
Self-Determination Advisory Board
June 5, 2019
Meeting Notes

Chairperson: Nancy Alterio, Executive Director of the Disabled Persons Protection Commission


Jane Ryder, Commissioner, Department of Developmental Services
Members attending:  John Anton, Carol Bird, Leia Brown, Anne Fracht, Julie Flaherty, Leslie Kinney, Thomas Lane, Andrea Lunden,  Barbara Pandolfi,   Julie Westwater
Members attending by conference call:  Kimberly Truong
Members not attending:  Margaret Abrams, Val Bradley, Robin Foley, Lindsay Foley, Jeff Keilson,  Karla Murphy, John Nadworny,  Jeffrey Paquette, Tom Sannicandro, 
Leo Sarkissian
Guests and DDS Staff: Gail Gillespie, Victor Hernandez, Pamela Hickey,
 Frances Hogan, Elizabeth Irwin, Thomas Lane, Beverly McGovern, Cheryl Santori, 

Anne Marie Stanton, Mary Barry

Review and Approval of the April 3, 2019 Meeting Minutes
The meeting notes were approved with no comments.
Opening Comments 
Nancy Alterio, Chairperson and Executive Director of the Disabled Persons Protection Commission began the meeting by welcoming the members.
DDS Updates

Commissioner Jane Ryder
Commissioner Ryder shared updates on the FY2020 budget.  The funding for the individuals who are turning 22 looks positive. Also the budget holds additional funding for the DESE Program to increase the number of children served at home with their families. 
MASS Report

Anne Fracht, President, Massachusetts Advocates Standing Strong
Anne shared information from the M.A.S.S. Retreat at which a new strategic plan was developed. She acknowledged the assistance of Jeff Keilson with the plan.

Anne plans to contact the Regional Self-Direction Managers to help recruit new members and leaders from individuals who self-direct. 

Anne also provided dates of upcoming M.A.S.S. events:

June 11

ICI Employment Conference

June 17

“Awareness and Action”

June 19

Disability Consortium



October 19

M.A.S.S Annual Conference




Theme: “Your Ideas Count!”




Place: Sheraton Tara, Framingham, MA

Self-Direction Updates

A.  Applied Self-Direction Conference
Through funding from a grant, Betsy Eaton-Irwin and Ed Wilson attended the Self-Direction conference in Baltimore.  Many representatives from other states and countries shared what is happening in self-direction in their states/countries.
It is difficult to compare the services and numbers of participants from various states because states count services differently and each state’s culture and population is somewhat different.
States may include some services that Massachusetts may not include as self- direction: some family support services, Day Habilitation, Personal Care Assistance.
Some states may provide a funding allocation and then the participant may “shop” for his/her services from provider agencies.

Eleven states have unionized self-direction providers.  In one state SD staff must participate in 75 hours of trainings and may need to pay a fee. Trainings may be offered on-line but many people do not complete the trainings.
CORIs may take up to 90days for processing in some states.
States are struggling to keep self-direction core principles at the center; the Massachusetts system is complex but keeps these principles at the center: choices, opportunities, flexibility.

B.   Regional Updates
Pamela Hickey, Regional Self Direction Manager, Central West
· Pam reported on the successful development of Family Focus and Empowerment Group.   It is composed of both PPL and AWC participants, self-advocates and parents.  They are supporting and educating each other and have planned to include some special projects to work on together.
· Pam also described another Family Support Group, “Path Light - Connect, Interview, Hire.” They have developed a flyer to reach out to individuals who may be interested in networking to assist in hiring staff persons.

· Pam read parts of a very positive letter sent to a new support broker in Worcester. The participant expressed her satisfaction with the self-direction model and described the changes it has made in her life.

Beverly McGovern, Regional Self Direction Manager, Northeast

· Beverly described Family Support group meetings at which Rewarding Work was discussed and shared. 
· There have been presentations from SD participants including from SD Board Member Leia Brown.  Leia briefly described her presentation. The next meeting of this group will be on July 23, 2019.

· Beverly shared a story about a new SD participant. His mother attended every informational function to learn all she could about self-direction.
Betsy Eaton-Irwin, Regional Self Direction Manager, Metro Region
· There are two Participant Leadership groups, one in Hyde Park and one in Somerville. Also there is a young persons’ group also focused on leadership opportunities.
· Metro Region is at the beginning stages of developing a Self-Direction Family Support Group.

· Metro Residential Services sponsors “MRS Speaks Out” and will offer a session in October on the Role of the Service Coordinator in Self-Direction; 

Jeffrey Paquette and Karla Murphy from this Board will be involved.
· Metro Training Department and self-advocates have provided sessions on self-determination at two Metro Area Offices and plan two more sessions at the other Metro Area Offices.
· The final phase of the Public Speaking curriculum for self-advocates will take place at the Price Center in September-October. This curriculum can be used for other purposes: Speakers Bureau, etc.

