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Palliative Care - getpalliativecare.org

• Specialized care focused 
on relieving the 
symptoms and stress of 
a serious illness

• Goal is to improve or 
maintain quality of life in 
whatever stage of illness

• Living as well as possible 
for as long as possible
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What is serious illness?

• Life-Limiting Condition (LLC) – there is no reasonable hope 
for cure, and will lead to early death (muscular dystrophy)​

• Life-Threatening Condition (LTC) – curative treatment may 
be feasible but may fail and be burdensome (cancer)​

• Chronic Complex Conditions (CCC) - condition that involves 
several organ systems or one organ system enough to require 
specialized care, often at a tertiary medical center (cerebral 
palsy, genetic conditions, trauma)

• Overlap with intellectual and developmental disabilities (IDD)
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Predicting Prognosis and Trajectory

• Some diseases have more predictable 
courses than others​ - static vs progressive

• Diseases of childhood include the 
uncertainty of neurodevelopment​

• New therapies may alter the course of an 
illness and change prognosis​

• Uncertainty is very difficult for families​
• Life-sustaining therapies and technologies 

may dramatically alter the length and 
quality of life​
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Palliative Care is…

• NOT closing the door on curative 
treatment​

• NOT pushing for less aggressive therapy​
• NOT only hospice and end of life care​
• NOT taking away hope​
• NOT giving up

• It is about living your best life

Presenter Notes
Presentation Notes
Source: University of Iowa Health Care Service Record 2018-2019 (new statistics available each Sept/Oct)
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Primary vs Subspecialty Palliative Care

• Primary palliative - provided by anyone on healthcare team
• Communication skills
• Attention to symptoms and quality of life
• Care coordination and collaboration between specialties
• Help with making decisions

• Subspecialty - provided by an interdisciplinary team 
• Communication in challenging scenarios
• Symptom management for quality of life with worsening disease
• Psycho-social-spiritual support for “total pain”
• Care coordination and collaboration
• Advance care planning, tradeoffs, life and death decision-making
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Palliative Care - getpalliativecare.org

There are small teams and limited 
resources for specialty palliative care. 
ChildServe and other facilities and 
hospice teams also provide palliative care 
expertise and training.
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Palliative Care - getpalliativecare.org

Clinic/Office-based Home-based
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Special considerations in IDD care
• What distressing symptoms are likely?

• Pain from spasticity, abdominal pain, central pain / neuro
• Dyspnea, secretion management, nausea, fatigue

• How are distressing symptoms evaluated?
• Patient report? Using appropriate scales?
• Behavior tracking?  FLACC
• Caregiver report?

• What treatment options are available?
• Pharmacological – considering side effects, med 

interactions
• Non-pharmacologic – therapy, integrative

• How will treatment trials be evaluated?
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Special considerations in IDD care
• What is anticipated future medically and cognitively?

• Stable?  Improvement?  Decline?  Fragility?
• What future quality of life or life and death decisions are 

reasonably predictable?

• How are healthcare decisions made?
• Patient with or without support?
• Advance Directive designated by patient with capacity?  
• Legal next of kin?

• Is there consideration of appointing a legal guardian?
• Iowa law currently requires a guardian to have additional 

court approval to withhold or withdraw life-sustaining 
treatment, which requires support from team

• Is IPOST an option to consider?
• Portable order with CPR/DNR and other decisions
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CAPC

Center to Advance 
Palliative Care – for 
healthcare providers

Iowa Health Care has an 
institutional 
membership

VitalTalk

Website and app 
with evidenced 
based guides for 
serious 
conversations

CPN and 
NeuroJourney

Courageous Parent 
Network – designed 
by parents with 
clinician support

The Conversation 
Project

Helping people share 
their wishes for care 
through the end of life

Other resources
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