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GETTING ME ON YOUR TEAM:

BUILDING PARTNERSHIPS WITH FAMILIES
Good Morning!  Thank you for inviting me.  Barbara Huff and I are good friends and colleagues.  It is an honor and a pleasure to speak in her place.  The material I will be presenting today is a composite of the experiences concerns, suggestions, ideas and solutions of the families that make up the Federation of Families for Children's Mental Health.


The Federationtc \l1 "The Federation
The Federation is a national parent-run organization focused on the needs of the six to eight million children and youth in the United States who have an emotional, behavioral or mental disorder and their families.  We believe that every family has a right to an appropriate, available and accessible support base to meet family-identified needs.  We advocate for making comprehensive services and treatments available close to home.  We strongly believe that family members must be involved in all decisions regarding their children.  We believe that all children with emotional or behavior disorders:

1.
Have unique needs that require individualized services;

2.
Must be respected for their rights, preferences, values, strengths, cultural and racial backgrounds;

3.
Are entitled to full citizenship in their communities;

4.
Must receive what is necessary to achieve their full potential;

5.
Belong with families and need enduring relationships with adults;

6.
Make positive contributions to their families; and

7.
Must receive supports necessary to remain with their families.

Federation families face many problems.  The absence of appropriate child care prevents many of us from participating in social or recreational activities.  Some families with children who have emotional, behavior or mental disorders experience isolation from friends and relatives.   We must adapt our lives to cope with the difficult and demanding behaviors of our children.  Many of us face staggering costs for special treatment, education or other services.

Federation families also have many strengths.  Many of us have learned to manage our circumstances quite well.  We have developed a repertoire of strategies that we share through our growing support networks.  We are survivors and optimists.  We are change agents and have become effective and articulate advocates for our children.  We also have a unique view of the strengths and weaknesses of the service system.

The Federation provides an opportunity for family members from all backgrounds to work with professionals and interested citizens to improve services for our children and our families.  We aim to develop a cohesive, enduring union of stakeholders that will speak with one voice about the needs of children with emotional problems and their families.
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I am here today because you recognize that families are the keystone to the successful development and implementation of community‑based service delivery systems.  I am here because you believe that . . .

1.
All children with disabilities, including those with emotional or behavior disorders, require the support of their parents, siblings, and other family members.

2.
Because of the intimate knowledge and extensive experience gained from living and growing with the disability, family members must be included in the decisions made about mental health policy and service delivery at all levels.

3.
Family members have a key role to play on state level advisory councils, local groups planning, developing, or evaluating community‑based mental health programs, and in individual service planning.

Today, most policy makers and planners today feel comfortable using rhetoric associated with family collaboration.  Mental health policy makers, program developers, and professionals responsible for programs and services are beginning to develop strategies based on a better understanding of how to nurture family interaction with the system they envision building.

This presentation will identify barriers to achieving successful collaboration with families on a broad scale and present strategies to engage family members productively in the development, support, and implementation of community‑based programs.  We are all family members taking on different roles in our families throughout our lifetime.  While my remarks  today are presented primarily from the perspective of a parent, I know that much of what I have to say applies also to adult clients.


Common Vocabularytc \l1 "Common Vocabulary
We are going to start with establishing a common vocabulary.  These are functional definitions that I compiled from several sources.

1.
The first term is team.  We have teams of all sorts in our lives.  The word is most often associated with sports where a group of people engage in prescribed strategies, following a set of rules, to achieve a common goal.  Reaching the goal also involves overcoming obstacles.  In the human services today, a team usually consists of two or more individuals professionalsworking on the same task.  As in sports, there are rules, a common goal, and frequently obstacles to overcome.  Increasingly, the client and family is included as a member of the team.

2.
The second term is partner.  We also have all sorts of partners in our lives.  The term is most often associated with business where individuals are formally associated with each other in a joint venture.  Partners usually share in the risks and profits of an enterprise in direct proportion to the contribution or investment they have made.  In human services today, we are striving toward partnerships between professionals and families that are characterized by equal standing.  Partnerships where everyone works hard because everyone has a real and important stake in the outcome.

