
Help Improve How We Measure 
Quality of Life in Batten Disease 

Measuring More Than Disease Progression. 
Measuring What Matters Most. 

Seeking Participants: A Patient- and Family-Centered Research Study 
Researchers are seeking individuals affected by Batten disease and/or their direct 
caregivers to participate in a study evaluating a proposed Batten disease-specific 

Quality-of-Life (QOL) Screener. 
Current clinical measures primarily assess physical function and disease progression. 

While important, they may not fully capture the lived experiences and daily challenges that 
matter most to individuals and families. This study is guided by emphasis that patients and 

caregivers are essential partners in defining what outcomes should be measured in 
research and clinical care. 

Purpose of the Study 
The purpose of this study is to determine what is most important when assessing 

quality of life of individuals affected by Batten disease. 

Who Can Participate? 
Eligible participants include individuals diagnosed with Batten disease, parents or 

legal guardians, current family caregivers, and bereaved family members or caregivers of 
individuals affected by Batten disease. 

What Will Participants Do? 
Participants will be asked to answer questions on quality of life based on their experiences. 

They will be asked to provide feedback on what is important in assessing quality of life. 

Why Participate? 
Individuals and families living with Batten disease are experts in their lived experience. 

Your feedback will help determine whether current measures reflect what matters most and whether new 
tools are needed to better capture quality of life in Batten disease research and care. 

No prior research experience is required. 

Time commitment: ~15-30 minutes 

Participation is voluntary Choosing to participate or not will not affect 
medical care, services, or relationships with healthcare providers or organizations. 

Interested in Participating? 
Contact: Dr. Heather Brown, Kennedy Krieger Institute 

Email: PalliativeCare@kennedykrieger.org 

~+~ Ke_nnedy 
C\ 1 , Krieger 

Phone: 667-205-4613 


