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Note from the editorS
Welcome to our first edition of the Bulletin for 2019. In this issue, 

Dr. Sharon McGilvery overviews the neurobiology of trauma and 
argues that an understanding of the relevant neuroscience may 
inform our appreciation of the scope of trauma and its possible 
treatments. Dr. Kieran O’Malley provides a case example from 
Ireland through which he considers the transgenerational 
appearance of FASD. Jeff Keilson’s article highlights the issue 
of loneliness for adults with developmental disabilities. Research 
has shown that often the support system for most adults with 
ID or ASD are limited to family members and caseworkers. 
Opportunities for socialization such as dances and mixers are often 
very limited. Dr. Jarrett Barnhill helps us make sense of several 
emerging ideas in genetics relevant to psychopathology and 
neurodevelopmental disorders. In the DSP Interests and Concerns 
Column, Quanisha Russell of Welcome House in Ohio shares her 
experience of supporting individuals with dual diagnosis who are 
working towards community inclusion. Finally, Dr. Robert Klaehn 
debuts as Co-editor of the Bulletin and introduces himself to the 
readership via his inaugural column Klaehn’s Kolumn, which 
combines his experience as a clinician and administrator. 

We wish you all a happy, healthy and productive new year and 
look forward to receiving your contributions to the Bulletin. 

Lucy Esralew, Ph.D.
drlucyesralew@gmail.com

Bob Klaehn, M.D.
rlklaehn@gmail.com
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Impact of Trauma on the Brain
Sharon McGilvery, PhD, San Diego Regional Center

It is important to have a basic understanding 
of the neurobiology of trauma. An understanding 
of how trauma is created is important in devising 
strategies for treatment and in understanding the 
full scope of the impact of trauma. Some challeng-
ing behaviors can then be seen not just as “bad be-
haviors” but as indicators of a nervous system that 
may be out of balance and dysregulated. 

Trauma biology is an advancing area of re-
search which holds much promise in terms of ex-
plaining the impact trauma can have on the brain 
and its implications for healing. Neuroimaging 
studies such as PET scans (Positron Emission 
Tomography) and MRIs (Magnetic Resonance 
Imaging) have been helpful in identifying the 
parts of the brain which have been structurally 
and functionally impacted by trauma. Although 
a comprehensive explanation of the neurobiology 
of trauma is beyond the scope of this publication, 
a brief review of the biological alterations it can 
produce is very important in understanding the 
impact trauma can have on an individual. A ba-
sic understanding of the neurobiology also helps 
to guide the type of interventions which can be 
introduced in order to promote healing. It is also 
important to discuss the changes which can hap-
pen in the brain’s response to trauma, as it also 
highlights that people suffering from PTSD are 
not suffering due to a weakness in character but 
out of an actual disorder which is occurring at a 
molecular level. 

Based on what has been discovered in the field 
of neurobiology, understanding the brain struc-
tures and its functions can provide an explana-
tion of how trauma is created. An understanding 
of the neurobiology also provides an explanation 
for what maintains post-traumatic symptoms. 
Trauma changes the functioning of the nervous 
system. However, before exploring how it is 
changed, it is important to understand the role 
that the autonomic nervous system plays in trau-
ma. The autonomic nervous system is involved in 
an individual’s responses to her/his environment. 
It activates part of the nervous system that is of-
ten referred to as the “fight or flight” response, 
and it works without a person’s conscious effort. 
It is continuously active not just when it is in a 
“fight or flight “mode. In PTSD, the autonomic 
nervous system fails to discharge the energy 
from the traumatic experience. Consequently, 
the system remains out of balance. 

The autonomic nervous system is responsible 
for regulating the function of our internal or-
gans such as the stomach, intestines, and the 
heart. It also is responsible for controlling some 
of the muscles. It regulates some of the auto-
matic processes of the body. The autonomic ner-
vous system is composed of the sympathetic ner-
vous and parasympathetic nervous system. The 
sympathetic nervous system can accelerate the 
heart rate, raise blood pressure, increase mus-
cle tension, and inhibit the production of insulin 
in order to maximize a body’s fuel sources. The 
parasympathetic system decreases the heart 
rate and blood pressure as well as body temper-
ature. It can also increase insulin activity and 
promote digestion. In essence, the sympathetic 
nervous (SNS) is the part of the nervous system 
that “sympathizes” with the situation when it 
is activated. It is responsible for the “fight or 
flight” mechanisms. In contrast, the parasym-
pathetic nervous system serves to calm down 
the body. It is the “cooling” system. It helps us 
to calm down or cool down and regain our bal-
ance. It reverses the effects of the sympathetic 
nervous system. 

When the sympathetic nervous system is dom-
inant there are a number of things that can hap-
pen both cognitively and behaviorally. The indi-
vidual is more likely to be impulsive, irrational, 
and have difficulty being self-reflective. The in-
dividual is not necessarily evaluating behavior 
from a “good” or “bad” perspective; instead, he 
or she is reacting. From a neurobiological per-
spective, most of the behavior which we classify 
as being impulsive can occur when the body is in 
this dysregulated state. When the sympathetic 
nervous system is aroused or is dominant, the 
nature of someone’s thinking process is more 
immediate and impulsive. In addition, when the 
brain is sympathetic nervous system dominant, 
stress hormones are also being released. The 
brain is actually being bathed in a type of “hor-
monal and neurochemical cocktail” (Cozolino, 
2010). When the brain is being bathed in this 
cocktail, the individual may have difficulty eval-
uating his or her actions and regulating emo-
tional responses. This can lead to problematic 
behaviors such as aggression, anger outbursts, 
anxiety, hyperactivity, or agitation, if the per-
son is in more of a “fight” mode. When the per-
son is not in a “flight” mode but in a “freeze” 
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mode, more passive behaviors can occur such as 
emotional distancing, becoming withdrawn, dis-
sociating, etc.

