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Note from the editors
Megan Shea, MSOT explores how Occupational Therapists can 

help families understand the mealtime behavior of their children 
who have autism and develop positive mealtime strategies and rou-
tines that makes mealtime a more meaningful family experience. 
Kathleen Srsic-Stoehr of the National Task Group on Intellectual 
Disabilities and Dementia Practices shares the public comments 
that she presented at the July 2014 meeting of the Advisory Council 
on Alzheimer’s Research, Care and Services devoted to the theme 
of caregiving. Jarrett Barnhill, M.D. considers what we know about 
the relationship of Major Depressive Disorders to endocrine and 
immune systems functioning and what eludes us about identify-
ing core features of depression among individuals with severe and 
profound intellectual disability. For our Public Policy Update, Drs. 
Buck and Weigle and Mses. Benson and Rogers outline the pros and 
cons of a grassroots program model that served as the basis for the 
development of the Chattanooga Autism Center. Melissa Cheplic 
requests nominations for the NADD DSP Award for Excellence and 
announces the availability of scholarships to assist DSPs to attend 
the NADD 31st Annual Conference that will be held this year in San 
Antonio on November 12-14.

We hope that this summer has been a relaxing and rejuvenating 
time for all of you. Please consider sharing your work on behalf 
of individuals with dual diagnoses by submitting an article for 
future publication.

Jarrett Barnhill, M.D., DFAPA, FAACAP, NADD-CC
Jarrett_Barnhill@mednet.unc.edu

Lucy Esralew, Ph.D., NADD-CC
lesralew@trinitas.org
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CURRICULUM FOR THE NADD DUAL DIAGNOSIS SPECIALIST CERTIFICATION 
 
There will be two 90-minute presentations to assist those interested in applying for the NADD 
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Exploring the Neuro-Occupational 
Relationship between Family Mealtime 
Routines and Children with Autism 
Spectrum Disorder (ASD)
Megan M. Shea, MSOT, University of New England

There is a widely held opinion that eating is 
one of the most significant, emotional, and en-
joyable daily occupations. Mealtime provides a 
sense of comfort and structure to our days, while 
the preparation of meals often offers an oppor-
tunity for us to socialize, acquire new skills, and 
develop meaningful roles and relationships (Has-
selkus, 2002). The sharing of family meals is 
associated with numerous neurological, psycho-
social, developmental, and educational benefits, 
including increased family communication and 
cohesiveness, as well as opportunities for parents 
to model healthy eating patterns and behaviors 
(Absolom & Roberts, 2011). However, current 
research indicates that mealtime difficulties are 
very common in childhood, occurring in 20 to 50 
percent of typically-developing children and in up 
to 85 percent of children with developmental dis-
abilities or chronic disease (Stapleton, Griffiths, 
& Sherriff, 2013). Furthermore, many common 
behaviors seen in children with autism interfere 
with functional daily routines, such as mealtime, 
and require increased caregiver support to man-
age and facilitate optimal performance.

The purpose of this paper is to present findings 
from evidence-based literature and scientific re-
search that supports the importance of mealtime 
as a routine family occupation and reasons why 
young children with Autism Spectrum Disorder 
(ASD or autism) may have difficulty participating 
in such a meaningful experience. Through this re-
view process, we will build connections between 
the autistic brain, behaviors of children with au-
tism, and neuro-occupation. Finally, suggestions 
will be made for occupational therapy practitio-
ners who are focused on family-centered interven-
tion and trying to facilitate successful mealtime 
strategies in the homes of children with autism.

Routines, Rituals, & Family Occupations
Routines have been defined as observable pat-

terned behaviors that occur on a regular basis 
and assist in organizing time as a means of pro-
viding structure to daily occupations (American 
Occupatin Therapy Association, 2008). Similarly, 

rituals are the daily routines to which we attach 
meaning and which provide us with a sense of 
comfort, tradition, and personal value within ba-
sic functional tasks (Schuck & Bucy, 1997). Rou-
tines and rituals provide a context for children 
to practice emerging skills, to achieve functional 
goals, and to obtain a sense of accomplishment 
upon completion. In addition, young children are 
often eager to play a role in the patterns of their 
family’s daily life (Spagnola & Fiese, 2007). 

Every family needs routine in order to organize 
life and keep it from becoming too chaotic. Chil-
dren do best when routines are predictable and 
consistent. One of a family’s greatest challeng-
es is to establish comfortable, effective routines 
that achieve a balance between the disorder and 
confusion that can occur without them and the ri-
gidity and boredom that can come with too much 
structure and regimentation. It is important to 
develop daily schedules that provide children 
with choices and a sense of independence and give 
caregivers the peace of mind in having structure 
to their days. Furthermore, studies have shown 
that family routines strengthen family bonds, 
promote control and order, and provide centered-
ness in daily life (Hasselkus, 2002; Segal, 2004). 
Family routines have a “pragmatic, protective 
function, the maintenance of which contributes 
to the physical, social, and mental development 
of younger family members” (Koome, Hocking, & 
Sutton, 2012, p. 313). Finally, Boyd, McCarty, & 
Sethi (2014) “assert that by engaging in family 
routines, families enact cultural values and ide-
als, meet instrumental and symbolic goals, struc-
ture their daily lives, and share time and occupa-
tion together” (p. 4).

In comparison to family routines, Segal (2004) 
suggests, family rituals are a form of symbolic 
and meaningful communication that convey fam-
ily identity, give members of the family a sense 
of belonging, and allow for continuity of meaning 
across generations. Family identity is thus cre-
ated through family participation in performance 
of rituals, by the inclusion or exclusion of family 
members in these rituals, and by the socializa-



68 July/August 2014    Volume 17    Number 4

The NADD BULLETIN

tion of children. Lastly, Segal (1999) defined fam-
ily occupations as “culturally meaningful chunks 
of activities…that occur when the whole family 
is engaged in occupation together” (p. 1). Shared 
family mealtime is an all-encompassing example 
of a meaningful routine, ritual, and occupation 
that supports individual family members in their 
unique rhythm of daily occupations (Koome, 
Hocking, & Sutton, 2012). 

Family Mealtime
Mealtimes often produce comforting smells, 

sounds, and visuals that, over time, we associ-
ate with familiar environments or places, such 
as our childhood homes. In addition, many of 
us prefer or are only able to enjoy mealtime as 
a shared occupation. The experience of eating 
in the company of others “fosters a sense of so-
cial interaction and accomplishment,” and en-
hances the quality of our mealtime experiences 
through a sense of human presence (Sakuae & 
Reid, 2012, p. 284; Reid, 2009). Sharing a fam-
ily meal is beneficial to our spirits and brains, 
as well as the overall health of family members. 
Studies have correlated regular family dinners to 
lower rates of substance abuse, teen pregnancy, 
obesity, eating disorders, and depression, as well 
as higher grade-point averages and self-esteem 
(Fishel, 2014). Research also indicates that din-
ner conversation is more important for vocabu-
lary development than reading. Discussions at 
the dinner table are often rich with language, 
which exposes children to a wide range of nar-
ratives, explanations, clarifications, and cultur-
al roles about speech (Spagnola & Fiese, 2007). 
Furthermore, mealtime conversation allows chil-
dren to practice turn-taking, reading social cues, 
conflict resolution, and various language-based 
skills (Ely, Gleason, MacGibbon, & Zaretsky, 
2001). From a psychosocial standpoint, mealtime 
provides opportunities for family members to en-
gage, reconnect, organize thoughts, and structure 
meaningful dialogue (Spagnola & Fiese, 2007). If 
a child is unable or has difficulty participating in 
family mealtime, as often is the case for children 
with autism, he or she may feel frustrated by or 
disconnected from the family’s routine. 

