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Note from the editor
Jeanne Farr, NADD CEO, reviews recent activities, shares ex-

citing plans and reflects upon her first six months in her initial 
CEO report to the membership. Jennifer Bossert describes the 
partnership between NADD and the Missouri Coalition which re-
sulted in recent completion of a comprehensive nine-day training 
for dual diagnosis service providers aimed at building capacity 
and improving treatment outcomes. Lucy Esralew, Ph.D. offers 
the next installment of Tales of an Itinerant Psychologist in which 
she shares highlights, resources and activities pertinent to work 
with individuals with developmental disabilities and neurocogni-
tive disorder. Dr. Jarrett Barnhill shares his reflections on the 
poorly understood and rarely addressed topic of severe or profound 
intellectual disability (SPID) and mental health needs in his Neu-
roscience Review. Brian Quiros, a Direct Service Profession who 
works at Jewish Services for Developmental Disabilities (J-ADD), 
overviews NADD webinars that highlight skills for DSPs. In the 
Family Corner, Jenise Woolf shares recent developments in Mis-
souri to meet the mental health needs of individuals with intel-
lectual and developmental disabilities.

Hopefully, you are having a productive and relaxing summer. 
Don’t forget about protecting time to write-up and send in articles 
about your research, activities and projects relevant to dual diag-
nosis to share with our readership.

Lucy Esralew, Ph.D.
drlucyesralew@gmail.com
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Opinions expressed in the NADD Bulletin are not necessarily 
those of NADD or the Editors.

silo. Missouri still needs to provide resources to 
Behavioral Health clinicians for therapies and ev-
idence-based practices (CBT, DBT, ACT, etc.), and 
there is a dearth of psychiatrists, especially those 
who specialize in dual-disorders. The IDD system 
needs to provide more access to behavior therapy, 
supported living, and recreation. 

This has been a long time coming, and I’m ex-
cited to be included in moving Missouri forward 
towards excellence. NADD is critical in this en-
deavor as Missouri looks for interventions, best 
practices, service delivery models, etc. NADD and 
the Family Voices Committee will continue to be a 

source of education and support. Stay tuned…

For additional information, contact Jenise 
Woolf at jenise.woolf@bjc.org. 

Family Corner is an ongoing column in The 
NADD Bulletin and is published under the aus-
pices of the NADD Family Voices Committee. We 
welcome your comments, suggestions, and sub-
missions for this column. To learn more or to 
contribute to this column, you may contact Julia 
Pearce, Editor of Family Corner runnamokk@ho-
tmail.com 

DM-ID-2 
 

Correct Diagnosis →Appropriate Treatment → Improved Quality of Life 
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Visit http://thenadd.org/products/dm-id-2-is-now-available/ for details. 
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NADD CEO Report to the Membership
Jeanne Farr

Having now completed six months as the 
NADD CEO, I am filled with immense gratitude 
for the privilege of leading this remarkable 
organization and for being a member of the 
NADD community.

I am fortunate to work with and greatly 
appreciate the talent and dedication of our 
amazing staff; the generous support, knowledge, 
and encouragement from our board; the 
contributions of the many NADD community 
volunteers who are the backbone of this 
organization; and of course, NADD founder and 
former CEO Dr. Robert Fletcher’s wise counsel 
and guidance as I have grown into this position 
over the last six months. 

For the first three months of my tenure at 
NADD, I worked closely with Dr. Fletcher. He 
supported and mentored me in learning the 
many details of the wide scope and breadth of 
what NADD offers. In March, he transitioned 
into a consultant for NADD, where he continues 
to be a great support for me and a very popular 
trainer and consultant throughout the country.

Having spent decades of my professional 
life working with people who experience the 
challenges of living with a dual diagnosis, I am 
acutely aware of the importance of effective, 
person-centered, appropriate interventions and 
support. I have seen firsthand the life changing 
impact of excellent, informed, and nuanced 
treatment. As a family member, I am also sadly 
aware of what happens when effective services 
are not available in a community. As NADD’s 
CEO, I am proud to be in a position to collaborate 
with others to realize our mission of providing 
leadership in the expansion of knowledge, 
training, policy, and advocacy for mental 
health practices that promote a quality life for 
individuals with dual diagnosis (IDD/MI) in their 
communities.

Although we are in transition, we have been 
very, very busy. Here are some of the highlights 
of the work NADD has been doing this year.

Highlights of NADD’s Work This Year
We continue to provide training and consulta-

tions across the country. Dr. Fletcher will con-
tinue to be an integral contributor for NADD 
and has provided numerous trainings since 
January, including the following:

• The Role of Interdisciplinary Team in Mental 
Health Assessments at the ANCOR conference 
in New Orleans

• An Introduction to Dual Diagnosis (IDD/MI) 
for the Mental Health Association of Orange 
County in New York

• Behavioral Health Issues in Persons with 
Intellectual/Developmental Disability for 
the Department of Behavioral Health & 
Developmental Services in Virginia

• From the DSM to the DM-ID for the American 
Psychiatric Association in New York

• Behavioral Health Issues in Persons with 
Intellectual/Developmental Disability for the 
Behavioral Health Center of Nueces County in 
Texas

• The Components of a Mental Health Assessment: 
The Roles of the Service Coordinator and 
the Mental Health Clinician at the AAIDD 
conference Missouri
The number of individuals achieving 

NADD Clinical, Specialist and Direct Support 
Professional Certifications is growing steadily 
and we are excited to be building our national 
community of dual diagnosis experts.

We cohosted a webinar series with the American 
Network of Community Options and Resources 
(ANCOR) and also recently completed one of our 
two NADD webinar series for this year.

We have been invited to be a partner in four 
significant grant projects. Two of them relate to 
different organizations competing for the same 
National Institute on Disability, Independent 
Living, and Rehabilitation Research (NIDILRR) 
grant concerning health care in people with 
Intellectual/Developmental Disabilities and 
Mental Health needs (IDD/MI). The other two are 
upcoming and will be submitted by University 
Centers for Excellence in Developmental 
Disabilities Education, Research, and 
Service organizations and will involve the use 
of NADD training materials. We are proud and 
delighted to be recognized by these partners as 
the dual diagnosis expert in the field. 

