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Note from the editors
This issue of the NADD Bulletin touches on some areas that are often 

overlooked by professionals in this field. While the research tells us that 
people with dual diagnoses are no more likely to commit crimes than 
the general population, nonetheless, involvement in the criminal justice 
system brings with it an array of problems which are unique to these 
individuals. Over the years, agencies have sought to address the needs 
of individuals with developmental disabilities and other neurological 
issues who have criminal justice matters pending. The articles in this 
issue describe some of those programs, the purpose behind them, and the 
effectiveness of these interventions. 

Jessica S. Oppenheim, Esq. writes about the Criminal Justice Advocacy 
Program of The Arc of NJ. Dr. Jeffrey Allen and Elaine E. Allen discuss 
their experience and research with the universe of individuals who have 
I/DD and who have been charged with sexual offenses. William McLaney 
offers a case study of a person with Williams Syndrome who became 
involved in the criminal justice system. 

We hope that these articles will provide you with some information on topics 
you had not thought about before, or provide you with additional information 
that can assist you in understanding these issues more fully. Please reach 
out to any of these authors with any questions or concerns  Finally, I want to 
thank the NADD editorial board for this great opportunity to guest edit and 
thank these authors for sharing their knowledge and expertise.

Guest Editor
Jessica S. Oppenheim, Esq., Director, CJAP
joppenheim@arcnj.org 
………………………………………………………………………………
In addition to the featured articles, Jarrett Barnhill continues his 

neuroscience reviews with a discussion of PTSD and clinical implications 
the mechanisms of extinction of traumatic memories. In the US Public 
Policy Update, Linda Bimbo discusses the START Information Reporting 
System. For the DSP Interests and Concerns column, NADD-certified 
DSP Erin Paul offers advice to other DSPs.

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

Lucy Esralew, PhD, NADD-CC
lesralew@trinitas.org
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Praise for  
The NADD Accreditation and Certification Programs 

 
NADD ACCREDITATION 
When NADD made its accreditation program available last November, we realized that objective evidence 
of compliance with those additional standards would be ideally suited to attest to the appropriateness and 
efficacy of Liberty's clinical and related practices for our highly specialized client population.   And, in fact, 
our NADD survey last February produced a number of helpful recommendations for strengthening our 
program.  We're glad we decided to also go for NADD accreditation, and intend to maintain both [NADD 
certification & CARF certification].  

Hugh M. Sage, PhD 
Executive Director 

Liberty of Oklahoma Corporation/ 
Robert M. Greer Center 

 
NADD COMPETENCY-BASED CLINICAL CERTIFICATION 
The NADD Competency-Based Clinical Certification has provided me with an avenue to verify a dual 
diagnosis specialty.  My ability to provide clinical supports to individuals supported both by medical 
assistance and private insurances has been expanded by allowing me to gain access to closed insurance 
networks.  These networks had been closed to me prior to receiving this certification, allowing this 
population to remain largely unserved outside of community mental health centers." 
 

Alyse Kerr, MS, NCC, LPC, NADD-CC 
  
 
Competency-Based Clinical Certification 
 
 
Program Accreditation 
 
 
Competency-Based DSP Certification 
 
 
Competency-Based Specialist Certification (in development 
 
 
Let the world know that you provide quality services for individuals 
with co-occurring mental illness and intellectual disability.  Seek 
accreditation and/or certification from NADD. 
 
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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It has been a persistent and unresolved issue 
for professionals in the criminal justice system 
that they all too often are faced with a criminal 
defendant who has an intellectual or develop-
mental disability. Within the justice system, this 
raises many issues around the investigation and 
prosecution of criminal offenses such as: investi-
gative techniques of interrogation which do not 
take into account a limited cognitive ability; the 
ability of an individual to understand and know-
ingly waive constitutionally afforded rights; the 
ability of the individual to formulate the needed 
criminal intent for prosecution; the need for the 
system to adequately address problems of sub-
stance abuse and concomitant mental illness; the 
lack of appropriate alternatives to incarceration; 
and, generally, a whole host of legal, moral, and 
ethical issues which impede the criminal justice 
system. This article will review the challenges 
faced by individuals with developmental and in-
tellectual disabilities (I/DD) when they become 
involved in the criminal justice system and will 
provide an overview of one answer to these is-
sues: the creation of the Criminal Justice Advo-
cacy Program (CJAP) in The Arc of NJ. CJAP 
seeks to work with all facets of the system, in-
cluding, prosecution, the defense bar, the judi-
ciary, probation and parole in order to facilitate 
the common goals held by all these stakeholders: 
a fair and equitable outcome for defendants, vic-
tims, and the community.

While exact numbers of criminal defendants 
who have an intellectual or developmental dis-
ability are not known, it is generally agreed that 
persons with I/DD represent a disproportionate 
number of offenders in both the juvenile and 
adult systems. We must describe the character-
istics of an individual who belongs to this clas-
sification. While every State uses its own defi-
nition of an intellectual and /or developmental 
disability, depending upon the services and sup-
ports the State will provide and to whom, each 
of these statutory descriptions states that a de-
velopmental disability as a diagnosis is a chronic 
disability, attributable to a mental or physical 
disability, with a specific age before which the 
disability must manifest, and the disability ad-

versely affects the person’s cognitive functional-
ity and thus their ability to care for themselves. 
N.J.S.A. 30:6D-25 et seq. Disabilities range from 
autism spectrum disorders to intellectual dis-
abilities such as Down’s Syndrome, as well as ce-
rebral palsy, traumatic brain injury and in gen-
eral neurological impairments covering a broad 
range of diagnoses. Research tells us that while 
approximately 2 to 3% of the general population 
can be identified as living with a developmental 
disability, nonetheless at least 9% of the offender 
population has been identified as having a de-
velopmental disability (Smith, Polloway, Pat-
ton, & Beyer, 2008). A more recent study from 
Canada places those numbers as high as 40% of 
the offender population as being identifiable as 
a person with a developmental disability (Jones, 
2007). Looking separately at the juvenile justice 
system, we see that approximately 9% of school 
age children are currently identified persons 
with an I/DD; close to 32% of all juveniles in the 
juvenile justice system are identified as individu-
als with I/DD. Hence, we know unequivocally 
that, regardless of which number best represents 
the percentage, individuals with developmental 
disabilities are grossly overrepresented in the 
criminal justice system. However, the lack of 
identification and limited availability of services 
seriously hampers the ability of professionals to 
address this problem. 

It is important to note that the types of of-
fenses committed by people with developmental 
disabilities are similar to those committed by 
the general offender population. Prior belief that 
sexual offenses and arson offenses were particu-
larly high among the I/DD offender population 
has been proven false, though persons with I/DD 
may commit actions due to a lack of knowledge 
or cognitive ability, which can result in criminal 
charges. In addition, with less developed social 
skills, persons with I/DD may be more vulner-
able to allegations of inappropriate or illegal sex-
ual conduct. Generally speaking, factors shown 
to increase involvement with the criminal justice 
system are similar to those for the general popu-
lation: youth, male gender, family history of of-
fending, unemployment, history of “behavioral” 

When Persons with Special Needs Become Involved 
in the Criminal Justice System: The Criminal 
Justice Advocacy Program of The Arc of NJ 
Jessica S. Oppenheim, Esq. Director, Criminal Justice Advocacy Program 
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problems, substance or alcohol abuse, and, pos-
sibly one of the biggest problems being faced by 
the criminal justice system today, a co-existing 
mental health issue.

It is important also to consider the breadth of 
the criminal justice system and the many layers 
of decisions that must be made at each juncture 
in the process. Initially, police officers respond-
ing to a scene must make a determination about 
probable cause, requiring decisions about arrest, 
investigation, and gathering of evidence. An in-
ability on the part of a person with I/DD to com-
municate effectively or comply with commands 
and direction can result in arrest and serious 
charges. Prosecutors or district attorneys need to 
reach charging decisions based on available evi-
dence, and the exercise of this broad discretion 
can result in a wide variety of resolutions, from 
dismissal to indictment. It is imperative that a 
criminal defendant be able to effectively assist 
his or her own attorney and understand the nu-
merous options that may be presented. Finally, 
involvement of judges and the courts, as well as 
that State’s probation system, further require de-
cision making regarding sentencing, all of which 
can seriously affect the outcome of a criminal 
case. As we see, characteristics shared by many 
persons with I/DD directly result in substantial 
obstacles to competent decision making through-
out this lengthy and complex process. 

It is against this backdrop that individuals 
who live in the community may encounter law 
enforcement on the streets, may have police of-
ficers called into their home in response to a 911 
call, may be approached in a public place by po-
lice officers, or ultimately may find themselves 
involved as a suspect or witness in possible crim-
inal activities. As people with I/DD move into the 
community and take their place as contributing 
members of society, unencumbered by supervi-
sion and guardianship, the possibility of inter-
action with law enforcement increases. Also, 
the risk of involvement with criminally-minded 
individuals increases. This important compo-
nent in improving the quality of life for persons 
with I/DD brings with it new responsibilities to 
understand and comply with the law as well as 
additional responsibilities for caregivers, family 
members, teachers, and criminal justice system 
professionals to identify individuals with special 
needs and effectively address those issues.

Once people with I/DD have that initial contact 
with the criminal justice system there are char-
acteristics which increase their vulnerability to 
more serious consequences than their counter-

parts who have no disability. Impaired cognitive 
abilities, poor coping mechanisms, limited im-
pulse control, poor emotional control, and diffi-
culties with logical and strategic thinking all can 
create obstacles for a person with an I/DD who is 
a suspect in or has been charged with a criminal 
offense as these directly impact on the effective-
ness with which the person can communicate 
with law enforcement personnel, judges, and his 
or her own attorney.

The research supports the position that people 
with developmental disabilities are dispropor-
tionately represented in the adult and juvenile 
systems. A review of general characteristics of 
people with I/DD helps inform some of the pos-
sible reasons for this differential. Impaired cog-
nitive abilities, seriously underdeveloped coping 
mechanisms and impulse control, along with 
limitations in logical and strategic thinking all 
directly impact on the ability to interact suc-
cessfully with law enforcement, defense counsel, 
prosecutors, and the courts. Simply failing to 
understand and respond appropriately and in-
telligently to the provision of standard Miranda 
warnings may create the initial obstacle. The 
right to remain silent, to access legal counsel and 
the warning that any statements can be used 
against the suspect are difficult to adequate-
ly exercise when language skills and abstract 
thinking are impaired. Law enforcement officer 
interrogation techniques which are intended to 
overcome a suspect’s will and encourage confes-
sions may confuse a person with I/DD, leading in 
fact to false confessions and inaccurate versions 
of events. The lack of knowledge and training on 
the part of officers with regard to these cognitive 
limitations can exacerbate the problem, causing 
serious communication issues which are hard to 
amend later in the process.

Persons with I/DD may, in addition to limita-
tions in executive functioning, also have limited 
social skills. They may, moreover, be highly sug-
gestible. A desire to seek approval from author-
ity figures can result in statements of guilt which 
are not accurate. The desire to be accepted by 
their peers coupled with a simplistic understand-
ing about complex concepts such as “friendship” 
and “loyalty” can lead a person with I/DD to ac-
cept blame for offenses and actions not his or her 
own. Family members and guardians may have 
emphasized that police officers are the person’s 
friend and cooperation should be given; distin-
guishing between situations in which law en-
forcement personnel is available to assist some-
one, as opposed to a situation in which the person 
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with I/DD is a suspect and thus vulnerable can 
be difficult when cognitive ability is limited. 

Persons with I/DD may try to hide their deficits 
when speaking to law enforcement officers, mo-
tivated by their strong desire to fit in and not be 
seen as lacking savvy or sophistication. It can be 
difficult and even embarrassing to a person to try 
to communicate that there is a deficit which the 
person can feel sets him or her apart from others. 
Consequently, a person with I/DD may become 
adept at mimicking language and actions and 
may “bluff” through a confrontation or interroga-
tion. This can create a false impression about the 
person’s competence and lead law enforcement 
to believe that the individual is cognizant of the 
situation and its ramifications.