Autism Spectrum Disorder
Today it is estimated that approximately 1 in 

every 68 children is diagnosed with ASD (Centers 
for Disease Control, 2014). Although a consensus 
has not been reached regarding autism’s etiology, 
scientists believe that structural irregularities in 
the brains of children with autism are present, 

most notably in the corpus callosum, amygdala, 
and cerebellum. These regions are responsible for 
emotion and social behavior, as well as motor ac-
tivity, balance, and coordination. Scientists have 
also discovered defective communication process-
es between brain cells, an abundance of nerve fi-
bers, and imbalances in neurotransmitters in the 
autistic brain (University of California San Diego 
Autism Center of Excellence, 2014). Finally, it 
was found that brain volumes appear to be normal 
at birth in children later diagnosed with autism, 
but by two to four years of age, 90 percent of chil-
dren with autism had brain volumes larger than 
the normal size. This rapid enlargement of cere-
bral volume was particularly seen in children’s 
frontal lobes (University of California San Diego 
Autism Center of Excellence, 2014). Overall, it can 
be hypothesized that these structural and neural 
abnormalities affect the brain’s circuitry system 
and may lead to defects in brain development as a 
child with autism grows. 

ASD is characterized by impairments in three 
primary areas of daily functioning: social behav-
ior, communication abilities, and restricted or 
repetitive patterns of behavior (Cermak, Curtin, 
& Bandini, 2010). Specific disturbances in social 
interaction often seen in children with autism 
include poor eye contact, lack of inflection and 
emotion during conversation, failure to develop 
peer relationships, delays or inappropriate facial 
expression, aversion to physical contact, lack of 
social reciprocity, and preference to being alone 
(Rogers, 2010). Behavioral disturbances involve 
an intolerance of deviation from routine, strong 
attachments to unusual objects, resistance to 
any type of change, and patterns of behaviors 
that are stereotypical, perseverative, and/or lack-
ing in representational or pretend play. Finally, 
children with autism often experience deficits in 
sensory and perceptual processing, which may 
include abnormal responses to visual, vestibular, 
tactile, and auditory stimuli (Rogers, 2010). 

To continue, children with ASD frequently 
present with gastrointestinal difficulties such 
as constipation, vomiting, and food allergies, 
which often lead to feeding and eating problems 
(Lukens & Linscheid, 2008). Food selectivity, or 
a limited repertoire of accepted foods in a child’s 
regular diet, is estimated to be present in up to 
80 percent of children with autism (Cermak, Cur-
tin, & Bandini, 2010). It has been suggested that 
the combination of specific sensory preferences 
and weak motor control causes children to re-
strict their intake of food to preferred, tolerable, 
and manageable textures (Lukens & Linscheid, 
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2008). Therefore, children with autism are often 
labeled as “picky eaters.” It is important to note 
that picky eating is not associated with lack of 
appetite; rather it is due to sensory aversion to 
a particular food’s texture, appearance, taste, 
smell, and/or temperature. Such sensitivities 
then lead to frequent eating and oral behavior 
problems, such as reluctance to taste or touch 
new foods, mouthing objects, repetitive eating 
behaviors, and/or simply not eating enough (Cer-
mak, Curtin, & Bandini, 2010). As we can gather, 
this combination of behavioral and social deficits 
often has a negative impact on children’s daily 
functioning and interactions, including their 
ability to participate and enjoy family mealtime. 

Autism and Family Mealtime
Due to deficits in social participation and com-

munication, children with autism often have 
difficulty understanding the meaning and im-
portance of family mealtime. “As a result, lack 
of age-appropriate social exchanges and oppor-
tunities to model appropriate mealtime behavior 
may make it difficult for a child with autism to 
learn behaviors such as the proper use of uten-
sils and self-feeding skills” (Lukens & Linscheid, 
2008, p. 343). Furthermore, children with autism 
may be unable to adequately communicate their 
nutritional wants and needs, such as hunger, 
fullness or discomfort, food preferences, or they 
may not be influenced by their caregivers’ at-
titudes toward healthy eating in the same way 
as typically-developing children (Lukens & Lin-
scheid, 2008). Finally, sensitive or overwhelm-
ing sensory experiences may negatively affect 
a child’s view on food or mealtime, which may 
consequently affect family interactions (Staple-
ton, Griffiths, & Sherriff, 2013). Particular sen-
sory inputs can also lead to behavior problems 
in individuals who are unable to describe their 
distress. As an overall result of these mealtime 
limitations, a child with autism is often unable to 
maintain a nutritionally adequate diet. 

Troublesome behaviors along with sensory-
based feeding issues of children with autism have 
been linked to high levels of parental and sibling 
stress at family mealtime (Rao & Beidel, 2009). 
Bagby, Dickie, & Baranek (2012) suggest that 
children’s sensory experiences affect family occu-
pations by determining what a family chooses to 
do or not to do, how the family prepares for the 
occupation, and the extent to which experiences, 
meaning, and feelings are shared. To support 
this notion, a recent study revealed that mothers 
of children with autism experienced stress dur-

ing mealtime because of their child’s self-restrict-
ed diet and difficulty sitting at the table (Suarez, 
Atchison, & Lagerwey, 2014). 

Tying It All Together
Routines and rituals, while most often per-

formed on a regular basis, can be unpredictable 
in nature, particularly in the homes of young 
children. When a child with autism’s routine is 
perturbed, he or she may feel a loss of control and 
have difficulty overcoming the disruption. 

Research suggests that the routines and ritu-
als of families of children with autism focus on 
‘doing’ or ‘using’ routines to achieve the demands 
of daily life, while families of typically-develop-
ing children focus more on ‘being’ and ‘becoming’ 
(DeGrace, 2004; Larson, 2006). In addition, stud-
ies have reported that families of children with 
autism have decreased engagement in meaning-
ful family social activities resulting in reduced 
satisfaction and family identity (Evans & Rod-
ger, 2008). 

For families of children with autism, the es-
tablishment of daily routines can help to provide 
predictability and allow children to participate in 
family occupations with stronger purpose. There-
fore, the maintenance of structured family meals 
is often an effective way to support the needs of 
a child with ASD. However, the child’s strict ad-
herence to patterns of behavior does not always 
allow for daily flexibility and can cause families 
to feel stuck in their routines (Boyd, McCarty, & 
Sethi, 2014; Larson 2006). In 2004, DeGrace con-
ducted a qualitative research study using semi-
structured interviews that revealed families of 
children with autism often have difficulty engag-
ing in daily activities, and family life frequently 
revolves around circumstances related to the 
child. Therefore, the incorporation of schedules, 
timers, and/or social stories are simple yet ef-
fective ways to allow a child with autism to par-
ticipate in family routines and occupations while 
still feeling in control of his/her environment.

Finally, it is important to mention that within 
occupational science there is a need to move be-
yond studying barriers and difficulties with par-
ticipation in family routines and toward under-
standing how families successfully navigate life’s 
challenges to co-construct daily routines and oc-
cupations (Larson, 2006).

