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Today, we are going to share the journey of stroke and aphasia recovery from our perspective.  Me, as a patient.  And my mom as the caregiver.  

We will share Lessons we have learned along the day.  

And share resources we’ve found helpful.





Rehab Professionals Make a Difference
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First. Thank you for having me.  

 As a stroke survivor, I want to share that the person I am  today is here because of people like you.

People who believed in me.

People who used their expertise to help me walk.  And talk.  And to survive.  

Your profession has the power to make a big difference in the quality of life for stroke survivors like me.  








Life Changed in an
Instant

Speaking

Reading

Writing

Paralysis
Psychosocial Issues
Goals
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In an instant my Life changed.
My dad was a doctor.  My brother is a doctor. 
I thought I would be a doctor.
I’d been in the gifted program at school. 
Like you. 
I wanted to have success.  A nice car.  A beautiful house.  
A successful career.  

In an instant, I lost my ability to speak. To read. To write.
To walk.

I also lost my friends.
 being carefree was a thing of the past.  I woke up terrified every day.  

I lost the future I’d planned on.  

Like many of your  patients, life can change in an instant. 
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Today, we are talking about aphasia recovery.  
Today, I can talk.  

But – there was a time – no one believed that would be possible.  

Recovery is hard work.  I have had 15 years of speech therapy.

But there was time I couldn’t speak at all.  Or read.  Or write.  Or understand. 

I had global aphasia.  







. David Dow

Stroke at Age 10
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If you’d told me David would be a speaker and author one day, I would not have believed you.

David had global aphasia.

4 years post stroke his mean utterance was only 4-5 words at a time.

While his speech had made those gains – 
He was still unable to read much.
And writing and spelling were still very impaired.

Today, we will share what we have learned over the years.

What we learned while he was inpatient.  Outpatient.  And beyond.

What we have learned from other survivors in our work in the nonprofit, The Aphasia Recovery Connection that we started in 2013. 

Let’s start at the beginning..1995.  David was ten years old.  4th grade. 



Stroke on Vacation
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our extended family took a 3 day trip to Las Vegas to see Hoover Dam, a Cirque de Solei Show, and David wanted to see the King Tut exhibit.  

On the 2nd day of our trip, David started talking to me in nonsense words – I thought he was joking around.  
In fact, he wouldn’t stop – so I firmly told him, “I’m going to dial 911 – this isn’t funny.”  

But, he couldn’t talk.  My heart raced as I dialed 911.

By the time paramedics arrived his  right side wasn’t working.

By the time we got to the hospital – he was having grad mal seizures and doctors yelled at me to get out of the room.

I sat frozen.  I had no idea what was happening to my little boy.

Next, a doctor appeared and ask me what type of drug had David taken?  Had David found  drugs in my purse?  He was begging me to tell the truth.

DRUGS?  The truth?  The truth was there were no drugs.  I begged HIM to  find the  answer – but it was not drugs.




MRI

The beginning of “Alphabet Soup”
MRI, OT, CT, SPL, PT, PM&R, ADL, AFO,
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Next thing I knew they were wheeling David down a hallway.  “Taking him for an MRI” someone yelled.  That was the beginning of the alphabet soup that was soon to be thrown at me. 

MRI, SLP, OT, PT – did people really think I knew what they were taking about?   I wanted to know, what exactly is an MRI?  I knew it must be an image test.  But what are they looking for?  Is my son still conscious?  Doesn’t he need me to be there?  He’s only ten years old….

I sat there.  Alone.  And numb.  The rest of my family wasn’t reachable.  It’s hard to  believe for some of you – but imagine – in 1995 people didn’t carry cell phones.  

The first thing that reaction I had  – and probably many of the families you see – is denial.

As I sat there, I convince myself we would be back to the hotel soon.  It must have been a reaction to a new food or something simple. 

Dumb, I know. 

But I realized at the shift change, two nurses talking.  One staying.  One leaving.  And the one leaving looked at me – and she had tears streaming down her face.

Minutes later, the doctor appeared and simply said, “Your son has had a stroke.”  And with that, he got up and left.

The next few minutes were a blur – but all I wanted was to see David.  The new nurse said she would take me there as he was to be admitted – and no longer in the ER.