Another potential characteristic of an individu-
al with I/DD is impaired long or short term mem-
ory. There may be limitations in orienting suf-
ficiently to time and place so that remembering 
chronology of events can be impaired. In addition 
they may have a limited ability to tell time or to 
remember details which they believe are unim-
portant but which may prove pertinent in light 
of later events. Their worldview can be skewed 
and based upon beliefs which are not generally 
held by the rest of the community. Their under-
standing of what has happened may not fit the 
full picture of an incident. In addition, their cog-
nitive ability may be hampered by a short atten-
tion span and impulsivity, resulting in an utter 
inability to anticipate future consequences and 
react appropriately. Actions, too, may be reac-
tive, rather than proactive with no regard to any 
long term implication of those actions. People 
with I/DD are particularly vulnerable when at-
tempting to navigate a system as complex as 
the criminal justice system. Persons with I/DD 
are more likely to give a statement against their 
interest, more likely to take responsibility for a 
criminal offense, more likely to provide a confes-
sion even when they are not the guilty party. If 
charged with a criminal offense, they are less 
able to effectively assist their attorney in their 
defense and less able to articulate remorse or 
demonstrate that they can change their behavior 
or respond affirmatively to treatment. They are 
more likely than their non-disabled counterparts 
to plead guilty and to plead guilty to the original 
more serious charges, resulting in longer periods 
of incarceration being imposed. Once sentenced, 
they are less able to comply with conditions im-
posed for a probation sentence and thus violate 
those conditions, resulting in further criminal 
prosecution. If incarcerated, they are less likely 

to understand prison disciplinary systems and 
thus have a higher incidence of disciplinary vio-
lation within the prison, resulting in longer sen-
tences. They are, in addition, often victimized by 
other inmates. They are less able to take advan-
tage of education and vocational opportunities in 
prison and so spend longer terms incarcerated 
rather than being granted parole, as parole re-
quires that the individual have a plan in place for 
successful re-entry into the community.

There has been recognition of the need for 
correctional facilities to address concerns of in-
carcerated individuals with I/DD. Since 1998, 
the Americans with Disabilities Act (ADA) re-
quirements have applied to all State prisoners. 
In California, a class action suit has resulted in 
the creation of a remedial plan (Clark Remedial 
Plan) by the California Department of Correc-
tions, creating a Developmental Disability Pro-
gram in 2002 within the Department, intended 
to ensure reasonable access to all programs and 
services for inmates and parolees in California 
with developmental disabilities. The Federal 
District Court in September of 2010 reiterated 
the continuing need for the Clark Remedial Plan 
to remain in full force and effect to ensure com-
pliance with the State’s obligations. Hence, the 
Court acknowledged the ongoing difficulty in en-
suring proper identification and provision of ser-
vices throughout an admittedly complex system. 
(Clark v. California, US District Court Northern 
Dist of CA, September 16, 2010).

One aspect which must receive particular at-
tention is the commission of sex offenses. As not-
ed above, persons with I/DD are not more likely 
to commit sexually-related offenses. However, 
there are instances where individuals with I/DD 
act improperly due to poor social skills, poor im-
pulse control, and a lack of formal sex education, 
as well as a lack of opportunity to experiment 
sexually with peers. These deficits can result in 
criminal charges for sexual assault, sexual con-
tact, and endangering the welfare of a child. In 
every State, besides potential incarceration, such 
convictions now carry with them significant addi-
tional consequences under each State’s Megan’s 
Law statute. Each State has passed and upheld 
a statute requiring sex offenders to register their 
whereabouts and to update those registrations 
on a regular basis. In addition, all States have 
some level of community notification, including 
access for the public to an internet website with 
information about offenders. Finally, most States 
have some form of parole supervision for convict-
ed offenders. Each of these obligations imposes 
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responsibilities upon registrants which must be 
met over a long period of time. Individuals with 
I/DD often need assistance to understand and 
comply with these requirements or they face ad-
ditional prosecution and other sanctions.

The need to identify and support people with 
I/DD involved in the criminal justice system is 
clear. At the same time, people with I/DD must, 
when appropriate be held accountable for crimi-
nal acts and are entitled to respect as members 
of the community. Coordination among agencies, 
private and public, as well as family members, 
along with reliably funded, community-based, 
long-term services is critical. Incarceration for 
persons with I/DD needs to be an option of last 
resort for the criminal justice system, in part 
because of their increased risk of victimization 
in the corrections system but also because the 
incarceration of individuals who cannot compre-
hend the consequences of their actions and be 
appropriately punished and rehabilitated due to 
their mental capacity is not in keeping with the 
goals of a civilized criminal justice system.

Since the mid-80’s, The Arc of NJ has support-
ed a CJAP. Funded by the New Jersey Division 
of Developmental Disabilities, this Program, for-
merly called the Developmentally Disabled Of-
fenders Program, is the only program in New 
Jersey, and one of only a handful of programs 
nationwide, that advocates specifically for people 
with I/DD who have become involved in the crim-
inal justice system. The program works to forge 
needed communication and coordination among 
agencies charged with assisting persons with I/
DD and the criminal justice system professionals 
who are faced with these individuals. By provid-
ing information about offenders with I/DD to the 
criminal justice system, CJAP improves early 
identification and thus increases the likelihood of 
appropriate alternative disposition. By providing 
information to the service provider community, 
CJAP improves agency response and increases 
successful integration into the community. The 
goal is reducing recidivism and avoiding future 
incarceration, as well as contributing to the over-
all goal of helping people with I/DD live produc-
tive lives in their community.

At any given time, the Program Resource Co-
ordinators work with approximately 100 clients 
statewide, with a caseload per manager of be-
tween 30 and 45. In this role, resource coordi-
nators work directly with the Division of Devel-
opmental Disabilities case managers to identify 
appropriate services that address a client’s is-
sues, such as housing options, therapeutic ser-

vices, drug or alcohol treatment, and job train-
ing. Coordinators also provide information to 
the Courts, attorney, and supervisory personnel 
such as parole and probation officers to ensure 
an understanding of an offender’s limitations. 
Ultimately, services and supports are reduced to 
a Personalized Justice Plan, or PJP, which is pro-
vided to the Court and the parties, delineating 
the plan in place to ensure a defendant’s compli-
ance with probation or to assure the Court that 
dismissal or other alternate dispositions will be 
successful. The Plan is then carried out by the 
Resource Coordinator, necessitating an ongoing 
relationship between the coordinator and the cli-
ent, often over a period of years. The intent is 
that the PJP will address the needs of the Court 
and address accountability and responsibility on 
the part of the offender. Each PJP is individual-
ized, addressing the needs of the particular of-
fender and the circumstances of the case and will 
act as a preventive tool against future criminal 
involvement.

A review of our caseload reveals that approxi-
mately one-third of the clients have committed a 
sex offense. These numbers have risen over the 
past ten years. A five year average for criminal 
charges reflects the following:

Assault 10%
Arson 3.4%
Narcotics 11.8%
Homicide 1.6%
Sex Offenses 36.2%
Theft 11.6%
Municipal Charges 15%
Violation of Probation 3.4%
Other 7% (includes weapons possession, bias 

crime, resisting arrest, violation of domestic vio-
lence restraining order)

These statistics are generally consistent with 
crime rates in the general population. The in-
creasing sex offense convictions reflect the ongo-
ing emphasis on sex crimes, including increased 
staffing and specialized training within Prosecu-
tor’s Offices. Also, since the mid-90’s, community 
awareness has increased, resulting in improved 
reporting. This has affected the I/DD population 
as discussed above, taking into account increased 
integration into the community and more contact 
with family and non-family community mem-
bers. (Lustig, 1998 cited in Linhorst, McCutchen, 
& Bennett, 2003).

In order to address this, CJAP provides train-
ing for law enforcement, the defense bar, and the 
courts to assist in the earlier identification and 
appropriate response to individuals with I/DD. 
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In addition, the program works to increase com-
munication between appropriate agencies and 
those with expertise in the area of sex offend-
ing to put services in place that address these 
concerns. Moreover, when proceedings result in 
conviction, the Program continues to work with 
clients, to ensure that they comply with registra-
tion obligations and with parole conditions. Ad-
ditionally, the Program Coordinators advocate 
on behalf of our clients with parole, probation, 
and the courts to ensure that people with I/DD 
receive the same civil liberty protections as non-
disabled offenders. 

Conclusion
There is only a small amount of research to 

demonstrate that case management can reduce 
recidivism among the population of criminal of-
fenders with I/DD. (Linhorst et. al., 2003). None-
theless, since I/DD offenders are in some ways 
similar to other criminal offenders, we do know 
that supervision has been a successful tool in 
limiting new commissions of criminal offenses. 
On an anecdotal level, the CJAP has been an on-
going program since 1985 and can demonstrate 
good outcomes with individual clients, particu-
larly when there is good coordination with the 
state’s Division of Developmental Disabilities 
and the support of the judiciary’s probation sys-
tem or the parole system. Where appropriate ser-
vices can be afforded, along with stable housing 
and employment or day activities, the possibil-
ity of limiting reoffending improves. In light of 
the wide breadth of diagnoses for people receiv-
ing services, from low intellectual functioning to 
high-functioning individuals on the autism spec-
trum, as well as the high percentage of sex of-
fenses, it is clear that sex offender specific treat-
ment, therapy, and social skills training can im-
pact positively on future criminal behavior.

Other Programs
There have been only a handful of programs 

nationwide, addressing the needs of criminal of-
fenders who have intellectual or developmental 
disabilities. These programs attempt to address 
the needs of this population through a broad ar-
ray of options and their success rates have not 
been fully reviewed at this time. The Linhorst 
study reviewed some of the existing programs in 
2003: Options for Justice for Persons with Devel-
opmental Disablities (OFJ) in St. Louis County, 
Missouri; Lancaster County Mentally Retarded 
Offenders Program in Lancaster, Pennsylvania; 
MassCAPP Project in Massachusetts; and case 

management programs in Nebraska and Pima 
County, Arizona. The Lancaster Program is no 
longer in existence, though OFJ continues to pro-
vide a well-established program for 3 counties in 
the St. Louis area. This program has many simi-
larities to CJAP. Its staff of 7 serve approximate-
ly 300 clients by coordinating services and edu-
cating professionals in the criminal justice sys-
tem. Like CJAP, it is a separate non-profit and 
has been in existence since 1991. In contrast, the 
MassCAPP Project is a collaboration between a 
non-profit agency and the Parole Board, creating 
a residential program for offenders with intel-
lectual disabilities who are on parole. Nebraska 
and Arizona have programs which provide case 
management for these offenders through special-
ized caseloads in their probation services offices. 
Hence, in these programs, offenders have already 
been convicted and sentenced. CJAP and OFJ be-
come involved with an offender at the time that 
charges have been brought by law enforcement 
and attempt to impact throughout the process, 
possibly resulting in the dismissal of charges or 
alternative dispositions avoiding incarceration. 
Similarly, The Arc of Colorado has implemented 
a Criminal Justice Advocacy Program to provide 
training to law enforcement about the character-
istics of persons with developmental disabilities 
and how best to respond to those in the communi-
ty with disabilities in a first responder situation.

In Georgia, the All About Developmental Dis-
abilities (AADD) has been providing training for 
the judiciary and law enforcement professionals 
since 2011 (see box, next page). In North Caro-
lina, the North Carolina Council on Developmen-
tal Disabilities, the Division of Developmental 
Disabilities, and the North Carolina Center on 
Crime and Punishment have collaborated to cre-
ate a task force which issued a report on this is-
sue, noting service deficits and training deficits 
and recommending a pilot project modeled on the 
Lancaster, PA program. In Oklahoma, relevant 
agencies serving those with developmental dis-
abilities and mental illness have created a diver-
sion program through an agreement with the 
state court system, identifying offenders and di-
verting them to appropriate services. New York, 
in contrast, has sought to address the needs of 
those with developmental and intellectual dis-
abilities who are involved in the criminal jus-
tice system by creating a program which targets 
them in the correctional systems, offering voca-
tional, educational, and recreational training as 
these individuals leave the criminal justice sys-
tem (Cheek, 2009).
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Justice & Developmental Disabilities Training Program
Since 1956, All About Developmental Disabilities, (AADD) has been advocating for those with de-
velopmental disabilities. Through the years, AADD recognized that there was a lack of training for 
judicial system personnel on developmental disabilities and decided to do something about it. In 2011, 
AADD created the Justice and Developmental Disabilities Training Program aimed at filling the 
training gap for the judicial system. 