When the autonomic nervous system is dys-
regulated, the individual is going to respond with 
survival strategies which are out of proportion to 
the situation. From a neurobiological perspective, 
trauma is the body’s response to the activation 
and dysregulation of the body’s sympathetic ner-
vous system that has occurred repeatedly or has 
been in a prolonged state of activation which has 
then resulted in changes in the person’s nervous 
system (Howard & Crandall, 2007). Therefore, if 
someone suffers from PTSD, his or her personal 
history is also asserting itself in dysregulating 
the system again, and the person is not living in 
the moment. A memory, a trigger, a flashback, 
can all bring about these reactions. 

The dysregulation that can occur in the ner-
vous system in response to stress and trauma in-
volves a complex interplay of several structures 
in the brain. As the autonomic nervous system 
continues to function, there are other parts of the 
brain which are also involved in the process. For 
simplicity’s sake, we can divide the brain into 
three sections. The first section is the called the 
“R complex” which stands for “reptilian” because 
it is similar to the brains of reptiles and is shared 
by both reptiles and mammals. It is primitive and 
instinctive, and it includes the brainstem and 
cerebellum which helps control the body’s basic 
functions such as temperature, balance, breath-
ing, and heart rate. It is a more primitive part of 
the brain, is the oldest in terms of our evolution, 
and is about survival (Marich, 2014).

The second part of the brain is called the limbic 
system. The limbic system is often referred to as 
the “emotional brain.” The limbic system struc-
tures regulate emotion including a variety of our 
emotions such as pain, anger, fear, sadness, etc. 
Additionally, there are two parts of this “emo-
tional brain” that are implicated in PTSD; they 
are the hippocampus and the amygdala. The au-
tonomic nervous system sends information to the 
hippocampus, and a major function of the hippo-
campus has to do with memory. This part of the 
brain is involved in the forming and organization 
of memories and our ability to retrieve them. It 
is responsible for several different types of mem-
ory including long-term, short-term, spatial, as 
well as the forming of new memories. Short-term 
memories are converted to long-term memories, 
and trauma can interfere with this process as 
well as alter it. Traumatic memories may not be 
fully processed. This may lead to them being too 

easily activated, producing an over-reactive re-
sponse by the individual. Since the hippocampus 
helps the person to discriminate between long 
term and short term memories, abnormalities 
in the hippocampus may interfere with this pro-
cess. For example, if a staff member in a group 
home says something in a certain tone of voice, it 
may activate a flashback in one of the residents 
who had a previous trauma history of emotional 
abuse. This can lead to an over-reaction and a 
misinterpretation of the current situation and an 
overestimation of threat by the individual. The 
person is reacting to the current situation as if it 
were the situation occurring in the past and not 
adequately discriminating past memories from 
the present. 

The autonomic nervous system sends informa-
tion to the hypothalamus which is another part of 
the part responsible for regulation or maintain-
ing the status quo. The hypothalamus obtains in-
formation from the body and then sends signals 
back to the autonomic nervous system. It reads 
body temperature, blood pressure, blood sugar 
levels, as well as gathering information from the 
outside world through the individual’s five sens-
es. It integrates all of this information and then 
sends signals back to the body and these signals 
also go back to the autonomic nervous system. 
Information also goes to the endocrine system as 
well to include the pituitary gland which produc-
es hormones. One hormone is particularly impor-
tant in discussing stress and that is the “stress 
hormone” known as cortisol. Under stress, the 
body produces more cortisol which helps to regu-
late blood pressure and cardiovascular function.

The amygdala, adjacent to the hippocampus, is 
another area of the brain that can be impacted 
by severe emotional trauma, and symptoms of 
PTSD are related to hyperactivity in this area. 
It is responsible for our emotions and for actions 
that are motivated by our survival needs. This 
part of the brain is responsible for the “fight 
or flight” mode that people have in response to 
stress and fear. It also activates stress hormones, 
and it helps to determine if danger is imminent 
by connecting with the hippocampus which is 
the database for memories of past experiences of 
events. As with the hippocampus, there are some 
studies which have shown a reduced volume in 
this area in individuals suffering from PTSD as 
compared to non-PTSD groups (Morey, Gold, & 
McCarthy, 2012).

The third part of the brain that is involved in 
this highly complex traffic pattern is the pre-
frontal cortex. This area is located in the front of 
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the brain in the outer most layers. This is the ar-
ea that is responsible for executive functioning, 
and it is analogous to being the CEO (the chief 
executive officer) of the brain. It is involved in 
decision making, problem-solving, self-reflection, 
moderating behavior, etc., and this part of the 
brain is also involved in several aspects of mem-
ory. The left part of the frontal lobe is involved 
in the strong memories of events while the right 
frontal area is able to extract a theme from the 
events. When an individual is traumatized, basic 
and more primitive processes become involved 
and the individual’s strong emotional reactions 
and instincts can override the frontal part of the 
brain. Lower brain processes are set in motion, 
and they can override the strength of the cortex 
which would normally be able to serve an inhibi-
tory function preventing inappropriate behaviors 
from occurring.

