
T
H

E

BULLETIN

VOLUME 14 NUMBER 5
SEPTEMBER/OCTOBER 2011 

NON-PROFIT ORG.
U.S. Postage

P A I D
Permit No. 96

Kingston, NY 12401
132 Fair Street, Kingston, NY 12401-4802

Address Service Requested

The official Publication of NADD

Visit the NADD website at www.thenadd.org for more information on upcoming 
conferences and trainings. Updated information is posted as available.

Upcoming NADD Conferences/Trainings

***************************************
Fall Teleconference Series

11 teleconference trainings between Sept. 12 and Dec. 13
For details visit

http://www.thenadd.org/pages/conferences/teleconference.shtml
****************************************

NADD 28th Conference & Exhibit Show-2011
November 2-4, 2011(W-F)

Loews Vanderbilt Hotel- Nashville
Nashville, Tennessee

****************************************
NADD 29th Conference & Exhibit Show-2012

October 17-19, 2012 (W-F)
Omni Interlocken Resort

Broomfield, 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.



Note from the editors
Greetings, and we hope that you are enjoying the beginning of the 

fall. Many of us initiate a new school year in the fall, and as such 
we bring you an issue with a spotlight on education for youth with 
ID/MI.  In this issue of The NADD Bulletin, Lisa Kontos Fioretti 
shares with us a rationale for including instruction on recreation, 
and Jane Idell describes her program of counseling essentials for 
classroom teachers and school counselors. Bulletin co-editor Dan 
Baker offers a brief research report on the content of Instruction 
for Transition-age Youth, and Bulletin co-editor Jarrett Barnhill 
provides Part II of “What Fragile X Syndrome Is Teaching Us 
About How Genes Function.”  The U.S. Public Policy Update, by 
Charles Moseley, EdD, looks at trends in how the developmental 
disability service system is responding to the continuing economic 
recession and resulting state budget cuts. The DSP Interests and 
Concerns offers an articles by John J. Sherlock about an employee 
recognition program designed by DSPs.  As always, we welcome 
your thoughts and articles. 

Dan Baker, Ph.D.
Dan.baker@umdnj.edu

Jarrett Barnhill, M.D.
Jarrett_Barnhill@med.unc.edu 
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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 
service fees, publication sales, grant support, and charitable contributions. Tax deductible 
donations allow NADD to make a difference in the quality of life for the people we serve.

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

Thank you for your continuing support.

improved. DSPs who received merit bonuses 
or service awards were more likely to say they 
planned to stay in the field for one, two, and five 
years. DSP turnover declined from 30% in 2003 
to 14% in 2007. DSPs valued the recognition 
program and had a genuine sense of pride in 
wearing the agency’s logo. DSPs also identified 
future forms of service awards, such as cash, gift 
cards or vacation time. 

“…what I like is having the logos of the 
agency on it so people could recognize… 
I’m out there helping people and it’s very 
important for me to help people. I’d like 
to represent the company.”

Starting a Recognition Program?
This recognition program had a positive 

impact on both DSPs and employers. In addition 
to increasing DSPs’ job satisfaction, the items 
awarded increased DSPs’ sense of professional 
identity and pride in working for a particular 
organization. When DSPs wore items with the 
organizations’ logo on them, it also provided 
excellent visibility for their employer. 

An employer who is considering starting a 
recognition program for DSPs should consider the 
following to increase their likelihood of success: 

1. Involve DSPs in selecting the awards.
2. Hold organizational events where DSPs can 

gather and be recognized in front of their 
peers and family members.

3. Remember the costs of a recognition program 
will typically be much less than the high cost 
of unwanted turnover.

4. Establish and communicate upfront the 
criteria that will be used for recognition 
awards, such as attendance.

5. Think creatively about the possible awards. 
DSPs in our study valued clothing items (e.g., 
fleece jacket) and other items (portfolios, 
pins) that they could use at work. DSPs in 
our focus groups also requested that future 
programs award paid time-off, based on 
years of service.

6. Reward years of service with increasingly 
valuable awards to show the value you place 
on your DSPs’ loyalty to the organization.

7. Enter a recognition program with the 
understanding that everything won’t go 
perfectly; you may have to make adjustments 
as you proceed. That’s OK—the DSPs will 
appreciate your efforts to recognize them!

For additional information, contact John J. 
Sherlock at sherlock@email.wcu.edu or by phone 
at 828.227.3380. Grant Morgan can be reached 
at 704.523.4667.

This article originally appeared in 2008 in 
Frontline Initiative, a publication of the National 
Alliance for Direct Support Professionals and is 
reprinted with permission. Contact information: 
Frontline Initiative, NADSP, P.O. Box 9369, St. 
Paul, MN 55109.

DSP Interests and Concerns is an ongoing 
column 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.
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The Importance of Instruction in Recreation and 
Community Life for Students with IDD and MI
Lisa Kontos Fioretti, MA, Montgomery Township School District

Like any typical person, an individual with a 
disability also goes through many transitions 
throughout his/her lifetime. This change of go-
ing from the primary role of being a student to 
being an active member of the community has 
many components. Some of the roles include 
post-secondary education, maintaining a home, 
becoming appropriately involved in the com-
munity, and experiencing personal and social 
relationships. There are numerous components 
of transition, but this article will specifically fo-
cus on recreation and leisure. Identifying what 
the individual likes to do for fun and what other 
recreational interests he or she has can have a 
positive effect on the individual’s quality of life, 
developing a positive peer social group and en-
gaging the individual in the community. 

The range of abilities and interest amongst peo-
ple with disabilities vary. As a young adult moves 
from middle school to high school, then to post 
secondary education or to a work environment, he 
or she will need to have positive people relation-
ships. Young people with disabilities have consis-
tently had poor self-esteem, and one reason for 
that is having poor peer relationships (Wehman, 
2006). Peer relationships and making friends is 
an important part of transition. As is true for any 
person, with or without a disability, some people 
are better and more successful than others in de-
veloping these relationships. One may think hav-
ing fun is a simple task; however this is not the 
case for many people with disabilities.

A person with an emotional disorder or depres-
sion may not be able to achieve a strong level of 
interpersonal skills, social competence or know-
ing how to behave in a challenging social situ-
ation. A person with a moderate or mild cogni-
tive disability may not be able to verbalize his or 
her interests. With knowledge and creativity, an 
educational team can find ways to get students 
involved in trying various recreational activities. 
Participating with the baseball team, serving 
as a manager on the basketball team, walking 
or jogging with the track team, taking an aero-
bics class, signing up for an art or knitting class, 
taking a music class, or learning a game that 
another peer plays are some example of leisure 
goals (Wehman, 2006). The individuals’ family 
or educational team can find ways to modify and 

adapt any program or materials so he or she can 
participate with peers in these activities. 

Many of the individuals that have a disability 
are not able to identify these interests on their 
own. Just as the tasks they take part in on a 
daily basis at home or in a work environment 
are carefully planned and thought-out, the same 
care should go into selecting appropriate recre-
ation goals to ensure a positive outcome. It is 
important to carefully identify the recreational 
interests the person demonstrates and to deter-
mine whether the interests are consistent with 
his or her intellectual and physical capabilities 
(Wehman, 2006). It is also critical to find what 
opportunities are available in the home and local 
community to actually enjoy the leisure activity 
(Wehman, 2006). 

Recreation and Leisure 
As a speciawl education teacher, it is impor-

tant to work with the administration to create 
a comprehensive approach that provides quality 
programs to enable students to reach their high-
est level of achievement and independence al-
lowing them to become contributing members of 
their communities.

Two specific components of transition, under 
recreation and leisure, are Having Fun and Mak-
ing Friends. Community-Based Instruction differs 
from the traditional instructional methods taught 
in school because it is hands-on and is applied to 
the real-life situations our students will be encoun-
tering throughout their lives. Being a positive and 
active member of the community is a critical life 
skill. This translates into a higher quality of life, 
leading to an increased and an improved social 
life, increased connections for employment, and 
fewer behavior problems. Recreation skills help to 
occupy a person’s time, lessening the likelihood of 
engaging in undesired behaviors.

