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I.  Guardianship Process Improvement Team Members

Connie Lindgren, DDD Region 1

Tammy Winegar, DDD Yakima Valley School

Scott Watling, DDD Region 3

Robbie Rigby, DDD Region 4 SOLA

Keith Gravely, DDD Region 5

Rosez Barnard, DDD Region 5

Dennis Kaeser, DDD Region 5

Lorraine Stephan, DDD Region 5 Guardianship Monitoring Project 

Jeannette Kelley, DDD Rainier School

Bruce Treichler, DDD Region 6

Hank Hibbard, Aging and Disability Services Administration

Lori Melchiori, Adult Protective Services

Sue Elliot, The Arc of Washington State

David Lord, Washington Protection and Advocacy System

Betty Schwieterman, Washington Protection and Advocacy System

Facilitator: Cathy Andres Ebbert, DDD Region 5

II.  Major Guardianship Issues

The Division of Developmental Disabilities (DDD) is a division within the Aging and Disability Services Administration of the Washington State Department of Social and Health Services. DDD case managers help people with developmental disabilities and their families to identify interests and support needs; coordinate planning and development of resources; and monitor service delivery. In addition, families and guardians of people with developmental disabilities have an important, on-going role in providing assistance with decision-making and advocacy and in contributing to the personal success of people with developmental disabilities. 

Washington State law assumes that everyone is a competent adult at age eighteen, unless determined to be incapacitated by the Superior Court. Therefore, some adults with developmental disabilities have had a legal guardian appointed by the court. 

DDD chartered a statewide Guardianship Process Improvement Team (PIT) in October 2003 to address the time-consuming guardianship and substitute decision-making problems that challenge employees of DDD. The PIT included members from all DDD regions as well as Adult Protective Services, Aging and Disability Services Administration, The Arc of Washington State, and the Washington Protection and Advocacy System. 

The Guardianship PIT identified the following concerns relative to guardianship and adults with developmental disabilities:

A.  Informed Consent

Many of the situations that pose problems for DDD case managers occur when there are no known family members who can give informed consent for medical decisions on behalf of the person with a developmental disability. These crises occur when:

· A client needs a medical procedure.

· The health care professional does not feel that the client can give informed consent.

· The client does not have a guardian, and there are no known family members to give consent or known family members will not give consent.

· An assistant attorney general or pro bono assistance is not available to provide legal assistance to file for guardianship.

· Volunteers have not been recruited who can act as guardians.

 B.  Data

At the current time, the data about clients of DDD only shows if the person has a guardian. However, the data may be inaccurate because sometimes parents think that they are legal guardians because they are the parents.

Accurate data are needed about:

The type of surrogate decision-making the client has – legal guardian or family member who is able to give informed consent. 

The name, address, and telephone number of the surrogate decision-maker.

The name, address, and telephone number of alternative surrogate decision-makers

The amount of fees that the client pays for guardianship services.

Current letters of guardianship in client case file.

C.  Training and Information

Information is needed about guardianship, alternatives to guardianship, the role of a guardian, limits to the role of the guardian, informed consent statues, filing fees, other fees, waiver of fees and guardian ad litem (GAL) fees, volunteer legal services, and filing reports with the courts for:

· People with developmental disabilities and their families

· Family member guardians

· Volunteer guardians

· Advocates

· Case/resource managers 

· DDD contracted service providers

In addition professional guardians need training about developmental disabilities and the services that are available for people with developmental disabilities. GAL’s and the courts need information about DDD and the role of case/resource managers.

D.  Fees

Consistency is needed in the amount of fees paid by people with developmental disabilities to professional guardians, the justification provided especially when fees exceed $175.00 per month allowed by WAC 388-79-030, and accountability for expenditures. This is a problem that may in the end require statutory change. 

E.  Legal Assistance

Legal services are needed to provide advice about guardianship and, where appropriate, to set up guardianships for people with developmental disabilities. There are those who need a guardian,  there is a volunteer who is willing to be a guardian, and in some cases families are unable to pay legal fees.

More volunteers are needed to be guardians for adults with developmental disabilities.

