End of life and code status discussions in adults with Down syndrome
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BACKGROUND

RESULTS/SUMMARY

DISUCUSSION (cont.)

Discussion of code status and access to palliative care, when
used appropriately and effectively, can greatly enhance the
quality of life and satisfaction of patients and families. The
COVID-19 pandemic heightened concerns about how care
was allocated and DNR decisions were made for individuals
with intellectual disabilities.1,2 This literature review was
created to explore what is known about decision making
around end-of-life care and DNR status for patients with DS.

After limits were applied, 29 articles were reviewed and only 1 article met inclusion criteria.3 Thirty-six patients with
DS were included in a cohort of 287 patients studied that demonstrated feasibility of two clinical tools to recognize
decline in status and create a person-centered approach to end-of-life decision making.

• There is a large heterogeneity of degree of ID at baseline in people
with DS. This is often superimposed with increased incidence of
dementia for many in their 50s
• DS cohort patients were found to have more relocation changes
including group homes and nursing home placements than their
non-DS counterparts5. This may lead to disjointed continuity of
care and logistical advanced care planning.
Toward practical guidelines: for further consideration by DSMIGUSA
• A standardized guideline for approaching GOC conversations to
avoid implicit biases and to involve the patient to the extent
possible
• Identifying who is the principal surrogate decision maker for the
patient over time as it is likely to shift
• Introduction of GOC discussion early during serious disease states
• Training of primary care providers who care for adults with DS in
adapted GOC discussions is a start but involving specialists and the
interdisciplinary team is critical.

OBJECTIVES/AIMS

A need exists to create models for approaches to End of Life
discussions in specific disease populations. In 1999 a conceptual
model for Advanced Care Planning (ACP) in patients with HIV was
developed. This work unveiled the concept that different pre-existing
conditions lend to varying experiences and priorities which must be
carefully addressed by both specialists and the primary care
provider4.

1. Identify original research articles in peer-reviewed
medical journals that discuss Goals of Care (GOC)
conversations in individuals with DS
2. Expanded to also identify articles addressing end-of-life
care in all patients with intellectual disabilities

DESIGN/METHODS

Dr. Jett is fortunate enough to be entering a Hospice and Palliative
Medicine Fellowship for the 2022 cycle and will be using concepts
from this study4 to begin developing practical applications for
healthcare providers who care for pts with DS.

A PubMed search was completed in March and April 2022
using MeSH terms: [DS + Resuscitation orders], [DS +
Resuscitation], [DS + Terminal care], and [DS + Advance Care
Planning] with limits human, English, and > 19 years of age
applied. Exclusion criteria included data not related to key
question, non-quantitative or duplicate data, clinical
opinion only, review articles, or < 5 subjects.
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Gaps in clinical knowledge: Research required to address key questions
The limited published data highlights an important gap in research and potential for negative repercussions for
individuals with DS.
Unique challenges to broaching EOL discussion in DS:
• Distorted perception of time
• Implicit bias on the part of caregivers and healthcare providers who may be underestimating the lifespan or
quality of life of DS patients
• Heightened perceptions of own intellectual disability
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