What started out as small training sessions for local law enforcement officials has quickly grown to 
reach across the state of Georgia and to include judges and attorneys. The training is aimed at inform-
ing judicial system personnel on some of the more common types of developmental disabilities they 
are most likely to encounter and communication techniques that can be used to keep the encounter 
from escalating. Judicial system personnel are also given community resource as alternative options 
to incarceration that can be used in encounters where jail may not be the most viable option. 

Since November 2011, AADD has trained over 850 members of the judicial system on developmental 
disabilities and how to effectively handle encounters that may arise involving law enforcement and 
the courts. AADD also delivers a monthly webinar to judges across the state of Georgia on develop-
mental disabilities and issues that may arise in their courtroom. These trainings have allowed par-
ticipants to increase their understanding of developmental disabilities as well as their knowledge of 
community-based resources that may be available. 

Because of the success the training program has experienced over the past year, AADD plans to 
expand the program in 2013 to reach 1500 members of law enforcement and the judicial system. To 
learn more about the Justice and Developmental Disabilities Training Program, please contact Jus-
tice and Developmental Disabilities Project Manager Crandall Heard by phone at 404-809-2945 or 
via email at crandall@aadd.org. 

There is no question that the Courts and law 
enforcement professionals are open to training to 
assist in the understanding of persons with devel-
opmental disabilities. They are open as well to al-
ternative supervisory options as long as the needs 
of victims and society can be met and there can 
be an assurance that the community will be safe. 
In order to meet the demand, however, disability 
services and community providers will need to be 
able to provide appropriate housing and employ-
ment or activity programs and provide a level of 
supervision as well. Moreover, therapy and so-
cial skills programs, addressing sexual and other 
types of criminal behavior, will need to be avail-
able. This will require an increase in service al-
ternatives and the creation of supervised housing 
and supervised employment options. Programs 
like CJAP and OFJ can assist in the implemen-
tation of new alternatives to meet this demand 
and increase the likelihood that individuals with 
developmental disabilities who have committed 
criminal offenses can, with support and assistance 
from trained professionals and family, control and 
change behavior and become contributing mem-
bers of their communities. 
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Forewarned is Forearmed: What Staff and 
Caretakers Need to Know About Sexual 
Behavior Problems
Jeffrey B. Allen, Ph.D. and Elaine E. Allen, M.S.N., APN-C, PSYCHealth Associates LLC

Introduction
In our experience, the area of sexual behavior 

problems is one of the most difficult for staff in 
residential settings to understand and address 
effectively. Frequently, when such behaviors oc-
cur, staff are uncertain how best to respond. If 
the agency fails to provide training and has no 
clear, detailed policy regarding sexual behaviors 
involving clients, then staff are left to rely on 
their own values and experience to guide their 
responses. This can lead to many problems for 
both staff and clients.

There are three purposes to the present article. 
First, we will describe the varieties of sexual be-
haviors that can occur in community residential 
settings. Next, we will describe the categories 
of sexual behavior problems among dually diag-
nosed clients that seem most troubling to resi-
dential care staff, based on our experience of con-
sulting in this area with various agencies over 
the last 15 years. Last, we will indicate some di-
rections for intervention.

The Varieties of Sexual Behavior Problems
Consider the following three scenarios describ-

ing sexual behavior problems.
Your agency serves dually diagnosed clients in 

community residential care. You just hired an 
energetic 22 year old woman for her first job af-
ter college. She is looking for experience in work-
ing with this population before going to gradu-
ate school in 2 years. One morning during her 
first week on the job she is asked to wake up a 
client for his morning medications. The client 
is a 42 year old male diagnosed with moderate 
cognitive impairment and a depressive disorder. 
He also has cerebral palsy which causes severe 
hand tremors, making it difficult for him to drink 
without spilling. As she assists him, he grabs the 
woman’s breast. In shock, she pushes his hand 
away and runs out of the room. Later you dis-
cover her crying in the staff bathroom. She asks 
you “What did I do to provoke this?” You explain 
that he has “hand trouble” and when confront-
ed he explains that it was an accident or that it 
was due to his uncontrolled CP hand tremors. 
He apologizes profusely each time this happens 

but the behavior continues. Despite counseling 
from you and sympathetic support from her co-
workers, she feels overwhelmed and quits after 
a week.

Unwelcome, unsolicited touching of staff by cli-
ents is a ubiquitous occurrence in agencies that 
serve the dually diagnosed population. What can 
be done to prepare staff for this circumstance and 
for how to respond effectively?

Here is another problematic sexual situation, 
not unfamiliar to staff. An attractive 32 year 
old client dually diagnosed with mild cognitive 
impairment and Bipolar Disorder resides in a 
supervised apartment setting. She is her own 
guardian and is frequently non-compliant with 
her psychotropic medication. When hypomanic, 
she will leave the apartment without notice, stay 
out late, and seek out men for sexual gratifica-
tion. She frequently has sexual intercourse with 
several partners in one night. As a result of these 
episodes she has been diagnosed and treated for 
several sexually transmitted diseases. Staff and 
her family are very concerned for not only her 
safety as she goes into dangerous parts of the city 
but also the possibility of contracting AIDS. 

The symptom picture of some clients in com-
munity residential care includes hypersexuality, 
which can place them at risk of sexual exploita-
tion by others. What can staff do to protect them 
from their own impaired judgment?

Here is a final illustration. Your agency sup-
ports a 50 year old single man diagnosed with 
Borderline Intellectual Functioning, Sexual Fe-
tishism, and an impulse control disorder. Prior 
to placement in one of your agency group homes, 
he had a long history of making sexually explicit 
and threatening telephone calls to women he did 
not know. He currently is on Probation due to 
his most recent series of calls. Recently, he was 
discovered paying $50 to a woman for a laundry 
bag full of her soiled panties. He met her as a co-
worker at his jobsite, a retail store. She quickly 
understood and took advantage of his mental sta-
tus and suggested she could provide “dirty laun-
dry” at a price, which he would then launder and 
return to her for another bag of laundry This was 
discovered after staff and housemates noticed an 
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unpleasant odor emanating from his room. When 
questioned by staff, his alibi was that he was “do-
ing laundry for a friend.” However, upon further 
investigation, he admitted that he frequently 
masturbates using the woman’s underwear. He 
said that this was the only way he could achieve 
orgasm.

Clients such as this one who have sexual behav-
ior problems which target non-consenting people 
are a major concern to staff. Such behavior can 
place the people victimized at risk of harm, the 
dually diagnosed client in danger of legal conse-
quences, and the agency at risk of liability. Also, 
as this scenario illustrates, some sexual behav-
ior problems may be disturbing to staff but not 
necessarily illegal (e.g., the client’s underwear 
fetish).

Understanding Delayed Socio/
Sexual Development

The sexual behavior problems just described, 
as well as many others, often can be seen as the 
expected sexual behaviors given a client’s level 
of socio/sexual development combined with the 
degree of cognitive impairment. Mussack (2006) 
has summarized the socio/sexual behaviors that 
are characteristic of the normal developmental 
stages in children, adolescents, and adults. It is 
helpful to be familiar with the typical behaviors 
for each stage, because these provide a baseline 
against which to compare the sexual behaviors 
of our dually diagnosed clients. Mussack has 
described the following stages: 1) ages birth to 
3; 2) ages 4 to 6; 3) ages 6 to 10; 4) ages 10 to 
13; 5) ages 13 to 15; 6) ages 16 to 19; and 7) age 
20 and beyond. Mussack and others before him 
(Gil, 1993) have also noted that persons with di-
agnosed cognitive impairment tend to exhibit ra-
tional thinking abilities (decision-making, cause 
and effect thinking, social judgment) that are 
characteristic of neurotypical persons of younger 
chronological ages. This concept has historically 
been framed as the person’s “mental age” and 
can be calculated by multiplying the IQ score on 
appropriate standardized testing by the chrono-
logical age and then dividing the result by 100 
(Thurston, 1926). Mussack further suggests that 
clients with cognitive impairments frequently 
experience a much slower development in their 
socio/sexual understanding, interest in romance 
and sex, and sexual behaviors compared with 
their neurotypical peers. 

When helping staff to understand client sexual 
behavior problems, we have found that it can 
sometimes be quite illuminating to compare a 

client’s chronological age to his or her mental 
age, particularly if the client is an older child or 
adolescent. Frequently, the problematic sexual 
behaviors are in fact consistent with the client’s 
mental age although not with their chronological 
age. In the case of chronologically adult age cli-
ents, the comparison between their chronological 
age and their stage of sociosexual development 
also can be informative. For example, recogniz-
ing that the socio/sexual stage of the client with 
the touching problem (first scenario above) was 6 
to 10 years old means that his tendency to touch 
the private parts of females is behavior consis-
tent with Stage 3 as described by Mussack. This 
is the stage when exploration of the child’s own 
and others’ bodies begins, including by touching. 
With this understanding, it is easier to recognize 
that this client’s sexual touching problem prob-
ably was the result of his delayed socio/sexual de-
velopment, combined with the impaired decision 
making characteristic of his moderate cognitive 
impairment. 

Understanding the Range of Severity 
in Sexual Behavior Problems

As we have discussed elsewhere, (Allen, 2010) 
it can be useful to staff to think of client sexual 
behaviors as grouped according to the intensity 
of intervention required to manage the behav-
iors. These behaviors can range from “Normal/
Developmentally Expected” to “Troublesome/
Requiring Staff Response” to “Serious/Requiring 
Staff Correction” to “Always Problematic/Requir-
ing Outside Intervention.” 

Within the first group (Normal/Developmen-
tally Expected) fall those socio/sexual behaviors 
which do not pose a problem for self or others. 
They are consistent with a client’s chronologi-
cal age and/or their stage of socio/sexual devel-
opment. Examples are consensual handholding, 
hugging, and kissing; telling dirty jokes within 
the prevailing cultural norms; and consensual 
intercourse. 

In the second group (Requiring Staff Response) 
are behaviors that are generally neither illegal 
nor clearly abusive to others. They require staff 
to address the behavior, however, because they 
may violate the personal boundaries of others, 
break privacy rules of the facility, or simply 
make others uncomfortable. These behaviors in-
clude examples such as excessive unwanted sex-
ual teasing, single instances of peeping on oth-
ers in the shower, or unsolicited, flirting sexual 
remarks to staff. 

The third group of behaviors (Serious/Requir-
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ing Staff Correction) encompasses those judged 
to be sufficiently hurtful to self or others that 
staff must stop the behavior and counsel the of-
fender. Behaviors hurtful to others are those 
such as touching the private parts of others over 
the clothes, repeated peeping on others, and 
making sexual threats. A behavior hurtful to self 
would be the hypersexual behavior of the young 
32 year old woman in the scenario above which 
exposes her to sexually transmitted disease. An-
other example would be excessive masturbation 
which interferes with work or day program par-
ticipation.

The fourth and final group (Always Problem-
atic/Requiring Outside Intervention) includes be-
haviors that are either illegal or clearly abusive. 
These include sexual contact with children or 
other nonconsenting persons, forced sexual inter-
course, and repeated compulsive self-exposure. 
Behaviors in this group which involve harm to 
self would include genital injury from excessive 
masturbation. The type of outside intervention 
required depends on the specific behaviors. Sexu-
ally abusive or victimizing behaviors that involve 
coercion or force may necessitate reporting to 
the police. Hypersexual, compulsive, or bizarre 
behaviors may require referral to a psychiatrist 
or other medical professional for medication. 
Frequently these types of sexual behaviors are 
symptoms of psychiatric disorders such as Bi-
polar Disorder, Schizophrenia, Impulse Control 
Disorder, or Sexual Paraphilia. 

