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Note from the editors
The March/April edition of the Bulletin provides a diverse 

group of articles that cover multiple areas of interests. Kupibida-
Dagonas, McDonald and Adair address a common problem—how 
to insure consistency, fidelity, and efficacy of behavioral programs 
in community settings. Their approach is to train, supervise, and 
provide ongoing feedback that matches the treatment setting. 
Their success is spelled out in the article. McFalls provides an 
executive summary and link to the complete survey report on the 
nature and costs for treatment services in Pennsylvania. Many 
of us deal with hidden costs based on the fragmentation of care 
and problems negotiating complex provider systems. Barnhill and 
Lee explore the boundaries between family systems models and 
medication management in a busy psychopharmacology clinic. In 
an expanded case study, they address some of the issues related to 
such an integrated approach. Dr. Lee is the first child psychiatry 
resident from University of North Carolina to have a paper in 
the Bulletin. We hope we can encourage trainees from programs 
around the country to provide articles. 

Barnhill continues the series on translational neuroscience 
focusing this brief article on the emerging field of behavioral 
pharmacology. Trudo’s policy update reports on a project at 
the University of New Hampshire to address ongoing training 
opportunities in community colleges to insure an adequately trained 
and skilled direct care work force. Burck’s DSP Interests and 
Concerns column considers the challenge that direct care workers 
face in determining the correct amount of support to provide. 

    
Jarrett Barnhill, MD, DFAPA, FAACAP 
Jarrett_Barnhill@med.unc.edu 

Lucy Esralew, Ph.D. 
drlucyesralew@gmail.com
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intellectual or developmental disabilities. Manuscripts of interest include articles related to 
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design, case studies, interventions descriptions, best practice articles, and position papers; 
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Introduction 
Ensuring consistent and accurate implementa-

tion of behavior programs across mediators1 can 
be challenging. Treatment integrity is a crucial 
component of behavioral analysis in practice (Pe-
terson, Homer, & Wonderlich, 1982). According to 
Aitken et al. (1993), when an intervention is not 
implemented as designed, the possibility of client 
deterioration is possible especially in cases where 
the client is likely to exhibit aggressive behaviors. 
They go on to say that in family homes as well 
as residential settings mediators who are likely to 
implement the programming often have little for-
mal training in applied behaviour analysis. In ad-
dition, when mediators are working with clients 
or family members who exhibit intense problem-
atic behaviors, their own behavior is often affect-
ed, and they are less likely to maintain prescribed 
behavioral routines. (Carr, Taylor, & Robinson, 
1991) In some cases, despite ongoing group train-
ing, more systematic individualized approaches 
are needed to solidify the concepts and ensure 
treatment integrity. (Shore, Iwata, Vollmer, Ler-
man, Zarcone, 1995). 

At this time there is limited research in this ar-
ea. Van Oorsouw, Embregts, Bosman and Johada 
(2009) performed a meta-analysis, which focused 
on effective components of training residential 
support staff. They concluded that the combina-
tion of in-service and on-the-job coaching seemed 
most effective. They further indicated that staff 
feedback was responsible for the best results. 

The project detailed below was initially designed 
in response to noted inconsistencies across media-
tors implementing behavioral programs both in a 
group home and in a private family home in the 
community. Despite ongoing mediator training, 
a systematic, structured plan was needed to in-
crease mediator consistency and accuracy. 

Method 

Participants and Setting

Residential 
26 residential mediators participated in this 

project. The group was composed of core staff as 
well as relief staff. They worked with 4 clients 
who had exited the institutional setting and had 
complex needs. The clients exhibited a variety of 
behaviors including severe self-injurious behav-
ior, aggression, and property destruction. 

Community 
The participants were the mediators /parents 

of a 14 year-old boy with a prior diagnosis of Au-
tism Spectrum Disorder who lived with his family 
in the community and attended a day treatment 
program. This individual had been treated for 
multiple problem behaviors ranging from spitting 
to elopement over a period of three years. The tar-
get behavior currently selected was “smearing,” 
which was operationalized as spreading feces to 
the objects within his environment

Reliability
Reliability testing was conducted in the resi-

dential setting on the preparedness checks by 
two behavior associates. The results were 100%.

Procedure 

Residential 
A three step training/feedback plan was de-

signed: 
Step 1 – Adherence to the daily activity sched-

ule was used as the baseline measure and moni-
tored throughout. Mediators were surveyed 
daily, using a “Preparedness Check” form which 
outlined all the program materials needed for 
their shift with a particular client. All mediators 
including relief staff participated in this survey. 
A behavior therapist or behavior associate would 
present the checklist to the residential staff, re-
view it with them, and check to see if materials 
were present and available. At the end of the sur-
vey a percentage of correct responses was calcu-
lated for each person. The congregate staff aver-
age for the week was graphed and posted. 

Step 2 – Mediators were given an “individual-
ized behavioral plan knowledge quiz” for each cli-
ent they were supporting. The quiz consisted of 

Successful Behavior Planning with 
Community Partnerships 
Joanna Kupibida-Dagonas, MADS, BCBA, Rubina McDonald, BSc, DCS, and 
Donna Adair, BSc, The Credit Valley Hospital and Trillium Heath Centre

1 A mediator is anyone implementing a behavioral program; this could include a parent, a teacher or support staff.
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10-20 multiple choice items and fill- in-the-blank 
questions designed to test mediator knowledge 
and readiness for implementation. The quiz was 
marked and a percentage of correct responses 
was calculated. Following the quiz, staff received 
their results and feedback on the content of the 
quiz. 

Step 3 – Behavior therapist conducted focused 
observations using a checklist consisting of es-
sential behavioral components deemed impor-
tant to ensure program success. Once the obser-
vation was completed and the percentage of cor-
rect response obtained per staff was calculated 
the therapist met individually with the staff per-
son and communicated the results. 

Community 
Please note that for the community client the 

methodology was simplified. A binder was pre-
pared for the parent(s) with a checklist of activi-
ties they had to follow prior to meeting with the 
behavior therapist. (similar to the preparedness 
checklist above) The behavior therapist met with 
the parent(s) each week over a 9-week period to 
track items completed on the checklist. The bind-
er consisted of data sheets for parents to record 
frequency and time of smearing, daily activity 
schedule, and weekend activity schedule. It also 
tracked whether the picture schedule and picture 
symbols were readily accessible in the home set-
ting. Parent(s) had to ensure that the toileting 
script was in the bathroom and the reinforcer se-
lected was ready for use when needed. A check-
mark was awarded for every item completed and 
parent(s) were praised for their effort. Addition-
ally a pre and post quiz was administered to en-
sure that the parents had an understanding of 
the basic principles and strategies recommended 
that would help with behavioral problems they 
may encounter in the future.

Results 

Residential 
Step 1. The full complement of mediators par-

ticipated in this step (see table 1). The results 
were tabulated and averaged for each client in 
terms of staff preparedness and staff adherence 
to the daily activity schedule. It was obvious 
that in all cases the addition of the preparedness 
check was beneficial and increased adherence to 
the schedule. Some of the dips in the prepared-
ness check data and the adherence to schedule 
data can be explained by environmental changes, 
such as visits to the parental home by clients as 

well as a flood in the group home.
Attempts were made to isolate the individual 

preparedness check results of the 4 final staff 
participants who were part of all 3 stages of the 
project. It is evident that all 4 mediators had 
slight improvements from their initial prepared-
ness check results. The specific mediators who 
went through the full training remained high 
in their adherence to the daily activity schedule 
throughout baseline and implementation. 

