
 w

• Mental health challenges in individuals living
with acromegaly are common, which can have a 
negative impact on quality of life (Figure 2).

Mental health in acromegaly: insights from a North 
American survey of individuals living with acromegaly 
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Introduction and survey
• Acromegaly is a rare endocrine disorder caused by excess growth hormone. Acromegaly is characterized by distinct 

morphological changes and multiple organ-related comorbidities that may progress over time.1

• Physical manifestations are well documented,2 but the impact of acromegaly on mental health remains largely underexplored. 

• A survey-based approach was designed to characterize the mental health challenges experienced by individuals living with 
acromegaly and to identify opportunities to provide additional support (Figure 1). 

Figure 1. Summary of survey method
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Results
• There were multiple mental health di�  culties reported by patients with impact across a wide range of dimensions associated 

with daily life (Figure 2).

• In the continuum from symptom onset through to long-term, established care, patients experienced their mental health nadir 
around the time of diagnosis. The second-most a� ected period was the period during decision-making to select treatment. 

• Of 238 respondents living with acromegaly, 131 (55%) were not receiving mental health support (Figure 3). The two most common 
reasons for not receiving mental health support were concerns about fi nding a mental health provider who understood the 
acromegaly patient experience or, they believed they could manage mental health issues on their own. (Figure 4).

Figure 3. Reasons given by individuals with acromegaly for not seeking mental health support

• Among those receiving mental health support, most (52/100) were self-motivated to seek it out, utilizing professional providers 
even though they had no rare disease experience; online or in-person peer support options were also utilized (Figure 6).

Figure 4. What is the reason you decided not to seek mental health assistance related to your acromegaly diagnosis (n=129)?*
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Other reasons for not seeking help included: 
•  Belief that the issues were too minor. 
•  Able to rely on family support. 
•  Lack of time to find a provider. 
•  Stress associated with finding a provider. 

1 respondent preferred not to answer. 
*Respondents could select multiple options

Educational initiatives on the mental health experiences of people living with acromegaly may be of value in the healthcare 
professional community, by fostering a higher degree of engagement and care with patients who experience these challenges.
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• To receive support, respondents said they would do so if encouraged (Figure 5), and expressed interest in in-person/virtual counseling 
and peer-support groups to achieve this (Figure 6).

Figure 5. Whose advice would you likely follow if they encouraged you to seek assistance with your mental health issues related 
to acromegaly (n=128)?*
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Patients believed mental health support could improve self-esteem 
or body image, sleep, and overall enjoyment of life.†

43 respondents do not currently wish to receive support.
*Respondents could select multiple options; Responses 
are from individuals living with acromegaly.
†Top three answers among 16.
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Figure 2. Most common mental health challenges reported by patients living with acromegaly

Figure 6. How would you prefer to receive support for your mental health challenges (n=243)?*
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Values derived from top 6 answers on a 13-item, list of impact areas; 
percentages are the sum of values for moderate, major and severe impact 
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The vast majority of patients (91%) rate mental 
health concerns as important as physical health.

Conclusions

SAT-088

• Increased awareness of the impact of acromegaly on mental health 
may prompt HCPs to encourage patients to seek support to address 
common mental health symptoms. This awareness may also motivate 
more providers to tailor care in support of the unique needs of the 
rare disease community.
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