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THE VALUE OF A FAMILY GUARDIAN
by
Barbara M. Ellis, RN, CCM, NCG
Family Guardian

The View From Within
  Family guardians are as diverse as the professional guardians I have come to know through the wonderful networking of the professional associations unavailable to the typical family guardian.  We, as family members, come from various backgrounds, educational levels, and areas of expertise as we enter the secret world of guardianship, yet few experiences can prepare us for the role of guardian.  

Our entrée into the legal world is the first and possibly the only contact we will most likely have with the court system as a result of a life changing event that initiated the guardianship.  What can prepare us for the circumstances that precipitated the guardianship in the first place?  What is there in life to prepare oneself for the birth of a developmentally challenged child, the sudden onset of schizophrenia, a tragic accident, or the incapacity of a parent secondary to a stroke or the onset of Alzheimer’s disease?  Only professionals experienced in dealing with these catastrophic events have any preparation, and they too discover that all of their knowledge and expertise doesn’t quite compensate when they are faced with their own personal tragedy.  This view from the other side, the membership in a group we would prefer not to belong to, becomes our reality.

In guardianship, we are expected to honor the values, beliefs, and preferences of the ward.  These are human values, not court-ordered values that we all share and originate from the basic concept of family.  At the onset, we may be clueless as to guardianship law, but we’re not clueless as to the concept of quality of life.  Our strength lies in the lifetime of memories and intimate contact that is unique to family guardians.  We have continuity and share the ‘view from within’ that the rest of the system members will never have from their controlled, distant perspective.  As family members, we bring to the table a personal decision-making history that is relevant to the process.1
The successful family guardians can overcome the obstacles, educate themselves, take advantage of the learning opportunities within their community, if available, and ultimately provide a better life for their family members.

We are focused on one person for the duration of our guardianship and can concentrate on the laws and case management aspects specific to our family member.  The courts and attorneys will address the appropriate issues and guide us in the proper direction and keep us out of trouble if our lack of legal savvy leads us down the wrong path.  For the family guardian, our support within the legal system lies in our guardianship attorney who is the critical link between the court system and the ward. 

Guardian vs. Family Responsibilities
Adult guardianship, whether family or professional, is viewed as having a front-end, a determination of incapacity and appointment of a guardian and a back-end, accountability by the guardian and court monitoring.  Both are necessary for guardianship to function effectively.2  
For family guardians, this responsibility and accountability may have begun long before the legal determination of incapacity and is colored by our unique family dynamics, values, coping styles, and decision-making abilities.3  For some of us, our lives have been transformed by the responsibilities of surrogate decision-making and advocacy prior to any judge signing the letters of guardianship.  
Adapting to this legal intrusion, expense, and documentation is an added responsibility and is often difficult for family guardians.  We must now attempt to comprehend the essential functions of guardianship because our relationships with our wards are integrated, so family responsibility and guardianship responsibility become blurred.  As family guardians, we must learn how to separate these two obligations to comply with the requirements of the court.  Ideally, integrating the legal requirements with a view from the court that guardianship is a transitional event that alters the family structure beyond the guardian/ward relationship may lessen the trauma felt by many family guardians.  Guardianship court has the power to fractionate families forever or guide us through one of the most challenging interpersonal transitions faced by a family.4
How can the court system help us to understand the difference and assist us with this important transition?  The court holds us accountable to a higher standard but often does not provide the necessary education to guide us in our complex role.  Family guardians can be taught to separate their family obligations from those as a guardian if they are offered the concept and the perspective through guardianship education which varies considerably throughout our country.  As complex and challenging at it may seem, we are focused on one person for the entire length of our guardianship and can become an expert in our one and only ward.  This narrow focus on our family member, with whom we share a lifetime of memories and experiences, is invaluable in guiding us through the decision-making process. 
Applying the Principles
In 2004, a family guardianship case in Lee County, Florida addressed the value of a family guardian in O’Hare & Atherton v. Hamric (In re Guardianship of Sara H. Sapp), 868 So.2d 687 (Fla. App. 2 Dist. 2004).5   The Honorable John S. Carlin appropriately concluded that the family guardian failed to separate and document her guardianship responsibilities from her family obligations.  He further held her accountable to the standards documented in the National Guardianship Association’s (NGA) Standards of Practice.6  
The Standards of Practice and Model Code of Ethics from NGA serve as principles to guide all guardians in performing their duties.  If only all family guardians would be offered these very important and easy to understand principles when appointed, to serve as both a blueprint and a benchmark for effective guardianship.  These twenty-five standards address both the duties and responsibilities of a guardian and are applicable to both professional as well as family guardians.  In addition to the Standards of Practice, there are the NGA’s Model Code of Ethics to assist us in the decision-making process.7 
Applying the principles and ethics that guide us in guardianship, there are five concepts that have always guided me in my role as my sister’s guardian.

