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CHAPTER I  

How to Use this Handbook

We have written this book for an individual or small group of interested people who want to improve access to services for people with brain injury. This person might be an agency or volunteer organization employee, someone hired specifically for the job, or a family member or person with a brain injury. To help the community accomplish its goals, people using this handbook need skills such as organization, phone and email skills, group leadership, and enthusiasm. A connection to the disability networks in the community will help, too.

The handbook is designed to provide an easy-to-follow set of activities that can be accomplished in 12 months. 

Some readers might want to jump right in by skipping to Chapter IV, Steps in the Collaborative Process (Overview). Go for it. All the details are lined up in an easy-to-follow, step-by-step format. The foundation reading in this section can be read at a later time.

However, other readers might like to know where the ideas came from and how they got into this handbook. Chapter II, A Little History of Community Organizing provides that background: information on working in communities and some background about the demonstration project that lead us to this volume. The nuts and bolts of how to implement these ideas in other communities are also discussed.

CHAPTER II

A Little History of Community Organizing

The beginning of the modern Community Organizing movement
Much of what is written about community organizing focuses on rallying people to improve their neighborhoods. Examples range from economically impoverished neighborhoods to segregated neighborhoods, and neighborhoods whose livability was increasingly compromised by encroaching industry.

While these examples serve well to illustrate the goals and processes of organizing for community improvement, they require a pretty big jump in understanding to become applicable for a group trying to organize their community to provide better services for people with disabilities. The disability “community” is quite different from a community defined by neighborhood boundaries.

This handbook attempts to present the common elements of community organizing that, combined with our experience, provide a model of creating AAA service for people with brain injuries. Although the examples are from our experience with brain injury, the concepts and processes can be used for other disability groups as well.

Common elements of community organizing models

Although there are many approaches to community organizing, we found common threads among them. Many of these threads sensibly weave together to create a model we embraced in our work with two Oregon communities. The rest of this handbook describes that approach with examples from one of the communities. The literature on Community Organizing that guided our model development characterized the processes used by community organizers as Locality Development[1], Social Planning[2], or Social Action[3]. The components of the different processes can be loosely grouped together by their similar characteristics. In the following chart, we list the characteristics used by other organizers on the left, then state the corresponding steps we used in our project on the right.

Steps in Community Organizing
	Terms for steps used by other organizers
	AAA Steps

	Resident engagement

Socialization

Direct or organization-based recruiting
	IDENTIFY KEY PEOPLE AND AGENCIES

	Agenda building

Needs identification & program planning

Single or multiple issues
	COME TOGETHER/ IDENTIFY NEEDS

	Community organizing

Interpersonal transactions

Organization-building/partnerships focused on specific goals & activities
	PRIORITIZE GOALS/ DETERMINE WORKGROUPS

	Community action

Working with task groups
	ACTION PROGRAM

	Program evaluation
	EVALUATION

	
	WHAT’S NEXT?


Deciding Which Steps will Work Best in Each Community

We chose the steps we would take in our project by examining the common threads in the different approaches and selecting the ones that made the most sense for our goals. We believe these would be the most important steps for anyone to accomplish as they take on the challenge of organizing their community to provide better services for people with brain injury. 

Although using this approach in our particular communities and for our particular needs was successful, we also encourage keeping the big picture of each communitie’s unique situation in mind as the group proceeds.

In addition to the community organizing work, we borrowed ideas from others, especially the TBI Collaborative Planning Group.

The TBI Collaborative Planning Group (the Ohio Model)

One successful model [cite] we relied upon as a starting idea for the group was developed in Ohio and has been used with positive results with the agencies and organizations that work with people with TBI in that state. Formed in 1992, the group developed a method of better serving individuals with TBI through the appropriate agencies and programs.

With a goal of interagency case planning among participating agencies, the Ohio group developed more open communication about particular cases as well as recommendations for changes in systems or procedures to improve services.

In the collaborative model, a client is referred (or self-refers) to the collaborative group by a participating agency. Personnel from a broad and diverse range of agencies and organizations, such as mental health, vocational rehabilitation, etc., participate in the collaborative. The case is presented to the collaborative—either by the individual or an agency representative who works with the individual. After discussing the case, the collaborative decides on recommendations, and an agency representative is responsible for following up with the individual and any other agencies identified during the discussion. Bringing a challenging case to the attention of a group of diverse agency representatives often brings to light solutions to problems that might otherwise go unnoticed. Dealing with a series of such cases provides collaborative members with insights into how to streamline services for people with TBI and their families.