By reviewing these numerous systems, it is 
apparent that there is a very complex feedback 
loop in the body and in the brain that responds 
to danger or threats of danger. Damage to one of 
these areas can impact other areas. The results 
of neuroimaging studies on people undergoing 
stress have shown structural changes can occur 
in response to trauma either in response to sin-
gular traumatic events or continuous threats. As 
noted by McCarthy (2001), emotional trauma can 
be a serious threat to an individual’s well-being 
and ability to cope. This can overwhelm the in-
dividual’s coping mechanisms and compromise 
their emotional, physical, and cognitive states. 
The stress response that involves fight, flight, 
or freeze becomes active rather than returning 
to its balanced state after the threat has been 
terminated. This dysregulated, unbalanced state 
in the nervous system can remain in overdrive 
and become a more permanent state rather than 
a temporary one. If this remains in overdrive, it 
becomes more difficult for the body to sustain it, 
as it results in high levels of cortisol (a stress hor-
mone) being released which also can inhibit the 
production of several neurotransmitters (which 
are known as the chemical messengers in the 
brain). The release of cortisol from hyperarousal 
can inhibit the work of several neurotransmitters 
such as serotonin, norepinephrine, and dopamine. 
If there are imbalances in these chemicals, it can 
cause a variety of problems from physical to psy-
chological issues such as impaired memory, poor 
decision making, pain, obesity, hormonal imbal-
ances, and mood and behavioral disturbances. 
Antidepressants medications can help to recycle 
some of the neurotransmitters particularly those 

impacting serotonin levels. This is why one class 
of antidepressants which is referred to as SSRIs 
(Selective Serotonin Reuptake Inhibitors) is used 
in the treatment of PTSD. 

Although much of the early research in neu-
ropsychology and PTSD focused on deficits in 
learning and memory, there has been more re-
search which has examined the impact of PTSD 
on executive functioning skills (Aupperle, Mel-
rose, Stein, & Paulus, 2012). If an individual has 
difficulty regulating his or her emotions, then it 
will compromise the individual’s executive func-
tioning abilities, and those abilities will not be 
functioning at full capacity. If emotions can be 
regulated, then executive functioning abilities 
improve.

Emotional Regulation and 
Emotional Dysregulation

If we take into consideration the research from 
neuroscience regarding the changes in the brain 
that can occur with trauma, then interventions 
to promote healing should include strategies to 
help the nervous system reset itself and return to 
a balanced state. Consequently, techniques that 
are aimed at helping individuals regulate their 
emotions should be part of the treatment plan. 
Since heightened arousal and persistent negative 
emotional states are some of the symptoms char-
acterizing posttraumatic stress disorder, they can 
derail the development of emotional regulation 
skills. Trauma can interfere with an individual’s 
ability to manage emotions effectively, and strong 
emotions which are unchecked can have the abil-
ity to override executive functioning skills. 

Emotional regulation is a term used to refer 
to a person’s ability to manage and control emo-
tional experiences. Emotional regulation strate-
gies can be healthy or unhealthy. For example, 
listening to music or taking a walk when upset 
is a healthy coping strategy. Emotional dysregu-
lation refers to an inability to moderate or con-
trol emotions in a healthy manner. Examples of 
unhealthy ways to try and manage emotions or 
self-soothe could include incidents of overeating 
or drinking too much. According to Rueda and 
Pax-Alonso (2013), when emotions are well man-
aged and not dysregulated, executive functioning 
abilities can be more easily mobilized. The brain 
is then better able to move from activating its 
emotional center, which is deep in the brain, to 
activating aspects of the frontal lobe.

The topic of emotional regulation and dysregu-
lation becomes particularly relevant when sup-
porting individuals with intellectual disabilities 
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with trauma histories because of the studies that 
suggest that deficits in emotional regulation are 
already present in this population. If the neuro-
biological effects of trauma are now added to the 
equation, in theory, it may be more difficult to 
heal from trauma. According to Brown, Brown, 
and Dibiasio (2013), “Approximately one third of 
adults with intellectual and developmental dis-
abilities have emotion dysregulation and chal-
lenging behaviors.” Various other researchers 
have also reported that emotional regulation skill 
deficits are a contributing factor to behavioral 
difficulties even though individuals with devel-
opmental disabilities and behavioral issues com-
prise a heterogeneous group (Tyrer et al., 2006; 
Whitman, 1990). According to a study by Brown 
et al., (2013), emotional dysregulation was a key 
variable in challenging behaviors. Consequently, 
these researchers felt that it was important to 
focus on improving emotional regulation skills.

Samson et al. (2013) also studied the relation-
ship between emotional dysregulation and devel-
opmental disabilities, but the developmental dis-
ability that was explored was specifically autism. 
The study focused on exploring the relationship 
between emotional regulation skills and the core 
features of autism which included social and com-
munication deficits, sensory sensitivities, and 
repetitive and restricted behaviors. According to 
their findings, children and adolescents with au-
tism spectrum disorder experienced greater dif-
ficulties with emotional regulation compared to a 
typically developing control group. The severity 
of their symptoms was greater on all of the scales 
of an 18-item Emotion Dysregulation Index. 
They found that emotional dysregulation was 
related to all core features of autism, but it had 
its greatest association with repetitive behaviors. 
The interesting aspect of this study was their 
finding that of all the core features of autism, the 
core feature which remained the best predictor 
of emotional dysregulation was repetitive be-
haviors. According to Samson et al. (2013), “This 
finding might indicate that individuals with ASD 
with severe repetitive and restricted symptoms 
are less able to regulate their emotions due to dif-
ficulties inhibiting ongoing behaviors.” This find-
ing is consistent with another study conducted 
by Mazefsky, Pelphrey, and Dahl (2012). While 
these findings may have important clinical sig-
nificance, more systematic research is needed 
in this area. It is interesting to note that Sam-
son, Huber, and Gross (2012) also proposed that 
“impaired emotional regulation may be a more 
parsimonious explanation than psychiatric co-

morbidity for severe behavioral disturbances in 
Autistism Spectrum Disorder.”

