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Note from the editor
This issue offers policy, practice, and program considerations. 

Anna Cook and Sank Anghavong write from a nursing perspective 
about non-pharmacological approaches to challenging behaviors 
of adults with intellectual disabilities. Russell Tobe, M.D. and his 
colleagues share their considerations for the initiation, monitor-
ing, and evaluation of pharmacotherapy. Jarrett Barnhill, M.D. 
shares a thoughtful piece, within his Neuroscience Review, in 
which he argues for the reframing of psychiatric diagnosis to ac-
count for neurodevelopment, temperament and attachment. The 
US Public Policy Update includes the first article in a three-part 
series on the recent NADD Summit in Washington involving col-
laboration with ANCOR and other partners. Within this month’s 
DSP column, Deceil Moore and Melissa Cheplic consider the chal-
lenges to recruitment and retainment of competent DSPs to sup-
port people with IDD/MI on a daily basis. Lorraine Sylva-Lee 
and Sue Gamache report within the Family Corner on the recent 
NADD second Summit in Washington dedicated to full commu-
nity engagement. 

We continue to invite your submissions to update our reader-
ship. 

Lucy Esralew, Ph.D., NADD-CC
drlucyesralew@gmail.com
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Family Corner

A Seat at the Table
Lorraine D’Sylva-Lee and Sue Gamache

NADD held its second Summit in Washington 
DC this month. The focus was on Ensuring Full 
Community Engagement for Individuals with In-
tellectual/Developmental Disabilities and Co-Oc-
curring Mental Illness. The first Summit, held 4 
years ago, proved to be extremely successful and 
resulted in expanded awareness and activities 
that led NADD to partner with ANCOR, NAS-
DDDS, NAMI and NASMHPD to sponsor this 
year’s Summit. In addition to high-level national 
associations’ representation, NADD also includ-
ed the best and brightest of public and private 
stakeholders including: representatives from key 
federal agencies, state and county leadership, 
lived experiences of consumers and caregivers/
parents, prominent managed care executives, 
highly credentialed healthcare providers, and 
notable advocacy organizations. Additionally, 
NADD’s Family Voices Committee was invited to 
send two members to represent the lived experi-
ences of caregivers/families. 

From a family perspective, we often hear about 
the importance of including person-centered plan-
ning and family-centered approaches. At this 
Summit, NADD put action to these concepts by 
making family/consumer input the focal point of 
all discussions; this placed a huge value on the in-
clusion of family/consumer voice in a manner that 
we had not previously experienced in a gathering 
of such distinguished professionals. Not only was 
this theme highlighted throughout the Summit, 
our opinions and perspectives were also deeply re-
spected, sought after, and truly listened to, as well 
as incorporated in the reports for the day. Many 
family members tend to gravitate to the field of 
IDD/MI, often to make a difference by adding 
personal meaning and sensitivity to their career 
choices. This was evident by the ease in which 
some participants shared their stories of vulner-
abilities. The ability to negotiate both the roles of 
professionals and family members is not always 
easy, and yet this opportunity allowed all partici-
pants a platform for mutual respect. While it is 
often intimidating to be in the company of such a 
diverse group with incredible expertise and expe-
riences, we as Family Voices Committee members 
were made comfortable initially by the respect 
NADD outlined in the Agenda for the day. We 
walked into the Summit not knowing if we could 

contribute anything of significance to the conver-
sations and left knowing that our comments made 
a huge difference at the end of the day. 

The 2017 Summit focused on policy recom-
mendations for the following three areas: (1) 
Community Living, which includes attention to 
new funding methodologies, support strategies, 
provider requirements, quality and performance 
expectations, and workforce development; (2) 
Knowledge, Expertise and Inter-Systems Service 
Coordination, this includes attention to recipi-
ents of supports and services, family members, 
and advocates in conjunction with state officials, 
providers, and subject matter experts resulting 
in the provision and funding of high-quality, co-
ordinated services, and supports; and (3) Person-
Centered Services and Funding, which includes 
attention to funding priorities, rates, and mecha-
nisms designed to achieve high-quality and cost 
effective performance outcomes that support 
community-based placements, adequate direct 
care staff salaries, and braided governmental 
funding. 

The 2017 Summit concluded with a discussion 
of recommendations based on the input gathered, 
and a list of priorities was created. NADD will 
now develop a summary of outcomes for wide 
distribution with their partners and other stake-
holders to formulate the next action steps. We as 
members of the Family Voices Committee were 
honored to contribute to this process and look 
forward to supporting outcomes that positively 
impact the lives of those we love. Thank you, 
NADD, for creating an environment that allowed 
families a prominent seat at the table and truly 
incorporated the importance of family/consumer 
voice in public policy discussions. 

For further information, contact Lorraine 
D’Sylva-Lee at dsylva@ubhc.rutgers.edu.

Family Corner is an ongoing column in The 
NADD Bulletin and is published under the 
auspices of the NADD Family Voices Committee. 
We welcome your comments, suggestions, and 
submissions for this column. To learn more or to 
contribute to this column, you may contact Julia 
Pearce, Editor of Family Corner runnamokk@
hotmail.com 
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Non-pharmacological Management of 
Challenging Behaviors in Adults with 
Intellectual Disabilities
Anna Cook and Sanh Angkhavong, University of Alabama in Huntsville
Introduction

Intellectual disability (ID) is a group of disor-
ders characterized by “limitations in intellectual 
functioning and adaptive behavior” such as au-
tism, Down syndrome, fragile X syndrome and 
fetal alcohol spectrum disorder (FASD) (Peder-
sen et al., 2017). Individuals with intellectual 
disability usually perform below the IQ of 70 on 
standardized intelligence testing. IQ of 70-79 is 
usually considered the borderline range of intel-
lectual functioning and is not considered intel-
lectual disability. Additionally, the interpreta-
tion for IQ scoring (such as cut off range) may 
vary from state to state. For many, the exact 
cause of ID is unknown, but the most common 
known risk factors for ID include genetics, nutri-
tion, exposure to toxins, and complications dur-
ing pregnancy, birth, or after birth (Fairthorne, 
Hammond, Bourke, de Klerk, & Leonard, 2016; 
Poppes, van der Putten, Post, & Vlaskamp, 2016). 
For example, exposure to alcohol or substances 
during pregnancy can negatively impact the de-
velopment of an unborn fetus and may result in 
individuals being diagnosed with ID before the 
age of 18 (Pedersen et al., 2017).

ID may be accompanied by challenging be-
haviors which may affect social interaction and 
communication and may include aggression, 
sexualized behavior, and self-injurious behavior 
(Poppes et al., 2016). Challenging behaviors can 
result in significant physical harm such as tissue 
damage to individuals with ID as well as create 
distress for caregivers in the outpatient setting 
(Shead, Scott, & Rose, 2016). More than 37.73% 
of adults with ID are treated with antipsychotics 
during episodes of challenging behavior (Valdovi-
nos et al., 2016). The administration of antipsy-
chotics come with potential adverse side effects 
such as extrapyramidal symptoms, weight gain, 
high risk for cardiovascular disease, and meta-
bolic syndromes (Valdovinos et al., 2016). There 
is limited evidence that antipsychotics are useful 
in managing and preventing challenging behav-
iors in adults with ID, but they continue to be 
prescribed. This paper seeks to disseminate non-
pharmacological methods in the management of 
challenging behaviors in adults with ID in the 
outpatient setting because there are limited re-

sources available for adults with ID. Injuries re-
sulting from mismanagement or inappropriate 
prevention of challenging behaviors can be finan-
cially costly, as well as have long-lasting nega-
tive emotional consequences such as inducing 
fear in healthcare workers (Shead et al., 2016). 
The management of these behaviors in the out-
patient care setting is an important topic in nurs-
ing practice as many adults with ID continue to 
live at home. Adults with ID frequently are not 
able to live independently due to cognitive defi-
cits and therefore depend on state-funded resi-
dential programs or live at home (Ingham, Riley, 
Nevin, Evans, & Gair, 2013). Teaching outpa-
tient healthcare providers ways to manage and 
prevent challenging behaviors will promote qual-
ity of life for the individual with ID, reduce fear 
by caretakers, and reduce the cost.

