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Note from the editor
In this issue, our Canadian colleagues Drs. Paul Wishart and 

Sherri Melsrose share their thought-provoking qualitative re-
search which utilized a grounded theory approach to understand-
ing the experience of DSPs. Dr. Thomas Scheidemantel reflects 
upon the ethical challenges inherent in medical decision-making 
on behalf of adults with intellectual and developmental disabili-
ties. Connie Boyer Frenzel mirrors these concerns about autono-
my and duty to care in the Family Corner. She writes about the 
need for broad social acceptance and adequate programming to 
safely mainstream individuals with disabilities and behavioral 
health challenges into the community. Melissa Cheplic shares in-
formation about this year’s recipient of the NADD Direct Support 
Professional Award for Excellence who was honored at NADD’s 
34th annual conference. Congratulations Ryan Trihey! 

Consider contributing to this space by sharing your research, 
practices and policies that advance the lives of individuals with de-
velopmental disabilities and co-occurring mental health disorders.

Best wishes to Dr. Rob Fletcher in his retirement. He has made 
singular contributions to the field via the creation of NADD, men-
torship of professionals, and advancement of professional prac-
tice. His work has enabled the creation of a community of like-
minded professionals and other stakeholders who promote mental 
health and well-being for individuals with the dual disabilities of 
developmental and mental health disorders.

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

TABLE OF CONTENTS
Beyond Physical Inclusion:  
A Grounded Theory of Belonging .................................................83

Reflections on Medical Decision-Making in Adults  
with Intellectual Disability ..........................................................90

Family Corner
Increasing Integration of People with Dual Diagnosis  
into the General Community—Is Society Ready? .......................95

DSP Interests and Concerns
NADD Honors Direct Support Professional  
with Award for Excellence ............................................................74

The NADD Bulletin
is the official publication of NADD. 
 
Copyright ©2014 
ISSN 1065-2574

EDITOR:
Lucy Esralew, Ph.D., NADD-CC
MANAGING EDITOR:
Robert Fletcher, D.S.W., A.C.S.W., NADD-CC

B U L L E T I N

THE

132 Fair Street
Kingston, NY 12401-4802
(845) 331-4336
(800) 331-5362
FAX (845) 331-4569
E-Mail: info@thenadd.org
http://www.thenadd.org

Robert J. Fletcher, D.S.W., A.C.S.W., NADD-CC
Chief Executive Officer

FOUNDER

President
Daniel Baker, Ph.D., NADD-CC

Woodbury, MN

Immediate Past President
Donna Nagy McNelis, Ph.D., NADD-CC

Philadelphia, PA

Vice President
Peggie Webb, MA

Murrieta, CA

Secretary
George Zukotynski, Ph.D.

Pflugerville, TX

Treasurer
Terrence McNelis, M.P.A.

Erdenheim, PA

___________

Bruce Davis, Ph.D.
Murfreesboro, TN

Mark Fleisher, MD
Omaha, NE

Eileen Elias, M.ED.
West Barnstable, MA

Jeffrey  Keilson, M.A.
Framingham, MA

Susan Morris, B.S.W., M.S.W., R.S.W.
Toronto, ON, Canada

James Napolitan, Ph.D.
Chicago, IL

Julia Pearce
West Jordan, UT

Stephen Ruedrich, M.D.
Cleveland, OH

Hugh Sage, Ph.D.
Enid, OK

82 99September/October    Volume 20    Number 5

The NADD BULLETIN

BOARD OF DIRECTORS

September/October    Volume 20    Number 5

The NADD BULLETIN

Opinions expressed in the NADD Bulletin are not necessarily 
those of NADD or the Editors.

DM-ID-2 
 
Edited by 
 
Robert J. Fletcher, DSW, ACSW, NADD-CC, Chief Editor 
Jarrett Barnhill, MD, DLFAPA, FAACAP 
Sally-Ann Cooper, MD, FRCPsych 
 
 
Improved outcomes for individuals with co-
occurring intellectual/developmental disability 
(IDD) and mental illness depend upon 
effective psychiatric treatment.  Effective 
treatment requires an accurate psychiatric 
diagnosis.  Obtaining that accurate psychiatric 
diagnosis for individuals with IDD has been, 
and remains, very challenging.  This book was 
written to address this challenge. 
 
The groundbreaking publication of the 
Diagnostic Manual-Intellectual Disability 
(DM-ID): A Textbook of Diagnosis of Mental 
Disorders in Persons with Intellectual 
Disability in 2007 gave clinicians and 
providers in the field of dual diagnosis 
(IDD/MI) the resource they needed to provide 
a more accurate psychiatric diagnosis for 
individuals with IDD.  It has become the “gold 
standard” in psychiatric diagnosis for 
individuals with IDD. 
 
More than 100 experts from around the world have now updated the DM-ID to accompany the 
DSM-5.  The DM-ID-2 was developed to facilitate an accurate psychiatric diagnosis in persons 
who have intellectual disabilities and to provide a thorough discussion of the issues involved in 
reaching an accurate diagnosis.  The DM-ID-2 provides state-of-the-art information concerning 
mental disorders in persons with intellectual disabilities.  Grounded in evidence based methods 
and supported by the expert-consensus model, DM-ID-2 offers a broad examination of the issues 
involved in applying diagnostic criteria for psychiatric disorders to persons with intellectual 
disabilities.  The DM-ID-2 is an essential resource for every clinician who works with 
individuals with a dual diagnosis (IDD/MI).  
 
Member Price: $105 ● Non-member Price: $135  
Product #: DA16-061B 



83September/October 2017    Volume 20    Number 5

The NADD BULLETIN

Beyond Physical Inclusion: A Grounded 
Theory of Belonging
Paul Wishart, PhD, MA, Faculty of Medicine, University of Calgary and Sherri 
Melsrose, PhD, RN, Centre for Nursing and Health Studies, Athabasca University

Abstract
We used grounded theory to analyze interviews 

with support workers evaluating a program for 
individuals with dual diagnosis. Our grounded 
theory research started with the question, “What 
is going on in the data?”

From our data analysis, our grounded theory 
of belonging emerged. There are two components 
to our grounded theory that conceptualize what 
is going on in the data. The first is the main con-
cern, which is stopping short. The second is the 
core variable, which is belonging, and resolves 
stopping short.

Stopping short is the main concern, and is the 
process that accounts for making resolution diffi-
cult. Several underlying concerns reinforce stop-
ping short. These are being left out, (limiting) in-
clusion, logical elaboration, and turnover. A lack 
of awareness of the influence of these concerns 
can reinforce Stopping short. Awareness of them 
and their influence is part of the contribution to 
resolving Stopping short through the core vari-
able of Belonging.

The process of belonging is supported by in-
creasing Awareness and an emphasis on rela-
tionship. Reciprocity and support(ing) relation-
ships and awareness provide the meaning and 
relevance of belonging for people supporting 
those living with dually diagnosed. The signifi-
cance of using grounded theory for our analysis 
and the contribution belonging makes for those 
supporting and working with individuals with 
dual diagnosis are discussed.