3.
The last term is collaborate.  Collaborate means to work with another, to cooperate, or to work together jointly to produce a result.  The term has both positive and negative connotations depending on the purpose for which the collaboration is organized.  Collaborations can be simple or extravagant.  In human services today, we collaborate in order to achieve a goal using resources more efficiently and more effectively than can be done by independent action.


Why Collaborate with Families?tc \l1 "Why Collaborate with Families?
Why is it a good idea for human services teams to develop partnerships and collaborate with families?  There are two really compelling reasons for state and local program developers to collaborate with family members.

Reason 1
A community‑based service plan is doomed to failure if it does not:

1.
Respect and value the unique characteristics of each family;

2.
Support family strengths;

3.
Involve families in overcoming the daily challenges they face coping with a child or adolescent who has emotional or behavior disorders; and

4.
Involve families in planning for their child's future.

There are two factors to consider here.

1.
First is that professionals need to know what families know, think, feel, and believe about their own child and the services being provided to support them.  What family members know about their children is more comprehensive than information gathered by anyone else, even a team of professionals.  Family members can provide a longitudinal perspective on their child's development, behavioral patterns, characteristic responses to various environmental factors, preferences and idiocyncracies, and reactions to previous treatments.  A family orientation to its own history is up front and personal and devoid of clinical bias.

2.
The second factor is that family members who do not understand a service plan, disagree with a specific treatment, or dislike a specific provider, can sabotage the best efforts of the most competent and committed professionals.  Family members will participate in a service plan only to the extent that their imput is valued as the contribution of an equal partner.  When family members feel or believe their needs, concerns, and objectives are being ignored, they usually do not follow‑up on tasks or activities assigned by the treatment team.

State and local program developers, therefore, need to collaborate with family members in designing a service plan that truly addresses the needs of an individual family and its children.  This collaboration also brings a variety of community‑based resources together to carry out the plan successfully.

Reason 2
Family members are taxpayers and voters.  System developers need their support and the support of their friends and relatives to generate the funds and public commitment to develop and establish a community‑based service delivery system.  Satisfied consumers are the best advocates a public agency can have.

State and local program officials, therefore, need to collaborate with family members in developing the policy superstructure that supports development of service capacity in which family participation and interagency collaboration truly happen.
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Barriers to Family Participatiotc \l1 "Barriers to Family Participation
Next I am going to identify four major barriers that make it difficult for families to effectively participate in both individual service planning and broader policy development activities related to community‑based mental health service delivery for children and youth and their families?

Barrier 1 ‑ Information
For the most part, even the most educated and dedicated families do not have good information about how state policy is established and about how established state policy influences policy development and program design at the community level.  This includes knowing about the organizational structure of key state agencies and how they relate to local entities, knowing the names of key decisions makers, and how to contact them, understanding the development of agency budgets and how funding priorities are established.

Families also do not know about all the resources that exist or what kinds of service options can be developed.  They usually do not have access to the latest technology or research.  And, families are likely to get their information about mental health from the public media or the experiences of other family members and friends.

Barrier 2 ‑ Equity
The system doesn't support family members the same way it supports professionals.  For example:

1.
Parents, usually mothers, are expected to maintain their child at home, obtain needed services, and monitor the well being of the rest of the family without the kind of support and resources that would be provided to a professional given the same task

2.
Family members who participate on policy making groups pay for the privilege (e.g., lost wages or vacation time, unreimbursed travel or related meeting expenses, respite or child care costs) whereas professionals are paid to participate in the same activities and events.

3.
The system's "9 to 5" schedule for client evaluations, individual service planning meetings, and service delivery usually conflict with the "working hours" of family members excluding them from providing input or getting involved in service planning and delivery.

Barrier 3 ‑ Isolation
One voice is not powerful enough.  Family members are out‑gunned and overwhelmed by the number of professionals who sit around the table.  This is true for both the development of policy and individual service planning.

At the policy level, it is unreasonable to invite one parent to the table and expect that individual to speak for all the needs and concerns of all families who have an interest in the outcome of the meeting.  At the individual planning level family members have not historically had a place on the agenda or a voice in the proceedings.