Exercise routines, motor ability experiences, 
team sports, swimming, and lifetime recreation-
al activities are important to a program for stu-
dents with mild to severe disabilities to help get 
them ready for a life of being an active part of 
the community. Regularly scheduled visits into 
the community, attending performances, partici-
pating in physical recreation (such as bowling, 
golfing, swimming), shopping, and eating out 
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in the community provide the students with the 
real-life, hands-on experience. Providing these 
opportunities for individual recreational outings, 
depending on the student’s interests and prefer-
ences will lead to better choice-making by the 
student and a more socially fulfilled life. 

The first step in identifying a person’s interests 
and creating a list of recreational and leisure activ-
ities is exposing the individual to these opportuni-
ties prior to graduation. Being given the opportuni-
ty to participate in clubs, community events (fairs, 
concerts), spectator events (sports, performances), 
sports (golf, bowling, swimming), and activities he 

or she can do alone with friends (going out to eat, 
going to the movies) should all be provided so that 
the individual, the family and the team can help 
the student develop and maintain skills needed for 
a fruitful social life after graduation. 

References
Wehman, P. (2006). Life beyond the classroom (4th 

ed.). Baltimore, Maryland: Paul H. Brookes 
Publishing Co. 

For more information, please contact Mrs. Lisa 
D.K. Fioretti at: lfioretti@mtsd.us

Counseling Essentials for Classroom 
Teachers and School Counselors
Jane Idell, M.S.
Abstract

Students at a small residential treatment 
center for teenagers with emotional, behavioral 
and intellectual challenges participated in a six 
week counseling program that was developed to 
teach students the fundamentals of responsible 
decision making. The Counseling Essentials 
lessons were developed as a visual and interac-
tive approach for teaching students basic ‘rules-
of-thumb’ for decision making in challenging 
situations. This program offers students a frame-
work for dealing with challenging situations ap-
propriately. Prior to participating in this pro-
gram, students frequently engaged in physical 
responses towards themselves and others when 
overwhelmed. Students report that after par-
ticipating in this program, the expectation that 
they will use a problem-solving approach when 
a problematic situation arises is made clear. The 
goals of this program was to have students make 
better choices by helping them to understand 
pro-active thinking strategies rather than have 
students relying solely upon engaging in repeti-
tive reactive discussions after problematic be-
havior occurred. 

Introduction
As the school psychologist, I conducted weekly 

individual counseling with students at the school 
located on the campus of a residential treatment 
center (RTC). Upon meeting new students, I en-
gaged them in a three week orientation. After 
these three introductory sessions, I felt I had 
begun to know the students a little better and I 
could more effectively use the six Counseling Es-

sentials lessons to address specific problematic 
issues. 

The school was a special act school district in 
New York State. Students were sent to the resi-
dential school by their school district Commit-
tee on Special Education or from their county 
Department of Social Services usually because 
their behavior was unmanageable in their home 
or school. The girls were a highly diverse popula-
tion diagnosed with emotional, behavioral, and 
intellectual challenges including, but not limited 
to, Asperger’s Syndrome, Psychosis, self-harm, 
and conduct disorder. 

I engaged the teen girls on my counseling case-
load in this series of six interactive counseling 
lessons over six weeks. They were informed that 
the lessons would introduce them to basic infor-
mation regarding counseling. The students at 
the RTC ranged in age from 13 to 21. 

These lessons were developed with two main 
goals in mind: to help students feel good about 
taking responsibility for their behavior and to 
help the students to be able to re-coup from their 
mistakes with a self-accepting stance rather than 
a loss of self-esteem. 

In my experience at the center, students did not 
misbehave just to be oppositional. They misbe-
haved because they thought that if they deemed a 
situation as negative enough, it required a nega-
tive response. Students also needed to understand 
that acting responsibly wasn’t just a nice thing 
but that it actually benefited them. The majority 
of students did not see any benefit to behaving 
appropriately despite the fact that their behavior 
had resulted in their placement at the RTC. 
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Description of the Lessons
I have very briefly summarized the six lessons 

below. There are three basic lessons on success-
ful decision making. In order to access these 
concepts, there are two other basic ideas which 
are discussed with the students. The sixth les-
son involves goal setting. Students have various 
personal goals which can help strengthen their 
determination to do the right thing even in chal-
lenging situations. Thus, I use goal setting as one 
of the six lessons (Bloom, 1997; Linehan, 1993). 

Lesson #1
The goal of this lesson is to teach students that 

they do have choices in challenging situations and 
how making the responsible choice by choosing re-
sponsible behavior actually benefits them. There 
is a discussion regarding what happens when we 
make a bad choice and how we recover from it. 
We also discuss emotional triggers. It is interest-
ing to me that some of my students have learned 
what triggers them, but they are unaware that 
they can learn and should learn coping skills for 
these triggers or that coping skills could specifi-
cally address individual triggers pro-actively and 
reactively (Anderson, 1981; FLDC, 2003).

Lesson # 2
The goal of this lesson is to make students 

aware that how they react or behave depends 
totally on how they think and that how they 
think is a choice. I call this lesson Psychology 
101 or How Behavior Works. Given a situation, 
children understand that they may respond in a 
certain way. They do not understand that how 
they think and feel determines how they will re-
act. Therefore, this concept is demonstrated for 
them in an age appropriate manner. The goal is 
for students to understand how thinking is the 
linchpin or crucial element in controlling behav-
ior. Understanding the basic tenets of CBT is as 
helpful to the client as to the therapist (Faber & 
Mazlish, 1980; McKay, Roger, & McKay, 2003).

Lesson #3
The goal of this lesson is for students to un-

derstand that they are expected to assess their 
own behavior. In order to do this, they need to be 
honest with themselves. The concepts of self-hon-
esty and trustworthiness are discussed with stu-
dents. The goal of the second part of this lesson 
is to motivate students by informing them that 
by learning some decision-making basics, they 
will be more likely to achieve success in reaching 
their goals. The inter-connection between long 
and short-term goals is explained. Students list 

their goals for the future and those things they 
will need to do today to reach those goals.

The Three Circles
Lessons #4 though #6 are my three circles of 

successful decision making. These inter-locking 
circles serve as a mnemonic device. Each student 
creates his or her own personalized chart of the 
concepts contained within these lessons, and 
we are able to refer back to them in subsequent 
counseling sessions. 

When I explain the rules of thumb for positive 
decision making, students sometimes say that 
I think it is easy. I tell students that the very 
reason I only have three rules is because I want 
them to be able to easily access this information 
even when they are stressed and that it is ex-
actly because that is so difficult to do that there 
are just three choices. I also need to continually 
review the idea that these lessons are not merely 
theory but can, and indeed need, to be applied to 
their everyday behavior. 

Lesson # 4 – The FirsT CirCLe
The goal of this lesson is to have children make 

a commitment to make positive choices.
The first of the three circles is a concept I call 

Positivity. The main concept is that in every situ-
ation, there is a positive choice. There is a dis-
cussion about this because students agree with 
this, that is, until a challenging situation arises. 
The discussion in this lesson centers on what to 
do if they cannot think of a positive choice at the 
moment. There are three alternatives that are 
listed (and all their variations are discussed as 
well). In general terms, the three alternatives 
are: to think before we act, find someone we trust 
to talk to and third, if necessary, distance our-
selves, particularly if the situation is volatile. I 
teach my students that if they make a mistake, 
they also have the power to make the situation 
right. Students need to form the habit of going 
into problem-solving mode when needed.

Lesson # 5 – The seCond CirCLe
The goal of this lesson is to help children un-

derstand that making the right choice is not al-
ways the fun thing to do.

We live in a feel good culture. This has caused 
a tremendous amount of confusion for children. 
They don’t understand how something can be 
good for us if it doesn’t feel good in the moment 
or how something that feels good in the moment 
can possibly be harmful. That is antithetical to 
everything they learn from the popular culture. 
Therefore, the second circle is dedicated to Pa-
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tience. Valuable things take time and effort. The 
concepts of self-restraint (stopping oneself from 
doing the things we knows we shouldn’t do) and 
self-discipline (forcing oneself to do the things 
we know we have to do, whether or not we are 
in the mood) are explained. Along with this, the 
concepts of immediate gratification and delay of 
gratification are also explained to students.

Lesson # 6 – The Third CirCLe
The goal of this lesson is to help children un-

derstand that it is not only OK to have boundar-
ies, it is crucial to our well-being.

