Experiences and Observations With Acquired Hypothalamic Obesity: A Qualitative Interview Substudy
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Background

= Acquired hypothalamic obesity (aHO), caused by injury to
the hypothalamus, is commonly characterized by
insatiable hunger and abnormal food-seeking behaviors
(hyperphagia) that result in accelerated weight gain and
reduced health-related quality of life.’

= There are no treatments specifically approved for aHO.?

Results

Characteristics of Those Interviewed

= 30 individuals (4 adolescent trial participants, 10 adult trial participants, and
16 caregivers) consented and were interviewed (Table 1).

Table 1. Key Characteristics of Those Interviewed

Caregivers of trial

Adult trial
T ria participants?

participants

Adolescent trial
participants

Representative Quotes for Post—Hypothalamic Injury Impacts

Weight
gain

Change in
eating habits

“It was almost like | had a black
hole in my stomach.” (Adult)

“...he would put anything in his
mouth, Play-Doh, he'd go through
the trash, he would go try to go

/} Increased hunger/hyperphagia
frequency and intensity

“Oh, it was constant. It was nonstop. She was waking up
in the middle of the night in her sleep crying out for
food and saying she was hungry.” (Caregiver)
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Treatment Aspirations
Before Treatment Initiation
in the TRANSCEND Trial

Among the reasons for participating
In the trial, individuals most commonly
described hoping to:

 Lose weight (n =19)

Key Improvements
During the TRANSCEND Trial* Adult)

*Qualitative interview data
analysis and reporting were 4
completed prior to unblinding.

Weight loss was reported
by 23 of the 30 interviewees
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“...just significant...
less hunger”

“It literally brings tears to
our eyes, so [it is] pretty
meaningful.” (Caregiver)
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before initiating treatment in TRANSCEND and after, to
support the assessment of key aHO treatment outcomes

based on the perspectives of trial participants and caregivers.

resulting from the growth of a tumor (unrelated to surgery or injury); as such, she could not provide a specific date
for the injury and instead provided the date she was diagnosed with aHO. The age at diagnosis was used for the
summary statistics.

Impacts of Hypothalamic Injury Before Treatment Initiation in the
TRANSCEND Trial

“My energy level was super high before my
surgery. | played tennis a lot and my mom
always called me an Energizer bunny.
And after surgery, it dropped completely.
| had no energy at all.” (Adult)

“She hardly had energy to do anything...She

“Just the way it controlled her life. She was
very, very heartbreaking to watch...She
wouldn't enjoy things. It was always in the
back of her mind.” (Caregiver)

—hk \
“For me, it was kind of like
this might be my last hope to
lose the weight and get
healthy again.” (Adult)

These outcomes were described
as being ultimately very meaningful.

“I think him not feeling
starving all of the time has
significantly impacted his
ability to participate in the
world...to see him find joy in
other things has been a
really big impact.” (Caregiver))

Methods
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thematic analysis using ATLAS.ti (https://atlasti.com/).
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