F.  Guardianship Monitoring

DDD clients need monitoring of their guardianships to prevent abuse and malfeasance and to ensure that:

· The guardians are legal guardians, 

· The required court reports are being filed, 

· The guardians are reasonably available to provide informed consent, consult on finances, and participate in the decision-making process,

· The guardianships are not too restrictive or not needed at all,

· The guardianship includes the right to vote if the person wants to vote.

Consistency is lacking regarding guardianship requirements for DDD residential programs; e.g. are current letters of guardianship required or not.

Courts do not always notify DDD when guardianship is being considered for a DDD client.

GAL’s do not always talk with DDD case/resource managers about DDD clients when guardianship is being considered.

Superior Courts do not always follow-up when guardian reports are not filed.

G.  Conflict of Interest

The PIT feels that while there may be no legal prohibition that the following are conflicts of interest:

· The same person is the guardian, the Medicaid Personal Care (MPC) provider, and the representative payee. (A professional cannot also be a care provider.)

· AFH operators and other residential providers are both guardians and representative payees.

· The guardian is also the representative payee.

H.  Roles of DDD and Other Agencies

The role of DDD in regard to guardianship should be clarified particularly in those situations where a person receives only case management services.

I.  Federal Health Insurance and Accountability Act (HIPAA) 

The implementation of HIPAA may require additional legal status from parents who are not legal guardians. This could involve requiring releases of information or current letters of guardianship in order for a case manager to share any information about DDD clients with parents or family members.

III.   Recommendations

The PIT members do not see these recommendations as necessarily requiring additional DDD employees or funding. Costs can be shared and resources extended by collaborating with others.

The Guardianship Process Improvement Team makes the following recommendations:

A.  Coordination

The PIT recommends that all solutions to address guardianship issues be addressed in coordination with other ADSA divisions, other governmental agencies, including county developmental disability programs, as well as non-governmental agencies, such as The Arc, WPAS, self-advocacy groups, parent coalitions, and Parent-to-Parent. 

B.  Training 

It seems clear that lack of information has contributed to misunderstanding of the guardianship laws, misapplication of the guardianship laws, and misuse of the guardianship laws. Misinformation has also led to delayed assistance to the division’s clients because of conflict about who gets to/has to make what decisions.

Ensuring that case managers, parents, teachers, service providers, people with disabilities, courts and attorneys and advocacy groups are educated about guardianship does not guarantee that the information will not be misused some of the time, but it will go far to eliminate confusion, ignorance, and unnecessary heartache and headaches for most people. Education about guardianship and guardianship laws should be considered a priority due to the impact it has on people’s day-to-day lives. 

The various groups in need of current up to date information about guardianship and the issues surrounding it are listed below in order of priority. 


Priority I:
Self-advocates/people with developmental disabilities



  
Guardians/guardians ad litem/professional guardians



  
Parents/family members



  
Case managers/social workers


Priority II:
Teachers



  
Transition education professionals



   
Residential staff



   
Advocacy Groups


Priority III:
Health care professionals




  Vocational staff




  Attorneys 




  Members of the press

Given the target audiences listed above and the different needs of each audience, education about guardianship must include a wide variety of topics presented to diverse audiences with different learning abilities. The desirable learning goals for each of the groups are:

Individuals with disabilities:

· To know basic personal rights and responsibilities

· To know how guardianship impacts one’s rights

· To be able to recognize and talk about one’s own support needs

· To be aware of alternatives to guardianship and how those can help support one in a less restrictive manner

· To know to whom to talk if one has a guardianship problem

· To be aware of the legal guardianship process and the rights of the alleged incapacitated person

· To be able to talk to others about one’s rights

· To know how to tell a guardian what you want

· To be aware of resources for learning how to make decisions

Guardians:

· To know how to keep a guardianship up to date

· To be aware of responsibilities/limitations of a guardianship

· To know about the services that DDD provides

· To be able to make decisions according to the official decision-making standards for guardians

· To be able to educate others about guardianship

· To be able to work with the court

· To be aware of the alternatives to guardianship

· To understand who pays for what in the guardianship process

· To be aware of the need and resources for planning for end of life issues for the protected person  

· To be aware of the need for and the process to obtain a stand-by guardian

Case Managers/Social Workers/Regional Quality Assurance Managers

· To know when to seek and how to establish a surrogate decision-maker or a guardian

· To understand what a guardianship is (and is not)

· To be able to implement expectations the state has in terms of working with a guardian

· To be able to comply with state expectations in terms of maintaining documentation

· To understand the process for maintaining guardianship/terminating guardianship

· To be able to access appropriate resources about guardianship.

