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We’re going to talk about the idea OF a person-centered medical home – and ideas FOR a person-centered medical home….
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Mitigating Potential Bias

The information and recommendations 
involving clinical medicine is based on 
evidence that is currently accepted 
within the profession
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Person-Centered Medical Home (PCMH)

What is it?  
The medical home model holds promise as a way to improve health care 
in America by transforming how primary care is organized and delivered.

5 functions and attributes of the PCMH:
1. Comprehensive Care
2. Patient-Centered
3. Coordinated Care
4. Accessible Service
5. Quality and Safety

Presenter
Presentation Notes
QUESTION:  How many of you are familiar with the term “medical home”? (Chat Box)The concept of the "medical home" has evolved since the first introduction of the term by the American Academy of Pediatrics in 1967.[Read Slide]Today – focus on the Person-Centered function…2. Patient-CenteredThe primary care medical home provides health care that is relationship-based with an orientation toward the whole person. Partnering with patients and their families requires understanding and respecting each patient’s unique needs, culture, values, and preferences. The medical home practice actively supports patients in learning to manage and organize their own care at the level the patient chooses. Recognizing that patients and families are core members of the care team, medical home practices ensure that they are fully informed partners in establishing care plans.



Objectives

1. Discuss barriers for persons with IDD transitioning from 
pediatric to adult health care

2. Define Shared Decision Making (SDM) and some tools to 
support SDM.

3.  Know resources to inform evidence-based practice for 
caring for persons with IDD in primary care
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Objective 1:  Let’s Talk about Barriers

 What is the evidence for disparity for persons with 
disabilities?

 What are the barriers to health care for individuals with 
disabilities

 What is the Disability Rights Movement – and what does 
it have to do with health care?

Presenter
Presentation Notes
How big is the problem?[Read slide]
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Disability ≠ Poor Health,
But Disparities Are Large

Measure Americans with 
disabilities 

Americans without 
disabilities

Fair or poor self-rated health 41.7% 8.7%

14 or more physically unhealthy days in the past 30 days 31.5% 4.8%

14 or more mentally unhealthy days in the past 30 days 31.7% 6.3%

Sources: Centers for Disease Control and Prevention, Disability & Health Data System (DHDS). 2017. URL: https://www.cdc.gov/ncbddd/disabilityandhealth/dhds.html
and 2017 Kansas BRFSS, http://www.kdheks.gov/brfss/Survey2017/DataTableList2017.htm

Measure Kansans with 
disabilities 

Kansans without 
disabilities

Fair or poor self-rated health 42.7% 7.7%

14 or more physically unhealthy days in the past 30 days 33.1% 4.3%

14 or more mentally unhealthy days in the past 30 days 27.2% 6.0%

Presenter
Presentation Notes
I asked Jean Hall, PhD for permission to show these slides.  Jean P. Hall, Ph.D., is the director of the Institute for Health and Disability Policy Studies and a professor in the Department of Applied Behavioral Science. She is the Principal Investigator on a grant from the CDC. The Centers for Disease Control and Prevention (CDC) funded the Kansas Disability and Health Program (DHP) for 2016-2021. The DHP helps improve the health and quality of life of Kansans with disabilities by increasing access to programs and services that promote healthy living.MAJOR POINT: In the United States – and in Kansas – there are large disparities in both physical and mental health

https://www.cdc.gov/ncbddd/disabilityandhealth/dhds.html
http://www.kdheks.gov/brfss/Survey2017/DataTableList2017.htm
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Disease Prevalence

9

Condition Kansans with 
disabilities

Kansans without 
disabilities

Stroke 7.4% 1.4%

Heart Attack 9.2% 2.4%

High cholesterol 47.3% 29.7%
Hypertension 51.1% 26.7%
Asthma 16.2% 6.7%
Diabetes 21.4% 6.8%
Depression 42.1% 4.0%

Source: 2017 Kansas BRFSS, http://www.kdheks.gov/brfss/Survey2017/DataTableList2017.htm