We completed an exciting project in 
collaboration with the Missouri Coalition for 
Community Behavioral Healthcare. We provided 
a comprehensive nine-day training for IDD/MH 
providers in the state of Missouri designed to 
expand the professional capacity of providers 
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and lead to improved treatment outcomes for 
individuals in that state who have intellectual/
developmental disabilities and a mental health 
condition (IDD/MI). Dr. Fletcher oversaw the 
development of the curriculum for the training 
series. NADD then assembled a team of industry 
experts, including Dr. Fletcher, to deliver the 
training. Team members were: Tim Barksdale, 
PsyD, NADD-CC, Susan Morris, MSW, NADD-
DDS, RSW, Melissa Cheplic, MPH, NADD-
DDS, and Michael Schroeder, NADD-DDS. 

I am currently working with the Utah Mental 
Health, IDD, and DD Council stakeholders and a 
foundation in Virginia to develop trainings to be 
delivered in 2019.

North Carolina’s Department of Mental Health, 
Developmental Disabilities and Substance Abuse 
Services chose to engage NADD as a key resource 
in addressing their Children with Complex Needs 
Settlement agreement. As a result of this, we are 
providing four and a half days of training, several 
webinars, consultation, and will be certifying 
individuals in many organizations throughout 
North Carolina.

I am in discussions with the CEO of the US-
based Specialisterne Foundation about how 
NADD may contribute dual diagnosis material 
to their training curricula. Specialisterne is an 
international, award winning social enterprise 
that works with stakeholders around the world 
to bring about a vision of a world where people 
with disabilities are given equal opportunities 
in the labor market. Work in and of itself is a 
mental health intervention.

I am representing NADD on numerous boards 
of directors including: the College of Direct 
Supports Advisory Board; Mental Health IDD 
Person Centered Outcomes Research Institute 
Advisory board; National Alliance for Direct 
Support Professionals as vice chair; and the 
Healthcare Subcommittee of the New York State 
Developmental Disabilities Advisory Council 
for the Office of Persons with Developmental 
Disabilities.

I am in current discussions with the National 
Alliance for Direct Support Professionals 
(NADSP) to consider doing joint webinars in the 
fall and other ways in which we may collaborate. 
In addition to that partnership, NADD has been 
invited to present at their fall 2018 conference.

Joe Macbeth, the executive director of NADSP, 
has been introducing me to numerous industry 
colleagues throughout the state of New York, 
where I am growing NADD’s presence.

I provided consultation to the Oregon Stabili-
zation and Crisis Unit on a challenging case re-
quiring additional resources.

I hosted a conversation on Brainstorming 
Strategies to Address How Bias Impacts People 
Experiencing Disabilities at the Opportunity 
Collaboration – US in Florida. The Opportunity 
Collaboration is a global network of leaders dedi-
cated to building sustainable solutions to poverty 
and injustice. 

I have been invited to and will be presenting 
at the Idaho Partnerships Conference on Human 
Services on The Meaning, Importance, Methodolo-
gies and Application of Trauma Informed Care.

I have been working with staff from Substance 
Abuse and Mental Health Services Administra-
tion (SAMHSA) to develop content for a training 
NADD will deliver later in the year and have 
been invited to serve as a dual diagnosis expert 
on a panel meeting on how to assist people with 
ID/DD who have co-occurring mental health di-
agnosis. Multiple NADD board members are also 
participating on this panel.

Looking Forward
While our good work sets the foundation for 

future engagements, I want to acknowledge 
that a great part of our success comes from our 
board of directors and all of you who participate 
as NADD members and volunteers. So many 
individual threads of connection form the 
incredible tapestry of NADD, and I sincerely 
thank all of you for supporting us and sharing 
our work with your colleagues. Together, we are 
making a huge difference in people’s lives.

NADD is entering a new era. We will continue 
to build upon the outstanding work of the past 35 
years and carefully respond to the new demands of 
our industry and to the needs of our membership. 
I say carefully, because the leadership transition 
from a founder and long-term CEO to a new 
leader is a tender and culturally complex time for 
any organization. Because the NADD community 
is spread out across North America, I believe 
it is critical that change be deeply considered, 
additive, and minimally disruptive. I also believe 
that communication will become more important 
as we evolve as an organization. In July, our 
website will have a new feature describing our 
major activities. Beginning in late September, 
I will post monthly video reflections on our 
website and social media, sharing my thoughts 
on the industry and the highlights of our work 
at NADD. 
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I have been working together with NADD 
board members and staff to identify opportunities 
to enhance our operational infrastructure 
and expand NADD’s reach and impact. We 
have updated our strategic plan to provide 
an operational roadmap to move us forward. 
The plan will focus on four key areas: optimal 
organizational systems & business practices; 
excellence & innovation in products and services; 
thriving financial health; and expansion of inter-
organizational advocacy & impact.

Three Year Strategic Plan
Following are the four strategic priorities 

NADD will be working on for the next several 
years and key business imperatives in each area:
I. OPTIMAL ORGANIZATIONAL SYSTEMS &  

BUSINESS PRACTICES
Ensure operational/business systems and office 

location effectively support NADD’s evolving 
business growth

Ensure NADD is optimally supporting/honoring 
the work of volunteers (training, consultation, 
accreditation, committees, etc.)

