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Presenter Notes
Presentation Notes
Do a short introduction of yourself.THANK Host Site for their interest in the programTHANK the audience for attending the program:Acknowledge that FTD and PPA are often misunderstood and not always recognized. in the community and even in the healthcare fieldShare that AFTD seeks to increase awareness, promote earlier diagnosis, and support quality care for all of those impacted by PPA and the all FTD disorders.
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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 
ChangePrimary Progressive 

Aphasia (PPA)

Progressive

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)

Communication 
Change

Presenter Notes
Presentation Notes
Frontotemporal degeneration is not caused by a single disease but caused by a cluster of complex disorders. There are 3 main clinical presentations of FTD: Initial changes in personality and behavior; language and communication; or movement and motor skills.The names of the FTD sub-types (or variants) are listed here.Symptoms vary among people with the same diagnosisOne person’s experience with FTD can look very different from another person.Let’s take a closer look at where changes often occur in the brain when someone has PPA or another FTD disorder.
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With FTD, What Happens Where?
Temporal Lobes
Processing sensory information

Right Lobe
• Inhibition of speech
• Visual memory, pictures, 

shapes and faces, art

Left Lobe
• Verbal memory
• Understanding words and 

names
• Sorting new information

Frontal Lobes 
Prefrontal cortex
• Reasoning, 

decision making 
• Control of behavior
• Executive functions    

(Planning, organizing)
• Problem solving
• Attention, 

concentration
• Emotional control 
• Safety awareness
• Initiating action
• Physical movement

Front                                                                  Back

Presenter Notes
Presentation Notes
YOU may wonder why these specific changes or symptoms happen.COMMUNICATION:The temporal lobes are  located on the sides of the brain almost directly under your temples. This area includes auditory, olfactory, vestibular, visual and linguistic functions (Keirnan 2012).This area is also associated with language processing, whether it is written or spoken (UCSF 2021)The left lobe is primarily involved in understanding or comprehending language.PPA is a neurodegenerative condition that continues to progress. The symptoms can vary from person to person but will impact other areas of the brain and functioning that . This deterioration may cause ongoing changes and expand to other areas of the brain.Symptoms may overlap with the other FTD disorders.BEHAVIOR  & PERSONALITY:�The frontal lobes are the located in the front of the brain, one in the right hemisphere and one in the left hemisphere, The frontal lobe in the left hemisphere is critical for motor control of speech. The frontal lobe is also responsible for judgement, personality, inhibitions, and a persons affect.This is why FTD, which starts in this part of the brain, can cause personality changesWith behavioral variant FTD, noticeable behavioral and personality changes are often the first signs of the disease seen by the familyThe frontal lobe also focuses on initiating action and physical movement
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Nonfluent/Agrammatic

• Agrammatism – omitting 
words, errors in use of 
word endings, verb tense 
and pronouns

• Difficulty swallowing

Signs and Symptoms of Primary 
Progressive Aphasia (PPA)

Semantic

• Anomia – inability to 
recall names of objects

• Difficulty reading & 
writing words that don’t 
follow pronunciation or 
spelling rules

Logopenic

• Difficulty with finding the 
right word when 
speaking

• Difficulty with repeating 
phrases

Presenter Notes
Presentation Notes
Not all persons with PPA are given a diagnosis that includes a determination of a specific variant. This typically occurs at specific FTD research centers. On this slide, I’ll review some of the symptoms which can be associated with a particular variant. This info may be helpful.Primary progressive aphasia (PPA) is characterized by progressive loss of oral and written language skills.Comprehension and language expression may be affected.The nonfluent/agrammatic variant of PPA primarily affects speech production:Individuals begin to lose proper grammar (especially their ability to use small connecting words) but have preserved language comprehension for specific items/objects. This causes speech to become effortful and hesitant; and sentence length becomes progressively shorter or truncated.Writing and language comprehension may be affected in the same manner.  The semantic variant is primarily a loss of word meaning  or anomia:Here, the meaning of specific words is lost, and both comprehension of the word and the ability to retrieve the name of an object may be lost. Difficulty reading or writing words that don’t follow pronunciation or spelling rules.The person retains fluent speech and proper grammar.Word substitution errors are common. Logopenic PPA:The logopenic variant is most often caused by Alzheimer’s disease but is sometimes caused by FTDWith this variant, speech is slow, but grammar and comprehension are less affected.A person may lose the ability to repeat phrases or sentences.Sound substitutions are also seen, as in the wrong word is used which rhymes with the intended word. 
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Communication Approaches:
 The early stage of PPA

Speech language pathologist (SLP) evaluation is critical to initially and then periodically 
assess to:
• Create a personalized care plan which may include:

• Alternative communication strategies and consider communication tools and devices.
• Rehearsal lists or scripts for commonly used words or phrases that are unique to the person.

