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Hi everyone, thank you very much for joining us today.



Learning Objectives
• Discuss ableism/bias and potential health implications of how people with 

disabilities are viewed in their communities. 
• Introduce Positive Exposure, which utilizes photography and video to transform 

perceptions of people living with genetic, physical, and behavioral differences.
• Discuss FRAME, a web-based educational library of genetic conditions that is 

changing the way healthcare students see people living with genetic differences. 

Presenter Notes
Presentation Notes
One of the focuses of this wonderful conference has been on how children in our community are viewed by others and how that can shape their self-image. I would like to talk to you about ableism and bias, and share potential health implications of how physicians and others in the community see our patients with disabilities and genetic differences. Mr. Guidotti will introduce you to his incredible foundation, Positive Exposure which uses photography and video to change perceptions of people living with genetic differences.  You will also learn about his program entitled FRAME, a web-based educational library of conditions made by Positive Exposure that can be used in medical education. 



Over 14 million children in 
the U.S. have a disability.

Presenter Notes
Presentation Notes
Working in a pediatric long-term care facility my primary patient population is children with intellectual and developmental disabilities. But talking about how we care for people with disabilities is important for everyone, because every physician will care for this growing population. There are currently over 14 million American children living with a disability, be it cognitive, sensory, physical or others.



Context: healthcare disparities

People with disabilities experience healthcare disparities:
• Screening and preventive services
• Access to care
• Health status and health outcomes
• Cancer diagnosis and treatment
• Satisfaction with care
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Presentation Notes
More than 30 years after the Americans with Disabilities Act  was signed into law, people with disabilities continue to face inequities in the health care system that lead to healthcare disparities such as screening and preventive services, access to care, health status, health outcomes and communication gaps, cancer diagnosis, and satisfaction with care among others.



Context: health disparities

People with disabilities experience health disparities:
• Obesity
• Diabetes
• Cardiovascular disease
• Asthma
• Arthritis
• Mental health conditions: depression, anxiety

Presenter Notes
Presentation Notes
In addition, people with disabilities experience dramatically higher rates of preventable health issues than peers without disabilities including obesity, diabetes, cardiovascular disease, asthma, and mental health conditions including depression and anxiety.



Context: contributors to disparities
• Patient-level factors: 

• complex underlying health conditions and competing priorities
• disadvantages in social determinants of health 

• Systems-level factors: 
• inadequate training of healthcare professionals 
• ineffective communication accommodations
• physical access barriers
• inadequate knowledge among physicians about legal requirements to provide equitable care under the 

Americans with Disabilities Act (ADA) of 1990
• Erroneous assumptions about people with disability
• Ableism attitudes among clinicians
• ? Physician bias

Iezzoni LI, Rao SR, Ressalam J, et al. Physicians' Perceptions Of People With Disability And Their Health Care. Health Aff (Millwood). 2021;40(2):297-306. doi:10.1377/hlthaff.2020.01452  
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Contributors to these disparities are multifactorial and include patient-level factors such as the presence of complex underlying health conditions in people with disabilities or disadvantages in social determinants of health such as access to education, employment, housing, or transportation. Systems-level contributors include inadequate training of healthcare providers to care for people with disabilities, ineffective communication between physicians and their disabled patients, and physical barriers to accessing care for disabled people.  Some physicians aren’t aware of their legal obligation to provide equitable care to people with disabilities under the Americans with Disabilities Act. Discrimination against people with disabilities, or ableism, and the medicalization of disability contribute to disparities. Increased understanding of these barriers and action to address them are critical to advancing health equity.



• Ableism is the discrimination and oppression of 
disabled people; the societal belief that being 
able-bodied is “normal” and is preferred.

• A result of bias against people with disabilities.