Defining Challenging Behavior
Individuals with ID experience complex chal-

lenges including cognitive limitations, deficits in 
adaptive coping skills, and comorbid psychiatric 
disorders (Weissman-Fogel, Roth, Natan-Raav, 
& Lotan, 2015). Challenging behavior is defined 
as harmful behavior inflicted on others or self 
which negatively impacts safety including verbal 
and physical aggression, self-injury, and sexually 
inappropriate behavior (Poppes et al., 2016). The 
etiology for aggression is multifactorial.

Verbal and physical aggression towards others 
and self are frequently experienced among indi-
viduals with ID (Cervantes & Matson, 2015). Es-
timates of the prevalence of aggression in adults 
with ID range from 10% to 45% (Weissman-Fogel 
et al., 2015). Aggression is described as an action 
that may include striking, kicking, hitting, bit-
ing, and grabbing (Weissman-Fogel et al., 2015). 
Triggers are challenging to identify, especially in 
those who have severe intellectual impairment 
and barriers in communication. Possible causes 
may be pain, infection, thirst, hunger, fear, lone-
liness, confusion, and even boredom (Weissman-
Fogel et al., 2015). Aggressive behaviors create 
challenges for the care providers due to increasing 
concern for safety resulting in overall increased 
cost to provide extra monitoring and supervision 
(Shead et al., 2016). Additionally, self-injurious 
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behavior (SIB) such as head banging, striking 
oneself, and biting oneself are common disrup-
tive behaviors in individuals with ID (Cervantes 
& Matson, 2015). The prevalence of SIB is high 
as 30% in the ID population (Richards, Oliver, 
Nelson, & Moss, 2012). Severe SIB can be both 
devastating and potentially life-threatening, for 
example when an individual swallows an object 
that can lead to damage to bodily organs (Turek 
et al., 2013). Underlying etiologies of SIB include 
mood dysregulation combined with poor coping 
skills, negative attention seeking behavior and 
biological issues such as pain (Richards et al., 
2012).

Sexualized behaviors are common among 
adults with intellectual disabilities. Research is 
limited, but an estimate of 4% to 40% of individu-
als with IDs have engaged in sexualized behav-
iors such as non-consensual or illegal sexual acts 
(Martinello, 2014). These actions may include 
inappropriate touching, exhibitionism, public 
masturbation, molestation, and rape and are 
more common, but not exclusively, among males. 
(McDaniels & Fleming, 2016). Early intervention 
resources and treatment programs are scarce 
(Martinello, 2014; McDaniels & Fleming, 2016). 
The majority of sexual offenders among the ID 
population were victims of sexual abuse them-
selves (Martinello, 2014). Persons with ID are at 
increased risk for experiencing sexual maltreat-
ment due to increased reliance on others for self-
care needs, lack of sex education, isolation, lack 
of social skill, lack of knowledge to report sexual 
abuse, and limited cognitive problem-solving ca-
pabilities to guard against unwanted sexual ad-
vances (McDaniels & Fleming, 2016).

Non-pharmacological Management 
of Challenging Behaviors 

Staff and Family Education and Training
Adults with ID frequently are not able to live 

independently due to their cognitive and func-
tional deficits, therefore, they depend upon fam-
ily or direct care staff on state-funded residential 
programs that provide direct care staff (DCS) 
support (Ingham et al., 2013). Staff is often ill-
equipped to deal with mental health or behav-
ioral problems because there is generally limit-
ed training for staff and no specific mandatory 
qualifications for the position relevant to mental 
health or behavior management (Zijlmans, Em-
bregts, Gerits, Bosman, & Derksen, 2015). The 
job orientation is usually limited to a brief lecture 

in a classroom setting covering topics ranging 
from how to provide primary physiological care, 
medication administration, and managing chal-
lenging behaviors (Ingham et al., 2013). Once 
the staff members enter the homes of individu-
als with ID, they face challenges in communica-
tion and management of challenging behaviors. 
It is important to have ongoing maintenance of 
training and education based on research and ev-
idence to support staff working with adults with 
ID. An emphasis on supporting interpersonal re-
lationships between supportive staff is essential. 
Evidence supports that individuals with develop-
mental disabilities who receive treatment where 
staff are actively involved may possess more 
adaptive behaviors and often exhibit fewer chal-
lenging behaviors (Zoder-Martell et al., 2014).

Psychotherapy for Challenging Behaviors
Individuals with ID experience various physi-

cal and emotional challenges (Turygin, Matson, 
MacMillan, & Konst, 2013; Weissman-Fogel et 
al., 2015). People with ID are exposed to com-
plex life events that exceed those of the general 
population due to a difference in living circum-
stances, limited coping skills, and less control 
over their lives (Hermans & Evenhuis, 2012). 
This contributes to an increase in the prevalence 
of mood dysregulation resulting in disorders such 
as depression (Hermans & Evenhuis, 2012). The 
first line of treatment for the management of 
mood dysregulation is psychotropic medications 
(Unwin, Tsimopoulou, Kroese, & Azmi, 2016). 
While psychotropic medications are beneficial at 
improving the symptoms of depression, they do 
pose the risk of unwanted side effects (Martens 
et al., 2012). There is growing research that psy-
chotherapy such as cognitive behavioral therapy 
(CBT) can be beneficial and effective in managing 
mood disorders and reducing challenging behav-
iors among adults with ID with poor coping skills 
(Unwin et al., 2016). The therapist works with 
the client to establish individualized goals based 
on the client’s physical abilities and capabilities 
(Unwin et al., 2016). CBT is not appropriate for 
individuals with moderate to severe ID due to 
significant cognitive impairment, but should be 
considered as an alternative for those with mild 
cognitive functioning (Unwin et al., 2016). CBT 
techniques vary, but one particular group in this 
study focused not on the technical aspects of 
CBT, but the sense of being listened to and taken 
care of by a therapist that treated them as equals 
(Unwin et al., 2016). Additionally, participants 
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with ID said that talking in sessions was helpful 
in itself. Individuals reflected on positive chang-
es in themselves such as feeling happier, feeling 
more confident, understanding their problems 
better, increased patience, and being better able 
to express themselves (Unwin et al., 2016).

Communication Techniques
Deficits in communication in individuals with 

ID frequently present in the form of receptive, 
expressive, and written or even a combination of 
several. The inability to communicate can have 
profound adverse effects for both the affected 
individual and those providing care (Belva, 
Matson, Sipes, & Bamburg, 2012). Communica-
tion deficits can result in increased frustration 
in both the individual with ID and those caring 
for them (Matson et al., 2011). It is imperative 
that nursing staff caring for individuals with ID 
know how to assess and identify the presence of 
communication impairment. TEACCH, which 
stands for Treatment and Education of Autistics 
and related Communication Handicapped Chil-
dren, is one specific tool that has been designed 
to facilitate communication where deficits exist 
(Butler, 2016). TEACCH is an approach that 
includes the use of tools that aid in communica-
tion such as the use of visual schedules. Unique 
characteristics of the TEACCH approach include 
manipulation of the environment, unique inter-
action styles such as giving praise and avoiding 
loud noises, and communicating with individuals 
rather than a group (Butler, 2016).

Furthermore, clients with severe impairment 
may be taught simple sign language to commu-
nicate basic needs such as hunger, thirst, pain, 
or the need to eliminate (Weissman-Fogel et al., 
2015). Health care providers should emphasize 
the resulting emotional impact of the inability 
to communicate one’s needs. Caregivers should 
advocate for any potential therapies such as the 
TEACCH program and implementation of sign 
language that could have a positive effect on 
communication. Additionally, health care provid-
ers should ensure the appropriate referrals are 
made for speech and other supportive therapies.

