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I have come to the conclusion that human beings are born with an innate capacity to triumph over trauma 

… In so doing, we will significantly increase our ability to achieve both our individual and collective 

dreams.  ~Peter Levine 

Introduction 

 

From as far back as ancient times, people with intellectual and developmental disabilities (IDD) 

have suffered from horrific treatment at the hands of greater society, and sometimes by the very people 

who care for them.  In the United States, they were subject to abuse, neglect, marginalization, oppression, 

eugenics crusades, forced sterilization and involuntary separation from their families and communities in 

the form of institutionalization. By the time institutionalization was at its peak in this country, it was 

common for babies born with IDD to be taken from their parents at their hospital bedside.  Families were 

told it was in their best interest to forget about their baby and pretend it was never born. These babies 

were taken to state hospitals located in rural areas of the country where they endured appalling conditions, 

living out the remainder of their lives.  In the 1960s, the advocacy and parent-movements started to put an 

end to some of the more egregious practices that had spanned two centuries, but regrettably, the effects of 

trauma and stigma remain, affecting people with IDD, their families and the broader IDD community 

today. The results of this can be seen in the poor outcomes the IDD population experiences and within 

existing policies and practices that lead to the continued marginalization and oppression of this 

population.  It can also be seen in the stress, hardship and heartache their families still experience, and 

within the factionism of the communities supporting them.  Many people with IDD continue to be cast to 

the edges of society, leading lives characterized by poverty, isolation and segregation.  This reality is in 

direct contradiction to the stated purpose of federally and state-funded formal systems of care that 

millions of people with IDD rely on, which are intended to provide support for them to lead full, inclusive 

lives. Unfortunately, those receiving these services often have poor outcomes across major life domains 

and the social determinants of health, including gainful employment, a home of one’s own, community 

engagement, and meaningful, lasting relationships.  

The Americans with Disabilities Act (ADA) maintains that disability is a “natural part of the 

human experience” (DiLeo, 2007, Introduction).  Today, nearly everyone has some kind of connection 

with someone who has a significant disability, including an intellectual or developmental disability, a 

brain injury, or mental health challenges.  It may be a close family member, a more distant relative, 

someone in their neighborhood, or someone who attends their child’s school.  Yet for the most part, even 

with all the strides we have made with laws like the ADA, disability is largely misunderstood, and people 

with IDD remain “society’s hidden citizens” (DiLeo, 2007, Introduction).  Instead of living in their own 

homes, working in regular jobs, falling in love, having a family of their own, and living the American 
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Dream, people with IDD tend to exist in a parallel universe that has been created for them to live in.  For 

humanity to grow and function at its highest level possible, every person, perspective, culture, and point 

of view needs to be represented and honored. The consequences of not doing so are grave, as Benjamin 

Franklin expressed when advocating for the signing of the Declaration of Independence: “We must hang 

together or most assuredly we will all hang separately,” and as former U.S. Senator Paul Wellstone said 

more affirmatively, “We all do better when we all do better” (Peterson, 2011, p. 1). Our society holds the 

fundamental value that all people have the right to prosper, be politically engaged and lead healthy 

lives.  Yet, for people with IDD, this is not a broad reality in their lives characterized by high levels of 

poverty, isolation, loneliness and segregation.    

As a society, we are standing at a pivotal time in history, where many groups of people who have 

been cast aside, segregated, and separated from mainstream life are rising up in the name of social justice 

to claim their rightful, equitable place in our shared world.  The separation and segregation of people with 

IDD is beginning to flash brightly on this collective radar, and current injustices are flaunted in the media 

and through high-profile investigations and lawsuits, for all to see.  How does historical and cultural 

trauma impact the experience of people with IDD, and the people and communities who support them, as 

it relates to social determinants of health and wellbeing, their overall quality of life and their ability to 

thrive and prosper in modern society? What implications may there be for greater life success and a 

collective healing using a trauma-informed lens in providing community supports and shaping disability 

policy?  In this paper I will argue that today, people with intellectual and developmental disabilities, and 

the broader communities who support them, are suffering from the effects of historical and cultural 

trauma caused by events experienced in the United States over the last two centuries.  This trauma, as it 

manifests in modern-day society, negatively affects people with intellectual and developmental 

disabilities’ overall health and wellbeing, their quality of life, and their ability to thrive and prosper.  The 

effects of historical trauma extend to the broader IDD community as well. 

There has been much research done on the prevalence of historical trauma and the effects of that 

trauma over generations in communities across the globe including Jewish Holocaust survivors and 

descendants, Native Americans, African Americans, and other communities who have experienced the 

violence of war, political unrest for long periods of time, and significant forms of oppression.  Historical 

trauma is the “cumulative emotional and psychological wounding over the lifespan and across 

generations, emanating from massive group trauma experience” (Administration for Children and 

Families, n.d., p. 1).  Often, the very cultural identity of the group has been damaged as a result.  The 

modern-day response to historical trauma shows up in these communities in many ways, including poor 

overall health along both the physical and behavioral dimensions (ACF).  No quotation marks. 
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A gap exists in the research around how the concept of historical trauma may apply to the IDD 

community in our country, and even around the world (ACF).  By comparing and analyzing the research 

that documents the existence and effects of historical trauma in other populations to what people with 

IDD have experienced over time, and how that is manifesting itself in modern day society, readers will 

understand that the framework causing the current challenges people with IDD face is one of historical 

and cultural trauma.  Existing disability policy and its implementation reflect this trauma, as well as the 

separatist ideals of western culture and the inherent struggles we collectively experience (the 

mythological “human condition”), by incentivizing the use of service delivery models that segregate 

people from their families and communities and keep people in poverty and isolation.  Simultaneously, 

policies are wrought with disincentives to use models for integrated services and supports that create 

pathways for people to move out of poverty, build relationships with others, and have a thriving life.  For 

IDD communities to produce better policy, practice and outcomes that lead to healthy, inclusive and 

prosperous lives for people with IDD, deep, spiritual and emotional healing at the community and societal 

levels will be necessary.  It is possible this can be done on multiple levels through trauma-informed, 

transformative practices that focus on spiritual and emotional wellness, grief resolution, strength, 

empowerment and resiliency. If we can collectively heal from the wounds of trauma, not only would we 

see better life outcomes for people with IDD, it would be one more step towards social justice and equity 

in our communities overall.  

It will become clear that it is time to act; that the time for real change has come.  Not just a change in 

policy or in the disability services field, but a collective change, as everyone has a shared responsibility 

for one another.  Disability touches everyone in some way, at some point in their lives. We are being 

made painfully aware of this group – one of the last legally segregated groups of people in the United 

States – and we are called to address it; to shift, to change, and to become what spiritual leaders all over 

the world have envisioned for humans for years – whole.  Whole with love, because we will truly then, all 

be better. 
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Chapter 1 

Historical and Cultural Trauma 

 

If something is hysterical, then it is usually historical. If your … reaction to a current situation has far 

more (or far less) energy than it normally would, then it likely involves energy from ancient historical 

trauma that has lost its context. ~Resmaa Menakem 

 

Historical Trauma Defined 

 

Trauma has been studied for many decades across Europe and the United States. At the turn of 

the last century, the well-known psychologist Sigmund Freud was looking at the effects of trauma in 

children who suffered from sexual abuse (van der Kolk, 2014). After the Jewish Holocaust, research was 

done with survivors and their descendants that revealed the effects of the trauma were passed down to 

future generations, even if they had not experienced the original events themselves (Kirmayer, Gone & 

Moses, 2014).  The origins of the study of historical trauma, and the term itself, emerged in the 1990s in 

relation to what has been called the “American Indian Holocaust” (Kirmayer, et. al., 2014, p. 300), to re-

frame the image of Native Americans by putting that population’s current health disparities into the 

context of long-standing, generational suffering attributable to historical oppression, abuse, degradation, 

bias and stigma (Kirmayer, Gone & Moses, 2014).  Over the past three decades, historical trauma has 

been studied across the world in native communities, and within the American Indian and African 

American populations in the United States (Mohatta, Thompson, Thaib, & Tebesa, 2014).  Maria Yellow 

Horse Brave Heart, social worker - turned doctoral student - turned professor, did her seminal work with 

indigenous tribes across the U.S., bringing the concept of historical trauma into mainstream disciplines 

including human services and health care.   

With wide-spread research came varying definitions of historical trauma (Evans-Campbell, 

2008). Brave Heart has defined it as, “a complex and collective trauma experienced over time and across 

generations by a group of people who share an identity, affiliation or circumstance” (Mohatta, et. al., 

2014, p. 2).  The traumatic experiences are remarkable, out-of-the ordinary events (Evans-Campbell, 

2008) and are typically cultural, involving significant discrimination, oppression and persecution 

(Mohatta, et. al., 2014), targeting a group because of a shared characteristic such as race, religion or 

sexual orientation (Hooker & Czajkowski, 2013). Continued advancements in the fields of neuroscience, 

developmental psychology and interpersonal biology (how individual behavior impacts the emotions, 

biology and reactions of others) are making it possible to further refine our understanding of trauma and 

historical trauma (van der Kolk, 2014). 
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In the case of a physical injury, a “trauma” is a wound.  For example, when someone has been in 

an accident, it may be said they have a “head trauma.”  The word “trauma” is also used to describe the 

emotional shock that is the response to a devastating or overpowering experience.  A historical trauma is 

the reaction to a wound that is passed between generations (Hooker & Czajkowski, 2013).  The trauma 

response is rooted in our biological make-up, manifesting from the classic “fight, flight or freeze” 

response humans have when faced with a threat or fear.  Normally, once the danger has passed, the 

human body is able to return to an ordinary state of calm.  However, if it is not possible to defend or 

remove oneself from the situation, or the situation causes one’s sense of safety to be significantly 

compromised, the heightened stress levels created by the “fight, flight or freeze” response do not subside.  

This results in sustained, elevated cortisol (the stress hormone) levels, which can lead to ongoing agitation 

and panic. It is this stagnated energy that results in a trauma response later.  Over the long run, the 

prolonged stress can cause the brain to adjust and change (van der Kolk, 2014), leading to serious damage 

including “biological, emotional, behavioral, spiritual and even societal consequences” (Hooker & 

Czajkowski, 2013, p. 14).  “There are common responses to traumagenic circumstances and periods of 

high stress, which, if not resolved or transformed, can become more or less permanent conditions 

impacting individuals, relationships and entire communities or societies” (Hooker & Czajkowski, 2013, p. 

19). 

The Origins of Historical Trauma 

 

Events that are particularly hurtful and egregious, contradict our values, and happen repeatedly to 

large numbers of people, are the ones most likely to lead to historical trauma (Hooker & Czajkowski, 

2013).   Examples include war, forced relocation, slavery, abuse, neglect, genocide, and the annihilation 

of an indigenous culture (University of Minnesota Extension). It is also the case that “more subtle forms 

of violence like discrimination, poverty and personal or societal exclusion” (Hooker & Czajkowski, 2013, 

p. 12) can result in historical trauma.  

Thought leaders in the field of trauma study believe trauma to be at the root of much of the chaos, 

turmoil and health issues we see across the country.  Trauma results in fear, anger, loneliness and despair.  

When those feelings become pervasive, the result is contempt, depression and devastation (van der Kolk, 

2014).  Bessel van der Kolk, author of The Body Keeps Score Brain: Mind and Body in the Healing of 

Trauma, believes that trauma needs to be addressed through the lens of a public health framework 

because of its insidiousness and the destruction it can create when it comes to the vitality of our families, 

communities and culture (University of Minnesota Extension, n.d., p. 1).    

“[H]istorical trauma consists of public narratives that link traumatic events in the historic past to 

contemporary local contexts so that the trauma becomes part of the contemporary cultural narrative” 
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(Mohatta, et. al., 2014, p. 5).  A good example of this from the Native American community is related to 

the use of boarding schools for Native American children.  Children who grew up in boarding schools did 

not always know how to parent as they might have had they grown up in their family home – especially in 

the traditional way of their ancestors – which resulted in a diminished capacity to parent their own 

children effectively.  As a result, their children struggle today with mental health challenges and 

substance use disorder (Mohatta, et. al., 2014).  The overarching public constructs, rules and regulations 

that prevent a group from having autonomy and thriving, as well as the compromised capacity to self-

right and the behaviors that form as a result of that diminished aptitude, are all signs that a community is 

suffering from historical trauma (Hooker & Czajkowski, 2013). Figure 1, which appears in Transforming 

Historical Harms: A project of Eastern Mennonite University’s Center for Justice and Peacebuilding, 

details typical responses to a traumatic event.  

 

Figure 1. Typical Response to a Traumatic Event. (Hooker & Czajkowski, 2013, p. 20) 

  

It is not only the victims of the harm who are affected; it is also those who inflicted the harm, and 

those who witness it, who also are affected (Hooker & Czajkowski, 2013).  At the societal level, reactions 

to trauma can begin to look to the general population more like attributes or personality traits of a group 

of people.  People start to say things like “Native Americans are inherently apathetic and aggressive,” 

rather than seeing those things as an expression of hurt, fear, anger and normal, human responses to 

trauma.  
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Th[e] frame of ‘collective trauma’ moves the conversation about trauma beyond the 

individual, where most of the thinking about trauma has occurred. It recognizes that a 

whole society’s engagement and change is required for transformation in addition to 

individual healing of the mind, body and spirit. (Hooker & Czajkowski, 2013, p. 23) 

 

The Transmission of Trauma 

The transmission of historical trauma can happen in many ways. Academics have posited it 

can be transmitted from generation to generation because the successors of those who experienced 

the original events remain emotionally connected to, and deeply empathize with the plight of, their 

ancestors (Evans-Campbell, 2008).  Research has found that transmission can occur in a range of 

ways from the presence of chronic strife and distress in a familial setting, to the stories that are told 

from generation to generation (Kirmayer, et. al., 2014), to the experience of continued oppression 

and stigma.  When individuals have developed a trauma response originating from an event that 

caused their body to get stuck in a fight, flight or freeze response mode, that response can become 

part of who they are how they behave. Over time, if these behaviors “…are repeated and passed on 

over generations, they can become the standard responses in families, communities and cultures” 

(Menakem, 2017, p. 8). Some believe that historical trauma can even be transmitted via epigenetics 

or actual changes to one’s genes over time or via “unspecified spiritual means” (Kirmayer, et. al., 

2014, p. 307).   

The Eastern Mennonite University’s Center for Justice and Healing offers a way of 

understanding the mechanisms that account for the transmission and existence of historical trauma 

across generations. They point to two concepts referred to as the “legacies” and the “aftermaths” of 

the trauma.  “Legacies” are the social constructs and environmental conditions that sustain the 

current expressions of the historical trauma.  They include people’s beliefs, myths, legends, 

folklore, wisdom, biases.  

 

Often, today’s legacy was the original basis or justification for disparate treatment of one 

group by another. Legacies establish notions of superiority and inferiority or confirm the 

character of a marginalized group. Legacy is often built into a community’s official 

history as well as its folklore and language in ways that subtly and blatantly pass on 

biases and justify societal arrangements such as oppression, repression, enslavement, 

isolation, or even genocide or cultural extinction. (Hooker & Czajkowski, 2013, p. 26) 
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“Aftermaths” are the structural inequities in society that prevent groups suffering from historical 

trauma from being able to thrive in current times.  They include the legal frameworks that guide 

societal norms and rules and are imposed by the systems that provide infrastructure including the 

criminal justice system, human and community services organizations and the education systems.  

 

The “Legacy” and “Aftermath” of historical trauma act as invisible and unconscious 

limits upon individual and/or collective capacity of the historically traumatized 

community’s capacity to exercise power and agency in seeking self-definition and self-

determination. … Legacies and aftermaths along with their supporting behaviors create 

new traumagenic experiences for future generations. (Hooker & Czajkowski, 2013, p. 26-

28)   

 

Legacy and aftermath lead to “historical harms” (Hooker & Czajkowski, 2013, p. 15) which is the 

contemporary manifestation of the historical trauma (Hooker & Czajkowski, 2013).  Figure 2 depicts this 

concept. 

Figure 2. The Contemporary Manifestation of Historical Trauma. (Hooker & Czajkowski, 2013, p. 29) 

 

Life Outcomes and Social Determinants of Health 

Physical determinants of health are things like diet, exercise and substance use.  Social 

determinants of health are the environmental circumstances that people live in.  They include things 

such as housing, transportation, education, employment, access to food and nutrition, environmental 

factors, safety and wellbeing (Weinstein, Geller, Negussie, & Baciu, 2017).  Wellbeing 

encompasses a multitude of factors such as equity, community connections, stress, isolation, social 

support and social inclusion (Wikipedia Social Determinants of Health).  The social determinants of 

health impact overall quality of life.  When someone is not in stable housing, is not feeling safe , or 

is not accepted by the community around them, their overall health and quality of l ife suffers.  It can 
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be a vicious cycle when many of the social determinants of health become stressed at once.  Living 

in poverty and facing bias and racism on a daily basis can negatively affect one’s health and 

wellbeing.  It can lead to self-medicating with alcohol and drugs, turning to criminality to make 

ends meet, or getting caught up in cycles of abuse and neglect as it relates self-care, family, friends 

and neighbors.  The social determinants of health are closely related to economic factors and the 

distribution of wealth at macro and local levels  World Health Organization). 

The way the social determinants of health relate to historical trauma is that the effects of 

historical trauma impact people’s lives in current times, affecting the present-day health of a group 

or community of people (Mohatta, et. al., 2014).   

 

Inequality in healthcare, political and economic systems, education, housing, social 

services, infrastructure, and the criminal justice system are some of the major areas that 

often have a direct relationship to historical trauma. The manifestations may look the 

same or be quite different, and could include poverty, ongoing violence, unequal access 

to healthcare and education, or human rights abuses. (Hooker & Czajkowski, 2013, p. 

38).   