Strengthen the website and social media 
outreach to be vibrant and attract a wide 
demographic

Administratively support board member and 
staff engagement with NADD

Update membership recruitment and retention 
strategies, services and products to ensure most 
up-to-date approach, messaging and effective 
member support
II. EXCELLENCE & INNOVATION IN 
 PRODUCTS AND SERVICES

Develop process to ensure high quality and 
inclusive services, regular stakeholder input, 
and stakeholder satisfaction 

Ensure that NADD stakeholders remain 
engaged during executive transition and that 
new mission-related groups become engaged as 
members of the NADD community
III. THRIVING FINANCIAL HEALTH

Develop and implement fundraising plan
Expand, innovate, and diversify customer base

IV. EXPANSION OF INTER-ORGANIZATIONAL 
ADVOCACY & IMPACT
Build upon existing partnerships and develop 

new strategic partnerships and alliances 
Enhance reputation of NADD as the leading 

international resource in the field of Dual 
Diagnosis

Establish the NADD Center for Inter-systems 
Collaboration 

As you can see, we have been working to 
grow the business vision and infrastructure of 
NADD. We are positioning the organization to 
be sustainable in the decades ahead and to be 
increasingly recognized as the international 
expert in IDD/MI dual diagnosis. 

NADD fills a critical need in our industry and 
in our increasingly complex world. The requests 
for our services grow weekly, and I believe we are 
approaching a tipping point. The dual diagnosis 
of IDD/MI is becoming more and more recognized 
as a critical area of research and practice. For 
families and people experiencing intellectual/
developmental disabilities and mental health 
needs, our services are life changing.

I am profoundly inspired to work together 
with all of you to build upon the incredible work 
this organization has achieved over the past 
35 years. I look forward to yet greater success 
as we: continue to be a professional home for 
many of you where you gather, learn, and 
network at our conferences; meet the evolving 
needs of our membership; respond to emerging 
industry demands; increase individual life 
quality through best practices in treatment; 
grow the intellectual resources of the industry 
through research and publishing; and, through 
our advocacy, make this world a more informed 
and welcoming place for people who experience 
intellectual/developmental disabilities and 
mental health needs.

For further information, contact Jeanne Farr 
at jfarr@thenadd.org. 

 
Write for the NADD Bulletin. Contact Editor Lucy Esralew at drlucyesralew@gmail.com. 
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NADD Helping to Create Systemic Change 
for Missourians with IDD/MH 
Jennifer Bossert

Earlier this year, NADD completed an exciting 
project in collaboration with the Missouri Coali-
tion for Community Behavioral Healthcare (the 
Missouri Coalition). Their mission is “to enable 
access to quality mental health services by all 
Missouri citizen in need of such services, while 
maximizing their human potential and quality of 
life.” NADD provided a comprehensive training 
for IDD/MH providers in the state of Missouri 
designed to expand the professional capacity of 
providers and lead to improved treatment out-
comes for individuals in that state who have in-
tellectual/developmental disabilities and a men-
tal health condition (IDD/MH). 

With the shared long-term goal of creating sys-
temic change positively impacting people with 
intellectual/developmental disabilities and men-
tal health concerns, the Missouri Coalition and 
NADD developed a wide reaching and impactful 
training initiative. NADD developed and deliv-
ered training sessions on dual diagnosis and in-
ter-systems collaboration and developed a train-
the-trainer model based on dual diagnosis best 
practices for implementation with Missouri IDD/
MH professionals. The intent of the train-the-
trainer model was to prepare Missouri profes-
sionals to become NADD certified in their given 
areas of expertise: IDD/MH Direct Support Pro-
fessional, IDD/MH Specialist, or IDD/MH Clini-
cian and to provide an in-depth experience for 
professionals seeking to become IDD/MH content 
experts and Master Trainers.

NADD Founder & CEO Emeritus Dr. Robert J. 
Fletcher oversaw the development of the curricu-
lum for the training series. NADD then assem-
bled a team of industry experts, including Dr. 
Fletcher, to deliver the training. Team members 
were: Tim Barksdale, PsyD, NADD-CC, Susan 
Morris, MSW, NADD-DDS, RSW, Melissa Chep-
lic, MPH, NADD-DDS, and Michael Schroeder, 
NADD-DDS. 

The first part of the training explored the foun-
dational aspects of dual diagnosis, including the 
following: 
§	An Introduction to Dual Diagnosis (IDD/

MH) covered definitions in the field, preva-
lence rates, common genetic disorders, vul-
nerability risk factors, and signs and symp-
toms of mental health issues in people with 

IDD.
§	Best Practices in Bio-Psycho-Social Mod-

el of Assessment reviewed essential compo-
nents in conducting a comprehensive mental 
health assessment for a person with IDD in-
cluding the collection of relevant information, 
complicating diagnostic factors, medical prob-
lems, and the use of the DM-ID-2.

§	Adapting Psychotherapy Practices for 
People with IDD addressed the myth that 
persons with IDD are not appropriate for psy-
chotherapy, focused on the reality that people 
with mild-moderate levels of IDD can benefit, 
and reviewed therapeutic principles, guiding 
principles of wellness, and the effects of trau-
matic experiences.

§	NADD Accreditation and Certification 
showcased NADD’s overarching purpose to 
promote a high level of professional expertise 
in the IDD/MH workforce with the ultimate 
goals of improving services and raising the 
bar of professional excellence. 

§	Inter-systems Collaboration: The Essen-
tial Components for People with IDD/
MH focused on the typical barriers to ser-
vices for people with IDD co-occurring with 
mental illness and presented the benefits of 
an inter-systems approach and planning tools 
designed to foster a collaborative approach 
among different parts of the system. 

Train-the-Trainer Model 
The NADD train-the-trainer program is an ed-

ucational model whereby individuals identified 
to train others complete the training to become 
experts and Master Trainers of the material. 

NADD developed the train-the-trainer pro-
gram model specifically for use in Missouri and 
gave the Missouri Coalition the rights to use and 
disseminate the curriculum within the state of 
Missouri for as long as they wish, which will help 
accomplish the shared goal of facilitating system-
ic change. 

In addition to the foundational information de-
scribed above, the competencies for each NADD 
certification were covered in great detail, leading 
to a deep understanding of the subject matter by 
the project participants. 
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NADD Clinical Certification
The NADD Clinical Certification program 

is for clinicians who provide services to people 
with IDD/MH. Psychologists, physicians, men-
tal health counselors, addictions counselors, li-
censed social workers, and others are examples 
of roles that can apply for the NADD Clinical 
Certification. 