Given some of the studies that suggest individ-
uals with intellectual disabilities may experience 
difficulties regulating emotions as a result of the 
developmental disability itself, consider the ad-
ditional deficits in emotional regulation that can 
occur with trauma. In addition to this potentially 
additive equation, there is evidence from devel-
opmental cognitive neuroscience which indicates 
our ability to regulate emotions are strongly sup-
ported by several executive functions, with some 
studies even suggesting that executive functions 
can be compromised by a developmental disabil-
ity (Tottenham, Hare, & Casey, 2011). Accord-
ing to Skoff (2004), there have been a number 
of studies which have suggested that executive 
functioning deficits can be found in a number of 
developmental disorders. These developmental 
disorders have included not only intellectual dis-
abilities, but also autism spectrum disorder, and 
other developmental disorders that have genetic 
causes such as Fragile X (Skoff, 2004).

Executive Functioning Skills and Deficits
Why are executive functioning deficits found 

among individuals with developmental disabili-
ties? According to Skoff (2004), there are several 
possible explanations. First, there is a level of 
structural inter-connectedness between the pre-
frontal cortex and the rest of the brain. Because 
of this inter-connectivity, if the brain sustains 
some type of insult or injury it is likely to impact 
the functioning in the prefrontal cortex. Accord-
ing to Skoff, “The pre-frontal cortex is the most 
interconnected part of the brain, with neurons 
coming from and going to, most other areas in the 
brain.” The disruption or insult to the brain can 
be at a structural level or a neurochemical level. 
Skoff also notes, “…there does not have to be spe-
cific damage or malfunctioning of the prefrontal 
cortex for executive deficits to occur: such deficits 
are possible whenever any part of the brain that 
functionally interacts with the prefrontal cortex 
is damaged of disrupted.”

If we consider the studies which suggest that 
individuals with intellectual disabilities have 
greater difficulties regulating emotions, and we 
add executive functioning deficits to the equa-
tion, imagine the additional impact that trauma 
to this scenario. Combine all of these factors with 
various social-environmental conditions that 
may not be trauma sensitive and may even inad-
vertently re-traumatize individuals. It becomes 
no wonder why some individuals with intellec-
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tual disabilities develop severe behavioral repu-
tations and are more likely to suffer from psychi-
atric disorders. We have the sequelae of trauma, 
combined with the deficits that may accompany 
the intellectual disability, compounded by en-
vironments that may not be trauma sensitive. 
Such findings would suggest that individuals 
with intellectual disabilities and a trauma his-
tory should have interventions developed which 
focus on improving emotional regulation skills 
as primary components of treatment. Although 
research addressing emotional dysregulation in 
the general population is expanding, there is less 
research on emotional regulation training for in-
dividuals with intellectual disabilities (McClure, 
Halpern, Wolper, & Donahue, 2009).

Emotional Regulation Skills Training
Developing these skills may be critical to de-

creasing some of the behavioral challenges and 
improving the quality of the lives and relation-
ships for people with intellectual disabilities. 
There are a variety of methods that can be used 
to assist individuals in regulating their emo-
tions. Interventions could include incorporat-
ing self-soothing strategies such as relaxation 
training (e.g., diaphragmatic breathing and 
progressive muscle relaxation exercises), anger 
management techniques, and problem-solving 
strategies, as well as some of the specific thera-
pies referenced in later chapters of this book. 
These strategies would be most appropriate 
for individuals who are functioning within the 
mild to moderate range of intellectual function-
ing. It is important for the body to calm down 
so that the nervous system does not remain in 
a heightened level of alert and arousal. How-
ever, some of these approaches and strategies 
which involve more cognitive components may 
not be appropriate for individuals with intel-
lectual disabilities in the severe and profound 
ranges. For those individuals, it would be more 
appropriate to incorporate more self-soothing 
activities which they find relaxing and calming 
as well as incorporating more sensory strategies 
to decrease arousal. Also, there may need to 
be a greater focus on introducing environmen-
tal changes in order to remove any threatening 
triggers and create a sense of safety and securi-
ty for them by creating calm environments. This 
would involve more environmental manipula-
tions. These approaches become more staff (or 
care provider) intensive requiring staff or care 
provider training and milieu management.

Developmental Trauma
There is research to suggest that if the trauma 

occurred early in life, such as in infancy or early 
childhood, the individual may experience even 
greater difficulties controlling emotions. If the 
trauma occurred in infancy or early childhood, this 
can further shake the very foundation of the indi-
vidual’s ability to self-soothe. Studies have shown 
that if a parent or care provider is unresponsive or 
unavailable to an infant during early development, 
it can contribute to difficulties in the child’s ability 
to self-soothe. These deficits can then be carried 
over into adulthood. According to Sroufe (1979), 
when an infant is upset and cries, a caretaker usu-
ally comes to provide care and soothe the infant’s 
distress. This allows an opportunity for the baby’s 
nervous system, which is aroused during the peri-
ods of distress, to calm down. Gradually, through 
the consistent presence of a care taker providing 
relief and soothing a child’s emotions, the child 
is better able to tolerate more intensive emotions 
which do not lead to periods of emotional disorga-
nization and internal chaos. This research is par-
ticularly relevant to individuals with intellectual 
disabilities due to some of the statistics that have 
indicated that approximately 25% of children who 
have disabilities have acquired those due to abuse 
with 52% of neglected children acquiring a perma-
nent disability (Baladerian, 2013). Let us consider, 
for example, an individual with a mild intellectual 
disability who was removed from his parents’ care 
in early childhood due to significant abuse and ne-
glect. He is placed in a series of foster homes, and 
due to his escalating behavioral challenges he is 
eventually admitted to an adolescent residential 
treatment facility. While there, he is surrounded by 
highly assaultive peers, and he becomes a victim of 
assault. Is it any wonder that the individual is now 
known for his impulsive acts of self-harm and ag-
gression towards others? He is easily agitated by 
events and has difficulty calming down when he is 
upset. Emotional dysregulation has become a ma-
jor contributor to his impulsive behaviors. If these 
behaviors are considered outside of the additional 
influence of trauma, it runs the risk of misunder-
standing his motivations and needs. It is not sur-
prising then to find that this young man has had 
a history of numerous admissions to psychiatric 
hospitals. His trauma profile, combined with these 
other variables, has led to greater and greater in-
terpersonal difficulties for him and a poorer qual-
ity of life. His difficulties in self-regulation and its 
accompanying behaviors may be the result of ex-
cessive and prolonged activation of his autonomic 
nervous system. The accumulation of traumas did 
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not give his body the opportunity to re-establish a 
balance and to heal. His difficulties controlling his 
emotions (i.e., his emotional dysregulation) have 
become a contributor to his impulsive behaviors, 
and those behaviors may occur at the slightest of 
provocations. 

