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The Issue

While most of the five million Americans with intellectual or developmental disabilities (I/DD)
live independently and with few or no supports, about 22 percent of them have multiple co-
occurring chronic conditions requiring highly specialized care. Some of these conditions include
diverse genetic and neurologic conditions, including traumatic brain injury, autism spectrum
disorder, muscular dystrophy, cerebral palsy, and epilepsy. 30 to 35 percent of persons with I/DD
have a dual psychiatric diagnosis."" The cost of this care is high, especially for those with dual
diagnoses. Total Medicaid spending for clinical services as of 2018 is $592 billion," with
Medicaid expenditures for people with disabilities totaling $186 billion in 2014," or 30 percent
of expenditures. Community-based services alone for people with I/DD totaled 53.5 billion in
2018, which accounted for 68 percent of all home- and community-based waiver spending, an
even greater percentage than for the aging population.” Long-term services and supports for
people with I/DD, which includes personal care supports and supports to carry out the activities
of daily living, totaled $42 billion in 2014 ."'

The on-going trend over the past several decades of moving people with I/DD out of institutional
settings and into community homes has also advanced the need for providing all types of
services in community-based settings.” Health care services were largely provided within these
institutions, by providers knowledgeable about the needs of the population.”™

However, health care providers were not always prepared to serve this population and were not
well-versed in their specific needs. This issue remains a problem today.™ People with all types of
disabilities are at greater risk of multiple chronic diseases”, and yet these diseases may be
undiagnosed or poorly managed when a person’s disability overshadows other health
conditions.™

Barriers to Access

Many children and adults with I/DD and behavioral and medical challenges still experience
multiple barriers to affordable, quality health care. For example, unlike the cursory physical
exams most people are accustomed to, primary care visits for people with I/DD take an average
of 45 minutes to an hour, given the complexity of their medical, emotional, and behavioral
conditions.™ There is a lack of formal training for health care providers on the health care needs
of people with I/DD. Most private physician practices do not accept Medicaid, the primary
insurer of adults with I/DD. These practices cannot afford to care for this population, with the
perceived risks and complexities that require more time for visits, significant accommodations
and flexibility in conducting patient visits, the need for alternative methods of communication
using pictures and technology, the need for more space and specialized equipment in exam
rooms, and the frequent need for information-gathering from families and direct care staff for
patients with communication barriers.™
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Health Disparities

The barriers to primary care access lead to a marked health disparity between persons with I/DD
and those without I/DD.™" These disparities result in people with I/DD being more likely to live
with complex health conditions, miss cancer screenings, have poor access to oral health care,
have poorly managed chronic diseases, be obese, and have undetected poor vision.™" Mortality
rates from preventable conditions are higher for people with intellectual disabilities than that of
the general population.™

Innovative Solution

Woods Services as a population health management organization has developed an approach to
address the medical, behavioral, clinical, education, and housing needs of children and adults
with developmental disabilities, autism, acquired brain injury, and complex medical and
behavioral challenges. Woods has over a hundred years of experience providing integrated care
to this population, including expertise with people with specialized health care and other needs.
Some of the specialized needs addressed include psychiatric disorders, seizure disorders,
communication disorders, dysphagia, and complex medical conditions that are associated with
some genetic disorders, including Prader Willi Syndrome. Clinical and other population health
services provided in an integrated way include primary care, behavior supports, psychiatric
services, occupational, physical and speech/language therapies, nutrition services, community
participation services, and vocational support and job coaching. Medical and nursing services are
coordinated by the Medical Center at Woods, using a Patient-Centered Medical Home approach.

In June 2019, Woods opened its newly expanded on-campus Medical Center and launched a
Patient-Centered Medical Home program in collaboration with Keystone First, Pennsylvania’s
largest Medicaid provider and the insurer of many of Woods’ Pennsylvania clients. Keystone
First agreed to provide more support to cover the primary care visits for Woods patients treated
at the Medical Center. The Patient-Centered Medical Home pilot program — the first of its kind
in Pennsylvania for people with intellectual and developmental disabilities and significant
medical complexities — was expected to improve care coordination that would lead to a reduction
in emergency room visits, hospitalizations, and gaps in care. At the end of the first year of the
pilot, positive results were evident. These included a 35 percent reduction of in-patient
hospitalizations over the prior year and a 39 percent decrease in in-patient expenses.
Additionally, emergency room costs went down by 2.3 percent and total costs declined by 8.7
percent.

Gaps in care, especially for those with chronic diseases, were also reduced significantly during
the pilot year. Conversely, primary care provider visits at the medical center on Woods’ campus
increased by 326 percent, meaning that each person was seen more frequently throughout the
year by his or her Woods’ doctor, providing consistency and individualized, familiar care for
each patient. Some of these outcomes were the result of not only the increase in primary care
visits, which identified preventable conditions that might otherwise have landed patients in the
Emergency Room, but also shifts in how services were coordinated and tracked using a new
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electronic health record. The ability of providers to work as a team was also enhanced. Other
improvements included extending service hours at the Medical Center and adding advanced
services at the Medical Center such as radiology and lab facilities.

As important as these outcomes are, it is also critical that all providers are familiar with and
responsive to the needs of the patient population served to reduce anxiety and negative behaviors
on the part of the patients. To further this goal, Woods nursing leaders met with the staff of the
emergency department of the nearest hospital, providing training for providers and strategies on
making waiting room space more accommodating to people with I/DD or autism who experience
anxiety or need a quiet space to reduce anxiety. Woods has also established relationships with
area medical schools and health systems, which has expanded its ability to bring in more
specialists needed by this population, and to serve as a training ground for the next generation of
providers who will effectively serve people with I/DD.

Sharing the positive results of the Patient-Centered Medical Home pilot is one way to
disseminate best practices for providing integrated, comprehensive care for people with I/DD
and complex behavioral and health care needs. In addition, Woods intends to make this approach
scalable by expanding its services through telehealth, which has the potential to reach people in
community-based group homes and in rural areas, where providers are scarce and people
continue to experience barriers to care.
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