Presenter Notes
Presentation Notes
Ableism describes the discrimination and oppression of disabled people, or the societal belief that being able-bodied is normal and is preferred. That a disability is something that needs to be fixed. Ableism is the result of bias against people with disabilities. This study by Asta Johannsdottir and his group in 2022 used focus group interviews with youth living with disabilities to address their personal lifetime experiences with ableism, it’s internalization, and potential mental health effects.how participants possible effects on the  lookd at personal experiences used a series of focus-group interviews of 21 youth living with disabilities to address personal experiences with ableism, its internalization, and possible effects on the health and well being of disabled people as a whole. This study by Asta Johannsdottir, published in 2022, is qualitative, it uses a series of focus-group interviews of 21 young people living with disabilities to address personal experiences with ableism, its internalization, and possible effects on health and well being.  implications on the health and well being of disabled people as a whole.  internalized ableism may contribute to health and well-being outcomes among disabled people. The physical. And psychological. Strain of navigating a. world designed for and run by nondisabled people.  This paper addresses the internalization of ableism and its possible implications. For the health and well being of disabled people.discussing aspects of their well-being to illustrate how internalized ableism is a health and wellbeing issue characterized by numerous difficult and complex psychological, social and physical consequences that intersect and overlap. wellbeing examples reflect how internalized ableism from an early age has rippling effects on the health and wellbeing of disabled young people. The internalization takes place through interactions with. External. Structural arrangements, which often maintained. And reinforced theur devalued positions, such as being stereotyped or inferior. Ableism makes young peoples impairment a sensitive marker of something “abnormal” and undesirable, which again made them even more aware of their  physical, psychosocial,  and intellectual differences and. negative portrayal in society. According to Campbell (2019), ableism is not simply a question of ignorance or negative attitudes towards disabled people; it is an unrealistic path of perfection and a deeply ingrained way of thinking about bodies. It feeds the idea that disability is negative and undesirable. In this paper, we aim to illustrate how internalised ableism is indeed a health and wellbeing issue, characterised by numerous difficult and complex psychological, social and physical consequences that intersect and overlap. To make our point, we draw on data from focus-group interviews with promoting healing from internalised ableism. We argue that disability scholars need to address the health and wellbeing of disabled people in an ableist world. KEYWORDS disability, disability justice, health and wellbeing, internalised ableism, young people | IMPLICATIONS OF INTERNALISED ABLEISM 3 disabled young people discussing aspects of their



microaggressions/macroaggressions

internalization of ableism/oppression

mental health concerns: anxiety, depression, isolation, 
feelings of inferiority, powerlessness, negative body image

David, E. J. R. (2013). Internalized oppression: The psychology 
of marginalized groups. (First Edition). Springer Publishing Company. 
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The teenage participants described lifetimes of micro and macroaggression experiences focused on their disabilities. While macroaggressions are more obvious, microaggressions are subtle prejudiced interactions. Because of the hidden nature of microaggression, people who experience it are often compelled to question their perception of it leading to invalidation and self-blame. In this way, microaggression contributes to the internalization of ableism and oppression.Studies of marginalized populations have shown that internalized oppression is a contributor to mental health concerns such as anxiety, depression, isolation, feelings of inferiority, powerlessness, and a negative body image.



Internalization of ableism
• …if you are born disabled, your parents need education on everything 

their child can do. Instead the doctor comes and says, “This is what is 
wrong, and this … and this… and this.” When rather someone should 
come and say, “These are the resources available for you …. Your child 
can do this … and this … and this.” The focus is too often on what is 
wrong with the baby but not what the baby is capable of.

• There are often too little expectations towards disabled children. You 
know, many parents really have to fight in order to have the same 
expectations aimed at their disabled child as any other child. 

Presenter Notes
Presentation Notes
Study participants describe microaggression beginning from birth for families with a child born with a disability.  And the microaggression experienced by participants is described beginning at birth.   Here are some quotes from study participant focus groups to demonstrate.  I will demonstrate with some quotes from the paper as I can’t say it better than those who experience it first hand. It’s like if you are born disabled, your parents need education on everything their child can do. Not that the doctor comes and says, “This is what is wrong, and this … and this… and this.” Too often, a grim picture of the baby’s condition is painted. When rather someone should come and say, “These are the resources available for you …. Your child can do this … and this … and this.” The focus is too often on what is wrong with the baby but not what the baby is capable of. The second quote describes the frequent low expectations placed on disabled children which can hinder their ability to reach their potential. There are often too little expectations towards disabled children. You know, many parents really have to fight in order to have the same expectations aimed at their disabled child as any other child. This can affect parents in that they become incredibly tired and bitter.