Presenter
Presentation Notes
Adults with DD have higher risk for a variety of diseases – some of which are heavily influenced by lifestyle, environment, and access to services.

http://www.kdheks.gov/brfss/Survey2017/DataTableList2017.htm
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Barriers to Health for People with Disabilities
• In additional to barriers experienced by nondisabled people, 

those with disabilities experience other barriers:
 Environmental

o Lack of facilities that meet accessibility guidelines
o Lack of affordable and accessible transportation
o Lack of knowledgeable professionals
o Lack of financial resources

 Programmatic
o Lack of sufficient appointment times that do not accommodate
o Online systems that are not accessible

 Attitudinal
o Belief that people with disabilities cannot be healthy

Presenter
Presentation Notes
On this webinar – Dorothy (Dot) Nary, PhD - In her continuing work on visitability, she published a guide for health care providers titled “Making Homes More ‘Visitable’ for Wheelchair Users and Potential Hosts” in the Archives of Physical Medicine and Rehabilitation (Oct. 2014, Vol. 95, Iss. 10, pp 1995–1996). She told some stories of persons with disability who encountered barriers that are (unfortunately) not rare…1. Why did the doctor order this test if you cannot get up onto the table?2. Statement of mammogram technician3. Forgoing  carpal tunnel surgery because insurance would not pay for overnight stay to avoid need for transfers
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The Disability Rights Movement

• Replaces previous models of disability with the 
civil rights and the social models 

• Seeks to level the playing field 
• Unites disability constituencies to address 

common concern: discrimination
• Works to institute public policy and legislation 

that removes barriers

Presenter
Presentation Notes
The Disability Rights Movement started in the 1960's in the United States; encouraged by the civil rights movement.The Americans with Disabilities Act (ADA) became law in 1990. The ADA is a civil rights law that prohibits discrimination against individuals with disabilities in all areas of public life, including jobs, schools, transportation, and all public and private places that are open to the general public. The purpose of the law is to make sure that people with disabilities have the same rights and opportunities as everyone else. The ADA gives civil rights protections to individuals with disabilities similar to those provided to individuals on the basis of race, color, sex, national origin, age, and religion. It guarantees equal opportunity for individuals with disabilities in public accommodations, employment, transportation, state and local government services, and telecommunications. The ADA is divided into five titles (or sections) that relate to different areas of public life.[Read Slide]
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Social vs Medical Model (More on this later)

• The social model of disability proposes that what makes someone 
“disabled” is not their medical condition, but the attitudes and 
structures of society.

• Disability does not need to be “fixed;” instead, physical and social 
barriers need to be addressed.

• Barriers accessing health care and physical activity are among the 
many that people with disabilities may encounter.

• Other barriers include lower income, lower educational levels, and 
lower employment levels.

Presenter
Presentation Notes
Disability is commonly viewed as a problem that exists in a person’s body and requires medical treatment. The social model of disability, by contrast, distinguishes between impairment and disability, identifying the latter as a disadvantage that stems from a lack of fit between a body and its social environment. This paper describes the social model of disability and then considers how it might deal with chronic disease or impairment and why medical professionals should learn about disability perspectives to improve their practice.



Objective 2: What is Shared Decision Making? 

 What is the definition of 
Shared Decision Making?

 What is the history of Shared 
Decision Making in 
healthcare in the United 
States?

 What are the barriers to 
Shared Decision Making for 
persons with IDD?



Definition of SDM:

 Shared decision making is a key 
component of patient- centered health 
care. 

 It is a process in which clinicians and 
patients work together to 
make decisions and select tests, 
treatments and care plans based on 
clinical evidence 

 that balances risks and expected 
outcomes with patient preferences and 
values.

