
Palliative Care in Patients with 
Developmental Disabilities

Kate Neubauer, MD



• I have no relevant financial relationship(s) with 
ineligible companies to disclose. 

Disclosures



• To understand the difference between palliative care 
and hospice care

• To be able to identify patients that may benefit from 
palliative care consultation.

Learning Objectives



• What is palliative medicine 
• History of palliative medicine
• What is hospice care
• MOLSTS
• Cases

Palliative Medicine



Palliative Medicine
• Provide patients and their families with relief of 

symptoms, pain and stress of a serious illness 
• Improve quality of life for both the patient and family 

during a serious illness
• Improve communication/family understanding
• Suffering is experienced by persons, not just bodies(Cassel et al) 



History of Palliative Care
• Cicely Saunders – social worker, nurse and 

physician in the UK
• Total pain
• Hospice 1967
• Reached adult care in America in 1970s
• Pediatrics in late 1970s

• Medical specialty in 1987
• Pediatrics really starting to grow in the early 2000s



Medical Complexity 

• Children with medical complexity (CMC)
• Most medically fragile subgroup of children with 

special healthcare needs.  Increasing in prevalence. 
• Intensive hospital and /or community-based service needs 
• Reliance on technology, polypharmacy and/or home care or congregate care to maintain basic 

quality of life 
• Risk of frequent and prolonged hospitalizations which leads to high health-resource utilization and 
• An elevated need for care coordination
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Severe neurological impairment (SNI)
• Subgroup of patients with 

developmental disability
• Patients with SNI have 

developmental disability 
and are medically complex

• Dr. Julie Hauer: Caring for 
Children with Severe 
Neurological Impairment, A 
Life with Grace
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Types of Patients

• Life threatening illness
• Life shortening illness 

– *Values*
• Patients at the end of their life
• Medical complexity verse palliative care



How We Can Help

• Symptom management, psychosocial support, 
spiritual support, communication support, decision-
making support, prognostication

• Moral distress verse ethical concern
• Discussing compassionate discontinuation of 

medical technology, or helping determine what is 
ineffective medical care for a specific patient



Prognosis

• Not just about quantity
• Discussing prognosis does not take away hope (Mack et al)

• Most patients and parents want detailed information 
about prognosis (Ilowite et al)



Value based decisions 

• What is important to the patient, what brings them 
joy

• What do they perceive as suffering
• Quality of life 
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Hospice

• Prognosis
• Physician, nurse, chaplain, social work, child life
• Vast majority outpatient, inpatient facilities 
• Still a spectrum of medical life-prolonging therapies
• Do NOT have to be DNR
• Concurrent care for pediatrics, prognosis plus goals

– Medicaid, some private insurance, state dependent



MOLSTS  
• Medical Order Life Sustaining Technology
• For patients with ID/DD need the DD checklist
• Licensed psychologist or specially appointment 

physician to agree patient does not have capacity for 
these decisions and there is no HCA

• Based on medical condition that does NOT include 
consideration of their intellectual or developmental 
disability 
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Case study 1 

• 17 year old male with severe developmental 
disability

• Worsening intestinal motility
• Requires GJ tube
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Case study 2

• 33 year old female with moderate developmental 
disability and congenital heart disease with 
worsening heart failure due valve regurgitation
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Case study 3

• 25 year old female with moderate to severe 
developmental disability.  

• Had tracheostomy but has since removed
• Repeated admissions for worsening respiratory 

status
• ICU says she has “no quality of life”….
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