Family Support 360 Strategic Storytelling Workgroup 
Before & After Story Samples
These stories were written by individual workgroup members and reviewed as a group with the guidance of workgroup facilitator and independent consultant, Sujata Dixit-Joshi, Ph.D., MPH. They are meant to provide examples that will assist grantees in writing their own strategic, meaningful stories. The feedback from Dr. Joshi and other workgroup members are noted by track changes in the “before” stories. 
STORY #1
BEFORE

The Family Support 360 is a Demonstration Project under the Projects of National Significance Program Priority Area. The goal of this project is to design a family centered model for statewide supports for families who have a member with a developmental disability. This approach includes a network of centers that offer a coordinated, flexible, family driven system of services and community supports that will enable people with developmental disabilities to live productive and independent lives integrated into their communities. May want to note that there is a story later in the report.
Break the following story into smaller paragraphs (2-3 sentences) to highlight each point, including the outcome. Rewording may help to emphasize. Further highlight the transformation of Mrs. Northrup as an outcome because it is as important as the creation of the Palouse Autism Society. Succinctly convey passion through the written word.
Start with something attention-grabbing, perhaps statistics. Mrs. Elizabeth Northrup contacted me, the 360 project coordinator in Region 2, with a request for help to purchase Huggies pull-up diapers from Walmart for her 4 year old autistic son. The request was provided immediately and leveraging was attempted (through writing a letter) to the mega-store to help provide six months of diapers. Purchasing disposable diapers to offset costs for a family may seem insignificant as there are much larger requests that take enormous amounts of time researching resources in order to help families with such things as locating funding for a car lift or putting in a ramp, or help with airline tickets or lodging for a child to receive surgery back east, however in spite of what seems a relatively small and easily purchased request something much greater emerged.

Data over four years reveal the needs of families in diverse areas: attending conferences, counseling, fundraisers, housing, medical assistive technology, respite care, telephone, therapeutic recreation and so on (see inserted graph/s). These data help funders understand the many needs that families with developmental disabilities face daily. There is no question that the FS 360 model with its strong component of collaboration with other services and organizations in a community is at the root of strengthening these families.

In the case of Mrs. Northrup, she shared with me the extensive research that she had accomplished in the area of bio-medical treatment for autism. I was greatly impressed and realized that she had much to offer others in the community. I suggested that the Center on Disabilities and Human Development would be happy to work with her in presenting a brown bag lunch to our staff if she desired. She asked me if I really thought people would be interested in her research. I replied, that I thought absolutely. In the end, she wrote me one day telling me that she wanted to start an autism group here in Moscow and could I help her with setting it up (brainstorming, lending information, giving structure). This was a surprise, and I was delighted to support her in any way the project could. It was through our collaboration and her exuberance and hard work that the Palouse Autism Society (PAS) was born. It only took a few weeks of organizing the first meeting. The FS 360 funded her with $300 in seed money to pay for a meeting place, create, print and distribute flyers, and put an advertisement in the local newspaper. When the Moscow-Pullman Daily News saw the advertisement request they asked for a feature story which was printed in the following week following the first PAS meeting. See advertisement for an agenda:

Further details about the PAS, including numbers (how long has this been in existence? How many people are involved?)
PAS Parent Meeting

Wednesday, March 4th 5-7pm

Idaho Job Service (Conference Room) Suite 1

1350 Troy Road

Moscow, ID
Children are encouraged to attend for this will serve as a play date as well! There will be a few toys and possibly a movie. We'll be providing food and drinks. If you have a picky eater, you're welcome to bring along food your child(ren) will eat, otherwise we will have sandwich items, cookies, chips, and a veggie tray. 

The agenda for the meeting: discussing respite care for our families
This is how the Family Support 360 model impacted our community. It is an invaluable commodity for the future of families and communities working together.

AFTER
Family Support 360
Data over four years reveal the needs of families in diverse areas: attending conferences, counseling, fundraisers, housing, medical assistive technology, respite care, telephone, therapeutic recreation and so on (insert graph).

