hopeless despite my best e#orts.

I understand the feelings of diabetes stigma. "e 83 percent is me.
As hard as it is for me, that means not treating the results of my son’s 

medical appointments like my report card. When I express feelings of 
failure and shame if the doctor encourages us to work harder at managing 
my son’s care, I teach my child to be ashamed if he doesn’t hit his targets. 
My message becomes your value is in your results, as if the way he manages 
his disease has some moral implication on his life.

"at’s not the message I want my child to receive from me. I want 
my message to be this: You are wonderfully and perfectly made, just the way 
you are, and nothing will ever change my love for you. For my child to hear 
that message instead of the voice of shame, I need to be committed to a 
habit of open communication with him.

Our children may be surprised when they !rst experience feelings 
of disease stigma. We can help them by creating safe spaces for them to 
express their feelings. Generally that means being willing to open up with 
them !rst, sharing our feelings with them. When I tell my child how the 
disease makes me feel, I give him permission to share his own feelings. 
Open-ended “what” and “how” questions tend to be most e#ective at 
engaging even quiet children to go beyond a yes-no answer.

I’m realizing my responsibility doesn’t end with managing the e#ect 
of disease stigma on just my son or me. I’m also invited to play a part in 
changing the larger community’s perception of a person living with chronic 
illness. All too often, people not experienced with my son’s condition 
begin conversations with this disclaimer, “You know more about this 
than I do,” and they continue by o#ering all kinds of unsolicited advice. 
Inevitably, despite my e#orts at explaining the complexity of the disease, 
I will be told that because my son looks so good and takes his insulin, he 
will be just #ne. I imagine you’ve experienced these conversations as well 
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and !nd it just as frustrating to be on the receiving end of unsolicited, 
inaccurate advice.

Stigma apparently includes society’s inaccurate belief that chronic 
illness is not so bad as long as you still look good on the outside.

As my mother used to say, “Pick your battles.” Sometimes, no matter 
how I respond, the person I’m speaking to will not accept the reality 
of my child’s disease. It’s better to change the topic than risk increased 
frustration with this type of person. But when I engage with people who 
actually choose to listen and learn, I can use my voice to educate them 
about the complexity of my child’s disease. With them I can share how 
hard my son works to stay healthy and strong, all the while being clear 
we’re not looking for pity. On a larger scale, I can use my pen to dispel 
myths about the disease and spread truth instead. I can get involved with 
local or online organizations in the T1D space, thereby magnifying my 
e#orts for a broader reach.

My hope for a better world for my son, one in which he doesn’t feel 
stigmatized, begins with me. When I change my own views about the 
disease, I experience the freedom of living outside the labels of failure, 
shame, and blame, and can o#er that same freedom to my son. And if 
we can change our viewpoint, I hold out hope that the larger community 
can as well.

Heart to Heart

• How have you or your child experienced disease stigma?

• What changes in perspective, language, and behavior could you make 
to help your child feel less stigmatized?

• How might you help the larger community be more accepting of your 
child’s condition?
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“Come, Mr. Frodo!” he cried. “I can’t carry it for you,  
but I can carry you and it as well.”

—J.R.R. T',12+.

I’m not known as one who frequently leaves her family to go on a “girls’ 
weekend.” Which is to say, I had never left my family for a girls’ weekend 
before. But when the invitation came to get away to the beach for an 
early fall weekend with my dearest friends from college, my heart leapt at 
the chance to !nally say yes to a little personal time away.

"ese were my best friends from college. We had chosen to live with, 
or next to, one another all four years during our college experience. We 
lived through all of each other’s highs and lows during those years yet 
sailed o# after graduation into our own adult lives, only keeping up with 
one another by occasional calls, visits, texts, and our college reunions. 
Gathered around the table at our thirtieth reunion, we vowed to remedy 
our past pattern and see one another more frequently. Most of us had 
children in college—there were only a couple of children still in the 
nest—so it was the perfect time to have an extended visit together.

It feels so odd to experience this sense of freedom. For thirteen years 
I have been my son’s primary caregiver for all things related to diabetes. 

Encourage

Chapter Twelve
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For thirteen years I never would have dreamed of leaving him overnight 
unless I had put in place every imaginable safety net.

But he’s a college freshman now. I’m no longer there to catch him 
when his blood sugars fall. My schedule is no longer intricately interwoven 
with his. And so I gladly accepted the invitation to spend a few days at 
the beach.

"e call comes on Sunday morning, about 10 a.m. Mothers should 
delight in seeing their phone light up with their child’s number, but I 
know my son well enough to understand that a Sunday morning call 
from him would be no how-ya-doin’ call. It would be a call for help. And 
my heart skips a beat.

“Hi darling, how are you?” I say, steeling myself for what is to come.
“I’ve run out of insulin.” "at’s all he needs to say for me to know 

he’s in real trouble. “I ordered it, but I forgot to pick it up from the 
pharmacy this week.”

In a world with diabetes, insulin is my son’s lifeline; how could he 
have no more insulin? He tells me how much is left in his insulin pump, 
and I quickly calculate. "ere’s not enough insulin for breakfast. If he 
doesn’t eat anything, he has only a couple hours of insulin left.

And that’s going to be a big problem. "e pharmacy he uses at college 
is a small family-owned business and is closed on Sundays. His insulin 
can’t be purchased without a prescription, and my son’s prescription is 
literally locked up and will be inaccessible for the next twenty-two hours. 
When the pharmacy reopens the following morning, it will be about 
nineteen hours too late.