Sleep Modifications
Sleep plays an important role in an individual’s 

ability to function and over 15-50% of individu-
als with ID suffer from sleep difficulties ranging 
from trouble falling asleep, restless or broken 
sleep or waking up too early (Hylkema & Vlas-
kamp, 2009). Individuals with decreased sleep 
have a higher risk of having severely disruptive 

behaviors as few hours of sleep can impact an in-
dividual’s ability to regulate mood and emotions. 
Sleep disturbances can be a result of lighting, 
noise, or lack of sleep hygiene practices (Hylkema 
& Vlaskamp, 2009). An individual’s surrounding 
can affect their ability to sleep and the quality 
of sleep; the outpatient setting provides an op-
portunity to reinforce sleep hygiene practices to 
ensure individuals receive adequate sleep (Tury-
gin et al., 2013). Small changes such as lighting 
and temperature can create a comfortable en-
vironment for the person with ID. Ensure that 
the individual has a clear path to the bathroom 
to eliminate possible stressors such as low self-
esteem related to poor hygiene (Turygin et al., 
2013). Additionally, ensure that the noise level is 
not overstimulating as loud noises and crowding 
can produce high levels of anxiety which can lead 
to aggressive behavior (Poppes et al., 2016).

Conclusion
Adult clients with ID may exhibit a wide range 

of challenging behaviors such as aggression, 
self-harm and sexually inappropriate behavior 
(Poppes et al., 2016). There are many non-phar-
macological strategies that nursing staff in the 
outpatient care setting can utilize to promote 
and maintain safety. Handling these behaviors 
can be puzzling, draining, and distressing for 
healthcare providers in the outpatient setting 
but working with adults with ID should not be a 
frightening experience (Shead et al., 2016). The 
first step to prevention is staff education. One of 
the most common challenges is fear. It is helpful 
for staff to understand that challenging behav-
iors may be the only way the adult with ID knows 
how to communicate (Richards et al., 2012). The 
individual may lack language skills, impulse 
control, or problem-solving abilities to be able to 
express feelings and address needs appropriately 
(Poppes et al., 2016). Strategies to alleviate such 
stressors include psychotherapy for coping skills, 
assessment and identification of communication 
limitations, environmental changes to decrease 
stimulation, and lifestyle modifications to pro-
mote good sleep. In conclusion, treating individu-
als with ID can be quite complicated. Deficits in 
cognition and language as well as lack of support 
contribute to the complexity of care. The compli-
cations are further exacerbated with the addition 
of challenging behaviors. As discussed, these ac-
tions can undoubtedly increase adverse patient 
outcomes and increase overall costs due to prop-
erty destruction, injury, and the use of psycho-
tropic medications and hospitalizations. There 
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is limited research on effective interventions for 
the management of these behaviors among this 
population. There is a need for increased resourc-
es, research, and funding to improve knowledge 
and contribute to improved evidence-based prac-
tice with a goal of enhancing the quality of care 
and quality for those with ID.
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Pharmacotherapy for Individuals with 
Intellectual Disability: Evidence Base and 
Implication on Practice 
Russell H. Tobe MD, Cynthia Hill LMSW, and Amy Anneling PhD, NY START

Pharmacotherapy is a scientifically and clini-
cally well-established tool for the treatment of 
individuals with psychiatric illness. When con-
sidering the use of medications for treatment of 
psychiatric symptoms, decisions are based on an 
inherently complex process that ultimately as-
sesses the balance of risks and benefits against 
a backdrop of comprehensive diagnostic biopsy-
chosocial formulation often involving multidisci-
plinary collaboration. For individuals with intel-
lectual disability (ID), several relatively unique 
variables further compound this process, espe-
cially with increasing severity of ID. These can 
include the presence of co-existing medical condi-
tions, integration of numerous support providers 
into the decisional analysis, regulatory, econom-
ic, and legal factors, ethical perspectives, as well 
as barriers in client understanding of indications 

and risks. While these variables (and others) all 
deserve strong consideration, particularly vex-
ing challenges pertain to: (1) limitations in evi-
dence-based medication interventions in ID; (2) 
frequent symptom-driven treatment approaches 
to challenging behaviors; and, (3) limitations in 
patients’ abilities to report symptoms as well as 
salutary and side effects of treatment. This ar-
ticle reviews psychotropic medication prescribing 
for individuals with ID, including evidence-based 
medication interventions for individuals with ID 
and autism spectrum disorder. Finally, we will 
offer general prescribing principles. 

Many individuals with ID present with a va-
riety of symptoms that lead to the prescribing of 
psychotropic medication. Data suggest that not 
only are individuals with ID more likely to be 
prescribed psychotropic medications, they are al-
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so more likely to receive them for longer periods 
of time (Yen, Lin, Loh, Shi, & Hsu, 2009). Epide-
miologic studies over many decades suggest vari-
able rates of exposure to psychotropic medication 
for ID patients ranging from 30-75%. Though 
proportionate rates of prescribing vary by coun-
try and healthcare system, a significant propor-
tion of pharmacotherapy for individuals with ID 
is managed by general practitioners (GPs) rather 
than physicians with psychiatric specialization 
(Holden & Gitlesen, 2004). For those with ID 
who do receive pharmacotherapy, polypharmacy 
(taking multiple medications) is common, espe-
cially when general practitioners are prescrib-
ing (Holden & Gitlesen, 2004; Matson & Mahan, 
2010; O’Dwyer, Peklar, McCallion, McCarron, 
& Henman, 2016). Despite relatively high rates 
of psychotropic medication utilization, approxi-
mately 30-40% of individuals with ID receiving 
pharmacotherapy lack a psychiatric diagnosis 
other than ID (Holden & Gitlesen, 2004). 

Neuroleptic, or first and second generation an-
tipsychotic medication, utilization rates among 
individuals with ID are estimated to be approxi-
mately 25%, while a specific diagnosis for which 
a neuroleptic is indicated exists in approximately 
5% of individuals with ID (Cooper, Smiley, Mor-
rison, Williamson, & Allan, 2007). This is not sur-
prising. Even though medications are often ap-
proved for a specific disorder, they are frequently 
directed at symptoms that are often shared be-
tween disorders. Symptom-driven pharmacother-
apy of challenging behaviors contributes to the 
gap between medication utilization and diagnos-
tic indication. Though definitional variability in 
what constitutes a challenging behavior further 
complicates interpretation of research and trans-
lation of findings into clinical practice (Matson & 
Neal, 2009), generally challenging behaviors are 
common, distressing, and impairing symptoms 
that may or may not be associated with a defined 
psychiatric diagnosis. Approximately 14-30% of 
individuals with ID receive pharmacotherapy to 
address challenging behaviors in the absence of 
a clear psychiatric diagnosis (Deb et al., 2009). 
This suggests that psychotropic medications may 
be overprescribed among those with ID. In fact, 
pharmacotherapies maintained in treatment of 
challenging behaviors can often be discontinued 
without ill effect (Sheehan & Hassiotis, 2017). 
This discrepancy between prescribing practice 
and diagnostic indication has driven efforts to 
develop tools for evaluating medication need and 
providing guidance to prescribers (Zaal et al., 
2016). 

Evidence Base in ID Populations
Individuals with ID are at high risk of develop-

ing other psychiatric disorders (Deb et al., 2009). 
Though challenging behaviors are often the iden-
tified concern, thorough and precise diagnostic 
determination is indicated to attribute those 
symptoms to a diagnosis. The use of symptom re-
sponse to pharmacotherapy as a justification for 
assigning diagnosis is erroneous. Once a psychi-
atric diagnosis is determined following compre-
hensive evaluation, evidence-based treatments 
for that diagnosis can be applied. Though caution 
is recommended in the generalization of clinical 
trials results obtained in medically and psychiat-
rically minimally-comorbid populations to popu-
lations with higher degrees of diagnostic com-
plexity (Godwin et al., 2003), such as many with 
ID, there are several lines of support in transla-
tion of research conducted in average intelligence 
populations to individuals with ID, particularly 
milder ID. While replication of clinical trials re-
sults obtained with average intelligence popula-
tions in ID populations is rare, standard treat-
ments for attention-deficit/hyperactivity disorder 
remain efficacious in individuals who also have 
ID (Ji & Findling, 2016). Several trials in autism 
spectrum disorders have included individuals 
with mild ID (Fung et al., 2016). 

