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Presenter
Presentation Notes
Thank you for this opportunity to share some ideas. I am a middle-aged, white woman with glasses and straight brown hair; she/her pronouns. 




Office of Developmental Primary Care 

Mission: Build the capacity of the 
health care system to serve 
transition age youth and adults 
with developmental disabilities.
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The Office of Developmental Primary Care is a program in the Department of Family and Community Medicine at UCSF. Our mission is to build the capacity of the healthcare system to serve transition age youth and adults with developmental disabilities. 




• A multidisciplinary mobile health care consult team, including 
experts in developmental primary care, nursing, psychiatry, 
psychology and caregiver support

• Focus on serving adolescents and adults with developmental 
disabilities, their clinicians, family members, and support 
professionals

• Served clients from six Northern California Regional Centers

Services Include:
• Phone & Email Consultations
• Clinical Assessment & Consultation
• Training & Technical Assistance
• Policy Advocacy
• Online Resources
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We developed a CART Team, a multidisciplinary, mobile consult service. Our team served clients in their own homes and communities throughout Northern California. Our team included experts in Family Medicine, Nursing, Psychology, Psychiatry, and Family Support. Together we have about 100 years of experience supporting community living. The idea was not just to sort our their complex medical care and services, but to fix systems issues in the process. 
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Our CART Team was one part of our vision for an organized system of care. Let me give you a flavor of clients we served. We were consulted on an autistic young adult who we were told was constantly violent and responsible for a lot of property destruction. When we got to his home, we realized what they were describing was actually an involuntary movement, more like a tic than an attack. It was very stereotyped and predictable. If you were in the way of his body when this happened, you would get kicked, and it would hurt. It was hard to avoid in his cramped home. But it was easy to avoid by simply staying out of the way. Our main intervention was reinterpreting his behavior in neurological instead of behavioral terms, recommending a bigger space, and rearranging the furniture. He moved to a larger home with fewer roommates and transferred to day services focused on interesting activities rather than on trying to manage movements that were not in his control.
In another case a client had been expelled from school because of serious self-injurious behaviors and a lack of progress. They were implementing what they thought was evidenced-based intervention for nonspeaking autistics—a system of picture icons. We pointed out she was blind and deaf and English wasn’t spoken in her home. We hooked up the family with regional experts in tactile sign language and addressed cultural issues. The mother was not comfortable having a male service provider in her home when her husband was at work. 
In another case, a client couldn’t access medical care because he would be very agitated and aggressive. He had shattered the windows in the car and attacked staff at clinics. To understand why, we communicated with him directly which his service providers did not think was possible. We learned about his trauma as an immigrant, the separation from his family, and his history of moving from unsuccessful home, to unsuccessful home. In his experience, getting into a car usually meant that he was going to abruptly lose his home, or get exposed to restraint and painful medical procedures. 
In another case a patient with insulin-requiring diabetes lost her mother abruptly. She was sent to the hospital because a crisis bed or community home with nursing supports wasn’t readily available. She was bored so she destroyed a lot of property. In response, the hospital activated their violent patient protocols. Four-armed security personnel picked her up by four limbs and put her in a bed with a net over it to contain her. She spent months in that bed without anything to do but make spit balls out of the paper plates her meals were served on.
One of the most common issues we addressed was medical professionals who underestimated the prognosis and quality of life of people with disabilities. This frequently lead to attempts to prematurely withdraw lifesaving care.




WEBSITE

https://odpc.ucsf.edu/
• Advice from Self-advocates
• Best practice recommendations
• Clinical chart forms
• Navigating systems
• Tracking tools
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Our team remained focused on practical problem solving. We drew upon on a large body of training materials which we have developed. These include everything from forms to track seizures to medication administration, and toolkits on accessing communication, supported decision-making, and disability sensitive sexuality training. We teach people how to have disability sensitive goals of care conversations. These resources are available at no cost on the Office of Developmental Primary Care website. We engaged the client’s primary care doctors and caregivers in the problem solving. We also took care that we did not make recommendations that could not be implemented, and we provided ongoing support to overcome barriers to follow through on our recommendations.


https://odpc.ucsf.edu/


COMPREHENSIVE CONSULTS BY PRIMARY TOPIC

Decline in Function 
or Status: 34%

Behavior: 22%

Medical Review of 
Recurring 
Symptoms: 17%

Placement: 11%

Diagnosis: 11%

Review of Recent 
Hospitalizations: 5%
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Our medical recommendations were sometimes included diagnoses, pills and procedures. However, the cure for health and medical conditions often also involved changes to the person’s environment or their long-term services and supports. Generally, we were well received by the clients, families, and medical professionals. We were also valued by the service systems who felt supported to resolve complex cases without institutionalization. 




