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End-of-Life Care contains 20 chapters from leading experts that cover issues from ethics and law and pain
management to coping with grief and bereavement in the context of the lives of children and adults with
developmental disabilities.
There has been increase in awareness of end-of-life and palliative care issues in recent years for the general
public, as well as for people with intellectual and developmental disabilities (IDD). Despite these changes,
clinical experience, public attitudes, medical practice, and legal opinion concerning caring at the end of life vary
significantly across the United States.
Improving End-Of-Life Care For Those With Intellectual Disabilities Claire Lavin is a professor of psychology
at the College of New Rochelle in Westchester County, New York. A licensed clinical and school psychologist,
she works with children and adults with disabilities in facilities and school districts in the greater New York
City region.
Within these standards, the need for appropriate end-of-life care for adults with Intellectual Disability (ID) was
highlighted. ‘People with life-threatening or life-limiting conditions and their families have . access to specialist
palliative and end-of-life care, receive care and support,
E-News Exclusive. End-of-Life Care for Aging Adults With Intellectual and/or Developmental Disabilities. By
Anna Panzo, MSW, LCSW . One of the advantages of modern medicine is the ever-evolving improvement in
health care and medical treatments.
Preventive care checklist for adults with developmental disabilities: The level of evidence is indicated for each
recommendation and is based on the cited reference or references.
Life expectancy. Physicians were more likely to take a ‘wait and see’ approach. In a quarter of those who went
to the doctor or to hospital, the concerns of the person with intellectual disabilities, their family or paid care staff
said they were not taken seriously enough by medical professionals.
End of Life Care. ? Goal: integrate palliative approach (symptom control, comfort, family support) into existing
pattern of care (6) purely palliative model. ? Early referral to palliative care(7) ? time to build trust / familiarity
with services. ? palliative care professionals gain knowledge of patient’s lifestyle / usual behaviour.
The Coalition for Compassionate Care of California (CCCC), in partnership with Mildred Consulting, has
undertaken the effort to try to understand more about conservatorship of people with developmental disabilities
with an aim of fostering greater self-determination and empowerment of this population throughout life as well
as at the end of life.
Second, this time period has witnessed significant cultural changes regarding medical decisionmaking, end-oflife care, and advance care planning, as bioethical principles evolved from a paternalistic to an autonomy-based
approach. 39 Third, although the needs of people with intellectual disabilities were largely absent from early
discussions to promote advance care planning and palliative approaches to care, providers and advocates have

sought to bolster the autonomy of community members ...
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