Learning to think about sexual behavior prob-
lems as a range of actions requiring different 
levels of staff response can help staff members 
modulate their reactions when confronted by cli-
ent sexual behavior problems. On the one hand, 
they can avoid over-reacting to behaviors that 
are not actually serious. On the other hand, they 
can avoid minimizing harmful behaviors that ac-
tually do warrant correction or referral to outside 
intervention. 

Sexual Behavior Problems of Most 
Concern to Staff in Community-
Based Residential Care

In our experience, staff find most troubling 
three types of sexual behavior problems. These 
are quasi-romantic behaviors that target staff, 
sexual behaviors that expose clients to the risk 
of sexual exploitation, and sexual behaviors that 
are thought to signal serious sexual pathology, 
especially deviant sexual attraction to children. 
The developmental model of socio/emotional 
stages and the range model of sexual behavior 
problems are both helpful in assisting staff to 

cope with these three types of problems. 
With regard to clients’ quasi-romantic behav-

iors, the developmental model suggests that cli-
ents who engage in flirting or seductive touching 
of staff may have reached stages 4 or 5 of Mus-
sack’s model. That is, the client who acts in these 
ways may be experiencing for the first time feel-
ings of strong emotional attachment (a “crush”) 
on someone outside their own family. Female cli-
ents may flirt to begin testing their femininity on 
male staff, who may be the only males with whom 
they interact regularly on a daily basis. Some-
times, simply understanding that the clients are 
functioning at a less than adult socio-emotional 
level helps staff to feel less worried that the be-
haviors are aggressive or even predatory. Most 
staff can remember what it felt like to undergo 
their teenage years with the experience of young 
love. In addition, the range model of sexual be-
havior problems suggests that these types of 
client behaviors require simple straightforward 
interventions such as prompts or reminders (e.g, 
“ I am staff and here to help you;, and I am not 
interested in dating you – I have my own boy-
friend or girlfriend. Please do not do that (touch 
or flirt) again.” 

Regarding sexual behaviors which potentially 
can expose clients to sexual exploitation, the de-
velopmental model indicates that this is most 
likely to occur for females during stage 5 (ages 
13 to 15: Pubescence and Entrance into Adoles-
cence). Adult clients with ID in our experience 
often seem to reach this stage at a significantly 
later chronological age – into their 20’s or 30’s. 
As a result of strong sexual interest and urges, 
combined with poor decision-making skills and 
a strong desire to be liked characteristic of mild 
cognitive impairment, female clients can be at 
significant risk of pregnancy, sexually transmit-
ted disease, and emotional exploitation. Male cli-
ents can also be exploited and, in our experience, 
can be taken advantage of financially by unscru-
pulous partners who form pseudo romantic re-
lationships with them solely for the purpose of 
exploiting them financially. When these types of 
behaviors are identified by staff, the range model 
of sexual behavior problems would suggest that 
steps be taken to help the clients stop the exploi-
tation. The difficulty often is that the client has 
developed a strong sexual and emotional attach-
ment to the exploitive partner. Consequently, 
outside intervention is usually required. This can 
take the form of referral to counseling, consul-
tation with the client’s parents or guardians if 
appropriate, and/or reporting to the appropriate 
state agency that deals with abuse of adults.
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Case Study of a Person with Williams Syndrome 
Who Was Involved in the Criminal Justice System
William MacLaney, M.S.

Introduction
Williams syndrome (WS), first described as in-

fantile hypercalcaemia (Williams, Barrett-Boyes, 
& Lowe, 1961), is a rare neurodevelopmental dis-
order caused by a hemizygous microdeletion of 
approximately 25 genes on the long arm of chro-
mosome 7 at 7q11.23. It has a prevalence rang-
ing from 1:7,500 (Stromme, Bjornstad, & Rams-
tad,. 2002) to 1:20,000 (Osborne et al., 2001). The 
commonly associated physical manifestations of 
WS include characteristic facial features, feed-
ing difficulties and failure to thrive in infancy, 
cardiovascular disease, endocrine and growth ab-
normalities, renal difficulties, and connective tis-
sue abnormalities (Levitas, Dyken, Finucane, & 
Kates, 2007). Typical behavioral characteristics 

include overfriendliness, generalized anxiety, 
attentional problems, and hyperacusis (Udwin, 
Yule, & Martin, 1987) 

The majority of individuals have moderate to 
mild intellectual impairments, although some 
may be of low-average to average IQ (Howlin, 
Elison, Udwin, & Stinton, 2009). The cognitive 
profile reflects a complicated pattern of strengths 
and weaknesses. Individuals tend to exhibit se-
verely impaired visuospatial skills versus lan-
guage related skills, while auditory rote memory 
and face-processing skills appear to be relatively 
intact. Williams syndrome presents with a dis-
tinct personality profile that can be generally de-
scribed as highly social, over-friendly, and highly 
empathetic (Jones et al., 2000). Along with these 

Lastly, regarding sexual behavior problems 
which reflect genuine sexual pathology such as 
Pedophilia, Sexual Fetishism, or Sexual Sadism, 
these are complex disorders which always require 
outside intervention. In addition, within the last 
decade or two, compulsive viewing of pornogra-
phy seems to have increased significantly among 
the population in residential care who have a du-
al diagnosis, at least in our experience. Lacking 
adequate sex education in school, many clients 
are learning about sex from viewing pornogra-
phy, which is easily accessible online. For both 
males and females, viewing pornography and 
masturbating to the images can quickly become 
a preoccupation. In addition, many pornography 
websites are designed to tempt users to spend 
money to view special types of images, engage in 
webcam conversations, and purchase sex aids or 
toys. Clients can quickly get into financial trou-
ble using a credit card and accumulate hundreds 
of dollars of charges. The phenomenon of internet 
pornography is definitely an area that requires 
outside intervention to a specialist trained and 
experienced in treating clients with this set of 
problems.

Summary
Sexual behavior problems are a common occur-

rence in community residential care for clients 
with a dual diagnosis. Staff frequently feel over-

whelmed when these problem behaviors are dis-
played by their clients and need to understand 
them in a way that will assist them in interven-
ing effectively with their clients. The present 
article discussed the variety of sexual behavior 
problems staff may encounter and applied two 
models to assist staff in understanding their cli-
ents’ sexual behavior problems and developing 
interventions. 
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personality traits comes behavioral characteris-
tics that include concentration difficulties, im-
pulsivity, hyperactivity, obsessions, and high 
levels of fears and anxiety (Greer, Brown, Pai, 
Choudry, & Klein, 1997)

Although the genetic, physical, and cognitive 
phenotypes appear to be well-researched (Levi-
tas et al., 2007), there is little in the literature 
describing individuals with WS and their inter-
action with society in general. These individuals 
who have heightened linguistic abilities as com-
pared to other cognitive abilities tend to give the 
impression of being extremely happy and inter-
ested in others, which can mask their other limi-
tations leading to difficulties in social interac-
tions (Levitas, et al.). The tendency towards be-
ing sometimes overly friendly, even with strang-
ers, to the point that their social style can become 
intrusive, can lead to negative outcomes. By be-
ing socially uninhibited, they can have great dif-
ficulty discriminating between appropriate and 
inappropriate interactions with others (Levitas. 
et al.). These inappropriate interactions, espe-
cially when manifested as being physically over-
demonstrative, can lead to negative consequences 
that extend into the legal system. The following 
case study describes an adult male with WS who 
through a series of socially inappropriate actions 
found himself entangled with the legal system, 
facing significant legal charges.

Case Study
A 29-year old Caucasian male with WS was re-

ferred by his mother for a psychological evalua-
tion after he was arrested for exposing himself to 
6-year-old female. Allegations of sexual abuse of 
a 6-year-old female child originally were made. 
During the course of the investigation, his charg-
es were reduced to 4th degree Lewdness{N.J.S.A. 
2c:14-4b(1)}. He was court ordered to be re-evalu-
ated following treatment. 

According to the complaint warrant, the client 
originally was charged with “aggravated sexual 
assault by attempting to commit one or more acts 
of sexual penetration upon the child, who was 
less than thirteen years old.” He was charged 
with having the six-year-old neighbor child per-
form oral sex. Another neighbor, a 16-year-old fe-
male, allegedly witnessed the client in the garage 
with the child with his penis in her mouth. Court 
records indicate that upon further investigation, 
the client did not perform the act. At the time 
of the original evaluation, the charges were re-
duced to the Lewdness 4th degree charge. As part 
of his sentence, he was court-ordered to undergo 

counseling and be evaluated again with a report 
being forwarded to the court.

He denied having sexually abused the girl. He 
reported that she pulled his pants down three dif-
ferent times on the day in question and touched 
“him in his private area.” Court testimony indi-
cated that the 6-year old, on a dare from some of 
the older kids in the neighborhood, would yank 
the client’s pants down including his underwear. 
He stated that he did not touch her or initiate 
any sexual act with her. The child reportedly de-
nied that the client ever engaged in sexual touch-
ing or penetration.

Background Information
Results of the Wechsler Abbreviated Scale of In-

telligence and Vineland Adaptive Behavior Scales, 
Second Edition, as well as a review of past psy-
chological and educational evaluations confirmed 
the diagnosis of mild intellectual disability. The 
client exhibited a relative strength of all three 
of the hallmark characteristics of William Syn-
drome: language abilities, facial recognition, and 
short-term auditory memory. In contrast, the cli-
ent tended to exhibit impairments associated with 
Williams Syndrome in the areas of visual-spatial 
construction, perceptual planning, eye-hand coor-
dination, and fine motor control. 

The client tended to have an unusual interest in 
faces as well as a relative strength in his ability 
to recognize and remember faces. This interest, 
combined with a heightened linguistic affect gives 
the impression of an attentive, charming, and en-
thusiastic listener. For example, during conversa-
tions, he would emphasize the appropriate word 
by changing the inflection of his voice without 
fully understanding the semantic connotations. 

Despite his charming and friendly qualities, he 
had difficulty with social interactions. He tended 
to be overly friendly, even with strangers, to the 
point of being intrusive. He exhibited this quality 
as well as being socially uninhibited. At times, 
his outgoing nature was not appropriate to the 
circumstances. For instance, while walking 
through the waiting room, he caught a glimpse of 
another client that he went to school with a few 
years ago for a brief amount of time. He immedi-
ately recognized this person. He approached and 
hugged her despite her apparent discomfort with 
the situation. It appeared as if she was someone 
that he saw on a regular basis.

History
The client lives at home with his mother and 

his younger brother, age 24. His parents divorced 
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when he was a child. He has been diagnosed with 
Generalized Anxiety Disorder, which has been 
treated with a regimen of Klonopin and Ativan. 
He has slightly elevated blood pressure, which is 
treated with the hypertensive medication Lovas-
tatin. He has also been diagnosed with Irritable 
Bowel Syndrome.

Academic/Vocational History
The client was classified as being in need 

of special services according to his Individual 
Education Plan. He had special education pro-
gramming throughout his formal education. He 
received his high school diploma in 2005 at the 
age of 21. Since then, he has been active in the 
local ARC, which is a provider of on- and off-site 
educational, recreational and support services to 
individuals with intellectual and developmental 
disabilities and their families. He has been em-
ployed as a maintenance worker at a local avia-
tion facility for over 3 years. He works approxi-
mately 20 hours per week. 

Adaptive and Cognitive Summary
He appeared to have cognitive deficits that are 

consistent with other individuals with WS. His 
relative strengths include language abilities, fa-
cial recognition, and short-term auditory mem-
ory. He demonstrated these abilities on more 
than one occasion. By contrast, he demonstrated 
deficits in visual-spatial construction, perceptual 
planning, eye-hand coordination, and fine motor 
control. For example, when engaged with putting 
together puzzles (puzzle pieces were approxi-
mately 1” x 1”), he had great difficulty putting 
the pieces together. He often employed a trial 
and error approach. It was found the he needed 
a good amount of direction to successfully put a 
48-piece puzzle together. 