Translation of clinical trials results from typi-
cally developing populations may be more chal-
lenging as ID severity increases. Here, fewer rep-
lication trials have occurred. Symptom expres-
sion of psychiatric disorders can vary between 
ID and non-ID populations (Fletcher, Barnhill, 
& Cooper, 2017), particularly as ID severity in-
creases. Even if diagnoses are definitively deter-
mined in people with more severe intellectual 
disabilities, underlying neurobiology and resul-
tant treatment responsivity to established treat-
ments may vary. Capacity to report salutary and 
adverse effects of pharmacotherapy may further 
impact assessment of treatment response. 

When a specific diagnosis cannot be readily de-
termined, treatment outcomes in research most 
often define challenging behaviors narrowly by 
high-acuity symptoms that impact safety (e.g. 
aggression, self-injury, and elopement) (Ji & Fin-
dling, 2016) – referred to as ‘narrow-spectrum 
challenging behaviors’. However, some research 
expands the definition of challenging behaviors 
to include disruptive behaviors not necessarily 
associated with imminent risk of harm (e.g. ir-
ritability, verbal outbursts, pica, inappropriate 
sexual behaviors, non-compliance, restricted 
and repetitive behaviors, rigidity, and stereoty-
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py) – referred to as ‘broad-spectrum challenging 
behaviors.’ Symptoms that interfere with psy-
chotherapeutic, educational, and vocational in-
terventions may warrant consideration for medi-
cation intervention and are not the focus of this 
review largely because behavioral interventions 
may be sufficient in such cases. We will review 
clinical trials focusing on narrow-spectrum, more 
severe challenging behaviors that impact safety. 
Evidence from methodologically-sound clinical 
research will be presented, emphasizing appro-
priately designed, randomized, double-blind pla-
cebo-controlled trials (RCT), along with system-
atic reviews, and meta-analyses. These research 
designs provide the most valuable data to set 
standards of care and clinical practice (Evidence-
based Medicine Working Group, 1992). Case re-
ports, open-label studies, and small RCTs with 
limited power (less than 20 randomized partici-
pants) will not be discussed. 

Though often limited by numerous factors, in-
cluding sampling, statistical power, and medi-
cation dosing, there numerous trials examine 
the treatment of narrow-spectrum challenging 
behaviors in the context of ID. This is particu-
larly apparent for risperidone; there are several 
well-powered RCTs reporting positive outcomes 
in both the initial RCT and in open-label exten-
sion studies demonstrating longer-duration effi-
cacy and tolerability (Aman, De, Derivan, Lyons, 
& Findling, 2002; Findling, Aman, Eerdekens, 
Derivan, & Lyons, 2004; Gagiano, Read, Thorpe, 
Eerdekens, & Van, I, 2005; Snyder et al., 2002). 
While all studies included individuals with mild 
ID, two studies also included individuals with 
moderate ID (Aman et al., 2002; Gagiano et al., 
2005). 

The utility of haloperidol and thioridazine 
have also been supported by RCTs (Aman, Tee-
han, White, Turbott, & Vaithianathan, 1989; 
Burk & Menolascino, 1968; Heistad, Zimmer-
mann, & Doebler, 1982). Studies of haloperidol 
and thioridazine have included individuals with 
moderate and/or severe ID. Other US-available 
neuroleptic medications have been investigated 
in single studies (Ji & Findling, 2016; Matson & 
Neal, 2009). Notably, negative studies (with no 
statistical separation from placebo) also exist, 
including a study comparing risperidone, halo-
peridol, and placebo (Tyrer et al., 2008) about 
which methodologic concerns have been raised 
(Tierney & Arnold, 2008; Trollor, Somerville, & 
Somerville, 2008). Though still an area of debate 
in the field, consensus generally supports the 
use of neuroleptic medication in the treatment of 

narrow-spectrum challenging behaviors associ-
ated with ID, including for individuals with mod-
erate and severe ID (Hassler & Reis, 2010; Ji & 
Findling, 2016; Matson & Neal, 2009). 

In addition to the neuroleptics, two RCTs sup-
port the effectiveness of lithium carbonate in 
aggression for individuals with ID (Craft et al., 
1987; Tyrer, Walsh, Edwards, Berney, & Ste-
phens, 1984), though ID severity was not well 
characterized. There is adequate evidence to sup-
port that intervention with antidepressant medi-
cation (selective serotonin reuptake inhibitors, 
SSRI, and tricyclic antidepressants) in the treat-
ment of challenging behaviors is not efficacious, 
on the whole, and may contribute behavioral 
side effects (Hassler & Reis, 2010; Ji & Findling, 
2016). However, antidepressant medications con-
tinue to have a role in treatment of challenging 
behaviors associated with co-occurring anxiety 
or depressive disorders. Benzodiazepines have 
been noted to risk behavioral disinhibition and 
long-term tolerance (Ji & Findling, 2016). No-
table areas of deficits in research include sodium 
divalproex and aripiprazole; both are commonly 
prescribed for the treatment of challenging be-
haviors in ID (Hassler & Reis, 2010; Ji & Find-
ling, 2016). Also, no RCTs of clozapine have been 
conducted in treatment of challenging behaviors 
or schizophrenia spectrum disorders for ID popu-
lations (Ayub, Saeed, Munshi, & Naeem, 2015; Ji 
& Findling, 2016). Given robust data to support 
use of clozapine in treatment-refractory schizo-
phrenia spectrum and mood disorders, clozapine 
should be considered when an indicated diagno-
sis is clear. However, in the absence of a clear 
diagnosis following a biopsychosocial integrative 
assessment to which the challenging behavior 
symptoms may be attributed, the lack of data for 
clozapine is a particularly salient evidence gap. 
Accordingly, caution is needed before including 
the use of clozapine for treatment refractory chal-
lenging behaviors that are not associated with a 
clear non-ID psychiatric diagnosis. 

Adaptation of Evidence Base from 
Autism Spectrum Disorders 

In contrast to ID populations, robust clinical 
trial data exist for autism spectrum disorder 
populations, prompting the US Food and Drug 
Administration’s (FDA) approval of two medica-
tions for irritability and aggression associated 
with autism spectrum disorder: risperidone (ages 
5-16) and aripiprazole (ages 6-17). Some of these 
studies also included individuals with mild ID, 
further supporting the applicability of these re-
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sults to people with ID. There are, at least, seven 
RCTs of risperidone and four RCTs of aripipra-
zole, all demonstrating large therapeutic effects 
in treatment of irritability and aggression asso-
ciated with autism spectrum disorder (Fung et 
al., 2016). Arguably the most well-known of these 
was the Research Units on Pediatric Psychophar-
macology (RUPP) Autism Network study, where 
blinded raters considered 75% of those random-
ized to risperidone to be either “much improved” 
or “very much improved” compared to 11% in 
the placebo group. Total scores for the primary 
endpoint, the Aberrant Behaviors Checklist Ir-
ritability Subscale, fell at least a 50% in 57% of 
the risperidone group compared to 14% in the 
placebo group (McCracken et al., 2002). This con-
stituted a Number Needed to Treat (NNT; the 
number of individuals who must be exposed to 
the intervention for one person to respond, de-
fined as at least a 50% reduction in the primary 
endpoint) of nearly two, on par with some of our 
most effective treatments in the field of medi-
cine. However, side effects were notable with an 
average 2.7 kg weight increase over 8 weeks in 
the risperidone group compared to 0.8 kg in the 
placebo group. Other side effects such as seda-
tion, hypersalivation, tremor, constipation, and 
dizziness were all reported at higher rates com-
pared to placebo (McCracken et al., 2002). 