Implications for Occupational 
Therapy Practice 

Occupational therapists use meaningful in-
tervention strategies to enable clients to engage 
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in occupations and participate in daily life. OT 
practitioners also have a clinical and theoretical 
basis of knowledge that includes the understand-
ing of core prerequisites necessary for mealtime 
participation, particularly motor, sensory process-
ing, social, and behavioral skills (American Occu-
pational Therapy Association, 2008). Current re-
search suggests a need for comprehensive family 
interventions and supports for families of children 
with autism that emphasize meaningful activities 
and shared occupations (DeGrace, 2004).”Helping 
families realign their routines is an important as-
pect of…intervention, as they are often disrupted 
by the high demands of raising a child with a dis-
ability” (Spagnola & Fiese, 2007, p. 295). 

Furthermore, occupational therapists can help 
parents to understand that their child’s seem-
ingly uncooperative behavior and “picky eating” 
is likely the result of sensory sensitivities caus-
ing stress and discomfort and that food refusals 
and disruptive mealtime behaviors may reflect 
attempts to cope or compensate for this distress 
(Cermak, Curtin, & Bandini, 2010). OT interven-
tion focused on a child’s feeding and eating dif-
ficulties due to sensory sensitivities should aim 
to enhance caregivers’ understanding of their 
child’s preferences during mealtime, which will 
help parents to make meaning of their child’s 
feelings and internal experiences (Stapleton, 
Griffiths, & Sherriff, 2013). Occupational thera-
pists should also encourage all family members 
to model behaviors that demonstrate trying new 
foods and making the process of eating/mealtime 
a fun and interactive experience. “Through mir-
ror neurons in the brain, it is possible for children 
to experience the positive feelings generated by 
their reflective caregiver, such that they feel safe 
and able to enjoy exploring ‘just right’ differenc-
es in the sensory properties of their mealtimes” 
(Stapleton, Griffiths, & Sherriff, 2013, p. 332). 

In conclusion, occupational therapists should 
assess both positive and negative aspects of 
a family’s current mealtime routine, identify 
meaningful feeding and eating experiences to 
the child, establish routines that possess positive 
sensory experiences, and promote strategies to 
manage the situation in context rather than at-
tempting to solely change specific features of the 
child (Bagby, Dickie, & Baranek, 2012). Home-
based intervention strategies may specifically 
include behavior training, parent education, oral 
motor and/or sensory exercises, and establish-
ment of daily mealtime routines. By working col-
laboratively with families in their natural envi-
ronment, occupational therapists can assist chil-

dren with autism in meeting their present needs 
and planning for their futures. 
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Public Comments for Advisory Council on 
Alzheimer’s Research, Care, and Services/
Caregiving
Kathleen Srsic-Stoehr, MSN, MS, RN, NEA-BC Advocate and Member, National 
Task Group on Intellectual Disabilities and Dementia Practices

(The following is the written version of public 
comment provided at the Advisory Council on Al-
zheimer’s Research, Care, and Services/Caregiv-
ing Theme meeting on July 21, 2014.)

Thank you for this opportunity to provide pub-
lic comment. I commend the Council in its on-
going work to address the overwhelming need to 
support caregivers of those with dementia – who 
sacrifice much for their loved one.

My name is Kathleen Srsic-Stoehr. I am here 
to share a few real-life caregiving challenges as 

a sibling and advocate on behalf of the National 
Task Group on Intellectual Disabilities and De-
mentia Practices to emphasize the need for the 
National Alzheimer’s Disease Plan to include ac-
tions that support and provide resources for care-
givers of loved ones with intellectual disabilities 
and dementia. My youngest brother, who was 
born with Down syndrome, died of complica-
tions from Alzheimer’s disease at age 50 – four 
years ago, on Oct 13th, 2010. It was because of 
my brother’s experience living with Alzheimer’s 
disease, and our family’s caregiving experiences, 
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that I became involved with the National Task 
Force. Drs. Matt Janicki and Seth Keller, the 
co-chairs of the NTG, have provided comments 
to the Council in the past but were unable to be 
here today.

My brother, Carl, was born at a time when our 
health care system advised parents to place their 
newborns in state institutions where they would 
probably only live a few months and not burden 
parents for a lifetime of caring for their disabled 
child. My parents did not take the advice of the 
obstetrician and pediatrician as Carl was born out 
of love, and my parents (and we siblings as I was 
the oldest and only girl with now three younger 
brothers) were determined to care for and love 
Carl throughout his life. Though we were also 
told that individuals with Down syndrome were 
expected to live only to their 20’s, medical science 
and/or my brother’s determination to have a full 
and happy life, proved otherwise. Little did we 
know at that time, that Alzheimer’s disease, not 
congenital cardiovascular disorder, or leukemia, 
or other diseases would be the cause of my broth-
er’s early death.

Carl was born with a purpose in life, and 
he strove to be the best he could be, given the 
strengths and capabilities that he had. There were 
many challenging times especially with frequent 
hospitalizations during his first year of life, growth 
and development delays, speech and visual limi-
tations, care resources availability that required 
an extraordinary amount of patience, and under-
standing and maneuvering through a complex 
services’ arena. Yet Carl graduated from a special 
education high school, held a job in a supervised 
work center, loved to sing and dance and to make 
greeting cards, and was a proud and active mem-
ber of the Knights of Columbus. Caregiving for 
Carl was a lifespan commitment by our parents 
and our family. Caregiving did not start when Carl 
exhibited signs of early Alzheimer’s disease at age 
45 years old. Caregiving was compounded with ad-
vancing Alzheimer’s disease, and Carl’s care needs 
were more reminiscent of his intense care needs 

during the first few years of life.1 
It’s important to note that Carl’s purpose in life 

included being a caregiver also. Our mother de-
veloped multiple sclerosis a year after Carl was 
born. So the responsibilities and impact on our 
family’s resources and finances were compound-
ed with our mom’s diagnosis and physical limita-
tions. At one point, with myself away at college 
and my other brothers in school and working, 
my parents reluctantly placed Carl in a state 
residential school. It was a difficult time for Carl 
and us as we were never apart. That experience, 
however, resulted in many concerns about the 
care Carl received, particularly after Carl had 
sustained a detached retina and lost the vision 
in his left eye when he already had compromised 
vision in his right eye. Think about this earlier 
life event with the knowledge that visual percep-
tion becomes compromised in individuals with 
Alzheimer’s disease. Amazingly, Carl learned to 
cope. After that experience, my parents brought 
Carl back home and vowed that they would never 
place him in any other residential care setting 
– caregiving at home remained my parents’ com-
mitment to Carl.

When Carl was older and grew from a scrawny, 
skinny baby to the winner of many arm wrestling 
matches with his older brothers, it was Carl who 
had helped care for our mom, lifting her from her 
bed to her wheelchair, getting her a glass of wa-
ter or other needs, and then with our dad, vis-
ited our mom every day in the nursing home for 
seven years when she could no longer be cared 

1 As an afterthought to the submitted public 
comments and for readers to more fully understand 
Carl’s capabilities and limitations, the following 
describes some of Carl’s lifespan caregiving needs: 
his intellectual capacity was that of a six year old, he 
required supervision in most activities of daily living 
(showering, brushing his teeth, dressing, preparing his 
meals, etc.); he knew about money and could identify 
coins, and count the number of coins but he could 
not manage giving the correct amount of money to 
purchase an item or know if he received correct change; 
he knew his address, but if he was somewhere and had 
to find his way home, he would have no idea of how to 
get there or know how to use public transportation; 
his work center skills consisted of stuffing envelopes 
with letters or packaging boxes under supervision; if 
not supervised and reminded, he would cross a street 
without ever looking to see if there was any oncoming 
traffic and even if he could, he would not be safe to 
see oncoming cars due to his severely compromised eye 
sight. In essence, Carl required much supervision and 
guidance to ensure his safety and support daily living 
activities.