The competencies for NADD Clinical Certifica-
tion are:
§	Assessment of Medical Conditions
§	Assessment
§	Positive Behavior Supports and Effective En-

vironment
§	Psychotherapy
§	Psychopharmacology

Tim Barksdale, PsyD, NADD-CC conducted 
this 3-day series and trained participants on 
conceptualizing and applying the competencies. 
Participants were very engaged and expressed 
appreciation for the opportunity to share experi-
ences and ask questions. 

When asked about the relevance of the train-
ings for the IDD/MH field, Dr. Barksdale ex-
pressed the importance of increased exposure 
and education: “My research has found that be-
havioral health professionals are not prepared 
to work with people with intellectual disabilities 
and co-occurring mental illness largely due to: 
1) This information is not taught in Bachelor, 
Masters or Doctorate level training; 2) Most pro-
fessionals have very little exposure/ experience 
being around people with intellectual and devel-
opmental disabilities; and 3) Many professionals 
have automatic negative attitudes when present-
ed with someone with an intellectual disability 
(Barksdale, 2012). Increased education and expo-
sure through practicum and internship programs 
will lead to increased competence and improved 
attitudes for working with this population. The 
NADD certification series provides the starting 
point for addressing these needs through the edu-
cation and training provided to behavioral health 
professionals, administrators and educators.” 

NADD Dual Diagnosis 
Specialist Certification

The NADD Dual Diagnosis Specialist Certi-
fication is for individuals who deliver, manage, 
train, and/or supervise services for persons with 
intellectual/developmental disabilities and men-
tal health needs. Staff working in units of county, 
state, or provincial government, program direc-
tors, program supervisors, case/care managers, 
program specialists, supports coordinators, peer 

specialists, trainers, and others are examples of 
roles that can apply for the Dual Diagnosis Spe-
cialist Certification. 

The competencies for NADD Dual Diagnosis 
Specialist Certification are:
§	Multimodal Bio-Psycho-Social Approach
§	Application of Emerging Best Practices
§	Knowledge of Therapeutic Constructs
§	Respectful and Effective Communication
§	Knowledge of Dual Role Service Delivery and 

Fiduciary Responsibilities
§	Ability to Apply Administrative Critical 

Thinking
Michael Schroeder, NADD-DDS and Susan 

Morris, MSW, RSW, NADD-DDS trained 30 par-
ticipants in this 3-day series. 

When asked about the relevance of the train-
ings for the IDD/MH field, Mr. Schroeder ex-
pressed the importance of being able to identify 
mental illness in people with IDD: “I think that it 
is important for people to be able to identify men-
tal illness in people with developmental disabili-
ties and formulate a comprehensive response.” 

Ms. Morris expressed the same sentiment and 
added: “The training is intended for those who 
have experience working cross sectorally, empha-
sizing the capacity to integrate the health, men-
tal health, and developmental perspectives and 
information to support or lead shared decision 
making across providers.” 

NADD Direct Support Professional 
(DSP) Certification

The NADD Direct Support Professional (DSP) 
Certification is for DSPs who provide care to in-
dividuals with IDD/MH. DSP’s who apply for this 
certification typically work directly with families, 
in institutional settings, vocational programs, or 
community-based residential services.

The competencies for NADD DSP Certification 
are:
§	Assessment and Observation
§	Behavior Support
§	Crisis Prevention and Intervention
§	Health and Wellness
§	Community Collaboration and Teamwork

Melissa Cheplic, MPH, NADD-DDS, trained 
more than 25 participants in her 3-day session.

Ms. Cheplic noted that throughout the train-
ing, participants commented on how important 
it is for DSPs to have this knowledge when work-
ing with people with IDD. In the weeks following 
the training sessions, Melissa received emails 
from two of the master level state trainers from 
the Western Region thanking her for the train-
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ing and information. They said how helpful and 
useful the curriculum content was, and they ex-
pressed their intention to include it in their work.

When asked about the training’s relevance to 
the IDD/MH field, Ms. Cheplic stressed the rela-
tionship between better supports and improved 
quality of life for people with IDD/MH: “People 
with an IDD/MH diagnosis are at risk for more 
behavioral health and medical problems. Train-
ing DSPs and other professionals in areas related 
to behavior support, symptomology, and the pre-
sentation of mental illness will help staff be em-
powered and competent. This will lead to better 
supports and improve the quality of life of people 
with IDD/MH.”

Looking Ahead
The 9 days of training were filled with interac-

tive exercises for each competency area, robust 
participant engagement, great discussions, and 
learning for everyone.

According to Dr. Fletcher, “The long-term goal 

of this project is systemic change throughout the 
state in how intellectual/developmental disabili-
ties and mental health professionals respond to 
people who have a dual diagnosis.” 

NADD CEO Jeanne Farr and the whole NADD 
team look forward to fostering continued sys-
temic improvements that increase the quality of 
people’s lives across the country by collaborating 
with our state partners on projects like this in 
the future.

Reference
Barksdale, T. (2012). Clinician factors in psycho-

therapy disparities for people with intel-
lectual disabilities and co-occurring mental 
illness. PCOM Psychology Dissertations. 
227. https://digitalcommons.pcom.edu/psy-
chology_dissertations/227

For further information, contact Jennifer 
Bossert at jbossert@thenadd.org. 

Tales of an Itinerant (rural) Psychologist
Lucy Esralew, Ph.D.

Since the last time I have posted to our read-
ership, I have made the transition from clinical 
administrator of a NJ statewide crisis response 
and clinical outreach team for adults with intel-
lectual and developmental disabilities and men-
tal health needs to a position as a behavioral psy-
chologist and autism clinical specialist in rural 
Northern California. Hence the insertion of the 
term “rural” in the heading for my column. The 
topography is quite different here in California-
both in terms of physical landscape and in terms 
of the culture of service delivery. I want to plant 
that thought with you, which I intend to more 
fully nurture in a subsequent post. I am still wa-
tering these seeds as I become settled in my new 
home and within my new role. 