Adapt the environment and communication approaches:
• Reduce background noise and distractions
• As much as possible, use face to face communication
• Speak slowly and allow time for a response
• Use compensatory techniques, like cueing, clarifying meaning or describing the word to 

facilitate success, rather than “perfect” communication
• Ask for clarification is communication is unclear. Do not pretend to understand.

Presenter Notes
Presentation Notes
Strategies and approaches are indivualized and person-centered.Families may be challenged with SLPs and insurance issues. Seeking out SLPs with PPA experience can be key.Audience members may want to view our recorded webinar by Becky Khayum, and SLP, who talks about this issues and finding SLPs with PPA experience.
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In the middle stage of PPA
Use scripts developed in SLP therapy to continue to discuss topics of interest in daily life”
• Favorite activities, family, info about the diagnosis, etc.

Simplify questions and directions:
• Always let the person take the lead. Ask them how they want to be helped, whenever 

possible.
• Give one direction or ask one question at a time.
• Use questions that offer a choice rather than ones that are open-ended, like:

• Would you like coffee or tea for breakfast? (Instead of what would you like to drink?
• Shall we have pizza or pasta for dinner?
• I wonder what we should do together today. Would you like to go to the park or work in the 

garden?
Use affirming statements like:
• Take your time, I can wait.
• We’ll figure it out. Maybe we can come back to this later.
Seek out a neurological or neuropsychological assessment if new behavioral or movement 
challenges occur

 

Presenter Notes
Presentation Notes
NOTE: 
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In the late stage of PPA
Use multiple modalities as verbal communication becomes increasingly challenging, such 
as:
• Gestures, writing single words, drawing
• Visual cues, picture board

Anticipate consistent needs, when possible

Regularly check in for comprehension or agreement
• Nonverbal cues or confirmation that person is comfortable is communication

Get referral to a SLP for an evaluation of swallowing or dysphagia as needed

Seek out a neurological or neuropsychological assessment if new behavioral or movement 
challenges occur as well as talking with medical team about hospice referral. 
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Building a Care Team

Presenter Notes
Presentation Notes
Since PPA has no FDA approved treatment. Caring for a person with FTD requires a team approach to manage the complex ever-changing symptoms a person experiences. Care teams can consist of:Family, Friends, and Community SupportA medical team:  Primary care doctor, Neurologist, Nursing staffSocial worker, Therapist Speech and Occupational Therapists if neededElder law:  Medical directive, Power of attorney, guardianship, Disability qualification, and Medicare/Medicaid as neededPalliative Care and HospiceFor both the person with FTD and the care partner, having others involved in providing care and making difficult care decisions is key.
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AFTD Resources

Presenter Notes
Presentation Notes
I want to provide a quick look at AFTD and a snap-shot of some of the resources that AFTD provides to families and also to healthcare professionals.
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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 

• Awareness 

• Support 

• Education 

• Advocacy

Presenter Notes
Presentation Notes
AFTD’s mission is to improve the quality of life of people affected by FTD disorders and drive research to a cure. We work every day to advance:Research. We promote and fund research toward diagnosis, treatment and a cure.Awareness. We stimulate greater public awareness and understanding.Support. We provide information and support to those directly impacted.Education. We promote and provide education for healthcare professionals.Advocacy. We advocate for research and appropriate, affordable services.Everything AFTD staff, board members and volunteers do, revolves around these 5 mission areas. 
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Resources from AFTD
HelpLine