While these studies were not specifically con-
ducted in ID populations, some included individ-
uals with mild ID. Collectively, they lend strong 
support for the efficacy of these medications in 
treatment of aggression and irritability associ-
ated with developmental disability, including ID. 
Coupled with the existing RCT data in people 
with ID, particularly with risperidone, these data 
reinforce a clinical rationale for the use of neu-
roleptic medications in treating narrow-spectrum 
challenging behaviors associated with ID. Given 
the limited clinical trial evidence for aripiprazole 
in ID, the results in autism spectrum disorder pro-
vide a stronger rationale for its use in ID. These 
results are most readily applicable to individuals 
with both ID and autism spectrum disorder, rath-
er than those with only people who have ID. The 
results are less readily translated into treatment 
of broad-spectrum challenging behaviors. Since 
metabolic side effects associated with aripipra-
zole, though present, tend to be less compared to 
risperidone in populations of average intelligence 
(Correll et al., 2009), use of aripiprazole may be 
preferred by some clients and families. 

The autism spectrum disorder literature also 
lends additional support and guidance in medica-

tion management of restricted and repetitive be-
haviors. Despite early support for improvement 
in restricted and repetitive behaviors with tricy-
clic antidepressants and SSRIs, the largest study 
demonstrated no clear effect of citalopram in 
treatment of restricted and repetitive behaviors 
(King et al., 2009). Coupled with a lack of clear 
evidence for the effectiveness in treatment of 
challenging behaviors in ID, these data reinforce 
that cautious and critical evaluation of indica-
tions should be made prior to prescribing SSRIs 
in treatment of challenging behaviors. Interest-
ingly, the RUPP study supported other positive 
effects of risperidone on symptoms associated 
with autism spectrum disorder, including hyper-
activity and restricted and repetitive behaviors 
(McCracken et al., 2002). 

Prescribing Principles 

1) Multi-disciplinary evaluation for medical, 
neurologic, dental, language, and sensory 
(including hearing and vision) etiologies of 
challenging behaviors is indicated prior to 
initiating psychotherapeutic, environmental, 
or pharmacotherapeutic interventions. 

a. If determined, those etiologies should be 
assertively managed as individuals with 
ID may have barriers in adaptive expres-
sion of their distress.

b. Often individuals with ID may benefit from 
speech and language intervention in re-
porting medical symptoms and distress, in-
cluding Picture Exchange Communication 
Systems (PECS) or other augmentative 
communication strategies. This can also 
be applied in side effect monitoring during 
pharmacotherapy.

2) Thorough psychiatric evaluation, including 
functional behavioral analysis (FBA), is re-
quired to identify co-occurring psychiatric 
diagnoses. Thorough psychiatric evaluation 
typically involves a multi-disciplinary team 
of providers of varied expertise and back-
ground contributing individual components 
of the evaluation and advising their integra-
tion into a comprehensive biopsychosocial 
formulation. The goal is to clearly delineate 
specific target symptoms and precisely ob-
taining baseline (pre-treatment) behavioral 
characterization of the symptoms so change 
(or lack thereof) can be monitored. Typically, 
multiple support providers and caregivers, in 
addition to the patient, are involved in this 
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collaborative process and in providing behav-
ioral health information.

3) Prior to initiating treatment, clear delineation 
of therapeutic goals with pre-determined 
means of concretely measuring progress in 
target symptoms should be outlined.

4) Psychotherapeutic and environmental inter-
ventions are often highly effective and can 
mitigate need for pharmacotherapy interven-
tion. Appropriate psychotherapeutic and en-
vironmental interventions often require sig-
nificant education of and collaboration with 
support providers, both for implementation 
and in measurement of progress.

5) Should pharmacotherapy be indicated, evi-
dence supports that prescribers with psychi-
atric specialization and training should be 
utilized, when possible.

a. Should non-psychiatric physicians (general 
practitioners, etc.) be utilized, intermittent 
consultation with a psychiatric specialist 
is important to assure the use of evidence-
based treatments, standard tools, and edu-
cation. 

6) Prior to initiating pharmacotherapy, a pro-
spective medication management plan 
should be drafted in consultation with the 
client and support providers. 

a. Use of research evidence should be inte-
grated into risk-benefit assessments when 
possible.

b. Potential adverse effects should be dis-
cussed.

7) Prior to initiating pharmacotherapy, if pos-
sible, baseline characterizations useful in 
monitoring for potential side effects should 
be established (e.g. baseline bowel habits, 
sleep patterns, gait instability, etc.).

8) Once pharmacotherapy is initiated, specific 
tracking for potential side effects should be in-
cluded along with routine medical monitoring.

9) Because there are no FDA approved pharma-
cotherapy interventions in specific for ID, 
pharmacotherapy should target clearly iden-
tified co-occurring diagnoses, when possible.

10) In the absence of a clearly defined co-occur-
ring diagnosis, challenging behaviors should 

be narrowly defined, and treatments should 
be aligned with outcomes targeted in clinical 
trials.

11) Barring high-acuity and imminent safety 
concerns, medications should be initiated at 
low dose and titrated upwards slowly. 

12) Medication up-titrations should be done in 
small increments with ample time between 
dose adjustments for symptom and side-ef-
fect tracking (particularly when low-frequen-
cy target symptoms exist).

13) If possible, other medications or psychother-
apeutic interventions should be maintained 
without significant adjustment during a be-
havioral monitoring period following a single 
medication change.

14) Polypharmacy should be avoided unless a 
strong rationale exists (i.e. two clear co-oc-
curring diagnoses requiring different medi-
cation interventions)

a. Partial or non-responders should generally 
have a medication taper/discontinuation 
prior to initiating a new medication

b. Within-class polypharmacy, in particular, 
should not occur and should only be done 
with a psychiatric consultation

c. Indications for all medications should be 
revisited on a routine basis, preferably 
quarterly, but not less than annually

d. Attempts at taper/discontinuation of anti-
psychotic medications in the treatment of 
challenging behaviors should be consid-
ered following stabilization of challenging 
behaviors.

In summary, pharmacotherapy can be an effec-
tive tool in the context of a multi-modal evalu-
ation and treatment approach. Individuals with 
ID have high rates of polypharmacy and medi-
cal comorbidity (Axmon, Ahlstrom, & Hoglund, 
2017; Holden & Gitlesen, 2004; Matson & Ma-
han, 2010). This, in addition to other complex 
factors including access to appropriate care and 
psychosocial resources, contribute to reduced life 
expectancy (Heslop et al., 2014). Accordingly, 
great care is needed in appropriate evaluation 
of psychiatric symptoms and psychological in-
tervention prior to initiating medication. Should 
medication be initiated, clear discussion regard-
ing research evidence (or lack thereof) including 
reported efficacy and anticipated side effects is 
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indicated. Precise establishment of a behavioral 
baseline with tracking of both response and side 
effects is indicated with a goal of limited overall 
medication exposure both in type and duration. 
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Neuroscience Reviews

Translational Neuroscience and the Next Step II 
Jarrett Barnhill, MD, DFAPA, FAACAP, UNC School of Medicine

There are four basic criteria that help define 
most psychiatric disorders: number of specific 
symptoms (descriptive/categorical phenomenol-
ogy); the duration of symptoms; degree of func-
tional impairment; and exclusion criteria (in-
cluding differential diagnosis)/specifiers. These 
four criteria sets can also be configured into a di-
agnostic algorithm that can be useful in reducing 
the heterogeneity associated with behavioral and 
psychiatric disorders. Obsessive-compulsive and 
related disorders represents an amalgamation of 
both classic OCD (anxiety and avoidance rituals) 
and related OC disorders that lie on a continuum 
with other repetitive or addiction behaviors. The 
use of specifiers can subtype such OCRD with/
without tics and the presence/absence of insight 
as part of the diagnostic process. These diver-
gence points create 4 potential subtypes: OC 
with tics with or without insight, and OC with-
out tics with or with or without insight. Further 
dissection can be carried out by addressing exclu-
sion criteria (elements of the differential diagno-
sis) and secondary forms of OCD associated with 
substance and medical/neurological disorders 
(American Psychiatric Association, 2013; Barn-
hill, 2003; Barnhill, 2011; Fletcher, Barnhill, & 
Cooper, 2016). 