The third circle is devoted to Values. Some 
values are universal and non-negotiable, other 
values are individual and negotiable. The focus 
of this lesson is on the universal and non-nego-
tiable values. Students are usually able to name 
them: health/safety, education/job, and family. 
It is also stressed that parents are allowed (and 
actually expected to by law)to make decisions re-
garding their children’s well-being based on the 
non-negotiables and that the students should ex-
pect (rather than be angry about) their parents 
to do so. This lesson is also used to introduce the 
concepts of boundaries and priorities.

Case Explanations
Four cases are presented below which are rep-

resentative of the diverse group of students that 
have demonstrated positive behavioral changes 
as a result of the six lessons. The cases presented 
below involve students with both cognitive and 
behavioral challenges who have also experienced 
trauma in the form of abuse or neglect.

 Not all of the lessons apply evenly to all stu-
dents. Some students need repetition of certain 
concepts as exemplified by the following cases.

 One student, Diana (not her real name), came 
to the RTC with problems dealing with peers. Af-
ter surviving abuse in the home, her emotional 
state was so fragile that even a small slight could 
cause her to become so upset that she felt she 
needed to cut herself. Diana had learned to see 
herself as fragile. After reviewing the 6 lessons 
with Diana, I chose to go back over lessons two, 
three, four and five.

It became apparent that a great deal of Diana’s 
self-talk was mainly about how weak and easily 
upset she was. Diana did not seem to understand 
how this impacted her behavior and, in turn, im-
pacted how others viewed her. I reviewed lesson 
two with her, demonstrating how her negative 
thinking impacted her ability to feel proficient 
and that it was possible for her to think and feel 

in a capable, competent manner even in challeng-
ing situations. To Diana, the idea that how we 
react is a choice based on how we think was a key 
piece of information. Lesson two had emphasized 
the importance of self-talk, and we reviewed this 
and listed helpful self-talk examples. Many stu-
dents, like Diana, tend to understand that they 
have choices on how to behave except when the 
situation is really stressful to them. I reviewed 
with Diana the concept of making a positive 
choice even in a negative situation. Diana did not 
really understand this previously. She had be-
come ‘locked in’ to cutting behavior. She thought 
that it was her only alternative once she had de-
termined the situation to be severe. This had be-
came a downward spiral for Diana because she 
felt vulnerable even in mildly stressful situations 
and thus over-reacted even to minor stressors. In 
reviewing this point with her, Diana was able to 
stop engaging in unhelpful self-talk and began to 
see herself as capable.

I also re-emphasized lesson five. Part of this 
involves making a commitment to self-restraint. 
Just because we feel like doing something doesn’t 
necessarily mean we should. Sometimes, we just 
have to say ‘no’ to ourselves. Diana readily ap-
plied this to her cutting behavior, and we worked 
on various other strategies to help her with anxi-
ety reduction and problem solving when she felt 
like cutting. Lesson four, as is often the case, pro-
vided a unifying theme for our work, that is, that 
in every situation there is a positive choice. That 
is, there was no situation for which cutting was a 
good response. Diana was also very goal-focused 
and lesson three, which focuses on goal setting, 
was helpful in getting her to see the connection 
between her daily choices and her future goals. 

These skills were a gateway for Diana to be 
able to access the coping skills that are a routine 
part of counseling. She came to me quite proud 
of herself recently that something had happened 
in the residence hall and she ‘handled it!’ She 
showed me her arms. No cut marks!

Cindy, a student with both cognitive (she qual-
ifies for OPWDD services) and behavioral chal-
lenges, enjoyed the lessons particularly because 
they were straight forward, readily understand-
able, and presented an intellectual challenge 
that was not over-whelming. She also liked the 
positive, pro-active aspect of the lessons. This 
is perhaps the first time that someone has sat 
with Cindy, age 19, and actually had a serious 
grown-up discussion with her to explain how 
taking responsibility is related to being grown-
up, something that is very motivating to Cindy. 
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When Cindy is upset, there is no way for her to 
absorb this information. However, in counseling, 
having this type of serious discussion when she is 
calm and receptive to learning, makes Cindy feel 
respected and mature.

 I re-emphasized lessons one, four and five with 
Cindy. In lesson one, I helped Cindy to under-
stand that when she gets upset, it is not more 
likely but rather less likely that people will want 
to help her or respond to her needs. We have dis-
cussed that people don’t like to be controlled by 
the anger of others, a concept to which students 
can easily relate. We also agreed that respond-
ing with aggression to a situation is an immature 
rather than mature way of dealing with even a 
challenging situation. 

A key goal of lesson one is not only for the stu-
dent to take responsibility for avoiding becoming 
over-whelmed in a challenging situation but also 
calming down once they are triggered. It was my 
experience that because students relied heavily 
on blaming others for anything that went wrong 
during the day, it followed in their thinking that 
others were then responsible for placating them. 
As a result, students routinely sought to get their 
needs met by engaging in making threats or de-
mands. Meltdowns were routinely exacerbated 
by students blaming others. In lesson one, it is 
made clear that although we may become upset 
in a given situation, we have the responsibility of 
calming ourselves down before any real problem-
solving can take place. It is clearly explained that 
staff is always there to help (and conduct media-
tion if necessary), but the primary responsibility 
to calm down belongs to the student. (It is also 
explained that there is a differentiation between 
calming ourselves down when we have lost con-
trol versus being comforted by others when we 
are sad or hurt.) Although Cindy still has times 
where she has a negative reaction, she under-
stands that it is her responsibility as a young 
adult to find a way to calm down and re-approach 
the situation in a problem-solving mode. When 
she walks away from a volatile situation now, she 
realizes this is a victory not a sign of weakness. 

 Lesson four was also reviewed. As is true of 
most students, this is a key issue, being convinced 
that every situation can be handled in a mature 
fashion. Cindy has a history of being easily trig-
gered. I reviewed the three alternatives many 
times with Cindy. In a nutshell, Cindy learned 
she needed to try to employ a coping strategy for 
dealing with the situation, find someone to speak 
with, or separate herself from the situation if it 
was becoming volatile. 

Lesson five was reviewed a few times. Cindy 
needed to be reminded that a key to maturity 
was self-restraint, that is, the ability to stop her-
self from doing the things she knows are wrong 
rather than waiting to be stopped. Cindy strug-
gled but was determined regarding this because 
she realized that despite being difficult to do, it 
was truly important. This is her senior year, and 
she is highly motivated to have it be a successful 
one, and the lessons were helpful in motivating 
her to leave behind behaviors that she is quite 
aware will not work for her in the ‘real world.’ 

The majority of students with whom I 
work have difficulty with self-restraint and an-
ger management issues. So, for example, Tan-
ya, who has been fighting in school, was, as the 
result of lesson one, clearly able to grasp that 
choices are available to her even when she is up-
set and feels that the appropriate reaction is a 
physical one. Overall, as a result of the six les-
sons, she was clearly able to see the choice that 
the adults in her life expect her to make. As a re-
sult of lesson one, Tanya also learned that even 
when she is angry, it works against her to react 
physically because neither her friends nor adults 
want to be controlled by threats or anger just as 
she herself would not want to be controlled that 
way. As a result of lesson three, Tanya was able 
to clearly state her goal for herself: being able to 
be seen as mature and trustworthy by her friends 
and family. She stated how much that meant to 
her.  From lessons three through six, Tanya be-
gan to understand and connect how making the 
wrong choice clearly detours her from her goals. 
She was also able to recommit herself to think-
ing before she reacts, walking away if a situa-
tion is volatile, or finding an adult with whom 
she can talk about the situation. During lesson 
five, Tanya was clearly able to grasp that re-
acting in a way that feels good in the moment 
may have long-term negative consequences and 
that restraining herself from reacting may not 
feel as good in the moment but is a much better 
choice for her in the long run. Tanya, a student 
with a long history of aggressive behavior, did 
not engage in physical aggression while in our 
program. 