An example from The Ohio Collaborative

“J. C. was referred to the Collaborative for assistance with independent, reasonable cost community living and for job maintenance. J.C.’s father thought his son needed counseling and speech therapy. As this case was presented, various agencies noted that they had already worked with this family. J. C. had been dismissed from speech therapy with the recommendation for an augmentative communication device, because no further progress with speech and language was anticipated. J. C. had also been involved with the Independent Living Group, but they were unaware of his TBI; he had received job coaching, but the coach was not familiar with behaviors that could result from TBI in relation to task completion on the job; and the family had previously been referred for substance abuse intervention. In no instance did any of the agencies that had previously been involved with this family know of other agencies that had opened cases and been active with this family. When the Collaborative developed a cohesive plan with this family, J. C. entered counseling for substance abuse with a counselor who also understood TBI. J.C. moved into independent living with a different structure for daily living in place, and he was assigned a job coach who understood TBI. He has been successfully employed and living independently for 2 years.” (DePompei, 2001)

CHAPTER III

Context for the Case Study Example

What led Brookings to us

The Teaching Research Institute has a reputation in Oregon for providing training and information about brain injury. This reputation has been built over many years of providing training for schools and teachers (and others) who need to better understand ways to work with students who have sustained a brain injury. 

Because of this reputation, we often receive requests for training or consultation. One such call came from the independent living center in Brookings, Oregon. Brookings is a small rural community on the far southwestern tip of Oregon. 

Brookings, (population, 5,684) in rural Curry County, (population, 21,550) faces challenges similar to many other rural areas: limited healthcare providers, no major medical facilities, lack of the newest and best medical equipment, too few specialized knowledgeable professionals, and very limited financial resources. What they did not lack was a population of people with TBI and caring, concerned service providers.

In trying to provide resources and services for some of those survivors, the director of the independent living center noted a lack of awareness about TBI, both in the general population as well as with the professionals charged with providing services for them. Drawing upon the connection between the independent living center and the Brain Injury Association of Oregon (BIAOR), the coordinator called our office in hopes of bringing some training to the area.

What led us to Brookings, OR

Working with the Oregon Department of Education, The Teaching Research Institute has been involved in a series of grants from the Maternal and Child Health Bureau, HRSA, focused on improving services for individuals with TBI. Through a statewide needs assessment, a three-year implementation project, and a one-year follow-up project, we had set in motion a series of initiatives that produced publications and processes that are continuing to provide assistance to people with brain injury in Oregon. 

Among those initiatives is the Oregon Brain Injury Resource Network (OBIRN). Through a professional librarian, OBIRN provides free customized literature searches and other information about brain injury and related resources to Oregon callers or website visitors. Working closely with the BIAOR, whose mission includes outreach to rural communities, our OBIRN librarian became interested in strengthening ties to the independent living center in Brookings. Because of the interest shown from Brookings in increasing awareness about brain injury, and our group’s desire to strengthen relationships in rural areas, we saw this as an opportunity to further the accomplishments of our MCHB projects.  Our work with the Brookings cadre began several months after that initial call. What follows describes the step-by-step process we used, then some examples from our work with the Brookings cadre.

This first page ---- is in between (neither how to nor brookings specific) I think you’d be better off following your structure  But I’m not sure if this should be how to or brookings ( DON says: I changed the chapter title to Context for the Case Study Example. My idea is to give background on why we are talking about Brookings. So it doesn’t seem to fit either process or example. Do you think it is ok with the new chapter title?

CHAPTER IV

Steps in the Collaborative Process (overview)

This chapter gives an overview of the collaborative process implemented in the MCHB project. Each step is then described in detail in the following chapters.
The following six steps form the structure of the AAA model. We started with the problem identified by the local contact person in her initial call: a lack of awareness about brain injury by local service providers. One of our main assumptions was that building a cadre of informed individuals (service providers, individuals with TBI, their family members, and other interested people) would be necessary for any community change to take place. In order to build that cadre, we followed these steps.

Step 1:
Identify key people and agencies

Step 2:
Bring representatives together to identify community needs

Step 3:
Prioritize goals /determine workgroups

Step 4:
Develop an action program

Step 5:
Evaluate progress

Step 6:
What's next/keeping it moving

Achieving the above steps required effective collaboration between individuals, family members, service providers, and agency representatives. 

CHAPTER V

Step 1: Identify Key People and Agencies

Goal:

To identify the people and agencies who have interest, enthusiasm and position in the community to become leaders in the effort to improve services for people with TBI.