73July/August 2014    Volume 17    Number 4

The NADD BULLETIN

for at home. Carl was always caring and sensi-
tive about helping our mom. So Carl and our dad 
became inseparable, especially after our mom 
died in 2001. Our dad vowed again and again, 
that he would keep Carl at home and not con-
sider a group home for him. He had promised our 
mother.

So the challenge as siblings was to handle 
our 80 year old father’s failing health and coor-
dination of his care, his increased stress trying 
to cope, understand, and support Carl whose 
abilities and behaviors were becoming more er-
ratic and declining after being diagnosed with 
Alzheimer’s disease, which required increasing 
caregiving needs for Carl. Yet our dad remained 
adamant about keeping Carl at home with him. 
Finding the right day program for Carl was im-
portant – for Carl and to give my dad some re-
spite time during the day. 

Fortunately, my own family lived close by, as 
my brothers lived in Ohio and California. It was 
extremely difficult for our father to acknowledge 
that he could no longer care for Carl. It took a 
situation where Carl eloped from their apart-
ment, my father was unable to get in touch with 
me, and he had to call the police to get Carl back 
into the apartment. Panic and reality struck. 
We were fortunate that I had started to explore 
group homes and recently visited a group home 
that believed in aging in place, had caring staff, 
and accepted Carl to live there. Carl had always 
wanted to “buy a house” so for Carl, he thought 
of himself as moving to his own house. Yet that 
transition was still difficult for him, and it was 
difficult for our father, who was later hospital-
ized and had to transition to a nursing home. 
My father still cared deeply for Carl, and after 
a lifetime as a provider and caregiver to both his 
wife and son he finally relinquished and I think 
in many ways was relieved. 

One of the issues for elderly parental caregivers 
is that they may be in areas where resources are 
more available, but the support these caregivers 
need is how to realize that they are not abandon-
ing their loved one with an intellectual disability 
and dementia after caring for them through their 
lifespan. For those elderly parents not connected 
to resources, in remote rural areas, or not having 
family to help support, providing them with care-
giving resources is paramount.

Carl was the first DS individual with dementia 
in the agency’s group homes. I left my full-time 
senior administrative nursing job to work part-
time. I became more involved in Carl’s growing 
care needs and collaborated in shared caregiving 

with the agency nursing and group home staff as 
well as coordinating care needs for my father. I 
found few resources and assistance in standards 
of practice and standards of care for individuals 
with dementia and an intellectual disability – and 
I was an RN that had access to other health care 
providers and the ‘health care system.’ The group 
home staff knew little about the care of a person 
with Down’s and advancing stages of dementia. 
Hospital and emergency department health care 
professionals were not always prepared to under-
stand the care requirements and coordination of 
care needed. When my brother was hospitalized 
multiple times during his last year and half of 
life, either myself or the agency staff stayed with 
Carl, 24/7, as we didn’t feel confident in the hos-
pital staff to understand Carl, and for Carl’s sake 
we needed him to know that someone whom he 
knew was there with him in a strange hospital 
environment when he didn’t understand why he 
was there. The group home staff was like family 
and cared deeply for Carl – he was their “Buddy” 
as much as Carl was “Our Buddy” to me and my 
brothers. The staff needed much education about 
Alzheimer’s as a progressive devastating disease 
rather than what they thought was a ‘temporary’ 
disorder; together we had to learn to assess and 
make the home situation safer for Carl who often 
fell and needed assistance to walk; I had to help 
them learn how to do two-person carries and then 
wheelchair transfer techniques. Toileting and oth-
er activities of daily living required 1:1 assistance. 
A behavioral specialist had to be consulted, guid-
ing us to learn strategies to help Carl in transi-
tion situations which were difficult for him as well 
as other communication techniques. A nutrition-
ist helped to assess Carl’s swallowing and eating 
abilities. The staff had to learn how to puree food 
and we learned how to slowly feed Carl to prevent 
aspiration. We had to accept that Carl no longer 
showed any desire to go shopping with me or the 
group home staff – something that he used to love 
to do – it was his favorite pasttime. Carl’s beloved 
briefcase of ‘papers’ and ‘mail’ no longer had any 
interest for him. He didn’t know what to do with 
a pencil, yet in the past, he took pride in making 
colorful greeting cards for relatives’ birthdays and 
holidays. Finding a physician who understood 
someone with Down’s syndrome and Alzheimer’s 
disease was extremely difficult - even with my job 
in a local health care system, there was no phy-
sician that I could find, and professional organi-
zations had a laundry list of specialists – none 
of which identified expertise in intellectual dis-
abilities and/or dementia. The neurologist whom 
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Carl’s primary care physician referred us to was of 
no help and offered no guidance or even informa-
tion about progression of the disease. So I drove 
Carl to a specialist in Baltimore – 60 miles from 
Carl’s group home – to a neuropsychiatrist who 
specialized in the care of individuals with DS and 
dementia. Fortunately he understood and also 
guided me through two years of care and helped 
me understand when it was time to consider hos-
pice and palliative care for Carl.

With the increase in dementia, particularly Al-
zheimer’s in the baby boomer generation, these 
aging caregivers need guidance, support, and re-
sources to ensure that their loved one continues 
to be cared for. Many parents in their 80’s, whom 
I have spoken with, do not want to give up their 
lifespan caregiving role – even to other family 
members if they are available to assist. 

After my experience with my brother’s care as 
he ‘lived’ with and ‘died’ from Alzheimer’s dis-
ease, I found a group of dedicated volunteer pro-
fessionals and family members/caregivers who 
had become established as the National Task 
Group on Intellectual Disabilities and Dementia 
Practices. The group is focused on and committed 
to improve the care of individuals with intellec-
tual disabilities and dementia and recognizes the 
needs for caregivers’ support.

So as a member of the NTG steering commit-
tee, we, the National Task Group on Intellectual 
Disabilities and Dementia Practices, on behalf of 
individuals with intellectual disabilities and de-
mentia and their lifespan caregivers nationally, 
are asking for your support as follows:

1. For federal agencies developing responses to 
community caregiving – do not neglect the needs of 
lifespan caregivers – caregivers of individuals with 
intellectual disabilities have been caregivers since 
birth of their son, daughter, or even sibling. I ask 
that you authorize special programs to aid fami-
lies of people with intellectual disability at home 
to receive special attention with respite, financial 
supports, planning, and help with transitioning to 
community long-term care options when demen-
tia becomes evident and family caregiving in the 
home may not be able to be sustained.

2.  We ask that the Administration for Commu-
nity Living and other agencies collaborate with 
the NTG and The National Down Syndrome So-
ciety to create a guide for families faced with dif-
ficult decision making challenges when demen-
tia has been diagnosed in their son, daughter, or 
sibling living at home. The NDSS and NTG are 
working together to develop a useful guide to as-
sist lifespan home caregivers faced with difficult 

challenges and limited resources. 
The guide for caregivers would be a compan-

ion booklet to the seminal “Aging and Down Syn-
drome: A Health & Well-being Guidebook” for 
caregivers dealing with an aging family member 
with Down syndrome – which was a collaborative 
effort with NDSS staff and several of us as mem-
bers of the NTG.