· To be able to manage conflict with guardians

· To be able to educate people about guardianship issues

· To be aware of who pays for what in the guardianship process

Parents/Schools/Potential Guardians/Transition Workers/DCFS Employees:

· To be able to see competencies, abilities and strengths as well as needs when assessing the support needs of an individual with disabilities 

· To be able to keep a guardianship up to date

· To be aware of responsibilities/limitations of a guardianship

· To know about the services that DDD provides

· To be able to make decisions according to the official decision making standards for guardianship

· To be able to educate others about guardianship

· To be able to work with the court

· To be aware of the alternatives to guardianship

· To understand who pays for what in the guardianship process

· To be aware of the need and resources for planning for end of life issues for the incapacitated person 

· To be aware of the need for and process to obtain a stand-by guardian

Residential staff

· To be able to work successfully with guardians while maintaining compliance with DDD WAC and policy

· To be able to obtain a guardian for residents of the program

· To understand what a guardianship is (and is not)

· To understand the process for maintaining/terminating guardianship

· To be able to access appropriate resources about guardianship

· To be able to manage conflict with guardians

· To be able to educate people about guardianship issues

· To be aware of who pays for what in the guardianship process

Parent groups/Advocacy Groups/Transition planners

· To be able to share information about alternatives to guardianship

· To be able to provide up-to-date information and resources

· To be able to explain the legal process/working with the court

· To be aware of DSHS policies relating to guardianships

· To know the name of the DDD regional guardianship specialist

· To understand what a guardianship is

· To understand DDD’s services

· To be able to walk an individual through the process of finding and obtaining a guardian

Attorneys/guardians ad litem
· To be knowledgeable about DDD Services

· To understand the financial situation of most adults with developmental disabilities

· To use alternatives to guardianship

· To be able to see competencies in people with developmental disabilities who have a guardian

· To make sure that they understand what their role is and what their duties are

· To show guardians how they can file their own reports without an attorney 

Each group will need training developed to meet their particular interests. In order to provide training to the numbers of people who are interested in and in need of information, a series of “train the trainer” workshops would be helpful to teach members of each target audience how to share information effectively with others. These groups should be taught about laws and procedures so that they are completely understood.

In addition to in-person workshops and training, other alternatives should be made available for people who learn in different ways. Suggestions include:

· Websites with all the necessary information

· Video tapes or compact discs that people can checkout and view at home

· Audio tapes for listening 

· Print materials:

· The Family &Volunteer Guardian’s Handbook, King County Bar Association
· Guardianship: Frequently Asked Questions, The Arc of Washington State
· Copies of the statutes and policies

· Simple, one-topic brochures such as:

· “Easy Record Keeping for Guardians”

· “Working with the Courts”

· “Ways to Finance Guardianships”

· “What Does A Guardian Do?

· “Self-determination and Decision Making”

· “Alternatives to Guardianship”

In addition to directly providing training and information and training trainers, DDD may want to consider joining other related groups to provide education and informational resources about guardianships. These collaborative groups might include:

· The ARC (State and Local Chapters)

· CRSA (state and local resources)

· County DD Coordinators

· WPAS

· Professional guardians and Association such as WAPIG and NAPG

· WISE

· Autism Society of Washington

· People First

· Self-Advocates of Washington

· Long-term care ombudsman

· Legal Aid Services, and state/local Bar Associations

· PAVE

· State and local Medical Associations

· OSPI Director of Special Education

· Special Education Parents’ Associations 

· Local Special Education Directors/teachers

· Other local agencies providing services to people with developmental disabilities—vocational, residential, recreational, etc.

· AARP, Guardianship Monitoring Project

· Seattle University, Gonzaga University and University of Washington Law Schools clinical programs

Costs and trainers can be shared by collaborating with others, and resources extended as far as possible.

C.  Monitoring

Appoint at least one person in each region to have oversight of guardianship monitoring and coordinate with the Superior Court and the Superior Court monitoring program, if there is one.