In the first six months of the Family Support 360 project FY 2007, eight families with a family member diagnosed with autism were served. One of these families simply requested diapers for their 4-year-old son who has autism, which seemed an easy request as others were asking for help to find professional counseling or respite care resources.
When Elizabeth Northrup walked through my door to pick up the supply of diapers, I found her to be extremely engaging and easy to talk with. In our first conversation, she told me that she had been doing extensive research in “bio-medical” treatment for autism. She knew so much about the subject, and I knew so little.

I was greatly impressed with her self-study approach that I set up another appointment with her right then to have her tell me more about her research and findings. At the time of our next meeting she came prepared for a short presentation, which impressed me further. I was astonished at her knowledge base and enthusiasm. I suggested that perhaps she would like to do a presentation for a group of my colleagues. She was shy and uncertain, but somehow the possibility fueled our discussion.
A trigger for Elizabeth Northrup was her drive to tell people about her research. She wanted to “help” other parents in every way she could. In our next meeting, she told me that she was thinking about starting a community autism group. I was excited about this turn of events, from buying diapers, to supporting the first autism group in our community!
Within weeks, she had organized the first meeting of the Palouse Autism Society (PAS). Since that first meeting in February 2008, the group meets twice a month; there are six contributing members, and the group has found opportunities to link with Juvenile and Young Children Services, a clinical service practice through the Center on Disabilities & Human Development for further education and support. They now have a weekly play-day and act as a support group. 
For more information contact Katherine Sterling at 555-555-5555.
STORY #2
BEFORE
The Onion Skin of Multiple Disabilities

Mary S. called a Parent Navigator from Family Support 360 to make an appointment. A coffee shop was chosen as the designated meeting place. Upon meeting, Mary immediately requested a “vow of secrecy” from the Parent Navigator. Mary explained that her husband, an engineer, had “forbidden” Mary from soliciting help from “outside sources or from governmental agencies” for the family
. 

As Mary began talking, her complicated story unfolded. Mary and her husband have four daughters, ranging in age from ten to sixteen. Three of her four daughters experience disabilities: the oldest has dual diagnosis of Spinal Muscular Atrophy (a degenerative condition causing muscle weakness), and Asperger’s syndrome. Once academically successful, this daughter now refuses to attend school and clearly states that her goal is to make the family’s life “hell” and/or to kill herself. She recently spent time in an adolescent psychiatric unit and was administered medication to “address symptoms” of Asperger’s syndrome; no behavioral improvement has resulted at home.

Mary’s fourteen year old daughter experiences Klippel-Feil syndrome (skeletal abnormalities which have required surgeries) in addition to Type 1 diabetes, Polycystic Kidney Disease and intellectual disabilities. Mary’s twelve year old daughter, the only child without a disability is, in Mary’s words, “a saint at the private Christian school she attends but at home expresses intense anger and resentment every waking moment”. Mary’s youngest daughter, at ten years old, also experiences Spinal Muscular Dystrophy, with a prognosis of needing a wheelchair before adulthood.

With the exception of physical therapy, no services or supports were in place for this family. One of her biggest challenges, Mary stated, was that the home environment was toxic. Her daughters fought horrifically and could not be left without supervision for even the shortest length of time. The family has no natural supports, no extended family. It was understandable that Mary was extremely overwhelmed and desperate to ask: “what might be available to help my daughters”?

A trusting relationship was established with Mary. The FS 360 Parent Navigator validated that there were many layers to the onion that was her life, assured her that over time each layer could be addressed, and proceeded to help Mary identify and develop systems of support.

Over the next several months
, many positive changes occurred:

· Mary developed skills to advocate for her daughters. Through loaned resource materials, training and coaching, Mary began to feel empowered. She communicated the need to her husband to openly seek services and supports for their children

· FS 360 assisted Mary in the application process for Medicaid insurance; her three daughters with developmental disabilities now have coverage allowing access to more services

· The Parent Navigator completed applications to Alaska Senior and Disability Services; the eligible daughters are now DD certified with the State of Alaska and eligible to receive limited funding for activity therapists, adaptive equipment and/or respite care

· Referrals were provided to Mary and the family has participated in Family Counseling sessions

· Mary’s oldest daughter currently has two private sessions a week with a therapist specializing in youth with Asperger’s Syndrome

· Mary’s fourteen year old participated in a Social Skills group facilitated by Stone Soup Group