For example, repetitive touching, need for sym-
metry, arranging, and counting are more likely 
to occur as obsessive compulsive symptoms asso-
ciated with tic disorders than in contamination/
washing and doubting/checking rituals OCD. 
These two subtypes of obsessive-compulsive be-
haviors differ in terms of age of onset, gender 
bias, clinical course, and treatment response. In 
schizophrenia spectrum disorders, an early child-
hood of onset, mild cognitive impairment, promi-
nence of negative symptoms, and prolonged du-
ration of symptoms prior to treatment are often 
associated with genetic loading, chronic course, 
and diminished responsiveness to antipsychotic 
drugs respectively. The heritability rates (vari-
ance associated with gene effects) in patients 
with bipolar I and panic disorders are signifi-
cantly higher than observed in major depression 
(except for bipolar II with recurring depression), 
depression/anxiety and generalized anxiety dis-
orders. Early age of onset is more likely associ-
ated with a chronic clinical course, higher rates 
of psychiatric comorbidity, and diminished treat-

ment response. The negative effects of early age 
of onset are in part due the adverse effects of 
greater genetic loading, interference with ongo-
ing brain maturation, and a greater vulnerability 
to the negative impact of trauma and other psy-
chosocial/ecological insults, long standing family 
psychopathology, and the co-occurrence of other 
neurodevelopmental disorders. 

But most behavioral and psychiatric disorders 
represent final common pathways that share 
overlapping genetic and neurodevelopmental 
biomarkers. We further complicate this etio-
pathogenic diversity by adding IDD and ASD to 
the mix and overlooking the large scale diversity 
within these and other neurodevelopmental dis-
orders. In short, heterogeneity remains a prob-
lem. For neuroscientists, heterogeneity is a ma-
jor issue, but this appears to be less problematic 
for clinicians. But sometimes appearances can be 
deceptive, especially when we evaluate individu-
als with 6 or more diagnoses and runaway poly-
pharmacy. 

Although helpful in some diagnostic problems, 
this phenomenological algorithmic approach 
above can still fall short of expectations. In these 
folks, heterogeneity comes in many flavors. For 
example: 

1. Subsyndromal/or type unspecified variations 
usually do not meet the diagnostic criteria 
(number and duration of symptoms) but still 
contribute to levels of significant functional 
impairment. In most major psychiatric disor-
ders, nearly 40% of affected individuals with 
subsyndromal forms will eventually develop 
the primary disorder. The impact for both 
those who develop full-syndrome or remain 
at the subsyndromal level depends on age of 
onset, degree of genetic vulnerability, pres-
ence of comorbid neurodevelopmental, neu-
rocognitive, and other neuropsychiatric dis-
orders, and psychosocial stressors. 

2. It can be difficult to reliably disentangle both 
episodic and chronic behavioral and psychi-
atric disorders from the core features associ-
ated with ASD, ID, and especially, ASD+ID. 
There is a lower threshold for stress-related 
disorders in individuals with ASD, ID, and 
ASD+ID, but these vulnerability effects can 
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make it difficult to reliably diagnose PTSD. 
These problems relate to difficulty defining 
the boundaries between their overlapping 
core features (deficits in adaptive skills, cog-
nitive-behavioral flexibility, and resilience) 
and the co-occurrence of medical, neuro-
logical, and emotional/behavioral disorders 
that overshadow the clinical presentation of 
PTSD. The pathophysiology of trauma-relat-
ed disorders like PTSD appears in the con-
text of multidirectional interactions between 
the severity and gene X environmental inter-
actions (epigenetic effects on the developing 
brain). 

3. Growing evidence supports the contention 
that most psychiatric disorders are neurode-
velopmental in nature. As a result, they are 
one potential outcome of atypical child devel-
opment, especially in the complicated trans-
actional processes, temperament and attach-
ment. Successful mastery of many increas-
ingly complex life experiences and psychoso-
cial challenges depend in large part on the 
complex interactions temperament, attach-
ment, and brain maturation. Our current di-
agnostic nomenclatures focus on describing 
and categorizing. Diagnoses are often snap-
shots when we really need a digital movie of 
development (longitudinal perspective) of the 
developing match ups between social ecology 
and the neurobiology. In this sense, a more 
specific version of the biopsychosocial model 
represents the effects of genetic and neuro-
biological substrates on the evolving expres-
sion for attachment behaviors, behavioral in-
hibition, neuroticism, affect and behavioral 
dysregulation, approach/avoidance, attach-
ment behaviors, and other temperamental 
traits. Underlying these intermediate pheno-
types are dysregulation in serotonin, norepi-
nephrine, dopamine GABA and peptidergic 
neurotransmitters and neruromodulators ac-
tivity, dysregulation of excitatory/inhibitory 
networks, release and physiological effects 
of oxytocin/vasopressin, and CRF/cortisol re-
lease and basic neurophysiological activity 
associated with cortical and limbic system 
activity, the function of both segregated and 
overlapping brain circuits (Conn, 2017). 

There are no simple answers to these issues. 
Despite their considerable strengths, the issue 
of clinical heterogeneity remains. The DM-ID-2 
will need further refinement as more neurosci-

ence data become available. In the meantime, we 
can begin the process of reframing diagnoses in 
preparation for the DM-ID-3 in a decade or so. 
One step is to rethink the term “DUAL DIAG-
NOSIS” and replace it with an odd phrase like 
“HYBRIDIZED DIAGNOSIS.” That sounds like 
some strange beastie but in reality reflects the 
entanglment of a developing mental disorder 
intertwined with a neurodevelopmental disor-
der—that do not seem to evolve separately but 
in a complex transactional fashion. This compli-
cates the diagnostic algorithm outlined earlier. 
As a result, we cannot consider a diagnosis as 
unchanging, universal, and certain (irrefutable), 
but think in terms of diagnostic hypotheses that 
are subject to change over time. This shift does 
not undermine the usefulness of the descriptive/
categorical model in current use but does plead 
the case against 5 or 6 serial diagnoses and em-
pirical polypharmacy linked to these multiple di-
agnoses. 

One potential pathway out of this position may 
require a renewed interest in some old ideas—
namely a marriage between temperament, at-
tachment, and developmental lines and the 
multi-directional effects of multiple genetic and 
physiological biomarkers on brain development 
and maturation. This blast from the past is not 
a regression but an evolving synthesis of the 
work of Chess and Thomas, Kagan, Ainsworth, 
Clonninger and Winnicott and some of the less 
well known but promising ideas that are float-
ing around in the NADD membership. Once the 
foundation is laid, these ideas need to be ex-
pressed and integrated with these older ideas. 

Next time we begin the exploration of bio-be-
havioral foundations for temperament and how 
these shape not only behavior but also psychopa-
thology in people with IDD, ASD, and ASD+IDD. 

References
American Psychiatric Association. (2013). Di-

agnostic and statistical manual of mental 
disorders (5th ed.). Washington DC: Author. 

Barnhill, J. (2003) Can the DSM-IV be salvaged. 
Mental Health Aspects of Developmental 
Disabilities, 6(3), 85-99.

Barnhill, J. (2011). Obsessive-Compulsive Disor-
ders or Not: Differential Diagnosis of Re-
petitive Behaviors among Individuals with 
Intellectual and Developmental Disorders 
2011. In S. Selek (Ed.), Different views of 
anxiety disorders, InTech.

Fletcher, R., Barnhill, J., & Cooper S-A (Eds). 
(2016). Diagnostic manual- intellectual 



16 January/February 2018    Volume 21    Number 1

The NADD BULLETIN

disability: A textbook of diagnosis of men-
tal disorders in persons with intellectual 
disability (2nd ed.; DM-ID).- Kingston, NY, 
NADD Press.

Conn, M. (Ed). (2017). Conn’s translational neuro-
science. New York: Academic Press.