Professionals on a team or at a policy meeting usually have worked together on many cases or issues and know each other well.  The intimacy they share is evident in the ease with which they interact before the meeting, their banter among themselves, and their "inside jokes".  It is very clear to family members that they do not belong to this exclusive club and consequently they are intimidated by the atmosphere at a meeting as well as the expertise surrounding them.

Barrier 4 ‑ Dependence
Family members who rely on the public system for essential services are not likely to openly criticize that system no matter how dissatisfied or frustrated they are.  Families of children with emotional or behavior disorders are so desperately in need of help and support that they will accept anything offered even if it is not what they really want or need because they fear being turned away by the system.

Family members know they are being judged by the professionals.  Experience has taught them that to reject an offered service or ask for an alternative is to be judged, uncooperative, unrealistic, or ungrateful and treated (or mistreated) accordingly.
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So where does this take us?  Given that we agree on the necessity of including families and that we recognize and understand the dynamics of some of the major barriers to their participation, what can we do to improve the situation?  I actually do have some strategies to offer you that will help policy makers, planners, and service providers effectively engage family members in the design and delivery of community-based service systems.  I've divided the list into two parts.  The first set of suggestions are designed primarily to involve families in planning community‑based services for their own child.  The second set addresses getting family input at the policy level and program planning for the community as a whole.  To some extent this division is arbitrary and I am sure you will see that most of these strategies apply in either context.

Suggestions to involve families in community‑based

planning for their own child.tc \l1 "Suggestions to involve families in community‑basedplanning for their own child.
1.
Respect my intelligence and my culture.  Demonstrate your sensitivity and compassion by adjusting to my style of social interaction.  Use my language, meet on my time schedule, and understand my values.  Remember that words like "disability" and "handicap" mean something different to me depending on whether I am from Cambodia, El Salvador, Baltimore, Brooklyn, or White Plains.

2.
Equalize the playing field.  Share diagnostic and other information with me before the meeting.  Give it to me in writing several days ahead or, if necessary, go over it in detail and explain everything in straightforward terms and answer my questions.  Keep the alphabet soup in the can and explain all technical, professional terminology and jargon in terms I can relate to.

3.
Give me a place on your agenda as a fully franchised member of the team.  Include time for a report from the family or care‑giver just as you include a report from the psychologist or social worker.  Don't assume I agree or understand just because I am quiet.  Make sure to ask me if I have any questions or want to add something or comment on what other team members have said.  And, make it clear that it is "safe" for me to speak honestly.

4.
Recognize what I have to offer.  Use me and other family members to provide training to professionals and other members of the community.  Teach us how to find the universal truths in our own personal experiences so that we can be better advocates in partnership with you.

5.
Ask me once and get it right.  Establish a single point of entry/intake so I don't have to retell my story and relive the pain every time I need a new service.  Once you've completed the history, go over it with me to verify its accuracy and completeness.  Give me a copy of my own.

6.
Get real about confidentiality.  If you want me to trust you, you have to be trustworthy.  You should not have any reason to keep information secret from me!  If you can't discuss your concerns with me how can you possibly expect me to understand where you are coming from and support your conclusions or get involved in your treatment plan?

7.
Stop blaming me and my children for all the problems we face.  Thankfully, the term "dysfunctional family" is now out of fashion.  But, there are still many things policy makers, planners, and providers can do to demonstrate that you understand and believe that even when we make mistakes we love our children and are doing the very best that we can.  Some examples are:

a.
Involve my family members in assessment as collaborators in information gathering and analysis.

b.
Don't treat us merely as subjects of testing procedures or respondents to check‑lists and interviews.

c.
Ask me to describe my experiences and what I think the problems are.

d.
Ask me what kinds of help I think will work.  Interpret back to me what you hear and get confirmation.

e.
Respect and respond to my priorities even if they are not what you know to be clinically correct or believe to be best for me and my child.

8.
Help us include the teenagers.  Being a teenager is tough these days; parenting one is even tougher.  Teens vote with their feet and their fists.  If a service plan is not addressing the issues they think are paramount they tune out and opt out, mouth off, hit something, or attempt suicide.  We have to start where our kids are, understand what they are scared of and what gives them a thrill, if we are to have any chance of leading them to where we want them to be.  Make our teens members of the team.  Treat them with dignity.