One of the common themes seen in communities suffering from historical trauma is social exclusion and 

bias against the affected groups of people.  Discrimination can lead to mental health challenges at the 

individual level (Mohatta, et. al., 2014) and to broad inequities at the system level including access to 

resources and health care (WHO).  When situations that caused trauma in the past have not been healed, 

the damage continues in modern times.  “This is seemingly true regardless of whether the original 

traumagenic policies or practices persist, because there are consequences to trauma that the mere passage 

of time does not heal” (Hooker & Czajkowski, 2013, p. 17).  This is exemplified in Figure 3. 
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Figure 3. Unhealed Trauma Continues in Modern Times. (Hooker & Czajkowski, 2013, p. 23) 

To ensure that all people can thrive across the social determinants of health, it is imperative that 

historical trauma be recognized across all groups that are suffering from its clutch.  Historical trauma 

provides a lens with which to view the outcomes that oppressed populations experience.  Because the 

circumstances are attributed to historical trauma and not the individuals or groups involved, a shift can be 

made from seeing them as deficient and instead see the whole, strong human beings they are, who can be 

empowered to heal and thrive (Brave Heart, Chase, Elkins, & Altschul, 2011).  If we can get at the root 

cause issues, we can begin to make progress towards health and prosperity. 
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Chapter 2 

Populations Experiencing Historical and Cultural Trauma 

 

Whether with respect to race, ethnicity, gender class or other markers of human difference, the prevailing 

American narrative often draws a sharp line between the United States’ ‘past’ and its ‘present’, with the 

1960s and 1970s marking a crucial before-and-after moment in that narrative.  This narrative asserts 

that until the 1950s, U.S. history was shaped by the impacts of past slavery, Indian removal, lack of rights 

for women, Jim Crow segregation, periods of nativist restrictions on immigration and wavers of mass 

deportation of Hispanic immigrants, eugenics, the internment of Japanese Americans, the Chinese 

exclusion policies, the criminalization of ‘homosexual acts’, and more. ~Mohatta, et. al.  

   

Jewish Holocaust Survivors and Descendants 

 

 

Figure 4. [Photograph of Jewish Holocaust Victims]. (ca. 1940s). YouTube. (n.d.). 5 sad facts about the 

Holocaust. YouTube. Retrieved from htps://www.youtube.com/watch?v=1Bx86O_E1fk 

 

Traumatic Experiences The Jewish Holocaust is one of the most well-documented traumatic 

experiences in European and American history.  Books, films, television shows, documentaries, news 

media and scholarly research all depict the atrocities that Jewish people went through during the reign of 

Adolph Hitler and Nazi Germany from 1933-1945 and beyond. Because of the Nazis’ quest to eradicate 

the Jewish population, the Jewish people were victims to unimaginable horrors including theft, eugenics, 

persecution, slavery, torture, abuse, neglect, starvation, mass illness and mass murder.  Families were 

ripped apart, parents and children never to see each other again; sterilization became a common practice 

to ensure no more Jewish babies were born, people were confined in ghettos or captured and sent to 

https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwiW1eWTi7neAhUwtIMKHekRDOYQjRx6BAgBEAU&url=https://www.youtube.com/watch?v%3D1Bx86O_E1fk&psig=AOvVaw3plZppxfz32cgr_6Sr7OU9&ust=1541364037654016
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concentration camps to labor and then be put to death in gas chambers.  There were death marches, mass 

shootings, walk-in incinerators and gas vans to accomplish the killing.  An entire population was brought 

to their knees.  Six million Jewish people died, leaving only one-third of the population to pick up the 

pieces when Germany finally surrendered (Wikipedia, The Holocaust, n.d.).  

 

Transmission of Trauma What is now called Historical Trauma has its origins in the study of 

Jewish Holocaust victims and the transmission of trauma responses they developed to their descendants 

(Wikipedia, Historical Trauma, n.d.).  Researchers found that internment descendants internalized the 

oppression and devastation they experienced, so that it became integrated into the way they looked at 

themselves and the world and in that way was intrinsically passed on to future generations through family 

and community dynamics (Evans-Campbell, 2008). Rachel Yehuda was one of the researchers to initially 

look at the transmission of intergenerational trauma in this population (Wikipedia, Historical Trauma, 

n.d.).  When she started to work closely with the children of Holocaust survivors, she was able to discern 

how the trauma was transmitted across generations through children experiencing the trauma responses 

that played out in their families, and via the unique expectations placed on them after all their ancestors 

had gone through.  They expressed feeling guilt, pressure and anxiety as they were growing up (Yehuda, 

2015).  “Nina Weil survived the Theresienstadt and Auschwitz concentration camps. She was 

tattooed with the number 71978” (Gamaraal Foundation, 2018, p. 1). 

 

 

Figure 5. [Photograph of Holocaust Survivor’s Tattoo]. Gamaraal Foundation. (2018, January 24).  The 

last Swiss Holocaust survivors: Keeping the memory alive.  UN News. Retrieved from 

https://news.un.org/en/story/2018/01/1001081 

 

Life Outcomes and the Social Determinants of Health The ugliness of bias, discrimination and 

victimization against people who are Jewish continues to play out in modern day society, a sign that, as a 

community, they are still suffering from the effects of historical trauma (Hooker & Czajkowski, 2013).  

Hate crimes abound, most recently in October 2018, with the shooting and killing of 11 people in a 

Jewish synagogue in Pittsburgh.  The shooter was a 46-year-old male who openly voiced the hatred he 

https://www.google.com/imgres?imgurl=https://global.unitednations.entermediadb.net/assets/mediadb/services/module/asset/downloads/preset/assets/2018/01/28734/image1440x560cropped.jpg&imgrefurl=https://news.un.org/en/story/2018/01/1001081&docid=MXD01QXvRoCHyM&tbnid=MM_Z67P-S6wQdM:&vet=10ahUKEwjVkNaoibneAhXL34MKHedPDXMQMwiCASgyMDI..i&w=1440&h=560&bih=573&biw=1218&q=holocaust&ved=0ahUKEwjVkNaoibneAhXL34MKHedPDXMQMwiCASgyMDI&iact=mrc&uact=8
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felt for Jewish people.  He told police, “‘They're committing genocide to my people. I just want to kill 

Jews.’” (O’Kane, 2018).   Another example occurred recently in the middle-class, liberal neighborhood of 

St. Paul where I live.  A neighbor had a sign in their yard promoting inclusion, diversity and equity.  The 

sign was stolen and the words “KKK” and “Jew” were written on the window of their car (Gottfried, 

2018).  One of the primary social determinants of health is safety.  How can this population feel safe 

when behavior like this continues to plague their municipal?   

 

 

Figure 6. [Photograph of “Jew” written on car].  Gottfried, M. (2018, November 30).  Mac-Groveland 

home’s yard sign stolen, ‘KKK’ etched in snow on car. Twin Cities Pioneer Press.  Retrieved from 

https://www.twincities.com/2018/11/30/st-paul-yard-sign-stolen-kkk-etched-in-snow-on-car/ 

 

Holocaust descendants have their own unique set of pestilence.  They convey sensations of deep, 

persistent guilt, and report they do not feel as they have the inherent right to be happy, when so much 

destruction fell upon their loved ones and ancestors (Brave Heart, 1998).  While this population is more 

likely to develop PTSD than the general population and experiences mental health challenges related to 

“survivor syndrome” (Brave Heart, 1998, p. 323) such as “denial, agitation, anxiety, depression, intrusive 

thoughts, nightmares, psychic numbing and survivors guilt,” (Brave Heart, 1998, p. 323) they do not have 

significantly higher levels of mental health challenges from the general population, and they display a 

resiliency that research does not yet well document in the other populations discussed in this chapter 

(Brave Heart, 1998). 
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African Americans 

 

 

Figure 7. [Image of Slave Ship]. American Creation. (2012, February 17).  Life, liberty and property: 

Slavery and the founding of America.  Retrieved from http://americancreation.blogspot.com/2012/02/life-

liberty-and-property-slavery-and.html 

 

Traumatic Experiences The experience of living as an African American in the United States is 

well documented.  Since the very beginning, when Africans were first brought to this land as indentured 

servants and later as slaves, they have suffered horrific, undeniably painful experiences on American soil 

(Hanna, Boyce, & Yang, 2017; Menakem, 2017).  The way they have been treated is one of the saddest 

portrayals of the human condition imaginable.  The events include slavery, abuse, neglect, murder, rape, 

forced breeding, the constant separation of parents, children, extended families and loved ones, Jim Crow 

laws, lynching’s, segregation, the denial of civil rights afforded other citizens (Eyerman, 2001), racism, 

discrimination, bias, mass incarceration (Simmons, 2018), hate crimes, racial profiling, police shootings, 

micro-aggressions and daily FEAR for their lives (Menakem, 2017).  These things are part of our history, 

embedded in our culture and continuing to manifest today.  When we hear about Philando Castile being 

shot as he was explaining he had a conceal and carry, or a black woman in the workplace saying she must 

work harder every day than other co-workers just to get the same acknowledgment, do we recognize this 

as historical trauma?  Americans are afraid of black people and are acquitted when they explain they 

simply felt threatened, so they reacted by ending someone’s life.  I have looked into beautiful, intelligent 

brown eyes and seen agony beyond what words can describe.  How did we get here? 

When immigrants from Europe and Africa first came to this country (Europeans by choice and 

Africans by force) as indentured servants, they were both meant to be able to work off their time of 

service and then be freed.  Instead, white land owners found they could not afford to free all their 

servants, so white servants were pitted against the black servants, resulting in a system where white 

people became depicted as superior to black people.  Black people were made to be the “other” and came 

to be seen as primitive and dangerous – essentially as non-human.  A culture started to form that had its 

https://www.google.com/imgres?imgurl=http://2.bp.blogspot.com/-d3mOzPi5J6A/Tz4BYmTzR-I/AAAAAAAAEWo/RGXmk0eQSu0/s1600/slaves.jpg&imgrefurl=http://americancreation.blogspot.com/2012/02/life-liberty-and-property-slavery-and.html&docid=LhnREryFobvjNM&tbnid=I_KWCiNu4Ad3kM:&vet=10ahUKEwjmkrK7p7beAhUjw4MKHUpfBAMQMwhcKAswCw..i&w=284&h=177&bih=501&biw=1366&q=slavery in america&ved=0ahUKEwjmkrK7p7beAhUjw4MKHUpfBAMQMwhcKAswCw&iact=mrc&uact=8
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own set of laws, structures and frameworks that set the course for the future of African American lives in 

the United States (Menakem, 2017).   

The first of those was the institution of slavery.  “Slavery … was more than theft and the loss of 

freedom in forced labor, it deprived a people of their dreams and stripped them of their civilization” 

(Eyerman, 2001, p. 91). Africans became property – not people.  They were bought and sold like 

livestock, were forced to breed so slave owner’s commodities grew (Simmons, 2018), and then their 

children were taken from them to sell for profit.  Their families were torn apart, they suffered horrific 

abuse and neglect and they became a people devastated.  With the end of slavery came the failure of 

emancipation.  When African Americans became free beings, societal attitudes did not change.  Jim Crow 

laws maintained the deep segregation that existed and brought with them the practice of lynching.   

 

 

Figure 8. [Photograph of Duluth Lynching’s, 1920]. (ca 1920).  Chambers, C. (n.d.). Lynching in 

America strange fruit (1937) by Billie Holliday.  Slide Player. Retrieved from 

https://slideplayer.com/slide/4523009/ 

 

When legal segregation ended in 1965, and for the decades since, the apartheid against African 

Americans has continued.  There were and are ghettos where people live in extreme poverty. Social 

welfare policies have kept them there and poor (Simmons, 2018). Author Michelle Alexander titled her 

book The New Jim Crow, to depict how American jail and prison systems now serve one of the primary 

ways we still ensure the segregation of African Americans, where they are locked up at a staggering rate, 

furthering the breakdown of the African American family (2010). African Americans have continuously 

been rejected as full citizens. The events that occurred in the past and those that continue to occur 

exemplify that (Eyerman, 2001). This and the other egregious harms experienced by African Americans 

resulted in where we are today by way of historical trauma.   

 

https://www.google.com/imgres?imgurl=https://images.slideplayer.com/15/4523009/slides/slide_8.jpg&imgrefurl=https://slideplayer.com/slide/4523009/&docid=mvf4WWYSQ_FGTM&tbnid=sxZvP8lO7dP5tM:&vet=10ahUKEwjvrYT4qLbeAhUk64MKHXi5CnAQMwhzKCMwIw..i&w=960&h=720&bih=501&biw=1366&q=lynching in duluth  mn&ved=0ahUKEwjvrYT4qLbeAhUk64MKHXi5CnAQMwhzKCMwIw&iact=mrc&uact=8
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Despite a civil war and the passage of laws designed to create equality and many years 

spent trying to level the playing field, large racial divisions persist across the country. 

This historical arrangement laid the groundwork for racial disparities and animosity for 

the generations that would follow - even those whose ancestors were not in the US during 

the time of enslavement. … The trauma of the inhumane system of slavery has not been 

handled and continues to get passed on to the next generation.  (Hooker & Czajkowski, 

2013, p. 7) 

 

Transmission of Trauma Think back to the fight, flight or freeze response that trauma creates.  

African Americans who directly experienced the original trauma of slavery either fought back, or 

resolutely gave up hope – and it was likely some of each.  These experiences endured over centuries, so 

children living in familial homes were exposed to the energy of the trauma response of their parents and 

internalized it. The pain of trauma is spread via dysfunction and varying levels of violence in families or 

systems and when it moves from generation to generation, it results in historical (Menakem, 2017).  At 

the societal level, even though slavery is nearly a century and half in the past, societal attitudes created 

during that time persist.  There is still an idea that African Americans are “less than” the dominant, white 

culture.  There is still both explicit and implicit bias that exists in work places, government institutions 

and the criminal justice system, which have resulted in what is commonly referred to now as 

posttraumatic slavery syndrome (Hanna, et. al., 2017).  “This chronic disempowerment, stemming 

directly from slavery, created a culture of aggression, resentment, and sadness that is incorporated into the 

African American identity and transmitted from generation to generation” (Hanna, et. al., 2017, p. 69).   

It is possible to apply the concepts of legacies and aftermaths laid out in Transforming Historical 

Harms to see how historical trauma developed in the African American community (Hooker and 

Czajkowski, 2013).  As an example, because of views and biases formed during the era of slavery and Jim 

Crow segregation, the legacy that still dominates the thinking of the dominant culture in the U.S. today is 

that protection is needed from African Americans and they need to be contained.  The resulting aftermath 

that exists today is that we have drug sentencing laws that disproportionately impact African Americans, 

resulting in the over-incarceration of that population at an astounding rate (Hooker and Czajkowski, 

2013).   Eyerman stresses that slavery is the event that brought African Americans together as a 

community and is what still connects them today.  He writes, 

 

[S]lavery is not something relegated to the past, it is forever present.  This slavery is 

economic, involving the exploitation of black labor, but it is primarily cultural, a form of 

slavery of the mind which denies to the enslaved the possibility to develop their own 
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“talents”. … [S]lavery is something lived and living, an inherited and transmitted habitus 

which determines current behavior[.] (2001, p. 188) 

 

  

                                Figure 9                                                        Figure 10 

Figure 9. [Photograph of Black Hands Behind Bars].  Byo24News. (2018, October 6).  Man gets 15 years 

behind bars for murder. Harare 24 News. Retrieved from http://www.harare24.com/index-id-news-zk-

88158.html 

Figure 10. [Photograph of Philando Castile]. (2016, November 16).  Cop charged with manslaughter in 

shooting death of Philando Castile.  Sandrarose. Retrieved from http://sandrarose.com/2016/11/cop-

charged-manslaughter-shooting-death-philando-castile/ 

 

Life Outcomes and Social Determinants of Health Today, African Americans, on balance, fare 

more poorly across the social determinants of health than do white people (Quinn, 2018).  I know first-

hand from working in Community Services, that in the “safety net” system that is social welfare and 

community services, there is an over representation of African Americans, across most programs 

including Public Health, Child Protection, Community Corrections and Employment and Economic 

Assistance.  They have lower early-literacy levels and high school graduation rates, less post-secondary 

education, a more difficult time getting employed, earn lower wages than whites, face discrimination in 

securing housing, and experience higher exposure to violence, higher rates of homicide and higher levels 

incarceration than other populations (Eyerman, 2001; Hanna, et. al., 2017; Menakem, 2017; Weinstein, et. 

al., 2017).  “[T]he habitual grind of everyday disregard, discrimination, institutional disrespect, over-

policing, over-sentencing, and micro-aggressions … contribute to … common stress disorders … such as 

Post-traumatic Stress Disorder (PTSD), learning disabilities, depression and anxiety, diabetes [and] high 

blood pressure[.]” (Menakem, 2017, p. 15).  The outcomes experienced by African Americans today are 

not because they are inferior, lazy, bad or mean.  In fact, they are an incredibly resilient people and have 
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beautiful gifts for wisdom, capacity and healing (Menakem, 2017). These types of outcomes have, in 

large part, been shown to be due to historical trauma (Hooker & Czajkowski, 2013).      

 

Native Americans 

 

Traumatic Experiences There are now five million Native Americans in the United States, but 

when the first people arrived from Europe to make this land their home, there were 18 million natives 

who had been living here for 14,000 years as sacred stewards of the mountains, prairies, forests and 

deserts (Menakem, 2017).  The Europeans brought disease the natives had no immune system for, and so 

it began.  Sickness and death turned into centuries of annihilation of the Native American people and 

culture in what has been called the “American Indian Holocaust” (Kirmayer, et. al., 2014, p. 300).  

Native Americans have endured mass assaults, genocide, had their lands taken from them, 

watched the destruction of those lands, were forced to change their religious practices, and faced anger 

and fear in the form of discrimination and bias.  Once it had been established that they were dangerous 

savages in need of reform – “'[k]ill the Indian and save the man’” (Grayshield, et. al., 2015, p. 301) – their 

children were taken from them by force and placed in boarding schools. The boarding schools were 

traumatic for adults and children alike. Children had to leave their homes and parents, learn a new 

language, wear different clothes and cut their hair, and suffered from horrific abuse, neglect, sickness and 

death at the schools (Brave Heart, 1998; Evans-Campbell, 2008; Reinschmidt, et. al., 2016).  Their 

parents surely wept tears of anguish as they watched their sweet children be taken by white officials, with 

no understanding of where they would end up or if they would ever see them again.  They lamented the 

loss of being able to pass on their traditions, their way of life and all that was sacred to them 

(Reinschmidt, et. al., 2016).  Incongruent with the way Europeans were colonizing North America, Native 

Americans ability to live nomadically off the lands with a deep spirituality that revered all life and the 

great Mother Earth, was destroyed.  One elder who participated in a research project studying historical 

trauma conducted by Grayshield, et. al. in 2015, described it this way: “…thousands of alien people 

coming in and disrespecting the earth, digging everything up, tearing trees down, muddying the waters 

and looting everything” (p. 301). 

 

Transmission of Trauma Maria Yellow Horse Braveheart writes that the trauma Native 

Americans feel as a result of what their ancestors experienced – the murder of beloved leaders, the 

massacre of hundreds of people at a time, forcing families to send their children to boarding school – 

“…is transmitted through the intergenerational experience of unresolved grief…” (Brave Heart, 1998, p. 