Presenter
Presentation Notes
SDM is a process in which clinicians & patients work together to select tests, treatments, management , and support packages – based on clinical evidence and the patient’s preferencesProvides information on options, outcomes, supports, uncertainties   



Barriers to SDM for persons with IDD

 Provider Knowledge

 Health System Constraints

 Family Issues

 Complexity of IDD

Presenter
Presentation Notes
Knowledge deficits of cliniciansVery little if any training on DD in medical schoolHealth System ConstraintsTime for consultation Continuity of careReimbursement issues Inadequate environmental conditionsPower imbalance in a relationshipLanguage barriers between families and cliniciansLack of availability of evidence and tools for decision supportAttitudinal biasesNEXT:  FOCUS ON FACILITATORS ON SLIDE



AUCD’s H.E.A.T. Initiative
 Although 20% of adults in the US have a disability, with 1 in 6+ having 

DD, there is currently no training standard on DD for physicians at all 
levels of training.

 The AUCD’s Keep the HEAT On (Health is for Everyone Action Team) 
builds on successful adoption of the American Medical Association’s 
(AMA) resolution to include education about the unique needs of people 
with Developmental Disabilities (DD) at undergraduate, graduate and 
continuing medical education for physicians. 

 Keep the HEAT On will be a second phase of a multiyear effort to better 
understand DD competency in medical education, learning from 
previous efforts, and linking these learnings into a shared action plan to 
include DD in medical education.
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Presentation Notes
Want to talk some about Provider Knowledge[Read Slide]



Objective 3: Resources to help!

 Review the 2018 Canadian Consensus Guidelines for 
Primary Care of Adults with Intellectual and 
Developmental Disabilities

 Explore the IDD Toolkit (www.iddtoolkit.org) and some 
tools to address barriers in primary care

Presenter
Presentation Notes
Kelsie – Read Slide

http://www.iddtoolkit.org/


Canadian consensus guidelines - 2018

 Update on 2011 Canadian consensus 
guidelines

 Systematic review and update with 45 
primary care providers from urban 
and rural areas across Canada

 Notes the change in focus in family 
medicine from approaches to care 
based exclusively on the medical 
model of disability…to approaches 
that incorporate insights from the 
social model of disability.

 Tools in the IDD Toolkit were 
developed in Canada to 
completement these Consensus 
guidelines.

Presenter
Presentation Notes
Kelsie – 2018 Consensus Guideline – brief description of what they are and how they help family physicians.



The IDD Toolkit

www.IDDtoolkit.org

 General issues

 Physical health

 Health watch tables

 Behavior and mental 
health issues

Presenter
Presentation Notes
All tools except for the Autism Health Watch Table were developed in Ontario, Canada, to complement the Primary care of adults with developmental disabilities: Canadian consensus guidelines (DD Guidelines). The tools were developed by the Developmental Disabilities Primary Care Initiative (DDPCI) with funding from the Ontario Ministry of Community and Social Services, Ontario Ministry of Health and Long Term Care, Surrey Place Centre and Surrey Place Centre Charitable Foundation.The Developmental Disabilities Health Care E-Toolkit is a project of the Vanderbilt Kennedy Center for Research on Human Development, the University of Tennessee Boling Center for Developmental Disabilities and the Tennessee Department of Intellectual and Developmental Disabilities and is funded by the WITH Foundation, formerly the Special Hope Foundation. [EXPLOSRE THE TOOLKIT]

http://www.iddtoolkit.org/


References and Resources

 Sullivan WF, Diepstra H, Heng J, Ally S, Bradley E et al.  Primary care 
of adults with intellectual and developmental disabilities.  2018 
Canadian consensus guidelines.  Canadian Family Physician. Vol 64: 
April 2018, pp. 254 – 278.

 Adams RC, Levy SR, COUNCIL ON CHILDREN WITH DISABILITIES.  
Shared Decision-Making and Children with Disabilities: Pathways to 
Consensus. Pediatrics. 2017; 139 (6): e20170956.

 https://pcmh.ahrq.gov/page/defining-pcmh

 www.IDDtoolkit.org

https://pcmh.ahrq.gov/page/defining-pcmh
http://www.iddtoolkit.org/


Thank You

http://www.aafp.org/home.html
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