Table 1: Project stages

Step 1
participants 

Step 2 
participants

Step 3 
participants

26 staff- consisted 
of part time/full 
time and relief staff 

13 full and part 
time staff took 
test, out of 13, 7 
where available 
for results and 
feedback

Out of the 7, 4 
did full training 
– all steps from 
1-3

Step 2 in the residential portion of the project 
yielded information on the knowledge base of the 
residential staff. Table 2 shows the results. 

Table 2: Average quiz results for staff who participated in Step 2 

Sample of staff Client 1 Client 2 Client 3 Client 4

13 persons who 
took the test

77% 81% 61% 59%

7 persons 
who received 
feedback

81% 68% 84% 58%

During step 3 in the residential portion of the 
project, 2 staff obtained 100% accurate imple-
mentation when observed, and the other 2 ob-
tained a combined average of 58.5%. 

Table 3

  Staff First 
Preparedness 
Check 

Last 
Preparedness 
Check 

Average of 
preparedness 
checks 

Quiz 
results

Observation 
results

Staff 1 100 100 93 58 50

Staff 2 100 95 99 52 100

Staff 3 88 91 89 92 100

Staff 4 100 100 95 91 67

Community results
Table 4 displays the data collected over the 
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span of 9 weeks. As anticipated mediator perfor-
mance was at it’s lowest in week 1 followed by 
no data collected week 2. As of week 3, media-
tor performance increased significantly yielding 
a 100% compliance rate and a corresponding de-
crease in smearing from 18 to 14 instances. Pre 
and post knowledge quizzes were given at week 
4 and week 9. Mediators performed well indicat-
ing a good understanding of the basic behavioral 
principles on both. By week 6, data indicated that 
mediators had a solid understanding of when the 
smearing was occurring and how the replacement 
behavior was aiding in the reduction of the smear-
ing behavior. In other words, once mediators real-
ized that adherence to procedures translated into 
fewer behavioral issues, compliance with the pro-
cedures appeared to increase and stabilize.

Overall, the mediators increased their perfor-
mance and gained a better understanding of the 
dynamics of their situation over the 9 week period.

Table 4

NO.OF 
WEEKS

INSTANCES OF 
SMEARING

PARENTAL 
COMPLIANCE 
TO FOLLOWING 
ROUTINES

MEDIATOR 
COMPLETED 
A BEHAVIOUR 
QUIZ-%

Week 1 18(between 1 and 
7 pm)

50% -

Week 2 No data available No data 
available

-

Week 3 14(between 3:30 
and 4:30pm)

100% -

Week 4 11 (between 2:30 
and4:30pm)

100% 80%

Week 5 8(between 3;30 
and 7pm)2days 
with no smearing

86% -

Week 6 5days –zero 
instances 2days- 
data not kept

87% -

Week 7 Zero instances 75% -

Week 8 Zero instances 85% -

Week 9 Zero instances 87.5% 80%

Discussion 
Frequency and intensity of mediator supervi-

sion is a significant factor in successful program-
ming. In our project small steps such as prepared-

ness checks with mediators made a positive im-
pact and improved adherence to procedures. An 
additional finding was that implementing knowl-
edge tests as part of training did not guarantee 
appropriate program implementation. There may 
be many reasons why this occurred such as lan-
guage barriers, knowledge base, levels of educa-
tion, and familiarity with behavioral interven-
tions of the mediators. For example, an interest-
ing pattern emerged for clients 1, 2, and 3. These 
particular clients had behavior plans that were 
frequently implemented and as a result the staff 
may have been automatically better informed 
about the procedures and therefore did better on 
the knowledge quizzes. With respect to client 4, 
the staff did not do as well on the quiz, and it is 
hypothesized that they were less familiar with 
the procedures because they did not get to prac-
tice it as often due to low frequency behavior.

Further challenges that had an impact on this 
project included: mediator turnover/sickness, va-
cation/absenteeism, environmental factors such 
as home improvement/repair, and a new resident 
moving in. The residential portion of the project 
was lengthy, and the initial sample of staff was 
too large to provide frequent observation. A fu-
ture study could focus on increasing observation/
feedback time with mediators while eliminating 
the knowledge test. The time saved from this 
could be used to provide more observation and 
feedback to mediators. 

Another future project may want to baseline 
observational data using a qualitative measure. 
In the future, this would be a valuable pre and 
post measure. During focused observations when 
a checklist of important program components was 
scored, mediators’ performance was possibly af-
fected by the intensity and range of behaviors ob-
served and therefore the required staff response. 
During observation, some mediators who were ex-
posed to dealing with less intense target behaviors 
scored better than mediators who were exposed to 
dealing with severe target behaviors. In the fu-
ture, it would be beneficial to perform a follow up 
in 6 months to a year to check for sustainability 
in both the residential and in the community set-
tings. 

Overall we learned that focused observation 
with feedback for mediators is the most efficient 
and successful use of training time since it yields 
the most adherence to program procedures. 

With respect to the community client, the data 
clearly indicates success. One has to acknowl-
edge that the program was limited to one target 
behavior and two mediators implementing the 
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program which may have simplified things. The 
relevance of the knowledge quiz remains unde-
termined; however it is known that the two medi-
ators were observed and given feedback weekly.

Future plans

Residential 
Continue with preparedness checks and add 

frequent supervision in the form of focused ob-
servation quantified by a checklist to measure 
progress over time. (every two weeks) 
Focus on one specific behavior with each core 
mediator. Eliminate knowledge test. 
Community

Use the preparedness checks combined with 
focused observations with a number of families 
in the community and plan for follow up in 6 
months to a year to ensure generalization.
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The Cost of Supporting a Person with 
Intellectual Disabilities and Serious and 
Persistent Mental Illness: Results of a 
Pennsylvania Survey (Executive Summary)
Dina McFalls, M.S., Philadelphia Coordinated Health Care

[This article is the Executive Summary of a re-
port by the same name. The report is available at 
http://www.thenadd.org/pdfs/DDx_Cost_Survey_Report.pdf ] 

Philadelphia Coordinated Health Care, the 
Southeastern Pennsylvania Health Care Quality 
Unit (HCQU), has been the lead of the coalition of 
Pennsylvania’s eight HCQUs, on a grant funded 
by the Pennsylvania Developmental Disabilities 
Council. The grant was designed to look at ser-
vices and supports provided by Pennsylvania for 
people who have intellectual disabilities as well 
as mental illness.

As part of the second year of grant activities, a 
survey was designed to look at costs associated 
with supporting people with intellectual disabili-
ties as well as serious and persistent mental ill-
ness (dual diagnosis for the purposes of this re-
port). The survey was conceptualized as a first 

look across several systems to illuminate what it 
really costs both the intellectual disability system 
and the mental health system to support a person 
with a dual diagnosis. While we know that the sur-
vey will not satisfy strict statisticians, it will help 
to point out where the various systems should be 
working more closely with each other and may 
help to direct further, more robust, research.

The final survey was distributed to fourteen 
counties across the Commonwealth that repre-
sent a mix of urban, suburban, and rural areas. 
From the counties that volunteered, a total of 47 
surveys were received.

The survey covers demographics and program 
service specifics. There were some surprising and 
some not so surprising results from this exercise. 
In many ways, collecting this information points 
out how complicated it is to build a system of sup-
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ports for each person when several systems are 
doing the work.