Grounded Theory
Grounded theory is a general research method-

ology used to generate relevant theory through the 
analysis of data. Grounded theory can be used on 
any data (Glaser, 2007). Often grounded theory 
research starts with the question, “What is going 
on in the data?” (Glaser, 1998). Instead of tradi-
tional approaches, where preconceived theories or 
patterns drive the analysis, with grounded theory 
the analysis is guided by the many rigorous steps 
of grounded theory noted below, woven together 
by the constant comparison process (Becker, 1993; 
Glaser, 2002a). Through constantly comparing 
codes to codes, generating a concept, and compar-

ing codes to concepts to generate categories, the 
analysis generates similarities, differences, and 
degrees of meaning which inform the properties 
and dimensions of the emerging theory (Glaser, 
1978b). It is through the constant comparative 
method and memoing that the grounded theory 
acquires its grab, fit, and ability to work the da-
ta (Glaser, 1978b). Grab, fit, and work imbue the 
theory with relevance and meaning, so that there 
is a high probability that it will make a difference 
within the area from which the data was acquired 
(Glaser, 1978b).

The Research Approach
In our re-examination of interview data from 

our primary research project, two aspects of clas-
sic grounded theory methodology, the package 
and the product, were of particular value. The 
package explains how a grounded theory is gen-
erated. The product clarifies how to recognize the 
core attributes of a grounded theory.

1.  The Grounded Theory Package
  Glaser (1998) refers to the essential compo-

nents of grounded theory as the grounded 
theory package. Using the package helps re-
searchers develop their theoretical sensitiv-
ity and increases the probability of generat-
ing a meaningful grounded theory. There are 
several components we used in generating 
our theory of belonging:

  a. Coding
 Coding is the fracturing of the data into the 

smallest pieces of meaning, selecting words, 
phrases, or stories “that contain a single 
unit of meaning” (Schreiber & Stern, 2001, 
p. 69). This is the analysis stage where the 
researcher defines what he or she sees in 
the data pieces (Charmaz, 2006). 

 b.  The constant comparative method
 The constant comparative method, or con-

stant comparison, is one of the most im-
portant components of GT (Glaser, 1978b; 
Glaser & Strauss, 1967). Glaser explains 
the sequence: first the researcher compares 
indicators (incidents or codes observed in 
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the data) to other indicators. Once a con-
ceptual code (a repeated idea that becomes 
apparent) is generated, the indicators are 
then compared to that emerging concept or 
idea. Constant comparison forces the ana-
lyst “into confronting similarities, differ-
ences and degrees of … meaning between 
indicators” (Glaser, 1978b, p. 62).

 c.  Memoing
 Writing theoretical memos is the core stage 

in the process of generating theory. “Memos 
are theoretical notes about the data and the 
conceptual connections between categories. 
… If the analyst skips this stage [of writing 
theoretical memos] by going directly to sort-
ing or writing up, after coding, he/she is not 
doing GT” (Glaser, 2004, para. 61).

 d.  Theoretical codes
 Theoretical codes are important in generat-

ing a grounded theory as they provide the 
organizational foundation for the emerging 
theory. “The final theoretical code is the 
one that emerges, through the coding pro-
cess, and serves to integrate all of the sub-
stantive categories with the core category” 
(Hernandez, 2009, p. 52).

 e.  Sorting and writing up
 This is the final component of GT, which 

involves sorting theoretical memos into 
piles and writing them up in a manuscript 
or book, to disseminate the findings. “Sort-
ing is essential—it puts the fractured data 
back together” (Glaser, 2004, para. 67).

2. The Grounded Theory Product
 a.  Relevance and meaning

 Glaser asserts that a grounded theory must 
be relevant and meaningful, rather than 
just interesting. And not just to those from 
whom the data was acquired. Relevance 
and meaning drive the generalizability 
or transferability of the grounded theory. 
A good grounded theory is applicable to a 
wide, multidisciplinary audience.

 b.  Grab, fit, and work
 A relevant grounded theory consists of the 

following attributes: it must grab, fit, and 
work the data (Glaser, 1978b, 2001). A 
grounded theory is also able to be modified 
(Glaser, 1978; 1998). Note that these crite-

ria are in contrast to an oft mistaken goal 
of a grounded theory, that it is accurate 
(Glaser, 2002b, 2007) and a proof (Glaser, 
1978b). A grounded theory is not accurate 
as it does not describe nor is it a proof; it is 
a theory, a hypothesis.

 To clarify, grab (Glaser, 1978b, 2001), the 
theory has clear and grabbing implications, 
it makes sense. It grabs the reader’s atten-
tion. Fit (Glaser, 1978b, 2001) is where there 
is a close connection of the theory with the 
incidents the theory is representing, that 
it connects. Work (Glaser, 1978b, 2001) is 
where the theory deals with real concerns 
of participants and captures attention. A 
grounded theory works when it explains how 
a meaningful concern for the participants is 
resolved. Therefore, a grounded theory that 
has grab, fits, and works the data has a high 
probability it will be relevant, that it will be 
applied, and that if necessary it will be modi-
fied (Glaser, 1978; 1998).

3.  Data
  In his well-known article “All is Data”, Glaser 

(2007) emphasized how data from a variety 
of sources can be used to generate a grounded 
theory. Commonly, interviews, observations 
and documents are used. In our work, our 
data consisted of interviews with caregivers 
who support individuals with dual diagnoses. 
Throughout our analysis and as new concepts 
emerged, we reviewed additional literature 
and discussed our project with experts.

Our Results
The results of our analysis are presented be-

low, in Table 1. There are two components to our 
grounded theory of belonging, the patterns of Ba-
sic Social Psychological Processes (BSPP) which 
explain what is going on in the data. The first 
component is the main concern, which is stopping 
short. The second component is the core variable 
of belonging. Belonging is the core concept which 
resolves the main concern of stopping short. Both 
stopping short and belonging emerged from our 
Grounded Theory analysis of the data. In addi-
tion, there are several relevant components of 
the GT package that were indispensable in gen-
erating our grounded theory of belonging. These 
are addressed in the Discussion section in this 
article (Glaser, 1978a).
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Table 1: The relevant concepts of our grounded theory of Belonging

Results of our GT analysis

Main concern Stopping short

Underlying concerns · Being left out
· (Limiting) inclusion
· Turnover

Core variable (resolving the main concern) Belonging

Theoretical codes · Relationship
· Awareness

Substantive codes · Reciprocity
· Support(ing)

In the section which follows, we discuss our 
conceptualization of the relevant concepts from 
our analysis and how they connect to both the 
main concern of stopping short and the core 
concept of belonging. Together, stopping short 
and belonging constitute our grounded theory of 
belonging, a Basic Social Psychological Process.

Discussion
Our grounded theory of belonging is a concep-

tualization of what is going on in the data. We 
will discuss our grounded theory of belonging 
from the perspective of two key aspects of the 
process: the main concern of stopping short and 
the core variable of belonging, which resolves the 
main concern of stopping short. Both concepts 
emerged from the data and together form our 
grounded theory of belonging.

1. The Main Concern Is Stopping Short
  Stopping short is our conceptualization of 

the process which blocks or prevents people 
from feeling involved in their environment, 
that is, from feeling a sense of belonging. 
Several significant concerns emerged from 
our analysis which support and reinforce 
Stopping short. These are being left out, 
(limiting) inclusion, logical elaboration, and 
turnover. It is important to see how these 
concepts relate to stopping short of belonging. 
Stopping short links them as the main 
concern. Understanding their influence, 
one can see how they impact stopping short; 
either reinforcing stopping short or resolving 
stopping short, as they influence the core 
variable of belonging.