Another student, Lisa, age 19, was the young-
est of three children and the only one still living 
at home. Her father passed away from a mishap 
when Lisa was about 8 years old. His death and 
the subsequent financial stress caused by this 
added to her mother’s pill addiction. In addition, 
her mother’s mishandling of the remaining fam-
ily finances caused her to sell the family home 
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and go to live with a neighbor while Lisa was in 
placement. Lisa’s own drug use nearly cost her 
her life. Lisa participated in drug treatment both 
prior to and during her stay at the RTC. After 
going through the lessons with Lisa, she began 
to realize she had a choice other than to engage 
in constant bickering with her mother when she 
went on home visits. Lesson six was also effec-
tive in helping Lisa realize that it was ok for her 
to make choices for her future based on her need 
for a place that would be psychologically healthy 
for her as well as a place where she would not 
be distracted from continuing her education. 
Lisa negotiated with her mother in her attempt 
to convince her that because she had missed so 
much school, taking her GED (rather than stay-
ing in high school until she was 21) would help 
her move on with her life. She subsequently took 
the GED exam and passed. 

As a result of lesson four, we began examining 
what some of the possible positive choices in her 
situation might be. Firstly, we reviewed the fam-
ily finances with her mother, which luckily her 
mother was very happy to do, since one of the 
main things that they were bickering about was 
whether Lisa truly understood the dire nature 
of their financial circumstances. Secondly, Lisa 
realized that her mother’s pill use was causing 
her stress because she frequently drove the fam-
ily car while medicated. Lisa also considered the 
health and safety value that we discussed and 
decided that a second positive step would be for 
her to take driving lessons so that she did not 
have to be subjected to her mother’s medicated 
driving or the bickering that inevitably occurred 
while they were in the close quarters of the car. 
Lisa began to make plans to live on her own since 
a planned intervention with her mother did not 
seem to pan out. She began to realize that she 
could make decisions for her own future includ-
ing her furthering of her education and finding 
a means of self-support. She was able to find an 
apartment, arrange to buy a used car, enroll in 
community college, and find work. 

Additional Use
I have also used these lessons with students 

with Asperger’s Syndrome and students who 
were diagnosed with some aspects of psychoses. 
No matter how many students I counsel or how 
diverse the many situations we discuss, I realize 
that these concepts are not only applicable but 
critical in helping students understand how to 
take the first steps in positive problem solving. 
They are universal and readily recognizable as 
important to even some of the most challenging 

students with whom I work. 
These lessons can also be used as an anger 

management strategy. For example, when I first 
started working at the RTC, students told me oc-
casionally that they would ‘black out’ when they 
became angry. I began examining this phenom-
enon with them by dissecting incidents in which 
they reported this happening. A pattern emerged. 
I realized that I needed to do an analysis of the 
situation that my students could understand. I 
painstakingly review with the student the se-
quence of events leading up to the ‘blackout.’ Un-
less students are made totally conscious of and 
aware of this sequence of events, they will make 
excuses in order to totally abdicate responsibil-
ity for their behavior in a conflictual situation by 
misunderstanding that the ‘blackout’ is not im-
mediate but the result of a sequence of events. 
These series of lessons have worked well with 
students who have this difficulty. 

Students are taught that this system seeks to 
give them psychological strength which will take 
them a great deal further in life than physical 
strength which has the potential for some very 
disempowering side effects. I actually have a 
poster on my wall to exemplify this principle. It 
is a poster of a set of ‘patience barbells.’ A key 
for students is to accept that patience is a form 
of psychological strength that they need to exer-
cise in order to build up, just as they would exer-
cise to build up physical strength. Surprisingly, 
students do accept this even though it may take 
them time to put thought to action. Katy, a 16 
year old student when she entered the program, 
looked at my ‘patience barbells’ poster one very 
stressful day. It read ‘500 lbs’ on each side. Re-
alizing the psychological strength that her chal-
lenge involved, she glanced up at the poster and 
said, ‘that should say 10,000 lbs.’ I changed it 
that same day. 

The goal is to have students internalize these 
concepts so that, even in challenging situations, 
the concepts will be at students’ fingertips. Be-
cause there are only six basic lessons, they are 
not overwhelming and can be readily mastered. 
Interestingly, it is my experience that students 
already have some of this information. Thus, 
their brains are ‘tacky;’ that is, the information I 
present makes sense to them because it expands 
and organizes the information they already have 
into a usable format that makes sense to teens 
and pre-teens.

The concepts are both convergent and divergent. 
Students see both their similarities with others 
through these basic concepts but are also able to 
see how they may be able to apply these concepts 
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as individuals. The meaningful associations and 
ideas that students bring to these discussions 
seem endless and never cease to amaze me. 
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Content of Instruction for Transition-age 
Youth with Disabilities: A Brief Report
Daniel J. Baker, Ph.D., Robert Wood Johnson Medical School – UMDNJ, Ryan 
S.J.d Baker, Ph.D., Worcester Polytechnic Institute, and Brad Uhing, Ph.D., Avera 
Research Institute
Abstract

In this exploratory study, 258 special educators 
completed a survey regarding the types of skills 
they taught. Skills were categorized as Personal 
Skills, Technology Skills, or Traditional Skills, 
with 19, 47, and 20 individual skill areas listed 
respectively. For the section regarding Person-
al Skills, the average across all questions was 
25.1% of respondents replied with an “Almost 
Never” or “Not Very Often.” For the section re-
garding Technology Skills, the average across all 
questions was 65.6% of respondents replied with 
an “Almost Never” or “Not Very Often.” For the 
section regarding Traditional Skills, the average 
across all questions was 56.8% of respondents 
replied with an “Almost Never” or “Not Very Of-
ten.” Most of the technology skills are not taught 
very often. Half to three-fourths of teachers never 
or almost never teach these skills. This is of con-
cern, as modern jobs and life require use of tech-
nology. Implications for educators are presented. 

Introduction
Instruction for transition-age youth with dis-

abilities has been a significant focus of special 
education for many years. Spurred by the initial 
National Longitudinal Transition Study (NLTS) 
(Blackorby, 1993), special educators have modi-
fied the nature of special education during the 
later secondary years to prepare youth with dis-
abilities for adult life, including instructional 
content on post-secondary education, employ-

ment, community living, and community partici-
pation (Test, Aspel, & Everson, 2006). While all 
areas of transition merit equal attention, much 
of the efforts by transition educators often fall in-
to the area of vocational preparation. The rapidly 
changing nature of modern life, however, and the 
nearly ubiquitous incorporation of technology in-
to all areas of functioning, led the authors of this 
paper to question whether transition educators 
were including instruction on technology. Youth 
with the dual diagnoses of an IDD and an MI re-
quire additional tailoring of educational services. 
The purpose of this study was to survey current 
transition educators in the state of New Jersey 
as to their current transition instruction prac-
tices. Were educators teaching technology skills, 
traditional work-related skills, or other personal 
skills? In the following sections, we define each 
of these types of skill, and then present a study 
investigating current practices. 

Technology Skills
Technology has entered into nearly every facet 

of modern life. When people need a phone num-
ber, they no longer have the phone book as the 
only option – many people use some form of an 
internet database for accessing phone numbers, 
whether a computer or an internet-enabled tele-
phone. Many bank deposits are done using ATMs 
rather than human tellers. Customers are given 
incentives to scan their own groceries and handle 
purchases in that manner rather than using hu-
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man clerks. It is no longer good enough to have 
street safety; one must also have safe comput-
ing and technology skills. The modern workplace 
is no different; jobs that previously required no 
technological skills now do, from product delivery 
to working in a meat freezer. For many students 
with co-occuring disorders, technology may be an 
area of great interest and may better suit unique 
strengths and weaknesses. However, despite the 
importance of technology education to individu-
als with disabilities (as well as the rest of the 
population), students with disabilities may not 
receive sufficient technology instruction either in 
school or outside of school. Some theorists have 
referred to this as a form of the “digital divide,” 
in which people with disabilities fall further be-
hind the general population in the acquisition 
of skills allowing them to lead productive happy 
lives (Dobransky & Hargittai, 2006). 