And based on my review of the 2014 Plan and 
listening to the presentations today, I strongly 
advocate and encourage you to:

1. Increase funding for this devastating disease to 
include support to caregivers. I realize there are 
competing national priorities, but I said it in my 
public comments back in 2012, and I say again 
– this nation put priority into funding cancer, 
HIV, cardiovascular disease. Great advance-
ments have been made to prevent and treat 
these conditions – now is the time for priority 
funding for Alzheimer’s disease. 

2. Make caregiving a specific focused segment 
within the National Alzheimer’s Plan. Caregiv-
ing for this disease is as relevant as treatment of 
someone with the disease until there is ultimate 
prevention of this disease.

3. Define action to not just educate but to facilitate 
effective and pervasive dissemination to ensure 
that the information about resources, education, 
support agencies, providers, etc. reaches people 
in all geographic areas – from inner city to rural 
and remote areas.

4. Address the complexity of caregiving to in-
clude the increased medical and psychological 
care particularly in the home situation. 

5. Address the gap in the education and under-
standing of health care providers in doctor’s of-
fices, clinics, and hospitals.

6. Include actions to address navigating through 
the health care system – from identifying ap-
propriate physicians, particularly among pri-
mary care and specialists, as well as coordina-
tion of care through transition from home , ED, 
hospital, and other settings.

7.  Identify optimal standards of care and stan-
dards of practice models for caregiving in the 
home (personal home or group home), commu-
nity support, and hospital care.

8. Define and disseminate processes and out-
comes that demonstrate success in caregiving.

Thank you again for this opportunity to advo-
cate on behalf of caregivers and individuals with 
intellectual disabilities and dementia.

For further information, contact Kathleen Sr-
sic-Stoehr at at vamcbr@verizon.net
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Neuroscience Reviews

Major Depressive Disorders and the Endocrine 
and Immune Systems: The Odd Couples
Jarrett Barnhill, MD, DFAPA, FAACAP, NADD-CC, UNC School of Medicine

Endocrinology and Depression 
The differential diagnosis of mood disorders 

in individuals with ID can challenge our diag-
nostic skills, especially for those with SPID who 
lack sufficient executive function and language/
communication skills to report symptoms. As a 
result, the clinician must rely upon behavioral 
reports and data that demonstrates a baseline 
exaggeration of challenging behaviors in asso-
ciation with mood changes. All too often mood 
changes (including irritability, dysphoria, or 
sadness) are not clearly documented. Clinical as-
sessment is often based on direct observation or 
attempts to extract a history of neuro-vegetative 
symptoms from the referral materials (Fletcher 
Loschen, Stavrakaki, & First, 2007). These in-
clude: changes in circadian biorhythms (sleep 
cycle changes) and decreased hedonic drives (ca-
pacity to experience pleasure, sustain motiva-
tional states, and respond to positive experiences 
or reinforcements). For individuals with Major 
Depressive Disorders, neuro-vegetative symp-
toms are also as close to species-specific clinical 
findings as many clinicians can get.

Neuroscientists focus on depression as aber-
rant neurophysiological processing of emotional 
signals, facial cues, and verbal prosody as well 
as the malfunctioning networks involved in the 
perception of social and emotional cues. This ap-
proach provides a window into core brain func-
tions in depression, but, unfortunately, their 
findings are not easily translatable into the clini-
cal practice. Complex cognitive expressions such 
as shame/guilt, meaning of specific losses, sense 
of reduced efficacy and fatalism, changes in locus 
of control, negative attributional style or verbal 
descriptions of attachment, loss, and need for 
increased emotional supports are more useful to 
clinicians for clinical diagnosis. Unfortunately it 
is difficult to elicit these complex states from ma-
ny individuals with ID, and as a result we lack 
many of the tools necessary to explore the core or 
species-specific features of depressive disorders 
(Morimoto & Alexopulus, 2013). 

Genetic and neurobiological research may 
eventually help expand our understanding of the 
interactions between biology and the life experi-

ences that predispose, precipitate, and perpetu-
ate mood disorders. One model seeks to redefine 
mood disorders in terms of an imbalance between 
the disruption of vulnerable brain networks to 
adverse life experiences. In this model, it ap-
pears that factors associated with both vulner-
ability and resilience may lie on a biological con-
tinuum. For example, a balance between phasic/
regulated and chronically activated/deregulated 
Hypothalamic Pituitary Adrenal axis (HPA) 
plays a role in both resilience and vulnerability 
to MDD. Some years ago there was a great deal 
of excitement about findings that suggested dis-
ruptions in the normal diurnal variation of the 
excretion of the adrenal hormone, cortisol; data 
reflected a persistent elevation in cortisol and a 
non-suppression status for the Dexamethasone 
Suppression Test (DST). Normally the synthetic 
hormone dexamethasone inhibits the hypotha-
lamic-pituitary axis and suppresses adrenal ac-
tivity (feedback inhibition). This was not the case 
in some individuals with major depression. The 
promise of a “test” to aid the diagnosis of MDD 
never materialized, but it did turn out to be a 
severity marker for different subtypes of major 
depression. Although the excitement waned with 
subsequent research, these experiments provided 
new insights into the role of the hypothalamic-pi-
tuitary-adrenal axis into both severe, treatment 
refractory depression and a broader understand-
ing of the developmental forces involved in our 
stress response system. For example, research-
ers addressed the relationship between the dys-
regulation of Corticotrophin releasing hormone 
(CRH), genetic influences on the CRH receptor 
activity, and the adverse effects of early sexual 
trauma. The severe psychological stressors not 
only derailed the development and regulation 
of the HPA during infancy and early childhood, 
but also the emergence of treatment resistance 
in adult females with mood disorders (Myers & 
Nemeroff, 2010). 

Around the same time research into the rela-
tionship between thyroid dysfunction and mood 
disorders was generating a similar level of ex-
citement. The efficacy of T3 to augment the treat-
ment of refractory MDD) suggested additional 



76 July/August 2014    Volume 17    Number 4

The NADD BULLETIN

neuroendocrine involvement in the regulation 
of mood and improved responsiveness to antide-
pressant treatment. Impaired release of T4 by 
lithium and feedback activation of TSH release 
thyroid changes related to lithium effects on hor-
mone release change the pattern of mood cycling 
as well emerging resistance to the drug. In short, 
thyroid dysfunction may change the setting pa-
rameters for state-related changes in mood. Al-
though the DST or thyroid hormone strategies 
lived up to the initial optimism of researchers, 
an expansion of this neuro-endocrine research 
opened the window into gender dimorphism in a 
subset of mood disorders. It also points to the in-
tegration of multiple neuroendocrine pathways, 
including the Hypothalamic Gonadotropin Axis 
and multiple neurotransmitter networks in pre-
menstrual and post-partum depressive disorder 
(Myers & Nemeroff, 2013). 

Final question: do these neurondocrine chal-
lenges provide insights into gender differences 
in patterns of stress response and the ontset of 
depressive disorders (Kendler & Gardner, 2014). 
From a neuro-ethological perspective, depression 
is related to both disrupted emotional attach-
ments and social defeat postures (loss of domi-
nance or social status). Severe abuse and neglect 
and loss of caregivers during early childhood in-
creases the risk for depression (Kendler & Gard-
ner 2014). Loss of status in a dominance hierar-
chy underlies the role of “demoralization” and 
increase in submissive behaviors. Both patterns 
of reacting involve changes in serotonin activity, 

neuroendocrine function, and deregulation of the 
immune system (Hernandez & Glazer, 2014). 

