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WHY
SOMETHING

TO THINK
ABOUT?

Dementia is the result of a brain disease or injury,
such as Alzheimer’s disease, Lewy body disease, or a
brain injury or trauma

With progression an adult with dementia is
increasingly less able to take care of him or herself ...
and requires supervision and someone to help him or
her with necessities

Main dementia care options for most agencies are to
support the person in place (whether at home or in
their residential accommodation), refer to a long-term
care facility, or admit to a specialty dementia-capable
group home

Dealing with dementia calls upon agencies to make
some critical decisions about dementia care and
developing support resources



UNDERSTANDING DEMENTIA

Knowns...

People with ID have same rate of dementia
as general population

Some people with ID have higher rates
(e.g., Down syndrome, head injury)

Some % of any adult client pool will be
affected

Early interventions can aid in adapting to
changes and prolonging lucid periods

Effects of dementia will be progressive and
eventually lead to death

Unknowns...

Who will be affected?

How pronounced will be early changes?

How dramatic will be the changes in function?
How long will person live after diagnosis?

What other diseases or medical conditions may
be co-incident?

Which particular dementia-related behaviors
will be more evident?



Options jor dementia care

Staying at home

* Continued care by family members until eventual advanced dementia and end-of-life

 Considerations: home adaptation, close supervision for safety and avoiding self-harm or neglect
24/7, possible wheelchair use, palliative and/or hospice aid

Leaving home

* Admission to a nursing facility after non-ambulatory care is necessary
* Consideration: SNF capability & understanding of DS?
* Looking for an agency run specialty dementia care group home
» Other options — perhaps memory care centers, assisted living programs?

Agency focus
Outreach and
community supports

(HCBS)
Helping support family
caregivers

Agency Focus
Securing housing with
dementia specialty

care
Clinical team supports
Training for staff
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* single care
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Sequential adaptations and care

Source: JANICKI (2010)



Considerations RE: adults living with dementia
* When to ‘admit’?

* Ages, conditions, home capabilities, expectations for
length of stay eventual needs

* How to determine appropriateness (diagnostics)
e Staff make-up and capabilities
* Housing stock?

* Nature of physical housing: Adaptable for long term
care? Barrier free design? Suitable for dementia care?
Size (N residents)?

* Locational issues — In-community? Safety factors?
Wandering?

* Preparation?

» Staffing (training — dementia care); Adaptability for
ambulatory to non-ambulatory care; Consultation
availability?

* Licensing demands — State regulatory standards?
Which ‘system’ accountable? Financing?
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Mean Ages of Residents by Group Home (7 years)
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Deathy and (ength of stay

Original residents n=15
Survivor residents n=3 (27%)
12/15 (80.0%) died over 11 years
* Mean age at entry: 59.1
* [ID: 66.2; DS: 53.5]

* Mean age at death =67.5
 [DS:58.8;ID: 72.4]
* Males = 66.3 yrs; Females = 69.5 yrs

* Mean years from entry to death: 5.4 yrs
Mean age at entry of original residents who
> died = 60.9

> are survivors =54.4

* Deaths began 2 years following admission

* Average age of death for controls: 65.5 yrs
7/15 (47%) deaths among controls

8/2023

16

14

12

10

yrl

(2011) yr2(2012) yr4 (2014) yr5(2015) yr6(2016) yr7 (2017) yr8(2018) yr9(2019) yr10(2020) yril (2021)

o] o) 3 ] omnt aast o] o’ o) o) o] o] i3 14 15

Legacy residents




Mean Ages of Residents by Group Home (10 years)
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* Long-term residents age in place and mean age of residents
progressively rises

* New entry residents, if younger, lead to lower mean age, but
eventually also show aging in place

* Implications — with aging, comorbidities increase need for health and
medical care




Average LOS over 10 years for
3 group homes was 4.9 years
(58.5 months)

includes transfers, deaths, and
new admissions

Average LOS for 15 ‘legacy’
residents over 10 years was 8.3
years (99.6 months)
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* Of the 15 legacy residents 11 died and were replaced
by 15 others (greater mortality was noted among
legacy residents with ID compared to DS)

* All 30 residents (legacy and replacements) —
exhibited features related to decline (increasing
problems, more comorbidities with age, and lessened
function with dementia progression)

e With multiple homes, over time there were inter-
home transfers and new admissions, and the GHs
trended toward stage/level specialty care

* Costs and staffing patterns varied among the homes



p
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* Is the building set up for dementia care? (single
level, lighting, barrier free, yard)

* Have staff received specialized training?

* At what point does the agency ‘admit’ to the
home? Criteria? Matching to level of other
residents?

* At what point does the agency ‘terminate’ care?
What are the policies? End-of-life options?

* How is the daily support program
individualized? Involvement in community?
How adapted to change in functions? How long
do people stay at the home? Adaptable for
advanced dementia?

 What are the attitudes and capabilities of staff?
Is there comfort with dementia-capable care?
Comfort with skills?

* What are the training and clinical supports?




Location

* Normative
appearance and
siting

* Ease of access to
off-housing

resources and
amenities

* Control egress
and facilitate
outdoor use

* Evacuation factors
* Wandering paths

* Minimizing risk

* Single story
* Ambulation ease
* Wheelchair use

* Privacy vs public
spaces

* Planful transitions
with decline

* Functionality
(bathing, common
areas, colors,
lighting, etc.)



Guidelines for Dementia-related
Health Advocacy for Adults with
Intellectual Disabilities and

Dementia of the National Task Group
on Intellectual Disabilities and Dementia
Practices

®ntg

GUIDELINES FOR STRUCTURING
COMMUNITY CARE AND SUPPORTS
FOR PEOPLE WITH INTELLECTUAL
DISABILITIES
AFFECTED
BY DEMENTIA

www.the-ntg.org

MAYO DIAGNOSS AND TREATMENT GUDEUNES

CLINIC . ~ ndlx :
Comernus Recormmendaton

The National Task Group on Intellectual

Disabilities and Dementia Fractices Consensus

Recommendations for the Evaluation and

Management of Dementia in Adults With

Intellectual Disabilities

juie A Moran, DO Mchae! S R, MD, PHD; Seth M. Keller, MD;
Baldey K Srgh, MD: and Mathew P. jnd, PRD
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KEY RESOURCE WWW.THE-NTG.ORG

-

National Task Group on Intellectun
Disabiites and Dementia Practices

= Matthew Janicki

Welcome to The NTG

= mjanicki@uic.edu

= www.the-ngt.org
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