Traditional Work Skills
The initial NLTS documented disturbingly low 

rates of employment for youth with disabilities 
post-graduation (Blackorby, 1993). As such, tran-
sition educators include a heavy focus on prepar-
ing youth for work, as mandated in educational 
law. Many educators get students with disabili-
ties out into the community for significant peri-
ods of time to build career awareness and offer 
career exploration experiences (Hasazi, Gordon, 
& Roe,1985). The logic is that if one can build 
work skills as part of secondary education, stu-
dents are more likely to be employed post-grad-
uation, a fact borne out by the recent evidence 
from the NLTS-2 (Newman, Wagner, Cameto, & 
Knokey, 2009). The types of work that are often 
covered in such experiences are humorously la-
beled the “5 Fs:” food, filth, filing, flowers, and 
factories, filing being the most recent addition 
and referring to light office work. Preparation for 
youth with disabilities to work in these areas of 
transition entry-level labor has been a significant 
focus of special education for many years (Gill & 
Edgar, 1990) and has been the focus of many spe-
cial education curricula and materials for many 
years (Griffin, Hammis, & Geary, 2007; Wehman 
& Sherron, 1995; Wheeler, 2005). 

Personal Skills
Personal skills, for the purposes of this study, 

are defined as the cross-cutting skills that could 
enter into all areas of adult functioning. They 
can be seen as “Pivotal Skills” that can be used in 
a variety of different settings and, once taught, 
might generalize to broad use. As an example, 
these personal skills include social skills, which 

have been long known to be a primary area of con-
cern in job placement and success (e.g. Greens-
pan & Shoultz, 1981) and in friendship develop-
ment and maintenance (Kavale & Forness, 1996). 
Students who have an IDD and a mental health 
disorder are very likely to have challenges in the 
social realm. These skills also include academic 
skills, the typical school fare for students with 
and without disabilities. 

Creation of the Modern Useful Skills 
for Technology Assessment (MUST)

Creation of the Modern Useful Skills for Tech-
nology Assessment (MUST) involved review of 
numerous existing curricula for students with 
disabilities to create the list of Traditional Skills 
and Personal Skills (e.g., Beakley, Yoder, & West, 
2005; Davies, 2000; Martin, Mithaug, Oliphant, 
Husch, & Frazier, 2002). Similarly, a review of 
existing technology curricula, theory on tech-
nology skill learning, and empirical research on 
technology learning and skill use was conducted 
to obtain lists of Technology Skills (cf. Deacon, 
Jaffa, & Horwitz, 2004; Doyle, 1994; Eisenberg 
& Johnson, 1996; Fidel et al., 1999; Lazar, Bess-
iere, Ceaparu, Robinson, & Schneiderman., 2003; 
Tomei, 2003). The initial lists were created by 
combining items noted in each of these lists and 
eliminating redundancies. Subsequent to that, 
extensive interviews of expert practitioners from 
education, special education, and technology 
education were completed to assure that the list 
was thorough and accurate. The group totaled 15 
expert practitioners. All worked in higher educa-
tion at universities, and were all colleagues of the 
authors. The review was conducted via at least 
one in-person discussion with all experts and 
subsequent email communication. The expert 
practitioners were asked to do an item-by-item 
review. The format of discussion was unstruc-
tured. This process added a considerable number 
of skills to the list obtained up to this point. In 
particular, skills not involving desktop comput-
ers (ATM skills and text messaging, for instance) 
were not common in earlier inventories but were 
considered essential by our practitioners. Deal-
ing with modern internet hazards (such as spam 
and anti-virus software) was also not explicitly 
considered in many curricula, though this has 
become an important topic in research on skilled 
use of technology in recent years (cf. Sheng et al., 
2007). The lists of Traditional Skills and Person-
al Skills were drawn from existing special educa-
tion curricula as well (cited previously) and used 
similar processes of expert review. 

Overall, one theme became clear when develop-
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ing the MUST; though a wide variety of communi-
ties have considered technology skill learning, they 
have often focused on specific skills of interest to 
their communities (information-seeking for library 
scientists, security of internet use for security re-
searchers; etc.). We believe that one of the MUST’s 
contributions is in integrating across these many 
communities, towards a more complete inventory 
of technology skills for practitioners. 

Finally, piloting of the MUST was completed 
with a group of approximately 30 special educa-
tors attending workshops provided by the first 
author and reviewed with subsequent revision. 
The educators were asked to complete the initial 
version of the MUST and provide comment on 
both the assessment tool and the process. Feed-
back was solicited through free-form group discus-
sion following review of the initial version of the 
MUST. The decision to make the teacher the unit 
of analysis was made at this point, rather than the 
student as had been considered previously. 

Method
All respondents were special educators in NJ 

who were attending 12 transition-related profes-
sional development workshops offered by Dr. D. 
Baker during the 2007-2008 school year. At the 
conclusion of the workshops, attendees were in-
formed about the project and given the opportu-
nity to complete the MUST survey (as described 
in the previous section), and a total of 258 sur-
veys were completed. There was no incentive 
for completion. Survey data were entered into a 
spreadsheet by the first author and a commercial 
statistical analysis package was used to create 
summaries of responses. Reliability checks for 
accuracy of data entry were completed by a col-
league of the first author. (Demographic data of 
respondents were not collected as per Institution-
al Review Board requirements; however it can be 
noted that almost all attendees worked directly 
with students in some capacity, and the vast ma-
jority were classroom teachers. A small number of 
related service personnel attended as well, and it 
can be assumed that some related service person-
nel completed the survey as well. The educators 
attending these workshops with students across 
the range of ability. As with most secondary-level 
special educators in the U.S., the majoritywere fe-
male and most were experienced educators. )

Results
Tables 1-3 present the summary of findings 

from administration of the MUST. These tables 
note the percentage of respondents who replied 
with an “Almost Never” or “Not Very Often” for 

each question (answers 1-2 on a 4-point Likert 
Scale). We focus on the categories expressing 
that a skill is rarely taught in order to determine 
which skills are not being fully taught in mod-
ern practice, towards making recommendations 
for what needs to be included in future curricula 
and/or emphasized in practitioner training. Sum-
mary statistics across each category were calcu-
lated. For the Section regarding Personal Skills, 
the average across all questions was 25.1% of 
respondents replied with an “Almost Never” 
or “Not Very Often.” For the Section regarding 
Technology Skills, the average across all ques-
tions was 65.6% of respondents replied with an 
“Almost Never” or “Not Very Often.” For the Sec-
tion regarding Traditional Skills, the average 
across all questions was 56.8% of respondents 
replied with an “Almost Never” or “Not Very Of-
ten.” It appears that most of the technology skills 
are not taught very often, as evidenced by the 
high percentages of teachers responding with a 0 
or 1 rating. In most cases, half to three-fourths of 
teachers never or almost never teach these skills. 

Table 1.  Percentage of MUST respondents indicating 
that they teach students each of these Personal Skills 

either almost never or not very often 

Percent Reporting Personal Skill Area

5.4 General Communication Skills

3.1 To Ask For Help

11.2 To Solve Problems

14.0 To Accept Feedback

36.6 Negotiation Skills

24.1 How to Dress Appropriately

19.4 Safety Skills

17.5 Appropriate Work Interactions

11.7 How to complete work on time

20.6 How to Arrive on Time

23.4 How to Review Work for Mistakes

58.4 How to Write a Business Letter

22.5 Time Management Skills

18.3 Counting Skills

71.6 Using Community Transportation

15.5 Writing Skills

24.9 Grammar Skills

28.8 How to Use a Clock

50.6 How to identify proper training and 
education required for specific jobs
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Table 2.  Percentage of MUST respondents indicating 
that they teach students each of these Technology-
related Skills either almost never or not very often 

Percent Reporting Technology-related Skill Area
30.3 Use of computer to get information
58.0 Use of email
75.9 To use touch screens
86.4 To use the ATM
80.6 To use credit cards to pay
43.8 To use the mouse
80.0 To purchase items on the internet
73.9 To use cell phones
70.0 How to use passwords and PINs
84.4 To use Instant Messaging (IM)
52.5 To find information from a menu
84.8 To use text messaging
56.0 To follow software instructions
67.7 To use specific hardware
44.7 To navigate websites
78.6 To update digital records
62.7 To use map websites
54.9 To multi-task
47.9 To prioritize
80.1 To create a web page
80.1 To use internet course or tutorial
77.8 To utilize spreadsheet
71.2 To format documents 
80.5 Install software from a CD
78.6 To write business-appropriate emails