  Stopping short is a conceptual representa-
tion of the difficulties in realizing the goals 
of care and support of individuals who have a 

dual diagnosis. The conceptualization of this 
main concern and the underlying concerns 
that support the process can cumulatively 
hold back or prevent caregivers from realiz-
ing their goals of caring for their clients who 
have a dual diagnosis. In this context it is 
the lack of awareness of the process that pre-
vents or obstructs the caregiver from reach-
ing the goal of care and support for their 
clients. Awareness will be discussed later in 
the context of theoretical codes as part of the 
conceptualization of the core variable of be-
longing.

  These concepts underlying stopping short 
will be discussed later as they relate to the 
main concern of stopping short, followed by 
how stopping short relates to belonging as a 
BSPP and the concepts that undergird be-
longing which leads to the resolution of stop-
ping short.

 a.  Being left out
 Being left out was the first concept that 

emerged as we began our re-examination 
of interview data from our primary project. 
being left out is a very strong concern that 
emerged from the data analysis, one which 
was shared by support staff, their supervi-
sors, and family members caring for and 
supporting the individuals with a dual 
diagnosis who participated in the project. 
The data yielded many indicators of the 
profound impact being left out had on cli-
ents. Two examples, below, illustrate this 
impact particularly well.

 The first indicator is a client carefully dressed 
in clothes, newly purchased in anticipation 
of attending a family event. The client stood 
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waiting, alone, on their apartment doorstep. 
They were waiting for a previously arranged 
pickup by a family member, a pickup that 
never came. This person was being left out of 
their family event.

 The second indicator comes from a cli-
ent living with a supportive roommate. 
Although the roommate made meals and 
provided clean living arrangements, the 
client was not invited to join the roommate 
to join in shopping trips for food, making 
meals, or watching TV in the evenings. 
Consequently, the client withdrew to their 
designated room, coming out only to eat 
prepared meals. The client’s behavioral re-
gression was noticeable, attributed to the 
consequences of being left out.

 These two examples of being left out speak 
to the emotional charge associated with the 
experience of being and feeling left out, as 
well as the negative contributions made to 
health and well-being. Being left out is cer-
tainly not just a consideration or concern 
for individuals who have a dual diagnosis.

 b. The Basic Social Psychological Process  
    (BSPP) of being left out

 In our analysis, we identify being left out 
as a relevant, basic social psychological 
process not only relevant for support work-
ers and staff supporting individuals who 
have a dual diagnosis, but also for fami-
lies and the clients themselves. Being left 
out impacts individual and collective well-
being, and lack thereof. Initially, with the 
prevalence and impact of being left out, it 
appeared to be the main concern emerging 
from the data.

 c. Inclusion resolving being left out

 Once we identified the impact of being left 
out, we discovered a complementary pro-
cess that seemed to fit as though it might 
be a pattern that resolved being left out. 
This process is inclusion. Inclusion, or sim-
ply including people, seemed to be an ex-
cellent process for resolving the disturbing 
experience of being left out.

 Interestingly, inclusion, or creating oppor-
tunities for clients to participate in commu-

nity activities, is well represented in the da-
ta. There are numerous illustrations in the 
interviews of how paid support staff, and 
family members too, collaborated in ways 
to include clients enrolling them in pro-
grams such as swimming, exercise, scrap-
booking, and others. However, further con-
ceptualization of inclusion ultimately led 
us to conclude that the main concern was 
in fact, stopping short. Next, we elaborate 
on the limiting aspects of simply viewing 
inclusion as a process of creating opportu-
nities for clients to attend activities.

 d. (Limiting) inclusion

 The complementary nature of being left 
out and Inclusion could be viewed as rep-
resenting a grounded theory. A significant 
concern emerged from the data, being left 
out and inclusion could be the core variable 
that resolves being left out. In other words, 
creating opportunities for clients to partici-
pate in community activities and programs 
would seem to resolve the concerns and dif-
ficulties they experienced when they felt as 
though they were being left out.

 However, as we continued our analysis, we 
explored the various dimensions inclusion 
might have. It turned out that one of these 
dimensions, the physical one, was much 
more prevalent than any other dimensions 
Inclusion might encompass, to the exclu-
sion of any other (at least within our data). 
It was at this point that the emphasis in 
our analysis shifted from dimensions of in-
clusion to discovering what was being left 
out. This shift led to the discovery of a key 
property of inclusion, its limitations, which 
we conceptualized as (limiting) inclusion.

 (Limiting) inclusion is a concept that con-
nects. Too often, we know, have heard, or 
perhaps have even experienced this person-
ally situations where we have been physi-
cally included but have felt something miss-
ing, tangibly or intangibly (maybe even that 
we may feel we don’t “belong”?). Although 
physical inclusion, or physically attending 
an activity is extremely important, physical 
inclusion is often actually “stopping short” of 
meaningful support as a relevant contribu-
tor to well-being. The resources and network 
may be there, but people may not feel they 
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are involved or genuinely part of the envi-
ronment they are in.

 This (limiting) inclusion contributes to our 
grounded theory of Belonging by pointing 
us to the concept of “stopping short.” And 
stopping short explains (conceptualizes) 
what is going on in the data thus far, by 
connecting the underlying concerns of be-
ing left out and (limiting) inclusion. As we 
illustrate, this concept also connects to the 
concept of turnover.

 e.  Turnover – a multidimensional concept

 Turnover emerged as a significant con-
cern in the primary project (Melrose et al., 
2013). An increase in anxiety in clients who 
have a dual diagnosis was attributed to 
the constant turnover of support workers. 
Increased anxiety correlated with escalat-
ing symptoms of mental illness (Melrose 
et al., 2013). Increased anxiety was caused 
by both the lack of continuity and a lack 
of consistency in client care (Melrose et al., 
2013).

 Turnover remained relevant in our retro-
spective Grounded Theory analysis. Stud-
ies over the past several decades indicate 
that Turnover affects many areas of sup-
port staff well-being. In addition to chang-
ing jobs frequently (Casey, 2011; Hendren, 
2011; Hensel, Lunsky, & Dewa, 2011; Mel-
rose et al., 2013), staff who work with in-
dividuals who have a dual diagnosis feel 
burned out (Devereux, Hastings, & Noone, 
2009; Jahoda & Wanless, 2005; Jenkins, 
Rose, & Lovell, 1997; Thomas & Rose, 
2010) and emotionally drained (Mascha, 
2007; Reinders, 2010; Schuengel, Kef, Da-
men, & Worm, 2010).

 In addition, other areas of staff support 
are affected by turnover. Turnover occurs 
with clinicians who work with the clients 
and their families. A scarcity of resources 
exists, in part due to funding cuts, and this 
contributes to turnover. Further, clinical 
and supervisory personnel who provide 
support and educational opportunities to 
the front line support workers are impact-
ed by a lack of resources, leading to a loss of 
support for clinical practice and continuing 
education for support workers.

 Lastly, an interesting dimension of turn-
over emerged during our analysis, a para-
digmatic one. This is in connection with the 
paradigm shift away from caring for people 
in institutions and towards providing sup-
port services in their communities (Lunsky 
et al., 2013). This paradigmatic dimension 
of turnover has implications for program-
ming and support. As one interviewee as-
tutely noted, the paradigm of care may be 
changing, but an institutional model of 
governance may still be directing services 
provided.

 f. Stopping short – summary

 In summary, the main concern (or what 
people find most difficult in a situation) in 
our grounded theory analysis is that cur-
rent approaches geared to including people 
stop short of resolving this concern. Thus, 
the main concern is stopping short. Stop-
ping short was the pattern that connected 
several underlying concerns in the data: 
being left out, (limiting) inclusion, and 
turnover. Below, we discuss the core vari-
able, and grounded theory, of belonging.