It appeared that when comparing others with 
similar cognitive abilities, the client’s language 
serves as a relative strength. He tended to take 
on exaggerated linguistic affect, such as the use 
of exclamations and dramatic inflection, thus 
giving the impression of someone with highly 
developed language abilities. His receptive com-
munication skills were considered a strength. 
He listened and paid attention to what is said 
around him. By offering exaggerated inflection 
in his voice, others may believe that he compre-
hended more than he may actually have. Since 
his expressive communication domain was in the 
low adaptive functioning range, along with his 
cognitive impairment, it was likely that he uses 
this tactic as a compensating measure.

In terms of his adaptive abilities, the client 
came from a warm, loving home that had a strong 
understanding of his abilities. His mother offered 
a description of his level of independence that ap-
peared to be consistent with his abilities. Before 
the criminal charges, the client would ride his 
bicycle around the neighborhood, often stopping 
at a local convenience store to buy newspapers. 
He was well-known in his neighborhood as being 
friendly and out-going. A number of neighbors 
watched out for him when his mother or brother 
were not home to supervise him. He had the abil-
ity to function alone without supervision for a 
few hours at a time. His mother made concrete 
plans for him to follow. For instance, she would 
place his meals out for him and told him to eat at 
a specific time. He had the ability to take care of 
daily living skills; however, he also tended to rely 
on his mother to perform these same tasks. 

Emotional/Social Functioning
A number of instruments were administered 

to assess his personality functioning. Based on 
prior psychological evaluations, it was deemed 
necessary to exclude most psychological instru-
ments due to the potential to have validity issues 
associated with individuals with impaired cogni-
tive functions. Prior testing indicated that the 
client may not have comprehended fully many of 
the test items. These prior testing results indi-
cated that the validity scores fell outside of the 
normal range. 

The current testing suggested that he had no 
significant problems with respect to antisocial 
behaviors, hostility, moodiness, depression, or 
anger issues. The client endorsed themes that 
represented a strong need for affiliation and posi-
tive regard from others. 

His responses to testing reflected a degree of 
anxiety symptoms without his directly verbal-
izing these symptoms. His level of anxiety ap-
peared to manifest in somatic form, specifically 
irritable bowel syndrome. He recounted feeling 
anxiety whenever he goes past the family home 
of the child from the incident. He described feel-
ing “jittery and nervous.” He often gets a “pit in 
my stomach,” which was usually followed by the 
need for a bowel movement.

He had a number of neighbors that he consid-
ers to be his friends. As a result of the court case, 
the judge recommended that he stay away from 
the child’s home. This restriction has curtailed 
his freedom in the neighborhood. He articulated 
that he misses his friends. He expressed feeling 
a deep remorse for not being able to change what 
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happened. He articulated wanting to interact 
more frequently with his peers. He has a girl-
friend that he sees a few times per month. He 
stated that he feels satisfied with that relation-
ship.

His emotional desire to receive positive regard 
had the potential to confound his decision mak-
ing process. Coupled with his impaired cognitive 
functioning, he may act impulsively when facing 
situations that may cause fear or uncertainty. He 
tended to seek out a degree of freedom as he aged. 
His family indicated that the client was always 
a compliant and pleasing child and young adult, 
which is a characteristic of individuals with WS. 
The expectation of the family was that the client 
had limited emotional and physical needs. On 
the contrary, he expressed that he desires to be 
with his girlfriend intimately, which he believed 
was limited by his mother. As a result, he can be-
come frustrated with his family. This frustration 
served as a stressor and a trigger for his anxiety. 
At times, he appeared to be experiencing more 
stress than he can manage through his normal 
defenses. 

His non-assertiveness with regard to his own 
wishes could create frustration if others take ad-
vantage of him. This frustration contributed to 
his elevated level of stress. 

Treatment Summary
Counseling sessions focused on gaining an un-

derstanding of the incident in which he exposed 
his genitals to the six-year old female and his abil-
ity to discern the appropriateness of this act and 
similar ones in the future. It appeared unlikely 
that he would engage in this behavior again. He 
did not seem to pose a risk to the safety or well-
being of a child. The client demonstrated that 
he is well aware of the difference between what 
is right and what is wrong. He demonstrated a 
consistent awareness that it is inappropriate to 
engage in any sexual contact with a young child.

His impaired processing may have impacted 
his decision to not report the incident of having 
his pants pulled down in public to his mother. It 
appeared that he knew it was wrong to have his 
genitals exposed to a child but could not extract 
himself from the situation. 

In the past, he has been sexually active with 
his adult girlfriend. He demonstrated and under-
stands that sexual activity between consenting 
adults is appropriate. During therapy, in an at-
tempt to gain further insight into client’s aware-
ness of the inappropriate actions, he was shown a 
number of pictures of random aged males and fe-

males. He was asked to sort them by age. He was 
able to perform the task. He was able to describe 
that children do not have the ability to fully com-
prehend adult-like decisions such as deciding to 
smoke, have sex, or drive a car.
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Introduction
This neuroscience update is longer than usual 

but necessary to summarize the breadth of pre-
viously explored ideas. Yet such a summary is 
needed to address an apparent paradox. In most 
clinical settings the number of individuals with 
ID (IDD) who are diagnosed with PTSD is well 
below the prevalence rates for traumatic experi-
ences. There are several findings that may help 
us resolve this. Among neurotypical individuals 
only a small percentage of all the individuals ex-
periencing severe trauma appear to develop the 
syndromal form of PTSD. One of the core issues 
touched on in this review is why a relatively small 
percentage of individuals presenting with Acute 
Stress Reactions go on to develop PTSD. For in-
dividuals with Intellectual Disability (ID), two 
interlocking reasons may be that the diagnosis 
of PTSD is not considered and/or the presenting 
symptoms are misattributed to another mental 
disorder. A third possibility may be that we tend 
to focus on the baseline exaggeration of challeng-
ing behaviors without a careful consideration of 
trauma in terms of motivational operations or set-
ting events- sensitivity and differential response 
to antecedents (Tomasulo & Razza, 2007). 

It is troublesome that many clinicians in the 
field of dual diagnoses appear to have a low in-
dex of suspicion for neglect, sexual or physical 
abuse, chronic bullying, or other psychological 
traumas in spite of abundant data that trauma-
tization is quite common. This bias is especially 
painful since early intervention strategies can be 
effective if implemented during a relatively brief 
critical period. Over time, our task becomes more 
complicated and the risk for developing chronic 
forms of PTSD or psychiatric comorbidity in-
creases. As a result we tend to see individuals 
after the fact when a metamorphosis or trans-
formation has already occurred. In this sense, 
we face individuals with chronic or transformed 
stress reactions well after the effects of complex 
gene-environmental interactions and a process 
similar to sensitization or kindling have compli-
cated our task (McOmish & Wood, 2010). 

IDD, Trauma and Missing PTSD 
In order to make sense out of the neurobiology 

of trauma and its metamorphoses to PTSD we 
will need to address several key questions: 
1. Do biopsychosocial factors associated with IDD 

or ASD increase the risk for PTSD? 
2. Why does repeated trauma during early child-

hood increase the likelihood of developing 
PTSD?

3. Can we prevent the transformation of Acute 
Stress Reactions into Chronic PTSD? 

4. Since most of us see individuals long after the 
trauma, how should we approach treatment?

5. How does trauma or full syndrome PTSD con-
tribute to treatment resistance in mood and 
anxiety disorders? 

Perhaps there is a common thread running 
through each of these questions. It involves the 
complex experience of trauma. As we have seen, 
there is a great deal of individual variability in 
the core of features of PTSD. Because PTSD has 
many clinical faces, we cannot expect a simple 
explanation for it. This also applies to changes 
in brain function or neurotransmitter involve-
ment. At the center of PTSD lies fear condition-
ing and generalization of these experiences over 
time. One of our greatest challenges then is to 
understand the extensive neuroanatomical and 
physiological changes associated with its meta-
morphosis. As we do this, it is increasingly ap-
parent that this transformation is analogous to 
stress-diathesis models that suggest that only in-
dividuals who are vulnerable in some way PTSD 
will go on to develop the full syndrome (van der 
Kolk, 2003). What are these vulnerability-risk 
factors? 

Several key risk factors are: genetic risk fac-
tors, repeated traumatic experiences during 
early childhood; abuse or neglect perpetrated by 
key attachment figures; issues related to brain 
development and the effects of psychophysiologi-
cal effects of stress on emotional/behavior regu-
lation, cognition and neuroplasticity/adaptability 
(learned helplessness) (Brenner, 2003; Donnelly 
2003). Individuals with mild IDD have greater 
adaptability and access resources to deal with 
traumatic experiences. As a result we might an-
ticipate a greater genetic influence, markedly 
more dramatic traumatic experiences to gener-
ate PTSD, or both. We also feel more comfort-

Neuroscience Reviews

Extinction of Traumatic Memories: 
Expanding Changing Treatment Models
Jarrett Barnhill, MD, DFAPA, FAACAP, NADD-CC, UNC School of Medicine



107November/December 2012    Volume 15    Number 6

The NADD BULLETIN

able addressing PTSD in individuals with mild 
ID since they have the capacity to report trauma 
and can describe in more recognizable form the 
clinical features of PTSD. 

These findings may not apply to severe ID. In-
dividuals with severe IDD may be at greater risk 
for learned helplessness by virtue of diminished 
adaptability, lack of cognitive capacity to resolve 
crises, and prolonged reliance on significant oth-
ers for support and care. All too often target be-
haviors or premature psychiatric diagnosis are 
the result of a form of diagnostic overshadowing 
based on clinical misattribution or low index of 
suspicion (Tomasulo & Razza, 2007). 

Genes and Trauma
We have explored gene-environment interac-

tions as major players in the recalibration stress-
response pathways associated with trauma dur-
ing late infancy and early childhood. It is ap-
parent that infants and young children display 
greatest neuroplasticity and capacity for ongo-
ing interaction specialization of key regions de-
voted to executive functions, complex memory, 
and emerging cognitive skills. (Brenner, 2003; 
Mercer et al., 2012) These developmental assets 
can also be a liability. There is a greater risk for 
trauma to impact the subsequent development 
of resilience and the maturation of networks 
devoted to cognitive/emotional processing and 
regulation. In this sense, the relationship be-
tween traumatic experiences and neuroplasticity 
may be analogous to patterns of recovery from 
brain injury—earlier recovery may be followed 
by reduced capacity of new learning and more 
complex cognitive processes (McLaughlin, Fox, 
Zenneath, & Nelson, 2011). Another analogy is 
the critical period associated with differences be-
tween language development and recovery from 
aphasia. For infants early exposure to language-
rich environments contributes to later linguistic 
fluency and cognitive development. Within this 
critical period, exposure may reflect turning on 
of key regulatory genes that help regulate the 
interactive specialization and maturation of 
brain networks devoted to language acquisition. 
Beyond early childhood, language learning and 
rehabilitation becomes a more complex process 
(Skuse, Morris, & Lawrence, 2003; Panksepp & 
Biven, 2012). 

There may be similarities between undoing 
neuronal changes associated with complex fear 
conditioning and the learning of a second lan-
guage as an adult. Trauma alters the functional 
maturation of developing neural circuitry devot-

ed to adapting future emotional and attachment 
demands (Siegel, 2012). Early exposure changes 
complex gene-environment interactions that ac-
celerate fear conditioning to a point that impedes 
the later development of these regulatory mecha-
nism. As a result trauma can result in more pro-
found disruptive effects on brain development 
that come to serve as both vulnerability factors 
(genetic risk factors) and alter the individual’s 
capacity to unlearn these experiences later in life 
(extinction) (McOmish & Gingrich, 2011; Pank-
sepp & Biven, 2012). 