How these findings relate to depression in in-
dividuals with severe ID is the $64,000 question. 
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US Public Policy Update

Chattanooga Autism Center: Grassroots at 
its Best
Dave Buck, PhD, Karen L. Weigle, PhD, M. Alyce Benson, LCSW, & Kathryn Rogers

Introduction
The “bottom-up” or grassroots approach to 

building a service and support organization, 
while slow, can lead to a stable, long-term so-
lution especially when governmental funding 
sources are scarce. The bottom-up/grassroots ap-
proach is defined as a service and support pro-
gram designed and built by the parents and indi-
viduals who will use it. 

The grassroots approach can be contrasted with 
the typical “top-down” model in which existing 
organizations design and build programs based 

on the criteria set by the available government 
grants and/or by the abilities or expertise of the 
service-delivery professionals on staff. Reimburse-
ment restrictions of health insurance companies 
also end up determining the types of service de-
livered within the top-down models. Health insur-
ance plan criteria have parameters such as client 
age, diagnoses, financial status, and where and 
when services can be provided, which can severely 
restrict who receives what services. 

This article outlines the pros and cons of a 
grassroots program model based on the devel-
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opment and growth of the Chattanooga Autism 
Center. 

Our Story
Chattanooga Autism Center is a 501(c)3 not-for-

profit organization and a parent/advocate-driven 
center providing lifespan support and services 
for people with Autism Spectrum Disorders and 
for their families. The center also serves as an 
advocacy resource and builds awareness about 
autism in our region. 

In 2009, Leslie Rubin, MD, and Karen Weigle, 
PhD, were providing various clinical services to 
thousands of clients in a regional Developmental 
Disabilities Clinic and developed close relation-
ships with the parents. These parents would talk 
to each other in the waiting room, share stories, 
try to support each other, and discuss what pro-
grams they wished were available. 

Drs. Rubin and Weigle had worked with oth-
er professionals and agencies in the community 
over the years in hopes of building programs that 
would meet the needs of these families outside 
of the clinical services already available. How-
ever, there were always obstacles and stumbling 
blocks that kept the community agencies from 
success. In hearing those parents’ repeated con-
cerns and sharing with one another, Drs. Rubin 
and Weigle saw the great potential these parents 
offered and decided to tap into that resource. 

Drs. Weigle and Rubin and their co-workers 
invited the parents to needs assessment meet-
ings where they asked them to identify what 
supports they wished their local autism com-
munity had. The parents said they desired more 
education, respite services, ways to connect with 
other families, access to books and periodicals on 
autism, more opportunities for their children to 
participate in the community, and to build great-
er awareness in the community. This group of 
parents (just a handful at first) decided to band 
together with the clinicians to form a program 
called the Chattanooga Autism Center (CAC). 

The CAC was built without grants or organiza-
tional funding. Over several months, the parents, 
clinicians, and other advocates volunteered their 
time and made development decisions based on 
what goods and materials could be donated or 
what services could be provided at no cost. The 
grassroots development team got professionals to 
provide free autism-related workshops. Snacks 
and materials were donated. The group set up 
play-based support groups for parents with 
young children, began acquiring materials for a 
resource library, and built a website with an al-

ways-expanding list of regional resources. They 
also met regularly to plan an ambitious commu-
nity autism conference for families and profes-
sionals in hopes several dozen would attend. Six 
months later, the conference attracted over 200 
attendees. Their second annual conference had 
over 300 attendees, and in the second year of ex-
istence volunteers built more programs and local 
businesses began sponsoring and donating funds 
to the CAC.

In 2011, the Developmental Disabilities Clinic 
lost its state funding and had to close. The volun-
teers who ran the CAC decided to incorporate and 
file for a 501(c)(3) to continue to fulfill its mission. 
The newly developed Board of Directors found of-
fice space, signed a three-year lease, and the CAC 
had a new home in 2012. The CAC re-opened a 
small outpatient clinic that is mostly, but not en-
tirely, supported by insurance or patient payment. 
The CAC’s donor base slowly grew and a fund-
raising committee became increasingly success-
ful by not taking big risks and by working with 
businesses and other partners to keep fundrais-
ing costs low. Adults with ASD contributed by de-
veloping programs as did parents of adults, teens, 
and children with Aspergers. The CAC continued 
to grow exponentially as it created programs, re-
ceived a few small grants, connected more fami-
lies, developed its donor base, provided autism 
education, and promoted awareness, acceptance, 
and understanding in the region. 

The CAC is a stable organization because it 
has a diverse source of funding and only builds 
programs based on the willingness and ability 
of parents and advocates to coordinate and com-
mit to those programs. It has weathered the past 
several years of reduced state and federal fund-
ing because the volunteers chose to build budget-
conscious programs. They also find it easier to 
obtain community support because of their own-
ership and dedication to the CAC.

The grassroots model does come at some costs. 
Briefly, some sorely needed programs have not 
been built. For example, our region does not have 
a large-scale respite for single parents or low in-
come parents of children with ASD or other de-
velopmental disabilities. We have not been able 
to identify volunteers able to develop large-scale 
respite programs, most likely because the par-
ents who need them most do not have the time 
and resources to develop the program because a 
respite program does not exist. The other down-
side is that program development starts small 
and grows slowly, meaning there can be wait-
lists until more coordinators get involved or until 
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enough funds are acquired to hire an actual staff 
member dedicated to run a particular program. 

Below is a summary of the programs and ac-
tivities currently available through the CAC. 

Clinical Services. The Chattanooga Autism 
Center provides outpatient psychological servic-
es, including evaluation of Autism Spectrum Dis-
orders and other co-occurring mental health dis-
orders, individual therapy, family therapy, group 
therapy, and social skills groups. All therapies 
are based on behavioral and cognitive-behavioral 
theory and techniques. These therapies have a 
wealth of research supporting their effectiveness, 
particularly for teaching skills, decreasing anxi-
ety, and improving mood. Occupational therapy 
services are also available and often focus not 
only on fine motor skills development but also 
balance and sensory integration.

IEP Mentor Program. Parents who have 
children with Autism Spectrum Disorders volun-
teer to answer questions posed by other parents 
who have newly diagnosed children or have chil-
dren with ASD going through new stages in life 
or who might need direction with the education 
system and IEPs. The goal is to leverage the ex-
perience of parents who have gone through these 
stages of life and can share their knowledge with 
other parents.

These parents go through special advocacy 
training and learn about IEP law and various 
resources in the region. They wish to empower 
other parents and give them choices, knowledge, 
direction, examples, and also be there to hear 
concerns and give emotional support. 

Greater Chattanooga Aspies. Scott Kramer 
was diagnosed in his 40s with high functioning 
autism. He immediately looked for resources 
and support for adults with ASD, but none were 
available in the region. Mr. Kramer put together 
a meet-up group that helped adults with ASD 
find each other, get together, have good times, 
and also support one another. 

The mission statement of GCA is to “provide 
support opportunities to young adults (18+) and 
adults with AS/HFA/PDD-NOS. Support oppor-
tunities include building friendships, raising 
awareness, sharing information and experiences, 
developing skills, and connecting with others in a 
safe and secure environment.”   

Annual Community Conference on Au-
tism. Now coming up on its 6th year, the confer-
ence draws over 400 parents, teachers, and clini-
cal professionals. Aspects that have made this 
conference such a success are having sponsors 
support most of the costs, having several tracks 

of presentations (e.g., younger children, older 
children, adults, teacher), and having a central, 
easily accessible location on a school day within 
school hours so that parents can attend without 
need for childcare.

