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Advancing understanding, changing outcomes.

Harry’s Journey: As Told by His Mother

I’m Rebecca Sparrell, the most recent member of The Catatonia Foundation’s Board
of Directors. | joined because this organization’s mission is personal to me.

My son Harry began experiencing catatonia in April 2025 at six years old. We
brought him to a Boston-based children’s hospital, and for the next several months
there were more questions than answers.

In the video below, Rebecca shares what her
family observed, experienced, and struggled to
understand as Harry’s condition unfolded.

After watching, please return to the newsletter to
read the lessons that helped Harry’s family advocate
for him—and that may help other families navigating

catatonia.



https://www.thecatatoniafoundation.org/

These are some of the lessons | learned throughout this process.

Speak up

| disagreed with the medical team when things didn’t sound right, even if it felt
uncomfortable. | didn’t always do it perfectly, but each time it brought us somewhere
better. One of the pediatricians told us matter-of-factly that we needed to consider
schizophrenia, despite Harry not having any history of psychiatric issues as well as
the fact that six years old is unthinkably young for such a diagnosis. | spoke up, and
this led to us being assigned a complex care team which helped us focus our efforts
with a consistent team instead of different doctors every day.

Thankfully, there were doctors at the hospital who have experience with catatonia
and were quick to refute the dramatic diagnosis casually thrown out by the
pediatrician, but this experience speaks to a lack of understanding of catatonia
among many doctors, even in one of most respected children’s hospitals in the
country. We need to increase awareness for medical practitioners so that catatonia is
better recognized, quicker to be treated, and not dismissed as mental iliness.
Without awareness, some people remain catatonic for far too long.


https://www.youtube.com/watch?v=f-CsRSfqKaQ&themeRefresh=1

Build a compelling backstory about your loved one

Harry’s catatonia resembled profound autism, and it was like he had lost his many
skills overnight. It was important for us to make sure that the doctors understood his
baseline skills, and we wanted something more objective and compelling than our
words. We happened to have a video taken with my phone a few days before Harry
became catatonic, and we also pulled up older videos that showed his extensive
language and vibrant personality. These videos were extremely helpful in helping
doctors understand who Harry had been before becoming catatonic. Consider what
you could use to help build a case for who your loved one really is to show how
impacted they are by catatonia. If there isn’t something readily available in your
phone, perhaps there is a video in your loved one’s phone or on their social media

page.

Ask for help

Now | can look back and see that, despite it being such a challenging time, we
essentially had everything going for us. We were in Boston, arguably one of the best
places in the world for medical care. We were able to shift our jobs temporarily to
support our son: my husband worked remotely, and | took a leave from my position.
We both speak English, which meant there was no language barrier with the medical
team. We were local, which meant that our friends and family were able to visit and
support us, and we were also able to take breaks to go home, do laundry, and sleep
in our own bed. We are educated and not intimidated to communicate with doctors.
We could ask for clarity when we didn’t understand and make suggestions to
discuss with them. Despite having everything going for us, it was the hardest thing
I’ve ever been through, mainly because navigating under such emotional weight was
incredibly hard. Consider what you need to wage this battle for your loved one, and
ask for what you don’t have and need.

Reach out

| started an Instagram page to capture Harry’s journey as a way to keep everyone in
our lives updated on how he was doing, since there were so many people worried
about him. | continued the page as a means to get feedback from and connect with
others whose loved ones experienced catatonia, and ultimately this led to me being
connected with The Catatonia Foundation.

Be open to possible solutions

In our case, the only treatment that helped Harry recover was electroconvulsive
therapy (ECT). Initially, we were shocked at this being considered, but we just didn’t
know what we didn’t know. Despite being misunderstood and having poor



representation in the media, ECT is a safe and effective treatment for catatonia. In
Massachusetts it is only legal for children aged 13 and up, so we needed to secure
permission from the state for this treatment, and Harry became the youngest person
in the state to receive ECT. Everyone involved in Harry’s care wrote letters on behalf
of him, including us. Happily, ECT brought Harry back to us, and now he is his
chatty, silly, precocious self again. It is important that medical professionals have an
updated understanding of ECT and aren’t letting its previous misconceptions and
misuses cloud their judgment. Without ECT, Harry would likely still be trapped in
catatonia.

Give yourself grace

When a loved one is struggling with a disease, it is incredibly hard. You are doing the
hardest work of your life. Lean on the people who love you, accept their offers for
help, take breaks whenever you can, and let go of anything that doesn’t serve you
during times of stress.

You can continue following Harry’s journey on Instagram.

Last summer, Harry was practically non-verbal from catatonia. This photo shows Harry now, participating
in a remote visit with his doctor, asking questions and sharing information


https://www.instagram.com/howgoesitharry/







How You Can Help Spread Awareness
(It Really Matters)

Awareness grows person by person, share by share. You can make a meaningful
difference by helping amplify this campaign:

e Share this email

Follow us on Instagram, Facebook, LinkedIn, and X

Like and comment on our posts (this dramatically increases reach)
Share our posts and/or add them to your Stories

Invite friends, family, and colleagues to follow and engage as well

Every interaction helps extend accurate information to someone who may
desperately need it—today or in the future.
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Ways to Support The Catatonia Foundation

» Share your story — your experience brings hope and spreads awareness

e Spread the word — tell others about catatonia and our resources

e Volunteer your skills — outreach, design, peer support, fundraising, nonprofit

* Donate or fundraise — your support sustains education, advocacy, and
research. Click the button below to donate.

If there’s something you’d like us to cover in our next newsletter, please let us know.
You can email us at info@thecatatoniafoundation.org.

DISCLAIMER: This correspondence does not constitute the practice of any medical, nursing or other

professional health care advice, diagnosis or treatment. You should always talk to your healthcare provider
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for specific guidelines and instructions, including those related to diagnosis and treatment of medical
conditions. In providing the content, information and treatment resources, we are in no way representing or
warranting that such information, content and treatment resources is applicable or appropriate for your

needs and/or condition, or that any particular services or product is safe, appropriate or effective for you.
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