Conclusion and Recommendations
A significant amount of funding has been made 

available to provide supports to some very chal-
lenging people who are coping with intellectual 
disabilities as well as mental illness across the 
Commonwealth. This initial snapshot of services 
and associated costs raises many questions yet 
appears to offer some evidence of how people 
with dual diagnosis are being supported by the 
Intellectual Disability System (IDS), the Mental 
Health System (MH) and the Behavioral Health 
Managed Care Organizations (BHMCOs). For ex-
ample, the data collected indicate a younger and 
less intellectually compromised population than 
the traditional program models have been serv-
ing. It is possible that service delivery models 
need to be more closely examined and modified 
to serve a population with different needs. With 
roughly half of the individuals served by the IDS 
system taking psychotropic medications, this is 
a problem that needs to be addressed across sys-
tems (National Association of State Directors of 
Developmental Disabilities Services and Human 
Services Research Institute, 2009).

The people surveyed seem to be primarily di-
agnosed with mood disorders at about twice the 
rate of the general population. These data should 
be more closely studied to verify accuracy across 
the IDS system. Accuracy of diagnosis is a con-
tinual problem for people with dual diagnosis 
(Focus Groups & Literature Review). If the data 
are any indication, the related systems of service 
delivery need to work together closely to sup-
port people with dual diagnosis. Accurate treat-
ment may really improve outcomes and perhaps 
address some of the additional costs around in-
creased staffing. Even though by definition all 
the people in the survey had dual diagnosis, the 
costs are primarily borne by the IDS system, and 
primarily the result of staffing patterns. From 
the lack of data related to medication manage-
ment and outpatient services provided by MH or 
BHMCOs, it would appear that these individuals 
are not receiving the type of supports that might 
be necessary to assist in their recovery and man-
agement of the symptoms of mental illness. From 
the data on the use of Behavioral Support Servic-
es, it is curious that providers are not even using 
these services to address the target symptoms of 
mental illness. A question must be raised about 
the non-residential support services: are services 
from MH and BHMCOs, as well as the waiver 

service of Behavioral Support, not available? Is 
this an access issue or is this a lack of knowledge 
about support services? Do the data speak to the 
need for capacity building in all systems?

It is clear from the raw survey data that fur-
ther study should be undertaken to ensure that 
all costs are included. In addition, a quality of 
life review should accompany the accounting of 
costs. While total cost is important, it is difficult 
to determine which supports are necessary and 
contributing to the quality of each individual’s 
life. The lack of data relative to day activities for 
the 47 individuals represented by this survey is 
a finding that should be further explored. If the 
people in these surveys are not engaged in some 
meaningful way it is hard to believe supports are 
contributing to a healthy life in the community.

The data related to incident reporting is also 
disturbing. The question of under reporting must 
be explored. The relationship between heavy staff 
coverage and lack of incident reporting should 
be considered. The use of restraints must be ad-
dressed especially in light of the lack of alterna-
tive supports such as outpatient therapy, medica-
tion management, Certified Peer Specialist (CPS) 
support or Behavioral Specialist support.

The intent of this survey was to get a first look 
at what it costs to support a person who has intel-
lectual disabilities as well as mental illness. Many 
people within the IDS system have hypothesized 
that these are the most costly people to support. 
This survey would seem to corroborate that con-
clusion. However, the difficulties experienced in 
data collection both from the IDS system but also 
across systems would require caution in interpre-
tation of the results. In general, the results raise 
a number of questions that would greatly aid the 
service delivery systems in providing better sup-
ports for people with dual diagnosis. It would 
seem to be a good recommendation to create ways 
to assess the strategies that are being used, espe-
cially in relation to the cost and quality of life of 
the people who are being supported.

Reference
National Association of State Directors of De-

velopmental Disabilities Services and the 
Human Services Research Institute. (2009). 
National Core Indicators Annual Summary 
Report 2008-2009. Alexandria, VA & Cam-
bridge, MA: Author.

For further information, contact Dina McFalls 
at DMcFalls@pmhcc.org. 
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Where Do Positive Supports Fit into 
the Treatment of Children with Autistic 
Spectrum Disorder: Psychopharmacology 
and the Family System
Catherine Lee, MD, Brown University and Jarrett Barnhill MD DFAPA, FAACAP 
University of North Carolina School of Medicine 

Introduction
Autism Spectrum Disorder (ASD) is a hetero-

geneous developmental disorder characterized by 
deficits in social communication and relatedness, 
cognitive and behavioral flexibility, and prone-
ness to restrictive interests and behaviors (Ploog, 
2010; Volkmar, Chawarska, & Klin, 2008). This 
spectrum includes: Autism, Asperger’s disorder, 
Pervasive Developmental Disorder, NOS, Rett’s 
Disorder, and Childhood Disintegrative Disor-
der. Clinicians differentiate these subtypes of 
ASD based on variations in the severity of core 
symptoms; age of onset, trajectory of develop-
mental regression; level of IDD; and the presence 
of co-occurring neurological and genetic syn-
dromes (Barnhill, 2004; Homan, Mellon, Houli-
han, & Katusic, 2011). 

This article addresses problems encountered 
by psychopharmacology consultants as we try to 
sort the many factors that influence treatment 
response. This article provide a case study ap-
proach as a means of exploring issues involved in 
the long term management of a young male with 
ASD and intellectual disability. We will empha-
size the impact of family issues on treatment and 
reinforce the active role of medications and the 
psychopharmacologist in system dynamics. 

Why a Case Study?
Case studies are single subject designs that are 

most likely to provide a more detailed view of the 
individual than is accessible in group studies. 
The single case design also reveals the individual 
variability of children with ASD that clinicians 
routinely face. By emphasizing the individual, 
psychopharmacological case studies capture 
greater individual variability in medication re-
sponses. In contrast most randomized controlled 
trials (RCT) of psychotropic medications repre-
sent averaged data that unfortunately submerg-
es outliers and may not address commonplace 
clinical problems. These outliers can teach us a 
great deal about subtyping the ASD phenotype 
by tapping into the individual variability in psy-

chopharmacological responses (including phar-
maco-genetic source of heterogeneity). We can 
also observe how comorbid neurodevelopmental 
disorders as well as family, school, and other so-
cial factors affect treatment response. Case stud-
ies should also remind us that we work with chil-
dren that “if you have seen one child with autism 
you have seen one child with autism” (Courtman-
che, Schroeder, & Sheldon, 2011). 

Our intent is not to denigrate “best practices” 
and evidence-based” studies, but to provide a bit 
of clinical problem-solving that often requires 
stepping beyond the available evidence. Single 
case design studies can inform about individual 
variations in drug efficacy and unusual side ef-
fects (outliers) or provide new insights that can 
drive future RCT. But there are inherent weak-
nesses in case study formats. An uncontrolled, 
non-blinded study has an “n=1” and limits our 
capacity to generalize these findings in the same 
manner as a randomized double blind placebo 
controlled trial. Like most apparently contrast-
ing models of studying a clinical problem, there is 
a form of symbiotic relationship between single-
case and evidenced-based studies- neither can 
survive without the other and the combination 
of both can serve as the foundation for future sci-
entific methodologies (Barnhill, 2004; Dingfield 
& Mandell, 2011; Posey, Erickson, & McDougle, 
2008). 

Case Study 
David is a ten year-old boy with a history of au-

tism, inattention, focused aggression, OCD, and 
additional nonsyndromal anxiety symptoms. He 
was referred from Pediatric Neurology as a five 
year old secondary to concerns about medication 
management of aggression and other disruptive 
behaviors. 