2. The Core Variable Is Belonging
  Belonging is the core variable, the Basic So-

cial Psychological Process that emerged from 
our grounded theory analysis. Belonging is 
the process resolving the main concern of 
stopping short. Both concepts, belonging and 
stopping short were derived from the data.

  So how does belonging resolve stopping short? 
The previous section provides the concep-
tual basis for stopping short, the main con-
cern. This section on belonging builds upon 
the foundation laid by the main concern. 
Stopping short informs the core variable of 
belonging and the underlying concepts that 
support belonging.

  Belonging owes its relevance and meaning to 
one of the key components of grounded theory 
-- theoretical codes. Belonging relies on two 
theoretical codes which support resolving the 
main concern of stopping short and provide 
the grab, fit, and work of the grounded theory 
for people living with a dual diagnosis as well 
as for those who support them. Two substan-
tive codes also contribute to the area of dual 
diagnosis.
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 a. Support(ing) and reciprocity

 Support(ing) is one of two substantive 
codes generated from our analysis. With 
the emergence of belonging as a core con-
cept, we conducted a literature search on 
the subject. One of the discoveries we made 
was the work of Peter Block (2009). Block’s 
work provided us with the relevant distinc-
tion between supporting and helping. From 
Block’s work, care can be viewed conceptu-
ally as helping or supporting. In our con-
ceptualization of belonging, supporting is 
distinct from helping. Supporting conveys 
more of a dialogical nature to relationship 
and identity. Whether a client or a support 
worker, Helping is most often directed in 
unilateral direction; the health care profes-
sional or support worker helps the client or 
patient; the client or patient receives the 
proffered help. There is little opportunity 
to consider another dimension or reciprocal 
direction to the relationship. With support, 
other dimensions and directions of Rela-
tionship are opened up. Becoming aware of 
other directions or dimensions of relation-
ship facilitates our movement beyond Stop-
ping short to belonging. Perhaps Support-
ing is the means to greater resilience and 
sustainability than helping?

 Reciprocity is the second of two substantive 
codes generated. As we see it, reciprocity in-
volves the possibility of mutual exchange. 
Reciprocity provides a relevant distinction 
between Supporting and Helping. How of-
ten might we focus on helping as a default 
over supporting? How often might we lose 
reciprocity in our relationships through our 
default to helping? How often in our insis-
tence on helping might we lose the oppor-
tunity of being supported? How often might 
we be stopping short in this matter of help-
ing and miss the opportunity to move be-
yond helping to supporting, to belonging? 

 An indicator of reciprocity is recounted in 
an interview with a client’s support work-
er. Her client was a young woman who 
experienced heightened anxiety around 
knives, who, despite this fear prepared 
a dish containing chopped vegetables for 
her neighbor who was ill. This unexpected 
reciprocity speaks to the essence of belong-
ing, of the client not only receiving, but 

in giving as well. Reciprocity here speaks 
to opening up unexpected dimensions of 
relationship for meaning and purpose to 
emerge and for them to be cultivated and 
supported through belonging. Reciprocity 
speaks to the essence of belonging; of the 
client unexpectedly providing support to 
others as well as receiving it from their 
support worker.

 b. Relationship and awareness

 Relationship and awareness are two theo-
retical codes that emerged near the end of 
the analysis, during the memo sorting and 
writing up phase.

 Relationship as a process involves con-
nections and connecting. Relationship is 
something we cultivate (Simmons, 1993). 
The concept of relationship also serves as a 
reminder during our analysis; our foci are 
conceptualization and process, connections 
and connecting. This is in contrast to where 
the emphasis might be on description and 
describing a phenomenon within the data.

 Awareness, the concept, emerged during 
the write up of our sorted memos. Gla-
ser and Strauss discovered the concept of 
Awareness in their original study on dying, 
the study that led to their seminal publica-
tion of The Discovery of Grounded Theory 
(Glaser & Strauss, 1967).

 Awareness is not a static description but 
a process that contributes to increasing 
Awareness. In the naming of stopping short, 
there is an opportunity for our awareness 
to shift from where we are stopping short 
as a pattern or interaction to belonging.

 Awareness and relationship tie the process 
of belonging together as an integrated con-
ceptualization. Awareness and relationship 
contribute to our “seeing” where being left 
out, (limiting) inclusion, logical elaboration, 
and turnover are stopping short of belonging. 
Without awareness, the probability of mean-
ingful movement beyond stopping short and 
(limiting) inclusion is diminished.

Conclusion
This conceptualization of belonging and the 

main concern of stopping short provides us a 
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finger pointing, not an accusatory one, but a finger 
pointing in the direction of resolution, of belonging, 
which is the process through which stopping short 
is resolved and greater well-being is achieved for 
those involved supporting, living and working 
with individuals with a dual diagnosis.
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Reflections on Medical Decision-Making in 
Adults with Intellectual Disability
Thomas Scheidemantel, M.D.

When confronting difficult cases involving 
ethical dilemmas, there is often tension between 
competing ethical principles. More often than 
not, a challenging ethical issue needs to be ap-
proached as a balancing act between the princi-
ple of autonomy, on one hand, and the principles 
of beneficence and non-maleficence, on the other. 
The principle of autonomy is highly valued, both 
within the medical community as well as the 
larger culture of the United States. Put simply, 
autonomy means that if an individual possesses 
sufficient decision-making capacity, he or she 
ought to have the right to decide what happens 
to his or her body. At the same time, the values of 
beneficence and non-maleficence are equally im-
portant. As part of the Hippocratic Oath, physi-
cians promise to provide healing and avoid harm-
ing those they treat. 

At times these competing values and principles 
come into conflict. For better or worse, determin-
ing how much autonomy an individual can exer-
cise in making decisions about his or her medi-
cal care often begins by asking the question of 
whether or not that person can participate at all 
in making medical decisions. 

Traditionally, when evaluating a person’s abil-
ity to participate in medical decision-making, a 
fairly standardized and systematic approach is 

used. An individual generally needs to be able to 
meet four criteria to successfully participate in 
the decision-making process (Appelbaum, 2007). 
These criteria are: 1) the ability to communicate 
a choice, 2) the ability to understand the relevant 
information, 3) the ability to appreciate the sit-
uation and its consequences, and 4) the ability 
to reason about treatment options. If any one of 
these four criteria are not met, the person is de-
termined to lack decision-making capacity relat-
ing to that particular decision.

In cases where there is an absence of decision-
making capacity, someone else must make the 
decision on behalf of the person in question. This 
approach is generally referred to as substituted 
decision-making. In most cases, the standard 
used to determine if a treatment or intervention 
should or should not be pursued is to utilize a 
standard of best interests. In other words, after 
consideration of risks and benefits, a decision is 
made that is felt to be in the best interests of the 
individual in question. 

When a substituted decision-maker is intro-
duced into the equation, autonomy essentially 
becomes nullified, and the balancing act shifts to 
one simply between risks and benefits. Remov-
ing the preferences of the individual from the 
equation is justified on the grounds that he or 
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she cannot participate in this particular decision 
because he or she failed the test for capacity. Re-
moving an individual’s autonomy from the medi-
cal decision-making process is something that is 
not to be taken lightly, and adults with intellec-
tual and developmental disabilities (IDD) are a 
particularly vulnerable population in this regard.

