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Leading Healthcare Practices and Training: Defining and Delivering “Disability-Competent Care”
Session II: The Lived Experience of Disability
September 10th, 2013
Health Care and Human Services Policy, Research, and Consulting – With Real-World perspective
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Overview of Webinar Series
This is the second of three webinars to be presented in September:
-“Disability-Competent Care – What Is It and Why Is It Important” 9/4/2013
-“Understanding the Lived Experience of Disability” 9/10/2013
-“The Care Management Relationship” 9/17/2013
Each presentation is about 45 minutes with 15 minutes reserved for Q&A 
Webinars are recorded and available for use after each session at:
https://www.resourcesforintegratedcare.com/ 
[Images] This slide contains a number in the lower right hand corner of the slide to indicate that this is the third slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com 
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Goals of Disability-Competent Care Webinar Series
What We Will Explore in This Series:

-The unique needs and expectations of individuals with disabilities 
-Disability care competency
-Person-centered care and interactions 
-Preparing to achieve the Triple Aim goals of improving the health and participant experience of health care delivery while controlling costs in all work with adults with disabilities
What We’d Like From You:

-How best to target future Disability-Competent Care webinars to specific groups of healthcare professionals involved in all levels of the healthcare delivery process
-Feedback on these topics as well as ideas for other topics to explore in these webinars and subsequent resources related to Disability-Competent Care
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Introductions
Presenters   
June Isaacson Kailes 

Disability Policy Consultant, Associate Director, Center for Disability and Health Policy at Western University of Health Sciences, California
Mary Lou Breslin
Co-founder and Senior Policy Advisor, Disability Rights Education and Defense Fund (DREDF)
Christopher Duff 

Executive Director, Disability Practice Institute
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Webinar I Agenda
Understanding and listening to the consumer experience throughout the healthcare delivery process are a precursor to improved outcomes. This webinar will explore:

-The lived experience and the barriers faced in obtaining health care services
-The two-pronged view of health care access
-The barriers faced by adults with disabilities in accessing health care and how to accommodate them
-Audience questions
[Images] This slide contains a number in the lower right hand corner of the slide to indicate that this is the sixth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Importance of Hearing the Lived Experience of a Disability
Stories from the front lines of health care add an essential human dimension to a large body of research showing that people with disabilities experience both health and healthcare disparities and face specific, persistent barriers to care.
Videos available for download show the stunning lessons to be learned and important solutions that will improve healthcare for people with disabilities:

http://dredf.org/healthcare-stories/
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Knowing Those You Are Serving
Disability Competent Care requires that providers of health care understand their consumers: 

-Experience of being disabled
-Disability itself – clinically
-Functional limitations due to the disability
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Two Prong Definition of Access to Health Care
Prong 1: Availability & Awareness

-Ability to get needed services timely from health care system
-Awareness of specific services
Prong 2: Accessing Care

 [Images] This slide contains a cartoon image of a physician and a consumer with arrows that demonstrate the relationship between the two is circular. This slide contains a number in the lower right hand corner of the slide to indicate that this is the ninth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 1 – Availability & Awareness
What we all need and expect:

-Right care 
-Right place 
-Right time 
[Images] This slide contains a number in the lower right hand corner of the slide to indicate that this is the tenth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Barriers in Accessing Care
Appropriate access to health care for people with disabilities involves addressing additional barriers: 

-Attitude
-Communication
-Equipment access
-Physical access
-Navigational & coordination access
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Prong 2 – Barriers in Accessing Care
Data from on-site reviews of over 2300 primary care provider facilities in 18 of California’s 58 counties

-8.4% of provider sites had a height-adjustable exam table
-3.6% had an accessible weight scale
Source: Physical Accessibility in Primary Health Care Settings: Results from California On-site Reviews, N.R. Mudrick, M.L Breslin, M. Liang, S. Yee, Disability & Health J. July 2012; 5(3):159-167.
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Prong 2 – Barriers in Accessing Care
Recent review of 256 specialty practices:

-56 (22%) reported that they could not accommodate the patient
 -9 (4%) reported that the building was inaccessible
 -47 (18%) reported the inability to transfer a patient from a wheelchair to an examination table
-Only 22 (9%) reported the use of height-adjustable tables or a lift for transfer
-Gynecology is the subspecialty with the highest rate of inaccessible practices (44%)
Source: Access to Subspecialty Care for Patients With Mobility Impairment: A Survey, T. Lagu et al., Ann Intern Med. 19 March 2013;158(6):441-446 
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Slide 14
Without Prong 2…
Persons with disabilities can experience:

-Frustration
-Fatigue
-Failure
-Fear
Poor Quality:

-Lack of care
-Delayed diagnosis
-Deteriorating health  
[Images] This slide contains a cartoon image of a person scratching their head while looking at a bomb that is ready to detonate. This slide contains a number in the lower right hand corner of the slide to indicate that this is the fourteenth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Attitudes 
Most of us have beliefs, biases, prejudices, stereotypes and fears regarding disability

Providers need to be aware of their ‘ableism’:

-Ingrained perceptions affect interactions
-Impact the care offered or provided
“Stereotypes are based on assumptions that run deep in our culture — so deep that they can slip by unnoticed unless our awareness is continually sharpened & refined”. - Matina S. Horner
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Prong 2 - Attitude
Common stereotypes & beliefs about people with disabilities include that they are:
-Sick
-Fragile
-Unable
-Helpless
-Depressed
-Asexual
-Outcasts
-Need charity and welfare
-Lack skills & talents
-Homebound
-Biologically inferior
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Prong 2 - Attitude
-“There is no reason for someone like you to be tested for AIDS”
-“But this is an ambulatory care clinic”

-“My, aren’t you cute”

-“It’s best you not have children”

-“You don’t have to worry about osteoporosis because you can’t walk”

-“Getting a mammogram is hard for you so you can just skip it”

[Images] This slide contains six speech bubbles so that each bullet above appears to be said by a health care professional. This slide contains a number in the lower right hand corner of the slide to indicate that this is the seventeenth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Communication 
Two aspects of communication:

1. Engagement and listening
2. Using the right auxiliary aids and services to accommodate for limitations
-Auditory
-Visual
-Comprehension
[Images] This slide contains a number in the lower right hand corner of the slide to indicate that this is the eighteenth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Communication Accommodations
Usable formats:

-Braille


-Large print


-Text (disk)


-Audio
[Images] This slide contains three cartoon images that represent different communication accommodation devices: an MP3 player; a CD with earphones; and a U portable USB stick. This slide contains a number in the lower right hand corner of the slide to indicate that this is the nineteenth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Communication Accommodations
Communication Access “Pocket Talker Pro”
[Images] This slide contains a picture of the above mentioned “Pocket Talker Pro” and its affiliated wires and headphones. This slide contains a number in the lower right hand corner of the slide to indicate that this is the twentieth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Communication Accommodations
-Take in the morning
-Take at bedtime

-Take 3 times a day with meals

-Place drops in lower eyelid

[Images] This slide contains four cartoon images that each describe one of the medication instructions mentioned above: a person waking up in the morning and taking a pill; a person going to bed in the evening and taking a pill; a person taking a pill three times, each with a meal; and a person placing drops on their lower eyelid. This slide contains a number in the lower right hand corner of the slide to indicate that this is the twenty-first slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Communication Accommodations
Web access
[Images] This slide contains four pictures that each shows a person with a disability using a computer with the help of various accommodation tools. This slide contains a number in the lower right hand corner of the slide to indicate that this is the twenty-second slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Equipment Access
Attention needs to be given to barriers in the delivery of care.

-Exam tables
-Transferring
-Scales
-Radiological devices
[Images] This slide contains a number in the lower right hand corner of the slide to indicate that this is the twenty-third slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Equipment Access
“Just hop on up.”
[Images] This slide contains a cartoon of a physician inviting a disabled consumer in a wheelchair to use a trampoline to get to the exam table. This slide contains a number in the lower right hand corner of the slide to indicate that this is the twenty-forth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Equipment Access
[Images] This slide contains a picture of a woman using a handrail attached to the wall to lift herself onto an exam table in a physician’s office. This slide contains a picture of four different sizes of handrails that can be attached to the wall. This slide contains a picture of a portable hand rail that can be used next to a scale. This slide contains a number in the lower right hand corner of the slide to indicate that this is the twenty-fifth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Equipment Access
Using a lift to assist with transferring
[Images] This slide contains a picture of a healthcare professional using a lift to help a man to move around the physician’s office. This slide contains a number in the lower right hand corner of the slide to indicate that this is the twenty-sixth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Equipment Access
“We’ll just examine you in your chair!”
[Images] This slide contains a cartoon image of a physician addressing a consumer in a wheelchair. This slide contains a number in the lower right hand corner of the slide to indicate that this is the twenty-seventh slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Equipment Access
“See? I knew we had an accessible scale around here somewhere!”
[Images] This slide contains a cartoon image of a healthcare professional using a scale meant for large packages in the “shipping and receiving” area of the hospital to weigh a consumer who is in a wheelchair. This slide contains a number in the lower right hand corner of the slide to indicate that this is the twenty-eighth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Equipment Access
[Images] This slide contains two pictures of people in different sized wheelchairs using a scale that fits their needs. This slide contains a number in the lower right hand corner of the slide to indicate that this is the twenty-ninth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Physical Access
Attention needs to be given to accessing settings of care – from the micro to the macro