For now, I want to give attention to that fact 
that June is Alzheimer’s awareness and brain 
health month. It seems to me to be apropos to 
share with you my considerations about work 
with adults with developmental disabilities 
who live with probable neurocognitive disorder. 
Although we have long known that individuals 
with Down syndrome are at increased risk for 
early onset Alzheimer’s type dementia, a recent 
report published by the United Kingdom (2018) 
supports the idea that individuals, regardless of 

their developmental disorder between the ages of 
60-65 are at much higher risk for dementias of 
any type than is the general population without 
developmental disorders. 

Although over time we have some ideas about 
the support and care of individuals with disabili-
ties and neurocognitive disorder, we do not have 
a pathway of care within the United States that 
takes us through diagnosis, treatment (pharma-
cological and non-pharmacological), post-diag-
nostic supports for consumers, families and staff, 
and advanced planning including end of life con-
siderations. We need to reach consensus so that 
the identification, support and treatment of indi-
viduals with developmental disabilities who live 
with a neurocognitive disorder does not depend 
upon where they live. We also need to lessen the 
possibility that someone who needs dementia-
specific services does not receive them because 
that person has not received a diagnosis.

Later this month I happily convene with my de-
mentia-focused colleagues for the annual meeting 
of the National Task Group on Intellectual Dis-
abilities and Dementia Practice (NTG) in Seattle 
Washington. Together with my NTG colleagues 
we developed and published the National Task 
Group Early Detection Screen for Dementia (NTG-
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EDSD; Esralew et. al., 2013) which is now used 
internationally as a first pass screen of changes 
associated with dementia. I have previously writ-
ten for NADD about the NTG-EDSD, which is an 
administrative screening tool intended to capture 
observations from consumers, families, and staff 
regarding observed changes in individuals’ adap-
tive, cognitive, and behavioral functioning. These 
types of observations can be valuable to mem-
bers of the interdisciplinary team to inform sup-
ports and services. These observations can also 
be shared with health care providers to advance 
health care decision-making and design relevant 
treatments and interventions. This is not a diag-
nostic tool. The tool is meant to promote discus-
sion. It can be used for healthcare advocacy and 
as a healthcare decision aid. Most of my training 
efforts linked to the NTG-EDSD within the past 
two years has been working with families, con-
sumers, and staff on how they can use information 
gathered by those completing the tool to prepare 
for healthcare visits and within team meetings to 
plan for supports. 

Within this discussion I want to alert you to an 
upcoming project by Drs. Seth Keller and NTG 
colleagues who will be studying the impact of 
pharmacological and non-pharmacological inter-
vention using the Serial Assessment of Func-
tion in Dementia (SAFD), a Likert rating scale 
based upon the NTG-EDSD. If you are inter-
ested in learning more about this project, please 
contact Kathryn Pears at dementiacare@gwi.net.

I am first and foremost a clinician. My inter-
est has primarily been on how we can help in-
dividuals with dementia, their families, friends, 
and support staff on a daily basis leading up to a 
diagnosis and post-diagnosis. Towards that end, 
I need to commend my British colleagues and ex-
press my admiration for their development of a 
number of useful tools, many of which are avail-
able for download on-line, that advance the day-
to-day quality of life for individuals with demen-
tia, their families, friends, and support staff.

In recent years I have become particularly en-
amored with tools developed in Scotland by Kar-
en Wachtman and her colleagues. These tools are 
practical, accessible, and not only help individu-
als learn about their diagnosis of dementia but 
help individuals who live with dementia express 
their thoughts and feelings about this condition, 
work with members of their team to input their 
preferences, and share in decision making. One 
or my favorite tools is Jenny’s Diary (Wacht-
man et. al, 2015) which can be used to educate 
and promote discussion about neurocognitive 

disorder with consumers who carry this diag-
nosis, with their families, friends, and support 
staff. It is a common-sense approach to everyday 
support of individuals with dementia. 

Through the diary, we follow Jenny, a middle-
aged woman with Down syndrome and dementia 
through her week. We see photographs (called 
“postcards”) that feature her, her boyfriend 
George, her friend Anna, and her sister Linda. 
We learn that she works in a café, attends a day 
program, likes music and solitary activities, at-
tends church, and enjoys shopping locally where 
she has a routine of buying a weekly magazine. 
At the end of each day, we are given some sug-
gestions about ways to help Jenny and, of course, 
by inference others with neurocognitive disorder. 
We learn that she has difficulty finding the toi-
let at work and that has influenced her enthusi-
asm about going to work. We learn she has depth 
perception problems that makes negotiating the 
stairs more difficult and result in her loss of en-
thusiasm about going to various sites that have 
previously been important to her. We learn that 
she reacts to noise and has become upset about 
the changes that she has observed in her own 
functioning. We see her reviewing the NTG-
EDSD with her sister to plan for future ways to 
support her. 

We learn about ways to modify the environ-
ment, establish routines, and provide supports in 
ways to help Jenny age in place while continuing 
her preferred activities and relationships to the 
extent possible. We also are prompted to advance 
plans for when changes to her ability result in her 
need to change her daily routine. Perhaps there 
will be a time when she cannot work at the café, 
perhaps there will be a time that she cannot go 
unaccompanied to the local shop to buy her mag-
azine; she may need to consider ways to have her 
religious and social needs met that are in accord 
with changes in her abilities. Then we have the 
opportunity though the diary to consider George, 
Jenny’s boyfriend, who becomes impatient with 
Jenny for slowing down and frets about her de-
creasing ability to participate in activities that 
they jointly shared and enjoyed. He needs to be 
included in an understanding of what is happen-
ing so that their relationship can continue. He 
can provide support to his girlfriend while learn-
ing to cope with his own reactions to witnessing 
changes with her.

Jenny’s Diary can be used as a template for 
developing other person-specific versions. It is 
simple, accessible, but exquisitely clever and 
useful. By following along with the individual in 
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this way, our clinical understanding stays close 
to the day-to-day needs of the individual, makes 
it more likely that they can participate in their 
own decision-making to the extent possible, and 
helps friends and family understand ways to talk 
about this process with them.

