
Life with a rare disease can have infinite milestones, setbacks, traumas and triumphs—all likely to be 
interlaced with a variety of factors that can influence mental health and quality of life.  
While the serious physical consequences of rare diseases often take precedence in the treatment plan, 
mental health aspects of care are often deprioritized. Yet, mental health is fast becoming recognized 
as one of the most important aspects of support for those living with complex conditions. Lack of 
disease awareness, inadequate support systems and societal stigma are all barriers to patients receiving 
comprehensive care, which includes mental healthcare. 

In partnership with the Rare Disease Innovations Institute (RDII), Syneos Health® recognized Rare Disease 
Day 2022 with a series of virtual workshops focused on the dynamic intersection of mental health and rare 
disease. This year’s Symposium brought together a diverse group of rare disease experts and advocates to 
identify opportunities to prioritize mental health services, destigmatize psychological support and reduce 
isolation to promote solidarity within the rare disease community. The discussions highlighted the issues, 
challenges, resources, solutions and inspiration needed to drive community support and policies that are 
focused on improving quality of life for those living with rare disease. 

Despite the many challenges of rare disease, a sense of optimism prevailed as stories of community 
showed progress in improving and promoting mental healthcare services as part of general care. “There 
is no healthcare without mental healthcare” was the main message, emphasizing how living with a rare 
disease can increase feelings of anxiety, stress, low mood, emotional exhaustion and suicidal thoughts. 
While data confirms that living with a rare condition can have a negative impact on one’s mental health, 
access to behavioral health services and a supportive community greatly improves sense of self, mood 
and ability to cope. 

Prioritizing Mental Health Services  
for Those Living with Rare Disease 
A Perspective on Rare Disease Day 2022



PRIORITIZING MENTAL HEALTH SERVICES FOR THOSE LIVING WITH RARE DISEASE 2

© 2022 Syneos Health®. All rights reserved.
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and succeed in a constantly evolving environment. Driven by dynamic research, our perspectives are informed by our insights-driven 
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Defining mental health as a key part of a comprehensive care  
plan is essential to address the psychological impact of living  
with a complex condition, and helps increase access to behavioral 
health services. Reducing the stigma of seeking mental healthcare 
services, improving awareness of the benefits of mental health 
services and changing perceptions of what living with disability 
looks like all greatly improve patient burden. Increasing access 
to education and training among medical professionals and 
addressing the stigma of both seen and unseen disabilities is key  
to improving quality of life while managing a rare disease. 

Another key aspect of psychological support for living with rare 
disease is the importance of community. In addition to establishing 
friendships and family support systems, the impact of patient 
support groups, both online and in person, provides cross-disorder 
solidarity and strength in numbers—helping individuals feel 
heard and seen. Conferences for specific groups with a focus on 
accessibility help make sure people don’t feel alone in dealing with 
their illnesses day-to-day.

Through conversations with experts, advocates, patients and 
caregivers, the Rare Disease Day 2022 virtual workshop sessions 
aimed to increase awareness within the life sciences community 
about the mental health needs of people living with rare disease 
from both medical and psychological viewpoints. Improving access 
to behavioral health services, fostering support systems including 
online communities, and changing the societal perception of 
seeking mental healthcare services significantly improves quality 
of life by reducing isolation and promoting solidarity among those 
living with rare disease. 
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