191).  Amid the Lakota peoples, “…the grief and sadness collectively endured by the tribe began to 
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negatively permeate the well-being of individual tribe members and became part of the common identity” 

(Hanna, et. al., 2017, p. 69).  In her research with this population, Evans-Campbell found that among 

Native Americans, trauma has been transmitted intergenerationally in direct ways, for example, through 

the telling of stories and experiences, or indirectly because of the trauma response the parents are 

suffering from (2008) (for example, flight or freeze responses like alcoholism and drug use to numb pain; 

fight responses like abusive behavior; and mental health challenges that develop from the constant stress 

(van Der Kolk, 2014)) creating toxic and taxing environments for their loved ones.  This is compounded 

when more than one adult in the household is suffering from trauma and historical trauma (Evans-

Campbell, 2008). Much like was found in the families of Holocaust descendants, stressful patterns of 

communication, included not talking about the events, or shaming younger generations who did not have 

to endure the events for their good fortune (Evans-Campbell, 2008).  Children are stressed and confused 

by the silence because they do not understand what is wrong with their parents or family which “leads to 

increased feelings of isolation, loneliness and mistrust” (Evans-Campbell, 2008, p. 330).  Those feelings 

trigger a brand-new trauma response and the cycle then repeats in the new generation, reinforcing the 

framework of bias, racism and subjugation that society continues to use when looking down upon Native 

Americans (Brave Heart, 2011).   

 

Individual responses are influenced by familial responses, and both the individual and 

familial levels are dependent on community-level response to historical trauma.  At the 

same time, community–level responses are constantly reinforced by actions at the 

individual and family levels.  All are interrelated and part of transmittance. (Evans-

Campbell, 2008, p. 322) 

 

Life Outcomes and Social Determinants of Health In a study conducted by Reinschmidt, et. al., 

Native American Elders discussed the outcomes their loved ones are experiencing now, and their belief 

that what they are seeing today is directly related to past events (2016).  They described many ways 

modern-day Native Americans cope with the historical trauma they suffer from, including alcohol and 

drug abuse that leads to violence on many levels.  This consists of community discordance, bullying 

among youth and gang membership, families who are torn apart, disease and death.  They also described 

the forfeiture of indigenous ways; their lifestyle, spirituality and their very culture as causing angst, anger, 

stress and anxiety (Reinschmidt, et. al., 2016), all of which lead to poor functioning across the social 

determinants of health, poor physical health and maladaptive behaviors (Grayshield, et. al., 2015). Like 

African Americans, Native Americans struggle with disproportionality when it comes to rates of poverty, 

employment, homelessness and education.  They have disconcertingly high usage of Community 
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Services, with way too many children in child protection and foster care systems (Hanna, et. al., 2017).  

They have higher rates of mental health challenges including depression, suicide (50% higher!) and PTSD 

and related symptoms such as guilt, rumination, feeling numb and disturbing dreams (Evans-Campbell, 

2008), than any other cultural or racial group in the country (Braveheart, et. al., 2011).   

Every elder interviewed in Grayshield, et. al.’s 2015 study connected historical trauma with the 

difficulties their communities are currently experiencing.  The impact is felt at the personal, familial and 

collective levels (Evans-Campbell, 2008) resulting in diminished social constructs and the lack of human 

potential and capacity (Brave Heart, 1998).  Historical trauma in the Native American community has 

resulted in massive numbers of people with internalized racial oppression who feel they are “bad, lazy, 

even dirty” (Grayshield, et. al., 2015, p. 301). “‘Your mind, body and spirit don’t know what to do with it.  

So, you dwell on it. And to relieve that, you go to alcohol or … [another] addiction.  As you do it, you 

destroy yourself and your whole being’” (Grayshield, et. al., 2015, p. 301).  Below is a photograph taken 

in Minneapolis in the fall of 2018, where most people living in the homeless encampment are Native 

American.  

 

 

Figure 11. [Photograph of Homeless Encampment in Minneapolis, MN]. Associated Press.  (2018, 

September 27). In Minneapolis, leaders grapple with sudden homeless camp. NBC News.  Retrieved from 

https://www.nbcnews.com/news/us-news/minneapolis-leaders-grapple-sudden-homeless-camp-n913641 

 

About 160 tents are currently lined for about two blocks next to a concrete sound barrier 

along Hiawatha Avenue that camp residents call the "wall of forgotten natives" because 

many of the people living there are American Indian. The camp includes families with 

https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwi1xY_h9pLeAhUJ74MKHbkwC2kQjRx6BAgBEAU&url=https://www.nbcnews.com/news/us-news/minneapolis-leaders-grapple-sudden-homeless-camp-n913641&psig=AOvVaw14h9-7XYqyWxdxcHFy7UqL&ust=1540053011323181
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children. … “It's about trust and responsibility for treaty agreements that were signed 

many, many years ago when land was swapped," … "And part of the treaty and trust 

responsibilities were for housing, and that's been put on the back burner. This thing has 

been brewing for many years, and it's finally coming to a head now.” (Nesterak, 2018).  

 

Summary 

 

Across these three groups, there are astounding suffrages that have resulted from historical 

trauma that unequivocally impact people today.  Disproportionality, racism and oppression are the daily 

reality of these populations.  You see it everywhere you turn.  Over 50% of children who are taken from 

their parents today to live in foster care because of issues of maltreatment in the home are children of 

color.  Over 50% of the children in the United States waiting to be adopted are children of color. The 

United States’ policies regarding child welfare have negatively affected the African American and Native 

American communities (Hanna, et. al., 2017).  Disproportionality across the social determinants of health 

abounds.  People are hurt, sad, angry and discouraged.  There is no end in sight to the violence of self-

abuse and neglect, discrimination and persecution. If we are to turn the tide, and realize some semblance 

of peace, happiness and reverence for fellow humanity, this is not something we can ignore.  Because of 

the plethora of research that has been done to date, we understand the role historical trauma plays and we 

need to address its consequences.   
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Chapter 3 

People with Intellectual and Developmental Disabilities 

and the Communities Who Support Them 

 

Court jesters and idiots in cages, Simple Simon and cherubs with Down syndrome, the Kallikaks and 

Carrie Buck, the Little Moron and the angel unaware, the girl down the street and the son just dropped 

off at a state school. The sister of the martyred president. ~Dan Barry 

 

The People and Their Communities 

 

There are different ways to define community, and the Disability Community is one connected by 

a common interest (infed, n.d.).  The community is knit together – in some ways loosely, and in some 

ways very intimately – by their connection to disability in some way or another, typically through family 

ties, or through occupation.  In the United States, there is a “big D” Disability Community, and there are 

subpopulations within that larger group.  The larger Disability Community includes people with all types 

of disabilities who acquired their disability at any point in life, and ranges from physical disability to 

intellectual and developmental disability and many other types of disability.  The Disability Community 

has large, national coalitions that focus on advocacy, policy, legislation and civil rights.  One example of 

a monumental law that was a product of the work of these types of large-scale organizations is the 

Americans with Disabilities Act (ADA), the intent of which is to prevent discrimination and ensure equal 

access to people living with disabilities when it comes to employment, housing, mobility and public 

services.   

People with intellectual and developmental disabilities (IDD) are a subpopulation of people 

within the larger Disability Community.  The IDD community is comprised of not only people with IDD 

themselves, but also the vast network of those who care for and support them, including family members, 

advocates, service providers and government agencies (Noll & Trent, 2004).  “An estimated 7.3 million 

people with intellectual and other developmental disabilities (IDD) live in the United States.  About 1.2 

million of these individuals receive formal supports through their state’s Developmental Disability 

agency” (University of Minnesota Research & Training Center & The Arc, 2017, p. 3).  Previously 

known as mental retardation, “[i]ntellectual disability is a disability characterized by significant 

limitations in both intellectual functioning and in adaptive behavior, which covers (communication as 

well as) many everyday social and practical skills. This disability originates before the age of 18” 

(American Association on Intellectual & Developmental disabilities, n.d.).  Downs Syndrome is a 

common example of an intellectual disability, but it can also include people with impaired functioning 
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stemming from issue of abuse or neglect (National Institutes of Health, 2010).  Developmental disability 

is a broader term that refers to problems with growth and development, and includes intellectual 

disability, but also includes physical disabilities.  A developmental disability may or may not include 

cognitive components.  Examples of developmental disabilities include autism spectrum disorders, 

epilepsy, cerebral palsy, or fetal alcohol syndrome (Wikipedia, Intellectual Disability).  It is important to 

understand that much like the construct of race, intellectual disability is a concept that was created for 

very specific purposes and has changed over time.  

  

Mental retardation is a construction whose changing meaning is shaped both by 

individuals who initiate and administer policies, programs, and practices and by the social 

context to which these individuals are responding.  Since it emerged as a social problem 

in the second quarter of the nineteenth century, educators, social reforms, physicians, 

psychologists, sociologists, and social workers have viewed mental retardation in diverse 

ways:  as a disorder of the senses, a moral flaw, a medical disease, a mental deficiency, a 

menace to the social fabric, and finally as mental retardation (now intellectual disability).  

Constructed sometimes in the name of science, sometimes in the name of care, and 

sometimes in the name of social control, these views have reflected shifts in the social, 

political, economic, and cultural order in the United States. (Trent, 1994, p. 2) 

 

Traumatic Experiences 

 

Figure 12. [Image of Idiot Cages]. (ca. 476 A.D. – 1500 A.D.) Minnesota Council on Developmental

 Disabilities (MNDDC). Parallels in time:  A history of developmental disabilities.  The Minnesota 

Governor’s council on developmental disabilities. Retrieved from 

htp://mn.gov/mnddc/parallels/index.ml 

 

For thousands of years, people with IDD have been the subjects of societal scorn, neglect, 

persecution, perceived burden and outright fear.  We see manifestations of this type of thinking as early 

https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwjtkq2Y85LfAhXpqIMKHdsSAiIQjRx6BAgBEAU&url=https://mn.gov/mnddc/parallels/two/2.html&psig=AOvVaw131Uw1EpDUuSjVqPLiYcmA&ust=1544450116681440


 

24 
 

the works of Aristotle (384-322 B.C.) whose writings proclaimed children with disabilities should not be 

allowed to live.  During this time period, public demonstrations were made by parents abandoning their 

children with IDD to die in forests, sending them off on ships to other lands, or blatantly murdering them 

by throwing them into rivers.  In some locales this was even required by law. Well-to-do citizens and 

royalty would keep a person with IDD for entertainment purposes.  In the middle ages, idiot cages were 

placed in central areas of town, for the purposes of both confinement and theatrical follies.  In general, 

society during these times, and into the 1800s, was very concerned with the financial and moral burden of 

people with IDD, so they lived unwanted, very difficult, and often very short, lives ( Minnesota Council 

on Developmental Disabilities, Parallels in Time, n.d.).   

In the United States, the construct of intellectual and developmental disability had a unique 

trajectory.  Prior to the American Revolution, people with IDD, who were known then as “feebleminded,” 

were generally part of everyday life in a family setting.  The surrounding communities accepted them and 

cared for them as one of their own.  In the years after the Civil War, things started to shift.  Largely due to 

financial hardship, people started to feel anxious and even fear towards those in their midst who needed 

extra support.  More and more, to relieve the burden communities felt, people with IDD started ending up 

in poor houses, jails and eventually special schools to train them to be more productive members of 

society (Trent, 1994; Noll & Trent, 2004).  One school superintendent said, “The State came in at this 

crisis, and assumed charge of the child:  the insufferable weight removed, a new life was infused into the 

household, business again became possible, health was restored … and the family is prosperous” (Trent, 

1994, p. 25-6).  Societal messages were that people with IDD had to be segregated, with their own kind, 

and that families could not provide suitable care.  Unfortunately, this is also where things started to go 

south as the conditions in these settings became deplorable, strife with filth, illness, neglect and abuse 

(Trent, 1994; Noll & Trent, 2004).  People with IDD came to be known as “idiots,” who were described 

as “passionate, filthy, self-abusive, animal-like, gluttonous, given to irrational behavior, intemperate, and 

possessed of all varieties of physical abnormalities” (Trent, 1994, p. 17).   

By the 1910s, care and control replaced treatment and education, and state “schools” morphed 

into what became generally known in later years and today as state institutions.  Their purpose was 

mainly custodial, and states sanctioned the use of corporal punishment and seclusion in these settings 

(Trent, 1994).  It became very common to institutionalize most people with IDD.  With eugenics starting 

to factor in, families were embarrassed to have children with IDD, who were viewed as a menace to 

society and felt societal pressure to give up their children.  Mothers were even suspect if they chose to 

care for their child with an IDD and were frowned upon for being selfish, disillusioned and for putting the 

rest of the family at risk of negligence (Trent, 1994; Noll & Trent, 2004).  Fathers too received pressure, 

as the emphasis of the time was to raise successful and prosperous sons, so if they had a son with an IDD 
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who would not meet society’s definition of success, the father was seen to be failing his manly duties 

(Noll & Trent, 2004).  The structure of institutions that was in place by the 1920s remained until the 

1970s.  The only real change was their size, which grew to enormity over those five decades.   

Originally used more by people who could not afford to care for their loved one with IDD, in the 

1950s it became fashionable, well-thought-of and beneficial for middle and upper-class families to send 

their loved ones to live in institutions as well (Trent, 1994).  As the institutions grew, the conditions in 

them became worse.  Children were dropped off and seemingly forgotten by their families and 

communities, and maltreatment was the norm.  Images from news exposes of the time depicted naked, 

dirty individuals, curled up in little, self-contained balls, lost in their own world to the severe neglect 

(Trent, 1994).  Staff who worked in the institutions tried to bring attention to the issue.  They 

“…compiled notes and diaries [that] chronicled beatings and tortures, deprivation and cruelty, even 

killings, but they primarily revealed benign neglect” (Trent, 1994, p. 228).   Yet, for three decades, 

nothing was done, institutions grew bigger and bigger, and things got worse and worse. The rising costs 

and over-crowding to due to the extreme growth only added to the horrific conditions of life in 

institutions.  

 

In 1967 Neils Erik Bank-Mikkelsen, the director of the Danish national services for MR, 

visited an institution in California and said, ‘I couldn’t believe my eyes.  … In our 

country, we would not be allowed to treat cattle like that.’  … What he found were wards 

of naked adults sleeping on cement floors often in their own excrement or wandering in 

open day-rooms.  Not uncommon were ‘head-bangers’.  Many residents were heavily 

medicated, existing in a pharmacological daze, a daze exacerbated by the constant 

shouting and screaming around them. (Trent, 1994, p. 256) 

 

In the 1970s, the institution once again came under fire and new exposes flooded the living rooms 

of America. The video clip of Geraldo Rivera’s 1971 expose that brought the horror of institutionalization 

into America’s homes is beyond painful to watch.  Imagine what it took:  he went into the Willowbrook 

State Developmental Center in New York, unannounced.  Then and only then could the truth be exposed.  

Old photos from state institutions like Willowbrook depict shocking and disturbing images of unclothed 

patients lying against walls, shackled and restrained, despondent, and isolated out of the public’s eye 

(Minnesota Council, Parallels in Time, n.d.). 
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Figure 13. [Photograph of Residents at Willowbrook State School].  (ca. 1974).  Carse, K. (2015, 

February 5). Revisiting the atrocities that once consumed the halls of Willowbrook State School in Staten 

Island. Daily News.  Retrieved from https://www.nydailynews.com/news/national/atrocities-consumed-

halls-willowbrook-school-article-1.3030716 

 

  

Figure 14. [Photograph of Resident at Willowbrook State School].  (ca. 1974).  Gunderman, D. (2017, 

April 9). Willowbrook State School: New book includes photos of heartbreaking neglect.  

Retrieved from 

https://www.silive.com/healthfit/index.ssf/2015/02/you_dont_win_once_says_parent_advocate_i

n_account_of_the_closing_of_willowbrook_state_school.html 

 

The sound – the haunting, mournful, soul-wrenching sound that Riveria captures and that dominates the 

video clip leaves no doubt of the pain and suffering that was experienced by the human beings who lived 

there.  Not only was this the experience of those who lived there, but the families who loved them and 

gave them up, the staff who worked at the state hospitals, the government agencies who sanctioned and 

funded these atrocities, and the general public who watched the exposes.  It was far-reaching and 

https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwi59L7c15XeAhUHw4MKHUyFCmsQjRx6BAgBEAU&url=https://www.ranker.com/list/willowbrook-state-school-and-cropsey-facts/lyra-radford&psig=AOvVaw0N8_E1t0h3zfKdFsWHAOJn&ust=1540147422049701
https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwiwk6iD1pXeAhUao4MKHWzHAjEQjRx6BAgBEAU&url=https://www.silive.com/healthfit/index.ssf/2015/02/you_dont_win_once_says_parent_advocate_in_account_of_the_closing_of_willowbrook_state_school.html&psig=AOvVaw2wNO0ZdWW1x-LFUL1yDAgN&ust=1540147217795455
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impactful. There were 6200 residents at Willowbrook (it was built to house 4000) (Disability Justice), but 

there were state institutions like Willowbrook all over the country. This was the plight of hundreds of 

thousands of people with IDD for many decades.  The image below is from Cambridge State Hospital in 

Minnesota, and it is not very different from the images at Willowbrook. 

 

 

Figure 15. [Photograph of Resident at Cambridge State Hospital]. Minnesota Council on Developmental 

Disabilities (MNDDC). (ca. 1970s).  Welsch v. Likins class action lawsuit 45
th
 anniversary.  

MNDDC.  Retrieved from http://mn.gov/mnddc/extra/welsch-45th.html 

 

After Rivera’s Willowbrook expose, he visited another institution in 1972.  He said: 

 

‘Virtually every patient at Tau was undressed and there was shite everywhere; it looked 

and smelled like a poorly kept kennel. … The residents of Tau were young girls.  Many 

of them had physical deformities; most were literally smeared with feces – their 

roommates’, their own.  They looked like children who had been out making mud pies.  

… But they were after all, just little girls.  And those little girls … wanted to be held and 

loved. When we walked into the wards, they came toward us.  I wanted to hold them, but 

it was too frightening.  They were like lepers, and I was afraid they would somehow 

infect me.’ (Trent, 1994, p. 258)  

 

This is the horror that people with IDD and their families experienced.  And while families may 

have chosen – either by force, pressure or even of their own free will – to place their loved ones in 

institution, I am sure it was the rare instance when someone with an IDD made that choice for themselves. 

