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A s I placed my son in his crib, I 
glanced around at all the medical 
equipment, and my husband’s 

eyes locked on mine. We were both think-
ing the same thing: How were we going to 
do this? How were we going to take care 
of an almost two-year-old child on a ven-
tilator, who had never lived outside a hos-
pital intensive care unit? How were we 
going to handle it without a team of spe-
cialists available at the push of a button?

Our son had been in hospital for 
500 days. Before he could be discharged, 
my husband and I had to undergo exten-
sive training on all his medical care and 
equipment. We learned what acronyms 
such as “PIP” and “PEEP” meant on his 
ventilator; we learned what all the alarms 
were telling us and how to troubleshoot 
them. We learned how to give him oxygen 
and life-saving breaths with a resuscita-
tion bag while calling 911 if required. 
However, all the newly acquired know-
ledge and skills did little to alleviate the 
overwhelming sense of dread and fear 
that we could not do it.

It was not an idle fear. We had already 
messed up on a one-night trial run. We 
had brought our son safely home but one 
of his alarms kept beeping and we 
couldn’t figure out what was wrong. That 
night, my husband and I argued.

“I don’t know what to do — do you?”
“I have tried everything I know! Should 

we call the hospital for help?”
“No, we can’t do that — they’ll never 

let us take him home again.”
Years later, reflecting on that night, I 

wondered about our fear of failure that 
had driven us to hesitate before seeking 
help. At the hospital, the ICU staff told us 
we should have sought help immediately, 
but more importantly, they reassured us 
that they were there to help us, not judge 
us. Up until that point, my husband and I 

had not realized that the doctors under-
stood the importance of us living at home 
together, even with all this complicated 
equipment. They trusted us to handle it 
and wanted to support us to prove to our-
selves that we could meet the challenge 
and be independent. Our doctors wanted 
us to succeed at home, but I am not sure 
they knew what home was really going to 
look like for us once the ICU was no lon-
ger directly supporting us.

When our son was discharged from the 
ICU, we had a 24/7 hotline to respiratory 
therapists trained on his ventilator. If we 
had a question, we could contact a spe-
cialist on call at the hospital. The local 
health unit sent us a nurse five nights a 
week to watch our son while we slept. But 
those supports did little to minimize the 

uncertainty that arose when a problem 
came up. Years after discharge, my hus-
band and I still had the same arguments 
about when and where to seek care. Was 
this a problem easily solved over the 
phone? Did they need to actually see him? 
Was it safer to keep him at home, rather 
than move all his medical equipment into 
the car? If we called 911 or brought him to 
the emergency department, would he 
receive care from people experienced 
with children like him? The answers never 
came easily, and the anxiety persisted.

All these feelings, the memories of 
those arguments, the long nights: it was 
all these experiences that made me think I 
might be able to suggest changes in how 
patients on ventilation are supported 
when they first get home. I connected with 
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a team of researchers who listened to my 
concerns and were intent on finding solu-
tions. What we needed was a way to get 
essential support in our home. We had all 
the equipment; we knew the challenges 
with seeking care — we just needed the 
permission and ability to reach out to the 
right people in our time of need.

I could have simply shared my idea 
with them and returned to my life as a 
student, wife and medical mom. But I 
didn’t. I wanted to learn what it would 
take to turn an idea into reality, and how 
you uncover the evidence to determine 
the right solution. I also hoped they could 
learn from me: why I thought this idea 
was the right one, what is important to 
families like ours, and how to help keep 
kids like mine front and centre when 
designing a solution. I learned about the 
challenges of obtaining funding: the con-
tracts, paperwork and approvals. I saw 
first hand why health care innovations 
take so long to reach the patient.

As a team, we learned that it is impor-
tant to get things right from the start. 
Integrating patient input at the end is like 
putting patches on a leaky boat. You need 
to design with patients’ needs in mind 
from the start, because it can change 
everything. I remember saying early on, 
“You are not moving your processes 
online — you are redesigning how you 
care. You are not transitioning from 
answering questions on the phone to text 
— you are supporting the patient and 
families to feel more confident in their 
own skills and building a technology-
enabled support system.” Until this point, 
the main consideration had been how to 
deliver care safely; from that point on, it 
was how to make patients and their care-
givers feel safe. That simple premise had 
a profound impact.

I did not always feel confident about 
sharing my perspective. I had been 
invited to participate, but that didn’t 
mean I felt I should be there. I justified my 
seat from the start, introducing myself by 
saying, “I am the mom to a little boy who 

is vented 24/7, and I’m a PhD student 
studying health research.” I felt that these 
dual roles gave me the credibility to share 
my ideas. I continued to preface every 
comment with, “from the parent’s per-
spective …”. In part, I did that to alert clin-
icians that they “may not see it like this, 
but …,” and I wanted to shield myself from 
being judged for potentially giving a poor 
recommendation. But mostly I did it 
because I wanted to ensure they didn’t dis-
miss my input. I also wanted to make it 
clear that I was not speaking for an entire 
population of patients and caregivers. I 
recognized my experience as a cis-female, 
married parent of an only child. I was not a 
patient; I was not a caregiver to a spouse 
or single parent. I was a person with lived 
experience who had access to a team will-
ing to listen to me. I wanted to open the 
door to the stories of patients and hold it 
open for others to follow.

I don’t think we can correlate the suc-
cess or failure of the Long-Term In-Home 
Ventilation Engagement (L.I.V.E.) program 
with any of my suggestions, but I can see 
some of my recommendations in the final 
product. Our feelings of uncertainty were 
reflected in the clinical intervention: we 
now ensure patients have permission to 
contact their clinical team on their own 
terms, to reach out without judgment. I felt 
listened to and heard, my suggestions 
thoughtfully considered and debated. I wit-
nessed the process from beginning to end, 
and I saw the struggles that led to compro-
mises in the final product. I am proud of it 
and maybe that is the only way to measure 
whether my participation was a success.

Did I feel I made a difference? Was it 
worth my time? Did I feel part of the 
team? I can confidently answer “yes.” But 
my case is particular to my circum-
stances. If I had a different level of educa-
tion or did not understand the lingo of 
research, would the research team still 
have wanted me on the team? Would they 
have invested the time to teach me the 
skills I needed to be involved? If I could 
not afford to attend meetings as an 

unpaid volunteer, would they have been 
willing to pay me to contribute? From my 
perspective, my answer is yes, I did make 
a difference. But my perspective was con-
fined to this one project. It is up to the 
next research team to invite me, or my 
cohorts, into the conversation. It is up to 
them to include me, pay me, or use my 
input. It would be much easier for them to 
host a focus group, give everyone a 
$10 gift card and then not have to explain 
why their input was not included.

We know that including the perspec-
tives of patients and families is good for 
research. However, how we engage 
patients is still evolving. Introducing a 
new voice into a research process that 
has gone unchanged for decades is com-
plicated. Change involves revising fund-
ing models, hiring practices, incentives, 
and the way people think about the role 
that patient and family play in medicine. 
It means measuring the outcomes of 
health interventions to include, cultivate 
and value the patient and family perspec-
tive. Is all this change worth it? This is the 
challenge of patient engagement.
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