As if this balancing act between autonomy and 
beneficence/non-maleficence weren’t already dif-
ficult enough, the entire endeavor becomes more 
complex when viewed in light of the standards 
outlined in the United Nations Convention on 
the Rights of Persons with Disabilities (UN-
CRPD). The UNCRPD was the first major hu-
man rights policy undertaking of the 21st century 
by the United Nations. In 2006, the text of the 
UNCRPD was adopted by the General Assembly, 
and after ratification by the 20th party, went into 
force in 2008 (United Nations, 2006). 

While the Convention lists many guiding prin-
ciples, chief among them is the “respect for inher-
ent dignity, individual autonomy, including the 
freedom to make one’s own choices, and indepen-
dence of persons.” Though it’s certainly true that 
the UNCRPD places strong emphasis on a num-
ber of different values, it clearly places a high 
priority on personal autonomy and self-determi-
nation, which introduces a unique challenge to 
achieving the balance described previously.

Article 12 of the UNCRPD specifically ad-
dresses legal protections. Two of those provisions 
are particularly relevant to our discussion here, 
namely that “States Parties shall recognize that 
persons with disabilities enjoy legal capacity on 
an equal basis with others in all aspects of life,” 
and, that “States Parties shall take appropriate 
measures to provide access by persons with dis-
abilities to the support they may require in exer-
cising their legal capacity.”

Attempts to fully understand and interpret Ar-
ticle 12’s definition of “capacity” and how to oper-
ationalize legislative or policy changes to adhere 
to these requirements have been no easy task, 
and are something that will be explored later in 
this discussion. However, in order to understand 
where we are heading with these changes, it is 
equally important to understand the Conven-
tion’s philosophical stance towards individual 
autonomy and where this emphasis originates 
from in the first place. Devi nicely summarizes 
it this way:

Article 12’s insistence on the recogni-
tion of legal capacity for persons with in-
tellectual disabilities must be understood 
in the context of the historical treatment 

of people with disabilities and their pre-
sumed inability to make decisions about 
their lives (Devi, 2013).

In the United States, one need not look back 
very far to understand that the treatment of in-
dividuals with IDD has been downright shameful 
at times. However, examining a few of the rel-
evant historical issues surrounding the personal 
and civil rights of persons with IDD provides a 
useful context for understanding the philosophi-
cal underpinnings of the UNCRPD, especially 
Article 12.

Much of the attitudes and beliefs about indi-
viduals with IDD that dominated most of the 
twentieth century in the United States could ar-
guably be traced back to the eugenics movement 
of the early 1900s. At that time, one of the most 
influential figures at the intersection between 
eugenics and IDD was psychologist Henry Her-
bert Goddard. 

Goddard was the Director of Research at the 
Vineland Training School for Feeble-Minded 
Children in Vineland, New Jersey, a large resi-
dential institution for children with IDD, and in-
fluential in introducing standardized intelligence 
testing in the United States. He was the first to 
introduce a formal classification system based on 
intelligence testing to categorize the intellectual 
abilities of individuals with IDD. However, it 
was Goddard’s publication of the “The Kallikak 
Family” in 1912 that arguably produced the most 
lasting negative impact on attitudes and beliefs 
about persons with IDD.

The publication was a pseudoscientific explo-
ration of one particular family related to one of 
the residents at Vineland, a young girl he called 
“Deborah”. The name “Kallikak” was a pseud-
onym created by Goddard from the Greek roots 
kallos, meaning beautiful, and kakos, meaning 
bad. According to family lore, one of the forefa-
thers of the Kallikak family had two separate 
lines of descendants – one he had fathered with 
a “feeble-minded” tavern girl, and later a second 
line of children with an upstanding young Quak-
er woman. Naturally, the descendants from the 
Quaker woman were found to be productive and 
wholesome members of society. Unsurprisingly, 
the descendants that were traced to his “dalli-
ance” with the tavern girl were found to have an 
“appalling amount of defectiveness.” The text de-
scribed “generations of illiterate, poor, and pur-
portedly immoral, Kallikak family members who 
were chronically unemployed, supposedly feeble-
minded, criminals, and, in general, perceived as 
threats to racial hygiene” (Smith & Wehmeyer, 



92 September/October 2017    Volume 20    Number 5

The NADD BULLETIN

2012). Thus, good seed and bad seed, or kallos 
and kakos. 

Despite a lack of rigorous scientific methodol-
ogy, it solidified the idea, within both the scien-
tific community as well as the lay public, that 
IDD was associated with immorality and crimi-
nal behavior, and that all were heritable traits 
that could theoretically be eliminated from the 
population by selective breeding. The growing 
eugenics movement in the United States, coupled 
with fears of “race suicide,” laid the groundwork 
for more widespread acceptance of the practice of 
forcibly sterilizing adults with IDD, and a num-
ber of states enacted laws permitting the prac-
tice. Perhaps the most well-known case is that of 
Carrie Buck, forever immortalized in the ruling 
of the Supreme Court of the United States in the 
case of Buck v. Bell in 1927 (Wolfe, 2008).

Carrie Buck was a young woman in Virginia 
who became pregnant after being raped by one of 
her foster parents’ nephews. Her pregnancy was 
viewed as a manifestation of her promiscuity and 
hence “feeble-mindedness,” and she was commit-
ted to the Virginia State Colony for Epileptics 
and Feeble-Minded by her adoptive parents at 
the age of 18. Coincidentally, Carrie’s mother, 
Emma, was also institutionalized at the Virginia 
State Colony due to her own “feeble-mindedness” 
for having Carrie out of wedlock. 

In the same year that Carrie was committed, 
the Virginia General Assembly passed a law per-
mitting the involuntary sterilization of individu-
als deemed “genetically unfit for procreation.” 
The superintendent of the Virginia State Colony 
wanted to use Carrie’s case as a test for the con-
stitutionality of the state’s recently-passed law. 
In fact, he was so confident that his petition to 
sterilize Carrie would be successful he asked a 
personal friend of his to file a civil suit in court 
challenging the decision on Carrie’s behalf in or-
der to take the issue to trial.

The case was tried in the Virginia State Su-
preme Court and eventually heard by the Su-
preme Court of the United States. Among the 
evidence introduced on behalf of the state’s case 
was, perhaps unsurprisingly, Henry Goddard’s 
“The Kallikak Family,” which was used to sup-
port the practice of involuntary sterilization for 
those with IDD. Ultimately, the court ruled 8 to 
1 in favor of the state of Virginia. Justice Oliver 
Wendell Holmes wrote for the majority, “It is bet-
ter for all the world if, instead of waiting to exe-
cute degenerate offspring for crime or to let them 
starve for their imbecility, society can prevent 
those who are manifestly unfit from continuing 

their kind.” Referring to the fact that various 
courts had found Emma Buck, her daughter Car-
rie Buck, and her granddaughter Vivian Buck all 
to have been feeble-minded, Holmes concluded, 
“Three generations of imbeciles are enough.” 

In the decade following the Court’s ruling it is 
estimated that approximately 28,000 Americans 
were involuntarily sterilized. This, predictably, 
led to further segregation of individuals with 
IDD and even greater erosion of civil rights. And 
this is largely how things remained in the United 
States for the next several decades. In the mid-
20th century many adults with IDD spent most of 
their lives in large state-run institutions. 