One young man dropped off at a state hospital in Texas adamantly said, “‘Get me out of here’” (Barry, 

http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwi34fHI4pXeAhWT14MKHZHcBhgQjRx6BAgBEAU&url=http://mn.gov/mnddc/extra/welsch-45th.html&psig=AOvVaw36hF56lC5jLnmVTWEeVQn3&ust=1540150590497422
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2016, p. 153).  In response, his family was advised to wait.  “‘Don’t come visiting every weekend.  Allow 

Gene some time to adjust to his new environment, and you to yours.  Let it take’” (Barry, 2016, p. 198). 

“‘The hardest thing we ever did in our life,’ his mother says now, pain informing her every word.  ‘It 

killed him,’ she says.  ‘It killed us too’.” (Barry, 2016, p.199).  I once worked with a woman who lived at 

Cambridge State Hospital in Minnesota, an institution like those described here that had over 2000 

residents at its peak.  When I asked her what it was like there, she waved her hand in a gesture of 

dismissal, looked away, and would not speak. 

In addition to institutionalization (forced removal from their homes and families), mass bias, 

discrimination, persecution, oppression, abuse, neglect, starvation, torture, seclusion, rape and murder, 

people with IDD also fell subject to eugenics and forced sterilization (Noll & Trent, 2004; Trent, 1994).  

“Race purification advocates stressed that through the prevention of inferior stock and the reproduction of 

good stock, problems that had always plagued human beings – poverty, crime and vice, unwanted 

children, insanity and feeblemindedness – could be eliminated” (Trent, 1994, p. 136). Voluntary 

sterilization for people with IDD was legalized in the United States in 1927 (Noll & Trent, 2004), though 

it is thought that much of the sterilization that occurred was done without the informed consent of the 

person undergoing the procedure (Wicke, 2017).  People with IDD were forced to work, against their will, 

for subminimum wage (subminimum wage was, and still is, legal in the United States).  In Texas, people 

with IDD worked for a company called Henry’s Turkey Service.  “It is grimy, repetitive, shit-and-feather 

filled work – work that few want to do” (Barry, 2016, p. 176).  The owners under-reported their 

productivity so could pay them even less than they would have earned anyway with sub-minimum wages 

laws that are in place (Barry 2016).  This type of thing occurred – and still occurs today – under the 

auspices of services funded through the federal government and state agencies. 

In the decades since deinstitutionalization, which began in the 1970s and is still in progress across 

the United States, traumatic experiences have continued to mount.  In his powerful book, Boys in the 

Bunkhouse: Servitude and Salvation in the Heartland, Dan Barry brings to life the story of 32 men who 

lived in deplorable conditions in an old school house in Atalissa, Iowa until they were discovered in 2009 

(2009!).  They were forced to live there and were paid a pittance (far less than minimum wage) for full 

time work at the nearby Louis Rich turkey plant for hard, dirty and even degrading manual labor. They 

were paid far less than their co-workers without disabilities for the same work.  They were bullied and 

abused by co-workers.  One employee at the plant said, “‘They didn’t quite accept the boys too well … 

Some of the plant workers played pranks on [them] … goaded them into bad behavior.  Pelted them with 

turkey slime …’” (Barry, 2016, p. 383-4).  When they were finally rescued by state officials, the 

protection staff who went to the home could not get over the putrid smell of urine, rot and decay.  The 
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men were seriously neglected, in very poor health, lacking medical attention and did not have any idea 

that a different life was possible (Barry, 2016).   

That was only nine years ago, and times are still tough.  Between 2012-2017, over 400 people 

with IDD in the United States were murdered by family members or those providing care for them 

(Wicke, 2017).  We have policy that says we need to support people to thrive, but what is still provided, 

more than anything is care and control.  I worked in day programs for people with IDD in the mid-1990s 

where people clearly communicated that they did not want to be there; where they sat naked all day, were 

idle all day, and where they worked for mere pennies when there was “piece rate” work a few minutes a 

month (if at all).  In 1994, James Trent wrote, “As the century closes, there is hope but also reason for 

concern” (p. 267).  His concerns included scenarios like the above, children continuing to receive their 

education in segregated schools, people with IDD more regularly ending up in prison, and people with 

IDD “find[ing] themselves merely re-institutionalized, often in urban and rural wastelands away from 

easily accessible services, faced with routinized activities, and denied opportunities for all but the most 

innocuous choices” (Trent, 1994, p. 268). 

Twenty years later there have been improvements to be sure, but there is much progress yet to be 

made to fulfill the spirit and intent of the ADA and other guidance around ensuring inclusion and 

integration for people with IDD.  The Developmental Disabilities Assistance and Bill of Rights Act was 

enacted in 1975 and expanded in 1999 and 2000 (Barry, 2016).  It directed our country to provide people 

with IDD with informed choice, training, and the necessary support to be able to live and work in their 

own homes and jobs, enjoy the benefits of civil rights, have close relationships with people other than 

paid staff, live safely, be fully included members of their communities and, essentially have access to the 

American Dream (Barry, 2016).  This is a remarkable and important vision that truly offers both 

restoration and hope to people with IDD.  Over four decades later, there is still a long way to go to realize 

this vision.   

 

As they did in the 1840s, mentally retarded people who have money, supportive relatives, 

and understanding neighbors and employers do well in American communities.  As they 

did in the 1840s, mentally retarded people who do not have those things, do not.  For 

some the community has become the beloved community; for others, the lonely crowd. 

(Trent, 1994, p. 268) 
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Life Outcomes and the Social Determinants of Health 

Disability Services People with IDD access a variety of services and programming designed to 

support them in community-based settings, so they do not have to resort to institutional care like state 

hospitals, nursing homes and residential treatment centers.  These could include residential, vocational, 

therapeutic, respite, and Personal Care Attendant (PCA) services; training, coaching, transportation and 

many other supports.  The term “disability services” is used generally to describe the funding, services, 

programming and supports that people with IDD and other disabilities access to meet their needs.  The 

same year that Heraldo Riviera surprised the staff at Willowbrook State Hospital in New York with his 

film crew (DiLeo, 2007), the state of Minnesota faced a class-action lawsuit, resulting in the 1980 Welsch 

Consent Decree, in which Minnesota was ordered to reduce the number of people living in state hospitals 

(Minnesota Historical Society, n.d.).  In response, Minnesota developed two predominant models to 

support people in “home and community-based settings.”  Those were group homes, where people lived, 

and day activity centers, where people spent their days. Day Activity Centers developed into sheltered 

workshops, Community Rehabilitation Programs and Day Training and Habilitation Centers, which also 

provided some vocational options, as well as habilitation services.   Both models are places where only 

people with IDD and other disabilities or mental health challenges live and work, making them segregated 

settings. 

Despite the term “community-based,” these two settings that Minnesota historically relied on, 

which most people with IDD still use today ( State Employment Leadership Network, 2015), were 

developed using the same institutional, medical model that the large state hospitals were based on.  That 

is, people who have a problematic physical condition seek out a place to go where there are trained 

professionals who can treat the specific issue.  The diagnosis, or treatment and habilitation, is the primary 

focus (DiLeo, 2007).  The deficiencies one has are front and center, leaving little room for attention to 

strengths, hopes and dreams.  Medical models also include provisions for alternative decision making, in 

case the patient becomes unable to decide on their own care.  People who have IDD are often assumed 

unable to make their own decisions in order to keep themselves healthy and safe, so they are appointed, 

via the court system, an alternative decision maker, or “guardian.”  Since physical health and safety are 

the primary concerns of the medical model, the guardian is generally the one making any decisions about 

medical treatment, and other services including where someone lives, works, and spends their time.  

While there are many different services available to support people to meet their needs, not every service 

is available in all areas across Minnesota, especially in rural or “outstate” communities.  The models that 

are available everywhere, and therefore most often used by adults with IDD, are the ones geared towards 

24-hour supervision and care and are congregate in nature. Minnesota has almost 300 sheltered 
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workshops attended by 12,000 people at the cost of $220 million annually, placing them as the fourth 

largest user of sheltered work and one of the most segregated states for people with IDD in the country 

(Serres & Howatt, 2015, November 8).  Minnesota also uses the group home model more than all other 

states, “spending $1 billion annually for about 19,000 in more than 4,500 facilities” (Serres & Howatt, 

2015, November 9).  

Historically, the person with the IDD is not the final decision maker in terms of where they live 

and work, but instead it is their families, guardians, social workers or other professionals in the field.  It 

can be a very difficult decision for families to choose the more segregated options, but often they are not 

aware of other choices, there simply are not other options available, or they were told by professionals 

that those are the “best” places for their loved one.  “‘Today, too many families believe their child, or their 

loved one, only has one option — a sheltered workshop,’ said Jennifer DeCubellis, assistant commissioner at 

the Department of Human Services” (Serres & Howatt, 2015, November 8, pp. A8).  Sometimes, families 

simply need the peace of mind that their loved ones will be fully cared for, so even when more integrated 

options may available, they default to more segregated options that are simpler and easier and are 

assumed to be safer.   

In addition to the programs attempting to address the issue of community living, there are numerous 

programs aimed at supporting and stabilizing the financial aspect of the lives of people with disabilities.  Those 

include cash assistance programs like SSI and SSDI, Supported Employment Services (SES) and Vocational 

Rehabilitation Services (VRS). SES and VRS are designed to help people with IDD attain integrated 

employment and are typically underutilized.  Sheltered workshops can pay sub-minimum wage by holding a 

special certificate that allows them to pay people based on their supposed productivity level, instead of the 

minimum wage.  In one of Minnesota’s metropolitan counties, people working in sheltered workshops make an 

average of approximately $4.00 per hour and work an average of six hours per week (Ramsey County Disability 

Services, 2015).  That is a total income of only $24.00 per week!  Adults with disabilities often use cash benefit 

programs through Social Security designed to supplement their income, but those are not enough to, nor are 

they intended to, bring people above the poverty level (Nord & Nye-Lengerman, 2015).  An additional $24.00 

per week will not likely to do the trick either.   

People with IDD have the same needs, hopes and dreams as anyone else, including having 

vocation, responsibility, and a home of one’s own (DiLeo, 2007). They have the same human need for 

love and connection.  The stated purpose of most disability services is to prevent the need for institutional 

care by supporting people with IDD to be healthy, to stay connected to their families and communities, 

and live as independently and productively as possible.  People are, in fact, receiving the services that are 

planned for them (National Core Indicators, 2012) so should technically have the support they need to 

achieve their goals.  Yet, “[f]rom a disability advocacy perspective … the stated goals of many public 
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policies and court decisions simply don’t align with existing practices and outcomes” (Nord, Timmons, & 

Lavin, 2015, pp. 244).   

 

Housing One thing the disability services system has done well, is that people with IDD do not 

experience a high level of homelessness.  If someone has an IDD and is eligible for services, they typically live 

in their own home, with supports, or in a group home.  Group homes are an easy option, because they provide 

24-hour care.  In the past few years however, the widely used, “community-based” group home model has 

come under fire in for being a segregated model of care, as well as for the quality of life that people living 

in group homes experience.  People with IDD and advocates are starting to speak out because in these 

congregate settings, isolation, separation and segregation are a serious issue.  In his book about ending 

segregation for people with disabilities, Dale DiLeo writes, “…the great majority of [those with IDD] are 

living lives separate from the rest of ‘us’…  If not institutionalized, they are largely segregated in 

facilities or houses...” (2007, Introduction).  In Minnesota, many group homes are in rural settings, and 

often people live far from their home communities and families (Serres & Howatt, 2015, November 9).  

Disability advocate and researcher, John O’Brien, maintains that these types of settings are socially 

isolating (DiLeo, 2007).  

In a 2015 Star Tribune collection of five articles titled A Matter of Dignity: Failing the Disabled, 

the tag line for the series reads “How Minnesota isolates and marginalizes thousands of adults with 

disabilities” (Serres & Howatt, 2015).  A woman named Ashley and her mother were interviewed for the 

series.  Ashely lives in a group home in Minnesota, about three hours from her family’s home, and tried 

to take her life seven times after she moved there.  Her mother was quoted as saying, “‘Ashley feels lost 

and abandoned … She has no place to call home in this world and this is her way of crying out for help’” 

(Serres & Howatt, 2015, November 9, pp. A1).  Another person interviewed for the article said of his group 

home, “‘This feels like a prison … This is not the place for me, but it feels like my life is outside of my hands’” 

(Serres & Howatt, 2015, November 9, pp. A6).  The article goes on to describe an alarming theme found over 

many individual interviews:  people are not choosing to move to group homes, but rather are just “sent” there, 

even when they do not want to go, and could do just fine in a more independent, individualized setting (Serres 

& Howatt, 2015, November 9).  “‘I think about escaping two or three times a day … I want out, but no one 

listens’” (Serres & Howatt, 2015, November 9, pp. A7).   

In the article, the woman from the example above also touches on one of the most important issues 

people in these settings face, describing how after she moved into a group home, she lost her relationships with 

the people who were most important to her – her family and friends (Serres & Howatt, 2015, November 9).  In 

the 2006 study, which found 90% of people in disability services programs were satisfied with where they lived, 

researchers also found that people living in congregate housing “were most likely to report feelings of 
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loneliness” (University of Minnesota Research & Training Center, 2006, p. 35).  The same study also found that 

“better outcomes were almost always associated with smaller residence size” (University of Minnesota 

Research & Training Center, 2006, p. 96) and that 30% of the respondents said they had no friends who were 

not paid to support them (University of Minnesota Research & Training Center, 2006).  In studies that examined 

outcomes for people who moved to community settings, benefits included positive changes in the areas of self-

care and social relations (Behavioral Outcomes of Deinstitutionalization, 2011). In my experience, I have 

seen that people can be relatively happy in a congregate residential setting, but when they have other 

experiences, and the opportunity for more autonomy in an individualized setting with less formal supervision, 

they are even happier.  

 

Simulated Homes are not the same as real homes. Home is the place where you feel 

secure.  It is your retreat, where you feel loved and comfortable.  It is a place you call 

your own, decorated in your style.  It is a place of privacy, where your possessions are 

protected and safe.  It is a place to take pride in, where you can be yourself.  (DiLeo, 

2007, Chapter 8) 

 

Until we are given the opportunity to experience something different, we simply do not know what we do 

not know. 

 

Employment Economic self-sufficiency is an important part of anyone’s life, and it is no 

different for someone with an IDD. “The emergence of the Employment First movement across the 

United States is leading to a growing demand and expectation among persons with disabilities that they 

will be employed” (Nord, Timmons, Carter, & Gaventa, 2014, p. 161).  In fact, most individuals with 

disabilities name finding and keeping employment as one of their primary goals (Nord & Nye-

Lengerman, 2015).  It is commonly thought that people with IDD cannot work because of their cognitive 

functioning, their mental health, and a host of other reasons.  Interestingly, research shows that 52% of people 

with IDD who do not access public cash benefits are in fact working, challenging “the misconception that 

people with IDD are unable to work at levels comparable to the general workforce” (Nord & Nye-Lengerman, 

2015, p. 316).  “Survey data [shows] that people with disabilities want to work and, with sufficient support 

services and adequate opportunities, can work” (Kennedy & Olney, 2006, p. 24).   

Though an extraordinary amount of resources – in the billions of dollars each year – is invested and 

spent to help people with IDD find and keep jobs, employment outcomes for this population are not good (Nord 

et. al., 2014).  Data from the 2010 U.S. Census Bureau shows that only 19% of people with IDD who receive 

employment supports end up with a job (Nord, et. al, 2014).  People with IDD “are less likely to participate in 
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the labor force; and when they do participate, they face higher unemployment rates” (Nord et. al., 2014, p. 

161).  A 2017 study found that 64% of people with IDD who are over the age of 22 and are receiving 

disability services do not have any paid employment, and 81% of people with IDD are not working in a 

community-based job (University of Minnesota Research & Training Center & The Arc, 2017). 

 

 

Figure 16. [Photograph of Scott Rhude.]  Serres, C., & Howatt, G. (2015, November 8). A matter of 

dignity, part 1 of 5, How Minnesota fails the disabled. Star Tribune, p. A1. 

 

Not only are the low rate of employment and low wages problematic, but when they do work, the type 

of work people with IDD perform lacks fulfillment.  Scott Rhude, also personified in the 2015 Star Tribune 

series, makes $2.00 per hour working in a landfill, collecting garbage.  His mother described his desire for 

different work that is more meaningful, but maintains that he is “‘stuck, stuck, stuck’” (Serres & Howatt, 2015, 

November 8, pp. A1) in a “…‘suffocating experience’ that keeps her son isolated from the community” (Serres 

& Howatt, 2015, November 8, p. A1).  Another person interviewed in the Star Tribune series expressed her 

dissatisfaction with the menial employment she has been able to secure cleaning toilets, saying five years is 

enough and she wants to do something different (Serres & Howatt, 2015, November 8).   

People with IDD have a hard time getting work, and because having a job is one of the primary ways 

for people with IDD to be integrated into, and included in, their communities (Nord & Nye-Lengerman, 2015, 

p. 308), these outcomes result in the same issues we see for people living in group homes:  isolation and 

segregation. “Unfortunately, many people with IDD continue to experience minimal work hours in individual 

community jobs, resulting in large spans of time in segregated day programs or isolated at home alone” (Nord & 

https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=imgres&cd=&cad=rja&uact=8&ved=2ahUKEwjWyOCgiZPfAhVE74MKHcuVDqwQjRx6BAgBEAU&url=http://www.startribune.com/a-matter-of-dignity-a-five-day-special-report/339820912/&psig=AOvVaw0RJtZUsTkzbCLpNL9zpZrO&ust=1544456044697396
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Nye-Lengerman, 2015, p. 315-16).  The issue of segregation is perpetuated because of the poor outcomes 

sheltered workshops produce when it comes to their role in helping people move to integrated employment. 

Minnesota’s legislative auditor conducted a study in the 1980s on the sheltered workshop industry.  The auditor 

discovered that only 83 of the 3000 people receiving services in sheltered workshops moved on to find regular 

jobs in the community.  In 2015, that number was only at five percent (Serres & Howatt, 2015, November 8).  

“[W]e are spending public funds for people with disabilities to work in segregated settings that offer 

abysmal outcomes in terms of wages and eventual job placement” (DiLeo, 2007, Chapter 1).  Further 

exacerbating things, a researcher from the University of Vermont points out that those settings, “can actually 

impede progress by training [people] to be compliant and settle for mundane tasks…” (Serres & Howatt, 2015, 

November 8, p. A9).  