I thought we were headed to the Children’s Ward – but she passed it. 

Ahead, I saw a new sign, “Neuro ICU”    

I realized then we likely were going home anytime soon.  

And our family vacation turned out to be a nightmare.  

But, at least they were taking me to him.  I wasn’t prepared for what I saw.  


NEURO ICU
David Dow, Age 10, 1995
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His face was asymmetrical.  He looked confused. 

I didn’t realize yet that he could not speak at all.  I thought perhaps he was under medication or sedation.

The reality was, my son had just had a massive stroke that would change the path of his life – and mine – forever.  

David has lost most than half of his left brain.




Inpatient

Reflections & Lessons Learned
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For the next 3 months, I would be in 4 different hospital.  

I had two brain surgeries because my stroke was caused by moyamoya disease.

Here is a clip from ICU after my wnd brain surgery. 



Video 1996
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(AFTER VIDEO) (“walking up in an adult ICU…)



Clips for Keynote RIC

Clips for Keynote RIC

iMovie

This video is about Clips for Keynote RIC




First 3 Months — Inpatient & Brain Surgery
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My mom and I lived in the hospital for months. 
I was exhausted and slept a lot. 
Doing therapy was hard as I could barely stay awake. 


But, after 3 months – I was strong enough to go home. 


My doctor came to visit one last time – and she was carrying a small wooden box with a lid.  



Afasia? Afaza? Afhaza?
Aphasia

Patient Information
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ASHA has a 3 page document with links.
American Speech Language Hearing Association

Have print outs for families, doctors, nurses, etc.
Highlight relevant tips.

Suggest the patient post in their room.

Give them extra copies.

Put the link on your phone for easy access.



www.asha.org/public/speech/disorders/Aphasia/

AMERICAN
SPEBCH-LANGUAGE-
HEaRIKG
ASSOCIATION

Aphasia
[en Espafiol]

= \What is aphasia?

» What causes aphasia?

» What are some signs or symptoms of aphasia?

* How common is aphasia?

+ How is aphasia diagnosed?

What treatments are available for people with aphasia?

.
‘What can | do to communicate better with the person with aphasia? D O W n I O ad & p r I n t
.

What other organizations have infermation about aphasia?

Give to families
Aphasia is a communication disorder that results from "

+ ASHA Practice Portal: Aphasia

LI}

damage fo the parts of the brain that contain language « Family Adjustment to Aphasia

(typically in the left half of the brain). Individuals who + A Letter on Aphasia from a P O St fo r Staff
experience damage to the right side of the brain may have Concerned Son "
additional difficulties beyond speech and language issues. s Life Participation Approach to

Aphasia may causes difficulties in speaking, listening, Aphasia

reading, and writing, but does not affect intelligence.
Individuals with aphasia may also have other problems, such
as dysarthria, apraxia, or swallowing problems.

What causes aphasia?

Aphasia is most often caused by stroke. However, any disease or damage o the parts of the brain that
control language can cause aphasia. These include brain tumors, traumatic brain injury, and progressive
neurological disorders.

What are some signs or symptoms of aphasia?

The specific symptoms and severity of aphasia vary depending on the location and extent of brain damage.
Individuals with damage to the front part of the brain may have "choppy” or non-fluent speech. However,
they can typically understand what people say fairly well. Those with damage to the posterior regions of the
brain often have fluent speech—that is, the rate and rhythm of speech may sound normal. However, their
speech may contain the wrong words or made-up words. They also typically have difficulty understanding
what is spoken.

Additionally, &l individuals with aphasia may also have one or more of the following problems:




Print and Post

r What can | do to communicate better with the person with aphasia?

Giet the person's attention before you start speaking.

Maintain eye contact and watch the person’s body language and use of gesture.

Minimize or eliminate background noise (TV, radio, other people).

Keep your voice at a normal level. Do not speak loudly unless the person asks you to do so.

Keep communication simple, but adult. Don't "talk down" to the person with aphasia.

Simplify your sentence structure and emphasize key words.

Reduce your rate of speech.

Give the individual time to speak. Resist the urge to finish sentences or offer words.

Communicate with drawings, gestures, writing, and facial expressions in addition to speech.