Readings
Achenbach, T.M., Ivanova, M.Y., Rescorla, L.A., 

Turner, L.V., & Althoff, R.R. (2016). Inter-
nalizing/externalizing problems: review and 
recommendations for clinical and research 
applications, Journal of the American Acad-
emy of Child and Adolescenty Psychiatry, 
55, 647-656.

Addington, A. M., & Rapoport J. L. (2012). An-
nual research review: Impact of advances 
in genetics in understanding developmental 
psychopathology. Journal of Child Psychol-
ogy and Psychiatry and Allied Disciplines, 
53: 510-518.

Bagot, R.C., & Meaney (2010). Epigenetics and 
the biological basis of gene X environmental 
interactions. Journal of the American Acad-
emy of Child and Adolescent Psychiatry, 49, 
752-771.

Cooper, N., Feder, A., & Southwick, S.M., (2007). 
Resilience and vulnerability to trauma: psy-
chobiological mechanisms. In D. Romer & 
E.F. Walker (Eds), Adolescent psychopathol-
ogy and the developing brain (pp. 347-372). 
New York: Oxford University Press. 

Fries, A.B.W. & Pollack, S.D. (2007). Emotion 
processing and the developing brain. In D. 
Coch, K.W. Fischer, G. Dawson, et al. (Eds), 
Learning and the developing brain. New 
York: Guilford Press. 

George, C. (2004). Attachment theory: Implica-
tions for young children. In K. Brandt, B.D. 
Perry, S. Seligman, & E. Tronick (Eds.), In-
fant and early childhood mental health: Core 
concepts and clinical practice. Washington, 
DC: American Psychiatric Publishing. 

Harris, J.C. (2006). Intellectual disability: Under-
standing its development, causes, classifica-
tion, evaluation, and treatment. New York: 
Oxford University Press.

Kagan, J., & Snidman, N. (2007). Temperament 
and biology. In D. Coch, K.W. Fischer, & G. 

Dawson (Eds.), Learning and the developing 
brain. New York: Guilford Press. 

Kingsbury, M., Weeks, M., MacKinnon, N.; Evans, 
J.; Mahedy, L., Dykxhoorn, J.; & Colman, 
I. (2016). Stressful life events during preg-
nancy and offspring depression: Evidence 
from a prospective cohort study. Journal of 
the American Academy of Child and Adoles-
cent Psychiatry, 55, 709-716.

Kitamura, T., & Cloninger, C.R. (2011). Tempera-
ment and character domains of personality 
and depression. Depression Research and 
Treatment. doi 10.1155/2011/765691, 2011.

Koda, V., Charney, D.S., & Pine, D. (2003). Neuro-
biology of early onset anxiety. In A. Martin, 
L. Scahill, D.S. Charney, & J.F. Leckman 
(Eds.), Pediatric psychopharmacology: 
Principles and practice. New York: Oxford 
University Press. 

Lester, B.M., Marsit, C.J., & Bromer, C. (2014). 
Behavioral epigenetics and developmental 
origins of childhood mental disorders. In 
K. Brandt, B.D. Perry, S. Seligman, & E. 
Tronick, Infant and early childhood mental 
health: Core concepts and clinical practice. 
Washington: American Psychiatric Associa-
tion Press.

Luo, Y.-J., Gu, R., & Huang, Y.-X. (2011). Influence 
of trait anxiety on inhibition function: evi-
dence from ERP studies. In E. Salek (Ed.), 
Different views on anxiety disorders., Rjike, 
Croatia: InTech.

Panskepp, J. & Bevans, L. (2012). The archeology 
of the mind: Neuroevolutionary origins of 
human emotions. New York: W.W.Norton.

Rapee, R.M. (2014). Preschool environment and 
temperament as predictors of social and 
nonsocial anxiety disorders in middle ado-
lescence. Journal of the American Academy 
of Child and Adolescent Psychiatry, 53, 
320-328.

Siegel, D.J. (2012). The developing mind: How 
relationships and the brain interact to shape 
who we are (2nd ed.). New York: Guilford 
Press.

For further information, contact Dr. Barnhill 
at Jarrett_Barnhill@med.unc.edu

Coming Soon:  DM-ID-2 Clinical Guide 



17January/February 2018    Volume 21    Number 1

The NADD BULLETIN

US Public Policy Update
National Groups Convene to Address Challenges 
Facing Individuals with Intellectual/Developmental 
Disabilities and Co-Occurring Mental Illness
NADD in collaboration with ANCOR, NASDDDS, NAMI, and NASMHPD

This is the first article in a 3-part series on the 
outcome of NADD’s Public Policy Summit held 
December 6, 2017, in Washington, DC in col-
laboration with ANCOR, NASDDDS, NAMI, and 
NASMHPD. The second article will address rec-
ommended actions, and the third article will ad-
dress the recommended action plan. 

On December 6, 2017, NADD with partners 
NAMI, ANCOR, NASDDDS and NASMHPD 
hosted a Public Policy Summit in Washington, 
DC, on “Ensuring Full Community Engagement 
for Individuals with Intellectual/Developmental 
Disabilities and Co-Occurring Mental Illnesses.” 
A follow-up to NADD’s 2014 Summit (http://
thenadd.org/about-nadd/nadd-position-papers/) 
which focused on the topic of inclusion in health 
care reform, the 2017 Summit provided an ex-
panded opportunity, with a more comprehensive 
representation of stakeholders, to address the na-
tional challenges facing individuals with intellec-
tual/developmental disabilities and co-occurring 
mental illness (IDD/MI), and their families. In 
today’s rapidly changing health care and human 
service environments, it is critical that this Sum-
mit’s stakeholders – family members and lead-
ership from disability organizations represent-
ing associations, providers and advocates with 
federal and state government agencies, private 
and public insurers, and managed care organi-
zations (MCO’s) – work together in achieving ef-
fective services and treatment. Participants col-
laborated and identified recommendations and 
perspectives in meeting the Summit’s objective 
to advance the comprehensive health care and 
other community engagement needs of individu-
als with IDD-MI. 

Since the 2014 Summit, there have been indi-
vidual state improvements in crisis intervention 
services and access to mental health services, 
and there has also been enhanced understand-
ing of this population by state Medicaid directors 
and state mental health commissioners. Com-
munity engagement remained an ongoing and 
critical piece of this complex nationwide system-
based puzzle. Therefore, with the planning and 
strategizing support of NADD’s four partners, 
the 2017 Summit was held. It was well attend-

ed by invited stakeholders committed to bring-
ing about systemic policy, funding, and service 
changes. Stakeholder participants discussed the 
following topics throughout the one-day Summit:

· Community Living· Knowledge, Expertise & Inter-Systems Service 
   Coordination· Person-Centered Services & Funding

In addressing the community engagement 
needs for adults and children diagnosed with 
co-occurring IDD/MI, participants discussed the 
common goal that these individuals receive the 
quality of care necessary for community-based 
living including: long-term services; primary 
health care; and behavioral supports. Partici-
pants reviewed successful examples from federal, 
state, and local levels and discussed the issues/
barriers preventing these successes from being 
replicated or expanded.

Participants reached a consensus that indi-
viduals at all levels of the community must be 
involved to create fully integrated community 
living systems of care. Efforts to increase aware-
ness about the behavioral health needs of this 
population were identified as the first of many 
steps. Awareness and advocacy include an ongo-
ing effort to create a desire to work on behalf of 
this population, encouraging additional family 
supports, and advocating for federal, state, and 
private sector funding supports. Important focus-
es were identified: the inclusion and training of 
educators, first responders, medical support staff 
and service providers as groups of individuals 
who can and should receive additional training 
in working with and understanding this popula-
tion. 

Other recommendations included data shar-
ing; improvements to affordable housing systems 
and technology; consistent use of terminology/
language; and creating and managing an online 
forum for sharing of success stories. These rec-
ommendations were put forward in support of in-
formation dissemination and to show how states 
and communities have successfully carried out 
these recommendations. 
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At the close of the Summit, NADD with its 
partners NAMI, ANCOR, NASDDDS, and 
NASMHPD summarized the participants’ recom-
mendations. These will be reviewed and studied 
over the coming months by the Summit’s partici-
pants, resulting in a comprehensive action plan 
to direct next steps in order to raise standards 
and outcomes across the nation. 