-Maneuvering within exam rooms
-Maneuvering within offices
-Accessing the office
-Accessing to the building in the community
People will need to know about the level of physical access that they should expect.
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Prong 2 – Physical Access

[Images] This slide contains a picture of a small exam room in a physician’s office. This slide contains a number in the lower right hand corner of the slide to indicate that this is the thirty-first slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Physical Access
[Images] This slide contains three pictures of bathrooms that are not accessible for everyone. This slide contains a number in the lower right hand corner of the slide to indicate that this is the thirty-second slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Physical Access

Reception and waiting areas

[Images] This slide contains a picture of a waiting room in a physician’s office. This slide contains a number in the lower right hand corner of the slide to indicate that this is the thirty-third slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Physical Access

[Images] This slide contains four pictures of the inaccessibility that can be faced trying to enter a health care center: an entrance with a step but no ramp; a narrow sidewalk with a fire hydrant in the middle; a ramped curb on a sidewalk with a pole placed in the middle; and a man in a wheelchair falling of a sidewalk that does not have a ramp. This slide contains a number in the lower right hand corner of the slide to indicate that this is the thirty-fourth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Navigational and Coordination Access

Consumers commonly need help navigating the multiple services, financial resources, settings, and providers of care:

1. Knowing the service is available
2. Knowing who provides the service
3. Obtaining authorization for the service
4. Ensuring accessibility to the service
5. Arranging for the service
[Images] This slide contains a number in the lower right hand corner of the slide to indicate that this is the thirty-fifth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Navigational and Coordination Access

This is especially complex for persons requiring multiple services and accommodations.
[Images] This slide contains an intentional confusing graphic that shows the complicated system that consumers must navigate in order to receive the care to which they are entitled. This slide contains a number in the lower right hand corner of the slide to indicate that this is the thirty-sixth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Prong 2 – Navigational and Coordination Access

Quality, Service, & Accommodation Alerts (QSAs): Ensure consumer specific accommodations from the moment an individual enters the healthcare delivery system.

Can include:

-Schedule longer appointment
-Use lift for transfers
-Use life team for transfers
-Use hi/low table located in specific rooms
-Use accessible scale
-Use ASL interpreter
-Use assistive listening device
Many electronic health records are incorporating QSAs. 
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Summary
1. Access to care enables quality of care… and it’s the law!
2. Engage and listen to the consumer – they will often know how to address the barrier
3. Real access is not just installation!
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Summary

“We are all faced with a series of great opportunities brilliantly disguised as impossible situations.” 

- Charles R. Swindoll

[Images] This slide contains a number in the lower right hand corner of the slide to indicate that this is the thirty-ninth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Audience Questions
Webinar Evaluation Survey

[Images] This slide contains a number in the lower right hand corner of the slide to indicate that this is the fortieth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Next Webinars
“The Care Management Relationship (Or “Person-Centered” Care Management)

Tuesday, September 17, 2012

2:00 – 3:00 Eastern

Session III will:

-Explore the care management relationship within the Disability-Competent care model

-Establish the importance of the Interdisciplinary Care Team for improved person-centered care coordination

Targeted audience: 

-Individuals who work with persons with disabilities, in particular those who support interdisciplinary care teams 

[Images] This slide contains a number in the lower right hand corner of the slide to indicate that this is the forty-first slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
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Thank You for Attending
For more information contact:

Christopher Duff at cduff@DPInstitute.org

June Isaacson Kailes at jik@pacbell.net

Lynne Morishita at moris002@umn.edu

Jessie Micholuk at Jessie.Micholuk@lewin.com

Kerry Branick at kerry.branick@cms.hhs.gov 

Disability-Competent Care Self-Assessment Tool available online at: https://www.resourcesforintegratedcare.com/ 
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Resources & Reference Material
-Accessible health care briefs: 
http://www.cdihp.org/products.htlm 

-Accessible website design: http://www.washington.edu/doit/Brochures/Technology/universal.design.html
-Tips for interacting with people with disabilities: http://www.cdihp.org/training/TIpsforInteracting.pdf
-Language is more than a trivial concern: http://www.cdihp.org/training/LanguageIsMoreThanATrivialConcern.pdf
-First-person stories of health care experiences:  
http://dredf.org/healthcare-stories/
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Disability-Competent Care Self-Assessment Tool
[Images] This slide contains a screenshot of the Disability-Competent Care Self-Assessment Tool that is available at the Resources for Integrated Care website. This slide contains a number in the lower right hand corner of the slide to indicate that this is the forty-forth slide in the presentation. This slide contains the official logo of Resources for Integrated Care. This slide contains a link to the website for Resources for Integrated Care: https://www.resourcesforintegratedcare.com