It is important to assess for any developmental 
traumas an individual with an intellectual dis-
ability may have experienced and to consider the 
individual’s developmental history. Such infor-
mation may help to explain some of the behaviors 
from a physiological perspective. Understanding 
patterns and history is important in trying to 
identify a trauma profile and this identification 
can help to ensure that appropriate and effective 
treatment is provided.
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This is an archetypal Irish clinical story which 
still repeats itself in 2019. The maternal grand-
mother, Susan, begins drinking alcohol at age 15. 
At 17 years old, she is pregnant and delivers a 
baby at term after having drank beer through-
out the pregnancy. Susan is admitted to a work 
house situation as single mothers are not toler-
ated in the local society. She has to work in a 
laundry to pay for her food and lodgings, and her 
infant girl, Marie, is taken from her at 4 weeks 
into State Care due to parental neglect.

Marie was placed in a State foster home and 
presents as difficult to settle with poor feeding 
due to delayed sucking reflex. Later in early 
childhood, Marie is described as very physically 
hyperactive and as having marked mood insta-
bility. She had been placed in three different 
foster homes by 10 years of age because of the 
foster parent’s inability to control her behaviors 
and mood. Marie is then placed in a residential 
home at 11 years of age and remains there until 
18 years, when she moves to a state hostel. 

Marie begins binge drinking alcohol at 15 years 
of age and drinks throughout her 1st pregnancy 
at 19 years of age. Her infant boy, Tony, is born 
at 37 weeks gestation with microcephaly and his 
height and weight are below the 10th percentile. 
Tony was taken into state care at 6 weeks of age 
because his mother is deemed incompetent to 
parent. The maternity hospital midwife has doc-
umented alcohol use during the pregnancy but 
no risk was seen for the infant child.

Tony was placed in foster home with parents 
who are aware of Fetal Alcohol Spectrum Disor-
der (FASD) or Neurobehavioral Disorder Associ-
ated with Prenatal Alcohol Exposure (NDPAE)* 
and the diagnosis was confirmed at 12 years of 
age. He remained in that placement until age 16 
years, then Tony moved to a small residential 
unit because of increasing attempts to self-harm.

In addition to slow growth rates since early 
infancy, Tony has also shown evidence of devel-
opmental co-ordination disorder with unusually 
decreased sensation in the left side of his body. 
He has also had symptoms of attention deficit hy-
peractivity disorder (ADHD) since before 5 years 
of age and did not respond to increasing dosages 
of Methylphenidate. Tony was switched to Dex-
troamphetamine, and he became more manage-
able. However, his increasing self-harm episodes 

and pervasive anhedonia gradually increased 
since the death of his birth mother due to medi-
cal complications from her chronic use of alcohol 
when Tony was 12 years old.

A Wechsler Intelligence Scale for Children, fourth 
edition (WISC-IV) was completed at this time 
showed a Verbal IQ of 79 and a Performance IQ of 
86. Tony’s Working Memory is at the 0.1 percen-
tile and his Processing Speed is at the 2nd percen-
tile. The Wechsler Individual Achievement Test, 
second edition (WIAT-II) shows complex learning 
disorder with specific learning disorders of written 
expression (3rd percentile), reading (0.2nd percen-
tile) and mathematics (5th percentile).

At 14 years of age, Tony developed severe in-
termittent explosive disorder symptoms; a sleep 
deprived EEG showed non-dominant hemisphere 
complex seizure abnormality. He was prescribed 
Carbamazepine in addition to long acting Dex-
troamphetamine and showed good response to 
these medications. His sleep has been a chronic 
issue with recurring post-traumatic dreams. His 
sleep disturbance initially responded to Melato-
nin, which is no longer effective. 

Conclusion
This case study highlights the transgenera-

tional pattern of FASD/NDPAE that frequently 
occurs in Ireland. O’Malley (2014) observed a 
similar pattern with members of the Native 
American communities in the United States and 
First Nation communities in Canada. The risk 
of FASD/NDPAE in subsequent generations is 
significantly higher in the children of mothers 
diagnosed with FASD/NDPAE regardless of eth-
nicity when compared with the children of moth-
ers without FASD/NDPAE. This case study also 
highlights the need for early identification and 
intervention for children identified with this con-
dition with a focus on parent/child therapy. The 
complex transgenerational bereavement and loss 
reactions common to parents of children with 
FASD/NDPAE must be identified and treated in 
a non-judgmental, trauma-focused approach. 
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Co-Editor’s Notes: Kieran O’Malley is a child 
psychiatrist currently working as psychiatric con-
sultant at Slievemore Clinic in Dublin, Ireland 
for patients with developmental psychiatric dis-
orders with a focus on treatment of Fetal Alcohol 
Spectrum Disorders (FASD)/Neurodevelopmen-
tal Disorder Associated with Prenatal Alcohol 
Exposure (NDPAE). He spent 9 years at the Uni-

versity of Washington with Dr. Ann Streissguth 
in Fetal Alcohol and Drug Unit from 1997-2006. 
During his time in North America, Dr. O’Malley 
also had a private practice in Calgary, Alberta. 
Dr. O’Malley has been involved in clinical re-
search on Fetal Alcohol Spectrum Disorders 
(FASD) and Neurobehavioral Disorder Associ-
ated with Prenatal Alcohol Exposure (NDPAE), 
lectured internationally and has published 60 pa-
pers, 12 book chapters and 4 books. The names of 
the person described in this case study has been 
changed to protect their identity.