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

Hiring and Retaining Competent Direct 
Support Professionals
Deceil Moore and Melissa Cheplic

One of the chief challenges in serving persons 
with IDD and mental health concerns is finding 
and keeping competent staff. Doing so starts with 
the interview and carries forward to providing 
tools for continued skill and professional identity 
development. While there are often many train-
ing requirements for staff, workforce challenges 
can make finding, hiring, and retaining qualified 
Direct Support Professionals difficult. As a re-
sult, many people with IDD/MI do not have ad-
equate daily support. 

In order to address increasing shortages, we 
must become intentional in these efforts. Using 
scenarios in DSP interviewing can provide vital 
information for both the candidate and employer. 
A successful interview will help potential staff 
understand the kind of challenges which may 
be faced. If chosen perceptively and structured 
carefully, the scenarios can indicate the candi-
date’s ability to understand what needs are be-
ing communicated through behaviors, his/her 
willingness to accept supervision and interest in 
growth, as well as openness to seeing individual 
strengths. In many respects, training in the field 
begins in those first moments by revealing agen-
cy philosophies and expectations for staff. 

Tools for continued training are provided well 
in the NADD DSP certification competencies. 
Assessment and Observation, Behavior Support, 
Crisis Prevention and Intervention, Health and 
Wellness, and Community Collaboration and 
Teamwork are all areas for regular and contin-
ued training. The skills and benchmarks in each 
competency standard include elements of critical 
thinking and communication, built upon a foun-
dation in person-centered language and self-di-

rected supports. The NADD website offers many 
available training resources as well.

Regular supervision from other experienced 
and certified staff provides opportunities to pro-
cess and apply skills in order to encourage in-
vestment in and incorporation of the concepts.

Frequent supervision and exchange of feedback 
during team meetings can also assist in the devel-
opment of a professional identity for staff. Refer-
ring to staff as professional, encouraging ongoing 
training and goal setting, and setting up rewards 
and incentives for steps such as formal certifica-
tion can often facilitate long staff tenure and re-
tention. Identifying and addressing staff concerns 
and obstacles in a timely a manner is crucial. 

Mentorship and collaboration is also essential 
to DSP competence. Much is expected from staff 
who are often left out of the planning process and 
required to implement interventions they did not 
develop. By utilizing competency standards as 
guidelines to support, staff are empowered and 
valued. Greater consistency and efficacy in sup-
port delivery for people with IDD/MI will be the 
outcome. 

For further information, contact Deceil Moore 
at deceilmoore@citizenadvocates.net or Melissa 
Cheplic 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 cheplima@rwjms.
rutgers.edu.



Note from the editor
This issue offers policy, practice, and program considerations. 

Anna Cook and Sank Anghavong write from a nursing perspective 
about non-pharmacological approaches to challenging behaviors 
of adults with intellectual disabilities. Russell Tobe, M.D. and his 
colleagues share their considerations for the initiation, monitor-
ing, and evaluation of pharmacotherapy. Jarrett Barnhill, M.D. 
shares a thoughtful piece, within his Neuroscience Review, in 
which he argues for the reframing of psychiatric diagnosis to ac-
count for neurodevelopment, temperament and attachment. The 
US Public Policy Update includes the first article in a three-part 
series on the recent NADD Summit in Washington involving col-
laboration with ANCOR and other partners. Within this month’s 
DSP column, Deceil Moore and Melissa Cheplic consider the chal-
lenges to recruitment and retainment of competent DSPs to sup-
port people with IDD/MI on a daily basis. Lorraine Sylva-Lee 
and Sue Gamache report within the Family Corner on the recent 
NADD second Summit in Washington dedicated to full commu-
nity engagement. 

We continue to invite your submissions to update our reader-
ship. 

Lucy Esralew, Ph.D., NADD-CC
drlucyesralew@gmail.com
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Family Corner

A Seat at the Table
Lorraine D’Sylva-Lee and Sue Gamache

NADD held its second Summit in Washington 
DC this month. The focus was on Ensuring Full 
Community Engagement for Individuals with In-
tellectual/Developmental Disabilities and Co-Oc-
curring Mental Illness. The first Summit, held 4 
years ago, proved to be extremely successful and 
resulted in expanded awareness and activities 
that led NADD to partner with ANCOR, NAS-
DDDS, NAMI and NASMHPD to sponsor this 
year’s Summit. In addition to high-level national 
associations’ representation, NADD also includ-
ed the best and brightest of public and private 
stakeholders including: representatives from key 
federal agencies, state and county leadership, 
lived experiences of consumers and caregivers/
parents, prominent managed care executives, 
highly credentialed healthcare providers, and 
notable advocacy organizations. Additionally, 
NADD’s Family Voices Committee was invited to 
send two members to represent the lived experi-
ences of caregivers/families. 

From a family perspective, we often hear about 
the importance of including person-centered plan-
ning and family-centered approaches. At this 
Summit, NADD put action to these concepts by 
making family/consumer input the focal point of 
all discussions; this placed a huge value on the in-
clusion of family/consumer voice in a manner that 
we had not previously experienced in a gathering 
of such distinguished professionals. Not only was 
this theme highlighted throughout the Summit, 
our opinions and perspectives were also deeply re-
spected, sought after, and truly listened to, as well 
as incorporated in the reports for the day. Many 
family members tend to gravitate to the field of 
IDD/MI, often to make a difference by adding 
personal meaning and sensitivity to their career 
choices. This was evident by the ease in which 
some participants shared their stories of vulner-
abilities. The ability to negotiate both the roles of 
professionals and family members is not always 
easy, and yet this opportunity allowed all partici-
pants a platform for mutual respect. While it is 
often intimidating to be in the company of such a 
diverse group with incredible expertise and expe-
riences, we as Family Voices Committee members 
were made comfortable initially by the respect 
NADD outlined in the Agenda for the day. We 
walked into the Summit not knowing if we could 

contribute anything of significance to the conver-
sations and left knowing that our comments made 
a huge difference at the end of the day. 

The 2017 Summit focused on policy recom-
mendations for the following three areas: (1) 
Community Living, which includes attention to 
new funding methodologies, support strategies, 
provider requirements, quality and performance 
expectations, and workforce development; (2) 
Knowledge, Expertise and Inter-Systems Service 
Coordination, this includes attention to recipi-
ents of supports and services, family members, 
and advocates in conjunction with state officials, 
providers, and subject matter experts resulting 
in the provision and funding of high-quality, co-
ordinated services, and supports; and (3) Person-
Centered Services and Funding, which includes 
attention to funding priorities, rates, and mecha-
nisms designed to achieve high-quality and cost 
effective performance outcomes that support 
community-based placements, adequate direct 
care staff salaries, and braided governmental 
funding. 

The 2017 Summit concluded with a discussion 
of recommendations based on the input gathered, 
and a list of priorities was created. NADD will 
now develop a summary of outcomes for wide 
distribution with their partners and other stake-
holders to formulate the next action steps. We as 
members of the Family Voices Committee were 
honored to contribute to this process and look 
forward to supporting outcomes that positively 
impact the lives of those we love. Thank you, 
NADD, for creating an environment that allowed 
families a prominent seat at the table and truly 
incorporated the importance of family/consumer 
voice in public policy discussions. 

For further information, contact Lorraine 
D’Sylva-Lee at dsylva@ubhc.rutgers.edu.

Family Corner is an ongoing column in The 
NADD Bulletin and is published under the 
auspices of the NADD Family Voices Committee. 
We welcome your comments, suggestions, and 
submissions for this column. To learn more or to 
contribute to this column, you may contact Julia 
Pearce, Editor of Family Corner runnamokk@
hotmail.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 16th Annual MI/DD Conference
September 24-25, 2018 * Columbus, Ohio

NADD 35th Annual Conference & Exhibit Show
October 31 – November 2, 2018 * Seattle, Washington




