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Support and Care for Persons with FTD and Families:
A Different Approach

* The FTD Pathway

* How is caring for someone living with FTD different than
other forms of dementia?

e Care and support for persons living with FTD and their
families: What is possible?

 Using technology to support persons living with FTD and
their families
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The CARE PATHWAY MODEL for Dementia
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FTD does not follow the same pathway as other

forms of dementia




FTD: Different Pathway — Different Interventions

* FTD is not associated with memory problems

* Person & family centered approaches need to include
assessment of:

— Cognitive and functional abilities
— Interests and preferences

— Decision making capacity

— Components of family functioning
— Developmental phase

— lliness time phase
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- How does FTD affect:

The person 28
who has it? £ 4 Relationships
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Different Caregiving Experience

* FTD symptoms/behaviors — loss of emotion, apathy -
disruptive to relational connection and communication

 Higher levels of depression, stress and burden.
* Younger age of onset
e Difficulty obtaining diagnosis

I\ Northwestern
Medicine’



M Northwestern
Medicine’

Care and Support for Persons Living with FTD: What

is Possible?




"R Non-medication approaches

* Family education and understanding of symptoms
* Care partner approach, attitude and expectations

* Care tailored to the person’s preferences, abilities
and strengths
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B Communication Strategies

* Adjust expectations regarding ¢ Verbal or visual cues for word

how the person expresses finding or naming difficulties.
themselves. It’s ok if not Ask for gesture or
speaking grammatically. Do demonstrations.

not over correct or interrupt.

* If someone has difficulty

* In some instances try understanding you simplify
electronic communication your communication. Use
alternatives. shorter sentences, slow

down, emphasize key words.
Take your time.

NV Northwestern Seek Early Speech Pathology Input
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B Behavior Strategies

* Apathy e Disinhibition & Impulsivity
— Accept that you may need — Use firm but kind limit
to initiate and carry setting to re-direct
conversation — Use humor
— Use positive motivation — Use companion cards
and feedback

— Avoid rationalizing
— Redirect / supervise to

keep on task

— Remain calm

— Empathize with their

— Look for signs of self- frustration

neglect, safety risk
o . — Ask how you can help
— Capitalize on remaining

strengths, abilities,
preferences
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Bl \What do family care partners of persons living with

N

FTD suggest?

“*Don’t try to reason with your loved
one if he or she is unable to do so.

*** Choose your battles

*** Modify your own expectations
rather than expecting the person to
be the way he or she was
before...acceptance is slow but is
the key to setting you free.
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**If the person with FTD has impulse

control difficulties, don’t set them
up to fail by presenting them with
environmental cues that elicit
problems.

“*If the person is frustrated by

communication difficulties, avoid
placing them in situations in which
communication is heavily relied
upon, such as phone calls, group
day programs, or large social
gatherings.
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Not every strategy will work for every person living

with FTD and not every strategy will work every
time.




Bl Using Technology

Internet-based Videoconferencing, Support/Chat Forums/Groups

YAHOO!

GROUPS

facebook.
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- COmunication BRIDGE

Telemedicine randomized controlled trial for adults with mild PPA evaluating whether a
person-centered treatment maximizes functional communication participation better than
a dose-matched control treatment.

Who? Key Study components:

* Individuals with a diagnosis of Primary * 5 Evaluations with a licensed
Progressive Aphasia (PPA) and their speech language therapist
Communication Partners « 15 Therapy Sessions with a licensed

Why? speech language therapist over the

* To better understand the effects of speech course of 1 year
language therapy on communication * Exercises through customized Web-
abilities for individuals with PPA. Application

Where?

 All components of the study take place
remotely via video-conferencing.

communicationbridge@northwestern.edu | 312-503-4012
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AR On Your Side: Online Support and Education for
Individuals with PPA and Their Families

* Feeling sense of belonging through
shared experience

ON YOUR SIDE:

Ouline Edueation amd Support [or Tiddividuals with Demenlia

The Cognitive Neurology and Alzheimer’s Disease Center of Northwestemn University

L] L]
invites you to join a10-week on-ine research study for individuals with Primary
* Sharing compensatory strategies T e
will parficipate in 10 weekly support and education group sessions that will provide:
1) Education and resourtes, 2) Coping strategies 3) Emaotional support 4)
Opportunity to leamn from one another. Internet access and sidls are required. Each
group is 2 hours n length. There is a $200 charge to participate n this project
(st f Checks payabic fo University CRADC.

IRBE STUMNIZZ143-MODIMS

* Connecting over changes/loss g~

WEEK 2 — March 21, 2016
What are the current research findings in WEEK 8 —May 2, 2016

and the underlying causes of PPA aphasia and care pariners

WEEK 4 — April 4, 2016
Ci ication Strategi

* Expressing S e

WEEK 5 — April 11, 2016
Living with PPA: Psychosocial
Considerations

resilience/empowerment e

Northwestern o
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B Experiences of FTD Support Group Participants

 Sense of belonging in spite of * The relief to be able to share,
differences in symptoms and give and receive support
backgrounds. from others and have the
ongoing professional support

* Ability to empathize with and information.

each other’s challenges with

the limitations of the health * A sense of hope.
care and social service

systemes.

* Taking the effort to try to
create something positive.
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