Internalization of ableism
Ása: There is a connection between depression and anxiety and for example, 
disability. And you know, it is most likely because society has a negative view of 
disability. 
Sólrún: I think that society could be more positive. “Yes, okay, you are like this!” 
Researcher: Can I ask you, Ása, when you say the connection between depression, 
anxiety and disability is because of society, can you name an example? 
Ása: It’s because of prejudice towards disability. People with disabilities do not 
think they are acceptable to others, and then they isolate themselves and become 
anxious. 
Sólrún: I became depressed because of my disability, but also because of prejudice 
from others.

Presenter Notes
Presentation Notes
Study participants describe the connection between how they are treated in their communities (prejudice) and their own mentla health struggles. This conversation between the researcher and two study participants shows a perceived link between ableist experiences and anxiety and depression, Asa and Solrun. Asa mentions that there is a connection between depression and anxiety and for example, disability. And it is most likely b/c society has a negative view of disability. 



Bias
• Preconceived attitude or belief, conscious or unconscious, regarding a group of 

people that influences how we perceive, interact, and behave toward the group.
• Studies of racial/ethnic bias among physicians have found that unconscious and 

conscious beliefs significantly effect treatment decisions, patient outcomes, and 
other aspects of care.  

• If parallel effects hold true for people with disability, physician bias toward 
disability likely contributes to known healthcare disparities in this population.

Presenter Notes
Presentation Notes
Ableism is the result of bias toward people with disabilities, and as physicians our biases, positive and negative, affect our patient relationships. Bias is a preconceived attitude or belief, conscious or unconscious, regarding a group of people that influences how we perceive, interact, and behave toward the group. Biases are automatically activated and developed over time through our everyday experiences. Studies of racial and ethnic bias among physicians have demonstrated that  these conscious and unconscious beliefs effect treatment decisions, patient outcomes, and almost all aspects of care.  If the same is true for people with disability, physician bias toward disability likely also contributes to healthcare disparities in this population.  



Presenter Notes
Presentation Notes
Dr. Lisa Iezzoni from Harvard published an important study in Health Affairs which evaluated the presence of bias among physicians caring for patients with disabilities.  The group conducted a research survey of 1400 US physicians from 7 different specialties regarding their perceptions of people with disability and their health care.



Perceptions of Disability - Physicians
• 82% of physicians report that people with significant disability have overall 

worse quality of life than other people
• 41% of physicians are very confident in their ability to provide equal quality care 

to people with disability
• 56% strongly welcome people with disability into their practices

• Women physicians more welcoming
• Younger more welcoming
• Physicians confident about their ability to provide care to disabled people more welcoming
• University setting more welcoming than private practice

Iezzoni LI, Rao SR, Ressalam J, et al. Physicians' Perceptions Of People With Disability And Their Health Care. Health Aff (Millwood). 2021;40(2):297-306. doi:10.1377/hlthaff.2020.01452  

Presenter Notes
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Results of Dr. Iazonni’s study showed that 82% of physicians report that people with significant disability have a worse quality of life than other people.  Only 41% of physicians are very confident in their ability to provide equal quality care to people with disability.  Only 56% strongly welcome people with disability into their practices, with female physicians, younger physicians, those more confident about providing care, and university physicians more welcoming. These findings indicate that large numbers of US physicians might hold biased or stigmatized perceptions of people with disability.  The level of bias was surprising and is out of proportion to previously published studies of physician bias against other patient groups with health disparities, in this study only about half of physicians strongly welcome people with disability into their practices.



Perceptions of Disability - Patients
1994-1995 National Health Interview Survey-Disability self-
respondents “Perceives self as NOT having a disability.”

