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Submitted by Anne Fricke, mom to Freya (13, living with PWS)

When | first learned about the hyperphagia aspect of PWS, | thought of my garden—the hours of sweat
and love | have put into it, the ease of anxiety it offers me, and the delicious bounty my family receives
from it. | was worried it would be a thing of the past.

My fears, thankfully, did not come to be. Not yet, anyway. Freya can easily help me in the garden
without looking at the rows of plants as an instant buffet. And if she grabs the occasional cherry
tomato while working, at least it's organic. (The wild blackberry bushes along the walking path are
another story, however.)

We have locks on our fridge for when we leave her alone at home or with her little sister for an
extended period, but that is more for my peace of mind.

Freya gets anxious about meal times, especially if we're traveling or the schedule is interrupted. We do
have a lot of conversations around food. It's annoying, but it feels manageable at the moment.

But though it's manageable today, it does not mean it always will be so. Though it's manageable for
our family, | know there are other families who are struggling. Families who live with their food
constantly locked and insatiable perseverations on meal time. Families who live in fear their loved one
will elope to get food or fear they will eat whatever they find, edible or not. People we love who live
with relentless pangs of hunger and overwhelming food anxiety.

When we received the news about VYKAT XR (formerly known as DCCR), after rushing to share the
news with the PWS community, | thought of a man my friend once told me about. | had just learned
that my baby had PWS, and she told me of the time she worked in a group home for adult men with
disabilities. There was a resident with PWS. She told me how they had to hide the shampoos and
soaps that smelled like fruit, lock the food, and secure the compost and the trash. At that moment, the
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will elope to get food or fear they will eat whatever they find, edible or not. People we love who live
with relentless pangs of hunger and overwhelming food anxiety.

When we received the news about VYKAT XR (formerly known as DCCR), after rushing to share the
news with the PWS community, | thought of a man my friend once told me about. | had just learned
that my baby had PWS, and she told me of the time she worked in a group home for adult men with
disabilities. There was a resident with PWS. She told me how they had to hide the shampoos and
soaps that smelled like fruit, lock the food, and secure the compost and the trash. At that moment, the
diagnosis fresh on my tongue and burrowing into my heart, my precious baby in my arms, that life
seemed unbearable. Of course, since then, | have repeatedly learned that we are great at adapting,
and there is always joy to be found in life, even if sometimes you just have to look harder.
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But now, the PWS community has cause for far more hope! Battles are raging outside, but this
morning, as we sip our coffee and look to the future, we can perhaps breathe a little deeper, release
some of that tension in our shoulders, and revel in the sweet calm of victory.

There will be more to come—more fighting for access and insurance coverage, bureaucratic red tape,
and frustrations. But we've been there before, and we know we can do this. Plenty of work exists, but
we're here for it. That glow on the horizon just got a whole lot brighter.

Learn more about the new FDA approved treatment, VYKAT XR, at PWS Breaking News! FDA Approves
First-Ever Treatment for Hyperphagia in PWS — Prader-Willi Syndrome Association | USA
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