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On behalf of ABCD, thank you for the opportunity to provide as you begin deliberations on the 
State of New Jersey’s renewal application to the Centers for Medicare and Medicaid Services. 
To this end, we ask your consideration in the area of mental health supports and services for 
individuals with intellectual and developmental disabilities living in the community. 
 
The incidence and prevalence of mental health conditions for individuals with intellectual and 
developmental disabilities is typically two to three times that of the general public. 1   This 
supports the estimate that between 30-57% of people with intellectual and developmental 
disabilities also experience mental health challenges. 2  Despite the frequency this concurrence 
has often been misdiagnosed, and undertreated. 
 
Solving this will be quite complicated and I do not have a ready-made solution whether to 
create opportunities for pilots, adopt a current model of care or establish add-ons to our 
current system. Despite this, if you chose to go in this direction to offer services to this segment 
of our population, the following components must be considered. 
 

1. Diagnosis. Nothing happens without it, but if it is wrong nothing else done by a clinician can ever 
be fully right. Many misdiagnosis are due to a failure/inability to observe in a careful and 
unbiased way; clinicians need to learn to see through the array of physical, behavioral and 
cognitive information to accurately read and interpret what is before them. 

2. Defining the Terms. Behavioral health disorder and mental health disorder/illness are not 
synonymous. And the supports and treatments needed for the two are not the same either.  
Example, to effectuate clinical treatment for someone with a personality disorder, it is not 
enough to simply modify the behavior 

3. Treatment. The care model must be person centered, integrated and coordinated and 
emphasize prevention. 

 
1 Ibid. 
2 Nicholson, D., Calhoun, A., McLaughlin, A., et al. Care Experiences of Adults with Dual Diagnosis and the Family 
Caregivers. (Global Qualities Nursing Research, 2017)  Jan-Dec: 4:2333393617721646, 1-2. 
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• Resist defining the need for mental health services as only a crisis requiring emergent and acute 

care.  This narrow paradigm assures that we will fail to not only see the scope of the problem 
but also envision and enact meaningful solutions.  This is not to imply that acute care is not 
under resourced and inadequate, it is.  prioritizing them at the expense of all else, will create a 
core problem of insufficient resources to treat demand downstream (where there are more and 
cheaper options) which inevitably leads to an increased demand for emergent services. Lather, 
rinse, repeat. As a result, instead of helping people with mental illness live and control their 
lives, we create a system where they are controlled by the mental illness.  

• Resist squeezing individuals with I/DD into the current mental health care system. Current IDD 
system of providers have life-long professional experience and relationships with the population 
but borne out of necessity and desire, have already integrated behavioral and mental health 
services into day and residential programs and services. Better to reinforce, deepen and make 
universal that which already exists  

• Resist the temptation for simplistic and invariant solutions.  People with IDD are a heterogenous 
community and there is no one method that should be prescribed for any one problem. By way 
of example, neither behavioral modification nor medication are the only legitimate therapeutic 
interventions. If we compel a person to participate in a certain intervention before we fully 
understand their problem, we may make matters worse rather than better. 

• Resist the temptation to find an alternative to in person consultation and observation. There is 
none. It is always lacking and typically the first to go. 

What to Do. 
• Consider the implementation of core/universal interventions which would be available to most 

people. Interventions are preventative and proactive (low need, low cost) and would serve to 
enrich the day and residential environments. (The DD population is often referenced as a 
traumatized population having experienced physical or sexual abuse or other trauma. )  Support 
provider efforts to provide evidenced based practices. 

• Increase the supply of DD clinicians who specialize in mental health services and care in order to 
increase accuracy of diagnosis and effective and meaningful interventions. 

• Focus on access and supports such as respite beds and in-home/mobile crisis supports both 
before a possible acute episode and after an actual episode. 

• Calculated mental health services into or as add-ons in the Tier levels. 

Thank you. 
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