· Self-Direction Teams are in place in all Metro Area Offices, to provide support, problem-solving and mutual help.

Betsy ended her updates by sharing a story of a young man who wanted to make a “scary movie.” She described his vision and the steps he took over a long time, to bring his vision to reality as a You-Tube video. Through this journey, he made many supportive connections in the community.
Tom Lane for Ed Wilson, Regional Self-Direction Manager, Southeast Region
Ed could not attend the meeting; Tom Lane gave the following updates on his behalf:

· Ed is providing open office hours for “Ed Talks,” opportunities for individuals, families to ask questions, discuss any aspects of self-directed services they may choose.

· Ed and the ARC of Greater Plymouth host quarterly meetings for families and participants in Agency With Choice. These meetings provide regular opportunities for families to network and share ideas. The ARC of Greater Plymouth has a large number of families who participate in 

Agency With Choice.
· On the Cape and Islands, Ed is providing opportunities for individuals and families to participate in social sessions and luncheons for sharing their questions, self-direction information and experiences.

C. PDP Service Guide. HSRI Updates, Work Plan Updates, Data Points

Tom Lane, Deputy Assistant Commissioner Policy and Planning
Tom Lane reviewed the informational Power Point handout which had been emailed to the Board prior to the meeting and distributed at the meeting. He led the Board through the data on the self-directed services across Massachusetts including: Census Information, Service Types, PDP Enrollment and Utilization and PDP Expenditure Percentages through April, 2019.   He then provided a summary of the DDS PDP Support Broker Guide including review of the guidance and planning for Flexible Funding, including allowable and disallowable services.  This Service Guide will assist individuals, families and Service Coordinators as they work together over the next year in developing individual budgets.

Tom updated the Board on the work being continued with HSRI through the fall and provided a brief Work Plan update.

Questions and discussion following the presentation:

· As indicated in Slide#5, is approximately 77% of the PDP funding used for staff support a consistent percent expenditure with the self-directed services in other states? 

· We do not know because of the ways different states measure and exclude different services.
· How many individuals actually self-direct their services and how many use family members as surrogates to direct services?
· We are still researching ways to measure the surrogacy factor. This is difficult to measure because of the support given by various people involved with the participant(s).

· How are decisions made regarding services and funding at the Area level?

· Planning starts with the individual and family with the Service Coordinator. Then the Supervisor and Area Director review the plan and the individual budget.  All supports and flexible funding expenditures must relate to the individual service plan (ISP) and meet the guidelines. There is an exemption process as well. If there are disagreements or questions, the Regional Manager is brought in to the discussion and then the Regional Director, if necessary.
· Suggestion was made that that this process be written and included in the manual.
· Regarding disallowable services, please expand on the costs associated with a family vacation. Can the funding of a staff person for the individual be allowed?

· All allowable expenses must be related to the participant’s disability; if the staff person is needed by the person, it would be allowed within the person’s budgetary allocation.

·  Regarding Slide#15, why are college credit classes and related costs not allowable? They may be a part of a participant’s vision.
· Vocational skills classes are allowable and certificate programs may be allowable, but not tuition for a college degree; the degree is not necessarily related to the disability of the person. Funding may be used to support some classes. Massachusetts Rehabilitation Commission may have options for payment of advanced educational opportunities; DDS encourages taking advantage of what other agencies may be able to offer.
· Auditing college classes would be allowable.
· This process and potential exemption process will be reviewed.
HSRI Updates
HSRI continues to research Self-Direction work in other states and to evaluate the DDS Self-Direction data. Surveys to DDS staff persons will be provided in September as well as participant/family surveys. HSRI will work with DDS to obtain maximum responses from staff members.
The surveys for Service Coordinators will be available on the DDS Intranet with a document, Frequently Asked Questions, to assist with their participation.
The Work Plan is never finished, but is in continuous process.

D. Announcements

Julie Westwater and Julie Flaherty announced that there will be a training sponsored by The Disabled Persons Protection Commission with DDS, MRC and DMH. The theme is “If Not You, then Who?”  Many agencies are doing a “piece” of the investigative work.  The goal of the training is to enhance better communication and to do more as a Commonwealth. It will include training for investigators on financial abuse as well as animal abuse if discovered during the course of the work. DPPC has been receiving more reports of alleged financial abuse.
Board Member Leia Brown shared that she has a PowerPoint presentation about her personal story and work experiences. She has also established a scholarship in her name to a local dance studio to enhance health for individuals.
Public Comment
There were no public comments.

Handouts/ materials distributed by email and at the meeting:

Agenda- June 5, 2019
DDS Self-Direction Updates for SDAB

PDP Service Guide V2 4/4/2019

SDAB Meeting Notes 4/3/2019
Next Meeting – September 4, 2019

Submitted by Mary E. Barry
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