* Note: Neurobehavioral Disorder Associated 
with Prenatal Alcohol Exposure (NDPAE) is list-
ed under the diagnosis of Other Specific Neuro-
developmental Disorders on page 86 of the DSM-
5 (American Psychiatric Association, 2013).

Klaehn’s Kolumn

Community-Based Approaches to Treatment 
of Persons with a Dual Diagnosis
Bob Klaehn, M.D. 

This is the first of what I hope is a series of 
short columns for the NADD Bulletin dealing pri-
marily with community-based approaches to the 
treatment of persons who are dually diagnosed. 
They will also serve as an introduction to the ex-
periences I have had as both a clinician and an 
administrator for persons with developmental 
disabilities. 

For this first column, let me take you back 
to the very beginning…my father was a family 
doctor in a small town in southeast Michigan, a 
Ford Plant at one end of town and a steel plant 
in the other. When I was growing up in the early 
1960’s, I remember him making house-calls and 
a time or two when he accepted a newly plucked 
chicken in payment for services rendered. I also 
remember vividly a situation where he was will-
ing to do whatever it took to help out his patient 
– in this case, a neighbor’s pet Chihuahua, who 
was brought to our front door, choking on a bone 
caught in its throat, in the arms of our sobbing 
neighbor. Without hesitation, my father began to 
given mouth-to-mouth to the now-limp dog and 
deftly pulled the bone from the dog’s throat. A 
few minutes later, the dog was revived and on 
her way home with her relieved human. 

So what do my memories of my father have to 
do with the treatment of persons with both a de-
velopmental disability and a mental health diag-
nosis? Two things: 
·	 House calls can be useful diagnostic tools, 

even in these days of telehealth and medical 
apps on our cellphones. It is an insight into 
the daily lives of the persons we serve that 
cannot be gotten any other way. (More on my 
experiences as a psychiatrist making house 
calls in a future column!)

·	 Doing whatever it takes to help someone in dis-
tress may take us out of our comfort zone. I am 
sure that my father didn’t wake up that morn-
ing knowing that he would do mouth-to-mouth 
resuscitation to a dog later in the day. Provid-
ing needed care to a person with a dual diagno-
sis may take us out of our comfort zone, and we 
may engage with individuals and families in a 
way we did not expect that morning, but it is 
well worth it to help make their lives better. 

I look forward to being co-editor of the NADD 
Bulletin and sharing more clinical and adminis-
trative adventures with you during the next few 
years! 
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Neuroscience Reviews
Splitters, Lumpers and the Problem of  
Psychopathology with Neurodevelopmental Disorders
Jarrett Barnhill DLFAPA, FACAAP

Note about the readings: The Caspi and 
Moffit article is the work of two geneticists who 
provide an interesting view of lumpers, split-
ters, and several emerging ideas in genetics. If 
you can access these journal articles, please try 
to read them. It will help make sense out of this 
conceptual model. If you still can’t find them, I 
will keep trying to make sense of them with you. 

As discussed in a previous article, the debate 
between lumpers and splitters is not a recent his-
torical phenomenon. Biological and psychophar-
macological researchers have grumbled for some 
time about the problem of heterogeneity within 
and among psychiatric disorders. Molecular ge-
netics fueled the search for more precise charac-
terization of complex disorders like mood, anxi-
ety, schizophrenia spectrum, and neurodevelop-
mental disorders. Instead of using traditional 
DM-ID-2 diagnostic categories, the emphasis 
shifted to biological/genetic markers, genetic 
polymorphisms that effect pharmacokinetic and 
other pharmacogenomic properties, and defin-
ing subtypes (endophenotypes). These strategies 
helped birth the Five Factor model for Personal-
ity Disorders, Research Domain Criteria (RDoC), 
Intermediate phenotypes in an attempt to refine 
the diagnostic process in order to enhance the 
limited correlation between diagnosis and treat-
ment response (Donaldson & Hen, 2015; Insel et 
al, 2010; Smoller et al, 2018). Although we have a 
few bright spots, this new ideal of personalized or 
precision medicine is not just around the corner. 

However, most of us don’t operate in this frame 
of reference and are less enamored with splitting. 
At a practical level, we are more concerned with a 
complex population of patients who differ in terms:
1. The presence of genetic loading for major psy-

chiatric specific disorders, high-risk children. 
The children create a problem of determining 
the complex interrelationships between heri-
tability/level of psychosocial adverse effects 
(stress diathesis model). 

2. Addressing the timing of exposure to environ-
mental/ecological factors and how they influ-
ence age onset, severity, comorbidity, and/or 
incomplete treatment responses.

3. How the presence of IDD and ASD influence 
each of these factors and influence the devel-

opmental trajectory of primary psychiatric dis-
orders in these high-risk children- including 
environmental toxicity, trauma and resilience. 

4. Adapting biological and pharmacological treat-
ments to the spectrum presentations of high-
risk children. In other words, adapting to the re-
ality that most at-risk children seem to display 
a pyramidal distribution of adverse outcomes: 

a. Higher numbers of nonspecific behavioral 
disorders at the base. 

b. Smaller numbers who display prodromal 
or attenuated symptoms, or go on to de-
veloping subsyndromal forms with signifi-
cant functional impairment but less than 
half never develop the psychiatric disorder 
found in other first-degree relatives. 

c. Smaller numbers who develop full syn-
drome, psychiatric disorders (meet all of the 
DM-ID-2 criteria). One outcome of genomic 
studies is that these children may develop 
syndromes congruent with impaired rela-
tives (homotypy), while others develop al-
ternative psychiatric disorders (heterotypy). 
(Brotman, Kirkascka, Stringaris, Pine, & 
Leibenluft, 2017; Caspi & Moffitt, 2018,). 

d. Those who develop psychotic variations of 
chronic mental disorders and are resistant 
to multiple treatment interventions. We can 
include in this group those who experience 
severe trauma, psychosocial adversity, and 
struggle with multiple genetic or neuropsy-
chiatric comorbidities. This group is at the 
apex of the pyramid (Caspi & Moffitt, 2017; 
Neuman et al., 2016; Smoller et al., 2018). 