9.
Make services accessible.  Change or extend the hours your program operates or holds meetings.  Develop satellites and drop‑in centers in my neighborhood.  Provide me with transportation to your services and meetings and don't forget that I may need a babysitter for my other children.  Consider gathering the team in the meeting room of the project where I live, the school down the block, or the health clinic around the corner.

10.
Remember that my time is valuable too.  Don't keep me waiting too long and allow enough time for our business to be concluded without having to continue at another time.  Because I live with the problem every day, I am eager to come to closure on the issues and solutions and get moving so services start to flow as soon as possible.

11.
Deliver on services.  Once you have my cooperation and collaboration, you must provide the services I need.  Demonstrate that I can trust the system to be responsive to my child and my family's needs.  Develop services (e.g. respite care, supervised recreation and after school programs) that directly support family efforts to maintain our children and adolescents at home in our community and make a smooth, seamless transition to the adult world.  Develop a range of alternatives such as therapeutic living situations for adolescents that are community based and naturalized.  Put mental health services in the schools and link clinical supports and services to families.

12.
Subscribe to a "zero reject" philosophy.  Tackle the tough cases with respect, enthusiasm, and persistence.  When I bring big problems, few resources, and limited skills to the table, I fear and mistrust the system.  This is when I most need your compassion, understanding, empathy, and support.  Find out what I think will relieve the most stress fast, help me get that service first, and help me make it work. Stick with me when I get frustrated, sidetracked, or discouraged.  Don't give up on me or my child.  Don't ever say that it is not your responsibility to provide what my child and family need.

If you are a services cordinator [a.k.a. case manager] I have some pointers especially to help you gain the trust of family members and also adult clients.  This list was developed by Creasa Reed, a Federation member show is both a parent and professional.  The point is that family members and clients are not cases to be managed like inventory in a store or an investment portfolio.  We are creative, dynamic people with fears and feelings, ideas, and experiences.  We need your support to develop our skills, acquire information and gain the confidence to take responsibility for making good decisions that get the system to work for us and our children. (Show Creasa's overhead.)

Naomi Karp, of the Office of Education Research and Improvement and also a Federation member, suggests that when you want to know just how family friendly you are, stop and ask yourself these questions.  If this were my child, what would I want?  If this were my family, how would I want to be treated?  Would I want my family to be in this program?
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Getting family input on policy development, program design or evaluation takes on another dimension - exposure to public scrutiny.  The family members you recruit for this type of task have to be individuals who are willing to "go public" with their problem.  Given the stigma attached to mental illness, the political concern with family and community violence, and the widespread belief that parental failure is at the root of much of the troubling behavior of children and youth this is asking someone to take quite a big risk.  Make sure the family members you invite understand the possible consequences of talking in a public forum and let them know what kind of support or protection they can count on from you if that becomes necessary.

With that word of caution, let's move on to strategies that are especially appropriate for involving parents in policy development and program design.  But remember that all of the strategies for involving families on an individual case that we just reviewed still apply.

Strategies to effectively recruit and involve family members in

the development of policies to support implementation of

interagency, family‑focused, community‑based services.tc \l1 "Strategies to effectively recruit and involve family members inthe development of policies to support implementation ofinteragency, family‑focused, community‑based services.
1.
Feed me carefully.  Professionals have more time to devote to their collaborative responsibilities and have more resources and information at their disposal than their parent partners.  It is incumbent upon professionals to provide orientation to family members who are asked to serve on policy making or advisory groups.  But don't overwhelm me! I don't need all 500 pages of the budget ‑ just a clear explanation of what has been allocated to the project we are working on and how it relates to the bigger picture.  Take the time to review key laws or policies with me and personally introduce me to agency heads and others who control resources and make other critical decisions.  Clue me in on their pet projects and concerns so I don't embarrass them unintentionally.

2.
Support my efforts.  Professionals have to provide parents with the tools necessary to do the job well.  This could take the form of typing or word processing meeting notes, draft positions statements or committee reports I am working on as well as copying and distributing documents I want to share with other team members.

