Recognising the burden of acquired hypothalamic obesity in patients with
craniopharyngioma: cross-country insights from lived experiences to support

Integrated care across all life stages
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Introduction

» Acquired hypothalamic obesity (aHO) is a rare complex disease, resulting from physical injury or
structural abnormality of the hypothalamus’-2

 Despite centralised, structured paediatric care with early tertiary referral pathways, the patient
journey uncovered several unmet needs, including the transition to adult care, which was
experienced as abrupt, inconsistent, and fragmented (Table 2)

Table 2: Patient needs throughout the CP disease journey
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 Baseline demographics are summarised in Table 1. Patients with CP (n=33) were 45.5% male and management

had a mean (SD) age at diagnosis of 18.3 (17.8) years
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thirst and fluid imbalance (87.9%), and weight gain (78.8%)

 Fear of Addisonian crises (90.9%), social stigma (87.9%), and challenges at work/school (87.9%)
were reported as the most frequent QoL challenges associated with CP (Figure 1)
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Figure 1: Disease burden for patients with CP (n=33)
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Conclusions

Pituitary hormone dysfunction

» This qualitative study demonstrates a substantial and lifelong disease burden in CP, with
reported symptoms including pituitary hormone deficiencies, thirst and fluid imbalances, and
weight gain

Thirst and fluid imbalance

Weight gain

« Patients with CP have diverse and evolving physical, medical, and QoL needs across the
lifespan, underscoring the need for improved diagnostics and for better communication and
support throughout treatment and long-term follow-up

Fatigue and reduced stamina

Visual impairment

* Long-term management of CP should include bespoke hypothalamic—pituitary specialist care
delivered in expert centres, incorporating targeted pharmacotherapy and coordinated
multidisciplinary support

Sleep problems

Temperature regulation

* As many reported symptoms are associated with aHQO, it emerges as a key long-term
neuroendocrine consequence of CP. This underscores the need for aHO to be a central focus
of CP management, research, care planning, clinical guidelines, and healthcare resource
allocation
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Hyperphagia

Fear of Addisonian crisis
Social stigma

Challenges at work/school
Relationship struggles
Accessing support
Accessing medication
Travelling with medication
Emotional dysregulation
Guilt and overprotection

Frictions in family relations

CP, Craniopharyngioma; QoL, quality of life.
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