Process: 
Select a “community coordinator”

Identify key people to become cadre members
Key people help identify and invite others

Set a tone of trust and respect

Develop a cadre of trained experts in TBI

Select a community coordinator

As mentioned in Section I, this handbook is written for a person or small group of individuals who will coordinate the entire effort. One person, the Community Coordinator (CC) will have the important job of supporting the people working on various activities. That is why skills in organization, phone and email contacts, and group leadership are so important. A small group might act as a steering committee, but the responsibility of setting meetings, reminding people, providing agendas and minutes for the meetings, etc., must rest upon one person. Our experience shows that the success of this type of community organizing project depends to a great extent on the skills and abilities of the community coordinator.

The process for selecting a coordinator may vary across communities. Some groups may choose nominations and voting, while others may simply agree informally on the best choice.
Identify key people to become cadre members

Who are the right people, and how can you find them? A variety of approaches can be used to answer these questions. First, one or two knowledgeable people can make a list of all the people who might be interested in TBI, all the people who work with persons with TBI, and anyone else who knows the issues associated with people with TBI (including some folks with TBI and some family members).

Bring together a few people from this list to brainstorm. This process will identify most of the people and agencies that should be involved in the project. Once the group starts functioning, they may identify other agencies and individuals to join the cadre.

Key people identify and invite others

The key people then meet and brainstorm other possible cadre members. Because the group is already a knowledgeable and diverse assembly, they will be able to discover most of the relevant community members and agency people who might complement the cadre. Many of the existing members will already be acquainted with people on the expanded list, so they can more easily contact and invite them to become members. 

Set a tone of trust and respect

Most agency representatives entered their field of work because they wanted to help the clients their agency serves. They also need to work within the constraints of the policies and practices of their particular organizations. When setting up an interagency group to improve service delivery, it is important to establish a group culture of trust and respect among group members. That is, each group members respects the work of other members and their organizations, and group members trust each other to put the needs of clients first and work toward making changes that improve their lives.

Develop a cadre of trained “experts” in TBI 

A general information training session is a great place to start. We think of this type of training as “TBI 101”. More details about this type of training can be found in chapter []. All cadre members will benefit from this type of training; others in the community can be invited as well. At a minimum, a training of basic TBI information should be provided for the cadre. Beyond that, the cadre can identify specific training needs so they will become knowledgeable providers themselves. Fortunately, increasing numbers of people with expertise in a variety of aspects of brain injury give presentations or trainings. Organizations and agencies, by pooling resources and working together, can identify some of those experts and put together training opportunities.

One-shot training is helpful as a start, but we learned that multiple training opportunities over time provide longer lasting, better results. The topics of the training can be varied and as broad or as targeted as needed for a particular purpose. The needs assessment process clarifies important topics for training. Training efforts may benefit from pairing those needs with a list of possible “expert” presenters. As those pairings are examined, putting together a training schedule for the next year will become evident. At least three big trainings would be good in the first year or so.

Examples of agencies and people to contact

The following agencies (or their counterparts in the local community) would be good to invite. The broader the representation of the cadre, the more points of view may be brought to the issues.

· Rehabilitation Service Organizations 

· School District

· County Human Services

· Mental Health

· Hospital, medical facilities

· Respite providers

· In-home care providers

· Commission for the Blind

· Employment Department

· Rehabilitation Services Administration
· Educational Services District

· Seniors and People with Disabilities

· Community College or other higher education
· State Independent Living Centers

· Vocational Rehabilitation

· Medical, Chiropractic, vision providers

· Occupational and Physical therapists

· Speech and language therapists

· Law enforcement

Put Brookings stories in different font or boxes – to differentiate from procedural steps
The Brookings Story

The director of the Brookings independent living center started the ball rolling. Because she maintained connections with many agencies and individuals in her work toward assisting people to live independently, she knew most of the relevant agencies and their representatives. She provided most of the local connections. 

To develop an understanding of the problems faced by individuals as well as organizations, the director invited all the people she identified as ‘key players’ to a “focus group”. The local newspaper and radio station publicized the meeting. During the focus group, she asked participants to describe the community, the services available for people with brain injury, what worked well there, and what were some of the challenges. During this focus group, besides getting answers to these questions, she also learned what issues were particularly important to individual participants.

The director invited the people from the focus group meeting to become part of the trained cadre. In addition, through conversations with other community contacts, she identified other people who, because of their job or other affiliations in the community, would be interested and might be willing to contribute to the community effort. Because many survivors were involved in the focus group, the cadre meetings had a diverse membership. 