58% of blind, very low vision
73% of deaf, very hard of hearing
32% of walker users
20% of manual wheelchair users
16% of power wheelchair users

https://www.cdc.gov/nchs/nhis/nhis_disability.htm

Presenter Notes
Presentation Notes
IN addition, most surveyed physicians think that people with disabilities have a worse quality of life than people without.  But what do people with disabilities actually think?This slide shows results of a national health interview survey on disability.  In this survey, people with disabilities were asked if they perceive themselves as having a disability or not having a disability.  Interestingly, 58% of people who are blind or have very low vision did not view themselves as having a disability.  A majority of deaf people view themselves as a linguistic minority, not a person with a disability.  20% of manual wheelchair users and 16% of power wheelchair users don’t view themselves as having a disability.  Now these people would probably say that they have a disability if they were at a physician’s office giving a history, or if applying for SSI b/c they can’t work due to their condition, but when asked about  their own perception of themselves in their own skin, many don’t view themselves as a person with a disability. 

https://www.cdc.gov/nchs/nhis/nhis_disability.htm


The Disability Paradox
• Many people with serious and persistent disabilities report that they experience a 

good or excellent quality of life, even when to most external observers these 
people seem to live a less desirable daily existence.

• Quality of life:  an individual’s perception of their well-being and general 
satisfaction with life (personal perspective)

• Subjective life satisfaction of disabled people is usually comparable to that of 
non-disabled people.

• People with different expectations will report that they have a different quality of life even 
when they have the same clinical condition

• Many people with disabilities,  particularly if their conditions are congenital or 
long-term, do not necessarily perceive  their disability as a problem or pathology.

Albrecht GL, Devlieger PJ.  The disability paradox: high quality of life against all odds.  Social Science and Medicine. 1999 (48)977-88.

Presenter Notes
Presentation Notes
Sometimes known as the disability paradox, study after study has shown that many people with serious and persistent disabilities report that they experience a good or excellent quality of life, even when to most external observers their daily life appears less desirable.  This may be because. quality of life reflects an individual’s contentment and satisfaction with their life, it’s a personal perspective.  When studied, subjective life satisfaction of disabled people is comparable to non-disabled people.   Many people, particularly if their disabilities are long-term or congenital, don’t view their disability as a problem or pathology that needs to be fixed, instead they see disability as part of their individual human condition, it makes them who they are. 



Given potential bias of physicians, how do we ensure that people with disability get 
equal quality care?

Raises questions about care for people with disability in times of scarce resources 
(COVID-19 pandemic).
• Crisis Standards of Care (CSC)
• 3/31/2020 Office for Civil Rights at the U.S. Department of Health and Human 

Services, “in this time of emergency, the laudable goal of providing care quickly 
and efficiently must be guided by the fundamental principles of fairness,  
equality, and compassion that animate our civil rights laws.  This is particularly 
true with respect to the treatment of persons with disabilities during medical 
emergencies as they possess the same dignity and worth as everyone else.”

• States changed CSC

Presenter Notes
Presentation Notes
Given these potential biases of physicians, how do we ensure that people with disability get equal quality care?  This question and Dr. Iazzoni’s study findings were especially pertinent during the COVID pandemic as states revealed Crisis Standards of Care (or CSC), which are plans for how hospitals should handle situations of scarce resources. Early in the pandemic there was fear that there wouldn’t be enough ventilators, PPE, ICU beds and states were looking at potentially implementing their Crisis Standards of Care.  In some states, the CSC said that people with IDD or people with functional impairments could be put to the back of the line for care.  It was so worrisome that the office for civil rights at the US department of health and human services made a pronouncement saying that physicians are not allowed to give people treatment for COVID-19 based on perceptions of quality of life or based on the presence of disability. It was a reminder that the Americans with Disabilities Act is a federal law that prohibits discrimination against people with disabilities. A number of states had to revise their Crisis Standards of Care.  



Given potential bias of physicians, how do we ensure that people with disability get 
equal quality care?

Raises questions about care for people with disability in times of scarce resources 
(COVID-19 pandemic).
• Crisis Standards of Care (CSC)
• 3/31/2020 Office for Civil Rights at the U.S. Department of Health and Human 

Services, “in this time of emergency, the laudable goal of providing care quickly 
and efficiently must be guided by the fundamental principles of fairness,  
equality, and compassion that animate our civil rights laws.  This is particularly 
true with respect to the treatment of persons with disabilities during medical 
emergencies as they possess the same dignity and worth as everyone else.”