It wasn’t until the 1960s and the formation of 
the President’s Committee on Mental Retarda-
tion (now the President’s Committee for People 
with Intellectual Disabilities) that the tide began 
to change. This effort was started by President 
John F. Kennedy largely due to his close personal 
experience in dealing with individuals with IDD. 
Kennedy’s older sister, Rosemary, had intellectu-
al disability and underwent a frontal lobotomy as 
a young adult, a procedure that left her virtually 
incapacitated. One of the major products of the 
Committee was the emphasis on de-institution-
alization and reintegration into the community 
for people with IDD and a call for greater funding 
for community services. Additionally, introduc-
tion of the Education for All Handicapped Chil-
dren Act (EHA) in 1975, now known as the Indi-
viduals with Disabilities Education Act (IDEA), 
ensured that students with disabilities had ac-
cess to a free and appropriate public education 
(Harris, 2006). 

Additional changes to federal laws govern-
ing Medicare and Medicaid funding in the early 
1980s allowed money that would have been spent 
on individuals residing in large state-run facili-
ties to be spent instead on community residential 
and habilitation services. Beginning in the 1980s 
there was a massive shift towards deinstitution-
alization that continued through the 1990s and 
into the early part of the twenty first century 
(Lakin, Larson, Salmi, & Webster, 2010). 

At the same time, the landscape of civil rights 
for individuals with IDD continued to change 
dramatically throughout the 1970s and 1980s 
such that the very conceptualization of “disabil-
ity” was re-defined. It was around this time that 
the concept of the social model of disability was 
first introduced in the United Kingdom. The pre-
vailing model at the time, the medical model, 
framed the concept of disability as a medical or 
biological problem intrinsic to the individual. 
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In this model, disability was to be remedied by 
focusing interventions on the person. The social 
model views disability as a social phenomenon, 
the product of an individual’s interactions with 
his or her environment. Within the social model 
of disability, the solution is to change the envi-
ronment by reducing or eliminating obstacles to 
a person’s full participation in society, whether 
those be actual physical barriers or attitudes and 
beliefs about people with IDD. 

Growing pressure from advocacy groups even-
tually led the UN to develop the CRPD, and it is 
evident that the social model of disability had a 
major influence on the guiding principles of the 
UNCRPD in general and Article 12 in particular. 
This intersection between the social model of dis-
ability and the guidelines spelled out in Article 
12 of the UNCRPD has required new approaches 
to address issues related to legal capacity. The fo-
cus is placed more squarely on States to provide 
additional or different supports to individuals 
with IDD in order to retain greater autonomy. 
This has formed the basis for more widespread 
adoption of supported decision-making models.

The concept of supported decision-making 
(SDM) is generally considered to have originated 
in Canada in the late 1980s and early 1990s as 
part of the Canadian Association for Community 
Living Taskforce. In the SDM model, persons 
with disabilities can voluntarily elect individuals 
to form a network of support to help the individu-
al in question express and enact his or her choic-
es. Supported decision-making has continued to 
evolve and has emerged as a possible solution to 
the guidelines and expectations of Article 12. The 
Handbook for Parliamentarians describes the 
approach to SDM in this way:

With supported decision-making, the 
presumption is always in favour of the 
person with a disability who will be af-
fected by the decision. The individual is 
the decision-maker; the support person(s) 
explain(s) the issues, when necessary, 
and interpret(s) the signs and prefer-
ences of the individual. Even when an 
individual with a disability requires to-
tal support, the support person(s) should 
enable the individual to exercise his/her 
legal capacity to the greatest extent pos-
sible, according to the wishes of the indi-
vidual (United Nations, 2007).

Since its introduction, the concept of SDM and 
its implementation has been both challenging 
and inconsistent, and many thoughtful writers 
have raised fair critiques of SDM models and 

how such models ought to be implemented in or-
der to adhere to the letter and spirit of Article 12.

The majority of the literature regarding im-
plementation of SDM has tended to focus on 
legislative and policy efforts in a small group of 
countries, namely Canada, Australia, and Great 
Britain (Davidson, et al., 2015). It’s worth point-
ing out here that the United States is currently 
a signatory to the UNCRPD but has not ratified 
it. Thus, there are far fewer government-level 
approaches to implementing any approaches to 
SDM at either the federal or state level; much of 
the initiatives are at the grass-roots level.

Some authors have highlighted the fact that 
the very process of nominating a support network 
to assist in decision-making may require certain 
decision-making abilities; that there is a paucity 
of literature examining whether individuals par-
ticipating in SDM are achieving satisfactory and 
desired outcomes; and that the potential for un-
due influence (intentional or not) on the part of 
members of the SDM network still exists and has 
not been fully addressed (Kohn & Blumenthal, 
2014). 

Currently, there is collaborative work under-
way between the Burton Blatt Institute (BBI), 
the Kansas University Center on Developmental 
Disabilities (KUCDD) and Quality Trust for In-
dividuals with Disabilities (QT) to help address 
existing gaps in research on SDM and help ad-
dress and understand some of the obstacles to 
its successful implementation (Arstein-Kerslake, 
Watson, Browning, Martinis, & Blanck, 2017).

Finally, others would argue that we ought to 
opt for a more balanced or pragmatic approach, 
one that strives to integrate the wishes, values, 
and preferences of the affected individual into an 
existing substituted decision-making framework, 
essentially recognizing that there are likely to be 
some individuals with a degree of impairment 
severe enough that they cannot participate in 
SDM models, regardless of the amount of sup-
port received (Parker, 2016). However, it would 
appear that the UNCRPD rejects this notion, 
stating that “the development of supported deci-
sion-making systems in parallel with the main-
tenance of substitute decision-making regimes 
is not sufficient to comply with Article 12 of the 
Convention” (United Nations, 2007).

What remains is a great deal of uncertainty. 
While there is expanding interest in SDM as a 
means to discharge the duties required under 
Article 12 of the UNCRPD, it is not clear how to 
implement SDM in a way that allows people with 
IDD to retain and exercise the greatest degree 
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of autonomy possible. It is also not clear how or 
when SDM could be used in cases of medical deci-
sion-making where an individual’s decision-mak-
ing abilities are in question. The process of mak-
ing important or complex decisions is not done in 
a vacuum. Everyone, regardless of cognitive abil-
ity, relies on some help from others. However, the 
struggle to find a balance between the competing 
interests of the personal autonomy of the indi-
vidual and the beneficence and non-maleficence 
required of physicians will continue to present 
unique dilemmas. As a group, people with IDD 
have historically been denied access to the most 
basic of human and civil rights, and while there 
remains much work to be done, it is encouraging 
that the pendulum has begun to swing in the op-
posite direction. Ultimately, though, the balanc-
ing act must go on. 
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Family Corner

Increasing Integration of People with Dual 
Diagnosis into the General Community—Is 
Society Ready?
Connie Boyar Frenzel

Recent federal and state public policymakers 
have stressed the need for people with mental 
illness and/or intellectual disabilities to be main-
streamed into society. State hospitals are being 
closed, segregated institutional settings are be-
ing discouraged, and the HCBS Medicaid waiver 
regulations are mandating that changes be made 
to eliminate segregated housing and eliminate em-
ployment programs that had sheltered workshops, 
to name but a few. Well intentioned policy makers 
emphasize the benefits of mainstreaming people 
with IDD and mental illness into the community. 
The continuous mantra of community integration 
and person-centered planning is stressed, yet the 
funding to meet these goals for those with severe 
intellectual impairments and behavioral and men-
tal health issues is slowly eroding. 