Another wonderful resource developed by 
Wachtman and her colleagues (2010) is Support-
ing Derek. This is a video with an accompany-
ing booklet that helps us see the environment 
through the eyes of Derek, an individual with 
Down syndrome and dementia. We experience his 
sensory overload, his confusion and his outburst 
as he is clearly overtaxed by sensations that he 
cannot accurately perceive or understand. 

As a psychologist, one of the things that I most 
appreciate about the clinical value of these tools 
is that they help us better understand the expe-
rience of individuals with dementia from a per-
spective that stays close to the individual’s day-
to-day experience. This will make sense to the 
person who lives with dementia, to that person’s 
family, friends, and staff. We do not often speak 
with the person who lives with dementia to en-
courage them to talk about their condition. These 
are among the tools that can help us better dia-
logue with individuals who live with dementia.

The following are some additional tools to in-
crease your ability to effectively support indi-
viduals with developmental disabilities who live 
with dementia.

On-line information 
National Task Group webpage: http://www.

aadmd.org/ntg
National Task Group Early Detection Screen 

for Dementia http://aadmd.org/ntg/screening
Talking mats communication tool http://talk-

ingmats.com/
UK government report published April 2018:
https://www.gov.uk/government/publications/

people-with-dementia-and-learning-disabilities-
reasonable-adjustments/dementia-and-people-
with-learning-disabilities

Website about intellectual disability and de-
mentia: www.learningdisabilityanddementia.org 

Website about breaking bd news to people with 
intellectual disability (including healthcare diag-
noses): http://www.breakingbadnews.org
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Neuroscience Reviews

Research Domain Criteria – More Detail
Jarrett Barnhill, MD, DFAPA, FAACAP, UNC School of Medicine

In 2003, Barnhill proposed a preliminary mod-
el for the use of endophenotypes as a means of 
dealing with the weaknesses in the DSM-IV cri-
teria for individuals with ID (antedated the DM-
ID). This proposal was designed to address some 
of the clinical issues plaguing the assessment of 
behavioral and mental disorders in individuals 
with severe profound ID (SPID and/or co-occur-
ring autism). Several issues were responsible for 
this diagnostic uncertainty: 
1. Many individuals with SPID +/- ASD were 

nonverbal and unable to describe their under-
lying emotional states, reactions to environ-
mental stressors (including trauma), or dis-
ruptions in cognitive processes. 

2. These neurocognitive deficits undermined the 
clinician’s ability to differentiate psychiatric 
disorders from regressions due to cognitive/
behavioral disorganization and associated 
baseline exaggerations of existing disruptive 
behaviors. 

3. It was apparent at the time that psychiatric 



47May/June 2018    Volume 21    Number 3

The NADD BULLETIN

diagnoses in this population were extrapola-
tions from diagnostic criteria that did not fit 
well with the special problems facing clini-
cians dealing with this population.

4. Traditionally, there was a significant degree of 
skepticism about the usefulness of psychiatric 
diagnoses. During this period, we witnessed 
a growing awareness of the need to integrate 
new research data with ecological, behavioral, 
genetic, or biological/neuropharmacological 
data into the diagnostic process. Our under-
standings of the biopsychosocial model was 
breaking free of determinism and emphasiz-
ing transactional models. We witnessed the 
gradually passage of narrowly interpreted 
dichotomies of nature/nurture, gene-environ-
ment and behavior/psychiatric disorders and 
the growing emphasis on the neurodevelop-
mental trajectories of gene expression, brain 
maturation, and attachment. Temperament, 
childhood patterns of learning and skill mas-
tery, and synchronized changes within family 
and social systems needed to foster develop-
ment. These same neurodevelopmental prin-
ciples applied to the care of people with SPID 
structures and behavioral/psychiatric disor-
ders. The biopsychosocial model was quickly 
evolving into a neurodevelopmental one.

Within this framework, reconfiguring psychiat-
ric disorders as neurodevelopmental phenomena 
refocuses our attention on the trajectory of devel-
oping psychopathology. For example, individuals 
with SPID are more likely to have comorbid epilep-
sy, and co-occurring neurological, metabolic and 
genetic disorders. These alterations in brain matu-
ration and function influence not only the course 
of child development, attachment and evolving 
temperament/personality. Any one of these fac-
tors can have serve as risk factor for late develop-
ing psychopathology. The impact of SPID on the 
conceptual, social and practical deficits amplifies 
these other risk factors in terms of increased vul-
nerability and reduced capacity for resilience. 

The children also require changes in family, ed-
ucational and social networks and clinical inter-
ventions. In many settings those with behavioral 
and psychiatric disorders can overload existing 
service delivery systems and reduce the carrying 
capacity of community-based services. and the 
accessibility and availability of support services. 

In 2016, the DM-ID-2 updated earlier adapta-
tions to complement the DSM-5. As one of the 
co-editors, I joined other authors in the struggle 
to modify diagnostic criteria for individuals with 
SPID. This effort reinforced the reality that we 

lack well-designed diagnostic and treatment 
studies for this population. We extrapolated 
much of our data on best practices evidence-
based psychopharmacological interventions from 
individuals with Borderline, Mild and Moderat-
ed ID. It was also apparent that doubts remain 
about the validity of psychiatric diagnoses and 
many authors resorted to using “No changes” 
when adequate modifications. I suspect we will 
continue to struggle with descriptive/categorical 
approaches to diagnosis and as a basis for the 
treatment of patients with SPID. 

The NIMH proposed the Research Domain Cri-
teria (RDoC) to define alternative approaches to 
the phenomenological phenotyping of descrip-
tive/categorical diagnostic criteria embedded in 
the DSM-5. Although not the final solution, this 
approach relies on temperamental features anal-
ogous to those proposed by Chess and Thomas, 
Kagan and Snidman, Kitmura and Cloninger 
(see table 1). The ultimate value of RDoC lies de-
fining biological endophenotypes that represent 
the core pathophysiologies that underlie many 
behavioral and psychiatric disorders. Theses 
neurobiological endophenotypes may eventually 
help refine psychopharmacological decision-mak-
ing. For individuals with SPID, the biomarkers 
may be particularly useful for fine tuning diag-
nosis and medical management. In the long run, 
these etiology/pathophysiology approaches when 
combined with emerging data from genetic stud-
ies, clinical neurosciences and pharmacogenom-
ics may provide more precise tools for personal-
izing diagnoses and treatment approaches. 