Since they are not earning enough money to sustain themselves, many people with IDD use cash 

benefits (SSI and SSDI) to make ends meet.  These programs are not meant to replace income, but rather, to 

supplement income (Nord & Nye-Lengerman, 2015).  However, as many as 97% of people using SSI are not 

earning any money.  Research shows that when SSI recipients do work, the number of hours they work per 

week tends to be very low (Nord & Nye-Lengerman, 2015), and less than 1% of people using SSDI ever re-

enter the general workforce once accessing the benefit (Kennedy & Olney, 2006).  Therefore, not only do the 

current employment outcomes result in segregation and isolation (Nord & Nye-Lengerman, 2015, p. 308-9), but 

they also leave people with IDD living largely in poverty (Nord et al., 2015).  As Kennedy and Olney point out, 

this is “inconsistent with the broader policy goals of social and economic participation for persons with 

disabilities” (2006, p. 28).  

Inclusion The ADA proclaims, “Society has tended to isolate and segregate individuals with 

disabilities, and despite some improvements, such forms of discrimination against individuals with 

disabilities continue to be a serious and pervasive social problem” (DiLeo, 2007).  The ADA was passed 

28 years ago, and each year, there is an annual event held in Minnesota to mark the occasion and 

celebrate the law’s intent that people with disabilities may lead fully included lives.  While there has been 

improvement in some areas such as accessibility (buildings, streets, bathrooms, doors), people with IDD 

are still waiting for noticeable improvement in other ways, including the areas of socialization and life 

satisfaction (Harris Interactive, 2010).  In general, the “majority of people with disabilities say the ADA 

... has made no difference in their life” (Harris Interactive, 2010, p. 19).  The fifth and final article in the 

November 2015 Star Tribune series focused on relationships.  

For people with disabilities … the freedom to be intimate is rare. Across Minnesota, disabled 

adults complain of having to overcome constant hurdles to engage in romantic activity and 

sustain loving relationships. … Often, the barriers are imposed by group home operators that 
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place safety above intimacy.  In the isolating confines of Minnesota’s more than 4,500 group 

homes, true intimacy can be impossible. (Serres & Howatt, 2015, November 12, p. A1).   

People and their families wanted to see progress and improvement in the areas of housing, employment and 

integration nearly thirty years ago with the passage of the ADA.  It is becoming clear even with changes in laws, 

the system itself is not capable of producing the intended outcomes (DiLeo, 2007), and is not capable of truly 

caring about people (McKnight & Block, 2010).   

Satisfaction vs. Outcomes In a 2007 study, researchers found that people with the most significant 

disabilities – those with a dual diagnosis of IDD and mental illness – had the lowest rate of satisfaction with 

their supports (Bradley & Mosley, 2007).  In an interesting paradox, the same study found that family members 

felt that services “made a positive difference” (Bradley & Mosley, 2012, p. 14) for their loved ones.   This begs 

the question around why some research shows high levels of satisfaction with the services provided (University 

of Minnesota Research & Training Center, 2006), yet it is clear from the above examples that the programs are 

not producing the types of outcomes they are intended to.  I have noted in my work in the field that there is often 

a stark difference between how the person with IDD feels regarding their outcomes, and how those who support 

them feel, in that adults with IDD tend to be less satisfied than those making decisions on their behalf.  Many 

people with IDD report they are unable to give input into things like where they live, who they live with, and 

where they spend their time during the day (Bradley & Moseley, 2012). 

Even though “[t]here has been a paradigm shift in the American disability policy that recognizes the 

need for full community participation by persons with disabilities” (Kennedy & Olney, 2006, p. 26), 

discrimination is alive and well and the reality is that people with IDD often do not get to lead regular, average, 

everyday lives.  It seems instead they lead the lives that others think they should, regardless of what they want.  

They struggle to develop and maintain relationships with people other than their families who are not paid to be 

with them.  Families want the best for their kids; they want their kids to have everything a typical kid would, 

and most do everything they can to realize that end.  Yet it remains that for people with IDD there lacks 

abundance, community, relationships and love.  They lack a real shot at the coveted American Dream. “…I see 

people waste time in a constant state of getting ready for life.  They never reach real life, mind you; they 

just spend their lives getting ready” (DiLeo, 2007, Chapter 6). 

 

Stigma and Bias People with IDD continue to be dishonored and discriminated against on 

consistent basis.  Over the past two years, I have been working with two cities in the metropolitan area of 

Minnesota that have passed ordinances that specifically target people with IDD, preventing them from 

living in parts of the city if they are receiving certain government services to help pay their rent and 

provide daily living supports.  Worse yet, the areas they cannot access are those that are zoned as multi-
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family, meaning apartment buildings. When someone with an IDD is striving toward living in an 

integrated setting, an apartment setting is typically the most logical choice.  In that way, these ordinances 

serve to force people to choose group living as they would not be able to access more independent living 

setting in those cities. It is a clear example of trying to limit people with IDD from living amongst the rest 

of the population, and it stems largely from fear of “the other”.  City officials have said they are simply 

trying to keep out people who would cause problems and who are a drain on their limited resources.  They 

maintain it is a burden on them to respond to the types of situations that may arise when someone with 

significant support needs is living more independently in their city.  It is striking how reminiscent that 

sentiment is of the last part of the 19
th
 century, when people with IDD were portraited as a “menace” to 

society and officials started sending them away to be contained, apart from the rest of humanity so they 

could not cause trouble, scare people, or importantly burden them (Noll & Trent, 2004; Trent, 1994).   

Discord in the IDD Community The IDD community is comprised of not only people with IDD 

themselves, but also the vast network of those who care for and support them, including family members, 

advocates, service providers and government agencies (Noll & Trent, 2004).  As has been the case since 

the first parents’ groups of the 1950s surfaced and called for changes in services and in the way their 

loved ones were supported and treated (Trent, 1994), the IDD community today has different viewpoints 

in terms of how care should be provided.  Reflective of the broader world we live in, it is factioned with 

two extreme opposing viewpoints and moderates in the middle.  Simply put, there are those who are 

fighting to keep the current, formal service delivery system intact, those who are fighting for significant 

changes in the way that services are delivered and those who are somewhere in-between.  Some are 

fiercely advocating for reform, so people can work and live as fully integrated, included, participatory 

citizens.   

Clearly, “…too many [people] are still supported in a service industry that tends to segregate and 

isolate them from full community participation” (Nord et al., 2015, p. 244).   In Raymond’s Room, DiLeo 

explains a concept he calls the “The Disability Industrial Complex (DIC)” (2007, Foreword), which 

describes how the disability service system continues to thrive, despite the poor outcomes it generates, the 

laws passed, the policies written with the intention to shift that trajectory, and an increasing 

dissatisfaction by system users, their families and advocates across the country. The DIC is: 

…what happens when the power to control events becomes concentrated in a mutual 

relationship between parties that support each other’s existence and goals.  … [I]t is … a 

mega-system whose primary goal is to perpetuate itself, rather than serve the reals needs 

of its government. (DiLeo, 2007, Chapter 2) 
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 Billions of dollars in government and private funding are invested in the DIC, so the thought of 

dismantling the system – of doing something different – is very difficult.  Buildings were built.  Careers 

were built.  Some providers would like to change their services to be more integrated but feel constrained 

to do because of the infrastructure they feel a responsibility to maintain (DiLeo, 2007).   

The existence of the DIC can be explained through a spiritual lens as a reflection of society’s 

values and biases, and so too can its perpetuation. “The effort it takes to grow out of painful patterns often 

feels more uncomfortable than remaining with them” (Williamson, 2007, p. 353).   In Minnesota, there 

are very active provider trade associations who employ lobbyists to advocate in their interest to keep their 

doors open in the name of ensuring choice of services, so that people with IDD and families who have 

chosen segregation can continue to receive services in those settings.  Service providers also have strong 

connections to the families who use them and have used fear-based messages to get them to help advocate 

for their cause (PRI, 2015).  Because of this, I have heard from many families who are terrified that their 

loved ones will not have other options for services and supports if the segregated ones were to not be 

available.  “If the DIC is failing so many people, why are so many others waiting to get in?  The answer is 

simple. Families are stressed and need help. The service system offers relief” (DiLeo, 2007, Chapter 2).  

People with disabilities “…lives are controlled by one of the last publicly funded monopolies in American 

today” (DiLeo, 2007, Introduction).  By having segregated, congregate models of service available, and 

directing most of the funding towards them, the system continues to be a thriving option.  

In 1999, the U.S. Supreme Court decision Olmsted et al v. L.C. et al, made under the ADA, found 

that, “Confinement in an institution severely diminishes the everyday life activities of individuals, 

including family relations, social contacts, work options, economic independence, educational 

advancement, and cultural enrichment” (Burke, 2015) and reaffirmed the need to ensure that people with 

disabilities are able to live in integrated settings.   The 2015 series of articles in the Minneapolis Star 

Tribune, is an example of the uprising from the advocacy community within the disability services field.  

“‘It’s a segregated system’ said Mark Nelson, division director of adult services in St. Louis County” (Serres & 

Howatt, 2015, November 9, p. A6).  People with disabilities, their families and advocates are demanding a 

change in the way those with significant disabilities are supported.  “…[S]ervices and supports have been 

locked in a formal disability system … encumbered by the idea that the old ways are still the best ways” 

(Nord, et. al., 2015, p. 241).  People with IDD are asking to be supported in and of their communities, not 

in a parallel service system.  They are asking for their quality of life to be considered in addition to their 

physical health and safety.  They are asking for homes of their own, regular jobs with fair pay and the 

opportunity to live the American dream; to have autonomy, to have meaningful relationships, to fall in 

love and get married. Simply, they are demanding integration; they are demanding social justice.  
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Oversight for most disability services is the responsibility of the federal government’s Center for 

Medicaid Services (CMS).  In 2014, CMS revised the rules governing the Home and Community Services 

(HCBS) program, in order to begin to move it in the direction that people and their advocates are 

demanding.  The new rules call for a focus on not only what is important for the person (physical health 

and safety), but also what is important to the person: their life goals, hopes and dreams.  It requires that 

services be provided in the most integrated setting possible, that people with IDD can interact with people 

without disabilities to the same level as people not using CMS-funded services (meaning everyone in 

society!), and that each person have the opportunity for integrated employment supports (CMS, 2014).  

The new rules are extremely hopeful, but much work needs to be done to make them a reality.  It will 

require monumental changes in the way we do this business.  In a summary of disability employment 

policy in Minnesota, The State Employment Leadership Network (SELN) noted, “there is not a 

consistent, statewide process for providing training and technical assistance support [for these new 

requirements] to services providers, families … and state staff” (SELN, 2015).   

Although efforts such as Employment First, Consumer Directed Supports and similar 

policies have been developed to promote the full inclusion of people with disabilities into 

their communities, it is clear these efforts are not working for all individuals with IDD.  

Caregivers often know the supports the person they support needs and wants but 

accessing these supports can be a challenge due to limited access, workforce or 

availability. (University of Minnesota Research & Training Center & The Arc, 2017, p. 

24)   

It is also a challenge because of stigma and bias that people with IDD face every day.  Not only will this 

require changes in the way we do this business, but it will require a serious shift in the way the collective 

society views and approaches people with IDD. 

On the opposite side of the spectrum in relation to the reforms coming out of CMS and the ADA, 

over the past two years, a group has formed on the national level called Together for Choice.  Under the 

auspices of “choice” – meaning people with IDD should be able to have choice on where to live, work 

and play – they are advocating and lobbying against the federal guidance that has come down from CMS 

and via the Olmstead Act that requires people with disabilities be supported in integrated settings when 

using public resources.  They are working hard to preserve – and even strengthen – the option of 

congregate, segregated services for people with IDD.  The front page of their website says,  

 

Together for Choice was organized by providers and families across the country seeking 

to enhance the rights of individuals with developmental disabilities to choose where to 
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live and how to spend their days. We stand for the proposition that individuals with 

developmental disabilities should have the same rights as everyone else to decide where 

to live, work, recreate and receive services. (Together for Choice, n.d.) 

 

That sounds good, right?  But their tag line is Different Voices, Different Choices.  With that, the frame 

they are applying to people with IDD is that they are different.  That they are still the other.  Importantly, 

it also specifies the group was formed by families and members of the DIC, not people with IDD 

themselves.  In September of 2018, Together for Choice held a national conference on the grounds of a 

large, segregated care facility for adults with IDD.  It is a gated community, where only people with IDD 

live.  Guests were given a tour of the facility, noting they were not allowed to walk the grounds 

unescorted.  For those in attendance from the “reform” side of the factions, the conversation sounded to 

them very defeatist, down-putting and was difficult to hear.  The mindset was one of very low 

expectations for the potential of people with IDD.  I wonder what people with IDD would have thought 

had they heard people at the conference talking about them that way.  

Conversely, a 2017 study found that parents and caregivers are under a significant amount of 

stress and worry that once they are gone their loved one with IDD will have to live somewhere they do 

not want to (81%) or that they will end in up in a segregated, congregate setting like an institution or 

nursing home (63%) (University of Minnesota Research & Training Center & The Arc, 2017).  So, which 

is it?  Where do we put out effort and limited resources?  When there are competing interests, it is 

difficult to find compromise and forward movement.  The factions are creating stagnation so that neither 

“side” can make much progress toward their goals. As resources continue to pour into the current system, 

there is not enough in reserve to build a new system.  And some feel we do not need a system but would 

be better off relying on communities for support (McKnight, 2014).  Across the country there is a serious 

shortage of direct support professionals to support the existing service delivery system.  Providers have 

wait lists or are even closing their doors because they cannot hire enough staff.   

The reported challenge of the direct support workforce has significant policy 

implications.  As services and supports have become increasingly individualized paired 

with an aging population, the need for an increasing number of workers trained to 

provide community supports to people with a variety of needs is apparent. (University of 

Minnesota Research & Training Center & The Arc, 2017, p. 24) 

So, then how about looking to communities instead?  How about abundance, empowerment, affirmative 

messaging as alternatives?  How about love? 
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Chapter 4 

Comparison and Analysis 

 

Oppression, enslavement, and fear of the other are as old, and as widespread, as human civilization.       

~ Resmaa Menakem 

Traumatic Experiences Across All Groups 

 

 After what has been described, it is left is to determine whether people with IDD and the 

community of those who support them may be suffering from historical trauma. In the very broadest 

sense, historical trauma is multigenerational suffering because of significant events, experienced by a 

group or community based on their race, culture or ethnicity because of their position of being oppressed 

(Administration for Children and Families, n.d.).  When oppressed groups like Native Americans started 

exploring the concept of historical trauma, they looked first to the experiences of the Jewish people 

during the Holocaust and compared their fates.   

 

For them (the Native Americans) the arrival of the Europeans marked the beginning of a 

long holocaust, although it came not in ovens, as it did for Jews.  The first that consumed 

North American Indians were fevers brought on by newly encountered diseases, the 

flashes of settlers’ and the soldiers’ guns, the ravages of firewater, the flames of villages 

and fields burned by the scorched-earth policy of vengeful Euro-Americans.  The effects 

of this holocaust of North American Indians, like that of Jews, was millions of deaths. 

(Kirmayer, et. al., 2014, p. 302) 

 

In the same vein, I too have looked to research done on the Jewish Holocaust survivors and descendants, 

in addition to African Americans and Native Americans.  For these groups of people, the existence of 

historical trauma is well-documented.  

In Transforming Historical Harms, a project of Eastern Mennonite University’s Center for Justice 

and Peacebuilding, it is suggested that when looking for a way to gauge whether historical trauma exists 

in a group, one can ask the following questions: 

 

 Has a situation or set of events occurred that resulted in massive group expressions of 

trauma? 
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 Is there a group of people in your community whose ancestors were targeted in ways 

that were traumagenic such as enslavement, war, colonialism, genocide or more 

subtle forms of violence?  

 Were these subtle forms of violence unrelenting and did they take place over a period 

of time, creating an overwhelming situation such as discrimination, poverty or 

societal exclusion?  (Hooker & Czajkowski, 2013, p. 53) 

 

For Native Americans, African Americans and Jewish Holocaust victims, research clearly demonstrates 

the answer to each of these questions is yes.   Over long periods of time, their ancestors were subject to 

slavery, persecution and horrific acts of violence.  Families were ripped apart.  Their cultures were 

stripped from them and destroyed (Menakem, 2017).  They were left wounded, scarred and desolate.  In a 

state of ongoing trauma response, African Americans and Native Americans have lived lives of poverty 

and segregation ever since (Hooker & Czajkowski, 2013).   

People with IDD and the communities that support them reach status as a community by 

virtue of their shared lived experience and shared interests; they are a group with a cultural 

connection that comes together in many ways (infed, What is Community). The oppressive status 

they have, the very simplest of forms, is a perceived lack of intelligence.  I once heard an Imam 

say that in the Koran, there are no words or term for “IDD,” because Muslims do not think of 

IDD as something that others have.  Rather, they understand that they (the rest of society) are the 

ones missing something.  There is something they are not seeing. In western culture, we believe 

there is something wrong with a person with an IDD.  They are seen as deficient; they are less 

than us; they are not normal. “Western society places a premium on intelligence and creativity but 

tends to devalue historically those who could not, metaphorically or literally, make the grade.  

Intellectual disability, therefore, has languished in the periphery of the new historiography” (Noll 

& Trent, 2004).  

The events that could cause a collective expression of trauma for people with IDD are clear, 

institutionalization being chief among them.  They also include marginalization, othering, 

persecution, discrimination and bias; being separated from their homes and families, incarcerated 

and held against their will away from the rest of society; eugenics and mass forced sterilization; 

and mass abuse, neglect, maltreatment, rape and murder.  These things happened to hundreds of 

thousands of people with IDD across the country, and it went on for decades spanning at least two 

centuries in the United States (Noll & Trent, 2004), but millennia in the grand scheme of human 

civilization (MNDDC, Parallels in Time, n.d.).  They too have been abused, murdered, shackled 

and restrained.  They too must live today with biases, discrimination, laws and policies that 
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perpetuate their status as oppressed.  They are continuously discounted and absent from being 

part of decisions made about them.  And while not ancestral in all cases, certainly for those living 

with IDD today, this was the experience of the fellow community members who came before 

them (Noll & Trent, 2004; Trent, 1994).   

The events experienced by people with IDD, African Americans, Native Americans and Jewish 

Holocaust victims were so strikingly similar that both direct and indirect comparisons exist in the 

research.  In Inventing the Feeble Mind:  A History of Mental Retardation in the United States, James 

Trent wrote about how when Americans saw the footage of Willowbrook, they equated the living 

conditions at the State School to those of Nazi death camps, replete with rampant illness including 

hepatitis, people lying naked covered in urine and feces, and a smell that was insufferable (1994).  In the 

boarding schools that Native Americans were forced to send their children to, children were “…subjected 

to education that systematically denigrated their Indigenous languages, culture, and spirituality as well as 

disrupt(ed) family ties and community involvement in child-rearing” (Kirmayer, et. al., 2014, p. 306).  