Is the perfect storm brewing? Mandating people 
be mainstreamed into the community but without 
adequate support and community acceptance and 
tolerance has and will continue to be a recipe for di-

saster. In California, when state mental hospitals 
were closed and the community /county mental 
health clinics were supposed to absorb and provide 
services for the mentally ill what really happened? 
According to the In San Francisco Homeless report 
done in 2015, 55 percent of people experiencing 
chronic homelessness report they have emotional 
or psychiatric conditions.

Our jails are now being filled with inmates many 
of whom have psychiatric illness. For many, jails 
have become the new institutional setting for the 
mentally ill. According to a 2017 Stanford Law 
report, over 30 percent of California prisoners 
currently receive treatment for a “serious mental 
disorder,” an increase of 150 percent since 2000. 
CDCR estimates that the population of prisoners 
with mental illness will continue to climb, increas-
ing the need for additional psychiatric services in 
the years to come. Furthermore, there is evidence 
that CDCR’s projections underestimate the cur-
rent number of prisoners with mental illness.
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Without adequate support, people with both 
IDD and mental illness are faced with an even 
more precarious future with increased exposure 
to the general public. I am not suggesting that 
people be kept out of the community, but rather 
that societal attitudes need to change and appro-
priate supports must be in place. 

In a recent post on the Autism Society San 
Francisco Bay Area blog titled “Kissing Monster 
on the Loose in San Jose,” Jill Escher discusses 
the travails of taking her son in the community. 

“Perhaps the most notable trait seen in autism 
is what I call the ‘loop.’ Lacking the flexibility 
and florid connectedness of normal brain wiring, 
autism minds often get stuck on a narrow neu-
rological track. This can lead to repetition of cer-
tain behaviors, or obsessions over certain topics, 
maybe trains, movies, or animals of Tasmania, 
sometimes for days, weeks, months, years, or de-
cades at a time.”

She says her son’s latest loop is kissing perfect 
strangers. She writes: “Lately this playful brand 
of Jonny love has overflowed its usual family 
banks, engulfing complete strangers we may en-
counter on the street, on hiking trails, or at the 
grocery store. Jonny will dash ahead of me, hap-
pily skip along while tapping at his iPad (latest 
looping song is Bridge Over Troubled Water, by 
the way), and plant one on the shoulder of an un-
suspecting stranger.

She tries in vain to restrain him. “When he 
darts away I of course try to contain him, yelling, 
‘Come back to Mommy!’ ‘Stop, Jonny!’ ‘Wait for 
Mama!’ Or ‘No kissing, Jonny! No touch!!’ Unfor-
tunately, owing to a bum knee I can’t keep pace 
with his sprints. And since he’s built like a hunky 
quarterback, I am powerless to physically restrain 
him. So when a surreptitious kiss ultimately gets 
planted, I can only let the apologies flow. ‘Sooooo 
sorrrrrrrryyyyy, sir, he has autism.’”

Sometimes people are understanding, but other 
times angry and alarmed. Jonny’s behavior could 
get him into big trouble if someone says he has 
sexually harassed them. Other parents who have 
verbal adult children and are “high functioning” 
have related that their adult sons have attracted 
the attention of the mall security guards because 
of their behaviors. For example, going into the 
Disney store to watch the children’s videos lead-
ing other customers to think that the adult with 
autism is there to prey on their children and is 
a pedophile. Or another male adult with autism 
who talks to a child at the mall who is playing 
a game on their iPad. The parents become ner-
vous and call the police. The adult with autism 

who also may have severe anxiety may be further 
provoked and have a meltdown when confronted 
by the police, potentially leading to a trip to the 
psychiatric emergency hospital or, worse, incar-
ceration. 

So, Jill asks: “What is a mom like me, living 
with and caring for a man with immensely com-
plicated behaviors and extremely impaired cogni-
tion, to do?” She says she could keep him at home 
under a form of house arrest, hire a fleet-footed 
constant bodyguard, or train Jonny to not touch 
other people. But she is correct that a life of hid-
ing would be unjust and infeasible, that hiring 
the muscled guard would be costly and logisti-
cally impossible, and that she and Jonny’s many 
therapists and teachers have been continuously 
training him, to little effect. 

Jill says the best solution is acceptance. She 
writes: “Sometimes volcanoes erupt. Sometimes 
hurricanes swirl. Sometimes meteors fall from 
the sky. Sometimes people with seizures flail 
and hit. Sometimes people with autism engage in 
behaviors that scare, startle, or confuse others. 
When behaviors like this—Jonny kisses or flap-
ping or screaming or jumping—are grounded in 
the short-circuited neuro-loop of autism, and not 
from volitional, robust cognition of us normal-
brained people, we need acceptance, understand-
ing and patience.”

In terms of stopping the criminalization of au-
tistic behaviors and other behaviors originating 
from mental illness we need to educate our court 
system. Our law enforcement personnel need ad-
ditional continuous education. The public needs 
awareness and education about the increasing 
number of people with mental illness and IDD 
who will be in the community. Challenging the 
stigmatizing societal attitudes and beliefs with 
education will hopefully translate into tolerance 
and patience from the general public. We also 
need direct service professionals who are better 
educated in meeting the needs of this population, 
are compensated appropriately, and will work 
consistently with our adults. The answer is not 
to restrict our adults from going to malls or being 
out in the public. Public safety obviously comes 
first, but better support is needed coupled with 
the understanding that our children should not 
be treated like criminals.  

Jill observes: “Our world is very different than 
it was 20 or 30 years ago. In 1990, Santa Clara 
County, where we live, saw 147 strictly-defined 
autism cases in the Developmental Services sys-
tem. Today, the county has experienced a stag-
gering increase, to about 3,800 such cases. Simi-
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larly, the state has seen an explosion from about 
3,000 cases in the early 1980s to nearly 100,000 
today. The data shows autism is now part of ev-
ery neighborhood and school district and has be-
come part of the fabric of all of our daily lives. Be-
haviors that were once rare are now abundant. 
Now, I would fully agree that when inappropri-
ate behaviors pose a danger to others (let’s say, a 
man obsessed with lighting matches, or kicking 
people), supports and treatments should be put 
in place to keep everyone safe.”

Autism and aberrant behaviors are now part of 
our New Normal. We need the supports, a great 
variety of programs, and broad social acceptance 
to make our world a safe place for our children, 
and us, to live.

Reference
http://www.sfautismsociety.org/blog/kissing-mon-

ster-on-the-loose-in-san-jose
Connie Boyar Frenzel is the mother of an adult 

son with a dual diagnosis. She serves on the 
board of Autism Society San Francisco Bay 
Area, sfautismsociety.org.

For further information, contact Connie Boyar 
Frenzel at connieboyar@gmail.com. 

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.

DSP Interests and Concerns

NADD Honors Direct Support Professional 
with Award for Excellence
Melissa Cheplic, MPH, NADD-DDS

On November 3, 2017, the annual NADD Di-
rect Support Professional Award for Excellence 
was presented at the NADD 34th Annual Confer-
ence & Exhibit Show, “Reaching Your Potential 
and Beyond: IDD/MI.” This award is given an-
nually to acknowledge a Direct Support Profes-
sional whose contribution to supporting people 
in our communities has resulted in significant 
improvement in the quality of life for individuals 
with intellectual and developmental disabilities 
and mental health needs.