List of original membership affiliations:

Individuals with brain injury


Family members


Chiropractor


Educators


Vocational counselor


Community college program coordinator

CHAPTER VI

Step 2: Bring representatives together to identify community needs

Goal:

To decide where to go by finding out where you are. 

Process


Bring representatives together


Importance of a comprehensive needs assessment


Perform or review a TBI Needs Assessment

Bring representatives together

The first meeting of the whole cadre—all the representatives previously selected—is an opportunity to plan and implement a community needs assessment for persons with brain injury.

The importance of a comprehensive needs assessment

If the community has not yet completed a needs assessment, this is the time to do it. A comprehensive list of needs can be compiled in a variety of ways. The process used in Oregon is included in the appendix. []

In some ways, having a comprehensive needs assessment seems pretty obvious. How do you know what to work on if you don’t know what the needs are? On the other hand, some might say, “I already know what is needed; I deal with the problems every day.” And that is true: some of the issues that come up are the ones seen all the time. But, we have learned from many years of experience with asking people of a “target group” what their needs are: sometimes we are surprised. When gathering information from a varied group of people, who are directly affected by the issue, i.e., people who have a TBI, their family members, service providers, and others who have direct interactions with them, some unanticipated issues may surface, or some of the issues may be more common than most people thought.

An additional benefit to having a well-conducted, comprehensive needs assessment is that it provides a shared, working list of important issues. Everyone then will be “singin’ from the same page of the hymnal.”

Perform a comprehensive needs assessment

Many types of needs assessment strategies are used. TBI TAC (www.tbitac.org) has the four following resources to help communities design and implement an effective needs assessment: 

Building Core Capacity for Traumatic Brain Injury: Conducting Statewide Needs and Resources Assessments; Conducting Statewide Needs Assessments for Persons with Traumatic Brain Injury (Reprint); Traumatic Brain Injury (TBI) State Grants Project Management Guide: Building TBI State Leadership through Project Management; and Traumatic Brain Injury Needs and Resources Assessment Tool
The needs assessment may take one or two months to accomplish. The task requires patience, but taking the time necessary to compile good information will pay off. Some communities may have a comprehensive needs assessment already begun or even completed. If so, this is the time for a review and to clarify any questions cadre members may have.

The Brookings Story

The first official meeting of the Brookings Cadre drew 24 people. Personal invitations, radio and newspaper publicity, phone calls, and email reminders all contributed to a good turnout.

During the first meeting the independent living director introduced the project, provided a networking opportunity, and asked for help with the needs assessment.

Networking among agencies, between agencies and individuals with TBI, and between individuals, provided a collegial groundwork that the cadre depended on for the rest of the project. People made acquaintances and friendships in the first meetings that eased the communication and working relationships among cadre members

Because Oregon had performed a statewide needs assessment the year before, the Brookings cadre had a good idea of what, in general, people with TBI needed. They needed to find out if the statewide assessment was true for the community, and if there were any new or unique needs not yet identified.

The attendees at the first meeting provided information about the community and looked at a summary of the statewide needs assessment. 

During the second meeting, the cadre gathered information about the needs and challenges particular to the community. Although the needs were similar to statewide needs, Brookings had some unique issues, and their priorities were a little different than the state as a whole.

One parent of a young man with a brain injury had experience, skills, and interest in the project and agreed to become the community coordinator. She organized and arranged for space and refreshments for the monthly meetings and sent invitation emails and reminder phone calls.

With the needs clearly identified by a broad and diverse cadre of community members we were ready for Step 3, prioritizing.

CHAPTER VII

Step 3: Prioritize Goals/Determine Workgroups

Goal

To prioritize goals based on the needs assessment information and to create workgroups to address the prioritized needs.

The Process
Review needs assessment

Prioritize needs, select top 3 that become the goals

Create workgroups to work on each of the goals

Make goals SMART

Review the Needs Assessment

It is important for all cadre members to review the needs assessment, to ensure everyone is aware of most current information about the needs of people with TBI in the community. The exact same people who attended the first meeting may also attend this meeting, but in the real world, that doesn’t happen often, so new members need to be brought up to speed. A review also helps people who previously may have been unclear about some of the needs to understand them better. Finally, the review freshens everyone’s memory of the issues.

The review can be done in 10 to 15 minutes. One way of providing the review is to place the identified needs (grouped by category, if possible) on butcher paper or easel pads around the room. The group leader may read the category names of each of the pages (probably between seven and twelve categories). Attendees then take time to read the needs under each category.

