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Nomenclature
Words Matter

Nomenclature issues very important

Cut across all spheres of investigation
* Science/Research
* Clinical Care
* Public Stakeholders
- Government agencies
* Advocacy groups
* Research participants
* Under-represented groups




Confusion in the field on terminology

*Alzheimer’s Disease
Frontotemporal Degeneration
Dementia with Lewy Bodies
*Vascular cognitive impairment-dementia

*Mixed dementias

&y Working Groups

Research: Sandy Weintraub, PhD, NW University
Clinical: Marwan Sabbagh, MD, Cleveland Clinic, Las Vegas
Public Stakeholders: Jason Karlawish, MD, U of Pennsylvania

Facilitator: RAND Corporation




Nomenclature
Implications for Research

Science/Research: Must be precise

Clinicians: Must translate science to patients and vice versa

Public stakeholders: Stigma, willingness to participate in
research

*Sensitivity in under-represented groups

NOMENCLATURE FRAMEWORK

Level 1: Umbrella term for neurological disorders causing cognitive impairment and dementia

Each Working

Group

recommends an

umbrella term Level 3: Continuum of cognitive impairment from none to

severe (aka dementia)

eg., ” —
« None, slight, mild, Level 4: Syndromic description
moderate severe  Descriptive, with
+ Stage 0-5 cognitive and behavioral
+ None, MCI, mild, | domans, underling Level 5: Neuropathologies

etiology not specified.
moderate, severe Vo i e

dementia (memory, language, eg.
. mid/major executive, behavioral) and « amyloid

o noun (disorder, spectrum,
neurocognitive continuum) or ¢ tlau

disorder combinations + alpha synuclein
+ TDP-43
+ vascular
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Old Conception of Alzheimer’s
Disease

Dementia




NINCDS-ADRDA Criteria 1984

views & reviews
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impairea o memory e ther cogiti
sease. The diagnosis caanot be determin

oy, o coordination deficit early in the
rant peimarily | -ﬂvrn’\v\nmu
the ¥ Sdence
loga s providecontirmatoyevdence o the gl o deerla m,‘m.w«, eoarse and
1o therupy. The riteria peopoeed are intended o seeve a8 gide for the b
Alzheimer's disense: these critetia will be revised o

Reurope )
o possible, and
peany

Clinical diagnosis
of Alzheimer’s disease:

Report of the NINCDS-ADRDA Work Group* under the
auspices of Department of Health and Human Services
Task Force on Alzheimer’s Disease

Guy McKhan

MD; David Drachman, MD; Marshall Folstein. Mo, mm- Katzman, MD;

Donald Price, MD; and Emanuel M. Stadla

Alzheimer's disease is a brain disorder characterized
by a proressive dementia that occurs in middle o¢
late life. Th

report has been reviewed by workshop participants,
National Advisory Neu

tion of specific nerve cells, presence P
plagues, and neuroibrillary tanghes. Alterations in
transmitter-apecific markers include forebrain cho
linergic systems, and, cases, noradrenergic
d somatostatinergic systems that innervate the
cephalon.

A Work Group on the Disgnosis of Alzheimer's
by the National Institute of

Related Disorders Association (ADRDA). The group
intanded to establish and to describe clinical criteria
the diagnosis of Alzbeimer’s disease of particular
m:ptm‘n(e for research protocals and to deseribe
roaches that would be useful for assessing the
Ratal etory of the diasete: The need o Teine

dmnldumx ic criteria has been emphasized be.

s and Stroke
Counc, representatives of the ADRDA, and desig
nated reviewers epresenting professional societios
concerned with the diagnosis of Alzheimer's disease.
(Por st of professional sccieties and designated re.
viewers, see page 943.)
The report was developed by subgroups that ad
sed medical history, ¢ xaraination, nes
ropeychological tes sesments.
the report was then discussed in plenary semion
Based on & consensus of the participants, criteria
were developed to serve as a clinical basis for diag
osis. These criteria should be useful also for com.
parative studies of patients in different kinds of in
control studies
labo.

e not ye fully operatsanal because

of Achelma’s diseas e fund st wutopey % have
other d Izbeimer's d M

isease, The cri

teria are m'nthr vulh definitions in the current

over, therwpeutic trials can be meaningfully com
pared only if uniform criteria are used for diagnosis
and respoase to treatment.

The need for thia report was suggested by the
National Advisory Council of the NINCDS. The

Diagoostic fanual of Mental Disor
ders (DSM 111) and in the International Classifica
tion of Diseases. These criteria must be regarded as
tentative and subject to change. Additional longi
tudinal studies, confirmed by autopay, are necessary
10 establish the validity of these criteria in com
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Alzheimer’s Disease as a
Clinical — Pathological Entity




Alzheimer’s Disease

1984

NINCDS-ADRDA Criteria
Clinical-Pathological definition

}
2011

NIA-AA Criteria
Clinical syndrome with biomarkers for amyloid and neurodegeneration

2018

NIA-AA Framework

Alzheimer’s disease as a biological entity
defined by positive biomarkers for amyloid and tau

Clinical Spectra Independent

SEVERITY
MCI DEMENTIA

Executive Language || Visuospatial Behavior

Alzheimer’s Disease
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Executive
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& Plans for Future

Work groups continue to meet
Research/Science
Clinical practice
Public stakeholders

Present research implications to NIH at
workshop on February 16, 2021




Dementia Nomenclature Initiative
Winter 2021 Workshop

Goal: Update NIH and others on dementia nomenclature initiative progress; elicit
feedback on working plan.

1. Challenges of Current Nomenclature for Research, Clinical Care, and Public
Communication

2. Overview of the Dementia Nomenclature Initiative
3. Report from the Research Working Group
4. Working Group Updates: Clinical Care and Public Stakeholder

5. Panel Discussion: Through the Lens of Health Disparities

Thank you

Questions?