"e next hour is a blur of phone calls to CHOP—the Children’s 
Hospital of Philadelphia—waiting for the on-call fellow to return my 
call, getting special approval from the insurance company to process 
another order of insulin—since his order had already been !lled but not 
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picked up—!nding another pharmacy, and !nding transportation for 
Austin to get to the pharmacy. Back and forth the calls and texts $y until 
it is settled and I can breathe again.

It was an innocent mistake, but innocent mistakes can prove costly 
when you have a life-threatening disease. It takes all my strength not 
to holler and hurl my insulting judgments at him. How could he be so 
careless? I smolder with indignation. Haven’t I warned him a million 
times to keep an eye on his supplies? Doesn’t he understand he put 
himself in an extremely dangerous situation today?

Why won’t he just do what I ask him to do? He must know what 
I have taught him and what I ask of him is for his own good. He must 
know it is all to protect him.

I long to take the easy road, to let go of restraint and release a steady 
stream of reminders of what could happen if he does…what could 
happen if he doesn’t… I want to yell and scream and push my mama 
weight around. I don’t want to guard my temper. I want to release it. 
Release it all on him until he understands how serious this is, for today 
and for his future.

I stand, shaking in my anger. And in that moment, like scales falling 
from my eyes, I see the overwhelming fear I carry, each and every day of 
my son’s life. I am not walking in freedom but living in bondage to all the 
potential landmines of this disease. I see the risks and declare a judgment 
of fragile over my son’s life. I live locked in the assurance that because of 
disease, my son’s life is more fragile than the lives of his siblings.

But is it really? Why do I think disease is the only arbiter of life and 
death? Do I have authority to proclaim life and death over my children? 
Am I God? Do I know the number of hairs on my children’s heads? Do I 
know the number of days appointed to any one of them?



94   |   Chronic Hope

I have made bedfellows with fear, but I do not slip under the covers 
naked. I have clothed myself once again with my need for control, as 
if by controlling every unforeseen problem I can ensure a smooth road 
ahead. I insist on attempting to control the myriad decisions that have 
far-reaching consequences a#ecting my son’s health. How I long to slay 
the two giants of fear and control, but I seem to keep spiraling back to 
them.

How I long to slay the two giants of fear and control, 
but I seem to keep spiraling back to them.

I tell myself that I teach my son because I want him to know all I 
have learned about managing this disease. Let me speak truth. I teach my 
son because I want him to manage this disease exactly as I would, and in 
so doing, help me keep up the illusion that I am in control of life and 
death.

But I am not God. And I am not in control of life and death.
I never thought it would be this di%cult. I had accepted that having 

children meant I could not control their thoughts or decisions any more 
than I could control their height or hair color. Pregnant with my !rst 
child, I pondered at length the maxim “to have a child is to decide forever 
to have your heart go walking around outside your body.” I let its full 
weight wash over me, knowing my heart would break many times over 
the physical and emotional pain my children would experience in life.

Parenting always involves a walk of faith; the journey is just a little 
harder if your child shares life with a chronic illness.

"ere are days, like today, when I tire of playing the role of 
encourager. I don’t want to think creatively and spin this into a positive 
and encouraging learning experience. I just want to get my own way and 
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control the outcomes of my son’s choices. Because the frontal lobe of 
the human brain doesn’t fully attach until around age twenty-!ve, my 
teenage son isn’t in$uenced by the fear of future consequences arising 
from poor decisions he makes today. Until then, his focus is centered 
on things around him—his friends, family, academics, faith, sports, and 
other activities. Without the fully adult capacity for future thinking, he 
can’t be expected to be as motivated as I am to maintain good health.

My mind drifts back to the face of my son. I remember he is only 
eighteen years old. He doesn’t live in the place of constant fear for his 
future. He lives in the place of endless possibility. And that is exactly 
what I want for him. I really don’t want his every thought to be about 
this disease. I really don’t want him to obsess over fears about his future. 
I want him to live and dream and thrive and soar.

Ultimately, my son is his own person who will make his own decisions. 
When I choose to yell at him for his carelessness or for making decisions 
that di#er from what I would choose, I shut down our communication 
and may lose the privilege of supporting him. When I choose to live in 
the bondage of fear for my son’s future, I am choosing death over life. 
When I choose anger and bitterness over kindness and forgiveness, I am 
choosing death over life. When I choose sel!shness and control over love, 
I am choosing death over life.

I pull out my phone to send him one more text.
“Are you okay now, honey?”
“Yeah, I put in a new cartridge of insulin.”
“Did you get anything to eat?”
“I will, once the insulin brings my blood sugar back down.”
“Okay, good. I’m glad it all worked out.”
My role is to teach, to in$uence, to encourage. To encourage literally 

means to #ll him with courage. Courage to make the best decisions for his 
body. Courage that will protect him from constant fear about his future. 
"e responsibility is mine to encourage him to live his best life today, 
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while teaching him how to care for his body as well as he can. Mine is 
to model for him a life of trust and not a life of fear. Mine is to teach, 
looking for opportunities among the failures and setbacks and triumphs 
to lovingly show him just a little bit more. Mine is always to give him a 
second, a third, a fourth chance, lavishing on him grace upon grace.

My phone lights up one more time. I press on the text from my son.
“"anks Mom.”
“You’re welcome. I love you.”
“Love you too.”

Heart to Heart

• What is your go-to response when your child doesn’t make wise choices 
for himself? Is it anger and yelling? Storming away? Pity? Sympathy? 
Encouragement?

• In what ways might your responses when under stress negatively or 
positively in!uence your child’s outlook for her future?

• How might you modify your language with your child so you can #ll 
him with courage and hope, even in a crisis?
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