Prioritize needs, select top 3 that become the goals

The group can then prioritize the most important needs. One way to do this is to provide each person some adhesive dots. Three to five dots per person. After some time for discussion each person places one dot by each category seen as most important. (An alternative method is to give 3 colors of dots, one blue that represents highest priority, one red, that represents the second priority, and one yellow, for third. This can be a little trickier to interpret, but can also give more information to work with.)

This is not an exact science. It is way to get a visual representation of the perception of which issues are most important. After tallying the number of dots by each category the cadre discusses the accuracy of the representation. The group leader proposes the three most important issues to work on and checks to see if the cadre agrees those are the most important. These become the three top priorities.

The above suggestion is just a guide. The group may have different ways of prioritizing and deciding on which issues to work with. For example, two of the three highest priority items may be short term and easily accomplished. In that case, the cadre may want to select four or five priorities. Or perhaps the cadre cannot reach agreement on which priorities are most important. In that case flexibility will be required to find a solution. The group may decide to work on only two priorities and continue to identify the third at a future date.

Create workgroups to work on each of the goals

Once the top priorities are identified, people will volunteer to participate on each of the workgroups, one workgroup per priority. The groups will choose a leader or co-leaders and plan when to have the first meeting. 

In order to keep the momentum rolling, the cadre should meet once a month (an entire year’s worth of meetings can be planned at once to make scheduling easier). Then make sure each workgroup has an action plan that they can bring to the next big meeting. The main purpose of the cadre meeting at this stage will be to hear each workgroup’s progress and provide assistance, network connections and suggestions to the workgroup as needed.

Make goals SMART

During the initial planning meeting, the goals people choose can be a little vague. The first job for each workgroup, however, should be to write the goal they will be working on in a way that is useful to them. One helpful goal-forming strategy is called SMART goals. SMART goals have the five following characteristics:

S
Specific

M
Measurable

A
Achievable

R
Realistic

T
Time-based

For example, during general discussion and prioritizing, the cadre may decide that the community needs a support group for persons with TBI. While that description is fine for the beginning stages, when the workgroup begins, they will define the goal further:

We will start a support group for 6 - 15 persons with TBI that will meet once per month beginning on April 1. The group will meet in an accessible location and have a leader who is knowledgeable about TBI.

Evaluation will be much easier if the goals are written with measuring in mind. The above example goal, can be easily written to make it easy to evaluate:

	May start with a vague goal
	start a support group

	Make it specific
	For whom?

Where?

Purpose?

	Measurable
	How often?

How many people?

	Achievable
	Starting when?

What resources are needed?

	Realistic
	Will have regular attendance

People say they like it

	Time based
	When to start?


Please see the evaluation chapter for suggested evaluation questions based on this goal.

The Brookings Story

In month two, we held the second big meeting. This again was well attended (because of the invitations, the phone and email reminders, etc.). The local community college donated room space for the meetings. The Community Coordinator (CC) now began leading the meeting (with help from others as needed). 

The CC reviewed the modified needs assessment (modifications were made at the previous meeting). She made some clarifications and wrote them on the easel paper lists on the walls all around the room. The group moved a few items from one category to another because it made more sense. (Note that the group remained flexible about the process. The CC facilitated the group’s work, but didn’t try to influence the direction.) The participants mostly knew each other from previous work and the cadre was congenial and enthusiastic.

Each participant used three adhesive colored dots to place next to their three highest priority issues. 

They tallied the number of dots for each category. After seeing the most-chosen issues, the group discussed the concepts and grouped some issues together. After discussion, the group settled on three areas as priorities: (1) to establish a support group for survivors and family members; (2) to raise awareness and knowledge about TBI for service providers and the community; and (3) to establish a method of service coordination through a planned approach, meeting individual needs.

Through further discussion the cadre clarified and refined the wording of the goals to ensure that the group held a common vision for each priority area.

The process took about two hours and participants appeared engaged and enthusiastic. At the end, the CC checked one last time to see if the group thought the process did indeed identify the top three priorities. All the participants agreed that it did.

The last agenda item for this meeting was to volunteer for workgroups and select a leader for each workgroup. This took only ten minutes and the groups were well-balanced. Leaders were chosen and workgroup meetings were scheduled. Finally, people exchanged contact information.

*Note about email:  Much of the work of workgroups was accomplished through email exchanges. Email is a great tool, but be careful to include people without email in important exchanges by phone calls, “snail mail”, or in-person conversations.