They endured abuse, neglect and unnatural rates of death due to illnesses that would spread throughout 

the schools like wildfire (Kirmayer, et. al., 2014).  Forced separation from family, loved ones and 

community, and maltreatment, abuse, neglect and high death rates were also all realities of the institutions 

that people with IDD were succumbed to (Noll & Trent, 2004; Trent, 1994).  I have known many people 

with IDD who were institutionalized as children and grew up in those settings away from their families 

and communities.  Living in a state of neglect, with only other people with IDD who were also severely 

neglected, they often did not learn to speak, relate, form attachments with others and even act within the 

bounds of what society expects and accepts as “normal”. Their behavior became “institutionalized”, and 

in that way, their language, identity and any sense of spirituality stripped from them as well.  

Eyerman wrote of an image that was painted about African Americans as that he characterized as 

brutal, instinctual beings who should live separate from the rest of society, which was constructed to serve 

the goals of the dominant society to have slave labor to increase the wealth and capacity of white 

landowners (Eyerman, 2001).  Kirmayer, et. al. wrote about this concept as well, describing what lead to 

genocide for Jewish Holocaust victims as a linking of 

 

…the national pursuit of order and efficiency with emotionally charged ideas about the 

threats represented by the racialized “other” portrayed as savage, uncivilized, or 

degenerate.  …[R]acial ideologies supported ethnic cleansing processes aimed at ridding 

society of the “weeds” of the uncivilized or, in a still more dehumanizing metaphor, 

ridding the body politic of its “lice.” (2014, p. 303) 
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These examples align with the sentiment of “The Menace of the Feebleminded” (Trent, 1994) described 

as society’s way of creating a rationale for ridding themselves of the burden of caring for people with 

IDD and to ensure the financial health and prosperity of the burgeoning cities across the United States 

(Noll & Trent, 2004; Trent, 1994).   

Communities suffering from historical trauma, including people with IDD, have been enduring 

oppression and persecution for hundreds of years.  The original harms that resulted in trauma responses 

(slavery, genocide, institutionalization) lasted for decades, and though the harms have changed over time, 

each group still experiences injury and maltreatment today.  Resmaa Menakem wrote: 

 

For well over 300 years, the Black body in America has been systematically brutalized, 

mutilated, murdered, abused, controlled, raped, objectified, and demonized by guns, 

whips, chains and manacles; by shootings, lynching’s and rape; by laws, policies, social 

norms, and codes of behavior; and by images and concepts. For centuries, trauma upon 

trauma compounded. (2017, p. 90)   

 

This is a powerful, infuriating and enlightening declaration, and it is unconscionable that human beings, 

born full of potential, light and love, live with this reality.  In sensitivity to other groups suffering from 

historical trauma, it is important to recognize that each of these populations went through unique 

experiences that manifested in a variety of ways and impacted each community in profound ways that 

were specific to their individual reality.  Yet, it is true that nearly all these things can be said of people 

with IDD, especially when looking back over many centuries (MNDDC, Parallels in Time, n.d.).  

 

Transmission of Trauma Across All Groups 

 

The transmission of trauma happens at the personal level and within families when parenting is 

stressed, there is domestic violence or a loss of family members.   It also happens at the community level 

when large numbers of people are affected by strained social ecosystems and experiences that negatively 

impact physical and social determinants of health (Kirmayer, et. al., 2014).  The trauma response is 

essentially an innate, unconscious, somatic response triggered by the brain as a protection mechanism.  

When faced with threat, humans respond by either fighting back, running away or shutting down so as to 

become unresponsive, and hopefully in that, remain unharmed.  This is known as the “fight, flight or 

freeze” response to trauma (van der Kolk, 2014).  The first generation of people who experience 

unusually egregious events over a long period of time – persecution, slavery, genocide, 

institutionalization, discrimination – respond in this way to the original events.  How that manifests is 
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multifaceted, but often it looks like violence and aggression, anxiety, tension and stress from cortisol 

levels that were too high for too long, and despair, depression and apathy.  Over use of alcohol and drugs 

frequently comes into play as people attempt to numb their pain – be it physical or psychological.  All 

these things start to cause toxicity in families and at the community level and can lead to involvement 

with the criminal justice system, the child protection system and social services (Menakem, 2017). Once 

broader society starts to see these reactions, they attribute it to the personal characteristics of the whole 

group, and wah-la!  The very reason that the group was persecuted to begin with appears to be validated 

(Hooker & Czajkowski, 2013).  They are bad, mean, aggressive people who need to be put away.  The 

stigma and bias and discrimination persist in this way. 

With stigma, bias and discrimination comes further society responses.  The Eastern Mennonite 

University’s work around the transfer of trauma from generation to generation points to “legacies and 

aftermaths” (Hooker & Czajkowski, 2013, p. 8) as the conduits of historical trauma.   

 

(L)egacies are beliefs, ideas, myths, prejudices and biases about differing groups that are 

disseminated by one group and then inherited among members of their own and 

sometimes the other group. Legacies establish notions of superiority and inferiority or 

confirm the perceived character of a marginalized group. (Hooker & Czajkowski, 2013, 

p. 57)   

 

How this looks today is that landlords do not want to rent to people, neighborhoods do not want to 

welcome people and employers do not want to hire people.  The resulting stress leads to more violence in 

families and communities.  Criminality as a means of survival becomes worse.  Small children born into 

these situations experience the stress and toxicity, also known as “aversive childhood experiences 

(ACES)” (van der Kolk, 2014, p. 603). The more ACES a child experiences growing up, the more likely 

it is that they will have poor outcomes as they move into adulthood, across social and physical 

determinants of health (van der Kolk, 2014).  This is the generational transmission of trauma; this is 

historical trauma.  This is the reality of far too many people in our world.   

I have talked with African American fathers who had to sit their young sons down and explain to 

them how to act when they get pulled over by the police.  It is scary for those young black children, 

knowing that society fears them and if they do not act “just right,” their life could be in danger.  In this 

way, historical trauma is transmitted from one generation to the next.  But what is the alternative?  They 

must know how to preserve what is precious. 
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Native American youth living on reservations today have a hard time finding ways to connect to 

their culture and roots.  Parents struggle to provide guidance, so stressed with unemployment, poverty and 

the difficulties of their lifestyle.  Gangs provide a sense of belonging and family, but also violence and 

strife (Williams, 2016).  “There’s a lot of fear going on nowadays. Young people, they can’t even walk 

the streets no more” (Williams, 2016, p. 3). It is hard to eat well on the reservations, so nutrition and 

health are poor; diabetes is 800 times that of the national average.  Alcoholism is rampant; suicide and 

early death are common (Williams, 2016).  Children growing up on the reservations are surrounded by 

aversive childhood events.  In this way, historical trauma is transmitted from one generation to the next 

(van der Kolk, 2014). 

 

Figure 17. (Photo taken on Native American Indian Reservation, Williams, 2016). [Photograph of 

Residents of a Native American Indian Reservation]. Williams, M. (2016, September 12). What life on a 

Native American reservation really looks like:  Arbitrary divisions.  Huck. Retrieved from 

htps://www.huckmag.com/art-and-culture/photography-2/native-american-reservation-pine-ridge-

photography/ 

 
 For people with IDD and their family members, the initial trauma response was in reply to the 

suffering that people with IDD were subject to because of the discounting, neglectful and abusive ways 

they were treated by society, and because of the horrendous living conditions in the state institutions.  

That initial response was one deeply experienced and shared not only by people with IDD, but by their 

families and the IDD community.  Parents whose children were institutionalized were extremely impacted 

by those events.  Families experienced varying degrees of fight, flight and freeze responses when they 

were talked into dropping their children off at the state institutions and told not to try to get in touch with 

them for everybody’s best interest (Barry, 2016).  My mother, who was a social worker for the IDD 

population in the 1960s recalled new mothers being instructed to never even think of them again.  How 

does one not think of a child they carried for nine months?  Families ended up feeling helpless, listless 

and desolate to do anything different.  They saw no other options because their children with IDD were 
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seen as a financial burden, and society shunned and criticized parents for even bearing children with IDD 

– be it attributed to sins of the father, genetics or just bad luck.  But the parents could never forget their 

children and eventually, they started to fight back.  Parent groups formed, and they fought for better lives 

for their children.   

Professionals in the IDD community were traumatized as well.  Staff who worked in the state 

hospitals felt equally as helpless to do anything about the conditions and were caught up in the cycle of 

perpetuating the abuse and neglect.  They witnessed the filth, misery, smells and the rot of human life 

every single day when they went to work.  They tried to fight back but were threatened with job loss.  

State hospital administrators were traumatized – they went into complete fight-mode, doubling down and 

constantly coming up with new reasons to validate their profession, their institutions and the disability 

industrial complex (Noll & Trent, 2004; Trent, 1994).  I can imagine how it felt fighting for the monster 

they knew they were feeding and in order to do so they had to make people with IDD less and less human.  

Doing that is simply not good for the soul.  Humans are not born to live incongruently from their innate, 

loving, communal nature, so to be part of something so egregious causes uncomfortable dissonance 

(Chopra, Ford & Williamson, 2010).  The final frontier in the historical trauma cycle is society, which 

was already primed to believe that people with IDD were like animals who needed to be locked up, so the 

stigma, bias and discrimination only increased.  Legislatures made sure that institutionalization and 

segregation remained options for people with IDD (Noll & Trent, 2004; Trent, 1994). In all of this, the 

foundation for historical trauma was laid for people with IDD and the generational transmission of that 

trauma began its long, slow trajectory. 

Part of how historical trauma is transmitted relates to how people suffering from historical trauma 

see not only the past, but also the present and the future.  “…[B]lacks viewed slavery as a social 

condition, a lived experience, producing a distinctive way of life, a culture, a community and thus an 

identity, which affected not only the past and the present, but also future possibilities” (Eyerman, 2001, p. 

17).  Native American parents living on reservations likely have a difficult time seeing the possibility of a 

bright future for their children.  They are a resilient people and many elders are working to restore the 

culture they lost, but it is hard to see the forest through the trees when one is just scraping by to have food 

to eat and clean water to drink (Williams, 2016).   For people with IDD and their family members the 

outlook look can be similar.  Has what families started fighting for in the 1950s really improved that 

much?  To be sure, there are far fewer institutions with thousands, or even hundreds, of people living in 

them, but those settings are still out there today.  In 2016, the state of California announced they planned 

to close the last of their three large state institutions, home to 776 adults with IDD.  They expect it to take 

six years (Gorn, 2016).  There is still a need to fight.  There is still a real fear of us not getting the job 

done and falling back on these models.  Indeed, some groups are fighting to save them.  That, coupled 
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with the workforce shortage crisis, makes many modern families terrified of this being a possibility for 

their loved ones in the future (University of Minnesota Research & Training Center & The Arc, 2017). If 

parents today watch the Geraldo Rivera expose video clip on YouTube, I cannot imagine the fear this 

horrific snapshot into the past invokes for the future.   Eyerman wrote, “…slavery is traumatic for those 

who share a common fate, not necessarily a common experience” (2001, p. 14-15).  All of this is 

confusing for people with IDD and their families, and adds to the stress, anxiety and depression they and 

other IDD community members feel (University of Minnesota Research & Training Center & The Arc, 

2017).  Couple this with the future people with IDD and their families see as it relates to economic 

stability, work, community support, relationships, love and success. This is the worry.  This is the fear.  

This is the Historical Trauma. 

“…[L]ater generations … have no experience of the “original” event yet continue to be identified 

by it and to identify themselves through it” (Eyerman, 2001, p. 15).  Today, families whose make-up 

includes someone with IDD are still burdened because of lack of natural supports; they are still criticized 

for some of the choices they make, and they are still shunned because their trauma response looks like 

either aggression or apathy.   Children with disabilities are soaking up that generational trauma, and as 

adults, people with IDD still lead lives of segregation.  And while families and advocates may be in the 

fight mode of trauma response, people with IDD today are often in flight or freeze mode, overly reliant on 

those around them to be the decision makers in how their lives will go.  Younger generations of people 

with IDD are trying to do things differently, and they are bumping up against the ideals of the disability 

industrial complex and families who want more than anything to support them, but do not get the support 

they need from the boarder community in order to do so.  On parallel to this, Eyerman wrote, “Even as 

the younger generation (of blacks) struggled to define itself in opposition to the ideas and beliefs of their 

direct elders, they were bounded by inherited interpretive frames” (2001, p. 130).  Part of the construct of 

historical trauma is this very cycle of dissonance and difference of opinion within groups (Hooker & 

Czajkowski, 2013).  It is difficult to get out of the cycle of historical trauma and untangle the mess that 

perpetuates it all. 

When new families come into the disability community because they had a child born with an 

IDD, they get folded into this group and the cultural, historical trauma it carries.  Many of them teach 

their loved ones with IDD to fight back too; as well they should.  With this transmission of historical 

trauma to new generations of people with IDD and their families, factions within the IDD community 

deepen and strengthen the historical trauma response amongst all stakeholders.  With the global 

connections, social media and instant communication that governs our world today, the transmission of 

historical trauma fortifies, and new community members are instantly drawn into the trauma response of 

the community they are part of. “As social groups are mobile and with media factoring in … the 
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collective memory which forms the basis for the collective identity can transcend many spatial limitations 

when it is recorded or represented by other means” (Eyerman, 2001, p. 10).   We spin, and spin and spin. 

  

Life Outcomes and the Social Determinants of Health across All Groups 

 

In general, people and groups suffering from historical trauma struggle with their physical, 

mental and spiritual health.  Common ailments include depression, anxiety, self-abuse or neglect, higher 

rates of suicide, substance use disorder and aggression when interacting with others (Administration for 

Children and Families).  “[T]rauma theory has argued for broad commonalities in the response to massive 

violence … Using psychology, we can see that even if the events are fundamentally different, individual 

experiences of trauma may be very similar” (Kirmayer, et. al., 2014, p. 303-4).  When people are 

suffering from historical trauma, meaning that the trauma has not been healed and is continuing to result 

in trauma responses, it is common to see disparities and poor outcomes across the social determinants of 

health (Weinstein, et. al., 2017).  These inequities are not the result of the choices an individual makes, 

but rather are caused by the current and historical frameworks of customs, bias, laws and rules that groups 

suffering from historical trauma are subject to.  “These structures, policies, and norms—such as 

segregation, redlining and foreclosure, and implicit bias—play out on the terrain of the social, economic, 

environmental, and cultural determinants of health” (Weinstein, et. al., 2017, p. 161).  African and Native 

Americans and people with IDD have similarly poor outcomes across the social determinants of health.  

In common, they share higher rates of unemployment, housing stress or homelessness, substance use 

disorder, exposure to violence, involvement with the criminal justice and welfare systems, suicide and 

early death (DiLeo, 2007; Evans- Campbell, 2008; Menakem, 2017).   

Financial health and success in employment is one of the areas that is often stressed in individuals 

and groups of people who are living with historical trauma, exacerbated by policies and infrastructure that 

were economically damaging to prior generations as well (Hooker & Czajkowski, 2013), and continue to 

limit employment opportunities for group members. Native Americans and African Americans 

consistently have an unemployment rate double to that of the general populations (Bustons, 2018; 

Desilver, 2013) and research has shown that African Americans are the first to lose their jobs at the onset 

of economic recessions (Desilver, 2013).  People with IDD fare even worse, with unemployment rates 

more than double that of the general population (Special Olympics, 2014).  Existing policies and practice 

make it very difficult for people with IDD to attain employment to begin with, chief among them being 

the prioritization of funding for employment supports for sheltered, segregated day services instead of for 

supported and customized employment services that support people with IDD to work in integrated, 

regular jobs.   
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Native and African Americans, people who are Jewish Holocaust descendants experience higher 

rates of susceptibility to mental health challenges such as depression and anxiety, as well as to unresolved 

grief and overwhelming feelings of shame and guilt (Brave Heart, 1998; Evans- Campbell, 2008; 

Menakem, 2017). People with IDD also have a much higher rate of mental health challenges than the 

general populations as well (Wergus, n.d.), due in part to “…psychological factors such as low self-

esteem and damaged self-concept due to the realization of limitations, and social factors such as parental 

and peer rejection, limited support, and stigmatization” (Werges, n.d., p. 1). 

Segregation and displacement are prominent features in the lives of African and Native 

Americans and people with IDD.  This affects many of the social determinants of health, including 

employment and housing opportunities, access to healthy food, transportation, education and outdoor 

spaces, safety, and a sense of neighborhood, community and caring (Weinstein, et. al., 2017).  Bias – both 

implicit and explicit – towards these groups can be seen on the front pages of media sites every day, from 

the recent shooting at the synagogue in Pittsburgh to the tent city standing today in Minneapolis, to a 

Huffington Post article titled No, You’re Not Welcome Here, detailing the difficulty people with IDD have 

finding medical care (Costello, 2017).  There are many thousands of examples of this that occur all 

around us all the time.   

The stigma continuing to play out today is the result of hundreds of years of negative messaging 

related to these populations.  Personal trauma, institutionalized trauma at the societal level in the form of 

discrimination, and historical trauma often act in a reciprocal fashion, triggering memories and 

intensifying trauma responses (Menakem, 2017).  Like African and Native Americans and Jewish 

Holocaust descendants who face this generation after generation, being “born into” the disability 

community today automatically connects an individual and their family with a whole group of people 

who have suffered trauma of all kinds, compounding the energies and adding to the cyclical, generational 

nature of historical trauma. In the end, it seems as though it becomes a given that if you are born to a 

group suffering from historical trauma the life outcomes you will face are fairly prescribed.  “Over time, 

the group feature that was the basis of the original traumagenic policies, practices and beliefs becomes a 

clear predictor of dysfunction, or lack of well-being” (Hooker & Czajkowski, 2013, p. 53).  Resiliency 

and strength abound across these populations as well, but those whose lives do not take the prescribed 

trajectory tend to have to fight for it every step of the way.   

 

Community and Societal Relations Across All Groups 

 

In a community of well-being, people are physically and social healthy; members help each other, 

believe in each and trust each other, and there is inclusion and equity ( University of Minnesota, n.d.).  In 
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communities suffering from historical trauma, there are patterns in the relationships between members, 

and in how the community relates to the rest of society. Transforming Historical Harms includes the 

following as impacts of historical trauma: 

 

 There is a lack of trust and cohesion between or within groups, which are segregated by 

practice, law or policy. These groups do not engage with each other in social settings or 

participate together in joint problem-solving and community engagement.  