The 2017 recipient was Ryan Trihey of Minne-
apolis, Minnesota, a direct support professional 
at Minnesota Life Bridge Eagle Pointe. Ryan has 
worked with the program since it opened and 
was recently promoted to Residential Program 
Lead, where he shines in his roles as a member of 
the Positive Support Transition Team, a Person-
Centered Thinking Coach, and an advocate for 
individuals with IDD and mental health needs. 

Ryan was nominated by his colleagues Lacey 
Boston and Jeremy Anderson who described how 
valuable he has been to their program, “Eagle 
Pointe experienced a very challenging several 
months where serious incidents occurred multi-
ple times a day often resulting in police involve-
ment. Without a single complaint, Ryan worked 
upwards of 60 hours a week when the site was 
truly struggling to keep staff which aided the in-

dividuals in receiving the care they needed and 
deserved.”

They shared a story during which Ryan’s calm 
presence and person-centered approaches as-
sisted in reducing the intensity of an incident 
when an individual left program unsupervised: 
“Ryan grabbed a bag with shoes for the indi-
vidual, a drink, snack and other essential items. 
He walked with the individual, reminding the 
person of his overall success, validating the in-
dividual’s frustrations.” Ryan and the individual 
ended up at an animal shelter, and the episode 
was safely resolved. 

Ryan’s dedication and ability to build strong cli-
ent-staff rapport has contributed to this person’s 
successful transition to the community. He has 
been this life-changing agent for others he sup-
ports – helping people be more independent with 
their medications, identifying and diffusing frus-
tration that might have otherwise led to a crisis, 
and approaching every person with dignity.

Ryan implemented a person-centered tool 
called a ‘4 + 1 technique’ to address safety con-
cerns, as well as promote independence. Through 
this process, Ryan was able to come to a win-win 
solution with the team and individual during 
walks in the neighborhood where staff can pro-
vide distance to facilitate independence while 
skill building to prevent struggles. 
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Ryan Trihey is a role model to his peers. He em-
bodies the qualities NADD recognizes with the 
Award for Excellence. Ryan shared this honor with 
his colleagues and his mother who were in atten-
dance at the conference to celebrate with him. He 
thanked them and NADD for recognizing his cur-
rent work with people with dual diagnosis as part 
of his larger commitment to social justice. 

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.

The NADD Accreditation and 
Certification Programs  

  
Let the world know that you provide quality services for 
individuals with co-occurring mental illness and intellectual 
disability.  Seek accreditation and/or certification from 
NADD.  
  
Program Accreditation  
“Our NADD program accreditation was an 
invaluable experience. Not only did it help 
us assess and monitor team performance, 
but we now have solid, ongoing processes 
that ensure we are consistently following 
industry best practices for helping those 
most in need.” 
 
Bob Coles, Jr. LCSW 
Regional Vice President 
 Meridian Health Services 
 
 
Competency-Based Specialist 
Certification   
“This provided me with a fresh perspective 
on work that I had been doing for a number 
of years.”  
 
Susan Morris, MSW, RSW, NADD-DDS 

Competency-Based Clinical 
Certification  
“The process of obtaining certification was 
rigorous, thorough and collegial, as well as 
a valuable opportunity to reflect upon and 
consolidate my knowledge and experience 
in working with clients with intellectual 
disabilities and mental health challenges. 
NADD clinical certification has the added 
benefit of promoting awareness of 
IDD/MH dual diagnosis among colleagues 
and the public.”  
 
Jerrold C. Edelberg, PhD, NADD-CC 
 
Competency-Based DSP Certification  
 “To have my training and work validated 
when I passed the test was very rewarding.” 
 
Erin Paul, NADD-DSP 
Meridian Services Corp. 
Richmond, Indiana 

 
Visit http://thenadd.org/products/accreditation-and-certification-programs/  or click the 
Accreditation/Certification icon on the NADD home page (www.thenadd.org) for 
details.   



Note from the editor
In this issue, our Canadian colleagues Drs. Paul Wishart and 

Sherri Melsrose share their thought-provoking qualitative re-
search which utilized a grounded theory approach to understand-
ing the experience of DSPs. Dr. Thomas Scheidemantel reflects 
upon the ethical challenges inherent in medical decision-making 
on behalf of adults with intellectual and developmental disabili-
ties. Connie Boyer Frenzel mirrors these concerns about autono-
my and duty to care in the Family Corner. She writes about the 
need for broad social acceptance and adequate programming to 
safely mainstream individuals with disabilities and behavioral 
health challenges into the community. Melissa Cheplic shares in-
formation about this year’s recipient of the NADD Direct Support 
Professional Award for Excellence who was honored at NADD’s 
34th annual conference. Congratulations Ryan Trihey! 

Consider contributing to this space by sharing your research, 
practices and policies that advance the lives of individuals with de-
velopmental disabilities and co-occurring mental health disorders.

Best wishes to Dr. Rob Fletcher in his retirement. He has made 
singular contributions to the field via the creation of NADD, men-
torship of professionals, and advancement of professional prac-
tice. His work has enabled the creation of a community of like-
minded professionals and other stakeholders who promote mental 
health and well-being for individuals with the dual disabilities of 
developmental and mental health disorders.

Lucy Esralew, Ph.D., NADD-CC
drlucyesralew@gmail.com
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DM-ID-2 
 
Edited by 
 
Robert J. Fletcher, DSW, ACSW, NADD-CC, Chief Editor 
Jarrett Barnhill, MD, DLFAPA, FAACAP 
Sally-Ann Cooper, MD, FRCPsych 
 
 
Improved outcomes for individuals with co-
occurring intellectual/developmental disability 
(IDD) and mental illness depend upon 
effective psychiatric treatment.  Effective 
treatment requires an accurate psychiatric 
diagnosis.  Obtaining that accurate psychiatric 
diagnosis for individuals with IDD has been, 
and remains, very challenging.  This book was 
written to address this challenge. 
 
The groundbreaking publication of the 
Diagnostic Manual-Intellectual Disability 
(DM-ID): A Textbook of Diagnosis of Mental 
Disorders in Persons with Intellectual 
Disability in 2007 gave clinicians and 
providers in the field of dual diagnosis 
(IDD/MI) the resource they needed to provide 
a more accurate psychiatric diagnosis for 
individuals with IDD.  It has become the “gold 
standard” in psychiatric diagnosis for 
individuals with IDD. 
 
More than 100 experts from around the world have now updated the DM-ID to accompany the 
DSM-5.  The DM-ID-2 was developed to facilitate an accurate psychiatric diagnosis in persons 
who have intellectual disabilities and to provide a thorough discussion of the issues involved in 
reaching an accurate diagnosis.  The DM-ID-2 provides state-of-the-art information concerning 
mental disorders in persons with intellectual disabilities.  Grounded in evidence based methods 
and supported by the expert-consensus model, DM-ID-2 offers a broad examination of the issues 
involved in applying diagnostic criteria for psychiatric disorders to persons with intellectual 
disabilities.  The DM-ID-2 is an essential resource for every clinician who works with 
individuals with a dual diagnosis (IDD/MI).  
 
Member Price: $105 ● Non-member Price: $135  
Product #: DA16-061B 
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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