· Mary’s “typically developing” daughter participated on a “Sib Shop” panel (a group opportunity for siblings of children & youth who experience DD to exchange thoughts, feelings and experiences)

· Funding was secured for the family to purchase a Wii system, offering physical therapy through recreation and opportunities for the family to engage in playful, home-based activities

· Mary is building a system of community supports for her daughters, including a community based activity therapist, referred by FS360


Mary’s life is still not easy, nor perfect.
 She sent a card of gratitude recently that reads, in part: “Finding Family Support 360, connecting with different resources and people has been such a breath of fresh air in this time of stress and uncertainty. Yours is an amazing agency with caring, loving people”. Parent Navigators who have lived complicated journeys have a special ability to understand, first-hand, what the life of someone like Mary can feel like. There is no magic wand, but for families who are overwhelmed, individualized support leading to improved outcomes often feels like magic.

AFTER
The Onion Skin of Multiple Disabilities

It was April when Mary S. first called a Parent Navigator (PN) from Family Support 360 to make an appointment. A coffee shop was chosen as the designated meeting place. Upon meeting, Mary immediately requested a “vow of secrecy” from the PN. Mary explained that her husband, an engineer, had “forbidden” her from soliciting any help from “outside sources or governmental agencies” for the family. 

As Mary began talking, her complicated story unfolded. Mary and her husband have four daughters, ranging in age from ten to sixteen. Three of these four daughters experience disabilities. The oldest has a dual diagnosis of Spinal Muscular Atrophy (a degenerative condition causing muscle weakness), and Asperger’s syndrome. Once very academically successful, this daughter now refuses to attend school and clearly states that her goal is to make the family’s life “hell”, and/or to kill herself. She recently spent time in an adolescent psychiatric unit and was administered medication to “address symptoms” of Asperger’s syndrome, with no behavioral improvement resulting at home.

Mary’s 14-year-old daughter experiences Klippel-Feil syndrome (skeletal abnormalities which have required surgeries), in addition to type 1 diabetes, Polycystic Kidney Disease, and intellectual disabilities. In Mary’s words, her 12-year-old daughter, the only child without a disability, is, “a saint at the private Christian school she attends, but at home expresses intense anger and resentment every waking moment.”  Mary’s youngest daughter also experiences Spinal Muscular Dystrophy, with a probable prognosis of needing to use a wheelchair before adulthood.

With the exception of physical therapy and brief psychiatric treatment, no services or supports were in place for this family. One of her biggest challenges, Mary stated, was that the home environment was toxic. Her daughters fought horrifically and could not be left unsupervised for even the shortest length of time. The family has no natural supports, no extended family. It was understandable that Mary was extremely overwhelmed and desperate to ask, “What help might be available for my daughters?”
The FS 360 PN established a trusting relationship with Mary; validating that there were many layers to the onion that was her life, and offered assurance that over time each layer could be addressed. Over the next eleven months, the PN proceeded to help Mary identify and develop systems of support. Positive changes began to occur:

· Through loaned resource materials, training and coaching from the PN, Mary began to feel empowered. Within a month, Mary communicated to her husband the need to openly seek services and supports for their daughters, and began developing her advocacy skills. 
· The PN was able to assist Mary in applying for Medicaid insurance. By the end of July, her daughters with developmental disabilities had Medicaid coverage, allowing access to services not funded by the family’s existing health care policy. 
· The PN also completed applications for Mary’s daughters to receive limited funding through the State of Alaska’s Senior and Disability Services. In August, Mary was notified that her daughters were certified as individuals with developmental disabilities by the State, providing small grants of monetary support to be used for activity therapists, adaptive equipment and/or respite care.

· From referrals provided by FS 360, Mary’s oldest daughter currently has two private sessions a week with a mental health therapist specializing in youth with Asperger’s Syndrome, and the family has participated as a whole in family counseling sessions.

· Funding was secured by the PN to purchase a Nintendo Wii system for Mary’s family. Offering physical therapy through home-based recreation, the Wii also provides opportunities for the family to engage in playful activities at home.

· After ten months of working with Mary, her 14-year-old began participating in a social skills group, and Mary’s “typically developing” daughter participated on a Sib-Shop panel, which allows siblings of children and youth who experience disabilities to exchange and express thoughts, feelings and experiences. 
· Mary’s receptiveness and new levels of involvement had clearly shifted.