Insure that case resource managers and residential programs are aware of guardianship law including the duties and responsibilities of professional guardians.

Include guardianship monitoring as part of the evaluation and re-licensing of residential programs and facilities. If a resident has a guardian, Letters of Guardianship must be current and a stand-by guardian must be identified.

Ensure that all DDD clients have current guardianship papers on file with DDD.

Address the need for guardianship, when necessary, for all clients who leave the Voluntary Placement Program and foster care.

Find out from Home and Community Services how professional guardian fees that are higher than the amount allowed by State Law (WAC 388-79-030) are accepted or contested.

Require Superior Courts to notify DDD case managers of all guardianship proceedings for DDD clients.

D.  Legal Assistance

Explore how the Attorney General’s Office could provide legal assistance to establish guardianships in order that people with developmental disabilities are afforded all rights of citizenship and are not placed in harmful situations because of their disability and lack of parents or siblings to give informed consent for medical decision-making.

Investigate the possibility of creating a power of attorney for legal advocacy form and instructions to allow adults with developmental disabilities, who are able, to designate an agent to assist in making decisions. 

E.  Conflict of Interest

It appears that there may be an inherent conflict of interest if a guardian is also the representative payee and the provider. There seems to be little oversight in those situations to prevent financial exploitation. However, the challenge is that many people in this situation are parents and are assumed to be acting in the best interest of their sons and daughters.

F.  Further Proposals

The Guardianship PIT furthermore recommends that DDD in conjunction with ADSA and other relevant governmental and non-governmental agencies consider three additional Process Improvement Teams or workgroups:

Self-determination and guardianship: Develop a philosophy and concomitant WAC and policy that considers both the philosophy of self-determination and the need for surrogate decision-making for people with developmental disabilities well as other adults who may be vulnerable. 

Public surrogate decision-making agency: Research the feasibility of a public guardianship agency or surrogate decision-making board in Washington State for adults with developmental disabilities as well as other adults in need of surrogate decision-making.

End-of-life care decisions: Explore how people with developmental disabilities can execute living wills. Health care providers recommend that everyone have a living will in order to provide the end-of-live care that is desired by the person. However, most people with developmental disabilities do not have living wills.

IV.  Conclusion

Guardianship and surrogate decision-making for adults with developmental disabilities is a complex issue that has far-reaching ramifications for adults with developmental disabilities and their families, as well as DDD case resource managers and DDD contracted residential programs. In order to provide the best possible support for adults with developmental disabilities and their families, DDD needs to develop a comprehensive and consistent approach to guardianship and surrogate decision-making, recognizing the need for adults with developmental disabilities to practice self-determination. By implementing this comprehensive and consistent approach to guardianship, DDD will mitigate the current problems that include:

· Deficient data about the guardianship status of DDD clients.

· Lack of knowledge and information about guardianship and surrogate decision-making for adults with developmental disabilities, their families, DDD case resource managers, and other people involved with the field of developmental disabilities.

· High fees charged by guardians for the amount of work that they do.

· Lack of affordable legal services for adults with developmental disabilities who are unable to pay attorney’s fees and who: 

· Need guardianship -- this is most problematic when informed consent is needed for a client who needs a medical procedure, but the client does not have a guardian or any immediate family who can give informed consent and the health care professional does not feel that the client can give informed consent.

· Have an ineffective, inappropriate, or unreliable guardian.

· Don’t need a guardianship or have an overly restrictive guardian that creates significant barriers to individual growth and progress in addition to violations of the person’s rights. 

· Little or no monitoring of guardianships in order to prevent abuse and malfeasance.

· Possible conflict of interest when the guardian is also the representative payee and the provider.

The Guardianship Process Improvement Team recommends the following:

· Address these proposals in coordination with other ADSA divisions, governmental agencies, and non-governmental agencies.

· Establish training opportunities for adults with developmental disabilities, their families, DDD case resource managers, and other interested people in coordination with other ADSA divisions, governmental agencies, and non-governmental agencies.

· Institute monitoring of all guardianships in coordination with the Superior Court Guardianship Monitoring Programs where present.