Reframing PTSD as a developmental disorder 
forces us to look more closely at the relationship 
between the trajectory of emerging cortically me-
diated learning and the difficulties many indi-
viduals with PTSD face with extinguishing trau-
matic memories and associated challenging be-
haviors. One aspect of this problem is the nature 
of memory. There are many subtypes of memory 
that reflect the complex organization and inte-
gration of corticoid-limbic networks devoted to 
it. For example, skill and academic learning are 
best acquired by imitation; focused teaching and 
acquisition relies on procedural/implicit or de-
clarative/factual memory. Emotional experiences 
involve another branch of memory formation. 
These memories, especially those with emotional 
“tags” are often more powerful or recalled more 
readily that most other forms of learned experi-
ences—a first kiss in the same room that French 
was taught may be remembered better than the 
French lesson that followed the next day. This 
memory system is also transformed in a narra-
tive (form of personal myth) in which these mem-
ories are integrated into verbal recalled experi-
ential or autobiographical memories (Panksepp 
& Bivens 2012; Siegel, 2012). 

But some experiences are so terrifying or 
stressful that the usual organization of auto-
biographical memory formation and integration 
are short-circuited. As a result they may not be 
readily available to verbal recall or are never in-
tegrated into an explanatory narrative. As such, 
these memories are not completely integrated 
into explicit autobiographical memory and may 
overcome dampening by developing prefrontal 
regions devoted to affect/behavior regulation, ex-
ecutive functions, and higher cortical processes 
associated with consciousness. These memories 
and experiences remain “locked” in an associa-
tive conditioning in subcortical-limbic networks. 
As such they may emerge during dreaming or 
explode as primary emotional reactions to con-
ditioned stimuli or settings. This is the realm 
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of many childhood traumas that are dissociated 
form conscious awareness (Wolf et al., 2012). 
This is also one domain of PTSD. The capacity 
to integrate these experiences is affected by the 
level of IDD (Tomasulo & Razza, 2007). Unfortu-
nately a detailed analysis of this relationship is a 
beyond the scope of this brief review. 

Vulnerability, Resilience, and Development 
The relationship between risk (early trauma, 

disruption of attachment bonds, genetic factors) 
and protective factors (behavioral flexibility, 
adaptability, problem solving skills, resilience, 
social and familial stability and psychosocial sup-
ports) affects the developmental balance between 
adapting to and being overwhelmed by experi-
ence. Being overwhelmed is often accompanied 
by activation of the flight or fight aspects of the 
stress response, but a similar exaggerated reac-
tion occurs between the immune and autonomic 
nervous systems. Dysregulation of these systems 
adversely affects the development cognitive/
academic skills and emotional and behavioral 
regulation, increasing future risk for late-onset 
psychiatric disorders (Lanuoette & Stein, 2010; 
McLaughlin et al., 2010; Saveanu & Nemeroff, 
2012).

Our understanding of the intensity and persis-
tence of PTSD must address the transactional 
nature of trauma response and the mechanisms 
by which these experiences alter not only neuro-
biology but also derail the developmental process 
associated with functional impairments in occu-
pational function, emotional responsiveness, and 
interpersonal relatedness. 

The third principle relates the level of cognitive 
and adaptive deficits: the neurobiology of under-
lying IDD and psychosocial/ecological settings 
for IDD. The interactions between all of the vari-
ables discussed thus far may help explain the 
emergence of chronic PTSD. Unfortunately many 
of the factors may also complicate the recogni-
tion, assessment, and treatment of PTSD. This 
brings us to the central point in this review: how 
trauma affects the relationship between memory, 
extinction, and learning of alternative behaviors. 

A Very Brief Story about Memory 
Memory involves changes in gene activation 

and regulation of protein synthesis that result 
in local cellular contacts and network linkages 
involving attention, cognition, and conditioned 
emotional processing and behavioral responses. 
Within the cell, repeated receptor activation 
leads to a cascade of gene activation and protein 

synthesis that leads to the formation of dendritic 
spines and synapses. Sensitization occurs when 
repeated stimulation accentuates or increases 
the likelihood of future responses. Habituation, 
like tolerance to drug effects, resembles a down 
regulation of the complex intracellular process-
es involved in regulating receptor responses or 
metabolic pathways. Repeated stimulation un-
der these circumstances results in habituation 
and a diminished likelihood of an emotional or 
behavioral response. Sensitization can also occur 
with repeated stimulation. In contrast to habitu-
ation, kindling and sensitization are analogous 
to up regulation of different intracellular path-
ways and synaptic spine interconnections—the 
usurpation of the processes associated with new 
learning (Huber, Braun, & Kreig, 2001; Huber, 
Braun, & Kreig,2003; Myers & Nemeroff, 2010) 

Substance abuse provides the best explana-
tion of these two apparently divergent processes. 
Most drugs of abuse activate reward pathways 
in the brain. Repeated or continuous exposure 
usually results in tolerance and a tendency to in-
crease the dose of the drug to override this form 
of habituation/tolerance. Unfortunately toler-
ance and withdrawal also switch on genetic path-
ways increase craving and adverse side effects. 
Stimulants such as cocaine alter dopaminergic 
pathways such that instead of euphoria, repeti-
tive behaviors and psychotic symptoms emerge. 
In some individuals, continued use results in the 
spontaneous expression of these side effects in-
dependent of ongoing use (Bruijnzeel, Repetto, & 
Gold, 2004; McQuown & Wood, 2010; Myers & 
Dick, 2010) . 

This process is analogous to kindling in which 
stimuli that can trigger seizures in temporal lobes 
eventually result in spontaneous seizures in ani-
mal models. Post and others proposed a similar 
phenomenon in mood disorders. He uses the term 
episode sensitization to explain the observation 
that repeated episodes of mania or depression re-
sult in changes in the threshold for and in some 
respects qualitative changes in symptoms, tem-
poral profile, and treatment responsiveness. The 
more episodes one has the greater likelihood for 
these in changes (Huber, Braun, & Kreig, 2001; 
Huber Braun, & Kreig 2003). 

Current research suggests a similar line of rea-
soning with respect to childhood trauma impli-
cates sensitization of the stress response system 
(non-hypothalamic CRH activity) as an under-
lying risk factor for chronic treatment resistant 
depression. It appears that this mechanism also 
underlies the linkage between repetitive trauma 
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during childhood, chronic PTSD, and the meta-
morphosis of PTSD into other cognitive/behav-
ioral changes associated with chronic psychiatric 
conditions (Rainnie et al., 2003; Myers & Nemer-
off, 2010; Saveanu & Nemeroff, 2012). The com-
plex nature of gene-environmental interactions 
and polygenic nature of genetic vulnerability to 
many neuropsychiatric disorders may explain at 
least part of the stress diathesis model (“two-hit” 
hypotheses) for many mental disorders. 

But the neurobiological model of sensitization 
creates several potential problems:
1. What are the differences between the emo-

tional memory for traumatic experiences and 
“normal” declarative/autobiographical recol-
lections? 

2. Why don’t we habituate to repeated traumatic 
stimuli or events? 

3. If learning plays such a key role in extinction 
then why aren’t traumatic memories as ex-
tinguishable as repeated exposure to non-
threatening experiences or stimuli? 

Repeated stimulation also plays a key role in 
synapse formation that also serves as the foun-
dation for learning and conditioned responses. 
As we have discussed, associative or Pavlovian 
conditioning is the basic building block of fear 
conditioning. Fear conditioning occurs when a 
neutral stimulus is paired with intense arousal 
leading to a situation in which the neutral stim-
ulus (conditioned stimulus) now triggers the 
fear response pathways. The neurotransmitter, 
norepinephrine, is a key player in this process 
within the network of amygdala connections. The 
once neutral stimulus now activates the central 
nucleus to activates the flight or fight response. 
Associated with this linkage is activation of the 
adrenal-hypothalamic (regulation and release of 
cortisol) and elements of a much larger network 
that includes: extra-hypothalamic activation of 
CRH, peri-aqueductal gray matter (freezing re-
sponse), over activation of the sympathetic ner-
vous system (flight or fight) that plays a role in 
increased threat vigilance, lowered threshold, 
and increased reactivity of startle responses. 
There is a sequence of activation proposed for 
this system depending on the proximity of the 
threat: increased wariness; freezing; flight (es-
cape) of fight (defensive aggression); then a sense 
of futility or in anthropomorphic terms, resigna-
tion and acceptance. 

A similar sequence is described in the attach-
ment literature (Panksepp & Bivens, 2012; Siegel, 
2012). This linkage is too complex to explore here. 

This pathway plays a key role in the core symp-
toms of PTSD. But the neurobiological features 
of PTSD are shaped by developmental forces. For 
example, disturbances in early attachment during 
infancy can produce changes in genetic expression 
in key neurotransmitter, neuroendocrine and in-
tracellular pathways that are involved in ongoing 
brain development. The emotional and behavioral 
expression of these traumas during early devel-
opment increases the child’s vulnerability to fu-
ture or recurring experiences. This vulnerability 
reminds us of the relationship between serotonin 
transporter polymorphisms, predominance of 
sympathetic reactivity, and the role of CRF in an 
enhanced reactivity in the amygdala and other 
interconnected limbic regions. Repeated trau-
mas impact gene activity that leads to changes 
in structural anatomy and physiology associated 
with personality development. In this sense we 
can re-conceptualize complex developmental dis-
orders such as Reactive Attachment Disorder and 
PTSD in terms of their position on a continuum of 
gene-environmental syndromes. The differences 
between RAD and PTSD may have much to do 
with the timing, duration, and pattern of stress 
perception/responsiveness (attachment network 
v. flight or fight/fear conditioning) while also sug-
gesting a critical period during development (van 
der Kolk, 2003; Wolf et al., 2012). A much deeper 
question is where do infants at risk for autism fit, 
especially since their complex behavioral neuro-
biology may increase their vulnerability to these 
early stressors. 

Why Don’t We Have a Magic 
Bullet to Treat PTSD? 

Most treatments for PTSD seem grounded 
in the expression of emotional dysregulation, 
impulse dyscontrol, and disruptive or self-de-
structive behaviors. All too often treatment is a 
frustrating experience in spite of thoughtful and 
thorough functional behavioral analyses and 
psychiatric-psychopharmacological assessments. 
Such target symptom or syndromal approaches 
are focused on the end points of a complex devel-
opmental process that has in a sense rewired the 
emotional and stress response networks in the 
central nervous system. As we have seen, PTSD 
also impacts the underlying neurobiology of fear 
conditioning, sensitization, and extinction. We 
are also grappling with a set of behavioral and 
emotional problems that can mimic or become in-
corporated into various mental disorders. Treat-
ments focused on presenting mood, affective, 
impulse dyscontrol and psychotic disorders is 
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complicated by chronic trauma or unrecognized, 
comorbid PTSD. At this relatively late stage in 
the evolution of trauma, we are dealing with 
all the complex forces associated with mental 
disorders and the adverse effects of trauma on 
many neuronal systems or networks affected by 
primary psychiatric disorders. This may partly 
explain the persistence of PTSD and the chronic-
ity or treatment resistance of many of what are 
considered primary mental disorders. Perhaps 
we need to look more closely at more systematic 
treatment models that address the key features 
of both conditions that adversely affect the treat-
ment of a hybridized condition. For PTSD we 
would need a systems intervention that focuses 
on the dysregulation of the neuroendocrine, im-
munological, and neuropharmacological stress 
systems, relative resistance to extinction and 
emotional memory, and the gene-environmental 
interactions that not only set the stage for but 
also maintain these conditions (Brenner, 2003; 
Huber, Braun, & Kreig, 2001; Huber, Braun, & 
Kreig 2003). 

Memory, Failure to Integrate 
Experiences, and PTSD 

In this sense PTSD is a disorder of memory. 
It represents as co-optation of key emotional 
memory circuits to such a degree that intrusive 
thoughts or even affective arousal in response to 
unrelated emotional circumstances dominate so-
cial relationships as well as day-to-day activities. 
For example, many types of stimuli can trigger 
painful re-experiencing of the intense emotions 
associated with remote or distant emotional trau-
mas. The power of these conditioned experiences 
to activate avoidance behaviors permits escape 
from the conditioned threat and serves to main-
tain the behaviors in settings or with individuals 
that were never involved in that original trauma. 
These memories appear “burned into” the com-
plex brain circuits devoted to learning new and 
integrating new experiences. PTSD in this sense 
is a complex layering of conditioned experiences 
and automatic responses that adversely affect so-
cial functioning and quality of life (Panksepp & 
Biven, 2012; Wolf, et al., 2012). 