Mary’s life is still not easy, nor perfect. Her daughters continue to face challenges, but Mary is slowly building a system of community supports for her family, and for herself. When school resumed in August, Mary began going to the gym for “self-care, stress-relief workouts”. One year after first contacting FS 360, Mary sent a card of gratitude that reads, in part, “Finding Parent Navigation and Family Support 360, connecting with different resources and people has been such a breath of fresh air in this time of stress and uncertainty. Yours is an amazing agency with caring, loving people.” 
Parent Navigators, who have lived complicated journeys themselves, have a special ability to understand, first-hand, how the layers of a life of someone like Mary can feel. There is no magic wand, but for families living in “overwhelm,” individualized support that helps facilitate positive change and leads to improved outcomes often feels like magic.

STORY #3
BEFORE

Identify the project (360) and provide more background information. When we first started working with this family, they were facing investigation by DCF
 Family Services and seemed at high risk of removal of their children. Both Family Services and DCF were at a loss as to what to do. Both parents (use first names, even if fictitious, to make the story more personal) had cognitive/developmental disabilities, and one of their children also had delays. They had been evicted from their previous home, and were living in a crowded, dirty camper. At the beginning there was no evidence of the parents’ abilities to perform activities of daily living: Housekeeping, Food Preparation, Hygiene, Supervision of their children.

The Peer Navigator did an informal assessment of the situation, discussing with the parents, the grandmother, and the team what was needed. She met repeatedly with the family, including the grandmother, and gave the case high priority for her time. She suggested resources: 1) Developmental Services Assessment for eligibility and Case Management; 2) Parenting Skills Assessment with Susan Yuan, 3) Thinking beyond the usual resources 

The children were found eligible for Care Attendant Services, and the care attendant was used to teach both the children and parents “Activities of Daily Living” with input from the parents and grandmother. An after-school routine was established for the family. Strategies were developed such as use of a cell phone to remember appointments, and use of visual charts of chores.

The Peer Navigator advocated at the Child Protection Team for the family, and introduced resources, especially the Developmental Services Priority funding for parenting. The Field Services Director “hung her hat” on the Parenting Skills Assessment. A long-term support system was put in place for Skill Building, Structure and Accountability. How much time was spent supporting this family?
Now, two years later, the family is still intact. DCF is out of the picture, with the support system above still intact. The children are doing very well, moving from being withdrawn to now well-adjusted. The family has permanent housing. Focus on the positive and long-term outcome(s).
AFTER
Through the efforts of a Peer Navigator with the Green Mountain Family Support 360 Project, the twin daughters of the Jacobs family have avoided separation from the parents they love.

Three years ago, Jeannine and Edward, who both have intellectual disabilities, were facing investigation by Family Services and the likely loss of their daughters, Laura and Lisa. They had been evicted from their home, and were living in a crowded, dirty camper. Could they learn to keep house, prepare nutritious meals, and supervise two active 6-year-old twins?

The Peer Navigator met repeatedly with the family, including the grandmother, and gave the case high priority for her time. She suggested the parents might be eligible for Developmental Services, with case management. She recommended a Parenting Skills Assessment by an evaluator familiar with parents with disabilities, and worked to form a creative team to identify other resources. 

The children were found eligible for Personal Care Services, and the care attendant taught both the children and parents “activities of daily living” with input from the parents and grandmother. She helped the family establish an after-school routine. Together, they created charts of chores, and used a cell phone to help remind them of appointments.

The Peer Navigator advocated at the Child Protection Team for the family, and introduced the Developmental Services priority funding for parenting. The Field Services Director came up with funding for the Parenting Skills Assessment, and based on the recommendations, a long-term support system was put in place for skill building, structure and accountability.

After three years, the family has a permanent home, an active support system, and the girls are thriving. Above all, the family has stayed together.

�Move this paragraph before or after the story, instead of braiding it within.


�Was there any opposition once Mary’s family was receiving supports and services?


�Be more specific about the timeline of events and major milestones.


�Through these bullets, explain and emphasize the transition Mary experienced from Navigator support to self support.


�Perhaps include some information on how Mary cares for herself while also caring for her family. Explain what motivates her.


�Expand acronyms.