Autism Workshop Series. In the same vein 
as the development of the annual conference, the 
parents desired access to education about autism 
and autism-related topics. Thus began a monthly 
workshop series. Professional presenters who are 
experts in their field come to provide an inter-
active workshop where parents and others can 
learn and ask questions relevant to their own 
lives. Topics vary from sensory integration to 
diet to visual supports.

Out ‘n’ About is a program coordinated by 
Elizabeth Thornburgh, a volunteer, advocate, 
and parent of a child with autism.  Elizabeth 
works with the community to create sensory-
friendly events for individuals and their families 
affected by autism.

Children with autism and their families de-
serve a fun outing just like anyone else, but 
may not be able to attend many places, merely 
because the environment can create a sensory 
overload. Sensory-friendly events create an en-
vironment that is safe from typical noises, lights, 
and other factors that can become overwhelming 
for those with autism.  These events are not only 
fun, but also educational.  Further, most events 
are either free, or costs less than $10 a person.

Art and Autism is a program designed to help 
children on the spectrum explore shapes, colors, 
textures and all other forms art has to offer. Ac-
tivities are designed to exercise different parts 
of the brain and expand sensory opportunities, 
while providing a fun activity. As the mother who 
coordinates this programs put it, “If something 
therapeutic takes place in the process, that is 
just frosting on the cake.”

HOPE (Helping Other Parents Excel) is a pro-
gram designed to give parents, loved ones, and 
caregivers a safe place to come for positive feed-
back, socializing, problem solving, and other issues 
that may arise when raising or caring for some-
one on the autism spectrum. The goal is to help 
parents and caregivers get new ideas, meet new 
people, and get support in a safe, and understand-
ing environment. The cost to attend HOPE is ab-
solutely free and there is no need to sign up, unless 
childcare is needed for the evening meetings. 

REACH is a 6-week summer learning program 
with the mission to provide elementary-age chil-
dren with autism a safe and structured learning 
environment throughout the summer. The low 
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ratio classrooms are staffed with certified spe-
cial-education teachers who work with children 
on specific IEP goals to maintain skills and re-
duce the possibility of regression during the sum-
mer months. This program is for rising 1st – 5th 
graders (12 and under) currently enrolled in a 
special education classroom (i.e. DCC or CDC) in 
Hamilton County or surrounding areas. 

REACH is coordinated by two mothers of chil-
dren with autism, Melissa Post and Stacey Por-
ter. They, like many other parents, felt there was 
a need to have an established summer program 
designed specifically for students who thrive 
from routine and schedules in a classroom. In or-
der to prevent regression, they started the sum-
mer program to help their own children continue 
their education and master IEP goals through 
the summer months.

Parents Night Out (PNO) provides one night 
of respite care per month for families who have a 
child on the autism spectrum. Melissa Bennett is 
a behavior specialist and coordinates PNO, cre-
ates the curriculum, and supervises volunteer 
care providers during the events. PNO serves 
parents, guardians, and caregivers who need a 
break and would like quality time for themselves 
or with their spouse/partner.

PNO provides much needed respite for fami-
lies who provide full-time care to children on the 
autism spectrum. This program affords adult 
caregivers a low-cost option for childcare in a 
safe, contained environment that is led by staff 
trained in behavior principals and experienced in 
providing care for children with autism. This pro-
gram also provides an opportunity for children 
on the spectrum to interact with neurotypical 
peers as neurotypical siblings are welcomed and 
encouraged to attend. It is currently limited to 12 
children per event.

STAGES (Seeking Transitions so Adults Grow, 
Excel and Shine) is a program designed to sup-
port adults transitioning into independent liv-
ing. A group of parents and advocates led by Sue 
Lowery has created a transitional living program 
for young adults with ASD. We have worked with 
the City of Chattanooga to obtain funds for hous-

ing and obtained a grant to hire a master’s level 
clinician to oversee the personal growth and sup-
port aspect of the program. The clinician helps 
each participant set goals for independence and 
skill building, outlines strategies to teach and 
support the use of those skills, and monitors 
progress. Skills that may be targeted include 
budgeting skills, social and personal safety skills, 
vocational skills, self- and home-care skills, and 
other supports based on demand.

Club Sib is a program designed for siblings of 
children with autism. Fun, creative activities are 
offered to highlight the children’s strengths and 
provide support around the difficulties they face 
in their family roles. 

Summary
The Chattanooga Autism Center was estab-

lished in response to community needs for a vari-
ety of supports for persons with autism and their 
families. Clinical services were available, but 
other family-friendly supports simply did not ex-
ist in Chattanooga. By enlisting those who know 
the most about what is needed, those best able 
to design programs and services, we created a 
collaborative community that continues to grow 
and develop. All programs are developed based 
on ideas and input from persons with autism and 
their families and advocates. The CAC provides 
the organizational support and expertise needed 
to make those ideas reality and operates through 
donations and community funding. The CAC 
demonstrates grassroots efforts at its best. 

For information, contact: Dave Buck, PhD, Ex-
ecutive Director, Chattanooga Autism Center, 
1400 McCallie Avenue, Suite 100, Chattanooga, 
TN 37404, buck.dave@gmail.com

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 Joan Beasley, Editor of the U.S. Pub-
lic Policy Update at joan.beasley@unh.edu. 

Let the world know that you provide quality 
services for individuals with co-occurring mental 
illness and intellectual disability.   
 
Visit http://acp.thenadd.org/ or click the Accreditation/Certification 
icon on the NADD home page (www.thenadd.org) for details.  
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DSP Interests and Concerns

NADD Conference Scholarship Opportunity 
for Direct Support Professionals and The 
NADD DSP Award for Excellence 

NADD continues its support for Direct Support 
Professionals who provide support to individuals 
with IDD and mental health needs by offering 
(1) the NADD DSP Award for Excellence and (2) 
scholarships to assist DSPs to attend NADD An-
nual Conferences.

Conference Scholarship Opportunity 
for Direct Support Professionals

NADD is committed to improving the work-
force of Direct Support Professionals (DSPs) who 
are supporting people in our communities with 
intellectual/developmental disabilities and men-
tal health needs.  In appreciation of these hard 
working and committed DSPs, NADD is support-
ing an annual scholarship opportunity. Three 
DSPs will each receive a free full conference reg-
istration for the NADD 31st Annual Conference 
& Exhibit Show: Models of Excellence in Dual 
Diagnosis that Shape the Future November 12-14, 
2014 in San Antonio, TX.

This scholarship is open to any DSP in good 
standing who supports individuals with devel-
opmental/intellectual disabilities and mental 
health needs, and who would benefit from an 
opportunity to advance his/her involvement and 
knowledge in the field by attending the NADD 
31st Annual Conference

Please visit the NADD website to complete 
application information and to respond to the 
following questions.   http://thenadd.org/31st-
schedule/ 
1. Describe the work you do in the community 

and the individual(s) you support. Include 
an illustration of how your work in the field 
has improved the quality of life and mental 
wellness for someone you support. (Please 
exclude personal identifiers and protected 
health information.)

2. Explain how you hope to benefit from attend-
ing the NADD Conference and how you plan 
to use the experience to enhance your work 
in the field. 