Medicaid Home and Community Based 
Services
• Funding is reactive to the needs of individuals.
• How do we fund services that are proactive to meet the needs of the 

population?
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The program was successful in helping people with complex needs. However, we had to end it. We tried to use Home and Community Based Services funding from Medicaid which funds long-term services and supports for people living in the community. We were successful when we had flexible and predictable start-up funding, but when that funding ended, we couldn’t predict when referrals or payment would come, and therefore we couldn’t sustain a dedicated team. 
Home and Community Based Services funding is supposed to be used to respond to the needs of individuals… and we were. But our real goal was to proactively serve the population by working across silos to improve the environment in which they sought care.  Individuals can’t build healthcare delivery systems, even if they have access to a generous budget. They are not in a position to take on ability bias in healthcare providers or systems. The disability agencies we contracted with were not willing to risk offering sustainable funding in a contract because they feared it would not be eligible for Home and Community-Based Funding. Right or wrong about that, our program ended because it became too time consuming to bill fee-for-service. We needed sustainable, predictable funding. 




Should acute and long-term care systems be 
integrated?

Acute Medical Care
• Medically necessary
• Treatments by health 

professionals 
• Service providers chosen by 

health plan
• Credentialed professionals

Long Term Care Services and Supports
• Maximize potential and 

participation
• Services and supports chosen by 

person with disability
• Choice of service providers
• May include uncredentialed 

people, natural supports, or 
family members
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This all may sound like a good argument for Medicaid Managed Care Organizations to take on long term care service contracts. However, I don’t think that is the answer. We need to get away from fee-for-service funding. But if there is an entity that assumes risk it should be government entities or nonprofit organizations focused on disability services. Examples of successful systems are California’s Regional Center System, and specialized Disability Care Organizations. 
The problem with Medicaid Managed Care Organizations, is two-fold. First, it quickly becomes a race to the bottom to provide the worst possible care for the most complex and expensive people to serve. As soon as it becomes expensive and complicated, Medicaid Managed Care Organizations use passive aggression to try to get patients to go somewhere else or they throw up their hands and do nothing perhaps absorbing the loss. 
The second problem with Medicaid Managed Care Organizations as the entity to fund long-term care is that it undermines 40 years of disability advocacy work. Managed Care Organizations are fundamentally geared towards providing medically necessary services chosen by health care professionals. Long-term care is about providing services and supports aimed at maximizing potential and participation. Services and service providers aren’t chosen by professionals. They are chosen by people with disabilities and their supporters. Those are very different missions and operations. 
An MCO focused on medically necessary care isn’t concerned about how many days of work you missed because you have been stuck in bed without a wheelchair repair or whether you had transportation and an aide to attend a holiday meal with family. As long as you don’t end up in the hospital with a pressure sore, there isn’t any cost savings. 
When I first started this work, I thought that Managed Care Organizations would be interested in improving health service delivery for people with developmental disabilities because it is a high cost, high risk population. But after working on this for twenty years, I now know that changing quality measures or payment structures isn’t a powerful enough incentive to get an MCO to fundamentally change their primary mission. They are oriented towards the medical model of disability. Changing something so fundamental to their business as their mission to provide medically necessary care is a very heavy lift for a handful of members. The healthcare expenditures for people with developmental disabilities is a very small part of their overall business. Many people with developmental disabilities are healthy and don’t need much. In absolute terms, their care doesn’t actually cost much. Their bills are insignificant compared to other high cost populations such as those who are sick, pregnant, elderly or who have psychiatric disabilities. 
Also, there may be value in integration of acute medical care and long-term care for better coordination, but there is a more important value in maintaining mostly separate systems for acute and long-term care that can hold each other accountable. We spent the last 40 years separating the disability service system from the healthcare system for a reason. When healthcare providers and systems have total control over everything a person with a disability needs to survive, history tells us that doesn’t end well. Let’s not repeat the mistakes of the past.




Office of Developmental Primary Care
500 Parnassus Avenue, Box 0900
Tel: 415-476-4641  |  Fax: 415-476-6051
email: odpc@fcm.ucsf.edu
web: http://odpc.ucsf.edu
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There is of course, much more to say, but with that caution, I will leave it there for now. 
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