82.5 To distinguish SPAM and virus emails 
from appropriate emails

67.4 To avoid professionally inappropriate 
websites

87.2 To run system scans using anti-virus 
software

84.1 To recognize and use interface features

81.3 Proper positioning and placement to 
avoid Repetitive Motion Injuries

58.7 To enter information in a document or 
website

43.6 To use Internet search programs to find 
information

47.5 To find strategies to access the 
internet

60.7 To use media such as CD or Flash Drive

74.7 To use electronic calendar and to do 
lists

59.2 To present information using programs 
such as Powerpoint

62.3

Matches software application to tasks 
(MS Word to writing document, Internet 
Explorer to looking up information on 
the web)

69.7
Matches equipment to purpose (iPOD 
for playing music, mobile phone for 
making phone call)

52.9 Retrieves, revises, saves, and names a 
document

58.0
Recognizes the typical features of 
different applications from the drop 
down menu

67.3 Can use standard image editing tools 
(paintbrush, selection box)

65.4 Can find appropriate images in clip art 
libraries

63.0 Using help features in computer 
software

63.8
Copy and paste between documents 
in different applications (copy images 
from paint program to word processor)

69.3 Can store documents in hierarchical 
folders

72.7 Can restart a crashed or hung 
computer

58.7 Can change sound volume of computer

Table 3.  Percentage of MUST respondents indicating 
that they teach students each of these Traditional 

Skills either almost never or not very often 

Percent Reporting Traditional Skill Area

44.4 Food Preparation
40 Cleaning Tasks
52.9 Folding
55.3 Watering Plants
67.4 Spraying
49.8 Wiping
49.1 Cutting

51.7 Filing
56.8 Fastening
43.6 Sorting

54.9 Stacking

63.4 Facing Shelves
61.8 Cash Register Use
62.3 Hanging Clothes
51.4 Assembly Tasks
63.8 Taking Orders
71.6 Operate Machinery
72.8 Uniform Use
58.4 Customer Relations
63.4 Use of Time Sheets

The most frequently taught skill was To Ask 
For Help, for which only 3.1% of respondents not-
ed “Almost Never” or “Not Very Often” teaching 
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that skill. The skills taught least frequently were 
in the Technology category and include items 
such as using anti-virus software or using com-
puter based tutorials; these items were reported 
as taught “Almost Never” or “Not Very Often” by 
87.2 and 80.1 percent of respondents, respective-
ly. Of additional concern is that 83.1 percent of 
respondents noted “Almost Never” or “Not Very 
Often” teaching proper positioning to avoid Re-
petitive Motion Injuries. This omission is partic-
ularly serious, as many persons with disabilities 
may work in repetitive jobs with such threats, 
and Repetitive Motion Injuries can cause perma-
nent physical disabilities, beyond the disabilities 
already being experienced.

Due to the nature of the data, which violated 
assumptions of parametric analyses, non-para-
metric analyses were performed. A Kruskal-
Wallis analysis, which is the nonparametric 
version of the ANOVA, compared response pat-
terns across the three categories of skills and 
found statistically significant differences across 
the groups (H=37.8, p<.05). Follow-up two-tailed 
Wilcoxon analyses were used to compare each of 
the groups. Respondents noted teaching Personal 
Skills more than Technology Skills to a statisti-
cally significant degree (W’s=2316, p<.05); Per-
sonal Skills more than Traditional Skills to a sta-
tistically significant degree (W’s=767, p<.05), and 
Traditional Skills more than Technology Skills 
to a statistically significant degree (W’s=3927, 
p<.05). Putting the Skill Areas in decreasing or-
der of frequency of instruction notes the follow-
ing pattern: Personal Skills, Traditional Skills, 
Technology Skills. 

Discussion
It is very clear from the research reported in 

this article that the sample of transition educa-
tors surveyed has a clear prioritization of skills 
they teach. They reported a far greater focus on 
the personal skills, with less instruction on tra-
ditional job skills, and even less on technology-
related instruction. The average scores and the 
individual data points reported indicate that per-
sonal skills are a far greater focus in the tran-
sition education. Technology education was the 
category with most of the “Never Taught” data 
points despite its importance to participation in 
the modern workforce. 

The lack of attention to technology education 
is curious, as the Disability Movement has em-
braced technology as being remediative of many 
problems presented by having a disability. The 
literature is replete with examples of technology 
helping people with disabilities to live more ful-

filling lives; whether the person has a learning 
disability and uses a computerized text reader at 
work, has a physical disability and uses a com-
munication board to order at a restaurant, or has 
a mobility impairment and works from home via 
the internet. In all of these cases, technology rep-
resents a potential support, but the person needs 
to know how to use the device in all of these in-
stances. Technology is wonderful, as long as the 
person can utilize the tool.

However, the lesser attention to traditional 
work skills is curious as well. As noted previ-
ously, education in traditional work skills is des-
perately needed for youth with disabilities. One 
possibility is that the result is an artifact of the 
structure of the survey instrument, as an indi-
vidual teacher may not engage in all of the dif-
ferent types of work activities. However, the low 
proportion of activities overall, compared to the 
heavier focus on personal skills, remains cause 
for concern.

It is recognized that the structure of a school 
presents barriers to teaching both traditional 
work skills and technology skills. Schools are or-
ganized around academic skills. Since the advent 
of No Child Left Behind (NCLB), schools have 
been focused on curricular standards focused on 
basic academic skills. There are curricular stan-
dards that do relate to work and life, but they 
are fewer than the academic content areas, and 
failure to achieve them does not have the same fi-
nancial penalties as the failure to bring students 
to proficiency in mathematics or reading. 

It can be argued that technology is expensive, 
but as of this date most schools do have computer 
labs, and as such, any of the computer-related 
skills can be taught in a classroom or computer 
lab. Even ATM use could be taught via mockups 
or other simple physical interfaces. Teaching cell 
phone use, on the other hand, may conflict with 
school policies prohibiting cell phone use (or oc-
casionally even possession) on school property. 

An additional barrier is presented by the lack 
of curricula on technology explicitly designed for 
students with intellectual or cognitive disabili-
ties. The curricula on technology education that 
currently exist tend to make assumptions about 
participating students that may make these cur-
ricula less useful for students with intellectual or 
cognitive disabilities. These are all hypotheses, 
however, and the failure of educators to address 
these critical issues should be explored with fur-
ther research, perhaps using qualitative method-
ologies

There are weaknesses to this survey research, 
though, and the level of inference that can be 
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made is reduced by these factors. First, this was 
a convenience sample of transition educators 
attending training events held by the first au-
thor, D. Baker. This sample cannot be assumed 
to be representative of all transition educators. 
Second, transition educators in New Jersey and 
schools in New Jersey necessarily cannot be 
seen as representative of transition educators 
on a national or international basis. Finally, as 
a validity issue, we make an assumption based 
on the factors noted previously that technology 
and work should be addressed for students with 
disabilities. While that is true on the whole, edu-
cational planning needs to be conducted one stu-
dent at a time under the auspices of an Individu-
alized Educational Plan. The assumption cannot 
be made that any given student needs this type 
of instruction. It should, however, be emphasized 
to a greater degree where it is appropriate. 

One clear recommendation emerging from this 
work is that schools should pay increased atten-
tion and offer additional opportunities for work-
related instruction and technology education for 
students with disabilities. The need clearly exists 
for such instruction, and our research notes that 
these two areas of curricular instruction are less 
frequently implemented by transition educators 
for youth with disabilities. Correspondingly, cur-
ricula for this heterogeneous population should 
be developed in the area of technology. Curricula 
for work skills have already been developed but 
require further implementation. 
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Neuroscience Reviews

What Fragile X Syndrome Is Teaching Us 
About How Genes Function? Part II
Jarrett Barnhill, M.D., DFAPA, FAACAP

Lombroso, P.J. & Ogren, M.P. (2008). Fragile X 
syndrome: Keys to the molecular genetics of 
synaptic plasticity. Journal of the American 
Academy of Child and Adolescent Psychia-
try, 47(7), 736-39.

Ogren, M.P. & Lombroso, P.J. (2008). Reversing 
the effects of Fragile X syndrome. Journal 
of the American Academy of Child and Ado-
lescent Psychiatry, 47(8),863-7.