10. Encourage the person to use drawings, gestures, and writing.

11. Use "yes" and "no" questions rather than open-ended questions.

12. Praise all attempts to speak and downplay any errors. Avoid insisting that that each word be produced
perfectly.

13. Engage in normal activities whenewver possible.

14. Encourage independence and avoid being overprotective.
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Self Advocate Sheet for Patients

A

My name is David.

| am in the fourth grade.

| have aphasia.
| have trouble speaking._

| can’t read or write.
Please use gestures or draw.

My mom is Carol (XXX-XXX-XXXX)
My dad is
My brother is XXXXXXX.

Please be patient.







White Board

Write a word, draw a picture,
or communicate without words;
just like having paper & pen

\

AlphaTopics
\ AAC

\

* Use Finger or Stylus
* 5 Colors, 4 Widths
* Easy Save & Export

to Improve Natural
Speech & Communication

Download from
the APP Store.
SHARE with
patients & staff.
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So offering patients :

Review 




Finally, David was released from the hospital.  It had been nearly three months. 


“Be a fighter,”
my doctor said.

Determination.
Persistence.
Never Give Up.
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My doctor came to visit me one last time.   She brought a small wooden box. 

It was a gift.  She gave me a watch with a GI on the face of it.  

She put the watch on my hand.  “BE a fighter” she said. 

I didn’t realize my fight would be so long.  And so hard.   

But recovery takes determination.

 Persistence. And Patients can’t give up. 


. Outpatient

15 years
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So, my journey continued.  

I went to outpatient speech therapy for the next 15 years.  

I went to a special high school that had small classes and only 80 students with 5 full time Speech Therapists on staff.

Everyday, after school, I went to speech therapy at a clinic…so I got daily speech therapy all during high school. 


Outpatient Therapy

Daily OT, PT, and Speech from 1995-1999
Speech Twice a day 1995-2002
Speech continued 2003-2010
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Next, David started Occupational Therapy.  
In 1995, insurance covered it 5 days a week.  
And, he also got Speech therapy every day before school with Speech Pathologist for an hour.  
So, for years, David had 2 hours of Speech, 1 hour of OT, and 1 Hour of PT.

There were many times I had to advocate with the insurance company and not take no for an answer.
I learned to use the exact words in their insurance coding for approval.  Often, I wrote drafts of letters and asked the doctors to sign them and I’d fax them in.  
I wasn’t going to chance it that a busy  doctor was going to get to writing a letter on behalf of my son.  That couldn’t be left to chance.

I begam a full time advocate.  Chauffeur to and f rom the hsoptial.  

At the time, I had a business.  Like many of your patients, their lives turn upside down.   I closed the business and we immediately went to a single family income.  

Here is a portion of a  video we did  on David’s story as he talks about speech therapy.




Video 1995 - 2005
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Speech therapy


clip 2 RIC

clip 2 RIC

iMovie

This video is about clip 2 RIC




“WHEN?7?7??”

When will he talk? Read? Write?
When will be walk? When will his right hand return to normal?
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I wanted answers.  WHEN would he walk without an AFO?
WHEN would be get the use of his right hand back?
WHEN would he talk?  Read?  Write?

I’m sure you get that question a LOT.  WHEN?

I can’t offer you suggestions on how to answer that.  But I can offer you a suggestion on how NOT to answer it.

Don’t give patients time limits.  People with strokes and aphasia can make gains over their life times. 

David and I started a nonprofit together and we have events.  At once particular event, there was a stroke survivor who seemed so lost.  So depressed.  My heart ached for her.

I set aside some time to chat with her.   I learned she’d passed the infamous 6 months mark.    Her rehab team discharged her after 6 months and one of the therapists claimed that people don’t make any more progress after 6 months.  No wonder she was depressed!  Someone took all her HOPE away.

Without HOPE – why bother trying.


)l would like the gpanish yersion

Fillin the form to get your custorm aphasia information card.

