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Key points:  
 

• Intellectual disability starts any time before a child turns 18 and is characterized by differences 
with both: 

o Intellectual functioning or intelligence, which includes the ability to learn, reason, 
problem solve, and other skills.  

o Adaptive behavior, which includes everyday social and life skills. 
• There are 4 major principles form basis for disability policy: 

o Dignity: All persons are equally valuable, with or without disability, and deserve 
respect consistent with human dignity. 

o Respect for autonomy: Caregivers should always attempt, as much as possible, to 
discover the wishes and desires of the person with IDD and honor those wishes. 

o Life: Caregivers should act to promote and protect the life of the person with IDD. 
o Equality: Resources for caring at the end of life must be appropriate, sufficient, and 

available without discrimination. 
• Adults with cognitive limitations have a higher prevalence of diabetes and multiple 

comorbidities. 
• Our professional community needs to prioritize engaging the underserved IDD population. 
• Patients with IDD have complex needs. Caregivers of patients with IDD also have unique 

needs. Advance care planning is critical for people with IDD and their caregivers. 
 
Actionable Steps: 
 

• Engage with the IDD community to facilitate advance care planning sessions, ensuring ac�ve 
outreach and involvement. 

• Raise organiza�onal awareness about Intellectual and Developmental Disabili�es (IDD) 
through targeted ini�a�ves and campaigns. 

• Implement competency training programs for staff members focused on enhancing their 
understanding and skills in working with individuals with IDD. 

 
Conversation Starters:  
 

1. How might intake for a person with IDD be different? 
2. How might we modify the approach for family/caregivers for a person with IDD? 
3. How might bereavement support be different when someone with IDD passes? 

 
 
 



 

Par�cipant Perspec�ves: 
• Parents of pa�ents with IDD may be isolated from family and social circles and need addi�onal 

support. 
• Pa�ents in the IDD community may need addi�onal assistance to complete advance care 

planning.  Resources to assist are lacking in most communi�es, and advance care planning 
conversa�ons need to start early for individuals with IDD, just like for other pa�ents. 
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