3.
Don't waste my time.  We need to know that you value and will utilize our input.  There must be clear evidence to parents that when we are invited to provide advice and feedback or serve on policy groups that you are listening and our time is well spent on activities targeted to the task at hand.

4.
Recognize my contribution.  We need to know that you appreciate our efforts.  Include my name in your product or report, mention me and the parent organization I represent in articles about the project I am helping you with, send me a letter of appreciation pointing out how you made use of my ideas.

5.
Ease the burden.  Parents of children and youth have much to contribute.  We recognize the importance of participating and are willing to do so.  At the same time have limited time in which to make that contribution.  Policy developers and program planners need to find ways to ease the burden that is associated with making our contribution.  We parents pay for the opportunity to collaborate while professionals are paid for the same effort.  The cost to us is a resource allocation issue that must be solved if we are to truly be empowered to take an equal place at the table.  You could reimburse me for my travel, pay for child care, provide coffee or lunch, hold your meeting closer to my home or at the end of the day, or include me in your meeting via a conference call.  You could also let my boss know how much you value my public spirit, community service, and input.

6.
Don't marginalize me.  Give me peer support.  Always recruit at least two family members for your project or team.  Arrange for us to meet and get to know each other before the meeting and give us the opportunity to informally caucus from time to time.  Provide resources to develop and sustain parent run advocacy and support networks, such as your own Family Ties, the Federation of Families for Children's Mental Health and the Alliance for the Mentally Ill‑Child and Adolescent Network.
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In closing, I want to tell you a true story about two childrentc \l1 "a true story about two children.  This story is relevant to today's discussion because it dramatically illustrates how the way and extent to which "the system" involves families impacts on the lives of the children we all care about so very much.

The children are called Dick and Jane.  They are not biologically related.  As young children they experienced abuse and neglect such that, for care and protection, they were removed from their original families and placed in foster care.  Eventually each of them was adopted by the same family.

At the age of 5 when Dick was placed in the adopting family he had already lived in 13 different locations (but this information was not revealed to his new family until six months later).  He had no medical records, he was malnourished, several of his teeth were rotten or missing, he could not count, he could not put more than two words together to construct a sentence, and he could not draw a circle.  He used a palmer grasp, his speech was unintelligible, and he was not toilet trained.  He had never had a developmental assessment or seen a speech therapist or a mental health specialist.  He had never been in a preschool or play groupnot even Head Start.

Dick was moved to his adoptive home without explanation or preparation less than a week after meeting his new family for the first time.  His adoptive family was given only briefest history (e.g., age of his mother at the time of his birth) and told there was nothing to indicate that he would not thrive in a stable, loving home.

Dick's adoptive family was provided with no details about his previous experiences and no further records or information were officially provided even when it later became evident they were needed for psychiatric evaluation and treatment.  (Over the course of time, and because they lived in a small state and Dick's adoptive family was well networked,  they learned a lot through the grapevine about his family of origin, his foster families, and his personal history.)

Jane was also 5 years old when she was placed in the same adoptive home.  Prior to meeting Jane, the whole prospective family was interviewed by her therapista psychiatric social worker.  Jane's case manager sat down with her prospective parents to review the entire 10 inch thick file and answer any questions.  The circumstances of her early life and the nature of her disabilities were explained in detail.

Jane's transition from foster care to her adoptive home took place gradually and included transfer of medical records and reports of developmental evaluations.  Jane's case manager arranged for Medicaid and a cash supplement to help pay for the extra expense of meeting her special needs.

Throughout her life, Jane has had questions about her personal history and that of her biological family.  The placing agency has always answered her questions fully and promptly.  Even though Jane's adoptive family has moved to another state, her original therapist and guardian ad litem have maintained contact and remained a resource for them and Jane.

Dick had difficulty adjusting to his new family never fully accepting their love and guidance.  During the first few years with his new family, he was expelled from several day care, community recreational, and school settings.  At age 10, Dick was hospitalized because of extremely out of control behavior.  On the advice of the hospital and his psychiatrist, his family sought a therapeutic residential school.  For 5 years, because there were no community‑based programs that could meet his needs or support his adopted family's efforts to keep him at home, Dick lived away from his family and community.