David was diagnosed with autism at age 2. At 
age 5 he was referred to psychiatry. At that time 
his parents were concerned about David’s rigid-
ity, intolerance to change, OCD type behaviors 
(repeating phrases and insisting that the bath-
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room be cleaned multiple times), sensory needs 
(needing to feel pressure on his face or on his 
body), hyperactivity, impulsivity, aggression, 
anxiety, and early morning awakenings. Parents 
noted that his rigidity and low frustration toler-
ance led to significant impairment both at school 
and at home. They also report a transient history 
of self-injurious behaviors. 

Current behaviors include behavioral and cog-
nitive rigidity manifesting as repetitive or OC be-
haviors and anxiety-related behaviors, specifical-
ly sensitivity to coughing by his younger sister. 
He will repeated demand, “Cover, Cover” when 
she coughs. He becomes very agitated when she 
does not comply with this demand. He is also pre-
occupied with her adherence to his strict routine, 
going to bed and arising at specified time. His 
mother also reports that David is distressed by 
her noncompliance and will try to force his sis-
ter back into bed and make her close her eyes. 
This behavior does not generalize to other family 
members, but both parents do their best to follow 
a consistent schedule.

Mental Status Exam 
David is a small boy with good hygiene and 

grooming. His spontaneous eye contact is poor. 
He is pleasant and often able to follow instruc-
tions from his mother, but is limited in his inter-
actions with the psychiatrist. His mood appears 
to alternate between happy and anxious, with 
congruent affect. His speech is somewhat diffi-
cult to understand, loud in volume and pedantic 
in tone. His thought processes are concrete. His 
thought content is devoid of any suicidal, homi-
cidal, and paranoid ideation. He does persever-
ate at times on video games. There is no evidence 
of psychotic behavior or thinking. His cognition 
is difficult to assess given the limited interaction. 
His insight and judgment are both limited.

Parents report non-pharmacologic interven-
tions including physical, occupational, and speech 
therapy. They had also explored alternative 
treatment with various nutritional supplements 
and vitamins. Specifically, he had been evalu-
ated by using a “hair analysis” to create “custom” 
supplements made by a company out of state. 
According to the label these included different 
combinations of vitamin C, B complex vitamins 
and Biotin, and vitamin E. Other complementary 
supplements they had tried included “carnitine,” 
a “sugar supplement” (inositol), and melatonin 
for stabilizing circadian sleep rhythms. 

He had a number of ineffective medication tri-
als that targeted his aggression, rigidity, anxiety, 

and impulsivity/hyperactivity. His mother notes 
that his aggression, inattention, and impulsiv-
ity improved on his current medication regimen. 
She states that he has done well at his school and 
is involved in several extracurricular activities, 
including piano and Special Olympics. David and 
his family receive community mental health re-
spite and therapeutic services. Additionally, he 
is seen by both occupational and speech therapy 
in school and privately. 

Case Discussion
David’s parents were referred for management 

recommendations for his hyperactivity, impul-
sivity, and aggression in the context of ASD. 
Like many parents, they entered this process 
hoping to find a treatment that would reduce all 
of his challenging behaviors, modulate his dif-
ficult temperament, enhance his quality of life, 
and allow him to participate in peer activities. 
Although never stated, they hoped to find a drug 
that would eliminate the core symptoms of his 
ASD. Over time, however, they came to realize 
that the best we could do was to reduce the in-
tensity of his most troublesome and disruptive 
target behaviors. They remained open to non-
pharmacologic interventions based mainly on 
their anxieties about potential adverse side ef-
fects from pharmaceuticals. 

Like many children with ASD, David did have 
a transient response to several medications – 
including risperidone, cholinesterase inhibitors 
(Aricept), SSRIs, and stimulants. We discussed 
possible placebo response, transient impact on 
neurotransmitter symptoms, and buildup of drug 
due to slow metabolic clearance and tachyphy-
laxis or rapid developing tolerance. Once the ini-
tial treatment response faded his parents were 
less supportive of dose adjustments (variability 
in rates of drug metabolism) or augmentation 
strategies. They preferred exploring new options. 

Even as David’s generalized irritability and 
impulsivity waned, his aggressive behaviors to-
wards his sister, OC, and anxiety symptoms also 
intensified. We entertained the possibility that 
the dose of second generation APDs may be con-
tributing by means of subtle akathesia or impact 
on dopaminergic/Serotinergic interactions. Dose 
adjustments did not resolve this issue. We had 
little success adapting SSRI dosing to compen-
sate for anxiety and obsessive compulsive symp-
toms. Our conclusion was that his OC behaviors 
had more in common with stereotypies than OC 
spectrum symptoms or OCD. These findings 
are consistent with previous observations that 
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among children with ASD we need to carefully 
explore and better understand the differences 
between reported OCD and repetitive behaviors, 
cognitive/behavioral rigidity, inflexibility, and 
need for sameness. Lumping this diverse group 
of repetitive behaviors under OCD may not ap-
plicable in many clinical settings.  

We had limited success in attenuating most 
of his core symptomatology, associated anxiety, 
and occasional tic-like movements. Facing this 
mixture of possible developmental disorders (in-
cluding the presence of motor tics), we opted for 
low dose clonazepam. Clonazepam is helpful for 
abnormal movement as well as complex forms of 
anxiety and conditioned avoidance behaviors. It 
was well tolerated in conjunction with clonaze-
pam-induced irritability and disinhibition. Six 
months into this treatment regimen David devel-
oped a complex tremor without additional clini-
cal evidence of extrapyramidal disorder. Thus 
far his workup is negative for neurodegenerative 
disorders or seizure related phenomena. SSRIs 
were a likely suspect and were discontinued but 
the tremor persisted. His neurological work-up is 
still in progress. 

What about Best Practices and 
Evidenced-Based Treatments 

Because most of the evidence based treat-
ments were already carried out, our approach to 
treatment followed non-standardized treatment 
algorithm. We systematically adapted and indi-
vidualized his treatment plan based on outcome 
or response (response driven). Low dose clonaz-
epam provides such an example. Although not 
supported in many studies (Kalachnik, Hazel, 
Sevenich, & Harder, 2002), the drug proved quite 
effective and did not provide any evidence of in-
creased irritability or aggression. David’s par-
ents described improvement without tolerance 
and preferred it to a series of second and third 
generation antipsychotic trials. 

Our long term contact with this family provid-
ed insights into how the parents were adapting 
to their child. One manifestation of this dynamic 
emerged early: their tendency to openly disagree 
on many issues. Their disagreements may have 
short-circuited some medication trials. Dealing 
with these system-related issues provided an-
other glimpse into complex family dynamics. In 
the long run, we ended up practicing a hybrid 
form of covert family psychotherapy that accom-
panied each medication decision (Marcus, Kunce, 
& Schopler, 2005). 

Was David’s Treatment a Work 
of Art or Bad Science?

A comprehensive, multidisciplinary assess-
ment is essential to any treatment plan. The 
consultant’s job in this process is to carefully 
review these records – especially behavioral in-
tervention plans and medication trials and drug 
response. The goal of any review is to understand 
what has been done and what might have been 
missed, paying special attention to unrecognized 
neurological, medical, or psychiatric conditions 
(overshadowing). 