Fragile X is a genetic disorder characterized by 
CGG trinucleotide repeats at the q27.3 segment of 
the X chromosome (X-linked inheritance). It is the 
most common inherited cause of moderate-severe 
ID in males. In non jargon terms, Fragile X is a 
disorder of DNA structure (too many CGG repeats 
in the wrong place) and epigenetics (changes in 
gene expression without changing DNA sequenc-
es). In the last review we discussed this process. 
This time we will focus on the missing FMR1 pro-
tein (FMRP) and its role in regulating localized 
protein production. This localization is critical to 
the formation and stabilization of dendritic spines 
(where the neurotransmitter action is). 

In FRAXA, the metabotropic glutamate-5 re-
ceptor (mGlut5) is a key player. This receptor dif-
fers from the electrical/chemical communication 
between neurons that drive most neurotrans-
mitter actions. Instead the mGlut5 stimulates 
one aspect of a process called localized protein 
transcription (protein making) within dendrite 
(where most synapses are located). This process 
changes the number and structure of dendritic 

spines in response to repeated stimulation. These 
structural and functional changes (neuroplastic-
ity) are central to Long Term Potentiation (LTP) 
and Long Term Depression (LTD) – processes 
that underlie learning, memory, and regulation 
of neuronal activity. 

In behavioral terms, these neuronal changes 
play a key role in conditioning, extinction, and 
reversal learning. As clinicians we depend upon 
neuroplasticity whenever we apply operant-
token behavioral, systematic desensitization, or 
extinction programs. Sensitization develops after 
many repetitions, and the behavior occurs spon-
taneously or without external reinforcement. 
Sensitization may play an indirect role in gener-
alization and explain why factors that initiate a 
behavior may not play a determining role in its 
maintenance. This process is also under intense 
scrutiny by behavioral pharmacologists, addic-
tionologists, and neuropsychiatrists. 

In their articles, Lombroso and Ogren focus on 
FRAXA as an example of what happens if some 
genetic mistake gums up the works. The FMRP 
normally regulates localized protein production 
by reducing the protein transcription induced 
by activating the metabotropic glutamate recep-
tor. This transcription is normally triggered by 
glutamate signals linked to phasic input from 
pre-synaptic neurons (not activated unless some-
thing is going on). This process leads to stimu-
lation-specific increases in spine production (key 
to LTP and LTD). In FRAXA, the missing FMRP 
creates the problem by disconnecting the nor-
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mal checks and balances that regulate localized 
protein production through a process called end-
product, negative feedback (inhibition). With no 
regulation by FMRP, there would be a potential 
build-up of ineffective proteins and a disruption 
in spine formation. Because of where the prob-
lem is, FRAXA can be classified as a synopathy 
(problem with synapses).  This abnormality is a 
major player in the developing behavioral phe-
notype of FRAXA as well as its dysmorphology, 
deficits in co-ordination, lowered intellectual per-
formance (learning), increased risk for seizures, 
and the neurophysiology of excessive arousal and 
anxiety-related symptoms. 

In the neurosciences, once a problem is defined 
researchers can focus on solutions. Understand-
ing the imbalance between FMRP and metabo-
tropic Glut5 receptors in FRAXA brings us to 
the exciting part. What happens if you block the 
over-exuberant mGlut5 receptors? According to 
ongoing research you may restore balance to the 
system by slowing or reversing the runaway pro-
tein production and the homeostatic or neuropro-
tective down-regulation of glutamate receptors. 
This blockade keeps the mGlut5 receptors on line 
for phasic activation and the production of “nor-

mal” dendritic spines (restores neuroplasticity). 
Several interesting drugs may do this: fenobam, 
minocycline (tetracycline antibiotic) and a form 
of baclofen, an anti-spasticity medication. This 
approach represents a new era of psychopharma-
cology- drugs that actually affect neuronal func-
tions rather than blocking neurotransmitters or 
toning down challenging behaviors. 

But there can be a dark side to this science. 
Modern science fiction writers often serve as ca-
naries in the mine and their warning about hu-
man engineering may be as frightening as clon-
ing “humans.” The fear is that there will be some 
who prescribe these drugs to enhance learning, 
so that before we jump off the deep end we should 
read Mary Shelley’s Frankenstein. It grapples 
with creating a human. This concerns everyone 
but especially scientists, theologians, ethicists, 
human rights advocates, and parents of children 
with FRAXA and other genetic disorders. The 
answer to this will remain in flux as long as ex-
perimental science exists. 

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

US Public Policy Update

Status and Trends in Developmental 
Disability Services
Charles Moseley Ed.D., National Association of State Directors of Developmental 
Disabilities Services

State service delivery systems are challenged 
in their efforts to meet the needs of people with 
developmental disabilities who have co-existing 
diagnoses of mental illnesses or significant be-
havioral conditions in the best of times. But 
these are not the best of times. The continuing 
economic recession and resulting state bud-
get cuts have placed developmental disabilities 
agencies at a critical point in their efforts to ad-
dress increasing numbers of service requests, 
caseload growth, and ballooning waiting lists. 
Most state DD agencies have lost key staff due 
to public sector layoffs, early retirements, or gov-
ernment restructuring and have lost capability 
in several operational areas. Service rate cuts to 
provider agencies have resulted in similar per-
sonnel reductions and diminished capacity. Un-
fortunately, economic projections suggest that 

the current context will continue well beyond 
2013. According to the Center for Budget and 
Policy Priorities, budget cuts to education, health 
care (Medicaid), and state services in 2012 will 
be more severe than any time since the begin-
ning of the recession in 2008. Indeed, 37 of the 
44 states with available data report making core 
service cuts that reduce inflation adjusted spend-
ing to below 2008 levels.   

In response, state developmental disabilities 
agencies are taking a number of steps to reduce 
expenditures by applying managed care strate-
gies and tools, “rebalancing” service delivery to 
emphasize lower cost community alternatives, 
shifting resources away from high cost service 
options, and targeting funding to areas most in 
need. While positive outcomes and system im-
provements will no doubt occur from some of 
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these actions, the changes have significant im-
plications for people with the most challenging 
needs, such as those with co-occurring develop-
mental disabilities and mental illnesses. 

Managed care has been a mainstay of state 
Medicaid-funded acute care services for the past 
decade, but the approach generally has not been 
used to purchase long term supports, particu-
larly for people with developmental disabilities. 
Currently five states furnish developmental dis-
abilities services through managed care arrange-
ments (AZ, MI, NC, WI, and VT), but many more 
are seriously considering this option. While it 
can be argued that states always have managed 
the long term supports offered to people with dis-
abilities, the structure and functioning of current 
managed care arrangements differ significantly 
from the organizational and operational patterns 
traditionally used by public service delivery sys-
tems for persons with disabilities. It is essential 
that state policymakers involve professionals, 
providers, families, people with disabilities, and 
other stakeholders directly in the process of sys-
tem change to ensure that the potential changes 
in service delivery and reimbursement practices 
do not adversely impact people receiving sup-
ports, particularly those with co-occurring condi-
tions, in the process. 

Modifying purchasing and resource alloca-
tion strategies can lead to program savings, but 
state policymakers are realizing that these ap-
proaches may not by themselves be sufficient. If 
DD systems are to be financially sustainable in 
the future decades, significant changes will have 
to be made in the basic structure of the service 
system itself. The shift away from facility based 
models has been taking place for several years 
as demonstrated by the growing percentage of 
the service population who receive supports in 
the community. The cost advantage of this ap-
proach is clear, as shown in the chart on the 
right (from Lakin, Larson, Salmi, & Webster, 
2010). States are repurposing existing resourc-
es by ending their reliance on high cost insti-
tutional models, closing facilities and reducing 
the numbers of persons in existing programs. 
Michigan became the eleventh state to close all 
institutional programs for people with ID/DD in 
2010, and the majority (67%) of the remaining 
states have plans to close one or more facilities 
in the years ahead. Research documenting the 
clear policy advantages of community living has 
been recently published in an evidence based 
policy brief jointly released by NASDDDS and 
AUCD (Lakin, Larson, & Kim, 2011). 

