Strategies for Developing New Dementia Advocates in Families Affected by Genetic FTD
Ansel Dow, Basebuilding Team Lead, Cure MAPT FTD
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Strategy #2: Escalating Responsibilities Strategy #3: Collaborative Projects Strategy #4: In-Person Meetings
An advocate trainer must create the A direct ask is a request for the trainee to A collaborative advocacy project can be a classroom In-person meetings allow new advocates to
conditions for trainees to take on new  take on a specific task. If done well, it will where trainees learn to find creative solutions and work develop meaningful personal relationships with  1-on-1 conversations
responsibilities of escalating complexity. create a change in the trainee’s effectively with their colleagues. Split the work into others much faster than online-only contact. * Conferences
The trainer should provide helpful models understanding of their own role, from sections assigned to trainer and trainee; the trainer will Although these meetings are often expensive * Lawmaker advocacy
for the trainee to observe, assess the  passive to active. The task should be model behavior on how to address roadblocks that the and difficult to organize, they can accelerate the * Family reunions
trainee’s strengths and interests, and proportional to the trainee’s experience, big trainee can learn from. Ask for the trainee’s input and take growth and commitment of trainees.
encourage the trainee to ask questions. The enough to require focused effort but not so their answers seriously: “Let’s try it your way and see how N _ .
trainer must then make a direct ask of the big that success seems unachievable. it goes!” In—perspn events are gre.aic oppprtunltles to introduce famlly .members who
trainee otherwise would not participate in advocacy work. The friendships that form in
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e Someone else will do it

* I’m still learning how things
work

* |Imightdo itwrong

* | wouldn’t know who to ask

Direct Ask

Will you do
this task?

* Thistaskis important and
meaningful

* Others are counting on me
to do this

* It’s ok if | make a mistake

* I’'m part of ateam that

“Who do you think we
should contact first?”
“Based on what she said,
do you think we should
follow up again?”

“If they don’t reply to the
email, try sending them a
text”

“Here’s a list of genetic
counselors who work on
FTD; start with them”
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