The NADD DSP Award for Excellence
The NADD DSP Award for Excellence will be 

given annually to acknowledge a Direct Support 

Professional (DSP) whose contribution to sup-
porting people who live in our communities has 
resulted in significant improvement in the qual-
ity of life for individuals with intellectual and 
developmental disabilities and mental health 
needs.  The award will be given to a Direct Sup-
port Professional whose dedication, advocacy, 
compassion, competence, person-centered ap-
proaches, and collaboration results, in improved 
quality of life, health and wellness, and/or oppor-
tunities for person(s) with intellectual disabili-
ties and mental health needs.  The 2014 award 
will be presented at the NADD 31st Annual Con-
ference & Exhibit Show November 12-14, 2014 in 
San Antonio, TX. 

To nominate a DSP for this prestigious award, 
please submit:
1. A one to two page statement indicating rea-

sons for nominating candidate for consider-
ation for this award, for example: how has 
this individual’s role as a DSP been exem-
plary, what makes him/her special. 

2. The candidate’s resume or employment/edu-
cation history

3. Candidate’s contact information, including 
name, address, telephone number, fax num-
ber, and email address

4. Nominator’s contact information, including 
name, address, telephone number, fax num-
ber, and email address

Nominations should be submitted by from 
August 22 to September 26, 2014 to NADD, 132 
Fair Street, Kingston, NY 12401-4802. Email: 
info@thenadd.org 

For further information, contact Melissa Chep-
lic at Melissa.Cheplic@Rutgers.edu 

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 col-
umn, you may contact Melissa Cheplic, Editor of 
DSP Interests and Concerns at Melissa.Cheplic@
Rutgers.edu 
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Award Nominations Sought 
 
NADD presents five prestigious awards at the Annual Conference:  Please let us know your 
nominations for these awards by the September 26 deadline. 
 
Frank J. Menolascino Award for Excellence - given annually to promote excellence in the field 
of dual diagnosis in the memory of Dr. Frank J. Menolascino. 
 
Earl L. Loschen Award for Clinical Practice - given to a person whose contribution in the area 
of clinical practice has resulted in significant improvement in the quality of life for individuals 
with intellectual and developmental disabilities as well as mental health needs. 
 
NADD “Member of the Year” Award - given to a person who, though not a member of the 
Board of Directors, has supported the mission of NADD through various activities. 
 
NADD DSP Award for Excellence - given annually to acknowledge a Direct Support 
Professional (DSP) whose contribution to supporting people who live in our communities has 
resulted in significant improvement in the quality of life for individuals with intellectual and 
developmental disabilities and mental health needs. 
 
NADD Research Award - given to recognize research that improves our understanding of mental 
health issues in people with intellectual and other developmental disabilities. 
 

For details, visit http://thenaddorg/about-nadd/awards/ 

Silent Auction 
 
Support the Family Issues Committee’s efforts to assist family members of individuals with IDD 
and mental health needs to attend NADD conferences with their Annual Silent Auction, which 
will be held during the NADD 31st Annual Conference.   
 
Small items, such as gift certificates, craft items, art, jewelry, books, music etc, can be sent 
directly to: 
 

NADD FIC 
c/o Andrew Tenorio 
7026 Teton Ridge 
San Antonio, TX 78233-3803 

 
You can contact Julia Pearce, the Family Issues Committee Chair, at runnamokk@hotmail.com 
for more information. 
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NADD 31ST ANNUAL CONFERENCE  
& EXHIBIT SHOW 

 
Models of Excellence in Dual Diagnosis that  

Shape the Future (IDD/MI) 
 

 
 

November 12-14, 2014 
Hilton Palacio Del Rio 

San Antonio, Texas, USA 
 

PRECONFERENCE SYMPOSIA 
 
 A Guide for Detecting Psychoactive Medication Side Effects in Patients with ID (Intellectual 

Disabilities) and ASD (Autism Spectrum Disorders)  
 Integrated Health and Wellness Approaches to Challenging Behavior in Persons with IDD   
 Texas We Have A Crisis – Crisis Intervention   
 The Transition to Managed Care: Learning from National Experiences 

 
 

BREAKFAST CONSULTATIONS WITH THE EXPERTS 
 
 A Model “Medical Home - Lauren Charlot, PhD 
 Enhancing Your Effectiveness:  Introducing Early Childhood Mental Health Consultation as 

a Model of Excellence for Children with DD and Challenging Behavior - Diane Jacobstein, 
PhD 

 Short, Sweet And To The Point -  Denise Bloomquist, MDiv, ThM, MPA 
 Healthy Sexuality and Intellectual Disability - Gerry D. Blasingame, Psy D 



Note from the editors
Megan Shea, MSOT explores how Occupational Therapists can 

help families understand the mealtime behavior of their children 
who have autism and develop positive mealtime strategies and rou-
tines that makes mealtime a more meaningful family experience. 
Kathleen Srsic-Stoehr of the National Task Group on Intellectual 
Disabilities and Dementia Practices shares the public comments 
that she presented at the July 2014 meeting of the Advisory Council 
on Alzheimer’s Research, Care and Services devoted to the theme 
of caregiving. Jarrett Barnhill, M.D. considers what we know about 
the relationship of Major Depressive Disorders to endocrine and 
immune systems functioning and what eludes us about identify-
ing core features of depression among individuals with severe and 
profound intellectual disability. For our Public Policy Update, Drs. 
Buck and Weigle and Mses. Benson and Rogers outline the pros and 
cons of a grassroots program model that served as the basis for the 
development of the Chattanooga Autism Center. Melissa Cheplic 
requests nominations for the NADD DSP Award for Excellence and 
announces the availability of scholarships to assist DSPs to attend 
the NADD 31st Annual Conference that will be held this year in San 
Antonio on November 12-14.

We hope that this summer has been a relaxing and rejuvenating 
time for all of you. Please consider sharing your work on behalf 
of individuals with dual diagnoses by submitting an article for 
future publication.

Jarrett Barnhill, M.D., DFAPA, FAACAP, NADD-CC
Jarrett_Barnhill@mednet.unc.edu

Lucy Esralew, Ph.D., NADD-CC
lesralew@trinitas.org
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those of NADD or the Editors.

NADD 31st ANNUAL CONFERENCE 
Program Highlights 

 
 

KEYNOTE ADDRESSES 
 

    
 

Chris Traylor,     Steven Reiss, PhD 
Chief Deputy Commissioner  IDS Publishing Corporation 

Texas Health and Human Services   Columbus, Ohio 
Commission (HHSC), Austin, TX   

 
 

 
CURRICULUM FOR THE NADD DUAL DIAGNOSIS SPECIALIST CERTIFICATION 
 
There will be two 90-minute presentations to assist those interested in applying for the NADD 
Competency-Based Dual Diagnosis Specialist Certification by providing instruction in the first 
two of the programs competencies: (1)  The Multimodal Bio-Psycho-Social Approach, and 
(2)Emerging Best Practices..   
 

CONCURRENT SESSIONS 
 

24 sessions 
 

Featuring curricula for NADD Dual Diagnosis Specialist Certification 
Coordinated Services 

Crisis Services 
Diagnosis of ASD Co-occurring with Mental Health Disorders 

Research 
Family Related Issues 

Adapted CBT 
Attachment Disorders 

Other 
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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 12th Annual MI-DD Conference
September 16-17, 2014 ● Columbus, OH

NADD 31st Annual Conference & Exhibit Show
November 12-14, 2014 ● San Antonio, TX

For further information on upcoming conferences/trainings, consultation services,  
and products, visit our website at www.thenadd.org

Updated information is posted as available.