(1) Include my sister in the decision-making process.  I did not remove any of her decision-making rights, (despite the plenary authority) only the chaos in her life.  She not only trusts my judgment, she expects me to take care of the important, complex issues that she can not manage.  With my sister, we function in partnership: each having input into the decision-making process.
(2) Appropriately monitor or control my sister’s assets to benefit her while supplementing her needs with my own funds whenever necessary.  The law states that we are not to commingle assets, but this is not always possible in family relationships or family guardianships.  In our situation, the outcome always ends up in her favor with my accounts being debited to pay for her expenses.

(3) Advocate as her champion within the legal and case management aspects of guardianship which include coping with difficult family dynamics.  This translates into providing the least restrictive, most therapeutic lifestyle which promotes autonomy and independence, within my power, with the cooperation of my sister.  I realize that compliance by the ward is not always possible in guardian/ward relationships, but it is critical to ours to maintain her independence. 
(4) Maintain a relationship with our attorney to follow the legal principles of guardianship and state statutes.  Keep him informed of the case management decisions being made on her behalf while complying with the rules and regulations within the system.
(5) Document my efforts and responsibilities with annual reports and accounting, not only to fulfill my obligations but to serve as a benchmark to excel in guardianship management.
Role Models

  Because guardianship is a responsibility of the highest magnitude, it is incumbent upon those of us who are good guardians to serve as role models for those who will follow in our footsteps.  We, who have successfully made the transition from family member to family guardian, have an obligation to pave the way to give new guardians the support, guidance, and education they desperately need to feel less overwhelmed and better prepared for the unplanned, often unwanted role that changes the dynamics of their family and their lives forever.  This remains a challenge for the court system and the professionals entrusted to educate us because of our diverse backgrounds, variations in guardian/ward relationships, interest level, family structure, our view of the court system as intrusive and often expensive, and the time and cost-factor in educating us.
Contributions of a Family Guardian
What is the value of a family guardian?  What is it exactly that we contribute that is unique to family guardianships and can not be duplicated so easily by professional guardians?  Our intrinsic value is that family members can become effective guardians without being a professional guardian and that the court prefers this arrangement if there is an appropriate family member to step forward.  In favor of a family guardian, we are most often not compensated, are cost-effective, care about the incapacitated person, and our decisions are based on knowledge of the ward’s wishes, or empathy based on affection.8
Focusing on the value of a family guardian, I have outlined eight areas important to our personal guardian/ward relationship.
(1)  Continuity.  We know our wards, often times from birth, and bring into the relationship a lifetime of knowledge to apply to the decision-making process which can not be duplicated so easily by professionals.  The periodic replacement of key professionals has a negative impact on continuity of care which is so important and when lacking, creates problems with coordination of past events, critical to future decisions.  If our wards live independently, (as my sister and others with a mental health disability often do) we may be the only person who views their lives from their perspective in their environment in the entire system.  Because we may live with our wards or stay with them for extended periods, we can walk them through their day so they can become proficient in their confidence level to accomplish a goal or to represent themselves as independently as possible.  Our presence, whether in person or via telephone throughout the day, can significantly contribute to their stability and quality of life. 
(2)  Lifetime advocate.  Advocating for our family member may have begun long before our appointment as guardian. This becomes an invaluable service when our wards are hospitalized, during a difficult period, or crisis. We can assume the role of inpatient as well as outpatient advocate while we focus our attention on our one and only ward.  They are sometimes frightened, uncomfortable outside their own environment, and feel even more isolated from their support system.  Our consistent presence can make a huge impact on their plan of recovery by addressing issues that present themselves as they occur and by addressing our ward’s spontaneous comments and concerns.  We can also shorten or prevent a hospital stay by monitoring and assessing their progress at home, by acting as caregivers, and by alerting the physicians as to changes in their status.  
(3)  Application of the substituted judgment principle.  To preserve independence and autonomy for our wards, it is necessary to understand their expressed needs and wishes as well as their ability to make decisions.9   The NGA principles instruct guardians to provide opportunities that place the least restrictions on an individual’s freedom, rights, and ability to control their own environment and for us to advocate for person-centered planning.  We, as guardians, may need the court’s approval to use creative ideas and methods that do not close the doors in areas that would promote independence and autonomy.  When an individual is functionally competent despite the judicial determination of incapacity, applying the principle of substituted judgment may be less applicable than applying the ethical principles of self-determination.   Intermittent incapacity exhibited by some of our wards may require that we formulate a more flexible approach than traditionally used, but we are honor bound to do so by our legal responsibility.  As family guardians, our value lies in our lifetime of memories, our knowledge of personal details of our family member, and continuity of events critical to the decision-making process.  This natural integration into the lives of our wards enhances our ability to implement these standards of excellence into our guardianships.
(4)  Representation as a family member.  Only family guardians can represent themselves as family members.  By representing ourselves as parents, siblings, or adult children rather than as guardians, we can protect confidentiality, self-esteem, and avoid the stigma of being under guardianship.  This huge advantage is most important in both social and employment relationships.
(5)  Living arrangements.  Only family guardians can live with their wards.  Our extended visits, if they live independently, are not limited to socialization, however important, but can assume the professional level of assessment and intervention when appropriate, and constitute their major support system.
(6)  Case Manager/ Mentor.  The system may not see case management as our family responsibility, but it is the reality we face as guardians.  Coordinating all of the major and minor aspects of our ward’s life is a big responsibility and is time-consuming.  Professional guardians coordinate and monitor services for their clients, but they do not provide services as well.  We as family guardians are often coordinating, monitoring, and providing services to our family members.  In addition, we provide assistance with practical problems in living and skills training targeted at social and functional levels.10   We can coordinate our efforts to align with our family member’s goals which focus attention from within the ward’s personal environment, analyze the problems identified, and develop protocols from our family member’s perspective.11   This is the master key to effective case management and has a major impact on effective guardianship for both family guardians as well as professional guardians.
(7)  Financial supporter.  We can extend the assets of our wards by providing our services at no charge and paying for services that our ward could not otherwise afford. We can also solicit funds from other family members to contribute to their support.
(8)  Latitude. We can give our wards latitude with finances and decisions.  We can make up for the deficits without the concerns that the professional guardians have toward their responsibilities.  The court system sees us as legal guardians, but our wards will always see us as family members and expect us to compensate in a multitude of ways that affect our family relationships.
Recommendations