 Secrets and unshared history persist in the community. The complete, full histories of all 

groups in the community are not shared in its discourse and structures, or its festivals, 

memorials, plaques, content in history curriculums, etc.  

 Over-reliance on force and security is present in the community, indicated both in the 

public and private sectors by the prevalence of policing, fences, security systems, etc. 

 There are laws, policies and enforcement that indicate distrust, guilt, and real or 

perceived threats of reprisal between groups. These laws may target a marginalized group 

or unfairly protect a more powerful one. 

 A sense of superiority and entitlement exists among some groups, while others 

experience feelings of lack of power, worth, and access, creating tension and animosity 

between these groups. (Hooker & Czajkowski, 2013, p. 54) 

 

I have discussed the complex set of policy and practice that protects the more powerful party as it 

relates to the IDD community; the disability industrial complex.   “It is not just society that has isolated 

people with disabilities, it is the disability service system itself” (DiLeo, 2007, Introduction).  The model 

is largely focused on physical health, safety and protection.  “‘We have this mind-set that says protection 

trumps everything else, and we have to keep people in these isolated bubbles to keep them safe,’ said Mary 

Fenske, a disability rights advocate…” (Serres & Howatt, 2015, November 8, p. A8).  I have witnessed first-

hand the advantage and privilege this dominant, though factioned, group continues to have.  

When it comes to a lack of cohesion and trust in the IDD community, and an unwillingness to work 

together, I can say from my first-hand experience, this is a big problem today.  Symptomatic of historical 

trauma itself, I also believe it to be one of the main reasons that people with IDD are not seeing better 

outcomes across the social determinants of health, and why they and the IDD community are not able to 

heal and break out of the cycle of historical trauma needed to move ahead in their lives.  I had noted the 

two distinct factions, those who are championing reform and further integration, and those who are 

working to preserve the existing service delivery system.  And secrets? Over-reliance on force and 

security?  In 2011, the state of Minnesota settled a $3 million class action lawsuit because of the use of 
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unlawful restraint and punishment at a state treatment center for people with IDD who were deemed to be 

also mentally ill and dangerous.  In 2008, the State of Minnesota Ombudsman for Mental Health and 

Developmental Disabilities published a report titled, Just Plain Wrong:  Excessive Use of Restraints and 

Law Enforcement Devices on Developmentally Disabled Residents at The Minnesota Department of 

Human Services Minnesota Extended Treatment Program (METO), Cambridge Minnesota.  The name of 

the report says it all.  The Ombudsman was tipped off by a concerned family member in 2007, followed 

by more calls articulating similar concerns.  They decided to investigate.  The Ombudsman said, 

 

What we found out was that it was a widespread, programmatic emphasis on the use of 

restraints routinely as a form of behavior modification programming and that, when those 

restraints were applied, they often employed the handcuffs and the leg hobbles, which is 

an extreme form of restraint and curtailment of individual liberty. (MNDDC, The Meto 

Lawsuit, n.d.)  

 

The report is painful to read; one resident was restrained for putting his finger on a pizza box after he was 

told not to touch it.  How is that for over-use of force?  How is that for secrets?  METO has since closed, 

but the discord is rampant.  One year ago, the Minnesota Department of Human Services proposed 

opening “just one cottage” at METO to meet the needs of an individual with IDD they were struggling to 

find a home for.  I was involved in the situation and personally objected to it, along with the Ombudsman, 

but the room was split.  This is just one example of the thought factions that exist in the IDD community 

today; there are many more. 

In terms of policies that “indicate distrust” (Hooker & Czajkowski, 2013, p. 54), there are policies 

that guide services for people with IDD that prevent them from getting ahead, even though they are 

supposedly intended to do just that (Nord & Nye-Lengerman, 2015).  In the article aptly named “The 

Negative Effects of Public Benefits,” researchers point out that use of public cash benefit programs 

creates disincentives for people to go to work, and when they do work, to earn enough money to attain 

economic sufficiency.  To even receive the benefits, one must prove they are unable do what the Social 

Security program calls “Substantial Gainful Activity” (Nord & Nye-Lengerman, 2015), a criterion that 

does not accurately reflect the ability of thousands of beneficiaries who have shown they are able to work 

(Kennedy & Olney, 2006) and reinforces the concept of the “other”. Of the very few people with disabilities 

using cash benefits who do end up working, they typically work part time in order to come in under the income 

guidelines, so they maintain eligibility for the program.  They also are likely to face discrimination at work, 

making them even more reluctant to re-enter the workforce (Kennedy & Olney, 2006). “Once accepted into the 

benefit programs, the perceived complexities, coupled with the personal financial consequences of potentially 
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losing one’s cash benefit, appear to dissuade many people from maximizing their employment potential” (Nord 

& Nye-Lengerman, 2015, pp. 316).  The result of this?  By not participating in the work force, their level of 

integration and community involvement is significantly impacted (Nord & Nye-Lengerman, 2015). 

For people with IDD, over time, an unnatural dependency on the formal service system has been 

created (Nord et. al., 2015, p. 242).  Regular community has not been required to be part of the equation 

for people with disabilities (McKnight, 2014).  For decades, the messages the disability services system 

has given communities include, “You should not need to worry about this.”  “It is too much for you.”  “It 

is too overwhelming.”  “It is too much of a burden.”  As a result, society has lost their capacity to play 

their role, and depends on the separation that has been created (McKnight, 2014).   Loved ones are placed 

in group homes, away from their families and communities, and research finds that “families of people 

who live outside the home are clearly more satisfied with the planning and delivery of services…”  

(Bradley & Moseley, 2007, p. 356).  We have a system that makes the choice of separation an option, and 

people gravitate towards it. In Minnesota, “Top state administrators and group home industry leaders 

acknowledged that many people who could be living independently are instead steered toward group homes” 

(Serres & Howatt, 2015, November 9).  

People feel trapped and find it hard to move on and do something different once they’ve been 

segregated. A mentor, colleague, and friend of mine uses the phrase “the subtle bigotry of low expectations” 

regarding how parts of the community who support people with IDD present.  It resonates with me, as I have 

found low expectations to be the single biggest factor causing segregation, and therefore poor life outcomes, in 

the disability service system.  This, coupled with the fear of change and the factionism in the IDD community, 

has rendered the disability service system stagnant of forward movement.  Instead of figuring out a way to make 

adaptations, humans tend to close off, and fall back on the way we have always done things (Chopra et. al., 

2010). The disability service system does the same thing, operating with a scarcity mindset instead of looking 

towards the abundance within communities (Nord, et. al., 2015); and they fight for their right to separation. 

In further but well intentioned “othering”, the disability industrial complex campaigns on the framework 

that society should take pity on people with IDD in order to garner the necessary funds to continue 

providing their services (DiLeo, 2007).  Doing this further exacerbates the notion that people with IDD 

are not capable of being employed, living more independently and having autonomy in their lives (DiLeo, 

2007; Trent, 1994).  It paints them in a negative light and takes away from the focus on what community 

needs to do to better accommodate and love and care for people with IDD: prioritize economic security, 

hire them into meaningful work, seek out their friendship, fold them into community relations and 

emphasize dignity and autonomy.  Instead, lives remain muted because we distribute resources towards 

the “fixing”; not loving.  These are examples of the “aftermaths” (Hooker & Czajkowski, 2013, p. 57) 

that contribute to the transfer and sustenance of historical trauma. 
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African and Native Americans battle these issues every day in the form of white privilege and white 

fragility. Native American children so often end up removed from their parent’s home and placed in 

foster care, conveying and perpetuating the notion that Native American families are not healthy 

environments for children to grow up in.  “This message may be internalized by parents and their children 

who may begin to doubt themselves, their own culture, and their traditional ways of parenting” (Evans-

Campbell, 2008, p. 327). Similarly, people with IDD and their parents were given the message over 

decades that institutions could care for and educate better than families and community.  As a result, 

families and communities in some ways lost the ability to do so.   When slavery ended, African 

Americans were expected to be fully integrated into community.  There too, community had lost the 

ability to see the possibility and potential in this, and when new forms of segregation spouted up, the 

overwhelming rejection created yet another separation of African Americans from the rest of society, 

resulting in a “separate, parallel Negro institutional life” (Eyerman, 2001, p. 26), much like that parallel 

universe we have created for people with IDD to live in today.  This is the crux of the never-ending spiral 

of historical trauma.   
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Conclusion 

  

   The New Negro  

 

He scans the world with calm and fearless eyes, 

 Conscious within of powers long since forgot; 

At every step, now man-made barriers rise 

 To bar his progress – but he heeds them not. 

He stands erect though tempests round him crash, 

 Though thunder burst and billows surge and roll; 

He laughs and forges on, while lightnings flash 

 Along the rocky path to his goal. 

Impassive as a Sphinx, he stares ahead –  

 Foresees new empires rise and old ones fall; 

While caste-mad nations lust for blood to shed, 

 He sees God’s finger writing on the wall. 

With soul awakened, wise and strong he stands, 

 Holding his destiny in his hands. 

~J.E. McCal 

 

Findings 

 

“Traumas become collective if they are conceived as wounds to social identity. It becomes a 

matter of collective concern, cultural worry, social panic, gut-wrenching fear, catastrophic anxiety” 

(Alexander, 2012, p. 2-3). What happened in the past is not gone.  It continues to influence and affect 

today, and all the populations I have studied have similarities in their lives today.  They deal with daily 

microaggressions to the point of nauseum and exhaustion.  They all experience “…the habitual grind of 

everyday disregard, discrimination, institutional disrespect, over-policing, over-sentencing, and micro-

aggressions” that Menakem describes as the most exhausting part of suffering from historical trauma 

(2017, p. 15).  These groups are marginalized, discounted and have fewer options to get ahead. This level 

of discrimination connects people today with the collective, historical trauma they suffer from (Evans-

Campbell, 2008).   
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Historical trauma requires a victimized collective, an original harm, a responsible party, and 

documentation of the enduring consequences of the injury (Alexander, 2012).  People with IDD and the 

communities who support them meet these criteria.  They are not necessarily genetically connected to 

each other but having an IDD automatically connects one with a community who has suffered from 

trauma of all kinds.  The evils they have endured for centuries is clear.  Institutionalization encompasses 

everything that happened:  mass group bias, stigma, persecution, forced separation from family, abuse, 

neglect, maltreatment, forced sterilization, isolation, segregation, illness and death.  The communities 

around them suffered to witness and be part of it.  The perpetrators were many, starting with those calling 

for a strong, healthy, economically vibrant country on the premise of capitalism, and shifting over time to 

the administrators of the institutions, intent on prestige and self-preservation (Trent, 1994).  The result of 

what people with IDD and their communities experienced was fear, anger, sadness, mistrust and 

devastation, which lead to even more deeply entrenched discrimination, continued segregation in varying 

forms over the years, and largely poor life outcomes across the social determinants of health when 

compared to the general population (Barry, 2016; DiLeo, 2007; Noll & Trent, 2004; Trent, 1994). 

Historical trauma impacts most people in a community and creates undue stress and hardship and 

a sense of grief and sorrow.  It is perpetuated by the greater society with a malice stemming from fear and 

bias (Hanna, et. al., 2017).  There is very clearly high stress across the disability community today 

(University of Minnesota Research & Training Center & The Arc, 2017), as there was in decades past 

when parents were coerced to give up their babes at birth, and when parents started fighting to keep them 

(Trent, 1994).  Collective trauma “…is the result of this acute discomfort entering into the core of the 

collectivity’s sense of its own identity” (Alexander, 2012, p. 15).  Herein lies my conclusion that people 

with IDD and the communities who support them are absolutely suffering from historical trauma.  The 

sense of immediate fear and burden when a baby with IDD is born; the realization of a lifetime of 

marginalization, oppression and low expectations ahead.  The idea that they will never be whole, 

powerful contributors.  It is pervasive, insidious and hidden, or at least not obvious at first glance, but it 

exists, and it impacts the outcomes they experience across the social determinants of health.  Perhaps 

people with IDD are seen as too different from “us” to have garnered the societal notoriety associated 

with acknowledging a group has suffered from historical trauma (Alexander, 2012).   

 

Cultural traumas are not found; they are made.  Something awful usually did occur, but 

how it is represented remains an open question, subject to whirling spirals of 

signification, fierce power contests, simplifying binaries, subtle stories, fickle audiences, 

and counter-narrations.  Individuals do not respond to traumas but to trauma 

constructions. (Alexander, 2012, p. 98-99)   
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Until now, it has not been made clear that people with IDD and their communities are suffering 

from historical trauma.  People unfamiliar with the IDD field react with shock to the information 

presented within this body of research.  They did not know this was happening!  A privileged group does 

not know what they do not know.  They do not have to know this.  But it is there.  It was traumatic then, 

and it is traumatic now.   

(S)uch failures to recognize collective traumas, much less incorporate their lessons into 

collective identity, do not result from the intrinsic nature of the original suffering.  … 

(What has happened is) carrier groups have not emerged with the resources, authority, or 

interpretive competence to powerfully disseminate these trauma claims.  Sufficiently 

persuasive narratives have not been created, or they have not been successfully broadcast 

to wider audiences.  Because of these failures, the perpetrators of these collective 

sufferings have not been compelled to accept moral responsibility, and the lessons of 

these social traumas have been neither memorialized or ritualized.  New definitions of 

moral responsibility have not been generated.  (Alexander, 2012, p. 30) 

Not only that, but when the messages are controlled by the perpetrators – in this case, big 

government to say the least – it is even more likely to remain largely unknown to, or quickly forgotten, by 

broader society (Alexander, 2012).  Exposes’ were initially striking, but incomplete.  Throw money at the 

problem and forget about it (Trent, 1994).  It is time to give voice to people with IDD.  It is time to 

empower them and see their deep capacity for wholeness, contribution and love.  It is time to stand up and 

change this trajectory.  

Implications for Healing and Prosperity 

 

Health is not simply the absence of illness.  Real health is the will to overcome every form of adversity 

and use even the worst of circumstances as a spring board for new growth and development.  Simply put, 

the essence of health is the constant renewal and rejuvenation of life. ~Daisaku Ikeda 

 In the acknowledgment that people with IDD and the people who support them are suffering from 

historical trauma comes the potential for true healing.  By tapping into the infinite resiliency and strength 

of human capacity, many groups have been able to start healing and coming back from historical trauma 

(Brave Heart, et. al., 2011).  It is not a quick, easy process; in fact, it may take as long to undo the wrongs 

as it did to create them. It will take effort at the individual, familial and communal levels, and many 

scholars have curriculum that is working with acknowledgement and intentionality (Simmons, 2018).  
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Research shows that at the core of historical trauma is grief; grief for what elders and 

predecessors went through, grief for the loss of family, grief for the loss of culture, grief for the present 

circumstances, and grief for what the future seems to hold (Brave Heart, 1998; Reinschmidt, et. al., 2016).  

But there is hope.  A friend of mine says that hope is like a muscle.  You cannot expect to do nothing and 

get strong muscles; you must exercise to build strength.  The same is true with hope. One must 

intentionally work on it.  The impetus of the research that Braveheart and her colleagues are doing it just 

that. 

Our aim is to restore and empower … to reclaim our traditional selves, our traditional 

knowledge, and our right to be who we are and should be as healthy, vital and vibrant 

communities, unencumbered by depression, overwhelming grief, substance abuse, and 

traumatic responses.  In essence, we strive to transcend our collective traumatic past. 

(Braveheart, et. al., 2011, p. 288).  

There are ways that people, families and communities are beginning to thrive.  There is hope for a 

brighter future. 

 

Figure 18. [Image of Sankofa Bird]. (n.d.). Sankofa. Blogspot. Retrieved from 

https://1.bp.blogspot.com/_vJIqO7RkSbU/RbpcLgICePI/AAAAAAAAAAk/3mrb6eVcePs/s400/

Sankofa.jpg 

 

The Sankofa bird is a symbol from African culture, reminds us that in order to best prepare for 

the future, we must understand the past (Hooker & Czajkowski, 2013).  On the communal level, healing 

begins with education and understanding of the history, of what trauma is, and of what the historical 

trauma is for the impacted group (Menakem, 2017).  It is imperative to understand the problem and the 

context, so change can begin (Grayshield, et. al., 2015; van der Kolk, 2014). Sharing with others who 

understand and share your history supports relief and release from the grief that holds people hearts in 

fear (Braveheart, 1998).  From this initial understanding comes a reframing of the existing condition not 

as an inherent personality flaw that we believe to be permanent or inescapable, but as an injury that can be 

attended to, and restored to a state of wellbeing (Simmons, 2018).  Story-telling is a central theme 

(Reinschmidt, et. al., 2016), which can lead to the necessary rebuilding of culture and the ability for 
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community members to see each other differently; for them to come together and care for one another and 

ensure each other’s safety and health as a collective (Simmons, 2018).  This can also be done through 

forms of restorative justice such as talking circles, where the emphasis is on seeking to understand, having 

compassion for one another, looking with soft eyes upon our brothers and sisters, forgiving and holding 

each other accountable (Simmons, 2018).  It is about honoring, believing in, and loving each other.   

The critical issue is reciprocity:  being truly heard and seen by the people around us, 

feeling that we are held in someone else’s mind and heart.  For our physiology to calm 

down, heal and grow we need a visceral feeling of safety.  No doctor can write a 

prescription for friendship and love: These are complex and hard-earned capacities. (van 

der Kolk, 2014, 567-68) 

On the individual level, efforts need to be focused on healing the body and soul.  Tried and true 

ways of healing by attending trainings and talk therapy are appealing when viewed through a cognitive 

lens.  But the fields of neuroscience, developmental psychology and interpersonal biology are beginning 

to show us that healing needs to begin with somatic methods that emphasize a focus on our physical 

bodies and the trauma energy that manifests within them (Menakem, 2017; van der Kolk, 2014).  If 

people suffering from historical trauma understand that is the basis for their current situation and how that 

impacts their way of reacting to stressors in their lives, they can then start to recognize what the fight, 

flight or freeze responses looks like within themselves (Hooker & Czajkowski, 2013).  To do this, there is 

a need to slow down, be present, work through discomfort, and relax and lean in the journey ahead 

(Menakem, 2017).  Gifts from eastern traditions can support this process, as we can learn to be still, 

present, mindful and aware.  Practices like meditation, mindfulness and yoga can put the body in a state 

of awareness so that one can catch their reactions, acknowledge them for what they are, and choose a 

different way of thinking, feeling and being (Kabat-Zinn, 2005; Menakem, 2017; van der Kolk, 2014).  

