Flor/das
Braln Bank Program

Presented by
Jennifer Reynard




= Local, Non-profit Organization Serving
Caregivers Since 1984

= Orange, Seminole & Osceola Counties for
Face-to-Face Consultations

= _Support Groups
= Information & Referral Services
= Educational Programs
= Brain Bank - Covering a 20 County Area




People are Diagnosed
with Alzheimer’s Disease Every Day in
the US

= 1 EVERY 7 IS hewly
diagnosed

S —
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= In Central Florida there are close to
People Struggling with
Alzheimer’s disease
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~ There are Approximately Different ~ Dementias
There are Approximately Different Dementias
Vascular Dementia
Mixed Dementia

Dementia with Lewy Bodies (DLB)

Parkinson's Disease Dementia (PDD)
Frontotemporal Dementia

Creutzfeldt-Jacob Dementia (CJD)
Normal Pressure Hydrocephalus (NPH)
8. Huntington's Disease
9. Wernicke-Korsakoff Syndrome
10. Mild Cognitive Impairment (MCI)



Determine which are reversible & those not


= Established in by the Florida
and ADRC for the Purpose

of:

o Support Services to Alleviate
the Suffering of Persons with dementia
— and Their Caregivers

= To UlEl an Aggressive Research and
Advisory Component to Identify
Causes and Develop Treatment
Strateqies




The Alzheimer’s Disease Initiative

An Advisory Committee

Memory Disorder Clinics (MDC’s)

Model Day Care Programs

——

Respite Service

R

_Brain Bank & Research Database




for the

Highest Priorities

= Find A Cure




Highest Priorities

for the
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= Develop Simple,

less invasive

Diagnostic tests




Highest Priorities

for the
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Find More

Advanced
Therapeutic
Interventions




Highest Priorities

for the
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AND

Intellectual

Declines




Individuals over 18 with a Diagnosis

of dementia =" Eligible




= Full Neurological Work-Up

= A |ocal funeral home identified

- = Acceptance by the Regional

“"Neuropathologist




A Medical History Including:

— Interviews with the Patient and/or Close Family
Members

—

— Gather Patient's Past & Present Health Condition
— Gather Patient’s Family History

— Determine the Patient’'s Symptoms and when they First
Appeared
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Determines Orientation

Evaluates Cognitive Abilities

Tests Short Term Memory

~ Tests Ability to Perform Simple
S Calculations

R
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A Physical Exam Including: S‘ )2 ,///

» General Condition including blood pressure and
pulse

——

= Checks for Heart Conditions, Hardening of the
““Arteries, Kidney Disorders, Diabetes, Nutritional
Deficiencies, & Abnormal Hormone Levels




[ aboratory Tests:

= Blood & Urine Testing

= Determining the Presence of Infections,
Anemia, Liver or Kidney Disorders,
LaeDbDiabetes; Nutritional Deficiencies, &
~_ Abnormal Hormone Levels

——




Brain Activity and
Imaging:

= CT Scan or MRI can
show Brain Atrophy,
(Shrinkage), Tumors,
Strokes, previous head

__injuries, or Blood Clots
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S







Neuro Work-up

Continued

E—

PET or SPECT Scans Allow Braln
Functioning to be Evaluated

Normal Diseased

£
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continue
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Areas of the

ans, organize
___Responds to situations

—_—




Psychological and Psychiatric
Assessments:

= Tests Ability to Remember, Write, Reason,
_uwand Express Thoughts

——

® Rules Out Clinical Depression and Other
Psychiatric Disorders




“Neurological Evaluation:

e Testing of the Nervous System
e Evaluates Coordination, Sensory Abilities,

e Speech, Eye Movement, Muscle Tone &
~ Strength —
e Rules Out Parkinson’s Disease, Stroke,
& Brain Tumors




= Comparison of the patient’s clinical
symptoms ( medical records) with changes

found in the brain tissue can lead

researchers to a better understanding of
_wwmemory loss and other problems
~__experienced by patients




= “Autopsies Provide Valuable Information
that can Educate and Enlighten Families,
Physicians, and Researchers”

= “Ultimately, this Research will Uncover
- the Chain of Events that Leads to AD”




m Tissue Harvested within a Few Hours of
Death Still Contains Active Molecules
Involved in the Disease Process

Providing a Unique Resource for
Researchers

= From this _lissue they have Validated -
~ New Possible Therapeutic Targets for AD




= Softens the helpless feelings of the caregiver by
doing something positive for research

= Learning the precise ilinesses maybe a
tremendous relief to the family, helping them to
. close this chapter in their live.
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- rVery rarely will a report come back with a
diagnosis.




* |n the event that more than one family
member has a similar iliness, the autopsy

provides vital information to the family and
their doctor about possible genetic
~implications.
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= Removal of the brain does not leave any visible
marks so that it is still possible to have an open-
casket viewing and funeral.

= The procedure is a 35 to 45 minutes and therefore
will not interfere with any funeral plans the family
- wishes to make. -
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Place of Patient’'s Residence

Funeral Home
Doctors
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= The spouse and/or the Durable Power of
~Attorney for Healthcare or a guardian.
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Educating & Enlightening

—

= About the Cause of Death.

| H = About their personal risk of

& developing AD or other types of
dementia

= About Helping families attach
__meaning & purpose to the suffering.
' that occurs with these insidious
¢+ diseases.




Researchers & the Medical Community

= Doctors are Provided with the Neuro-
pathological Report so they can
compare pre- & post morbid diagnoses.

—
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= The Identification of Different

Chromosomes and Genes that are
Genetic Indicators for the Development.

_of Alzheimer’s Disease and other
dementias




——

:Fflgtime to start thinking and discussing a brain
autopsy 1s NOW, even though the patient’s death
maybe years away!

Often the patient wants to participate in the
application process. Is the patient an organ donor?
he brainis the only organ they can donate!

Jagning.éd&éadqﬂows Family Members Time t:)-
""Research, discuss, and make this difficult
Decision and then Prepare the Needed Paperwork.




Families may have difficulty making a decision of this
nature due to the belief that their religion does not

support organ donations. However, this practice is
accepted by most religions, but if concerned
- please consult your spiritual leader

——




= |s it important for Children of dementia Parents
to get a definitative diagnosis?




" |s a_complete body autopsy performed?

= Can | have an open casket?

S —

~ = Are there other ways to get a definitive diagnosis?
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The Central Florida Brain

— ‘ = -} I\ A U/

for Researchere< at:

. %

The Alzheimer Disease Research Center at
the Johnny Byrd Institute —Tampa -

S —

~ Indiana University —
Dementia

Johns Hopkins




Mayo Clinic-Jacksonville -

Mt. Sina1 Medical Center —




= |f they are already an organ donor, the only
organ they can donate is the brain, once
they have a dementia diagnosis.

= |f they have mild impairment, encourage
them to discuss their feelings about
Ludonating their brain in an effort to rid the
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_ world of these dreaded diseases.
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For More Information
Please call

(407) 843-1910 Ext. 308

or

1 (800) 330-1910 Ext. 308