The power and persistence of these symptoms 
is the hallmark of PTSD. Ongoing research into 
the neurobiology of learning, memory, and ex-
tinction of traumatic experiences may offer a 
glimmer of hope. These approaches are less in-
volved in the direct treatment of PTSD by psy-
chotherapy (top-down regulation) or traditional 
psychopharmacology (bottom up modulation of 

limbic neurophysiology). Since new learning is a 
part of psychotherapy, it behooves us to consider 
approaches that address the physiology of emo-
tional memory, consolidation, extinction, and the 
individual’s capacity to remember that extinction 
has occurred (Donnelly, 2003: Shaley et al., 2012; 
Siegel, 2012). 

Here are a few intervention strategies that 
may have some future relevance: 
1. Dampen fear conditioning and early phases of 

memory consolidation: This approach goes 
after the intense arousal associated with fear 
conditioning by blocking excessive adrener-
gic stimulation shortly after the trauma. For 
example, propranolol reduces the effects of 
norepinephrine surges that burn the event 
and the circumstances surrounding it into 
emotional memory. Another approach may 
involve dampening by blocking CRF recep-
tors to minimize the up regulation of recep-
tors involved in reconfiguring the greater 
amygdala and its pathways. Timing of expo-
sure is a critical point in this approach since 
the goal is to detoxify the event so that it is 
no different than more “commonplace” mem-
ories (Adler, 2012; Donnelly, 2003). 

2. Erase the memory. Since memory involves 
linking neurons together via interconnecting 
dendrites and synapses, erasing them would 
involve disconnecting already established 
networks. Recent research focuses on block-
ing selected proteins (or peptides) that pre-
serve such memories. Unfortunately current 
technology lacks a means of targeting specif-
ic memories and a more generalized amnesia 
limits this approach. Many who experience 
dissociation as a symptom of acute stress dis-
orders are at greater risk for PTSD, suggest-
ing that the process of forgetting or burying 
events in the unconscious is not the same as 
erasure (Adler, 2012). 

3. Replace the “burned in” emotional memories 
associated with PTSD. This is the essence of 
extinction as a form of learning. Both eras-
ing and dampening involve limbic/hippocam-
pal/amygdala circuits linked to emotional 
memory. Extinction is a top down expression 
of prefrontal regulation of automatic (con-
ditioned) linkages between the event, emo-
tional arousal, and behavioral reactions to 
it. This learning involves the usual process 
of long term potentiation/depression that 
permits a reassessment and overriding of 
conditioned experiences. The anti-tuberculo-
sis drug d-cycloserine and other glutamate/
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NMDA stimulating compounds accentuate 
this learning when used prior to exposure or 
perhaps even cognitive behavioral sessions. 
It accentuates learning as well as remember-
ing that everyday experiences are not relat-
ed to past trauma (remembering extinction 
learning has occurred) (Heresco-Levy et al., 
2002; Adler, 2012) 

The use of dampening strategies is currently 
under study in emergency settings to abort the 
development of PTSD. Since only 10-15% of in-
dividuals exposed to PTSD-inducing trauma 
actually develop the disorder, we are forced to 
recognize at-risk individuals (e.g. those with 
dissociation, excessive sympathetic autonomic 
reactivity, or histories of past traumas) as soon 
after the trauma possible (van der Kolk, 2003; 
Panksepp & Biven, 2012). The critical time may 
be the period of time needed to consolidate these 
memories by switching on genes that affect the 
stress response system. The concept of aborting 
PTSD by early intervention is a promising one. 
Later interventions are more complex processes 
that in essence require replacing memories by 
top down cognitions and behavioral regulation. 
This is the essence of most cognitive and behav-
ioral programs. Current therapies seem designed 
to decrease the level of arousal and minimize the 
need to escape or avoid that may impede modern 
psychotherapies. The use of adjunctive approach-
es like d-cycloserine may be useful tools, espe-
cially for individuals with IDD who may require 
extensive time and modifications of technique 
(Brenner, 2003; Skuse et al., 2003; Tomasulo & 
Razza, 2007). 

Are these techniques applicable to individuals 
with IDD? Epidemiologically the evidence linking 
abuse/neglect and IDD is overwhelming and sug-
gests we are routinely assessing a special, high 
risk group. Unfortunately, except for clinicians 
working in crisis services or emergency rooms, 
most of our contact is often well after the critical 
period of consolidation has passed. But we can 
design effective interventions well downstream 
from the original trauma. Acute stress manage-
ment protocols that are sensitive to individuals 
with IDD can address the emotional turmoil 
associated with current traumas. Perhaps we 
should consider propranolol/clonidine/prazosin 
under such circumstances to interfere with the 
consolidation of new experiences (Lanuoette & 
Stein, 2010). A secondary goal is to also diminish 
further sensitization of early fear conditioning 
and hierarchical organization of childhood mem-
ories. Rapid access to cognitive psychotherapies 

in the context of sympathetic dampening rather 
than simply treating agitation or behavioral ex-
aggeration of long standing target symptoms is 
useful. 

Realistically, most of us in clinical practice see 
these individuals long after the original trauma 
and may not recognize the camouflaged vari-
ants of PTSD—a twist on the theme of diagnostic 
overshadowing. In areas where prescribers vast-
ly outnumber well trained cognitive or dialectic 
behavioral therapists, the psychopharmacolo-
gists step in to either treat the presumed prima-
ry psychiatric illness (e.g. depression, psychosis, 
or chronic disruptive behaviors) or attempt to 
dampen severe challenging behaviors. As most 
of us a well aware, the psychopharmacological 
management of PTSD, like many complex neuro-
psychiatric disorders, is a frustrating experience. 
This frustration is largely due to treatment re-
sistance. This failure to respond often results in 
a hodgepodge of overlapping poly-diagnoses and 
largely ineffective psychotropic drugs that may 
actually interfere with the neuroplasticity neces-
sary for extinction. If we are to ever move to the 
point of augmented new learning and extinction, 
we will need to understand the role of trauma 
and its complicated evolution. In the past, sys-
temic lupus and syphilis were considered great 
imitators. 

For many mental health clinicians, chronic 
PTSD is our great imitator. As clinicians we fre-
quently encounter chronic depression, anxiety, 
or even psychotic disorders that are resistant to 
standard pharmacological and psychotherapy/be-
havioral interventions. It behooves us to consider 
the role of trauma and transformed chronic PTSD 
as a contributing factor to this treatment resis-
tance. This complex pattern of comorbidity can 
be especially problematic when dealing with indi-
viduals with ID. Current data suggest abuse/ne-
glect and other forms of trauma are quite common 
among individuals across the spectrum of ID (To-
masulo & Razza, 2007). Unrecognized traumatic 
experiences can alter the intensity of emotional 
and behavioral responses (lowered threshold, in-
creased sensitivity and severity). This alteration 
in response patterns can create problems for the 
clinician. One problem involves a form of diagnos-
tic overshadowing that attributes all presenting 
symptoms to trauma and overlooks other co-mor-
bid psychiatric disorders. The second problem is 
probably more common. It attributes presenting 
symptoms to severe mental disorders (e.g. schizo-
phrenia) and does not consider the impact of trau-
matization. In many cases, both conditions are 
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present. Under these circumstances the presence 
of trauma can lead to chronic treatment unrespon-
siveness. These overshadowings are more likely 
to occur among individuals with severe profound 
ID when language, cognitive, and emotional reac-
tions adaptive deficits are also clouded by cogni-
tive disorganization, emotional disintegration, im-
pairments in communication, and self-reporting 
skills. The impact of remote or undisclosed chronic 
abuse can be overlooked in the fog of an emergency 
room or crisis assessment. For example the emer-
gency evaluation of acute baseline exaggeration of 
severe externalizing or aggressive/self-injurious 
behaviors in response to what appears to be rela-
tively minor environmental stressor may require 
a high index of suspicion for previous traumatiza-
tion. On the other hand, taking trauma into ac-
count may be helpful in treatment planning and 
minimize the overuse of psychotropic medications. 

Most of us will never participate in a d-cyclo-
serine protocol, but I suspect this approach may 
have value in preventive public health services. 
It we are unable to prevent abuse/neglect and 
traumatization, it behooves us as child mental 
health professionals to address abuse/neglect 
and/or Acute Stress Reactions as quickly as pos-
sible. The medications briefly discussed in this 
paper may be useful adjuncts. Once the layers 
of conditioned/learned experiences growing out 
of sensitization and co-opted neuroplasticity are 
in play, the need to combine behavioral/cogni-
tive and preventative pharmacotherapies will 
become the standard of care. These same tools 
may be useful for adults with chronic histories of 
abuse so it become imperative that we recognize 
trauma as a complex gene-environment interac-
tion that requires aggressive intervention and 
even more aggressive behavioral pharmacology 
research that goes beyond traditional psycho-
pharmacology. 
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US Public Policy Update

The START Information Reporting System 
(SIRS)
Linda Bimbo

START (Systemic, Therapeutic, Assessment, 
Respite, and Treatment) is an initiative that 
strengthens efficiencies and service outcomes for 
individuals with intellectual/ developmental dis-
abilities and behavioral health needs in the com-
munity through training, consultation, and tech-
nical assistance to states and service providers. 

The START Information Reporting System 
(SIRS) is a web-based database designed to pro-
vide feedback to project managers and adminis-
trators allowing them to assess the effectiveness 
and efficiency of services to individuals with IDD 
and mental health needs who are part of the 
START system of support. Using a continuous 
quality improvement approach, needed changes 
can be made based on an analysis of the data col-
lected. The SIRS database captures de-identified 
health information about START clients and 
has the ability to provide reporting by case load, 
by region, and by state. Analysis of service out-
comes provides valuable information on service 
effectiveness over time and provides a manage-
ment tool for decision makers. There are increas-
ing numbers of states and organizations that are 
implementing the START model and participat-

ing in SIRS. As the numbers of individuals docu-
mented in the SIRS increases opportunities for 
trend analysis, comparative studies, and other 
research will arise. This review will assist states 
in planning and delivery of services. In addition 
the Center for START Services will be developing 
a research agenda to study the effectiveness of 
interventions on a national scale based on mul-
tiple states data.
A. Data Collection – the SIRS collects a variety 

of data elements across a number of domains 
to assist in achieving the purpose described 
above. They include, but are not limited to: 
1. Unique ID – states and other organizations 

that participate in SIRS are required to 
develop and maintain an independent 
and unique identification system. In or-
der to maintain confidentiality the UNH 
SIRS administrators do not have access 
to the unique IDS; therefore compliance 
with HIPAA is not required.

2. Intake/Triage Information – including:
 a) Demographics
 b) Purpose/outcome of referral to START
 c) Psychiatric/residential history
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 d) Psychiatric/medical diagnoses
 e) Care-giver/legal status
3. START Service Outcomes Tracking (User 

related)
 a) Documentation of time spent on 

START service related activities – not re-
lated to a specific individual (i.e. attend-
ing START training)

4. START Service Outcomes Tracking (Indi-
vidual/client specific)

 a) Documentation of time spent on 
START service related activities – spe-
cific to individual/client receiving START 
services (i.e. time spent on development 
of a cross-system crisis plan)

5. START Emergency/Crisis and Respite 
Outcomes – documentation of a variety 
of data elements for:

 a) Emergency/Crisis Services – by START 
Crisis Team staff

 b) Emergency Respite
 c) Planned Respite
 d) In-Home Respite

6. Medication List – summary documentation of 
numbers of types of psychiatric medications 
and type of prescriber
7. Matson Evaluation of Drug Side Effects 

(MEDS) Checklist – summary data using 
the MEDS, a 93 item scale designed to 
assess side effects common to psychotro-
pic medication use.