This model overlaps that pyramid of interven-
tions used by START to describe types of service 
delivery, costs, and intensity of interventions and 
demands on community resources. It may also 
provide a partial solution to the lumper-splitter di-
mensions described in this series of articles. Chil-
dren at the base of the pyramid may require a com-
bination of more generalized/ecologically based 
therapies (primary and secondary interventions) 
whereas those at the apex may require a more 
detailed subtype analysis (genomic, pharmacoge-
nomic, and the RDoC/intermediate phenotype/en-
dophenotypes analyses). 

Next up, a specific case applying these ideas. I 
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US Public Policy Update

A Moral Imperative: Invest in Eradicating 
Loneliness
Jeffrey Keilson, Senior Vice-President, Advocates

will conclude my many years of struggling with 
the role of Translational Neurosciences in dual 
diagnosis with my vision of the DM-ID 3 and 
beyond. It is time to turn this project over the 
“youngsters” out there. 
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We are driven by five genetic needs: survival, 
love and belonging,

power, freedom, and fun. 
 William Glasser

People with Disabilities Need Fewer Therapists 
and More Friends.

 David Pitonyak

In the 21st century, we are told that individuals 
are more connected than ever. Is this true? We 
certainly have more potential to be connected. 
Friendships are the heart of living a better life 
(Holt-Lunstad, Smith, & Layton, 2010) and yet, 
studies show that having hundreds of friends or 
followers on social media has given rise to feel-
ings of isolation and loneliness and increased de-
pression and anxiety (University of Pennsylva-
nia, 2018). To be clear, this is not a rant against 
social media, which also has many benefits.

My point is this: more than half of the people 
in the United States feel lonely on a regular ba-
sis (Cigna, 2018). In Britain, the same percentage 
of individuals with disabilities feel there are bar-
riers that make it difficult for them to make and 
keep friends, and one in four are likely to experi-

ence loneliness on a daily basis (Sense, 2015). One-
third of adults 45 and older feel lonely, according 
to AARP’s study on loneliness and social isolation 
(AARP Research and GfK Custom Research, 2018). 
And according to the Cigna U.S. Loneliness Index, 
younger generations are outpacing older adults in 
feeling lonely and isolated (Cigna, 2018).

In a 1992 Boston Globe article about the dire 
need for flexible support for people with intellec-
tual and developmental disabilities, as assistant 
commissioner at the Department of Developmen-
tal Services in Massachusetts, I gave the fol-
lowing quote: “Clearly the needs are far greater 
than we are succeeding in meeting. Our role is to 
provide the support that each person needs, and 
our support should change as a person’s needs 
change.” While services have made important 
strides, those words still ring true today—just as 
we have not made significant strides in impact-
ing competitive employment for people with IDD, 
social isolation and a lack of meaningful friend-
ships and intimate relationships significantly 
impacts the quality of life for too many people.

There is evidence that social networks shrink 
when there is functional or cognitive decline 
(Aartsen, Van Tilburg, Smits, & Knopscheer, 
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2004). The lack of closeness to others is shown 
to be damaging to our health. Just as social con-
nections help a person recover when they are ill, 
persistent loneliness causes cognitive decline and 
increases the likelihood of mortality by 26 percent 
(Holt-Lunstad et al., 2010). Studies show that 
isolation is associated with increased risk of high 
blood pressure, developing coronary heart disease 
and stroke, and is as damaging as smoking 15 cig-
arettes a day (Holt-Lunstad et al., 2010).

The first step in making change of any kind is 
to recognize that there is a problem—and not just 
within the realm of human services. Within every 
community are people with disabilities who make 
up a fading population, which is wholly prevent-
able. While many people with I/DD and mental 
health conditions are living in communities, they 
often do not participate fully in community life.

It is not enough for policies and funding to provide 
basic needs. The British government has recognized 
the epidemic of loneliness among its disabled citi-
zens as well as evidence that “the loneliness they en-
dure on a daily basis is a direct consequence of Gov-
ernment policy” (Shipley, 2018). In January 2018, a 
minister of loneliness was appointed in the UK.

As a people, we must remember that freedom, 
belonging, and love are among everyone’s basic 
needs. Insurers and government budgets must 
treat the creating of opportunities for friendship 
and services that tackle loneliness as preventa-
tive measures for good health. 

Such initiatives need not be dismissed as “feel 
good” ideas. Set outcomes. Gather data. Measure 
success: Do the care teams and informal networks 
of people with disabilities expand? Do emergency 
room and physician visits and 911 calls decrease? 

Improving the quality of life for millions of peo-
ple with IDD is very achievable. Tragically, there 
is little incentive to invest in policy and programs 
that will truly affect change on this issue because 
that change is unlikely to be immediate.

Loneliness contributes to the annual costs of 
major depressive disorder, suicide, and addic-
tion ($960 billion), as calculated by the Centers 
for Disease Control and the National Institute of 
Mental Health (The Cost of Loneliness, 2018).

As science shows the negative health effects of 
loneliness, healthcare dollars must be allocated 
to cover the costs of what is shown to ease lone-
liness. Assistive technology has been shown to 
be beneficial for 37 percent of non-elderly adults 
with disabilities (Kaye, Yeager, & Reed, n.d.).