{ have aphasia from a stroke. Aphasia means |
have trouble understanding you reading, writing,
and speaking- \tis a medical condition-

| am inteligent put need some help with
language. This can be frustrating for me-

Address:
v (ﬁ
contact:
Phone:

Name:

Address:
Cause: Emerg- contact / Phone:

To help me:
Check the poxes that apply

1 speak slower with simpler language
Write key words for me

[ Give me written choices for answers
iluse drawingfwrit‘mg 1o help me talk

o may confuse yes/no answers
mGivemea minute o respond

1 Shut off loud noises solcan concentrate
riAsk me i1 understand

[ Give me aye contact while speaking
call my caregiver for information

TheAphasiaCanter.nondpockel-card

Print this page after you've filled in the form. cut
out the card, and put it in your wallet. 1f yout card
prints 100 small, change the settings in your print
page- Find the ngeale’ option and change it10
increase the print size- Then print.

THE APHASIA CENTER

Intemns;
we Trestment Progr
TS -

CREATE a FREE
POCKET CARD

Persqnalized to the
Patient’'s Needs

English or Spanish

th '
eaphasiacenter.com/pocket-card/



Help families
find resources
and support

groups on the
NAA site.

National Aphasia Association

www.aphasia.org

National
ﬁé Aphasia What is Aphasia?  Find Support  Stories & News  About Us
si )

Association

I Have Aphasia

Aphasia is challenging, isolating, and frustrating. Here you can find information
to help you better understand aphasia, typical treatments, and assistive
technology options. You are not alone: over one million people in the U.S. have

aphasia.

Resources

E




The Family’s Role
INn Recovery

Families, Rehab Experts, and Patients

Teamwork




Social Isolation & Depression

Sending a text.
Answering the phone.
Reading a message.
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I struggled because aphasia is isolating.

Many people with aphasia lose friends. 

It is so hard.

I was depressed a lot – especially around the 8th grade at age 14. 





Help find new hobbies.
Focus on what you CAN do, not on what you CANNOT do.


Presenter
Presentation Notes
I couldn’t rollerblade.

Or ride my bike.

Or play the piano anymore.

My life changed.  And I had to change with it.

So – I started to take watercolor classes.  

Here is one of my paintings.  . 


David Dow

BLOOM WHERE YOU ARE PLANTED

Fﬂmr A /-
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This is how I became to feel about my life.

Bloom where you are planted.

I wouldn’t wish a stroke and aphasia on anyone.

But, life goes on.

I often tell survivors that they can’t be couch potatoes.

We have to make the best of it.

Even with challenges.

And the more I got out and engaged in life.

The more I improved.

And I was able to cope better. 


Aphasia
Resources

Stalff




Lingraphica’

The Aphasia Compary

SmallTallk

Intensive Care

Download from
the App Store.
Share with staff
and patients.




ASHA PROFESSIONMAL DEVELOPMENT

oo000OCO000CO0OO00D

Perspectives on Aphasia:
Communication Breakdowns
in Medical Settings

Carol Dow-Richards, Aphasia Advocate & Author
David Dow, Stroke Survivor & Author
John Schultz, MD

aphasiasupport@gmail.com

Perspectives on Aphasia: Communication Breakdowns in Medical Settings

ASHA Staff Training — Free on YouTube
Does you hospital offer in-service training?

(11| Tube)



Community
Aphasia

Resources

\JAVA
Facebook
American Heart & Stroke Association
Events
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We started a nonprofit, The Aphasia Recovery Connection.

We have over 7,000 members on Facebook. 

Everyday, families interact.

We also do Aphasia Cruises.  

I think it is important for people with aphasia to meet others.

So they know they aren’t alone. 
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Our last Aphasia Cruise had 86 people.
27 with aphasia.
4 Speech Therapists
10 grad students in Speech
1 Doctor 

Our next Aphasia Cruise is in March.

We have educational sessions.
Care Partner training. 

We sing karaoke.

We dance.  We have fun.

It is good to have people get together. 


The Emotional
Impact

Impact on recovery
Response to Rehabilitation
Psychosocial Adjustment
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Almost three-quarters of stroke 
survivors said they felt less 
confident after their stroke 
Nearly half said their 
relationships or contact with friends and families had been put under 



Tip 11: Coping with Emotional Effects
Experiencing a stroke is not only a major hardship to overcome physically; it can also take a huge toll on a survivor’s emotions in many ways.
If the area of your brain that controls personality or emotion is affected, you may be susceptible to changes in your emotional response or everyday behavior. Strokes may also cause emotional distress due to the suddenness of their occurrence. As with any traumatic life experience, it may take time for you or your loved one to accept and adapt to the emotional trauma of having experienced a stroke.
Some common emotional changes strokes may cause are PseudoBulbar Affect, depression, and anxiety. Thankfully, there are several methods for treating the emotional changes associated with a stroke, with the first step being to discuss how you or your loved one is feeling with a doctor. Treatment may consist of one, or a combination, of the following: one-on-one counseling, group counseling, medication, diet, and exercise. The most effective treatment is different for everyone, so it is important to discuss and explore which combination works best for your or your loved one.