Finding a way to connect to some form of spirituality is also a core component of trauma healing 

practices.  “Personal strength was linked to practicing spirituality regardless of religious preference by 

attending church or ceremonies, praying, and asking for help” (Reinschmidt, et. al., 2016, p. 72).  Finding 

a deep connectedness to others (Reinschmidt, et. al., 2016) and nature (Simmons, 2018) is also central to 

the healing process.  The goal is to balance the body, mind and spirit (Simmons, 2018) and transform.  

“Transformation … necessitates not only looking at improving mind, body and spirit, but 

addressing the larger context that continues to sustain and create trauma” (Hooker & Czajkowski, 2013, p. 

30).  Families face some of the greatest stressors (University of Minnesota Research & Training Center & 

The Arc, 2017), see some of the most serious impacts of trauma response and are a primary way that 

historical trauma is transmitted (Menakem, 2017).  Stress, violence and neglect all need to be addressed.  
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In many communities who are healing from historical trauma, the strength and support of the family is 

central to the work, with an emphasis on closeness and intimacy (Reinschmidt, et. al., 2016).  Importance 

is placed on supporting family members to see new ways to interact with each other (Evans-Campbell, 

2008).  Internalized oppression is a common component of historical trauma as well (Grayshield, et. al., 

2015), requiring a focus on de-identifying with the images and ways that people have been portrayed over 

time and to see the future in a new, hopeful light.  It is extremely important that families have support 

from the community around them along their journey as well (University of Minnesota Research & 

Training Center & The Arc, 2017).  The African concept of Ubuntu is imperative in healing both at the 

family and communal levels beyond.  Ubuntu means humanity is connected by a common tie that cannot 

be broken or ignored.  Applied to healing, this implies the need to come together as a collective to address 

our shared destiny (van der Kolk, 2014). 

Healing at the individual, familial and communal levels may take years, decades and centuries, 

but perhaps we can come together as a collective to speed up the process.  For there to be true healing, 

equity, peace and thriving communities, it will take more than just the community itself working towards 

this end.  To manifest true change, it is not only those who are suffering from historical trauma that need 

to heal, but also those who caused the harm, as well as those who witnessed and stood by as everything 

happened (Hooker & Czajkowski, 2013).  Laws, policies and practices must be examined and those in 

power, the oppressors, and society in general, must become part of the healing process (Simmons, 2018).  

To be successful, those outside of the community “…need to come with an attitude of servitude, 

acknowledgement of past mistakes, and sustained commitment to collaboration” (Hanna, et. al., 2017, p. 

80).   

Efforts to this end do exist in the IDD community.  In Minnesota, an advocacy organization for 

people with IDD, Advocating Change Together, worked to put names on gravesites at the former state 

institution, where only numbers existed for decades. Another example is lawmakers in California, who 

are working to acknowledge the forced sterilization – which sometimes lead to death – of people with 

IDD.  The state is trying to make amends by offering compensation to family members who are still alive 

(Young, 2018).  Yet, in our society, where separation is rampant, doing these kinds of things on the scale 

needed to make a difference is a tall order. 
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A Call to Action 

 

Going forward, the emphasis needs to be on the affirmative and the resiliency that every person 

has within, that acts as the inner guide to resources, comfort and happiness (Reinschmidt, et. al., 2016).  

“We have thousands of years of generational experience on how to be healthy.  Once we can tap into 

that… life becomes a whole lot easier” (Grayshield, et. al., 2015, p. 303).  Resiliency can be passed on 

from one person to another and one generation to another (Menakem, 2017). “Like trauma, resilience can 

ripple outward, changing the lives of people, families, neighborhoods and communities in positive ways 

(Menakem, 2017, p. 50).  To place emphasis on resiliency and empowerment requires a reframing of 

people to powerful and capable with many gifts and talents to offer (Grayshield, et. al., 2015).   

 

                                               Figure 19                                                        Figure 20 

 

Figure 21 

Figure 19. [Photograph of Female Model with Down Syndrome].  Naughten, J. (2016, March 21). 

Madeline Stuart, supermodel with Down Syndrome wants you to dream big.  Huffington Post.  

https://www.google.com/imgres?imgurl=https://o.aolcdn.com/images/dims3/GLOB/legacy_thumbnail/630x315/format/jpg/quality/85/http://i.huffpost.com/gen/4112980/images/n-MADELINE-STUART-628x314.jpg&imgrefurl=https://www.huffingtonpost.com.au/2016/03/21/madeline-stuart-down-synd_n_9474876.html&docid=qFuz9DpoRS1l6M&tbnid=LQW6KijRpO8aEM:&vet=12ahUKEwjW_5HWppPfAhVi3IMKHUEtCdQ4yAEQMyg3MDd6BAgBEDg..i&w=630&h=315&bih=651&biw=1366&q=model with down syndrome&ved=2ahUKEwjW_5HWppPfAhVi3IMKHUEtCdQ4yAEQMyg3MDd6BAgBEDg&iact=mrc&uact=8
https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwjihpKYp5PfAhUUiIMKHQNwCY0QjRx6BAgBEAU&url=https://themighty.com/2015/02/raul-rodriguez-is-spains-first-male-model-with-down-syndrome/&psig=AOvVaw1vEjYQMei4RzUsqgziIbcN&ust=1544463798690633
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Retrieved from https://www.huffingtonpost.com.au/2016/03/21/madeline-stuart-down-

synd_n_9474876.html 

 

Figure 20. [Photograph of Female Model with Down Syndrome].  Houston, S. (2016, March 10).  

Down’s Syndrome model Madeline Stuart sparks an emotional reaction with a new bridal.  The 

Telegraph.  Retrieved from https://www.telegraph.co.uk/fashion/people/madeline-stuart-downs-

syndrome-model-bridal-shoot/ 

 

Figure 21. [Photograph of Male Model with Down Syndrome].  McGlensey, M. (2015, February 27).  

Meet Spain’s first male model with Down Syndrome.  The Mighty. Retrieved from 

https://themighty.com/2015/02/raul-rodriguez-is-spains-first-male-model-with-down-syndrome/ 

In the case of people with IDD, families, advocates, service providers, policy makers and the 

media all need to focus on the abundance within this population.  Stakeholders fear doing this, as the 

Disability Industrial Complex thrives on a deficit-based frame and requires a lot of resources to maintain 

its existence.  If people with IDD are powerful and capable, they would not require as many resources, 

right?  Autonomy, a sense of agency and the ability to make a difference are powerful components of 

wellbeing ( University of Minnesota, n.d.).  The reframe we need is to one that focuses on talents, assets, 

hiring people, renting to people and befriending people. It is about getting to know one’s neighbors, 

creating new stories and finding new ways of expressing who people with IDD are and who they can 

become (Menakem, 2017).  It may be true that they would need fewer formal resources, and that may be a 

wonderful thing for all of society.  

In truth, the healing that is necessary is far bigger than addressing any specific population.  It 

requires considering how we ended up with so much historical trauma in our midst.  A 2013 Harris Poll 

“Happiness Index” shows that while people with disabilities are particularly less happy than they have 

been in the past, two-thirds of American’s in general are not very happy either (Two-thirds of Americans, 

n.d.)!  While we now have methods and “indexes” to measure this phenomenon, and it can sound a bit 

surprising on the surface, spiritual leaders have articulated this for millennia as “the human condition”.  

Through a modern spiritual lens, concepts like separation, dualism an unconsciousness are pointed to as 

some of the culprits; our unhappiness and struggles are attributed to “the conflict between who we are and 

who we want to be” (Chopra, et. al., 2010, p. 4).  In other words, we are unable to present our true, whole 

selves, the selves we really are, because our families, communities and society in general, expects 

something different from us.  We want to shine and sparkle, and we want to contribute our gifts and 
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talents, but there is also an inherent duality in each person – our sad, darker side – that we are taught to 

hide (Chopra et. al., 2010).  We want to love and be loved, accepted in our totality, flaws and all.   

Carl Jung taught that everything is connected.  Every cell, every being, and every soul are part of 

a shared, “collective unconscious” (Chopra et al., 2010, p. 54).  Paradoxically, in defense of our shared 

conflict – not being accepted and able to be our true selves - we default to separating ourselves from 

others, unaware of our “connectedness to the whole” (Tolle, 2005, p. 11).  The isolation created by that 

separation then intensifies the misery we already feel from not being able to be our true selves (Chopra, 

et. al., 2010).   When this happens, the “ego” comes to our defense.   Denied the ability to be our whole, 

beautiful, dualistic selves, we instead identify “egotistically” with our thoughts, our emotions, and the 

physical world, and begin to lose sight of our spirit; that which makes us who we are (Tolle, 2005).  This 

scares us, because unlike our spirit, which is constant, the physical world is uncertain, unstable and 

unsustainable (Tolle, 2005). “We have been brought up in a world that does not put love first, and where 

love is absent, fear sets in” (Williamson, 2007, p. 73).  Caught up in defining and understanding thoughts, 

emotions and life events as good or bad, we move further and further from the wisdom and joy that we 

were born with (Tolle, 2005).   

Our general unhappiness and fear lead to what Christians call the “original sin” (Tolle, 2005, p. 

9).  “To sin means to miss the point of human existence.  It means to live unskillfully, blindly, and thus to 

suffer and cause suffering” (Tolle, 2005, p. 9).  The suffering we cause tends to manifest and be rooted in 

the concept of “other.”  When there are “others” to whom we can compare ourselves, we can make 

ourselves feel better, by noting that compared to us, their faults are much worse (Tolle, 2005).  Yet, what 

we are hoping to find through this “otherness” is just our lost Self (Ruiz, Ruiz, & Mills, 2010).  “We are 

searching for love because we have learned to believe that love is somewhere outside of us; we are 

searching for justice because there is no justice in the belief system we were taught; we are searching for 

truth” (Ruiz et. al., 2005, p. 53).   

Tolle maintains this separation – from ourselves, our Source and each other – has been happening 

for thousands of years and is more pronounced than ever before, especially in our western society (2005).  

“The individualism which has been developing in the western world … has taken its most exaggerated 

form in the 20
th
 century United States” (Kohls, 1988).  Its underpinnings are still the desire for love, 

acceptance and contribution, but because we feel we cannot attain those things, “fear, greed, and the 

desire for power” (Tolle, 2005, p. 10) replace them. The Director of International Programs at San 

Francisco State University identifies individualism, privacy, practicality, efficiency, materialism and self-

determination as core American values.  Marianne Williamson writes, “We were taught to think thoughts 

like competition, struggle, sickness, finite resources, limitation, guilt, bad, death, scarcity, and loss” 

(2007, p. 31). 
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It is easy to see how these concepts have manifested themselves and contribute to our current 

state of mind.  Privacy in and of itself is inherently separate; in some languages, the word for privacy is 

like what English speakers would call loneliness. When making decisions, we typically consider how the 

outcome would benefit ourselves and fulfill our own desires, but do not as readily think about how it will 

affect others and our earth (Kohls, 1988).  It is not a stretch to see how materialism shifts us towards 

lower levels of compassion and human interest.  “[Americans] … give higher priority to obtaining, 

maintaining and protecting their material objects than they do in developing and enjoying interpersonal 

relationships” (Kohls, 1988), and showing emotion or compassion is often discouraged in our country 

(Kohls, 1988), resulting in a still further separation from our internal wisdom or Source. “[P]rojected 

outward, it becomes our collective hells:  violence, war, crime, oppression” (Williamson, 2007, p. 46), 

which we can clearly see just by turning on the news on any given night. 

Western society has moved further and further from neighborhoods, community, and truly 

knowing each other (Heller, 1989).  We have built fences and stay in our backyards. We rely on systems 

to perform functions that neighborhoods and communities once did, including training, education and 

providing daily support for those who are older or have disabilities.  We pay others for these services, 

instead of freely giving and receiving to one another (McKnight & Block, 2010).  Worst of all, we begin 

to feel comfortable with the separation, because it is all we know.  So, even though most of us are not 

very happy (Two-thirds of Americans, n.d.), we stay there.  We fight for our right to be separate 

(Williamson, 2007).   

Of course, this is damaging to people with IDD.  It is damaging to society too.  Polls show that 

“most American’s still feel awkward, embarrassed or apathetic around people with disabilities” (DiLeo, 

2007, Chapter 5).  We are not whole.  We are missing out on the chance to prosper from each other’s 

wisdom and gifts.  To accept.  To love.  In looking for an answer as to why the IDD service system is not 

producing its intended outcomes, we see that it cannot possibly reach its stated goals.  Like our society, it 

is wrought with and reinforces separation, isolation, fear, materialism, discrimination, otherness, 

misinterpreted truths and bias.  We rely on a system to care for people with IDD, instead of taking 

responsibility as communities, and providing support in natural ways.  So, we have the ugly truth: “The 

way in which we have separated people with severe disabilities from the world, and continue to do so, is a 

national disgrace” (DiLeo, 2007, Foreword).  It is a mirrored reflection of the spiritual state of western 

society in general, plagued with issues of separation, over-reliance on pragmatism and materialism, 

unhappiness and misery.  In their separateness, our society and the IDD service system are equals.  But 

we know not what we do. 
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We must find another way to do things.  There are examples of things happening outside the 

system, where integration is flourishing because of the intentional work of innovative organizations 

reaching out to communities and neighborhoods who understand that equity and connection play starring 

roles in wellbeing ( University of Minnesota, n.d.).  The University of Minnesota’s Institute on 

Community Integration is working with churches who are opening their doors to help support people with 

disabilities to get work (Nord, et. al., 2014).  An organization called “The Abundant Community,” 

founded and led by professors and researchers John McKnight and Peter Block, is working with 

neighborhoods across the country to tap into the innate wisdom, gifts and assets of those who live there to 

support and care for one another (McKnight & Block, 2010). The Project Friendship Society in Prince 

George, Canada, created a directory of over 1000 groups and clubs across their city who have consciously 

and purposely agreed to welcome people with disabilities to join, fully participate and make friends with 

other members who have common interests (Project Friendship Society, n.d.). There is an option called 

Consumer Directed Community Supports (CDCS) under the HCBS program, where people can direct 

their own care by hiring friends, neighbors and family members to support them, instead of using formal 

service providers (Minnesota Department of Human Services, n.d.).  Rob Cimera, a researcher at Kent 

State University, found that when people use CDCS to support their employment goals, they can find 

employment faster, keep it longer, and make more money (2014)! 

What would happen if the pendulum began to swing, and more and more of our efforts to support 

people with IDD and their communities were directed towards efforts like these?   Imagine the 

connections that could be made and the quality of lives that people with disabilities could lead.  Imagine 

separation turning to unity, and the quality of lives we all could lead.  In reversing the fear-based, 

separatist mindset and replacing it with love, we would experience “kindness, giving, mercy, compassion, 

peace, joy, acceptance, non-judgement, joining and intimacy” (Williamson, 2007, p. 35).  We only need 

to be “open to new perceptions … because you can only chance what you first are able to see” (Chopra, 

2012, p. 68). 

I believe the segregation of people with IDD should no longer be a choice.  We know how to 

support people differently and we know how to achieve the outcomes envisioned by the people who 

worked tirelessly to pass, and now uphold, the ADA. People with IDD can and should live right alongside 

all of humanity – not in the parallel universe we have created for them.  They can work in real jobs, and 

they can live in real homes, as we all do.  The system must no longer try to be “everything” for people 

with IDD, and instead we must turn to real communities.  To begin, we need to be open to the 

possibilities and abundance available.  We need to believe in the wisdom and capacity of people with 

IDD, and in our own capacity to support them differently.  This will require a fundamental shift in our 

thinking.  On an even deeper level, there is a collective healing that needs to happen, precipitative to, or at 
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the very least, in conjunction with, these improvement efforts.  A healing of the separation, and a 

progression towards balance, harmony, compassion, atonement, forgiveness and wholeness (Chopra, et. 

al., 2010).   If health is, as The Course in Miracles says, “inner peace” (Williamson, 2007, p. 589), then 

the healing necessary is a spiritual one.   “When you can experience your world and your Source at the 

same time, you … become whole” (Chopra, et. al., 2010, pp. 170-71).   

It is not people with disabilities who are the problem.  “The only real problem is a lack of love.  

To address the world’s problems on any other level is a temporary palliative – a fix but not a healing, a 

treatment of the symptom, but not a cure” (Williamson, 2007, p. 78).  Perhaps then, if we try to heal, we 

will see the change we are looking for, not only for people with IDD and their communities, but in our 

society in general.  “Just as a sunbeam can’t separate itself from the sun, and a wave can’t separate itself 

from the ocean, we can’t separate ourselves from one another.  We are all part of a vast sea of love, one 

indivisible divine mind” (Williamson, 2007, p. 90).     

So, what’s next?  These are beautiful, yet rather elusive concepts.  “When we heal, we 

may spread our emotional health and healthy genes to later generations” (Menakem, 2017, p. 55).  

More research is needed to determine the linkages between people with IDD and historical 

trauma ( Administration for Children and Families, n.d.).  Who will lead the way?  Government?  

Advocates?  People with disabilities themselves? 

When faced with a radical crisis, when the old way of being in the world, of interacting 

with each other and with the realm of nature doesn’t work anymore, when survival is 

threatened by seemingly insurmountable problems, an individual life-form – or a species 

– will either die or become extinct or rise above the limitations of its condition through an 

evolutionary leap. (Tolle, 2005, p. 20) 

Change takes work, bravery, commitment and practice.  It “takes more than crystals and rainbows” 

(Williamson, 2007, p. 636).  “You have the power to stop intergenerational and historical trauma in its 

tracks, and to keep it from spreading from your body into others.  Above all, you have the power to heal.  

But first you have to choose to heal” (Menakem, 2017, p. 212).  Do we have a responsibility to heal?  

What will we choose?  What must we choose? 
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Let a hundred drums gather.  It must be a time of celebration, of 

living, of rebuilding, and of moving on.  Our warriors will sing a 

new song, a song of a new beginning, a song of victory.  Let our 

warriors sing clear and loud so the heartbeat of our people will 

be heard by Sitting Bull and all our ancestors in the Spirit World, 

and our two worlds will become one again. 

 

Let us send to our great chief a new song to sing when he rides 

around the people in the Spirit World. 

 

Look at our children, 

They’re going to live again, 

They’re going to live again. 

Sitting Bull says this as he rides.  

 

~Blackcloud, 1990 

(Brave Heart, 1998, p. 302) 
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