To turn the growing tide of loneliness, health-
care providers and community-based human ser-
vice organizations would do well to integrate the 

principles of the person-centered planning, circle 
of supports, and supported decision-making in the 
creation of the person’s care plan. Who would an in-
dividual call if they had a problem in the middle of 
the night? Who would that person call to share good 
news? To ensure success, this approach should be 
flexible, innovative, and grounded in community.

The challenge of social isolation is particular-
ly acute for people with IDD and mental health 
conditions. As a society we should not remain 
complacent when nearly 50% of people with dis-
abilities say they are lonely on any given day 
(Campaign to End Loneliness, n.d.). We all need 
support in order to make connections and live a 
full life. With the dramatic growth of managed 
care across the country and with more and more 
research connecting loneliness and isolation to 
increased physical health and behavioral health 
costs, we must not miss the opportunity to take 
aggressive action to combat isolation. 

Using the person-centered planning process 
as the framework, people should be supported to 
have a goal(s), if they so choose, in their care plan 
around enhancing friendships and more intimate 
relationships. This should also include strate-
gies, resources, and how outcomes, as identified 
by the person, will be monitored. Many commer-
cial health plans offer robust wellness programs 
as one strategy to improve members’ health and 
reduce most costly health care expenditures. This 
could serve as a model for the creation of initia-
tives to respond to and prevent social isolation. 

We must simply decide that not taking aggres-
sive action is unacceptable and that taking action 
is good use of public dollars, good for state develop-
mental services agencies, good for Medicaid agen-
cies, good for managed care entities, good for the 
community and, most importantly, good for people.
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The “U.S. Public Policy Update” is an ongoing 
column in The NADD Bulletin. We welcome your 
comments and submissions for this column. To 
learn more or to contribute to this column you 
may contact Eileen Elias, Editor of the U.S. Pub-
lic Policy Update at eelias@jbsinternational.com. 

DSP Interests and Concerns

Taking on a New Challenge 
Quanisha Russell, Welcome House, Ohio

I became an employee at Welcome House in 
February, 2016. In the beginning of my employ-
ment at Welcome House, I was placed at one 
of our ICF houses, where I assisted individuals 
with bathing, eating, and other similar tasks of 
daily living. A Direct Support Specialist (DSS) 
position at Clifton House became available 
where I began assisting individuals with devel-
opmental disabilities and mental health diag-
noses. This was the field that I had been work-
ing in prior to my time at Welcome House. All 
of the young persons with dual diagnosis living 
at Clifton House would be persons coming from 
our local Department of Family and Children’s 
Services and had spent several years or more 
in their foster care system. This is their first 
time living away from family or a foster family. 
Connecting with others is very important dur-
ing this transition. 

It has been an honor working at Clifton House. 
I have been able to support many of these young 
people in attending prom, connecting clients with 
other community agencies, such as the LGBTQ 
community and employment agencies, and also 
helping clients identify and maintain jobs while 
at Clifton. I’m very familiar with working with 

and navigating through the Cuyahoga County 
Board of Developmental Disabilities, because I 
myself have a daughter that has Cerebral Palsy 
who is also involved with the Board. As the Tran-
sitional Site Supervisor of Clifton, and in my role 
being a parent, I know how important it is to 
have a strong person to advocate for individuals 
that have special needs.

I am currently getting ready to open another 
home and will supervise two sites. As we prepare 
their homes and get things ready for more young 
adults to live on their own, we keep the following 
in mind: Being truly included in the Community 
is the key to success.

Ms. Russell was nominated for the 2018 NADD 
DSP award for excellence; she can be reached at 
qburns@welcomehouseinc.org

DSP Interests and Concerns is an ongoing col-
umn in The NADD Bulletin. We welcome your 
comments, suggestions, and submissions for 
this column. To learn more or to contribute to 
this column, you may contact Melissa Cheplic, 
Editor of DSP Interests and Concerns at chepli-
ma@rwjms.rutgers.edu.



Note from the editorS
Welcome to our first edition of the Bulletin for 2019. In this issue, 

Dr. Sharon McGilvery overviews the neurobiology of trauma and 
argues that an understanding of the relevant neuroscience may 
inform our appreciation of the scope of trauma and its possible 
treatments. Dr. Kieran O’Malley provides a case example from 
Ireland through which he considers the transgenerational 
appearance of FASD. Jeff Keilson’s article highlights the issue 
of loneliness for adults with developmental disabilities. Research 
has shown that often the support system for most adults with 
ID or ASD are limited to family members and caseworkers. 
Opportunities for socialization such as dances and mixers are often 
very limited. Dr. Jarrett Barnhill helps us make sense of several 
emerging ideas in genetics relevant to psychopathology and 
neurodevelopmental disorders. In the DSP Interests and Concerns 
Column, Quanisha Russell of Welcome House in Ohio shares her 
experience of supporting individuals with dual diagnosis who are 
working towards community inclusion. Finally, Dr. Robert Klaehn 
debuts as Co-editor of the Bulletin and introduces himself to the 
readership via his inaugural column Klaehn’s Kolumn, which 
combines his experience as a clinician and administrator. 

We wish you all a happy, healthy and productive new year and 
look forward to receiving your contributions to the Bulletin. 

Lucy Esralew, Ph.D.
drlucyesralew@gmail.com

Bob Klaehn, M.D.
rlklaehn@gmail.com
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Visit the NADD website at www.thenadd.org for more information on upcoming 
conferences and trainings. Updated information is posted as available.

Upcoming Conferences/Trainings
************************************

State of Ohio 17th Annual MI/DD Conference
September 23-24, 2019 * Columbus, Ohio

NADD 36th Annual Conference and Exhibit Show
October 23-25, 2019 * New Orleans, Louisiana