Websites

Publications

Grants

Support

info@theaftd.org
866-507-7222

www.theaftd.org
www.aftdkidsandteens.org

Help & Hope
Partners in FTD Care
The Doctor Thinks It’s FTD. Now What?
What About the Kids?
Understanding the Genetics of FTD
Walking with Grief: Loss and the FTD journey 

Comstock Respite, Travel, Quality of Life
 https://www.theaftd.org/living-with-

ftd/resources/comstock-grants/

National and regional on-line and local in-person groups
theaftd.org/living-with-ftd/aftd-support-groups

Presenter Notes
Presentation Notes
AFTD is here to help. No one needs to face a FTD diagnosis alone AFTD offers a number of informative newsletter and publications. You can register through AFTD’s homepage on the website to begin receiving the newsletters or to order the publications:AFTD offers 3 Comstock grants:The respite grant offers up to $500 for caregivers who live with a loved one with FTD.Travel grants give caregivers help with attending FTD conferences.Quality of life grants help those diagnosed with an FTD to access services or supports that will improve their quality of life.AFTD’s various Support Groups are a lifeline for families:	FTD-affiliated support groupsPhone groups (incl. FTD/MND, Parents, Men)Social networking programsFor People with FTD:Web-based support groups There is more – you can check out the website or contact the HelpLine for more information.
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AFTD Resources for Managing PPA
Printed or web-based resources 
Detection & Diagnosis:
PPA Diagnostic Checklist: A resource for families and healthcare providers: 
• https://www.theaftd.org/wp-content/uploads/2023/09/Diagnostic-Checklist-PPA-9.23.pdf

Know the Signs and Symptoms:
• Nonfluent variant: https://www.theaftd.org/wp-content/uploads/2018/03/FTD-Signs-and-

Symptoms-nfvPPA.pdf
• Semantic variant: https://www.theaftd.org/wp-content/uploads/2018/03/FTD-Signs-and-

Symptoms-svPPA.pdf
• Logopenic variant: https://www.theaftd.org/wp-content/uploads/2018/03/FTD-Signs-and-

Symptoms-lvPPA.pdf

Maximizing Communication Success in PPA: Winter 2016 Partners in FTD Care
• https://www.theaftd.org/wp-content/uploads/2018/03/PinFTDcare_Newsletter_Winter2016.pdf

https://www.theaftd.org/wp-content/uploads/2023/09/Diagnostic-Checklist-PPA-9.23.pdf
https://www.theaftd.org/wp-content/uploads/2018/03/FTD-Signs-and-Symptoms-nfvPPA.pdf
https://www.theaftd.org/wp-content/uploads/2018/03/FTD-Signs-and-Symptoms-nfvPPA.pdf
https://www.theaftd.org/wp-content/uploads/2018/03/FTD-Signs-and-Symptoms-svPPA.pdf
https://www.theaftd.org/wp-content/uploads/2018/03/FTD-Signs-and-Symptoms-svPPA.pdf
https://www.theaftd.org/wp-content/uploads/2018/03/PinFTDcare_Newsletter_Winter2016.pdf
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AFTD Resources for Managing PPA
Recorded Educ Webinars

PPA: Approaches to Treatment: Session from 2024 Conference: Maya L Henry, PhD, CCC-
SLP, Dept of Neurology, Univ of TX, Austin
• https://www.youtube.com/watch?v=v7Mf3XUv4Mc&list=PL0kAdIv_fhNfS7fNtIv7JveSSJXbnX-

zK&index=7

Maximizing Communication, Maintaining Connection: Person Centered Care for PPA: Dr. 
Darby Morhardt and Dr. Emily Rogalski of Northwestern University
• https://www.theaftd.org/posts/front-page/aftd-webinar-maximizing-communication-maintaining-

connection-person-centered-care-for-ppa/

What You Should Know about PPA: Emily Rogalski, PhD, Northwestern Univ, Mesulam
Center for Cognitive Neurology and Alzheimer’s Disease
• https://www.theaftd.org/posts/webinars/webinar-what-you-should-know-about-primary-

progressive-aphasia-ppa/

https://www.youtube.com/watch?v=v7Mf3XUv4Mc&list=PL0kAdIv_fhNfS7fNtIv7JveSSJXbnX-zK&index=7
https://www.youtube.com/watch?v=v7Mf3XUv4Mc&list=PL0kAdIv_fhNfS7fNtIv7JveSSJXbnX-zK&index=7
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AFTD Resources for Managing PPA
Support Resources

Persons Living with PPA
• Living Well with PPA- 6 week educational support program for those newly 

diagnosed.
• Zoom Support Group for people living with FTD.