Why should people with disability need to prove to their doctor that they value the 
quality of their life to get equal quality of care?

Presenter Notes
Presentation Notes
This picture represents an unfortunate Texas case that went viral as the exemplar of what disability and civil rights communities were worried about.  This gentleman, Mr. Hixson, had intellectual and developmental disability due to a past cardiac event, he was a husband and father of five children.  He was hospitalized with COVID pneumonia during a surge in Texas and his physician did not treat his infection from which he subsequently died.  Mr. Hixson’s wife, who questioned the physician’s decision, recorded Mr. Hixson’s doctor saying that he is choosing not to treat Mr. Hixson’s infections due to his poor quality of life caused by his disabilities.Why should people with disabilities have to worry about proving to their doctor that they value their quality of life to get equality of care?



Causes and ways to help
• Ableist attitudes dominate medicine – training focus on medical model (pathology)

• Functional model (environmental context)
• In our culture we are implicitly bound to think of able-bodied people when we 

think of a good quality of life
• Biases come from our culture, but what we teach ourselves, what we choose to associate, is 

up to us
• Lack of exposure of learners to disabled people, in medical school and often 

throughout life
• All levels of medical training should include more training about disability
• Make medical school education more accessible to disabled people 
• Use disability self-advocates in medical training 
• Change training to provide greater empathy and understanding about patients’ daily lives-

Rick Guidotti, Positive Exposure

Presenter Notes
Presentation Notes
The causes of our biases as physicians and humans are multifactorial, products of our environments from birth.  Given this fact, how can we improve care and the healthcare experience for our disabled patients?  Ablieist attitudes, or the idea that being able-bodied is preferable or better tend to dominate medicine.  Traditionally medical training has focused on the medical model, where disability is seen as a pathology, but thinking is shifting to the functional model where disability is seen in an environmental context.We should do our best to recognize as physicians that in our culture we have implicit bias to think of able-bodied people when we think of a good quality of life.  We can’t control our implicit biases, but what we teach ourselves and choose to associate is up to us.A lack of exposure to people with disabilities contributes to ableist attitudes and a lack of confidence when physicians care for disabled patients.  We can help this by increasing the focus on disability in medical training.  Let’s make medical education more accessible to disabled people, as more people with disabilities in the student body and as teachers and colleagues would only enrich our medical world.  We can also improve training to provide greater empathy and understanding about patients’ daily lives.  And with that final suggestion I would like to turn the talk over to my friend and colleague Rick Guidotti, founder of Positive Exposure, who is doing just that, working to change how medical trainees and the world views people with disabilities.



Corrie Harris, MD
Corrie.Harris@Louisville.edu



Presenter Notes
Presentation Notes
Azaz	q



















ALBINISM









































MARFAN Syndrome



Billy



51



Caleb living with Achondroplasia
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Jasper living with Angelman syndrome
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Gaten living with living with Cleidocranial Dysplasia
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Kaelin living with living with Sturge-Weber syndrome
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As you can see here this is a sample of the opening page for Angelman’s Syndrome. When you enter a specific diagnosis gallery you will be able to see a variety of individuals living with that diagnosis. On this slide you can see Amir with Angelman’s Syndrome.



 
 Lily 
Chromosome 4p-
TEXTBOOK BEAUTY
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Presentation Notes
As we begin to create these galleries, one aspect that we want to ensure is captured is the individual’s name. Placing their name first, followed by the diagnosis we hope to emphasize the person-first. Here you can see Lily living with Chromosome 4p- or Wolf-Hirschhorn Syndrome. 
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POSITIVEEXPOSURE.ORG

PositiveExposure



Q& A

2 0 2 4  S C A A P  C A T C H  M E E T I N G

T H A N K  Y O U !



Thank you for joining us! 

We hope to see you all next year… 

2 0 2 4  S C A A P  C A T C H  M E E T I N G
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