In recent years both problems are compounded 
by a fragmented health care system that fre-
quently isolates clinicians into silos of expertise. 
These “fiefdoms” can limit exchange of informa-
tion. In addition, we frequently confront levels 
of parental/family distress related to unresolved 
community system issues of sufficient intensity 
to compromise treatment efficacy and viability. 
Many programs are decidedly child-focused (in-
cluding behavioral and psychopharmacologi-
cal programs) and seem to leave parents and 
families to psychologically fend for themselves. 
Upon careful review, there are signs that many 
so-called medication failures are due in part to 
these psychosocial realities. There is a glaring 
need for individual, couple and family psycho-
therapy (Marcus et al, 2005).  

In many situations, families have already faced 
multiple assessments and treatment programs 
and are generally exhausted by the time we re-
ceive the referral – the clinician of last resort. 
Parents bring a deepening sense of frustration, 
desperation, or unrealistic expectations with 
them (idealization of the “expert”). They may be 
searching for the elusive “magic or silver bullet” 
that will transform their child. For us a critical 
step involved addressing the impact of family dy-
namic issues as they affected family expectations 
and treatment courses. This realization forced us 
to address a more complex issue: as consultants, 
we are walking a tightrope between communicat-
ing realistic expectations and trying to maintain 
a sense of hope for discouraged parents. 

This task is complicated when parents bring in 
Internet articles or blogs citing cures or overexu-
berant advertisements of controversial medical 
or surgical cures. Because families are often at 
their wit’s end, it is difficult to contradict anec-
dotal reports of “miracle cures” even though most 
reports do not provide sufficient data-driven 
evidence. On the other hand, it can be difficult 
to challenge these schemes without either feel-
ing hypocritical about our treatment suggestions 
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or dealing with a nagging sense that we may be 
devaluing their efforts to find a workable treat-
ment (harder to do sometimes for those in aca-
demic centers who feel all knowledge flows out-
ward from their program). There are many fami-
lies who are committed to non-pharmacological 
cures and can make unrealistic demands to stop 
all medications. Another aspect of this dilemma 
involves children with severe destructive or self-
injurious behaviors that are currently treated 
with relatively effective but potentially unsafe 
polypharmacy regimens. These families are 
trapped and fear that any change will provoke a 
major regression to previous levels of challenging 
behaviors (Barnhill, 2004; Marcus et al., 2005). 

Conclusions 
The assessment and treatment of young chil-

dren with ASD is not a simple task. Evaluators 
need a solid understanding of normal develop-
ment in order to recognize, compare, and under-
stand the differences between “neurotypical” and 
atypical development. We also need to know and 
apply our understanding of how the core features 
of ASD morph during the child’s lifespan. For 
example, during early childhood ASD some chil-
dren are diagnosed as ADHD/disruptive behav-
ior, obsessive-compulsive disorder, tic and other 
neurological disorders, and anxiety/mood disor-
ders. The diagnosis of ASD is delayed, especially 
for children with milder forms of ASD (Barnhill 
2004; Ozonoff, 2010; Rutter, 2011). 

During development, SIB, aggression, hyper-
activity, and disruptive behaviors may come to 
dominate families, seriously compromise daily 
family functioning, and have an adverse effect on 
the quality of life for the entire family system. In 
addition, school transitions, peer relationships, 
regression, or the emergence of epilepsy and 
primary psychiatric disorders during puberty 
are common phenomena. These new problems 
can contribute to a vicious cycle of disruptive/
destructive behavior, increased family distress 
and resulting sense of futility and desperation. 
Left unrecognized and unchecked, these poten-
tially downward spirals and/or emerging mental 
disorders further derail the child’s access to care, 
inclusion into peer activities, and their ability to 
grow into and adapt to ASD (Ozonoff, 2010). 

Once these issues are recognized, there are 
still many forces that adversely affect service 
availability and utilization. Many smaller com-
munities may lack skilled professionals and can-
not provide specialized services. The shortage 
or misdistribution of professionals is especially 

important for children with severe ASD/IDD, 
severe behavioral problems or neuropsychiat-
ric disorders; the severity of the child’s problem 
overwhelms available services (Joshi et al, 2010; 
Maittila et al 2010; Matson, 2009; McPheeters, 
Davis, Navarre, & Scott, 2011). Lacking system-
wide multidisciplinary interventions, local pro-
viders fall back on prescribing medications as a 
primary intervention. The severity of behaviors 
may threaten access to community programs and 
psychotropic medications become the treatment 
of last resort (Posey et al., 2008; Tsiouri, 2010). 

David’s parents are able to access adequate re-
sources for him but like many parents may not 
pursue supportive services for themselves. They 
ended up bearing a major portion of managing 
aggressive or impulsive behaviors, but often at a 
price (Marcus et al., 2005). They faced another re-
ality: many programs do not focus on family sys-
tem issues (family distress or styles of coping). An 
unfortunate consequence of child-focused behav-
ioral and psychopharmacological interventions 
is that parents may react to new state-of-the-art 
interventions as psychologically too burdensome 
for their current state of mind. For example, rec-
ommending increased structure or suggesting 
behavioral programs can seem unrealistic. Com-
pliance may suffer and the program fail before 
we truly understand the level of parental frustra-
tions; sense of fatalism (been there, done that); 
learned helplessness; lack of energy, motivation 
or sense of efficacy;, marital discord; or outright 
depression (Marcus et al., 2005). In the face of a 
depressed caregiver, any program or medication 
change may appear unrealistic and reinforce the 
caregiver’s sense of powerlessness. 

As psychopharmacologists we remain ever vigi-
lant to signals of burnout, exhaustion, sense of 
helplessness, or victimization/traumatization 
that may accompany efforts to care for extremely 
difficult children (Marcus et al., 2005). We may 
need to provide a level of supportive services that 
begins with what infant psychiatrists call “par-
enting the parent.” In this sense, we may need 
to avoid the trap of a “one-size fits all approach.” 

Psychopharmacology: A Boon or a Bust  
In most clinical settings, psychotropic medica-

tions are used to reduce the frequency and sever-
ity of target symptoms (e.g. sleep disturbances, 
hyperactivity, social isolation, irritability, repeti-
tive or stereotypic behaviors that interfere with 
daily activities, and many forms of aggression 
and self-injury) (Bostic & Rho, 2006; McDougle 
& Posey, 2003; Soorya, Kiarashi, & Hollander, 
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2008). Psychotropic drugs are adjuncts to exist-
ing behavioral programs. Three major goals of 
pharmacotherapy are to reduce behavioral ex-
cesses (e.g. hyperactivity, irritability/behavioral 
disorganization, aggression, stereotypies, and 
self-injury), minimize the avoidance and other 
modes of escape behaviors that may interfere 
with habilitation of skill deficits (e.g. withdraw-
al, escape, mediated behaviors, social anxiety, 
and avoidance behaviors), and minimize adverse 
drug effects as well as those that may interfere 
with learning new skills (King & Bostic, 2006). 
Because of these potential adverse effects, clini-
cians need to remain vigilant for frequently un-
diagnosed behavioral toxicity (high serum levels 
or behavioral side effects), subtle forms of EPS, 
akathesia, and confusional states due to poly-
pharmacy and drug-drug interactions (King & 
Bostic, 2006; McDougle & Posey, 2003; Tsouuris, 
2010). 