8. Aberrant Behavior Checklist (ABC) – sum-
mary data using the ABC Checklist, a be-
havior rating scale for the assessment of 
service outcomes.

As outlined above, in addition to clinical and 
demographic information about service users and 
caregivers, the project collects data on measures 

of fidelity to the model, allocation of resources, 
services provided, service outcomes, and service 
experiences in the context of the model. 

B. Data Reporting – state or organization ad-
ministrators will have access to:
1. Standard reports – a defined set of reports 

is available that summarizes the data 
collected by caseload, region, and state. 
The reports allow for the identification 
of trends in a variety of areas including 
service use and effectiveness of START 
services. 

2. Export data – the SIRS provides capacity 
for state or organization administrators 
to download current data at any time to 
address internal needs/questions.

Through the implementation of the SIRS we 
hope to better understand the population often 
described as “dual diagnosed,” and to measure 
outcomes associated with service provision and 
utilization, and to promote effective and sustain-
able services and supports to people in need and 
their families. We recommend that this process 
be replicated in other systems of support for the 
dual diagnosed population as we all seek to share 
information toward improving outcomes.

For more information you can contact Linda 
Bimbo at: lbimbo@unh.edu. 

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. 
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DSP Interests and Concerns

Tips for Providing Better Service to 
Individuals with a Dual Diagnosis
Erin Paul, BS, OBHP, NADD-DSP, Team Leader, Meridian Health Services

Does a major league pitcher win by throwing 
the same pitch to every batter every time? Does 
a singer advance his or her career by singing the 
same song every time he or she sings? Does a 
leader become great by reciting the same speech 
over and over? The answer, of course, is no. Just 
as doing the same thing as always doesn’t work 
for athletes, artists, and leaders, nor does it work 
when working with folks who are dually diag-
nosed. One can’t use the same methods with each 
client served and expect to see positive results in 
each of them. Every person is unique and there-
fore requires unique methods of treatment. This 
can be accomplished many different ways. I will 
outline a few ways this can be done.

First of all, working within a team often helps 
one to broaden his or her scope and allows one 
to utilize different resources and experiences in 
a cohesive and open environment. You’ve heard 
the saying “Two heads are better than one.” 
When working with particularly difficult cases, 
several minds and levels of experience can be 
very valuable. Not only might someone else have 
an idea you may not have thought of, but togeth-
er as a team of at least 3-6 people, you might be 
able to see what the person’s core therapeutic is-
sues really are and how best to go about treating 
them in a way that is more effective to the client 
than you would have if it were just you alone. 
Let’s go back to the baseball player. A pitcher 
can throw all he wants to if that’s all he thinks 
he is capable of doing. However, if he wants to 
win games, become great, and lead his team to 
victory then he needs the help of his teammates 
in order to advance his capabilities, practice new 
and better plays, and become stronger at what 
he does. He can’t practice throwing to the second 
baseman to tag the runner who is stealing the 
base if the second baseman, catcher, first base-
man, and runner aren’t there to help complete 
the play. Nor can an outfielder practice throw-
ing the ball to the tag the runner out at home 
plate if he doesn’t have a hitter, a catcher, and 
others in between to help out should his throw 
fall short. So it is with serving the folks we do. As 
a behavioral clinician, I relied on the help of the 
therapist on my team, other clinicians, my clini-

cal supervisor, and those in the life of the client 
in order to help get the bigger picture of what 
is really going on. Finding patterns of behavior, 
methods that worked, methods that didn’t work, 
and understanding how the client responded to 
the methods in different environments was all 
brought out in team discussions. 

I began my career working with adults and 
transitioned to focus more on kids. The first kid I 
worked with was a difficult case. He was Autistic 
and had Attention Deficit Hyperactivity Disorder 
(ADHD) among other things. I worked very in-
tensely with him as he had behaviors that put 
his placement in school at risk. After weeks of 
trying the same way to work with him and real-
izing that wasn’t working, I sat down with sever-
al folks and discussed other possible tactics. We 
talked about why he might have the behaviors 
he was having, what he was getting out of it, and 
how to help him get the same result without hav-
ing the inappropriate behaviors that put him at 
risk. Eventually, I changed the environment in 
which I worked with him, added another person 
to the equation, and addressed his behaviors in 
a different way that was more concrete for him. 
After some time, he was able to distinguish how 
his behaviors differed, how they affected others 
around him, and was able to stop himself before 
going too far with a few reminders. He was able 
to complete school, which was not thought to be 
a possibility when I started working with him. 
Had I not had the support and collaboration of 
my team, I don’t believe that I would have been 
able to help him as much as I did within the short 
amount of time I worked with him. 

Working within a team and utilizing those re-
sources is one way in which to gain insight and 
new ideas to help the clients. Another way is to 
seek out trainings in specific areas that one might 
be less knowledgeable about, or might run across 
frequently within his or her caseload. Trainings 
can be very beneficial in opening up one’s mind 
to other possibilities and other methods. I have 
attended some trainings that I found very use-
ful and insightful. I took with me some of what I 
learned and applied it to the treatment of some of 
my clients that I felt would benefit from it. One of 
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the most beneficial lectures I attended was given 
by someone living with the diagnosis that I was 
there to learn about. She talked about how she 
worked through her difficulties, and what meth-
ods worked in her life that she has also seen work 
in others with the same diagnosis. Not only was 
it inspiring, but it was the most informative lec-
ture I had ever heard. I got to see how someone 
might turn out given they had a person or per-
sons in their life to advocate for them and take 
the time to work with them to break things down 
in such a way that they could succeed. 

A phrase that has become common in my work-
place is “maximizing services.” Over the last few 
years, it has become evident that the more time 
we dedicate to a person, the more results we will 
see, and the better off the client is. When a per-
son is only being seen for an hour a week, there is 
a lot of time in between when things can happen. 
The client has more time to forget about what 
was discussed and practiced, more time to go 
back to his or her old ways, more time for a crisis 
to occur. However, when or she is being seen 4-6 
hours a week minimum, we have seen more po-
tential for growth and development. When a per-
son is being seen 7-9 hours a week, we have seen 
significant and positive changes within that per-
son. Here is also where a team approach can be 
helpful. It is not always possible for one clinician 
to see each person on his or her caseload for nine 
hours a week. When you split that up between 
two clinicians, the client is receiving consistent 

care and can see different strengths in different 
people as well as different weaknesses in differ-
ent people. This can help the clients to feel less 
like they are alone and more like they have a 
lot of similarities with others around them. It 
also provides the opportunity for the different 
strengths in the clinicians to shine through and 
the client is able to be benefitted more through 
the different experiences. 

While there are many other ways to go about 
gaining more knowledge and expanding one’s 
horizons when it comes to working with folks 
who are dually diagnosed, these are key points 
to start with when one is seeking to improve 
services with this population. Working within a 
team, seeking out specific trainings, and increas-
ing hours of service have all shown improvement 
within this population when applied. While these 
are not exclusive methods, they have proven af-
fective through use and constant consistent com-
munication. 

For further information, contact Erin Paul at 
erin.paul@meridianhs.org.

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

NADD Needs Your Support
Consider making a donation to help support NADD’s mission of advancing mental wellness for 
persons with developmental disabilities through the promotion of excellence in mental health 
care. Donations from NADD members and friends provide the additional funds to assist us in 
our work. As a 501(c)(3) nonprofit, NADD maintains its annual operating budget through ser-
vice fees, publication sales, grant support, and charitable contributions. Tax deductible dona-
tions allow NADD to make a difference in the quality of life for the people we serve.

We need your financial assistance to help support the development of the DM-ID-2.

For additional information, or to donate on line or by check, visit https://www.thenadd.org/pag-
es/news/gift.shtml 

Thank you for your continuing support.



Note from the editors
This issue of the NADD Bulletin touches on some areas that are often 

overlooked by professionals in this field. While the research tells us that 
people with dual diagnoses are no more likely to commit crimes than 
the general population, nonetheless, involvement in the criminal justice 
system brings with it an array of problems which are unique to these 
individuals. Over the years, agencies have sought to address the needs 
of individuals with developmental disabilities and other neurological 
issues who have criminal justice matters pending. The articles in this 
issue describe some of those programs, the purpose behind them, and the 
effectiveness of these interventions. 

Jessica S. Oppenheim, Esq. writes about the Criminal Justice Advocacy 
Program of The Arc of NJ. Dr. Jeffrey Allen and Elaine E. Allen discuss 
their experience and research with the universe of individuals who have 
I/DD and who have been charged with sexual offenses. William McLaney 
offers a case study of a person with Williams Syndrome who became 
involved in the criminal justice system. 

We hope that these articles will provide you with some information on topics 
you had not thought about before, or provide you with additional information 
that can assist you in understanding these issues more fully. Please reach 
out to any of these authors with any questions or concerns  Finally, I want to 
thank the NADD editorial board for this great opportunity to guest edit and 
thank these authors for sharing their knowledge and expertise.

Guest Editor
Jessica S. Oppenheim, Esq., Director, CJAP
joppenheim@arcnj.org 
………………………………………………………………………………
In addition to the featured articles, Jarrett Barnhill continues his 

neuroscience reviews with a discussion of PTSD and clinical implications 
the mechanisms of extinction of traumatic memories. In the US Public 
Policy Update, Linda Bimbo discusses the START Information Reporting 
System. For the DSP Interests and Concerns column, NADD-certified 
DSP Erin Paul offers advice to other DSPs.

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

Lucy Esralew, PhD, NADD-CC
lesralew@trinitas.org
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Praise for  
The NADD Accreditation and Certification Programs 

 
NADD ACCREDITATION 
When NADD made its accreditation program available last November, we realized that objective evidence 
of compliance with those additional standards would be ideally suited to attest to the appropriateness and 
efficacy of Liberty's clinical and related practices for our highly specialized client population.   And, in fact, 
our NADD survey last February produced a number of helpful recommendations for strengthening our 
program.  We're glad we decided to also go for NADD accreditation, and intend to maintain both [NADD 
certification & CARF certification].  

Hugh M. Sage, PhD 
Executive Director 

Liberty of Oklahoma Corporation/ 
Robert M. Greer Center 

 
NADD COMPETENCY-BASED CLINICAL CERTIFICATION 
The NADD Competency-Based Clinical Certification has provided me with an avenue to verify a dual 
diagnosis specialty.  My ability to provide clinical supports to individuals supported both by medical 
assistance and private insurances has been expanded by allowing me to gain access to closed insurance 
networks.  These networks had been closed to me prior to receiving this certification, allowing this 
population to remain largely unserved outside of community mental health centers." 
 

Alyse Kerr, MS, NCC, LPC, NADD-CC 
  
 
Competency-Based Clinical Certification 
 
 
Program Accreditation 
 
 
Competency-Based DSP Certification 
 
 
Competency-Based Specialist Certification (in development 
 
 
Let the world know that you provide quality services for individuals 
with co-occurring mental illness and intellectual disability.  Seek 
accreditation and/or certification from NADD. 
 
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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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
************************************

9th European Congress of Mental Health in Intellectual Disability
(Co-sponsored by NADD)

September 12-14, 2013 • Lisbon, Portugal
State of Ohio MI/DD 11th Annual Conference

September 30 & October 1, 2013 • Columbus, OH
NADD 30th Conference & Exhibit Show – 2013

October 23-25, 2013 • Baltimore, MD
NADD International Conference & Exhibit Show

Spring 2014 • Miami, FL
************************************

NADD Fall/Winter 2012 Webinar Series
Dec. 12   The Inclusive Recreation Resource Center: Helping ALL People Play-
Dec. 19   Update on Complementary and Alternative Medical Treatments for Individuals with DD

For full descriptions and to register, click the Conferences tab on the NADD website
(www.thenadd.org) and select Webinars and Fall/Winter 2012.

************************************
For further information on upcoming conferences/trainings, consultation services, and products, visit our 

website at www.thenadd.org.  Updated information is posted as available.