Family Care Partners
• Local FTD care partner supports in many areas can be found on AFTD website.
• Some local areas have PPA specific support groups for care partners
• National Zoom Support Group focused on language variants of FTD.

Contact the AFTD Helpline for more information about any of these groups. 
info@theaftd.org
866-507-7222
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AFTD Resources for 
Medical and Care 
Professionals

• Partners in Care quarterly publication focusing on a 
specific issue or topic

• Partners in FTD Care | AFTD (theaftd.org)
• Webinars and Annual Conference: Some webinars offer 

CEUs/CMEs
• AFTD Helpline: 1-866-507-7222 or info@theaftd.org

For additional info, go to For Health Professionals | AFTD 
(theaftd.org) or contact the AFTD Helpline.

Presenter Notes
Presentation Notes
AFTD has a number of resources that can help medical clinicians and care professionals to better support those with FTD:AFTD’s Partners in Care is a quarterly publication focusing a specific FTD variant, challenging symptom or a common problem or concern.  Each Partners in Care includes articles of interest to professionals and families.AFTD Health Professionals web-page includes additional topics around clinical presentation and care.Monthly, AFTD offers free webinars, with topics of interest to professionals and families.

https://www.theaftd.org/for-health-professionals/partners-in-ftd-care/
https://www.theaftd.org/for-health-professionals/
https://www.theaftd.org/for-health-professionals/
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FTD Research Opportunities
Scientists are closer than ever to new therapies and diagnostic tools for FTD 
and we all have a role to play in helping the research succeed.

• Many FTD clinical studies and trials are underway, 
seeking participants. 

• Studies include experimental treatments to target FTD 
symptoms as well as potential disease-modifying treatments for people 
with sporadic and familial FTD. 

• Studies also include naturalistic/observational studies to map 
the course of FTD.

• Some studies do not require the participant to know their genetic status. 

Presenter Notes
Presentation Notes
Many FTD clinical studies and trials are underway, �seeking participants. Studies include experimental treatments to target FTD symptoms �as well as potential disease-modifying treatments for people with sporadic and familial FTD. Studies also include naturalistic/observational studies to map �the course of FTD.Some studies do not require the participant to know their genetic status. 
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Where to Learn More 
Sign up for the FTD Disorders Registry: ftdregistry.org

• Co-founded by two non-profits, the Registry is a resource for persons diagnosed, families, and caregivers 
to participate in research.

• Healthcare providers and others may sign up to receive communications.
• The Registry provides one location to learn about research participation opportunities and share their 

stories to inform research design. 
• Participants’ personal information is NEVER shared. 

Sign up for AFTD newsletters to stay informed about research opportunities and progress: theaftd.org

Presenter Notes
Presentation Notes
AFTD encourages everyone affected by FTD – including those diagnosed, their family members, and caregivers – to enroll in the FTD Disorders Registry at FTDregistry.org. The FTD Disorders Registry is a secure electronic database that allows people impacted by FTD to participate in survey research and informs them of research opportunities and scientific advancements. Healthcare providers, researchers, clinicians, study coordinators, and other FTD allied professionals are invited to sign up to receive the Registry's quarterly newsletter: https://www2.ftdregistry.org/allied-pros-list
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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!

Presenter Notes
Presentation Notes
There are a number of ways that people and families can get involved and make a difference:Research: The FTD Research Registry helps people learn about and participate in FTD research.You can Share information with your network and colleagues. And Help us to stop the stigma of FTD.Consider raising funds to support AFTD’s mission.Join our AFTD Volunteer network to help us spread the word in your community.Become and advocate for change in your community.
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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?

Presenter Notes
Presentation Notes
If there is any remaining time, I’m happy to take questions or comments.If I can’t answer a question, know that you can always refer to our website for more information or contact AFTD’s Helpline by phone or email:HelpLine:	info@theaftd.org 	866-507-7222
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