The psychopharmacologist must also be alert 
to cognitive and behavioral changes associated 
with the onset of seizures, medical conditions 
such as infections, pain syndromes, and neuroen-
docrine disorders (Ozonoff, 2010). The onset of a 
new primary psychiatric disorder is often related 
to quantitative (increases in number) and quality 
(intensity of affective response) changes in many 
challenging behaviors. This form of baseline ex-
aggeration can include both internalizing and ex-
ternalizing symptoms. Recent data suggest that 
nearly 70% of children with ASD will present 
with some form of primary psychiatric disorder. 
Depression and anxiety disorders are the most 
common psychiatric disorders but are often over-
looked as source of disruptive or externalizing 
behavior (Foxx, 2008; Joshi et al., 2011; King & 
Bostic, 2006; Matson, 2009;). 

Many clinicians tend to prescribe based on 
hypothesized mechanisms of drug action, espe-
cially in the treatment of complex challenging 
behaviors. For example, one model asserts that 
decreased serotonin activity is the main neuro-
chemical abnormality in both aggressive behav-
ior and mood disorder. Unfortunately this one 
drug-one neurotransmitter approach does not 
completely explain the complex neuropharmacol-
ogy of aggression or mood disorder (Rutter, 2011; 
Snyder, 2002). A literal application of the one 
drug-one neurotransmitter-one disorder or tar-
get behavior can point the clinician toward pre-
scribing multiple medications, misinterpreting 
side effects as additional symptoms, or creating 
potentially dangerous drug-drug interactions. As 
noted earlier, multiple drugs can be effective, but 

consultants may have no way of determining if 
it is the combination or if the last drug added is 
carrying the load. Families of children with se-
vere challenging behaviors or mental disorders 
are then in a bind about any suggestions to re-
view or amend this regimen.   

Where Does Individualized 
Psychopharmacology Fit into 
Positive Support Programs? 

Complicated cases force us to do a lot of detec-
tive work. Part of a consultant’s investigative 
work involves seeking answers to these ques-
tions: 

1. Is this the right child? We need to clarify past 
medical and family history, review most re-
cent evaluations and treatment plans, and re-
view the diagnoses and previous treatments 
for clues as to why they didn’t seem to help.  

2. Is this the right behavioral pharmacological 
approach to this particular subtype of this 
challenging behavior? Is the psychiatric diag-
nosis correct? 

3. Is this the right drug, an adequate trial at an 
appropriate dose? 

These questions may challenge some of our 
clinical assumptions about the proper use of psy-
chotropic medications. We need to be aware of 
and apply the most recent best practices or evi-
denced based information. If this data is lacking 
we can rely on target symptoms or rating scale 
data as well as quantified response data to drive 
our decision making. Our current treatment de-
cision-making is frequently based on incomplete 
information or, as in the case of many complex 
cases, our limited understanding of the condition 
(including family system) we are about to treat.  
At this point we are relying on a single subject 
case design that must be individualized to the 
child. 

It is helpful to think of treating a child-family 
as the treatment unit. For example, dampening 
a child’s severe emotional and behavioral labil-
ity and irritability can reduce problem behaviors 
to the point that they are less likely to interfere 
with educational, social, and other habilitative 
efforts. In the decision process, the potential 
clinical benefits must be weighed against the 
risk of sedation, interference with new learning, 
potential medical complications, and other side 
effects (King & Bostic, 2006). These caveats are 
especially useful when prescribing psychotropic 
drugs for very young children. In this situation 
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the child is at greater risk for many adverse side 
effects that may negatively impact emerging 
skills (McDougle & Posey, 2003; Rutter, 2011). 

Psychotropic Medications and Family 
Dynamics: Guess Who’s Coming to Dinner

As consultants we need to emphasize that psy-
chotropic medications impact family and social 
systems in complex ways. Reducing high levels 
of aberrant or intensely disruptive behaviors will 
change the nature of many interactions within 
these systems (Barnhill 2004). For overwhelmed 
parents, reducing the intensity of challenging be-
haviors may decrease their sense of ineffective-
ness, inadequacy, hopelessness and fatalism. By 
doing so, an effective psychotropic intervention 
for the child may interrupt the negative spiral 
leading to parental depression (Barnhill, 2004; 
Marcus et a.,l 2005). 

In many situations, the drug becomes a mem-
ber of the family system and may be treated as 
such with all of the idealization, ambivalence 
and conflicts associated with a new member. be-
come either a helpful family member or “aides” 
who can help maximize positive support. Lest 
hubris gets the best of us we should always re-
member that drugs are not replacements for good 
programs, social contact and positive learning 
experiences. (Barnhill 2004).

In closing, treating children with ASD presents 
major challenges. As clinicians, we struggle to 
find a way to reduce behavioral excesses while 
maximizing the habilitation of many behavioral 
deficiencies. Since both behavioral excesses and 
habilitation of skill deficiencies require new 
learning, we need to be vigilant to changes in 
the delicate balance between effective treatment 
of disruptive behaviors and the child’s need for 
ongoing learning and social-emotional develop-
ment. In a positive supports paradigm, medica-
tions are adjuncts: they may help to reduce the 
intensity of behavioral responses that interfere 
with treatment. But there are no magic elixirs or 
bullets. Treatment is a long process that is shaped 
by ecological factors (social setting); nature of fa-
milial and extra-familial interpersonal interac-
tions; and a balance between a developing sense 
of self-directness and empowerment and the ca-
pacity for sufficient modulation of disruptive and 
destructive emotional reactivity and behaviors. 
 We should always be cognizant of limits to ei-
ther/or approaches and seek a balance between 
individual needs, methods of communicating and 
obtaining these needs, and the developing neces-
sary skills to master a supportive social-emotion-

al environmental. In addition, we must be open 
to but cautious about incorporating new findings 
and technologies into clinical practice (cultural 
diffusion or trickle down effects). Acceptance of 
new ideas is a complex social process shaped by 
culture, community attitudes and socioeconomic 
realities (Barnhill, 2004; Dingfield & Mandell, 
2011). Each of these ecological forces can influ-
ence the “phenotype” of an individualized posi-
tive support program. In short, programs evolve 
to match not only the individual and families but 
also the realities of each community or treatment 
setting.
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Neuroscience Reviews

Fear Conditioning and Extinction 
Jarrett Barnhill, MD, University of North Carolina School of Medicine 

Fear and panic attacks share overlapping 
pathways within the central nervous system. 
They differ, however, in terms of apparent cau-
sality. Fear responses are triggered by external 
events; panic attacks, by apparently spontane-
ous affective/sympathetic arousals.  The DSM-
IV-TR and DM-ID define panic disorder in terms 
of multiple panic attacks of sufficient frequency, 
severity, and intensity to produce avoidance be-
haviors and disrupt social function. Acute Stress 
and Post Traumatic Stress Disorders arise from 
exposure to overwhelming or “traumatizing” ex-
periences. Neuro-physiologically, acute stress re-
actions are a collection time of limited responses 
to intense fear, autonomic hyperactivity, and the 
frequent presence of dissociative phenomena. 
Post Traumatic Stress Disorder is characterized 
by prolonged functional impairment, emotional 
restriction and increased sensitivity to stressors, 
and cue-initiated intrusive re-experiencing and a 
wide array of avoidance behaviors. 

Because only 10-15% of individuals involved 
in severe traumatic experiences go on to develop 
PTSD, it is important to recognize vulnerability, 
risk, and resilience factors. Risk factors include: 
previous exposures to trauma as well as gene-
environmental changes that further heighten 
baseline neurotransmitter, autonomic, and neu-
roendocrine reactivity. Individuals with IDD face 
additional risks- histories of extended abuse or 
neglect, behavioral phenotypes that impact both 
arousal and extinction, and deficits in adaptive 
functions related to executive and other pre fron-
tal dysfunction. Diagnosis is also complicated by 
cognitive and social communication deficits that 
require modifications to our clinical assessment 
strategies.    