	  

Type  of  Service	   Cost  per  
Person	  

20  yrs.  
Cost  

ICF/MR	  Institution	   $128,275	  	   $2,565,600	  

HCBS	  24hr	  staffed	  
Residential	   $70,133	   $1,402,660	  

Shared	  Living	  
(Adult	  Foster	  Care)	   $44,122	   $882,440	  

Supports	  in	  Own	  
or	  Family	  Home	   $25,072	   $502,440	  

	  

Driven by shrinking resources and increasing 
demands for services, state developmental dis-
abilities agencies are seeking options that do not 
involve facility construction or 24 hour shift- staff-
ing. Of particular interest is states’ growing reli-
ance on in-home services and supports. The per-
centage of people receiving DD services while liv-
ing in the home of a family member has increased 
steadily since 2000. Currently, almost 58% of all 
people with ID/DD receiving publicly financed ser-
vices reside in the family home. The percentage 
exceeds 70% in five states (Lakin et al., 2011). 

While many people with co-occurring develop-
mental disabilities and mental illnesses rely on 
very specialized treatment and support programs, 
many others continue to receive support at home. 
And, as noted above, these numbers are increas-
ing. Given the current trends, it is important to 
understand the implications of the increasing reli-
ance on families to provide support, particularly 
for those with co-occurring conditions. 

While a full discussion of the issue is beyond 
the scope of this article, a few things are clear. 
First, rather than viewing the person with a dis-
ability as the sole focus of service, we must also 
think of the strengths and needs of the family. 
People with developmental disabilities and men-
tal health needs need to have access to treatment 
and support, person-centered services that meet 
their needs and assistance to enable them to get 
a job, have friends, and enjoy a life outside the 
family. Families as support providers need in-
strumental supports, such as service coordina-
tion, home modifications, respite; emotional sup-
port, including mental health counseling; and 
information and training to improve their skills, 
know about best practice, and help them navi-
gate the system (Reynolds, 2010). 

These are challenging times for states and the 
services they provide. The economic recession 
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DSP Interests and Concerns

An Employee Recognition Program Designed 
by Direct Support Professionals
John J. Sherlock, Western Carolina University and Grant Morgan, Praxis Research, Inc.

Four North Carolina organizations employ-
ing 500 direct support professionals (DSPs) re-
cently completed a three-year project funded by 
the Centers for Medicare and Medicaid Services 
project in western North Carolina to reduce DSP 
turnover and improve job satisfaction. The proj-
ect was originally funded to test the impact of 
providing less expensive health care coverage to 
DSPs. But after discussions with DSPs, the or-
ganizations learned that DSPs were interested 
in the creation and benefits of a new recognition 
program. As the project turned in this direction, 
the DSPs were instrumental is designing the 
recognition program. DSPs requested two types 
of recognition: cash bonuses and service awards. 
Cash bonuses of $125 were earned by DSPs who 
had attendance of 90% or better for one year. 
Service awards included items such as tote bags, 

fleece jackets, portfolios, mugs, and pins. All of 
these awards were printed with agency logos. 
The type of service award earned was based on 
the DSPs’ years of service.

What We Learned
DSPs who received a cash bonus or service 

award were very satisfied with their jobs. The 
recognition programs further increased their 
job satisfaction. It was also found that all DSPs, 
whether or not they had earned a bonus or ser-
vice award, found the recognition program to 
be valuable. Recognizing DSPs for their work 
also improved recruitment. More than 92% of 
service award recipients and more than 98% of 
bonus recipients said they would “probably” or 
“definitely” recommend direct support work to 
a friend or family member. DSP retention also 

continues to undercut the best efforts of state 
and provider agency program administrators to 
“do more with less,” “improve efficiencies,” or 
find savings in unneeded or unnecessary servic-
es. State policymakers are working to implement 
strategies to reduce the impact of budget cuts by 
restructuring programs, changing allocation and 
purchasing strategies, and increasing reliance on 
natural and family supports. In this environment 
it is tempting to pass the problem on to someone 
else to solve, shifting responsibilities to a man-
aged care company, a provider agency, or to fami-
lies. People with developmental disabilities and 
mental illnesses are among the most vulnerable 
of individuals supported by public systems. It is 
critical during this time that policymakers, ad-
ministrators, families, and stakeholders work to-
gether to bring the best thinking to the problem, 
to stick to core mission and values regarding per-
son-centered individually directed services, com-
munity participation, integrated employment, 
and a home of one’s own.  

References
Lakin, C., Larson, S., & Kim, S. (2011). The ef-

fects of community vs. institutional living 

on the daily living skills of persons with 
developmental disabilities. University of 
Minnesota, Research and Training Center 
on Community Living. http://evidence-
basedpolicy.org/brief/.

Lakin, K.C., Larson, S. A., Salmi, P., & Webster 
A. (2010). Residential services for persons 
with developmental disabilities: Status and 
trends through 2009. Minneapolis: Univer-
sity of Minnesota, Research and Training 
Center on Community Living, Institute on 
Community Integration.

Reynolds, S. (2010, November). Presentation on 
Support to Families at NASDDDS Annual 
Meeting, Alexandria VA.

For further information, contact Dr. Moseley at 
CMoseley@nasddds.org. 

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.



Note from the editors
Greetings, and we hope that you are enjoying the beginning of the 

fall. Many of us initiate a new school year in the fall, and as such 
we bring you an issue with a spotlight on education for youth with 
ID/MI.  In this issue of The NADD Bulletin, Lisa Kontos Fioretti 
shares with us a rationale for including instruction on recreation, 
and Jane Idell describes her program of counseling essentials for 
classroom teachers and school counselors. Bulletin co-editor Dan 
Baker offers a brief research report on the content of Instruction 
for Transition-age Youth, and Bulletin co-editor Jarrett Barnhill 
provides Part II of “What Fragile X Syndrome Is Teaching Us 
About How Genes Function.”  The U.S. Public Policy Update, by 
Charles Moseley, EdD, looks at trends in how the developmental 
disability service system is responding to the continuing economic 
recession and resulting state budget cuts. The DSP Interests and 
Concerns offers an articles by John J. Sherlock about an employee 
recognition program designed by DSPs.  As always, we welcome 
your thoughts and articles. 

Dan Baker, Ph.D.
Dan.baker@umdnj.edu
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Jarrett_Barnhill@med.unc.edu 
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improved. DSPs who received merit bonuses 
or service awards were more likely to say they 
planned to stay in the field for one, two, and five 
years. DSP turnover declined from 30% in 2003 
to 14% in 2007. DSPs valued the recognition 
program and had a genuine sense of pride in 
wearing the agency’s logo. DSPs also identified 
future forms of service awards, such as cash, gift 
cards or vacation time. 

“…what I like is having the logos of the 
agency on it so people could recognize… 
I’m out there helping people and it’s very 
important for me to help people. I’d like 
to represent the company.”

Starting a Recognition Program?
This recognition program had a positive 

impact on both DSPs and employers. In addition 
to increasing DSPs’ job satisfaction, the items 
awarded increased DSPs’ sense of professional 
identity and pride in working for a particular 
organization. When DSPs wore items with the 
organizations’ logo on them, it also provided 
excellent visibility for their employer. 

An employer who is considering starting a 
recognition program for DSPs should consider the 
following to increase their likelihood of success: 

1. Involve DSPs in selecting the awards.
2. Hold organizational events where DSPs can 

gather and be recognized in front of their 
peers and family members.

3. Remember the costs of a recognition program 
will typically be much less than the high cost 
of unwanted turnover.

4. Establish and communicate upfront the 
criteria that will be used for recognition 
awards, such as attendance.

5. Think creatively about the possible awards. 
DSPs in our study valued clothing items (e.g., 
fleece jacket) and other items (portfolios, 
pins) that they could use at work. DSPs in 
our focus groups also requested that future 
programs award paid time-off, based on 
years of service.

6. Reward years of service with increasingly 
valuable awards to show the value you place 
on your DSPs’ loyalty to the organization.

7. Enter a recognition program with the 
understanding that everything won’t go 
perfectly; you may have to make adjustments 
as you proceed. That’s OK—the DSPs will 
appreciate your efforts to recognize them!

For additional information, contact John J. 
Sherlock at sherlock@email.wcu.edu or by phone 
at 828.227.3380. Grant Morgan can be reached 
at 704.523.4667.

This article originally appeared in 2008 in 
Frontline Initiative, a publication of the National 
Alliance for Direct Support Professionals and is 
reprinted with permission. Contact information: 
Frontline Initiative, NADSP, P.O. Box 9369, St. 
Paul, MN 55109.

DSP Interests and Concerns is an ongoing 
column 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.
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