Similarly, sometimes people with disabilities need accommodations to stay involved. Some people may feel intimidated by working with service providers. They may also need to take some extra steps to get them to the meetings, such as phone reminders and transportation.

CHAPTER IX

Step 4: Action

Goal

To plan and implement strategies that accomplish the established goals.

The Process

Present clear statement of the workgroup’s goal

Assist workgroup to create an action plan

Facilitate the work of the workgroups

The main purpose of this step is to facilitate the work of the workgroups. Most of the accomplishments of the group will come about because the individuals in the workgroups will create and implement the plans. Sometimes the group can work independently, sometimes they’ll need support.

If the leaders of each workgroup are accustomed to leading teams or groups, they will have many skills that help the group progress well. If leaders do not have those skills or experience, they may need assistance. 

Contacting the group leaders each week at the beginning of the assignment provides the Community Coordinator an opportunity to see how things are progressing, how the workgroup is performing, and to offer assistance. Sometimes the assistance can be as little as suggesting someone to contact who may have the information or skill the group is looking for. Sometimes it might mean the community coordinator or another facilitator may have to attend some of the group meetings to ensure progress continues.

One of the best uses of the big monthly meeting is for workgroups to seek help when they get stuck or to have the cadre brainstorm some ideas that will help move the workgroup along. Having reports from workgroups at the monthly meeting also helps keep the workgroups accountable for progress. If any of the workgroups isn’t making good progress, the group leader can set a tone of collaboration by offering assistance or asking the cadre for suggestions to get the work moving.

The Brookings Story

Soon after the workgroups were set up, the Brain Injury Association of Oregon (BIAOR) was able to hire a part time community coordinator for about 10 hours per week. The new coordinator had been involved (as a parent of a young man with a TBI) since the beginning of the project. She was responsible for organizing meetings, making reminder phone calls, tracking the expenses, finding resources, and keeping all the groups informed. 

Fortunately, because of her connection with the BIAOR, the coordinator had access to experienced and knowledgeable people to help her find answers. In Oregon, we are also fortunate to have the Oregon Brain Injury Resource Network (OBIRN). OBIRN’s librarian provided information on the best practices used in other states, as well as current information requested by the coordinator or any of the workgroups.

With help from the community, the workgroups began their action steps for each of the three goals.

Goal 1: 
establish a support group for survivors and family members

This six-person workgroup needed some information to help them get started. By contacting the BIAOR, they got copies of Helping Ourselves: A Guide for Brain Injury Support Groups from the Brain Injury Association of America, Inc. As one of the group members reported at the next big meeting, “Every time we had a question, we opened this book and found the answer!” The group found that the main things they needed were a place to meet, a facilitator, outreach or publicity, and some transportation solutions. Within two months, they had all the issues worked out and began having the monthly support group meetings. 

Goal 2:
Raise awareness and knowledge about TBI for service providers and the community.

This was a larger workgroup in the beginning but it dwindled to a core group who asked for help from the others when needed. 

The workgroup first identified possible trainers and found some who were available to present at a day-long training session. The workgroup planned the first training, a sort of “TBI 101” for a general audience, followed by a more informal session directed toward service providers. Newspaper and radio promotion, as well as direct mail notices, helped bring many participants to this first training. The presentations drew an attentive and enthusiastic audience to find out more about the challenges of TBI and some suggestions for meeting them.

A second group of presentations was held a few months later. These were designed specifically for people in the law enforcement, judicial, and probationary fields describing the challenges in identifying and successfully working with people with brain injury. The workgroup worked independently to identify presenters and publicized these trainings. Although a smaller number of people attended, the relevant community organizations were represented. Finally, a third training offered expertise in advocacy for families with a person with TBI.

These events were offered for a low cost ($20 to $25—lunch included). The fee covered room cost, some advertising expenses, and materials. The speakers provided their services for free. Teaching Research staff provided only a little technical assistance beyond finding speakers. 

The trainings directly addressed one of the main problems the community identified: a lack of understanding about TBI. Most of the cadre attended most of the training sessions. The meetings raised awareness and insight for the cadre as well as the rest of the community.

Goal 3:
To establish a method of service coordination through a planned approach, meeting individual needs.

Of the three goals the Brookings community selected, this turned out to be the most challenging. We identified three main reasons for this. First, the workgroup had difficulty clearly defining what they wanted to achieve. Second, this goal, while needed and laudable, is complex and requires the involvement of many agencies and individuals. Lastly, Oregon’s state-funded agencies were in the grips of a devastating reduction in funds. The challenges seemed to be overwhelming at the beginning of the workgroup’s efforts, and caused the work to get off to a slow start.