The referenced articles by Mehta, Gonik et al 
(2011) and Graham and Milad (2011) explore 
the neurobiology of fear, fear conditioning, and 
extinction in PTSD and other anxiety disorders. 
Fear conditioning is a form of classical or asso-
ciative learning in which intense fear and auto-
nomic arousal are paired with specific stimuli 
(conditioned stimulus) and context or setting 
cues. In panic disorder (PD), conditioning quickly 
generalizes as instrumental or operant learning 
solidifies and maintains anticipatory anxiety and 

avoidance behaviors. There are well-established 
desensitization-extinction protocols. Many in-
volve combining relaxation techniques with 
graduated exposure to conditioned stimuli and 
settings associated with avoidance behaviors. 
Cognitive therapies add top down inhibition but 
require functional executive functions in order 
to modulate threat perception and the regula-
tion of automatic thoughts and actions. In severe 
cases, adjunctive pharmacotherapies decrease 
autonomic and neuro-endocrine dysregulation. 
Unfortunately tapering the drug may lead to a 
surge in fear/anxiety mediated target behaviors 
during the extinction protocol. It is important to 
distinguish these “drug extinction” surges from 
clinical relapse in anxiety disorders. Recent data 
also suggest that desensitization and cognitive-
behavioral techniques are critical to relapse pre-
vention.   

The next 3 articles will focus on PTSD by ad-
dressing problems of extinction as more than 
“erasing” old memories but as new learning (neu-
roplasticity and long term depression) and solidi-
fication of regulatory inhibition by the prefrontal 
cortex. Next time, we will look at this process in 
more detail.     

References and Readings for This Series:
Graham, B.M., & Milad, M.R. (2011). The study 

of fear extinction: implications for anxiety 
disorders. Journal of the American Psychi-
atric Association, 168(12), 1255-65. 

Mehta, D., Gonik, M., Klengel, T., Rex-Haffner, 
M., Menke, A., Rubel, J., . . . Binder, E.B. 
(2011). Using polymorphisms in FKBP5 
to defi ne biologically distinct subtypes of 
PTSD: Evidence for endocrine and gene 
expression. Archives of General Psychiatry, 
68(9), 901- 910. 

Stress Anxiety and Serotonin. (2011).  Biological 
Psychiatry, 70(11).

Selek, S. (Ed.). (2011).  Different views of anxiety. 
Rijeka, Croatia: InTech

For further information, please contact Dr. 
Barnhill at JarrettBarnhill@med.unc.edu.
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US Public Policy Update

Building a Skilled Direct Support Workforce 
Using an Integrated Approach to Training
Scott D. Trudo, Institute on Disability/UNH

The Institute on Disability/UCED at the Uni-
versity of New Hampshire is working with part-
ner agencies throughout New Hampshire to ad-
dress the growing need for a skilled and stable 
workforce. The project, known as DirectConnect, 
is a three-year grant funded by the Department 
of Labor with American Recovery and Reinvest-
ment Act Funds. DirectConnect was created to 
help identify and put in place sustainable best 
practice models for recruiting, training, and re-
taining direct care workers across aging, mental 
health, physical, and developmental disabilities 
population sectors.

Through DirectConnect, participants have ac-
cess to community college scholarship funds and 
other training opportunities to improve their 
skills and professional development. Among 
the training opportunities available is a com-
mercially available online curriculum called the 
College of Direct Support, which offers a wide 
range of self-paced courses specifically designed 
for those who support people with intellectual 
and developmental disabilities.  The Institute on 
Disability has taken a unique approach to imple-
ment this training by creating a process that in-

tegrates the online learning component, which 
is an individual experience, with additional 
group and peer-to-peer activities.  This blended 
model creates a learning environment that de-
livers positive outcomes by helping staff to re-
tain more of what they have learned and apply 
the learning to the work they do every day with 
the people they support.  Those taking the Col-
lege of Direct Support are given the opportunity 
to take the necessary courses to receive a Direct 
Support Professional certificate produced by the 
Institute on Disability.

Research aimed at how adults learn in the 
workplace has found that adult learners remem-
ber as little as 10-30% of what they have learned 
in training just two weeks after attending. That 
means that participants forget as much as 70-
90%. The same research finds that if the learn-
ing incorporates active learning approaches, giv-
ing learners the opportunity to actively apply the 
learning in some way, they are shown to retain 
as much as 90% of the learning over the same 
timeframe (Edgar Dale, National Training Labo-
ratory Institute, 1970).  
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An Integrated Approach
As part of the DirectConnect grant, the Insti-

tute on Disability has created a three-part train-
ing intervention to help staff apply new knowl-
edge and develop new skills.

1. Direct support staff begins by taking a com-
bination of required and elective College of Direct 
Support courses online. The online feature offers 
a great deal of flexibility in terms of where and 
when staff takes the training.  Some staff take 
the training in their workplace during the day, 
while others may choose to take it at home in the 
evening.  Each course is comprised of a number 
of lessons, much like chapters in a book.  Each 
lesson contains a post test, which is used as one 
outcome measure.

2. The second part of the training intervention 
involves peer-to-peer discussion groups. These 
facilitated discussions correspond with the online 
courses, providing a forum for staff to discuss the 
online learning in the context of the work they 
do supporting people in the community. To help 
create structure and consistency, the Institute on 
Disability has created a tool known as the Col-
lege of Direct Support Facilitator’s Guide, which 
contains lesson plans for each of the courses.  
Based on input from participants, the dynamic 
created by the peer-to-peer discussions is one of 
the most enjoyable parts of the training process. 
While many agencies facilitate discussion groups 
for their staff exclusively, DirectConnect also 
uses video conferencing as a means to facilitate 
peer discussion groups between sites statewide.  
Because this approach includes many more par-
ticipants, each is exposed to more personal expe-
riences, stories, and perspectives. Feedback from 
staff has been very positive.

3. The third part of the training intervention 
involves the use of two of the on-the-job training 
tools contained within the College of Direct Sup-
port – Portfolios and the Skill Statements. The 
portfolio tool is used by participants in a variety 
of ways. It offers examples of activities for staff to 
engage with the people they support, writing as-
signments that document how they have applied 
their learning, and a variety of other profession-

al development options. The second on-the-job 
training tool is a complete set of Skill Statements 
that directly relate to each online course. The 
statements reflect national standards and are 
well suited to become part of a peer mentoring 
process. Based on feedback from participants, 
these tools provide an excellent way to make sure 
that everyone working with the people they sup-
port has the same set of skills to do the job. Well 
trained direct support professionals understand 
that it takes more than instinct and a good heart 
to do their job. They know that it takes knowl-
edge, skills, and good judgment – each reinforced 
using on-the-job tools.
Summary

One of the goals of DirectConnect is to create 
sustainable training models that can be used af-
ter the grant has ended.  By combining the flex-
ibility and curriculum from the College of Direct 
Support with a series of hands-on, active learn-
ing approaches, DirectConnect participants will 
have the tools and the process to continue what 
has been started. 

As a result of DirectConnect and the work done 
by the Institute on Disability, a number of agen-
cies have begun to think about training differ-
ently and view training as more than an “event.” 
By implementing DirectConnect’s integrated ap-
proach to training they have raised the profes-
sional standard in their own organizations and 
across New Hampshire.   