At age 15, Dick did not make a successful transition back to his family largely because there was no support in the community to supervise his activities or help him and his family adjust to the reunification.  Things went well initially and the family enjoyed the summer.  He was assigned to a special education program in a public high school.  While it was across the county from his home, everyone was optimistic about the opportunity for mainstreaming and he welcomed the idea of leading a more "normal" life.  But, by Halloween, he was no longer going to school regularly, was absent from home for days at time, and had multiple encounters with the police.  At 16 years old, he was placed in a juvenile correctional facility.  Dick, whose I.Q. is well above average, is imaginative, creative, physically agile and strong, reads and speaks well, and has excellent manners.  At age 17, while incarcerated, he passed the GED exam thereby, "testing out" of any further structured education.  Now 18, and out of detention, Dick is very conscious of the fact that he spent more time incarcerated than in high school.

Jane, in contrast, has bonded securely to her adoptive family.  Because of her severe learning disabilities she attends a small private day school near her home where she is a good student.  Jane has developed a strong sense of social responsibility becoming active in promoting recycling at her school and showing interest in other environmental concerns.  Jane still sees a counselor on a regular basis and changes in schedule, environment, or expectations can throw her off balance temporarily. But she is happily living at home, going to school, watching TV, worrying about her appearance, talking on the phone, visiting with friends, going to school dances, chattering about boys, and responding just like any other adolescent to the stresses and strains of peer pressure, academics, advertising, and family relationships.

Dick and Jane were both in the custody of the same state agency, but in different regions of the state, from the time they were infants until their adoptions were finalized.  They both wound up in the same well educated, middle class, loving, family.  Why did things turn out so differently for them?  To be sure, differences in temperament may account for some of the differences in outcomes.  But, don't we all believe that support and training can ameliorate some of the effects of our inborn traits?

A good part of the reason these two lives turned out so differently is that the system treated them, their biological parents, their foster and adoptive families differently.  Basically, it ignored Dick and it nurtured Jane.  It failed to involve or support any of Dick's various families, while it made great efforts to support Jane's families and continues to respond to her changing needs.  To review just some of the critical differences:

While in state custody before adoption, Jane got basic well child and emergency medical care and Dick did not.

Jane's biological family got help with child rearinghome health aid, parenting classes, and respite care while Dick's did not.

Jane's foster families got social work support and Dick's did not.

Jane had the opportunity to gradually get acquainted with her new family and Dick did not. 

Jane's development was closely monitored and Dick's was ignored.

The "system" provided Jane with counseling to help her deal with issues of abuse, neglect, foster care, loss of her biological family, and adoption.  Dick did not.

Detailed history and information has been available for Jane and not for Dick.

The adoptive family was provided with a cash subsidy to help pay for services to address Jane's special medical and emotional needs but not for Dick's.

The adoptive family has gotten lots of help and been praised for the great job it did with Jane.  In contrast, while the "system" did not provide support and recognizes that the adoptive family has done all it could for Dick, it still blames them and holds them responsible for his antisocial [delinquent] actions.

Circumstances don't have to be as stark as those surrounding Dick and Jane for families to need help and support.  Raising a family in today's world is very difficult.  All families want to help their children grow up, well educated, emotionally strong and ready for the pleasures and responsibilities of independent living.  Problems and difficulties need to be recognized early and addressed before they escalate to the crisis point where only highly intensive and expensive interventions can help.

(Show certificate overhead.)  Parents and family members should be thought of a scholars of experience.  We are in it for the distance.  We have a doctorate in perseverence.  We and the system must be in concert or the vision shrinks.  Agencies and professionals must take the initiative.  You cannot wait for families to reach out and meet you halfway.  The "system" has to make the first move.  Call us up, knock on our doors, lead us to the table, and make us welcome as your partners.  Get us on your team.

You are all welcome to be on my team.  I invite you to learn more about the Federation of Families for Children's Mental Health and come to our Sixth Annual Conference which will be held at the J.W. Marriott Hotel in Washington, DC from November 11th to 13th.