Over the rest of the year, the workgroup did manage to define what they wanted to accomplish and began their work to attain it. The OBIRN librarian presented the model used in Ohio (described earlier) as a starting point. 

The plan the workgroup settled on was to fund a part time position (service coordinator) to field local calls for brain injury-related services. The coordinator would collect general information from the caller and get permission to share the information with other service providers. Because many of the potential clients may have trouble with follow-through, one of the special features of the plan was to have the service coordinator make the follow up contacts and have service providers contact the client. The group was aware that some challenges, including privacy issues, would need to be addressed.  However, they decided to proceed knowing they would have hurdles to overcome.

Finding a source of funds to pay for the service coordinator became the priority for the workgroup. They were continuing to pursue funding at the end of the grant. Although, this goal was not completed during the one-year grant period. Everyone knew this was an ambitious undertaking and understood it would take time to accomplish.

CHAPTER X

Step 5: Evaluation 

Goal

To evaluate the progress toward goals

The Process
Track accomplishments toward goals

Use the evaluations to guide the workgroups’ tasks

Track accomplishments toward goals

Many people might think of “fun evaluation” as an oxymoron. Most funded programs require evaluation, most universities have evaluation courses students have to take, and a lot of people leave the evaluation experience with a bad taste in their mouths. Approached that way, of course evaluation will be an unpleasant task. 

Another way of thinking about evaluation is to consider it as a way to satisfy curiosity. If a cook creates a new recipe, wouldn’t he want to taste it to see how it came out? That is an evaluation. Program evaluation is like that too. When the cadre creates something, people will want to know how it turned out.

If the cadre’s goals were written as SMART goals, they will be Measurable. The things to be measured will be defined in the goal itself. Sometimes this will be very straightforward (e.g., Did the newspaper print one article per month about brain injury?) Many times the questions will be more complex. 

The cadre should examine each goal and note the progress. These evaluations of accomplishments provide motivation for the group, indicate areas that need more attention, and serve as the basis for either continued progress or goal revision.

As an example, here is the sample goal from Chapter 3:
We will start a support group for 6 - 15 persons with TBI that will meet once per month beginning on April 1. The group will meet in an accessible location and have a leader who is knowledgeable about TBI.

Some possible evaluation questions may include:

Did it start on April 1?

Did it meet once per month?

How many people attended each meeting?

Is the location accessible?

Is the leader knowledgeable about TBI?

A satisfaction survey can be given to participants

Some other evaluation tools to consider are notes from workgroup and cadre meetings, interviews, focus groups, training session questionnaires, activity documentation (e.g., publicity for events, articles or radio/television mentions, etc.), surveys for consumers or providers, etc.

Use the evaluations to guide the workgroups’ tasks

Workgroup accomplishments provide guidance for the next steps in the community’s progress toward improving services for persons with brain injury. The evaluations guide the cadre’s actions. If the evaluation shows that the workgroup’s goal has been met, the cadre may disband that group and decide to tackle another goal. If the workgroup continually has problems not meeting the goal, the cadre can use the evaluation to identify what has worked and what has not. From there they can choose to continue along the same path, or perhaps revise the goal. An objective evaluation will help the group understand the best path to take.

Because it is beyond the scope of this handbook, please refer to the TBI Technical Assistance Center for more information about evaluating the cadre’s efforts. The important thing to remember is that by finding out what happened (or did not happen) the group will have a better basis for deciding what to do next.

The Brookings Story

We considered evaluation as an ongoing process in Brookings. We had detailed minutes from each cadre meeting and report minutes from each workgroup meeting. Those minutes gave us the information needed to describe the goals and desired outcomes as well as the ongoing progress toward meeting those goals.

We compared the meeting agendas and minutes to the list of the community’s goals and activities. The meetings did focus on the goals and activities as intended, so the project continued to move forward as planned. At the cadre meetings, each workgroup updated the cadre on progress toward their goal. During the discussion, the cadre offered suggestions to overcome the challenges. This informal evaluation kept the workgroups progressing toward their goals.

At the end of one year, the cadre examined each of the goals and decided on future direction. In the case of the first goal, (starting a support group) the cadre was pleased with the outcome and considered that goal as “accomplished”.  The second workgroup made significant progress toward their goal (to raise awareness and knowledge about TBI for service providers and the community). The cadre decided this was a continuing priority and kept the group working on more trainings. The cadre decided to reconsider and maybe revise goal 3 (to establish a method of service coordination through a planned approach, meeting individual needs). The challenge of funding a position took longer than anticipated so they decided to continue pursuing funding and be flexible about the goal in order to secure the funding.