Contact:

Scott D. Trudo
DirectConnect Project Director
Institute on Disability/UNH
Scott.Trudo@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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The NADD 29th Annual Conference & Exhibit Show 
Wednesday-Friday, October 17-19, 2012  
Denver, Colorado 
 
Plenary Talks 
 

Autism Research: Intervention Outcomes, and/or Effects on Quality of Life and Wellness 
 Jean Frazier, MD, Vice Chair of Psychiatry at the University of Massachusetts 
Medical School in Worcester, MA  

 

Cognitive Disability, Dual Diagnosis and Emerging Technologies in an Era of Economic Uncertainty 
David Braddock, PhD, Executive Director of Coleman Institute for Cognitive Disabilities and Associate Vice 
President of the University of Colorado in Boulder 

 
Call for Presentation Deadline is March 23, 2012 

DSP Interests and Concerns

Providing the Right Amount of Support
Lisa Burck, Arc of Mississippi.

More and more, direct support professionals 
(DSPs) are not leaving technology at the door 
when they go to work. Likewise, the people that 
we support are using technology to enhance and 
promote independence and self determination.

The success or failure of technology for people 
who have a disability depends highly on direct 
support professionals. On the surface it may 
seem that advances in technology could reduce 
or replace the need for direct support. I believe 
nothing could be further from the truth. As peo-
ple gather to help individuals plan for their lives, 
the most important question is always “Who will 
do this?”  Plans aren’t anything more than words 
on a paper. Likewise, technology isn’t anything 
but a tool.  Plans are brought to life and tools 
have value through the hands of a DSP.

I recently saw a video about a day in the life 
of a man who uses a lot of technology. His house 
reminded him to turn off the stove, let him know 
if the door is locked, or told his dog to get off the 
bed.  His family and others were able to commu-
nicate with him by video email. His smart phone 
guided him through the bus routes. His bank 
made funds available through voice and thumb-
print. The DSPs who support him realize that 
these tools enhance his self-determination and 
quality of life. They program the technology; they 
are the people he calls for help; they provide the 
assurance and assistance. They have a necessary 
role in his life.

As DSPs, we don’t need to safeguard jobs. Be-
lieve me, there is plenty of work for everyone!  

Ongoing staffing shortages and continued move-
ment to community-based services means that 
our jobs may look a little different, but the need 
will always be there.  When was the last time you 
had two days in a row that looked the same?

We know how hard it can be to provide enough 
support, but Dr. John Agosta from the Human 
Services Research Institute also warns against 
“over-supporting” people.  Give people what they 
need, no more and no less. Our job in direct sup-
port is determining just how much support peo-
ple need and what that support looks like.

Lisa Burck is the President of the NADSP 
Board of Directors, and Project Director at the 
Arc of Mississippi.

This article originally appeared in 2011 in 
Frontline Initiative, a publication of the National 
Alliance for Direct Support Professionals, and is 
reprinted with permission. Contact information: 
Frontline Initiative, Annie Johnson Sirek, Editor, 
204 Pattee Hall, 150 Pillsbury Drive Southeast, 
Minneapolis, MN  55455.  Phone:  612-625-0535.  
Fax: 612-625-6619.  Email: joh02055@umn.edu. 

DSP Interests and Concerns is an ongoing col-
umn in The NADD Bulletin.  We welcome your 
comments, suggestions, and submissions for this 
column.  To learn more or to contribute to this 
column, you may contact Kathleen Olson, Editor 
of DSP Interests and Concerns at kolson@ku.edu.



Note from the editors
The March/April edition of the Bulletin provides a diverse 

group of articles that cover multiple areas of interests. Kupibida-
Dagonas, McDonald and Adair address a common problem—how 
to insure consistency, fidelity, and efficacy of behavioral programs 
in community settings. Their approach is to train, supervise, and 
provide ongoing feedback that matches the treatment setting. 
Their success is spelled out in the article. McFalls provides an 
executive summary and link to the complete survey report on the 
nature and costs for treatment services in Pennsylvania. Many 
of us deal with hidden costs based on the fragmentation of care 
and problems negotiating complex provider systems. Barnhill and 
Lee explore the boundaries between family systems models and 
medication management in a busy psychopharmacology clinic. In 
an expanded case study, they address some of the issues related to 
such an integrated approach. Dr. Lee is the first child psychiatry 
resident from University of North Carolina to have a paper in 
the Bulletin. We hope we can encourage trainees from programs 
around the country to provide articles. 

Barnhill continues the series on translational neuroscience 
focusing this brief article on the emerging field of behavioral 
pharmacology. Trudo’s policy update reports on a project at 
the University of New Hampshire to address ongoing training 
opportunities in community colleges to insure an adequately trained 
and skilled direct care work force. Burck’s DSP Interests and 
Concerns column considers the challenge that direct care workers 
face in determining the correct amount of support to provide. 

    
Jarrett Barnhill, MD, DFAPA, FAACAP 
Jarrett_Barnhill@med.unc.edu 

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

Clinical Certification 
Program Accreditation 
 

DSP Certification 

 
 

The NADD Accreditation and Certification Programs 
 
Visit http://acp.thenadd.org/ or click the Accreditation/Certification tab on the NADD home page 
(www.thenadd.org) for details.  

Submitting Articles for the NADD Bulletin 

The NADD Bulletin welcomes submissions of articles from practitioners, academics, managers, 
policy makers, family members, and Direct Support Professionals, who are involved in 
delivering care to people with intellectual disabilities and mental health needs. 

Manuscripts are requested on topics concerning mental health issues among persons with 
intellectual or developmental disabilities. Manuscripts of interest include articles related to 
clinical application, policy, training, and perspectives related to supports for persons with 
intellectual or developmental disabilities and mental illness. Articles may include program 
design, case studies, interventions descriptions, best practice articles, and position papers; 
data-based submissions are always welcome. Topics may include: 

 Counseling and therapy 
 Issues concerning aging 
 Issues concerning the criminal justice system 
 Staff training 
 Other topics of interest to people concerned with the care and well being of individuals 

with intellectual disability and mental health needs 

 
Details about manuscript submission are available at 
http://www.thenadd.org/pages/about/bulletin.shtml.  Inquiries or submissions may be submitted 
to Lucille Esralew, Ph.D., Co-Editor, at lesralew@trinitas.org.   

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

International Certifi cate Programme in Dual Diagnosis
Summer Institute 2012

Demystifying Psychiatric Syndromes in Persons with 
Intellectual Disabilities and Autism

June 4-8, 2012
Multimodal Assessment and Treatment of Psychological/

Behavioral Diffi culties in Persons with Intellectual 
Disabilities and Autism

June 11-15, 2012
Brock University

St. Catharines, ON, Canada
http://www.brocku.ca/dualdiagnosis/2012_Brochure.pdf 

************************************
AAIDD 136th Annual Meeting

June 18-21-2012
Westin Charlotte

Charlotte, NC
NADD Pre-Con: June 18, 2012

The NADD Accreditation/Certifi cation Program
http://www.aaidd.org/content_6546.cfm 

2012 IASSID World Congress
July 9-14, 2012

Halifax World Trade Convention Centre
Halifax, NS, Canada

https://www.iassid.org/conference/index.php/
HPC/2012IWC/index 

************************************
State of Ohio 10th Annual MI/DD Conference

September 18-19, 2012
Double Tree Hotel

Columbus/Worthington, OH
************************************
NADD 29th Conference & Exhibit Show – 2012

October 17-19, 2012 (W-F)
Omni Interlocken Resort
Denver/Broomfi eld, CO

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

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