If I could create a wish list to raise the competency level of family guardians, it would read as follows:
· Offer a mediation process to assist families in presenting a more cohesive approach prior to the formal proceedings to effect a more favorable outcome;12
· Recommend court-ordered counseling for adversarial appointments with a therapist knowledgeable in psychology and guardianship procedure;
· Recommend a case manager mentor to assist the family guardian with the initial case management assessment to identify areas of need and to offer referrals;
· Provide the web site for the NGA (www.guardianship.org)  to obtain The Standards of Practice and the Model Code of Ethics and/or include them in the educational resource material;13
· Provide access to one of the local county resource case management directories published as a community referral service;
· Provide completed court forms as examples.  This will familiarize us with the new terminology we must acquire and gives us a standard of excellence to work towards; 
· Provide a family guardianship course that includes education in both legal and case management responsibilities and is appropriate to family guardianships.  Don’t make it too complex as this overwhelms us at the onset;
· Provide a family guardian coordinator at the courthouse for family guardians to consult with, making the court system user-friendly;
· Establish a support group within the community and a web site for family guardians so we will not remain so alone and isolated from other guardians, both family and professional.
Reflections and Food for Thought
As I reflect on my eighteen years as a guardian, I realize that the court has given me legal responsibilities that grant me control over the major aspects of my sister’s life.  We requested this protection, not to take away her decision-making rights, but to give her someone who could intervene on her behalf legally.  Many doors would be closed because of confidentiality if I could not speak for her or intervene on her behalf as her legal guardian.  For us, guardianship is not a restriction or an intrusion designed to remove her decision-making abilities.  It is the difference between stability and instability, independence vs. living in a more sheltered environment, and employment vs. the poverty level of SSI.  This legal commitment has removed the chaos from her life, unburdened her from responsibilities she does not have the capacity to accept, and given her freedoms and a quality of life that she did not enjoy previously.
If there is one thought I could leave with you, it would be that there are good family guardians performing their duties without the benefit of formal education provided by the court and sometimes without the support of our own families.   We educate ourselves, devote our lives to providing a quality life for our family wards, and go unnoticed by the guardianship network except through the eyes of our wards and guardianship attorneys. We cause no problems for legal intervention and therefore go unnoticed by the system and society in this secret world of guardianship.  It may not seem so secret to you, but to family guardians who are isolated from each other and the professional guardians, the isolation is real and adds to our difficulties with this challenging role we have accepted.
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