GROW’S POSITION ON SELF DIRECTION

 Though the Self-Direction or SD movement has great potential, it is riddled with problems that inhibits its functioning and worthiness.

1-A lack of transparency seems to prevail in dealings with OPWDD.  GROW has made repeated requests for a complete breakdown of the numbers, county by county, of residential opportunities developed using the Self-Direction model, from independent apartments to 24/7 residences; and as of yet, we remain without answers. 
    When changes are made to SD, OPWDD always refers  the responsibility to CMS, without any other explanation. GROW thinks that the name and phone number of the CMS liaison for New York should be public knowledge, and that person be available for explanation and discussion.

In Westchester, until this past week there was a lack of choice for the Fiscal Intermediary or FI, but we have received notice that a third, Rockland ARC has been added. FI is a Home and Community Based Service or HCBS waiver service that funds tasks that support the participant with billing and payment of approved goods and services, fiscal accounting and reporting, Medicaid and corporate compliance, and general supports. Often, the rulings that emanate from their interpretation of SD guidelines are not explained or seem to make sense. The services that are offered, are variable from county to county, even from the same FI. Because there exists a lot of difficulty in finding and retaining self-hire staff, some FIs have lists of resumes and send the appropriate lists to people looking for staff. Unfortunately, this does not exist in this county. GROW would like to know the criteria for selection and the reasoning for the difference of functioning from county to county.

2-The Self-Direction guidelines are unnecessarily vague and constantly changing. This creates confusion, double-standards, and seemingly irrational decision-making. They are also geared toward higher-functioning individuals. For example: one of the options available are for community classes. While I laud any special-needs individual that could successfully attend these classes, for the vast majority of our loved ones, this is an illusion. OPWDD and CMS need to include accommodations for the lower-functioning individuals in order for SD to be successful. Another problem facing families who try to participate in SD is the length of time needed from the first steps to when a person is finally launched with their plan and budget.  Also, when there are changes in the person’s plan, even a line in the budget, it takes about 3 months to be approved. My son had to wait that long just to have his gym fees covered. There was more than enough money in his budget, we were just transferring money from one line to another. GROW believes that there should be clearer guidelines and shorter wait times.

3-OPWDD says that it wants more brokers, but offers no training in the Hudson Valley, therefore creating a perpetual shortage to serve a growing need. MSCs are not properly trained in SD and are not being kept up to date on new rulings. There also exists an enormous conflict of interest regarding the MSCs, who work for agencies that offer traditional day-hab programs and/or residential settings, helping people to access SD as opposed to pushing the agenda of their same agency. SD cannot ever be successful with this paradox of expecting agencies to go against their self-interest.  MSCs and brokers who do SD should be paid more, due to the huge amount of extra work that this entails. MSC agencies do not take on SD cases because of no extra pay for such a labor-intensive job. Perhaps realizing, that what Self-Direction MSCS and brokers do, is actually a different job, and creating a two-tier system would be a more equitable way of addressing this problem, and that, of agencies simply pushing the traditional programs. GROW would like increased pay for MSCs and Brokers.

4-When a family decides to create a self-directed plan and life, with and for their loved one, they are assuming an enormous responsibility. They are replacing the state in function, time, effort, and duty. The onus that they place upon themselves is one of constant availability until the end of their lives. The great question and fear remains as to what happens after they are no longer able to care for the special-needs person or have passed. The circle of support, which consists of MSCs, brokers, friends, relatives, etc., is often illusionary and fragile, with no guarantee that it will survive in time. GROW asks for some guarantees that services continue when the family is no longer able to provide the necessary supports.
To recapitulate, what GROW would like from Self- Direction is:

-Transparency

-Straightforward Guidelines

-Short Wait Time

-More MSCs and Brokers with More Pay

-Some Guarantees that Services Continue when Parents/Guardians are no Longer Able to Participate.