The table below is an attempt to connect the 
dots between the various models of temperament. 
These traits are recognizable during toddlerhood 
and change throughout development. Chess 
and Thomas discuss the critical role of parental 
matching experiences to the child’s temperamen-
tal features. Kitamura and Cloninger discuss 
personality development and risk for addiction 
in terms of the interaction between these traits 
and life experiences. Kagan and Snidman looked 
at behavioral inhibition as a risk factor for mood 
and social anxiety in roughly 15 % of the affected 
children. Trauma-based or toxic-environment 
models have similar effects on a group of vulner-
able children. These environmental challenges 
can mimic or exacerbate each of these traits. 

We begin this process by exploring ways to 
apply these psychobiological subtypes to under-
stand the pathophysiology of behavioral and psy-
chiatric disorders in individuals with SPID. 
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Table 1. 

RDoC,
2010

Chess and Thomas 1986 Kagan and 
Snidman, 2007

Eysenck, 1991 Kitmura and 
Cloninger, 2011 

Characteristics

Approach-
Avoidance

Approach/withdrawal Behavioral 
inhibition

Extroversion-
introversion

Novelty seeking Approach novel stimuli 
or tasks v
Avoidance behaviors 

Frustration to no 
Reward

Adaptability Preference for 
the familiar, 
Predictable 

Negative reaction 
to frustrating 
approach 
behaviors 
neuroticism 

Reward 
Dependence

Internal motivation v. 
need for high reward 
potential; frustration 
tolerance v escape 
related behaviors 

Fear/anxiety Quality of mood Negative 
emotional 
response/ low 
keyed response

Increased 
Sympathetic 
activity. 

Harm avoidance Negative affective 
response, overlap with 
behavioral inhibition

Approach 
behaviors

Threshold for response “ “ Positive- 
movement 
towards high 
reward-risk 
taking 

Two elements- 
threshold for reactivity 
(overstimulation); 
top down regulation-
impulse control

Frustration to no 
reward/loss
Affect-regulatory 
systems 

Intensity RDoC includes 
Cognitive systems: 
social processing-
attachment

Rhythmicity Predictability and 
circadian rhythms 

 “ “ Attention span/Activity 
level/

Persistence

Like us on Facebook  www.facebook.com/NADDMHID 

Next up, an attempt to integration of table 1 link-
ages with emerging research on the neurobiology 
of temperamental traits, patterns of attachment, 
and social cognitions research. This will not be an 
easy task, but I think it is a necessary step in order 
to translate this research into clinical settings. 
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DSP Interests and Concerns

NADD Webinars Highlight Skills DSPs Need
Brian Quiros, Direct Support Professional, Jewish Association for Developmental 
Disabilities, Paramus, NJ 

This past spring, direct support staff at J-ADD 
were informed that NADD would be holding a 
month long, weekly webinar series for those who 
have chosen to support individuals with devel-
opmental disabilities their chosen profession. 
Participating in this series of webinars was op-
tional for staff as J-ADD was well aware of the 
busy schedules held by the majority of their staff. 
In addition to the hours they put in at their as-
signed group homes, there are family responsibil-
ities, second jobs, and class schedules to consider. 
Nonetheless, I was surprised to see the number 
of people who turned out for the webinars. Why 
would so many people travel to this designated 
location to listen to a voice discuss a field that 
some of us have been involved with for more than 
a decade? Simple - the promise of valuable infor-
mation that will help us provide even better ser-
vices to those whom we have dedicated ourselves. 

As our field moves into a “fee for service” struc-
ture, it is important for us, as staff, to realize 
that the days of simply providing recreation, 
medication and assistance with activities of daily 
living are moving into the past. More and more 
we are required to work with individuals with 
behavioral and/or mental health needs. In order 
to adequately support these individuals, a new 
skill set must be obtained or enhanced. While 
we value the work put in by the other members 
of our service recipients’ support team, it is us, 
the residential direct support team that see in-
dividuals almost daily for at least 8 hours a day. 
We are the ones who the team rely on to observe 
the individual emotionally, physically, mentally, 
spiritually, occupationally and socially. We will 
need to observe and assess those needs, com-
municate that to coworkers and support team 
members and document our work with precision. 
An intimidating responsibility, yes, but NADD, 
through its webinars, has provided the tools to 
move forward.

While there were 5 separately scheduled webi-
nars (the Topics were: Assessment and Observa-
tion, Behavior Support, Crisis Intervention and 
Prevention, Health and Wellness, and Commu-
nity Collaboration and Teamwork), at the crux 
of them was how we can better assist individu-

als with dual diagnosis through their behavioral 
and mental health crises. As NADD explained, 
the best way for us to support our individuals is 
to be better educated regarding behavioral and 
mental health needs. NADD met these objectives 
by identifying common mental health diagnoses 
in the IDD population. They then outlined the 
common causes (be it environmental or biologi-
cal) of reoccurring behavioral or mental health 
incidents and how we, as the individuals’ direct 
support, can use the skills of observation, as-
sessment, communication and documentation to 
improve the outcome of our intervention during 
those incidents. Through scenarios and group ex-
ercises, we learned that as our tool kit becomes 
fuller, we will be able to provide our service re-
cipients with coping skills to turn to in moments 
of crisis or even help them prevent the crisis from 
occurring all together. This approach was useful 
for those of us preparing to take the NADD DSP 
Certification exam soon. 

An emphasis of the webinar series is “person 
centered approach” to providing service. We must 
never lose sight of the person we are supporting. 
What are his or her needs and dreams? What 
provides them with joy and a sense of peace? 
These are things that we all want others to un-
derstand about us. While participating in the 
webinar series provides us with the opportunity 
to prepare be NADD DSP certified, this webinar 
series demonstrated that remaining focused on 
the person is how we will truly transition from 
being direct support staff to being direct support 
professionals. 