We conclude that the emotional impact of aphasia can have a marked negative impact on recovery, response to rehabilitation, and psychosocial adjustment.  




The emotional impact of aphasia

can have a negative impact on
recovery, motivation in rehabilitation,
and psychosocial adjustment that
affects quality of life overall.

It's not speech alone.
It's human connection.

Look at the BIG picture.
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The emotional impact of aphasia (READ THE SLIDE) 

I couldn’t talk.
Or read.

I couldn’t answer the phone.

I had to change from the gifted program to a classroom with kids with developmental disabilities.  

People with aphasia often lose jobs.

Roles change. 

Finances change.

They can’t text. 

Imagine…if you have ALL of those issues at once.  


The Power
of Hope

“Be a Fighter” vs. “Put him in a nursing home”




Hope & the Self-Fulfilling Prophecy

Without hope — why bother even trying?
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I know you are in a tough spot as families insist on timetables.   And in todays insurance environment – vastly different from our experience in the 90’s -  people have to OWN part of their recovery.  They need to work at home.  They need to practice at home.  Many believe that if insurance cut them off it is because they CANT make any more gains.  Let’s face it – insurance cuts them off for a number of reasons.  And yes, perhaps gains are so slow they are negligible.  But if people don’t keep TRYING they will get worse.  Patients who leave walking and become couch  potatoes will return with a walker.  Patients who leave your care saying full sentences and go home and stop talking with become isolated and depressed.  

So, when that inevitable question of WHEN  comes to you again tomorrow, and the next day, and probably the day after that – 
Let your answer remain hopeful – but without predications or promises.
Let your answer be motivational – so they keep working.

Because your words matter.  You influence your patients – for good or bad – far more than your may realize. 



The Power of
Self-Talk

Learned Helplessness
“The Cookie Story”
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Self fulfilling prophecy





Supporting
Patients

Review
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How can you best support patients?

I hope you got some ideas that you can use.

If you had a stroke with aphasia tomorrow, what would you want?

A handout?
A communication board?
A white board?
An alphabet board?

A self advocate sheet?
A communication card?

Would you want  a timetable that offered hope?

Would you want someone to understand your interests?  And see you as a whole person?  A person whose life changed in an instant?






David Dow

e | Healing The Broken Brain : Leading Experts
) :ﬂr, Answer 100 Questions About Stroke Recovery

BRAIN

Brain Attack: My Journey of Recovery

Chicken Soup for the Soul Story, “The Good Fight”

The Aphasia Recovery Connection,
Founder & Director of Cruises and Events

Carol Dow-Richards
The Aphasia Recovery Connection, Volunteer Director
Dignity Health, NV, Stroke & Aphasia Lunch Bunch Facilitator

aphasiasupport@gmail.com

702-336-0200
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Carol, 

Hello.  First, I want to thank you all.  It is people like you who helped our family get thru the worst days of our lives. 
I watched with tears as you pushed David to his limits – rather than letting him get by in a wheelchair.
I teamed up with you – as together we worked on helping David talk again.
I want to thank you for forcing me to leave the hospital and get a good nights sleep – after living in a chair for over two months.  I didn’t want to go – you made me.
I want to thank the nurse who realized I had no clean clothes – and offered to do my laundry. 
I want to thank you for making therapy fun for David – and getting to know WHO he was and what he liked.  
People like you make a difference – and while many families are so overwhelmed we don’t say thank you – I want to say it now.
THANK YOU for your dedication. 
And thank you for including a patient and family perspective in this medical conference.  


mailto:aphasiasupport@gmail.com

OPTIMISM

Is the faith that leads to achievement.
Nothing can be done without hope and confidence.
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