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Misdiagnosed and Misunderstood



My Story Is 
Personal, 
But I’m Not 
Alone 
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Some of the most common causes of 
dementia are:

• Alzheimer's Disease
• Lewy Body Dementia
• Frontotemporal Degeneration (FTD)
• Vascular Dementia
• Mixed Dementias

The Dementia Umbrella
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What is FTD?

A type of dementia 
caused by a family 

of disorders

Leading cause of 
dementia in those 
younger than 60

Changes in behavior, 
personality, 

communication or 
movement are common 

symptoms

Large caregiver burden 
due to age of onset 
and symptomology

Takes an average 
of 3.6 years to 

achieve diagnosis

Genetic cause 
found in 

approximately 20% 
of those diagnosed
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Behavioral Variant FTD 
(bvFTD)

FTD: A Cluster of Complex Disorders
also called: frontotemporal dementia, frontotemporal lobar degeneration or Pick's Disease

Progressive

Behavior/ 
Personality 
Change

Primary Progressive 
Aphasia (PPA)

Progressive

Communication 
Change

Subtypes:
• Nonfluent/Agrammatic 

Variant
• Semantic Variant
• Logopenic Variant

Progressive

Motor Function/
Movement Change

Corticobasal Syndrome 
(CBS/CBD)

Progressive Supranuclear 
Palsy (PSP)

FTD + Motor Neuron 
Disease (ALS-FTD)
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Diagnosing FTD
• Probable Diagnosis: Clinical Diagnosis

• Imaging(MRI, FTDG-PET)
• Neuropsychological testing
• Evaluation of symptoms

• Definitive Diagnosis: Autopsy or Genetic Test

• Apathy
• Disinhibition
• Loss of Empathy
• Executive Dysfunction
• Compulsive Behavior
• Hyperorality

Behavioral Movement

• Muscle Weakness
• Muscle Rigidity

Language

• Changes in Word 
Finding

• Changes in Word 
Understanding

• Changes in Word 
Order
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FTD Treatments & Therapeutic 
Interventions

There is hope with current research and research participation

There is no FDA approved disease-altering or symptomatic treatment yet. But we're closer 
than we've ever been.

• There are effective treatments and approaches to help manage symptoms:
o Off-label use of medications to treat symptoms
o Families can learn to use dementia-supportive approaches to respond and provide care
o Rehabilitative therapies: Speech Therapy, Physical Therapy, and Occupational Therapy, as 

well as Palliative care

Active research is looking for FTD-specific treatments, and research volunteers:
o Learn more: ftdregistry.org/find-a-study/
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Our mission is to improve the quality of life of people affected by FTD and drive research to a cure. 
We work every day to advance:

AFTD – From Hope 
to Action
AFTD envisions a world with compassionate care, effective 
support, and a future free of FTD.

Research Support

Education Advocacy

Awareness
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AFTD Resources for Families
HelpLine: info@theaftd.org

866-507-7222

Website: www.theaftd.org

Support: www.theaftd.org/living-with-ftd/aftd-support-groups

Grants: Respite, Travel, Quality of Life

Webinars: www.theaftd.org/category/webinars/

Annual
Conference: Spring/In-person and Virtual

Publications: Help & Hope
Partners in FTD Care
The Doctor Thinks It’s FTD. Now What?

What About the Kids?
Understanding the Genetics of FTD

theaftd.org/living-with-ftd/resources
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How to Get Involved

Share FTD 
information 
and increase 
awareness

Raise funds in 
support of 

AFTD's mission

Join AFTD's 
Volunteer 
Network

theaftd.org/get-
involved/volunteers-

network

Become an 
advocate for 

change!
Sign up at

theaftd.org/get-
involved/advocate/
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Stay Connected with 
AFTD Resources

Contact AFTD’s HelpLine

info@theaftd.
org
866.507.7222

Scan to sign up for 
AFTD’s newsletters
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Questions?