For further questions on NADD DSP Certifica-
tion please contact Melissa Cheplic melissa.chep-
lic@Rutgers.edu 

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

Missouri’s Implements NADD Certification
Jenise Woolf

Ten years ago, I sat locked in a room on the 
surgical floor of St. Louis Children’s Hospital 
with my youngest son, Ethan. Though not yet 
officially diagnosed as bipolar, he had all the 
hallmark signs of a mood disorder on top of his 
autism and intellectual impairment. This was 
not the first time Children’s had been our safety 
net when we had nowhere else to go. During 
these times it wasn’t safe to keep Ethan at home 
due to his severe aggression and mood swings. 
As I called on the leadership of our Department 
of Mental Health (DMH) back then, the concept 
of dual-diagnosis seemed so foreign to many of 
these professionals. My husband and I sat in 
the room and cried at the lack of prospects for 
treatment. Though he was a dual-siloed client, 
being served by casemanagers in both Behav-
ioral Health (BH) as well as the Intellectual and 
Developmental Disability (IDD) systems, there 
was no integration, and, in fact, his casework-
ers had never met. Resources were scarce and 
knowledge of how to treat someone with a dual-
diagnosis was even more scarce.

I had heard about NADD at a conference I at-
tended through my job at a large community 
mental health center. Eventually, I contacted 
Dr. Robert Fletcher, who was kind of enough to 
email state DMH directors on my behalf. I also 
joined NADD, which has provided me with the 
knowledge and tools to become an advocate for 
Ethan and families like mine. After these past 
ten years, through medication changes, success-
ful attempts at hospitalizations, and mostly fail-
ures, Missouri is now set on becoming a Center 
for Excellence in Dual-Diagnosis. 

In March of 2016, regional stakeholders in 
Eastern Missouri met to address a lack of co-
ordination and collaboration between the Be-
havioral Health and IDD systems. The new 
committee established goals to foster better 
communication and to improve the access and 
referral process. A number of strategic areas 
were identified including co-occurring protocol 
enhancement; momentum toward shared lan-
guage and knowledge; growth of regional re-
sources; creation of workforce opportunities; as 
well as training events and implementation of 
best practice models. 

Eastern Missouri is implementing 3 strategic 
initiatives as a result of this committee’s efforts:

§	NADD certification is being implemented at 3 
BH agencies and 3 IDD agencies (Direct Sup-
port, Specialist, Clinician and Agency). Mis-
souri DMH staff from both silos have become 
certified Master Trainers so that momentum 
can be carried throughout the rest of the 
State.

§	Crisis Intervention Service (Crisis Hotline) is 
collaborating with the IDD system to provide 
appropriate on-going clinical follow-up to crisis 
calls from individuals with a dual-diagnosis.

§	One provider has opened a four-bed facility for 
out-of-home respite to individuals and fami-
lies in immediate need.

As my agency was one of the chosen Behavioral 
Health providers, I was excited to participate in 
the “Train-the-Trainer” for Direct Support Staff. 
That we could train mental health clinicians and 
behavior analysts together shows not only how 
far we have come, but also why the need is so 
critical. The contrast in experiences and philoso-
phies was stark…is it a symptom or a behavior? 
As discussion surrounding this issue took place, 
colleagues in IDD and Behavior Analysis were 
adamant that a good functional behavior assess-
ment, as well as behavior planning and the use 
of positive reinforcers, could be effective at ad-
dressing any issue. The training was critical in 
providing insight to understanding that dually-
diagnosed individuals experience symptoms of 
mania, depression, psychosis, anxiety, etc., and 
might require other therapeutic interventions, 
which is huge. Conversely, Behavioral Health 
clinicians lacked understanding of assessing be-
haviors and developing plans for crisis, and most 
had never even heard of an ABC chart. 

The NADD training was critical to bridging 
these gaps. Our trainer, Melissa Cheplic, was 
fantastic! She provided great examples to illus-
trate topics. She was funny and engaging and 
extremely knowledgeable. As a NADD parent, I 
was extremely proud.

Moving forward, I am hopeful that Missouri 
holds to its commitment to keep the momentum 
going. My wish is for specialized IDD teams to 
co-locate and cross-train with Behavioral Health 
teams. Ideally, there will be no wrong door to ac-
cess services and clinicians will integrate between 
service providers on every level. The beauty of 
collaboration is in the unique strengths of each 
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silo. Missouri still needs to provide resources to 
Behavioral Health clinicians for therapies and ev-
idence-based practices (CBT, DBT, ACT, etc.), and 
there is a dearth of psychiatrists, especially those 
who specialize in dual-disorders. The IDD system 
needs to provide more access to behavior therapy, 
supported living, and recreation. 

This has been a long time coming, and I’m ex-
cited to be included in moving Missouri forward 
towards excellence. NADD is critical in this en-
deavor as Missouri looks for interventions, best 
practices, service delivery models, etc. NADD and 
the Family Voices Committee will continue to be a 

source of education and support. Stay tuned…

For additional information, contact Jenise 
Woolf at jenise.woolf@bjc.org. 

Family Corner is an ongoing column in The 
NADD Bulletin and is published under the aus-
pices of the NADD Family Voices Committee. We 
welcome your comments, suggestions, and sub-
missions for this column. To learn more or to 
contribute to this column, you may contact Julia 
Pearce, Editor of Family Corner runnamokk@ho-
tmail.com 

DM-ID-2 
 

Correct Diagnosis →Appropriate Treatment → Improved Quality of Life 
 
     Textbook 
 

 
 
 
                 Clinical Guide 

 
                          
 
 
          Workbook 
 

 
 
 
 
 
     
 
 
 
 
 
 
 

Visit http://thenadd.org/products/dm-id-2-is-now-available/ for details. 
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Visit the NADD website at www.thenadd.org for more information on upcoming 
conferences and trainings. Updated information is posted as available.

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

State of Ohio 16th Annual MI/DD Conference
September 24-25, 2018 * Columbus, Ohio

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