We also conducted interviews with individuals when the meetings or minutes were unclear or when we needed more information.

These records and interviews provided the qualitative portion of our evaluation.

For each training session, attendees completed surveys. We also tracked all media coverage to document awareness-raising activities.

One of the cadre members reported the magnitude of the effect of the accomplishments of the workgroups:

“Because of the grant, two of my mental health clients now understand why the medication hasn't made them "normal" and are more accepting of their limitations. They went to the training and realized how the brain injury they received has affected their lives. They have been able to come to the support group and speak with people, in a social setting about themselves, and their struggles. By doing that one thing, they have learned that sharing your fears and disabilities doesn't cause people to look down on you, and that you can be accepted for who you are, and you don't have to be the person others think you should be. They have started looking at their skills and the positive aspects of their lives, and have made huge changes, towards the positive side. One has recently sold a story to a national magazine. He wouldn't have even tried before.”


--Mental Health case worker

CHAPTER XI

Step 6: What's Next/Keeping it moving

Goal

To determine the next steps to keep the project progressing

The Process

Use evaluations to determine next steps

Look ahead to determine needs for continued success

The first five steps of this manual provide an effective means for helping a dedicated group of local community members improve services for people with brain injury. As the cadre works through each of those steps, the community will experience successes, and over time, services for those with brain injury will become better. The goals the community defined in the goal-setting process will become closer to reality.

However, if the cadre stops there, the momentum may well be lost. In order for the work to have on-going benefits for people with brain injury, the project needs to continue. That is what this chapter is about.

Use evaluations to determine next steps

The process for this step is really pretty simple. After evaluating the progress on the determined goals, the cadre will have a good idea which things are working and which things need more attention.  With that information, they can return to step one and revise the goals or create new ones. This continuous return to needs and goals is the process that will keep the community progressing in its desire to improve services.

One requirement to keep the project work moving forward is to provide a coordinator who can keep track of meeting agendas and minutes, schedule rooms, contact people regarding the meetings, and facilitate those meetings. This coordinator may be an elected position or could be paid (if the budget allows).

Look ahead to determine needs for continued success

One reality that will surely surface, is that peoples’ roles change over time. Volunteers may come and go, agency staff may change, participants may move, new people may want to join in. The challenging certainty is that the cadre must always plan to replenish itself and keep in touch with all the relevant organizations and agencies, even though the familiar contact people may no longer be there.

At a minimum, the cadre will revisit the needs assessment and goal setting every year. This will involve reviewing the needs assessment (making updates, if needed), considering the evaluation of the past year’s work, reviewing goals and revising if necessary, and looking ahead at community trends for the coming year. 

The Brookings Story

In our project, we knew that we had only one year to work with the community. At the end of that year, volunteers in the community would have to continue without our assistance. We identified several factors that would be necessary to keep the project moving forward after we left.

The cadre needed a coordinator to continue. At the end of the year the coordinator who worked through the project took a new full-time job and could no longer facilitate the meetings. Although the pay was just $8000 for a year for a part time coordinator, the group did not have sufficient funds to fill the position. Because the qualifications for a coordinator for the cadre were similar to the qualifications needed for the service coordinator for people with brain injury, (Goal three) the group decided to focus on fund-raising to allow them to hire one person to do both jobs. During the months after the grant’s end, the group has made plans for fund-raising but no funds have been acquired.

In the meantime, a local champion who works for the independent living center maintains cadre activities. The cadre meets infrequently, but individuals keep some of the activities alive.

CHAPTER XII

Conclusion

This handbook has presented a 12-month plan to make services to people with brain injury more available, more accessible, and more appropriate. The six-step plan is easy to follow and has been shown to be effective in Oregon:

Step 1: Identify Key People and Agencies

Step 2: Bring representatives together to identify community needs

Step 3: Prioritize Goals /Determine Workgroups

Step 4: Develop Action Program

Step 5: Evaluate Progress

Step 6: What's Next/Keeping it moving

Much more information is available through the Brain Injury Association of America as well as each state’s Brain Injury Association. Another valuable resource is the Traumatic Brain Injury Technical Assistance Center (TBITAC) available through the National Association of State Head Injury Administrators. (http://www.nashia.org)
So, with this handbook, some community connections, and national and local resources, a local cadre of interested individuals has the tools needed to establish a collaborative approach to improving services in your community.
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Oregon Needs Assessment

TBI TAC Needs Assessment
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