· Work with other agencies to provide affordable legal assistance for adults with developmental disabilities and their families when guardianship is needed.

· Investigate the possible conflict of interest present when the provider is also the representative payee and the guardian.

These recommendations, if fully implemented, would make significant progress toward alleviating the challenges of guardianship currently facing adults with developmental disabilities, their families, DDD case resource managers, and DDD contracted residential programs. Given the complexities of the issues and the far-reaching impact of guardianship, if new resources cannot be allocated then these issues should be put in order of priority and included with planned future work of the division.
V. Appendix

A. Team Charter

Team Members: 
Connie Lindgren, Region 1

Tammy Winegar, YVS

Scott Watling, Region 3

Robbie Rigby, Region 4 SOLA

Keith Gravely, Region 5

Rosez Barnard, Region 5

Dennis Kaeser, Region 5

Lorraine Stephan, Region 5 Guardianship Monitoring Project 

Jeannette Kelley, Rainier School

Bruce Treichler, Region 6

Hank Hibbard, ADSA

Lori Melchiori, APS

Sue Elliot, The Arc

David Lord, WPAS

Betty Schwieterman, WPAS

Facilitator: Cathy Andres Ebbert, Region 5

Project: Develop ways to provide assistance with challenging guardianship situations facing people with developmental disabilities, their families, DDD case managers, and contracted residential programs.

Current situation: DDD Case Managers frequently encounter challenging guardianship situations. These situations may constitute abuse and/or neglect because the person needs a guardian to make medical decisions; the guardian is not acting in the best interests of the incapacitated person; or the guardian may not reply to requests for information and signatures on documents. Additionally, clients may be paying $175/month or more for a guardianship. These situations vary among the regions according to the availability of volunteer guardians, pro bono legal help, and the existence of other agencies that address guardianship issues for people with developmental disabilities.

Expected Results: Recommend a process that will provide adults with developmental disabilities, their families, DDD case managers, and DDD contracted residential providers with a way to receive assistance in challenging guardianship situations or when a guardian is needed. 

Boundaries and Limitations: The team will be limited to solutions that can be instituted by DDD.

Measurements: Resolve the current challenging guardianship situations.

Resource Requirements: 3 month time commitment for team members to include meetings or conference calls and researching information outside meetings and calls. 

Anticipated Completion Date:  Three – four months after the PIT begins
Date Chartered: October, 2003 

Team Sponsor: Renetta Marlow, FS Administrator, Region 5

B. Further Resources

The Arc of the United States and Rehabilitation Research and Training Center on Aging with Developmental Disabilities, Department of Disability and Human Development, college of Applied Health Sciences, University of Illinois at Chicago, A Family Handbook on Future Planning, December 2003.

The Arc of the United States, Guardianship.

The Arc of Washington, Guardianship: Frequently Asked Questions.

Center for Self-Determination, Re-thinking Guardianship and Promoting Self-Determination.

Columbia Legal Services, Questions and Answers on Guardianship.
Froemming, Roy, J.D., Making a Difference: Thinking About Decision-Making Support in the Transition Process, Wisconsin Council on Developmental Disabilities, July 2002.

Froemming, Roy, J.D. and Betsy Abramson, J.D., Guardianship of Adults, a Decision-Making Guide for Family Members, Friends, and Advocates, Wisconsin Department of Health and Family Services, Division of Supportive Living, Winter, 2000.

Governor’s Joint Work Group on Guardianship and the Developmentally Disabled, State of Florida, August, 2003.

Herr, Stanley S, Self-Determination, Autonomy and Alternatives for Guardianship.

Hoyle, Dohn and Kathleen Harris, Rethinking Guardianship. 

Lord, David, J.D., Respecting Rights and Supporting Choices; Surrogate Decision-making and the Rights of Individuals with Disabilities, presentation, Washington Protection and Advocacy System.

Washington State Department of Social and Health Services, Home and Community Services, State Unit of Aging, in cooperation with the King County Bar Association   Family and Volunteer Guardian’s Handbook, 2004.

 Yeoman, Barry, Stolen Lives, AARP Magazine, January & February, 2004.

� Letters of Guardianship are the one page document from the court that gives the guardian the authority to act and carry out the courts orders. They normally must be renewed every one to three years. 





